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ABSTRACT
Introduction Despite growing interest among patient 
and public partners to engage in writing lay summaries, 
evidence is scarce regarding the availability of resources 
to support them. This protocol describes the process 
of conducting a scoping review to: (1) summarise the 
source, criteria and characteristics, content, format, 
intended target audience, patient and public involvement 
in preparing guidance and development processes 
in the available guidance for writing lay summaries; 
(2) contextualise the available guidance to the needs/
preferences of patient and public partners and (3) create a 
patient and public partner- informed output to support their 
engagement in writing lay summaries.
Method and analysis A scoping review with an 
integrated knowledge translation approach will be used 
to ensure the collaboration between patient/public 
partners and researchers in all steps of the review. To 
meet objective 1, the English language evidence within a 
healthcare context that provides guidance for writing lay 
summaries will be searched in peer- reviewed publications 
and grey literature. All screening and extraction steps will 
be performed independently by two reviewers. Extracted 
data will be organised by adapting the European Union’s 
principles for summaries of clinical trials for laypersons. 
For objectives 2 and 3, a consultation exercise will be 
held with patient and public partners to review and 
contextualise the findings from objective 1. A directed 
content analysis will be used to organise the data to the 
needs of the public audience. Output development will 
follow based on the results.
Ethics and dissemination Ethics approval will be 
obtained for the consultation exercise. Our target audience 
will be stakeholders who engage or are interested in 
writing lay summaries. Our dissemination products will 
include a manuscript, a lay summary and an output 
to support patient and public partners with writing lay 
summaries. Findings will be published in a peer- reviewed 
journal and presented at relevant conferences.
Open science framework registration osf.io/2dvfg.

INTRODUCTION
Healthcare research systems and agencies 
are increasingly considering the neces-
sity of patient and public partners’ (PPPs) 

engagement in the process of knowledge 
creation and knowledge translation (KT) to 
ensure that scientific evidence reflects and 
meets PPPs’ needs.1–4 One of the critical 
goals of KT is to facilitate the communica-
tion of research findings with a public audi-
ence.5 6 However, most scientific evidence has 
targeted specialists and clinical audiences 
by using scientific jargon, rendering these 
documents inaccessible to non- specialists, 
including patients and public audiences.7 8

In response to this demand, ‘lay summary’ 
or ‘plain language summary’ of research 
projects has been considered as a viable KT 
strategy to provide a synopsis of research 
components to public audiences in a lay 
format by avoiding the use of jargon and 
containing the explanations of the technical 
terms.5 6 8 9 Lay summaries facilitate effec-
tive communication of essential information 
pertaining to a research project (eg, back-
ground, objectives, methods, data collection, 
results, implications and dissemination plan) 
between researchers and PPPs/other stake-
holders.5 Further, lay summaries increase the 
visibility of research projects by making them 
more accessible to various audiences and 
raise their awareness about the most recent 
health- related evidence.8–10

STRENGTHS AND LIMITATIONS OF THIS STUDY
 ⇒ This scoping review will be conducted using an in-
tegrated knowledge translation approach to ensure 
our patient and public partners (PPPs) are integral 
members of the research team and involved in the 
entirety of the project.

 ⇒ The consultation exercise will be conducted as an 
opportunity for PPPs to contextualise the grey and 
peer- reviewed literature.

 ⇒ A limitation is that only articles in English will be 
reviewed.
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Following the increase of calls to provide lay summa-
ries of research, knowledge brokers such as medical 
journals/publishers, associations and agencies have 
made many efforts to generate lay summary guidelines 
and make findings available to lay audiences.5 6 8 9 11 12 
For instance, the European parliament and the council 
of the European Union (EU) released some regulations 
regarding clinical trials on medicinal products in 2014 
that requires all sponsors to submit a lay summary of the 
clinical trials’ results.11 Following this movement, the 
‘Good Lay Summary Practice’ guidance was developed 
to provide recommendations on preparing, writing and 
disseminating lay summaries for clinical trials.12 Also, 
Taylor and Francis Publisher Group in 2021 provided 
authors with instructions regarding writing an English lay 
summary.13 The Cochrane lay summaries manual (2022) 
is another well- studied resource that provides authors 
with standards to write a lay summary that captures perti-
nent information of intervention reviews for PPPs.14 
Consistent with this trend, agencies such as the Cana-
dian Frailty Network15 and Multiple Sclerosis Society of 
Canada16 also published a set of guidelines to write lay 
summaries to communicate research projects to a general 
audience.15 16 However, these resources are very dispersed 
and varied regarding linguistic qualities, format, general 
content and presentation of results.15–17 Further, they are 
primarily developed for researchers or unspecified audi-
ences and are often presented in grey literature rather 
than empirical studies.13–15 18

