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Abstract

Background: The way we collect and use patient experience data is vital to optimise the quality and safety of health
services. Yet, some patients and carers do not give feedback because of the limited ways data is collected, analysed
and presented. In this study, we worked together with researchers, staff, patient and carer participants, and patient
and public involvement and engagement (PPIE) contributors, to co-design new tools for the collection and use of
patient experience data in multiple health settings. This paper outlines how the range of PPIE and research activities
enabled the co-design of new tools to collect patient experience data.

Methods: Eight public contributors represented a range of relevant patient and carer experiences in specialist ser-
vices with varied levels of PPIE experience, and eleven members of Patient and Participation Groups (PPGs) from two
general practices formed our PPIE group at the start of the study. Slide sets were used to trigger co-design discussions
with staff, patient and carer research participants, and PPIE contributors. Feedback from PPIE contributors alongside
verbatim quotes from staff, patient and carer research participants is presented in relation to the themes from the
research data.

Results: PPIE insights from four themes: capturing experience data; adopting digital or non-digital tools; ensuring
privacy and confidentiality; and co-design of a suite of new tools with guidance, informed joint decisions on the
shaping of the tools and how these were implemented. Our PPIE contributors took different roles during co-design
and testing of the new tools, which supported co-production of the study.

Conclusions: Our experiences of developing multiple components of PPIE work for this complex study demon-
strates the importance of tailoring PPIE to suit different settings, and to maximise individual strengths and capac-

ity. Our study shows the value of bringing diverse experiences together, putting patients and carers at the heart

of improving NHS services, and a shared approach to managing involvement in co-design, with the effects shown
through the research process, outcomes and the partnership. We reflect on how we worked together to create a sup-
portive environment when unforeseen challenges emerged (such as, sudden bereavement).
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The way we collect and use patient experience data is important because of concern that patients and carers may
be excluded by the limited ways it is currently done in NHS services. In this study, we worked in partnership with
researchers, staff, patient and carer participants, and patient and public involvement and engagement contributors, to
co-design new tools for the collection, analysis and presentation of patient experience data. We focused on services
for people with musculoskeletal conditions and services for people with severe mental health conditions. Our PPIE
group, formed at the start of the study, represented a range of relevant and diverse health experiences from patients
and carers of specialist services, and primary care. The aim of this paper is to share our experiences from working

in partnership with our PPIE contributors on the co-design work of the study. lllustrations of how the PPIE activities
added crucial insights in the shaping of the tools are given alongside the research data from patients, carers and staff
participants. We experienced some challenges during the project. We discuss how we managed to work together to
create a supportive environment when unforeseen challenges emerged (such as, sudden bereavement). Our experi-
ences of developing multiple components of PPIE work for this study demonstrates the importance of tailoring PPIE
to suit different settings, and to complement people’s strengths and capacity. It also shows the value of bringing
diverse experiences together enabling a shared approach to co-design. Researchers and PPIE contributors wrote this

Background

National policy encourages the embedding of Patient
and Public Involvement (PPI) in research as a means
to improve both the relevance and meaningfulness of
applied health services research in England [1], and to
ensure research improves the nation’s health and wellbe-
ing [2, 3]. Public involvement in research has previously
been defined as ‘research being carried out with or by
members of the public, including patients and carers,
‘rather than to, about, or for’ them (Pg. 1 [4]). Patient
involvement is commonly enabled through establishing
a dedicated group to provide inputs for the study dura-
tion with public contributors sometimes included as co-
investigators to inform the study design from the earliest
stage [5, 6]. However, concerns remain that PPI is exclu-
sionary, challenging the relevance and meaningfulness of
such work [7]. The National Institute for Health Research
(NIHR) have produced a ‘Values and Principles’ of frame-
work of evidence-based practice for PPI [8], and the pub-
lication of UK Standards for Public Involvement [9], has
been designed to help to address recurring challenges to
enable more inclusive and collaborative working, as well
as supporting best practice [10].

A number of studies have assessed how patients
and carers can be meaningfully involved as contribu-
tors to research from pre-funding, through to the end
of the study and beyond [11-13], demonstrating the
value of PPI and engagement (PPIE) input for shaping

research, co-developing (that is, jointly developed), and
delivering impactful outcomes [13, 14]. The number of
PPIE Journals are increasing [15], and the inclusion of
the GRIPP2 reporting checklist and other tools have
improved reporting, yet more needs to be done regard-
ing impact assessment [16—19]. Co-production is one
approach of obtaining multiple perspectives and shar-
ing views, reflection, learning, from the start to the end
of the research [20-22]. This approach is rooted in par-
ticipatory research, enabling people to become involved
in the shaping, design and testing of new healthcare
interventions that are patient-centred [23]. Co-design
seems to be most effective as a method, when the
importance of the relational aspect to involvement are
emphasised [24]. Co-design involves close collabora-
tion between PPIE contributors, and the research team
[25, 26]. This happens through: sharing of power, per-
spectives and skills; respecting and valuing everyone’s
knowledge; and reciprocating, building and sustaining
relationships [20, 22, 27]. Further features are essen-
tial: ongoing dialogue; joint ownership of key decisions;
relationship building; valuing and evaluating [20, 28],
and working with PPIE contributors to encourage a
reflective culture. When designing digital health inter-
ventions, these should equally be based on patient and
carer experiences [29-31]. Finally, PPIE in co-design
is context dependent [32, 33] and thus it is important
to outline the approach taken in the co-design of an
intervention.
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Context of the involvement in co-design approach

in the research study

In this paper, we focus on the PPIE and co-design compo-
nents of a project entitled ‘Developing and Enhancing the
Usefulness of Patient Experience and Narrative Data’ (the
DEPEND study: [34]). While a dedicated PPIE group was
active throughout the mixed-methods study, it was par-
ticularly important in the co-design of the new tools and
associated guidance (the ‘toolkit’) and their evaluation, to
ensure that the perspectives of patients and carers were
at the heart of the study. This paper outlines in detail the
significant PPIE component in the co-design approach in
relation to three aspects: the process; the research com-
ponents (i.e. the tools co-designed for collecting, ana-
lysing and presenting patient experience data); and the
impact on the research partners, that is the research team
and the PPIE contributors as advisers to the study.

The DEPEND study was developed in response to
a dedicated call from the National Institute of Health
Research whose brief posed the question: “What research
is needed to make patient feedback data more credible
and useful?” [35]. Patient experience data is currently
routinely collected within the NHS using a range of
methods, including the national Friends and Family Test
(FFT) [36, 37], the Picker survey [38], and many condi-
tion-specific [39], or organisation-specific online feed-
back surveys [40], some of which are validated. While
the attention paid to patient experiences of health care is
welcome, a number of issues remain. Research has shown
that health care staff are often sceptical of the relevance
of patient experience data to local services [41]. Moreo-
ver, it is argued that the commonly used formats used to
collect experience data tend to exclude patients and car-
ers who might not be able to report their experiences of
care.

The evidence suggests that patient experience should
be measured in terms of the journey as experienced by
the patient in order to capture transitions in care and
continuity [42, 43]. This understanding of the dynamics of
long-term health conditions, be they mental and/or phys-
ical, demands a re-think of what constitutes meaningful
feedback [42]. Similarly, recent research on the measure-
ment and improvement of patient experience in primary
care [44] and specialist services [45] highlights that sur-
veys may be insufficient to fully capture patient feedback.
It has also been suggested that surveys should be made
more useful and relevant to staff, and alternative feed-
back methods should be developed to suit context and
staff roles [35, 37, 46]. Increasingly, NHS organisations
collect large amounts of data, yet the analysis and report-
ing of patient feedback is variable because of inefficien-
cies, lack of expertise, capacity and resources [34]. This is
particularly the case with narrative data and the extensive
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store of patient stories now available has prompted some
studies to develop ways of synthesising this material so
that it can be used for service improvement. Exploring
alternative methods, such as adopting a machine learning
classification approach has been reported in the literature
[47-49]. The DEPEND study builds on the aforemen-
tioned literature and this is reported elsewhere [34] but
in essence it used a collaborative approach to co-design
by inviting staff, patient and carer research participants,
and PPIE contributors, to share experiences, knowledge
and resources, to co-design new tools for collecting, ana-
lysing and presenting patient experience data in NHS
settings.

The aim of the involvement component to the DEPEND
study was to inform the research process within each of
the four parts (“Work streams’) to the study to ensure
integration of involvement into the intervention develop-
ment process from the start (see Fig. 1). This paper will
specifically report on the PPIE involvement in the co-
design work stream 3 of the study to show how each PPIE
co-design activity informed the shaping of the new tools,
theoutput and the impact. We draw on exemplar data
extracts from the staff, patient and carer research partici-
pants collected through focus groups and interviews, to
illustrate how our PPIE group, informed the subsequent
co-design of the intervention. Further, we also report
how our PPIE contributors chose specific roles based on
their expertise and capacity that impacted on their lev-
els of involvement in co-design. Lastly, we reflect on our
experiences as a partnership.

Methods

This paper focuses on the co-design element of the
DEPEND study and has been guided by the GRIPP2
reporting guidance to improve the reporting of PPIE and
transparency [16]. The GRIPP2 checklist (long format)
was used as a guidance of reporting PPIE in this paper
(See Additional file 1). Our paper is structured themati-
cally illuminating how involvement derived insights
informed the co-design process, analysis and outputs. It
was jointly written with the researchers and three PPIE
contributors (AML, DA, NB) to offer a shared reflection
on the PPIE in co-design process, the research outputs,
and the significant impact on the research partnership.

Research context, co-design approach and research
participants
Full NHS Research Ethics Approval was obtained for the
DEPEND study (Black Country NRES committee in West
Midlands ref: 16/WM/0243), and all participants gave
written consent.

