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Abstract

Background: Peoplelivingwith chronic conditions such as diabetesturn to peerson social mediato obtain and shareinformation.
Although social media use has grown dramatically in the past decade, little is known about its implications for the relationships
between people with chronic conditions and health care professionals (HCPs).

Objective: We aimed to systematically review the content and quality of studies examining what the retrieval and sharing of
information by people with chronic conditions on social mediaimplies for their relationships with HCPs.

Methods: We conducted a search of studiesin MEDLINE (Ovid), Embase (Ovid), PsycINFO (Ovid), and CINAHL (EBSCO).
Eligible studies were primary studies; examined social media use; included adults with any type of diabetes, cardiovascular
diseasesthat are closely linked with diabetes, obesity, hypertension, or dyslipidemia; and reported on the implications for people
with chronic conditions—HCP rel ationships when people with chronic conditions access and share information on social media.
We used the Mixed Methods Appraisal Tool version 2018 to assess the quality of the studies, and the included studies were
narratively synthesized.

Results: Of the 3111 screened studies, 17 (0.55%) were included. Most studies (13/17, 76%) were of low quality. The narrative
synthesis identified implications for people with chronic conditions—-HCP relationships when people with chronic conditions
access and shareinformation on social media, divided into 3 main categorieswith 7 subcategories. These categories of implications
address how the peer interactions of people with chronic conditions on social media can influence their communication with
HCPs, how people with chronic conditions discuss advice and medical information from HCPs on socia media, and how
relationships with HCPs are discussed by people with chronic conditions on social media. The implications are illustrated
collectively in a conceptual model.

Conclusions. More evidence is needed to draw conclusions, but the findings indicate that the peer interactions of people with
chronic conditions on social media are implicated in the ways in which people with chronic conditions equip themselves for
clinical consultations, evaluate the information and advice provided by HCPs, and manage their relationships with HCPs. Future
populations with chronic conditions will beraised in adigital world, and social mediawill likely remain a strategy for obtaining
support and information. However, the generally low quality of the studiesincluded in thisreview pointsto therelatively immature
state of research exploring social mediaand itsimplications for people with chronic conditions—-HCP relationships. Better study
designs and methods for conducting research on social media are needed to generate robust evidence.
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Introduction

Background

Since the emergence of the internet, people have retrieved and
shared health information on theweb. Thishas accelerated with
the widespread adoption of social media platforms such as
Facebook, Instagram, Twitter, and YouTube, which are
collectively estimated to be used by 4.7 billion people as of
2022 [1]. A substantial number of systematic reviewsin recent
decades have shown that people with chronic conditions turn
to peers on social media to exchange information and support
[2-9]. Living with chronic conditions such as diabetes, stroke,
and heart failure requires complex self-management intheform
of administering medicine, diet, and exercise. To this end,
peer-to-peer interactions on social media center on adapting
medical treatment recommendations to individuals' daily lives
and the demanding emotional and practical aspects of daily
living with a chronic condition [6,7].

Although chronic care models in many societiesrely primarily
on daily self-management by people with chronic conditions
[10,11], clinical careremainscrucial. M ost peoplewith chronic
conditions attend regular clinical appointments and receive
professional guidanceif these health care servicesare accessible.
Reviews addressing avariety of health conditions have provided
insights into how information retrieved on the web and social
mediais discussed in clinical encounters, including what kind
of benefits and drawbacks widespread access to such
information might entail for relationships between patients and
health care professionals (HCPs) [12-15]. Theretrieval of health
information on the web and socia media can potentially
empower patients and enhance their collaboration with HCPs
if theinformationisactively discussed [12,14]. However, it can
also lead to potential conflictsif HCPs disapprove of accessing
health information on the web and social mediaor perceive the
information as a threat to their professional authority [12-14].
Furthermore, patients are often reluctant to bring up such
information in clinica consultations, leaving it largely
unarticulated [14,15].

Thesereviews provide important insights, but they alsoillustrate
knowledge gaps requiring further attention. Although
Smailhodzic et a [13] specifically investigated social media,
other reviews have primarily focused on health information
retrieved from websites. In contrast to websites that may be
professionally managed and comprise read-only content, social
media allows people to create and share content [16]. These
functions enable peer interactions, but they also fuel concerns
about the credibility of the information and individuals ability
to evaluate it [17]. In this sense, social mediais a distinct type
of resource. Moreover, most reviewsinclude peoplewith awide
range of health conditions, including those who are generally
healthy. This contrasts with people with conditions such as
diabetes who face lifelong self-management and may have
recurring needs for information and support from peers. Finally,
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although 3 reviews conducted quality assessment of the studies,
none discussed the results of those assessments.

Objectives

Our aim was to systematically review the content and quality
of studies examining theimplications of theretrieval and sharing
of information by people with chronic conditions on social
media for relationships with HCPs and summarize existing
evidence in a conceptua model. Using the
population-exposure-outcome framework, we posed the
following research question: what implications doestheretrieval
and sharing of information by people with chronic conditions
on social media have for their relationships with HCPs? We
were particularly interested in studies including people with
diabetes and chronic conditionsthat are prevalent comorbidities
of diabetes. A close link exists between diabetes and
cardiovascular diseases such as stroke and heart failure, and
these conditions are among the most common noncommunicable
diseases in adults worldwide [18,19]. Furthermore, treatments
for these conditions rely on extensive daily self-management,
which may entail recurring needs for information and support
from peers.

Methods

Overview

We followed the PRISMA (Preferred Reporting Items for
Systematic Reviews and Meta-Analyses) checklist for our
systematic review [20]. The literature search followed the
PRISMA-S (PRISMA literature search extension) guidelines.
[21]. The protocol was registered in the PROSPERO National
Institute for Health Research database before the selection of
studies (CRD42020205300).

Search Strategy

We conducted a systematic search of research studies in the
following €electronic databases: MEDLINE (Ovid), Embase
(Ovid), PsycINFO (Ovid), and CINAHL (EBSCO). We deemed
these databases appropriate for this study as MEDLINE and
Embase are 2 of the largest biomedical databases, PsycINFO
covers psychological and social sciences, and CINAHL indexes
nursing literature. All 4 databases are searchable via indexed
terms, such asthe Medical Subject Headingsin MEDLINE. An
initial search from inception to October 22, 2020, wasfollowed
by an updated search in al 4 databases on January 12, 2022.
The search strategy combined Medical Subject Heading terms
and freetext words for the key concepts of social media,
HCP-patient relationships, and chronic diseases related to
diabetes mellitus. A limit excluding MEDLINE journals was
applied in Embase and CINAHL, and a limit excluding
conference abstracts using doubl e negation elimination (not-not
search) was applied in Embase and PsycINFO. An information
specialist (THA) developed and conducted the search strategy
and managed the searches. The search string was developed in
Ovid MEDLINE and subsequently translated to the other
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databases. We evaluated the search strings by comparing them
with similar reviews and by looking for known key articlesin
the searches. All the retrieved studies were organized on
EPPI-Reviewer web (EPPI-Centre), a web application for
managing the systematic review process [22]. A detailed
description of the search strategy is provided in Multimedia
Appendix 1.

