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Abstract 

Background  Patient and public involvement (PPI) is increasingly seen as essential to health service research. 
There are strong moral and ethical arguments for good quality PPI. Despite the development of guidance aimed at 
addressing the inconsistent reporting of PPI activities within research, little progress has been made in documenting 
the steps taken to undertake PPI and how it influences the direction of a study. Without this information, there are 
minimal opportunities to share learnings across projects and strengthen future PPI practices. The aim of this paper is 
to present details on the processes and activities planned to integrate PPI into the qualitative research component 
of a mixed-methods, multi-site study evaluating the implementation of a smart template to promote personalised 
primary care for patients with multiple long-term conditions.

Methods  This proposal describes the processes and activities planned to integrate PPI into the development and 
piloting of qualitative data collection tools (topic guides for both practice staff and patients) and a tailored data 
analysis package developed for PPI members incorporating broad concepts and specific methods of qualitative data 
analysis.

Discussion  Outputs relating to PPI activity may include clear, concise and suitably worded topic guides for quali-
tative interviews. Piloting of the topic guides via mock interviews will further develop researchers’ skills including 
sensitisation to the experiences of participants being interviewed. Working with PPI members when analysing the 
qualitative data aims to provide reciprocal learning opportunities and may contribute to improving the overall rigour 
of the data analysis. The intent of publishing proposed PPI activities within this project is to inform the future delivery 
of high quality PPI.

Keywords  Patient and public involvement, Qualitative, Data collection, Data analysis

Plain English summary 

Patient and public involvement (PPI) improves healthcare research, however, there is little published evidence of 
proposed PPI activities within a research study. The aim of this article is to describe the proposed PPI activities which 
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are to be integrated into a study implementing a smart template to promote personalised care for people with mul-
tiple long-term conditions within primary care in the United Kingdom. The proposal describes the ways in which PPI 
members will be included within the data collection and analysis phases of a research study which includes inter-
views with primary care staff and patients. PPI members will be asked to develop questions for these interviews and 
to take part in a mock interview whereby a researcher interviews a PPI member. The proposal also provides details on 
qualitative data analysis workshops which will be specifically developed for PPI members. The impact of PPI activities 
could include clear, concise and suitably worded questions used within the interviews. Piloting of these questions 
via mock interviews may enable researchers to further develop their interviewing skills. It is anticipated that involv-
ing PPI members when analysing qualitative data will provide opportunities for reciprocal learning and lead to rich 
interpretations of the data, inclusive of the PPI members’ perspectives. Publishing a record of planned PPI activities 
and potential impacts demonstrates the rationale and considerations made by the team to ensure that involvement 
in this study is meaningful and has potential benefits for all involved. The team hopes this proposal will support others 
with the planning and delivery of PPI activities. In future publications, we will reflect on the learnings, challenges, and 
outcomes from the PPI activities detailed in this proposal.

Background
Patient and Public Involvement (PPI) in research can be 
defined as research carried out “with” or “by” patients 
and public contributors rather than “to”, “about” or 
“for” them [1]. PPI is put into practice through people 
with lived experience of healthcare discussing, helping 
to make decisions and conducting research in order 
to enhance study relevance, design, recruitment, data 
analysis, reporting and governance [2–4]. There are 
strong moral, ethical and political arguments for involv-
ing people with experiential knowledge in research [5, 
6]. The moral and ethical rationales are based on the 
democratic principles of transparency and account-
ability; those affected and paying for the research have 
a right to be involved and have a voice in how and what 
research is conducted. The political reasons relate to 
the policy and funding requirements to involve patients 
and the public in research. Within the United King-
dom (UK), the National Institute for Health and Care 
Research (NIHR) is the major funding body for health 
research and requires researchers when applying for 
funding to describe how they have involved the pub-
lic in the design and planning of the project as well as 
plans for further involvement throughout the project 
[7].

