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Abstract

Background: Netnography is an emergent qualitative methodology adapted from ethnography to explore interactions and
cultural dynamics within digital environments. Although it isincreasingly used in health care research, its application remains
inconsistent, particularly regarding methodol ogical transparency and ethical reporting. Given netnography’s growing usein health
care and the limited guidance on its application, a timely review of how it is defined and operationalized in the literature is
warranted.

Objective: This scoping review aims to identify, examine, and report how netnography has been defined and operationalized
in the health care literature.

Methods: A scoping review was conducted in accordance with the Joanna Briggs Institute framework and reported following
PRISMA-ScR (Preferred Reporting Itemsfor Systematic Reviews and Meta-Analyses extension for Scoping Reviews) guidelines.
Comprehensive searches across 20 databases and gray literature sources identified peer-reviewed and academic studies that used
netnography or netnographic methods within health care. Records were independently double-screened against prespecified
eligibility criteriainformed by the National Institute for Health and Care Excellence topic classifications. Data from the included
studies were charted and synthesized narratively to generate the findings.

Results: Eighty-two studies were included, spanning diverse health care topics, populations, and digital platforms. Netnography
was most frequently applied to explore health communication, chronicillness, patient empowerment, and health care experiences,
particularly among stigmatized or hard-to-reach groups. Ethical transparency varied widely: only 33 studies reported obtaining
formal ethical approval, and just over half addressed informed consent.

Conclusions: Netnography holds significant promise for health care research, offering insightsinto lived experiences and access
to otherwise inaccessible populations. However, inconsistent methodological and ethical reporting raises concerns about rigor
and accountability. To strengthen future applications, clearer guidanceis needed on ethical standards, methodological justification,
and reporting practices, particularly when researching vulnerable groups and sensitive health issues.

(J Med Internet Res 2025;27:€78025) doi: 10.2196/78025
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Introduction

Background

Netnography, devel oped by Robert Kozinetsin the 1990s, isan
immersive, observational research method designed to explore
“technoculture’—the identities, behaviors, and communities
emerging within online environments [1,2]. In this review,
“netnography” refers specifically to the structured qualitative
approach defined by Kozinets[2], whichinvolvesthe systematic
observation and analysis of naturally occurring interactionsin
online health communities, rather than broader online
ethnographic or trace-based methods. Adapted from
ethnography, it focuses on interpreting meaning in online
interactions across platforms such as blogs, forums (eg,
Mumsnet), social networks (eg, Facebook), content communities
(eg, TikTok, Instagram), and virtual environments (eg, World
of Warcraft, Second Life) [3]. Asthefirst ethnographic method
tailored for online spaces [4], netnography extends traditional
ethnography by conveying social stories[5] and examining the
lived experiences of individuals in digital environments [6].
While netnography has found widespread application in
marketing, sociology, and anthropology, its use in health care
research remains limited, fragmented, and inconsistently
reported [7]. This gap motivatesthe present review, which seeks
to clarify how netnography has been applied in hedlth care
contexts.

In health care, netnography can provide meaningful insights
into patient behaviors, treatment preferences, health care
pathways, and unmet needs by examining informal, peer-led
online communities where individuals with shared health
concerns support one another [8]. Previous applicationsinclude
studies of chronic illness peer support, such as in Parkinson
disease [5], public attitudes toward vaccination, and the
exchange of coping strategies for mental health [9]. However,
there has been no comprehensive synthesis of how netnography
has been adapted and operationalized in health care, nor of the
methodological challenges this presents.

Applying netnography in health care raises questions about the
validity and generalizability of data derived from digitaly
engaged populations, as online users may communicate
differently than they do in clinical settings. Issues of
authenticity, identity fluidity, and the interpretive nature of
digital contextsalso present challengesfor meaningful analysis
and may limit the applicability of findingsin clinical or policy
contexts [1,3,4]. Although these discussions may lack
professional input, they offer valuable opportunities to
understand patient perspectives and inform hedth care
innovation [10].

Theoretical Framework

Thisreview isgrounded in broader theoretical debateson digital
epistemology and participatory culture, which clarify how
netnography both extends and challengestraditional qualitative
methods in health research. Digital epistemology, as explored
by Lupton [11] and Floridi [12], examines how knowledge is
produced and legitimized online, particularly through
user-generated and peer-shared content. Participatory culture,
astheorized by Jenkinsand Ito [13], describesthe collaborative,
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networked nature of online engagement, which isincreasingly
relevant in patient communities. Aligned with social
constructivist paradigms, this review views health meanings
and identities as co-constructed through digital interaction [14].
As such, netnography serves both as amethod and asalensfor
understanding how patients share, negotiate, and embody health
knowledge online. While Kozinets laid the methodological
foundation, scholars such as Pink et a [6] have expanded
netnography’s scope. Lupton [11] emphasized digital
embodiment and affect, urging attention to more than just textual
data, while Pink et al [6] highlighted the importance of sensory
experience, materiality, and the embodied nature of online
interactions. Together, these perspectives situate netnography
within the evolving discourse of digital ethnography, particularly
relevant in complex, data-rich health contexts. These theoretical
insights informed the operationalization of this scoping review
by guiding how we mapped the adaptation of netnography in
health care, the types of knowledge it produces in digital
contexts, and the methodological challenges reported across
studies. Despiteitsgrowing recognition in fields such asnursing
[10], netnography remains underreported and underutilized in
health care research.

A scoping review was therefore selected to map this emerging
area, as it enables synthesis across heterogeneous definitions
and methodological approaches [15], aligning with current
methodological recommendations [15]. Unlike systematic
reviews, which address narrowly focused questions supported
by relatively homogeneous evidence, scoping reviews are better
suited to broad, exploratory questions and diverse study designs
[16,17].

Review Question
Thereview of this scoping review aimed to answer:

How and why is netnography utilized as a research
methodol ogy within health and care research?

Aims and Objectives

This scoping review aims to identify, examine, and report how
netnography is defined and operationalized in the health care
literature, offering guidance for future studies and helping to
assess the sufficiency of current evidence to inform subsequent
systematic reviews [18]. The study objectives are as follows:

Map and describethe key characteristics of studiesapplying
netnography in health care contexts, including popul ations,
settings, and study aims.

Critically examine how netnography is defined and
conceptualized, noting variations in terminology and
theoretical framing across studies.

Evaluate the methodological operationalization of
netnographic  approaches, identifying  patterns,
inconsistencies, and adaptations in study design and
execution.

Investigate the ethical considerationsreported in the conduct
of netnographic research, with particular attention to
consent, privacy, and researcher positionality.

Assess the justifications provided for using netnography
and the extent to which it is positioned as an appropriate
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or necessary approach for addressing health care research
guestions.

« ldentify conceptual, ethical, and methodological gaps to
inform future applications of netnography in health and
care research.

Methods

Protocol and Registration

This scoping review was conducted in accordance with a
registered protocol on the Open Science Framework (OSF)
registries [19]. It followed the Joanna Briggs Institute
methodol ogy, awidely recognized and rigorous framework for
conducting scoping reviews [20]. Reporting of this review is
guided by the PRISMA-ScR (Preferred Reporting Items for
Systematic Reviews and Meta-Analyses extension for Scoping
Reviews) guidelines. A completed PRISMA-SCR checklist,
indicating the page numbers where each reporting item is
addressed, is provided in Multimedia Appendix 1.

Sadat et &

Eligibility Criteria

To be digible for inclusion, studies were required to have
employed netnographic methods exploring the perspectives,
experiences, or behaviors of individuals within any health care
population (eg, patients, practitioners) in any health care setting
or service. The scope of eligible studies was further refined
using the National Institute for Health and Care Excellence
(NICE) topic classifications (Multimedia Appendix 2) to ensure
alignment with practical health care domains and support
relevance for clinical policy trandation. While this approach
enhances applicability, it may limit the inclusion of studies
focused on broader social or behavioral health topics. NICE
provides a well-established framework covering core clinical
and public health domains. Although this UK-specific focus
may limit direct generalizability to other health systems, it offers
a structured lens for examining how netnography is applied
across key health care areas.

Eligible studieswere empirical, employed netnographic methods
as explicitly identified by the original authors, examined
perceptions or experiences related to health care, and were
published in English (see Figure 1).

Figure 1. Diagram of eligibility criteria with reference to the perspectives and experiences of health care being examined through a netnographic

approach.
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Synonyms such as “online ethnography” were deliberately
excluded to focus specifically on netnography, a distinct
methodological approach designed for studying online

https://www.jmir.org/2025/1/€78025
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communities with greater rigor compared with broader
ethnographic methods.

Table 1 provides a summary of the inclusion and exclusion
criteria.
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Table 1. Inclusion and exclusion criteria applied at both the title and abstract and full-text screening stages.

Summary Inclusion criteria Exclusion criteria

Population  Studies undertaken by those working within or researching health  Studies led by researchers from non-health care disciplines (eg,
care; focusing on using netnography to explore the experiencesor  anthropology, sociology, education) with aims unrelated to under-
perspectives of any health care professional, health care adminis-  standing health care experiences. For example, netnographies on
trator (involved in service design, commission, delivery, or audit), health care teaching methods or health product marketing were
patient or recipient of health care products or services, or members  excluded.
of the publicirrespective of age, sex, gender, ethnicity, and sociode-
mographic background

Concept Qualitative, quantitative, or mixed-method studies that explicitly — Literature reviews, conceptual and theoretical articles
adopted a netnographic approach as defined by the authors and
stated in the title, abstract, or methods section.

Context Research conducted in any health care setting or covering any Research not aligned with health care topics as defined by NICE
digital health topics within the narrowed scope of NICE? classifi-  classifications; studies based in public health or behavior change
cations.

Limits English language Non-English language

3NICE: National Institute for Health and Care Excellence.

Information Sour ces

Databases searched were Ovid (APA PsycArticles, Embase,
MEDLINE, Health Management Information Consortium
[HMIC], Ovid Journals), Web of Science (Core Collection,
ProQuest Dissertations & Theses, KCI, CSCD, SciELO),
ProQuest (PTSDpubs, Social Sciences Collection), EBSCO
(CINAHL, Child Development & Adolescent Studies),
ScienceDirect, Scopus, PubMed, JSTOR, and the VHL Regiona
Portal. All databases were searched in January 2024, with no
restrictions on publication year (see Textbox 1). Search results
were exported to EndNote (version X21; Clarivate Analytics),

https://www.jmir.org/2025/1/€78025

RenderX

and duplicateswere removed by aninformation speciaist (ED).
To complement database searches, gray literature wasidentified
from relevant websites, including The King's Fund Digital
Archive, Social Care Online, Nuffield Trust, Africa Research
Database, 3ie Development Evidence Portal, CORE, NDLTD
Global ETD Search, and Google Scholar. Google Scholar
searches were conducted in incognito mode to minimize the
influence of personalized search histories. Following guidance
from Haddaway et al [21], the first 200 Google Scholar results
were screened for suitability. Referencelists of key reviewsand
included studies were also screened to identify additional
relevant literature.
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Textbox 1. Full list of searched databases.
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1. Ovid
« APA PsycArticles
o Embase
« MEDLINE
o  Health Management Information Consortium (HMIC)
o OvidJournals

2. Web of Science
«  Web of Science Core Collection
o ProQuest Dissertations & Theses
« KCI Korean Journal Database
o Chinese Science Citation Database
«  SciELO Citation Index

3. ProQuest
«  Coronavirus Database
« PTSDpubs
«  Publicly available content
«  Social Sciences Premium Collection
«  Socid Science Database
« Sociology Collection

4. EBSCO
«  Child Development & Adolescent Studies
« CINAHL
«  Bibliography of Asian Studies

5. ScienceDirect

6. Scopus

7. JSTOR

8. VHL Regional Portal

Search Strategy Selection of Evidence for Inclusion

An initid search of CINAHL, MEDLINE, Embase, To ensure consistency in decision-making among reviewers,

PsycArticles, PubMed, Scopus, and ProQuest Sociology was
conducted to hel p refine acomprehensive search strategy. Titles,
abstracts, and index terms were analyzed to optimize
terminology, which was then applied across al selected
databases. Broad terms such as* netnography,” “netnographic,”
and “netnograph” were used to ensure inclusivity, without
field-specific keywords, enabling the examination of
netnography across diverse health care contexts. Thisapproach
was informed by the novelty of the methodology and
inconsistent indexing [15]. Synonyms such as “online
ethnography” were excluded dueto limited indexing. The search
strategy was peer reviewed by an information specialist using
the PRESS (Peer Review of Electronic Search Strategies)
guideline [22]. Further details are provided in Multimedia
Appendix 3.

https://www.jmir.org/2025/1/€78025

multiple consensus-checking points were implemented. First,
5 studies were screened to assess alignment in the application
of digibility criteria, informing the development of an
“elaboration document” with examples (Multimedia Appendix
4). Each reviewer then independently screened 25 titles and
abstracts[23]. Discrepancieswere resolved through discussion,
and the criteriawere further refined. Citations were collated in
EndNote, duplicateswere removed, and the remaining citations
were imported into Covidence (Veritas Health Innovation) for
screening [23].

