
Dahlberg et al. 
Research Involvement and Engagement           (2024) 10:54  
https://doi.org/10.1186/s40900-024-00589-9

RESEARCH Open Access

© The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which 
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the 
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or 
other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line 
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory 
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this 
licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain Dedication waiver (http://creativecom-
mons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.

Research Involvement
and Engagement

Why publish? An interview study exploring 
patient innovators’ reasons for and experiences 
of scientific publishing
Marie Dahlberg1*, Jamie Linnea Luckhaus2, Henna Hasson1,3, Hanna Jansson1, Madelen Lek1, Carl Savage1, 
Sara Riggare2,4 and Carolina Wannheden1 

Abstract 

Background Scientific publications featuring patient-driven innovations (i.e., innovations that are developed 
and driven by patients or informal caregivers) are increasing. By understanding patient innovators’ experiences 
of research publication, the scientific community may be better prepared to support or partner with patient innova-
tors. Thus, the aim of this study was to explore patient innovators’ reasons for and experiences of authoring scientific 
publications about their innovations.

Methods Qualitative semi-structured interviews were conducted with 15 international patient innovators from three 
continents who had published in scientific journals. Participants were identified through a scoping review on patient-
driven innovations and snowball sampling. Interviews were conducted from June to October 2022 and the data 
was analyzed using the Framework Method.

Findings Participants’ reasons for publishing in scientific journals were to strengthen the roles and voices of patients 
and informal caregivers, and to get recognition for their innovations. Some published as a response to serendipitous 
opportunities. Several positive experiences were reported: collaborations defined by transparency, mutual respect, 
and meaningful participation; learning and competence development; and gained confidence regarding the value 
of lived experiences in research. Participants also reported negative experiences, such as cultural barriers manifested 
as conservatism in academia and power imbalances between participants and researchers, and structural barriers 
regarding academic affiliations and research funding.

Conclusions Despite progress in increasing patient and public involvement in research and publication, our study 
found that patient innovators still experience barriers. This suggests that continued efforts are needed to facilitate 
contributions from patient innovators and other public actors to the production of relevant and meaningful research.

Keywords Patient author, Patient and public involvement, Patient-driven innovations, Patient agency

Plain English summary 

Rapid technological advances over the past decades have resulted in many health innovations that enable persons 
living with chronic conditions to better manage their health conditions in self-care. Similarly, caregivers can pro-
vide more advanced informal care. Do-it-yourself health innovations, such as automatic insulin dosing for diabetes 
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patients, have been developed by patients and informal caregivers whom we in this study defined as patient innova-
tors. There is an increasing trend of research focusing on such patient-driven innovations. However, we know little 
about the driving forces of patient innovators to contribute to scientific publications about their innovations. There-
fore, the aim of this study was to explore patient innovators’ reasons for publishing and their experiences thereof. 
We interviewed 15 international patient innovators who had experience of scientific publishing. Their main driv-
ing forces were to make patients’ voices heard and receive recognition for their innovations, which could facilitate 
spread to other patients. The patient innovators in our study had positive experiences and meaningful collaborations 
with researchers that contributed to developing their scientific skills. However, they also faced challenges, such 
as managing their health and professional occupations besides research, being questioned by peer reviewers, and dif-
ficulties tackling the research and publication system without academic affiliation or funding. Our findings suggest 
that despite strong driving forces and positive experiences of scientific publishing, patient innovators face barriers 
that need to be addressed to facilitate the publication process for contributors without academic experience.

Introduction
Rapid technological advances over the past decades 
have resulted in many disruptive health innovations 
that enable individuals to perform self-care tasks that 
have previously required healthcare’s resources and 
expertise [1]. The do-it-yourself open-source artifi-
cial pancreas system technology, developed by the 
#OpenAPS community, is an example of such an inno-
vation that facilitates glucose control for persons liv-
ing with diabetes type 1 [2]. Persons who experience 
unmet health needs (e.g., as a patient or informal car-
egiver) are important drivers in the development and 
spread of health innovations [3]. The Patient innova-
tions website [4], which was developed to facilitate the 
spread of patient-driven innovations, listed over 1000 
innovations in September 2023. Although online plat-
forms and social media appear to be the main chan-
nels for patients and informal caregivers to exchange 
experiences and share their innovations, there is also 
an increase of peer-reviewed studies on patient-driven 
innovations [5].

An increasing number of scientific publications on 
patient-driven innovations are authored or co-authored 
by the innovators themselves [5]. The increase of 
patient-authored publications has been related to an 
increased interest from patients and informal caregiv-
ers to engage in research and publishing, as well as an 
increased recognition by major funders and the scien-
tific community of patient participation in publications, 
editorial boards, publication steering committees, and 
at congresses [6]. There is a growing body of literature 
providing guidelines and recommendations to prepare 
patients and researchers to engage in collaborative 
research activities [7, 8]. This trend of putting patients’ 
experiences and competencies in the foreground is a 
sign of increased recognition of end-user perspectives 
and knowledge. Yet, how patients’ and public con-
tributors’ experiences are taken into account in the 

construction of knowledge is not always clear [9]. The 
assumption underlying many strategies for patient and 
public involvement is that the research process is led by 
researchers, while the involvement of patients and pub-
lic contributors may range from involvement as inform-
ants or study participants to co-authors [10]. However, 
there are several examples where patient innovators 
also take on a leading role as first authors of scientific 
publications [11–13].

