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Background
Patient engagement is an approach that includes patients 
as research partners across the research cycle: from 
planning to conducting to translating study knowledge 
[1]. Patient partners are individuals with relevant lived 
experience with health issues, personally or as a care-
giver, family member, patient representative, or advocate. 
These individuals can offer valuable expertise as mem-
bers of research teams and collaborators on research 
projects and activities [1–3]. In this context, we use the 
term “patient engagement” and consider it equivalent 
to international synonyms such as “patient and public 
involvement” or other related terms [1]. 

Patient engagement is gaining traction as a recog-
nized practice in the planning and execution of research 
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Abstract
Patient engagement in research is gaining traction as an international standard, and often requirement, of many 
health research funding agencies. Drivers of this increase include patient interest, increased attention to and 
recognition of the value of patients’ voices in research, and more patients leading or partnering in the conduct 
research. Patient engagement includes collaborating and providing insights into research question and study 
design, and may extend to the publication process. When patients contribute to publications, they can bring 
unique perspectives that may enhance the impact, reach, and utility of the research in real-world contexts. 
Currently, there is limited systematic guidance to support patient partners as they navigate this complex 
publication process. As a result, it can be difficult for patient partners to understand when and how they should be 
included as authors, how to collaborate in the writing process, and how to complete mandatory tasks during the 
submission process. In this paper, we review barriers and facilitators within existing publication practices and offer 
recommendations to ensure that the scientific publication process is more transparent and accessible for patient 
partners.
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projects. In fact, it is becoming an international standard 
and sometimes a requirement for health research and 
funding agencies [1, 4]. For example, funding from the 
Patient Centered Outcomes Research Institute (PCORI) 
requires patient and other partner engagement as a com-
ponent of the study or project [5]. Similarly, international 
organizations such as the National Institute for Health 
Research (NIHR), England’s largest health research 
funder, and the Canadian Institutes of Health Research 
(CIHR) strongly encourage or require research teams 
applying for funding to fully integrate patient partners as 
members of the research team [6]. 

Due to increased interest and requirements, research 
teams are encouraged to engage patient partners and 
patients are encouraged to take a more collaborative 
and active role in the whole trajectory of the research 
process. For example, journals such as The BMJ require 
a patient and public involvement (PPI) statement for all 
submissions [7]. These statements are intended to report 
how patient partners informed research question devel-
opment, study design, and the overall conduct of the 
study [7]. Generally, these statements are consistent with 
current guidance and framing around patient engage-
ment [8–11]. However, there remains a systematic lack 
of information and guidance about specific roles, con-
tributions, and authorship structures to support patient 
partners during the publication process, a critical, yet 
complex, part of the research cycle.

Involving patient partners (those who collaborated on 
the research process and are interested in collaborating 
on the final phase of dissemination) in the publication 
process is important because it allows those with lived 
experiences to inform both the research development 
and the knowledge translation process in an accessible 
way for diverse end users [12]. Moreover, when patients 
contribute to publications, they can bring unique per-
spectives that may enhance the impact, reach, and utility 
of the research in real-world contexts [13]. 

There is a paucity of literature exploring barriers and 
facilitators or offering guidance on including patients in 
the peer-reviewed publication process. There is a need to 
clearly define recommendations and existing authorship 
guidelines so patient partners can engage meaningfully 
and be fairly recognized for their contributions. Such 
guidance can even help researchers develop standard-
ized practices that foster a culture where patient partners 
are consistently seen as valued collaborators even in the 
publication process. In this paper, we review barriers and 
facilitators within existing publication practices and offer 
recommendations to ensure that patients can more easily 
collaborate in this process.

Existing barriers to including patients as 
co-authors and partners in the publication process
Criteria for authorship and journal policies
Publishing research findings in academic journals is at 
the cornerstone of the academic system [14]. The Inter-
national Committee of Medical Journal Editors’ (ICMJE) 
Defining the Role of Authors and Contributors docu-
ment is the current and most widely implemented stan-
dard for defining who should be included as an author or 
acknowledged in a publication. It is used internationally 
by organizations and scientific journals to provide infor-
mation and criteria for authorship and acknowledgement 
in scientific papers [2]. The criteria for authorship [15] 
include “(1) Substantial contributions to the concep-
tion or design of the work; or the acquisition, analysis, 
or interpretation of data for the work; and (2) drafting 
the work or revising it critically for important intellec-
tual content; and (3) final approval of the version to be 
published; and (4) agreement to be accountable for all 
aspects of the work in ensuring that questions related 
to the accuracy or integrity of any part of the work are 
appropriately investigated and resolved.”

