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Introduction

» Plain language summaries (PLSs) of medical journal articles are concise and simplified versions of

the original research articles, written in plain, nontechnical language?

— Make complex scientific information more accessible to a broader audience, including
patients and caregivers

— Promote health literacy, empower patients, and facilitate decision-making between patients and
health care providers?

« Itis unknown if PLSs are reaching the intended audiences because they are not easy to find!3

— A study conducted in 2022 looking at the correct use of meta tags to categorize PLSs on PubMed
found that out of the entire PubMed database of 31,817,472 records, only 3217 (0.01%) had the
correct meta tag for PLS in the “Other Abstract” field, and of these 3217, 15% had used the tag
incorrectlys

» Whereas clinicians/researchers/publication professionals primarily use PubMed and publishers’

websites, the general public may use search engines and social media to find medical information?4-6

Objective ( )

Determine if PLSs are easily discoverable by the
general public (eg, patients and caregivers)

PLSs published between January 1, 2022, and September 30, 2023, were selected through a
PubMed search conducted on August 23-24, 2023

— A previous search identified journals that published a large number of PLSs

— A second search used these journals in the journal field of the following search string: “plain
language summary” OR “lay summary” OR “patient abstract” OR “patient summary” OR “lay
abstract") AND journal name[JOUR field]

Publishers’ websites were searched using the results of the PubMed search to confirm PLSs were
available and to find additional PLSs

— The same search string was used as the PubMed search, with substitutes made to follow
journal search engine functionality (eg, Autism Res used the term “lay summary” instead of
“plain language summary”)

Citations were downloaded to EndNote and transferred to an Excel spreadsheet
Pivot tables were created to analyze data

Thirty-five PLSs were manually selected to encompass a variety of therapeutic areas, different
publishers, and similar numbers of PLSs from 2022 and 2023, when possible

— Seven therapeutic areas: 5 articles each for autism, diabetes, gastroenterology, nephrology,
nursing, oncology, and therapeutics

— Six publishers: Future Medicine, National Kidney Foundation, Sage, Springer, Taylor &
Francis, and Wiley

Separate manuscript title and PubMed keyword searches (Figure 1) were conducted using search
engines and social media

— Search engines: Bing, Google, and Google Scholar
— Social media: Facebook, X (formerly Twitter), and Instagram

Figure 1. Example of PubMed record for identification of title and
keywords
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Abstract

Introduction: Understanding how patients experience their disease is a wital step in optimal disease
management, and patient- and observer-reported outcome (PRO and ObsRO, respectively) measures Title & authors
can add important details to clinical information that is obtamned as novel treatments are developed,

Instruments that measure meaningful symptoms and impacts from the perspective of pediatric < Abstract
patients with cholestatic liver disease or their caregivers are needed. This study aimed to identify

salient concepts in pediatric cholestatic liver disease, develop novel PRO and ObsRO instruments, and Plain language

establish the instruments’ content validity. summary

Methods: Relevant signs, symptoms, and impacts of cholestatic liver disease were identified through Figures
a literature review, interviews with expert clinicians, and concept elicitation interviews with children 7
and caregivers of children who had progressive familial intrahepatic cholestasis (PFIC), Alagille Cimilar articles
syndrome, biliary atresia, or pnimary sclerosing cholangitis, Additional cognitive debriefing interviews
with patients and caregivers were performed to ensure that participants could understand the Cited by
instructions, questions, and response scales of the PRO and ObsRO instruments, with modifications

made as necessary to improve comprehension and/or usability.

Results: A total of 36 interviews with patients and caregivers were conducted. Pruritus and sleep
disturbance (e.g. difficulty falling or staying asleep due to itch) were identified as the most
problematic symptom and significant impact, respectively, of the pediatric cholestatic liver diseases
assessed, The ObsRO and PRO instruments, called PRUCISION, focus on these key disease features in
the moming and evening. Several modifications were made to the draft instruments following
cognitive interviews. The final PRUCISION PRO and ObsRO measures are designed as an electronic
diary to be completed twice daily, The response scales include pictorial, verbal, and numenc scales.

Conclusion: Novel PRO and ObsRO PRUCISION instruments were created that evaluate the patient
expenence of cholestatic pruntus in children with PFIC and other cholestatic liver diseases. The
content validity of the PRUCISION instruments is established.

Keywords: Caregivers; Cholestasis; Outcome assessment; Patient-reported outcome measures.
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e Table 1 provides a summary of the PLSs included in the analysis (N=35)
— Most (n=22 [62.9%]) were from 2023
— Most (n=26 [74.3%]) were studies
— Most (n=27 [77.1%]) were open access

Table 1. Journals, publishers, years, and open access availability

Publication Study (S%3/
year review (R)P

2022:
2023:

2022:
2023:

National Kidney 2022:
Foundation 2023:

2022:
2023:

Therap Adv Gastroenterol Sage 2022.
(n=5) J 2023:
2022:
2023:

2022:
2023:

%Includes clinical trials, surveys, interviews, mathematical models, and in vitro studies. PIncludes narrative and systematic literature
reviews.