All full-text articles were independently and blindly screened
by AS, ED, MW, SM, GE, EG, and IF. Any discrepancies (eg,
when 1 reviewer included an article and another excluded it)
were resolved by a third reviewer from among the authors to
ensure consistent application of the inclusion criteria. In the
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next stage, full-text articles of potentialy relevant studies were
assessed during a pilot phase. Once agreement exceeded 75%,
blinded full-text screening commenced, with 2 or more
reviewers independently assessing each article. Reasons for
exclusion were recorded.

Data Charting Process

A data charting form was developed in Covidence to extract
key study variables, including definitions of netnography,
rationale, aims, hedlth topics, data sources, participant
demographics, methods, and ethical considerations. Thisform
was initialy piloted and then refined through consensus
meetings before full data extraction was undertaken (see
Multimedia Appendix 5).

Sadat et &

Data ltems

Datawere extracted on study and methodological characteristics
and charted in Excel 2016 (Microsoft Corporation). Extracted
itemsincluded study aims, netnography definitions, researcher
positionality, methods, and ethical considerations. When
positionality was not stated, it was recorded as “unclear.” Full
datafor all 82 articles are provided in Multimedia Appendix 6.

Synthesis of Results

Asoutlined in our apriori plan, coding was guided by the data
extraction form, with categories developed collaboratively by
the review team. Data were initially synthesized using a
descriptive approach, combining frequency counts with basic
coding techniques to organize key patterns and identify gaps
(Figure 2).

Figure 2. Utilization of netnography in health care research: scoping review data items extracted.

Characteristics
of publications
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Aninductive, iterative thematic analysis approach was applied,
following the methodology of Braun and Clarke [24]. Initial
codes were devel oped in Excel and then refined collaboratively
through discussion and comparison across reviewers.
Discrepancies in coding were resolved through consensus
meetings. Themes and subthemes were reviewed and finalized
using Covidence to ensure transparency and traceability.

Results

Selection of Sources of Evidence

A total of 4605 records were identified through database
searches. After the removal of 1 duplicate, 4604 records were

https://www.jmir.org/2025/1/€78025
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RenderX

screened by title and abstract. Of these, 4336 were excluded for
not meeting the inclusion criteria. The remaining 268 articles
were retrieved in full for eligibility assessment. After full-text
screening, 186 studies were excluded, primarily for not being
in health research areas (n=10), not using netnography (n=1),
or not addressing a health condition (n=2). No studies were
excluded due to retrieval issues. In total, 82 studies met the
inclusion criteria and were included in the final review. This
processis summarized in the PRISMA flowchart (Figure 3).
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Figure 3. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) flowchart. * Consider, if feasible to do so, reporting the
number of records identified from each database or register searched (rather than the total number across all databases/registers). ** If automation tools
were used, indicate how many records were excluded by a human and how many were excluded by automation tools.

Identification of studies via databases and registers

Data synthesis identified 5 primary themes: Socia Media in
Heath Communication, Chronic Iliness and Online
Communities, Patient Empowerment, Health Care Experiences,
and Family Networksin Digital Health.

Char acteristics of Sources of Evidence

Among the 82 included netnographic health care studies, the
use of the methodology has steadily increased since 2011, with
the mgjority published between 2019 and 2023 and peaking in

https://www.jmir.org/2025/1/€78025
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2021 (n=16; see Figure4). Earlier years showed limited uptake.
The sample comprised 68 journal articles, 8 dissertations
[25-32], 3 conference papers [33-35], 2 book chapters [36,37],
and 1 conference poster [38]. The increase since 2019 likely
reflects growing recognition of online communities in health
care research. It may also be related to accelerated digital
engagement during the COVID-19 pandemic, highlighting
netnography’s relevance for understanding patient behaviorsin
evolving digital contexts.
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Figure 4. Number of articles adopting netnography in health care research.
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Of the 82 studies, 36 specified ageographic focus, while 46 did
not. The most common location wasthe United Kingdom (n=10)
[25,39-47], followed by the United States (n=7)
[26,36,40,45,48-50]. Other countries were France (n=4)
[5,41,46,51], Canada (n=3) [40,45,52], Brazil (n=3) [50,53,54],
Turkey (n=3) [37,55,56], Germany (n=1) [41], Australia (n=3)
[40,46,57], Italy (n=3) [41,46,58], Sweden (n=2) [59,60],
Romania (n=1) [61], Spain (n=2) [41,46], Finland (n=1) [62],
India (n=1) [63], Malaysia (n=1) [33], Poland (n=1) [64],
Russia/lUkraine/Czech Republic (joint study) [65], Slovenia
(n=1) [66], and New Zealand (n=1) [44]. These findings reflect
the methodol ogical adaptability of netnography across diverse
settings.

Results of Individual Sour ces of Evidence

Definitions and Conceptualizations of Netnography in
Health Care Research

All 82 studies explicitly referenced netnography. One study
mentioned it solely in the title [61]. Seven studies referenced
netnography only within their abstract [34,37,40,47,67-69], and
15 studies mentioned it exclusively in the methods section
[27,28,38,39,49,57,59,70-77]. Another study referenced
netnography in both the title and abstract [ 78], while 20 studies
referenced it in all 3 sections: title, abstract, and methods
[5,29,33,42,44-46,50,54-56,63,78-84]. The placement of
“netnography” varied across studies, suggesting differencesin
how central the method was to each study.

Fifty-nine studies provided a definition of netnography, while
23 did not. Among those offering definitions, 64 out of 82 (78%)
cited Kozinets foundational work  [9,25-37,39,
40,42-45,47-57,59-63,65-68,70,71,74,75,77,78,80,81,84-97],
while others referenced Salzmann-Erikson and Eriksson
[58,73,98-100] or additional authors such as Hine [92,101],
Hookway [43,102], Bowler [50,103], and Krippendorff [96,104].
Most definitions described netnography as an ethnography-based

https://www.jmir.org/2025/1/€78025

RenderX
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Year

qualitative method for exploring cultures, behaviors, and
interactions in online environments. Although terminology
varied, definitions generally emphasized its flexibility,
context-sensitivity, and adaptation to the digital age.

Focus of Topics Areas

A key focus of theincluded studieswastherole of social media
in health communication. Twenty-five studies explored how
users seek, share, and co-create health information online,
thereby shaping collective hedlth knowledge
[5,9,25,26,28,30,33,35,44,61,62,64,72,73,75-77,88-90,95-97,105].

Thirty-three studies examined online communities supporting
individua swith chronic conditions, highlighting theimportance
of digital platformsin developing peer connections, providing
emotional support, and fostering community resilience
[27,29,31,37-41,43,45,46,48,50,53-55,59,
67,69,70,74,78,79,81-83,87,91,92,98-100,106].

Six studies addressed patient empowerment and
self-management, showing how individual s use online resources
to guide health decisions and engagein care[36,47,57,68,80,93].
Ten studies explored health care experiences and how online
interactions shape patient perceptions of care and systems
[34,49,51,63,65,66,71,84-86]. These patterns suggest that
netnography in health care primarily focuses on information
sharing, peer support, and patient engagement in online spaces.

Five studies focused on family and close networks, examining
how digital health advice and decisions are influenced within
trusted social circles[50,56,58,60,94]. Most studiesfocused on
patients (n=66) [5,6,9,26-29,31,32,34-36,
39-43,46-55,57,59,61,63-69,72-75,78-83,85-89,91-100,105,106],
with others including carers (n=11)
[5,38,42,46,54,60,63,75,77,80,94], parents (n=7)
[50,56,58,63,77,92,94], the general public (n=11)
[9,32,38,62,75-77,83,84,91,97], and practitioners (n=8)
[25,42,44,47,57,71,77,84].
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Several studies examined mixed groups (eg, patient-public,
patient-practitioner). Forty-two studies did not clearly specify
their population. Among defined groups, physical disabilities
(n=13) [5,36,41,49,55,57-59,70,80,92,105,106], vulnerable
populations (n=8) [9,32,61,62,64,75,96,99], children and young
people (n=6) [56,57,92,98-100], and learning disabilities (n=5)
[58,64,79,83,105] were commonly addressed. Other populations
included carers, older adults, ethnic minorities, leshian, gay,
bisexual, transgender, and queer/questioning (LGBTQ+)
individuals, and those at the end of life. The distribution of
populations indicates that netnography predominantly focuses
on patientswhile also encompassing diverse groups, highlighting
its flexibility in exploring health experiences across different
social and clinical contexts.

Justification of Netnhographic Approach

Of the 82 included studies, 23 did not provide a rationale for
using netnography. Among those that did, common justifications
included the ability to explore sensitive or stigmatized topics
(n=10), such as mental hedlth, infertility, and trauma
[39,45,48,61,65,75,87,89,98,99], and improved access to
geographically dispersed or marginalized populations (n=9)
[25,45,61,73,84,86,89,95,105]. Netnography was valued for its
unobtrusiveness and reduced interaction bias (n=7), offering

naturalistic, unfiltered insights into online behavior
[28,35,59,86-88,96]. Some studies aso cited its
cost-effectiveness and efficiency (n=9)

[28,35,51,56,59,71,86,88,96], while others praised its ability to
generate rich, contextua data (n=6) [26,39,55,61,99,100] and
its flexibility in exploring diverse or niche communities (n=9)
[27,28,40,42,49,53,66,72,91]. Half of the studies (n=41)
examined patient or caregiver experiences, often related to
specific health conditions, treatments, or interactionswith health
care systems [5,9,26,27,29,31,32,39,40,43,45,
48-51,53-59,62,65,72,73,75,79,83,87,89,91,94-97,99,100,105,106].
These findings suggest that netnography is chosen for itsunique
ability to explore sensitive topics and reach hard-to-access
populations, highlighting its value in capturing nuanced patient
and caregiver experiences.

Data Sites Used

Among the 82 studies, researcher positionality varied: 19
adopted an active approach [29-33,42,47,
52,57,60,65,72,75,80,85,88-90,106], 37 a passive approach
[9,26,28,34,36-41,45,48,50,51,56,58,59,61-64,69,70,
73,76-78,81,87,92,93,96,97,99,100,105], and the remaining 26
did not report positionality. Online forums were the most
analyzed platfform (n=33) [5,26,28,36,38,39,41,46-49,
51,52,55,58,60-62,67,69,72,73,79,81,88,90,92,95,96,98-100,105],
followed by Facebook (n=17) [33,37,45,46,50,53,54,56,59,
64,69,77,78,82,88,89,106], Twitter/X (n=14)
[30,31,38,41,46,48,54,69,77,78,80,88,89,94], YouTube (n=8)
[9,50,54,73,75,76,87,91], and Instagram (n=4) [31,59,75,78].
Health-specific forums (eg, PatientsLikeMe) and blogs were
rarely used, and 11 studies did not specify the platform. Most
studies (n=40) focused on a single platform
[9,25-28,30,33,37,42,44,50-53,56-58,
60-65,68,71,72,80-82,84,85,87,91,95-97,99,106], while a
smaler number analyzed 2-5 platforms (n=17)
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[5,31,36,45,47,54,66,70,75-77,86,88,89,92,98,100], 6-10
platforms (n=9) [32,34,43,48,55,67,74,78,90], or more than 10
platforms (n=5) [40,49,69,93,105]. Platform numberswere not
reported in 11 studies [29,35,38,39,41,46,59,73,79,83,94],
indicating some inconsistency in methodological detail.

Content analyzed was mostly text-based (eg, posts, threads),
with multimedia (eg, videos/images) included in a smaller
subset. Most studies focused on a single content type (n=46)
[5,9,25-27,29,30,32,36,39,40,45,50-52,55,56,60,61,
63-67,69-72,76,81,83-86,88,91-96,98-100,105], while 12
analyzed 2 content types[37,42,43,48,50,57,68,74,80,82,87,97],
and 10 included 3 or more [44,47,49,53,54,58,59,62,73,75].
The remaining 14 studies did not specify content type.

