ULRR

Distinctions and blurred boundaries
between qualitative approaches and public
and patient involvement (PPI) in research

ltem Type Article

Authors Mc Menamin, Ruth;lsaksen, Jytte;Manning, Molly;Tierney, Edel

Citation International Journal of Speech-Language Pathology 24(5], p.p.
515-526

Publisher Taylor & Francis

Download date 2026-08-13 18:28:33

Item License https://creativecommons.org/licenses/by-nc-sa/4.0/

Link to Item https://doi.org/10.34961/researchrepository-ul.22633549



https://creativecommons.org/licenses/by-nc-sa/4.0/
https://doi.org/10.34961/researchrepository-ul.22633549

Taylor & Francis
Taylor & Francis Group

;ﬂmgtm)\l\w International Journal of Speech-Language Pathology
o OLOGY

/ ISSN: (Print) (Online) Journal homepage: https://www.tandfonline.com/loi/ias|20

Distinctions and blurred boundaries between
qualitative approaches and public and patient
involvement (PPI) in research

Ruth Mc Menamin, Jytte Isaksen, Molly Manning & Edel Tierney

To cite this article: Ruth Mc Menamin, Jytte Isaksen, Molly Manning & Edel Tierney (2022):
Distinctions and blurred boundaries between qualitative approaches and public and patient
involvement (PPI) in research, International Journal of Speech-Language Pathology, DOI:
10.1080/17549507.2022.2075465

To link to this article: https://doi.org/10.1080/17549507.2022.2075465

© 2022 The Author(s). Published by Informa
UK Limited, trading as Taylor & Francis
Group

ﬁ Published online: 28 Jun 2022.

\]
[:1/ Submit your article to this journal &

||I| Article views: 263

A
h View related articles &'

® View Crossmark data &'
CrossMark

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalinformation?journalCode=ias|20


https://www.tandfonline.com/action/journalInformation?journalCode=iasl20
https://www.tandfonline.com/loi/iasl20
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/17549507.2022.2075465
https://doi.org/10.1080/17549507.2022.2075465
https://www.tandfonline.com/action/authorSubmission?journalCode=iasl20&show=instructions
https://www.tandfonline.com/action/authorSubmission?journalCode=iasl20&show=instructions
https://www.tandfonline.com/doi/mlt/10.1080/17549507.2022.2075465
https://www.tandfonline.com/doi/mlt/10.1080/17549507.2022.2075465
http://crossmark.crossref.org/dialog/?doi=10.1080/17549507.2022.2075465&domain=pdf&date_stamp=2022-06-28
http://crossmark.crossref.org/dialog/?doi=10.1080/17549507.2022.2075465&domain=pdf&date_stamp=2022-06-28

International Fournal of Speech-Language Pathology, 2022; Early Online: 1-12 Taylor & Francis

Taylor &Francis Group

a OPEN ACCESS ‘ W) Check for updates

Distinctions and blurred boundaries between qualitative
approaches and public and patient involvement (PPI) in research

RUTH MC MENAMIN!
EDEL TIERNEY*

, JYTTE ISAKSEN? (», MOLLY MANNING® (® &

I Discipline of Speech and Language Therapy, School of Health Sciences, National University of Ireland,
Galway, Ireland, “Department of Language and Communication, University of Southern Denmark, Odense M,
Denmark, 3Speech & Language Therapy, School of Allied Health and Public & Patient Involvement Research
Unit, Health Research Institute, University of Limerick, Limerick, Ireland, and *National Research Officer,
National Research Olffice, Tusla Child and Family Agency, Dublin, Ireland

Abstract

Purpose: International health and social care policy increasingly draws on stakeholder experiences and opinions. The dis-
tinctions between various approaches to researching “insider” perspectives are contentious. This article explores features
(e.g. philosophy, ethics, and power dynamics) of qualitative approaches and public and patient involvement (PPI) in com-
munication disorder research and explicates the blurred boundaries between them.

Method: We use two case studies involving PPI contributors with aphasia — an Irish mixed methodologies study and a
Danish qualitative study - to illustrate PPI in research and thus demonstrate how researchers can bridge the gap between
theoretical considerations and research implementation

Resulr: There are important distinctions between PPI in research and qualitative approaches (e.g. origins, roles, and reim-
bursement) and many blurred boundaries (e.g. inclusion, openness to mutual learning and “insider” perspectives). A key
difference is that PPI contributors take an active role at project level and more flexibility in roles is required in PPI
research. These flexible and varied roles reflect the shared decision-making powers between lay and professional
researchers.

Conclusion: PPI can add innovation to qualitative and mixed methods communication disorder research as illustrated in
both case studies. However, researchers wishing to include PPI must embrace and respond to the evolving and flexible
nature of PPI relationships and processes. Flexibility, negotiation and continuous reflection on methodological
approaches, power dynamics, roles and co-created knowledge will impact and transform the field of research in communi-
cation disorders.

Keywords: consumer involvement; public and patient involvement; qualitative research

Introduction Differences between approaches to inclusion (e.g.
qualitative research), and active involvement (e.g. pub-
lic and patient involvement (PPI) or consumer
involvement, co-design, and co-production) are often
perceived as contentious and unclear (Locock &

Boaz, 2019). Moreover, an expectation that partici-

Healthcare demands are diverse, influenced by social
and cultural determinants of health, experiences and
resources of end users, and structural and relational
context. Internationally, the growth of health and
social care research policy imperatives has motivated

methodologies that harness and include experiential
and usider perspectives. Indeed, health policy and
research funding streams increasingly emphasise the
principle of active mvolvement, i.e. of end users,
experts by experience and/or other relevant stake-
holders, as partners in the research process.

pants and/or PPI contributors (i.e. lay people who
contribute to research) should actively be involved in
qualitative, quantitative and/or mixed methods stud-
ies may inadvertently lead to involvement being
viewed as a requirement rather than a choice. This
misperception may result in a tokenistic rather than
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an authentic approach to involvement. To avoid
tokenism, Beresford (2007) emphasises the value of a
democratic approach with shared decision-making
processes across the research cycle. Cultural adapta-
tion is important to ensure that involvement in
research is based on situated real-life experiences in
individual countries and contexts (Jackson et al.,
2020). Thus, involvement of participants and/or PPI
contributors should be authentic, address local needs
and aim to improve population health and wellbeing.