Eligibility Criteria

The €ligibility criteria were developed based on the research
question formulated using the population-exposure-outcome
framework. Eligible studies (1) were primary studies published
in peer-reviewed journals; (2) examined peer-to-peer interactions
on any type of social media or the experience of using social
mediafor retrieving or sharing disease-related information with
peers; (3) included adults with diabetes (any type),
cardiovascular diseases that are closely linked with diabetes
(eg, stroke and heart failure), obesity, hypertension, or
dydipidemia; and (4) reported empirical results on the
implications for relationships between people with chronic
conditions and HCPs when people with chronic conditions
access and share health information on social media. A detailed
description of the inclusion and exclusion criteria is available
in Multimedia Appendix 2. Furthermore, study records in
languages other than English, Danish, Swedish, and Norwegian
(languages spoken by the review team) deemed potentially
eligible based on the title and abstract were not included in the
synthesis but are listed in Multimedia Appendix 2.

After pilot-testing the eligibility criteria by screening a small
number of studies, all studieswere screened by title and abstract.
Thefull texts of eligible studies were then screened. In total, 2
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authors conducted the screening independently (EMK, NK, or
MAN) using the EPPI-Reviewer web tool. The studies were
reconciled by 2 authors (EMK, NK, or MAN). In case of
disagreement, a third author (THA) was available to discuss
study eligibility. Full-text reports were retrieved electronically
when possible. Thosethat were not electronically availablewere
retrieved through aresearch library (Danish Royal Library). All
studies were found, and no authors were contacted.

Quality Assessment

The selected studies used heterogeneous qualitative, quantitative,
and mixed methods designs. We used the Mixed Methods
Appraisal Tool (MMAT) version 2018 as it was devel oped for
theappraisal of heterogeneous studies[23]. The MMAT includes
2 general screening questions applicable to all study designs
and 5 questions based on the study design (Textbox 1). All
guestions arerated as“yes,” “cannot tell,” and “no.” In keeping
with the MMAT guidelines [23], studies were excluded if we
rated one or both of the general questions as “cannot tell” or
“no.” Thus, studiesthat lacked aclear research question or used
methods that did not allow researchers to address their stated
research question were excluded. Studiesthat passed the genera
screening questions were included in the knowledge synthesis
regardless of the quality ratings based on the 5 study design
guestions. Regarding the 5 study design questions, no official
guidelines exist for judging the threshold for low-quality studies
[23]. We rated study quality on a scale from 0% to 100%. The
5 questions each accounted for 20% of the overall score; a
question rated as “yes’ added 20% to the overall quality score,
whereas “cannot tell” or “no” ratings added no percentage. We
deemed studies rated <40% as low quality, studies rated 60%
as medium quality, and studies rated =80% as high quality.
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Textbox 1. Mixed Methods Appraisal Tool (MMAT) version 2018 quality assessment screening questions. The quality assessment screening questions
presented in thistextbox are only those relevant to the assessment of the studiesincluded in this systematic review. All screening questions are available

inthe MMAT version 2018.

«  Generd quality screening questions (for all study designs)

« Arethereclear research questions?

« Do the collected data allow researchers to address the research question?

o Qualitative

« Isthe qualitative approach appropriate to answer the research question?

« Arethe qualitative data collection methods adequate to address the research question?

«  Arethefindings adequately derived from the data?

. Istheinterpretation of results sufficiently substantiated by data?

« Isthere coherence between qualitative data sources, collection, analysis, and interpretation?

e Quantitative nonrandomized

«  Are participants representative of the target population?

«  Are measurements appropriate regarding both the outcome and intervention (or exposure)?

«  Arethere complete outcome data?

«  Arethe confounders accounted for in the design and analysis?

o During the study period, is the intervention administered (or does the exposure occur) as intended?

«  Mixed methods

« Isthere an adequate rationae for using amixed methods design to address the research question?

. Arethedifferent components of the study effectively integrated to answer the research question?

« Arethe outputs of the integration of qualitative and quantitative components adequately addressed?

« Aredivergences and inconsistencies between quantitative and qualitative results adequately addressed?

« Dothedifferent components of the study adhere to the quality criteria of each tradition of the methods involved?

Data Extraction

In total, 2 authors (EMK and MAN) extracted the study data,
which were organized in Microsoft Word (Microsoft Corp)
documents. Extracted data included title, authors, publication
year, journal, study design, research question, population
characteristics (age and gender distribution of study participants
and chronic conditions), and procedures for recruiting
participants and selecting social mediacontent for examination.
In addition, we extracted results related to the implications for
peoplewith chronic conditions—-HCP rel ationshipswhen people
with chronic conditions obtain and share information on social
media and stated the study limitations. We pilot-tested data
extraction on 3 studies to evaluate whether the categories
accommodated heterogeneous study designs. Data extraction
of results related to the implications for people with chronic
conditions-HCP relationships when people with chronic
conditions access and share information on social media was
conducted independently and subsequently reconciled through
discussion to ensure the consistency and relevance of the
extracted data.

Knowledge Synthesis

We conducted a narrative synthesis, which alows for
identification of patterns across heterogeneous studies to
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summarize how they address different aspects of the
phenomenon of interest [24]. Initially, EMK and MAN read
through the extracted results related to the implications for
rel ati onshi ps between peopl e with chronic conditionsand HCPs
when people with chronic conditions access and share
information on social media. They then jointly developed codes
to describe and categorize the implications identified from the
extracted study results. The codes were revised several times
to generate categories and subcategories that captured the
essence of theidentified implications. No theoretical framework
guided this process.

Results

Study Selection

The initial search yielded 3859 studies (Figure 1). The
EPPI-Reviewer web tool automatically marked all possible
duplicates (742/3859, 19.23%), which were subsequently
verified by EMK. References were then manually screened to
identify duplicates not detected by the EPPI-Reviewer web tool
(6/3859, 0.16%), yielding 3111 unique studies (Figure 1).

Onthebasis of title and abstract screening, the full textsof 1.7%
(53/3111) of the studies were retrieved (Figure 1). Of these 53
studies, we excluded 1 (2%) potentially eligible study (listed in

JMed Internet Res 2023 | vol. 25 | 41156 | p. 4
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

Kjarulff et al

Multimedia Appendix 2) asit was reported in alanguage other 21 (40%) wereincluded in the quality assessment and 17 (33%)
than English, Danish, Swedish, and Norwegian. Thus, the full
texts of 52 studies were read to determine eligibility, of which

Figure 1. Flowchart showing the selection of studies. HCP: health care professional.

—
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were included in the knowledge synthesis (Figure 1) [25-41].
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Anoverview of theincluded studiesand their quality assessment
resultsis provided in Tables 1 and 2. As stated previously, we
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Records excluded based on general quality
assessmentscreening questions
(n=4)

deemed studies rated <40% as low quality, studies rated 60%
as medium quality, and studies rated 280% as high quality.
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Table 1. Characteristics of the included studies (N=17).
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Study, year  Design Population and recruitment Methods Findings

Audrain- Cross-section- « 328 respondents from e  Structural equation modeling «  CMSSincreased empowerment

Ponteviaand  al web-based OHCs2 39.4% reported and path analysis with 6 hy- (PE®=0.33; P<.001; hypothesis 1 con-

Menvielle  survey having diabetes and other potheses. Controlled for age, firmed), participation during consultations

[25], 2018 chronic conditions (can- education, employment, and (PE=0.27; P<.001; hypothesis 2 con-
cer, asthma, fibromyalgia, health status firmed), and commitment to the relation-
Crohndisease, or mental *  Surveyitems. CM ssP (8items ship with the physician (PE=0.12; P<.05;
illness) were adapted from another hypothesis 3 confirmed).

