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Abstract 

Introduction Patient and public involvement and engagement (PPIE), in its various forms, offers a wide range 
of potential benefits to research, health services and systems, and to those involved in this collaborative process. As 
PPIE has expanded over the years, so too have expectations regarding the evaluation of its effects and impacts.

Methods We conducted a narrative review synthesis of review articles around measurement of PPIE impact – con-
ceptualising ‘impact’ to include any type of effect on people or processes, both proximate and longer-term. We 
searched PubMed, Cochrane Library of Systematic Reviews, and CINAHL electronic databases and conducted hand 
searches. Inclusion criteria comprised: public involvement, reporting impacts of public involvement, and using 
a review methodology. This yielded 27 review articles based on studies in the UK, US, Canada and Australia.

We employed a three-part analysis process: 1) extracting all subcategories of impact reported into Excel (n = 37); 2) 
combining and categorising this list into primary and subcategories of impact based on thematic analysis; and 3) 
cross-checking these categories with the original review.

Results Our review of reviews indicates that studies often do not report impacts of PPIE activities and when they 
do, they report a wide range, with little consistency across studies. We classified four broad types of PPIE impacts on: 
people (PPIE contributors, researchers, healthcare staff and policymakers), different phases of the research process, 
services and systems and on PPIE processes themselves. Across these categories, the most commonly documented 
impacts relate to impacts on PPIE collaborators, including individual empowerment and recovery, on researchers, 
improving their understanding of and collaboration with people typically excluded from research and on earlier 
phases of the research process. Studies reported both positive and negative impacts. Methodologically, previous 
evaluations of PPIE impact predominantly relied on retrospective self-reporting, with little triangulation from other 
data sources or prospective data collection over time.

Conclusion The impacts of PPIE appear to be under- and inconsistently reported. More robust evaluation of PPIE 
impact, drawing on the broad categories we present, offers opportunities for PPIE contributors, researchers 
and funders to better understand the effects of these investments.
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Plain English Summary 

Where did we start?

Patient and public involvement and engagement (PPIE) is a common way of making research more relevant to mem-
bers of the public. The amount of PPIE that researchers do has increased in the last two decades, yet what the impact 
is of these activities is less clear. Recording impacts helps us keep track of how PPIE shapes people and research 
on this bigger scale.

What did we do?

We searched for academic review articles that mentioned impacts of PPIE. Out of 35,335, we identified how previous 
studies have defined and measured different types of impacts.

What did we find?

We identified four broad types of PPIE impacts on: people (PPIE contributors, researchers, healthcare staff and policy-
makers), different phases of the research process, services and systems and on the ways in which PPIE is done. Studies 
reported both positive and negative impacts. They measured change most often by asking researchers and PPIE 
contributors what they thought the impacts had been.

Introduction
Setting the stage – PPIE and impact
Patient and public involvement and engagement (PPIE) 
can democratise research by applying patients, carers, 
and service-users’ experiences and needs to research 
questions, designs, and processes [1–5]. There are vari-
ous synonyms for and analogous approaches to PPIE 
(i.e., co-design, co-creation, co-production). The most 
relevant and popular definition for PPIE professionals in 
the UK comes from the National Institute of Health and 
Care Research (NIHR) [1–6]. This defines PPIE as doing 
research “with” or “by” patients or members of the pub-
lic, instead of “about” or “on” them [1–6].

Some of the clearest conceptual origins for conducting 
research “with” patients lie in Arnstein’s “ladder of citi-
zen participation,” [6–10]. This is a typology developed in 
community organising amongst the civil rights and social 
movements of 1960 s America “to make target institu-
tions responsive to…[the] views, aspirations, and needs 
[of those without power]” [6–10]. It uses a hierarchical 
spectrum of approaches in which citizen power increases 
as the steps move up the ladder from “nonparticipation” 
(steps 1 Manipulation, 2 Therapy) to “tokenism” (steps 
3 Informing, 4 Consultation, 5 Placation), to “degrees of 
citizen power” (steps 6 Partnership, 7 Delegated, 8 Citi-
zen Control) [9]. The ladder can apply to various contexts 
where power is exercised, but for PPIE, the “partnership” 
and “citizen control” steps highlight the opportunity to 
democratise research and shift power to be more collec-
tively held amongst community members [9, 10].

Increasingly, many PPIE professionals and research 
management teams consider what the “impacts” are of 
the effects and changes that PPIE activities have sup-
ported [11–13]. Impact most commonly refers to the 
changes, effects, contributions, or benefits of PPIE or 

research on society, stakeholders, public services, or end 
users [14]. However, what illustrates these changes and 
benefits of PPIE on research are and how to describe 
them can vary greatly [15].

The evidence for the impact of PPIE has been described 
as ‘weak’ and ‘anecdotal’, with many calling for more 
reporting on the context in which PPIE was conducted 
to understand and compare its impacts and build a more 
robust evidence base [11, 12, 16–19]. Such contextual 
factors can include what collaborators are invited to 
contribute, how their feedback is adopted by research-
ers, what skills and knowledge public collaborators bring 
to PPIE activities, what skills, values, and knowledge or 
assumptions researchers bring to PPIE activities, and 
what mutual learning emerges from it for researchers and 
public collaborators [11, 12, 16–19].