Involving PPI members can enhance qualitative 
research methods [8]. Qualitative data collection can be 
aided by PPI members contributing to topic guides and 
providing feedback on interviewing techniques [9, 10]. 
PPI members can add to the credibility of qualitative 
data analysis by ensuring pertinent themes which rep-
resent public members’ perspective are identified [11, 
12]. When integrating PPI into any phase of a study it is 
important to consider the skills required of PPI mem-
bers for meaningful involvement. Providing or offer-
ing a training and data analysis workshops may help 

PPI members to feel supported to access and engage in 
PPI activities [13]. Within the context of mental health 
research, Lovell and colleagues aimed to enhance PPI 
members’ knowledge by providing a tailored train-
ing course on research methods [14]. Although all 
PPI members reported an increased understanding of 
both qualitative and quantitative methods, the course 
structure and content were not described. Whilst the 
importance of involving PPI members within qualita-
tive research methods is evident, there is little descrip-
tion as to how PPI members are included. Access to a 
knowledge base reporting how research teams have 
included PPI within qualitative data collection and 
analysis may inform future delivery of such activities 
and identify best practice within this area.

Despite developments in both addressing the incon-
sistent reporting of PPI activities and producing guid-
ance to help researchers plan and conduct meaningful 
PPI [1, 11, 15–17], little progress has been made in the 
documentation of proposed PPI activity. Whilst PPI is 
not research, a proposal reporting planned PPI activi-
ties may be of great significance to the researchers con-
ducting the study and the wider academic community. 
The proposal could determine the specific areas of PPI 
activities, state the aims and methods of involvement 
and describe the proposed PPI impact. The process 
of writing a proposal allows researchers to plan and 
review planned PPI activities and also provides a basis 
in which to evaluate and reflect upon PPI activities. The 
wider academic community and PPI members could 
also benefit from the publication of PPI proposals as 
they provide guidance and inspiration for conducting 
future PPI activities.

The objective of this article is to describe proposed 
PPI activities relating to qualitative data collection and 
analysis which is embedded throughout an on-going 
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research project titled ‘Personalised Primary care for 
Patients with Multiple long-term conditions (PP4M)’.

Methods
The role of PPI within the personalised primary care 
for patients with multiple long‑term conditions study
The PP4M study aims to support and evaluate the 
implementation of a smart template for use by primary 
care staff to promote personalised care for patients 
with multiple long-term conditions. The PP4M study 
will investigate barriers and facilitators of implemen-
tation, and intends to provide evidence of impact in 
meeting the aim of providing more personalised care. 
The PP4M study is being conducted across three 
regions in the UK; Bristol, Keele and Southampton. 
Researchers within the PP4M study will work with 
PPI members in each region at every stage of the 
study. The study is a collaboration between four NIHR 
Applied Research Collaborations (ARCs): ARC West, 
West Midlands, Wessex, and South West Peninsula. 
Each region has their own PPI group supported by 
the regional NIHR Applied Research Collaborations 
(ARCs). The role of an ARC is to support health and 
care research.

The PP4M study incorporates a range of qualitative 
and quantitative data collection methods, however, the 
scope of this proposal focuses on PPI activity within 
the qualitative component of the study. Qualitative 
data will be collected from participating general prac-
tices from the three regions. The study plans to con-
duct interviews with patients and staff members, and 
to video-record patient consultations.

•	 Patient interviews: Patients will be invited to par-
ticipate in interviews about their experience of 
care in general practice for their long-term health 
conditions, and about their experience of their 
consultations after the template has been intro-
duced.

•	 Staff interviews: Clinical staff involved in using the 
template, and non-clinical staff involved in organis-
ing the reviews, will be invited to take part in an 
interview.

•	 Recorded consultations: A sample of patient and 
clinician pairs will be invited to participate in a 
recorded observation of their review consultation 
at which the new template is used, to understand 
the part it plays in the review and the interaction 
between the clinician and patient. The patients and 
staff taking part in recorded observations will also 
be invited to be interviewed and form part of the 
sample described above.

Proposed PPI objectives
Researchers aim to integrate PPI perspectives into the 
qualitative data collection and analysis. The PPI objec-
tives within this study are:

•	 To co-produce and pilot separate topic guides 
for clinical staff, non-clinical staff and patients 
to ensure that they are clear, concise and suitably 
worded.