Patient innovators, as defined in this study, are patients 
or informal caregivers who have developed and driven 
(i.e., lead the innovation process and spread) health inno-
vations to address one or several unmet health needs [5]. 
Examples of unmet needs addressed by patient-driven 
innovations include self-care management, open shar-
ing of information and knowledge, and patient agency in 
self-care and healthcare decisions [14]. Previous research 
suggests that autonomy is an important characteristic 
of patient innovators as they move from struggling with 
problems to developing solutions for their self-care and 
interaction with healthcare providers [15]. By develop-
ing and spreading innovations, patient innovators dem-
onstrate empowering behaviors (e.g., sharing knowledge, 
supporting peers, and generating innovative ideas on 
individual and system levels) to influence self-care and 
healthcare [16].

Our previous research indicates that patient innova-
tors have high ambitions reaching beyond research pro-
ductivity, such as reaching societal impact by influencing 
clinical practice [17]. Yet, the motives that drive patient 
innovators to publish in peer-reviewed journals, as well 
as their experiences of publishing, merit further investi-
gation. By increasing our understanding of how patient 
innovators reason about contributing to research pro-
duction and their experiences of patient authorship, the 
scientific community may be better prepared to support 
or partner with patient innovators in research, support-
ing high-quality studies and publications. Thus, the aim 
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of this study was to explore patient innovators’ reasons 
for and experiences of authoring scientific publications 
about their innovations.

Methods
Study design
We employed a qualitative research design based on 
semi-structured interviews, analyzed using the Frame-
work Method [18]. The Framework Method can be 
described as a combination of an inductive and deduc-
tive approach to thematic analysis, whereby researchers 
first inductively develop an analytical framework that is 
thereafter applied deductively to summarize and organ-
ize data into a highly structured format. The clear and 
step-by-step process is particularly suitable for interdis-
ciplinary collaboration. The study design and reporting 
were guided by the Guidance for Reporting Involvement 
of Patients and the Public, Short Form (GRIPP2-SF) [19] 
and the Consolidated criteria for reporting qualitative 
research (COREQ) [20].

Participants
Inclusion criteria were that patient innovators had 1) 
developed and driven a health innovation based on their 
experience as a patient or informal caregiver, and 2) (co-)
authored at least one publication about their innovation 
in a peer-reviewed journal. Participants were primar-
ily recruited based on a scoping review of patient-driven 
innovations published by members of our research group 
[5]. We identified 37 patient innovators in the studies 
included in the scoping review. JLL contacted 28 patient 
innovators for whom we were able to find contact details 
through email, LinkedIn, ResearchGate, or via corre-
sponding authors. Nine responded and consented to be 
interviewed. Six additional participants were recruited 
through snowball sampling [21], resulting in a total of 
15 participants. The participants had developed various 
types of innovations: digital platforms (n = 4), mobile 
applications (n = 3), social innovations (n = 2), and tech-
nical devices (n = 6). The innovations were developed for 
various chronic conditions (autoimmune diseases, diabe-
tes, digestive diseases, disabilities, hematologic disorders, 
neurological conditions, rare diseases, and allergies) and 
were published in diagnosis specific journals, multidis-
ciplinary journals, and journals focusing on formative 
health research, healthcare digitalization, technology, 
and informatics. Participant characteristics and their 
publishing experiences are specified in Table 1.

Data collection
Data collection spanned June to October 2022. A col-
laborative team of researchers and patient innovators 
co-created a semi-structured interview guide focusing on 

the innovation journey, reasons for publishing, and expe-
riences of the research and publication process (Appen-
dix 1). The interview guide was collaboratively developed 
by the authors and patient innovators from our research 
team, except SR (who was also an interview participant). 
JLL, a native Swedish-American speaker trained in quali-
tative research, conducted the interviews online (via 
Zoom), in English, with a duration of 31–74 (mean 50) 
minutes.

Data analysis
Data were analyzed in seven iterative steps. First, JLL 
recorded and transcribed the interviews verbatim using 
MS Office Transcribe [22]. The auto-generated tran-
scripts were manually corrected. Second, MD listened 
to the recordings, whereafter MD and JLL read and re-
read the transcripts to familiarize with the data. Third, 
MD and JLL independently open-coded three interviews 
by underlining interesting segments and labeling them 
with codes. Fourth, MD and JLL discussed the codes 
with CW and SR and created an analytical framework 
(i.e., a set of codes grouped into categories). MD and 
JLL tested the framework on three additional interviews, 
followed by an iterative process of refinements, which 
resulted in a framework consisting of thirty-seven codes 
with brief descriptions, grouped into seventeen catego-
ries (Appendix  2). Fifth, all transcripts were imported 
into the qualitative analysis software NVivo 12 [23]. MD 

Table 1 Participant characteristics (N = 15)

a Other topics than their patient-driven innovations
b Retrieved from Web of Science on May  31st, 2022

Characteristics N = 15 (%)

Gender
 Women 8 (53)

 Men 7 (47)

Innovator role
 Patient 11 (73)

 Informal caregiver 4 (27)

Residence
 Europe 8 (53)

 Middle East 1 (7)

 North America 6 (40)

Authorship experience
 First or single author experience 10 (67)

 Publications on  othera topics 5 (33)

Total number of publicationsb

 1 publication 2 (13)

 2–5 publications 7 (47)

 6–9 publications 3 (20)

 ≥ 10 publications 3 (20)
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and JLL divided the transcripts (including the initial 
three) between themselves and coded them indepen-
dently using the framework (represented as nodes and 
sub-nodes in NVivo). They iteratively cross-checked the 
coding with each other and made minor refinements to 
the framework. Sixth, MD and JLL charted the data into 
a matrix in a Microsoft Excel spreadsheet [24], summa-
rizing interviews (in rows) by categories (in columns), 
with verbatim words underlined (see illustrative exam-
ple in Appendix  3). Seventh, themes and sub-themes 
were generated by reviewing the matrix and connect-
ing data within and between interviews and categories, 
guided by the original research objectives. The generated 
themes and sub-themes were discussed and refined itera-
tively among all authors. Finally, illustrative quotations 
were selected; we made minor linguistic corrections to 
enhance readability [25].