The context for the DEPEND study is represented
by four sites: Site A: a large Acute Trust (focusing on
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[ Work stream ] [ Research activities ] [ PPIE activities ]
( \ ( . General feedback given on topics given collectively to
* Qualitative research to explore perspectives of patients, service users and carers on Gl EL e WU AN FEIREIFERES @
timing, form, and method of providing feedback enhance current feedback collection methods
1 Fasis 8 7 % TesT g . Advised to ensure that our research activities
* Qualitative research to investigate perspectives, needs and current practices in collection . X X .
aligned with those of patients and carers during each
and use of patient experience data by professionals Workisteamy and futurelPPIE work:
F i \ ( ( . Elicited views on giving summaries of feedback to staff
and patients and carers, including a breakdown of the
s Ivsis of existi ] 5 : 3 A rates of participation to illustrate who was using which
2 Analysis of existing and new narrative data on patient experience using text mining method
+ Explored of different ways of presenting analysed data
\. y € \
* Co-designed new ways of collecting patient experience data digitally, as well as via . Co-designed a suite of tools and toolkit guidance
alternative methods (e.g. verbal) tailored to suit context based on WS1 views
3 * Co-designed better methods for interpreting and summarising narrative patient experience o Insights given on which co-design interview props could
data be used to ensure research participants understand our
* Developed information and guidance for patients, carers and staff prbcsedecty
[ \ (' Introduced the toolkit to staff \ . Feet.iback given on c.o-designed dc.)cuments.to aid the
3 g N N . s testing of the tools, incorporated in a working
.
Investigated staff responses to the toolkit and resulting changes in service provision TG, W A Rl
4 * Explored the impact of the toolkit in specific patient groups and service contexts o PPG contributors provided peer support to use the tools
+ Compared text mining with qualitative analysis of feedback . PPIE co-led dissemination/ evaluation workshop
+ Compared use of toolkit comp with usual feedback mechanisms (including costs) written work, presentations and YouTube video script.
\ y | J
Fig. 1 Overview of work streams for the research activities and PPIE activities: the co-design work is shown as work stream 3

rheumatology outpatients); Site B: a smaller Mental
Health Trust (focusing on a community mental health
team (CMHT), and an outpatient clinic (OPT)); Site C1
and C2: two general practices within the catchment area
of Site A and Site B. This aligns with the NHS Outcomes
Framework [50], which highlights key improvement areas
for ensuring people have positive experiences of care in
CMH services, OPT clinics, and GP services.

The co-design approach adopted draws conceptually
on Experience-Based Design (EBD: [51]) theory that
defines experience as a reconstruction, or a reconstitu-
tion of something that individuals have lived through.
Meaning is given to that experience in a reflective and
retrospective manner through words. This specific kind
of knowledge is gained from close and direct personal
observation, or contact, in order to design improved ser-
vices and a better experience for patients or carers. It is
conceived as a partnership, involving researcher, staff,
patient and carer research participants and PPIE contrib-
utors, working as co-designers of services throughout the
change process [51].

Patient research participants were recruited through
staff in the clinical sites; staff research participants were
recuited via clinical research leads at each site. Research
participants were invited to take part in either a focus
group or a face-to-face individual interview, or both, as
determined by participant preference. Qualitative data

collected from staff, patients and carers participants from
the first phase of data collection was summarised and
discussed in follow-up co-design focus groups, with 57%
of staff and patient and carer participants having previ-
ously taken part in the qualitative components in the first
phase (see Table 1). We achieved a diverse sample of staff
participants with roles in management and patient expe-
rience, clinical and information technology. The total
number of people who participated in the three data col-
lection phases for DEPEND is reported within the final
report [34].

Table 1 Participants by sites: co-design of new tools for
collecting, analysing and presenting patient experience data

Participants Sites

A B C1 C2 Total
Staff focus groups 10 (5) 12 (5) 9 (6) 14 (7) 45 (23)
Total staff 10 (5) 12 (5) 9 (6) 14 (7) 45 (23)
Patient focus groups 0 12(7) 12(7)
Patient interviews 8 (7) 0 8(7)
Total patients 8 (7) 12(7) 20(14)
Grand total 18 24 9 14 65 (37)

Number of participants that had taken part previously is in brackets; shaded
area indicates data from patients in sites C1 and C2 were not collected for the
co-design phase
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Establishing a PPIE group

At the start of the DEPEND study, a PPIE group was cre-
ated with three PPIE contributors who had experience of
specialist services for musculoskeletal health conditions,
and five PPIE contributors receiving treatment for seri-
ous mental health conditions; two of five PPIE contribu-
tors represented a dual perspective as carers and patients
in the study. Two PPIE contributors were co-applicants
to the study (AML and DA); they attended and contrib-
uted to the bi-monthly project management meetings,
and the quarterly Study Steering Group, and favoured
a more active role in the group. Both contributors were
experienced in PPIE work having previously partnered
with research teams to co-design digital interventions
and disseminating the research findings on behalf of the
research team [52, 53].

Representatives from two Patient Participatory Groups
(PPGs) were next recruited as PPIE contributors to the
study via the two primary care sites Lead clinicians (Site
C1 and Site C2: [54]). The PPG in Site C1 was a relatively
small group with nine members, four of whom chose to
support the DEPEND study as involvement contributors.
Conversely, the PPG in primary care site C2 comprised of
40+ members: 7 members who regularly attended face-
to-face PPG meetings chose to support the DEPEND
study [55]. The Assistant Practice Manager managed the
PPG, circulating the minutes produced by the PPG coor-
dinator (and co-author of this paper, NB) and liaised with
members.

All PPIE contributors to the study were reimbursed
for their time (INVOLVE rates: [56]) and travel. A PPIE
document was developed and modified as the study pro-
gressed in line with an established Terms of Reference
document developed by the Primary Care Research in
Manchester Engagement Resource (PRIMER: an estab-
lished PPIE group funded by the NIHR School for Pri-
mary Care Research at the University of Manchester
[57]). The document adhered to the principles of roles
and responsibilities of INVOLVE [8], and local Faculty
guidance [58].

Face-to-face involvement meetings were held in groups
for each phase of the research study at the University or at
each primary care site so PPIE insights could feed directly
into the four work streams (see Fig. 1). Altogether, four
PPIE group meetings were held at the University, and five
PPG meetings at each site. Each PPIE/ PPG meeting was
devoted to a specific topic that reflected the objective of
each work streame in the DEPEND study [34]: (1) col-
lation of current perspectives of collection, analysis and
presentation of patient experience data; (2) co-design
of the toolkit components and accompanying bespoke
guidance; (3) testing out and evaluation of the new tools;
and (4) PPIE-led dissemination activities. Research
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documents and an agenda were provided in advance of
the meeting by email, or mail, and hard copies were avail-
able on the day. Each PPIE activity and contributions
were recorded by the PPIE Co-ordinator and project
researcher (NS), and circulated to everyone attending
the meeting to check for accuracy. Insights from previ-
ous discussions were included in the prepared slide set to
show how these informed the ongoing research data col-
lection and qualitative analysis. Following the meetings,
a working document was circulated where PPIE pre-
ferred roles and actions were outlined, and lessons learnt
recorded. NS facilitated regular communication with
the group via email, and ensured core documents were
available for comment via Drop-Box for Business, email,
telephone, or face-to-face discussion, enabling a good
relationship with the researcher to be sustained.

Steps in the PPIE in co-design process

During the co-design phase, two PPIE meetings, and two
PPG meetings were held at each site. From the beginning,
a modified EBD approach [51] created the right envi-
ronment and ethos for the meetings to take place with
our PPIE contributors as we adhered to the collective
shared learning principles of co-design. The relationship
that developed helped this to run smoothly. The PI, CS,
chaired each meeting, with support from two members
of the research team, NS and PN. Ahead of the meetings,
we developed summaries of PPIE insights from phase 1
data collection with staff, patient and carer research par-
ticipants, and presented these findings to the PPIE group
using PowerPoint, to trigger co-design discussions. We
tailored each co-design slide-set to reflect views from our
PPIE partners and staff, patient and carer research par-
ticipants from each of the sites. An example is shown in
Additional file 2. We found that by including a slide on
‘what we said, what you said; helped to trigger discus-
sions ahead of showing the research data collected from
each of the sites.

Of note, co-design data was not collected for patients
and carers using the services of Sites C1 and C2 as these
were not collected in work stream 1. These perspectives
were captured via Site A and B as these patients and car-
ers used the services of Site A and Site B. The PPGs par-
ticipation in the trigger discussions ensured that Site C1
and C2 could give their perspectives and interpretations.
This influenced our co-design analysis.

Members of the research team, NS, PN and CS, and
PPIE/ PPG contributors, individually and collectively
shared thoughts about what might work in practice, chal-
lenged ideas and raised concerns together in ways that
led to change (see Table 2 for an overview of these rec-
ommendations). Preferred roles in the co-design process
and output were negotiated amongst the group members
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during each meeting; these roles evolved as the PPIE
component progressed through the co-design to testing
work stream. Some of the more active roles we outline in
the reflective narrative to the paper.

The final step involved a written summary of each co-
design discussion prepared by NS and emailed to the
PPIE contributors, and wider research team for review.

Co-design analysis

All qualitative research data were transcribed, col-
lated and analysed thematically drawing on a grounded
theory approach [59], and using NVivoll qualitative
analysis software. Thematic coding was conducted by
the researchers (NS, PN, CS, BNO) producing distinct
accounts for each research participant group (patients,
carers and staff) in each site. The co-design analysis on
the research data and the PPIE insights was conducted in
parallel to the research activity for work stream 1 and 2
(see Fig. 1), to enable issues and preliminary themes to
be explored with participants and our PPIE contributors.
We used trigger discussion slides showing the results of
the research data collected from work stream 1 and the
PPIE insights (from previous meetings) together with
preliminary themes from the analysis; these insights were
then incorporated in the specific co-design analysis fol-
lowing each meeting. The impact of our approach to
the analysis was that the PPIE contributors experienced
first-hand how their insights fed in to the co-design of
the tools and the subsequent testing of these in mul-
tiple NHS sites. Detailed notes written following each
co-design PPIE meeting were imported to each NVivo
unit to support the main thematic analysis. Some more
experienced PPIE contributors chose to email reflective
thoughts on the minutes of each involvement meeting
and these were also incorporated in the analysis. Prelimi-
nary themes from the analysis from work stream 1 were
used as a basis for discussion at the co-design qualitative
interviews and focus groups, and meetings with PPIE
contributors, where links and distinctions across the
multiple groups of participants and sites were explored
(see Additional file 2). We now turn to the key themes
that emerged from the co-design analysis.

Results

Capturing experience data

As the FFT is a nationally mandated patient feedback
tool [36, 37], we sought specific feedback from our PPIE
group on how to enhance the FFT question digitally by
changing the response scale to capture emotional feed-
back collected via emoticons, and adapting the FFT free
text question to invite more meaningful comments.
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Adapting the FFT response scale to capture emotional
feedback

PPIE contributors liked that the proposed FFT question
and how response could be enhanced to capture emo-
tional feedback to encourage more people to use it. The
issue of how best to capture people’s feelings about the
healthcare they received was tackled differently by PPIE
contributors and research participants. In general, the
PPG contributors in both primary care sites considered
the use of emoticons appropriate, and feasible, as their
practice was currently collecting feedback digitally in this
way. Further, they also recommended that four instead of
five options on the FFT response scale should be offered
‘as people tended to go for the middle ranking where 4
makes the respondent go one way or the other (researcher
note). Likewise, the PPIE SMI contributors described
making the FFT question and response via the interface
simple, quick and friendly to use as ‘some people like to
use simple emoticons for feedback with an option for add-
ing brief text’ (researcher note). Some PPIE MSK contrib-
utors described preferring an alternative visual system,
for example, traffic lights to express emotional feedback
as it was felt that patients with MSK might experience
discomfort to touch the iPad screen and that emoticons
might not represent their pain. These views on appropri-
ateness of using emoticons to collect emotional feedback
resonated with the majority of staff participants working
in mental health services (site B) where they talked about
specific sensitivities of collecting feedback digitally in
their context:

T don’t know whether necessarily in mental health
they're always the best tool for measuring satisfac-
tion, you know, for somebody who is suffering with
an episode of depression, there's going to be nothing
that makes them smile from ear to ear, so to see it
as an emoticon to measure the most satisfied with a
big smiley face, it’s not something that'’s right at that
time’ (Site B CMH'T, ID349, Staff FG).