The evolution of PPIE, the marketisation of health services 
and consequent tensions
The conceptual and historical origins of PPIE’s purpose 
to improve research quality can be attributed to two fac-
tors: 1) the consumerism of healthcare whereby patients 
are viewed as consumers who can help improve the value 
for money of research and efficiency of services [13, 17]; 
and 2) the mandated, top-down approach where PPIE is a 
requirement of funding conditions [11, 17, 20, 21].

Guidance requiring consumer involvement through 
PPIE was established in 1993 by the UK’s NHS Research 
and Development Programme [17]. During the eighties, 
the Thatcher government transformed the NHS and UK 
health research through a more commercial approach 
to public management [13, 22, 23]. Patients were con-
sidered consumers with a right to choose where treat-
ment was provided, and public services were reorganised 
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with more top-down management and significant public 
service cost cuts [13, 22, 23]. Despite the various gov-
ernments since Thatcher and the corresponding organi-
sational changes to what is now the National Institute of 
Health and Care Research (NIHR), “consumer involve-
ment” was a prominent and common term throughout 
the 90 s and 2000 s [17, 24–26].

The NIHR issues guidance on PPIE taking a top-down 
approach mandating that all its funding recipients con-
duct PPIE [12, 23, 27–29]. The NIHR alongside other 
national funding bodies require grant applications, aca-
demic publishing and organisational operating prac-
tices to include PPIE [12, 17, 27, 28]. Researchers are 
recommended to follow the UK Research and Innova-
tion (UKRI) Standards of Public Involvement and NIHR 
PPIE guidance to plan for and demonstrate impact on the 
effects of PPIE on research [6–8].

Ocloo and Matthews argue that viewing patients as 
consumers has blunted PPIE’s potential as it focuses on 
insights from patients which are reported at board meet-
ings, as opposed to goals of shared decision making and 
community involvement in research processes [17, 21]. 
This can limit public collaborators’ contributions and 
potential impact of PPIE as the added value to research 
is measured through simple quantitative assessments of 
PPIE activity, improved uptake or recruitment, or better 
support of a study [14, 15, 17, 30]. This results in less eas-
ily quantifiable/abstract PPIE experiences being left out 
of the assessment [14, 15, 17, 30].

While mandating PPIE has increased activity, this does 
not guarantee more democratised research or improved 
power sharing [10, 17, 20, 31], and can lead to tokenism 
[17, 21] defined as “asking for involvement but not taking 
it seriously or enabling it to be effective” [21]. Essentially 
tokenising PPIE resembles disingenuous practices to ful-
fil funder requirements, rather than substantive collabo-
ration between researchers and the public, leading to a 
tick-box exercise [11, 17, 20, 21].

The top-down pressure to conduct PPIE often with 
time and resource/capacity constraints can lead to token-
istic PPIE practices [13, 22, 23, 32]. This leads to pres-
sures on PPIE professionals to deliver meaningful and 
engaging PPIE activities [13, 22, 23, 32]. Genuine PPIE 
requires long-term relationship- and trust-building with 
public collaborators and community organizations, albeit 
within a research culture whose logic of deliverables 
requires maximised impact and value for money on rigid 
and shorter time schedules [13, 22, 23, 32].

Aims
To support our commitments to impacts of PPIE as 
NIHR-funded centres (Applied Research Collaboration 
(ARC), Health Determinants Research Collaboration 

(HDRC)), we accessed the PPIE evidence base to frame 
our PPIE strategies and activities. Thus, we approached 
this review from a pragmatic perspective, intending to 
inform practice. We aim to understand how PPIE impacts 
are currently being measured. We understand “how they 
are measured” as including the broad categories, specific 
indicators, methods, time frames, and the trade-offs con-
cerning different approaches to measuring PPIE impacts.

Methods
Narrative Review
We conducted a narrative review of reviews on PPIE, 
then analysed these peer reviewed reviews to com-
plete an evidence synthesis on the impacts of PPIE [21, 
33–37]. Our narrative review, like others, was not meant 
to be systematic, but instead, pragmatic to support rel-
evant professionals such as PPIE leads, PPIE officers, 
and researchers [21, 33–36, 38]. Our intention was to 
identify themes identified in the academic literature on 
PPIE impacts, then synthesize these for practical consid-
eration, rather than undertake a traditional systematic 
review of all possible PPIE impacts [34–37, 39, 40].

Search process
The search terms selected were framed by our profes-
sional expertise in PPIE and included terms common and 
relevant to working in PPIE [21, 37]. For example, this 
included commonly used terms synonymous with PPIE, 
such as public involvement, co-production, co-creation, 
and co-design (see Table 1).

We searched the PubMed, Cochrane Library of Sys-
tematic Reviews, and CINAHL electronic databases. Our 
search had no beginning date, though it was capped at 
April 2024. We did not set language restrictions, although 
all articles identified were written in English. Searches 
were completed with two, i.e., “impact AND PPIE” or 
three factor phrasings, i.e. “impact AND PPIE AND 
review”. If a database included a “review” and “systematic 
review” filter, these were toggled on and off to compare 
results. If a filter was not included, then, “review,” “sys-
tematic,” and “reviews” were all searched alongside the 
other terms.

