Crucial role of patient authors in content co-creation of patient-relevant scientific data
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Prostate-specific antigen (PSA) changes during treatment help patients and healthcare When patients and caregivers are able to take an active role in treatment decision making, they o Obiecti
professionals assess whether the treatment is working or whether the disease is progressing and feel ownership of the decisions, understand the benefits of adhering to treatment, are able to Communicating the context Jective | | | |
requires different management?2 recognize and manage side effects or seek support to ensure that they gain optimal benefit from In recent years, PLSPs have been developed as one Here, we show the value of involving patient authors in the development of a PLSP of
PSA levels and their association with other important outcomes, such as survival, have therefore treatment® ahpproalc hto co][nmum_cate Qe;called C“hm(.:al lsitudy resu:cts and PSA response data from a phase 3 clinical study |
been measured in phase 3 studies of treatments for advanced prostate cancer To participate effectively in treatment decisions, patients and caregivers need to be able to understand Loerlmr ge:ggﬂgfofqapa:'ezrgzr'sn ess technical language tor Recognizing the need )
However, complex analysis methods and technical language can mean that the findings from the evidence for the available treatments and to apply this information to their own situation P | o 4 | The development of this PLSP was driven by feedback from patient advocacy groups,
these studies are difficult for patients to read and interpret, limiting their ability to participate in The European Clinical Trial Regulation requires study sponsors to provide lay summaries of their By dmaklng dCIgECé?:L study reﬁults accessible and easy 1o J who flagged a high interest in understanding PSA data and addressing an unmet
their treatment decision making completed clinical trials.# However, these summaries are required to be very factual and do not always :grtir:::r?p,bet ez :2? Z” Sa;;rfsgt':t;;[ri’”ng:ﬁgiyérig need for patient perspectives on what these data mean to the patient community
rovide enough context to help readers understand what the study results might mean for them | W udy , SIUAY IC] ’ -
P J P Y J healthcare professionals, and patients Working together
\_ \ The PLSP development followed a structured process facilitated by the study sponsor K

c. Detining and agreeing author N( 2. Patient author review \ ' 3. Patient author perspectives h (. 4. Healthcare professional review \ ' 5. Collaborative agreement on content N /6 Publication and dissemination of the artich

I’@SpOﬂSIbI“tleS The patient authors critically reviewed the content to To put the study findings into context for a lay audience, the Healthcare professionals who took part in the study as All authors discussed and agreed on content decisions The full article is freely available online. The journal publisher
The studv sbonsor ensured that all authors understood ensure appropriateness of language, style, and format patient authors explained what the study meant for them, iInvestigators reviewed the content for scientific accuracy that balanced accurate and transparent scientific data with and prostate cancer patient organizations are raising
their res yonlzibilities b front Why it matt including the benefit of PSA measurement for treatment Why it matt patient information needs and health literacy levels awareness of the article on social media and in newsletters
P P y it matiers decision making and the value of the study treatment for y it matters - | | , _
Whv it matters Regardless of education level achieved, most people have patients’ long-term well-being In the attempt to redraft scientific information for lay audiences, there Why it matters Why it matters
y . difficulty understanding medical terminology, and patients IS a risk.of oversimplification, resglting in importan_t information Because all authors are accountable for the content of their article, Patients and lay audiences need to be able to easily find and access
ALtlt t;ors gat;’ N t(.)”.be acgoublrta;ble dfgr the content .Of thi'r ' may be overwhelmed by t_he"’ regent dlagn_osls and unable to Why it matters being missed or misrepresented. It is therefore crumall to ensure it is crucial that they are all in agreement on the content. the article and its supporting materials (infographic and video), so
fr: 1 akn The V\:c' ng and a ; © t.ola t;ess ﬁny qtu eges e.lll.ou focus on large amounts of mformajuo_n.ﬁ-s _Patlent author.s are Including the patient voice in a PLSP helps to humanize the study that the study results are accurately represented in a fair and Agreement can be achieved through good communication that they can use the information presented to help them in their
to meet strict authorship criteria.> These responsibilities and have understanding crucial information and can provide guidance - . 1011 - - stakeholders are acknowledged and addressed
; Th ; - ) . voice is important.”®" Patient perspectives are also valuable for
expectations need to be clarified with patient authors who on appropriate language and presentation of data® _ . . ,
have limited publication experience he.alfcljcare professionals, helping them to understand patients |
n priorities and preferences™
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Conclusion (Glossary ' Further reading