In this paper, we explore the distinctions and
blurred boundaries between traditional qualitative
research methods and PPI in research. We draw on
the phrase blurred boundaries after LLocock and Boaz
(2019). We highlight important methodological dif-
ferences and intersections between and within the
two approaches. While there are emerging examples
of the impact of PPI in quantitative research (e.g.
Manning et al., 2020b; Shiggins et al., 2022), here we
explicate the ways in which PPI in qualitative and
mixed methods research can impact the creativity,
relational knowledge, collaboration, impacts and
transformations when conducting research with peo-
ple with communication difficulties (Mc Menamin &
Pound, 2019). To illustrate the implementation of
PPI in communication disorder research more specif-
ically, and to illustrate the distinctions from trad-
itional qualitative research methods, we discuss two
case examples that included PPI: (1) an Irish mixed
methods study and (2) a Danish qualitative study,
both involving people with aphasia as PPI
contributors.

Qualitative research

Qualitative research which “uses words as data, col-
lected and analysed in different ways” (Braun &
Clarke, 2013, p. 3) has a long independent tradition
in medical sociology, health psychology and
anthropological studies of healthcare (Locock &
Boaz, 2019). This iterative approach is particularly
useful for obtaining rich descriptions and capturing
participants’ lived experiences (Denzin & Lincoln,
2011). In health services research, qualitative
research methods have been valuable. For example,
in clinical trials, an in-depth elicitation of participant
perspectives can help inform the development and
future implementation of interventions. Adopting a
qualitative approach in research can also help to
evaluate how an intervention is received and why it
does or does not work in particular contexts and cul-
tures by drawing on participants’ lived experiences
and knowledge.

PPI in research

PPI, which has been defined as “research carried out
‘with’ or ‘by’ members of the public rather than ‘to’,
‘for’ or ‘about’ them”, often includes, for example,
involvement of public contributors in prioritising

research, advising on a research project, assisting in
the design of a project, and/or in carrying out the
research (INVOLVE, 2012, n.d.). PPI can occur at
different levels (i.e. consultation, collaboration or
user-led) and/or different stages of the research pro-
cess (design, analysis, dissemination or throughout).
The rationale for PPI in health and social care
research is rooted in the claims that PPI can positively
impact research quality, relevance, impact and integ-
rity. More specifically, three main reasons for PPI in
health services research include (1) normative or
emancipatory; (2) consequentialist or efficiency-ori-
ented; and (3) political and practical (Edelman &
Barron, 2016; Madden & Speed, 2017).

Normartive or emancipatory reasons assert that
patients have a right to be involved in research that
might affect them and reduce power imbalances
between researchers and PPI contributors (Edelman
& Barron, 2016; Madden & Speed, 2017). The basis
of consequentialist or efficiency-oriented reasons
(Edelman & Barron, 2016; Madden & Speed, 2017)
are that bringing a lived experience and real-world
perspective contributes to improving the efficiency
and value of research through various mechanisms
(Greenhalgh et al., 2019). Clearly, this rationale reso-
nates with that of qualitative researchers who include
participants’ lived experiences and knowledge to
address research questions. Lastly, the rationale of
the political or practical grounds suggests that spaces
that offer co-construction of knowledge through alli-
ances between researchers and PPI contributors can
increase the accountability and transparency of
research  (Greenhalgh et al.,, 2019; Oliver
etal., 2015).

Blurred boundaries between qualitative and
PPI research approaches

The key features of qualitative research (Pope &
Mays, 1995; Robert Wood Johnson Foundation,
2008) and PPI in research (Liabo et al., 2018; Morris
et al., 2017) are well-described in the literature. In
the context of biomedical intervention studies, both
approaches have arguably expanded side-by-side and
coalesced towards a common purpose: to make inter-
ventions more likely to reflect the needs of patients
and fit with their daily lives. Therefore, the bounda-
ries between PPI and applied qualitative research in
this context may be less distinguishable. Indeed,
qualitative methodologies can be employed to pro-
mote and enact PPI in research by involving partici-
pants in all aspects of the study (Lyons &
McAllister, 2019).

As discussed above, the rationale for including the
perspectives of relevant stakeholders in both qualita-
tive and PPI approaches (i.e. for consequentialist/effi-
clency-oriented reasons), may be considered as
overlapping or blurred to some extent. At the same
time, each has been keen to demarcate a sharp
boundary (Locock & Boaz, 2019). One important



distinction is in their origins. Unlike qualitative
research into participants’ perspectives, PPI in
research has not emerged from an academic back-
ground. Instead, its origins lie in a combination of
grassroots, disability, and advocacy movements. PPI
thus encapsulates a higher order contribution, dis-
tinct from qualitative research. People involved in
PPI do not participate in the research; they are
research partners that contribute to the research pro-
cess itself. For example, PPI involves public and
patients as lay advisers to ensure for example that the
research is acceptable to people like them, check that
the information and consent materials are under-
standable, and advise on the dissemination of findings
(including the production of lay summaries). At the
same time, a variety of terms are used synonymously
and interchangeably, internationally, to describe the
involvement of “patients” and members of the
“public” in roles that are different from traditional
participant roles in qualitative research, and to
describe the people within these roles (see
McMenamin et al., 2022 for discussion on this issue).
This inconsistency in terminology and descriptions
may reflect the different perspectives of researchers in
conceptualising lay involvement in research and lead
to some confusion.