As a result of these initial discussions, different options
were explored by PPIE contributors, and in the subse-
quent co-design interviews with staff and patients. This
led to a joint decision to test out emoticons with traf-
fic light colours on the interface in four settings (Sites
A, B OPT, C1 and C2: see Additional file 3], but not
in the mental health setting, as these were viewed as
inappropriate.

Enhancing the FFT free text question to elicit meaningful
feedback

All PPIE contributors and research participants voiced
how it would be most useful for a new digital tool to
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capture both negative and positive comments within the
FFT free-text box. This emerged from the PPIE sugges-
tion of using a gratitude journal form of feedback, where
the option for one piece of positive feedback and one
piece of negative feedback is given:

“The negative feedback is clearly what you want to
know where things could be improved. The positive
feedback is where you don’t want to make unneces-
sary changes when things are working well, but you
need to identify those areas where the patient thinks
things are working’ (Site A, ID107, patient).

Our PPIE contributors also felt that capturing both
positive and negative feedback from different service ele-
ments within each setting would be useful to examine:

Tt was thought a good idea to capture the positive
and negative feedback from different areas of the
service e.g. experience at reception, experience with
doctor etc. to explore the usefulness of feedback
data...! (PPG Site C2, researcher note).

As a result of these discussions the FFT free-text ques-
tion was enhanced to capture positive and negative free-
text comments via a digital interface to replicate the
check-in process in place in three sites (B OPT, Sites C1
& C2: see Additional file 3).

Enhancing digital and non-digital tools

All PPIE contributors and research participants could
give views on the use of feedback via the following tools:
iPad with self-standing kiosk; text message; dedicated
phone line; face-to-face discussion; pen and paper; and
the use of the site-specific website. This suite of FFT tools
was based on the phase 1 data collected. The possibility
of building in a feedback period was initially suggested by
our PPIE SMI contributors, which would allow patients
and carers to provide comments pre and post consulta-
tion in each NHS setting:

‘Waiting time could be used for feedback. Pre and
post feedback may be based on previous experi-
ence, or lack of experience, or expectations for the
appointment. Subsequent visits can include the
after-service experience’ (researcher note).

This view was shared with our PPIE MSK contributors
so that people could be invited to give feedback in their
own time:

“There was group agreement that people should
be invited to give feedback pre, during and post
appointment and in their own time... Some con-
tributors described people on wmedication with
side effects that might make them confused... Pic-

Page 7 of 18

tures alongside each instruction might be of help’
(researcher note).

In the PPG discussions, a few individuals asked if the
digital Patient Access System that now is widely adopted
in primary care could house our FFT feedback survey.
Further alternatives were a phone app, providing a URL
from the site website, or text message following a consul-
tation. Some contributors liked the idea of enabling SMS
text messages for collecting feedback:

‘One PPG member said they get sent text messages
via [site A] asking for patient feedback but find them
very repetitive. The group thought flyers to be use-
ful props to remind people to feedback via different
methods, but ‘texts are a nightmare” (PPG site C2,
researcher note).

This suggested that some guidelines of how and when
to send these messages should be developed if we were
to test this tool. While enthusiasm for digital methods
was high, PPIE contributors and research participants
felt that non-digital tools should be offered in parallel.
Physically situating different tools alongside each other
was seen as another possibility to give people choice of
feedback method:

‘But I guess if you've got a [digital] stand like that,
I mean I don’t know, I'll show it to you when we go
down, when you leave, because I was looking at that
stand there, there’s nowhere to put pen and paper,
however, the one downstairs it's got like a little thing
on it where you could actually put...you can have
your screen but you could actually have pen and
paper next to it’ (Site A, ID354, Staff FG).

Many PPIE contributors and research participants felt
that this dual approach would enhance the level of partic-
ipation as patients could choose their preferred method
and that the feedback tools offered in each site should be
‘context sensitive! Thus, the differences between health
conditions and their impact, therapeutic relationships
and care settings should be taken into account. Integrat-
ing feedback within the therapeutic relationship in Site
B was seen as another option to respect the person in a
holistic way:

T have a CPN [community psychiatric nurse] nurse
and she comes to see me every 2-3 weeks about my
tablets and talks to me... then you can discuss things,
can’t you?’ (ID208, Site B, patient).

This demonstrates that trust and understanding of a
patient’s life facilitate gaining feedback on the delivery
of care, and the design of new tools should reflect this.
Consequently, a new process for eliciting feedback within
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CMH services was co-designed to encourage the record-
ing of verbal feedback from patients and carers that may
have been excluded using current methods. In brief, each
care coordinator would ask a patient a couple of trigger
questions at the end of their home visit in order to allow
comments on people’s experience of the service. The care
co-ordinator would then give a brief explanation to say
that the team wants to improve information they collect
about people’s experiences of services. Responses to the
trigger questions were to be recorded in a dedicated field
within the electronic care record used by the CMHT (see
Additional file 4).

Ensuring privacy and confidentiality

For PPIE contributors, privacy and confidentiality were
considered equally important to encouraging patient
feedback via the new tools. The key issue was the location
of the new digital kiosk. Many contributors expressed
it should be located in a private cubicle in appropri-
ate reception or clinical areas, clearly signposted and
inviting:

‘PPGs liked the idea of using a digital screen for
giving feedback as they use screens to check-in for
appointments. Another contributor also liked the
idea of having a private cubicle, would this be possi-
ble? Like a passport photograph cubicle, to enter and
give feedback. There was collective agreement that
privacy and confidentiality are equally important to
encourage people to feedback to services’ (PPG Site
C2, researcher note).

As a result of these insights and preferences, joint deci-
sions were made on testing the new tools and they were
placed in areas of privacy. They were monitored by the
observation measures in place during the testing phase.

Co-design of a suite of new tools

The majority of PPIE contributors and some patient and
carer participants talked about using guidance, informa-
tion and signposting to motivate patients and carers to
give feedback using the new tools:

“The importance of presenting “feedback about the
feedback” was met with group laughter but agreed
to be a crucial element to the guidance produced
to accompany the new tools’ (PPI MSK, researcher
note).

It was also voiced that any guidance could work to
encourage not only more but also better quality feedback.
This idea was adopted in the form of a colourful poster in
four sites and later a larger poster to support use of the
new tools in two sites (C1, C2: see Additional file 3):
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Tt was thought that more striking colours and some-
thing simple on the poster needed to be used—even
something like “Please give us your feedback” with a
big arrow pointing to the kiosk’ (PPG Site C1).

The PPGs gave crucial insights on how to present and
update the content of the poster ensuring it remained
current amidst the plethora of information on display.
Discussions about providing this information led to dis-
playing examples of positive comments on a later version
of the poster. Several PPIE contributors and research
participants talked about the need to provide hands-on
support, especially for older people or others who might
be less confident in using digital devices:

T think it just depends on peoples... well, partly the
age, isn’t it, and their abilities. I mean, obviously
some older people will struggle. I mean, I do intend
to get computer literate again, but I've not been able
to use my computer, and I mean, my skills are quite
basic... If there’s like some support available, so for
example when you think of the supermarket when
you use the... self-serve, and there’s usually some-
one there, and it comes up on screen and so if there’s
someone there if you're stuck or something flags up’
(Site A, ID115, patient).

PPIE contributors and staff participants explored ways
of providing support for patients and carers to use the
kiosk. Staff reported that the majority of patients and
carers would not use the kiosk unless they were asked to
do so. Use increased once the larger colourful laminated
poster with guidance notes was placed above the kiosk
and a PPG member (PPIE contributor supporting the
study) promoting the use of the kiosk was in post:

“The PPG was active in promoting the kiosk in the
reception area. Five people walked up to the poster
(this has never happened before with the smaller A4
landscape poster), read it for a few minutes, then
used the kiosk without being prompted by either of
us’ (Site C2, observation note).

Two PPG members attached to Site C2 provided peer
guidance on how to use the kiosk during the busiest clin-
ics. Having this component in place allowed data cap-
ture on the acceptability of and continued engagement
with digital feedback. We subsequently organised for a
volunteer attached to Site B OPT to provide peer sup-
port during the testing phase. This role increased rates
of ditial kiosk participation in Site C2 [60, 61], and aided
implementation in both settings as it responded to staff
concerns about the impact of the new tools on their
workload:

“.. if 'm having to come away from my desk to talk
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them through it, even through the glass, that is going
to take me away from the phones, it’s going to take
me away from what I'm supposed to be doing” (Site
B OPT, ID262, FG).

Our recommendation that information and bespoke
guidance should be provided ready for the set-up of the
new tools was to be monitored and adapted to incor-
porate the feedback data throughout the testing period
[34, 60, 61]. As part of the later phase of the co-design
and implementation phase, visual feedback reports that
included summaries of quantitative data and free text
comments were split by sentiment (positive and negative
comments: [34]). In line with PPIE and staff preferences,
these monthly reports were tailored to the different ser-
vice contexts.

A summary of main points of feedback and recom-
mendations made by the PPIE contributors to shape the
research components by each theme through co-design
is shown in Table 2 (Appendix). These crucial insights
also helped us to tailor interview props for the co-design
interviews (Additional file 2, Fig. 3).

Dissemination and evaluation

A special PPIE dissemination and evaluation workshop
in February 2018 was held, with presentations on the
DEPEND study research findings. Nineteen members of
the public attended the workshop, with representation
from the study sites and multiple PPIE groups and net-
works across Greater Manchester. Members of our PPIE
group co-presented at the workshop and co-facilitated
discussions on our findings from DEPEND. Feedback on
our reflections resonated with the public audience:

1 found that the way those presenting conveyed how
much this project has meant to them, the emotions
of it, was very moving and inspiring’ (workshop
attendee).

We also used this workshop to premier an animated
video reporting the study findings [62], and this was
received positively:

T loved the animation, it is a great visual way to
present information in increments, that some peo-
ple might not read through if it were just text, the
humour in it helped to keep it engaging too’ (work-
shop attendee).

We were able to use the comments and contributions
to make final improvements to the animation prior to
general release.

Following the PPIE workshop, two of our PPI con-
tributors, AML and DA, co-presented with NS, our
experiences of working together on DEPEND at an
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International PPIE conference [63], and spoke about
some of the challenges and successes. The presentation
highlighted the importance of joint working between
PPIE contributors, researchers and NHS staff in order to
co-design new tools that have the best chance of working
in practice.