With rising awareness about the value of employing 
the patient- centred approach in the KT process, PPPs 
have expressed a growing desire to play an active role 
in creating all forms of scientific evidence.1 3 8 However, 
information about the contribution of PPPs regarding 
their roles and related tasks in the writing of publica-
tions including lay summaries is undetermined.3 8 19 For 
instance, in a systematic review study by Arnstein et al, 
they investigated patients’ involvement in preparing peer- 
reviewed publications and results summaries in health 
research.19 However, they limited their search to clin-
ical trial studies and ended up with nine publications in 
which none of them focused on preparing result summa-
ries.19 In another rapid review on the PPPs’ authorship in 
knowledge synthesis by Ellis et al, they concluded that the 
roles of patient partners as co- authors of publications are 
not well defined, and information is very sparse regarding 
their contributions in specific tasks during the writing of 
systematic and scoping reviews.20

These findings point to the need for resources that 
target patients and the public audience regarding their 
roles and contribution in writing scientific evidence, 
including lay summaries. Further, to encourage, empower 
and support PPPs to successfully write lay summaries, 
guidance tailored to their needs is crucial since they vary 
in skill and ability levels (eg, knowledge, interest, reading 
level).5 10 Applying an integrated KT (iKT) approach is 
an effective strategy to facilitate PPPs’ engagement in all 
stages of a research project.3 iKT is a transdisciplinary 

and inclusive KT approach.3 21 The key principle of iKT 
is engaging knowledge users as equal partners alongside 
researchers to make findings more relevant and useful to 
end users.3 21

The overarching goals of our study are to optimise the 
involvement of patients and the public in the writing of lay 
summaries of scientific evidence and improve an integral 
aspect of KT, which is science communication between 
various stakeholders. To meet these goals, we will conduct 
a scoping review with a consultation exercise employing 
iKT principles to obtain comprehensive insight into the 
available evidence and resources for writing lay summa-
ries and develop an output that will support patients 
and public partners in writing lay summaries of scientific 
evidence.

Our specific objectives are to:
1. Summarise the source (eg, publication details), crite-

ria (eg, writing style), characteristics (eg, text length), 
content (ie, main elements such as research objec-
tives), format (eg, template), intended target audience 
(eg, patient partner, researcher), patient and public 
involvement in preparing guidance and development 
processes (eg, actions, procedures, training, roles 
and tasks) in the available guidance for writing lay 
summaries.

2. Contextualise the summary of guidance to meet the 
needs and preferences of PPPs.

3. Develop a PPPs- informed output to support them in 
writing lay summaries.

Our research questions are as follows:
1. What guidance for writing lay summaries is available 

by considering the source, the criteria, characteristics, 
content, structure, intended target audience and pa-
tient/public partners involvement in the guidance de-
velopment? (Refers to objective 1)

2. How can this guidance be contextualised to meet the 
needs and preferences of PPPs? (Refers to objective 2)

3. What type of output can be used to disseminate this 
guidance? (Refers to objective 3)

METHODS
Study design
Our scoping review with the consultation exercise will 
follow the methodological guidance outlined in the 
Joanna Briggs Institute, methodological guidance for 
the conduct of scoping reviews.22 This review will comply 
with reporting guidance to conduct scoping reviews (ie, 
Preferred Reporting Items for Systematic reviews and 
Meta- Analyses extension for Scoping Reviews—PRIS-
MA- ScR) (online supplemental file 1).23 Further, this 
review’s search strategy will be peer- reviewed using the 
Peer Review of Electronic Search Strategies (PRESS) 
criteria.24 This protocol is registered on Open Science 
Framework.25