The criticisms of PPI in research — that it is based
on small numbers, unrepresentative, subjective, and
privileges particular groups of people who are willing
to take part — have also been levelled at qualitative
research (Locock & Boaz, 2019). Purposive sampling
in qualitative research is not designed to be
“representative” of a whole population but may
rather be aimed at capturing a broad range of perspec-
tives, or an in-depth exploration of a subset of rele-
vant experiences. In this sense, advocates of
qualitative research emphasise its contribution
beyond that of PPI approaches vis-a-vis the richness,
scale and depth of insight generated, as well as its
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ability to inform other future studies through theory
development (LLocock & Boaz, 2019). In practice,
qualitative researchers may need to adapt sampling
and recruitment methods, data collection techniques,
etc. to specific contexts and population needs.
However, choices about which approach to take
should be driven not by preferences (of researchers or
funders), but by methodological and practical consid-
erations (Locock & Boaz, 2019).

Qualitative and PPI research in the context of
communication disorder

In the field of communication disorder research,
qualitative studies have used a wide variety of meth-
odologies including for example, narrative inquiry,
participatory research, conversation analysis, dis-
course analysis, critical discourse analysis, grounded
theory, ethnography, phenomenology, and qualitative
case study (Lyons & McAllister, 2019). This body of
research has generated theoretical, methodological,
and practice innovations, which are resulting in new
ways of working with, and delivering services to, peo-
ple impacted by communication disorders (Hersh
et al., 2022, in this issue). This body of research has
additionally challenged and extended traditional
“best practice” qualitative methods, such as inter-
views, through communication adaptations required
to meaningfully include people with communication
disorders (Luck & Rose, 2007). Furthermore, there
is a growing number of examples of PPI in qualitative
(Manning et al., 2020b; Mc Menamin et al., 2021),
mixed methods (Isaksen et al., in press; Manning,
2020), and quantitative (Manning et al.,, 2020b;
Shiggins et al., 2022) research involving people with
communication disorders. We further draw out key
distinctions and overlaps between qualitative and PPI
approaches drawing on extant communication disor-
ders literature in Table 1.

Table I. Distinctions and blurred boundaries between qualitative approaches and Public and Patient Involvement in communication

disorder research.

Features

Qualitative research*

PPI in research**

Axiology (values) and
philosophy
Methodology and Design

Theoretical and philosophical
underpinnings.

Roles and recognition

A range of qualitative methodologies may be
applied e.g. narrative inquiry,
participatory research, conversation
analysis, ethnography, phenomenology,
and case study. Many design options are
possible: design is viewed as emergent.

Roles of the researchers and participants
are predetermined across the research
cycle. Role of participant is enacted
when research is underway. Participants
share their experiences which generates
empirical data in line with the
qualitative approach. Participants do not
input into the overall design process and
may not be authors on published work
or other dissemination outputs.

Values and principles driven — origins in
advocacy movements.

PPI contribution is relevant regardless of
methodology, whether quantitative, qualitative, or
mixed. Many design options are possible; design
is usually emergent and co-created. PPI
contribution is at a meta-level, which benefits the
research process and outcomes through
enhanced design, prioritisation and relevance of
research questions, study protocols and
interventions, outcomes, and dissemination.

The varied roles of PPI contributors should be
agreed before the research is underway —
Element Zero. However, flexibility and
negotiation between professional and lay
researchers is a key feature of PPI. PPI
contributors may wish to reduce or increase
their level of involvement at various times during
the research. PPI contributors share experiences
in qualitative and quantitative research
approaches; this is not to generate data, but to
work on the research process PPI contributors
might choose to be named authors on
publications

(Continued)



4 R. Mc Menamin et al.

Table 1. (Continued).

Features

Qualitative research*

PPI in research**

Ethics

Approach to exploring
phenomenon of interest

Perspectives obtained and
data generated

Power dynamics

Reimbursement

Accessible communication
to maximise inclusion
and impact

Research activity is subject to research
ethics committee(s) approval in most
countries (see discussion). The research
team apply for approval prior to
recruitment.

Phenomenon is studied in context.
Hypotheses may be generated.

The emic (lived, insider) perspectives of
research participants are obtained and
explored via multiple methods of
empirical data generation (e.g.
observation, interviews, focus groups)
and analysis.

There is a move to equalise relations with
participants i.e. who are no longer
“subjects” but are “participants”
(Interaction between “lay people” and
“professionals” is researcher-led.

Participants are not usually paid but they
may be compensated for their time and/
or receive travel expenses depending on
funding agreements.

Participants in qualitative research
(including but not limited to those with
communication disorders) benefit from
communicatively accessible project
information for example relating to
recruitment, informed consent, and
research reports. Moreover, accessible
research strategies enhance the
trustworthiness and representativeness
of the qualitative research process by
optimising collection and exploration of
rich, experiential data. In the context of
aphasia, traditional best practice
qualitative research methods may require
adapration to enable authentic
engagement and participation (e.g.
Case 1)

Working with PPI contributors is not subject to
research ethics committee approval. Indeed,
applications for approval (i.e. for recruiting
research participants) should incorporate the
perspectives of PPI contributors. However, as
illustrated in the Cases, working with PPI
contributors with aphasia may have different
ethical implications in different jurisdictions. For
example, approval from multiple research ethics
committees was required in advance of PPI work
in Case 1; no approval was necessary in Case 2.