Following the co-design and testing phases of
DEPEND, we conducted a meeting with members of
our PPIE group to hear collective and individual views
on their experiences of the DEPEND study, and in par-
ticular the co-design model. Overall, the process and the
outcome of PPIE in the DEPEND study was successful:
strong and trusting relationships between PPIE partners
and researchers had developed over the 2-year study. The
PPIE partners made valuable contributions to, and pro-
vided important insights into each work package, ensur-
ing that research priorities aligned with those of patients
and carers and these enabled recommendations for deliv-
ering future PPIE work to be developed. All of our PPIE
contributors commented on how much they had enjoyed
being part of the team and that the experience had been
rewarding. Participating in the DEPEND study had taken
various forms for our PPIE contributors and examples
are highlighted in a visual representation developed by
one of our more experienced PPIE ‘lived experience’ co-
investigators, DA, a co-author on this paper (See Fig. 2).

The model contains some personal involvement reflec-
tions and outcomes (green oval) and learning points
(box) useful for future PPIE in co-design work from the
mental health patient and carer perspective. The model
emphasises the nuanced aspect to involvement in a study,
what it may achieve for some more exprienced contribu-
tors and how. It is important to note that DA prefers the
term ‘lived experience’ PPIE contributor; others in our
PPIE group prefer the sole term ‘contributor’ to PPIE,
and the PPGs prefer ‘volunteer’ or ‘member’ These terms
were captured in our Glossary. We have jointly written
this paper using all preferred terms.

Peer relationships flourished with many PPIE contribu-
tors contacting one another in between meetings, and
ongoing communication between the PPIE contribu-
tors and the research team enabled the partnership to be
sustained during the funded 2-year period, and beyond.
Other PPIE contributors to DEPEND, realtively new to
PPIE, spoke of becoming more confident as they attended
more groups at the University as the research progressed.

Specific roles were allocated to those PPIE contribu-
tors based on preferred activities. DA helped us to recruit
carer participants within Site B using DA’s Patient Expert
Group networks. This enabled us to widen our recruit-
ment with DA spending time on site with the researcher
at carer events held by Site B and attending meetings with
the carer lead at this site. During year 2 of the study, DA
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spent dedicated time working at the University with NS
and contributed to the shaping of toolkit documents (see
Additional files 3 and 4). Our PPIE co-applicant, AML,
also spent a significant amount of time reviewing com-
ponents for the toolkit. Other PPIE/ PPG contributors
gave crucial practical support throughout the evaluation
and dissemination phase to DEPEND. One PPG (Site C2)
took a lead peer support role that helped to promote and
sustain kiosk use during the evaluation of the tools phase.
Of note, they witnessed how patients and carers mostly
reacted positively to the new tools (these reactions are
reported sepately [60, 61]). They passed their observa-
tions on to the researchers via email and in-person; these
insights were crucial to making sense of the unfolding
analysis.

Two PPIE contributors had a lead role in co-designing
the animated film and co-delivered a public dissemina-
tion workshop.

Discussion

The DEPEND study involved staff, patients and carers
research participants from multiple sites co-producing
the research with a core PPIE component embedded
within each of the work streams [34]. We were able to
adopt a shared approach to co-design through working in
partnership with patients and carers, and research partic-
ipants, to shape a suite of new tools to test the usefulness
and relevance of patient experience data in four NHS
settings. This paper reports on the most significant and
innovative PPIE involvement, namely the co-design work:
the enhancement of digital and non-digital methods
to collect, analyse and present patient experience data

by modifying the FFT question [36, 37]. The DEPEND
study adopted a modified EBD approach and the delib-
erative discussion of the findings of the earlier research
phases and the systematic application of shared interpre-
tations allowed the tools to be critically reviewed, devel-
oped and refined by the PPIE contributors and research
participants. Consequently, the co-design of a toolkit
reflected key insights provided by our PPIE contribu-
tors alongside the shared analysis of the research data.
The sensitivity to the different health conditions and
service contexts ensured the adaptability and relevance
of the tools across the four sites. Most importantly, the
investment in the relationship between PPIE contributors
and the research team helped to maintain mutual trust
throughout the study. Our study makes a specific contri-
bution to the evolving landscape of PPIE, co-design, and
co-production. The novelty of our work lays with suc-
cessfully embedding a multi-level PPIE strategy through-
out the work streams for the duration of the study and
beyond that enabled a partnership to evolve with signifi-
cant impact on the research process, outcomes and the
partnership members.

Our reflections on the effects on the research process,
outcome and working in partnership

DEPEND was a complex multi-site study requiring sig-
nificant PPIE action planning and input throughout each
phase. Our PPIE in co-design experience in DEPEND
highlights a number of important issues, which we dis-
cuss in turn with reference to the current guidance to
practice [22], and related research. Investment in the
PPIE partnership with patient and carer contributors
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is key, from the pre-funding stage of research through
to the dissemination, and beyond the study [5, 6, 22, 64,
65]. Our findings show the need to tailor PPIE to pref-
erences and values of research partners, and consid-
eration has to be given to how variation in individual
needs affects ongoing participation [11, 12, 14, 66]. Hav-
ing honest and open conversations and creating a glos-
sary of terms at the start of our co-production journey
helped us to tailor varied strands of PPIE work, match-
ing specific roles to individuals and working flexibly to
optimise participation in each work stream. Some con-
tributors reviewed and contributed to core documents
remotely via skype and dropbox, allowing inclusivity and
personalised adaptation. The PPGs in Site C2 favoured
a specific peer support role, matched to the way they
want to engage in their general practice [67]. Recent co-
produced research recommends implementing costed
external training, especially with regard to establishing
a relationship from the start [68].Our PPIE group was
diverse with patients and carers with differing levels of
PPIE experience. We found this dynamic worked well in
terms of assigning roles and responsibilities [22], and tai-
loring varied strands of work to specific roles based on
preferences enhanced the value of the PPIE in co-design
as everyone was treated with equal importance [13, 14,
68, 69]. Establishing a joint understanding and clarity of
roles was central to managing expectations, especially
when sometimes we could not feasibly meet preferences
for involvement. It was was hoped that 2 more active
PPIE contributors would be involved in co-facilitating the
interviews and focus groups but unfortunately this was
not possible due to bureaucratic and budget constraits.
All our contributors were well supported with compre-
hensive plans and actions and we demonstrated reciproc-
ity in our approach of joint working by enabling focused
discussions in groups [29, 30, 65]. On reflection, being
transparent with our thinking helped us to build on the
initial investment in the research partnership by sharing
perspectives during the co-produced research [20, 21,
23, 24, 27, 28]. Having a dedicated PPIE coordinator with
support from at least two members of the research team
enabled facilitation of separate co-design meetings so
that insights could feed into the unfolding data collection
and analysis [25, 29]. We faced some major challenges
and upsetting events during the 2-year study. The sudden
passing of two of our PPIE contributors, Jane and Neal,
made us reflect on the relationships developed during
the course of the research and on how to manage difficult
situations. Working closely together as researchers and
PPIE contributors entails sharing personal experiences
and building long-term relationships that are quite dif-
ferent from those that develop when researchers are car-
rying out short research projects. Researchers, and PPIE
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contributors, develop a sense of responsibility towards
each other and managing expectations can become
harder without the necessary support, tools or guidance
in place. When a member of a group passes away sud-
denly, we found it might be difficult to know what to do
to support other members of the group, who may already
feel vulnerable. We supported each other individually
and as a group, enabling people to express bereavement
in their own way. Some of these learning outcomes are
shown in DAs reflection model (Fig. 1) drawn from a
reflective blog on her experiences of working in partner-
ship on the study, conveying the importance of her role
and passion for PPIE:

My latest involvement in DEPEND, designed to
improve data collection and usefulness, has given me
the opportunity of more meaningful ways of becom-
ing involved in community mental health feedback
and review specific parts of the work streams. As a
team, we have had to deal with bereavement. Neal’s
passing highlighted the importance of my role. It was
wonderful working with him and we will miss him.
It makes you realise how precious life is and how
important it is to make the most of the good days
when living with mental health challenges. It also
highlighted how valuable I feel my role at the uni-
versity has become and feel very proud of this! It has
also raised the important issue of making sure we get
support in our work, here at the university, if we are
managing other long term challenges’

The research team also took time to individually and
collectively reflect on what happened, and what could we
do to make sure we all felt comfortable to continue with
the research. Special peer relationships and friendships
developed between PPIE contributors. For example, DA
and NS, participated in the annual Community Festival at
the University to champion their working partnership to
the local community [70].

The research team were offered individual counselling
at the University, but we all felt a group intervention,
where collectively we could continue to talk openly and
honestly about what happened with our PPIE contribu-
tors would be more appropriate. The PI, CS, reached out
to the clinician co-applicant on the research team, who
facilitated a debriefing meeting with the researchers and
the PPIE group at the University. The wider social respon-
sibility community at the University also supported us all
as a group by offering a platform for a co-delivered pres-
entation on our PPIE experiences and to celebrate our
achievements to date. Both these interventions helped us
to move forward together illuminating the importance of
sharing positive and challenging experiences and recipro-
cal learning. A posthumous award was conferred on our
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PPIE contributor in recognition of the exceptional PPIE
work completed in the development of digital innova-
tions for people with mental health conditions [71].

The absence of guidance and support to deal with
such emotionally upsetting events when working as a
partnership led to further research funded by the NIHR
to explore ways to address this issue given that PPIE is
integral to research both in our local communities and
beyond [72, 73].

Benefits of taking a PPIE in co-design approach: future
directions

One of the benefits of co-design that emerged in this
study was beginning the involvement and design pro-
cess from the ‘lived experience’: from the reality of eve-
ryday work, rather than designing from theory, to ensure
that we put patients and carers’ perspectives at the heart
of the research study. Having an extended PPIE group
incorporating new and experienced contributors was
conducive to co-design. The two PPGs exemplified the
experiences and preferences of collecting feedback with
long-term service use for our exemplar physical and
mental health long-term conditions in primary care.
The findings were crucial to capturing what tools might
work in practice as they were on site. Published studies
have similarly reported on the richness that emerges in
the research and partnership from adopting PPIE in co-
design [32, 33]. Our work resonates with the reciprocal
learning reported emphasising the importance of build-
ing the foundations for relationships, fostering trust,
respect, creating a safe space, to talk about the research
and the effects on the partnership [74].

Overall, both the process and the outcome of PPIE in
the DEPEND study was seen to be successful by PPIE
contributors and the research team, as indicated by the
strong relationships that had been forged over the 2-year
study. Our PPIE collaborators made valuable contribu-
tions to, and provided insights into, each work package,
enabling us to develop recommendations for deliver-
ing future PPIE work. Issues to be considered in future
PPIE activities described by the group included: reten-
tion of PPIE contributors; diversity; inclusion; choice of
language; and measuring fear, or the stigma of becoming
involved in PPIE activities [18, 19, 75-77].