Patient and public involvement
This study was performed within the research program 
titled Patients in the Driver’s Seat, in which research-
ers and patient innovators collaborate as partners 
in research. One of the co-authors (SR) is a patient 
researcher and patient innovator. SR contributed to all 
stages of the research process, except the creation of 
the interview guide, and was also a study participant. To 
reduce the risk of bias in the analysis, SR did not have 
access to raw data transcripts; she was only involved in 
discussions of abstracted data (i.e., codes, categories, 
themes).

Findings
We generated three themes reflecting participants’ rea-
sons for publishing and four themes with six sub-themes 
reflecting their experiences of publishing (Fig. 1).

Reasons for publishing
Seizing serendipitous opportunities
Our findings indicate that participants wanted to share 
their innovations in a scientific environment. However, 
the reasons for publishing in scientific journals were 
sometimes a result of serendipitous opportunities rather 
than a plan or ambition. Several of them had presented 
their innovations at conferences, which for some had 
led to new collaborations with researchers and one par-
ticipant described being encouraged by a journal editor 
to publish. Participants referred to these opportunities 
as a combination of “luck factors” (#1) and being in the 
right place at the right time. When seizing serendipitous 
opportunities, participants described that they may not 
at first have understood the benefit of publishing. How-
ever, once their work was published, some got motivated 
to publish again.

So, in the first publications my role was bringing in 
the patient voice and the patient perspective and 
the publications were often [about] co-production, 
patient reported outcome measures, and those types 
of things, where it is very much around understand-
ing the patient’s perspective, so I was very happy 
about those invitations and gladly accepted… so 
that was how it started. (#4)

Strengthening the patient voice
Participants described how they wanted to strengthen 
the voices of patients and informal caregivers in scientific 
publications. As one participant emphasized, “some of 
the best stuff in the diabetes community has come out of 
people with lived experiences” (#1). Another participant 
highlighted how patient-authored publications brought 
critical attention to specific communities, such as per-
sons living with rare diseases. By sharing self-collected 
data concerning their health conditions, participants 
believed that they could contribute to an increased pro-
duction and application of real-world evidence. Thus, 
they hoped that their publications could also inspire 
others to get involved in research and publishing. They 
emphasized that more voices from the patient commu-
nity needed to be heard.

Like, don’t just take what I say and run with it. Go 
and get some other perspectives as well. Because this 
will hopefully improve the quality of your output 
because you’ve got multiple points of reference… I 
don’t want to represent the [whole patient] commu-
nity. (#10)

Well-functioning collaborations with researchers was 
a critical factor for participants’ willingness to become 
involved in research. Involvement was seen as problem-
atic in cases where it merely served to “tick a box” (#10). 
Participating on equitable terms throughout the process 
and being able to influence the study design was there-
fore experienced as imperative.

If we can’t influence our part of defining the stud-
ies up front, we’re not interested…. Like we want to 
be able to influence studies in a direction to where 
we get something out of it. We don’t just want to be 
suppliers of instrumentation and self-tracking meth-
ods. There needs to be something in it for us where 
we can also inject some of our outstanding questions 
into the study designs. So, we can have some of our 
standing questions answered by participating in this 
study. So… we’re thinking about how we get some-
thing out of it. (#14)

Although some participants perceived a gradual shift 
towards acknowledging the value of involving patients 
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as partners in research, terms like “paradigm shift” (#5) 
and “a movement” (#6) were used to highlight the impor-
tance of further embracing the “growing network of 
patient researchers or patients that publish scientifically” 
(#6). One of the participants explained that “what we’re 
doing is culture change… we’re flattening a hierarchy of 
how research [is done]” (#5). Another participant urged 
healthcare and scientific communities to “acknowledge 
and be part of the conversation” (#10).

Attaining recognition for the innovation
Participants described that they used social media plat-
forms, websites, newsletters, and word-of-mouth to 
disseminate and market their innovations in patient com-
munities. They believed that while scientific publications 

are not the prime communication channel to reach 
patient communities, scientific publishing was consid-
ered the most effective way to gain attention and rec-
ognition among other key stakeholders (e.g., healthcare 
and academia, pharmaceutical companies, insurance 
companies).

Publications are the space where [scientists and 
companies] get their information. So, it was really 
important to be able to reach people where they 
are… sort of entering their world… where they learn, 
and they gather information. (#11)

Because scientific publishing was perceived to contrib-
ute to building awareness about patient-driven innova-
tions, their purposes and progress, participants reasoned 

Fig. 1 Focus areas, themes and sub-themes
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that it would bring credibility to their innovations that 
would eventually benefit other patients. In addition, some 
participants described how their publications had helped 
other patients in their dialogue with healthcare profes-
sionals, which reinforced their motivation to publish.

Experiences of publishing
Learning about scientific publishing
Publishing was described as a learning process, which 
included developing hands-on academic writing skills, as 
well as developing the ability to assess how and when to 
disclose lived experiences in publications.

Developing skills through collaboration with profession-
als Participants revealed how they initially struggled 
with understanding and adapting to what they described 
as the “mystery” of research. A particular challenge was 
learning how to write in a manner acceptable to the sci-
entific community, while simultaneously adhering to the 
patient narrative.