The overall search followed an iterative process in 
which we clarified our understandings of our review 
while familiarizing ourselves with the literature, leading 
us to develop some of our search terms post-hoc [38, 41]. 
We completed three iterations, each using the follow-
ing three step process: a) search, b) review literature and 
reflect on the search scope c) update the search based on 
findings [38, 41]. In the second iteration, we adopted the 
terms “consumer involvement,” “consum,” “consumer,” 
and “outcomes” [41]. In the third and final iteration, we 
reviewed bibliographies of relevant articles, searched 
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citation lists, and backward citation searches [40]. This 
also provided validation to our included citations.

Inclusion and Exclusion criteria.
Tables 2 and 3 list the inclusion and exclusion criteria 

which were subject to refinement [41]. Abstracts that met 
the inclusion criteria were selected for review. Essential 
to inclusion were both the use of a review methodology 
including multiple studies’ PPIE activities and impacts or 
outcomes of a PPIE activity.

In the first iteration, we sought review articles that 
included “impact” in the title and abstract, as opposed 
to reviews that focus on PPIE but might include some 
insights on impact categorised in other ways. We sought 

reviews that provided a broad or overarching perspec-
tive on PPIE impacts, i.e., Brett et  al. [42], as opposed 
to area-specific impacts, i.e. PPIE impacts on cardiology 
research.

In the second iteration, our perspective shifted from 
overarching considerations of PPIE to include topic-
specific reviews. We found that articles might not men-
tion impact in their title or abstract, but they might still 
include relevant impacts in the paper.

Collectively this process yielded 27 reviews. We illus-
trate article processing details by source in Fig. 1.

Analysis
We employed a three-part analysis process for the 27 
articles: 1) data extraction, 2) data synthesis, and 3) crea-
tion of an impact framework. During data extraction, 
sometimes called charting, we used a Microsoft Excel 
spreadsheet to note key characteristics across reviews 
i.e., title, year of publication, authors, review method, 
number of papers included in the review, research ques-
tions, inclusion/exclusion criteria. [43–45] (see Table  4) 
[42–68]. Building on Modigh et al.’s method of extracting 
and reporting on categories and subcategories of impact, 
these were also included in our charting [45]. In total, we 
charted 37 total subcategories of impact, and we have 
included a complete list in Supplement 1.

In the data synthesis phase, we reviewed which catego-
ries were redundant or overlapped/linked with others, 
which recurred across reviews, and which were themati-
cally connected [38, 43–45]. Based on feedback with our 
local PPIE panel, we collapsed and combined these recur-
ring categories, then cross-checked them with the origi-
nal review to assure their validity [38, 43–45].

In our final phase of analysis, we built on Gupta et al.’s 
method of combining a review with creation of a con-
ceptual framework [38]. We reviewed the synthesized 
subcategories and categories of impact and identified 

Table 1 Search Terms

First term – Impact and synonyms

 • “impact”

 • “outcomes”

 • “outcom”

 • “result”

Second term – PPIE and synonyms:

 • “PPIE”

 • “public”

 • “public involvement”

 • “public involvement and engagement”

 • “involvement”

 • “involv”

 • “consumer involvement”

 • “consumer”

 • “consum”

 • “codesign”

 • “co-design”

 • “coproduction”

 • “co-production”

 • “coproduc”

 • “co-produc”

 • “cocreat”

 • “co-creation”

 • “co-creat”

 • “collaborat”

Third term – Review and synonyms

 • “review”

 • “reviews”

 • “systematic”

Table 2 Inclusion Criteria

1. Analysing involvement activities by any relevant involvement-related term (i.e., public involvement, PPIE, consumer involvement, co-production) 
in research, service development, or service delivery

2. Reporting impacts or outcomes that emerged from PPIE activities from multiple studies

3. Use of a review method to consider impacts of multiple projects on PPIE, i.e. systematic review, scoping review, bibliometric review

Table 3 Exclusion Criteria

1) Article focuses on a single PPIE study or project

2) Does not use a review method

3) Does not review multiple studies

4) Does not report the impacts that emerged from PPIE activities

5) Reporting only on procedural aspects of PPIE without describing 
the impacts of PPIE
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how these related to one another to understand what 
connected them and how their variety and complexities 
could be conveyed visually [38].

PPIE on this project
We held regular meetings with the NIHR ARC North 
Thames Research Advisory Panel (RAP) public patient 
collaborators [69] to assure that the topic and questions 
were relevant for them. We held three discussion sessions 
with 12 panel members at the conception of the idea, at 
the project plan stage and at the completion of the lit-
erature review. Following the final meeting, we revised 
this manuscript and shared it again with panel members 
for additional feedback. The RAP members used several 
definitions to conceptualize PPIE’s impacts, including 

“outcomes,” “the way the research will be different due to 
PPIE”, “the thing you haven’t thought of before,” and “the 
lightbulb moment brought by the [PPIE] panel.”