We recommend linking to external organisations who
embed PPIE work at the heart of research, such as the
NIHR School for Primary Care Research [3], and the
National Co-ordinating Centre for Public Engagement
[78], where guidance is kept current, to encourage a cul-
ture of fair, equitable and meaningful involvement. We
further suggest researchers and PPIE contributors make
use of the many established online PPIE toolkits, which
have been co-produced with patients and carers [21, 24,
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58]. Finally, the DEPEND study was conduced before the
COVID-19 pandemic, however, the lessons learnt remain
as challenges for health researchers worldwide [79]. It is
imperative that we continue to share learning with the
research community to continue to tackle challenges and
to celebrate achievements when working with patients
and carers in partnership [80].

We focused on disseminating our PPIE learning
throughout the study period through various avenues con-
nected to the partnership, including: the national NIHR
Patient Experience Learning Set [35]; a focused PPIE
International conference [63], as well as specific events
held promoting the use of feedback held at all sites, and
at the University. It would have been impactful to hear
more from the audience connected to Site B than was
possible during the study about our novel tool of asking
a trigger question to capture verbal feedback. We strug-
gled to recruit carer research participants, despite having
the assistance of a PPIE experienced contributor, DA, with
access to many carer third sector organisations. Future
research should move beyond recruiting via the organi-
sations networks, which host the research, and invest in
knowledge brokering activity with all stakeholders [81, 82].

Conclusions

We have shown how PPIE in co-design shaped the
research process and its materials by outlining specific
ways in which it added value to the design and delivery of
the toolkit. Our experiences of developing multiple com-
ponents of PPIE work for this complex study across various
health services, demonstrates the importance of tailoring
PPIE to suit different settings, and individual strengths
and capacity. The contribution of PPGs to PPIE in health
services research work is under reported and remains to
be explored further. Our study of PPIE in co-design and
co-production shows the value of bringing diverse expe-
riences together, and adopting continuous feedback loops
that transparently show the way in which PPIE inputs
shape the research. Adopting a shared approach to manag-
ing challenging situations is suggested as we encountered
the need to develop psychological and practical solutions
to partnership working with patients and carers. Our
approach to PPIE in co-design was wide-ranging and itera-
tive, and this paper includes important personal reflec-
tions on the emotional consequences of investing in PPIE
for both PPIE contributors and the research team that
need to be acknowledged for the process and outcome of
meaningful PPIE to evolve and be impactful.

Appendix
See Table 2.



Table 2 Summary of theme, feedback and recommendations

Theme

Feedback

Recommendation

Capturing experience data

Enhancing digital or non-digital tools

Ensuring privacy and confidentiality

PPIE contributors liked the fact the proposed FFT question is short and
focused

PPG (site C2) thought inserting text to indicate the length of survey to
encourage people to complete it might be useful

PPIE contributors liked the use of traffic light colours to capture emotional
feedback via the response scale. Some contributors with MSK preferred an
alternative visual system (e.g. traffic lights to signal warnings) to emoticons,
as it was explained how patients experience pain to touch screen

PPIE contributors felt being able to record one good experience and one
bad experience was a new idea; it was agreed that people would need
prompting somehow to do this

PPIE contributors liked the idea of typing on an iPad touch screen with self-
standing kiosk but thought this might not be a suitable feedback method
on its own, a suite of tools would enable a preferred way of providing
experience data

PPIE contributors thought text messages might be useful to test alongside
kiosk method as a quick feedback tool; PPI MSK contributors warned tim-
ings of these text messages would be crucial to avoid unsettling people
PPIE contributors felt that the URL to a site-specific website might be useful
if linked to appointment feedback, maybe via a text message

PPIE contributors with SMI felt having a face-to-face discussion to a trusted
person might be a preferred alternative to feedback verbally for those
patients and carers who had concerns over using other feedback methods
PPIE contributors described the importance of having pen and paper avail-
able as an essential non-digital tool

PPIE contributors reached consensus that the location of the new kiosk
was important to get right to encourage participation, this needed to be a
relatively private location, a separate room or cubicle would be best

Researchers should keep the FFT questions short by only enhancing the free
text question

Researchers should should show the start and finish of the survey by insert-

ing buttons at the bottom of the screen on the digital interface

Researchers might keep the traffic light colours with emoticons via the digi-

tal interface, to observe people’s reactions to the enhancement

Researchers should place text to prompt positive and negative feedback in
the free text FFT question and add examples in brackets to help elicit critical
feedback by sentiment

Researchers should offer a suite of tools to cater for preferences, to encour-
age those patients and carers who might not have previously given feedback
using paper to use the new tools:

digital self-standing kiosk via iPad touchscreen (sites a, b OPT, c1-2)

text message (site c2, site a, 1 texts were disabled during study period)

URL to a site-specific website (sites a, c1-2)

dedicated phone line* (site b CMHT)

face-to-face discussion via their care coordinator (site b CMHT)

pen and paper leaflet, or a postcard (sites a—c)

Researchers should consider implementing: staff and volunteer roles, feed-
back time, environment, privacy concerns, especially with the kiosk and iPad,
and home visits were all equally considered when deciding the tools to test
out and where to place these to ensure privacy and confidentiality, as far as
possible:

digital self-standing kiosk via iPad touchscreen placed in reception area of
GP practice and outpatient clinics (sites a, b outpatients only, c1-2)

text message (site c2; site a, c1 texts were disabled during study period)
enabled via Practice Manager

URL to site-specific website (sites a, c1-2) sent via text message and placed
in PPG newsletter, toolkit flyer and website

dedicated phone line, safeguard issues were raised by site b CMHT staff*
face-to-face discussion with care coordinator during home visits, to cap-
ture experience data using an iPad, and documented in a dedicated field
of current system (site b CMHT)
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Table 2 (continued)

Theme

Feedback

Recommendation

Co-design of a suite of tools with guidance

PPIE contributors thought a colourful poster would be the most effective
way to advertise the use of the new tools in all sites

PPG C2 gave examples of positive and negative experience data to include
on the first iteration of the poster on the premise data would be replaced
with real-time data captured by the new tools

Contributors advised that the poster and other guidance to advertise the
new tools would need to be near the kiosk; PPG C1 contributor suggested
we might use an arrow pointing to the new tools; PPG C2 contributors felt
that the new tools would need promoting by a volunteer on site

Researchers should consider using to posters, large and small, co-designed
with the PPIE group, to the requirements of each site (a, b outpatients, c1—
c2); the toolkit guidance should be tailored to each site as follows:

show both positive and negative feedback kiosk data;

researchers should refresh the data to avoid posters looking static, to corre-
spond with the new feedback reports for staff (sites a, b outpatients, c1-c2);
increase the size of the poster from A4 to A0 where possible and use an
arrow to advertise the tools

volunteers on site, where possible, to promote the use of the tools (sites c2,
b OPT)

JUBWABDBUT pUD JUBWISAJOAU| Y2D3SAY D 13 |[RWS

§8:/(1202)

81 Jo 7| abed



Small et al. Research Involvement and Engagement (2021) 7:85

Abbreviations

UK: United Kingdom; PPIE: Patient and public involvement and engagement;
PPGs: Patient and participation groups; FFT: Family and friends test; DEPEND:
Developing and Enhancing Patient Experience and Narrative Data; FG: Focus
group; CMHT: Community Mental Health Team; OPT: Outpatients; NIHR:
National Institute of Health Research.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/540900-021-00329-3.

Additional file 1. GRIPP2 long form.

Additional file 2. Example trigger discussion slides used in the co-design
process.

Additional file 3. The DEPEND study toolkit.
Additional file 4. A new approach to collecting verbal feedback.

Acknowledgements

The PPIE group to DEPEND whom kindly shared their experiences and gave
their time, and invaluable insights to the study: Annmarie Lewis, Neal Sinclair,
Dawn Allen, Kate Lurie, Helen Yeoman, Jane Reid-Peters, Annette Barber, Susan
Moore, Nigel Bagshaw, and all of the PPG contributors (Sites C1 and C2). A
volunteer attached to Site B Outpatients. The authors would like to thank all
the patient, carer and staff research participants and members of our Study
Steering Committee (Professor James Barlow (Chair), Professor Martin Knapp,
Konstantina Poursanidou, Professor Nigel Collier, Simon Stones, Profes-

sor Carolyn Chew-Graham, Professor Tim Doran, Annmarie Lewis and Neal
Sinclair). Sue Pargeter from the NIHR National Evaluation, Trials and Studies
Coordinating Centre. Patrick Cahoon for his advisory and implementation
role within one Trust. Cathy Lovatt for her advisory and implementation role
within one Trust. We also acknowledge the assistance of Dr Brian McMillan
on reviewing the final manuscript ahead of submission. We would also like
to thank the reviewers' of this paper for their insightful contributions. We
present our experiences of working in partnership on behalf of the DEPEND
team: Damian Hodgson; Azad Dehghan; Charlotte Sharp; Will Dixon; Shén
Lewis; Evan Kontopantelis; Gavin Daker-White; Peter Bower; Linda Davies;
Humayun Kayesh; Rebecca Spencer; Aneela McAvoy; Ruth Boaden; Karina
Lovell; John Ainsworth; Magdalena Nowakowska; Andrew Shepherd; Patrick
Cahoon; Richard Hopkins; Goran Nenadic.

Dedication

This paper is in memory of Neal Sinclair and Jane Reid Peters who sadly died
during the study period. Neal was a co-applicant to DEPEND and leading
member of our PPIE group. Jane was a member of our PPI group. We are
grateful to both Neal and Jane who brought their energy, enthusiasm, exper-
tise and experience to the project. Since we completed the study, we also
learnt of the passing of a PPG contributor. Together, they leave a lasting and
heartfelt influence on our work.

Authors’ contributions

NS led the PPIE component to the study, co-led the qualitative research, data
collection and analysis, and led the writing of the paper. BNO contributed to
the qualitative data analysis, and to the writing of the paper. AML was a co-
applicant and member of our PPIE group, and played a lead role in PPIE activi-
ties, contributed to discussions regarding research findings and interpretation,
presented on behalf of the study team, worked with us on the co-design of
information materials and contributed to the writing of the paper. DA was a
member of our PPIE group and played a lead role in PPIE activities, contrib-
uted to discussions regarding research findings and interpretation, presented
on behalf of the study team, worked with us on the co-design of information
materials and supported the carer recruitment in Site B and contributed to the
writing of the paper. NB is the PPG coordinator at Site C2, he played a lead role
in coordinating the PPG activities by taking detailed minutes of discussions,
contributed to discussions regarding research findings and interpretation,
worked with us on the co-design of information materials to advertise the
tools and commented via email on the writing of the paper. PN contributed to
the PPIE component, contributed to the qualitative research, data collection

Page 150f 18

and analysis, and to writing sections of the paper. CS led the overall design of
the study and data collection, contributed to the analysis, and writing of the
paper. All authors read and approved the final manuscript.