These criteria were designed with traditional aca-
demic and industry authors in mind, which can present 
unique challenges. Patient partners may inadvertently 
be excluded from the publication process as a result of 
varying interpretations of how applicable the criteria 
might be applied to patient co-authors [16]. For exam-
ple, in a survey of 112 Editors-in-Chief, 69% believed it 
was acceptable for patient partners to be co-authors, and 
64% felt that patient partners could meet the first Inter-
national Committee of Medical Journal Editors’ criteria: 
substantial contributions to the conception or design of 
the work; or the acquisition, analysis, or interpretation 
of data for the work [14]. However, some editors felt that 
patient partner authorship was not feasible or relevant, 
which could preclude the inclusion of patient partners 
ultimately prohibiting research teams from appropriately 
conferring credit to patient partners.

Because of this challenge, some publishers favor revis-
ing the International Committee of Medical Journal Edi-
tors’ guidelines. More than two-thirds of Editors-in-chief 
surveyed indicated that the guidelines should be revised 
to be more inclusive of patient partners, as only 4% 
indicated that their journal had a policy to specify how 
patient partners could be considered as co-authors [14]. 
Existing guidelines may not be sufficient and more spe-
cific guidance is needed about when and how to include 
patient partners as authors. In the absence of revised, tar-
geted criteria, it may be difficult to systematically ensure 
that patient partners are fairly and equitably acknowl-
edged in the entirety of the research project.
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Authorship forms and the submission process: a case 
example
There is also a lack of widely available guidance for 
patient partners to achieve the third and fourth Inter-
national Committee of Medical Journal Editors’ crite-
ria: final approval of the version to be published and 
agreement to be accountable for all aspects of the work. 
Authorship forms including individual author contribu-
tions, authorship statements, and verification of author-
ship documents attest to engagement in the research 
process and confirmation of meeting all four guidelines. 
Patient partners can have difficulty with the compli-
cated, legalese authorship agreement forms to confirm 
co-authorship. In addition to the complex language on 
these forms, the forms are often housed on digital plat-
forms behind logins and systems that patient partners 
may not know or use. While research teams may be used 
to communicating among authors through these chan-
nels, it can be challenging for patient partners to navigate 
an unknown platform in addition to unfamiliar, complex 
documents to attest to their author contributions.

Author bios & affiliations
Submitting author bios and affiliations may also be daunt-
ing for patient partners. For research team members, bios 
and affiliations are often associated with their institution 
of employment. However, determining the right affilia-
tion for patient partners may not be as straightforward. 
For example, some patients consult research projects on 
behalf of an organization as patient advocates. In other 
cases, patients are representing themselves as a patient 
and decide to list the institution from which they sought 
care as their affiliation. Other times, they are unsure how 

to list their affiliation and bio if they are not public about 
their role as a patient or patient advocate, and instead 
are working with a research team due to long-standing 
relationships. Listing one’s place of employment as a 
patient might not be relevant if they are not represent-
ing their employer and instead are representing them-
selves. It is important to offer instructions for writing 
bios and describing affiliations on a case-by-case basis, as 
all patient partners may not have the same affiliation or 
same preferences for their bio presentation.

Accurate affiliations have important implications for 
efficient and effective literature searches and identifying 
which authors are patient authors. In a systematic review 
conducted by Arnstein et al., researchers emphasized 
that “…there was no consistent or clear way that patient 
authors were described.” [17] Consequently, when patient 
authors were identified, the listed affiliation with a uni-
versity or hospital had to be clarified and confirmed by 
researchers reviewing methods and acknowledgement 
sections. Lack of standard guidelines and consistency in 
identifying patient authors makes it challenging to detect 
when patient perspectives are present and may add 
additional verification steps. Without proper systems in 
place, it may be challenging to appropriately distinguish 
and acknowledge patient partners for their role in the 
research and publication process. Not only does accuracy 
improve discoverability, but it also has positive implica-
tions for measuring impact [18]. 

