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Abstract

Background: Health agencies have been widely adopting social media to disseminate important information, educate the public
on emerging health issues, and understand public opinions. The Centers for Disease Control and Prevention (CDC) widely used
social media platforms during the COVID-19 pandemic to communicate with the public and mitigate the disease in the United
States. It is crucial to understand the relationships between the CDC’s social media communications and the actual epidemic
metrics to improve public health agencies’ communication strategies during health emergencies.

Objective: This study aimed to identify key topics in tweets posted by the CDC during the pandemic, investigate the temporal
dynamics between these key topics and the actual COVID-19 epidemic measures, and make recommendations for the CDC’s
digital health communication strategies for future health emergencies.

Methods: Two types of data were collected: (1) a total of 17,524 COVID-19–related English tweets posted by the CDC between
December 7, 2019, and January 15, 2022, and (2) COVID-19 epidemic measures in the United States from the public GitHub
repository of Johns Hopkins University from January 2020 to July 2022. Latent Dirichlet allocation topic modeling was applied
to identify key topics from all COVID-19–related tweets posted by the CDC, and the final topics were determined by domain
experts. Various multivariate time series analysis techniques were applied between each of the identified key topics and actual
COVID-19 epidemic measures to quantify the dynamic associations between these 2 types of time series data.

Results: Four major topics from the CDC’s COVID-19 tweets were identified: (1) information on the prevention of health
outcomes of COVID-19; (2) pediatric intervention and family safety; (3) updates of the epidemic situation of COVID-19; and
(4) research and community engagement to curb COVID-19. Multivariate analyses showed that there were significant variabilities
of progression between the CDC’s topics and the actual COVID-19 epidemic measures. Some CDC topics showed substantial
associations with the COVID-19 measures over different time spans throughout the pandemic, expressing similar temporal
dynamics between these 2 types of time series data.

Conclusions: Our study is the first to comprehensively investigate the dynamic associations between topics discussed by the
CDC on Twitter and the COVID-19 epidemic measures in the United States. We identified 4 major topic themes via topic modeling
and explored how each of these topics was associated with each major epidemic measure by performing various multivariate
time series analyses. We recommend that it is critical for public health agencies, such as the CDC, to update and disseminate
timely and accurate information to the public and align major topics with key epidemic measures over time. We suggest that
social media can help public health agencies to inform the public on health emergencies and to mitigate them effectively.

(JMIR Infodemiology 2024;4:e49756)   doi:10.2196/49756

KEYWORDS

infoveillance; social media; COVID-19; US Centers for Disease Control and Prevention; CDC; topic modeling; multivariate time
series analysis
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Introduction

The COVID-19 pandemic caused more than 760 million cases
and 6.8 million deaths globally as of April 2023 [1]. Therefore,
it is crucial for public health agencies, such as the US Centers
for Disease Control and Prevention (CDC), to quickly and
effectively disseminate up-to-date and reliable health
information to the public to curb the pandemic. Over the past
years, social media has been widely used by various public
health agencies to make announcements, disseminate
information, and deliver guidelines of effective interventions
to the public. The CDC is among the early adopters of social
media to engage with the public, increase health literacy in the
society, and promote healthy behaviors [2]. Moreover, the
CDC’s social media team has developed the Health
Communicator’s Social Media Toolkit to efficiently use social
media platforms; map health strategies; listen to health concerns
from the public; and deliver evidence-based, credible, and timely
health communications in multiple formats such as texts, images,
and videos. The CDC’s digital health communication efforts
have been especially established on various social media
platforms such as Twitter, Facebook, and Instagram.

Building successful interactions with the public relies on people
understanding the content and raising awareness of it. The CDC
has been heavily engaging in social media presence [3]. For
example, during the COVID-19 pandemic since 2019, it has
been responsive and proactive on Twitter to continuously tweet
about reliable health-related messages and quickly diffuse public
engagement by responding to user comments, retweeting
credible sources, and monitoring online conversations in real
time. Hence, it is meaningful to recognize the COVID-19
pandemic information disseminated by the CDC on social media,
characterize various contents and topics, and evaluate posting
patterns with regard to the actual epidemic dynamics.
Monitoring the content, topics, and trends will help identify
current issues or interests and the levels of interventions. It is
critical to evaluate the associations between various COVID-19
content topics tweeted by the CDC and the actual COVID-19
epidemic measures (eg, cases, deaths, testing, and vaccination
records). Knowing the underlying associations between the
CDC’s digital health communication contents on social media
and the actual COVID-19 epidemics will help in understanding
and evaluating the CDC’s tweeting patterns with changes in the
epidemic, and will further help in recommending more effective
social media communication strategies for public health agencies
accordingly.

Infodemiology and infoveillance studies tackle health
challenges, generate insights, and predict patterns and trends of
diseases using previously neglected online data. Infodemiology,
which is the conjunction of “information” and “epidemiology,”
defined by Gunther Eysenbach, is the field of distribution and
determinants of information of a population through the internet
or other electronic media [4]. Infoveillance takes surveillance
as the primary aim and generates automated analysis from
massive online data. It employs innovative computational
approaches to mine and analyze unstructured online text
information, such as analyzing patterns and trends, predicting
potential outbreaks, and addressing current issues of public

health. Unlike traditional epidemiological surveillance systems,
which include cohort studies, disease registries, population
surveys, and health care records, infoveillance studies discover
a wide range of health topics, monitor health issues including
outbreaks and pandemics, and forecast epidemiological trends
in real time. A large amount of anonymous online data can be
obtained in a more timely manner with these approaches than
with traditional surveillance systems, and this will help
researchers and public health agencies to prepare for and tackle
public health emergencies and issues more efficiently and
effectively.

Social media platforms have been having impacts on the
community education of COVID-19 and delivering various
health information about the disease. Many studies have also
incorporated the concept of infoveillance by analyzing
unstructured textual data obtained from social media. Liu et al
[5] collected and analyzed media reports and news articles on
COVID-19 to derive topics and useful information. They aimed
to investigate the relationship between media reports and the
COVID-19 outbreak, and the patterns of health communication
on the coronavirus through mass media to the general audience.
They obtained media reports and articles related to the pandemic
and studied prevalent topics. There had been prevalent public
discussions of attitudes and perspectives on mask-wearing on
social media. Therefore, it is important for public health agencies
to disseminate the supporting evidence and benefits of masking
to mitigate the spread of COVID-19. Al-Ramahi et al [6] studied
the topics associated with the public discourse against wearing
masks in the United States on Twitter. They identified and
categorized different topics in their models. These studies all
applied infoveillance to investigate the potential impacts of
diseases, health behaviors, or interventions on target populations,
communities, and the society. However, mass media and social
media are also prone to the spreading of misinformation and
conspiracy theories, especially from unreliable sources [7].
Hence, the sources of information obtained from social media
are crucial as misinformation could potentially create bias,
mislead public perceptions, and provoke negative emotions.
Official accounts of public health agencies are usually sources
of unbiased and reliable health information. Although there
have been several studies that collectively explored the topics
discussed by the general public on social media during the
pandemic, no investigations have been performed so far to
identify various topics from health agencies, such as the CDC,
during a large health emergency.

Furthermore, information discrepancies and delays could occur
between topics posted by health agencies and real-time epidemic
trends. Such discrepancies could cause confusion among the
public on interventions for health emergencies. Therefore,
quantifying their associations is important to reduce knowledge
gaps. Chen et al [8] studied correlations between the Zika
epidemic in 2016 and the CDC’s responses on Twitter. They
quantified the association between the 2 types of data through
multivariate time series analyses and information theory
measurements. The study discovered the CDC’s varying degrees
of efforts in disseminating health-related information to the
public during different phases of the Zika pandemic in 2016.
However, no study so far has investigated such dynamic
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associations, more specifically, the CDC’s COVID-19 content
topic tweeting patterns and the actual COVID-19 epidemic
metrics.

While still being investigated, it is imperative to understand the
dynamic associations between various content topics on social
media and actual epidemic outcome metrics, which will guide
health agencies to identify driving factors between the 2 and
help in disseminating helpful knowledge to the public
accordingly. In this study, we aimed to discover the underlying
COVID-related topics posted by the CDC during different
phases of the COVID-19 pandemic. We also aimed to further
quantify and evaluate the dynamic associations between content
topics of the pandemic and multiple COVID-19 epidemic
metrics. The findings of this study will significantly increase
our knowledge about the efficiency of the CDC’s health
communications during the pandemic and help make further
recommendations for the CDC’s social media communication
strategies with the public in the future.

Methods

Data Acquisition and Preprocessing
Using the Twitter academic API (application programming
interface) and search query (see search query in Multimedia
Appendix 1), we retrieved a total of 17,524 English tweets
posted by 7 official CDC-affiliated Twitter accounts up to
January 15, 2022 (for the detailed acquisition process for CDC
tweets, see Multimedia Appendix 1). We also acquired the
COVID-19 epidemic metric data in the United States from the
Johns Hopkins University – Center for Systems Science and
Engineering (CSSE) public GitHub repository [9-11]. Four sets
of important COVID-19 time series data were retrieved,
including daily cumulative confirmed cases, deaths, testing, and
vaccination. The data were all at the US national level. The 4
sets of original COVID-19 time series data consisted of dates
and their cumulative targeted measurements. The case series
set included the daily cumulative number of confirmed
COVID-19 reported cases, and it had 751 records, ranging from
January 22, 2020, to February 10, 2022. The death series set
reported the daily cumulative number of confirmed COVID-19
death cases, and it had 908 records, ranging from January 22,
2020, to July 17, 2022. The testing data set reported the daily
cumulative number of completed polymerase chain reaction
(PCR) tests or other approved nucleic acid amplification tests,
and it had 760 records, ranging from January 13, 2020, to
February 10, 2022. The vaccination data set included the daily
cumulative number of people who received a complete primary
series of vaccine doses from the CDC Vaccine Tracker, and it
had 428 records, ranging from December 10, 2020, to February
10, 2022.

For consistency in subsequent analyses, all CDC tweet time
series and US COVID-19 variable time series were standardized

to the same time span in this study, ranging from the start date
of reported case data (January 22, 2020) to the end date of CDC
tweet collection (January 15, 2022), with a total of 725 records
for each data type. Since vaccination data were not available
until late 2020, missing values were filled with zeros. In
summary, we had 4 time series from 4 different COVID-19 US
epidemic metrics and another time series of number of tweets
from all 7 CDC-associated Twitter accounts.

Natural Language Processing
In order to identify major topics in the CDC’s COVID-19 tweets,
we performed various natural language processing (NLP) steps.
NLP, especially topic modeling, provides granular
characterization of textual inputs such as the CDC’s COVID-19
communications.

Regular expressions were first applied to process tweet texts
by removing @mentions, hashtags, special characters, emails,
punctuations, URLs, and hyperlinks. Tokenization was
performed to break down sentences into individual tokens,
which can be individual words or punctuations. For example,
the sentence “As COVID19 continues to spread, we must remain
vigilant” becomes tokens of “As,” “COVID19,” “continues,”
“to,” “spread,” “,,” “we,” “must,” “remain,” and “vigilant” after
tokenization. Next, lemmatization, a structural transformation
where each word or token is turned to its base or dictionary
form of the morphological information, was performed. For
example, for words “studies” and “studying,” the base form, or
lemma, was the same “study.” In addition to stop word removal
via the Python NLTK library, we created our own list of stop
words and removed them from the texts (see the stop words list
in Multimedia Appendix 1). With help from domain experts,
we excluded stop words that did not contribute to topic mapping.

N-grams, phrases with n words, were developed with a threshold
value of 1 to form phrases from tweets. Phrase-level n-grams
were applied here because phrases offer more semantic
information than individual words [12]. A higher threshold
value resulted in fewer phrases to be formed. The texts were
mapped into a dictionary of word representations, which was a
list of unique words, and it was then used to create bag-of-words
presentations of the texts. A term frequency-inverse document
frequency (TF-IDF) model was implemented to evaluate the
importance and relevancy of the words to a document. It was
calculated by multiplying term frequency, which is the relative
frequency of a word within a document, with inverse document
frequency, which measures how common or rare a word is
across a corpus. A higher TF-IDF value indicates that the word
is more relevant to the document it is in [13,14]. Words that
were missing and lower than the threshold value of 0.005 from
the TF-IDF model were excluded. Table 1 shows the process
of data collection and preprocessing, and Table 2 shows the
steps of subsequent NLP and statistical analyses.
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Table 1. Data collection and preprocessing.

Data preprocessingData collectionVariable

CDCa tweets •• Remove @mentions, hashtags, special characters, emails,
punctuations, URLs, and hyperlinks

Twitter APIb using a search query
• 17,524 English tweets by January 15, 2022

• Tokenization: break down sentences into individual tokens
• Lemmatization: each word or token is turned to its base or

dictionary form
• Remove a list of stop words created by research experts
• N-grams: form phrases from the tweets
• Modify the date range: January 22, 2020 (the start date of

reported case data) to January 15, 2022 (the end date of CDC
tweets)

COVID-19 epidemic
metrics

•• Standardize metric time series to be the same as that of CDC
tweets

Public GitHub repository of the CSSEc at Johns
Hopkins University

• Fill missing values in the vaccination data with zeros• Confirmed case count: 751 records; January 22,
2020, to February 10, 2022 • 725 records for each of the 4 metric series

• Turn cumulative records to daily records• Death count: 908 records; January 22, 2020, to July
17, 2022

• Completed COVID-19 tests: 760 records; January
13, 2020, to February 10, 2022

• Complete vaccination: 428 records; December 10,
2020, to February 10, 2022

aCDC: Centers for Disease Control and Prevention.
bAPI: application programming interface.
cCSSE: Center for Systems Science and Engineering.

Table 2. Subsequent analyses.

Data analysisTopic modelingVariable

CDCa tweets and
COVID-19 metrics

•• Domain experts examine topic keywords with randomly
sampled tweets in iteration

Construct an LDAb topic model using CDC tweets
assigning 4 topics

• Domain experts determine the theme of each topic• Extract generated topics with their top 10 unique asso-
ciated keywords • Perform multivariate time series analyses between each

topic time series and each COVID-19 metric time series:• Produce interactive visualizations using pyLDAvis

1. Visualization

2. Cross-correlation function (CCF)

3. Mutual information (MI)

4. Autoregressive integrated moving average with external vari-
able (ARIMAX) model

aCDC: Centers for Disease Control and Prevention.
bLDA: latent Dirichlet allocation.

Topic Modeling With Latent Dirichlet Allocation
To identify more specific topics from all the COVID-19 tweets
posted by the CDC, we performed topic modeling via latent
Dirichlet allocation (LDA). LDA automatically generates
nonoverlapping clusters of words (ie, clusters of words based
on their distributions in their corresponding topics) that represent
different topics based on probabilistic distributions across the
whole corpus (ie, all CDC tweets in this study). LDA was
developed to find latent, hidden topics from a collection of
unstructured documents or a corpus with text data. Topic models
are probabilistic models that perform at 3 levels of documents:
a word, a document, and a corpus consisting of multiple
documents. The details of LDA and topic models are provided
in Multimedia Appendix 1. We investigated and compared
across 3 to 8 potential topics and determined the optimal number

of topics based on both topic model evaluation and domain
expert interpretations of the identified topic clusters.

Model perplexity and topic coherence scores were calculated
as performance metrics of LDA. Perplexity is a decreasing
“held-out log-likelihood” function that assesses LDA
performance using a set of training documents. The trained LDA
model is then used to test documents (held-out set). The
perplexity of a probability model q on how well it predicts a set
of samples x1, x2, ..., xN drawn from an unknown probability
distribution p, is defined as follows [15]:

An ideal q should have high probabilities q(xi) for the new data.
Perplexity decreases as the likelihood of the words in new data
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increases. Therefore, lower perplexity indicates better
predictability of an LDA model.

Topic coherence assesses the quality of the topics, which is
measured as the understandability and semantic similarities
between high scoring words (ie, the words that have a high
probability of occurring within a particular topic) in topics
generated by LDA [16]. We used the UMass coherence score
[17], which accounts for the order of a word appearing among
the top words in a topic. It is defined as follows [18]:

where N is the number of top words of a topic of a sliding
window, P(wi) is the probability of the ith word w appearing
in the sliding window that moves over a corpus to form
documents, and P(wi, wj) is the probability of words wi and wj

appearing together in the sliding window. According to the
study from UMass, coherence decreases initially and becomes
stationary as the number of topics increases [16].

Representations of all topics were presented in word-probability
pairs for the most relevant words grouped by the topics.
Interactive visualizations were produced using the pyLDAvis
package in Python 3.7 to examine the topics generated by LDA
and their respective associated keywords. A data frame of all
dominant key topics was created. The original unprocessed full
texts of the CDC tweets, IDs, and posting dates were combined
into a data frame along with their corresponding key topic
number labels and topic keywords. In addition, the daily
percentage of each topic from LDA was calculated for further
time series analysis. For instance, vaccine/vaccination is an
identified key topic, so the percentage of vaccine-related CDC
tweets on each day was calculated for the entire study period
to construct the vaccine/vaccination-specific topic time series.
Since LDA is technically an unsupervised clustering method,
after the topics or clusters of word distributions from the CDC’s
tweets were generated using LDA, domain experts were
involved to further label and interpret the content of the topics
using domain knowledge. We randomly generated 20 sample
tweets from each topic using Python for domain experts to
examine, analyze, and determine the themes of the topics. For
each topic, LDA provided a list of the top keywords associated
with that topic, and we selected the top 10 keywords. We
examined these keywords and referred to the 20 sample tweets,
and then derived a theme or context that encompasses these
keywords and the original tweets through further discussions,
which was important for understanding the context in which
these words were used. The final agreement on the interpretation
of LDA-generated topics was reached after multiple iterations
and discussions of the above process.

Multivariate Time Series Analyses Between Identified
CDC Tweet Topics and COVID-19 Epidemic Metrics

Data Preparation
Key topic time series data were derived from the previous NLP
and LDA processes. We constructed a multivariate data frame
with posting dates and number of tweets for each key topic at
a daily resolution. Since LDA identified 4 key topics, a total of
4 CDC key topic time series were developed. There were also

4 US COVID-19 epidemic metric time series: daily cumulative
reported cases, cumulative confirmed deaths, cumulative number
of completed PCR tests or other approved nucleic acid
amplification tests, and cumulative number of people who
received a complete primary series of vaccines. These 4 sets of
COVID-19 epidemic metric time series were then converted to
daily measures via first order differencing. Multivariate time
series analyses were implemented to investigate the associations
between time series of key CDC tweet topics and US COVID-19
epidemic metrics.

Visualizations
Both types of time series, CDC key topics and COVID-19
metrics, were visually inspected in the same plot on double
y-axes, with the left y-axis displaying the daily COVID-19
metric and right y-axis displaying the daily CDC tweet topic
count. In addition, each plot was further divided based on
COVID-19 phases with different dominant variants: the original,
Alpha, Delta, and Omicron variants, with their corresponding
starting dates: March 11, 2020; December 29, 2020; June 15,
2021; and November 30, 2021, respectively. This helps further
observe and identify dynamic changes of time series and their
associations during different phases of the pandemic.

Cross-Correlation Function
Between 2 time series (also known as signals x and y), the
cross-correlation function (CCF) [19] quantifies their levels of
similarities (ie, how similar the 2 series are at different times),
their associations (ie, how values in one series can provide
information about the other series), and when they occur [20].
The CCF takes the sum of the product for each of the x and y
data points at time lag l, defined as follows [19]:

where N is the number of observations in each time series, and
xi and yi are the observations at the ith time step in each of the
time series. The CCF ranges from −1 to 1, and a larger absolute
value of the CCF is related to a greater association shared by
the 2 time series at a given time lag l [21]. In this study, each
of the 4 CDC tweet topic time series was compared with each
of the 4 COVID-19 epidemic metric time series to calculate
their respective CCFs. All CCF values were calculated with a
maximum lag of 30 days, as we assumed that the real-world
epidemic could not influence online discussions for more than
a month and vice versa.

Mutual Information
Mutual information (MI) was calculated by computing the
entropy of the empirical probability distribution to further
quantify the association between each of the 4 key CDC tweet
topics and each of the 4 US COVID-19 epidemic metrics. MI
measures the amount of mutual dependence or average
dependency between 2 random variables X and Y. It is defined
as follows [22]:

where xi and yi are the ith elements of the variables X and Y,
respectively. When applied to time series data, X and Y are 2
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individual time series and xi and yi are their respective
observations at the ith time step. Note that MI is a single value
instead of a function over lag l as in the CCF. A larger MI value
indicates a higher shared mutual dependency between the 2 time
series.

Autoregressive Integrated Moving Average With
External Variable
Neither the CCF nor MI differentiate dependent and independent
variables, that is, the formula was symmetric with regard to X
and Y variables. We further evaluated whether the CDC tweeting
topics were influenced by real-world COVID-19 epidemic
outcomes. An autoregressive integrated moving average with
external variable (ARIMAX) model was constructed to fit each
of the 4 CDC topics with each of the 4 COVID-19 epidemic
metrics during the entire study period. A univariate
autoregressive integrated moving average (ARIMA) model fits
and forecasts time series data with the integration of an
autoregressive (AR) component and a moving average (MA)
component with their respective orders/lags (see Multimedia
Appendix 1 for detailed information about the AR model). The
ARIMA model consists of both AR(p) and MA(q) as well as
an order d differencing term, resulting in the following ARIMA
(p, d, q) model [23, 24]:

or in backward shift operator form:

See Multimedia Appendix 1 for details on the parameters.

The ARIMAX model further extends ARIMA to the multivariate
time series by incorporating at least one exogenous independent
variable xt. ARIMAX (p, d, q) is specified as follows [25]:

or in backward shift operator form [26]:

where contributes to the exogeneous independent variable
that could potentially influence the dependent variable yt.

In this study, ARIMAX was developed to evaluate how
real-world epidemic metrics, modeled as exogeneous variables,
impact CDC tweet topic dynamics as dependent variables. Each
of the 4 CDC tweet topics was modeled as a dependent variable
(yt) and each of the 4 COVID-19 epidemic measures was an
independent exogeneous variable (xt). The optimal ARIMA and
ARIMAX model parameter set (p, d, q) was determined by the
R ARIMA model package.

In addition to reporting the values of the ARIMAX model
parameter set (p, d, q), difference in Akaike information criterion
(dAIC), root mean square error (RMSE), and mean absolute
error (MAE) were also computed to compare different ARIMAX
performances. The optimal model was the one with the lowest
AIC score. dAIC was computed in between 2 models (see

Multimedia Appendix 1 for detailed information on AIC). We
had an ARIMA model of a single topic time series and an
ARIMAX model of that topic time series with an exogeneous
variable. Negative dAIC values indicated that the ARIMAX
model showed improvement in model performance over the
ARIMA counterpart that did not include an exogenous variable.

The commonly used RMSE and MAE were adopted as
performance metrics. They are defined as follows [27]:

where n is the number of data points in a sample y (yi, where
i=1, 2, …, n). RMSE and MAE are Euclidean distance and
Manhattan distance in high-dimensional space, respectively.

Results

Topic Modeling and Content Results
A total of 17,524 English tweets posted by the CDC were
retrieved and analyzed. Four key topics were generated via LDA
based on evaluation metrics including perplexity and coherence
score. These topics were then examined and categorized to
themes by domain experts (Textbox 1 with example tweets with
their respective topics). The themes of the topics and their top
10 unique associated keywords are presented in Table 3.

Topics were plotted as circles and displayed on the left panel;
the most relevant terms or associated keywords with their
corresponding topics were displayed in frequency bars on the
right panel, which showed each term’s frequency from each
topic across the corpus (ie, all CDC COVID-19 tweets sampled)
[28] (see Multimedia Appendix 1 for more detailed information
about visualizations in the pyLDAvis package). The size of the
circle indicated the prevalence of that topic in the corpus.
Visualizations for all topics, displayed in circles on the left
panel, and their top 15 corresponding relevant terms or
associated keywords, displayed in frequency bars on the right
panel, are provided in Figures S1-S5 in Multimedia Appendix
1.

Based on the LDA visualization results, these 4 identified key
topics had the largest distances and minimal dimensional overlap
in the reduced 2D plane. From a public health perspective, the
CDC’s online health communication of COVID-19, the largest
health emergency in the 21st century, has been relatively
cohesive and comprehensive. Therefore, the 4 key topics
identified via LDA were not completely mutually exclusive. In
addition, the 4-topic model had the balance of separation of
topics from a computational perspective and clear interpretability
from a health perspective. Increasing the number of topics yields
a substantial amount of topic overlap, which was also
challenging to provide explicit and clear interpretations. Figure
1 illustrates an example of topic 4 [29,30]. A list of associated
terms of topic 4 and the overall frequency of the terms in the
corpus have been displayed in the right panel. The 5 key terms
from topic 4 based on overall frequency across all tweets were
“booster,” “school,” “increase,” “parent,” and “country.”
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Textbox 1. Example tweets from each topic theme.

Topic 1: General vaccination information and education, especially preventing adverse health outcomes of COVID-19

• “Even as the world’s attention is focused on #COVID19, this week we are taking time to highlight how #VaccinesWork and to thank the heroes
who help develop and deliver lifesaving vaccines. #WorldImmunizationWeek message”

• “CDC’s #COVID19 Vaccine Webinar Series is a great place to start learning about a variety of topics around COVID-19 vaccination.”

• “The #DeltaVariant of the virus that causes #COVID19 is more than two times as contagious as the original strain. Wear a mask indoors in public,
even if vaccinated and in an area of substantial or high transmission. Get vaccinated as soon as you can.”

Topic 2: Pediatric intervention, pediatric vaccination information, family safety, and school and community protection

• “Make #handwashing a family activity! Explain to children that handwashing can keep them healthy. Be a good role model—if you wash your
hands often, your children are more likely to do the same. #COVID19”

• “Parents: During #COVID19, well-child visits are especially important for children under 2. Schedule your child’s routine visit, so the healthcare
provider can check your child’s development & provide recommended vaccines.”

• “It is critically important for our public health to open schools this fall. CDC resources will help parents, teachers and administrators make
practical, safety-focused decisions as this school year begins.”

Topic 3: Updates on COVID-19 testing, case, and death data, and relevant information of the disease

• “CDC tracks 12 different forecasting models of possible #COVID19 deaths in the US. As of May 11, all forecast an increase in deaths in the
coming weeks and a cumulative total exceeding 100,000 by June 1. See national & state forecasts.”

• “The latest CDC #COVIDView report shows that the percentage of #COVID19-associated deaths has been on the rise in the United States since
October and has now surpassed the highest percentage seen during summer.”

• “#COVID19 cases are going up dramatically. This increase is not due to more testing. As the number of cases rise, so does the percentage of
tests coming back positive, which shows that COVID-19 is spreading.”

Topic 4: Research, study, health care, and community engagement to curb COVID-19

• “Our Nation’s medical community has been vigilant and their help in identifying confirmed cases of #COVID19 in the United States to date has
been critical to containing the spread of this virus.”

• “In a new report using data from Colombia, scientists found that pregnant women with symptomatic #COVID19 were at higher risk of hospitalization
& death than nonpregnant women with symptomatic COVID-19. HCPs can inform pregnant women about how to stay safe.”

• “A new study finds masking and fewer encounters or less time close to persons with #COVID19 can limit the spread in university settings.
#MaskUp when inside indoor public places regardless of vaccination status.”

Table 3. Identified key topics of Centers for Disease Control and Prevention tweets with unique focal keywords.

Top 10 unique keywordsKey topics

learn, time, safe, fully vaccinate, prevent, child age, old, share,
flu, month

1. General vaccination information and education, especially preventing adverse
health outcomes of COVID-19 (including cases, severe conditions/hospitalization,
and death)

work, school, datum, test, infection, family, free, home, public,
check

2. Pediatric intervention, pediatric vaccination information, family safety, and school
and community protection

patient, update, booster, cause, recommend, increase, day, pro-
gram, important, read

3. Updates on COVID-19 testing, case, and death data, and relevant information of
the disease

vaccination, vaccinate, child, protect, protection, report, visit,
risk, community, travel

4. Research, study, health care, and community engagement to curb COVID-19
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Figure 1. Interactive mapping of topic 4 generated by latent Dirichlet allocation.

Multivariate Time Series Analysis Results

CCF Results
The time series of CDC tweet topics and COVID-19 metrics
were plotted to visually examine patterns and potential
associations. A total of 16 time series plots (4 topics × 4
COVID-19 epidemic metrics) were generated (Figures S14-S29
in Multimedia Appendix 1). CCFs were computed to quantify
the dynamic association between each CDC key topic series
and each of the 4 COVID-19 epidemic metrics. Quantitative
results have been presented (Tables S3-S6 in Multimedia
Appendix 1). Visualizations (Figures S30-S44 in Multimedia
Appendix 1) illustrated CCFs between both types of time series.
CCF values and plots showed that the CDC’s key COVID-19
tweet topic series was not substantially correlated with the
confirmed COVID-19 case count series. As an example, there

were no specific patterns between topic 2 and daily confirmed
COVID-19 cases (Figure 2A).