Funding

This project is funded by the National Institute for Health Research (NIHR)
HS&DR programme, project 14/156/16. The views and opinions expressed are
those of the authors and do not necessarily reflect those of the NIHR, the NHS
or the Department of Health.

Availability of data and materials

The data generated during or analysed during the current study are not pub-
licly available due to ethical restrictions. All data queries and requests should
be submitted to the corresponding author, Dr Nicola Small, SPCR Fellow, for
consideration.

Declarations

Ethics approval and consent to participate

Full NHS Research Ethics Approval was obtained for the DEPEND study (Black
Country NRES committee in West Midlands ref: 16/WM/0243) and written
informed consent to participate from all participants.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

'NIHR School for Primary Care Research, University of Manchester, Manchester,
UK. ?Patient and Public Involvement and Engagement Contributor, Manches-
ter, UK. *Department of Global Health and Infection, Brighton and Sussex
Medical School, University of Sussex, Brighton, UK.

Received: 12 July 2021 Accepted: 15 November 2021
Published online: 27 November 2021

References

1. National Institute for Health Research INVOLVE. Supporting public
involvement in NHS, public health and social research. http://invo.org.uk/.

2. National Institute for Health Research. Going the extra mile: improv-
ing the nation’s health and wellbeing through public involvement in
research. 2015. https://www.nihrac.uk/documents/about-us/our-contr
ibution-to-research/how-we-involve-patients-carers-and-the-public/
Going-the-Extra-Mile.pdf.

3. National Institute for Health Research. NIHR launches new Centre for
Engagement and Dissemination. 2021. https://www.nihrac.uk/news/
nihr-launches-new-centre-for-engagement-and-dissemination/24576.

4. INVOLVE. What is public involvement in research? 2012. https://www.
invo.org.uk/find-out-more/%20what-is-public-involvement-in-resea
rch-2/.

5. Dixon WG, Beukenhorst AL, Yimer BB, Cook L, Gasparrini A, El-Hay T, et al.
How the weather affects the pain of citizen scientists using a smartphone
app. npj Digit Med. 2019. https://doi.org/10.1038/541746-019-0180-3.

6. Coupe N, Mathieson A. Patient and public involvement in doctoral
research: impact, resources and recommendations. Health Expect. 2019.
https://doi.org/10.1111/hex.12976.

7. Starling B. Being inclusive in public involvement (PI) in health research.
2019. https://edisgroup.org/being-inclusive-in-public-involvement-pi-in-
health-research/.

8. INVOLVE. Public involvement in research: values and principles frame-
work. October 2015. https.//www.invo.org.uk/wp-content/uploads/2017/
08/Values-Principles-framework-Jan2016.pdf.

9. McAlister B, Rennard U. UK Standards for Public Involvement—one 'very
different’year on: NIHR. 2021. https://www.nihrac.uk/blog/uk-standards-
for-public-involvement-one-very-different-year-on/26600.


https://doi.org/10.1186/s40900-021-00329-3
https://doi.org/10.1186/s40900-021-00329-3
http://invo.org.uk/
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-dissemination/24576
https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-dissemination/24576
https://www.invo.org.uk/find-out-more/%20what-is-public-involvement-in-research-2/
https://www.invo.org.uk/find-out-more/%20what-is-public-involvement-in-research-2/
https://www.invo.org.uk/find-out-more/%20what-is-public-involvement-in-research-2/
https://doi.org/10.1038/s41746-019-0180-3
https://doi.org/10.1111/hex.12976
https://edisgroup.org/being-inclusive-in-public-involvement-pi-in-health-research/
https://edisgroup.org/being-inclusive-in-public-involvement-pi-in-health-research/
https://www.invo.org.uk/wp-content/uploads/2017/08/Values-Principles-framework-Jan2016.pdf
https://www.invo.org.uk/wp-content/uploads/2017/08/Values-Principles-framework-Jan2016.pdf
https://www.nihr.ac.uk/blog/uk-standards-for-public-involvement-one-very-different-year-on/26600
https://www.nihr.ac.uk/blog/uk-standards-for-public-involvement-one-very-different-year-on/26600

Small et al. Research Involvement and Engagement

20.

21

22.

23.

24.

25.

26.

(2021) 7:85

National Institute for Health Research. Being Inclusive in Public Involve-
ment (Pl) in Health Research Manchester: Manchester University NHS
Foundation Trust. 2019. https://www.invo.org.uk/wp-content/uploads/
2019/02/Being-Inclusive-Health-Research.pdf.

. Dawson S, Ruddock A, Parmar V, Morris R, Cheraghi-Sohi S, Giles S, et al.

Patient and public involvement in doctoral research: reflections and

experiences of the PPl contributors and researcher. Res Involve Engagem.

2020;6(23):1-13. https://doi.org/10.1186/540900-020-00201-w.

Hovén E, Eriksson L, D'Souza AM, Sérensen J, Hill D, Viklund C, et al. What
makes it work? Exploring preferences of patient research partners and
researchers involved in a long-term co-creative research collabora-

tion. Res Involve Engagem. 2020;6(33):1-12. https://doi.org/10.1186/
$40900-020-00207-4.

Mathie E, Smeeton N, Munday D, Graham R, Helena W, Jones J. The role
of patient and public involvement leads in facilitating feedback: “invisible
work! Res Involve Engagem. 2020;6(40):1-12. https://doi.org/10.1186/
$40900-020-00209-2.

Mitchell C, Burke K, Halford N, Rothwell K, Darley S, Woodward-Nutt K,

et al. Value and learning from carer involvement in a cluster randomised
controlled trial and process evaluation—Organising Support for Carers
of Stroke Survivors (OSCARSS). Res Involve Engagem. 2020;6(21):1-9.
https://doi.org/10.1186/540900-020-00193-7.

Chew-Graham CA. Editorial briefing: involving people and patients in
health care, health policy and research—across the board. Health Expect.
2019;22:273-4. https://doi.org/10.1111/hex.12922.

Staniszewska S, Brett J, Simera |, Seers K, Mockford C, Goodlad S, et al.
GRIPP2 reporting checklists: tools to improve reporting of patient and
public involvement in research. Res Involve Engagem. 2017;3(13):1-11.
https://doi.org/10.1136/bmjj3453.

Staniszewska S, Denegri S, Matthews R, Minogue V. Reviewing progress
in public involvement in NIHR research: developing and implementing a
new vision for the future. BMJ Open. 2018;8(e017124):1-11. https://doi.
org/10.1136/bmjopen-2017-017124.

Taylor MA, Adam P, Locock L, Kamenetzky A. Who defines the impact

of research? A patient-centred opinion and call for action. J Res Manag
Admin. 2021;1(1):6-17. https://doi.org/10.18552/jorma.v1i1.655.

Planner C, Donelly A. Patient centred trials: patient and public involve-
ment (PPI): The University of Manchester: Faculty of Biology, Medicine
and Health. http://research.bmh.manchester.ac.uk/patientcentredtrials/
public/.

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

Farr M, Davies R, Davies P, Bagnall D, Brangan E, Andrews H. A map of
resources for co-producing research in health and social care: a guide for
researchers, members of the public and health and social care practition-
ers. University of Bristol and University of West of England. May 2020
[Version 1.2]. https://arc-w.nihrac.uk/publications/a-map-of-resources-
for-co-producing-research-in-health-and-social-care/.

NIHR. NIHR resource for public involvement—guidance on co-producing
a research project. 2021. https://www.learningforinvolvement.org.uk/?
opportunity=nihr-guidance-on-co-producing-a-research-project.

King C, Gillard S. Bringing together co-production and community
participatory research approaches: using first person reflective narrative
to explore co-production and community involvement in mental health
research. Health Expect. 2019. https://doi.org/10.1111/hex.12908.
National Co-production Advisory Group (NCAG). Co-production: It's

a long-term relationship. https://www.thinklocalactpersonal.org.uk/_
assets/COPRODUCTION/Ladder-of-coproduction.pdf.

Robert G, Boaz A. Improving health care services through experience-
based co-design. October 20, 2016. https://i2insights.org/2016/10/20/
experience-based-co-design/.

Locock L, Robert G, Boaz A, Vougioukalou S, Shuldham C, Fielden J, et al.
Testing accelerated experience-based co-design: a qualitative study of
using a national archive of patient experience narrative interviews to
promote rapid patient-centred service improvement. Health Serv Deliv
Res. 2014. https://doi.org/10.3310/hsdr02040.

27.

28.

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

39.

40.

42.

43.

44,

Page 16 of 18

Dewa LH, Lawrence-Jones A. Reflecting on our co-produced study with
young people with past mental health difficulties. Imperial College
London17 June 2020. https://wwwfimperial.ac.uk/blog/ighi/2020/06/
17/reflecting-on-our-co-produced-study-with-young-people-with-past-
mental-health-difficulties/.

Dewa LH, Lawrence-Jones A, Crandall C, Jaques J, Pickles K, Lavelle M,

et al. Reflections, impact and recommendations of a co-produced quali-
tative study with young people who have experience of mental health
difficulties. Health Expect. 2020. https://doi.org/10.1111/hex.13088.
Knowles S, Hays R, Senra H, Bower P, Locock L, Protheroe J, et al. Empow-
ering people to help speak up about safety in primary care: using code-
sign to involve patients and professionals in developing new interven-
tions for patients with multimorbidity. Health Expect. 2017;21(2):539-48.
https://doi.org/10.1111/hex.12648.

Robert G, Cornwell J, Locock L, Purushotham A, Sturmey G, Gager M.
Patients and staff as codesigners of healthcare services. BMJ. 2015;350:1-
5. https://doi.org/10.1136/bmj.g7714.

Huckvale K, Wang CJ, Majeed A, Car J. Digital health at fifteen: more
human (more needed). BMC Med. 2019. https://doi.org/10.1186/
$12916-019-1302-0.

Knowles SE, Allen D, Donnelly A, Flynn J, Gallacher K, Lewis AM, et al. Par-
ticipatory codesign of patient involvement in a learning health system:
how can data-driven care be patient-driven care? Health Expect. 2021.
https://doi.org/10.1111/hex.13345.

Knowles SE, Ercia A, Caskey F, Rees M, Farrington K, Van der Veer SN.
Participatory co-design and normalisation process theory with staff

and patients to implement digital ways of working into routine care:

the example of electronic patient-reported outcomes in UK renal
services. BMC Res Involv Engagem. 2021. https://doi.org/10.1186/
$12913-021-06702-y.

Sanders C, Nahar P, Small N, Hodgson D, Ong BN, Dehghan A, et al.
Digital methods to enhance the usefulness of patient experience data

in services for long-term conditions: the DEPEND mixed-methods study.
Health Services Delivery Res. 2020. https://doi.org/10.3310/hsdr08280.
National Insitute for Health Research: Themed Review. Improving care by
using patient feedback.: NIHR Dissemination Centre; 2019. https://conte
nt.nihrac.uk/nihrdc/themedreview-04327-PE/Patient-Feedback-WEB.pdf.
NHS England. Friends and Family Test. 2013. https://www.england.nhs.uk/
fft/.