Conflict of interest (COI) disclosures
As part of the submission process, authors must also 
submit a signed conflict of interest (COI) statement. A 
conflict of interest occurs when an individual’s private, 
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or competing interests, diverge from their scientific 
research or publication responsibilities causing reason-
able observers to question if their actions are motivated 
by these competing interests [19]. Conflict of interest 
may be personal, commercial, political, academic, or 
financial. Generally, conflict of interest statements ensure 
the credibility of the journal, authors, and the scientific 
process [19]. In fact, some call for a “strict disclosure 
policy” for all collaborators in the publication process to 
maintain scientific integrity of research publications [20]. 
While maintaining the integrity of the research is of the 
utmost importance, it is important to consider how strict 
policies may further prevent patient partner engagement 
in the publication process. For example, patient part-
ners may be employed in non-scientific, non-sales roles 
at healthcare or pharmaceutical companies. According 
to the International Committee of Medical Journal Edi-
tors’ definition and terms for conflict of interest disclo-
sures: any potential conflicts of interest “involving the 
work under consideration for publication” (during the 
time involving the work, from initial conception and 
planning to present), any “relevant financial activities 
outside the submitted work” (up to 3 years prior to sub-
mission), and any “other relationships or activities that 
readers could perceive to have influenced, or that give the 
appearance of potentially influencing” what is written in 
the submitted work (based on all relationships that were 
present during the 3 years prior to submission) must be 
declared [21]. However, it is unclear whether patients’ 
place of employment would constitute real risk when 
they are conducting work based on their personal expe-
riences and not their employment. Additionally, patient 
partners may understandably feel uncomfortable with 
disclosing personal investments in healthcare or phar-
maceutical companies. Finally, although not financial, 
some patients wonder if they have a heightened sense of 
investment and interest in findings based on lived experi-
ences. Overall, conflict of interest disclosures may add an 
additional layer of complexity to the submission process 
for patient partners. Although current infrastructures are 
designed to minimize competing interests and preserve 
ethical research practices, strict, one-size-fits-all policies 
may inadvertently also minimize patient engagement in 
the publication process.

Compensation
There are conflicting ideologies toward offering compen-
sation for patient partners collaborating in the publica-
tion process. On the one hand, some believe nonfinancial 
payment is appropriate because being a coauthor on 
manuscripts or research materials is a nonfinancial dem-
onstration of appreciation of authors’ time, expertise, 
and engagement throughout the research process [22]. 
Additional nonfinancial demonstrations of appreciation 

include donations to organizations, providing services or 
training opportunities, special invitations, or honorary 
appointments. On the other hand, because co-authorship 
might not confer the same status or offer the same value 
for non-academics, some suggest that financial com-
pensation is more appropriate for patient partners than 
non-financial recognitions alone. Financial compensation 
opportunities include payment as contractors or employ-
ees, honoraria, gift cards, or stipends.

Although there is a lack of consensus about compensa-
tion for patient partners, existing guidance suggests that 
compensation for publication activities is acceptable. The 
2022 Good Publication Practice (GPP) updated guide-
lines provide guidance on patient partner compensation 
and specifies that “Author agreements may state that 
authors will not receive payment in exchange for listing 
their name on a publication byline; however, this state-
ment does not automatically disqualify from authorship 
professional medical writers or any other person earn-
ing a salary from professional activities that may confer 
authorship. Nor should such a statement be interpreted 
as a prohibition for compensating patients or other par-
ticipants in publication activities, such as patient advo-
cates…for their time.” [23] Based on these guidelines, it is 
possible, acceptable, and can be respectful to compensate 
patient partners for their time in publication activities 
since their engagement is generally outside of their typi-
cal work. It is an equitable practice to provide financial 
compensation to patient partners when funds are avail-
able. As a result, patient partners receive both monetary 
benefits and invaluable benefits such as citations for CVs 
and academic applications, skills such as academic writ-
ing and learning how to navigate the peer-review process, 
and increased exposure for additional patient partner 
opportunities.