[I had to] disguise [the manuscript] in words and 
terms that the system recognizes. It’s kind of like a 
trojan horse, because if I can show that I know the 
system, it’s better. (#6)

Learning to use academic language was identified as 
a key skillset and participants suggested that education 
and training could be valuable for inexperienced authors. 
Beyond writing skills, participants suggested that such 
training could encompass the different steps in the pub-
lication process (e.g., peer-review). As one of the par-
ticipants declared: “it took years to recognize the magic 
and politics behind how to write a journal article” (#15). 
Apart from formal training, participants experienced that 
collaborating with researchers provided valuable support 
in the writing and publication process.

I was so grateful that [the researcher] partnered 
with us and sort of guided us through the process 
because there’s so much to know about what publi-
cations to target, how you like set up a manuscript 
like how you should frame it to be most compelling… 
Not being part of the academic research community, 
we just never would have known that. So… I think 
[our research partner] helped us immensely in show-
ing us the ropes. (#11)

Disclosing their lived experience Participants shared 
that conveying the patient perspective was their main 
priority in publishing. The specific objectives of the pub-
lications guided participants in deciding how much detail 
regarding their own lived experiences to disclose. If the 

purpose was to report on lived experiences of patients or 
informal caregivers, describing their patient or informal 
caregiver status could contribute to enhanced credibility 
of the publication. However, in epidemiological or clini-
cal research, revealing their status was experienced as 
adding less value.

So, in the first publication it was very personal... The 
second publication was not at all personal... I mean 
honestly, I think that for the second piece my role as 
a member of the community enabled us to develop 
a better survey (laughter). ‘Cause I live this disease 
every minute of my life and think it helped us to 
write better questions and know what information 
to collect... For the first one, you know... I felt like I 
had a platform to shine a light, so that sort of took 
precedence… from [a] patient status and then the 
other I felt like it was helpful, but it wasn’t a key part 
of the publication at all. (#11)

Participants felt that the requirement by some jour-
nals to report academic titles could be a challenge. When 
reporting their role as a patient innovator, some received 
mixed reactions from the scientific community, ranging 
from appreciation to instances where their credibility 
was called into question. The peer-review process could 
work both for and against patient innovators’ favor. Par-
ticipants believed that some reviewers judged patient 
innovators harder than researchers with academic titles, 
while they believed that others found it difficult to reject 
patient-authored papers even if they found them to be of 
questionable quality.

Tackling the research and publication system
Participants experienced obstacles in the research and 
publication system, including obstacles related to aca-
demic affiliations and funding, as well as negotiations 
about author position and journal impact factors.

The importance of academic affiliation and funding Par-
ticipants described how they learned about the impor-
tance of academic affiliations to pursue research and 
stressed an urgent need for “democratizing research” (#7) 
by making it easier for people from outside the research 
community to publish and access published data free of 
charge. Ensuring open access requires those who publish 
to pay article publishing charges, which can be difficult to 
fund without research grants, which in turn may require 
an academic affiliation. Further, participants expressed 
that accessing publications behind paywalls could be 
facilitated through an academic affiliation since many 
academic institutions have agreements with publishers 
for access.
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The organization we’re working with on this grant 
has article processing charges waived for these 
journals so we can publish open source if we do it 
in one of these. If we [publish] in these other [jour-
nals], then we either have to have it paywalled or 
we have to pay out of the grant…. Like there’s all 
these nuances of the business model of academic 
publishing and how that interacts with Open 
Access versus closed, paywalled. Some of the stuff 
that we are doing needs to be Open Access so that 
patients can see. (#8)

Negotiations about author position and impact fac-
tor Participants were surprised by the level of com-
petition in research, which according to one partici-
pant ”hijacks all of academia into a status game” (#8). For 
example, participants described how negotiations about 
journal impact factors and author position distracted 
from the actual work and prolonged the publication 
process, which they feared could discourage some non-
academics from contributing to publishing in scientific 
journals.

It took a long time to get it published, because in the 
beginning everybody wanted to be number one and 
four…. And then we got to the point to write it up 
and there were too many people who wanted to be 
one and four (laughter). So, it just got dropped for a 
while until this one got tenure, and this one gave it to 
a colleague to write instead… and then, you know, 
to find the right journal and then to go through the 
process we have to keep redoing… and this and that. 
They put us through the mill. I can’t believe it actu-
ally got published. (#3)

Managing asymmetries
Participants shared experiences of managing asym-
metries between themselves and researchers, as well as 
patient communities.

Asymmetries between patient innovators and research-
ers Participants perceived that they as patient innova-
tors had experiences and expertise about living with a 
certain health condition or providing informal care that 
were complementary to the scientific knowledge and 
skills of researchers. To successfully contribute with their 
perspectives, participants emphasized the importance of 
transparency, mutual respect, and active participation in 
their collaborations with researchers. Some shared posi-
tive experiences of how researchers had encouraged and 
supported them to contribute:

[The research team] was really open and willing to 
integrate our point of view…. What has worked well 
is with the way we were able to provide our feedback 
and provide our expertise [and] experience within 
the publication. The fact that we were encouraged 
and supported to be part of the scientific process... 
I’m thinking about publishing again. (#13)

Participants also had negative experiences of perceived 
asymmetries between themselves and researchers. For 
example, one of the participants described how their lack 
of research training could lead to situations where they 
had to fight a “battle for legitimacy” (#14) to be acknowl-
edged as co-authors of scientific publications. Another 
participant described publications as the “currency of the 
scientific community” (#11), emphasizing the importance 
of a publication record to be acknowledged among scien-
tists. Further, participants described that their possibilities 
to engage full-time in a publication process depended on 
several factors that may differ from researchers’ possibili-
ties. One factor was that living with their chronic health 
condition or providing informal care could sometimes 
limit their ability and energy to engage in the research and 
publication process. Another factor was that patient inno-
vators may have other professional occupations to manage 
besides engaging in research and publication. Additionally, 
they experienced that in comparison to researchers who 
may be supported by research grants and resources offered 
by a university (e.g., coverage of open access publishing 
fees or access to publications behind paywalls), publishing 
was difficult for patient innovators to fund.