We did not secure ethical approval for our PPIE activi-
ties, as per the NIHR, ethical approval is not required for 
these activities [4, 5, 70], but public collaborators gave 
consent for their involvement.

Results
We provide an overview of all articles reviewed in Table 4 
(including topic area, methodology, country of origin, 
journal, terminology, exclusion criteria, and inclusion 
criteria; Table  4). This review of reviews revealed four 
key findings, discussed in turn below. First, studies often 
do not report impacts of PPIE activities and when they 

Fig. 1 Search data
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do, they report a wide range of impacts, with little con-
sistency in the indicators selected and how impact is 
categorised [47, 53, 62, 64, 68]. Two meta-analyses that 
attempted to analyse and condense large amounts of 
PPIE data [52, 59], found difficulties in synthesis due to 
high variability of PPIE data. Through our qualitative 
synthesis of impact categories, we classify four broad 
types of impacts of PPIE on: people, research processes, 
services and systems and on PPIE processes themselves.

Second, across these categories, the most commonly 
documented impacts relate to impacts on 1) PPIE collab-
orators, including individual empowerment and recov-
ery [42, 43, 45, 47, 49, 50, 59–61, 66, 68], 2) on academic 
researchers, improving their understanding of and col-
laboration with minoritised peoples and those typically 
excluded from research [42, 44, 47, 57, 64, 66]; and 3) 
on earlier phases of the research processes, assuring the 
relevance of research to specific stakeholder groups, and 
improving studies’ reach in recruitment and involvement 
of affected populations [43, 44, 47–52, 56–59, 61, 64–68]. 
Reported impacts on services, systems and subsequent 
PPIE processes were less common [44, 55, 61].

Third, several studies reported both negative and posi-
tive impacts [42, 49, 50, 52, 64, 65, 68]. The most common 
positive impacts included making studies more applica-
ble or accessible to members of the public and creating 
practical and social benefits for members of the public. 
Common negative impacts included additional time and 
monetary cost, frictions and disagreements between 
members of the public and researchers, and disingenuous 
or tokenized collaboration.

Finally, in terms of methods, previous evaluations 
of PPIE impact predominantly relied on retrospective 
self-reporting, with little triangulation from other data 
sources or prospective data collection over time [42, 49, 
50, 52, 64, 65, 68].

Types of PPIE impacts
In the subsequent sections, we provide specific exam-
ples of the most and least commonly reported meas-
ures of impact (summarized in Fig. 2 and Table 5).

PPIE impacts on people
One of the most reported impacts of PPIE is how it 
shapes, affects, and facilitates the experiences of those 
involved.

PPIE impacts on PPIE collaborators
The benefits for PPIE collaborators centred on experi-
ences often described as “empowering and therapeutic” 
[42, 43, 45, 47, 49, 50, 66, 68]. For example, practical ben-
efits to PPIE collaborators included “learn new skills,” 
“learn new knowledge,” “understand research” and 
“[improved] knowledge and understanding of their 
condition, illness, or treatment” [42, 45, 47, 49, 50, 68]. 
Other more distal impacts focused on social and emo-
tional benefits that collaborators gleaned from the PPIE 
experiences: “feeling empowered,” [43, 50, 59, 60, 66] 
“participating in a change or update to services,” [43, 51] 
“supporting their personal recovery,” [43, 50], and “shared 
experience of conditions, working with peers, new rela-
tionships,” [42, 43, 45, 47, 49, 66, 68]. Finally and, perhaps, 
most strongly, PPIE in palliative care gave collaborators 
“new or added motivation in life,” literally making them 
want to live longer [43, 59].

Finally, were impacts specifically on research collabora-
tion, including “greater understanding and knowledge of 
research in the community,” “community building,” “col-
laborators become research advocates,” and “community 
ownership of research” [42, 47, 50, 61, 63, 68].

Four reviews described negative impacts for PPIE 
collaborators [42, 43, 50, 60]. These included interper-
sonal dynamics with researchers, such as frustration at 
“rigid” or “limited beliefs” on the part of experts [42, 50], 

Fig. 2 Categories of PPIE Impact
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“researcher insensitivity” [42], feeling “not listened to” or 
“not taken seriously” [42, 50], pressure [43, 60], “distrust 
of the research being conducted” [50], or stress from the 
involvement due to “power imbalances” between the 
public and researchers [43].

Other issues also included difficulties in collaborating 
with researchers, feeling uncomfortable sharing thoughts 
[42], feeling marginalized [50], disempowered [43], 
intimidated [43], anxious [50], or isolated [42]; assump-
tions from researchers that public collaborators “lack 
knowledge” [50]; limited preparation or training from 
researchers or the project [42, 50]; “disappointment” that 
the research did not provide “additional support to help 
them manage their condition” [42]; burdened by serving 
as a “bridge to health care systems in the community” 
[42]; and frustrations at dealing with “formal procedures 
of research,” [50]. Finally, other difficulties included reliv-
ing difficult experiences, related to care, services, loss, 
trauma, illness, etc. [43, 50].