Phenomenon is elucidated by the experiences of
contributors and studied in real life context.
Hypotheses may be stated and/or generated by
PPI contributors and researchers
working together.

Emic (insider) and etic (observer) perspectives of
PPI contributors may be obtained via multiple
methods. However, PPI contributors’ input does
not constitute research data; rather PPI
contributors are involved in empirical data
generation with researchers. There are multiple
options for analysing participant data.

PPI approaches aim to equalise power dynamics
across the research team between academic and
PPI contributors. Interaction and knowledge
sharing between “lay people” and
“professionals” is researcher-led and/or PPI
contributor(s)-led. PPI research may bring
benefits for contributors and “professional”
researchers alike.

Ideally, PPI contributors should be paid and/or
compensated for their time. However,
reimbursement for PPI contributors varies across
jurisdictions, and projects may be differently
resourced to support payment (e.g. PhD Case
Study 1). Reimbursement arrangements should
be negotiated with PPI contributors from the
outset (e.g. Case Study 2).

Ensuring research processes are accessible to all
members of the research team (lay and
professional) is important for building trust
relationships and promoting access, inclusion, and
reciprocity in the field of communication
disorder research and beyond. PPI contributors
(including but not limited to those with
communication disorders) benefit from
communicatively accessible project information
and activities. When working with people with
aphasia, adapting PPI approaches to ensure they are
aphasia-friendly is essential to support active and
equalised involvement. PPI contributors may
also be involved in developing aphasia-friendly
research materials and strategies to support
research participants with aphasia (e.g. Case 1).

*e.g. Lyons and McAllister (2019).
**e.g. Isaksen et al. (in press), Manning et al. (2020a), Mc Menamin et al. (2021), Shiggins et al. (2022).

In the next section, we present two case study
examples to explicate how qualitative researchers
have included PPI in communication disorder
research in diverse ways. Case Study 1 is derived
from Molly Manning’s PhD study which explored
how to optimise support for living well with post-
stroke aphasia in Ireland. This study took place
between 2016 and 2020 and used a mixed methods
approach (Manning, 2020). Case Study 2 is derived
from Jytte Isaksen’s ongoing (2019-to date) qualita-
tive study entitled “Communication support in
aphasia” which aims to explore Danish people with
aphasia’s perspectives about communication support
during acute and sub-acute care and rehabilitation.
Both case studies include a detailed description of the
(1) research context, (2) methodological approach
and theoretical underpinnings, (3) roles, (4) PPI tasks

and methods, (5) reimbursement and “level of
involvement”, and finally the (6) impact of involving
PPI contributors. Following the case examples, we
discuss a range of important features researchers
should consider if they choose to include PPI in
their research.

Case study 1: PPI in a mixed methodologies
study involving people with aphasia:

Optimising support for living well with post-stroke
aphasia  (people with aphasia) in Ireland
(Manning, 2020).

Research context
Case Study 1 describes PPI collaboration as part of a
mixed methodologies study exploring how best to
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Figure 1. Research design and PPI contribution in Case 1.

optimise support for living well with post-stroke apha-
sia (people with aphasia) in Ireland. The research
design is shown in Figure 1. It comprised (1) a sys-
tematic review and qualitative evidence synthesis of
prior qualitative research with people with aphasia.
The purpose was to advance conceptual understand-
ing of what it means to “live well” with aphasia con-
sidering individual and structural influences and
aligning the concept with that of the personal recovery
model from mental health literature. The findings of
this review informed the focus and design of two sub-
sequent studies: (2) a clinician survey of support serv-
ices for living well with aphasia in Ireland; and (3)
qualitative interviews with working aged people living
with aphasia. The findings of 2 and 3 were integrated
in line with the triangulation protocol to produce pro-
visional recommendations for improving support for
living well with aphasia. PPI contribution was an inte-
gral component of the research design and an aphasia
advisory group of four people with aphasia of working
age was convened in the Mid-West region of Ireland
(see Figure 1).

Methodological approach and theoretical underpinning

The study design was underpinned by Critical Realist
research philosophy. This philosophy implies that all
knowledge 1is fallible, including perspectives of
researchers, experts by experience, research partici-
pants, PPI contributors and research conclusions
(Bhaskar, 2016). The researcher triangulated per-
spectives of people with aphasia through (1) qualita-
tive evidence synthesis of prior qualitative research
with people with aphasia; (2) refining the concept of
living well with aphasia with PPI contributors; and
(3) qualitative interviews with people with aphasia.
As a mixed methodologies study, she additionally tri-
angulated research methods (i.e. findings of studies 2
and 3) to produce recommendations for improving
support (see Figure 1).

Roles

Identifying and inviting PPl contributors. The PPI
contributors were invited via Speech-Language
Pathologists (SLP) working in the publicly funded

health service and through third sector support
organisations i.e. community-based organisations.
Like purposive sampling in qualitative research, the
researcher had specific criteria in mind (people with
post-stroke aphasia aged 18-65 years representing
differences in number of years living with aphasia, liv-
ing arrangements and gender) although the purpose
was to convene a carefully selected group of PPI con-
tributors to get variation in advice on research design,
methodology etc. rather than to act as participants in
the research (see perspectives obtained and data gen-
erated & roles and recognition in Table I). However,
she acknowledged practical limitations to ensuring
diverse representation in the PPI advisory panel
including a relatively small local aphasia population
and the decision to limit advisory group membership
to a maximum of four (plus two facilitators) to sup-
port communication access.