Source volume ranged widely, with 30 studies analyzing over
1000 sources [26,30,31,40-43,45,46,49,52-55,57,
59,61,62,64,71,75,76,80,82,86-88,94-96]. A further 16 analyzed
101-500 sources [32,39,44,54,66,69,
70,72,74,78,84,85,92,94,99,100], 11 analyzed 501-1000 sources
[26,37,48,51,56,58,61,67,90,97,105], and 10 reviewed under
100 sources [5,9,25,27,50,63,73,81,91,98]. However, the
remaining 15 studies did not report source volume.

Thematic analysis was the most common analytic approach
(n=43) [9,25,27,30,32,33,37,39-41,43-46,48-51,53,56,
58,60,64,67,69-72,74,76,78,81,82,84,86-88,92,94,97-100],
followed by content analysis (n=13)
[5,29,34,47,57,61,62,66,84,85,88,96]. Five studies used mixed
methods [41,48-50,97], and 6 did not specify their analytic
method [35,38,79,83,89,106]. The remaining 15 studies used
various data analysis methods, including narrative analysis [80],
grounded theory (n=4) [28,42,63,93], discourse analysis (n=2)
[52,65], and the interpretive phenomenological approach [91].
These findings suggest that netnography in health care
predominantly relies on text-based data and thematic analysis,
reflecting its flexibility in handling different content types and
volumes.

Approachesto Ethical Conduct in Nethography

Of the 82 studies, 51 reported that they sought ethical approval
[5,25-28,30,31,37,39,40,42-46,48-54,56,58-61,65,67,
69,72-76,80-84,89,92-96,98-100,106], and approval was
obtained in 33 of these [25,27,30,31,37,39,42,43,45,48-50,
52,56,58-61,72,74-76,80,81,89,92,94,96,98-100,106].  The
remaining 31 studies did not report on ethical approva or
provide related considerations, though 1 cited guidance
suggesting that open forums may be used without consent [62].
Justifications for this included the use of publicly accessible
data, ingtitutional exemptions, or data unrelated to human
participants (n=15) [5,26,28,40,
44,46,51,53,54,65,67,69,73,82,95]. Three studies provided no
rationale [83,84,93].

Ethical practices were described in 48 studies, including
anonymization of data[26,28,33,43,55,58,80,81,98], the use of
pseudonyms, removal of identifying information, and efforts
to minimize traceability. Some studies obtained proxy consent
from organizations or informed users through digital channels.
Four studies classified the content as publicly accessible,
open-access online data (n=5) [48,51,54,76,93]. Researchers
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frequently referenced established ethical frameworks, including
Kozinets [65,84], the Italian Psychological Association
guidelines[58], and the Declaration of Helsinki [79]. One study
justified the absence of formal ethical review by noting that, in
the country of origin (Russia), no research ethics committee
exists for thisfield [65].

Out of the 82 studies, informed consent was reported in 22
[25,29,31,37,42,52,56,57,59-61,64,72,74,82,83,87,89,92,96,99,106].
Of these, consent was obtained from content creators (n=12)
[25,29,31,52,59-61,72,74,75,87,89],  gatekeepers  (n=6)
[56,64,82,92,96,99], both content creators and gatekeepers (n=2)
[57,106], interviewees (n=1) [83], or system administrators
(n=1) [37].

Seventeen studies explicitly stated that informed consent was
not obtained [26,28,30,33,45,46,50,51,65,67,75,76,
81,88,90,98,100], while 43 studies did not clarify whether
consent was sought. Among the 60 studies that did not report
obtaining informed consent, 31 nonetheless described ethical
considerations and practices [5,26-28,
30,33,39-41,43,45,48,50,54,55,58,62,65,70,76,77,79-81,
84,88,93,95,98,100,105]. Ethical practices varied, but most
studies took steps to protect privacy and ensure responsible
conduct in online research, highlighting theimportance of ethical
vigilance in netnographic health care studies.
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Synthesis of Results

Netnography isincreasingly used in health and care research to
explore lived experiences, communication, and community
dynamics within virtual communities. Typicaly applied as a
qualitative, ethnographic method adapted for online contexts,
it offers unobtrusive and cost-effective accessto rich, contextual
data. While ethical reporting and methodological transparency,
particularly regarding consent and researcher roles, varied across
studies, netnography was consistently valued for its flexibility
and relevance to digital engagement. Researchers employed
netnography to study naturally occurring, user-generated content
on platforms such as forums, Facebook, and Twitter/X,
especidly in relation to sensitive health topics and hard-to-reach
groups. Five key themes emerged: Socia Media in Health
Communication, Chronic Illness and Online Communities,
Patient Empowerment, Health Care Experiences, and Family
Networksin Digital Health.

These themes underscore netnography’s strength in capturing
the everyday realities of digital health interactions.

We developed a typology to clarify conceptual variation in
netnographic approaches. Table 2 summarizes the studies by
type (pure vs hybrid) and level of researcher engagement
(passive vs participatory), illustrating variation in
methodological fidelity to Kozinets' framework.

Table 2. Typology of netnographic engagement approaches in health care research.

Methodological fidelity
without interaction)

Passive researcher engagement (eg, observing forums

Active researcher engagement (eg, posting, seeking consent,
interacting)

Pure netnography (closely
aigned with Kozinets
framework [2])

like detail
Strong reflexivity and immersion
o  Clear ethical consideration

Hybrid netnography (com-
bined with other methods)  «

Limited reflexivity or context

o  Lessimmersion, but still observing real-world digital

data

Observing closed or open communitieswith fieldnote-  «

Using forum content alongside surveys or interviews

Full participation in online communities
»  Disclosure of researcher identity
«  Ethical copresence and prolonged engagement

Using netnographic data as asupplement to ethnogra-
phy or content analysis

Researcher might engagein interviews or focus groups
following online observation

Discussion

Summary of Evidence

Netnographic research in health care saw anotablerise, pesking
in 2021 with 16 studies, likely driven by increased
methodological awareness and the shift to digital engagement
during COVID-19. Its ability to access natural, user-generated
content makes it well-suited to capturing patient experiences,
aligning with current health care research and policy priorities
[107]. However, the review highlightsinconsistent justification
for using netnography. While some studies emphasized its
relevance for sensitive or marginalized populations, others
lacked a clear rationale, sometimes prioritizing accessibility
over methodological fit. This raises concerns about its use for
convenience, potentially compromising research rigor.

Ethical reporting was similarly inconsistent. While many studies
addressed anonymity, core ethical principles such as autonomy
and justice were often overlooked. Over half of the studies did
not report informed consent, and ethical approval processes
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were described inconsistently. These gaps highlight ongoing
challenges in digital research ethics, which could undermine
participant protection and public trust. The persistence of ethical
gapsin netnographi ¢ studiesmay stem from the tension between
unobtrusive online observation, which allows access to
authentic, naturally occurring discussions, and traditional
research expectations of informed consent and participant
protection [108]. Researchers often grapple with whether and
when online data are truly “public” or if vulnerable online
posters require enhanced protection, particularly given that
community norms and platform privacy settings vary widely.

All 82 studies referenced netnography, though often in a
technical rather than a theoretical context. This variation in
reporting limits clarity and comparability across studies. These
findings highlight netnography’s potential for exploring
hard-to-reach populations while emphasizing the need for a
more deliberate methodological and ethical approach.
Researchers should ensure that netnography is purposefully
chosen, particularly for sensitive topics, and consider how public
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awareness of data use might influence future online sharing.
Finally, inconsistent reporting of data types, researcher roles,
and analytic methods was arecurring issue across the included
studies. This lack of transparency compromises the
reproducibility of netnographic research and raises concerns
about the trustworthiness of findings, which is particularly
important in digital health contextswhere methodological clarity
underpins credibility. Ambiguity in researcher positionality, for
instance, limitsreaders’ ability to assess how engagement shaped
data interpretation, while vague analytic descriptions impede
the evaluation or replication of results. Asdigital health research
increasingly incorporates netnographi c approaches, clearer and
more consistent methodological reporting is essential for
building a robust and reliable evidence base. Establishing
standardized reporting guidelines for netnographic research in
health care would enhance methodological rigor and promote
best practices in thisincreasingly influential approach.

Researcher positionality and the degree of engagement in
netnography significantly influence data validity and ethical
considerations. Active participation can facilitate richer
contextual insights and foster trust within online communities,
but it may also introduce interaction biases. However, passive
observation preserves the authenticity of naturally occurring
data while raising ethical questions around consent and
participant awareness. Understanding these dynamics is
fundamental for evaluating netnographic fidelity and ensuring
responsible research conduct.

Beyond describing researchers’ active or passive roles within
online communities, positionality in qualitative research refers
broadly to how researchers’ identities, experiences, beliefs, and
disciplinary backgrounds influence multiple stages of the
research process, including study design, data collection,
interpretation, and the presentation of findings [8]. In
netnography, particularly within sensitive health care contexts,
positionality critically shapes how researchers engage with
participants, obtain consent, interpret data, and make ethical
decisions regarding representation and confidentiality.

Reflexivity, the ongoing practice of critically reflecting on one’s
positionality and itsinfluence, enhancestransparency and rigor
by making these influences explicit. Reflexivity strengthens
ethical decision-making and deepens interpretation by helping
researchers acknowledge potential biases and power dynamics
inherent in the research relationship [109]. Recognizing
positionality istherefore essential for transparent reporting and
for navigating ethical responsibilities, ensuring a nuanced
interpretation of sensitive online interactions.

To ensure methodological rigor and trustworthiness, we
incorporated reflexivity throughout this review. Our review
team recognizes our positionalities as researchers experienced
indigital health, and we approached the ethical assessment with
a conscious awareness of our potential biases. We critically
reflected on challenges such as the limitations of consent
mechanismsin online settings and the implications of ambiguous
researcher roles. Regular team discussions enabled us to
challenge and reflect on assumptions, helping to minimize bias
in interpretation.

https://www.jmir.org/2025/1/€78025
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Our team combines diverse clinical, academic, and research
expertise relevant to netnographic health care research. AS is
an experienced nurse, lecturer, and doctoral student focusing
on digital technologies. GE is a consultant paramedic who
recently completed a DPhil (Oxon), applying netnography in
her studies. SM is an advanced nurse practitioner and DProf
student who also used netnography in her doctoral research.
MW is a senior lecturer and nurse academic specializing in
digital health. FP and ED are active researchers and evidence
synthesis methodologists, while EG and IF specialize in
evidence synthesis. These varied backgrounds enhanced our
attentivenessto methodol ogical rigor and ethical considerations
in digital qualitative research. Throughout the review, our
ongoing reflexive practice strengthened transparency and
trustworthiness in the synthesis. When study aims were
ambiguous or reporting on ethics was limited, our team’s
interpretation and synthesis decisions were guided by our
collective disciplinary and clinical perspectives.

While netnography offers distinct advantages in terms of
accessibility, scalability, and cost-effectiveness, it also presents
epistemological limitations. These include the risk of passive
observation bias, where a lack of researcher engagement can
lead to superficial interpretations; the decontextualization of
online interactions, which may strip data of meaning; and
challenges in verifying user identities, which can affect the
reliability and validity of findings. These challenges highlight
the need for reflexive, theory-informed approachesto strengthen
the interpretive depth of netnographic research in health care.
Variation in recruitment methods, consent practices, and analytic
rigor across netnographic studies complicates the direct
comparison and synthesis of findings. These inconsistencies
may compromise the trustworthiness and reproducibility of
netnographic research in health care, underscoring the need for
clearer reporting standards and methodol ogical transparency to
strengthen the evidence base.

The findings reflect emerging practices in digital health
communication and engage with ongoing debates around digital
epistemol ogy and participatory culture, asdiscussed by scholars
such as Pink et a [6]. Health communication within online
health care communities is shaped by the co-construction of
knowledge among patients and professionals, aligning with
congtructivist paradigms [14] that emphasize the socialy
constructed nature of meaning on digital platforms. This
theoretical perspective highlights how netnographic methods
can reveal the dynamic interactions and participatory processes
underlying digital health experiences, offering insights that go
beyond descriptive accounts and contribute meaningfully to
digital health research.