Asymmetries between patient innovators and patient 
communities Participants also experienced asym-
metries between themselves and the patient communities 
they strove to give voice to. For example, they believed 
that their experiences of making their voices heard dis-
tinguished them from most patients and informal car-
egivers. Participants further clarified that not everyone 
is privileged enough or has the time, skills, and will to 
be able to do unfunded work. Participants stressed that 
in their combined roles as patients or informal caregiv-
ers, innovators, and researchers, they had an obligation 
to represent their own needs as well as the needs of the 
patient and informal caregiver communities they identi-
fied with.

I think that within patient-led innovation or patient 
[involvement in] publication we need to make sure 
that [we] reflect not only the voice of the educated 
ones and the knowledgeable ones, but also reflect the 
voice of the ones who do not have a voice. (#13)
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Personal and innovation development
Participants experienced that their engagement in 
research and publication could lead to both personal 
development and the development of their innovations. 
Some thought that what they had learned from publish-
ing, for example regarding methodology and data collec-
tion, fostered procedures within their teams that helped 
the development of the innovation. Participants also felt 
that being evaluated in research collaborations and by 
reviewers in the publication processes had helped them 
to mature professionally and engage in more research. A 
participant described this development in terms of build-
ing an “evidence pyramid” (#1) that evolved from the 
research that led to publications, which enabled more 
research resulting in additional publications. Publications 
could also lead to new connections and networks (e.g., 
with industry, regulatory agencies, or other researchers 
or patient innovators), which for some paved the path for 
new collaborations.

The learning comes before [publishing], especially 
collecting the data, doing the interviews with the 
participants… and then we feed [the results] into the 
development of technology and the method. So that’s 
like two parts, getting the data from those collabora-
tions… and then of course like marketing the instru-
ment by having articles out there…. If we’re reaching 
out to potential collaborators, then we can reference 
these articles…. (#14)

Discussion
This study explored patient innovators’ reasons for and 
experiences of publishing about their health innova-
tions in scientific journals.  Reasons included serendipi-
tous opportunities, strengthening the roles and voices of 
patients and informal caregivers, and attaining recogni-
tion for the innovation to enhance dissemination. Patient 
innovators reported positive experiences of publishing, 
such as competence development and gained confidence 
regarding the value of incorporating patient experiences 
in research. Barriers that complicated publication were 
mainly related to experiences of a conservative research 
culture, manifested as asymmetries between patient 
innovators and researchers, and structural barriers such 
as lacking academic affiliations and research funding. 
Literature specifically targeting patient innovators as 
researchers and authors is still scarce [5]. However, we 
found that the experiences of patient innovators in our 
study share similarities to experiences of patient authors 
more generally (i.e., patient authors who do not also 
identify as patient innovators). Thus, we will discuss our 
findings in relation to literature on patient involvement in 
research and publishing.

Research collaborations facilitate publishing
Our findings indicate that the research collaborations 
could facilitate publishing for patient innovators. In 
previous research, it has been argued that to achieve 
meaningful research collaborations involving patients, 
researchers need to understand and embrace the impor-
tance and benefits of including patients as partners [26]. 
Further, the importance of consistent and continuous 
collaboration throughout the research process has been 
emphasized [27]. In our study, patient innovators empha-
sized collaborations defined by transparency, mutual 
respect, and fair participation throughout the research 
process. Supportive and encouraging researchers were 
perceived to help patient innovators to advance their sci-
entific skills. The facilitating conditions that participants 
highlighted share similarities with guiding principles of 
participatory design processes (e.g., democracy, mutual 
learning, and collective creativity) [28]. This suggests 
that participatory design principles may be applicable to 
guide collaborative publication processes.

Conservative research culture challenges publishing
Patient innovators in our study engaged in scientific 
publishing as a strategic step to reach key stakeholders. 
However, they described the struggle to understand the 
research system and to become recognized as co-authors. 
For example, participants debated the requirement of aca-
demic titles, when and how much detail to share about 
their background, and how to balance their narrative 
while adapting to an academic language for acceptance in 
the scientific community. These experiences suggest that 
patient innovators meet various obstacles in contribut-
ing to knowledge production. Patient innovators’ experi-
ences are in line with previous research highlighting that 
the contribution of patients’ lived experiences is still not 
fully acknowledged in the research community [26]. For 
example, patient innovators perceived a risk of being 
exposed to peer review bias, which concerns deviations 
from objective evaluations of research findings [29]. Spe-
cifically, they feared that their work was evaluated based 
on opinions about them as patients and informal caregiv-
ers (i.e., ad hominem bias [30]), rather than based on the 
quality of their work. Peer-review practices in research 
have been described as conservative, disfavoring research 
that is “paradigm-shifting”, “revolutionary”, and “frontier” 
[31], which may apply to papers authored by patient inno-
vators and other patient and public contributors. Clari-
fying the contributions of all co-authors may reduce the 
risk of bias against specific persons or roles. This could 
be facilitated by introducing standard affiliation terms 
for authors with lived experiences as patients or informal 
caregivers [32]. This could also contribute to democratiz-
ing research, as was emphasized by participants of our 
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study. Other measures that have been recommended to 
address the conservative research culture are to include 
patients and the public on review boards [32], as well as in 
research funding committees [33]. Education for editors-
in-chief and the broader scientific community has also 
been suggested to help circumvent misconceptions and 
antagonistic attitudes regarding patient participation [34].