Ethics. For this study conducted in Ireland, ethical
approval to include PPI contributors was required by
virtue of their aphasia status and therefore potential
vulnerability (this requirement varies from country to
country — see Ethics in Table I). The researcher had
to demonstrate to the various research ethics commit-
tees (e.g. university, health service and third-sector
community support organisations) that the research
would be conducted in an accessible, transparent,
respectful, and ethical way, and would include the
researcher’s clinical supported communication skills.
Therefore, multiple research ethics approvals were
necessarily obtained prior to recruitment/invitation of
PPI contributors.

PPJ tasks and methods

What did PPI contributors do? The group: (1) pro-
vided feedback on the findings of study 1 and used
these to plan studies 2 and 3; (2) gave feedback on
and expanded draft survey questions; (3) established
key concepts to be prompted in interviews, if neces-
sary; (4) advised on the practicalities of conducting
interviews with people with aphasia (4/— family mem-
bers), particularly people with severe aphasia; (5)
took part in, and gave feedback on practice
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interviews; (6) suggested aphasia-friendly options for
member-checking and dissemination of findings; and
(7) discussed and commented on initial survey and
interview analyses.

PPl methods. Adapted participatory learning and
action (PLA) tools (e.g. flexible brain storming, inter-
viewing the chart and direct ranking) (Mc Menamin
et al., 2015a, 2015b) and strategies such as supported
conversation techniques (Kagan, 1998) and access-
ible slides and agendas (Pearl, 2014; Pound, 2013)
were used to aid discussions. Pen/paper/stickies, etc.
were provided to support expression; however, no
contributor elected to use these. Agreements and
contributions were recorded visually on stickies and
validated in real-time by the facilitators, often using
PLA techniques. Refreshment breaks and a lunch
break were scheduled, and meetings were limited to
3 h. At the first meeting, contributors were facilitated
to decide rules for group discussions. These rules
were re-visited and confirmed along with ethical con-
sent at the start of each meeting. Although individual
contributors were initially encouraged to express
themselves using a round-robin approach (e.g. being
addressed by name or moving around the table), this
strategy was no longer required after 2—3 sessions.
However, relative contribution of members continued
to be monitored, and the round robin approach was
introduced at one later session. At the close of each
session, members were supported to evaluate the ses-
sion (including the extent to which they felt sup-
ported to participate, the extent to which their views
were heard and represented and any suggestions for
changes to the session format).

Reimbursement and “level of involvement”
Reimbursement. One PPI contributor, who had no
access to transport, was reimbursed through a third
sector community support organisation for taxi fares.
No member was otherwise reimbursed. Lunch and
refreshments were provided at each session (see reim-
bursement Table I) for practices of reimbursement.

Level of involvement. The framework proposed by
Cook et al. (2017) was used to determine the involve-
ment, power and control of PPI contributors across
the research elements. In this mixed methodology
study, PPI contributor involvement was best charac-
terised as consultation because while PPI contributor
views were sought, overall decision-making power
remained with the researchers.

Impact of involving PPI contributors

On the research project. Working with PPI contrib-
utors helped to improve the relevance, methodological
quality, and accessibility of the research. For example,
in discussing and reflecting upon the systematic
review findings, contributors helped to extend and

“translate” the findings into lay language. From this
work, the contributors helped to refine and prioritise
content for the subsequent qualitative interview and
survey studies. This ensured that the scope and focus
of both studies were relevant in terms of the types of
things that might be important for living well with
aphasia. Contributors also suggested ways to make
the interviews communicatively accessible for
research participants, including for people with severe
aphasia, and strategies for ensuring that participation
was equalised in cases where spouses were also pre-
sent. Contributors then took part in practice inter-
views and gave feedback on the interviewer’s style
and opportunities for improvement. This process
helped to ensure that all research participants, includ-
ing those with severe aphasia, would be maximally
facilitated to give rich and relevant information in
qualitative interviews. The contributors then dis-
cussed the preliminary survey and interview data
analyses, which helped to re-frame and refine the
reporting of the results. Finally, in suggesting and dis-
cussing aphasia-friendly dissemination formats, the
contributors provided novel accessible formats for
member-checking and disseminating findings to a
wider audience.

On the academic researcher. The key learning was
to be open to unanticipated impacts and opportunities
for contributor involvement. The ways in which con-
tributors were involved evolved in line with refinements
to the research design, and as it was better discerned
how they might be involved in a wider range of study
elements. For example, whilst it had originally been
intended for members to be involved in developing
search terms for the systematic review and recruitment
documents, due to timing and changes to the scope of
the systematic review, collaboration at this initial stage
was not practical. Instead, contributors were more
meaningfully involved in validating and exploring the
systematic review findings, which led to a more struc-
tured approach to their subsequent involvement. This
intensive work had additional unanticipated benefits in
familiarising the group with the aims and purpose of
the research, prior literature, and helped to establish
rapport and a productive collaborative environment. In
addition, the role of contributors in designing aphasia-
friendly interview strategies was refined as it was deter-
mined, through systematically reviewing prior qualita-
tive literature, that there was a lack of comprehensive
guidance. Finally, the experience of facilitating and co-
creating a dynamic, inclusive, and productive space
with contributors forged new friendships and was
highly enjoyable.

Case study 2: PPI in a qualitative

research study

Research context

Case Study 2 describes ongoing PPI collaboration in
a Danish qualitative study entitled Communication
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Figure 2. Research design and PPI contribution in Case 2.

support in aphasia (author JI and colleagues). The
study aimed to explore communication support from
the perspective of people with aphasia by answering
the following questions: (1) How is health communi-
cation carried out between people with aphasia and
professionals with or without communication sup-
port?; (2) Is the content of health communication
between people with aphasia and professionals differ-
ent in conversations with communication support?;
and (3) How does it feel for people with aphasia to
have communication partners using communica-
tion support?