COVID-19 confirmed cases and the death time series had very
similar dynamic patterns in the United States across the time
span (Figure 2B). Consequently, they also showed similar CCFs
with the CDC key topic series (Figure S45 in Multimedia
Appendix 1). COVID-19 deaths had no substantial correlations
with any of the 4 CDC key topics (Figures S18-S21 in
Multimedia Appendix 1) based on CCFs. There were no
substantial correlations between any of the 4 key topics and the
COVID-19 testing series as well as the fully vaccinated rate
series. Examples showed the CCFs between those and topic 2
(Figures 3 and 4). These results indicated a potential discrepancy
between the CDC’s health communication focus and the actual
COVID-19 epidemic dynamics in the United States during the
pandemic.
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Figure 2. Time series of topic 2 against 2 COVID-19 metrics: (A) case counts, (B) death counts. CDC: Centers for Disease Control and Prevention;
US: United States.

Figure 3. Cross-correlation function (CCF) between the completed COVID-19 test series and topic 2 tweets. (A) Trends of CDC tweet topics and
number of completed tests; (B) CCF between COVID-19 confirmed cases and topic 2 tweets. CDC: Centers for Disease Control and Prevention.

JMIR Infodemiology 2024 | vol. 4 | e49756 | p.11https://infodemiology.jmir.org/2024/1/e49756
(page number not for citation purposes)

Yin et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


Figure 4. Cross-correlation function (CCF) between the completed COVID-19 vaccination series and topic 2 tweets. (A) Trends of CDC tweet topics
and vaccination records; (B) CCF between records of fully vaccinated people and topic 2 tweets. CDC: Centers for Disease Control and Prevention.

MI Results
MI values between each CDC tweet topic and each COVID-19
metric were calculated, and they are shown in Table 4.
Confirmed case counts and topic 4 (research, health care, and
community engagement to restrain COVID-19) had the highest
MI value (3.21), indicating that there was a strong dependency
in COVID-19 cases and topic 4. On the other hand, the
vaccination rate and topic 3 had the lowest MI value (0.56),
indicating almost independence between the 2 series. Among
all 4 key topics, topic 4 showed the highest MI values (3.21,
3.02, 3.21, and 1.65) with the 4 COVID-19 metrics. Topic 2
(pediatric intervention, family safety, and school and community
protection) had consistently lower MI values with the
COVID-19 metric than topic 4. The MI of topic 1 (information
on COVID-19 vaccination and education on preventing its
adverse health outcomes) and topic 3 (updates on COVID-19
testing, case, and death metrics, and relevant information of the
disease) showed similar values with all 4 COVID-19 metrics,

although the MI values of topic 1 were slightly higher.
Vaccination and educational information on the adverse health
outcomes of COVID-19 appeared to not be substantially
correlated with COVID-19 epidemic metrics, including testing,
cases, and deaths. We speculated that the CDC considered both
vaccination and preventing adverse health outcomes of
COVID-19 critical to public health and disseminated these
topics regardless of the current COVID-19 situation at the time
of posting.

In addition, MI values between all pairs of CDC topics were
calculated (Table S7 in Multimedia Appendix 1). The resulting
MI values, ranked from the largest to smallest, were for topics
2 and 4, topics 3 and 4, topics 1 and 2, topics 2 and 3, topics 1
and 4, and topics 1 and 3. Based on the CDC’s COVID-19
tweeting patterns, pediatric intervention and family and
community safety were strongly associated with health care
research studies and public engagement to curb the spread of
COVID-19.

Table 4. Mutual information values between Centers for Disease Control and Prevention key topics and COVID-19 metrics in the United States.

Topic 4dTopic 3cTopic 2bTopic 1aCOVID-19 daily measurements in the United States

3.211.182.931.25Confirmed case counts

3.021.062.741.12Death counts

3.211.182.911.24Completed COVID-19 test counts

1.650.561.490.60Fully vaccinated counts

aTopic 1: General vaccination information and education, especially preventing adverse health outcomes of COVID-19.
bTopic 2: Pediatric intervention, pediatric vaccination information, family safety, and school and community protection.
cTopic 3: Updates on COVID-19 testing, case, and death data, and relevant information of the disease.
dTopic 4: Research, study, health care, and community engagement to curb COVID-19.

ARIMAX Results
ARIMAX performance measures, including values of ARIMAX
parameters (p, d, q), dAIC, RMSE, and MAE, are reported in
Table 5. As an external input, the vaccination rate time series
significantly improved the performances of the original ARIMA
models for all CDC key topics (dAIC = −108.15, −69.79,
−90.54, and −91.53 for topics 1 to 4, respectively). This was
the largest increase in model performance across all topics with
the exogeneous variable in the ARIMAX model. The COVID-19
case series improved the ARIMA model performance for CDC

topics 1 and 3 (dAIC = −104.76 and −1.53 for topics 1 and 3,
respectively). Including the death or testing series did not result
in substantial improvements to the ARIMA model performance
for all CDC key topics.

ARIMAX models with lower RMSE and MAE values indicated
higher accuracy of the time series models (Table 5). Overall,
ARIMAX models for topics 1 and 3 with all COVID-19 metrics
delivered the smallest RMSE values (lowest [1.10] for topic 3
with death counts and highest [1.21] for topic 1 with full
vaccination records), while those of topic 4 delivered the largest
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RMSE values (lowest [6.25] with death counts and highest
[6.93] with full vaccination records). Similarly, MAE values
were the lowest for ARIMAX models for topics 1 and 3 with
the epidemic metrics (lowest [0.82] for topic 3 with death counts
and highest [0.91] for topic 1 with full vaccination records),
and they were the largest for topic 4 with the epidemic metrics
(lowest [4.97] with death counts and highest [5.56] with full
vaccination records). These ARIMAX performance results
showed significant variabilities between the 2 types of time
series (CDC key tweet topics and actual COVID-19 metrics in
the United States).

We performed an exhaustive search to identify the optimal
ARIMAX parameters (p, d, q). For example, topic 1 with death

counts and completed testing records had the same parameter
set (p, d, q=2, 1, 3), indicating that the optimal ARIMAX model
between these time series needed first-order differencing (d=1)
to achieve stationarity and minimal AIC values, its AR time lag
was 2 (p=2), and its MA time lag was 3 (q=3). The topic 1 series
with case counts and complete vaccination had the same
parameter values (p, d, q=5, 1, 0), indicating that the model was
simply an AR model (q=0 with no MA terms) with a time lag
of 5 (p=5) after first-order differencing (d=1). The complete
ARIMAX parameters are shown in Table 5. All ARIMAX
models needed first-order differencing (d=1) to be stationary
and to minimize AIC values.
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Table 5. Autoregressive integrated moving average with external variable performance measures of each Centers for Disease Control and Prevention
topic and COVID-19 epidemic metric pair.

Topic 4eTopic 3dTopic 2cTopic 1bCOVID-19 epidemic measures and

ARIMAXa metrics

Case counts

(3, 1, 2)(2, 1, 1)(4, 1, 1)(5, 1, 0)ARIMAX parf

11.97 (4785.89, 4773.92)−1.53h (2227.59, 2229.12)0.45 (4304.09, 4303.64)−104.76h (2240.19,

2344.95)i
dAICg

6.451.124.661.21RMSEj

5.100.863.660.90MAEk

Death counts

(3, 1, 2)(2, 1, 1)(4, 1, 1)(2, 1, 3)ARIMAX par

60.14 (4785.89, 4725.75)20.43 (2227.59, 2207.16)36.60 (4304.09, 4267.49)6.72 (2240.19, 2233.47)dAIC

6.251.104.561.12RMSE

4.970.823.570.84MAE

Testing

(3, 1, 2)(0, 1, 2)(4, 1, 1)(2, 1, 3)ARIMAX par

36.97 (4785.89, 4748.92)1.83 (2227.59, 2225.76)19.56 (4304.09, 4284.53)0.13 (2240.19, 2240.06)dAIC

6.341.114.601.13RMSE

4.990.853.610.84MAE

Vaccination

(5, 1, 0)(5, 1, 0)(5, 1, 0)(5, 1, 0)ARIMAX par

−91.53h (4785.89,
4877.42)

−90.54h (2227.59,
2318.13)

−69.79h (4304.09,
4373.88)

−108.15h (2240.19,
2348.34)

dAIC

6.931.184.901.21RMSE

5.560.893.810.91MAE

aARIMAX: autoregressive integrated moving average with external variable.
bTopic 1: General vaccination information and education, especially preventing adverse health outcomes of COVID-19.
cTopic 2: Pediatric intervention, pediatric vaccination information, family safety, and school and community protection.
dTopic 3: Updates on COVID-19 testing, case, and death data, and relevant information of the disease.
eTopic 4: Research, study, health care, and community engagement to curb COVID-19.
fARIMAX parameters (p, d, q).
gdAIC: delta Akaike information criterion (AIC) or difference in AIC.
hNegative dAIC: indicates improvement of performance in the ARIMAX model compared with its autoregressive integrated moving average (ARIMA)
model.
iAIC values of ARIMA and its corresponding ARIMAX models.
jRMSE: root mean square error.
kMAE: mean absolute error.

Discussion

Principal Findings
In this study, we systematically investigated and
comprehensively identified the CDC’s key topics, COVID-19
epidemic metrics, and dynamic associations between the 2 types
of data series based on 17,524 COVID-related English tweets
from the CDC since January 2022. The LDA topic model was
built to characterize and identify the dynamic shifts of topics
in the CDC’s COVID-19 communication over a period of more

than 2 years. For the first time, we were able to identify the
following 4 key topics: (1) general vaccination information and
education; (2) pediatric intervention that also involved family
and school safety; (3) updates on the COVID-19 epidemic
situation, such as numbers of cases, deaths, etc; and (4) research
studies that were able to curb the pandemic.

Our study took a unique approach of infoveillance by identifying
potential associations between COVID-19 epidemic outcome
metrics in the United States and the CDC’s key topic dynamics
during different stages of the pandemic. This innovative
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framework significantly expanded the original infoveillance
approach that generally relied on the number of posts (ie, posting
dynamics) without further extracting more detailed and
meaningful content topics and sentiments from the textual data.
Our study was able to further provide practical and useful health
communication strategies for public health agencies to
effectively communicate timely and accurate information to the
public. It is important to investigate the dynamic associations
between the CDC’s tweets on COVID-19 and the progression
of the pandemic for several reasons:

1. Understanding their relationship can reveal how public
health messaging impacts public perception and engagement
at different stages of a major health emergency. A strong
association between the CDC’s tweets and epidemic
measures indicates that public health messaging is effective.
Weak associations might indicate that messaging from the
CDC to the public over time is not effective; however, it
will lead us to further explore the influential factors and
provide health communication strategies for public health
agencies.

2. It can also show if the CDC’s messaging on Twitter is
proactive or reactive to the actual epidemic, informing
strategies for future public health communication.

3. It helps public health agencies better allocate resources.
For example, if tweets related to educating the public on
monitoring COVID-19 symptoms and updating certain
metrics lead to an increase in the number of people trying
to get COVID tests, then resources could be directed toward
opening testing centers and sending free test kits to homes.

Our study is the first of its kind to comprehensively evaluate
the impact of online public health communication, especially
on Twitter, which is one of the major social media platforms,
during different phases of a large health emergency. We studied
the overall daily volume of COVID-19–related tweets posted
by the CDC over time as a baseline (Figure 5), and the volume
of tweets was higher in the early phase of the pandemic,
indicating a strong effort at the CDC to disseminate important
information to the public. We did not observe visually clear
patterns of an association with COVID-19 epidemic measures.
We further applied novel NLP to significantly reduce the gap
of previous studies that overlooked the dynamic association
between detailed topics discussed by public health agencies on
social media and real-world epidemic metrics.

We then examined the dynamic associations between the 4
identified key topics and 4 COVID-19 epidemic outcome
metrics. Among the 4 major topics, topic 1, which covered
information on vaccination and adverse health outcomes of
COVID-19, had substantially strong associations with death
counts and testing records during the Alpha phase (December
29, 2020, to June 14, 2021). We found that during this phase,
when the overall vaccination-related CDC tweets were
decreasing, the daily vaccination rate (number of people who
received a complete primary series of the COVID-19 vaccine
based on the CDC Vaccine Tracker) was increasing, which

aligned with the CDC’s effort in emphasizing the importance
of vaccination to the public on social media. When discussions
from the CDC about vaccination were increasing after the Alpha
phase, the vaccination rate started to decrease. The reasons could
be but are not limited to the following:

1. Ineffective messaging from the CDC on social media to the
public during later stages of the pandemic.

2. Lack of engagement from the public, since not everyone
follows or engages with official accounts and might miss
or overlook them amidst other content.

3. Fatigue from information overload where frequent data
updates on social media platforms can lead to
desensitization, making it less likely for users to pay
attention over time and act on the information.

4. Temporal delays create time lag, which can impact the
associations between the topics and the real epidemic
measures.

5. Political factors such as antivaccination groups.

Therefore, with all possible influential factors, the CDC could
not fully impact the public’s responses and actions on getting
vaccinated even though they had been making efforts on sharing
educational information about vaccination. This finding showed
that the CDC had been making efforts to emphasize the
importance of vaccination on Twitter, but the public response
was weak. Thus, it is important to further study the influential
factors for the CDC’s social media strategies. Topic 3, which
provided updates on 3 of the COVID-19 measures (testing,
cases, and deaths) and their relevant information, aligned better
with the case series during the Delta phase (June 15, 2021, to
November 29, 2021). It also matched with the death series
during the declared pandemic phase (original variant: March
11, 2020, to December 28, 2020) and Delta phase, classified by
the World Health Organization on May 11, 2021. Furthermore,
even though topic 3 did not demonstrate a visible association
with the testing series, timely communication from the CDC
was actually strongly associated with the testing time series
over the entire study period based on the multivariate time series
analysis.

According to these key findings, we suggest that aligning the
content topics of health communication from public health
agencies with the temporal dynamics of COVID-19 or other
emerging public health emergencies (eg, major epidemic
outcome metrics) can help provide more timely and relevant
information to the public. Therefore, we recommend that the
CDC and other public health agencies monitor the epidemic
outcome metrics in real time. Health agencies can then post
timely updates about the emergency, most recent findings, and
interventions on social media according to the dynamic changes
of these outcome metrics. Public health agencies can regain
trust from the public by not only helping the public better
understand the complex dynamics of the health emergency, but
also informing the public with evidence-based guidance and
recommendations more effectively.
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Figure 5. Time series of the daily number of Centers for Disease Control and Prevention (CDC) tweets and COVID-19 case counts. US: United States.

Limitations and Future Work
There are several limitations in this infoveillance study that
could be improved in future work. First, while we focused on
probabilistic-based LDA for topic modeling, there are other
alternative NLP approaches such as deep learning–based
bidirectional encoder representations from transformers (BERT).
Hence, we will explore BERT and other state-of-the-art NLP
techniques for content topic modeling and sentiment analysis
in the future. Second, given the complexity of this study, we
will incorporate subthemes to further help contextualize the
clusters in future work. Third, the CDC does not have the sole
power of controlling people’s responses and actions over time
(eg, getting tested and receiving full vaccine doses), even with
consistent effort on Twitter to educate the public and mitigate
the pandemic. There are other factors that could affect the
associations between the CDC’s messages and the COVID-19
measures:

1. Time lags: What is posted might not reflect real-time
situations, which can impact the association strength
between the posted measures and real-world metrics; thus,
we suggest aligning the content topics of health
communication with up-to-date epidemic outcome metrics.

2. Discrepancies in posting methods: The CDC simplifies the
data in their posts to make the information more
comprehensible for the audience, which might not align
with the detailed epidemic metrics posted from other
sources with different interpretations of the reported metrics.

3. Variability in the data source: The data open to the public
might come from sources and reporting standards that are
different from the CDC’s protocol, which could weaken
potential associations.

4. Audience: As a government health agency, the CDC
prioritizes certain data for social media to cater to the public
for relevancy. For example, posting daily epidemic
measures could lead to strong associations with COVID-19
metrics, but an association does not mean causality, and
we assume that the CDC does not generate their tweets with

the intention to improve associations of any kind and their
priority is to present a variety of reliable information to the
public.

5. Fatigue from information overload: Frequent data updates
on social media can lead to desensitization, making it less
likely for users to pay attention and react to the information
over time, for example, tweeting about daily epidemic
measures decreases the public’s attention over time.

6. Political and societal factors, for example, antivaccination
groups and conspiracy theories about the pandemic.

In addition, it is important for us to continue to examine the
validity of the underlying assumption that the CDC’s health
communication makes an impact during a pandemic. In this
infodemiology study, we focused on the national effects of these
tweets. Future studies should further examine geospatial factors
and other confounding factors to help understand whether and
how much the CDC’s tweets impact pandemic outcomes.

Lastly, public engagement (ie, retweets, likes, replies, etc) of
the CDC’s health communication is an important indicator of
the effectiveness of online health communication efforts. There
have been studies that analyzed public sentiments and attitudes
[31-34] toward various health-related topics. However, very
few studies have investigated the associations of public
sentiment shifts along disease-related metrics. In addition, public
sentiments and attitudes are heavily influenced by health
agencies’messages and should not be misled by misinformation.
Public opinions also influence health practices and interventions,
which have a significant impact on the actual epidemic outcomes
(eg, case, death, vaccination, etc). Thus, it is important to further
investigate the underlying association between public health
communication topics and actual epidemic measures. The
insights can help public health agencies develop better social
media strategies to address public concerns at different stages
of the emergency. Therefore, we suggest that examining the
dynamics and patterns of public responses to health agencies’
original communications can provide valuable insights on public
perceptions and attitudes around various issues during the
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pandemic, such as pharmaceutical interventions (eg, vaccination)
and nonpharmaceutical interventions. Detailed content analysis
can be applied to explicitly identify public concerns in response
to the CDC’s health communications. In addition, sentiment
analysis can be applied to extract public sentiments (ie, positive,
neutral, or negative) toward the CDC’s health communications,
and further help identify public attitudes and reactions to various
content topics that the CDC has communicated. Public attitudes
will ultimately determine individual health behavior and
decision-making, such as vaccination acceptance and compliance
with nonpharmaceutical interventions, which in turn drive the
overall epidemic dynamics. Therefore, it is critical to investigate
real-time public engagement, such as retweeting or replying on
social media, toward public health agencies’ communications
to better inform health agencies about prioritizing their
communications and addressing public concerns about specific
content topics.

Conclusions
This study investigated the dynamic associations between the
CDC’s detailed COVID-19 communication topics on Twitter
and epidemic metrics in the United States for almost 2 years
during the pandemic. Using LDA topic modeling, we were the
first to comprehensively identify and explore various
COVID-related topics tweeted by the federal public health
agency during the pandemic. We also collected daily COVID-19
epidemic metrics (confirmed case counts, death counts,

completed tests records, and fully vaccinated records) and
performed various multivariate time series analyses to unravel
the temporal patterns and associations with the CDC’s
COVID-19 communication patterns (ie, investigated the
dynamic associations between the time series of each topic
generated by the LDA model and the time series of each
epidemic metric). The results suggested that some topics were
strongly associated with certain COVID-19 epidemic metrics,
indicating that advanced social media analytics (eg, NLP) could
be a valuable tool for effective infoveillance. Based on our
findings, we recommend that the CDC, along with other public
health agencies, could further optimize their health
communications on social media platforms by posting contents
and topics that align with the temporal dynamics of key
epidemic metrics. While the CDC had been making efforts to
share information on social media platforms to educate the
public throughout the pandemic, the public responses to these
messages were relatively weak. It is important to further explore
the potential factors that played a role in the effectiveness of
the CDC’s social media performance in future studies. As such,
we suggest increasing online health communication on health
practices and interventions during high-level epidemic periods
with large numbers of cases and deaths. Our findings also
highlighted the importance of health communication on social
media platforms to better respond to and tackle future health
emergencies and issues.
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Abstract

Background: The COVID-19 pandemic prompted global behavioral restrictions, impacting public mental health. Sentiment
analysis, a tool for assessing individual and public emotions from text data, gained importance amid the pandemic. This study
focuses on Japan’s early public health interventions during COVID-19, utilizing sentiment analysis in infodemiology to gauge
public sentiment on social media regarding these interventions.

Objective: This study aims to investigate shifts in public emotions and sentiments before and after the first state of emergency
was declared in Japan. By analyzing both user-generated tweets and retweets, we aim to discern patterns in emotional responses
during this critical period.

Methods: We conducted a day-by-day analysis of Twitter (now known as X) data using 4,894,009 tweets containing the
keywords “corona,” “COVID-19,” and “new pneumonia” from March 23 to April 21, 2020, approximately 2 weeks before and
after the first declaration of a state of emergency in Japan. We also processed tweet data into vectors for each word, employing
the Fuzzy-C-Means (FCM) method, a type of cluster analysis, for the words in the sentiment dictionary. We set up 7 sentiment
clusters (negative: anger, sadness, surprise, disgust; neutral: anxiety; positive: trust and joy) and conducted sentiment analysis of
the tweet groups and retweet groups.

Results: The analysis revealed a mix of positive and negative sentiments, with “joy” significantly increasing in the retweet
group after the state of emergency declaration. Negative emotions, such as “worry” and “disgust,” were prevalent in both tweet
and retweet groups. Furthermore, the retweet group had a tendency to share more negative content compared to the tweet group.

Conclusions: This study conducted sentiment analysis of Japanese tweets and retweets to explore public sentiments during the
early stages of COVID-19 in Japan, spanning 2 weeks before and after the first state of emergency declaration. The analysis
revealed a mix of positive (joy) and negative (anxiety, disgust) emotions. Notably, joy increased in the retweet group after the
emergency declaration, but this group also tended to share more negative content than the tweet group. This study suggests that
the state of emergency heightened positive sentiments due to expectations for infection prevention measures, yet negative
information also gained traction. The findings propose the potential for further exploration through network analysis.

(JMIR Infodemiology 2024;4:e37881)   doi:10.2196/37881
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Introduction

Background
The COVID-19 outbreak that occurred in December 2019 in
Wuhan City, Hubei Province, China, spread rapidly in other
countries after January 2020. Lockdowns were implemented
primarily in Europe after March 2020 as infection prevention
measures. The use of lockdowns as a quarantine measure varied
from country to country; however, in the United States, the
United Kingdom, France, and other countries, strict measures
to regulate behavior were implemented, such as curfews and
total school closures, with penalties imposed for violations.

COVID-19 spread rapidly in Japan after the first infection was
confirmed on January 16, 2020, with incidents such as the mass
infection on the Diamond Princess cruise ship in early February

[1]. On April 7, the Japanese government declared a state of
emergency in 7 prefectures—Tokyo, Kanagawa, Saitama, Chiba,
Osaka, Hyogo, and Fukuoka—owing to the rapid spread of the
infection by mass infection in medical facilities and elsewhere
[2]. Although the restrictions imposed by the emergency
declaration (eg, requests to remain inside and limitations on
large-scale events) were less enforceable than those imposed
by the lockdown, they did result in a significant decrease in
travel rates throughout Japan. However, previous studies have
shown that such strong behavioral restrictions may have a
negative psychological impact on the public [3]. The emergency
declaration was extended to all prefectures, and the restrictions
imposed by the emergency declaration were subsequently lifted
on May 25. Table 1 summarizes the major developments in the
early stages of the COVID-19 outbreak in Japan in chronological
order.

Table 1. Japan’s response to the initial spread of COVID-19.

ReferencesEventsDate

[4]The first case of COVID-19 infection is confirmed in Kanagawa Prefecture, Japan.2020/1/16

[1]COVID-19 infection is confirmed in passengers on the Diamond Princess, a large cruise ship, returning to Hong Kong.2020/2/4

[5]The Japanese government requests the temporary closure of all elementary schools, junior high schools, and high
schools in Japan from March 2 to spring break.

2020/2/27

[6]The Japanese government declares the new coronavirus infection a historical emergency.2020/3/10

[7]The prime minister can now declare a “state of emergency.”2020/3/13

[8]The prime minister also orders the establishment of a government task force based on the act on special measures.2020/3/26

[9]The Japanese government declares a state of emergency. Seven prefectures (Tokyo, Kanagawa, Saitama, Chiba, Osaka,
Hyogo, and Fukuoka), including the Tokyo metropolitan area, are designated as target areas.

2020/4/7

[10]An emergency declaration is extended to cover all prefectures until May 6.2020/4/16

[9]A decision is made to extend the period of the state of emergency until May 31.2020/5/4

[9]The Japanese government decides to lift the state of emergency for 39 prefectures, excluding 8 prefectures on special
alert (Tokyo, Kanagawa, Saitama, Chiba, Hokkaido, Kyoto, Osaka, and Hyogo).

2020/5/14

[9]The Japanese government decides to the lift state of emergency for Kyoto, Osaka, and Hyogo.2020/5/21

[9]The Japanese government decides to lift the state of emergency for all prefectures.2020/5/25

Prior Work in Infodemiology
Following the spread of COVID-19, social networking services
(SNSs) were used to transmit information about the virus,
accelerating activity in the field of infodemiology, which utilizes
this data. Infodemiology is a relatively new research field that
combines health informatics and public health with data analysis.
It is a scientific discipline that studies the distribution of
information and its determinants in information media,
particularly the internet, to provide reliable information on
public health [11]. Infodemiology became widely known after
the World Health Organization (WHO) used the term at the first
WHO Infodemiology Conference in response to the spread of
COVID-19 and stated the need to promote research activities
in this field worldwide [12]. In a previous study, Su et al [13]
used sentimental analysis of text information from SNS data to
reflect public concerns and psychological changes in individuals,
providing information to promote public health. In particular,
a sentiment analysis of the Italian region of Lombardy, where
the lockdown was enforced, indicated that the number of SNS

users with feelings of “anxiety” decreased after the lockdown.
In addition, Heras-Pedrosa et al [14] observed through sentiment
analysis that “anxiety” and “anger” toward government policies
were the top feelings in Spain in the early stages of the infection.
Furthermore, in Japan, Niu et al [15] conducted a sentiment
analysis from SNS text data on the reasons for the delay in
COVID-19 vaccine uptake compared to other countries,
suggesting that concerns about side effects may have outweighed
the fear of infection in the initial vaccination process. Thus,
social media–based analysis reflects the psychological changes
in individuals and enables the provision of real-time information
to the government enacting public health policies and infection
prevention measures.

SNS Usage in Japan
The importance of social media has been increasing in Japan
as well, with social media being utilized in public health
countermeasures against recent pandemics. The usage rate of
SNSs in Japan is still on the rise, with the Ministry of Internal
Affairs and Communications’2020 Survey on Communications
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Usage Trends [16] showing that the percentage of people using
SNSs was 73.8%, an increase of 4.8% from the previous year.
It also points out that the growth is particularly large in the age
groups comprising people 19 years and below and 60 years and
above, indicating that the usage rate of SNSs by age group is
increasing for all generations. In terms of the purpose of use,
the second-highest percentage of respondents chose “to search
for information I want to know,” followed by “to communicate
with acquaintances,” suggesting that social media is used by all
generations in Japan as an important means of obtaining
information. However, while the research field of infodemiology
is being actively promoted, there are limited reports on
infodemiology in Japan, even though social media is used by a
wide range of generations.

Study Purpose
In this study, we investigated psychological changes in
individuals after the initial spread of COVID-19 in Japan and
public sentiment changes following state-of-emergency
declarations by conducting sentiment analysis using SNS data
in infodemiology.

Methods

Research Data
We extracted geocoded Twitter data using “Nazuki no Oto,” a
service provided by NTT Data Corporation [17]. The target
period was from midnight on March 23, 2020, 2 weeks before
the first declaration of a state of emergency in Japan, to April
21, 2020. We selected tweets containing the keywords “コロ
ナ(corona),” “COVID-19,” and “新型肺炎 (new pneumonia)”
by random sampling of 4,997,353 tweets. In addition, the data
used in this study include retweets, a function that allows users
to repost other users’ or their own tweets. Duplicate tweets were
removed from the Twitter data extracted for this study, and only
unique Twitter data were used.

Data Preprocessing
Before conducting the sentiment analysis on the extracted
Twitter data, we preprocessed the data. For preprocessing, we
deleted Twitter data that contained symbols that could not be
analyzed by morphological analysis, hashtags (eg, #COVID-19),
and URLs only. Consequently, a total of 4,965,100 tweets were
used as the target data for sentiment analysis.

Morphological Analysis
In contrast to structured and quantitative data, which can be
easily analyzed by a computer, qualitative text data, which are

often used in sentiment analysis, require processing to extract
the data objectively. Therefore, unstructured data are analyzed
to convert them from qualitative to quantitative data. However,
thus far, analyzing qualitative data in Japanese has been
considered a difficult task. One reason for this is that Japanese
grammar is more complex than English and other languages
[18]. However, with the recent development of natural language
processing, it is possible to separate sentences naturally and
convert them into quantitative data on a practical level by
preparing Japanese dictionary functions for Japanese text data.
Morphological analysis determines the smallest grammatically
meaningful unit that constitutes a sentence by demarcating the
boundaries of words and phrases in the text data. Following
decomposition, the part of speech and the type of conjugation
are determined by referring to a registered dictionary. In this
study, we used a morphological analyzer, MeCab (version 0.996;
Kyoto University).

The International Phonetic Alphabet (IPA) dictionary, integrated
within the Japanese morphological analysis system Chasen, is
widely used for performing morphological analysis in MeCab
[19]. However, conventional IPA dictionaries are limited in
their ability to support conventional Japanese words and phrases
and do not support neologisms and phrases unique to Japanese.
To solve this problem, a new system dictionary called
mecab-ipadic-NEologd was introduced [20]. This dictionary is
updated every Monday and Sunday and can be automatically
updated and registered from websites, such as news sites and
social media. Therefore, the dictionary can handle text data on
the web where unique expressions and new words are frequently
used. In this study, we registered mecab-ipadic-NEologd and
performed morphological analysis on text data from the SNS
Twitter because many unique expressions and new words are
used there.

