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Foreword

The 4Pi Involvement Experience Questionnaire and this accompanying guide
were developed by King’s Improvement Science (KIS) in collaboration with the
Improvement Service, Service User and Carer Involvement Team at South London
and Maudsley (SLaM) NHS Foundation Trust. The 4Pi National Involvement
Standards encourage people to think of involvement in terms of: principles,
purpose, presence, process and impact. They were developed by the National
Survivor User Network with input from survivors and service users.

The KIS project team included Kathryn Watson, Manuela Russo, Erin Letbe-
Holder, Hema Chaplin, Fiona Hackett and Bernadette Khoshaba who worked in
collaboration with the Service User and Carer Involvement Lead at SLaM, Richard
Morton.

Four Patient and Public Involvement (PPI) representatives supported the
development of the questionnaire and this guide: Araya Gautam, Charlie Costa,
Chris Pavlakis and Rashmi Kumar.

We would like to thank all the staff, patients and public members that took part in
and contributed to this project. Without their valuable insights and perspectives,
this project would not have been possible.

The study received approval from the Health Research Authority and from the
London Bridge Research Ethics Committee (REC reference 24/PR/0662).

Further information about the 4Pi Questionnaire and this guide can be found on
the King's Improvement Science website (www.kingsimprovementscience.org),
along with contact details for the researchers involved in this work. Additionally,
details regarding the procedures and methodology used in the questionnaire
development can be found in Watson et al 2025 (in preparation).
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Introduction

Background

Although the importance of community engagement in research has been
previously established, there are few evidence-based approaches for measuring
the level of community engagement in research projects. Evaluation of patient
and public involvement (PPI) is important to ensure that such involvement
activities are conducted with a good degree of quality and in a meaningful way.
How best to evaluate PPl remains challenging, given the complex landscape

of diverse terminology and multiple methods. This highlights a need for more
robust and standardised methods to evaluate PPI, which also involve patients
and public members as part of their design process. To meet this need, a self-
report questionnaire has been developed, based on the 4Pi National Involvement
Standards, to assess service users’ (SU’s) and carers’ experiences of PPI.

About this guidance

This guide has been produced to accompany the 4Pi Involvement Experience
Questionnaire, hereafter referred to as the ‘questionnaire’. It contains a summary
of the questionnaire’s aim and rationale, questionnaire development process,
description of the final questionnaire, and guidance and recommendations for its
use.

The questionnaire is a self-report questionnaire that was developed based on the
4Pi National Involvement Standards, commonly referred as the ‘4Pi Framework’
(Faulkner, 2014; National Survivor User Network. 4Pi Involvement Standards). The
guestionnaire aims to capture service users’ (SU’s) and carers’ views on their
experiences of undertaking patient and public involvement (PPI) activities.

As such, the questionnaire can be used as part of an evaluation of PPI, that is
systematic, and applicable in a wide variety of contexts, which is grounded in the
experiences of SUs and carers themselves.

Who this guidance is for

The questionnaire’s intended purpose is to be used by service providers and other
stakeholders that carry out patient and public involvement (PPI) activities, who
would like to assess the experiences of service users and carers in conducting
those activities. This guide provides helpful information on implementing the
guestionnaire, specifically on administering it and improving its accessibility.

This guidance is divided into two parts. The first part describes the development

of the 4Pi Questionnaire, and the second part covers how to use and implement it
in your service, institution or trust.
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Part one: Developing the 4Pi Questionnaire
Defining and measuring patient and public user involvement activity

Patient and public involvement in research (PPI) refers to an activity done ‘with’
or ‘by’ SUs and carers rather than ‘about’, ‘on’ or ‘for’ them (INVOLVE, 2009). PPI
in care planning and service improvement is a well-established requirement by
the National Health Service (NHS), institutions and funding bodies (NSUN, 2015).
Over the past three decades several legislations and policies have been produced
to promote, support and strengthen PPl within NHS services, local communities
and research (Involvement, 2019).

Robust evaluation is an important means to facilitate bringing out improvements
to PPI, and ensuring that best practices are shared, alongside lessons learnt.
However, conducting quality and impactful PPl is challenging (Machin et al.,
2023). Some guidelines and measures have been produced to facilitate the
evaluation of PPl in different contexts (Boote et al., 2006; Gibbons et al., 2014;
Morrow et al., 2010; Wright et al., 2010). However, these are not universally
applicable and tend to be poor in quality (Gibbons et al., 2014; Goodman et al.,
2017).