A conservative research culture was experienced 
within collaborations where patient innovators perceived 
that they merely served to “tick a box”. They wanted to 
be involved in the entire research process to ensure rel-
evance in regard to their innovation, and to contribute 
with their innovation competence and lived experiences 
to the research. This is in line with research recommend-
ing that patients be involved before, during, and after 
publications to minimize asymmetries and maximize 
quality of research collaborations and publications [7]. 
However, research legislation and regulations confuse 
patients and researchers alike on how to best involve 
patients [26]. Although an increasing trend of patient-
authored publications during the past decade, they com-
pose only a fraction of all scientific literature [6, 35, 36]. 
Notably, publications capturing patients’ perspectives, 
experiences, priorities, and needs reached over 16,000 
in 2022, yet only 29 of these included authors with actual 
patient experience [36]. This suggests that even though 
patient and public involvement in research is increasingly 
encouraged, few are involved as co-authors.

Structural challenges for publishing that patient inno-
vators raised concerned the perceived advantage of aca-
demic affiliations and the high costs related to research 
and publishing. Although researchers and editors have 
argued that patients should be able to share their unique 
competences and perspectives without academic affili-
ations [34], patient innovators in this study experienced 
that collaborations with affiliated researchers or research 
organizations were necessary to access academic 
resources and to secure funding for research and publi-
cation costs. Therefore, patient innovators stressed the 
importance of efforts to enable non-academics to engage 
in research and publication. Examples of such efforts are 
the requirements of declarations of patient and public 
involvement that are increasing among funding organiza-
tions [37, 38] and scientific journals (e.g., British Medi-
cal Journal), as well as various frameworks that have 
been developed for supporting and evaluating patient 
and public involvement in research [10]. In addition, to 
increase public accessibility to research, a growing num-
ber of journals (e.g., Research Involvement and Engage-
ment) and stakeholders recommend or require plain 
language summaries [39].

Limitations
There are certain limitations to consider when interpret-
ing the trustworthiness of our findings and assessing their 
transferability to a larger population of patient innova-
tors. Our study was limited to individuals who we iden-
tified as patient innovators with experience of scientific 
publishing. Identifying scientific articles co-authored by 
patient innovators can be difficult as author roles are not 
always well-described [5]. Thus, although we were able to 
identify and include a heterogeneous sample of patient 
innovators residing in various countries and represent-
ing a variation of chronic conditions and types of innova-
tions, our sample may not be representative of all patient 
innovators who have experiences of scientific publish-
ing. Participants’ personal characteristics, their desire to 
disseminate their innovations in scientific journals, and 
their opportunities to participate in scientific publish-
ing may stand out from the larger population of patient 
innovators. Further, individuals with lived experiences as 
patients or informal caregivers who have authored scien-
tific publications but do not identify as patient innova-
tors (e.g., individuals who identify as patient authors or 
patient researchers) may have different driving forces and 
experiences of publishing than reported in this study. We 
did not ask participants about sociodemographic factors 
(e.g., age, education level, professional status), the years 
of experience with scientific publishing, and infrastruc-
ture (e.g., systems and tools) available to them for pub-
lishing, which limits the transferability of our findings.

Conclusions
Patient innovators engaged in scientific publishing to 
strengthen the patient voice and to get recognition for 
their innovation. They wanted to contribute with their 
lived experiences as well as with their innovation com-
petence to improve research and health outcomes. 
Although patient innovators had positive experiences of 
research and publication processes, they faced cultural 
and structural barriers. Our findings suggest that con-
tinued efforts are needed to facilitate for patient innova-
tors, as well as other patients and members of the public, 
to contribute with their experiences and expertise to the 
production of relevant and meaningful research.

Supplementary Information
The online version contains supplementary material available at https:// doi. 
org/ 10. 1186/ s40900- 024- 00589-9.

Supplementary Material 1.

Supplementary Material 2.

Supplementary Material 3.

Supplementary Material 4.

https://doi.org/10.1186/s40900-024-00589-9
https://doi.org/10.1186/s40900-024-00589-9


Page 10 of 11Dahlberg et al. Research Involvement and Engagement           (2024) 10:54 

Acknowledgements
The authors would like to thank the patient innovators who contributed to 
this study with their perspectives, time, and experiences.

Authors’ contributions
Marie Dahlberg: conceptualization, methodology, data analysis, data curation, 
writing – original draft, writing – review & editing, visualization. Jamie Linnea 
Luckhaus: conceptualization, methodology, investigation, data analysis, data 
curation, writing – review & editing. Henna Hasson: conceptualization, writing 
– review & editing, project administration, funding acquisition. Hanna Jansson: 
conceptualization, writing – review & editing. Madelen Lek: conceptualization, 
writing – review & editing. Carl Savage: conceptualization, writing – review & 
editing. Sara Riggare: conceptualization, methodology, writing – review & edit-
ing. Carolina Wannheden: conceptualization, methodology, writing – review & 
editing, supervision, project administration, funding acquisition.

Funding
Open access funding provided by Karolinska Institute. This work was sup-
ported by the Swedish Research Council for Health, Working Life and Welfare 
(FORTE), grant number 2018-01472.

Availability of data and materials
No datasets were generated or analysed during the current study.

Declarations

Ethics approval and consent to participate
This study was approved by the regional Ethics Committee (registration num-
bers 2019-03849 and 2022-00688-02).