Journal title Publisher Open access

Adv Ther (n=5) Springer

%
o1
<

Diabetes Ther (n=5) Springer
Am J Kidney Dis (n=5)

Future Oncol (n=5) Future Medicine

RN WN P DM NDW

Contemp Nurse (n=5) Taylor & Francis

WN DR WON W WN WN WN
Z2 < 22X X Z2x 22X KX

Autism Res (n=5) Wiley

Key Insight

Most PLSs are found through search
engines using the title or keywords but are
not readily found through social media.
Publishers should consider expanding their
soclal media use to disseminate PLSs.

Figure 2. Search engine results for titles (A) and keywords (B)
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Search engines
e Bing and Google

— Using the article title, 100% (Bing) and 97% (Google) of articles were found (on the first or
later pages) (Figure 2A)

— Using keywords, 68.6% and 88.6% of articles were found, respectively (Figure 2B)
e Google Scholar
— Using the article title, 100% of articles were found on the first page
— Using keywords, 27 (77.1%) articles were found, with:
e 16 (45.7%) on the first page
e 11 (31.4%) on a later page
» Most linked to the publisher’s site

Figure 3. Search engine results for keywords by how prominent in
the results articles were found
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Using the title, almost all articles were found on the first page
— Bing: n=1 (3%) on a later page
— Google: n=1 (3%) not found
— Google Scholar: 100% on the first page
Using keywords, articles were mainly found on the first page (Figure 3)
— Google had more articles on the first page than Bing or Google Scholar

There was variation between search engines in finding articles by keywords for each therapeutic
area (Figure 4)

Autism PLSs were consistently the least likely to be found using the different search engines

Figure 4. Search engine results for keywords by therapeutic area
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e Instagram: O articles were found using either the title or keywords
e Facebook: all 3 articles found were from Autism Res as follows:
— 1 linked to the article on the Autism Research Institute site
— 1 linked to the article on a clinician’s site
— 1 linked to the article on Wiley Neuro's site
e X (formerly Twitter):
— 31 articles found

» Of the 6 articles found with keywords, 1 was from Adv Ther (Springer) and 5 were from
Diabetes Ther (Springer)

— The most readily available PLSs were those posted by the journal at time of publication using
the exact title

« The number of articles in each therapeutic area, for each publisher, and for other parameters (eg,
year, study/review) was small, making comparisons difficult

« Keywords were taken from the PubMed record and may not be terms used by patients to find
Information about a particular study or article

e X (formerly Twitter) searches were restricted to users only, and only posts exactly matching search
terms returned results

Conclusions

« Title searches were successful in finding articles
using search engines and X (formerly Twitter)

— PLSs were found through the link to the
full article

Keyword searches were largely unsuccessful
In finding PLSs through search engines and
social media

Nearly all articles were found on the first page of
search engine results when the title was used

— However, more articles were found on later pages when keywords
were used

* Only 0.63% of Google searchers click on results from the second page’
Some PLSs were only available via subscription (n=8 [22.9%)])

— Open access promotes transparency, enhances knowledge, supports
public advocacy and involvement in medical research, and thus, provides
an important societal benefit®

References
1. FitzGibbon H, et al. Health Sci Rep. 2020;3(3):e175.
2. Pushparajah DS, et al. Ther Innov Regul Sci. 2018;52(4):474-481.

. Rosenberg A, et al. Poster presented at: 2023 European Meeting of ISMPP; January 24-25, 2023;
London, UK.

. Bessler JB, et al. Curr Med Res Opin. 2023;39(9):1271-1277.

. Kyriacou A, Sherratt C. Hormones (Athens). 2019;18(4):495-505.

. Massie MS, et al. J Dent Hyg. 2023;97(6):15-25.

. Dean B. Updated May 28, 2023. Accessed March 20, 2024. https://backlinko.com/google-ctr-stats.
. Day S, et al. Res Involv Engagem. 2020;6:8.

Acknowledgments

e The authors thank Lauren Connor, ELS, for editorial support and Scott Leblanc for graphical support

 All authors provided substantial contributions to study conception/design and
acquisition/analysis/interpretation of data, drafting of the publication and reviewing it critically for important
intellectual content, and gave their final approval of the publication

All authors are employees of The Lockwood Group (Stamford, CT, USA)

Presented at the 20th Annual Meeting of the International Society for Medical Publication Professionals (ISMPP), April 29-May 1, 2024, Washington, DC, USA



https://qrco.de/bewm5O

	Slide 1