Other skills and knowledge-based negative impacts 
included limited clarity around PPIE collaborators’ roles 
and difficulties contributing to the research [50]; limited 
understanding of research and limited feedback from 
researchers [42, 50]; “poor communication,” including 
being omitted from research teams communications [42, 
50], lack of familiarity with research processes and jar-
gon, and privileging public collaborators with particu-
lar communication styles [42]. The time burden of PPIE 
included overburdening with tasks, the time-consuming 
nature of PPIE, unrealistic time expectations of PPIE 

collaborators, and limited time to review documents 
[42, 43, 50]. Financial burdens of PPIE included funding 
needs for travel and carers or having to self-finance one’s 
own involvement [50], difficulties with travel, employ-
ment, and lack of conventional worker rights (appraisal, 
professional development, etc.) [51].

PPIE impacts on researchers
Benefits of PPIE on researchers and research teams 
included shifts to more team-oriented and skills-based 
ways of working [42, 44, 47, 64, 66]. Specifically, posi-
tive impacts included improvements to working rela-
tionships, such as robust networking and teambuilding 
[42, 47], new skills [42, 47], especially around the abil-
ity to “resolve differences” [47]; improved relationships 
between researchers and patients/families [47], and 
deeper empathy between researchers and “research sub-
jects” [64]. PPIE also created changes in researchers’ 
thinking, such as gaining new insights around problems 
[42], challenging researchers’ beliefs and perspectives, 
and new understandings of public involvement [66]. 
Importantly, PPIE created a renewed and more in-depth 
community and person-centred focus for researchers 
[42, 44, 47, 64, 66]. This included more benefits for and 
better links with communities [42, 47], greater diversity 
in projects [42], “cultural competency” [47], more suc-
cessful recruitment response rates, informed partici-
pants, and “recruitment from seldom heard groups” [64]. 
Finally, reviews noted an improvement to workload and 
work processes, such as a lighter workload [42], better 

Table 5 Categories of Impact with Examples of Impact

Impacts on people

• Public collaborators"feeling empowered"[43, 50, 59–61, 66]
• Public collaborators’improved"knowledge and understanding of their condition, illness, or treatment” [42, 45, 47, 49, 50, 68]
• Improved relationships between researchers and patients/families [47]
• Deeper empathy between researchers and “research subjects” [64]
• Changes to “health professionals’ attitudes, values and beliefs about the value of user involvement [57]

Impacts on research processes

• Shifting the research agenda or focus to the public [67, 68]
• Improving research feasibility [50, 68]
• Frictions and disagreements between members of the public and researchers, [42, 44, 45, 49, 50, 52, 60, 66, 68]
• Improved informed consent [50, 64, 67, 68] and recruitment processes [51, 52, 67, 68]
• Materials for dissemination included more lay language, relevance to local communities, and validity in both its data and means of reporting [50]

Impacts on services, systems

• Increase[d] overall effectiveness of systems” [44]
• General improvement for quality [61], including: “improved usability” with ‘insight into ‘patients’needs and preferences’ [44]
• Changes to provide more “health-promoting behaviour” [61]
• “Improvements to service processes, e.g., Record keeping, data sharing, medication dispensing, care pathways, and appointment and recall systems,” 
[55]

Impacts on PPIE processes

• A lack of support or interest [56]
• Spread of experience-based co-design processes to other services and organisations,” [56]
• “Formation of local health action groups, steering groups, or committees” [56]



Page 19 of 25Lammons et al. Research Involvement and Engagement           (2025) 11:76  

commitment from researchers towards the project [44], 
and increased confidence amongst researchers to con-
duct a study [66].

However, several negative impacts on researchers were 
reported, especially on workload and work processes [42, 
68]. For example, PPIE directly increasing researchers’ 
workload [68], creating difficulties with changing typical 
working patterns to create spaces of collaboration with 
members of the public [42], tokenizing PPIE activities 
and relationships [42], and doubts as to whether PPIE 
was worth the resources and effort [42] were named.

Reviews described pressures and tensions on research 
teams [42, 47]. For example, PPIE impinged on research-
ers’ time and funding [42, 47], teams faced tension in 
PPIE activities and interactions, feelings of “constant 
criticism,” and tension between PPIE collaborators and 
researchers around “what constitutes a good research 
study” [42]. Another tension centred on teams’ and 
members’ of the public need to explain to host organisa-
tions why PPIE was necessary [42].

PPIE impacts on policymakers, managers, healthcare staff, 
research partnerships
The impact of PPIE on healthcare staff, policymakers, 
and research partnerships were considered by the few-
est papers reviewed [45, 57, 60, 61, 66]. One paper noted 
that PPIE had changed “health professionals’ attitudes, 
values and beliefs about the value of user involvement” 
[57]. Another referred to changes in practices, attitudes, 
beliefs, and knowledge and skills for healthcare staff, pol-
icymakers and managers [45].

Unique elements attributed to policymakers and man-
agers were including democratic elements in PPIE, soci-
etal values, legitimacy and trust, and responsiveness [45]. 
Negative impacts, by contrast, included slower and more 
expensive team productivity, participants represent-
ing individual agendas instead of broader public ones, 
and poorer policy plans and priorities [45]. Regarding 
research partnerships, PPIE yielded different models for 
partnerships and strengthened relationships [61, 66].