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details
1 Department of Learning, Informatics, Management and Ethics, Medi-
cal Management Centre, Karolinska Institutet, Tomtebodavägen 18A, 171 
77 Stockholm, Sweden. 2 Department of Women’s and Children’s Health, 
Participatory eHealth and Health Data, Uppsala University, Uppsala, Sweden. 
3 Center for Epidemiology and Community Medicine (CES), Region Stockholm, 
Stockholm, Sweden. 4 Uppsala University Centre for Disability Studies, Uppsala, 
Sweden. 

Received: 26 January 2024   Accepted: 26 May 2024

References
 1. Oliveira P, Zejnilovic L, Canhão H, von Hippel E. Innovation by patients 

with rare diseases and chronic needs. Orphanet J Rare Dis. 2015;10(1):41.
 2. Melmer A, Zger T, Lewis DM, Leibrand S, Stettler C, Laimer M. Glycaemic 

control in individuals with type 1 diabetes using an open source artificial 
pancreas system (OpenAPS). Diabetes Obes Metab. 2019;21(10):2333–7.

 3. Duncan TS. Paving the way: the second generation of e-patients, their 
experiences, actions and driving forces. Solna: Karolinska Institutet, Dept 
of Learning, Informatics, Management and Ethics; 2022.

 4. Patient Innovation. Patient innovation - sharing solutions, improving life. 
2022. Available from: https:// patie nt- innov ation. com/.

 5. Reinius M, Mazzocato P, Riggare S, Bylund A, Jansson H, Øvretveit J, et al. 
Patient-driven innovations reported in peer-reviewed journals: a scoping 
review. BMJ Open. 2022;12(1):e053735.

 6. Oliver J, Lobban D, Dormer L, Walker J, Stephens R, Woolley K. Hidden 
in plain sight? Identifying patient-authored publications. Res Involv 
Engagem. 2022;8(1):12.

 7. Arnstein L, Wadsworth AC, Yamamoto BA, Stephens R, Sehmi K, Jones 
R, et al. Patient involvement in preparing health research peer-reviewed 

publications or results summaries: a systematic review and evidence-
based recommendations. Res Involv Engagem. 2020;6(1):34.

 8. Richards DP, Birnie KA, Eubanks K, Lane T, Linkiewich D, Singer L, et al. 
Guidance on authorship with and acknowledgement of patient partners 
in patient-oriented research. Res Involv Engagem. 2020;6:38.

 9. Rojas LI. On conversation and authorship: legal frameworks for collabora-
tive methodologies. Int J Qual Methods. 2021;20:160940692199328.

 10. Greenhalgh T, Hinton L, Finlay T, Macfarlane A, Fahy N, Clyde B, 
et al. Frameworks for supporting patient and public involvement 
in research: systematic review and co-design pilot. Health Expect. 
2019;22(4):785–801.

 11. Riggare S, Höglund PJ, Hvitfeldt Forsberg H, Eftimovska E, Svenningsson P, 
Hägglund M. Patients are doing it for themselves: a survey on disease-
specific knowledge acquisition among people with Parkinson’s disease in 
Sweden. Health Informatics J. 2019;25(1):91–105.

 12. Lewis D. Barriers to citizen science and dissemination of knowledge in 
healthcare. Citiz Sci Theory Pract. 2022;7(40):1–10.

 13. Hager A, Lindblad S, Brommels M, Salomonsson S, Wannheden C. 
Sharing patient-controlled real-world data through the application of 
the theory of commons: action research case study. J Med Internet Res. 
2021;23(1):e16842.

 14. Dahlberg M, Lek M, Malmqvist Castillo M, Bylund A, Hasson H, Riggare S, 
et al. Objectives and outcomes of patient-driven innovations published 
in peer-reviewed journals: a qualitative analysis of publications included 
in a scoping review. BMJ Open. 2023;13(6):e071363.

 15. Scott Duncan T, Riggare S, Koch S, Sharp L, Hägglund M. From infor-
mation seekers to innovators: qualitative analysis describing experi-
ences of the second generation of e-patients. J Med Internet Res. 
2019;21(8):e13022.

 16. Scott Duncan T, Engström J, Riggare S, Hägglund M, Koch S. Meeting 
the burden of self-management: qualitative study investigating the 
empowering behaviors of patients and informal caregivers. J Particip 
Med. 2022;14(1):e39174.

 17. Wannheden C, Riggare S, Luckhaus JL, Jansson H, Sjunnestrand M, Sten-
fors T, et al. A rocky road but worth the drive: a longitudinal qualitative 
study of patient innovators and researchers cocreating research. Health 
Expect. 2023;26(4):1757–67.

 18. Gale NK, Heath G, Cameron E, Rashid S, Redwood S. Using the framework 
method for the analysis of qualitative data in multi-disciplinary health 
research. BMC Med Res Methodol. 2013;13(1):117.

 19. Staniszewska S, Brett J, Simera I, Seers K, Mockford C, Goodlad S, et al. 
GRIPP2 reporting checklists: tools to improve reporting of patient and 
public involvement in research. BMJ. 2017;358:j3453.

 20. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative 
research (COREQ): a 32-item checklist for interviews and focus groups. Int 
J Qual Health Care. 2007;19(6):349–57.

 21. Creswell JW, Poth CN. Qualitative inquiry & research design: choosing 
among five approaches. 4th ed. Los Angeles: Sage Publications; 2017.

 22. 365 M. Transcribe. 2022. Available from: https:// suppo rt. micro soft. com/ 
en- us/ office/ trans cribe- your- recor dings- 7fc2e fec- 245e- 45f0- b053- 2a975 
31ecf 57.