Our review extends previous syntheses of netnographic research,
including Salzmann-Erikson and Eriksson’s [10] mapping
review in nursing, which highlighted rising publication trends
and recurring ethical challenges such as covert data collection
and limited consent procedures. While their review focused
specifically on nursing, our scoping review spans the broader
health care landscape, incorporating diverse disciplines and
conditions beyond nursing contexts.
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Our review builds on previous findings by offering a
cross-disciplinary synthesis that reveals inconsistent ethical
reporting, variability in epistemological positioning, and limited
reflexivity across health domains. Compared with discursive
reflections such as Smith et a [110], which emphasize
netnography’s adaptability in nursing, and systematic reviews
in tourism [111], our review identifies unique methodological
and ethical issues in health research, where sensitivity to
vulnerable populations and clinical implications is critical. In
addition, Delli Paoli and D’ Auria's [112] scoping review of
digital ethnography highlights the diversity and fragmentation
of netnographic approaches, including differences in data
collection, ethical engagement, and contextualization. Our
findings reinforce their call for methodological grounding and

Table 3. Gap analyses.
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ethical nuance, particularly concerning covert research in
sensitive health contexts.

By synthesizing applications across the health care spectrum,
our review informs the devel opment of field-specific standards
for ethical and rigorous netnographic practice.

In reviewing the included studies, severa recurring gaps
emerged across topical focus, methodological approaches,
ethical practices, and population coverage. These limitations
may restrict the scope, credibility, and inclusivity of current
netnographic health care research. Table 3 summarizes these
gaps and outlines their implications for future research,
highlighting opportunities to strengthen the ethical,
methodological, and thematic breadth of digital health
scholarship using netnography.

Gap dimension Specific gap identified

Implication for future research

Topics Limited focus on underexplored areas such as mental health
stigma, vaccine hesitancy, genetic testing, end-of-life care,
and rare diseases.

Methods Sparse use of multimedia data (eg, images, video) and
mixed-methods approaches.

Ethics Inconsistent reporting on consent and alack of clear ethical
protocols.

Population Underrepresentation of older adults, LGBTQ+2 groups,

ethnic minorities, and people at the end of life.

Broaden topic coverage to include sensitive, complex, and
socially nuanced health issues.

Support diverse data types and analytic frameworks for
richer findings.

Develop and adopt standardized ethical guidelines for
netnography.

Prioritizeinclusivity and diversity to improve health equity
in digital health research.

3_GBTQ+: leshian, gay, bisexual, transgender, and queer/questioning.

Thereview hasidentified ethical gapsin netnographic research,
partly arising from institutional tensions. Traditiona ethics
principles—autonomy, beneficence, and justice [113]—were
designed for face-to-face research and do not fully align with
unobtrusive online observation. This creates uncertainty for
researchersand ethics committees regarding how to apply these
principles in digital contexts [114]. Many institutional review
boards (IRBs) may underestimate the ethical significance of
online interactions, often overlooking vulnerable participants.
The rapidly evolving nature of digital platforms further
complicates ethical governance. Moreover, labeling online
content as “public’ may conflict with users privacy
expectations, underscoring the need for flexible, context-aware
ethics frameworks. Bridging these gaps requires ongoing
collaboration among researchers, ethics boards, and online
communities to develop adaptive standards that both protect
participants and support rigorous netnographic research.

Ethical inconsistencies were frequently reported across
netnographic health studies, particularly concerning weak or
absent consent procedures. Such gaps can undermine partici pant
trust, especially in online settings where users may not expect
to be studied, and they pose increased risks for marginalized or
vulnerable groups susceptible to data misuse or exploitation.
The absence of robust, context-sensitive consent models
challenges the ethical integrity, credibility, and inclusiveness
of netnographic health research. Informed consent is generally
required when researchers directly engage with participants or
use datafrom closed or private communities[115]. Neverthel ess,
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ethicd riskspersist even in publicly accessibleforums. Beninger
et a [116] found that users often perceive their socia media
content as private, regardless of platform visibility. Researchers
should, therefore, carefully consider contributor vulnerability,
reidentification risks, and community norms before assuming
that consent is unnecessary.

Given the fluid and anonymous nature of digital environments,
fixed consent models are often insufficient. Flexible
approaches—such as ongoing or dynamic consent that allow
participants to update or withdraw permissions over time—are
recommended to uphold participant autonomy throughout the
research life cycle. Moreover, greater transparency regarding
researcher involvement and clearer guidance from ethics
committees or IRBs are essential, particularly concerning
distinctions between public and private online data.

Future Guidance

Thisreview identifies significant variability in ethical reporting,
including inconsistent consent practices, limited researcher
reflexivity, and insufficient justification for data source choices.
Theseissuesrisk participant harm, underminetrust, and reduce
the credibility of digital health research, particularly for
vulnerable populations. Ethical engagement in sensitive health
communities should idedly involve transparent researcher
presence (eg, disclosing one's role in the group or profile),
seeking gatekeeper or moderator approval, and anonymizing
both data and platform names whenever possible. Lurking (ie,
only observing) should bejustified on acase-by-case basis, with
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careful attention to the potential for covert observation to harm
trust or cause distress if later revealed. To address these
challenges, we suggest conducting afollow-up study to develop
practical tools and standards for ethical netnographic research
in health care. This could include a decision matrix to guide
ethical decision-making around data visibility, researcher
interaction, and contextual risk, alongside standardized reporting
frameworksto enhance transparency and methodol ogical rigor.
Such tools would support researchers, journals, and IRBs in
promoting ethical and trustworthy netnographic research in
digital health. Future netnographic research should combine
ethical vigilance with methodological rigor. Researchers should
clearly justify their data sources, analytic approaches, population
inclusion, and ethical decisions. Practical tools, such as
checklists or decision matrices, could guide choices regarding
consent, researcher visbility, and data anonymization.
Standardized reporting frameworks should document study
design, sampling, analytic methods, and ethical stepsto enhance
transparency, reproducibility, and credibility. These measures
will support ethical, inclusive, and methodologically robust
netnographic research that meaningfully advances digital health
scholarship.

Limitations

This review has severa limitations. It included only studies
published in English with full-text availability, potentially
excluding relevant research in other languages or without
accessible full texts. Ethical approval, informed consent, and
privacy practices were assessed based on self-reported data,
which may not fully reflect actual practices. We also did not
assess the professional backgrounds of study authors, such as
affiliations with regulatory bodies, such as the Nursing and
Midwifery Council or the Health and Care Professions Council,
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which could influence ethical conduct and reporting. Another
limitation of thisreview isthat it included only studies explicitly
using the “netnography” label. This likely excludes research
employing similar online ethnographic approaches under
different terms, such as “digital ethnography” or “virtual
ethnography,” which may affect the comprehensiveness of our
findings. Our focus on netnography reflects its distinct
methodological rigor, but future reviews could broaden search
termsto capturerelated approaches and provide amore compl ete
synthesis of digital qualitative work in health care. Future
reviews could address this by expanding search strategies to
includefunctional synonyms. Finally, inconsistenciesin ethical
and methodological reporting limit the ability to assess study
rigor and introduce potential bias, underscoring the need for
more transparent and standardized reporting in future
netnographic health care research.

Conclusions

This scoping review highlights the growing use of netnography
in health care research, particularly for exploring patient
experiences, digital health behaviors, and engagement within
online communities. The method offers distinct advantages in
accessing hard-to-reach populations and investigating sensitive
health topics. However, the review identified inconsistent
reporting of methodological and ethical practices, including
limited justification for adopting netnography and variable
attention to ethical approval and informed consent. Such gaps
may compromise study transparency and rigor. To support the
responsible and effective use of netnography in health care,
clearer reporting standards and ethical guidance are needed.
Future research should prioritize methodological justification,
ethical reflexivity, and adherence to best practicesto ensure the
robustness and integrity of digital health research.

Acknowledgments

We thank Claire Eastaugh for conducting the PRESS (Peer Review of Electronic Search Strategies) search strategy peer review
and Matthew Breckons for his comments and suggestions on the manuscript. The involvement of EG, IF, and ED was funded by
the National Institute for Health and Care Research (NIHR; NIHRIO/project reference HSRIC-2016-10009). The views expressed
are those of the author(s) and not necessarily those of the NIHR or the Department of Health and Social Care.

Authors Contributions

This study was jointly conceptualized by AS, GE, SM, MW, and FP. The methodology was developed collaboratively by AS,
ED, MW, SM, GE, and FP. Screening of studies was conducted by AS, ED, MW, SM, GE, EG, and IF, with ED, EG, and IF also
contributing to dataextraction. Dataanalysis and project administration were carried out by ASand ED. Supervision was provided
by MW, GE, and FP. AS prepared the original draft of the review. Following review and feedback from al authors (MW, SM,
GE, FR, ED, EG, and IF), ASrevised and reedited the manuscript accordingly. FP acted as the guarantor of the review. All authors
read and approved the final version for submission.

Conflictsof Interest
None declared.

Multimedia Appendix 1

PRISMA-ScR (Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for Scoping Reviews) checklist.
[PDFE File (Adobe PDF File), 161 KB-Multimedia Appendix 1]

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 13

(page number not for citation purposes)


https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app1.pdf&filename=6ae3529b4345faf91ef578b8ab056601.pdf
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app1.pdf&filename=6ae3529b4345faf91ef578b8ab056601.pdf
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

Multimedia Appendix 2

National Institute for Health and Care Excellence (NICE) topic classifications.
[DOCX File, 1456 KB-Multimedia Appendix 2]

Multimedia Appendix 3

Search strategy and Peer Review of Electronic Search Strategies (PRESS) documentation.
[DOCX File, 35 KB-Multimedia Appendix 3]

Multimedia Appendix 4

Elaboration document.
[DOCX File, 17 KB-Multimedia Appendix 4]

Multimedia Appendix 5

Data extraction instrument.
[DOCX File, 15 KB-Multimedia Appendix 5]

Multimedia Appendix 6

Dataitems.
[XLSX File (Microsoft Excel File), 202 KB-Multimedia Appendix 6]

References

1. KozinetsR, Gretzel U. Netnography evolved: new contexts, scope, procedures and sensibilities. Annals of Tourism Research.
Jan 2024;104:103693. [FREE Full text] [doi: 10.1016/j.annals.2023.103693]

2. KozinetsR. | want to believe: a netnography of X-philes subculture of consumption. Advancesin Consumer Research.
1997;24(1):470-475. [FREE Full text]

3. Gambetti R, Kozinets R. Agentic Netnography. New Trendsin Qualitative Research. 2022;10:1-15. [doi:
10.36367/ntqr.10.2022.e519]

4. RobertsL, Smith L, Pollock C. Conducting ethical research online: respect for individuals, identities and the ownership of
words. In: Buchanan EA, editor. Virtual Research Ethics: Issues and Controversies. Hershey, PA. Information Science
Publishers; 2004:156-173.

5. Bayen S, Carpentier C, Baran J, Cottencin O, Defebvre L, Moreau C, et a. Parkinson's disease: content analysis of patient
online discussion forums. A prospective observational study using netnography. Patient Educ Couns. Aug
2021;104(8):2060-2066. [ FREE Full text] [doi: 10.1016/j.pec.2021.01.028] [Medline: 33551207]

6. Pink S, Horst H, Postill J, Hjorth L, Lewis T, Tacchi J. Digital Ethnography: Principles and Practice. Los Angeles, CA.
Sage Publications; 2016.

7.  Officefor National Statistics (ONS). Statistical bulletin: Internet users, UK. Office for National Statistics (ONS). London,
UK. Officefor National Statistics (ONS); 2021. URL: https.//www.ons.gov.uk/business ndustryandtrade/itandinternetindustry/
bulletins/internetusers/2020 [accessed 2025-10-15]

8.  Kozinets RV. Netnography: The Essential Guide to Qualitative Social Media Research. London, UK. Sage Publications;
2020.

9.  Syahputri A, Arviani H, Febrianita R, Achmad ZA. Netnography study of mental health disorder discussion in the K-Pop
music video among YouTube users. MTF. Nov 03, 2023;7(02):15-29. [doi: 10.26740/metafora.v7n02.p15-29]

10. Salzmann-Erikson M, Eriksson H. A mapping review of netnography in nursing. Qual Health Res. Jul 16,
2023;33(8-9):701-714. [FREE Full text] [doi: 10.1177/10497323231173794] [Medline: 37192601]

11. Lupton D. Digital Health: Critical and Cross-Disciplinary Perspectives. London, UK. Routledge; 2017.

12.  Foridi L. The Philosophy of Information. Oxford, UK. Oxford University Press; 2013.

13.  JenkinsH, Ito M, Boyd D. Participatory Culture in a Networked Era- A Conversation on Youth, Learning, Commerce,
and Poalitics. London, UK. Wiley; 2015.