Japanese Sentiment Dictionary
We utilized the Japanese Linguistic Inquiry and Word Count
(JIWC) dictionary (Nara Institute of Science and Technology)
for the sentiment analysis, employing cloud sourcing to access
the latest corpus. This Japanese emotional dictionary was used
for determining emotions in sentiment analysis, encompassing
7 categories: “anger,” “concern,” “disgust,” “sadness,”
“surprise,” “trust,” and “joy” [21]. Examples of words in the
Japanese emotion expression dictionary are shown in Table 2.
Among the emotions, “trust” and “joy” were selected as positive
emotions, and “anger,” “anxiety,” “disgust,” and “sadness” were
selected as negative emotions based on previous studies [22].
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Table 2. Examples of words included in the JIWCa dictionary.

Examples of wordsSentiment

怒った (angry), 怒り(rage), 悪い(bad), 嫌がらせ(harassment), イライラ(irritation), うるさい (noisy), ゴミ (garbage), 暴言(rant),
煽り (aggravation), 理不尽な (unreasonable), 騒音 (noise), 迷惑 (annoyance), 被害 (damage), 虐待(abuse), 裏切り (betrayal)

Anger

不安(anxious), 不安だ (worrying), 不安な(anxiety), 病 (illness), 症状(symptom), このまま (at this rate), この先 (from now on ),
考える (thinking)

Anxiety

嫌いな (dislike), 嫌がらせ (harass), 嫌な (disgust), うるさい (loud), テロ (terror), 犯罪 (crime), 犯人 (criminal), ひどい (terrible),
悪 (evil), 悪かった (bad), 批判 (criticize), 無い (no), 無し (none), 無視 (ignore), 嘘 (lie), 汚い (dirty)

Disgust

悲しい (sad), 悲観 (pessimistic), 悲愁 (melancholy), 哀感 (sorrowful), 哀傷 (piteous), 泣き (weeping), 泣き叫ぶ (wailing), 嘆き
(lamenting), 涙 (tears), 涙声 (tearful), 追悼 (mourning), 痛嘆 (painful), センチメンタル (sentimental)

Sad

いきなり (suddenly), サプライズ (surprise), びっくり (surprised), 偶然 (accidentally), 知った (learned), 知って (knew), 解散
(dissolved), 詐欺 (fraud), 発見 (discovered)

Surprise

仲間 (companion), 任せ (entrust), 依頼 (request), 信用 (trust), 頼り (rely), 頼んで (ask), 助け (help), 守って (protect), 親友 (friend),
親身に (friendly), 関係 (relationship), サポート (support), フォロー (follow)

Trust

遊び (play), 遊んで (playing), 楽しい (fun), 出かけた (went out), おいしい (delicious), 食事 (meal), できた (could), 会って (meet),
会話 (conversation), 笑い (laugh), 笑顔 (smile), 好きな (like)

Joy

aJIWC: Japanese Linguistic Inquiry and Word Count.

Data Clustering
The sentiment analysis conducted in this study involved
determining emotions in Twitter data by comparing the words
in the text with those found in the JIWC dictionary. However,
since the words after the morphological analysis were
unstructured data, it was not possible to perform numerical
calculations to assess their similarity to the words in the
dictionary. To address this issue, we used Word2Vec processing
to vectorize the text data for both Twitter data and the Japanese
emotional dictionary.

Word2Vec is a model proposed by Mikolov et al [23,24] that
represents word meanings using low-dimensional vectors,
enabling semantic calculations in natural language processing.
When vectorizing a large amount of text data, as in this study,
individually vectorizing each word can result in an enormous
number of dimensions, making it impractical in terms of
computation time. Therefore, Word2Vec enables the
vectorization of large text data through an inference-based
approach using neural networks. Inference-based methods
involve making predictions about what goes into a word when
given its context (the surrounding words in a sentence). For
example, when given the sentence “You ??? goodbye, and I say
hello,” we can easily infer that the missing word is “say.” In
this case, the context for “???” consists of 2 words: “you” and
“goodbye.” The challenge is to infer what fits into that word
based on the surrounding context, and thus learn word
occurrence patterns. This approach is based on the distributional
hypothesis, which suggests that word meanings are formed by
the context of the surrounding words rather than inherent in the
words themselves. Word2Vec includes 2 models, namely, the
continuous bag-of-words (CBOW) model and the skip-gram
model, to solve this inference issue. Generally, the skip-gram
model is considered to have higher model accuracy after
training, but it incurs higher computational costs since it needs
to calculate losses for each context. This study’s text data
comprises millions of individual pieces, and due to the added
morphological analysis, a higher number of words per sentence
was anticipated. Therefore, we anticipated that the computational

cost for predictions would become immense. As a result, we
employed the CBOW model for word embedding processing.
After the data collected from Twitter and the terms registered
from each Japanese sentiment dictionary were vectorized,
Fuzzy-C-Means (FCM) was used to cluster each of the 7
sentiments.

The FCM method is a nonhierarchical soft clustering technique
based on fuzzy logic theory. Fuzzy logic theory, originating
from the concept of fuzzy sets proposed by LA Zadeh in 1965,
provides a framework for quantitatively handling uncertainty
and ambiguity in human subjective thinking and
decision-making. FCM is a soft clustering method that applies
fuzzy logic theory to cluster data [25]. In traditional hard
clustering, data are assigned to clusters by being represented as
either belonging (1) or not belonging (0) to a specific cluster.
In contrast, because FCM is a soft clustering method, it allows
data to partially belong to multiple clusters, such as 0.8
belonging to one cluster and 0.2 belonging to another. FCM
clustering is carried out using the following algorithm. The
membership values, representing the degree to which data points
belong to different clusters, are considered:

In this case, the following conditions are satisfied:

The matrix U, denoted as [u_it], represents an n×c matrix with
the membership value u_it as an element. Meanwhile, the matrix
V, represented as [v_t], is an n×c matrix with cluster center v_t
as an element.

Bezdek proposed the following formula for the FCM model
that minimizes the objective function by the weighted sum of
the Euclidean squared distances between each data and the
center of each cluster under the condition of (1) [26]:
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Here, m is a fuzzy coefficient parameter (m>1) that adjusts the
strength of ambiguity. When m=1, the FCM model corresponds
to the hard clustering k-means model. In this case, the objective
function J(U, V) is linearized with respect to u_it, eliminating
soft clustering. FCM clustering is carried out through the
following steps. First, given a data set {x_1,  , x_n}, we
determine the number of clusters t (2 ≤ t ≤ c) and the parameter
m ∈ (1, ∞). Next, we initialize the membership values u_it with
U^(0) = {u_it^0} randomly. We provide a sufficiently small
positive number ε to determine the termination of the loop.
Second, we use the current membership values u_it to calculate
the cluster centers v_t^p using the following formula:

Third, we update the membership values from u_it^p to
u_it^(p+1) using the following formula:

Finally, if ‖u_it^(p+1) - u_it^p‖ < ε holds for all i and t, we
terminate the loop. Otherwise, we increment p by 1 and return

to the second step. Once the loop terminates, we obtain the
center points for each cluster and the membership values for
each sample data, completing the clustering process. In this
study, FCM was used on text data to reduce the number of words
included in an emotion dictionary and construct the emotion
dictionary, allowing for more accurate sentiment analysis of
the text data due to the influence of a single word on multiple
emotions. Both tweets and retweets of Twitter data were used,
and quoted retweets, which are retweets of others’ posts with
additional comments, were also included.

After vectorization using Word2Vec and clustering using the
FCM method, the distance between the vector coordinates of
each tweet and the center-of-gravity vector of each written
sentiment was calculated. Next, the value with the shortest
vector distance was determined as the sentiment of that tweet.
The entire sentiment analysis in this study was performed using
the Python programming language (version 3.9.4). A path
diagram of the overall sentiment analysis is shown in Figure 1,
and a summary diagram of the sentiment determination method
is shown in Figure 2.

Figure 1. Sentiment analysis flowchart.
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Figure 2. Diagram of the sentiment determination method. FCM: Fuzzy-C-Means; JIWC: Japanese Linguistic Inquiry and Word Count.

Examining Sentiment Changes Before and After the
State of Emergency Declaration
The Twitter data were categorized into 2 groups: the tweet group
and the retweet group. The study period was divided into “before
the declaration of a state of emergency,” which ranged from
midnight on March 23, 2020, until PM 11:59:59 on April 6,
2020, and “after the declaration of a state of emergency,” which
ranged from midnight on April 7, 2020, to PM 11:59:59 until
April 21, 2020. We calculated the proportion of emotions before
and after the declaration of a state of emergency in both the
tweet and retweet groups. The sentiment analysis results were
validated using 2 methods. The first method involved comparing
emotions using a between-group comparison of 7 emotions over
approximately 2 weeks before and after the declaration of a
state of emergency. This comparison was based on daily average
values for each emotion. The second method involved dividing
the data into two groups: (1) the tweet group, consisting of posts
made by the users themselves, and (2) the retweet group,
consisting of posts shared for the purpose of dissemination.
Sentiment analysis results were aggregated daily, classifying
the data as either positive (“trust” and “joy”) or negative
(“anger,” “concern,” “disgust,” and “sadness”) and then
comparing the tweet and retweet groups. Both methods

conducted a median difference examination using the
Mann-Whitney U test, with statistical significance set at P<.05,
utilizing the statistical software JMP (version 16.0; SAS).

Ethical Considerations
This study was conducted while adhering to strict ethical
considerations and did not require ethics approval. To avoid
identification of personal information, the Twitter data used
were limited to the type of post (tweet or retweet), text, and the
date and time of the post for data analysis. The data used did
not contain any personally identifiable information. In addition,
efforts were made to ensure transparency throughout the design
and conduct of this study.

Results

Research Data
We were able to judge sentiment through the sentiment analysis
in 4,884,297 (97.74%) cases out of a total of 4,997,353 cases.
In addition, the number of tweets was 1,374,025 (28.13%), and
the number of retweets was 3,510,272 (71.87%). The number
of tweets and retweets per day is shown in Table 3, and the daily
trends for the data from March 23, 2020, to April 21, 2020, are
shown in Multimedia Appendix 1.
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Table 3. Daily tweet and retweet counts.

Retweets (n=3,510,272), n (%)Tweets (n=1,374,025), n (%)Date

13,643 (0.39)4666 (0.34)2020/3/23

71,040 (2.02)25,067 (1.82)2020/3/24

87,476 (2.49)33,759 (2.46)2020/3/25

115,842 (3.30)41,944 (3.05)2020/3/26

103,798 (2.96)39,433 (2.87)2020/3/27

106,915 (3.05)37,160 (2.70)2020/3/28

108,868 (3.10)37,804 (2.75)2020/3/29

209,297 (5.96)74,353 (5.41)2020/3/30

144,594 (4.12)51,765 (3.77)2020/3/31

121,864 (3.47)48,902 (3.56)2020/4/1

119,259 (3.40)48,127 (3.50)2020/4/2

123,835 (3.53)52,918 (3.85)2020/4/3

113,346 (3.23)48,470 (3.53)2020/4/4

115,172 (3.28)54,358 (3.96)2020/4/5

175,918 (5.01)75,831 (5.52)2020/4/6

195,158 (5.56)76,184 (5.54)2020/4/7

179,707 (5.12)60,645 (4.41)2020/4/8

156,760 (4.47)55,231 (4.02)2020/4/9

134,393 (3.83)51,078 (3.72)2020/4/10

111,213 (3.17)44,901 (3.27)2020/4/11

96,575 (2.75)42,403 (3.09)2020/4/12

107,539 (3.06)42,117 (3.07)2020/4/13

105,344 (3)42,800 (3.11)2020/4/14

118,456 (3.37)44,185 (3.22)2020/4/15

122,458 (3.49)48,618 (3.54)2020/4/16

132,009 (3.76)44,494 (3.24)2020/4/17

111,351 (3.17)38,270 (2.79)2020/4/18

110,308 (3.14)38,872 (2.83)2020/4/19

116,187 (3.31)39,611 (2.88)2020/4/20

78,522 (2.24)30,059 (2.19)2020/4/21

Percentage of Emotions in the Sentiment Analysis
The results of the sentiment analysis on the tweet and retweet
groups for the period between midnight on March 23, 2020, to
23:59:59 on April 6, 2020 (before the declaration of the state
of emergency) are shown in Figure 3. The results for the period
between midnight on April 7, 2020, and 23:59:59 on April 21,
2020 (after the declaration of the state of emergency) are shown

in Figure 4. In the tweet group, the positive emotion “joy” was
highest both before and after the state of emergency declaration
at 40.5% (n=272,879) and 31% (n=217,074), respectively, while
in the retweet group, the negative sentiment of “worry” was
34% (n=587,540), and “disgust” was 18.6% (n=322,462) during
the period before the state of emergency declaration. These
percentages were higher than those for the other emotions.
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Figure 3. Sentiment analysis value ratio in the tweet group.

Figure 4. Sentiment analysis value ratio in the retweet group.

Changes in Sentiment Before and After the Declaration
of a State of Emergency
Table 4 shows the results of the sentiment analysis yielding the
proportions of the 7 emotion types before and after the
declaration of the state of emergency. The Mann-Whitney U
test comparison of differences in median values revealed that
the sentiment of joy significantly increased in the retweet group
(P<0.05). However, no significant differences were observed
for the other emotions.

Table 5 and Figure 5 show the results of testing the change of
positive and negative content between the tweet group and
retweet groups. In the 2 weeks before and after the emergency
declaration, the retweet group tended to post more negative
content than the tweet group (before r=0.29, P=.02; after
r=.0.40, P=.002). However, there was no difference between
the tweet and retweet groups in the percentage of positive
responses.
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Table 4. Sentiment changes before and after the state of emergency declarationa.

P valueAfter (n=15)Before (n=15)Sentiments

SDMedianSDMedian

.800.0820.0240.0610.042Anger tweet

.840.0350.0630.0510.042Anger retweet

.900.1350.0500.0780.063Anxiety tweet

.250.0520.0540.3070.210Anxiety retweet

.590.0200.0210.2930.023Disgust tweet

.430.1000.1270.1360.073Disgust retweet

.510.0250.0350.0250.041Sadness tweet

.280.0250.0550.0450.041Sadness retweet

.160.0220.0160.0900.038Surprise tweet

.930.1040.0350.0230.051Surprise retweet

.320.0560.0380.0330.035Trust tweet

.800.0500.0610.0320.059Trust retweet

.620.1910.2810.2580.390Joy tweet

.040.0970.1910.0570.041Joy retweet

aBefore refers to the period from midnight on March 23, 2020, until 11:59:59 PM on April 6, 2020, while after refers to the period from midnight on
April 7, 2020, until 11:59:59 PM on April 21, 2020.

Table 5. Comparison results of positive and negative changes between the tweet and retweet groups.

P valueRetweetTweetSentiment

SDMedianSDMedian

Positive (n=30)

.220.1740.0540.2860.089Before

.340.1230.1080.2900.099After

Negative (n=60)

.020.2360.0660.1610.040Before

.0020.1730.0630.2020.038After
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Figure 5. Graphs displaying the results from a comparative study illustrating changes in positive and negative sentiments between the tweet and retweet
groups. RT: retweet.

Discussion

Principal Findings
The Japanese language sentiment analysis conducted during
this study’s target period, both before and after the declaration
of the state of emergency, revealed that “joy,” associated with
a “positive” sentiment, accounted for high proportions within
the tweet group at 40.5% (n=272,879) before and 31%
(n=217,074) after. On the other hand, “anxiety” and “disgust,”
which express “negative” feelings, accounted for high
percentages in both the tweet and retweet groups, especially in
the retweet group, where “anxiety” accounted for 34%
(n=587,540) and “disgust” accounted for 18.6% (n=322,464)
of the total retweets before the state of emergency was declared.
The self-restraint approach regulating behavior during the
declaration of a state of emergency in Japan allowed movement
across prefectures. This may have been a contributing factor to
the widespread negative posts related to movements from the
target area. This surge in negative sentiment was countered by
a simultaneous rise in positive emotions, attributed to the
anticipation of infection prevention following the state of
emergency declaration. During the early stages of the COVID-19
spread in other countries, a previous study on English-speaking
users indicated elevated levels of positive emotions linked to
anticipations for potential policies [22]. A generally similar
emotional response was apparent among the public in other

countries. In the early stages of the spread of infection, when
no vaccine or other countermeasures had been implemented,
feelings of anxiety may have been expressed on social media,
as well as expectations for strong countermeasures, such as
behavioral restrictions. In contrast, the results of the sentiment
analysis of English-language tweets corresponding to the same
period showed that negative and positive emotions accounted
for approximately the same proportions by late March, the end
of the period covered in this study. Notably, the negative
emotion “fear” occupied a higher percentage than other emotions
around January and February [27]. In China and European
countries, the first cases of infection were confirmed earlier
than in Japan (where the initial expansion of the outbreak
occurred in late March). Thus, the earlier spread of infection in
those nations may have a significant impact on the sentiment
analysis.

Comparative Study Between the Tweet and Retweet
Groups
When comparing the tweet and retweet groups, the retweet
group tended to post more negative sentiments. In this regard,
a previous study revealed that in the early stage of the
COVID-19 outbreak among English-speaking users, many
tweets had a positive sentiment, while many retweets had a
negative sentiment [28]. It is clear that much of the information
users wished to disseminate was negative in nature. As for the
difference between groups in this study, there is a research report
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that focuses on virality, one of the characteristics of sentiment
analysis using social media [29] Virality is an explosive spread
of attention and information through social media and
word-of-mouth on the internet. Virality is derived from
“viral”—as in a virus. Previous research indicates that negative
posts increase virality, while positive posts decrease virality.
Therefore, for topics that attract substantial public attention,
such as COVID-19, the topic of this study, there is a tendency
to spread negative content in retweets, consequently increasing
virality. This suggests a noteworthy contrast between the tweet
and retweet groups.

Limitations
There are a few key limitations of this study. First, the social
media platform Twitter, which was used for the sentiment
analysis in this study, had an age bias. According to a survey
conducted by the Ministry of Internal Affairs and
Communications in 2020, the Twitter usage rate is highest
among teenagers (67.6%) and twentysomethings (79.8%) [30].

Additionally, data from the Ministry of Internal Affairs and
Communications indicate that the usage rate declines with
increasing age, especially among individuals aged 40 years and
older. This suggests that the younger generation is the
predominant user of Twitter as a whole. This suggests that the
younger generation predominantly constitutes the main users
of Twitter overall. Therefore, the results of the sentiment
analysis in this study are not necessarily representative of the
entire nation. In addition, the Twitter data used in this study
were limited to Japanese-language content. We did not use
location-based information or conduct analyses based on
geographical data. As such, this data may originate from
disproportionate samples depending on the prefecture. During
Japan’s initial state of emergency declaration in 2020, the target
areas comprised 7 prefectures: Tokyo, Kanagawa, Chiba,
Saitama, Osaka, Kobe, and Fukuoka. Subsequently, on April
16, 2020, the target area was expanded to the entire country [9].
Throughout the study period covered, only some of the target
areas were declared as emergency areas; therefore, emotional
variations in Twitter usage may exist depending on the location
of the users.

Second, the sentiment analysis categorized each tweet into one
of 7 predefined sentiment types, limiting its ability to capture
multiple sentiments, such as “anger” and “surprise,” within a
single tweet or account for cases where the selected sentiments
might not apply.

The Twitter data utilized in this study underwent random
sampling for both tweets and retweets. Twitter incorporates a
function known as “bot,” which automatically generates tweets
in response to specified times and keywords. Numerous
accounts, commonly referred to as “bot accounts,” are
responsible for automatic posting. Shi et al [31] conducted a
sentiment analysis on Twitter focusing on the #coronavirus

hashtag from January 2020 to March 2020, including human
and bot-generated tweets. Their findings revealed that bot-posted
tweets had more negative sentiments compared to those posted
by humans concerning the topic of COVID-19. This suggests
that the bot feature intentionally promotes negative public
opinion and sentiment. Consequently, it is plausible that the
inclusion of a substantial amount of data posted by bot accounts
in this study may have influenced the results of the sentiment
analysis. Unfortunately, we were unable to preprocess the data
to account for this aspect. For our future research, we anticipate
that carrying out a network analysis using the results of this
study will provide a deeper understanding of the specific
subjects that capture public interest. In terms of social network
analysis, Seungil [32] investigated how Twitter users in the
United States accessed COVID-19–related information based
on their posted data. The investigation revealed that during the
initial outbreak period, users expressed significant concerns
about the number of infections Additionally, the study
highlighted that users were more likely to obtain COVID-19
information from news channel accounts and the official
accounts of the president. Sakun et al [22] conducted a network
analysis to uncover topics associated with different emotions
based on the results of a sentiment analysis using Twitter text
data They found that words like “pneumonia,” “influenza,”
“infectious disease,” and “quarantine” were frequently linked
to the emotion of “fear.” In addition, words like “pandemic,”
“disease,” and “hospital” were associated with the emotion
“sadness.” These results suggest that Twitter data can be used
to understand the public’s awareness of and emotions toward
pandemics, providing valuable insights for governmental
responses. Hence, the results of the sentiment analysis should
be used for further exploration in infodemiology, specifically
by conducting a network analysis focusing on the topics
associated with each sentiment identified in this study.

Conclusions
In this study, we conducted a sentiment analysis using Japanese
tweet and retweet text data spanning approximately 2 weeks
before and after the first state of emergency declaration in Japan
to assess public sentiments toward the initial spread of
COVID-19. We observed a combination of positive sentiments
(“joy”) and negative sentiments (“anxiety” and “disgust”) during
the target period. The results of the Mann-Whitney U test
indicated that feelings of joy significantly increased in the
retweet group before and after the state of emergency
declaration. However, there was a significant tendency for the
retweet group to post more negative content compared to the
tweet group. After the first state of emergency declaration, the
anticipation regarding infection prevention measures due to this
declaration contributed to an increase in positive sentiments.
Moreover, it appears that information, including negative
content, was more likely to be disseminated on the topic of
COVID-19. Based on the results of this study, we believe that
further development through network analysis is possible.
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Abstract

Background: Lupus erythematosus (LE) is an autoimmune condition that is associated with significant detriments to quality
of life and daily functioning. TikTok, a popular social networking platform for sharing short videos, provides a unique opportunity
to understand experiences with LE within a nonclinical sample, a population that is understudied in LE research. This is the first
qualitative study that explores LE experiences using the TikTok platform.

Objective: This study aims to evaluate the disease-related experiences of TikTok users with LE using qualitative and content
analysis.

Methods: TikTok videos were included if the hashtags included #lupus, were downloadable, were in English, and involved the
personal experience of an individual with LE. A codebook was developed using a standardized inductive approach of iterative
coding until saturation was reached. NVivo (Lumivero), a qualitative analysis software platform, was used to code videos and
perform content analysis. Inductive thematic analysis was used to derive themes from the data.

Results: A total of 153 TikTok videos met the inclusion criteria. The most common codes were experiences with symptoms
(106/153, 69.3%), mucocutaneous symptoms (61/153, 39.9%), and experiences with treatment (59/153, 38.6%). Experiences with
symptoms and mucocutaneous symptoms had the greatest cumulative views (25,381,074 and 14,879,109 views, respectively).
Five thematic conclusions were derived from the data: (1) mucocutaneous symptoms had profound effects on the mental health
and body image of TikTok users with LE; (2) TikTok users’ negative experiences with health care workers were often derived
from diagnostic delays and perceptions of “medical gaslighting”; (3) TikTok users tended to portray pharmacologic and
nonpharmacologic interventions, such as diet and naturopathic remedies, positively, whereas pharmacologic treatments were
portrayed negatively or referred to as “chemotherapy”; (4) LE symptoms, particularly musculoskeletal symptoms and fatigue,
interfered with users’daily functioning; and (5) although TikTok users frequently had strong support systems, feelings of isolation
were often attributed to battling an “invisible illness.”

Conclusions: This study demonstrates that social media can provide important, clinically relevant information for health
practitioners caring for patients with chronic conditions such as LE. As mucocutaneous symptoms were the predominant drivers
of distress in our sample, the treatment of hair loss and rash is vital in this population. However, pharmacologic therapies were
often depicted negatively, reinforcing the significance of discussions on the safety and effectiveness of these treatments. In
addition, while TikTok users demonstrated robust support systems, feelings of having an “invisible illness” and “medical
gaslighting” dominated negative interactions with others. This underscores the importance of providing validation in clinical
interactions.

(JMIR Infodemiology 2024;4:e51211)   doi:10.2196/51211
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Introduction

Background
The term lupus erythematosus (LE) encompasses a group of
autoimmune disorders that may have multiorgan involvement,
as in systemic LE (SLE), which affects >3.4 million individuals
worldwide, or have primarily cutaneous manifestations, as in
discoid LE [1,2]. Patients with LE frequently experience
detriments to quality of life and daily functioning [3,4]. Because
of this, a number of qualitative studies were conducted over the
last decade that attempted to better understand patient
experiences with LE [5]. However, the large majority of these
studies recruited participants from clinical settings; thus, clear
gaps persist in understanding how experiences with LE can be
improved in individuals outside the health care system [3,5].

Social media is underused in the qualitative research of
individuals with LE. To our knowledge, only 2 thematic analyses
have been conducted using LE-related content on social media
forums, including an analysis of comments on an LE Facebook
group and an analysis of LE-related Twitter (since rebranded
as X) posts [6,7]. Qualitative research using social media is
important because it captures individuals who are understudied
in typical qualitative research because social media users
represent a nonclinical sample and thus may have varied
experiences with, and accessibility to, health care [8]. In
addition, with estimates suggesting that 40% to 45% of
individuals use social media to make medical decisions, it is
clinically prudent to determine how diseases such as LE are
being portrayed to patients seeking information about their
condition [9-11].

TikTok (ByteDance) is an extremely popular social media
platform, with >1 billion monthly users [11]. TikTok users post
short—often <1 minute—videos and can add filters, music, and
captions to their content within the app. TikTok videos provide
an untapped, novel, and abundant source of patient experiences
to examine; nevertheless, they have yet to be used in thematic
analysis within the fields of dermatology or rheumatology. In
fact, #lupus has 1.3 billion cumulative views on TikTok alone,
indicating the popularity and prevalence of the topic on the app
[12]. Furthermore, because TikTok is the fastest growing social
media platform worldwide, it is imperative to study it because
it is a rapidly expanding source of health information for patients
seeking knowledge on the web [9,11].

Objectives
In this study, we used content analysis and thematic analysis to
examine TikTok videos involving personal experiences with
LE. By doing so, we hope to gain a better understanding of the
disease-related experiences of TikTok users who have LE.

Methods

Data Collection
A new TikTok account was created for data collection to avoid
TikTok algorithms that prioritize videos based on prior user
activity [13,14]. The account was used to search for #lupus on
the TikTok app on August 21, 2022; the app then displayed the

most popular videos tagged with #lupus [13]. The links,
captions, usernames, likes, comments, views, and shares were
extracted from each video identified through this search. Videos
were then evaluated for inclusion and exclusion criteria. Videos
were included if they were downloadable, were in English, and
involved the personal opinions or experiences of an individual
with LE. They were excluded if they did not relate to LE or
were primarily about a condition other than LE.

Codebook Development
A codebook was developed using a standardized inductive
approach of iterative coding [13,15]. Study team members coded
sets of 20 TikTok videos determined through random selection.
After independently coding each set, the study team members
met to reach consensus on the codes used for each video. Next,
they collaboratively assigned labels, definitions, exclusions,
and examples to new codes for the purpose of developing a
preliminary codebook [15]. This process was repeated until
saturation was reached, that is, no new major codes were created
or adjusted, and the codebook could be finalized (refer to
Multimedia Appendix 1 for the finalized codebook) [15].

Data Analysis
NVivo 2020 (Lumivero), a qualitative analysis software
platform, was used for coding and analysis. Videos were
imported into the NVivo software and transcribed. Line-by-line
coding of each video’s transcript and caption was accomplished
within NVivo using the finalized codebook. For the quantitative
content analysis aspect of this study, the prevalence and
frequency of overlap of individual codes was obtained through
NVivo. For the top codes, median views and median views per
day were calculated. For the qualitative analysis aspect of this
study, the study team members met to discuss the most
predominant and rich codes, and they used inductive thematic
analysis to derive major themes from the data [16].

Ethical Considerations
This research was determined by the University of Minnesota
Institutional Review Board in July 2022 as not constituting
human subjects research. Included videos had to be
downloadable because this was seen as an indication that the
user intended their content to be used and shared by others [13].
All identifying data, including usernames, were removed from
the data before dissemination. The study team consulted with
the University of Minnesota Medical School Office of Diversity,
Equity, & Inclusion and elected not to document user
demographics from individual videos because doing so would
involve the assumption of identity through appearance on video,
and objective demographic information of individual TikTok
users is not publicly available.