4Pi Framework

In 2013, the 4Pi Framework was developed to provide national standards for
good practice, and to monitor and evaluate involvement of SUs and carers in
planning, delivery and evaluation of services (Faulkner, 2014).

The 4Pi Framework, developed in partnership with SUs and carers, as part of the
National Involvement Partnership (NIP) project from the National Survivor User
Network (NSUN), has universal relevance and covers five domains: Principles,
Purpose, Presence, Process and Impact. They are briefly described below:

Principles: Meaningful and inclusive involvement requires a commitment to
shared principles and values, such as respect, inclusivity, equality and fairness.
This means recognising the contribution of SUs and carers as equally important to
those of professionals, while also embracing cultural diversity and promoting race
equality.

Purpose: Involvement should have a well-defined purpose that is clearly
shared and communicated to all participants and the broader organisation. The
core purpose of any involvement activity is to enhance services and improve the
experiences of SUs and carers.

Presence: Diversity of SUs and carers is crucial and should be present at all
levels and stages of an organisation and within projects, including at decision-
making levels. SUs and carers should be provided with the opportunity to
be involved separately as they might have different priorities from other
participants/professionals.
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Process: Planning is essential for successful involvement. It should cover
recruitment and engagement, communications, appropriate support, training and
payment.

Impact: Involvement should bring an improvement to people’s lives. Impact
should be explored at different levels, including ethos and culture, policy and
planning, delivery of the project, outcomes, diversity and equality opportunities,
and experience of services.

Given its universal relevance, clearly defined and systematic approach and
grounding in SUs and carers experiences, the 4Pi Framework lends itself well to
guide the development of a new measure to evaluate the experience of PPI. Such
a questionnaire would serve as a robust, relevant and meaningful tool to facilitate
the evaluation of the experience of SUs and carers on involvement activities
across many contexts.

More detailed information about the 4Pi Framework and case studies can be
found by following these weblinks:

www.nsun.org.uk/projects/4pi-involvement-standards/
www.nsun.org.uk/projects/4pi-involvement-standards/4pi-in-practice/
Overview of the 4Pi questionnaire development

The core project team responsible for questionnaire development consisted

of two mixed-methods researchers and two PPI coordinators working in
collaboration with a PPl lead at a local mental health NHS foundation trust in
south London. Questionnaire development was guided by a practical or ‘what will
work best’ approach and was focussed on producing a self-report questionnaire
that was accessible, appropriate, meaningful and feasible for application to a wide
variety of contexts.

Literature review and expert consultation were utilised for item generation.
Following this, iterative cycles of questionnaire review and modification were
carried out (Table 1). Input was obtained from both experts (individuals with
expertise in applying the 4Pi framework to PPI) and those from the target-
population (PPl members or SUs and carers).

SUs and carers were involved both as participants of a focus group (to evaluate
guestionnaire functioning and to improve its comprehensibility) (Crowley et al.,
2020; Farmer et al., 2022), but also as part of PPl activities within the project
(i.e., group consultations at the beginning and end of questionnaire development,
review of this guide, and monthly input on study progress via an internal PPI

group).
Questionnaire review included use of a Questionnaire Appraisal System (QAS)

(Schaad et al., 2020), which is a checklist designed to aid finding and fixing
common questionnaire problems.
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The main areas of focus of the group-based cognitive interviews were relevance
and representativeness of items to the 4Pi domains, item functioning (i.e. how
easy items were to understand and meaningfully answer), questionnaire flow,
item reduction, formatting and accessibility. Consensus on questionnaire
modifications was reached through discussion among the research team.

The main challenge of questionnaire development was achieving the right
balance between comprehensiveness (i.e. satisfactory representation of the 4Pi
framework and expectations of PPl members), and respondent fatigue (i.e. the
amount of effort required by respondents to complete the questionnaire).

Respondent fatigue mostly related to item complexity and questionnaire length.
As such, the final questionnaire does not explicitly group items into 4Pi domains,
some initial items were removed, and some others are double-barrelled. Common
reasons for item removal were: potential overlap with other items, respondents
unlikely to have the knowledge to answer, items more suited to other methods of
data collection, low priority weighed against respondent fatigue, or irrelevant to
the domain.

Table 1. Description of questionnaire development steps
Step | Name of development step Description
1 First draft of questionnaire | Domain identification and item generation

informed by literature review and
expertise within the project team.

