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Background Results

+ ratient experience data (P 0) are defined as informafion that capiures patients experiences. 1. The types of publications in which PED have been published 2. PED publications available in open access
perspectives, needs, and priorities related to (but not limited to):™

*  QOver two-thirds of publications were available in open access (193/277; 70%).

* Asmall proportion (24/277; 9%) of non-open access publications were available online via
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- PED are collected using different methodologies, and include quantitative (eg, patient-reported . . . a 40 Key takeaway:
outcomes) and qualitative (eg, interviews) data sources.? , y , 32 @ Most PED publications
5 5 5 Q
« PED are increasingly recognized as drivers for improving health services, research, and g 2 g 2 g 2 25 o 2! o nElE el sldnsss
patient outcomes.* F] . F] . F] . 2 20
5 5 5 ®
« Itis also increasingly acknowledged that patients should be involved in the planning, conducting, g s 13 14 g s 14 15 g R 3—
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— ltis also unclear as to whether PED publications include authors with patient or Year published Year published Year published
caregiver experience.
“PED at all stages of medicine development and regulatory decision-making Journals 3. PED publications with PLS
ensures that new medicines address the outcomes and preferences that matter
to patients.” PUBLICATIONS IN A small number of PED publications included PLS (14/277; 5%), either as part of the publication,
_ European Patients Forum, 20245 g Key takeaway: as supplementary material, or as a standalone publication.
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The objectives of this study were to better understand PED publications by quantifying: Rare diseases Neuroscience Oncology 3
1. The types of publications in which PED have been published (22 publications) (22 publications) (25 publications) < 9% overall
2. PED publications available in open access 5, 4
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 We searched PubMed to identify a dataset of PED publications (January 2018 to November 2023).
 PED publications in rare diseases, neuroscience, and oncology were identified by searching the Stu dy d eSign
title/abstract search for key terms, and limited to English language. Publications were filtered to 4. PED publications with patient or caregiver authors
iInclude only PED.
OVERALL « Asmall number of PED publications had authors with patient or caregiver experience (19/277; 7%).

 PubMed index terms were used to identify PLS and patient or caregiver authors.
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Other study designs included social listening studies, commentaries/perspectives, and meta syntheses Disease area
Limitations Conclusions
« Restricted search of PubMed (eg, specific disease search terms).  Since 2018, the number of PED publications has increased in rare diseases, neuroscience, - PED publications were published in 169 journals, with more than two-thirds available in
and oncology. open access.

» Pragmatic review methodology (ie, non-systematic review search strategy and process).

. Author affiliation searches that were limited to specific terms, potentially excluding other relevant * Most existing PED publications were in oncology; however, this could be influenced by a larger « Few PED publications included PLS or were coauthored by individuals with patient or

I . L _ .. ) number of overall publications in oncology. caregiver experience.
affiliations (eg, patient organizations); however, additional manual searches are likely to have
addressed this limitation.  Most PED publications used a qualitative study design. « Greater involvement of patients and caregivers in PED publications is required.
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