Patient and public involvement
The iKT approach will be employed through all objectives 
of this study. The embedded interdisciplinary concept of 
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iKT and its key principles regarding equitable involve-
ment of stakeholders in the research projects will allow us 
to ensure the engagement of the main knowledge users 
(ie, PPPs) across all steps of this project, such as iden-
tifying priorities regarding lay summaries writing and 
developing questions/objectives, data collection, inter-
pretation of findings, contextualising the guidance and 
developing the final output.21 For this purpose, we will 
use suggested potential contributions of patients in the 
iKT process by Banner et al, with the focus on knowledge 
inquiry, knowledge synthesis and knowledge output as 
the main components of knowledge creation as follows3:

 ► Knowledge inquiry
 – Identification of patient experiences, needs, prior-

ities and values.
 – Conceptualisation of the research problem from a 

patient perspective.
 – Co- creation of responsive research questions.
 – Potential to contribute to the collection, analysis 

and interpretation of primary research data with 
the appropriate skill set (eg, patient partners that 
have participated in research training).

 ► Knowledge synthesis
 – Identification of patient experiences, needs, prior-

ities and values.
 – Facilitating opportunities for the co- creation of 

responsive questions for knowledge synthesis 
activities.

 – Potential to participate in the collection, analysis 
and interpretation of research literature from a pa-
tient perspective.

 – Identification of relevant literature or resources for 
inclusion in the knowledge synthesis, such as grey 
literature and patient education resources.

 ► Knowledge outputs
 – Identification of patient experiences, needs, pri-

orities and values to inform the development and 
testing of outputs.

 – Participations in the co- creation of knowledge 
outputs.

This project is co- led by a patient partner (JM) and a 
researcher (HC). The team includes two additional PPPs 
(SM; TK), two researchers (SZ, HS), one postdoctoral 
fellow (AC), one PhD student (SS) and a research assis-
tant. This project was initiated by our patient partner 
co- lead (JM) through a submission to the Strategy for 
Patient- Oriented Research (SPOR) Evidence Alliance 
in response to an identified gap in the dissemination 
of scientific evidence. The SPOR Evidence Alliance is a 
pan- Canadian research initiative designed to promote 
evidence- informed health policy and practice changes 
and values the importance of patient and public identified 
priorities in forming the health research design and ulti-
mately informing changes in the health system to address 
patients’ needs.26 27 Our two additional PPPs (SM; TK) 
are members of the SPOR Evidence Alliance and have a 
strong interest in improving guidance for the writing of 
lay summaries. All patient partners have provided input 

into the protocol development via team meetings and 
participated in ideas for the grey literature search. As the 
project continues, they will support planning the consul-
tation exercise, decisions for output development, publi-
cation through authorship and the co- production of a lay 
summary. All these processes will be performed through 
consensus decision- making among all team members.

Also, to report PPPs’ engagement in this study, we will 
use the Guidance for Reporting Involvement of Patients 
and the Public form (GRIPP2).28

Eligibility criteria
Population
For the scoping review, objective 1, the population of 
interest will be any healthcare audience of lay summaries 
guidance (eg, PPPs, researchers). For the consultation 
exercise (objectives 2&3), a minimum of five patient/
public partner participants will be the population focus to 
contextualise the guidance and develop our output. These 
participants will be recruited via a purposeful sampling 
approach and will be enrolled if they are: (1) medically 
stable adults and have been living in the community for 
at least 2 years, (2) interested in the concept of the lay 
summary or have previously collaborated on research 
studies as a patient or public partner and (3) fluent in 
English. We will aim to sample with a range of ethnocul-
tural backgrounds, indigenous status, geographic loca-
tion, ability/disability. There is no limitation regarding 
types of health conditions.

Concept(s)
The first concept is PPPs. According to the Canadian 
Institutes of Health Research’s (CIHR) SPOR, the term 
patient is ‘overarching and is inclusive of individuals with 
personal experience of a health issue and informal care-
givers, including family and friends’.2 Also, CIHR defines 
public or citizen as ‘any interested representatives of the 
general public, consumers of health services, patients, 
caregivers, advocates and representatives from affected 
community and voluntary health organisations’.29 The 
second concept is lay summary. The National Insti-
tute for Health Research identifies a lay summary as ‘a 
summary of a research project or a research proposal that 
has been written for members of the public, rather than 
researchers or professionals. It should be written in plain 
English, avoid the use of jargon and explain any technical 
terms that have to be included’.30

Context
This scoping review study will focus on the field of health-
care in any human condition and will not be limited to 
specific settings. Further, the consultation exercise will be 
held online.

