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Introduction Results

» Patient-reported outcomes (PRO) and patient preference studies frequently require insight into lived experiences and Literature Search: Existing literature highlights key considerations in the use of netnography, including the influence of platform
stakeholder perspectives. For example, PRO measure development relies on understanding symptoms and impacts of a characteristics and the generation of data that vary in form and content depending on the community and interaction [3,4]. The
condition; discrete choice experiments (DCEs) draw on factors influencing decision-making; and time trade-off (TTO) studies iterature also highlights limited availability of demographic and contextual information, alongside ethical considerations relating
require health state descriptions that meaningfully reflect patient experience. While literature reviews and clinician input to the use of publicly available online data (e.g. [3,5]). Methodological guidance for qualitative research in PRO, TTO and DCE
contribute to this understanding, qualitative research is widely regarded as essential for informing health economics anad studies was also identified (Table 1). While detailed guidance exists for PRO development (e.g. FDA), guidance specific to TTO and
outcomes research (HEOR) methods [1]. DCE remains limited.

« However, traditional qualitative approaches can be resource-intensive and reliant on participant recruitment, which may be - , . _ Figure 1. Draft framework outlining considerations for the use of
challenging in some populations. In practice, this may lead to increased reliance on literature reviews and expert opinion, Table 1. Key Qualitative literature In Patient Reported Outcomes and Preference Studies ”Og'gar]fidpatog’t'\‘smographyi” PRITIEE RepOiiEe QUEenIE
potentially limiting direct insight into patient experience. Study type Summary of Purpose of Standard data Data required ST TTEIEEREE ST

: : L : : : L . : study method stud collection methods
 Netnography is an emerging qualitative approach focused on the study of online interactions within digital environments. y y / \ / \

Unlike traditional qualitative methods, which rely on researcher-elicited data, netnography captures naturally occurring, . = : — :
unsolicited accounts and discussions, providing insight into how patients describe symptoms, impacts, and decision-making in \T/iTOnSettL;gy' TI;ZS@ESGS X Ezgiar;ii * Patient nterviews fgr';zﬁéongs’
real-world contexts [2,3]. Although concerns have been rgiged regarding inconsisjcent reporting and ethical cqnsiderations, de%elopment Ssking J Wl vEluEs faf y EXIO.ert opinion mpacts,
netnography may offer practical advantages in terms of efficiency and access to patient perspectives. Recent applications have respondentsto  |use in economic|® Patient | emotional
also explored the integration of netnography with Al-assisted approaches to data analysis [4]. trade length of  |evaluation representatives impacts, \ / \ /
S , . o , , life for quality of 0,7 severity levels,
 However, there is limited guidance on whether netnographic data can meet the specific data requirements of established HEOR life, based on 671 patient
methods such as PRO development, DCE, and TTO studies, or how such approaches should be applied in practice. defined health experiences
state descriptions [6,7] 4
(Vighettes)
(S
Objectlve PRO measure | Development of |To develop « Qualitative Symptomes, g h
This study had t : A . development |instruments to INstrument Interviews: functional
15 stliely nefel ity Ml IRl .IV.eS. ' ' . o measure patient |capable of concept IMmpacts,
» To assess whether a non-participatory netnographic approach is feasible for use within PRO development, TTO, and DCE experience measuring elicitation & emotional
studies, patient- cogn.iti\./e impacts, 0 /
 To develop a draft framework outlining key considerations for the use of netnography within these studies. Epoee sleletleing patient
symptomsand |, rocus groups priorities,
Impacts for use o context &
Methods in PRO studies |° Expertopinion [8] |seyerity [9]
A focused literature search was conducted In March 2026 to identify key methodological guidance on the conduct of orclinical trials
netnography, alongside established guidance for qualitative research in HEOR, including PRO and patient preference studies. DCE: DCEs elicit To understand |+ Qualitative Experiences, { }
This involved targeted searches for relevant methodological and guidance literature. Attribute and |preferences by poreferences and| interviews oreferences,
A draft framework was developed through synthesis of this literature, outlining key methodological, ethical, and practical lde;/\?ellopment ﬁsigngh;esfeonden f/\r/?t?&ojs * Focus groups :;an(;ee_;)/t]/cz’riabil
considerations for the use of netnography in HEOR. This included considerations relating to platform selection, sampling between oarticular * Meta-ethnography ity within
approach, online data characteristics, and data requirements for PRO development, DCE attribute development, and TTO hypothetical oopulation fora | 10 oreferences
vignette construction. alternatives particular good/ (e.g. relating to 4 )
: : : : : : : defined b service/state treatment
 The framework was illustrated and refined through application to an exemplar netnographic dataset obtained from a publicly attributesyand / )
accessible online community platform; Reddit, r/lungcancer. Posts were reviewed in reverse chronological order to provide a levels
structured and reproducible sampling approach. Threads were screened for relevance to predefined domains aligned with PRO, AU /
TTO, and DCE data requirements, specifically symptoms, impacts, severity, and decision-making.
 Data were mapped to predefined domains reflecting key evidence requirements for PRO development (symptoms, impacts), gontent ]rcnapplgg: The most recent K.)O posts {as of 10th Q\DFH f?026) f(;pm r/Igngc:ancer were zijnqused oy tWO re?earcggrsi
TTO health state construction (severity, lived experience), and DCE attribute development (decision-making and trade-offs). Al- , c}zntent. ocu?e on symptoml .e>|<per|e.nces, dtrfeatmentl =10€ ?b ectg, . |ag|no.5|s, Erognoss, 'cjmd .mgerpretatlon fo medica
assisted extraction (ChatGPT, OpenAl) was used to support rapid, structured exploration of the dataset. Outputs were reviewed N ormatmlm, M spz(ajnnmg mu t|§ < qu|cs ank. reqlﬁle“,ty co.nﬁrlk utz yre a.t|ves. OS:—;S prr)%vc') ?I'TCSIC gcé%éms (()j. syrtwrptbcimls,
and interpreted by the research team to assess the extent and nature of relevant data available, and its alignment with PRO, SISO ITPEIEE, 21T HERTE: cclsion-Making, 4 |gnm.g.vv|t €y atg FECIRIFERISIMES el !  ANC SW es (Table 1).
DCE, and TTO data requirements. However, content was often fragmented, limiting the ability to map disease stage, and demographic information was often

unavailable, with substantial contribution from proxy respondents. Figure 1 summarises a draft framework outlining key
methodological, ethical, and practical considerations for the use of netnography in PRO and preference studies.
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