NHS England. NHS England and NHS Improvement guidance: Using the
Friends and Family Test to improve patient experience 2019. https://
www.england.nhs.uk/publication/nhs-england-and-nhs-improvement-
guidance-using-the-friends-and-family-test-to-improve-patient-exper
ience/ Accessed 25 April 2021.

Picker Institute Europe. NHS Surveys focused on patients’ experience.
http://www.nhssurveys.org. Accessed 20 Dec 2018.

NHS Digital. Patient experience of diabetes services. 2013. https://digital.
nhs.uk/data-and-information/clinical-audits-and-registries/patient-exper
ience-of-diabetes-services. Accessed: 27 Apr 2021.

Ramsey LP, Sheard L, Lawton R, O'Hara J. How do healthcare staff
respond to patient experience feedback online? A typology of responses
published on care opinion. Patient Exp J. 2019. https://doi.org/10.35680/
2372-0247.1363.

. ManacordaT, Erens B, Black N, Mays N. Implementation and use of the

Friends and Family Test as a tool for local service improvement in NHS
general practice in England: Policy Innovation Research Unit; 2016.
https://piru.ac.uk/assets/files/FFT%20in%20general%20practice.pdf.
Robert G, Cornwell J. Rethinking policy approaches to measuring and
improving patient experience. London: SAGE Publications; 2013.

Robert G, Cornwell J, Black N. Editorials: friends and family test should no
longer be mandatory. BMJ. 2018. https://doi.org/10.1136/bmj.k367.

Burt J, Campbell J, Abel G, Aboulghate A, Ahmed F, Asprey A, et al.
Improving patient experience in primary care: a multimethod pro-
gramme of research on the measurement and improvement of patient
experience. Program Grants Appl Res. 2017. https://doi.org/10.3310/pgfar
05090.


https://www.invo.org.uk/wp-content/uploads/2019/02/Being-Inclusive-Health-Research.pdf
https://www.invo.org.uk/wp-content/uploads/2019/02/Being-Inclusive-Health-Research.pdf
https://doi.org/10.1186/s40900-020-00201-w
https://doi.org/10.1186/s40900-020-00207-4
https://doi.org/10.1186/s40900-020-00207-4
https://doi.org/10.1186/s40900-020-00209-2
https://doi.org/10.1186/s40900-020-00209-2
https://doi.org/10.1186/s40900-020-00193-7
https://doi.org/10.1111/hex.12922
https://doi.org/10.1136/bmj.j3453
https://doi.org/10.1136/bmjopen-2017-017124
https://doi.org/10.1136/bmjopen-2017-017124
https://doi.org/10.18552/jorma.v1i1.655
http://research.bmh.manchester.ac.uk/patientcentredtrials/public/
http://research.bmh.manchester.ac.uk/patientcentredtrials/public/
https://arc-w.nihr.ac.uk/publications/a-map-of-resources-for-co-producing-research-in-health-and-social-care/
https://arc-w.nihr.ac.uk/publications/a-map-of-resources-for-co-producing-research-in-health-and-social-care/
https://www.learningforinvolvement.org.uk/?opportunity=nihr-guidance-on-co-producing-a-research-project
https://www.learningforinvolvement.org.uk/?opportunity=nihr-guidance-on-co-producing-a-research-project
https://doi.org/10.1111/hex.12908
https://www.thinklocalactpersonal.org.uk/_assets/COPRODUCTION/Ladder-of-coproduction.pdf
https://www.thinklocalactpersonal.org.uk/_assets/COPRODUCTION/Ladder-of-coproduction.pdf
https://i2insights.org/2016/10/20/experience-based-co-design/
https://i2insights.org/2016/10/20/experience-based-co-design/
https://doi.org/10.3310/hsdr02040
https://wwwf.imperial.ac.uk/blog/ighi/2020/06/17/reflecting-on-our-co-produced-study-with-young-people-with-past-mental-health-difficulties/
https://wwwf.imperial.ac.uk/blog/ighi/2020/06/17/reflecting-on-our-co-produced-study-with-young-people-with-past-mental-health-difficulties/
https://wwwf.imperial.ac.uk/blog/ighi/2020/06/17/reflecting-on-our-co-produced-study-with-young-people-with-past-mental-health-difficulties/
https://doi.org/10.1111/hex.13088
https://doi.org/10.1111/hex.12648
https://doi.org/10.1136/bmj.g7714
https://doi.org/10.1186/s12916-019-1302-0
https://doi.org/10.1186/s12916-019-1302-0
https://doi.org/10.1111/hex.13345
https://doi.org/10.1186/s12913-021-06702-y
https://doi.org/10.1186/s12913-021-06702-y
https://doi.org/10.3310/hsdr08280
https://content.nihr.ac.uk/nihrdc/themedreview-04327-PE/Patient-Feedback-WEB.pdf
https://content.nihr.ac.uk/nihrdc/themedreview-04327-PE/Patient-Feedback-WEB.pdf
https://www.england.nhs.uk/fft/
https://www.england.nhs.uk/fft/
https://www.england.nhs.uk/publication/nhs-england-and-nhs-improvement-guidance-using-the-friends-and-family-test-to-improve-patient-experience/
https://www.england.nhs.uk/publication/nhs-england-and-nhs-improvement-guidance-using-the-friends-and-family-test-to-improve-patient-experience/
https://www.england.nhs.uk/publication/nhs-england-and-nhs-improvement-guidance-using-the-friends-and-family-test-to-improve-patient-experience/
https://www.england.nhs.uk/publication/nhs-england-and-nhs-improvement-guidance-using-the-friends-and-family-test-to-improve-patient-experience/
http://www.nhssurveys.org
https://digital.nhs.uk/data-and-information/clinical-audits-and-registries/patient-experience-of-diabetes-services
https://digital.nhs.uk/data-and-information/clinical-audits-and-registries/patient-experience-of-diabetes-services
https://digital.nhs.uk/data-and-information/clinical-audits-and-registries/patient-experience-of-diabetes-services
https://doi.org/10.35680/2372-0247.1363
https://doi.org/10.35680/2372-0247.1363
https://piru.ac.uk/assets/files/FFT%20in%20general%20practice.pdf
https://doi.org/10.1136/bmj.k367
https://doi.org/10.3310/pgfar05090
https://doi.org/10.3310/pgfar05090

Small et al. Research Involvement and Engagement

45.

46.

47.

48.

49.

50.

51.

52.

53.

54,

55.

56.

57.

58.

59.

60.

61.

62.

(2021) 7:85

Sheard L, Marsh C, O'Hara J, Armitage G, Wright J, Lawton R. The patient
feedback reponse framework—understanding why UK hospital staff find
it difficult to make improvements based on patient feedback; a qualita-
tive study. Soc Sci Med. 2017;178(Supplement C):19-27. https://doi.org/
10.1016/j.s0cscimed.2017.02.005.

Mills T, Lawton R, Sheard L. Improving patient experience in hospital
settings: assessing the role of toolkits and action research through a
process evaluation of a complex intervention. Qual Health Res. 2019.
https://doi.org/10.1177/1049732319855960.

Daker-White D, Dehgan A, Shepherd A, Nowakowska M, Kontopantelis
E, Nenadic G, et al,, editors. Humans versus machines: text mining
versus adapted grounded theory in the analysis of free text data from
patient feedback surveys. HSRUK Conference 2018; July 2018.

Gibbons CJ, Richards S, Valderas JM, Campbell J. Supervised machine
learning algorithms can classify open-text feedback of doctor perfor-
mance with human-level accuracy. J Med Internet Res. 2017. https://
doi.org/10.2196/jmir.6533.

Kovacevic¢ A, Dehghan A, Filannino M, Keane JA, Nenadic G. Combining
rules and machine learning for extraction of temporal expressions and
events from clinical narratives. J Am Med Inform Assoc. 2013;20(5):859—
66. https://doi.org/10.1136/amiajnl-2013-001625.

NHS Digital. About the NHS Outcomes Framework (NHS OF) 2020.
https://digital.nhs.uk/data-and-information/publications/ci-hub/nhs-
outcomes-framework. Accessed 25 Apr 2021.

Bate P, Robert G. Bringing user experience to healthcare improvement:
the concepts, methods and practices of experience-based design.
Abingdon: Radcliffe Publishing Ltd; 2007.

Palmier-Claus JE, Rogers A, Ainsworth J, Machin M, Barrowclough C,
Laverty L, et al. Integrating mobile-phone based assessment for psy-
chosis into people’s everyday lives and clinical care: a qualitative study.
BMC Psychiatry. 2013. https://doi.org/10.1186/1471-244X-13-34.

Lewis S, Ainsworth J, Sanders C, Stockton-Powdrell C, Machin M,
Whelan P, et al. Smartphone-enhanced symptom management in
psychosis: open, randomized controlled trial. J Med Internet Res.
2020;228:¢17019. https://doi.org/10.2196/17019.

National Association for Patient Participation. Empowering patients:
influencing primary care. https://napp.org.uk/. Accessed 4 Nov 2018.
Munro J. Six ways general practice PPGs could use care opinion:
update from care opinion: care opinion: what's your story? 2018.
https.//www.careopinion.org.uk/blogposts/749/six-ways-general-pract
ice-ppgs-could-use-care. Accessed 1 Oct 2018.

National Institute for Health Research. Budgeting for involvement:
practical advice on budgeting for actively involving the public in
research studies. June 2013. https://www.invo.org.uk/wp-content/
uploads/2013/07/INVOLVEMHRNBudgeting09Jul2013.pdf. Accessed 30
March 2021.

PRIMER: The patient and public involvement and engagement group
at The Centre for Primary Care and Health Services Research. Resources
for researchers: The University of Manchester; 2021. https://sites.manch
esterac.uk/primer/resources-for-researchers/. Accessed 18 Apr 2021.
Faculty of Biology MaH, Social Responsibility. PPIE toolkit: The Univer-
sity of Manchester; 2021. https://www.staffnet.manchester.ac.uk/bmh/
social-responsibility/public-and-patient-engagement/ppie-toolkit/.
Accessed 8 Apr 2021.

Glaser BG, Strauss AL. The discovery of grounded theory. Chicago:
Aldine; 1967.

Ong BN, Hodgson D, Small N, Nahar P, Sanders C. Implementing a digi-
tal patient feedback system: an analysis using normalisation process
theory. Health Serv Res. 2020;20(387):1-16. https://doi.org/10.1186/
$12913-020-05234-1.

Ong BN, Sanders C. Exploring engagement with digital screens for
collecting patient feedback in clinical waiting rooms: the role of touch
and place. Health. 2019. https://doi.org/10.1177/1363459319889097.
Munroe J, Cook M. DEPEND: use of digital methods for collection and
use of patient experience data. NIHR Greater Manchester Patient Safety

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

Page 17 of 18

Translational Research Centre 2019. www.youtube.com/watch?v=
BOYLxVJAzdI. Accessed 23 Dec 2019.