14. Charmaz K. Constructing Grounded Theory (2nd ed). Los Angeles, CA. Sage Publications; 2014.

15. Munn Z, Peters M, Stern C, Tufanaru C, McArthur A, Aromataris E. Systematic review or scoping review? Guidance for
authors when choosing between a systematic or scoping review approach. BMC Med Res Methodol. Nov 19, 2018;18(1):143.
[FREE Full text] [doi: 10.1186/s12874-018-0611-x] [Medline: 30453902]

16. PetersM, Marnie C, Tricco A, Pollock D, Munn Z, Alexander L, et a. Updated methodological guidance for the conduct
of scoping reviews. JBI Evidence Implementation. 2021;19(1):3-10. [doi: 10.1097/xeb.0000000000000277]

https://www.jmir.org/2025/1/e78025 JMed Internet Res 2025 | vol. 27 | 78025 | p. 14
(page number not for citation purposes)

RenderX


https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app2.docx&filename=3aa9549b95797ed49d6fbb2f1d4c6484.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app2.docx&filename=3aa9549b95797ed49d6fbb2f1d4c6484.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app3.docx&filename=c4d88021a41f66724d835d98ab423c9b.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app3.docx&filename=c4d88021a41f66724d835d98ab423c9b.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app4.docx&filename=004876da6a59fb88bfd3721706e791d3.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app4.docx&filename=004876da6a59fb88bfd3721706e791d3.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app5.docx&filename=4b4c99078432dc26782a8bc812a73d96.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app5.docx&filename=4b4c99078432dc26782a8bc812a73d96.docx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app6.xlsx&filename=b33013b156c82083a59ea250ac734ce3.xlsx
https://jmir.org/api/download?alt_name=jmir_v27i1e78025_app6.xlsx&filename=b33013b156c82083a59ea250ac734ce3.xlsx
https://doi.org/10.1016/j.annals.2023.103693
http://dx.doi.org/10.1016/j.annals.2023.103693
https://www.researchgate.net/publication/285771984_I_want_to_believe_A_netnography_of_the_X-philes%27_subculture_of_consumption#fullTextFileContent
http://dx.doi.org/10.36367/ntqr.10.2022.e519
https://doi.org/10.1016/j.pec.2021.01.028
http://dx.doi.org/10.1016/j.pec.2021.01.028
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33551207&dopt=Abstract
https://www.ons.gov.uk/businessindustryandtrade/itandinternetindustry/bulletins/internetusers/2020
https://www.ons.gov.uk/businessindustryandtrade/itandinternetindustry/bulletins/internetusers/2020
http://dx.doi.org/10.26740/metafora.v7n02.p15-29
https://journals.sagepub.com/doi/10.1177/10497323231173794?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/10497323231173794
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37192601&dopt=Abstract
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-018-0611-x
http://dx.doi.org/10.1186/s12874-018-0611-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30453902&dopt=Abstract
http://dx.doi.org/10.1097/xeb.0000000000000277
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

17.

18.

19.

20.

21

22.

23.

24,
25.

26.

27.

28.

29.

30.

31.

32.

33.

35.

36.

Tricco AC, Lillie E, Zarin W, O'Brien K, Colquhoun H, Kastner M, et al. A scoping review on the conduct and reporting
of scoping reviews. BMC Med Res Methodol. Feb 09, 2016;16(1):15. [FREE Full text] [doi: 10.1186/s12874-016-0116-4]
[Medline: 26857112]

Khalil H, Peters M, Godfrey CM, Mclnerney P, Soares CB, Parker D. An evidence-based approach to scoping reviews.
Worldviews Evid Based Nurs. Apr 28, 2016;13(2):118-123. [doi: 10.1111/wvn.12144] [Medline: 26821833]

Sadat A, Dobson E, Munnelly S, Eaton G, Wynn M, Pearson F. Utilisation of netnography as a healthcare research
methodology: a scoping review protocol. Open Science Framework. Aug 8, 2024. URL : https://osf.io/bgz2f/overview
[accessed 2025-10-19]

Pollock D, DaviesEL, PetersMDJ, Tricco AC, Alexander L, Mclnerney P, et al. Undertaking a scoping review: a practical
guidefor nursing and midwifery students, clinicians, researchers, and academics. JAdv Nurs. Apr 04, 2021;77(4):2102-2113.
[FREE Full text] [doi: 10.1111/jan.14743] [Medline: 33543511]

Haddaway N, Collins A, Coughlin D, Kirk S. The role of Google Scholar in evidence reviews and its applicability to grey
literature searching. PLoS One. 2015;10(9):e0138237. [FREE Full text] [doi: 10.1371/journal.pone.0138237] [Medline:
26379270]

Sampson M, McGowan J, Cogo E, Grimshaw J, Moher D, Lefebvre C. An evidence-based practice guideline for the peer
review of electronic search strategies. J Clin Epidemiol. Sep 2009;62(9):944-952. [doi: 10.1016/j.jclinepi.2008.10.012]
[Medline: 19230612]

PetersMDJ, Godfrey C, Mclnerney P, Munn Z, Tricco AC, Khalid H. Scoping reviews. JBI Manual for Evidence Synthesis.
2020. URL : https://jbi-global -wiki.refined.site/space/ M ANUA L /355862497/10.+Scoping+reviews [accessed 2025-10-19]
Braun V, Clarke V. Thematic Analysis: A Practical Guide. London, UK. SAGE Publications; 2021:5-80.

Sinton LJ. Service Networks: A Study of Collaborative Working in Primary Healthcare. PhD thesis, University of Liverpool.
2020. URL: https://livrepository.liverpool.ac.uk/3078645/ [accessed 2025-10-19]

White N. The subjective experience of early onset Alzheimer’sdisease: using online communitiesto combat social isolation.
MSc thesis, Trinity Western University. 2016. URL: https://arcabc.calislandora/object/twu%3A 302 [accessed 2025-10-15]
HanksG. "Areyou high?': Emotional geographies of everyday lifewith diabetes. Doctoral dissertation, Queen's University.
2018. URL: https://gspace.library.queensu.calitems/e01778c4-eb44-4e50-bca2-d1065e9b9b3c [accessed 2025-10-19]
Vicdan H. Constitution of the market through social media: Dialogical co-production of medicine in avirtual health
community organization. Doctoral dissertation, University of Texas-Pan American. University of Texas Rio Grande Valley;
2010. URL: https://scholarworks.utrgv.edu/leg_etd/161/ [accessed 2025-10-16]

Submaz M. Viewing pain experiences from a social constructivist perspective: a netnographic research on patient with
Behget'sdisease. Doctoral dissertation, The Beykent University. 2021. URL : https:.//d1wqtxtsixzle7.cloudfront.net/68227283/
Bachelor_s Thesis 2021 Health_and llIness Sociology_ -libre.

PDF’)1626864400—&r&sponse~content d|spost|on—|nIme%BB+f|Iename%3DV|eN|nq Pam Experlences From A Soud C.

[acc&sed 2025-10-16]

Sperber J. Patient driven, patient centered care: examining engagement within a health community based on Twitter. PhD
thesis, The Faculty of the Heller School for Social Policy and Management Brandeis University. 2016. URL : https://www.
researchgate.net/publication/

JISEBS Riert Diven Riet Griserl Gae Earig Bropaet wibin aHedh Gommunity Bl an
[accessed 2025-10-19]

Walker HR. Paliticizing the condition of diabetes online: counter narratives and the pursuit of normalcy. PhD thesis,
University of Illinois. 2019. URL : https.//indigo.uic.edu/articles/thesis/

Paliticizing_the Condition of Diabetes Online Counter Narratives and the Pursuit of Normalcy/12481490 [accessed
2025-10-19]

Fife SW. "l used to befat": aqualitative analysis of bariatric surgery patients. MA thesis, Caudill College of Arts, Humanities,
and Social Sciences at Morehead State University. 2019. URL: https://scholarworks.moreheadstate.edu/

msu_theses dissertations/354 [accessed 2025-10-16]

Adnan WNAW. Advice and Information Sharing: A Netnographic Study on Facebook Cancer Support Groups. 2023.
Presented at: European Proceedings of Educational Sciences Internet. 2023 Sep 22; 22 Sep 2023:922-929; Malaysia. URL :
https://www.europeanproceedings.com/article/10.15405/epes.23097.83 [doi: 10.15405/epes.23097.83]

Teixeira J. Patients using open-source disease control software developed by other patients. In: Saranto K, Castrén M,
KuuselaT, Hyrynsalmi S, OjalaS, editors. Safe and Secure Cities. WIS 2014. Communicationsin Computer and Information
Science, vol 450. Cham, Switzerland. Springer International Publishing; Aug 18, 2014:203-210.

Sadovykh V, Sundaram D. Decision making and support in healthcare online social networks. 2015. Presented at: |EEE/ACM
International Conference on Advancesin Social Networks Analysis and Mining (ASONAM); August 26-27, 2015; Paris,
France. [doi: 10.1145/2808797.2808875]

Hollenbeck CR, Patrick VM. Alleviating survivor loneliness: the value of expressive gift systemsin peer-to-peer online
patient survivor networks. In: Qualitative Consumer Research. Leeds, England. Emerald Publishing Limited; 2017:1-45.

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 15

(page number not for citation purposes)