The background for the study is that key workers
in most hospitals providing acute stroke care or neu-
rorehabilitation in Denmark have been trained in pro-
viding communication support to people with
aphasia (e.g. Supported conversation for adults with
aphasia, SCATM, or the Danish method, KomTil).
Despite evaluation of such interventions in Denmark
and internationally (Simmons-Mackie et al., 2010,
2016), we do not know much about what supported
communication looks like in practice and how it is
perceived by people with aphasia. The research ques-
tions are being answered through qualitative methods
(video-recorded observations of naturally occurring
health interactions between staff members and per-
sons with aphasia, semi-structured and supported
interviews with people with aphasia who previously
were video-recorded). Conversation analysis and the-
matic analysis are being used to analyse the data. The
PPI collaboration was planned from the beginning of
the project. Researchers and PPI contributors met
prior to data collection and during data analysis (see
Figure 2). Additional meetings were planned but had
to be cancelled because of Covid-19. Further meet-
ings are planned throughout the project.

Methodological approach and theoretical underpinning

The researchers chose an ethnographic approach at
the outset before consulting the PPI contributors and
later in the process of both defining the data collec-
tion strategies and analysis chose to adopt phenomen-
ology and conversation analysis as the primary
analytic frameworks. Phenomenology is a reflective
enterprise, where participants are asked to reflect
upon everyday experiences (Toombs, 2001). In Case
Study 2, this was demonstrated through observations
of clinical communication taking place between peo-
ple with aphasia and their healthcare professionals.

Conversation analysis aims to investigate the organ-
isation of everyday activities (e.g. clinical communica-
tion) which are accomplished in and though
interactions. Studying social interaction in conversa-
tion analysis is performed through uncovering the
participants’ own methods for constructing and inter-
preting the interaction taking place, for example in
this study.

Roles

Identifying and inviting PPl contributors. As men-
tioned above the three PPI contributors were invited
through the two research assistants in the project,
who were working clinically as SLLPs in a rehabilita-
tion hospital. The researchers did not have any set
criteria regarding the diversity of PPI contributors.
They simply wanted to involve people with aphasia
post stroke with ideas about research and research
methods (see perspectives obtained and data gener-
ated and roles and recognition in Table I). Therefore,
a range of recruitment/invitation methods, e.g. pur-
posive and convenience, were used to involve PPI
contributors. This resonates with traditional sampling
techniques that are often used to recruit participants
in qualitative studies.

Ethics. In this Danish study, the researchers did not
require ethical approval for working with PPI contrib-
utors (see ethics in Table I). Therefore, while Case
Study 2 was registered and approved by the institu-
tional authorities this registration did not include
review by a research ethics committee.

PPI tasks and methods

What did PPl contributors do? The PPI group
acted as consultants and were involved in reviewing
the plan for the study before data collection com-
menced, including review and feedback about (1) the
research questions; (2) consent forms; (3) interview
guide; and (4) support material. Data analysis meet-
ings involved consultation about (1) validation of
research themes from data; and (2) publication strat-
egy. In forthcoming meetings, the PPI contributors
will be consulted about the research findings and
future research collaborations. Furthermore, PPI
contributors will be involved in creating an aphasia-
friendly video abstract for the project.
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PPl methods. The research team did not use any spe-
cific methodology to include the PPI contributors in
the research process. The three researchers and three
PPI contributors with aphasia had several face-to-
face conversations using supported communication
techniques. Everyone had pen and paper to support
their communication and the whiteboard in the room
was used especially by one of the contributors. In
addition, the PPI contributors used their personal
electronic devices to communicate ideas and perspec-
tives. Prior to the second meeting the PPI contribu-
tors had requested to see specific materials. They
viewed two recorded interviews, interview guides
with notes and reviewed the keywords and initial
themes identified from the thematic analysis.

Reimbursement and “level of involvement™

Reimbursement. The PPI contributors were active
members of the research team and therefore they
were all were offered reimbursement and transport
costs for their work in this role (see Table I). One per-
son chose to accept the reimbursement, while the
other PPI contributors decided not to take this pay-
ment. This decision was based on financial considera-
tions. The additional income earned from the PPI
reimbursement would have resulted in earnings above
the maximum permitted threshold for the “disability
allowance” payment. The PPI contributors decided
not to take the PPI reimbursement so that they would
continue to be eligible for the monthly “disability
allowance” payment. Lunch and refreshments were
provided at all advisory group meetings. The early
and ongoing recognition of the equal but different
contributions around the research table including dis-
cussions and agreement about the issue of pay or
reimbursement for PPI contributors’ involvement
supported more equitable relationships and appeared
to equalise power dynamics within the research team.

Level of involvement. The PPI contributors’ level of
involvement was consultation according to the Irish
Health Research Forums’ (IHRF) model PPI
Spectrum of involvement in research (Irish Health
Research Forum, 2015). The opinions of the PPI
contributors were sought and adhered to, but the
overall decision-making and power in the study
remained with the researchers.

Impact of involving PPI contributors
On the research project. The PPI contributors
made the data collection process more accessible for
people with aphasia. One of the contributors was par-
ticularly concerned about how the research materials
would be understood by the participants who were
recent stroke survivors.

