POSTER #31

Diversity in Patient Authors:

A Randomized Bibliographic Analysis

Karen Woolley*>¢ (ORCID: 0000-0003-4626-7723), Amanda Boughey?, Trishna Bharadia®' (ORCID: 0000-0003-3633-729X), Richard Stephens"¢ (ORCID: 0000-0002-0760-2771),
Beverley Yamamoto"™" (ORCID: 0000-0003-1791-6827), Dawn Lobban®” (ORCID: 0000-0002-3312-4857)

2Adjunct Professor, University of Queensland, Brisbane, Australia; PAdjunct Professor, University of the Sunshine Coast, Sippy Downs, Australia; ‘Caregiver author; ®Envision Pharma Group, Wilmslow, UK; ¢Consultant on Patient Engagement,
Chronic lliness, Disability, and Diversity in Healthcare; Patient author; éCo-Editor-in-Chief, Research Involvement and Engagement journal; "President, Osaka University, Executive Vice President of International Affairs (Education);

'HAEJ, Non-profit Patient Organization for Hereditary Angioedema in Japan, Kakogawa, Hyogo, Japan; 'Member of the board of directors of HAEi

*At the time of this analysis

Background Results (continued)
Patient-authored publications have
e There is an urgent and passionate call to increase diversity, equity, and increased rapidly, but the diversity of e Income
inclusion in scientific publishing® patient authors needs to be improved

— Most patient authors came from high-income countries (99.5%)
e Consistent with these principles, patients are (co)authoring

publications.?® However, little is known about patient-authored
publications and patient authors

— Similarly, in scientific publications, almost all publications come from
Most patient authors are high- and upper-middle income countries (>90%)“

e Specifically, it is not known whether academic publication biases are
reproduced with patient authorship.! If so, most patient authors would be
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more highly cited, generate a broader range of ideas and @
innovations, and better represent society.” High-income o
— The Lancet Group, 2019* o Australia

This is reflected in the patient
authors of this research

Low/middle-income
countries

N e Language
ObJeCtlve Beve rley — All patient authors published in English (100%)

— Similarly, in scientific publications, almost all publications are in

e To conduct the first study on patient authors to inform evidence-based English (>90%)

authorship practices that promote diversity, equity, and inclusiveness

Method w4+ | Trishna Limitations
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e Study limitations include PubMed searchability (eg, variable author
affiliation and article tagging practices affect search output), gender

estimation (eg, high accuracy, but binary outcomes), and data extraction
RiCha rd (eg, time- and labor-intensive manual steps require pragmatic sampling)
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Search PubMed Dataset of patient- ConCI usions

 All languages authored publications

* 1/1/1900-31/12/2022 . : .

. “Patient author” OR e Extract e This is the first study to show that most patient authors are women from

“Patient partner” OR « Number high-income countries who are publishing in English
Carer” OR “Caregiver » Characteristics . e Compared to known publication biases,**’ the income and language
Resu ltS (Contl nued) dominance persist but the gender dominance is reversed
e As patient-authored publications are increasing rapidly, our findings could

e Characteristics help to target evidence-based efforts to enhance patient author diversity,

— Most publications were available as open access (65%) equity, and inclusion

e Qur research could also enhance methods to measure — transparently,

— Publications were rarely associated with a plain language summary (1%) . - . o
reproducibly, and efficiently — patient-authored publications (eg, broader

Random sample Dataset of patient — The most frequent publication types were reviews/systematic discussion and consensus on “patient author” affiliation terms)
(50% of patient- authors : . . . .
reviews, clinical studies/clinical trials, and letters
authored
publications) * Extract — No patient-authored publications have been retracted
* Number
 Characteristics .
Patient Authors
e Number

— There were 413 manually verified patient authors in a random sample
Resu ltS (50%) of 232 patient-authored publications

— The mean number of patient authors per publication was 1.8

Patient-Authored Publications (n=599 publications) e Gender Please scan this QR

, | code to hear an audio
e Change Over Time — Most patient authors were women (66%)

summary of the poster

— Patient-authored publications almost tripled in the past 5 years — |In contrast, in scientific publications most authors are men (70%)**
(274% increase)
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— Most patient authors who were first authors were women (83%)

— In contrast, in scientific publications most first authors are men (66%)*~
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