•	 To identify and address PPI members’ train-
ing needs with regards to qualitative data analysis 
which will provide them with the necessary skills to 
contribute meaningfully to the analysis.

•	 To collaborate with PPI members when interpret-
ing and refining the qualitative data analysis, par-
ticularly focusing on the barriers and facilitators 
of implementing a smart template to promote per-
sonalised care for patients with multiple long-term 
conditions.

Approach to PPI activities
A PP4M PPI steering group has been convened prior to 
the start of this study. The steering group compromises 
of academics and PPI members from all three regions. 
Each region also has a local PPI group which meet to 
discuss the study. At the beginning of the PP4M study 
the PP4M PPI steering group met to decide to what 
extent the PPI involvement would be. The steering 
group decided that a co-productive approach to PPI 
activities will be taken. Co-production is a specific 
approach to PPI whereby researchers and the public 
share power and decision making [18]. A key principle 
of co-production is reciprocity, which is at the centre 
of this PPI proposal. Public contributors will be gain-
ing new knowledge, if they wish to, along with helping 
to develop data collection tools and shape the analysis 
[19]. Whilst some research has suggested a cautious 
approach to co-production [20], academic researchers 
and PPI members thought this approach was important 
to provide a voice to individuals experiencing multiple 
long-term conditions. The steering group co-produced 
an over-arching plan for how PPI will be integrated 
throughout the study (see Additional file 1). A Research 
Fellow in Public Involvement (CMcG) will play a key 
role in guiding the academic researchers to meet the 
proposed objectives. CMcG will also work with the PPI 
members to ensure that they are supported throughout 
the proposed PPI activities by referring to best prac-
tice guidance including the UK Standards for Public 
Involvement [21]. PPI members will be offered reim-
bursement for their time and any travel expenses.
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Recruitment of PPI members
Due to the PP4M study focusing on the management of 
multiple long-term conditions within primary care, PPI 
members with lived experiences of multiple long-term 
conditions, or with recent experience of primary care 
services, were sought; these individuals will have lived 
experiences which are specific to the PP4M project.

The recruitment of public contributors into the local 
PPI groups differed in each region. Members of the Keele 
PPI group were recruited through a Research User Group 
(RUG) hosted by the University’s Impact Accelerator 
Unit. To ensure diversity within the RUG a Race Equal-
ity Ambassador works with seldom heard groups with 
the vision to invite them to be part of the RUG. In South-
ampton, public contributors were recruited through the 
ARC PPI group. In Bristol an advertisement was sent out 
through local public involvement mailing lists including 
the People in the Health West of England [22]. This net-
work is a regional collaboration led by the University of 
the West of England. It is a network that brings together 
key research partners and public contributors from 
across the NIHR and beyond to work jointly on pub-
lic involvement. CM reviewed the responses, seeking to 
recruit individuals with diverse backgrounds and lower 
socio-economic status who had provided a brief self-
description and reasons for wanting to be involved.

CMcG will capture demographic information of all 
PPI members who contribute to any activities relating to 
qualitative data collection and analysis. PPI members will 
be asked to provide self-selected characteristics and this 
information will be anonymous and kept confidential. 
Only academic members of the research team will be able 
to access this information. The researchers will use this 
data to reflect on whether PPI activities were inclusive to 
seldom-heard groups; such groups are not often involved 
in PPI activities.

Prior PPI activities
PPI members are considered key members of the research 
team and have already provided significant input into 
project design and evaluation measures. Alongside the 
specific activities described below PPI members also pro-
vide ad hoc input on issues that arise during the course of 
the study.

Developing and piloting the topic guides
The academic members of the research team have devel-
oped separate topic guides for clinical staff, non-clinical 
staff and patients (three topic guides in total). Each of 
the three local PPI groups will focus on one topic guide 
within their PPI activities. Academic researchers will 
meet to decide which different topic guide each local PPI 
group will focus on. Academic members of the research 

team will then meet with PPI members within each 
region to discuss the chosen topic guide. Within this 
meeting the group will nominate one member who be 
involved in a pilot interview. To resemble the interview 
data collection methods in the study, only one public 
contributor will be invited to a pilot interview.