2 Expert input Consultation with a subject-matter expert
(a survivor researcher and co-author of the
4Pi-Framework).

3 PPI: Face validity Online focus group consultation with four
PPl members, focussed on assessing

face validity (i.e. the degree to which the
guestionnaire is measuring what it is
intended to measure).

4 Questionnaire Appraisal Evaluation using an adapted version of the
System (QAS) review ‘modified QAS”’(Schaad 2020).
5 Expert review Consultation with two subject-matter

experts (PPl leads at collaborating NHS
trust), providing feedback via email and
online interview.

6 Focus group-based Online focus group-based Cl with five PPI
cognitive interview (Cl) members.
7 PPI: Accessibility Group consultation with 11 PPl members,

providing feedback via an online form, with
a focus on accessibility.
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The final round of questionnaire development or ‘accessibility review’ suggested
that the questionnaire was overall easy to understand and complete. However,
respondent fatigue may still be an issue for some. The main suggestion offered
was to simplify some items, and the main challenge raised was focusing on one
involvement activity to fill in the questionnaire.

To increase the validity and reliability of the questionnaire, additional
development steps could be carried out. This could include conducting a pilot test
with a diverse cross-section of the target population (Ruel et al., 2016), as well as
psychometric validation (Boateng et al., 2018).

The 4Pi Questionnaire will provide a snapshot of overall SU and carer
involvement experience. Conducting follow-up evaluations (for example, via
subsequent questionnaires, interviews or focus groups) could provide more
in-depth information about these experiences. In addition, areas where further
investigation may be useful include exploring impact at different stages (short,
medium and long-term), and exploring whether impacts were expected or
unexpected.

More detailed information about payment terms and processes could be
important to investigate further as well. Areas not covered explicitly by the
guestionnaire could also be considered in follow-up studies. For example, to
explore SU’s and carers’ experience of recruitment processes, or to capture
additional respondent demographics that may influence involvement experience,
such as whether respondents had parental or other caring responsibilities.

To provide a wider evaluation of SU and carer involvement experience, additional
information could be collected via alternative methods, alongside using the
qguestionnaire. For example, exploring staff experience, including involvement
coordinators, managers and researchers where applicable, could complement
information gathered from the SU and carer perspective to evaluate that the PPI
is carried out at all levels within the organisation, in all projects and at all stages
within projects.

4Pi Questionnaire structure and domains

The 4Pi Questionnaire consists of an introduction and two sections containing 31
items in total. Completion is estimated to take approximately 20-25 minutes. All
items are required to be completed; however, the response ‘prefer not to answer’
is an option for all items. The introduction contains background information to
help respondents decide whether they wish to complete the questionnaire.

Section A, ‘Your experience of involvement’ (22 items), is about the involvement
experience and Section B, ‘About you’ (9 items), is to collect demographic
information.

Section A is designed to collect information about experiences related to a single
recent involvement activity. Respondents are asked to specify the type of activity
in Item 1. Following this, they are asked to rate their level of agreement to 19
items covering the 4Pi domains (i.e., Principles, Purpose, Presence, Process and
Impact) on a 5-point Likert scale from ‘strongly disagree’ (1) to ‘strongly agree’ (5).
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There are also options of ‘prefer not to answer’ and ‘not applicable’. An example of
statement is reported below in Figure 1.

Figure 1 Example of statement with choice of responses
Statement

Strongly | Disagree | Neither | Agree Strongly | Prefer Not

disagree agree agree not to applicable
nor answer
disagree

| felt respected and included

Types of involvement activities can vary considerably, ranging from one-off

to long-term, individual to group, consultation to co-production, for example.
Respondents may also vary in the number of activities they choose to get involved
in, as well as in the extent of their involvement.

The decision to focus on a single involvement activity, rather than to ask
respondents to generalise their experiences across multiple activities, was made
for two reasons. Firstly, to enable experiences to be stratified by activity type,
and secondly, to ease questionnaire completion and improve the meaningfulness
of responses. However, some individuals, particularly those involved in many
involvement activities, may still find this approach challenging.

Table 2 shows how items in Section A map to their 4Pi domain. The end of
Section A contains two free text items to enable respondents to provide further

information or explanations.

