POSTER #14

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)

sAdjunct Professor, University of Queensland, Brisbane, Australia; "Adjunct 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;

eCo-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

Background Results (continued)

Patient-authored publications have increased rapidly, but the
diversity of patient authors needs to be improved

o 'drhere.is an ur.gent adnq plass.ion.ate c.aII t.oﬁincrial\:seh. “ toams that arati e . ¢ Income
iversity, equity, and inclusion in scientific publishing terms of gender, ethnicity, Most patient authors are _ Most patient authors came from high-income countries (99.5%)
. . o L .
* Consistent with these principles,” patients are and social backgrouna o Similarly, in scientific publications, almost all publications come from high and
(co)authoring publlcatlons.z'?’ However, little is known produce better health upper-middle income countries (>90%)1'6
about patient-authored publications and patient authors ERSEl=lalel-RE =R aale =0 o\l NAeliL=1o ) ? $ EN
e Specifically, it is not known whether academic generate . broadgr range of
publication biases are reproduced with patient ideas and mnovahon.s, and from high oublishing in
authorship.! If so, most patient authors would be men better represent society.
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This is reflected in the patient authors of this research
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e Characteristics
— Most publications were available as open access (65%)
W — Publications were rarely associated with a plain language summary (1%) * Language
B : . : . o
' — The most frequent publication types were reviews/systematic reviews, clinical All patient authors published in English (100%)

studies/clinical trials, and letters o Similarly, in scientific publications almost all publications are in English (>90%)’
Search PubMed Dataset of patient- Random sample Dataset of patient — No patient-authored publications have been retracted
* All languages authored publications (50% of patient- authors L' 't t'
* 1/1/1900-12/31/2022 authored : IMItations
e ‘Patient author’ OR « Extract publications) « Extract Patient Authors

‘Patient partner’ QR * Number o * Number o e Number
‘Carer” OR "Caregiver’ * Characteristics * Characteristics e Study limitations include PubMed searchability (eg, variable author affiliation and article

— There were 413 manually verified patient authors in a random sample (50%) of 232

batient-authored publications tagging practices affect search output), gender estimation (eg, high accuracy, but binary
-au

outcomes), and data extraction (eg, time- and labor-intensive manual steps require

Results O The mean number of patient authors per publication was 1.8 oragmatic sampling)
e Gender

Patient-Authored Publications (n=599 publications) — Most patient authors were women (66%) Conclusions

e Change Over Time O In contrast, in scientific publications most authors are men (70%)*

— Patient-authored publications almost tripled in the past 5 years (274% increase)

e This is the first study to show that most patient authors are women from high-income
Patient-Authored Publications

(01/01/1900-12/31/2022; n=599) 65.8% D e Compared to known publication biases,**’” the income and language dominance persist
200 . .

g Female Male Unknown but the gender dominance is reversed

T 150 — Most patient authors who were first authors were women (83%) e As patient-authored publications are increasing rapidly, our findings could help to target
2 - 0 In contrast, in scientific publications most first authors are men (66%)"° evidence-based efforts to enhance patient author diversity, equity, and inclusion

o

e e Qur research could also enhance methods to measure — transparently, reproducibly, and
g >0 efficiently — patient-authored publications (eg, broader discussion and consensus on

€ ‘patient author’ affiliation terms)

>

Z 1990 1995 2000 2005 2010 2015 2020 2025 17% (0%)

Year Female Male Unknown

References Disclosures and Acknowledgments

1. The Editors of The Lancet Group. Lancet. 2019;394:452-453. 2. Oliver J, Lobban D, Dormer L, et al. Res Involv Engagem. 2022;8:12. AB and DL are employees and shareholders of Envision Pharma Group, a healthcare communications company that is funded by

3. Arnstein L, Wadsworth AC, Yamamoto BA, et al. Res Involv Engagem. 2020;6:34. 4. Huang J, Gates AJ, Sinatra R, et al. Proc Natl Acad pharmaceutical companies. KW and TB consult to Envision Pharma Group. KW is a shareholder in Envision Pharma Group. DL and TB serve
Sci USA. 2020;117:4609-4616. 5. Pinho-Gomes AC, Woodward M. Sci Ed. 2022;45:114-117. 6. National Science Board, National Science on the ISMPP European Meeting Committee; TB serves on the ISMPP Advocacy and Outreach Committee. No payments were made for

Foundation. 2021. Publications Output: U.S. and International Comparisons. Science and Engineering Indicators 2022. authorship. Patient authors received an honorarium in recognition of their expertise and KW was compensated for medical writing tasks. an au d iO summa ry a d |g|ta I ve rSion
7. https://www.nIm.nih.gov/bsd/medline_lang_distr.html. Accessed March 21, 2023.

Presented at the 19th Annual Meeting of the International Society for Medical Publication Professionals (April 24—26, 2023; Washington DC, USA) - Of th e pOSte I Of t h e pOSte I