https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-016-0116-4
http://dx.doi.org/10.1186/s12874-016-0116-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26857112&dopt=Abstract
http://dx.doi.org/10.1111/wvn.12144
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26821833&dopt=Abstract
https://osf.io/bqz2f/overview
https://europepmc.org/abstract/MED/33543511
http://dx.doi.org/10.1111/jan.14743
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33543511&dopt=Abstract
https://dx.plos.org/10.1371/journal.pone.0138237
http://dx.doi.org/10.1371/journal.pone.0138237
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26379270&dopt=Abstract
http://dx.doi.org/10.1016/j.jclinepi.2008.10.012
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19230612&dopt=Abstract
https://jbi-global-wiki.refined.site/space/MANUAL/355862497/10.+Scoping+reviews
https://livrepository.liverpool.ac.uk/3078645/
https://arcabc.ca/islandora/object/twu%3A302
https://qspace.library.queensu.ca/items/e01778c4-eb44-4e50-bc42-d1065e9b9b3c
https://scholarworks.utrgv.edu/leg_etd/161/
https://d1wqtxts1xzle7.cloudfront.net/68227283/Bachelor_s_Thesis_2021_Health_and_Illness_Sociology_-libre.PDF?1626864400=&response-content-disposition=inline%3B+filename%3DViewing_Pain_Experiences_From_A_Social_C.pdf&Expires=1760624575&Signature=ALUqow8jjxp9w9yMqK1j9W5tKYIRdaS6QD2M9x4W9MaNGrDM-dblWrV7bN9~RoSgajeB3QuQTz0WvqFjD7RxJ0T3AFlJfdcrveYqEHyEGiFSo6lo--Jc7cvpWHQZ6DNMATEqJ3zibvws~46SPoMaTpT~ktmvGxAg3fC3n9KA715te5FM6mrYsLr-5Ra8r78ZC8iXn0BZPk-h8Q2xVQc~OMV098yKYbh99VhznaAWYO2TsCPfkqqM5OkDKhwmsxuPIAxWthfNhhsNcbB2glOsqQ-nhS~I85YErOZ9V82NAS9oje5NpDsRdTc0h4nOsbVonrEATgz0V95vr9GHsSqcRw__&Key-Pair-Id=APKAJLOHF5GGSLRBV4ZA
https://d1wqtxts1xzle7.cloudfront.net/68227283/Bachelor_s_Thesis_2021_Health_and_Illness_Sociology_-libre.PDF?1626864400=&response-content-disposition=inline%3B+filename%3DViewing_Pain_Experiences_From_A_Social_C.pdf&Expires=1760624575&Signature=ALUqow8jjxp9w9yMqK1j9W5tKYIRdaS6QD2M9x4W9MaNGrDM-dblWrV7bN9~RoSgajeB3QuQTz0WvqFjD7RxJ0T3AFlJfdcrveYqEHyEGiFSo6lo--Jc7cvpWHQZ6DNMATEqJ3zibvws~46SPoMaTpT~ktmvGxAg3fC3n9KA715te5FM6mrYsLr-5Ra8r78ZC8iXn0BZPk-h8Q2xVQc~OMV098yKYbh99VhznaAWYO2TsCPfkqqM5OkDKhwmsxuPIAxWthfNhhsNcbB2glOsqQ-nhS~I85YErOZ9V82NAS9oje5NpDsRdTc0h4nOsbVonrEATgz0V95vr9GHsSqcRw__&Key-Pair-Id=APKAJLOHF5GGSLRBV4ZA
https://d1wqtxts1xzle7.cloudfront.net/68227283/Bachelor_s_Thesis_2021_Health_and_Illness_Sociology_-libre.PDF?1626864400=&response-content-disposition=inline%3B+filename%3DViewing_Pain_Experiences_From_A_Social_C.pdf&Expires=1760624575&Signature=ALUqow8jjxp9w9yMqK1j9W5tKYIRdaS6QD2M9x4W9MaNGrDM-dblWrV7bN9~RoSgajeB3QuQTz0WvqFjD7RxJ0T3AFlJfdcrveYqEHyEGiFSo6lo--Jc7cvpWHQZ6DNMATEqJ3zibvws~46SPoMaTpT~ktmvGxAg3fC3n9KA715te5FM6mrYsLr-5Ra8r78ZC8iXn0BZPk-h8Q2xVQc~OMV098yKYbh99VhznaAWYO2TsCPfkqqM5OkDKhwmsxuPIAxWthfNhhsNcbB2glOsqQ-nhS~I85YErOZ9V82NAS9oje5NpDsRdTc0h4nOsbVonrEATgz0V95vr9GHsSqcRw__&Key-Pair-Id=APKAJLOHF5GGSLRBV4ZA
https://d1wqtxts1xzle7.cloudfront.net/68227283/Bachelor_s_Thesis_2021_Health_and_Illness_Sociology_-libre.PDF?1626864400=&response-content-disposition=inline%3B+filename%3DViewing_Pain_Experiences_From_A_Social_C.pdf&Expires=1760624575&Signature=ALUqow8jjxp9w9yMqK1j9W5tKYIRdaS6QD2M9x4W9MaNGrDM-dblWrV7bN9~RoSgajeB3QuQTz0WvqFjD7RxJ0T3AFlJfdcrveYqEHyEGiFSo6lo--Jc7cvpWHQZ6DNMATEqJ3zibvws~46SPoMaTpT~ktmvGxAg3fC3n9KA715te5FM6mrYsLr-5Ra8r78ZC8iXn0BZPk-h8Q2xVQc~OMV098yKYbh99VhznaAWYO2TsCPfkqqM5OkDKhwmsxuPIAxWthfNhhsNcbB2glOsqQ-nhS~I85YErOZ9V82NAS9oje5NpDsRdTc0h4nOsbVonrEATgz0V95vr9GHsSqcRw__&Key-Pair-Id=APKAJLOHF5GGSLRBV4ZA
https://www.researchgate.net/publication/318598495_Patient_Driven_Patient_Centered_Care_Examining_Engagement_within_a_Health_Community_Based_on_Twitter?channel=doi&linkId=597242340f7e9b4016943c9f&showFulltext=true
https://www.researchgate.net/publication/318598495_Patient_Driven_Patient_Centered_Care_Examining_Engagement_within_a_Health_Community_Based_on_Twitter?channel=doi&linkId=597242340f7e9b4016943c9f&showFulltext=true
https://www.researchgate.net/publication/318598495_Patient_Driven_Patient_Centered_Care_Examining_Engagement_within_a_Health_Community_Based_on_Twitter?channel=doi&linkId=597242340f7e9b4016943c9f&showFulltext=true
https://indigo.uic.edu/articles/thesis/Politicizing_the_Condition_of_Diabetes_Online_Counter_Narratives_and_the_Pursuit_of_Normalcy/12481490
https://indigo.uic.edu/articles/thesis/Politicizing_the_Condition_of_Diabetes_Online_Counter_Narratives_and_the_Pursuit_of_Normalcy/12481490
https://scholarworks.moreheadstate.edu/msu_theses_dissertations/354
https://scholarworks.moreheadstate.edu/msu_theses_dissertations/354
https://www.europeanproceedings.com/article/10.15405/epes.23097.83
http://dx.doi.org/10.15405/epes.23097.83
http://dx.doi.org/10.1145/2808797.2808875
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

37.

38.

39.

40.

41.

42.

43.

45,

46.

47.

48.

49,

50.

51.

52.

53.

55.

56.

57.

58.

59.

Cobaner A, Giilgin B. Case study on patient groups on Facebook in Turkey: through the lens of critical health literacy. In:
Handbook of Research on Multidisciplinary Approachesto Literacy inthe Digital Age. Hershey, PA. IGI Global Scientific
Publishing; 2020:197-223.

Conger D, Rudnick C, Noland D, Newcomer M. P2 - 512: Levels of caregiving for patients with Alzheimer's disease.
Alzheimer's & Dementia. Jul 2019;15(7S _Part_15):2-512. [FREE Full text] [doi: 10.1016/j.jalz.2019.06.2920]

Hanna E, Gough B. Emoting infertility online: a qualitative analysis of men's forum posts. Health (London). Jul
2016;20(4):363-382. [FREE Full text] [doi: 10.1177/1363459316649765] [Medline: 27246813]

Nimrod G, Kleiber D, Berdychevsky L. Leisurein coping with depression. Journal of Leisure Research. Dec 13,
2017;44(4):419-449. [FREE Full text] [doi: 10.1080/00222216.2012.11950272]

Damier P, Henderson E, Romero-Imbroda J, Galimam L, Kronfeld N, Warnecke T. Impact of off-time on quality of life
in parkinson's patients and their caregivers: insights from social media. Parkinsons Dis. Dec 03, 2022;2022(1):1800567.
[FREE Full text] [doi: 10.1155/2022/1800567] [Medline: 36510568]

LawlessM, Archibald M, Pinero de PlazaM, Drioli-Phillips P, Kitson A. Peer-to-peer health communicationin older adults
online communities: protocol for a qualitative nethographic study and co-design approach. IMIR Res Protoc. Sep 14,
2020;9(9):€19834. [FREE Full text] [doi: 10.2196/19834] [Medline: 32924960]

Prodgers L, Gough B. Theinvisible paradox of inflammatory bowel disease: an analysis of men's blogs. J Health Psychol.
Sep 2021;26(10):1716-1727. [FREE Full text] [doi: 10.1177/1359105319884595] [Medline: 31648557]

Elvey R, Voorhees J, Bailey S, Burns T, Hodgson D. GPs' views of health policy changes: a qualitative ‘ netnography’
study of UK general practice online magazine commentary. Br J Gen Pract. Apr 23, 2018;68(671):e441-e448. [FREE Full
text] [doi: 10.3399/bjgp18x696161]

Dehkhoda A, Owens R, Malpas P. A netnographic approach: views on assisted dying for individuals with dementia. Qual
Health Res. Nov 20, 2020;30(13):2077-2091. [FREE Full text] [doi: 10.1177/1049732320925795] [Medline: 32564696]
Fazekas B, Megaw B, Eade D, Kronfeld N. Insightsinto the real-life experiences of peopleliving with epilepsy: aqualitative
netnographic study. Epilepsy Behav. Mar 2021;116:107729. [FREE Full text] [doi: 10.1016/j.yebeh.2020.107729] [Medline:
33485165]

Keeling D, Laing A, Newholm T. Health communities as permissible space: supporting negotiation to balance asymmetries.
Psychology and Marketing. Jan 27, 2015;32(3):303-318. [FREE Full text] [doi: 10.1002/mar.20781]

Khalil C, Almario CV, Dupuy T, Arnold C, Chen Y J, Spiegel BMR. Perspectives, experiences, and concerns with cyclical
vomiting syndrome: insights from online targeted-disease forums. Neurogastroenterol Motil. Feb 08, 2024;36(2):e14712.
[EREE Full text] [doi: 10.1111/nm0.14712] [Medline: 38191754]

Dzubur E, Khalil C, Almario CV, Noah B, Minhas D, Ishimori M, et a. Patient concerns and perceptionsregarding biologic
therapiesin ankylosing spondylitis: insights from alarge-scale survey of social media platforms. Arthritis Care Res
(Hoboken). Feb 29, 2019;71(2):323-330. [FREE Full text] [doi: 10.1002/acr.23600] [Medline: 29781587]

VictoriaDiniz M, Sun SY, Barsottini C, Viggiano M, Signorini Filho RC, Sanches Ozane Pimenta B, et al. Experience
with the use of an online community on Facebook for Brazilian patients with gestational trophaoblastic disease: netnography
study. JMed Internet Res. Sep 24, 2018;20(9):€10897. [FREE Full text] [doi: 10.2196/10897] [Medline: 30249575]
Cherif E, Martin-Verdier E, Rochette C. Investigating the healthcare pathway through patients' experience and profiles:
implications for breast cancer healthcare providers. BMC Health Serv Res. Aug 11, 2020;20(1):735-711. [FREE Full text]
[doi: 10.1186/s12913-020-05569-9] [Medline: 32781993]

Mudry T, Strong T. Doing recovery online. Qual Health Res. Mar 2013;23(3):313-325. [doi: 10.1177/1049732312468296]
[Medline: 23208202]

Fernandes LDS, Calado C, Araujo CAS. Socia networks and health practices: influence of a diabetes online community
on adherence to treatment. Cien Saude Colet. Oct 2018;23(10):3357-3368. [FREE Full text] [doi:
10.1590/1413-812320182310.14122018] [Medline: 30365855]

Bellei E, de Carvalho AVE, Eng B, Tozato C, de Barros DH, Tamashiro E, et al. Navigating the multidimensional impact
of living with hidradenitis suppurativa: an in-depth netnographic study on social mediaplatforms. Dermatol Ther (Heidelb).
Nov 2023;13(11):2797-2815. [FREE Full text] [doi: 10.1007/s13555-023-01032-9] [Medline: 37794274]

Argan M, Argan M, Ozer A. A netnographic study on virtual community of patients with spinal cord injury (sci) in Turkey.
Journal of Internet Applications and Management. 2016;7(1):31-43. [FREE Full text] [doi: 10.5505/iuyd.2016.66588]
Gun C, Senal S. How parents of children with cancer seek information through online communities: a nethography study.
jpr. dul 11, 2019;6(2):141-147. [doi: 10.4274/jpr.galenos.2019.48378]

Stewart Loane S, D'Alessandro S. Empowered and knowledgeable health consumers: the impact of online support groups
on the doctor—patient relationship. Australasian Marketing Journal. Aug 01, 2014;22(3):238-245. [doi:
10.1016/j.ausmj.2014.08.007]

Boursier V, Gioia F, Coppola F, Schimmenti A. eHealth content-sharing and emotional support among Italian parents of
children with Down syndrome: a qualitative report. JIntellect Dev Disabil. Sep 17, 2022;47(3):240-251. [FREE Full text]
[doi: 10.3109/13668250.2021.1964153] [Medline: 39818571]

Taubner H, Hallén M, Wengelin A. Still the same? — self-identity dilemmas when living with post-stroke aphasiain a
digitalised society. Aphasiology. 2019;34(3):300-318. [FREE Full text] [doi: 10.1080/02687038.2019.1594151]

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 16

(page number not for citation purposes)


https://doi.org/10.1016/j.jalz.2019.06.2920
http://dx.doi.org/10.1016/j.jalz.2019.06.2920
https://doi.org/10.1177/1363459316649765
http://dx.doi.org/10.1177/1363459316649765
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27246813&dopt=Abstract
https://doi.org/10.1080/00222216.2012.11950272
http://dx.doi.org/10.1080/00222216.2012.11950272
https://europepmc.org/abstract/MED/36510568
http://dx.doi.org/10.1155/2022/1800567
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=36510568&dopt=Abstract
https://www.researchprotocols.org/2020/9/e19834/
http://dx.doi.org/10.2196/19834
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32924960&dopt=Abstract
https://eprints.whiterose.ac.uk/175198/
http://dx.doi.org/10.1177/1359105319884595
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31648557&dopt=Abstract
https://doi.org/10.3399/bjgp18X696161
https://doi.org/10.3399/bjgp18X696161
http://dx.doi.org/10.3399/bjgp18x696161
https://doi.org/10.1177/1049732320925795
http://dx.doi.org/10.1177/1049732320925795
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32564696&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S1525-5050(20)30909-4
http://dx.doi.org/10.1016/j.yebeh.2020.107729
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33485165&dopt=Abstract
https://doi.org/10.1002/mar.20781
http://dx.doi.org/10.1002/mar.20781
https://doi.org/10.1111/nmo.14712
http://dx.doi.org/10.1111/nmo.14712
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38191754&dopt=Abstract
https://europepmc.org/abstract/MED/29781587
http://dx.doi.org/10.1002/acr.23600
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29781587&dopt=Abstract
https://www.jmir.org/2018/9/e10897/
http://dx.doi.org/10.2196/10897
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30249575&dopt=Abstract
https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-020-05569-9
http://dx.doi.org/10.1186/s12913-020-05569-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32781993&dopt=Abstract
http://dx.doi.org/10.1177/1049732312468296
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23208202&dopt=Abstract
https://www.scielo.br/scielo.php?script=sci_arttext&pid=S1413-81232018001003357&lng=en&nrm=iso&tlng=en
http://dx.doi.org/10.1590/1413-812320182310.14122018
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30365855&dopt=Abstract
https://europepmc.org/abstract/MED/37794274
http://dx.doi.org/10.1007/s13555-023-01032-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37794274&dopt=Abstract
https://doi.org/10.5505/iuyd.2016.66588
http://dx.doi.org/10.5505/iuyd.2016.66588
http://dx.doi.org/10.4274/jpr.galenos.2019.48378
http://dx.doi.org/10.1016/j.ausmj.2014.08.007
https://doi.org/10.3109/13668250.2021.1964153
http://dx.doi.org/10.3109/13668250.2021.1964153
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=39818571&dopt=Abstract
https://doi-org.salford.idm.oclc.org/10.1080/02687038.2019.1594151
http://dx.doi.org/10.1080/02687038.2019.1594151
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

60.