Type of studies
We will include any English language resources/evidence 
in the field of healthcare that outlines guidelines, instruc-
tion, templates, recommendations or strategies to create 
a lay summary of conducted studies. No limits on the type 
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of health condition or publication year will be employed. 
As we are primarily interested in the writing process of lay 
summaries, we will exclude any guidance or support for 
writing full manuscripts and studies that examine health 
literacy or explore how to increase PPPs’ understanding 
of research. Further, conference abstracts, books and 
book chapters will be excluded from this study as they 
may not be comprehensive in their guidance (conference 
abstracts) or may be potentially outdated or hardly avail-
able (books).

Sources of data, search strategies and data collection
A comprehensive research strategy for this scoping review 
was designed by SZ in collaboration with members of the 
research team (HC), PPPs and an information specialist 
at the University of Toronto. The search strategy was 
validated by another information expert at the SPOR 
Evidence Alliance using PRESS. We will use three search 
strategies to extract the relevant literature. First, eight 
databases including, Ovid MEDLINE, Scopus, Embase, 
Cochrane libraries, CINAHL, PsycINFO, ERIC and 
PubMed will be searched electronically (online supple-
mental file 2- Ovid- Medline search strategy example).

Second, we will search grey literature to ensure the 
retrieval of relevant health documents on the topic in 
governmental and non- governmental agencies, organisa-
tions and community associations.

For searching grey literature, we will (1) use The Cana-
dian Agency for Drugs and Technologies in Health guid-
ance for searching health- related grey literature31, (2) 
search for relevant documents on the first 10 pages of 
google and (3) ask research team members for suggested 
resources. We will limit the grey literature research to 
English language countries including Canada, USA, UK 
and Australia. Finally, we will supplement our research by 
hand- searching the reference lists of selected articles to 
distinguish related documents that may have been missed 
in the above search strategies.

Data screening
All retrieved articles from databases will be combined, 
and duplicates will be removed using Endnote software or 
COVIDENCE. Titles and abstracts of the remaining arti-
cles will be screened by two independent reviewers (SZ 
and a research assistant), and then the same reviewers 
will check the full text of selected evidence to ensure 
they meet the eligibility criteria. Any discrepancies will be 
resolved by consensus or involvement of a third reviewer.

We expect diverse and heterogenous guidance for the 
writing of lay summaries and anticipate the need for iter-
ation and piloting of our extraction guide. Once we draft 
our full guide, we will undertake multiple pilots of 5% of 
articles at a time to ensure consistency and clarity of the 
guide. We expect to stop piloting when the percent agree-
ment is >80% across reviewers. Members of the research 
team, including PPPs, will be invited to participate in 
pilot screening and will be received training in advance.

Data extraction
Two reviewers will independently extract data from each 
included study/guidance using a data abstraction form 
via Microsoft Excel spreadsheets. Also, we will conduct a 
pilot on 5% of screened articles to ensure the accuracy of 
the data abstraction form.

The extraction variables for objective 1
 ► For the source, we will extract publication details 

(eg, year, journal as appropriate, country of the first 
author, whether peer- reviewed or grey literature 
source, government agency, health condition group 
agency, other). Then, we will check whether the devel-
oped guidance was evaluated and if so, we will extract 
information on study design, methods and outcomes.

 ► For extracting data on criteria and characteristics, 
we will adapt ‘the European Union’s principles for 
summaries of clinical trials for laypersons’.32. These 
principles include the following seven criteria: 
general principles, health literacy principles and 
writing style, readability and use of plain language, 
numeracy, visual, language and others. Each crite-
rion consists of components, called characteristics (ie, 
visual criterion=8 characteristics). While the princi-
ples are comprehensive, there is some overlap of char-
acteristics and thus, we plan to adapt the principles as 
needed to reduce this redundancy.

 ► For the content, we will extract data on recommenda-
tions for what lay summaries should include (eg, what 
question the researchers are asking, why the findings 
matter).