Results

Overview
A total of 398 TikTok videos were identified through the #lupus
search and underwent inclusion and exclusion criteria, after
which 153 (38.4%) videos posted between December 19, 2019,
and August 21, 2022, were included for analysis. Cumulatively,
the videos had 29,446,765 views, with a median of 37,200 (IQR
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146,936; range 163-2,300,000) views per video. A total of 76
distinct TikTok users were represented in the sample. Users
were primarily female presenting. Of the 76 users, 3 (4%)
contributed 35.9% (55/153) of the videos; the top user
contributed 15.7% (24/153) of the videos, followed by a user
with 11.8% (18/153) and a user with 8.5% (13/153). The most
common codes were experiences with symptoms (107/153,
69.9%), mucocutaneous symptoms (62/153, 40.5%), and

experiences with treatment (58/153, 37.9%). Experiences with
symptoms and mucocutaneous symptoms had the greatest number
of cumulative views (24,426,874 and 14,082,409 views,
respectively; Table 1).

Five major thematic conclusions were derived from the data
and are explored in the subsections that follow. Sample quotes
for each theme can be found in Textbox 1.

Table 1. Top codes and their popularity metrics.

Views/d, median (IQR; range)Views, median (IQR; range)Cumulative
views

Videos coded (n=153), n
(%)

Codes

582 (3732.5; 2-250,000)37,300 (201,100; 234-2,300,000)25,381,074107 (69.9)Experiences with symptoms

699 (4507.3; 14-188,889)54,700 (280,700; 474-2,300,000)14,879,10962 (40.5)Mucocutaneous symptoms

1042 (6152.9; 1-188,889)34,950 (170,334; 163-2,300,000)11,744,22358 (37.9)Treatment experience

582 (2315.8; 1-127,778)32,000 (123,322.5; 163-2,300,000)8,546,11345 (29.4)Health care experience

509 (4037.8; 3-250,000)31,100 (147,063; 234-2,300,000)9,993,59343 (28.1)Constitutional symptoms

1748 (3391.5; 2-127,778)32,150 (133,700; 234-2,300,000)7,703,07142 (27.5)Mental health

691 (4269.1; 3-250,000)31,100 (158,033; 234-2,300,000)9,835,54841 (26.8)Fatigue

733 (4526.5; 16-188,889)75,550 (311,900; 474-1,700,000)10,240,94340 (26.1)Hair loss

691 (4564.0; 14-188,889)43,800 (283,300; 474-1,700,000)8,767,46639 (25.5)Rash

545 (1263.6; 16-250,000)33,800 (57,683; 474-1,500,000)4,548,18735 (22.9)Humor

165 (3627.2; 2-51,438)23,100 (83,400; 338-2,100,000)5,654,75035 (22.9)Musculoskeletal symptoms
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Textbox 1. Summary of major themes with sample quotes, which have all been taken directly from users’ spoken words, written captions, or written
subtitles.

Themes and TikTok user quotes

• Mucocutaneous symptoms had profound effects on the mental health and body image of TikTok users with lupus erythematosus.

• “In 2019, I had a full head of hair. Life can change in a blink of an eye. I was diagnosed with lupus in 2020. My hair was dropping like
crazy. There was nothing I could do...[it was] painful and depressing. My scalp was filled with so many scabs. I couldn’t even touch my
head. [I] kept saying to myself ‘this can’t be it.’” [User 67]

•
“I had to cut my hair because of lupus ( ). I’ve been growing it for 7 and 1/2 years ( ). My hair started thinning out at the top because

of the lupus ( ). So I knew soon I would have to cut it...I just found out I had lupus 4 months ago ( ). But at the end of the day ( ),

my health is more important than my hair and the only way I could get it to grow back right is if I cut it ( ). This really broke my heart

( ) but I’m still handsome [17] ( )”. [User 18]

• TikTok users’ negative experiences with health care workers were often derived from diagnostic delays and perceptions of “medical gaslighting.”

• “Things doctors told me before I got diagnosed with lupus. Take some vitamins. Go outside more. You’re just stressed, take these
antidepressants. It’s growing pains (I was 18). Have you tried yoga?” [User 33]

• “How doctors would gaslight me until I was finally diagnosed:

[User portraying self] My body is aching so bad. I have really swollen lymph nodes and am losing weight fast.

[User portraying physician] Swollen lymph nodes are common. Maybe you’re losing weight because you’re depressed.

[User portraying self] I am so dizzy and have no energy. I am bruising everywhere and am always sick. Please, listen to me. I’m not making this up.
Something is not right.

[User portraying physician] Are you exercising enough? You’re too young to have something serious going on.

[User providing commentary] This was my experience for almost 3 years. Begging doctors to take me seriously. It traumatized me. You are your
biggest advocate.” [User 34]

• TikTok users tended to portray nonpharmacologic interventions, such as diet and naturopathic remedies, positively, whereas pharmacologic
treatments were more commonly portrayed negatively or referred to as “chemotherapy.”

• “I did my part by reporting new symptoms to my rheumatologist and neurologist, which of course was downplayed. Five months later, I
lost my mobility and couldn’t do much for myself. I thought that I’d never bounce back. I researched natural practices/herbs and started a
personal healing journey. I’ve regained my mobility and much more within a few months.” [User 28]

• “Nightshade vegetables will cause you extreme pain in the long run if you’re someone who is dealing with autoimmune disease. I have
lupus, but I put lupus in remission as quick as it came out of remission. So, my suggestion to you, unbeknownst to most people, stop eating
nightshade vegetables. If you’ve got a garden, stop growing them. You’d be surprised, you could cure lupus immediately, just stop it.” [User
21]

• “Today is one full week on chemo. I don’t want to keep doing this. [User 34]

• “Sometimes you need things like chemotherapy...which sounds crazy, but [lupus] is that serious.” [User 8]

• [User portraying physician] Doctor: I’m sorry, but in order to control your flare we need to start steroids.

[User portraying self] My face: [user uses a special effect that causes their face to blow up to 3 times its size and resemble the front of a train. Audio
of a train horn plays in the background.]

[Caption] All aboard the moon face express ( ) [17]”. [User 7]

• Lupus erythematosus symptoms, particularly musculoskeletal symptoms and fatigue, interfered with users’ daily functioning.

• “I was diagnosed with lupus almost four years ago. And lupus took a lot from me...lupus stole my social life. It took my freedom, it destroys
my energy, it took my job. Do you know what it’s like to be told you can’t work? I’ve had to adjust to a new normal. This sucks but I can’t
let it win. That’s why I can assure you I will not give up. I’ve come so far, I can’t let it win.” [User 16]

• “A lot of days, my body hurts so badly that I don’t possibly know how to get out of bed or survive for the next few hours.” [User 70]

• Although TikTok users frequently had strong support systems, feelings of isolation or misunderstanding were often attributed to battling an
“invisible illness.”

• “A true story about finding an *amazing* friend that actually gets it. She...is 100% understanding when I have to flake last minute because
I don’t feel well. No guilt. A rare gem indeed.” [User 43]

•
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“[Footage plays of user getting their nails painted by their husband] I have lupus. My husband helps me through the ups and downs of
this...He doesn’t care about doing things for me. Swollen ankles, messed up toes, and constant pain. This is where we’re at in life. 19 years
together.” [User 71]

• “*Getting through life with lupus* Professors: Not understanding what I need. Most friends: Thinking I’m fine and insulting me unintentionally.
Family: Making me feel like I’m doing it alone.” [User 12]

Theme 1: Mucocutaneous Symptoms Had Profound
Effects on the Mental Health and Body Image of
TikTok Users With LE
Mucocutaneous symptoms, defined as hair loss, rash,
photosensitivity, ulcers, itch, or sicca symptoms, were the most
frequently mentioned symptoms of LE in our sample; 40.5%
(62/153) of the videos referred to a mucocutaneous
manifestation of LE. Hair loss and rash were the most common
and were each coded in approximately one-quarter of the videos
(40/153, 26.1% and 39/153, 22.5%, respectively).

Mucocutaneous symptoms were highly distressing to users,
affecting both body image and mental well-being. Of the 153
videos, 24 (15.7%) involved a user exhibiting negative body
image, of which 79% (n=19) were related to hair loss, 46%
(n=11) were related to rash, and 92% (n=22) were related to
either hair loss or rash. Furthermore, hair loss was the second
most common code to overlap with mental health; nearly
one-fifth (29/153, 19%) of the mental health codes directly
overlapped with hair loss codes.

Distress and body image concerns were apparent within TikTok
videos that mentioned mucocutaneous symptoms. Users felt
that their hair and skin changes led to a loss of identity:

Going through losing all my hair was really hard for
me. Like, I didn’t realize how much of my self-worth
I attached to my hair...I felt like I was losing a piece
of myself...I felt so sad all the time. And it was so hard
for me to just go outside because I felt so, you know,
insecure. [User 27]

Although hair loss and rash had significant impacts on users’
well-being and body image, these effects appeared to be
mitigated by cosmetic measures and pharmacologic and
nonpharmacologic treatments. Of the 24 videos, 13 (54%)
involved users cosmetically modifying their hair with sew-ins,
wigs, hair dye, hairstyles, haircuts, or scarves to hide hair loss
or improve confidence. A user stated as follows:

In 2016 I lost my hair...this was before the shaved
head hype. Back then my hair was my identity...I knew
I needed to cover it up because I had to go into work,
so I did a few scarf tutorials and ended up like this.
I mean, I think it looks pretty dope. [User 16]

Skin-directed treatments also helped users. A user showed old
footage of large clumps of their hair that had fallen out in the
sink. The user recalled how they felt at that time:

Super stressed. I’m going to be bald. My hair won’t
go back to normal. [User 68]

They then showed footage of dozens of boxes of prednisone
and their scalp with hair growth, stating as follows:

OMG! It might be working...Now I can do the hair
styles I want. [User 68]

Theme 2: TikTok Users’ Negative Experiences With
Health Care Workers Were Often Derived From
Diagnostic Delays and Perceptions of “Medical
Gaslighting”
Of the 153 videos, 45 (29.4%) involved a health care experience,
of which 58% (n=26) depicted negative experiences, whereas
18% (n=8) depicted positive experiences. Of the 25 negative
health care experiences, 22 (88%) could be attributed to an
experience with a health care worker. Primarily, TikTok users
expressed frustration due to diagnostic delays and “medical
gaslighting,” which made up 64% (14/22) and 36% (8/22) of
the negative interactions with health care workers, respectively
(Textbox 2). Diagnostic delays described by users spanned from
“months” to “years,” with 2 (14%) of the 14 users describing
delays of ≥10 years.

In our sample, diagnostic delays and medical gaslighting
frequently overlapped; 7 (4.6%) of all videos (n=153) described
scenarios where users felt that their symptoms were belittled
by medical professionals, leading to delayed diagnoses of LE.
A TikTok user stated as follows:

[D]octors would gaslight me until I was finally
diagnosed...this was my experience for almost 3 years.
Begging doctors to take me seriously. It traumatized
me. [User 34]

In another video, a user made the following announcement:

I was diagnosed with lupus today after 10 years and
14 different sexist doctors, they finally found out I
wasn’t just “overtired and dehydrated.” [User 20]

Health care workers attributing users’ lupus symptoms to mental
health causes seemed to be a common experience among those
who experienced medical gaslighting (5/8, 63%). A TikTok
video started with the following words:

Been sick since 2010. No doctor would listen. [User
2]

The user then showed stock photos of 3 physicians, each
depicted as saying, “It’s just anxiety, it’s just anxiety, it’s just
anxiety.” The user finished the video by rolling their eyes at the
camera and displaying the following words:

Finally diagnosed with lupus, rheumatoid arthritis,
among other things, after over a decade...it became
medical negligence a LONG time ago. They seriously
need to stop telling people that. [User 2]

Notably, in 4 (18%) of the 22 videos, the users’ negative
experiences with health care workers directly caused them to
pursue naturopathic practitioners to treat their lupus.
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Textbox 2. Common hashtags explained.

Hashtag and description

• #medicalgaslighting

• Describes medical providers minimizing symptoms or incorrectly attributing symptoms to a behavioral or psychological cause

• Primarily developed to describe the experiences of women and Black, Indigenous, and patients from racial and ethnic minority groups
[18,19]

• Popularized in recent years by publications such as The New York Times and The Atlantic [18,19]

• #spoonie

• An identity for an individual who experiences limited energy, often due to a chronic illness

• Derived from “The Spoon Theory,” written by Miserandino [20], a blogger with lupus; the theory describes spoons as units of energy that
everyone starts their day with; however, people with a chronic illness only get a few spoons at the start of the day, whereas others get an
excess of spoons [21]

• #chemotherapy

• Used to describe immunosuppressive treatments for lupus, such as methotrexate

• Possibly popularized by Selena Gomez, a singer and actor who has systemic lupus erythematosus; in a 2015 interview with Billboard, she
shared that she received chemotherapy to treat her lupus [22,23]; this was met with backlash from people who thought that the term
“chemotherapy” should be reserved for patients with cancer [23]

• #invisibleillness

• An illness with symptoms that are predominantly “invisible” to others; this may lead to misunderstandings from others and diagnostic
difficulties [24,25]

Theme 3: TikTok Users Tended to Portray
Nonpharmacological Interventions, Such as Diet and
Naturopathic Remedies, Positively, Whereas
Pharmacological Treatments Were More Commonly
Portrayed Negatively or Referred to as
“Chemotherapy”
Of the 153 videos, 58 (37.9%) involved experiences with LE
treatment, of which 41% (n=24) were on pharmacological
treatments, and 28% (n=16) were on nonpharmacological
treatments. Overall, 22% (13/58) involved positive experiences
with treatment, and 36% (21/58) involved negative experiences
with treatment.

Nonpharmacological treatments tended to be portrayed
positively; 9 (56%) of the 16 videos that mentioned
nonpharmacological treatments depicted a good experience.
The majority of positive experiences with treatment involved
nonpharmacological treatments (8/13, 62%), primarily diet (4/8,
50%) and naturopathic remedies (4/8, 50%). Furthermore,
nonpharmacological treatments were often credited for disease
remission; of the 9 videos that attributed LE remission to
treatment, 6 (67%) cited nonpharmacological treatments,
whereas only 3 (33%) cited pharmacological treatments. A user
stated as follows:

Natural medicine saved my life...[I was] told that I
would be on pharmaceuticals for life and that I would
never be able to exercise again, I could barely walk,
I wouldn’t be able to have kids, I wouldn’t be able to
have a job...But luckily, I didn’t listen. Because if I
did, I don’t know where I would be today. Instead, I

run three different businesses, I found movement that
works for me, I’ve completely reversed all fertility
issues, I’m in remission from lupus, and most of my
markers are completely normal. The secret to my
healing, you may be asking? Well, it’s the food that
you eat, the herbs that you put into your body, and
the habits that you practice on a daily basis that set
the course for your entire life. [User 26]

By contrast, pharmacological treatments tended to be portrayed
negatively; of the 24 videos in which they were mentioned, they
were depicted negatively in 10 (42%) and positively in only 3
(13%). Approximately three-fourths (16/21, 76%) of the videos
about negative experiences with treatment involved
pharmacologic treatments. Negative experiences included side
effects (6/16, 38%); injection pain (2/16, 13%); and distress or
difficulty with medication management (5/16, 31%) such as
remembering to take pills, feeling as though they had too many
prescriptions, having an emotional reaction to taking a
medication, and relying on perishable and expensive
prescriptions.

Furthermore, immunosuppression was repeatedly referred to
negatively with the term “chemotherapy.” In total, the term was
used by 5 (7%) of the 76 users in 16 (10.5%) of the 153 videos
and seemed to be used to portray the severity of disease or the
gravity of treatment measures. A user relayed their experience
with a flare:

I found out 3 years ago I had lupus. I had to have
chemo. It’s been manageable, but last week I had a
bad flare up and ended up in the hospital to find out
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it’s damaged my kidneys, and the doctors are talking
about chemo again. [User 23]

Another user stated as follows:

I am so physically exhausted from this disease and
chemo but this is your reminder—don’t give up. [User
34]

Theme 4: LE Symptoms, Particularly Musculoskeletal
Symptoms and Fatigue, Interfered With Users’ Daily
Functioning
Of the 153 videos, 29 (19%) referenced LE symptoms or
treatments interfering with basic, instrumental, social,
educational, or occupational functioning. Musculoskeletal
symptoms and fatigue were the most common symptoms to
directly overlap with codes related to interference with
functioning.

Musculoskeletal symptoms tended to interfere with basic
activities of daily living the most; 15 (83%) of the 18 instances
of interference with basic functioning were directly attributable.
Musculoskeletal symptoms, such as joint pain and stiffness,
primarily affected ambulation (8/15, 53%). A user stated as
follows:

A lot of days, my body hurts so badly that I don’t
possibly know how to get out of bed or survive for the
next few hours. [User 70]

Another user showed footage of themselves struggling to
perform a variety of activities such as sit on a toilet, grip a
marker, open a bottle of juice, and stand from a seated position.
During this footage, the user displayed the following subtitles:

What it’s like living with lupus. My joints get stiff.
Doing normal things are a struggle now. Lupus affects
my hands, wrists, and knees. I was just diagnosed and
I hope to see improvement soon. [User 48]

By contrast, fatigue resulting from LE seemed to be more likely
to interfere with social, occupational, and educational
functioning, contributing to 5 (56%) of the 9 references within
these categories. A user talked about how fatigue affected their
schooling:

You’re worried about going back to school because
you literally can’t do anything without 15 hours of
sleep, and you can’t get your schoolwork done, and
you can’t study enough, and it’s horrible. [User 10]

Another user talked about feeling fatigued after driving to see
a friend:

I had lunch with a friend today. I drove there and
drove home, so naturally I am fatigued now. Good,
bad, ugly, that a single activity can put me on the
couch. I am not worried, but this is a reality. [User
11]

Interestingly, 4 (5%) of the 76 users included the word “spoonie”
in their TikTok videos, a term that has become an identity for
individuals who experience fatigue from chronic illnesses.

Theme 5: Although TikTok Users Frequently Had
Strong Support Systems, Feelings of Isolation or

Misunderstanding Were Often Attributed to Battling
an “Invisible Illness”
Of the 153 videos, 16 (10.5%) depicted users’ support systems,
which were composed of partners (n=8, 50%), family members
(n=5, 31%), other TikTok users (n=3, 19%), and friends (n-3,
19%). TikTok users frequently expressed gratitude for the
assistance they received from support people in navigating their
LE symptoms and treatment. A user showed footage of their
hospitalization for LE and displayed the following words:

It’s been a rough few weeks. I couldn’t express how
grateful I am for my support system. My family. I
couldn’t have done it without you guys. [User 73]

Another user, who similarly filmed their TikTok video when
they were hospitalized for LE, wrote as follows:

I’m not recovering at the rate I hoped I would by now.
I keep watching time go by as the pain gets worse as
I lay here...You’re left with the emptiness and
questions what you did to deserve this and why you’re
here, and the only escape you have is those short few
minutes you get a call from a friend or family member
and can pretend it isn’t happening. [User 72]

However, TikTok users also reported discouraging interactions
with others (14/153, 9.2%), including with people from school
or work (n=3, 21%), friends (n=3, 21%), family (n=2, 14%),
service industry workers (n=2, 14%), partners (n=1, 7%), other
TikTok users (n=1, 7%), and neighbors (n=1, 7%). Most of
these interactions arose from misunderstandings of LE. Users
felt that because LE is primarily an “invisible illness,” with
many of its signs and symptoms not visibly apparent to others,
others did not always recognize their needs; for example, a
user’s video provided a list of “things people with lupus are
tired of hearing,” which included comments such as “You can’t
be tired, you haven’t done anything all day,” “You don’t look
sick,” “You’re using it as an excuse to be lazy,” and “It’s not
that bad” (User 41).

These misunderstandings led to feelings of isolation. A user,
who filmed themselves lying in bed, commented as follows:

[Lupus is] so isolating because no one understands
what you’re going through. I just feel lame having to
leave a group setting to have a flare up until your
body goes back to normal after a few hours. [User
44]

In all, of the 14 videos, 10 (71%) referred to LE as an “invisible
illness” through hashtags, captions, or direct quotes, and 6 (43%)
that were coded with “negative experiences with others” were
also coded with “invisible illness.”

Discussion

Principal Findings
This study represents the first qualitative and content analysis
of TikTok videos involving personal experiences of users with
LE. Patients are increasingly using social media to learn and
share information about their health conditions [9-11,26]. Thus,
social media provides a crucial fund of patient experiences that
can be used to extract clinically relevant patient-centered
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information for clinicians that may ultimately improve patient
care.

In this study, we found that TikTok videos on LE experiences
have extensive audiences, garnering millions of views and high
user engagement. Videos that mentioned mucocutaneous
symptoms of LE, such as hair loss and rash, were pervasive
among this sample, with mucocutaneous symptoms being the
second most frequent code used. Consistent with findings of

previous qualitative and survey studies, mucocutaneous
symptoms seemed to be major drivers of poor mental health
and negative body image among TikTok users with LE [27-33].
Our study suggests the need to regularly assess for mental health
and body image concerns in patients with LE, especially among
those with active dermatologic symptoms. It also underscores
the importance of treating hair loss and rash to mitigate mental
health burdens in this population (Textbox 3).

Textbox 3. Clinical applications of themes.

Themes and clinical applications

• Mucocutaneous symptoms had profound effects on the mental health and body image of TikTok users with lupus erythematosus (LE).

• Treatment of hair loss and rash is important for quality of life and mental health of patients with LE.

• Mental health should be regularly assessed at appointments, particularly for patients with rash or hair loss.

• TikTok users’ negative experiences with health care workers were often derived from diagnostic delays and perceptions of “medical gaslighting.”

• Clinical strategies such as reflective listening and validation may enhance the clinician-patient relationship and prevent perceptions of
medical gaslighting.

• TikTok users tended to portray nonpharmacologic interventions, such as diet and naturopathic remedies, positively, whereas pharmacologic
treatments were more commonly portrayed negatively or referred to as “chemotherapy.”

• Clinicians should be aware of popular nonpharmacological treatments for LE.

• Clinicians should engage in informed discussions of the safety and effectiveness of both pharmacological and nonpharmacological treatments
with their patients.

• LE symptoms, particularly musculoskeletal symptoms and fatigue, interfered with users’ daily functioning.

• Treatment should focus on reducing musculoskeletal symptoms and fatigue for patients reporting interference in functioning.

• Clinicians should assist patients in obtaining mobility devices, disability resources, and occupational and physical therapy that improve
daily functioning.

• Although TikTok users frequently had strong support systems, feelings of isolation or misunderstanding were often attributed to battling an
“invisible illness.”

• Involving support people in appointments could be a beneficial way to enhance existing support relationships and educate support people
on LE morbidity and disability.

However, we found that pharmacologic therapies might be met
with hesitancy by individuals with LE. Pharmacologic
treatments were depicted negatively in our sample, with
individuals citing side effects such as immunosuppression,
weight gain, and fatigue. Notably, the term “chemotherapy”
was used in several videos, which portrays the gravity that users
associate with receiving immunosuppressive medications. By
contrast, nonpharmacologic treatments such as diet and
naturopathic remedies were depicted overwhelmingly positively
in our sample, a finding that to our knowledge has only been
reported once before, in a 2011 qualitative study on attitudes
toward medications in South Asian patients with SLE [34]. The
uniqueness of this finding could be because users can benefit
monetarily from promoting diet or naturopathic remedies
through promotion deals on TikTok. However, it is also possible
that TikTok users, because they are a nonclinical sample, may
have fewer or poorer experiences with clinical medicine and
thus prefer nonpharmacologic treatments. Clinicians should be
aware of common nonpharmacological options for patients with
LE and should be prepared to counsel patients on the safety and
effectiveness of these therapies (Textbox 3).

Concordantly, we did find that TikTok users with LE shared
primarily negative interactions with the health care system and
health care workers. Many of these experiences centered on
instances of “medical gaslighting,” which users felt resulted in
diagnostic delays. Diagnostic delays are well documented in
SLE qualitative and quantitative research and can have
significant mental health ramifications for patients [3,35-39].
However, only a few qualitative studies have explored patients’
perceptions of diagnostic delays resulting from physicians
downplaying LE symptoms, with only 1 prior study capturing
the term “gaslighting” in its analysis [3,38,39]. To maintain the
therapeutic relationship, clinicians should combat perceptions
of medical gaslighting through strategies such as validation and
reflective listening (Textbox 3) [40].

Our sample had high symptom burden and frequently described
how musculoskeletal symptoms and fatigue were interfering
with daily functioning. TikTok users did not always feel that
others understood these symptoms, leading to feelings of
isolation and the thought that they have an “invisible illness.”
These ideas have been described in numerous qualitative

JMIR Infodemiology 2024 | vol. 4 | e51211 | p.40https://infodemiology.jmir.org/2024/1/e51211
(page number not for citation purposes)

Wanberg & PearsonJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


analyses on LE [3,7,24,31,36,41-43]. Even so, overall, TikTok
users demonstrated robust social support systems made up of
friends, family, and partners. This is important because social
support has been associated with improved mental health in
patients with SLE, whereas a lack of substantial social support
has been associated with increased disease activity [24,44-47].
These combined findings suggest the importance of educating
patients’ support people on LE morbidity and disability to
facilitate successful support relationships (Textbox 3).

Strengths
This study has several notable strengths. First, because our
qualitative data were derived from a nonclinical sample, we
may have captured voices from individuals with diverse
experiences with the health care system [8]. Second, because
patient experiences were collected without interaction with the
study team, patient experiences were unbiased by researcher
presence or preset interview questions [48,49]. Third and last,
in contrast to existing qualitative studies that often have low
sample sizes, analyzing TikTok videos allowed us to gather the
experiences of 76 distinct users.

Limitations
Although qualitative studies are inherently not designed to be
generalizable because they provide rich, narrative data from the
group being studied, it is important to note that this study only
examined TikTok content and did not examine content from

other web-based platforms [50]. Thus, these findings may not
be representative of the entire LE web-based community.
Furthermore, as the TikTok videos were sampled from a search
revealing the most popular videos with #lupus, our findings
may overrepresent ideas in popular videos, while
underrepresenting ideas from users with fewer views.
Furthermore, in comparison to qualitative studies in which
interviewees are promised confidentiality when disclosing their
experiences, TikTok videos in our sample were not confidential,
and, in fact, were meant to be publicly shared. This means that
patient experiences were subject to social desirability bias, and
sensitive topics may have been avoided. Finally, demographic
data of TikTok users are not publicly available, and thus detailed
user demographics could not be characterized in this study.

Conclusions
TikTok provides a nonclinical, underused platform for
qualitative and content analysis of patient experiences. This
study summarizes key terminology and content in the LE TikTok
community, which may be clinically relevant because a
substantial number of patients use social media to obtain medical
information [9,10]. Ultimately, this study presents 5 thematic
conclusions paired with clinical applications, which offer an
enhanced understanding of how the well-being of patients with
LE is influenced by symptoms, treatments, support people, and
health care experiences.
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Abstract

Background: Abortion (also known as termination of pregnancy) is an essential element of women’s reproductive health care.
Feedback from women who underwent medical termination of pregnancy about their experience is crucial to help practitioners
identify women’s needs and develop necessary tools to improve the abortion care process. However, the collection of this feedback
is quite challenging. Social media offer anonymity for women who share their abortion experience.

Objective: This exploratory infodemiology study aimed to analyze, through French social media posts, personal medical
symptoms and the different experiences and information dynamics associated with the medical abortion process.

Methods: A retrospective study was performed by analyzing posts geolocated in France and published from January 1, 2017,
to November 30, 2021. Posts were extracted from all French-language general and specialized publicly available web forums
using specific keywords. Extracted messages were cleaned and pseudonymized. Automatic natural language processing methods
were used to identify posts from women having experienced medical abortion. Biterm topic modeling was used to identify the
main discussion themes and the Medical Dictionary for Regulatory Activities was used to identify medical terms. Encountered
difficulties were explored using qualitative research methods until the saturation of concepts was reached.

Results: Analysis of 5398 identified posts (3409 users) led to the identification of 9 major topics: personal experience (n=2413
posts, 44.7%), community support (n=1058, 19.6%), pain and bleeding (n=797, 14.8%), psychological experience (n=760, 14.1%),
questioned efficacy (n=410, 7.6%), social pressure (n=373, 6.9%), positive experiences (n=257, 4.8%), menstrual cycle disorders
(n=107, 2%), and reported inefficacy (n=104, 1.9%). Pain, which was mentioned in 1627 (30.1%) of the 5398 posts by 1024
(30.0%) of the 3409 users, was the most frequently reported medical term. Pain was considered severe to unbearable in 24.5%
of the cases (399 of the 1627 posts). Lack of information was the most frequently reported difficulty during and after the process.

Conclusions: Our findings suggest that French women used social media to share their experiences, offer and find support, and
provide and receive information regarding medical abortion. Infodemiology appears to be a useful tool to obtain women’s feedback,
therefore offering the opportunity to enhance care in women undergoing medical abortion.

(JMIR Infodemiology 2024;4:e49335)   doi:10.2196/49335

JMIR Infodemiology 2024 | vol. 4 | e49335 | p.45https://infodemiology.jmir.org/2024/1/e49335
(page number not for citation purposes)

Gouy et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

mailto:giulia.gouy@chu-lyon.fr
http://dx.doi.org/10.2196/49335
http://www.w3.org/Style/XSL
http://www.renderx.com/


KEYWORDS

infodemiology; medical abortion; patient experience; real-world evidence; social media; abortion; women's health; reproduction;
reproductive; obstetric; obstetrics; gynecology; gynecological; text mining; topic model; topic modeling; natural language
processing; NLP

Introduction

Background
Abortion is a common procedure. Worldwide from 2015 to
2019, there were 121.0 million unintended pregnancies annually
leading to 73.0 million abortions (60%) [1]. In France, in 2022,
there were 234,300 abortions, 78% of which were medical
termination of pregnancy (MToP) that is usually performed
early (<8 weeks of amenorrhea) [2].