 23. QSR IPL. NVivo qualitative data analysis software. Burlington: QSR Interna-
tional; 2018.

 24. Microsoft 365, Corporation M. Microsoft Excel 2022. Available from: 
https:// office. micro soft. com/ excel. Accessed Dec 2022.

 25. Dahlgren L, Emmelin M, Winkvist A. Qualitative methodology for inter-
national public health. 2nd ed. Umeå: Epidemiology and Public Health 
Sciences, Department of Public Health and Clinical Medicine, Umeå 
University; 2007.

 26. Harmsen S, Pittens CACM, Vroonland E, Rensen AJMLv, Broerse JEW. Sup-
porting health researchers to realize meaningful patient involvement in 
research: exploring researchers’ experiences and needs. Sci Public Policy. 
2022;49(5):751–64.

 27. Skovlund PC, Nielsen BK, Thaysen HV, Schmidt H, Finset A, Hansen KA, 
et al. The impact of patient involvement in research: a case study of the 
planning, conduct and dissemination of a clinical, controlled trial. Res 
Involv Engagem. 2020;6(1):43.

 28. Vandekerckhove P, De Mul M, Bramer WM, De Bont AA. Generative 
participatory design methodology to develop electronic health interven-
tions: systematic literature review. J Med Internet Res. 2020;22(4):e13780.

https://patient-innovation.com/
https://support.microsoft.com/en-us/office/transcribe-your-recordings-7fc2efec-245e-45f0-b053-2a97531ecf57
https://support.microsoft.com/en-us/office/transcribe-your-recordings-7fc2efec-245e-45f0-b053-2a97531ecf57
https://support.microsoft.com/en-us/office/transcribe-your-recordings-7fc2efec-245e-45f0-b053-2a97531ecf57
https://office.microsoft.com/excel


Page 11 of 11Dahlberg et al. Research Involvement and Engagement           (2024) 10:54  

 29. Lee CJ, Sugimoto CR, Zhang G, Cronin B. Bias in peer review. J Am Soc 
Inform Sci Technol. 2013;64(1):2–17.

 30. Tvina A, Spellecy R, Palatnik A. Bias in the peer review process: can we do 
better? Obstet Gynecol (New York 1953). 2019;133(6):1081.

 31. Luukkonen T. Conservatism and risk-taking in peer review: emerging ERC 
practices. Res Eval. 2012;21(1):48–60.

 32. Woolley KL, Stones SR, Stephens R, Bharadia T, Yamamoto B, Geissler J, 
et al. Patient authorship of medical research publications: an evolution, 
revolution, and solution? Learned Publishing. Hoboken: Wiley Online 
Library; 2024.

 33. Den Oudendammer WM, Noordhoek J, Abma-Schouten RY, Van Houtum 
L, Broerse JEW, Dedding CWM. Patient participation in research funding: 
an overview of when, why and how amongst Dutch health funds. Res 
Involv Engagem. 2019;5(1):33.

 34. Cobey KD, Monfaredi Z, Poole E, Proulx L, Fergusson D, Moher D. Editors-
in-chief perceptions of patients as (co) authors on publications and the 
acceptability of ICMJE authorship criteria: a cross-sectional survey. Res 
Involv Engagem. 2021;7(1):1–39.

 35. Fallon J, Gudemanb J, Fettinga J, Harpera S, Horsnellc M, Jonsona T, et al. 
Inclusion of patients and advocates as authors in medical publications: 
progress over the past decade. In: Original Abstract from the 19th Annual 
Meeting of ISMPP2023.

 36. Lobban D, Boughey A, Stephens R, Stones S, Woolley K. Do patient-expe-
rience publications have authors with patient experience? In: Original 
Abstract from the 19th Annual Meeting of ISMPP2023.

 37. Authority NHR. Health and social care leaders unite to improve public 
involvement in research. 2023. Available from: https:// www. hra. nhs. uk/ 
about- us/ news- updat es/ health- and- social- care- leade rs- unite- impro ve- 
public- invol vement- resea rch/. Cited 2023 22 December.

 38. Forsythe LP, Carman KL, Szydlowski V, Fayish L, Davidson L, Hickam DH, 
et al. Patient engagement in research: early findings from the patient-
centered outcomes research institute. Health Aff. 2019;38(3):359–67.

 39. Rosenberg A, Baróniková S, Feighery L, Gattrell W, Olsen RE, Watson A, 
et al. Open Pharma recommendations for plain language summaries 
of peer-reviewed medical journal publications. Curr Med Res Opin. 
2021;37(11):2015–6.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://www.hra.nhs.uk/about-us/news-updates/health-and-social-care-leaders-unite-improve-public-involvement-research/
https://www.hra.nhs.uk/about-us/news-updates/health-and-social-care-leaders-unite-improve-public-involvement-research/
https://www.hra.nhs.uk/about-us/news-updates/health-and-social-care-leaders-unite-improve-public-involvement-research/

	Why publish? An interview study exploring patient innovators’ reasons for and experiences of scientific publishing
	Abstract 
	Background 
	Methods 
	Findings 
	Conclusions 

	Introduction
	Methods
	Study design
	Participants
	Data collection
	Data analysis
	Patient and public involvement

	Findings
	Reasons for publishing
	Seizing serendipitous opportunities
	Strengthening the patient voice
	Attaining recognition for the innovation

	Experiences of publishing
	Learning about scientific publishing
	Tackling the research and publication system
	Managing asymmetries
	Personal and innovation development


	Discussion
	Research collaborations facilitate publishing
	Conservative research culture challenges publishing
	Limitations

	Conclusions
	Acknowledgements
	References