«  Selection of OHCs not survey [31]), sense of empow- «  Empowerment via CMSS increased par-
specified. Respondents erment (7 items adapted from ticipation during consultations (PE=0.45,;
who declared visiting another survey [31]), patients P<.001; hypothesis 4 confirmed), but the
OHCson aregular basis participation during medical commitment to the relationship with the
throughout the year were consultations (4 items adapted physician decreased (PE=-0.12; P<.05;
selected, but recruitment from another survey [42]), and hypothesis 5 not confirmed).
procedures were not clear commitment totherelationship «  Participation during consultationsin-

with the physician (5 items creased commitment to the relationship
adapted from another survey with the physician (PE=0.40; P<.001;
[43]) hypothesis 6 confirmed).
Audrain- Cross-section- « 315 respondents from «  Structural equation modeling «  Empowerment viasocial mediausein-
Ponteviaet  a web-based OHCs who reported hav- and path analysis with 6 hy- creased compliance (coefficient=0.45,
a [26],2019 survey ing diabetes, obesity, and potheses P<.001; bootstrapping p=.35, P<.001;

Bartlett and  Cross-section-
Coulson a web-based
[34],2011  survey

other chronic conditions
(HIV, cancer, and other
unspecified diseases)
Selection of OHCs not
specified. Inclusion crite-
riafor respondents were
21 chronic disease and
having visited OHCsonce
during the past 3 months,
but recruitment procedures
were not clear

246 respondents from 33

0sGs” who reported hav-
ing diabetes and other
chronic conditions (eg,
arthritis and cancer)
Keyword search to identi-
fy OSGs; included if fo-
cused on chronic condi-
tions. Recruitment proce-
dures for respondents not
specified

Survey items: empowerment
(4 items adapted from another
survey [42]), patient satisfac-
tion (3 items adapted from an-
other survey [44]), patient
commitment (4 items adapted
from another survey [43]), and
patient compliance (3 items
adapted from another survey
[45])

Multiple regression modelsand
binary regression models.
Multiple items averaged to
create single variablesfor each
empowerment process and
outcome

Survey items: demographics
(number of items not stated),
OSG membership duration and
use of the internet for health
purposes (number of items not
stated), empowerment process-
es (items adapted from another
survey [46] but number of
items not reported), empower-
ing outcomes due to OSG par-
ticipation (items adapted from
another survey [46] but number
of items not reported), and
questions related to relation-

ship with HCPs® and impact of
OSG membership on relation-
ship with HCPs (items were
inspired by another study [47]
but number of itemsnot report-
ed)

hypothesis 1 confirmed) and patient
commitment (coefficient=0.72, P<.001;
bootstrapping B=.62, P<.001; hypothesis
2 confirmed) but not satisfaction (coeffi-
cient=-0.01, P=.76; bootstrapping 3=.05,
P=.33; hypothesis 3 not confirmed).
Satisfaction increased patient commitment
(coefficient=0.14, P<.001; bootstrapping
[3=.15, P<.01; hypothesis 4 confirmed)
but decreased compliance (coeffi-
cient=—0.05, P<.05; bootstrapping
[3=-.03, P=.39; hypothesis 6 not con-
firmed).

Commitment increased compliance (coef-
ficient=0.54, P<.001; bootstrapping
[3=.51, P<.001; hypothesis 5 confirmed).

Empowerment outcomes (including age,
gender, and length of OSG membership)
predicted whether OSG usersshared infor-
mation obtained on social mediawith
HCPs (omnibus )(215:53.0; P<.001). A
total of 82.2% of respondents had dis-
cussed information obtained on the web
and social mediawith their HCP, and
74.2% were either satisfied or extremely
satisfied with their HCPS' reactions.
Greater social support exchanged within
OSGs (B=—-1.107; P<.01) or length of
membership (B=-0.006; P<.01) reduced
the likelihood of discussing information
obtained on socia mediawith HCPs.
Empowerment outcomes predicted
whether participantsfelt that therelation-
ship with their HCP had changed (om-

ni busx215:74.4; P<.001). Thegresater the
confidence in their HCP (B=-1.372;
P<.01), length of membership (B=—0.002;
P<.05), and age (B=—0.029; P<.05), the
lower the probability of feeling that their
relationship had changed.
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Study, year  Design Population and recruitment Methods Findings
Bernhard et  Qudlitativefo- « 25 participants with type Content analysis[48,49] «  Half of the participants had joined social
a [35],2017 cusgroupin- 2 diabetes Theoretical framework: media forums for support and to share
terviews «  Participantsrecruited from SFMF9 [50] information on drug-drug interactions,
seif-help groups, hospitals, Deductive coding via SFMF side effects, new medicines, and tips for
and GPs'; included if they framework, then inductive adjusting medicine, but participants ex-
were German- or Turkish- coding pressed concerns about the reliability of
speaking peoplewith type social mediainformation and their ability
2 diabetes and aged =18 to assess the quality of thisinformation.
years e  Only afew had discussed information
accessed on social media with their
physician for clarification.
Bond and Qualitative «  148threadsposted by 127 Content analysis [51] «  Usersexchanged information on how to
Ahmed[36], contentanaly- individualsin 4 socia No theoretical framework deal with HCPs, including theright to see
2016 Sis media discussion boards Inductive coding; 10 postsrec- the right HCP and how to deal with

«  Selection of discussion onciled to ensure validity of problemsin the patient-HCP relationship.
boards not specified; coding. Similar codes com- Users also discussed the importance of
threads were included if bined into categories and sub- understanding the information provided
posted within a specific categories by HCPs and the need for questioning
week and relevant to the HCPs' advice.
study purpose

Brookes Quantitative  « 81 threads consisting of Corpus-assisted discourse »  Usersadopted aposition of being an “ ex-
[37],2018  andqualitative 1072 messages and analysis[52] pert patient” and collectively established
discourse 119,982 words posted in Theoretical framework: medi- diagnostic criteria for diabulimia despite
analysis 3 OSGsfor people with calization [53] and linguistic itsunofficial disease status (ie, usersdiag-

type 1 diabetes patternsresembling medicaliz- nosed others as having diabulimia or

«  Keyword search to identi- ing discourses [54-57] contested the suggestion that users had
fy OSGs; threads and Quantitative analysis[52]: fre- diabulimia as particular experiences or
messagesincluded if the quency measure to identify circumstancesfailed to satisfy the diagnos-
title or message contained words used to linguistically tic criteria established in the OSG).
“diabulimia’ or “diabulim- denote diabulimia o Usersdescribed their experiencesof clin-
ic” Qualitative analysis[52]: an ical consultations and encouraged others

examination of the collocates to consult their HCPs to obtain help.
and concordance lines sur-
rounding the words*“ diabulim-
ia’ and “diabulimic” to revesl
discoursesthrough which expe-
riences and understandings of
diabulimiawere construed
Gilbertetal Web-basedfo- « 42 participants with type Thematic analysis [58] «  HCPsand people with diabetes valued
[38],2012  cusgroups 1 diabetes recruited for Theoretical framework: Peers the online community and identified many
and web- web-based focus groups, for Progress [59] benefits related to self-management and
based cross- 81 HCPs (diabetes nurse Deductive coding viaPeersfor support. However, people with diabetes
sectional sur- educators, nurses, and Progress framework to create reported that HCPs were criticized on so-
vey others) responding to a categories and subcategories cial media, which was a negative experi-
web-based survey ence.