The PPI members from each region will be sent their 
allocated topic guide via email or post. Guidance notes 
will be sent along with the topic guide with the aim of 
providing instructions to the PPI members. The guidance 
notes will provide a brief explanation of PP4M and out-
line the nature and aims of the PPI activity (e.g. to ensure 
topic guides are clear, concise and suitably worded). 
Within the notes PPI members will be informed that they 
will be asked to read each question and to provide their 
feedback.

An academic researcher from the study team will then 
meet with the PPI members for approximately one hour 
to discuss and make amendments to their allocated 
topic guide. PPI members will be given the choice as to 
whether they would prefer an in-person or virtual meet-
ing. Following the meeting PPI members will be encour-
aged to provide additional feedback by contacting the 
researcher via email or telephone. Ensuring that the topic 
guide still meets the study’s research aims, the research-
ers will make any reasonable amendments to the topic 
guides based on feedback received from PPI members. 
The researchers will report back to the PPI members 
on how they have shaped the topic guides via email or 
telephone.

Once the amendments to the topic guides have been 
made, a researcher from each region will conduct one 
pilot interview either in-person or virtually, using their 
chosen topic guide, with one PPI member. Each local PPI 
group will nominate one member to be interviewed. The 
nature of the pilot interview will be dependent on which 
topic guide is being piloted. The PPI member will assume 
the role of patient when piloting the patient topic guide. 
Clinical and non-clinical academic researchers will be 
interviewed by the public contributor when piloting the 
clinical and non-clinical staff’s topic guide. The pilot 
interview will last approximately one hour. After the pilot 
interview, there will be time for the PPI member to pro-
vide advice on the questions within the topic guide and 
on how the interview was conducted. Again, PPI mem-
bers will be encouraged to provide feedback outside of 
the meeting and the researchers will report back to the 
PPI members on how their comments have influenced 
the topic guides.

After the development and piloting of the topic guide 
has been completed, each local PPI group will meet to 
reflect, discuss and to provide feedback on how they 
thought the PPI activity went. Academic researchers 
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from each region will make notes of any feedback 
received.

The academic researchers decided that they would not 
ask PPI members to conduct interviews within the data 
collection phase of the project. The researchers thought 
this would be burdensome to the public contributors.

Qualitative data analysis
To achieve the PPI objectives, three cross-region qualita-
tive data analysis workshops will be held. The PP4M PPI 
steering group (including researchers and PPI members) 
will develop the content of the workshops. The work-
shops will be created based on the needs of PPI members. 
Prior to the workshops CMcG will create a short survey 
to identify skills and knowledge needs of each PPI mem-
ber. Within the survey CMcG will provide some learning 
anchors such as ‘An introduction to Qualitative methods’ 
or ‘The difference between Qualitative and Quantitative 
methods’, but the PPI members will be encouraged to 
express other training needs if these anchors are not rep-
resentative of their views.

Content of the workshops

•	 Workshop one: “An introduction to qualitative data 
analysis”

	 An advertisement will be distributed to all PPI mem-
bers inviting them to a training workshop based on 
qualitative research methods. The training will be 
broad in nature and include practise analysis of a 
sample transcript derived from two mock interviews 
conducted by SC, the PPI co-applicant, interviewing 
CM, based on the topic guides for patients and for 
health professionals. The workshop will be provided 
by CMcG, AM, KL and CC.

•	 Workshop two: “Helping the researcher to interpret 
the data: Part 1”

	 PPI members from each region will be invited to 
participate in a workshop to provide their inter-
pretations of the developing analysis. Researchers 
from each of the regions will virtually present their 
developing analysis and anonymised quotations. PPI 
members will be invited to share their thoughts and 
interpretations of the data.

•	 Workshop three: “Helping the researcher to interpret 
the data: Part 2”

	 Once the researchers have reached a more advanced 
stage of the analysis, PPI members will be invited 
again to comment upon the analysis. This will involve 
researchers presenting the analysis to PPI members, 
receiving feedback and making any changes.