Lewis AM, Allen D, Small N, Sanders C, editors. Co-designing new tools
for collecting, analysing and presenting patient feedback in NHS ser-
vices: working in partnership with patients and carers. In: International
perspectives on evaluation of patient & public involvement in research;
November 15th &16th 2018; Newcastle upon Tyne.

Druce KL, Dixon WG, McBeth J. Maximizing engagement in mobile
health studies. Rheum Dis Cin N Am. 2019;45(2):159-72. https://doi.
0rg/10.1016/j.rdc.2019.01.004.

Morris RL, Ruddock A, Gallacher K, Rolfe C, Giles S, Campbell S. Devel-
oping a patient safety guide for primary care: a co-design approach
involving patients, carers and clinicians. Health Expect. 2021;24(1):42-
52. https://doi.org/10.1111/hex.13143.

Locock L, Boaz A. Drawing straight lines along blurred boundaries:
qualitative research, patient and public involvement in medical
research, co-production and co-design. Evid Policy J Res Debate Pract.
2019;15(3):409-21. https://doi.org/10.1332/174426419X1555299945
1313.

Drinkwater JTM, Ward V, Foy R. Does patient and public involvement
have an impact on general practice? A participatory action research
study. SAPC ASM 2015—evidence and innovation in primary care.
Oxford: Society for Academic Primary Care (SAPC); 2015.

Farr M, Wye L, Carvalho M, Potter L, et al. Bridging gaps: how we've
managed digital exclusion during COVID-19 to improve access to
healthcare for women who have experienced trauma—the Bridging
Gaps group. In: Williams O, Tembo D, Ocloo J, Kaur M, Hickey G, Farr M,
et al,, editors. COVID-19 and co-production in health and social care
research, policy and practice: volume 2: co-production methods and
working together at a distance. London: Bristol University, Policy Press;
2021.

Lindblom S, Flink M, EIf M, Laska AC, Koch LV, Ytterberg C. The manifes-
tation of participation within a co-design process involving patients,
significant others and health-care professionals. Health Expect. 2021.
https://doi.org/10.1111/hex.13233.

Small N AD. RESEARCH HIVE [Internet]. [cited 19 April 2021]. https://
manchesterresearchhive.wordpress.com/2019/02/05/supporting-
public-engagement/.

The University of Manchester, Biology Medicine and Health, Patient
and Public Involvement and Engagement. The 2017 PPIE Celebration
Event Winners! 2017. https://blogs.manchester.ac.uk/bmh-ppie/2019/
06/07/the-2017-ppie-celebration-event-winners/. Accessed 27 Apr
2021.

Giles S, Planner C. Managing difficult situations in patient and public
involvement: workshop event 7th Feb 2018. https://gmpstrc.wordp
ress.com/2018/02/01/managing-difficult-situations-in-patient-and-
public-involvement-workshop-event/. Accessed 15 Apr 2021.

Planner C. Managing difficult situations in public involvement: a co-
production event. NIHR School for Pimary Care Research. 2018. https://
www.spcr.nihrac.uk/news/blog/managing-difficult-situations-in-pub-
lic-involvement-a-co-production-event.

Allen D, Cree L, Dawson P, El Naggar S, Gibbons B, Gibson J, et al.
Exploring patient and public involvement (PPI) and co-production
approaches in mental health research: learning from the PARTNERS2
research programme. BMC Res Involv Engagem. 2021. https://doi.org/
10.1186/540900-020-00224-3.

Oliver K, Kothari A, Mays N. The dark side of coproduction: do the costs
outweigh the benefits for health research? Health Res Policy Syst.
2019;17(33):1-10. https://doi.org/10.1186/512961-019-0432-3.
Williams O, Sarre S, Papoulias SC, Knowles S, Robert G, Beresford P, et al.
Lost in the shadows: reflections on the dark side of co-production.
Health Res Policy Syst. 2020;18(43):1-10. https://doi.org/10.1186/
$12961-020-00558-0.

Ocloo J, Garfield S, Franklin BD, Dawson S. Exploring the theory,
barriers and enablers for patient and public involvement across
health, social care and patient safety: a systematic review of reviews.


https://doi.org/10.1016/j.socscimed.2017.02.005
https://doi.org/10.1016/j.socscimed.2017.02.005
https://doi.org/10.1177/1049732319855960
https://doi.org/10.2196/jmir.6533
https://doi.org/10.2196/jmir.6533
https://doi.org/10.1136/amiajnl-2013-001625
https://digital.nhs.uk/data-and-information/publications/ci-hub/nhs-outcomes-framework
https://digital.nhs.uk/data-and-information/publications/ci-hub/nhs-outcomes-framework
https://doi.org/10.1186/1471-244X-13-34
https://doi.org/10.2196/17019
https://napp.org.uk/
https://www.careopinion.org.uk/blogposts/749/six-ways-general-practice-ppgs-could-use-care
https://www.careopinion.org.uk/blogposts/749/six-ways-general-practice-ppgs-could-use-care
https://www.invo.org.uk/wp-content/uploads/2013/07/INVOLVEMHRNBudgeting09Jul2013.pdf
https://www.invo.org.uk/wp-content/uploads/2013/07/INVOLVEMHRNBudgeting09Jul2013.pdf
https://sites.manchester.ac.uk/primer/resources-for-researchers/
https://sites.manchester.ac.uk/primer/resources-for-researchers/
https://www.staffnet.manchester.ac.uk/bmh/social-responsibility/public-and-patient-engagement/ppie-toolkit/
https://www.staffnet.manchester.ac.uk/bmh/social-responsibility/public-and-patient-engagement/ppie-toolkit/
https://doi.org/10.1186/s12913-020-05234-1
https://doi.org/10.1186/s12913-020-05234-1
https://doi.org/10.1177/1363459319889097
http://www.youtube.com/watch?v=BOYLxVJAzdI
http://www.youtube.com/watch?v=BOYLxVJAzdI
https://doi.org/10.1016/j.rdc.2019.01.004
https://doi.org/10.1016/j.rdc.2019.01.004
https://doi.org/10.1111/hex.13143
https://doi.org/10.1332/174426419X15552999451313
https://doi.org/10.1332/174426419X15552999451313
https://doi.org/10.1111/hex.13233
https://manchesterresearchhive.wordpress.com/2019/02/05/supporting-public-engagement/
https://manchesterresearchhive.wordpress.com/2019/02/05/supporting-public-engagement/
https://manchesterresearchhive.wordpress.com/2019/02/05/supporting-public-engagement/
https://blogs.manchester.ac.uk/bmh-ppie/2019/06/07/the-2017-ppie-celebration-event-winners/
https://blogs.manchester.ac.uk/bmh-ppie/2019/06/07/the-2017-ppie-celebration-event-winners/
https://gmpstrc.wordpress.com/2018/02/01/managing-difficult-situations-in-patient-and-public-involvement-workshop-event/
https://gmpstrc.wordpress.com/2018/02/01/managing-difficult-situations-in-patient-and-public-involvement-workshop-event/
https://gmpstrc.wordpress.com/2018/02/01/managing-difficult-situations-in-patient-and-public-involvement-workshop-event/
https://www.spcr.nihr.ac.uk/news/blog/managing-difficult-situations-in-public-involvement-a-co-production-event
https://www.spcr.nihr.ac.uk/news/blog/managing-difficult-situations-in-public-involvement-a-co-production-event
https://www.spcr.nihr.ac.uk/news/blog/managing-difficult-situations-in-public-involvement-a-co-production-event
https://doi.org/10.1186/s40900-020-00224-3
https://doi.org/10.1186/s40900-020-00224-3
https://doi.org/10.1186/s12961-019-0432-3
https://doi.org/10.1186/s12961-020-00558-0
https://doi.org/10.1186/s12961-020-00558-0

Small et al. Research Involvement and Engagement

78.

79.

80.

81.

82.

(2021) 7:85

Health Res Policy Syst. 2021;19(8):1-21. https://doi.org/10.1186/
$12961-020-00644-3.

National Co-ordinating Centre for Public Engagement. We help
universities engage with the public: how can we help you with public
engagement? Bristol: NCCPE. https://www.publicengagement.ac.uk/.
Clark M, van Vliet E, Collins M. Reflections from the COVID-19 pandemic
on inequalities and patient and public involvement and engageme-
ment (PPIE) in social care, health and public health research. Health
Expect. 2021. https://doi.org/10.1111/hex.13278.

NIHR for Primary Care Research. SPCR PPI Strategy. https://www.spcr.
nihrac.uk/files/ppi-29/spcr-ppi-strategy2016.pdf. Accessed 9 Aug 2021.
Keele University, School of Primary Community and Social Care, Impact
Accelerator Unit. Patient and public involvement and engagement in
implementation. 2021. https://www.keele.ac.uk/pcsc/research/impac
tacceleratorunit/patientandpublicinvolvementandengagementinimp
lementation/. Accessed 28 Apr 2021.

Barber S, French C, Matthews R, Lovett D, Rollinson T, Husson F, et al.
The role of patients and carers in diffusing a health-care innocation: a
case study of "My Medication Passport.”Health Expect. 2019;22(4):676—
87. https://doi.org/10.1111/hex.12893.

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

Page 18 of 18

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

B BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions



https://doi.org/10.1186/s12961-020-00644-3
https://doi.org/10.1186/s12961-020-00644-3
https://www.publicengagement.ac.uk/
https://doi.org/10.1111/hex.13278
https://www.spcr.nihr.ac.uk/files/ppi-29/spcr-ppi-strategy2016.pdf
https://www.spcr.nihr.ac.uk/files/ppi-29/spcr-ppi-strategy2016.pdf
https://www.keele.ac.uk/pcsc/research/impactacceleratorunit/patientandpublicinvolvementandengagementinimplementation/
https://www.keele.ac.uk/pcsc/research/impactacceleratorunit/patientandpublicinvolvementandengagementinimplementation/
https://www.keele.ac.uk/pcsc/research/impactacceleratorunit/patientandpublicinvolvementandengagementinimplementation/
https://doi.org/10.1111/hex.12893

	Co-designing new tools for collecting, analysing and presenting patient experience data in NHS services: working in partnership with patients and carers
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Background
	Context of the involvement in co-design approach in the research study

	Methods
	Research context, co-design approach and research participants
	Establishing a PPIE group
	Steps in the PPIE in co-design process
	Co-design analysis

	Results
	Capturing experience data
	Adapting the FFT response scale to capture emotional feedback
	Enhancing the FFT free text question to elicit meaningful feedback

	Enhancing digital and non-digital tools
	Ensuring privacy and confidentiality
	Co-design of a suite of new tools
	Dissemination and evaluation

	Discussion
	Our reflections on the effects on the research process, outcome and working in partnership
	Benefits of taking a PPIE in co-design approach: future directions

	Conclusions
	Acknowledgements
	References