Recommendations to ensure that patient research 
partners can collaborate on the publication 
process
Discuss the process and authorship at the beginning
It is important to establish a common understanding of 
the publication process for both the research team and 
patient partners [2]. Patient partners may be unfamiliar 
with the steps, timeline, and parts of submitting manu-
scripts for publication, so it is useful to discuss the pub-
lishing landscape at the onset of the research project. 
This transparency can provide patient partners an oppor-
tunity to reflect on the process and determine a level of 
engagement that is congruent with their capacity (sched-
ules) and capability (personal goals or interests). In fact, 
consulting existing resources like the Contributor Role 
Taxonomy (CRediT) that details 14 contribution types 
may facilitate collaboration and provide useful guidance 
in determining which patient partners and what skills/
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roles would best suit project output needs [24]. Discus-
sions about publications in advance provide an opportu-
nity to identify and proactively address any barriers that 
might preclude patient partner engagement.

Additionally, it is important for the entire team, includ-
ing researchers and patient partners, to be aware of each 
other’s roles so that the team can establish and document 
responsibilities and expectations surrounding writing 
and editing, agree upon the order of authorship, and set a 
plan to appropriately acknowledge each level of contribu-
tion in the final manuscript [2]. This approach allows for 
open communication throughout the research process, 
promoting patient partners’ confidence in the integrity 
of the contributions of their co-authors, being account-
able for the parts of the work they have done, and being 
able to identify which co-authors are responsible for spe-
cific other parts of the work per additional International 
Committee of Medical Journal Editors’ guidance [25]. 

Provide plain language instructions to improve 
accessibility and reduce barriers
According to Involving Patients as Authors of Company-
Sponsored Journal Publication, one of the biggest barriers 
for patient partners in the publication process is confus-
ing documents with overly complex, academic jargon 
[26]. Offering plain language summaries of documents 
required for publication may help mitigate this barrier. 
For example, the Good Publication Practice (GPP) guide-
lines provide recommendations to maintain ethical and 
transparent publication practices and comply with legal 
and regulatory requirements [27]. (see Table 1).

To make these complex guidelines more accessible 
and understandable, we have adapted Envision Pharma 
Group’s plain language summary of the International 
Committee of Medical Journal Editors’ authorship crite-
ria and plain language Good Publication Practice guide-
lines for patient co-authors [28]. (see Tables 2 and 3).

Overall, using plain language summaries to reduce bar-
riers for patient co-authors has important implications 
for accessibility of published research. Publications with 
patient co-authors can be more accessible than tradi-
tional papers and are significantly more likely to include 
a plain language summary than those without patient 
co-authors [29]. Moreover, plain language summaries of 
publications with patient co-authors have higher aver-
age Altmetric scores and downloads than those without 
patient authors [30]. This transparency emphasizes the 
important role of patient co-authors and highlights addi-
tional opportunities to work with patient co-authors to 
prepare plain language guides to accompany complex 
written agreements [31]. 

Offer trainings using available resources
Providing trainings to patient co-authors on how to eas-
ily navigate the publication process will also reduce bar-
riers. Workgroup of European Cancer Patient Advocacy 
Networks (WECAN), an organization aiming to improve 
cancer patients’ outcomes, offers four open-access online 
training modules on patient engagement in publications. 
These trainings are designed to be for patient advocates 
who have been invited to be co-authors or peer reviewers 
for journal articles or those planning to publish their own 
research [32]. These modules include an overview of the 

Table 1 Good publication practice (GPP) principles for authorship and accountability
1. Publication planning and development should reflect the collaborative nature of research and the full range of skills required to conduct, analyze, 
interpret, and report research findings. Authorship criteria should be considered at the start of research.
2. Authors must be able to make informed decisions and should have access to study data and other relevant information to enable them to be ac-
countable for publication contents and the accuracy and integrity of the work.
3. Author bylines and acknowledgments should follow relevant authorship criteria, using the International Committee of Medical Journal Editors’ 
guidelines as a default, to accurately reflect all contributions.
4. Before publication preparation begins, the rights, roles, requirements, and responsibilities of contributors and authors should be confirmed in 
writing.

Table 2 Adapted plain language international committee of medical journal editors’ requirements to make the authorship attestation 
process clearer
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publication process, explanations of how to effectively 
plan for the publication, offer resources during the writ-
ing process, and provide information about the submis-
sion process and beyond.