 ► In terms of format, we will extract data on the structure 
of the suggested guidance (eg, template, checklist).

 ► Information on the target audience will be extracted 
as PPPs, researchers, policymakers, funders, unspeci-
fied, a combination of audiences, others.

 ► Further, we will extract data regarding PPPs’ involve-
ment in creating the guidance (yes/no).

 ► Finally, for the development process, we will focus on 
the steps of creating guidance such as preparations, 
training for PPPs, processes, participants’ roles and 
time duration.

Objective 2
The consultation exercise will be held online via a 
secure University of Toronto Zoom account. We will use 
Zoom since we will recruit pan- Canadian participants. 
This strategy will be safer and result in greater ability 
to recruit in the event of further pandemic measures. 
For this purpose, we will use the Nominal Group Tech-
nique (NGT) to collect data via two online groups with 
5–7 PPPs in each, in total approximately 10–14 partici-
pants.33 Using NGT, we will empower participants to have 
their voices heard and share their opinions with other 
members. This technique includes four steps: genera-
tion ideas, round robin, clarification and voting (ranking 
or rating). Following these steps, the results of synthesis 
from objectives 1 will be presented to the participants 
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and input will be sought related to three general areas: 
which of the guidance is most/least helpful, what is 
missing from the guidance and how should we package 
this guidance to optimise its use to PPPs. Then, all shared 
ideas will be discussed to ensure PPPs’ understanding and 
enable them to make an informed decision in the voting 
step. Finally, PPPs will be asked to rank their top prefer-
ences regarding the three aforementioned areas using a 
rank sheet. Participants will be provided with the guide 
in advance of sessions. Also, sessions will be audio/video 
recorded for further analysis.

Data analysis
Descriptive quantitative statistics will be used for many 
variables. Extracted data on criteria and characteristics 
will be analysed using the adapted the EU principles. 
Using this strategy, we will be able to determine what 
proportion of documents/studies recommend each prin-
ciple and will rank order in terms of the most recom-
mended. Data on the content, development process and 
format of lay summaries will be analysed inductively. For 
the consultation exercise, data will be organised and anal-
ysed deductively using a consensus- driven discussion and 
a directed content analysis of the discussion using Miles 
et al, approach.34 Decisions on the resulting outputs of 
the project (objective 3) will be determined based on the 
final analysis of the consultation exercise with input from 
the PPPs on the research team.

Presentation of results
Results of the search strategy and selection process will 
be described in the PRISMA flow diagram.23 Further, all 
descriptive quantitative findings will be organised and 
reported in tables using either the EU principles or the 
inductive analyses. Qualitative findings will be presented 
as thematic or content- based summaries. Results of 
GRIPP2 will be reported narratively.

Ethics and dissemination
For the scoping review, we will review pre- existing 
published articles, and therefore, ethical permissions will 
not be required. Regarding the consultation exercise, 
Research Ethics Board approval will be sought through 
the University of Toronto. Also, all participants will be 
required to provide informed consent to participate in 
the consultation exercise.

Our target audiences include any PPPs who engage in 
the writing of lay summaries and any researchers/other 
who collaborate with the PPPs to write lay summaries 
of scientific evidence. Our dissemination products will 
include a manuscript and a lay summary. We will also 
publish the review in a peer- reviewed journal and present 
the findings at national and international related confer-
ences that focus on PPPs and/or KT. We hope that our 
consultation exercise will result in an output to support 
PPPs in writing a lay summary. Regarding the eventual 
type and form of the output, we will remain open to 
including the insights and input from a sample of PPPs 

who will be involved in our consultation exercise to 
decide on various types of potential products such as an 
infographic, a checklist or set of short engaging videos 
or whiteboard videos or recommendations. It should be 
noted that the lay summary of this protocol manuscript is 
available in online supplemental file 3.

CONCLUSION
This scoping review with a consultation exercise will 
provide stakeholders with comprehensive information 
regarding the content and characteristics of lay summaries 
and support PPPs in the process of writing lay summary. 
Further, the inclusion of PPPs on the research team and 
the consultation exercise will help to ensure that their 
perspectives are included in the review itself and the 
resulting knowledge products. This review could support 
increased involvement of PPPs in writing lay summaries 
and potentially the quality of summaries available.
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