Early MToP with an antiprogestin (ie, mifepristone) followed
by a prostaglandin analog has revolutionized abortion. Since
mifepristone was first approved in 1988, MToP has been
authorized in numerous countries worldwide [3], and its practice
has followed changes in health requirements and local
regulations. For instance, the COVID-19 pandemic and
associated mandatory lockdowns increased the overall rate of
MToPs and the rate of MToPs performed at home [4]. Abortion
was legalized in France on January 17, 1975 [5], and
mifepristone was first approved for MToP in 1988. The current
dose regimen for mifepristone and a prostaglandin analog was
approved in 2007 [6]. The sequence of consultations includes
a first visit to inform the woman, a second visit during which
she signs a consent form and initiates the procedure, and a
follow-up visit 14 to 21 days after mifepristone intake to ensure
the success of the procedure [7].

Abortion is not perceived in the same way as other standard
medical acts. In France, until 2001, a motivational interview
was mandatory during the first visit. This allowed a survey
showing that abortion was still considered to be too much of a
taboo to be performed. Women indicated having elaborate
defense strategies to protect themselves against this stigma,
including keeping their abortion secret, leading to potential
unsafe abortion practices [8]. Currently, women can generally
express their abortion experience more freely. In particular,
social media provide online anonymity and offer a safe
opportunity for women to share and seek information.

With over 2.3 billion active users globally [9], social media
have become a new data source for public health, as users can
find, exchange, and discuss health information on the platforms.
According to Médiamétrie, a company specializing in audience
measurement and the study of the use of audiovisual and digital
media, more than 85% of the French population are internet
users [10]. Moreover, according to a recent report [11], 21.1%
of French individuals frequently or very frequently use
health-related social media such as Doctissimo, with 14.1%
using Facebook and 9.8% using women’s magazines and their
associated websites to find health information.

Analyzing online information represents a developing alternative
means to understand patients’ health compared with
self-administered questionnaires. These patient-generated health
data are produced spontaneously (and are thus not limited to

medical consultations, for instance), mostly anonymously.
Therefore, these data may better correspond to patients’ feelings
compared with closed-ended questions. Moreover, text-mining
techniques applied to analyze social media data can be used
with relative ease [12], providing new opportunities to bridge
the gap between qualitative and quantitative data analyses [13].
A new research discipline and methodology has thus emerged.
This scientific discipline called infodemiology focuses on
health-related content analysis published online [14].

Studies based on analysis of Instagram, Facebook, or Reddit
posts have started to be published in peer-reviewed journals.
These analyses have helped to characterize patients’experiences
and related perceptions of an illness and its burden in many
health fields (eg, in vitro fertilization [15], miscarriage [16],
cesarean section [17], and breast cancer [18]), along with
documenting the processes involved in abortion method
decision-making [19]. However, to the best of our knowledge,
few studies using social media data have been published to
characterize the experiences and perceptions of women who
underwent an abortion, in particular MToP [19]. Furthermore,
none of these studies has been carried out in France, although
women’s experiences are likely influenced by clinical practices
and cultural differences that preclude the generalization of data
collected in other countries.

Objective
We conducted VEILLE, a 4-year retrospective infodemiology
study, to analyze reported medical symptoms and the different
experiences and information dynamics associated with the MToP
process in France.

Abortion care is an essential element of women’s reproductive
health care [20]. Women's feedback about their experience is
crucial to meeting women’s needs during MToP. Collecting
women’s feedback about their MToP experiences and
understanding these experiences could provide the necessary
information for health care providers to respond to French
women’s needs during MToP.

Methods

Study Design
VEILLE is a noninterventional, retrospective study using a
text-mining approach to retrieve and analyze medical abortion
posts from social media posts.

All messages geolocated in France posted by women who had
experienced MToP between January 1, 2017, and November
30, 2021, in French-speaking general and specialized web
forums were considered. Only messages from publicly available
sources were extracted.

The study name VEILLE is an allusion to the French translation
of social media monitoring (veille) and a tribute to Simone Veil
(same pronunciation, /v j/) who legalized abortion in France.

JMIR Infodemiology 2024 | vol. 4 | e49335 | p.46https://infodemiology.jmir.org/2024/1/e49335
(page number not for citation purposes)

Gouy et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


Data Extraction
Data (verbatim social media posts) were identified and
pseudonymized by tokenization before being extracted.
Irrelevant material was eliminated.

All public posts available on the web containing at least one of
the relevant keywords related to MToP were identified using
the Brandwatch social media data extractor [21]. This tool is
based on queries that include selected keywords evocative of
the subject of interest. Using the query, the Brandwatch extractor
searches through available public data sources and identifies
keywords within posts matching those in the query.

Posts were downloaded along with their associated metadata:
URL/domain, publication date, forum, language used, hashtags,
authors, and engagement type such as retweet. Posts and
associated metadata constituted the corpus.

Keywords in French (eg, IVG for interruption volontaire de
grossesse, voluntary pregnancy termination) and their synonyms
were defined by the authors (see Multimedia Appendix 1).

Data Preprocessing and Modeling
Extracted posts were cleaned before being stored in the
study-specific database. Posts from irrelevant sources such as
potential advertising sites or forums related to pets and animals
were removed using regular expression rules. Duplicates were
managed by merging posts with either the same username on
different platforms or the same post with another username. A
machine-learning algorithm (extreme gradient boosting classifier
[XGBoost]) was used to identify posts reporting personal
experiences [22]. These posts constituted the study data set.

The algorithm was implemented based on message-level
calculation of the user’s probability of being a woman having
experienced MToP according to specific features (lexical fields
and regular forms, such as “I have [EXTRACTION TERM]”)
and coupled with pronoun variables. Filters (in French) were
used to narrow down the search to only MToP experience,
excluding surgical abortion (Multimedia Appendix 2).

Data Analysis
Descriptive analysis was performed for posts (number and
source) and social media users (number, age, gender). A social
media user’s age was determined through the identification of
regular expressions such as “j’ai 45 ans” (“I am 45 years old”),
“ayant 45 ans” (“being 45”) (Regex method) over all posts.
Each pseudonym was associated with one gender (man, woman,
or unidentified) and one age category (20 years or younger,
21-30 years, 31-40 years, and so on, or unidentified). Gender
was confirmed using the Regex method and with the support
vector machine algorithm (XGBoost method) through the
identification of regular expressions in the content of each post:
gendered participles, adjectives, and names (eg, Miss, pregnant)
or grammatical features [23].

A topic model was applied to identify the topics addressed in
the posts constituting the study data set [24]. Topic models
consist of text-mining approaches that aim to automatically
identify the abstract topics addressed in a collection of

documents. Such models are based on the hypothesis that each
document corresponds to a distribution of several topics.

A biterm topic model (BTM) was used to identify the topics
without prior knowledge. A topic is defined as a subject of
discussion, which amounts to tokens that frequently appear
together in the posts from the data set. The BTM considers the
whole data set as a mixture of topics, where each co-occurring
pair in tokens (the biterm) is drawn from a specific topic
independently and modeled topics are probability distributions
over the biterms [24]. As topics are probability distributions
over tokens of the study data set, they can be characterized by
the highest per-topic probability tokens. Weighting these
probabilities through term-frequency inverse document
frequency (TF-IDF) weighting allows topic-specific tokens to
be allocated with higher importance. In this case, the per-topic
probability of a token is weighted by the inverse of the
probabilities of this token in other topics. Therefore, for each
topic, tokens were ranked from the highest to the lowest
weighted probabilities TF-IDF value in this topic. The first 9
tokens were designated as the set of characteristic tokens and
used to name the topic manually.

A specific list of symptoms related to MToP was established
based on the Medical Dictionary for Regulatory Activities
(version 23) terms [23]. The lexical field was enriched to
consider verbal forms found on social networks. A single post
could contain several medical terms.

For difficulties encountered by social media users, posts were
randomly allocated to create a sample representing 30% of the
extracted posts. A qualitative manual search was performed on
this sample using a generic annotation grid, which helped to
categorize each difficulty. A single post could contain several
encountered difficulties. Given the diversity of encountered
difficulties, data saturation was used to obtain a representative
sample of expressed difficulties [25].

Saturation was checked by taking 5% samples of the total
number of social media users (N=1964) and analyzing the
number of new types of difficulties or unmet needs per 5%
sample (n=98). Saturation was considered to be achieved when
two consecutive samples no longer yielded more than one newly
identified difficulty category. Two additional batches of 5%
each were analyzed after saturation was first reached for further
validation of the findings [25].

Ethical Considerations
Data collection and treatment followed the European Union
General Data Protection Regulation. The study was conducted
within the frame of legitimate interest. The study involved data
issued from publicly available sources. Consent was not required
as the study involved publicly available posts and as users
automatically grant their consent for the reuse of their data when
they post on public platforms. Following this and as this falls
under the R1121-1 Article of the French Public Health Code
[26] (in effect since July 1, 2021), we did not seek ethics board
review or approval for this study. Private groups or web pages
were excluded from our data extraction process. The results of
the study do not contain any identifiable information and are
presented taken together. A privacy-by-design approach was
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adopted as all usernames, web forum names, geographic
locations, URLs, or any other sensitive information was
substituted by identifiers before being stored in the analysis
corpus.

Results

Population and Posts
After cleaning/filtering of the corpus, 8326 posts published by
6223 users were extracted from social media platforms to be
preprocessed/modeled. Therefore, 5398 posts published by 3409
social media users were identified and constituted the study
data set (Figure 1). The top 6 keywords are presented in Table
1.

As only posts reported by individuals having experienced MToP
could be included in the data set, all posts were deemed to be
written by women. Gender was confirmed for 2898 of the 3409
(85%) social media users. Age was found in the posts of 8.1%
of the social media users (n=275): 1.5% (n=52) were ≤20 years,
4.2% (n=142) were between 20 and 30 years, 1.5% (n=51) were
between 30 and 40 years, and 0.9% (n=30) were >40 years. The
median age was 26 years.

The 5398 posts were retrieved from a total of 22 web forums
(Table 1); 78% of the posts were issued from two specialized
forums (Doctissimo and aufeminin.com) and one general forum
(Facebook). Doctissimo, which was the top-ranked source is a
French specialized medical site, whereas aufeminin.com, ranking
second, is an online women’s magazine. The remaining sources
(22%) were specialized (ie, women, patient, or disease-driven)
web forums, except for Twitter, Reddit, and YouTube.

Figure 1. Study framework and flowchart of data extraction and analysis. BTM: biterm topic model; MedDRA; Medical Dictionary for Regulatory
Activities; Xgboost: extreme gradient boosting.
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Table 1. List of forums reporting women’s medical termination of pregnancy experiences and the top 6 extraction keywords.

Social media users (N=3409), n (%)Posts (N=5398), n (%)Feature

Keyword extraction (top 6)

N/Ac3642 (67.5)IVGa/IVG medicamentb

N/A761 (14.1)Avortd

N/A350 (6.5)GYMISO

N/A211 (3.9)MIFEGYNE/MIFEGINE

N/A188 (3.5)MISOPROSTOL

N/A111 (2.1)MISOONE

Forums

Specialized forums

1018 (29.9)2218 (41.1)Doctissimo

768 (22.5)1001 (18.5)AuFeminin

241 (7.1)353 (6.5)Journal des femmes

254 (7.5)336 (6.2)Babycenter.fr

58 (1.7)86 (1.6)Journaldesfemmes.com

38 (1.1)57 (1.1)Mamanandco

15 (0.4)16 (0.3)Mademoizelle.com

15 (0.4)15 (0.3)Magicmaman

14 (0.4)14 (0.3)Enceinte.com

13 (0.4)13 (0.2)Psychologies

10 (0.3)10 (0.2)Fiv.fr

9 (0.26)9 (0.2)Beauté test

5 (0.15)5 (<0.1)Parents.fr

2 (<0.1)2 (<0.1)Thyroide

2 (<0.1)2 (<0.1)Lymphome espoir

2 (<0.1)2 (<0.1)Notrefamille

2 (<0.1)2 (<0.1)Alexia.fr

1 (<0.1)1 (<0.1)Entrepatients.net

General forums

743 (21.8)993 (18.4)Facebook

136 (4.0)174 (3.2)Twitter

34 (1.0)55 (1.0)Reddit

29 (0.9)34 (0.6)YouTube

aIVG: French abbreviation for voluntary termination of pregnancy.
bmedicament: French word for medicine.
cN/A: not applicable.
dAvort: first letters of the French word avortement, which means abortion.

Discussion Topics
From the 5398 posts, 9 topics of interest were identified (Table
2). Personal experience and community support were the most

prominent topics. The 7 other topics were as follows (in
decreasing order): pain and bleeding, psychological experience,
questioned efficacy, social pressure, positive experiences,
menstrual cycle disorders, and reported inefficacy.
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Table 2. Topics and topic description ranked by frequency.a

DescriptionPosts (N=5398), n (%)TopicRank

Users shared personal experiences. They described what they experienced
during their medical abortion, the details of the procedure, and what they
felt at that moment.

2413 (44.7)Personal experience1

Looking for community support. Some users looked for experiences shared
by other users about the procedure to increase their knowledge and to be
prepared for it, as well as to feel reassured.

1058 (19.6)Community support2

Seeking for testimonies about pain and bleeding. Highlighted a lack of
information on these drug-related adverse events. Users were concerned
about what they were about to experience, and they found nonreassuring
testimonies on social media.

797 (14.8)Pain and bleeding3

Users expressed regrets and mental outcomes such as depression and
emotional distress with short- and long-term consequences. They also re-
ported that medical abortion was “traumatic” and that if they had known
they would have chosen surgical abortion.

760 (14.1)Psychological experience4

Efficacy was questioned.410 (7.6)Questioned efficacy5

The pressure was from the family and mostly from the partner.373 (6.9)Social pressure6

Shared positive experiences with medical abortion.257 (4.8)Positive experience7

Some users reported menstrual cycle disorders following abortion.107 (2.0)Menstrual cycle disorders8

Some users reported inefficacy of the procedure (medical abortion).104 (1.9)Reported inefficacy9

aA single post may contain several topics.

Medical Terms
Pain was the most frequently reported medical term related to
difficulties (Table 3). Bleeding was the second most frequent
medical term. Pain and bleeding were reported both during and
after medical abortion. Other medical terms reported during and
after medical abortion were nausea or vomiting (475/5398,
8.8%) and fatigue. Stress and anxiety were directly associated
with the medical abortion procedure, including the fear of
abortion inefficacy. Emotional distress, echography, and delayed
menstruation were reported both before (when pregnancy was
confirmed) and after medical abortion. After the procedure,

emotional distress was associated with the feeling of regret and
grief.

Pain is a multimodal concept with subjectivity, which was
reported by 1024 of the 3409 (30.3%) users in 1627 of the 5398
posts (30.1%). Pain usually occurred after the second drug intake
(prostaglandin analogs). Using topic modeling, different types
of pain were identified, providing details to characterize each
type. As a result, two main types of pain were identified:
physical and emotional pain. Of the 1627 posts regarding
physical pain, the pain intensity was described in 561 posts
(34.5%) and was considered severe to unbearable in 399 posts
(24.5%) (Figure 2). These rates are not associated with new
safety signals in MToP.

Table 3. Most frequently reported medical terms related to difficulties after medical termination of pregancy.a

Posts mentioning term (N=5398), n (%)Medical termRank

1627 (30.1)Pain1

1112 (20.6)Bleeding2

997 (18.5)Emotional distress3

492 (9.1)Echography4

460 (8.5)Stress/anxiety5

360 (6.7)Fatigue6

252 (4.7)Nausea7

223 (4.1)Vomiting8

134 (2.5)Delayed menstruation9

114 (2.1)Grief10

aA single post may contain several medical terms.
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Figure 2. Focus on pain medical terms.

Encountered Difficulties
A total of 553 difficulties were identified from 500 posts derived
from a randomized sample containing 1604 posts (30%).

Reported difficulties were encountered along the MToP process
(Figure 3).
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Figure 3. Encountered difficulties. The red line represents the pathway from premedical MToP to post-MToP via MToP. The dashed red line represents
the pathway at the end of the procedure in case of failure. Encountered difficulties are summarized in boxes distributed along the whole pathway. HCP:
health care professional; MToP: medical termination of pregnancy; x% (y%): number of difficulties among the 553 identified difficulties (number of
difficulties among the 1604 posts of the randomized sample).

Lack of information was reported within each stage of the MToP
process (before, during, and after medical abortion). Before the
procedure, users enquired about reimbursement and the MToP
process in detail (ie, drug dosage, route of administration).
Details about the MToP process were still misunderstood during
the process as users were asking questions about the potential
side effects, delay of action, and monitoring. After taking the
medications, users were concerned about pain and bleeding,
especially for the duration of symptoms, time of occurrence,
level of intensity, and types of symptoms. For some women,
the pain and bleeding lasted longer than expected (several weeks
or even months), and they were looking for community advice.
MToP efficacy was a fundamental question during and after the
MToP process. Users were wondering how to be sure that the
procedure worked, and they expressed fear of failure. They also
enquired about embryo expulsion: the appearance, at what
moment it was supposed to be expelled, and how to know
whether or not it had occurred. They also expressed concerns
about surgical management of incomplete abortion. Postabortion
sexual life was also of cardinal importance. Future fertility was
also a concern: users were wondering when they could get
pregnant again and when their menstrual periods would return
to normal.

The need for psychological support was quite common after
medical abortion. During the procedure, users reported feelings
of loneliness. After the procedure, some users mentioned
difficulties in overcoming the event, sometimes for a long time.

Overall, 5.4% of the 553 encountered difficulties (n=30)
highlighted a lack of health care support during and after the
procedure. Users reported that they were looking for health care

providers who did not judge them and who could provide them
with an environment of mutual trust.

Discussion

Principal Findings
The results of this exploratory study found that infodemiology
could help to collect French women’s feedback about their
MToP experiences. The results showed that women used social
media to share their experiences, offer and find support, and
provide and receive information regarding medical abortion.
The extent of the need for information during and after the
MToP procedure suggested that there is still room for
improvement.

In the context of shared decision-making in medicine, where
both the patient and physician contribute to the process and
agree on treatment decisions, the relationship between women
and health professionals is crucial and needs to be built up,
including beyond the MToP act. To extend this connection,
health care professionals can already rely on tools such as
leaflets, institutional websites, or mobile apps (eg, chatbots) to
answer additional questions from women. This ensures
high-quality, standardized, and reachable information. In this
study, the need for information did not necessarily mean a lack
of information. The discovery of an unintended pregnancy, the
idea of terminating it, the fear of stigmatization, and facing
medical terms for an unprecedented situation can generate
anxiety and ultimately difficulties for the woman in integrating
the information provided by the health care professional.
Independent of the counseling method, unbiased nondirective
information should remain accessible (19% of posts sought
advice) [27].
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“Pain and bleeding” and “psychological experience” were also
among the main topics. The psychological experience linked
to the procedure was evoked at all stages of the process, from
the pregnancy discovery to the MToP follow-up, showing that
some women became apprehensive about this experience. Pain
and anxiety were tightly associated; pain (physical and
psychological) was mentioned in more than 1 out of 4 posts.
This confirmed the previous evidence that some women needed
timely counseling and education through this experience. Studies
emphasize that listening to and accompanying women is
essential [28]. The possibility of verbalizing physical pain could
allow women to better bear the pain [29]. To satisfy the need
for psychological support, the integration of the contact
information of volunteer psychologists in the directories of
health care professionals involved in the abortion process could
facilitate access to psychological follow-up for women who
wish to do so, instead of having to navigating the experience
alone through the testimonies of online community members.
This nonpharmacological individualized anxiety management
could advantageously complete a pharmacological pain relief
strategy.

Other encountered difficulties were reported (Figure 2). Fear
of failure and its fallouts were mainly mentioned during and
after abortion. Once the decision was made, there was an
apparent need for reassurance about the success of their action.
A timely counsel and education through a health care
professional (eg, via telemedicine) or a community could meet
this need. In the absence of a patient organization, the online
community can offer adequate support. Indeed, pressure from
the entourage and loneliness were mentioned in a small
percentage of the posts. Abortion is not a neutral topic, and it
can be either strongly encouraged or discouraged by the
environment. This underlines the importance of meeting the
woman alone to ensure the freedom of her choice [28]. When
there is a language barrier, it is important to be able to call upon
a professional interpreter [28]. In France, the law of March 20,
2017, protects women against disruption of access to abortion
as a medical act and misinformation on the abortion procedure,
particularly on the internet and social media [30]. Despite this
law, no proceedings have led to a conviction so far. The
persistent stigmatization of women who have recourse to
abortion and the fear of the possible consequences of public
exposure to a private and intimate situation may explain this,
especially since misinformation is difficult to assess clearly and
the law is still often misunderstood [31]. Nevertheless, a study
conducted in 2019 in the planning center of a French hospital
center (108 women) showed that 36% of women made their
decision alone and 68% of women made their decision without
difficulty (decision-making was assessed using the Decisional
Conflict Scale) [32].

Concerning the psychological effects of MToP, the messages
reporting regrets (including in the long term) underlined the
importance of providing a caring listening ear (without bias or
judgment) to women’s requests, and the importance of being
able to offer women, when they feel the need, the possibility of
psychological support.

Study Strengths
The present results were obtained using data from social media.
The use of social media to collect information has several
advantages.

First, with, 2.3 billion users voluntarily sharing their data,
experience, and outcomes, social media represent the new El
Dorado to gather patient feedback [9,18]. Furthermore, the broad
variety of social media and the long-term storage of public posts
offer access to a large-scale data set allowing focus on specific
topics, time periods, and locations. Indeed, the reactivity of
social media facilitates carrying out analyses at a given moment
and then over time. As such, these data make it possible to
quickly measure the impact and acceptance of the
implementation of a new health care procedure.

Second, the analysis of social media posts makes an important
contribution by generating patient-centered perspectives from
an underutilized data source. Our goal was to identify the direct
experiences of MToP. Anonymity likely allowed women to
express themselves without fear of recognition or judgment in
this context. This alternative to in-hospital interviews helps to
circumvent any form of white-coat bias [8,9].

Moreover, obtaining data from social media is facilitated by the
low acquisition cost. This makes infodemiology an affordable
methodology complementing standard clinical methods (ie,
clinical studies or surveys), as it enables accessing a large data
set while avoiding some of the intrinsic biases of standard
methods.

Third, the median age of social media users reported in the study
was consistent with the age for abortion in France [2].

Finally, the combined methodology of quantitative analysis and
qualitative examination enabled robust characterization of topics,
as previously described in peer-reviewed papers. This proven
study type helps to give a voice to women experiencing MToP
with limited background noise on this topic.

Study Limitations
First, our study is subject to the inherent limitations of all
infodemiology studies. One of these limitations results from
the fact that, despite an abundant amount of data available,
worldwide regulation prevented us from extracting posts from
private forums/groups or those that are exchanged directly
between users. Moreover, not all social media users are active.
van Mierlo et al [33] estimated that approximately 90% of social
media users are observers and do not actively participate in
content creation; only 9% contribute sparingly and 1% create
most of the content.

Another limitation is the variability of the level of contribution
according to age (young people express themselves more than
other age groups), gender (women express themselves more
than men), country, socioprofessional class, and other factors
[9,34]. In our study, as the data collected via social media were
not representative of the population, there is a limitation in
generalizing the findings to the whole French population of
women who have experienced MToP [35].
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Since the data were issued from the internet, our study could
also present recall bias. Social media users tend to more
frequently verbalize negative rather than positive experiences
(ie, recall bias). This could lead to an overrepresentation of
negative observations related to MToP in our study. It should
also be noted that data published on social media could be
deleted or modified, limiting the reproducibility of the results.
The quality of the data collected was very heterogeneous and
varied among social media users. Verifying the accuracy of
published data is challenging due to the anonymity offered by
social media. Content bots or users pretending to be others could
have created some of the analyzed content.

Moreover, our analysis was based on the spontaneous
testimonies of social media users on a single topic of interest
and according to their feelings (subjectivity). The media or
influential people could direct the discussions and encourage a

peak of comments at a given moment (eg, the change of
legislation around abortion in the United States).

Finally, due to variations among clinical practices and cultural
differences, the conclusions of our study are not reproducible
in different countries and regions.

Conclusion
This exploratory study showed the added value of
infodemiology. Applied to medical abortion, the results indicate
that French women who underwent an MToP used social media
to document their experiences, offer and find support, and
provide and receive information regarding the procedure. This
suggests that there is still room for improvement during and
after the process, particularly in providing women with the
opportunity to be properly informed, be listened to, and express
themselves.
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Abstract

Background: Attitudes toward the human papillomavirus (HPV) vaccine and accuracy of information shared about this topic
in web-based settings vary widely. As real-time, global exposure to web-based discourse about HPV immunization shapes the
attitudes of people toward vaccination, the spread of misinformation and misrepresentation of scientific knowledge contribute to
vaccine hesitancy.

Objective: In this study, we aimed to better understand the type and quality of scientific research shared on Twitter (recently
rebranded as X) by vaccine-hesitant and vaccine-confident communities.

Methods: To analyze the use of scientific research on social media, we collected tweets and retweets using a list of keywords
associated with HPV and HPV vaccines using the Academic Research Product Track application programming interface from
January 2019 to May 2021. From this data set, we identified tweets referring to or sharing scientific literature through a Boolean
search for any tweets with embedded links, hashtags, or keywords associated with scientific papers. First, we used social network
analysis to build a retweet or reply network to identify the clusters of users belonging to either the vaccine-confident or
vaccine-hesitant communities. Second, we thematically assessed all shared papers based on typology of evidence. Finally, we
compared the quality of research evidence and bibliometrics between the shared papers in the vaccine-confident and vaccine-hesitant
communities.

Results: We extracted 250 unique scientific papers (including peer-reviewed papers, preprints, and gray literature) from
approximately 1 million English-language tweets. Social network maps were generated for the vaccine-confident and
vaccine-hesitant communities sharing scientific research on Twitter. Vaccine-hesitant communities share fewer scientific papers;
yet, these are more broadly disseminated despite being published in less prestigious journals compared to those shared by the
vaccine-confident community.

Conclusions: Vaccine-hesitant communities have adopted communication tools traditionally wielded by health promotion
communities. Vaccine-confident communities would benefit from a more cohesive communication strategy to communicate their
messages more widely and effectively.

(JMIR Infodemiology 2024;4:e50551)   doi:10.2196/50551
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Introduction

Background
Cervical cancer is one of the most preventable types of cancer
in the world. Almost all cases are attributable to human
papillomavirus (HPV), for which an effective vaccine exists
[1]. Part of the global strategy to eliminate cervical cancer
includes fully vaccinating 90% of girls with the HPV vaccine
by the age of 15 years [2]. However, the global HPV
immunization coverage currently remains suboptimal [3]. While
many countries are experiencing vaccine supply issues, even
high-income countries with reliable vaccine supply and
comprehensive school-based programs are still failing to meet
vaccine targets, largely due to vaccine hesitancy [4].

Studies show that people now search the web for health
information more often than they talk to health professionals
about these matters [5]. The popularity of social media platforms
has also created a phenomenon wherein people not only use the
web to access health information but also play an active role in
cocreating the information and ideas (in the form of opinions,
anecdotes, and links to other sources of information) that they
encounter in these web-based spaces [6]. Social media spaces
create an important setting for people to interact and for
communities to emerge, as they are not geographically bound
but rather reflect patterns of shared interests, purpose, or
identities [7]. As such, vaccine-confident and vaccine-hesitant
groups represent distinctive ideologies and create distinctive
web-based communities. The distinction between these 2 groups
lies in their attitudes, beliefs, and behaviors associated with
vaccine decision-making, in that vaccine-confident groups
reflect public trust in vaccines and the evidence supporting their
efficacy, effectiveness, and safety, which leads to their uptake
of recommended vaccines. Vaccine-hesitant groups, for their
part, tend to doubt this information, demonstrated by their
reluctance or refusal to receive recommended vaccines [8,9].

Despite a large body of evidence demonstrating the safety and
efficacy of the HPV vaccine [10,11], attitudes toward the
vaccine and the accuracy of information shared about this topic
in web-based settings vary markedly from extremely negative
and erroneous to supportive and factually accurate [12]. In
addition, in recent years, there has been a rapid increase in the
accessibility of scientific journals and subsequent dissemination
of scientific findings through social media [13]. Simultaneously,
there has been a decline in the role of unbiased science
journalists and other communication experts as mediators
between scientists and the public [14]. While these changes
have had a democratizing effect on scientific knowledge and
allowed for better communication between scientific
communities and the public, this unfiltered access to scientific
research also creates an environment where individuals may
have difficulty in differentiating valid and credible information
from biased and unreliable information or may misinterpret
legitimate findings [15]. In contrast, researchers have also noted
that the growth of open science can create opportunities for
people to discuss novel research across polarized boundaries
[16], but the type and quality of scientific research about HPV
vaccination that is being shared in web-based discussions is

unknown. Finally, with a wealth of open-access scientific
research available, there are concerns about how ideologically
motivated communities, such as vaccine-hesitant groups,
integrate scientific knowledge into their social media
communication strategies to amplify uncertainty around vaccines
[17]. It is prudent to investigate how scientific research is
integrated into web-based HPV vaccine discussions, given that
web-based information is typically considered to be more
credible, reliable, and authoritative if supported by scientific
citation, notwithstanding the source of journal, authorship, or
other features [18].