PLSPs are intended to communicate scientific data in a patient—friendly format to the broader general audience Article: a written report summarizing the results of a study, published in a journal; also referred to as publications or papers; before an article has been accepted for publication, it is often referred to Lobban D, Gardngr J, Matheison R, on behalf of the ISMPP PLS Perspectives .Worklng Group. Plain
as a manuscript. language summaries of publications of company-sponsored medical research: what key questions do
However, not all PLSPs involve patients as authors or include patient perspectives, running the risk that the data and the Authorship criteria: four requirements that individuals must agree to before they can be considered as authors of a publication. These requirements, set by the International Committee of Medical we need to address? Curr Med Res Opin 2022;38:2. DOI: doi:10.1080/03007995.2021.1997221.
: : : : : By S : Journal Editors are: (1) to make a substantial contribution to the article, for example by collecting data or interpreting results; (2) to draft the article or critically review a draft that someone else has OPEN Health. Embracing the patient voice within oublications: Cross-functional oerspectives toward
Implications for patients remains difficult for non-specialist or Iay audiences to understand written; (3})[ elipprdoc\llal of tcrlw? version being submitted to a journal; and (4) agreement to be accountable for the article, ensuring that any questions about the accuracy or integrity of the content are better patient partnershigp])s. A\[/)ailable at: https://tirf;/url.com/3fza7j6x?OPENHealtﬁWhﬁePaper
: : ; : appropriately addressed. (accessed January 21, 2025).
The PLSP Qescr|bed he_re demonstrates the benefits of close partnerShlp between StUdy SPONSOrs and patlent advocacy groups to Health literacy: a person’s ability to find and understand information about health, illness, and treatment and apply this information to decisions about their own illness and treatment. Patient Focused Medicines Development (PEMD). Plain language summaries (PLS) of peer-reviewed
iIdentif atient information needs Journal: a format for reviewing and publishing scientific articles to make new research available to other healthcare professionals and lay audiences; journals may publish articles at regular intervals, L bine , s g ’g . . P :
collated into issues, or may publish individual articles online as soon as each article is finalized. Some journals publish articles on specific topics (e.g., cancer), whereas others have a broader scope publications and conference presentations: practical "How-To" Guide for multi-stakeholder co-creation. \/
Involvement of patient authors ensures that patient insights are prioritized to help patients understand data of interest and Manuscript: a draft article before it has been accepted for publication. | | Avallable at https://pemsuite.org/How-to-Guides/WGS.pdf (accessed January 21, 2029). .
relevance to them with their perspectives Open Access: a way of publishing an article in which the authors or study sponsors pay for the publication process, so that readers can access the content without having to pay for it. L?\l/lglgf)(nf;arir:‘mssugrr:izsfoz la;r; Zzzggggs i‘\llggglr;e:t?:]g slsj l/';ﬁgg?:yﬂ'z f;%i)railggiro%;g:gjz gor
. o ) ) . i . i Publication: 1. the process of making an article publicly available in a journal; this process usually involves reviewing the content for scientific accuracy, balance, and relevance, laying the content out 0/ D ' ' ' ' ' ’
Patients who understand the data are better able to participate in their treatment decisions with their healthcare providers \m a consistent style and format within a journal issue, and providing the article online and/or in print. 2. an individual article. guidelines9%20for%20authors.pdf (accessed January 21, 2025).
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