The feedback from the PPI contributors meant
that the support materials were altered after consult-
ing the group to reduce the amount of text and to

include alternative pictures. Involvement in the ana-
lysis process (e.g. validation of themes) supported the
researchers to clarify and improve their understand-
ing of some unanticipated themes. For example, the
participants emphasised communication about medi-
cations. While the researchers were surprised by this
finding, the PPI contributors confirmed and recog-
nised the theme. They explained some of the feelings
they had experienced when they had received instruc-
tions about different types of medication without
really understanding their purpose and potential side-
effects. The conversations with the PPI contributors
about the developed themes supported the prioritisa-
tion of themes and contributed to discussion points
in a research article, for example, by pointing to some
of the methodological shortcomings in the study. It
was also very helpful to discuss the dissemination
plan with the PPI contributors. The researchers sug-
gested publication of a journal article and dissemin-
ation of findings in a magazine by a patient
organisation. However, the group preferred to use a
video abstract on YouTube or an aphasia relevant
homepage to share findings since they found maga-
zine articles too hard to read. This project is ongoing.
PPI contributors have reported that they have gained
great satisfaction from being involved and advancing
aphasia awareness, but more work is needed to spe-
cify how their involvement impacts on the process
and nature of the research.

On the academic researcher. The ways in which
PPI contributors positively shape the research involv-
ing people with aphasia is striking. Despite working
with a team of experienced clinicians who are very
skilled in communicating with people with aphasia,
the support material and interview questions were
improved following feedback from the PPI contribu-
tors. Involving PPI contributors with aphasia
improved the research because the PPI contributors
have ideas that are not apparent to the researchers.
This “insider” perspective makes the research more
meaningful to not only research participants, but also
to the consumers of the research — and it certainly
makes the research process more meaningful and
enjoyable for the researcher team.

Discussion

This paper highlights important distinctions between
PPI and qualitative research (e.g. origins, roles, reim-
bursement, and ethics) and the many blurred boun-
daries (e.g. inclusion, openness to mutual learning
and “insider” perspectives). Qualitative researchers
are innovative in the ways that they include partici-
pants with communication disorders in research. The
expertise required to adapt traditional qualitative
methods e.g. interviews and/or focus groups etc. to
support the meaningful inclusion of participants with
a range of communication impairments is often novel



and creative. A key difference in PPI is the respon-
siveness at a project level between lay and professional
researchers. Adopting a PPI approach in qualitative
research necessitates further demands in terms of
time and flexibility with research methods and mate-
rials to ensure involvement and reciprocity. This flexi-
bility permeates PPI in research and reflects shared
decision-making powers and preferences. The Irish
mixed methods and the Danish qualitative case stud-
ies presented in the previous section illustrate this
flexibility and responsiveness at a project level.
Clearly the approaches taken in both case studies to
address the research questions are different from trad-
itional qualitative research methods. They demon-
strate how including PPI and implementing
suggestions from PPI contributors can add innov-
ation to the research process. Qualitative researchers
wishing to include PPI contributors with communica-
tion disorders in their research should consider the
features operationalised in the case studies and out-
lined in Table I. Finally, including PPI equalises
power dynamics between lay and professional
researchers with and without communication disor-
ders and adds another layer of innovation to the
research process.

Ethical considerations

The UK Health Research Authority’s (HRA) policy
framework for health and social care research states
that “the involvement of patients, service users or the
public in the design, management or conduct of
research... is not subject to approval (e.g. from a
research ethics committee)” (Locock & Boaz, 2019,
p. 415). In health research, this is driven by the
Declaration of Helsinki, designed with biomedical
human experimentation in mind. Qualitative research
conducted in healthcare settings has largely been sub-
ject to the same ethics processes and requirements as
biomedical research (Locock & Boaz, 2019).
However, a traditional ethics approach may not be
fully in line with the philosophy of partnership under-
pinning community-based participatory action
research, where paternalist ideas about consent and
ethics have little traction (Locock & Boaz, 2019). In
the context of implementation research, Goodyear-
Smith et al. suggest that “with co-creation design,
there is a move from protection of individual partici-
pants to the development of a relationship between
researchers and community partners which is mutu-
ally advantageous” (Goodyear-Smith et al., 2015, p.
3). By recognising the agency of PPI as collaborators
in the research and as equal partners in the process,
the need for ethical approval from an institutional
organisation should not be required. However as dis-
cussed in both case studies (see also Ethics in Table I)
ethical requirements vary across jurisdictions. The
need for ethical approval should be considered on a
case-by-case basis taking into account PPI contribu-
tors’ vulnerabilities as illustrated in Case Study 1.
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In Case Study 1, ethical approval to include PPI
contributors in the study was a requirement. The
researcher had to demonstrate to the various research
ethics committees (e.g. university, health service and
third-sector support organisations) that the research
which involved potentially vulnerable adults by virtue
of communication impairment would be conducted
in an accessible, transparent, respectful, and ethical
way. Therefore, multiple research ethics approvals
were necessarily obtained prior to recruitment of PPI
contributors. In some Scandinavian countries and the
Netherlands, the issue of formal ethical approval does
not exist, because neither qualitative research nor the
involvement of PPI contributors in a study requires
ethical approval (Locock & Boaz, 2019). Ethical
approval is not required for studies that do not
include invasive procedures e.g. ingestion of medi-
cines, etc. Therefore, while Case Study 2 was regis-
tered and approved by the institutional authorities
this approval did not include any review by a research
ethics committee. However, there is an onus on
researchers to be mindful of ethical practice and
power differentials around the research table when
involving PPI contributors in a research study. For
example, issues such as pay, reimbursement, and deci-
sion making should be negotiated and agreed by all
parties before the project commences. This resonates
with Hersh et al. (2021) who have emphasised the eth-
ical considerations of working with people with com-
munication disorders in research. The authors suggest
that researchers should include an extra phase,
Element Zero (Hersh et al., 2021), before beginning
the research to prepare researchers and PPI contribu-
tors for working together across the research cycle (see
discussion on roles and responsibilities below). PPI
contributors should be involved before applying for
ethical approval because the project submission to the
research ethics committee should include the perspec-
tives of PPI contributors.