Twitter (recently rebranded as X; as data collection occurred
before the rebrand, we will be using its former name throughout
this paper) is one of the largest, most popular, and most
influential social media platforms in the world. Twitter has also
traditionally been a preferred source of public opinion data for
applied public health research [19-22]. This is because social
media feeds such as Twitter offer an avenue for continuous,
near-real–time collection of unsolicited information generated
by many individuals regarding a variety of topics of interest
[23,24]. Several studies have recently demonstrated the benefits
of leveraging social media over traditional methods such as
surveys as a source of primary data for health promotion
interventions, including those aimed at increased participation
in HPV immunization programs [25].

Objectives
Exposure to web-based discussions about HPV immunization
on Twitter, regardless of geographic location, may influence
peoples’ attitudes toward the vaccine [22,26,27]. Thus, there is
significant interest among public health professionals to better
understand how scientific knowledge about HPV immunization
is wielded on Twitter, both to understand the impact of scientific
knowledge on vaccine hesitancy and to identify opportunities
for novel interventions aimed at countering or debunking
misinformation and supporting increased uptake of the HPV
vaccine [6,28]. Therefore, in this study, we aimed to do the
following:

1. Describe and visualize the vaccine-hesitant and
vaccine-confident communities’ patterns of sharing HPV
vaccination–related scientific literature on Twitter

2. Thematically analyze the scientific literature shared by both
vaccine-hesitant and vaccine-confident communities using
a typology of research evidence

3. Determine whether there are differences in shares, quality
of evidence, and other bibliometric indicators of the
scientific literature shared by each community

Methods

Overview
Our methods followed a multistep process. First, we conducted
a rapid review to inform HPV and HPV vaccine keywords.
Second, we used these keywords to filter tweets and create a
data set. Third, we detected vaccine-confident and
vaccine-hesitant communities and generated social network
maps of each community based on tweets and retweet. Fourth,
we detected the mentions of scientific literature in each
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community and extracted those papers for future statistical and
social network analysis. A summary of these methods is

presented in Figure 1 (adapted from the paper by Elyashar et al
[29]), and further details are presented in the following sections.

Figure 1. Summary of the study methods. API: application programming interface; HPV: human papillomavirus.

Literature Review to Inform Data Collection
To determine the most applicable keywords to guide this study,
a rapid review was first conducted to determine the most
frequently used keywords in literature focused on HPV and
HPV immunization discourse on Twitter. The rapid review
methodology was selected due to its efficiency in synthesizing
a large volume of information in a timely yet systematic manner
[30]. This review yielded 13 papers published between 2015

and 2020 about the topic of HPV immunization discussions on
social media, with 11 (85%) focusing on HPV immunization
discussions on Twitter specifically. We extracted the keywords
used in each paper to filter content on social media (Textbox
1). Then, we synthesized these keywords to compile a list of
the most used keywords to represent HPV and HPV vaccine
discussions on social media, and the top 3 keywords were used
to generate the data set.
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Textbox 1. Papers yielded from the rapid review and the associated human papillomavirus (HPV)–related and HPV vaccine–related keywords.

Papers and keywords

• Shapiro et al [31]

• “Gardasil,” “Cervarix,” “HPV AND vaccin*,” and “cervical AND vaccin*”

• Massey et al [32]

• “HPV,” “HPV vaccine,” “HPV shot,” “Gardasil,” and “Cervarix” (and hashtag equivalents)

• Keim-Malpass et al [33]

• “#HPV” and “#Gardasil”

• Du et al [21]

• “HPV,” “human papillomavirus,” “Gardasil,” and “Cervarix”

• Nelon et al [34]

• “#vaccines,” “#vaccine,” “#vaccinations,” and “#vaccination”

• Surian et al [35]

• “HPV AND vaccine,” “HPV AND vaccination,” “Gardasil,” “cervical AND vaccination,” “cervical AND vaccine,” and “Cervarix”

• Zhou et al [36]

• “HPV,” “vaccine,” “Gardasil,” “Cervarix,” “vaccination,” “cervical,” and “cancer”

• Becker et al [37]

• “Pentavalent OR pentavac OR quinvaxem”

• Dyda et al [38]

• “Cervical,” “Cervarix,” “HPV,” “human papillomavirus,” “vaccine,” “vaccination,” and “Gardasil”

• Chakraborty et al [20]

• “HPV,” “papilloma,” “pappiloma,” “papiolma,” “papillomavirus,” “Gardasil,” “Gardisil,” “Guardisil,” “Guardasil,” “Cervarix,” “cervical
shot,” “cervical shots,” “cervical vaccine,” “cervical vaccines,” “cervical vax,” “cervical vaxine,” “cervical vaxines,” “cervical vaxx,”
“cervical vaxxine,” “cervical vaxxines,” “cervical vaccination,” and “cervical vaccinations”

• Dunn et al [39]

• “Gardasil,” “Cervarix,” “HPV AND vaccine,” and “cervical AND vaccin”

• Budenz et al [40]

• “HPV,” “HPV vaccine,” “HPV shot,” “Gardasi,” and “Cervarix” (and hashtag equivalents)

• Zhang et al [41]

• “Cervarix,” “Gardasil,” “HPV,” “human papillomavirus,” “Gardasil,” “HPV AND vaccin*,” and “cervical AND vaccin*”

Data Collection
Using 3 of the most common keywords that emerged from the
initial rapid review (“HPV” OR “Gardasil” OR “Cervarix”), a
data set of tweets and retweets was created (N=596,987). Then,
tweets were collected using the Academic Research Product
Track application programming interface (API) from January
2019 to May 2021 [42]. Data were collected using the Twitter
API Python wrapper (Python Software Foundation, version
3.8.5) [43]. The construction of the API, data collection, and
data processing (ie, importing, exporting, and filtering of data)
were performed in Python [44].

Ethical Considerations
This study received an exemption from ethics approval as
determined by The Conjoint Faculties Research Ethics Board
at the University of Calgary. This was due to its use of only
publicly available information from an existing data set.
Furthermore, the published results have omitted all identifiable
information and are only presented in aggregate form.

Social Network Analysis
First, we created a social network of accounts by creating an
edge list using retweets. The retweet edge list consisted of nodes
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representing individual Twitter accounts and edges representing
accounts that are being retweeted. The individual Twitter
accounts were identified using the “username” information from
the API, and the source of the retweet account information was
extracted using the account mentions beside the “RT” in the
tweets’ text in our data set. Our data set consisted of 57,109
retweets and 25,898 original or quoted tweets. Retweet networks
were analyzed as they are found on aggregate to better reflect
agreement among users and thus represent an ideological
community on issues such as vaccination [45]. Second, we used
a Louvain modularity method to classify subclusters of
web-based communities in the resulting social network [46].
This method was chosen because the algorithm was designed
to accurately detect subcommunities within large networks and
operate fast computationally. Third, the social network analysis
map also illustrated a strong polarization of the subclusters.
Through this polarization and the identification of primary
influencers within a subcommunity, the vaccine-confident
(n=234,015) and vaccine-hesitant (n=95,908) web-based
communities were identified. The primary influencers were
detected by measuring the degree centrality, which is the
measure of the number of connections each user has within the
network. Thus, the accounts with the highest measure of degree
centrality were categorized as primary influencers, as a high
degree centrality demonstrates a high number of connections
an account has within the network. These primary influencers,
along with the content of the account’s bio descriptions and
tweets, were qualitatively studied to examine their expressed
positions regarding HPV vaccination. Edge list was constructed
using Python, and the retweet social network analysis was
conducted using Gephi- (Gelphi, version 0.9.2) [47].

Scientific Literature Sharing Network Analysis
From the vaccine-confident and vaccine-hesitant data sets, we
identified tweets that either mentioned or shared scientific
literature through a Boolean search for tweets with an embedded
http secure link or any of the select list of words (“paper,”
“article,” “research,” “scientific,” “peer review,” “literature,”
“scientists,” “study,” and “report”) [48]. This filter identified
220 papers from the vaccine-confident community and 30 papers
from the vaccine-hesitant community. The titles of or links to
these papers were extracted from the data set along with
associated metrics such as number of shares for further analysis
(as described in the Data Analysis section). We identified the
top 20 most shared scientific publications in these respective
communities. We chose to identify the top 20 most shared
scientific publications due to the proportion of shares that these
papers had—accounting for >97% of shares in the

vaccine-hesitant community and approximately 61% in the
vaccine-confident community. Then, we repeated the social
network analysis steps by creating a retweet network of accounts
sharing the top 20 prominent scientific publications within the
vaccine-confident and vaccine-hesitant communities. The edge
list for the vaccine-confident community comprised 989 nodes
and 1013 edges, whereas the vaccine-hesitant group had 355
nodes and 422 edges. The primary influencers in this network
were again identified using degree centrality measures, and we
qualitatively analyzed these accounts on Twitter through their
Twitter bio descriptions. The social network analysis of the
scientific papers was conducted using Gephi (version 0.9.2)
[47].

Typology of Evidence for Thematic and Critical
Appraisal
Overall, 2 members of the research team (GJP and NF) with
subject area expertise in HPV immunization independently
reviewed all scientific papers from each network using a
typology of evidence, proposed by Gray [49], based on the
suitability of the study design for the research question posed.
This typology was determined to be the most appropriate and
feasible approach to critically appraise the scientific papers
because it allowed for the ability to schematically differentiate
between diverse study designs (from in vivo to clinical trials
and reviews). First, we classified the objective, research
question, or aim of the study based on 9 categories that were
used to classify research papers based on the typology by Gray
[49] (presented in the first column of Table 1). Next, we
classified each paper according to the study design. On the basis
of these 2 metrics, a score ranging from 0 to 2 was assigned to
each paper, where 0 indicates the least appropriate study design
for the research question posed and 2 indicates the most
appropriate design for the research question posed (refer to
Table 1 for details about the scoring of the typology of
evidence). The same 2 members of the research team compared
their classifications and scoring, and if consensus could not be
reached, a third member of the research team (LKAS) made the
final decision. In addition, we extracted information about the
characteristics of the paper (study design, research question, or
objective), journal (journal name and year published), and author
(names, affiliations, and conflicts of interest; refer to Multimedia
Appendices 1 [50-70] and 2 [52,71-89] for results of the top 20
most shared papers obtained from the vaccine-confident and
vaccine-hesitant communities). These data were used to conduct
bibliometric analyses of the journal and descriptive analysis of
the research content shared by each community, which are
further described in the following sections.
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Table 1. A typology of evidence (example questions in columns refer to human papillomavirus [HPV] vaccination for the prevention of cancer) based
on appropriateness of study design for the research question posed (adapted from the papers by Gray [49] and Petticrew and Roberts [90]).

Scoping re-
views and
narrative
reviews

Nonexperimental
evaluations

Quasi-experi-
mental studies

RCTsaCohort
studies

Case-control
studies

Cross-section-
al survey

Qualitative
research

In vivo
and in
vitro
studies

201210000Effectiveness (does
this work? does do-
ing this work better
than doing that?)

210000120Process of service
delivery (how does
it work?)

200000220Salience (does it
matter?)

211211010Safety (will it do
more harm than
good?)

211100120Acceptability (will
the focus population
be willing to or want
to take up the HPV
vaccine?)

200200000Cost-effectiveness
(is it worth deliver-
ing this service?)

100000220Appropriateness (is
this the right service
for this population?)

000011220Satisfaction with the
service (is this popu-
lation satisfied with
the service?)

000000001Basic science (what
is the cellular mecha-
nism of action?)

aRCT: randomized controlled trial.

Bibliometric Indicators
Traditionally, the prestige and quality of a journal was evaluated
using citation metrics such as impact factor [91]. In the past
few years, as assessment of scientific information has grown
exponentially, new tools have been developed to capture the
visibility and reach of web-based scientific information.
Examples of these alternative metrics or altmetrics include likes,
shared tweets, and retweets [92]. To compare traditional
scholarly measures of quality to altmetrics, we collected data
about the number of times the paper was shared by each vaccine
community and the impact factor of the journal the paper was
published in. We also collected data about the number of
citations each shared paper had received through Google
Scholar. Given that citations are impacted by the length of time
since publication, we used the SCImago Journal Ranking (SJR)
indicator, which provides a weighted average score that remains
consistent each year and accounts for the prestige of the citing
journal and the differences across subject fields, allowing for
more equal comparisons across subject fields [93]. Each paper
was assigned an SJR indicator, where a lower score indicates

lower-ranking journals and higher scores indicate higher-ranking
journals [94]. Journals that were not indexed in the Scopus
database were not assigned an SJR score and were marked as
missing in our database. These metrics were used to assess the
influence of the shared papers in scientific research and the
prestige of the journal the shared papers were published in.

Data Analysis
Once these bibliometrics and typology-of-evidence scores were
collected in a data set, basic descriptive results of these 4 metrics
(number of shares on Twitter, number of citations, impact factor,
and typology of evidence score) were calculated using median
and IQR, given their skewed distributions. We also performed
the Mann-Whitney U test, given the nonnormal distribution of
these data [95], to determine whether there were statistically
significant differences in the 4 indicators between the papers
shared in the vaccine-hesitant and vaccine-confident
communities. The four indicators examined were (1) the number
of shares that the original tweet sharing the publication on
Twitter received, (2) the SJR score of the journal the paper was
published in, (3) the number of citations the paper received, and
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(4) the typology of evidence score that the paper received.
Statistical significance was determined using P value <.05.
Effect size was calculated using Cohen d, where a standardized
difference of 0.2 indicates a small difference, difference of 0.5
indicates a medium difference, and difference of 0.8 indicates
a large difference [96]. All data analyses were conducted using
SAS Studio (SAS Institute, version 3.6).

Results

Overview
In total, 250 scientific papers (n=30, 12% in the vaccine-hesitant
community and n=220, 88% in the vaccine-confident
community) shared between January 2019 and May 2021 were
identified. These papers received a combined total of 2247
shares on Twitter, with 562 (25.01%) shares for vaccine-hesitant
papers and 1685 (74.99%) shares for vaccine-confident papers.
On average, vaccine-hesitant papers received approximately
19.2 (SD 35.6) shares, whereas vaccine-confident papers
received approximately 7.7 (SD 30.5) shares. Of these 250
scientific papers, the top 20 most shared papers from each
vaccine community were used to produce a social network map
of all tweets interacting with or sharing scientific papers about
the HPV vaccine on Twitter (Multimedia Appendix 3).

Vaccine-Hesitant Social Network
Figure 2 presents the social network of all tweets sharing or
interacting with tweets discussing scientific papers among the
vaccine-hesitant community. As can be seen in Figure 2, the
retweet network of scientific literature in the vaccine-hesitant
community can be categorized into 5 distinct subclusters.
Accounts associated with the red cluster shared papers focusing
on the safety and ethical considerations around vaccination,
with a journalist from a conservative news network emerging
as the most influential account holder in this cluster. The most
commonly shared paper in this cluster was a case study about
the safety of the HPV vaccine in the context of alleged adverse
reactions to the HPV vaccine in Japan [50]. In the light green
cluster, 1 particular influencer, whose account was later
suspended by Twitter, was similarly influential by sharing a
paper focused on the effectiveness of HPV vaccination in the
prevention of cervical cancer, namely, a widely circulated
review paper about this topic [51]. Leading accounts linked to
the orange cluster and the dark green cluster were personal user
accounts, and both shared the same paper as the light green
cluster, calling into question the efficacy of the HPV vaccine
in the prevention of cervical cancer.

Figure 2. Network analysis of the vaccine-hesitant community sharing scientific research on Twitter. HPV: human papillomavirus.

The orange cluster of the vaccine-hesitant community circulated
a retracted paper, which alleged that HPV vaccines affected the
vaccine recipients’ fertility and focused on safety [52].
Furthermore, the orange cluster’s location in the network (ie,
adjacent to the light green cluster) suggests social influence and
connection between the 2 clusters. In contrast, there was little
interaction between the accounts in the light green cluster and
the dark green cluster, suggesting that the influential accounts

in these clusters independently found the same scientific
literature and circulated it among a relatively isolated cohort of
users. Finally, in the blue cluster, a European support group for
those who had experienced vaccine injuries was the leading
influential account, whereas a medical society’s account that
published a widely shared paper in this cluster [51] was an
account of secondary influence. Again, the influential accounts
in this cluster shared scientific papers, which were retweeted
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by accounts that are more peripheral to the central clusters of
influential accounts. The primary scientific paper circulated
among users in this cluster focused on the theme of safety of
the HPV vaccine by measuring the serum levels of
autoantibodies in a cohort of girls who had possible adverse
reactions following the receipt of the HPV vaccine [53].

Vaccine-Confident Social Network
The retweet network of scientific research shared among the
web-based vaccine-confident community can similarly be
divided into 5 distinct subclusters, as shown in Figure 3. The
red cluster primarily included users retweeting literature from

the British Medical Journal. There were 2 main papers
circulated in this cluster, both of which focused on the
effectiveness of the HPV vaccine. The first was a retrospective
population study about the efficacy of the HPV vaccine in the
prevention of cervical cancer in Scotland, focusing on the theme
of satisfaction with service [71], whereas the second was an
observational study about the outcomes of HPV screening in
high-risk populations in England [72]. In the orange cluster, we
observed a similar influence exerted by a government-funded
public health agency, which shared a popular paper about
effectiveness, focusing on the potential of the HPV vaccine to
lower the risk of cervical cancer in a cohort population [73].

Figure 3. Network analysis of the vaccine-confident community sharing scientific research on Twitter. HPV: human papillomavirus.

In the red, orange, and dark green clusters, there were physicians
and health care workers among the users who retweeted
influential tweets. For example, in the orange cluster, 1
particularly influential physician circulated an editorial paper

about the effectiveness of the HPV vaccine, which indicated
that high HPV vaccine coverage could eradicate cervical cancer
within a few decades [74]. A science correspondent for a
pre-eminent American newspaper was the leading influencer
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in the light green cluster wherein the primary paper circulated
was an editorial, also focused on effectiveness, related to the
positive impacts of HPV vaccination in Scotland [75]. Finally,
in the blue cluster, a leading cancer prevention researcher from
a British research institute was the leading influencer and author
of the scientific papers circulated. In this cluster, papers about
the psychological impacts of HPV screening [76] and the
sociodemographic correlates of cervical cancer risk among those
who did not participant in cervical screening programs in the
United Kingdom [77] were recirculated by the accounts
influenced by the leading researcher. Unlike the other clusters,
health care workers were not overrepresented in the light green
and blue clusters.

Overall, results from the vaccine-confident community suggest
that health care, scientific, and news media communities are
operating in closed systems. As we can see in Figure 3, there
are relatively few bridging connections among the different
communities discussing influential HPV vaccination literature
in the vaccine-confident space. In contrast, the vaccine-hesitant
space (Figure 2) is a more cohesive and tightly connected
community, suggesting that there are stronger knowledge flows
between subclusters in this group. Twitter accounts in the
vaccine-hesitant community appear to be more efficient in
sharing information than the more fragmented vaccine-confident
community (Multimedia Appendix 3). Furthermore, the

vaccine-hesitant Twitter accounts are more effective in
communicating the results and research of interest to one
another, whereas those in the vaccine-confident space appear
to struggle to disseminate the research of interest beyond their
personal and professional communities. These findings are
supported by the descriptive statistics presented later in the
paper, which indicated that while the vaccine-confident
community shares far more scientific papers than the
vaccine-hesitant community, the scientific literature shared by
the vaccine-confident community received far fewer shares per
paper despite being published in higher-ranked journals.

Typology of Evidence and Bibliometric Analysis
Table 2 presents the distribution of typology of evidence
categorized by vaccine community type. Most of the scientific
papers shared by the vaccine-hesitant community focused on
safety (16/30, 55%) or effectiveness (8/30, 28%), exemplifying
the key concerns legitimizing vaccine hesitancy. The
vaccine-confident community shared papers related to a wider
range of research themes, the most common being papers that
focused on basic science (56/220, 25.7%), effectiveness (55/220,
25.2%), acceptability (49/220, 22.5%), and salience (38/220,
17.4%). While the level of focus on effectiveness was similar
between the 2 communities, there was very little overlap in the
specific papers selected for sharing.

Table 2. Description of the typology of evidence of all papers shared on Twitter categorized based on vaccine-confident and vaccine-hesitant communities.

Vaccine-hesitant community (N=30), n (%)Vaccine-confident community (N=220), n (%)

8 (26.7)55 (25)Effectiveness

16 (53.3)12 (5.5)Safety

1 (3.3)4 (1.8)Process of service delivery

0 (0)1 (0.5)Satisfaction with the service

1 (3.3)38 (17.3)Salience

1 (3.3)49 (22.3)Acceptability

0 (0)5 (2.3)Cost-effectiveness

3 (10)56 (25.5)Basic science

Table 3 presents the descriptive statistics about the 4 metrics
for all the scientific papers shared by vaccine-confident
(220/250, 88% papers) and vaccine-hesitant (30/250, 12%
papers) communities. The 4 metrics described in Table 3 are
the median shares per paper, the median number of citations
each shared paper received, the median SJR score of the journal
that published each shared paper, and the median typology of
evidence score. Table 3 also presents the results from the
Mann-Whitney U test. Tweets containing scientific papers
shared by the vaccine-confident community received a median
of 3 shares, compared to a median of 4 shares by the
vaccine-hesitant community. Results from the Mann-Whitney
U test indicate that there are statistically significant differences
(P=.01) in shares of tweets containing papers about HPV
vaccination between the vaccine-hesitant and vaccine-confident
communities and that this difference is small (Cohen d=0.37).
Scientific papers shared by the vaccine-confident community
received a median of 13 citations compared to a median of 17

citations for the scientific papers shared by the vaccine-hesitant
community. We did not find evidence of statistically significant
differences in the number of citations received by papers shared
between the vaccine-confident and vaccine-hesitant
communities. Scientific papers shared by the vaccine-confident
community received a median SJR score of 1.83 compared to
a median score of 0.84 for the papers shared by the
vaccine-hesitant community. Results from the effect size
calculation found this to be a medium standardized difference
(Cohen d=61). The Mann-Whitney U test also found evidence
of statistically significant (P<.001) differences in SJR scores
of the HPV-related papers shared between the vaccine-confident
and vaccine-hesitant communities. Finally, scientific papers
shared by both the vaccine-confident and the vaccine-hesitant
communities received a median typology of evidence score of
1, and results from the Mann-Whitney U test did not find
evidence of a statistically significant difference.
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Table 3. Results from the Mann-Whitney U test for shares, number of citations, SCImago Journal Ranking (SJR), and typology of evidence score
categorized based on human papillomavirus vaccine-confident and vaccine-hesitant communities.

Effect size (Cohen d)P valueVaccine-hesitant community
(n=30), median (median)

Vaccine-confident community
(n=220), median (IQR)

0.37.0074 (2.0-15.0)3 (1.0-6.5)Shares

0.19.2817 (9.0-44)13 (5.0-75.0)Number of citations

0.61<.0010.84 (0.68-1.30)1.83 (1.25-3.44)SJR

0.14.221 (1.0-1.0)1 (0.0-10)Typology of evidence

Discussion

Principal Findings
The increase in the volume of scientific publications shared on
the web [13] and the growth of open-access scientific publishing
[16] have created an environment of greater access to scientific
literature among lay audiences. However, little is known about
how scientific literature is being incorporated into web-based
communication strategies of vaccine-confident and
vaccine-hesitant communities. Our study examined how
scientific literature focusing on the HPV vaccine is being shared
by vaccine-hesitant and vaccine-confident networks on Twitter.
We found that despite the increased quantity of scientific
literature being shared, such literature is often used by the
vaccine-hesitant community to proliferate misinformation about
vaccination, which is amplified in a web-based environment
such as Twitter. Therefore, Kata [97] has described four key
tactics that are used by the antivaccination movement to spread
their messages on the web: (1) skewing the science, (2) shifting
the hypotheses, (3) censorship, and (4) attacking the critics. A
study conducted by van Schalkwyk et al [17] demonstrated that
vaccine-hesitant groups are strategic in their use of scientific
literature on social media to amplify uncertainty about vaccine
safety and that vaccine-hesitant accounts who use large arsenals
of scientific literature play important roles in dissemination of
information across multiple communication networks. Findings
from our thematic analysis of the papers shared by the
vaccine-hesitant networks confirm this. Our study also found
that the vaccine-hesitant community was much more likely to
share scientific publications that questioned the safety and
effectiveness of the HPV vaccine, whereas the vaccine-confident
community shared scientific publications on a wider range of
topics. This aligns with the tactic of skewing the science
(identified by Kata [97]), which focuses on criticizing scientific
studies while simultaneously calling for more studies,
particularly focusing on the need for randomized controlled
trials that compare vaccinated children and unvaccinated
children. Moreover, most of the papers shared by the
vaccine-confident community focused on basic science (ie, in
vitro or in vivo studies), and this focus lowered the typology of
evidence score of the vaccine-confident community, while
failing to contribute to a unified message in the
vaccine-confident community.

Furthermore, the quality of journals that published the papers
shared in these communities varied markedly. The scientific
publications shared by the vaccine-confident community were
significantly more likely to be published in higher-ranked

journals and therefore obtained higher SJR scores, compared
with those shared by the vaccine-hesitant community. Other
researchers have found that critical appraisal is often absent
when vaccine-hesitant individuals share “scientific evidence”
on the web, which often includes citations that blur the line
between legitimate scientific publications and fraudulent studies
[98]. However, there is little evidence of communication across
networks, despite repeated calls from public health
communication experts to prebunk and debunk vaccine
misinformation on the web [99,100]. Notably, both communities
share a retracted paper, but their framing of the paper varies.
The vaccine-confident community mocks the paper for its
outlandish claims, whereas the vaccine-hesitant community
highlights the findings as if they were accurate. This highlights
2 issues. First, despite not supporting the findings of the
retracted paper, the vaccine-confident community still shared
the paper, thus amplifying its reach. Second, the vaccine-hesitant
communities’ definition of “scientific evidence” does not align
with accepted norms, as retracted papers can no longer be
considered part of the scientific evidence base.

Vaccine-hesitant groups have been shown to co-opt the
perceived authority of professional sources (eg, WebMD and
the American Medical Association) to bolster their claims, even
when the associated evidence does not support their arguments
[101]. Interestingly, past studies have shown that while both
groups point out knowledge deficits in their counterparts and
attempt to correct misinformation by offering alternate sources
of evidence, vaccine-confident groups have been shown to
infrequently cite scientific evidence to correct misinformation
or present counterarguments in web-based forums [102].
However, our analysis shows that the vaccine-confident
community often shares scientific literature on the web as a
form of self-promotion or knowledge translation, rather than as
a tool to counter misinformation or correct misinterpretations.

Consequently, consistent with others in this field, we suggest
that vaccine researchers should take a more active role in the
HPV-related conversations that are occurring on the web,
beyond simply promoting their own studies and instead
countering misinformation and disinformation on the web [103].
Researchers and practitioners hoping to meaningfully contribute
to the conversation about HPV vaccination on the web should
explore training in science communication and social media
engagement strategies, including the monitoring and correcting
of public misinterpretation of their studies on various social
media platforms [103,104]. Studies show that the way in which
health information is communicated affects recipients’
perception of it, with transparent communication fostering trust
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in health authorities and reducing the proliferation of
conspiratorial beliefs [105].

Limitations
While Twitter provides us with a large body of unfiltered
discussions to examine, the use of Twitter is not universal, and
younger individuals (aged 18-29 years) and minority groups
tend to be overrepresented on Twitter [20,24]. Therefore, while
this analysis is not universal for all demographics, such as those
who do not use Twitter as a social media platform, it provides
opportunities to collect information about the health opinions
held by members of several priority populations. While this
study provides a way of studying web-based social interaction,
further studies are needed to understand vaccine hesitancy
among the general population who may not use Twitter.

The creation of the data set of HPV-related and HPV
vaccine–related tweets was based on 3 commonly used hashtags
derived from a rapid review of published papers; therefore, there
is the potential that we missed some tweets that also discussed
HPV and HPV vaccine but were not captured by these hashtags.
In addition, we extracted a variety of metrics about the papers
and journals included in our data set, but given the wide
variation in study design among the extracted papers, conducting
a formal critical appraisal of quality was unfeasible for this
project and is an area for future study. Furthermore, this study
did not measure the engagement rate of tweets, which is a new
analytic metric offered by Twitter and is calculated by dividing
the number of engagements (ie, total number of times a user
interacted with a post including retweets, replies, likes, and
follows) by the number of impressions (ie, number of times a
user is shown a particular post in their timeline or search results).
It should be reinforced that the number of shares of a tweet is
not equivalent to the impact of the content shared.

Another limitation is that one of the metrics collected in our
study was the number of citations each paper had received, for
which we chose to use the “cited by” count provided by Google
Scholar. While there has been criticism about the cited by
metrics provided by Google Scholar due to double counting of
citations from published journals and other sources [51], Google
Scholar covers a larger breadth of sources (eg, conference papers
and book chapters) than alternative platforms such as Web of
Science [106]. Finally, the time frame we selected to collect
tweets for this study, that is, January 2019 to May 2021, presents
a limitation. We chose to expand our data collection to 2021 to
allow us to acquire a sufficiently large data set, because the
COVID-19 pandemic began shortly after the start of our data
collection period. With the emergence of the COVID-19
pandemic, health discussions on Twitter became heavily focused
on COVID-19 instead of other topics, including HPV
vaccination. We ultimately extended our data collection time
frame beyond our original timeline to provide us with a
sufficiently large corpus of tweets to analyze. Given the unique
period of data collection (ie, before and during the COVID-19
pandemic), which influenced the quantity of discussion about
non–COVID-19 topics, the generalizability of these findings is
reduced. Our experience in collecting these data over the course
of the COVID-19 pandemic has been explored further in another
publication, where we examined the attitudes and sentiment on

Twitter toward HPV vaccination amidst the context of the
pandemic [107].