«  TheReality Check Com- «  HCPsreported concernsabout inappropri-
munity (Australian type 1 ate advice being shared on social media,
diabetes online communi- that diabetes management techniques
ty) was selected; partici- were not consistent with standard recom-
pants with diabetes were mendations, and that gossip about HCPs
recruited through this was being shared.
community

«  HCPrespondentsrecruited
viaemail through asurvey
link

Hewitt-Tay- Qualitative Content analysis (no reference

lorandBond content analy-
[39],2012 sis

stated)

No theoretical framework
Inductive coding; comparison
of codes. Similar codes were
merged into categories and
subcategories
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Study, year  Design Population and recruitment Methods Findings

« 1583 postsin 126 threads «  People with diabetes stressed the impor-
by 561 unique contribu- tance of a good relationship with HCPs.
torsto 4 socia mediadis- They valued equal partnerships with
cussion boards for people HCPs characterized by mutual respect and
with diabetes learning.

«  Discussionboardsselected «  People with diabetes shared advice on
based on convenience and managing relationships with HCPs and
activity among members; on preparing for consultations. They
posts within a specific stressed the importance of anticipating
month were included HCPs' responses before the consultation

and being clear, confident, and assertive
during the consultation but avoiding argu-
ments with HCPs.

o  Somedidnot shareall treatment decisions
with HCPs and did not perceive HCPs
advice as the most reliable or helpful.

«  Peoplewith diabetes discussed how HCPs
hold a powerful position as gatekeepers,
but some expressed a sense of having the
power to choose which HCPs they would
consult with.

lzukaet al Qudlitative o 69 posts on 43 threads by Thematic analysis [60,61] o Some patientsdescribed strictly following
[40],2017  themaicandy- 33 stroke survivorsand 17 No theoretical framework GPs' advice on medication.
Sis caregivers Inductive coding; codes re- «  Patients described consulting GPs to ne-

«  The TalkStroke Forum vised into themes. Threads gotiate new treatments to avoid side ef-
(hosted by the UK Stroke were checked for falseinforma- fects, and some directed othersto consult
Association) was selected; tion regarding secondary pre- their GPsto clarify whether side effects
postswere screened using vention medication [62] were caused by prescribed treatment.
keywords to select those »  Patientsdescribed their reactionsto GPs

Jamisoneta Quadlitative
[41],2017  thematicandly-
sis

Johansenet  Qualitative
a [27],2020 thematicanaly-
sis

Keeling et a
[28], 2015

relevant to the study pur-
pose

222 posts by 162 stroke
survivors, 57 caregivers,
and 3 others

The TalkStroke forumwas
selected; posts were
screened using keywords
to select those relevant to
the study purpose

16 socia mediablogs by
people with type 1 dia-
betes

Keyword search to identi-
fy blogs; included if pub-
licly accessible, in Danish
or English, and authorized
by individuals aged 18 to
30years. Selection of blog
content not specified

Thematic analysis [60]
Theoretical framework: PA-
PAN[63]

Initial coding of poststo gener-
ate key themes; these themes
were then mapped onto the
PAPA framework

Thematic anaysis [60]

No theoretical framework
5-step deductive data analysis
to identify conceptual patterns
and units of meaning relevant
to the research question and
investigate relationships be-
tween codes and levels of
themesto finally refine these
into overarching themes

advice on secondary prevention medicine.
Some felt reassured, others remained
anxious and described checking for errors
in GPs' prescriptions, and some felt
humbled by their GPs' advice.

HCPsweregenerally described ashaving
an important rolein patients’ trust in sec-
ondary prevention medicine and, conse-
quently, adherence.

Some users stressed that stopping medica
tion should be on HCP advice, and others
described negotiating new treatmentswith
HCPs.

Some also raised concerns about HCPs
prescribing statinsfor financia rather than
medical reasons.

Bloggers described the value of HCP
support and provided descriptions of
support and how they wished to betreated
during clinical consultations. They valued
HCPs who individualized their approach
and comprehended the multifaceted nature
of blood glucose monitoring.

Several bloggerswanted HCP support for
the physical and mental aspects of dia-
betes.

Some found clinical consultations stress-
ful and noted that thisstresscould be alle-
viated if HCPs did not judge them by their
blood glucose numbers.
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Study, year  Design Population and recruitment Methods Findings
Qualitative « Postsin2threadsin 4 « Netnographicanalysis[64] and «  Usersvaued OHCs as a source of infor-
analysisand OHCsfor peoplewith dia- content analysiscombined with mation. Most HCPs did not acknowledge
web-based betes (93 posts), breast asimple discourse analysis this, but afew HCPs engaged in OHCs.
semistructured cancer (167 posts), [65-67] o Usersexpressed that sharing medical ad-
interviews prostate cancer (185 «  Phenomenological approach vice was wrong but sharing experiences

Litchmanet Web-based
a [29],2018 cross-sectiona
survey

Litchmanet Semistruc-

al [30], 2018 tured tele-
phone inter-
views

posts), and depression
(522 posts)

45 participants recruited
for web-based semistruc-
tured member-check inter-
views (8 people with dia-
betes, 30 people with
breast cancer, 5 people
with prostate cancer, and
2 people with depression)
Keyword search to identi-
fy forums; forums
screened using keywords
to identify threadsrelevant
to the study purpose. Par-
ticipantsfor theinterviews
were self-selected

183 respondents with dia-
betes (type 1, type 2, and
latent autoimmune)
Survey link posted on
various social mediaplat-
forms; inclusion criteria
for respondents: aged =18
years and diagnosed with
diabetes (type 1, type 2, or
latent autoimmune)

20 interviewees with dia-
betes (type 1, type 2, and
latent autoimmune)

(no reference) to conducting
web-based member-check inter-
views

Logistic regression

Survey scalesand items: demo-
graphics (11 items) and health
history, including self-reported
HbA1c' level (8items),
eHedlth use (22 items), reasons
tojoinaDOC (13 items),
DOC intensity (8 itemsadapted
from the Facebook intensity
scale [68]), DOC engagement
(5 items), theinternet social
capital scale [69] (number of
itemsnot stated), health-related
quality of life measured using

the SF-12v2X [70,71] (12
items), diabetes self-care behav-

iors measured using SCI R
[72] (15 items), and source
creditability scale[73] (number
of items not stated)

Content analysis[74]
Theoretical framework for in-
terview guide (not data analy-
sis): theory of intermediation,
disintermediation, and apome-
diation for assessing informa-
tion credibility [75,76]

Codes developed based on 3
transcripts; codes were then
applied to all transcripts

was fine; opinions and experiences con-
flicting with accepted medical viewswere
not necessarily challenged.