Similarly, Envision the Patient, a dedicated team 
focusing on bringing patients into medicine develop-
ment within Envision Pharma Group, developed a 
series of patient authorship resource guides including 
plain language overviews of the publication process, 
how patient authors can meet the International Com-
mittee of Medical Journal Editors’ criteria, how patient 
authors can meet disclosure standards to ensure pub-
lishing transparency, and guidance for when patient 
authors are compensated for the time spent authoring 
a publication [14]. 

Additional opportunities for training include offering 
glossaries of publication terms, resources to familiarize 
individuals with digital systems used for communication 
among authors [31], and overviews of specific types of 
publications such as systematic reviews with plain lan-
guage summaries [33, 34].

Solicit feedback from patient partners on their authorship 
experience
In addition to a paucity of literature exploring the chal-
lenges patient authors face in the publication process, 
there is currently no standard, validated mechanism 
for evaluating collaboration efforts with patient part-
ners and receiving feedback about their experiences. 
Stocks et al. highlighted a lack of quantitative evalua-
tion tools for the quality of patient and public involve-
ment (PPI) [35]. Similarly, in a study investigating the 
process and impact of patient and public involvement 

and engagement (PPIE) on a systematic review, Hyde 
et al. noted that although patient and public members 
did not drop out of the study, often used as a proxy for 
satisfaction, there remained a lack of understanding of 
how members felt about their integration into the study 
and in general, there was a lack of tools for understand-
ing their experiences [36]. 

One currently available assessment is the Patient 
Engagement Quality Guidance (PEQG) tool. The Patient 
Engagement Quality Guidance (PEQG) tool was co-cre-
ated with people from over 51 organizations, including 
patient organizations, pharmaceutical companies, and 
academic researchers [37]. Although this was designed 
to assess patient engagement projects, it does not focus 
on the publication process specifically and is 17 pages, 
which may require a significant time commitment from 
patient authors [22]. 

The second currently available assessment is the 
Patient Authorship Experience (PAE) self-assessment. 
This assessment was developed to quickly and directly 
gain feedback about the patient authorship experience. 
This tool has two versions: one for patient authors and 
another for non-patient authors and evaluates eight pub-
lication relevant domains using a bipolar, five-point, psy-
chometric, Likert scale [17]. 

Conclusions
Patient engagement in co-producing research is impor-
tant and increasing. Not only are patients collaborating 
in research design and research conduction, but they are 
becoming more involved in the publication process as 
authors and co-authors. Given this continued increase 
in patient engagement in the publication life cycle, it is 

Table 3 Plain language authorship guidelines
What should you expect to do as a patient partner co-author?
Read and discuss information (e.g., the research protocol) that will help you understand the research findings.
Share your skills (e.g., experience as a patient) to help interpret and report research findings.
Suggest places you think would be suitable for sharing the research findings. Many conferences and journals support patient co-authors and patient-
focused research.
Provide feedback while preparing the manuscript (e.g., reading a draft, sharing your comments) and approving the final version.
Sign a written Authorship Agreement at the start of the project. The agreement should describe your rights and responsibilities and state that no one 
can interfere with these rights.
Report research findings in a complete, accurate, and timely way. Whether you think the findings are good, bad, or uncertain, you must report them 
truthfully.
Follow good publication practice (GPP) guidelines.
Report your name, role, and financial or nonfinancial relationships you have that could be seen as influencing the publication.
What should you expect from the research team to support your role as a patient partner?
Designate a research team member to assist patient partners throughout the writing and submission process and provide support for any barriers.
Reimburse patient partners to cover travel costs of being a co-author and in some cases, compensate patient partners for authorship contributions. 
Authors are not necessarily paid for writing time, but can be, though this would need to be reported to journals if so.
Respect the confidentiality and privacy of patient partners collaborating in the research and include a thank you to the patient group in the 
publication.
Incorporate the feedback provided in a way such that patient partner co-authors’ contributions are valued similarly to other research team members’ 
contributions.
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timely to consider how to mitigate barriers and improve 
their experience. More robust research is needed to iden-
tify existing barriers and proactively address forthcom-
ing barriers given the ever-changing landscape of patient 
engagement in publication processes. This paper serves 
to begin this process by describing some key barriers and 
opportunities to improve the process. By calling for more 
transparency, guidance, and plain language communica-
tion about authorship roles, responsibilities, and training 
opportunities, we can support patient partners across all 
stages of research.
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