A notable absence in the discussion of PPIE impacts 
relating to people were mentions of PPIE professionals, 
staff who coordinate PPIE activities, recruit, train and 
mentor PPIE collaborators and often serve as the inter-
locutors between researchers and PPIE collaborators. 
This further illustrates what Mathie et al. have described 
as the ‘invisible work’ of PPIE, in which the work, advice, 
and contributions of PPIE professionals, frequently go 
overlooked [67].

PPIE impacts on research processes
The widest ranging and clearly reported impacts of PPIE 
on research focused on what changes had taken place 

within research processes, which we have synthesised to 
three phases: initial stages, design and delivery, and dis-
semination and implementation [43, 44, 47–52, 56–59, 
61, 64–68]. We refer to the research cycle in this section, 
but we do not report discretely along all elements of the 
NIHR’s depiction of the research cycle [1], as reviewers 
did not always follow this version of the research cycle, 
and they often used the terms interchangeably and in dif-
ferent ways than the NIHR.

PPIE impacts on research initial stages and design
“Initial stages and design” refers to the earliest stages of 
the research cycle, identification and prioritisation of 
the topic, design, and grant application. PPIE impacts 
reported during the initial research stages included iden-
tifying and prioritising topics [50], providing “motiva-
tion and momentum they, [researchers], needed to get 
started” [68], obtaining ethical approval [45, 48, 50], 
shifting the research agenda or focus to the public [67, 
68] and improving research feasibility [42, 68].

Design-focused impacts described improving research 
design with the public, end-users, or study participants 
in mind, usually describing research designs as “more 
applicable,” “acceptable,” or “easier for people to partici-
pate” because of PPIE activities [59, 64–68]. It could also 
describe more relevant research topics [47, 50, 64, 65, 67] 
or research questions [47, 49, 56, 64, 68]. Some reviews 
cited studies where PPIE was credited with helping 
secure funding [47, 68].

PPIE Impacts on research delivery
“Delivery” refers to mid stage research cycle processes, 
including, recruitment and data collection, and analysis 
and interpretation.

For delivery-related impacts, authors focused on PPIE 
collaborators shaping language in research projects 
in various ways [50, 64, 67, 68]. For example, adapt-
ing “researcher language” to “suit the lay audience” [50], 
making language “accessible,” or “culturally appropriate,” 
or making it specific to “patient information and invita-
tion letters” [50]. These tied to improved informed con-
sent [50, 64, 67, 68] and recruitment processes [51, 52, 
67, 68], usually with higher recruitment numbers [66], 
higher “response rates” [66], success in “reaching seldom 
heard groups in research” [66], and more study partici-
pants coming from “specific…communities such as eth-
nic minorities” [59].

Impacts on data collection included both changes to 
language in data collection instruments (including ques-
tionnaires, interview topic guides, and others) [50, 60, 64, 
66–68], and the ways that instruments were used with 
or by members of the public in the research process [50, 
51, 64]. Specifically, reviews reported that PPIE activities 
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yielded improved data quality, relevance to community 
members, and validity of the instruments or data col-
lected [42, 47, 50, 68]. Impacts on analysis and report 
writing likewise attributed higher levels of validity and 
relevance to community members and the public [42, 47, 
50, 68].

PPIE Impacts on research dissemination 
and implementation
“Dissemination and implementation” refers to the final 
stages of the research cycle, disseminating or sharing 
findings, and applying research findings into practice. 
PPIE-related dissemination impacts included more lay 
language in dissemination materials [50], overall stronger 
engagement between communities and project results 
[68], and higher chances that research findings will be 
applied [64, 68]. Authors described knowledge sharing 
events as positive impacts of PPIE, including co-deliv-
ered or co-produced training sessions [57], communica-
tion forums [58], and conference presentations [50, 66]. 
Articles noted that PPIE made these presentations more 
“poignant” [50], “lay user-friendly,” [50], or “accessible” 
[66].

Negative impacts of PPIE on research
Frequent negative impacts included additional time and 
monetary cost, frictions and disagreements between 
members of the public and researchers, disingenuous or 
tokenized collaboration which alienates or disempow-
ers public collaborators, or difficulty implementing and 
taking on public suggestions [42, 44, 45, 49, 50, 52, 60, 
66]. Others included challenges with academic publish-
ing, such as findings from PPIE-related work being per-
ceived as unimportant, word counts being incompatible 
in length with the breadth of PPIE activities, and anxie-
ties around public collaborators sharing results prior to 
publication [68].

PPIE impacts on services and systems.
The impact of PPIE on services and systems were less 

often reported than those on people and research. Never-
theless, these are synthesised into three domains: service 
development and improvement; system, societal, or pol-
icy level change; and health services, including products, 
outcomes, and decisions.

PPIE Impacts on service development and improvement
Services impacts focused on general improvement for 
quality [61], including: “improved usability” with ‘insight 
into ‘patients’needs and preferences’ [44], building in 
desired changes for services for mental health [50], and 
creating prioritisation activities to support plans around 
services and means to evaluate services [56].