Users frequently encouraged othersto
consult their HCPs. They stressed the
importance of being able to argue one's
case and raise concerns and preferences
in ways that HCPs acknowledged.

Most comments about HCPs were posi-
tive, but some users did not view GPs as
specialists and expressed that they had to
accept this and become specialists them-
selves.

Interviewees reflected on their strong de-
pendence on HCPs to filter health infor-
mation after diagnosis and acknowledged
that they lacked HCPS' professional
knowledge.

Use of DOCswasmoreintensein respon-
dentswho had told their HCPs about their
DOC use and felt supported (mean 3.2,
SD 0.64) or were unsure if they had felt
supported (mean 3.2, SD 0.57) thanin
those who had never told their HCP about
their DOC use (mean 2.6, SD 0.71;
P<.001).

Respondents’ engagement in DOCs was
higher for those who had told their HCPs
about their DOC use and had felt support-
ed (mean 3.6, SD 1.4) or were unsure if
they had felt supported (mean 2.9, SD 1.3)
than for those who had never told HCPs
about their DOC use (mean 1.9, SD 1.6;
P<.001).

A total of 67.2% of the participants had
not informed HCPs about their DOC use.

DOCswere used for emotional and prac-
tical support, enhancing diabetes knowl-
edge, and asking questions deemed too
unimportant for HCPs. Participants cross-
referenced DOC information with profes-
sional sources (eg, Mayo Clinic and pro-
fessional journals) and consulted their
HCPs. DOC use did not replace seeing
HCPs.

I nterviewees consulted HCPsfor medical
advice and information and stressed that
HCPs, not the DOC, should be contacted
in case of acute medical issues. However,
participants also viewed HCPs as unable
torelateto living with diabetes compared
with other DOC usersand aslackingtime
and up-to-date information.

A few participants only used HCPs for
medication prescriptions.
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Study, year  Design Population and recruitment Methods Findings
OhandLee Cross-section- 464 respondentsfrom5  «  Structura equation modeling . Online community activity predicted
[31],2012 & web-based DOCs with covariance matrix tested CMSS (=.27; P<.01,; hypothesis 1 con-
survey 4 hypotheses; Sobel test for firmed).
mediation analysis (hypothesis «  CMSS predicted empowerment (3=.60;
4). Controlled for gender, age, P<.01; hypothesis 2 confirmed).
education, marital status, em- «  Empowerment predicted intention to ac-
ployment status, and severity tively communicate with the physician
and duration of disease. Confir- (B=.62; P<.01,; hypothesis 3 confirmed).
matory factor analysisexam- «  The relationship between perceived
ined internal consistency CMSS and the intention to actively com-
«  Survey scalesand items. ques- municate with the physician was mediated
tionsrelated to online commu- by sense of empowerment (z=8.19; P<.01;
nity activity (4 items), CMSS hypothesis 4 confirmed).
(19itemsadapted fromanother «  Senseof empowerment wasavalid under-
study [77]), sense of empower- lying mechanism to explain how per-
ment measured through 3 sub- ceived CM SSinfluences patient intention
constructs using PHES™ to actively communicate with the physi-
[78,79] and Diabetes Empow- aan. o
erment Scale [80] to modify ~ * Sociodemographic variabl es showed par-
the PHES (16 items; 6 were tially significant effects on the major
used for measuring motivation variables of the model (P<.05).
to achieve disease-related
goals, 5 were used for measur-
ing sense of confidence, and 5
were used for measuring sense
of control), and intention to
actively communicate with the
physician (10 items adapted
from other studies [81,82])
Willmer and  Cross-section- 498 posts from 1 social «  Qualitativedescriptivemethod «  Forum members exchanged advice on
Salzmann- &l observation- media forum discussion [83] how to advocate for areferral to special-
Erikson[32], al study using thread for people with « Notheoretical framework ists from GPs, and forum members de-
2018 qualitative obesity «  Datacoded; codesgroupedinto scribed having success after obtaining
content analy- Keyword search to identi- categories advice. Forum members described obtain-
sis fy forums;, forumsinclud- ing final approval for the specidist asan
ed if publicly available, if exam and prepared themselves by asking
there was active posting for advice from other forum members.
(>10 posts daily, >1000
postsin total, and >100
members), and if they
were in a Scandinavian
language; threads selected
if relevant to the study
Farnoodeta Qualitativede- 639 postsfrom 10 social «  Qualitative descriptivestudy «  Forum members shared experiences of
[33],2021  scriptivestudy media forums for people [83] and thematic analysis[84] consultations with HCPs; some were
and thematic with heart failure «  Theoretical framework: evi- pleased with their HCPs, trusted them,
analysis Keyword search to identi- dence-based practice guide- and perceived them as experts. Some de-

fy forums; criteriafor in-
cluding forums not speci-
fied; publicly available
posts that had been made
from 2016 to 2019 were
selected

lines[85] and NPT" [86,87]
Data coded and compared;
codes grouped into themes and
subthemes and mapped onto
constructs of NPT

scribed that nurses spoke to theminare-
latable manner.

Other forum members felt disappointed
or frustrated after consultations with
HCPs; they had felt rushed, not listened
to, that their health issues were not taken
seriously, or that the HCP just seemed
interested in getting the fee. Consequent-
ly, some had lost trust in their HCPs
knowledge, and some tried to find a new
HCP.

30OHC: online health community.

bemss: computer-mediated social support.

°PE: parameter estimate.
d0sG: online support group.
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®HCP: health care professional.

fGp: genera practitioner.

9SFMF: Self- and Family Management Framework.

PPaPA: Perceptions and Practicalities Approach.

"HbA1c: glycated hemoglobin test.

IDOC: diabetes online community.

KSF-12v2: A shortened form of the SF-36-v2 survey, which is ageneric assessment of health-related quality of life from the patient’s perspective.
ISCI-R: Sdf-Care Inventory-Revised.

MPHES: psychological health empowerment scale.

"NPT: Normalization Process Theory.

Table 2. Quality assessment of the included studies (N=17) based on the Mixed Methods Appraisal Tool version 2018.

Study, year Study design Q1 @ QF M Q5° Percentage (0%-100%)"
Audrain-Pontevia and Menvielle [25], 2018 Quantitative nonrandomized cg C C yh Y 40
Audrain-Pontevia et a [26], 2019 Quantitative nonrandomized c C C C Y 2
Bartlett and Coulson [34], 2011 Quantitative nonrandomized cC Cc C N C o
Bernhard et al [35], 2017 Qualitative Y Y Y Y Y 100
Bond and Ahmed [36], 2016 Qudlitative Y Y C N N 40
Brookes [37], 2018 Mixed methods Y Y Y Y Y 100
Gilbert et al [38], 2012 Mixed methods c C€C C N N O
Hewitt-Taylor and Bond [39], 2012 Qualitative Y C C N N 20
lzukaet al [40], 2017 Qudlitative Y Y N N N 40
Jamison et al [41], 2017 Qualitative Y Y C C C 40
Johansen et al [27], 2020 Qudlitative Y Y C C C 40
Keeling et al [28], 2015 Qualitative Yy C€C C C C 2
Litchman et a [29], 2018 Quantitative nonrandomized N C C N N O
Litchman et al [30], 2018 Qualitative Y Y Y Y Y 100
Oh and Lee[31], 2012 Quantitative nonrandomized cC Yy C Y C 40
Willmer and Salzmann-Erikson [32], 2018 Qualitative Y Y C Y C 60
Farnood et al [33], 2021 Qudlitative cC Y N C N 20

8Q1: quality assessment screening question 1 based on study design (Textbox 1).
bQ2: quality assessment screening question 2 based on study design (Textbox 1).
Q3: quality assessment screening question 3 based on study design (Textbox 1).
dQ4: quality assessment screening question 4 based on study design (Textbox 1).
€Q5: quality assessment screening question 5 based on study design (Textbox 1).
foto5 points possible; yes=1, cannot tell=0, no=0; overall quality score shown as a percentage.