Strengths
This study contributes to the growing body of knowledge about
the discussions about HPV immunization in web-based settings
by using novel mixed methods to identify what papers about
HPV and HPV vaccine are being shared on the web and how
vaccine-confident and vaccine-hesitant communities are using
this knowledge in their web-based communication strategies.
Our study demonstrates that vaccine-hesitant communities are
using strategies of scientific authority by presenting them as
“scientific evidence” on Twitter, regardless of the quality of the
papers themselves. Vaccine-confident communities do not
appear to be sharing papers to build consensus, rather they share
their scientific studies. These findings are relevant to health
communication experts who aim to combat vaccine
misinformation and disinformation on the web by providing
them with concrete examples of papers used to create distrust
in HPV vaccines. Moreover, HPV researchers and health
promotion organizations that use Twitter might find these results
helpful in crafting a more deliberative knowledge translation
strategy.

Our study has several strengths. First, we used a large body of
data from Twitter to track near–real-time conversations about
HPV vaccination on the web. Twitter, in its previous iteration,
was one of the largest and most popular social media platforms
and was seen as a preferred source of public opinion data for
applied public health research due to the following features: (1)
quick processes for collecting data sets, (2) low costs for data
collection, (3) ability to monitor trends over time, and (4) ability
to avoid researcher biases that are inherent to the design and
delivery of traditional research tools such as surveys [21,24].
Therefore, this data set provided us access to a large number of
unfiltered discussions from populations that are traditionally
difficult to access through conventional data collection methods.

Next, our use of social network analysis allowed us to examine
how scientific literature is shared and its connection within
wider networks representing communities of interest. Thus, we
were also able to identify key influencers within networks who
potentially act as leverage points to amplify future health
communication campaigns, while also shedding light on the
density of vaccine-hesitant influencers compared to
vaccine-confident influencers within the respective social
networks. Finally, while the vaccine-hesitant community has
attempted to use or distort scientific literature to support their
viewpoints for a long time, to the best of our knowledge, this
is the first study to examine how scientific evidence has been
used and shared on the web by comparing both vaccine-hesitant
and vaccine-confident web-based communities in discussions
specifically related to the HPV vaccine.

Conclusions
Many of the communication strategies initially used by health
promotion communities, including the use of the logical fallacy
such as appealing to scientific authority and scientific
knowledge, appear to have been co-opted by the vaccine-hesitant
community and are being used to create controversy by focusing
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on questions about the effectiveness and safety of the HPV
vaccine. While the scientific literature shared within these
vaccine-hesitant communities is often published in lower-ranked
journals, they deliver a substantially more successful,
coordinated strategy when it comes to communicating about
HPV vaccine on Twitter, compared to the vaccine-confident
communities. By widely sharing a curated selection of scientific
publications among like-minded individuals, the vaccine-hesitant
community members’ communication around the HPV vaccine
yields much more interaction (ie, shares and retweets) than is
observed in the vaccine-confident community’s efforts to
disseminate research findings. While the scientific literature
shared by members of the vaccine-confident community is

published in higher-ranked journals, these papers receive far
fewer interactions and have lesser reach on Twitter.

While the vaccine-hesitant community has successfully
incorporated communication tools that were traditionally
wielded by health promotion communities to advance their
agenda, the web-based vaccine-confident community could
benefit from paying attention to their dissemination techniques
for using web-based platforms such as Twitter to amplify their
messaging. However, it is crucial that the vaccine-confident
community’s messages ultimately be transmitted in a manner
that fosters long-term trust and credibility, which stems from
accurate and transparent communication.
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Abstract

Background: Prenatal alcohol exposure represents a substantial public health concern as it may lead to detrimental outcomes,
including pregnancy complications and fetal alcohol spectrum disorder. Although UK national guidance recommends abstaining
from alcohol if pregnant or planning a pregnancy, evidence suggests that confusion remains on this topic among members of the
public, and little is known about what questions people have about consumption of alcohol in pregnancy outside of health care
settings.

Objective: This study aims to assess what questions and topics are raised on alcohol in pregnancy on a web-based UK-based
parenting forum and how these correspond to official public health guidelines with respect to 2 critical events: the implementation
of the revised UK Chief Medical Officers’ (CMO) low-risk drinking guidelines (2016) and the first COVID-19 pandemic lockdown
(2020).

Methods: All thread starts mentioning alcohol in the “Pregnancy” forum were collected from Mumsnet for the period 2002 to
2022 and analyzed using qualitative content analysis. Descriptive statistics were used to characterize the number and proportion
of thread starts for each topic over the whole study period and for the periods corresponding to the change in CMO guidance and
the COVID-19 pandemic.

Results: A total of 395 thread starts were analyzed, and key topics included “Asking for advice on whether it is safe to consume
alcohol” or on “safe limits” and concerns about having consumed alcohol before being aware of a pregnancy. In addition, the
Mumsnet thread starts included discussions and information seeking on “Research, guidelines, and official information about
alcohol in pregnancy.” Topics discussed on Mumsnet regarding alcohol in pregnancy remained broadly similar between 2002
and 2022, although thread starts disclosing prenatal alcohol use were more common before the introduction of the revised CMO
guidance than in later periods.

Conclusions: Web-based discussions within a UK parenting forum indicated that users were often unclear on guidance and
risks associated with prenatal alcohol use and that they used this platform to seek information and reassurance from peers.

(JMIR Infodemiology 2024;4:e58056)   doi:10.2196/58056
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Introduction

Background
Prenatal alcohol exposure (PAE) can lead to several detrimental
outcomes, such as fetal alcohol spectrum disorder (FASD) [1]
and developmental effects on both physical [2] and mental
health [3]. In addition, those with FASD have a higher risk of
experiencing problems in school, getting into trouble with the
law, and having problems with alcohol and illicit drug use [4].
FASD has been mentioned in research since the early 1970s
[5], and it is a complex diagnosis with a high rate of comorbidity
[6], usually requiring a multidisciplinary team to diagnose it
[7]. Estimates have shown that, on average, 9.8% of women
worldwide consume alcohol in pregnancy, and in the United
Kingdom, 40.1% of women report consuming alcohol in
pregnancy, ranking the United Kingdom as having the fourth
highest prevalence of PAE in the world [8]. It has been shown
that approximately 8 in 1000 individuals have FASD in the
general population globally, with the European region having
a prevalence of approximately 20 in 1000, with approximately
1 in 13 children being born with FASD after PAE [9]. Estimates
show that 1 in 67 pregnant women consuming alcohol gives
birth to a child with fetal alcohol syndrome (the dysmorphic
subtype of FASD) [8]. While there is strong evidence that high
levels of PAE can be harmful, evidence on the effects of low
to moderate PAE has been less conclusive. Uncertainties
surrounding the risk of harm at low levels of PAE, coupled with
conflicting messages from health professionals on low-moderate
PAE, have been cited as reasons why some people choose not
to abstain and for ongoing confusion about the risks of PAE
[10]. Nevertheless, studies that have used robust methods to
support causal inference have found that low-moderate levels
of PAE can lead to adverse perinatal, physical [11], and
developmental outcomes [12,13] and that apparent null and
protective effects of PAE are likely due to residual confounding.
Consequently, a recent review concluded that “any amount of
prenatal alcohol exposure appeared to risk healthy child
development” [14].

Previously, there was a consensus that UK guidelines on alcohol
in pregnancy could be confusing because there was no clear
recommendation [15]. In earlier guidelines, the National Institute
for Health and Care Excellence stated that pregnant women
should avoid alcohol in the first 3 months of pregnancy, and if
they choose to drink, they should not drink more than 1 to 2
units twice per week [16]. In 2016, the UK Chief Medical
Officers (CMOs) changed the guidelines to advise “if you are
pregnant or planning a pregnancy, the safest approach is not to
drink alcohol at all” [17]. This change of guidelines caused
much debate. While some welcomed the introduction of the
revised guidelines [18], others claimed that the new guidelines
would lead to women having feelings such as guilt and anxiety
if they were consuming alcohol during pregnancy [19]. Pregnant
women feel there are too many guidelines to follow, arguably
leading to increased stress [20]. It has also been expressed that
pregnancy can lead to a perceived lack of agency and control
[21] in this context, and the abstinence guideline can be
perceived as “policing women” [22]. A study conducted in
Denmark, a country with similar estimates of PAE as the United

Kingdom, evaluated both knowledge and attitudes toward
alcohol in pregnancy before and after their guidelines changed
to advising women not to drink during pregnancy and showed
no changes in either knowledge or attitudes [23].

Furthermore, the concept of abstaining from alcohol during
pregnancy is not always clear, with some women experiencing
confusion about, for example, whether food containing alcohol
is safe or whether it is acceptable to consume so-called no- or
low-alcohol (NoLo) products [20].

There is little research on the experiences and attitudes toward
alcohol in pregnancy among the UK general population. This
is particularly true for research on conversations in more
informal and “naturalistic” settings, such as those on social
media platforms. Within the context of the changed guidelines
on alcohol in pregnancy and ongoing debates, a gap emerged
in understanding informal dialogues, notably during events such
as the COVID-19 pandemic. As concerns heightened regarding
increased alcohol intake during pregnancy amid the lockdown,
the need for research on the correlation between COVID-19
pandemic–related anxieties and evolving attitudes toward
alcohol during and after the lockdown became apparent. In
March 2020, the United Kingdom experienced its first lockdown
[24]. This led to millions of people having to change how they
lived, with everything from how to visit the midwife to having
to give birth without their partners and loved ones present [25].
There was also the worry that people with alcohol dependence
would not get the help they needed while the society was shut
down [26]. In addition, there was a concern surrounding a
potential increase in the level of alcohol consumption during
pregnancy due to the stress and anxiety that the lockdown
brought to many people [27]. Research has suggested that the
shifts in drinking habits during the COVID-19 pandemic could
have lasting effects on alcohol-related harm in the future for
the general population in England [28]. However, to this date,
there has been limited evidence supporting any relationship
between COVID-19 concerns and increased alcohol
consumption during pregnancy [29]. Therefore, more research
is needed to examine the potential change in attitudes toward
alcohol in pregnancy after the COVID-19 pandemic lockdown.

Many pregnant women use the internet to search for information
related to their pregnancy [30]. A recent study showed that as
many as 44% of new mothers used social media to keep in
contact and communicate with others in the same situation [31].
Mumsnet [32] was founded in early 2000 and is one of the most
prominent web-based forums for parents in the United Kingdom,
with approximately 7 million monthly visitors [33]. Mumsnet
was initially created as a web-based space where people could
ask for and give advice and share knowledge to make parents’
lives easier [33]. While Mumsnet is open to anyone, it has
previously been described as having a majority of middle-class
and university-educated users [34]. Because many people use
social media and the internet to seek health information [35]
and to find support during pregnancy [30], Mumsnet presents
an excellent opportunity for researchers to capture the
unmediated opinions and thoughts about alcohol during
pregnancy. The forum has previously been used to address topics
such as breastfeeding [36], regretting motherhood [37], and
maternal feelings [38]. Therefore, with the use of Mumsnet
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thread starts, this study will explore what topics related to
alcohol during pregnancy are discussed and if their nature has
changed since the start of Mumsnet in 2002, with the change
of CMO guidelines in 2016 and the COVID-19 pandemic as
key time points for comparison.

Aims and Objectives
Given that social media and the internet can be used by those
seeking to gain real-time insight into people’s behaviors and
attitudes as well as to identify how people perceive public health
messages [39], this study aimed to explore what issues and
topics are raised with regard to alcohol use in pregnancy in
web-based parenting forums. In addition, it aimed to explore if
there has been a change in the different issues and topics with
respect to 3 time points: before the implementation of the current
CMO low-risk drinking guidelines, after the implementation of
the CMO guidelines, and after the first COVID-19 pandemic
lockdown.

The specific research questions in this study were as follows:

• What topics relating to alcohol in pregnancy are raised on
web-based parenting forums?

• Have these topics changed in content or volume with respect
to 3 time points: before the implementation of the current
CMO guidelines, after the implementation of the CMO
guidelines, and after the first COVID-19 pandemic
lockdown?

Methods

Data Source
Mumsnet allows members to post anonymously on the forum
called “Mumsnet Talk.” Talk consists of different subforums
(eg, the “Pregnancy” subforum). Mumsnet users can post thread
starts, usually by asking a question, and other users can reply
to these thread starts by adding a comment. Users are identified
by unique usernames. The forum is open for everyone to view;
however, users must be registered to post content.

Ethical Considerations
This study followed ethical guidelines for internet-mediated
research. Ethical considerations for research using social media
data differ from traditional research [40], and it is essential to
distinguish between public and private data [41]. Because
Mumsnet does not require users to log in to read the forum, and
is available to the public, it was considered public data and
informed consent was not required [42]. To support anonymity
in our study, we have not included usernames and endeavored
to remove personally identifiable information from the data
during the cleaning process. We excluded thread starts in which
the user stated that they were aged <18 years. In line with the
British Psychological Society guidance [43], direct quotes were
not reproduced in this study, and all quotes have been
paraphrased.

A favorable ethical opinion was obtained from the School of
Psychological Science Research Ethics Committee at the
University of Bristol in August 2023 (ethics approval code
14455).

Search Strategy
Data were collected through web scraping code by authors NFF
and YM. The data were collected from the “Pregnancy” topic
in the “Talk” part of Mumsnet and included original thread
starts that mentioned alcohol in the title or text. Duplicate thread
starts and threads unrelated to alcohol use during pregnancy
were removed manually. After web scraping, thread starts were
stored in an Excel (Microsoft Corp) file with information on
the username, date and time of the thread start, and the thread
start itself.

Data Analysis
Thread starts were analyzed in 3 groups according to the time
and date in which they were posted: “Pre-CMO recommendation
update,” before the introduction of revised low-risk drinking
guidelines in 2016 (August 24, 2002, to January 7, 2016);
“Post-CMO recommendation update,” after the change of
guidelines (January 8, 2016, to March 22, 2020); and
“Post–COVID-19 Pandemic Lockdown,” from the first
lockdown in the United Kingdom up until the last date of the
data collection (March 23, 2020, to November 12, 2022). A
content analysis was conducted following the steps described
in the study by Elo and Kyngäs [44]. This approach was
appropriate as the aim of the study was to map the landscape
of discussions on alcohol in pregnancy on Mumsnet, including
patterns and time trends in people’s views and experiences.

NFF read the thread starts, became familiarized with the data,
and applied preliminary code labels to organize the data. An
inductive approach was used because little is known about how
mothers use web-based forums to discuss alcohol and pregnancy.
Categories were generated after finding patterns among the
codes to better understand the data [44]. Throughout the process,
the categories were reviewed and refined. During each step of
the analysis, both codes and categories were discussed among
the researchers NFF, JB, AA, LZ, and CM and refined
accordingly. We used descriptive statistics to describe the
proportion of thread starts for each category for each of the
prespecified periods. The analysis workflow is based on the
process outlined in the study by Elo and Kyngäs [44].

Results

Overview
The web scraping resulted in 803 thread starts, which, after
eliminating duplicates and irrelevant thread starts, resulted in
395 thread starts included in the analysis. Multimedia Appendix
1 provides an overview of the 9 categories and each code within
them, together with the number of times the categories appear
in each period. Although the categories are presented separately,
some overlap does exist.

The results show that while the categories of Mumsnet thread
starts relevant to alcohol use in pregnancy remained broadly
similar over time, there were some changes in the relative
prevalence of different topics over time. Category headings,
frequencies over time, and illustrative quotes are presented in
Multimedia Appendix 1. The categories are presented in detail
in subsequent sections.
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Asking for Advice on Whether It Is Safe to Consume
Alcohol or on Safe Limits
Looking at the questions raised within this category, it became
apparent that the people posting on Mumsnet felt insecure about
whether it is safe to consume alcohol during pregnancy or if it
is safe to have a glass or 2 on a special occasion such as
weddings or birthday celebrations:

I am 30 weeks pregnant and haven’t had a single
drink but it is my friend’s wedding and I really want
to have a glass of champagne, is this ok?

Thread starts in this category also addressed the issue of not
knowing whether it is safe to eat certain foods or desserts as
they contain alcohol, for example, a tiramisu or red wine sauce:

Is it ok to eat dessert that has alcohol in it? I am in
my third trimester.

There was uncertainty around NoLo options, with questions
raised about whether a 0.5% level of alcohol is safe to consume
during pregnancy:

Is it okay to drink none alcoholic ciders? This might
be a stupid question but it does say 0.5% so is there
still alcohol in there that can hurt my baby?

Overall, 17.5% (69/395) of all the included thread starts
appeared in this category. The category saw a slight decrease
in the percentage of thread starts asking about safe limits to
drink over time. Many of the thread starts in the first period,
before the CMO recommendation update, mentioned the timing
of the pregnancy, which could be a result of the change in
guidelines.

Consumed Alcohol Before Knowing About Pregnancy
Most of the thread starts within this category showed some
expression of worry or anxiety that the thread starters had
consumed alcohol before they found out about their pregnancy.
They also sought reassurance from others who have been in a
similar situation:

I’ve just found out I’m pregnant after weeks of
unknowingly consuming alcohol and indulging in
partying. I’m feeling guilty and concerned about any
potential harm to my baby. Can anyone share their
experiences if they have been in a similar situation?

Moreover, many thread starters mentioned that they were usually
not heavy drinkers. Still, due to situations such as birthday
parties or Christmas celebrations, their alcohol intake had been
higher than usual:

I am freaking out please help. Just found out that I
am 6 weeks pregnant and have been drinking so much,
especially because of Christmas celebrations, I
promise I am usually not a heavy drinker. What
should I do? Could not live with myself if something
happens to the baby!

Some thread starters were asking if they should consider having
an abortion following an unintended PAE, even if the baby is
wanted:

Need advice since I am worrying myself sick! I am
pregnant and have been drinking because I was on
holiday (usually only have a glass of wine once a
month). Has anyone else experienced this and their
baby turned out fine? Should I just have an abortion
even if I really want this baby? How could I be this
stupid!

Overall, 28.1% (111/395) of all the included thread starts
appeared in this category. Throughout the different periods,
there is a notable increase in the percentage of thread starts
regarding the worry that they may have harmed their baby; this
worry is expressed more frequently after the revised CMO
low-risk guidelines were introduced in 2016.

Research, Guidelines, and Official Information About
Alcohol in Pregnancy
The threads started in this category were all related to research,
guidelines, and information from official sources (eg, National
Health Service) about alcohol in pregnancy. Thread starters
throughout all periods expressed that they found this information
confusing, conflicting, or untrustworthy:

It’s a bit puzzling to me. The NHS advises against it,
and I’ve come across articles saying the same, yet in
my real-life circle, many pregnant women I know
enjoy the occasional drink, even if it’s just a glass. It
got me thinking if there’s a significant gap between
official recommendations and what’s happening in
practice?

In the first period, thread starters were asking what others think
about the guidelines and also sharing information on how it is
acceptable to consume small amounts during pregnancy:

To be completely honest, there is no research showing
that it is really bad for the baby!

Some skepticism toward the guidelines can be seen in how
thread starters expressed that there is no evidence that small
amounts of alcohol in pregnancy have an adverse effect. Those
who posted in the later periods also expressed that the guidelines
were not feasible for “real people” and that they were too strict
while contending that most people do not follow them:

The internet just gives you information about that you
shouldn’t drink and that no amount is safe but surely
this is not how real people see it. I think they are just
trying to scare us with all of these rules!

Of the 395 included thread starts, 46 (11.6%) of these appeared
in this category. Closer to 17.5% (37/213) of the thread starts
in the first period (pre-CMO updated guidance) were related to
research, guidelines, and information about alcohol use in
pregnancy, but this was less frequent in the later periods with
4.9% (5/103) of the thread starts in the post-CMO
recommendation update and 5.1% (4/79) in the post–COVID-19
pandemic lockdown.

NoLo Products
This category covered conversations about the consumption of
NoLo products during pregnancy. Reasons for seeking NoLo
alternatives included not feeling left out in a group that is
consuming alcohol and also because some missed the taste of
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alcohol. The need for this type of product appeared greater
during celebrations such as Christmas and weddings:

I don’t want to feel left out at the wedding so do you
have any recommendations of what I can drink instead
of champagne?

There were also thread starters who had been consuming NoLo
options during pregnancy, assuming that these were completely
alcohol free (ie, 0.0% alcohol by volume [ABV]) and later
realized that they contained some alcohol. This was associated
with a concern that this alcohol level might have harmed their
babies, and they were seeking reassurance from others on
Mumsnet:

I am crying so much, had a couple of none-alcohol
beers and now I realised that they are 0.05%! What
if I have hurt my baby?

Of the 395 included thread starts, 52 (13.2%) of these appeared
in this category. All of the 3 periods included conversations
about alternative products to alcohol to drink during pregnancy,
and the proportions of these remained relatively stable over
time.

How to Hide Not Consuming Alcohol to Conceal
Pregnancy?
This category reflected the worry thread starters felt regarding
how to conceal them not consuming alcohol. This was of
particular concern when they were invited to social situations
where alcohol would be available:

How can I hide that I am not drinking when we go to
the pub? With table service it’s going to be so much
harder!

Overall, 10.4% (41/395) of all the included thread starts
appeared in this category. This category saw a decrease in thread
starts discussing how to hide not consuming alcohol in
pregnancy during the post–COVID-19 pandemic lockdown
period.

Have Been Consuming Alcohol During Pregnancy But
Now Worried
The thread starts within this category mainly address the issue
of wanting reassurance that the baby will be fine although they
have been consuming alcohol during pregnancy:

I am in my third trimester and had two drinks
yesterday and now I am thinking that I might have
hurt my baby, can someone tell me that this is fine?

Some thread starters mentioned that they have been consuming
alcohol but later on read information about how alcohol can
affect the baby, and therefore regret the decision to drink:

I have just had a few glasses of wine here and there
and haven’t really thought of it but now I started
reading about FAS and I am terrified. I cannot have
an abortion since it is too late, but what should I do?

Overall, 4.3% (17/395) of all the included thread starts appeared
in this category. For this category, the proportion of thread starts
for the first period was 6.6% (14/213), the second period had a

percentage of 1.9% (2/103), and the last period had a proportion
of 1.3% (1/79), falling in this category.

Are Consuming Alcohol During Pregnancy, Not
Worried About PAE
Some of the thread starters in this category were seeking
reassurance from others on Mumsnet in which they were seeking
affirmation that consuming alcohol does not make them a bad
person or mother:

I am going for a nice meal to celebrate, but I am
worried that people will judge me if I have a drink.

Of the 395 included thread starts, 18 (4.6%) of these appeared
in this category. All the thread starts in this category appeared
in the first and second periods.

Consumed Alcohol by Mistake
This category covers those who have consumed alcohol by
mistake while eating a dessert, consuming nonalcoholic beers,
or being served alcohol without realizing and being worried
about that:

I went to the pub with my friends and ordered a
non-alcohol option but after drinking most of it I
realised that it was alcohol! Will I be ok? Freaking
out!

There was also a concern that using other products containing
alcohol, for example, a mouthwash or hand sanitizer, could have
also harmed their baby:

I have been using mouthwash throughout my whole
pregnancy but it has alcohol in it, what have I done?
So scared right now!

Overall, 6.3% (25/395) of all the included thread starts appeared
in this category. The highest percentage of thread starts in this
category occurred in the post–COVID-19 pandemic lockdown
period with 15% (12/79) of thread starts belonging to this
category. The first period had 1.9% (4/213) of thread starts
belonging to this category, and the second period had 8.7%
(9/103) of the thread starts belonging to this category.

It Is Hard Not to Consume Alcohol During Pregnancy
Although a smaller category, this category expressed a sadness
or emptiness about having to give up alcohol during the
pregnancy. Some users suggest that this could be a reflection
of the life changes that come with having a child and also feeling
left out from social situations:

I feel sad about not drinking, or maybe it’s about my
life changing so much with this new baby on its way,
am I the only one with these thoughts?

Overall, 4.1% (16/395) of all the included thread starts appeared
in this category and the proportion of this category remained
stable during the different periods.

Discussion

Principal Findings
This study sought to explore the topics relating to alcohol in
pregnancy, which are raised on a web-based parenting forum.
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Moreover, it sought to explore if these topics had changed in
content or volume, both after the change of CMO guidelines in
2016 (changing from advising women to abstain for the first
trimester and not drinking more than 1 to 2 units per week to
advising complete abstinence if pregnant or planning a
pregnancy) and after the first COVID-19 pandemic lockdown
in 2020. Through our content analysis of thread starts on
Mumsnet, the United Kingdom’s leading parenting web-based
forum, it was possible to evaluate what topics were commonly
raised with regard to alcohol consumption in pregnancy and if
and how these topics had changed over time. It is important to
note that the 3 periods span 16, 4, and 2 years.

Much of the discussion on Mumsnet was around seeking
reassurance and wanting to know if others had been in the same
situation. For example, thread starters seeking reassurance that
they have not harmed their babies by consuming alcohol before
knowing about the pregnancy and asking if others had
experienced something similar. It was evident that thread starters
were not only seeking reassurance but also wanting to obtain
information about alcohol in pregnancy both by asking for
guidelines or wanting to know if such a thing as a safe limit
exists. This brings up the risk of inaccurate information being
shared among the users on Mumsnet. According to the World
Health Organization [45], too much information and false
information could lead to worsening outcomes in terms of
health. Further research is required to investigate if this is true
for the information shared on Mumsnet. In many categories,
the results showed how thread starters were confused or worried
about safe limits, including whether it is safe or not to consume
products that may contain traces of alcohol. This is in line with
previous research, showing that the concept of abstinence is not
always clear, with confusion about, for example, if food
containing alcohol is safe or if it is acceptable to consume
nonalcohol options during pregnancy [20].

It was evident that there was a concern among the thread starters
about having consumed alcohol before they found out that they
were pregnant and that this caused stress and anxiety for some
thread starters. There is no known safe limit for alcohol
consumption during pregnancy. Some studies have shown that
there was no relationship between consuming alcohol during
the early days of pregnancy and outcomes such as low birth
weight and spontaneous preterm birth [46], while others have
suggested that alcohol consumption during the first trimester
of pregnancy can increase the risk of spontaneous abortion
[47,48]. Many of the thread starters had discussed the
consumption of alcohol with their midwives or other
professionals, but the concern remained. Previous research has
shown that there is a lack of a standardized approach to how
midwives approach the topic of alcohol consumption during
pregnancy [16]. This could indicate that there is a need for
professionals to give accurate information and at the same time
being able to reduce any anxiety and stress that alcohol
consumption could have caused. It has been suggested that
midwives should be offered training in communication skills
and in delivering alcohol interventions [16]. Reducing stress
during pregnancy is especially important as it has been reported
that stress can lead to outcomes such as low birth weight [49]
and obesity in the offspring [50]. Research has shown that there

exists a social pressure to consume alcohol, which causes a
challenge when someone wishes to conceal their pregnancy
[51]. This was also prevalent in the discussions on Mumsnet,
where thread starters wanted advice on hiding that they were
not consuming alcohol due to their pregnancy.

Our study demonstrated that the proportion of thread starts being
brought up regarding alcohol consumption has changed over
time. These temporal changes were most evident in the category
“Research, guidelines, and official information about alcohol
in pregnancy” as well as the 2 categories addressing consuming
alcohol during pregnancy. The former contains topics such as
not believing in the research carried out about alcohol in
pregnancy or sharing information on how small amounts of
alcohol are not harmful, with these all disappearing in the later
periods. One topic that appeared in all periods was how
confusing or conflicting the research or guidelines on alcohol
consumption in pregnancy were. This is in line with previous
research, showing how conflicting advice can cause stress in
pregnancy and the need for reliable information [52]. Those
who posted thread starts on Mumsnet were also expressing how
the guidelines and research were not clear, and quotes illustrated
that some felt that no “real people” could follow all the rules.
This is in line with previous research about how women feel
like there are too many guidelines [20] and how the abstinence
message can be perceived as policing women [22]. Interestingly,
thread starts asking for the guidelines or asking for more
information were only observed before the introduction of the
updated CMOs’ low-risk drinking guidance on alcohol in
pregnancy [17]. This may indicate that the updated CMO
guidance has made the recommendation to avoid alcohol during
pregnancy clearer and easier to understand. The latter categories,
addressing consuming alcohol during pregnancy, show that
expressing that one is consuming alcohol during pregnancy on
the internet was more common before the introduction of the
revised CMOs’ guidance than in the later periods. This could
indicate that the actual prevalence of alcohol consumption
during pregnancy has gone down. However, research suggests
that the prevalence still remains high [8]. It could also indicate
that it has become less socially acceptable to disclose alcohol
use during pregnancy. Furthermore, no threads started during
the COVID-19 pandemic period expressed any alcohol
consumption due to the lockdown. This is in line with previous
research showing that the reported rates of alcohol consumption
during pregnancy were lower after the pandemic than before
the pandemic [29].