61.

62.

63.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

81.

ANDREASSON F, ANDREASSON J, HANSON E. Developing a carer identity and negotiating everyday life through
socia networking sites: an explorative study on identity constructions in an online Swedish carer community. Ageing and
Society. Jun 07, 2017;38(11):2304-2324. [doi: 10.1017/50144686x17000551]

Gheorghe |, Liao M. Investigating Romanian healthcare consumer behaviour in online communities: qualitative research
on negative eWOM. Procedia - Social and Behavioral Sciences. Oct 2012;62:268-274. [FREE Full text] [doi:
10.1016/j.sbspro.2012.09.043]

Ari H, Mari S. Suicide motives and protective factors - contributions from a Hikikomori discussion board. |ssues Ment
Health Nurs. May 22, 2021;42(5):417-429. [doi: 10.1080/01612840.2020.1817209] [Medline: 32960648]

Verma S, Harish S. Managing consumers experience in healthcare. British Journal of Administrative Management.
2022;58(4):1-18. [FREE Full text]

Zuchowska-SkibaD. Theimportance of social mediafor peoplewith disabilitiesin Poland during the COV1D-19 epidemic.
Przeglad Socjologii Jakosciowej. Aug 31, 2023;19(3):80-95. [doi: 10.18778/1733-8069.19.3.05]

Isupova OG. Support through patient internet-communities: lived experience of Russian in vitro fertilization patients. Int
JQua Stud Health Well-being. Jul 12, 2011;6(3):5907. [FREE Full text] [doi: 10.3402/ghw.v6i3.5907] [Medline: 21760835]
Nemec M, Kolar T, Rugjan B. Online communities as a new source of exploring patient dissatisfaction. JHOM. Nov 22,
2018;32(8):962-979. [FREE Full text] [doi: 10.1108/jhom-03-2018-0104]

Khalil C, van Deen WK, Dupuy T, Syal G, Arnold C, Cazzetta SE, et al. Patients' perspectives, experiences, and concerns
with perianal fistulae: insights from online targeted-disease forums. Crohns Colitis 360. Oct 01, 2023;5(4):otad073. [FREE
Full text] [doi: 10.1093/crocol/otad073] [Medline: 38046445]

Bletsos K, Alexias G, Tsekeris C. Towards a fourth cosmology of doctor-patient relationship: areflection on the virtual
patient community patientslikeme. tripleC: communication, capitalism, critique. Open Access Journal for aGlobal Sustainable
Information Society. 2013;11(1):136-144. [FREE Full text] [doi: 10.31269/triplec.v11i1.462]

Martinez B, Dailey F, Almario C, Keller M, Desai M, Dupuy T, et a. Patient understanding of the risks and benefits of
biologic therapiesin inflammatory bowel disease. Inflammatory Bowel Diseases. 2017;23(7):1057-1064. [ FREE Full text]
[doi: 10.1097/mib.0000000000001110]

HannaE. Morbid curiosity? Discussion of the disposal of amputated limbs on online question and answer sites. Digit Health.
2019;5:2055207619890473. [FREE Full text] [doi: 10.1177/2055207619890473] [Medline: 31807313]

Prakash AV, Das S. Medical practitioner's adoption of intelligent clinical diagnostic decision support systems: a
mixed-methods study. Information & Management. Nov 2021;58(7):103524. [doi: 10.1016/j.im.2021.103524]

Poole R, Smith D, Simpson S. How patients contribute to an online psychoeducation forum for bipolar disorder: a virtual
participant observation study. IMIR Ment Health. 2015;2(3):e21. [FREE Full text] [doi: 10.2196/mental.4123] [Medline:
26543925]

Salzmann-Erikson M, Hi¢cdurmaz D. Use of social media among individuals who suffer from post-traumatic stress: a
gualitative analysis of narratives. Qual Health Res. Jan 09, 2017;27(2):285-294. [doi: 10.1177/1049732315627364] [Medline:
26825480]

Stuckey HL, Oser SM, Miller EL, Oser TK, Peyrot M, SharmaA. "Not today, diabetes': using blog analysisto understand
emotional interactions and support among people with type 1 diabetes. Front Clin Diabetes Healthc. Jan 6, 2020;1:613569.
[FREE Full text] [doi: 10.3389/fcdhc.2020.613569] [Medline: 36993988]

Ross Arguedas AA. Diagnosis as subculture: subversions of health and medical knowledges in the orthorexia recovery
community on Instagram. Qual Sociol. 2022;45(3):327-351. [FREE Full text] [doi: 10.1007/s11133-022-09518-2] [Medline:
35910398]

ArillottaD, Floresta G, GuirguisA, Corkery JM, Catalani V, Martinotti G, et al. GLP-1 receptor agonists and related mental
health issues; insights from arange of social media platforms using a mixed-methods approach. Brain Sci. Oct 24,
2023;13(11):1503. [FREE Full text] [doi: 10.3390/brainsci13111503] [Medline: 38002464]

Bacigalupe G, Askari S. E-Health innovations, collaboration, and healthcare disparities: developing criteriafor culturally
competent evaluation. Fam Syst Health. Sep 2013;31(3):248-263. [FREE Full text] [doi: 10.1037/a0033386] [Medline:
24059273]

Tenderich A, Tenderich B, Barton T, Richards S. What are PWDs (people with diabetes) doing online? A netnographic
analysis. J Diabetes Sci Technol. Mar 2019;13(2):187-197. [FREE Full text] [doi: 10.1177/1932296818813192] [Medline:
30477335]

Bteszyriski J. Self - regard of individual swith autism - how people from the autism spectrum perceive autism. A netnographic
research. Integr Psychol Behav Sci. Sep 2021;55(3):665-681. [ FREE Full text] [doi: 10.1007/s12124-021-09601-3] [Medline:
33638101]

Thomas B. Whose story isit anyway? Following everyday accounts of living with dementia on social media. Style.
2017;51(3):357-373. [FREE Full text] [doi: 10.5325/style.51.3.0357]

LeeE, Cooper R. Codeine addiction and internet forum use and support: qualitative netnographic study. IMIR Ment Heal th.
Apr 25, 2019;6(4):e12354. [FREE Full text] [doi: 10.2196/12354] [Medline: 31021328]

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 17

(page number not for citation purposes)


http://dx.doi.org/10.1017/s0144686x17000551
https://doi.org/10.1016/j.sbspro.2012.09.043
http://dx.doi.org/10.1016/j.sbspro.2012.09.043
http://dx.doi.org/10.1080/01612840.2020.1817209
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32960648&dopt=Abstract
https://www.researchgate.net/publication/364164503_Managing_Consumers_Experience_in_Healthcare#fullTextFileContent
http://dx.doi.org/10.18778/1733-8069.19.3.05
https://www.tandfonline.com/doi/10.3402/qhw.v6i3.5907?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.3402/qhw.v6i3.5907
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21760835&dopt=Abstract
https://doi.org/10.1108/jhom-03-2018-0104
http://dx.doi.org/10.1108/jhom-03-2018-0104
https://europepmc.org/abstract/MED/38046445
https://europepmc.org/abstract/MED/38046445
http://dx.doi.org/10.1093/crocol/otad073
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38046445&dopt=Abstract
https://doi.org/10.31269/triplec.v11i1.462
http://dx.doi.org/10.31269/triplec.v11i1.462
https://doi.org/10.1097/mib.0000000000001110
http://dx.doi.org/10.1097/mib.0000000000001110
https://journals.sagepub.com/doi/10.1177/2055207619890473?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/2055207619890473
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31807313&dopt=Abstract
http://dx.doi.org/10.1016/j.im.2021.103524
https://mental.jmir.org/2015/3/e21/
http://dx.doi.org/10.2196/mental.4123
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26543925&dopt=Abstract
http://dx.doi.org/10.1177/1049732315627364
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26825480&dopt=Abstract
https://europepmc.org/abstract/MED/36993988
http://dx.doi.org/10.3389/fcdhc.2020.613569
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=36993988&dopt=Abstract
https://europepmc.org/abstract/MED/35910398
http://dx.doi.org/10.1007/s11133-022-09518-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35910398&dopt=Abstract
https://www.mdpi.com/resolver?pii=brainsci13111503
http://dx.doi.org/10.3390/brainsci13111503
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38002464&dopt=Abstract
https://doi-org.salford.idm.oclc.org/10.1037/a0033386
http://dx.doi.org/10.1037/a0033386
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24059273&dopt=Abstract
https://europepmc.org/abstract/MED/30477335
http://dx.doi.org/10.1177/1932296818813192
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30477335&dopt=Abstract
https://europepmc.org/abstract/MED/33638101
http://dx.doi.org/10.1007/s12124-021-09601-3
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33638101&dopt=Abstract
https://doi.org/10.5325/style.51.3.0357
http://dx.doi.org/10.5325/style.51.3.0357
https://mental.jmir.org/2019/4/e12354/
http://dx.doi.org/10.2196/12354
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31021328&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

82. Saudo M, Dzeraviashka P, Magot L, Vincent Y. Perceptions et émotions de patients diabétiques de type 2 concernant leur
diabete pendant le premier confinement di a la Covid-19 : analyse netnographique. Médecine des Maladies M étaboliques.
Oct 2021;15(6):623-631. [doi: 10.1016/j.mmm.2021.04.010]

83. Bteszynski J. Self - Regard of Individuals with Autism - How People from the Autism Spectrum Perceive Autism. A
Netnographic Research. Integr Psychol Behav Sci. Sep 2021;55(3):665-681. [FREE Full text] [doi:
10.1007/s12124-021-09601-3] [Medline: 33638101]

84. FEriksson H, Salzmann-Erikson M. The digital generation and nursing robotics: a netnographic study about nursing care
robots posted on social media. Nurs Ing. Apr 2017;24(2):€12165. [doi: 10.1111/nin.12165] [Medline: 27730737]

85. Bez SM, Georgescu |, Farazi MS. TripAdvisor of healthcare: opportunities for value creation through patient feedback
platforms. Technovation. Mar 2023;121:102625. [FREE Full text] [doi: 10.1016/j.technovation.2022.102625]

86. Prakash A, Das S. Intelligent conversational agents in mental healthcare services: athematic analysis of user perceptions.
Pecific AsiaJournal of the Association for Information Systems. 2020;12:1-34. [FREE Full text] [doi: 10.17705/1thci.12201]

87. GrothausJ, Kdcher S, Kicher S, Dieterle S. #infertility: how patients can benefit from the public discussion of conversational
taboos on social media. JSM. May 30, 2023;37(7):944-956. [doi: 10.1108/jsm-05-2022-0160]

88. BaptistaN, Pinho JC, AlvesH. Examining social capital and online social support links: astudy in online health communities
facing treatment uncertainty. Int Rev Public Nonprofit Mark. Sep 12, 2020;18(1):57-94. [FREE Full text] [doi:
10.1007/s12208-020-00263-2]

89. Schossbhoeck J. Health-related decision-making of peoplewith thyroid disease: therole of connective action and politicisation
of illnessidentities. European Journal of Health Communication. 2021;2:21-43. [doi: 10.47368/e/hc.2021.202]

90. Zhao J, Wang T, Fan X. Patient value co-creation in online health communities. Journal of Service Management.
2015;26(1):72-96. [FREE Full text] [doi: 10.1108/josm-12-2013-0344]