The three workshops will be recorded, verbal consent 
from PPI members will be obtained. After each work-
shop CMcG and AM will watch the recordings and write 
detailed notes. The recordings of the workshops will 
then be deleted. The notes from each workshop will be 
sent to the PPI members who attended that workshop 
and researchers conducting the qualitative analysis. 
Each of the workshop sessions will be evaluated by PPI 
members using an online version of the Cube Evalu-
ation Framework [23]. The framework evaluates PPI 
across four dimensions: voice (the extent to which con-
tributors feel they have a weak or strong voice in deci-
sion-making); contribute (the number of ways to get 
involved to accommodate different contributors’ needs); 
agenda (the balance between organisation and public 
contributor concerns); change (the willingness or resist-
ance to change by the organisation) [24]. Researchers will 
complete an impact log following each workshop [25]. 
The impact log will capture the date of activities, who 
attended, a brief description of the PPI activities, impact 
of PPI and any other comments the academic research-
ers deem appropriate. Supplementary materials, such 
as presentations developed by the researchers, and the 
offer of a pre-meeting with a researcher, will be provided 
before each workshop to provide any additional support 
if required.

Feedback for PPI members
Within Workshop two, PPI members will help research-
ers to interpret and analyse the qualitative data. After 
Workshop two CMcG, AM, CC and KL will reflect on 
their own and PPI members’ interpretations of the quotes 
and analysis and will send feedback to PPI members on 
how they have shaped the analysis. Similarly, after Work-
shop three CMcG, AM, CC and KL will reflect on their 
own and PPI members’ interpretation of the data and 
provide feedback to PPI members on how they have 
shaped final stages of analysis.

All three of the workshops will be extensive and will 
require considerable investment in terms of time from 
PPI members. To enable PPI members to be engaged 
throughout each of the workshops academic researchers 
will ensure that breaks are scheduled.

PPI Impacts
In the short term, we anticipate that impact relating to 
the PPI activities will include adapting data collection 
tools so that are inclusive of the public perspectives. 
Based on previous reports of PPI impact [26, 27] develop-
ing topic guides with the input from public contributors 
will enable them to be clear, concise and suitably worded.

Piloting the interviews will help the academic 
researchers further develop their own skills and 
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confidence around interviewing techniques. For exam-
ple, they may become more sensitised to how partici-
pants may feel when being interviewed. Working with 
PPI members when analysing the qualitative data could 
contribute to improving the overall rigour of the data 
analysis. The questions and discussions with the PPI 
members during this process could encourage continu-
ous reflexivity, which in turn will enhance the trustwor-
thiness of the findings [28]. Outlining the steps used 
within data analysis will promote transparency and 
openness on how analysis progressed and conclusions 
were drawn. Furthermore, and as described within 
Additional file 1, PPI will also contribute to the dissem-
ination of findings both locally and nationally.

Critical reflections which include both positive and 
negative experiences of PPI are lacking. Once the PPI 
activities have concluded, the academic research team 
will meet to reflect on whether PPI activities met ini-
tial objectives. The academic researchers within this 
project will collect, reflect and share the findings 
from the Cube evaluation framework [23] to decipher 
if the workshops were positively received and where 
improvements can be made. The impact logs com-
pleted by the academic researchers after each work-
shop will be discussed within PPI study team meetings; 
this will encourage critical reflection of the PPI process 
and build team members’ capacity and skills in public 
involvement and research practices more generally.

We envisage that the long-term impacts of PPI activi-
ties within this project will be to increase personalised 
care for patients with multiple long-term conditions by 
ensuring that implementation barriers and facilitators 
identified by PPI contributors are taken into account. 
The PPI activities willlead to more focussed and rel-
evant qualitative data collection and analysis that is 
driven by those who reflect the users of healthcare 
services. As a result, this will increase the real-world 
impact and success of healthcare research. Further-
more, considering the small number of studies on PPI 
in qualitative analysis, and the absence of method-
ologies for the co-production of data analysis, this PPI 
activity will provide a meaningful and transparent con-
tribution to address the apparent knowledge gap. The 
wider academic community could learn from good PPI 
practice or identify aspects of improvement within 
their own PPI activities.