Table 2. 4Pi Questionnaire items mapped to 4Pi domains

Item numbers 4Pi domain
2-5 Principles
6-8 Purpose
9,10 Presence
11-17 Process
18-20 Impact

Iltems in Section B cover SU and carer status, age, gender, sexual orientation,
ethnicity, religion and disability. Respondent demographics were included, as
stratifying experiences by these characteristics could help identify whether
involvement practices are inclusive or whether there is any evidence of
marginalisation.
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Part two: Guidance and recommendations for
administering the 4Pi Questionnaire

Guidance and recommendations

This part contains guidance for questionnaire administration which may

be helpful to consider when using the questionnaire to evaluate PPI. These
suggestions are based on research team discussions, as well as feedback from SUs
and carers, and PPl leads or subject matter experts, as part of the questionnaire
development process. It also includes potential recommendations for making the
guestionnaire accessible in paper or online versions.

Questionnaire administration

The following suggestions relate to planning the evaluation, questionnaire
accessibility, and follow-up after an evaluation has taken place.

1. Review and adapt: The questionnaire is designed to be applicable to a wide
range of contexts. However, it is recommended that individuals and organisations
wishing to use the questionnaire review the content and adapt it to individual
needs and circumstances, where necessary. For example, in the introductory part
of the questionnaire (pages 1-2), a reference to the institutional policies or the
name of the organisation, relevant teams within the organisation and contact
details will need to be adapted. Additionally, a relevant involvement activity can
be added to the list in Question 1. However, modifying any of the statements

in Section A and B is discouraged, as these were thoroughly defined during an
intensive and iterative development phase.

2. Resource and embed: Embed evaluation into the research process and ensure
adequate resources are available to analyse and action any feedback collected.
Actioning any feedback in a timely manner will improve its relevance and impact.

3. Multiple responses: Enabling respondents to feedback on more than one
involvement activity is important for some. This could also provide a more
holistic overview of SUs and carers’ experiences. To facilitate this, we recommend
enabling respondents to submit more than one questionnaire.

4. Regular evaluation: Using the questionnaire as part of a regular evaluation and

improvement cycle will increase its effectiveness. The timings of evaluation cycles
will depend on various factors, including available resources, questionnaire design
and respondent characteristics.

5. Respondent fatigue: As the questionnaire would approximately take 20
minutes to be filled in, it may not be appropriate for frequent administration due
to respondent fatigue (which will more greatly affect people with disabilities,
especially those with multiple conditions). Please bear this in mind when planning
the frequency of questionnaire administration.
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6. Respondent selection: Clearly define and agree the questionnaire eligibility
criteria. This will ensure that ‘certain kinds’ of respondents are not cherry-picked,
which could bias any results obtained.

7. Support: Offer tailored support for respondents to complete the questionnaire
such as completion over the phone or via one-to-one conversation if the
respondent prefers it. At the same time, please to be aware of some potential
issues such as social desirability bias of the respondent and/or lack of anonymity.

8. Feedback loop: Ensure respondents are informed of the results of evaluation
process and the actions taken.

Accessibility

Accessibility of the questionnaire is essential to ensure it meets needs of all
potential respondents including challenges such as vision, hearing and physical/
dexterity difficulties. It will be the responsibility of the involvement team or trust
to adhere to their licensing agreements and internal policies, while also complying
with legal requirements for data protection and intellectual property rights.

A list of recommendations to improve accessibility is provided below:

The questionnaire should be available in both digital and paper versions to
meet different needs and preferences.

A digital version of the questionnaire could be developed and distributed
using different tools. For example, via email by sending the questionnaire as a
modifiable word processing document (e.g., Microsoft Word, Apache OpenOffice
Writer), or via a link to an advanced survey platform (e.g., Qualtrics, REDCap,
SurveyMonkey Enterprise) or to a survey and form builder (e.g., Google Forms,
Microsoft Forms).

To improve readability both digital and paper versions should avoid breaking-up
sentences and/or statements across two pages.

Response options should be offered in a drop-down menu (digital version) or in
a list (paper version). Response options in a grid should be avoided as this can be
challenging to read through.

Response options for demographic details should reflect the trust’s routinely
collected demographical information.

A dark colour font on a white background in at least 12-point (Arial) font should
be used.

Use of italics or bold should be used only for individual words not whole
sentences or statements as it makes them harder to read.

To promote digital accessibility, functions like a progress bar and ‘save-and-
return’ should be offered for easy navigation and completion.
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Consider producing an Easy Read version of the questionnaire to further
increase accessibility.
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