9C: cannot tell.
Py yes.
'N: no.

Knowledge Synthesis Results

Overview

In total, 3 main categories with 7 subcategories emerged from
the narrative synthesis. The results of some studies addressed
several implications for the relationships between people with
chronic conditions and HCPs when people with chronic
conditions access and share information on social media

https://www.jmir.org/2023/1/e41156

Therefore, some studies were represented in more than one
category or subcategory.

How the Peer I nteractions of People With Chronic
Conditions on Social Media Can Influence Their
Communication With HCPs

Studiesin thefirst main category overall suggested that the peer
interactions of people with chronic conditions on social media
equip them to communicate with HCPs and advocate for desired
treatments during clinical consultations. People with chronic
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conditions may also discuss information obtained from social
media with HCPs to evaluate its credibility.

Social Media Use and Empowerment in Clinical
Consultations

Of the 17 studies, 4 (24%) cross-sectional survey studies
[25,26,31,34] suggested that interactions with peers on social
media can empower people with chronic conditionsto actively
participate in clinical consultations, which entails asking
guestionsto engage in dialog with HCPs. For example, Oh and
Lee [31] argued that a sense of empowerment was a valid
underlying mechanism to explain how perceived support gained
from interactions with peers on social media influences the
intention of people with diabetes to actively communicate with
HCPs. Audrain-Ponteviaand Menvielle [25] also described an
association between empowerment gained from people with
chronic conditions interacting with peers on social media and
their participation in clinical consultations. Furthermore,
Audrain-Pontevia et al [26] described an association between
peoplewith chronic conditions’ empowerment viasocial media
and people with chronic conditions commitment to their
relationship with HCPs and adherence to HCP treatment
recommendations.

We rated these cross-sectional studies as low quality; none
defined the target population, making it impossible to assess
the representativeness of the samples [25,26,31,34].
Furthermore, some did not provide clear descriptions of their
survey items, describe whether the outcome datawere complete
[25,26,34], or adjust for confoundersin their analyses [26,34].
Finally, some of the studies did not provide any descriptions of
how they determined whether survey respondents had been
“exposed” to peer interactions on social media as intended
[31,34] (Table 2).

Accessing | nformation on Social Mediato Prepare for
Clinical Consultations

Of the 17 studies, 4 (24%) qualitative studies [28,30,32,35]
demonstrated that people with chronic conditions accessed
information on social media to equip themselves to advocate
for specific treatments and medical services in clinica
consultations. For example, peoplewith obesity consulted peers
on social media to obtain advice on how to request gastric
bypass surgery and obtain appointmentswith medical specialists
[32]. People with chronic conditions found it necessary to be
informed and prepared when attending clinical consultations,
and thisincluded being ableto formulate concernsor preferences
in ways that HCPs acknowledge [28].

We rated the study by Keeling et al [28] as low quality as it
lacked a clear description of the methodological and analytical
steps, making it difficult to assess how the results were derived
from the data. The study by Willmer and Salzmann-Erikson
[32] was rated as medium quality; the authors described using
various methods in the abstract and methodology section, but
the described analytical procedures matched the cited reference,
and the results were sufficiently substantiated by the data. The
remaining studies, by Litchman et a [30] and Bernhard et al
[35], were rated as high quality as they provided thorough
descriptions of the methodological and analytical steps and
reported results that were sufficiently substantiated by data,

https://www.jmir.org/2023/1/e41156
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demonstrating coherence between data collection methods,
analysis, and interpretation of results (Table 2).

Discussing Social M edia I nformation in Clinical
Consultations

Of the 17 studies, 3 (18%) qualitative studies [28,30,35] and 2
(12%) cross-sectiona studies[29,34] reported that some people
with chronic conditions discussed social media information
with HCPsto evaluateits credibility. Some people with chronic
conditions al so depended on HCPsto filter information sourced
on social media[28]. Bartlett and Coulson [34] found that most
people with chronic conditions discussed social media
information with their HCP; 82.2% of survey respondents with
various chronic conditions had discussed their information with
HCPs, and 74.2% were satisfied with HCPS' reactions. However,
of the 17 studies, 2 (12%) studies suggested that people with
chronic conditions tended not to inform HCPs of their retrieval
of information from socia media [29,35]. For example, as
Litchman et a [29] found, 67.2% of survey participants with
diabetes had not informed HCPs of their interactionswith peers
on social media.

As described earlier, the studies by Keeling et a [28] and
Bartlett and Coulson [34] were rated as low quality, and the
studies by Litchman et a [30] and Bernhard et a [35] were
rated as high quality. The remaining cross-sectional survey
study, by Litchman et a [29], was rated as low quality—the
authors did not define the target population, lacked a
representative sample and compl ete outcome data, and did not
adjust for confounders or provide descriptions of how they
determined whether survey respondents had been “ exposed” to
peer interactions on social media as intended (Table 2).

How People With Chronic Conditions Discuss Advice
and Medical Information From HCPs on Social Media

Studiesin the second main category suggested that people with
chronic conditions put the information and advice provided by
HCPs into perspective by discussing it with peers on socia
media. For example, peoplewith chronic conditions appropriate
and challenge information and advice from HCPs, but they also
encourage peers to consult HCPs and follow HCPs' advice.

Challenging Advice and Medical Information From HCPs

Of the 17 studies, 3 (18%) qualitative studies [28,36,39] and 2
(12%) mixed methods studies [37,38] suggested that people
with chronic conditions challenged HCP information and advice
on socia media. People with chronic conditions stressed that
one must gain knowledge of one's condition, question HCPs'
advice, and accept that HCPs knowledge has limitations
[28,36,39]. As Hewitt-Taylor and Bond [39] described, people
with diabetes may not find HCPS' advice reliable or adequate
and may seek a second opinion on their medical issueson social
media. Brookes[37] also found that people with diabetes seemed
to establish their own diagnostic criteria for diabulimia, which
isnot formally recognized asamedical condition. In thissense,
peoplewith chronic conditions may claim knowledge of medical
issues or adopt an “expert role” [37,39]. Furthermore, of the 17
studies, 3 (18%) found that people with chronic conditions may
share information and opinions that are not aligned with
treatment recommendations [28,37,38].
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In addition to the study by Keeling et a [28], the studies by
Bond and Ahmed [36], Gilbert et al [38], and Hewitt-Taylor
and Bond [39] were rated as low quality. The rationales for the
low-quality ratings of the qualitative studies by Bond and
Ahmed [36] and Hewitt-Taylor and Bond [39] were the lack of
substantial data to support the results, underdeveloped data
analysis, and inadequate data to support the interpretation of
the results. The study by Gilbert et al [38] did not provide a
rational e for using amixed methods approach, and the different
components of the study did not adhere to the quality criteria
of each tradition of the methods involved [38]. The remaining
mixed methods study by Brookes [37] wasrated as high quality
asit provided athorough description of the methodol ogical and
analytical steps related to the quantitative and qualitative
linguistic approach and integrated quantitative and qualitative
components into the analysis (Table 2).

