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Background & Objective

e As patient authorship increases, publication professionals may face
increasing responsibilities in identifying, guiding, and measuring the
output of patient authors?

e Meta-research? on patient-authored publications could help publication
professionals meet these responsibilities. This research is feasible but
challenging to scale?

e Qur objective was to develop a bot to enable scalability of meta-research
on patient-authored publications

Methods

e To enable the bot to rapidly extract relevant text from PubMed’s data
fields, we developed Natural Language Processing (NLP) algorithms, which
leveraged the pretrained Name Entity Recognition (NER) models from
ScispaCy and GPT-3.5 model from OpenAl

e \We tested the bot on a dataset of patient-authored publications, identified via
PubMed’s advanced affiliation search function. The Boolean search query was
“patient author[Affiliation] OR patient partner[Affiliation] OR carer[Affiliation]
OR caregiver[Affiliation]”. The summary of the analysis below is based on
publications that were published from 1994-2022 (N=603)

e To identify bibliographic metrics of patient authors, other databases and
tools (eg, Gender API, Worldbank, SpaCy, and Pycountry) were used in the
algorithm of the bot

e Analysis was done using Microsoft Power Bl to automate data preprocessing

Results

1. Was the Scalability of Meta-Research on
Patient-Authored Publications Possible?

e Scalability of research on patient authorship is now possible, given the
automated features of the bot and the reduction in manual processing.
The bot will be able to analyze increasingly larger datasets as patient
authorship increases

e Results from the bot-enabled rapid visualization are shown through an
interactive dashboard

Patient Authorship Data Analysis (@ P fumore b

Tatal Publications and Authors by Year

Therapeutic Areas
14 [4.06%) Cardialogy

@ Endocrinology

eeeeee

376 (64.72%)

Total Authors by Country Income Level Total Publications by Open Access Identifer

Country Inc... ®High inc... ®{Blank) ® Upper ... ®Lower ...
B1 (2477

United Kingdom
ountry Specified
Awustralia

70 {12.05%)

Open Access Identifer

Puerto Rico

Argentinz

Colombiz
246 (75.23%

Total Authors by Order Number
1 Order Number

7 1,29 (0.17%) 64 (11.02%)

Clinical Trial
o

Systematic Review

tttttttttttt

References

1. Arnstein L, Wadsworth AC, Yamamoto BA, et al. Res Involv Engagem.
2020;6:34. 2. loannidis JPA. PLoS Biol. 2018;16:e2005468. 3. Oliver J,
Lobban D, Dormer L, et al. Res Involv Engagem. 2022;8:12.

Disclosures and Acknowledgments

All authors participated in the research, were actively involved in preparing
the abstract, and provided approval for submission. BY is an employee

and shareholder of Envision Pharma Group, a healthcare communications
company that is funded by pharmaceutical companies. KW is a consultant
to, and shareholder in, Envision Pharma Group. DL was an employee of, and
owns shares in, Envision Pharma Group. DL serves on the ISMPP Patient
Engagement Task Force. No payments were made for authorship, but

KW was compensated for medical writing tasks. This encore abstract was
previously presented at the 19th Annual Meeting of ISMPP (24-26 April
2023; Washington, DC, USA).

Presented at the International Society for Medical Publication Professionals
(ISMPP) 2024 European Meeting (23-24 January 2024; London, UK)

Results (continued)

2. How Efficient and Accurate Was the Bot?

e The data extraction using the bot was 66-fold faster than existing methods,
demonstrating the overall value of the bot

e The accuracy of the bot in identifying patient authors was greater than
95% based on a manually extracted random sample of 100 publications

. 12 Minutes with bot

780 Minutes without bot

3. What Characteristics of Patient-Authored
Publications Could the Bot Identity?

e The bot was able to identify all the key characteristics of patient-authored
publications and patient authors that have been identified via a manual
(human) process. However, data extraction with the bot was more rapid,
scalable, and without the risk of human error
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4. How Did the Bot Clean the Data?

e PubMed’s advanced search function for affiliation can be used to retrieve
patient-authored publications?

e However, PubMed’s output can include false positives. A false positive is a
publication that includes an author with a patient author affiliation term
(eg, patient author, patient partner, carer, caregiver), but the author is not
a patient author

e Examples of false positives include when an author’s affiliation is:

a. Included as part of a government organization (eg, Utah Caregiver
Support Program, Utah Division of Aging & Adult Services, Salt Lake
City)

b. An acronym for an academic organization (eg, The Center of
Advanced Research and Education in Reproduction [CARER], Ben-
Gurion University of the Negev, Beer Sheva, Israel)

e The bot was trained to rapidly clean the data by automatically checking
for and removing false positives. Completing this task manually is
time-intensive, has a risk of human error, and is not scalable

e The affiliation term that yielded the lowest number of false positives was
“patient author”. Reaching consensus with diverse stakeholders on a set
of standard terms for using PubMed’s affiliation search function would
facilitate research on patient authorship. For example, “caregiver author’
vs “caregiver” would reduce the number of false positives
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e Of the 603 publications identified in PubMed, 581 patient authors, patient
partners, caregivers, or carers were identified by the bot. These 581
patients were involved in 327 publications

Results (continued)

5. Which Therapeutic Area Is Most Common
Among Patient-Authored Publications?

e The top three therapeutic areas that patient authors were involved in were oncology,
rheumatology, and nephrology
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6. How Prevalent and Accessible Are
Patient-Authored Publications?

e Patients were more likely to be involved in open access publications (75%)
than publications behind the paywall (25%)

e There was a rapid increase in patient authors and patient-authored
publications in the past 5 years
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Conclusions

Scalability of meta-research on patient
authorship is possible with the bot’s ability to
analyze a larger dataset with greater efficiency
than the original methods

e With combinations of NLP and large language models such as GPT, the
efficiency and accuracy of meta-research on patient authorship can be
improved

e Publication professionals can use evidence-based insights gained from
scalable meta-research to better understand the rapidly emerging field of
patient-authored publications and to support patient-author partnerships
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