PPIE Impacts on system, societal, or policy level change
Systems and policy impacts reported an “increase[d] 
overall effectiveness of systems” [49], building workforce 
diversity [50], and strategy creation to further support 
service development [55]. One review highlighted sev-
eral community-focused impacts, including community 
plans for wider systems changes, better access to care and 
social supports, health literacy, and “self-efficacy” of sys-
tems [61].

PPIE impacts on health services—products, outcomes, 
and decisions
The most extensive service/system subcategory was for 
health services and its constituent parts. Some impacts 
focused specifically on medical elements, such as clini-
cal outcomes [45, 61] or physical health providers’ and 
patients’ knowledge or satisfaction with care [45], cre-
ating a “conceptual model of recovery” [56], increased 
trust, improved decision-making, and decision-making 
infrastructure with staff and clinicians [55, 56].

Other impacts centred on changes to the service ele-
ments of healthcare, such as “record keeping, data 
sharing, medication dispensing, care pathways, and 
appointment and recall systems” [55]. This also included, 
“health-promoting behaviour[s]” [61] (i.e., giving patients 
educational or wellness materials), new or expanded 
clinical services [55], creating patient feedback processes 
[55], easier to read records and documents [58], using 
summary letters [55], staff personnel procedures [55], 
and updated clinical spaces [55, 56].

Two reviews described negative impacts [45, 58], 
including one in which patient-facing documents pro-
duced through PPIE activities did not reduce anxiety 
around"patient-controlled analgesia” [58].

Impacts on PPIE processes
The smallest category was impacts on PPIE, itself. This 
category included specific positive impacts from one 
review, i.e., “Spread of experience-based co-design pro-
cesses to other services and organisations,” and the “for-
mation of local health action groups, steering groups, or 
committees” [56].

This review also offered negative impacts, which 
focused on “negative experiences rather than negative 
outcomes,” with one specific example citing “a lack of 
support or interest,” from researchers, due to “inappro-
priate” PPIE techniques [56].

Methodological approaches in measuring PPIE impact
The review articles suggest that evidence of impact is lim-
ited or weak [56, 57, 60, 64, 67, 68]. Impacts are often not 
measured in the cases in which they are reported, and the 
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specific methods indicating how impacts were measured 
are reported least of all [45, 51, 55, 59, 64, 66–68]. In sev-
eral studies, there appears to be a strong confirmation 
bias, where PPIE impacts are reported as a reflection on 
experiences, opinions, and perceptions, rather than more 
robust measures [48–51, 54, 57, 59].

When methods were reported, qualitative approaches 
– predominantly interviews, focus groups, and obser-
vations – were used most frequently to evaluate PPIE 
impacts, and authors call for strengthening and standard-
izing qualitative methods for PPIE evaluations [44, 48, 50, 
53, 57, 60]. Other articles evaluated PPIE through ques-
tionnaires and recruitment data [46, 51, 57, 63, 68]. Sev-
eral authors have called for additional quantitative and 
comparative methods, with control studies [43, 47].

Reviews referred to existing tools for evaluating PPIE: 
the Patient Involvement Research Impact Tool (PIRIT), 
the Public Involvement Impact Assessment Framework 
(PiiAF), the National Coordinating Centre for Public 
Engagement’s (NCCPE) Embryonic, Developing, Grip-
ping, Embedding (EDGE) tool, the Public and Patient 
Engagement Evaluation Tool (PPEET), the Principles, 
Purpose, Presence, Process Impact tool (4Pi), and the 
Patient Engagement In Research Scale (PEIRS) [71–75]. 
Therefore, the challenge is not a lack of measurement 
tools, but rather a lack or inconsistent use of these instru-
ments and a lack of transparent reporting of what was 
measured and how.

Discussion
There is a growing emphasis on PPIE, mandated by 
many funders, [11, 17, 20, 21] and growing pressures 
for researchers to report impact. However, this review 
of reviews reveals a fragmented landscape of PPIE 
impacts, with absent or inconsistent measurement and 
reporting of impacts of weak methodological quality. 
The institutionalisation of PPIE and attention to impact 
offers an opportunity to invest in more intentional and 
consistent measurement of PPIE over longer time-
frames and across multiple dimensions of impact [11, 
13, 23].

Impacts on research processes were most common, 
likely linked to required reporting to funders [13]. Exist-
ing studies also suggest additional compelling positive 
impacts of PPIE for people, such as PPIE contributors 
and researchers involved in the PPIE processes. These 
included increased confidence and will to live, to shifts 
in thinking about a project and finding a new cause and 
community around research. The category of impacts on 
research processes and systems was comparably shorter 
but still illustrated that PPIE impacts can offer increased 
effectiveness and quality to systems, services, and pro-
cesses. Finally, the PPIE impacts on the actual PPIE 

processes included overall growth of PPIE – more of it 
getting done and more groups emerging dedicated to it 
and its related family of practices.