Encour aging Peerson Social Mediato Consult Their HCPs

Of the 17 studies, 4 (24%) qualitative studies[28,30,40,41] and
1 (6%) mixed methods study [37] found that peoplewith chronic
conditions encouraged peers on social media to consult HCPs
about issues deemed inappropriate for peers to judge [30,37].
For exampl e, people with chronic conditions stressed that peers
on social media should not be consulted about potentialy
dangerous symptoms [40] or in case of acute illness [30,37].
To help peers clarify questions, people with chronic conditions
may also link to other web-based resources managed by HCPs
[28]. In thisway, people with chronic conditions demonstrated
trust in the expertise of HCPs [28,30,41], and some explicitly
stated that they followed HCP advice and treatment
recommendati ons and encouraged peersto do the same[40,41].

As discussed previously, the study by Keeling et al [28] was
rated as low quality, whereas the studies by Litchman et al [30]
and Brookes [37] were rated as high quality. The studies by
|zukaet al [40] and Jamison et al [41] wererated aslow quality;
the authors did not carry out thematic analyses according to the
cited references or did not devel op analytical themes. Thus, the
studies lacked coherence between data collection methods,
analysis, and interpretation of results (Table 2).

How Relationships With HCPs Are Discussed by People
With Chronic Conditions on Social Media

Studies in the third main category suggested that people with
chronic conditions use social media to discuss how they
experience and manage their relationships with HCPs.
Discussions revolved around both a perceived asymmetrical
power relationship with HCPs and the value of having a good
relationship with HCPs.

Power Asymmetry in Relationships With HCPs

Of the 17 studies, 4 (24%) qualitative studies [28,33,39,40]
addressed how people with chronic conditions discussed the
power asymmetry characterizing their relationshipswith HCPs.
For example, some people with chronic conditions expressed
feeling humiliated, subordinated, rushed through clinical
consultations, not listened to, and not taken seriously by HCPs
[33,39,40]. Consequently, some peoplewith chronic conditions
expressed losing trust in HCPs [33] and encouraged peers to
switch HCPsiif they did not trust their current one [39]. Others

https://www.jmir.org/2023/1/e41156

Kjarulff et al

guestioned whether HCPs prescribed certain drugsfor financial
reasons rather than medical reasons[33,40]. Inthis sense, people
with chronic conditions discussed the powerful position of HCPs
asexperts and gatekeepers of health services[28,39,40]. People
with chronic conditions also discussed the view that most HCPs
do not acknowledge the value of their interactions with peers
on social media[28]. However, the only study that included the
perspectives of HCPs suggested that they perceive the peer
interactions of people with chronic conditions on social media
as valuable but are concerned about inappropriate advice or
gossip about HCPs shared on social media[38].

As discussed previously, the quality assessment scores of the
studies by Keeling et al [28], Hewitt-Taylor and Bond [39], and
Izuka et a [40] were low. The study by Farnood et a [33] was
alsorated aslow quality; the authors stated 2 different references
for their analysis, introducing methodological conflicts.
Furthermore, they did not adequately describe the theoretical
framework that was used for the thematic analysis. Therefore,
the study lacked coherence between data collection methods,
analysis, and interpretation of results (Table 2).

The Value of Good Relationships With HCPs

Of the 17 studies, 2 (12%) qualitative studies[27,39] found that
people with diabetes stressed the importance of a good
relationship with HCPs and shared advice on how to maintain
one. People with diabetes described situations in which they
felt they received support from HCPs and discussed what kind
of relationship they wanted to establish with HCPs and how
they expected to be treated by them [27,39]. For example, they
stressed the importance of being seen as individuals without
judgment from HCPs [27].

As described previoudly, the study by Hewitt-Taylor and Bond
[39] wasrated aslow quality. The remaining study, by Johansen
et a [27], was also rated as low quality. The study cited a
reference for thematic analysis but did not provide atheoretical
framework for explaining analytical concepts that were used
for the deductive thematic analysis. Furthermore, the study
lacked adescription of how the content from social mediablogs
was sel ected, making it difficult to assessthe coherence between
data collection methods, analysis, and interpretation of results
(Table 2).

Summary and Conceptual Model

The narrative synthesis was based on all study results despite
the generally low quality of the included studies. Of the 17
studies, we rated 13 (76%) as low quality, 1 (6%) as medium
quality, and 3 (18%) ashigh quality. An overview of the quality
and number of studies supporting the 3 main categoriesis shown
inFigure 2. Studiesthat were represented in more than onemain
category or subcategory are also represented more than oncein
the chart.

To summarize the narrative synthesis, we constructed a
conceptual model illustrating the categories and subcategories
to demonstrate how they represent implicationsfor peoplewith
chronic conditions-HCP rel ationshi ps when peoplewith chronic
conditions access and shareinformation on social media (Figure
3). The moddl indicates how the peer interactions of people
with chronic conditions on social media are implicated in the
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Kjarulff et al

themodel indicates aflow of information between social media

for clinical consultations, evaluate the information providedby  and clinical consultations prompted by people with chronic

HCPs, and managetheir rel ationships with HCPs. Furthermore,

conditions.

Figure 2. Quality and number of studies supporting the 3 main categories. HCP: health care professional.

1. Peer interactions of people with chronic
conditions on social media and their
communication with HCPs

2. Medical information and advice from
HCPs discussed by people with chronic
conditions on social media

3. Relationships with HCPs discussed by
people with chronic conditions on social
media

11

0123456 7 8 91011121314151617

u Low quality ®Medium quality

High quality

Figure 3. Conceptual model illustrating the implications for people with chronic conditions-health care professional (HCP) relationships when people

with chronic conditions access and share information on social media.

Main category 1: Peer interactions of people with chronic conditions on social media and their communication with HCPs
(1) empowerment, (2) preparation for consultations, and (3) discussing information with HCPs
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Main category 2: Medical information and advice from HCPs discussed by people with chronic conditions on social media
(4) challenging HCPs® advice and (5) encouraging peers on social media to consult their HOPs

Discussion

Principal Findings

To the best of our knowledge, ours is the first study to
systematically review the content and quality of studiesreporting
the implications for people with chronic conditions-HCP
relationships when people with chronic conditions access and
share information on social media. We identified implications
in 3 main categories with 7 subcategories, collectively
illustrating them in a conceptual model (Figure 3). Each of the
3 main categories of implications was supported by a different
number of studies with varying quality ratings (Figure 2).