Implementation of research skills into practice has 
been identified as a key outcome of PPI training [29]. 
The PPI members involved in this study will have gained 
new knowledge and skills that they can take forward to 
future projects. PPI members could share their new skills 
and experiences of being involved in qualitative data 
collection and analysis with their peers spanning the 

knowledge exchange to a broader audience than those 
who attend the activities.

By creating a culture of shared learning and sup-
port, the authors hope that PPI members will gain new 
skills and confidence to challenge researchers’ ideas and 
assumptions. One of the impacts of the proposed PPI 
activities will be open and honest co-production where 
sincere thoughts and feelings can be shared and mean-
ingful relationships are developed which may progress 
beyond the PP4M project. A summary of our proposed 
PPI activities are also reported using the GRIPP 2 Short 
Form in Additional file 2.

Ethical considerations
Whilst UK ethics committee approval is not required 
for most PPI activities [30], the academic researchers 
will approach all PPI activities in an ethical manner. The 
self-selected demographic characteristics provided by 
PPI members will not be used as data in any form and 
will be kept confidential and stored securely on a Bristol 
University web-server. Audio-recordings of PPI activities 
will be used for note taking purposes only. Researchers 
will obtain verbal consent from all PPI members pre-
sent at the start of the activity. The recordings will be 
destroyed as soon as notes have been written. When 
deciding whether to be involved in PPI activities, PPI 
members will be given forewarning of the intention to 
audio-record and will know the purpose, what will hap-
pen to the recording and content, and be able to object or 
withdraw.

As PPI members will be experiencing multiple long-
term conditions, being involved in PPI activities may 
be triggering and academic researchers will make every 
effort to provide a safe environment where the person 
can be heard and supported as needed. Taking this into 
account, academic researchers will adhere to Mitchell 
et  al.’s ethical PPI framework [31] which includes: pri-
oritising PPI activities, agreeing language and working 
towards a shared understanding of tasks, gaining con-
sent, maximising the benefits to public contributors, 
ensuring equity of access, providing researcher training, 
offering training to the public contributors and providing 
funding and recognition to PPI members. Whilst no for-
mal collaboration agreement will be signed, within each 
PPI activity academic researchers will gain verbal consent 
from each public contributor.

Within each PPI activity, the ethical approach will be as 
follow:

1.	 To carefully prepare each session in advance, with 
specific information, tasks and/ or questions for the 
group in clear, accessible English.
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2.	 To allow introductions and discussions about any 
experiences with multiple long-term conditions, if 
the public contributor should wish too.

3.	 Making it clear that the public contributor is under 
no obligation to take part in any element of PPI work 
for the project, and can leave the session at any time.

4.	 Ask for verbal consent from each public contributor 
at each meeting.

5.	 Provide written information about the study, nature 
of the PPI activity and contact details of the research-
ers.

6.	 Encourage public contributors to discuss their 
involvement with their peers.

7.	 Reassure public contributors that their contribution 
can remain anonymous.

Every effort will be made to provide a safe environment 
where the public contributor can be heard and supported 
as needed. Should any public contributor require support 
during the PPI activities, this can be provided by the aca-
demic researcher. If necessary, public contributors can be 
provided with information about whether to access fur-
ther support. All of the PPI activities will include a bur-
den of time on PPI members; they will be made aware 
that they can withdraw from any activity at any time.

After each PPI activity, academic researchers will meet 
to debrief and reflect on the activities; this may help to 
maintain rigour in the project [32]. Whilst the aca-
demic researchers currently have no plan to seek formal 
ethical approval from the appropriate research govern-
ance structures, they may decide to apply in the future 
when evaluating the involvement of this project or if 
they wish to use quotations from PPI members within a 
publication.

Summary
This article has described proposed PPI activities relat-
ing to qualitative data collection and analysis embedded 
throughout an ongoing research project. The proposal 
has detailed the specific area of PPI activities (qualita-
tive data collection and analysis), stated the aims of the 
PPI activities, provided a description of the proposed 
activities and documented the foreseen impact of PPI. By 
being open and transparent about PPI processes this arti-
cle could help others planning similar activities.
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