Roles

In the study by Hersh et al. (2021) described above
during Element Zero, the PPI contributors’ roles and
responsibilities and level of involvement e.g. consult-
ation, collaboration etc. should be discussed and
agreed. In Case Study 1 the researcher used the
framework proposed by Cook et al. (2017) to deter-
mine the involvement, power and control of PPI con-
tributors across the research elements. In this mixed
methodology study, PPI contributor involvement is
best characterised as consultation because while PPI
contributor views were sought, overall decision-mak-
ing power remained with the researchers.
Interestingly, the researchers in Case Study 2 also
describe the level of involvement of their PPI contrib-
utors as consultation according to the Irish Health
Research Forums’ (IHRF) model PPI Spectrum of
involvement in research (Irish Health Research Forum,
2015). Like Case Study 1, in Case Study 2, the
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opinions of the PPI contributors were sought and
implemented, but the overall decision-making and
power in the study remained with the researchers.
Key to this was flexibility and negotiation throughout
the research. While the decision-making power of
PPI contributors may vary across the research cycle
depending on their level of involvement, the timing of
involvement is an important consideration.

Reimbursement

Reimbursement for PPI contributors also varies in
jurisdictions and there is not a uniform approach to
this for PPI research (see Reimbursement Table I). For
example, in Case Study 1 one PPI contributor, who
had no access to transport, was reimbursed through a
third sector community support organisation for taxi
fares. No member was otherwise reimbursed. Lunch
and refreshments were provided at each session. In
Case Study 2, all PPI contributors were offered reim-
bursement and transport costs however only one per-
son chose to accept this reimbursement as explained
in Case Study 2. Lunch and refreshments were pro-
vided at all advisory group meetings. Increasingly,
these practices are commonplace for research involv-
ing PPI contributors, and furthermore, funding
bodies expect PPI costs to be built into the research
budget. In our experience, the early and ongoing rec-
ognition of the equal but different contributions
around the research table including discussions and
agreement about the issue of pay or reimbursement
for PPI contributors’ involvement, supports more
equitable relationships and equalises power dynamics
within the research team.

Impacts and transformation

Working with PPI contributors in qualitative research
can be transformative for the lay and professional
researchers. In the case studies outlined, the benefits
for PPI contributors involved in the research were
increased self-esteem and confidence; feelings of
empowerment; shared decision-making, contribution
to health services research and future studies. Whilst
the benefits for involvement for participants in
research have been recorded in the literature, e.g.
having their voices heard, using their experience to
change practice and policy, the benefits for PPI con-
tributors go above and beyond this and can be trans-
formative for the “lay” and “professional”
researchers. Importantly, ensuring research processes
were accessible to all members of the research team
(lay and professional with and without aphasia) built
trust relationships and promoted access, inclusion,
and reciprocity (Mc Menamin & Pound, 2019).

Impact on research

In addition to the potential reported benefits for PPI
contributors the literature also suggests benefits for
the research process and outcomes e.g. through

enhanced design, prioritisation and relevance of:
research questions, study protocols and interventions,
advertising materials, outcomes and dissemination
(Greenhalgh et al.,, 2019). PPI contributors have
unique knowledge and experiences that provide com-
plementary ideas which are different from the profes-
sional researchers’ knowledge. The intensive work
involving PPI contributors in both case studies had
unanticipated benefits in familiarising the group with
the aims and purpose of the research, prior literature,
and helped to establish rapport and a productive col-
laborative environment. It added novel ideas to the
research approach. In both case studies, working with
PPI contributors helped to improve the relevance,
methodological quality and accessibility of the research,
the data collection processes became more accessible
for people with aphasia. The role of contributors in
designing aphasia-friendly materials made the
research more meaningful to research participants,
who could be facilitated to give rich and relevant
information. The PPI contributors also helped to
refine and prioritise content for subsequent stages of
the studies. Discussing the preliminary findings
helped to re-frame and refine the reporting of the
results and develop aphasia-friendly dissemination
formats, thereby ensuring dissemination of findings
to a wider audience.

Conclusion

Today’s research world is becoming increasingly
interdisciplinary, complex, and dynamic. Therefore,
researchers often need to combine and complement
research methods which can promote communication
and collaboration between researchers and the popu-
lation of interest (Johnson & Onwuegbuzie, 2004). In
this article, we have explored the distinctions and
blurred boundaries between qualitative approaches
and PPI in research. We have argued that while there
are important distinctions between the two
approaches (e.g. origins, roles, reimbursement, and
ethics) there are also many blurred boundaries (e.g.
inclusion, openness to mutual learning and “insider”
perspectives). We have illustrated that the involve-
ment of PPI contributors is complex, idiosyncratic,
and multi-layered in nature. Responsiveness at a pro-
ject level between lay and professional researchers is
key and when present can lead to innovation by
improving relationships, co-creating knowledge,
enhancing project resources, sustaining collaborative
working and promoting enjoyment in the research
process. Perhaps adopting a rights-based philosophy
to involving PPI contributors in research and embed-
ding an ethos of equity, inclusion, reciprocity, democ-
racy and openness to mutual learning (Mc Menamin
& Pound, 2019) will avoid constructing people as vul-
nerable participants but rather as partners with
agency. We suggest that while PPI can add innovation
to qualitative, quantitative, and mixed methods com-
munication disorder research, researchers wishing to



include PPI must embrace and respond to the evolv-
ing and idiosyncratic nature of PPI relationships and
processes. Speech-language pathology researchers are
familiar with adapting traditional methods and
resources to include people with communication dis-
orders in research. Taking the additional step to
include PPI will impact and transform the field of
speech-language pathology research.
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