The generally low quality of the included studies points to the
immature state of research exploring social media. Most notably,
the included quantitative studies were all rated as low quality.
These studies used cross-sectional survey designs. Generally,
the selection of sociad media communities and recruitment
procedures of respondents were unclear, making it difficult to
assess whether the samples were representative of the target
population. Therefore, thereliability and validity of theincluded

https://www.jmir.org/2023/1/e41156

RenderX

guantitative studies are questionable, and their findings cannot
be generalized. Qualitative studiesrated aslow quality generally
lacked clear descriptions of the methodological and analytical
steps. In addition, some did not follow the cited research
practices. For example, some authors stated that datawere coded
inductively in accordance with the thematic analysis by Braun
and Clarke [60], but they did not develop data-driven, analytical
themes. Other authors devel oped analytical themes but did not
describe the analytical concepts or theoretical framework,
leaving the analysis underdevel oped. Finally, the mixed methods
studies also had varying quality ratings. Altogether, too few
studies had sufficient theoreticadl and methodological
transparency, calling into question the validity of the results.

This cals for better research designs and methods for
investigating peer-to-peer interactions on socia media. For
example, quantitative studies should aim for a better sampling
strategy and alongitudinal design with control groups that can
generate more robust evidence. Qualitative studies should apply
methods with greater rigor and transparency and use analytical
concepts to build theory. Mixed methods studies could use
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designs such as convergent, explanatory, or exploratory
sequential designs.

Comparison With Other Reviews

Despite the generally low quality of the studies, many of our
findings are reflected in other reviews. For example,
Smailhodzic et a [13] concluded that socia media use
empowers patients and stimulates more equal communication
with HCPs. The first main category of implications in this
review also points to ways in which the peer interactions of
people with chronic conditions on social media can influence
communication with HCPs. Studies within subcategory 1 shed
light on how peer-to-peer interactions on social media may
empower peoplewith chronic conditionsin their communication
with HCPs, but we are unable to draw conclusions about this
association because of study quality. Studies of mixed quality
within subcategory 2 aso shed light on how peer interactions
on social media may equip people with chronic conditions to
communicate with HCPs and advocate for desired treatments
in clinical consultations.

Furthermore, people with chronic conditions may discusssocial
media information with HCPs to evaluate its credibility, as
suggested in the studies of mixed quality within subcategory 3.
Other reviews have concluded that the retrieval of information
from web-based resources such as social media can enhance
collaboration and relationships between people with chronic
conditions and HCPs if theinformation is discussed in clinical
encounters [13,14]. However, judging from other reviews and
studies, people with chronic conditions may be reluctant to
present their information because of the potentially negative
reactions from HCPs [12,13,15,88,89]. Therefore, HCPs may
not realize that people with chronic conditions are equipped
with information from peerson social mediaunlessthey actively
address this subject in clinical consultations.

Studiesincluded in the second main category overall suggested
that medical information and advice provided by HCPs are
discussed and put into perspective on social media. Although
most studies included in subcategories 4 and 5 were rated as
low quality, the findings highlight how social media alows
people with chronic conditions to access and evaluate medical
information outside clinical settings. People with chronic
conditions may challenge HCPs' advice, but they may aso
encourage peers to consult HCPs about questions that are
deemed inappropriatefor peersto answer. Asother reviewsand
studies have addressed, the user-generated and endless landscape
of health information on social mediaentails complex questions
regarding the credibility of social media information [17], but
it also facilitates easy access to information adapted to mest
individual needs [6,7,90]. Understanding how these dynamics
of social media influence relationships with HCPs requires
further research.

Finally, studies included in the third main category hint at an
implication that other reviews have not addressed. The studies
suggested that people with chronic conditions use social media
to discuss how they experience and manage their relationship
with HCPs. These peer-to-peer interactions revolve around both
the perceived asymmetrical power relationship with HCPs and
the value of a good relationship with HCPs. On the one hand,

https://www.jmir.org/2023/1/e41156

Kjarulff et al

these findingsindicate that people with chronic conditions may
use social media as an outlet for frustration, challenges, and
perceived injustice associated with their dependence on HCPs.
This could potentially have anegative influence on people with
chronic conditions' trust in HCPs. In contrast, peer-to-peer
interactions on social mediamay also help people with chronic
conditions reflect on their experiences of consulting HCPs and
support them in establishing a collaborative relationship with
HCPs. Given that all studies within subcategories 6 and 7 were
rated as low quality, there is a need for more research to
understand how such discussions among peers on social media
can influence rel ationships with HCPs.

The identified implications for people with chronic
conditions-HCP relationships when people with chronic
conditions access and share information on social media are
particularly important considering the growing use of social
mediaworldwide. Studies have shown that social mediahasan
impact on people's health behaviors and decisions, not least in
the wake of the COVID-19 pandemic [9,91]. There is also
growing evidence that social media use among people with
chronic conditions can lead to better clinical and psychosocial
outcomes, as described in several reviews [8,92-94]. Although
some of these reviews call for more studies, their findings are
promising. Theinternet and social mediawill likely remain an
essential strategy for retrieving health information. In addition,
future generations of people with chronic conditions will be
raised in a digital world, making it reasonable to believe that
social mediawill be apart of their strategies for handling daily
self-management. This emphasizes the need for research that
helps elucidate what the retrieval and sharing of health
information on social media implies for the relationships
between people with chronic conditions and HCPs.

Strengths and Limitations

A primary strength of this review is the comprehensiveness of
our search inquiry. However, there are inherent limitations
associated with the inconsi stent terminology applied in studies
that addressed our research question. Therefore, we performed
free-text searches encompassing key concepts, including various
terms for describing social media, HCP-patient relationships,
and chronic diseases related to diabetes.

We narrowed our scope to focus on diabetes and chronic
conditions that are prevalent comorbidities of diabetes. We did
not exclude studiesthat also included people with other chronic
diseases, but this scope may have omitted potentialy
high-quality studies that focused exclusively on chronic
conditions other than those of our particular interest.

The narrative synthesis alowed us to identify patterns across
studies with heterogeneous designs [24]. To do so in a
systematic and transparent way, we grouped studies based on
their implications for people with chronic conditions-HCP
relationships when people with chronic conditions access and
shareinformation on social media. However, the extent to which
theincluded studies addressed our research question in arel evant
way varied, reflected in the fact that some studies are represented
in more than one category or subcategory of implications.
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Consistent with the MMAT guidelines, we excluded studies
based on the 2 general screening questions during the quality
assessment [23]. Although the MMAT is appropriate for
assessing the quality of heterogeneous studies, it posed certain
challenges in terms of study selection. For example, studies
could passthe general screening questions but be of low quality,
whereas other studies could be of reasonable quality but not
pass the general questions as they did not pose a clear research
guestion. Asmost of theincluded studies (13/17, 76%) were of
low quality, the generalizability of our synthesis is limited.
However, as noted in the Introduction section, no reviews thus
far have discussed the quality of studiesaddressing our research
guestion, making our review an important contribution.

Conclusions

Implications for people with chronic conditions-HCP
relationships when people with chronic conditions access and
share information on social media can be divided into three
main categories with 7 subcategories addressing (1) how the
peer interactions of people with chronic conditions on social
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