Negative impacts overlapped thematically across all 
four categories, people, research processes, services and 
systems, and PPIE processes. They touched on difficulties 
with communication between researchers and public col-
laborators, time and workload burdens for all involved, 
tensions or pressures on people or projects, and changes 
made to projects as limited. This echoes what Russell 
et al. argue, in addition to “being empowering or eman-
cipatory,” PPIE “runs the danger of having precisely the 
opposite effect” [11].

Across types of impacts, there are clear gaps. The rela-
tive lack of more downstream and medium to longer-
term impacts on health care staff and policymakers and 
on health systems and policy may reflect the short-term, 
reflective nature of current measurement approaches. 
The relative lack of impacts on subsequent PPIE pro-
cesses may be attributed to reporting practices. For 
example, PPIE collaborators and researchers might be 
regularly changing their approaches in practice, without 
tracking and publicising these changes. RAP members 
also observed two notable omissions in current subcat-
egories of PPIE impact: the costs and savings of PPIE 
involvement on research budgets and the impacts on 
patients’ direct experiences of healthcare services. As 
Papoulias and Brady note, there remains a need to openly 
and safely consider the impacts that are reported less 
often, or not at all around PPIE [13].

Taken together, the incomplete and wide variation in 
how PPIE impacts have been measured to date makes 
it difficult to understand the individual and collec-
tive effects of increased investments in PPIE, and how 
these effects vary across different contexts, types of 
research and PPIE contributor backgrounds. For exam-
ple, “empowerment” of public collaborators as a PPIE 
impact, as Schilling and Gerhardus argue, can be a 
vaguely defined descriptor, at times completely unde-
fined by a project, and usually described in conflicting 
ways between projects [76]. Specific PPIE impact meas-
ures will obviously need to be tailored to each study and 
assessing an exhaustive set of impacts is infeasible; how-
ever, the typology we present here offers a consistent 
menu of options from which people can identify those 
which are most relevant. Existing studies also underscore 
the importance of measuring both positive and negative 
impacts.

Methodologically, there remains much room for 
improvement, shifting from self-reported author and col-
laborator perceptions to more robust, empirical meas-
ures. Larger studies with substantive PPIE involvement 
and research infrastructure grants with standing PPIE 
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panels, whose members take part in multiple studies over 
time, offer the opportunity for longer-term follow-up of 
impacts over time. Funders who require PPIE and impact 
reporting could help to bring structure to PPIE impact 
measurement, using the typology we present here or an 
established PPIE measurement tool to guide reporting 
templates. They will also be instrumental in ensuring 
there is adequate funding to more robustly assess PPIE 
impacts, including to coproduce PPIE impact measure-
ment standards based on existing measurement tools.

RAP panel members also saw value in improved assess-
ment of PPIE impact. In their own experience, they 
observed “I’ve been looking into this for a lot of time – 
since 5–6 years ago, [during which I saw]…a progression 
from a tick box kind of PPI to a more coequal coproduc-
tion.” They were eager to understand, “Where is it that we 
get better involvement?” “Where is it that we should get 
involved in a deeper way?” and “Where do we have the 
most impact?” Improved measurement and understand-
ing of their contributions could potentially have positive 
knock-on effects in increasing involvement and retention 
among PPIE collaborators.

Strengths and limitations
The greatest limitation to this review is our geographi-
cal limitation. Our review of review identifies types of 
impacts reported from research based in the UK, US, 
Australia, Sweden, Norway, Spain, and the Nether-
lands. All papers focussed on communities in the UK, 
USA, Canada, or Australia. Importantly, each of these 
latter four countries has their own institution support-
ing patient and public involvement – the NIHR in the 
UK [29], Patient Centred Outcomes Research Insti-
tute (PCORI) in the USA [77], The Canadian Insti-
tutes of Health Research’s Strategy for Patient-Oriented 
Research (SPOR) [78], and the National Health and Med-
ical Research Council in Australia [79]. One review had 
examples of PPIE evaluations from Colombia [46] and 
India [46].

It is extremely important to note that differing varia-
tions of PPIE take place around the world. For example, 
Colombia [80], Ghana [81], and India [82] have all shown 
compelling recent examples of ways of engaging mem-
bers of the public in health research, albeit with differ-
ing terms or conceptual traditions. Some of these vary 
slightly as, “PPE” or “patient-public engagement” [80] or 
“community engagement” [80], while others are more 
different, “community based health planning” [81] and 
“participatory learning and action” [82]. Exploring PPIE 
impact in a range of settings may expand and help to 
refine the initial typology we present here.

Conclusion
We conducted a narrative review of reviews to complete 
a pragmatic evidence synthesis of categories of impacts 
of PPIE. We included 27 review articles and have found 
that categories of impact fall most clearly along the lines 
of who or what changes because of PPIE. We have found 
that there is widespread variation in how PPIE is meas-
ured, how measurements are reported, what impacts 
occur, and how impacts are conceptualised. As PPIE 
and impact measurement becomes more common, 
PPIE researchers and collaborators must keep pace and 
indeed, have much to offer the measurement of research 
impact more broadly. The four categories of impact of 
PPIE we have identified in this project can guide future 
research, impacts on people, impacts on research pro-
cesses, impacts on services and systems, and impacts on 
PPIE processes.
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