91. Bosom M, Medico D. My first year on testosterone: analyzing the trans experience through YouTube channels. Sexologies.
Apr 2021;30(2):e83-e85. [FREE Full text] [doi: 10.1016/j.sex0l.2020.10.001]

92. Kirk S, MilnesL. An exploration of how young people and parents use online support in the context of living with cystic
fibrosis. Health Expect. Apr 2016;19(2):309-321. [FREE Full text] [doi: 10.1111/hex.12352] [Medline: 25691209]

93. PFittman Jw, Bennett ME, Koroluk LD, Robinson SG, Phillips CL. Characterizing the orthodontic patient's purchase decision:
anovel approach using netnography. Am J Orthod Dentofacial Orthop. Jun 2017;151(6):1065-1072. [doi:
10.1016/j.8)0d0.2016.10.036] [Medline: 28554452]

94. Litchman ML, LewisD, Kelly LA, Gee PM. Twitter analysisof #0penAPSDIY artificial pancreastechnol ogy use suggests
improved A1C and quality of life. J Diabetes Sci Technol. Mar 10, 2019;13(2):164-170. [FREE Full text] [doi:
10.1177/1932296818795705] [Medline: 30198751]

95. Martin Salzmann-Erikson RN, Henrik Eriksson RNT. Torrenting values, feelings, and thoughts-cyber nursing and virtual
self-carein a breast augmentation forum. Int J Qual Stud Health Well-being. 2011;6(4):7378. [FREE Full text] [doi:
10.3402/ghw.v6i4.7378] [Medline: 22053162]

96. Alang S, Fomotar M. Postpartum depression in an online community of lesbian mothers: implications for clinical practice.
Journal of Gay & Leshian Mental Health. Jan 23, 2015;19(1):21-39. [FREE Full text] [doi: 10.1080/19359705.2014.910853]

97. Liang B, Scammon D. E - Word - of - Mouth on health social networking sites: an opportunity for tailored health
communication. J of Consumer Behaviour. Dec 23, 2011;10(6):322-331. [FREE Full text] [doi: 10.1002/cb.378]

98. Ellinghaus C, TrussK, Liao Siling J, Phillips L, Eastwood O, Medrano C, et a. "I'm tired of being pulled from pillar to
post": aqualitative analysis of barriersto mental health care for trauma-exposed young people. Early Interv Psychiatry.
Feb 19, 2021;15(1):113-122. [FREE Full text] [doi: 10.1111/eip.12919] [Medline: 31957219]

99. Kenda S, Kirk S, Elvey R, Catchpole R, Pryjmachuk S. How a moderated online discussion forum facilitates support for
young people with eating disorders. Health Expect. Feb 03, 2017;20(1):98-111. [FREE Full text] [doi: 10.1111/hex.12439]
[Medline: 26725547]

100. TrussK, Liao Siling J, Phillips L, Eastwood O, Bendall S. Barriers to young people seeking help for trauma: a qualitative
analysis of Internet forums. Psychol Trauma. May 2023;15(Suppl 1):S163-S171. [doi: 10.1037/tra0001344] [Medline:
35980719]

101. Hine C. Ethnography for the Internet: Embedded, Embodied and Everyday. London, UK. Routledge; 2015.

102. Hookway N. 'Entering the blogosphere': some strategies for using blogs in social research. Qualitative Research. Feb 01,
2008;8(1):91-113. [doi: 10.1177/1468794107085298]

103. Bowler G. Netnography: a method specifically designed to study cultures and communities online. TQR. Dec 8,
2014;15(5):1270-1275. [FREE Full text] [doi: 10.46743/2160-3715/2010.1341]

104. Krippendorff K. Content Analysis: An Introduction to Its Methodology. Thousand Oaks, CA. Sage Publications; 2019.

105. SadovykhV, Sundaram D, Piramuthu S. Do decision-making structure and sequence exist in health online social networks?
Decision Support Systems. Jun 2015;74:102-120. [FREE Full text] [doi: 10.1016/].dss.2015.03.007]

106. Moretti F, Silva S, Novoa C. Characteristics and perception of social support by patients with fibromyalgiain Facebook.
Brazilian Journal Of Pain. 2018;1(1):1. [doi: 10.5935/2595-0118.20180003]

107. World Health Organization. Framework on integrated people-centred health services. World Health Organization. 2016.
URL: https://www.who.int/heal th-topi cs/integrated-peopl e-centered-care [accessed 2025-10-16]

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 18

(page number not for citation purposes)


http://dx.doi.org/10.1016/j.mmm.2021.04.010
https://europepmc.org/abstract/MED/33638101
http://dx.doi.org/10.1007/s12124-021-09601-3
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33638101&dopt=Abstract
http://dx.doi.org/10.1111/nin.12165
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27730737&dopt=Abstract
https://doi.org/10.1016/j.technovation.2022.102625
http://dx.doi.org/10.1016/j.technovation.2022.102625
https://doi.org/10.17705/1thci.12201
http://dx.doi.org/10.17705/1thci.12201
http://dx.doi.org/10.1108/jsm-05-2022-0160
https://doi.org/10.1007/s12208-020-00263-2
http://dx.doi.org/10.1007/s12208-020-00263-2
http://dx.doi.org/10.47368/ejhc.2021.202
https://doi.org/10.1108/josm-12-2013-0344
http://dx.doi.org/10.1108/josm-12-2013-0344
https://doi.org/10.1016/j.sexol.2020.10.001
http://dx.doi.org/10.1016/j.sexol.2020.10.001
https://europepmc.org/abstract/MED/25691209
http://dx.doi.org/10.1111/hex.12352
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25691209&dopt=Abstract
http://dx.doi.org/10.1016/j.ajodo.2016.10.036
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28554452&dopt=Abstract
https://europepmc.org/abstract/MED/30198751
http://dx.doi.org/10.1177/1932296818795705
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30198751&dopt=Abstract
https://www.tandfonline.com/doi/10.3402/qhw.v6i4.7378?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.3402/qhw.v6i4.7378
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22053162&dopt=Abstract
https://doi.org/10.1080/19359705.2014.910853
http://dx.doi.org/10.1080/19359705.2014.910853
https://doi.org/10.1002/cb.378
http://dx.doi.org/10.1002/cb.378
http://hdl.handle.net/10668/14968
http://dx.doi.org/10.1111/eip.12919
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31957219&dopt=Abstract
https://europepmc.org/abstract/MED/26725547
http://dx.doi.org/10.1111/hex.12439
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26725547&dopt=Abstract
http://dx.doi.org/10.1037/tra0001344
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35980719&dopt=Abstract
http://dx.doi.org/10.1177/1468794107085298
https://nsuworks.nova.edu/tqr/vol15/iss5/13/
http://dx.doi.org/10.46743/2160-3715/2010.1341
https://doi.org/10.1016/j.dss.2015.03.007
http://dx.doi.org/10.1016/j.dss.2015.03.007
http://dx.doi.org/10.5935/2595-0118.20180003
https://www.who.int/health-topics/integrated-people-centered-care
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Sadat et &

108. Lathan HS, Kwan A, Takats C, Tanner JP, Wormer R, Romero D, et al. Ethical considerations and methodological uses of
Facebook datain public health research: a systematic review. Soc Sci Med. Apr 2023;322:115807. [FREE Full text] [doi:
10.1016/j.socscimed.2023.115807] [Medline: 36889221]

109. Holmes A. Researcher positionality - a consideration of its influence and place in qualitative research - a new researcher
guide. Shanlax International Journal of Education. 2020;8(4):1-10. [FREE Full text] [doi: 10.34293/education.v8i4.3232]

110. Smith SE, Sivertsen N, LinesL, De Bellis A. Netnography: a novel methodology for nursing research. J Adv Nurs. Nov
18, 2023;79(11):4207-4217. [FREE Full text] [doi: 10.1111/jan.15798] [Medline: 37464735]

111. Tavakoli R, Wijesinghe S. The evolution of the web and netnography in tourism: a systematic review. Tourism Management
Perspectives. Jan 2019;29:48-55. [FREE Full text] [doi: 10.1016/j.tmp.2018.10.008]

112. Delli Paoli A, D’ AuriaV. The digitalization of ethnography: a scoping review of methods in netnography. Journal of
Contemporary Ethnography. May 29, 2025;54(4):559-587. [EREE Full text] [doi: 10.1177/08912416251342795]

113. Beauchamp TL. The principle of beneficence in applied ethics. The Stanford Encyclopedia of Philosophy. Stanford, CA.
Stanford University Press; 2008. URL : https:.//plato.stanford.edu/cgi-bin/encyclopedia/archinfo.
cgi Zentry=principle-beneficence [accessed 2025-10-16]

114. Tanner JP, Takats C, Lathan HS, Kwan A, Wormer R, Romero D, et al. Approaches to research ethics in health research
on YouTube: systematic review. JMed Internet Res. Oct 04, 2023;25:e43060. [ FREE Full text] [doi: 10.2196/43060]
[Medline: 37792443]

115. Zhang Y, Fu J, La J, Deng S, Guo Z, Zhong C, et a. Reporting of ethical considerations in qualitative research utilizing
social media data on public health care: scoping review. JMed Internet Res. May 17, 2024;26:€51496. [FREE Full text]
[doi: 10.2196/51496] [Medline: 38758590]

116. Beninger K, Fry A, Jago N, Lepps H, NassL, Silvester H. Research using social media; users views. ResearchGate. Feb
20, 2014. URL: https.//www.researchgate.net/publication/261551701_Research_using_Social_Media Users_Views
[accessed 2025-10-16]

Abbreviations

IRB: institutional review board

LGBTQ+: leshian, gay, bisexual, transgender, and queer/questioning

NICE: National Institute for Health and Care Excellence

OSF: Open Science Framework

PRESS: Peer Review of Electronic Search Strategies

PRISMA-ScR: Preferred Reporting Items for Systematic Reviews and Meta-Analyses extension for Scoping
Reviews

Edited by J Sarvestan; submitted 24.May.2025; peer-reviewed by P Menon Naliyatthaliyazchayil, K Sen; comments to author
28.Jul.2025; revised version received 22.Aug.2025; accepted 09.Sep.2025; published 24.0ct.2025

Please cite as:

Sadat A, Green E, Forsythe |, Munnelly S, Eaton G, Wynn M, Pearson F, Dobson E
Utilization of Netnography as a Health Care Research Methodology: Scoping Review
J Med Internet Res 2025;27:€78025

URL: https.//wwww.jmir.org/2025/1/e78025

doi: 10.2196/78025

PMID:

©Amany Sadat, Elizabeth Green, Imogen Forsythe, Stacey Munnelly, Georgette Eaton, Matthew Wynn, Fiona Pearson, Emma
Dobson. Originaly published in the Journal of Medical Internet Research (https://www.jmir.org), 24.0ct.2025. This is an
open-access  article  distributed under the terms of the Creative Commons Attribution License
(https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in any medium,
provided the original work, first published in the Journal of Medical Internet Research (ISSN 1438-8871), is properly cited. The
complete bibliographic information, a link to the original publication on https.//www.jmir.org/, as well as this copyright and
license information must be included.

https://www.jmir.org/2025/1/€78025 JMed Internet Res 2025 | vol. 27 | €78025 | p. 19
(page number not for citation purposes)

RenderX


https://linkinghub.elsevier.com/retrieve/pii/S0277-9536(23)00164-8
http://dx.doi.org/10.1016/j.socscimed.2023.115807
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=36889221&dopt=Abstract
https://doi.org/10.34293/education.v8i4.3232
http://dx.doi.org/10.34293/education.v8i4.3232
https://doi.org/10.1111/jan.15798
http://dx.doi.org/10.1111/jan.15798
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37464735&dopt=Abstract
https://doi.org/10.1016/j.tmp.2018.10.008
http://dx.doi.org/10.1016/j.tmp.2018.10.008
https://doi.org/10.1177/08912416251342795
http://dx.doi.org/10.1177/08912416251342795
https://plato.stanford.edu/cgi-bin/encyclopedia/archinfo.cgi?entry=principle-beneficence
https://plato.stanford.edu/cgi-bin/encyclopedia/archinfo.cgi?entry=principle-beneficence
https://www.jmir.org/2023//e43060/
http://dx.doi.org/10.2196/43060
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37792443&dopt=Abstract
https://www.jmir.org/2024//e51496/
http://dx.doi.org/10.2196/51496
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38758590&dopt=Abstract
https://www.researchgate.net/publication/261551701_Research_using_Social_Media_Users'_Views
https://www.jmir.org/2025/1/e78025
http://dx.doi.org/10.2196/78025
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