Moreover, many of the thread starts in the category “Asking
for advice on whether it is safe to consume alcohol or on safe
limits” during the first period mentioned the timing of the
pregnancy, which could have been a result of the change in
guidelines. The change in guidelines was that the previous
National Institute for Health and Care Excellence guidelines
suggested that pregnant women should avoid alcohol in the first
3 months of pregnancy, and if they chose to drink, they should
not consume more than 1 to 2 units twice per week [16].
However, a 2020 survey by the National Organisation for FASD
showed that awareness of the current CMOs guidance that the
safest approach is not to consume alcohol at all if you are
pregnant or if you could become pregnant remains low among
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some population subgroups, particularly young people (aged
18-25 years) [53]. This shows how important it is to
communicate research in a way that is acceptable,
understandable, and accessible for all. Our study showed that
some Mumsnet users missed drinking alcohol while they were
pregnant and wanted to know if others agreed that a glass of
alcohol was acceptable, particularly on special occasions such
as weddings or birthday celebrations. It was also evident that
some of the forum users were trying to minimize the potential
risks of consuming alcohol by referring to how previous
generations had been consuming alcohol without clear adverse
outcomes or how other countries have less strict guidelines.
This was most apparent in content posted before the introduction
of updated CMO low-risk drinking guidance in 2016.

The categories identified in this study highlight the importance
of providing reliable and trustworthy information about alcohol
consumption in pregnancy. This is relevant for scholars,
professionals, and organizations, such as midwives and the
Public Health of England. The study highlights the interactive
nature of web-based forums, demonstrating an endeavor to
establish social connections and seek peer reassurance. For
future research, it is essential to investigate how these thread
starts are replied to and how people manage their worries
through interactions with others. It will also be important to
investigate how conversations on social media can be used to
identify knowledge gaps and preferences for the nature and
format of prenatal health messaging and to explore the
measurable impact of key public health and policy events on
outcomes related to PAE.

Strengths and Limitations
This study retrieved all available data related to alcohol in
pregnancy from the largest dedicated web-based parenting forum
in the United Kingdom. Moreover, to our knowledge, it is the
first study to provide insight into the nature of web-based
conversations on alcohol use in the United Kingdom and how
the trends in these have changed over time in relation to key
policy and public health events. Moreover, these findings are
relevant to policy makers. This includes the current 2023
consultation [54] on NoLo products. The consultation intended
to set out if the ABV that can be deemed “NoLo products”
should be increased. The findings in this study suggest that
increasing the threshold for ABV from 0.05% to 0.5% could
exacerbate concerns among pregnant people who report having
mistakenly consumed alcohol and also increase the uncertainties
about the safe limits of these products. In addition, time trends
in conversations are significant as they reveal uncertainties
among pregnant people regarding topics such as the current

CMO guidance and can offer valuable priorities to inform
improved communication, reach, and preference for prenatal
health information.

The choice to specifically search for mentions of “alcohol”
within the “Pregnancy” topic on Mumsnet was made to ensure
that only thread starts relevant to alcohol consumption during
pregnancy were included, thereby excluding discussions
unrelated to this specific context (such as threads discussing
alcohol consumption while breastfeeding). This may have
resulted in some critical thread starts being excluded. In 2021,
it was reported that approximately 20,000 posts were created
daily on Mumsnet [55]. Given the number of daily posts,
collecting all of them and manually going through them was
not feasible. For future research, natural language processing
or topic modeling could be used to analyze a larger data set.
Furthermore, because not everyone has the same access to the
digital space, the voices heard on Mumsnet might not be
representative of the United Kingdom, which could have led to
some potential bias in the data. This is especially true as the
demographics of Mumsnet have previously been described as
middle class and university educated [34], thus omitting other
socioeconomic groups from this analysis. It is important to note
that previous research has shown that one predictor of alcohol
consumption during pregnancy is higher education [56], which
could limit the relevance of the findings to some subgroups of
the general population. Previous research has also shown that
social media use is more common among those in a higher
socioeconomic group [57].

Conclusions
This study provides insight into how mothers and expecting
mothers use Mumsnet to raise topics that are important to them
regarding alcohol consumption in pregnancy and illustrates how
these topics have changed since the start of Mumsnet. The
findings suggest that mothers and expecting mothers use
Mumsnet primarily to seek reassurance and information from
others in similar situations. Our findings also suggest that the
topics and the proportion of thread starts relating to each topic
have changed over time, with results indicating less confusion
about the current guidelines and research about alcohol in
pregnancy in more recent times. The study also provides insight
into the worries and anxiety that pregnant women report
experiencing if they had consumed alcohol before finding out
about the pregnancy and the importance of seeking advice and
reassurance from peers on how to manage that worry. These
findings suggest that innovative interventions, such as peer
support initiatives, may offer a promising approach to prenatal
alcohol prevention, warranting further investigation.
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Abstract

Background: Self-harm and suicide are major public health concerns worldwide, with attention focused on the web environment
as a helpful or harmful influence. Longitudinal research on self-harm and suicide–related internet use is limited, highlighting a
paucity of evidence on long-term patterns and effects of engaging with such content.

Objective: This study explores the experiences of people engaging with self-harm or suicide content over a 6-month period.

Methods: This study used qualitative and digital ethnographic methods longitudinally, including one-to-one interviews at 3
time points to explore individual narratives. A trajectory analysis approach involving 4 steps was used to interpret the data.

Results: The findings from 14 participants established the web-based journey of people who engage with self-harm or suicide
content. In total, 5 themes were identified: initial interactions with self-harm or suicide content, changes in what self-harm or
suicide content people engage with and where, changes in experiences of self-harm or suicide behaviors associated with web-based
self-harm or suicide content engagement, the disengagement-reengagement cycle, and future perspectives on web-based self-harm
or suicide content engagement. Initial engagements were driven by participants seeking help, often when offline support had been
unavailable. Some participants’ exposure to self-harm and suicide content led to their own self-harm and suicide behaviors, with
varying patterns of change over time. Notably, disengagement from web-based self-harm and suicide spaces served as a protective
measure for all participants, but the pull of familiar content resulted in only brief periods of disconnection. Participants also
expressed future intentions to continue returning to these self-harm and suicide web-based spaces, acknowledging the nonlinear
nature of their own recovery journey and aiming to support others in the community. Within the themes identified in this study,
narratives revealed that participants’ behavior was shaped by cognitive flexibility and rigidity, metacognitive abilities, and digital
expertise. Opportunities for behavior change arose during periods of cognitive flexibility prompted by life events, stressors, and
shifts in mental health. Participants sought diverse and potentially harmful content during challenging times but moved toward
recovery-oriented engagements in positive circumstances. Metacognitive and digital efficacy skills also played a pivotal role in
participants’ control of web-based interactions, enabling more effective management of content or platforms or sites that posed
potential harms.

Conclusions: This study demonstrated the complexity of web-based interactions, with beneficial and harmful content intertwined.
Participants who demonstrated metacognition and digital efficacy had better control over web-based engagements. Some attributed
these skills to study processes, including taking part in reflective diaries, showing the potential of upskilling users. This study
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also highlighted how participants remained vulnerable by engaging with familiar web-based spaces, emphasizing the responsibility
of web-based industry leaders to develop tools that empower users to enhance their web-based safety.

(JMIR Infodemiology 2024;4:e47699)   doi:10.2196/47699
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Introduction

Background
Self-harm and suicide are major global public health concerns,
with >700,000 people worldwide dying by suicide each year
[1]. Attention has increasingly focused on the role of the web
environment in triggering, exacerbating, or normalizing
self-harm and suicide [2-4]. The amount of suicide-related
information accessible on the web has grown [5], and graphic
content depicting self-harm is increasingly available on social
networking platforms [6]. Research shows that self-harm and
suicide–related internet use is common among young people
[7], particularly those who are under psychiatric care [8] and
who go on to die by suicide [9].

There is a range of self-focused and social motivations for
engaging with web-based self-harm and suicide content. These
include accessing ongoing peer support or immediate help
during a crisis [2,10,11], documenting recovery from self-harm
[1,8], and researching suicide methods [12]. Moreover, research
has shown that the ways in which people interact with
web-based self-harm and suicide content vary depending on
their level of distress [11,13].

The diversity in self-harm and suicide material complicates the
experiences of content engagement. Research has identified
these content interactions as being both a public health concern
and a possible preventative measure [3,14], and studies have
recognized the potential for engagement to have both benefits
and costs [15]. Content with the potential to harm includes
information on high-lethality suicide methods [16], prosuicide
websites that may encourage suicide [13], and content describing
novel methods of self-harm [17]. Benefits associated with
accessing content include the role of the online community in
peer support, validation and acceptance of one’s own self-harm
or suicide feelings, and the opportunity for altruism when
helping others [2,10,18-20]. These benefits may be particularly
valuable given existing gaps in mental health care services and
the widespread stigma that people who self-harm or experience
suicidal thoughts encounter offline [2]. However, a recent review
suggested that the impact of engaging with particular types of
web-based self-harm or suicide–related content varies both
between and within individuals, with content that benefits some
having negative consequences for others and vice versa [15].
The review also identified only 4 longitudinal studies on the
impact of self-harm and suicide–related internet use. Of these
studies, 2 identified preventative effects of suicide prevention
websites and web-based health forums on suicidal ideation
[21,22]. One study showed minimal effects of search engine
helpline notices on future suicide queries [23], and another study
found that exposure to self-harm on Instagram predicted suicidal
ideation and self-harm–related outcomes [17]. However, none

of these studies used qualitative methods with their participants,
emphasizing the current paucity of evidence on how self-harm
and suicide–related web-based behavior evolves and the
long-term effects and experiences of engaging with such content
from the user’s perspective, including whether these are brief
or permanent.

Objectives
The aim of this study was to explore the motivations for and
consequences of viewing, searching for, and posting web-based
self-harm or suicide content over a longitudinal period.
Specifically, this study builds on existing knowledge by using
qualitative and digital ethnographic methods to explore
individual narratives of web-based engagement. Exploration of
“significant moments” and points of transition within the web
journey could also have substantial implications for the
prevention of suicide and reduction of self-harm [24].

Methods

Design
This was a 6-month qualitative ethnographic study that
investigated the stability and change in engagement with
web-based self-harm and suicide content. This involved 3
one-to-one interviews and daily diary completion by participants
over the study duration. We selected a 6-month time frame to
ensure that we could observe changes over time in web-based
engagement and associated behaviors [25,26] while also
remaining mindful of the considerable commitment required
for this ethnographic approach to maintain retention of
participants.

Ethical Considerations
Ethics approval was obtained from the University of Bristol
Faculty of Health Sciences ethics committee (reference:
117491). All participants provided written informed consent
before participation, and were informed that they could withdraw
from the study (including data withdrawal up to the time of
analysis), without giving a reason. During consent, participants
were assigned a participant ID used to identify their data and
ensure anonymity. They were also informed that their data
would be held confidentially and securely by the University of
Bristol according to its duties and obligations under GDPR and
the Data Protection Act. All participants were also compensated
for their time, receiving a total of up to £75 (US $94.79) for full
study completion.

Sampling and Recruitment
UK residents aged ≥16 years who were able to communicate
in English and had experience engaging with web-based
self-harm or suicide content were eligible. This included posting
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images, videos, memes, forum posts, blog posts, recovery posts,
or comments related to self-harm or suicide or engaging with
others’ self-harm or suicide–related content through reposting
and reblogging, quoting, liking, sharing, saving, subscribing to,
or commenting. They did not need to have previous experience
with self-harm or suicidal thoughts or behaviors.

Potential participants responded to advertisements posted
between November 2021 and April 2022 on social media
platforms (Facebook, Twitter [subsequently rebranded as X],
and Reddit subreddits [“r/AdultSelfHarm,” “r/StopSelfHarm,”
“r/BPD,” “r/MentalHealthUK,” and “r/malementalhealth”]),
via Tellmi—a UK-based young person mental health app), and
through charity websites and newsletters (Samaritans, SMaRteN,
The McPin Foundation, and MQ Mental Health Research).
Advertisements were posted once to platforms or sites until the
end of recruitment in April 2022; however, due to web-based
posting and reposting, it is possible that they were also shared
elsewhere by others. Permission was sought from moderators
or administrators before posting. Advertisements included a
link to an expression of interest form in which participants
consented via completion to the collection of brief demographic
information, if and when the person last self-harmed, the way
they were engaging with web-based self-harm or suicide content,
and what platforms they used. All respondents had engaged
with web-based self-harm or suicide content in some way.

This information was used to sample a diverse range of
participants from those who expressed interest and target
recruitment advertisements. Potential participants were sent the
study information sheet via email, and those who were still
interested in participating completed a consent form. Interviews
were then arranged via email. The demographic data of those
who did not participate were deleted. Once 14 baseline
interviews had been conducted, the study team considered that
there was good participant diversity in ethnicity and sufficient
gender diversity. In addition, we had a broad range of platforms
and apps represented in participant use. The authors also
identified high-quality dialogue data sufficient for analysis and
consistent themes to address the research aims. This resulted in
the data achieving good information power [27], and therefore,
recruitment was terminated. Information power was used as an
alternative to data saturation in this study as the diverse nature
of participant narratives meant that we were unlikely to reach
a point of saturation.

Data Collection
Written consent to participate was provided by participants
before entering the study. Participants were also required to
complete a mandatory safety plan, including contact details for
someone who could support them, their general practitioner’s
details (in case serious safety concerns arose), and a self-care
plan that was individually designed by each participant to suit
their needs (Multimedia Appendix 1). Study information was
sent to the parents or guardians of those aged 16 to 18 years as
a transparency measure. However, formal parental or guardian
consent was not deemed a requirement by the ethics committee
given the ages of the participants involved. As part of the study,
a distress protocol was developed with a clinician to manage
the risk of worsening mental health or increased self-harm or

suicidal thoughts as a result of participation in the study.
According to the protocol, participants would first be referred
to their own safety plan if their mental health declined as a result
of the study. A hierarchy of responses was specified in cases of
more serious distress, including the options of offering follow-up
support from UK suicide charity “Samaritans” or calling upon
the advice of a named senior clinician. However, study-induced
distress was not reported by participants during the study, and
therefore, such responses were not actioned by researchers.

One-to-one interviews were conducted at baseline and the 3-
and 6-month time points via Zoom (Zoom Video
Communications) with just the researcher and participant
present. The interviews were open-ended and flexible, using
probing techniques where appropriate, and structured loosely
using a topic guide. The main topics explored were “history of
self-harm and suicide feelings”; “current and historic web-based
activity related to self-harm and suicide content”; “patterns,
motivations, and impact of web-based content engagement”;
“critical moments in the web-based content engagement
journey”; “keeping safe on the web”; and “experiences of
web-based moderation and blocking.” The topic guides were
originally refined using feedback from 2 lived-experience
experts. Throughout the study, the topic guides continued to be
iteratively adapted between interviews, grounding question
modifications in the study data. The interviews were conducted
by ZH, LK, or LB and lasted between 35 and 80 minutes (with
baseline interviews averaging 65 [SD 8.55] min and follow-up
interviews averaging 45 [SD 2.87] min). They were audio
recorded using an encrypted device and then transcribed.

Diaries
Participants completed daily diaries independently between
interviews. These diaries served as an ethnographic tool and
were introduced at the end of the baseline interview. Blank
digital templates were then provided periodically via email.
Each covered a 4-week period and had 3 main components
(daily recording of content engagement, mood ratings, and a
weekly reflection of content impact). Each participant was asked
to complete 5 diaries in total. Entries were used to formulate
personalized follow-up interview schedules in which further
information or clarifications could be sought from participants.

Measures
Self-reported mental well-being data were collected from
participants at baseline and monthly intervals to coincide with
diary data collection. This was done via surveys on
SurveyMonkey and included validated measures for assessing
anxiety, depression, and psychological well-being (Multimedia
Appendix 2 [28-31]). These data were used to characterize the
sample and identify whether changes in mental health and mood
reported by participants during the study interviews and in the
diary data were reflected in outcome measure scores.

Data Analysis

Descriptive Analysis
Participant baseline demographic characteristics were reported
as proportions or frequencies, as appropriate. Individual
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trajectories for well-being measures were represented visually
using line graphs.

Qualitative Analysis
A trajectory analysis approach [32] was undertaken to interpret
interview data temporally using the following steps:

1. Baseline interviews were transcribed, and then, through
coding, themes were derived deductively from topic guide
questions and inductively from the data themselves. ZH,
LK, and LB separately listed preliminary themes and then
refined and revised them collaboratively (Table S1 in
Multimedia Appendix 2).

2. Initial matrices were produced for each participant, which
included data from the baseline and the 3- and 6-month
interviews. These were ordered so that each row was
dedicated to a theme established in the previous step. Time
points were then assigned to each column. Web-based
engagement time points included “initiation,” “historic,”
“current,” “never,” and periods of “disengagement and
reengagement.” These time points were adapted from the
original trajectory approach [31] to preserve the
“chronological flow” of the data collected during this study.
This allowed us to acknowledge historical content
engagement and the nonlinear flow of participant journeys
as the levels of engagement fluctuated, ceased, and restarted.
This also enabled the inclusion of participants who were
only interviewed at baseline (due to dropout) as their data
included information about past experiences. Data were
formatted according to a “key” using text color to denote
the site or platform used and highlighting whether it was
related to a significant web event. An event was deemed to
be “significant” if the participant recalled it as such or if
the researchers found evidence within the narrative that it
had a significant impact on the participant’s thinking or
behavior. Matrices were developed by extracting relevant
quotes or context summaries for 2 participants by ZH, LK,
and LB, and once consistency in interpretation was
achieved, ZH and LK separately constructed the remaining
initial matrices, with ongoing discussion between the
researchers to ensure that all the data were captured.

3. Second matrices were then constructed for each participant.
These were ordered with the initial themes as column
headings. Each row represented an web-based platform or
site used by the individual and included condensed versions
of the “journey” that participants had experienced for each
theme. The comparison allowed us to explore possible
patterns in theme content by platforms or sites used. Second
matrices were created by ZH for each participant and
reviewed by LK and LB.

4. With all matrices complete, ZH, LK, and LB met to discuss
similarities and differences across participant trajectories,
noting trends, patterns, and outliers. Member checking of
transcripts did not occur in this study due to funding and
time constraints. During qualitative meeting discussions,
overarching longitudinal themes were finalized.

Results

Participant Flow
The participant flow through the study is shown in Figure 1.
There were 92 expressions of interest. Of the 77 individuals
who were sampled and sent study information, 63 (82%) did
not respond and 14 (18%) took part. Data from the expression
of interest forms showed that participants were less likely to
respond to the research invite if they were younger (aged 16-24
years), had never hurt themselves on purpose, or had self-harmed
in the last week.

Of the 14 participants who completed a baseline interview, 8
(57%) completed a midpoint interview, and 7 (50%) also
completed the end-point interview. On the basis of preliminary
observations of demographic characteristic data from the final
sample, it appears that participants of non-British ethnicity may
have had a lower likelihood of completing the study compared
with those of British ethnicity. However, it should be noted that
this observation was not tested statistically (Table S2 in
Multimedia Appendix 2). Throughout the study, participants
regularly completed their diaries, with study completers
returning 77% (27/35) of the distributed diaries.
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Figure 1. Participant flow through the study. Note: diaries were considered completed if one or more responses were provided.

Participant Characteristics
The characteristics of those who completed the baseline
interviews (N=14) are displayed in Table 1. Of the 14
participants, 4 (29%) self-identified as male and 10 (71%)
self-identified as female. Their ages ranged from 16 to 52 years,

with 18 to 24 years being the most prevalent age group
represented. There was a range of ethnicities, with almost half
(6/14, 43%) of the participants being from global majority
groups. Participants had engaged with self-harm or
suicide–related content on a wide variety of sites and platforms.
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Table 1. Participant characteristics at baseline (N=14).

Participants, n (%)Demographic variables

Gender

4 (29)Man

10 (71)Woman

0 (0)Nonbinary

Ethnicity

2 (14)Asian British

2 (14)Asian other

1 (7)Black British

0 (0)Black other

7 (50)White British

1 (7)White other

1 (7)Mixed

Age (y)

1 (7)16-17

7 (50)18-24

0 (0)25-35

4 (29)36-45

2 (14)46-54

0 (0)≥55

Have you ever hurt yourself on purpose?

14 (100)Yes

0 (0)No

Website or platform used to access contenta

3 (21)Instagram

5 (36)Facebook

1 (7)TikTok

6 (43)Twitter

3 (21)Tumblr

1 (7)Weibo

1 (7)Discord

1 (7)WhatsApp

3 (21)YouTube

3 (21)Suicide forums

aParticipants were able to select more than one option.

Participant IDs
Participant IDs were assigned during the consent process to
ensure anonymity. As participants were aware of their assigned
IDs, these were changed in the manuscript (see further details
in Multimedia Appendix 2).

Descriptive Analysis Results
Individual line graphs for each well-being measure demonstrated
fluctuations in mental health throughout the 6-month study

period that reflected participant journeys recalled through
interviews (Multimedia Appendix 2). One participant, IDB,
scored poorer at 6 months on the Entrapment Scale–Short Form
(which measures feelings of entrapment in a concise manner)
than at baseline; however, the decline was minimal. All other
study participants (13/14, 93%) improved from baseline or had
no change in total score at the study end point in all quantitative
measures, although no statistical analysis of change was
undertaken.
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Longitudinal Qualitative Analysis

Overview
The themes developed following trajectory analysis included
(1) initial engagements with web-based self-harm or suicide
content, (2) changes in what self-harm or suicide content people
engage with and where, (3) changes in self-harm or suicide
behaviors associated with web-based self-harm or suicide

content engagement, (4) the disengagement-reengagement cycle,
and (5) future perspectives on self-harm and suicide content
engagement. The themes and their constituent subthemes are
summarized in Textbox 1.

Within these themes, fluctuations in mental health and control
were identified as significant factors impacting behavioral and
emotional responses to web-based content and, therefore, will
be further explored in the following sections.

Textbox 1. Themes and subthemes.

Initial engagement with web-based self-harm or suicide content

• Motivations for initial web-based self-harm or suicide content engagement

• Experience of engaging with self-harm or suicide content for the first time

Changes in what self-harm or suicide content people engage with and where

• Changes in types of web-based self-harm or suicide content engagement over time

• Balancing curiosity and control

• Changes in posting web-based self-harm or suicide content over time

Changes in self-harm or suicide behaviors associated with web-based self-harm or suicide content engagement

• Personal risk associated with web-based self-harm or suicide content engagement

• The precipitative and protective effects of engagement with self-harm or suicide content on self-harm or suicide behavior

The disengagement-reengagement cycle

• Disengagement from web-based self-harm and suicide content

• Reengagement with web-based self-harm and suicide content

• Longer periods of disengagement

• Limiting content engagement: strategies

Future perspectives on self-harm and suicide content engagement

Initial Engagement With Web-Based Self-Harm or
Suicide Content

Motivations for Initial Web-Based Self-Harm or Suicide
Content Engagement

Our first theme captured historical accounts of engaging with
web-based self-harm and suicide content. Participants in this
study, most of whom (12/14, 86%) had already self-harmed,
initially engaged with web-based self-harm or suicide content
following attempts to seek help offline during mental health
declines. Those who attended mental health services and
received new or changes in diagnoses generally reported leaving
unsatisfied, citing reasons that included lack of support,
inadequate availability, or feelings of being “dismissed” (IDH;
baseline interview) due to a perception of low risk. Some were
unable to access services at all or felt that attending was not
worthwhile. These mental health declines alongside gaps in
service provision were the common catalysts for initial
web-based searches for self-harm and suicide content. While
some of these searches were motivated by a desire to seek help,

they varied among participants, with some also seeking
information on self-harm and suicide methods:

So, I’d been to the doctors...I’d already tried looking
for help, I was waiting for a referral to the CMHT
[Community Mental Health Team]...And then within
a couple of days I’d started lightly [cutting] on my
hand then I moved up to my arm, and then I was
looking for support groups online, just general
support groups. [IDB; baseline interview]

Experience of Engaging With Self-Harm or Suicide Content
for the First Time

The experience of initially encountering self-harm or suicide
content on the web is captured through the participant responses
in Table 2. Only 14% (2/14) of the participants recalled first
coming across content unintentionally, with most (12/14, 86%)
describing purposeful searches to access material. While most
of these searches were for help and support, 14% (2/14) of the
participants reported seeking information about methods for
self-harm or suicide, and 7% (1/14) of the participants were
uncertain about what they were hoping to find but acknowledged
that support-focused sites were unhelpful to them at that point.
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Table 2. Quotations related to the experience of first encountering web-based self-harm or suicide content.

QuotationsDescriptionReaction

First engagement with
web-based self-harm or
suicide content produced
a negative response.

Negative • “That’s not what I was looking for [support sites], I didn’t want help, at that point I was beyond help.”
[IDH; baseline interview]

• “...I was researching [a suicide method]...what’s required and the best way to manage [that]...It was
scary. It’d have been really easy just to have thought, well, actually, I know more about it now and I
can do that.” [IDC; baseline interview]

• “I received a picture on WhatsApp of someone, of a friend at the time who was self-harming and she
basically just sent me a picture of her scars. I think that that image has stayed with me until today, and
I think it’s one of the reasons why I’m so careful because it’s not something that I want to see again.”
[IDI; baseline interview]

Participants experienced
both positive and nega-
tive responses to the first
engagement with web-
based self-harm or sui-
cide content.

Mixed • “...because people were experiencing very similar things to what you were experiencing you wanted
to have more of that. It was a good environment in one respect, but it was a very toxic environment
in the next because you were listening and you were going, ‘Oh, I’ve been through that.’ But it wasn’t
helping. It was actually pushing you down a bit because you were getting ideas [about how to self-
harm].” [IDG; baseline interview]

• “I think I was just surprised that there was so much content out there. And yeah, that they haven’t been
removed, and I think...I guess a sort of comfort knowing that there were others out there who were
also going through tough times...And I think, I guess also shocked at how severe some [images of self-
harm] are yeah.” [IDL; baseline interview]

First engagement with
web-based self-harm or
suicide content produced
a positive response.

Positive • “I applied to go onto that [Facebook] group just so that I could reach out to people and find out more
from survivor-led experiences. And people offered support to each other, and I felt that was quite a
good thing to do.” [IDA; midpoint interview]

• “It made me feel a lot less alone just knowing, even if they were anonymous people out on the internet
that could be wherever in the world, that there were other people, and I wasn’t the only person feeling
like this. It was so beneficial, especially as a young teen.” [IDF; baseline interview]

Some participants sought support-related content, and others
not intending to access self-harm or suicide content at all
unintentionally came across graphic content (eg, images of fresh
self-harm) or suicide method descriptions during their first
engagements. Those whose initial interactions were with this
type of self-harm or suicide content described feelings of distress
even when this was the content they were seeking out. Some
of these participants (2/14, 14%) recognized that this content
could inadvertently validate and trigger their own self-harm and
suicide feelings and behaviors, making them feel more at risk.
In cases in which participants first engaged with web-based
self-harm or suicide content in a discussion forum or peer
support group, they were more likely to respond positively,
describing how they felt less alone and were able to share
experiences with others. However, some participants (2/14,
14%) had mixed emotions—it was comforting to know similar
others existed, but processing extreme content was challenging
and subjected them to information about novel self-harm and
suicide methods, revealing their lack of control over what they
were exposed to.

Changes in What Self-Harm or Suicide Content People
Engage With and Where

Changes in Types of Web-Based Self-Harm or Suicide
Content Engagement Over Time

All participants continued interacting with online self-harm or
suicide content after their initial encounter even if it had been
a negative experience. In cases in which they had positive initial
engagements, participants continued to use the same platforms
to access self-harm or suicide content in the long term. When
those platforms or sites became obsolete, they sought out
equivalent content in other web locations. Participants who had
negative initial interactions accessed different platforms or sites
searching for self-harm or suicide material that resonated with
them.

Although participants had self-harm and suicide content that
they accessed in a stable and routine manner, many also
described occasions when they would change what they were
accessing. Most participants (12/14, 86%) explained that
different content satisfied different needs depending on their
current mental state or mood. Examples of this can be found in
Textbox 2.
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Textbox 2. Web-based self-harm and suicide content accessed during mental health changes.

Change in content accessed due to mental health declines

• “On a good day I can be in there and I can be supporting others and helping them and building them up. And then on a bad day I’ll be the one
looking for support and asking for somebody to you know pick me up a little bit. So, it very much depends on what mood I’m in that day to be
honest.” [IDB; baseline interview]

• “If you are depressed and you start like looking at videos that are to do with that sort of thing it’s so easy for you to be in the spiral of just like
looking at more and more content about suicide and stuff like that...” [IDK; baseline interview]

Change in content accessed due to suicidal feelings or intentions

• “When I am thinking about self-harm, I will just look it up online. I go to the text service when I have suicidal feelings.” [IDF; baseline interview]

• “That’s when [‘if I’m in a really bad crisis’] I’m more seeking it out, so Tik Tok I’m not actively seeking out that content [ok] but that’s when
I’m actually seeking it out, thinking I want to die, that’s when I start accessing suicide forums and stuff.” [IDK; baseline interview]

Change in content accessed due to mental health improvements

• “I’ve reached a place where I feel like I want to kind of, hear more about recovery and things like that. I think that’s why I found this sort of
[‘recovery-based images’] content useful to look at. And I think that, I don’t think I’m triggered by it, but I also don’t want to interact with that
kind of content where people are talking about their own [recovery] journeys because I’m not in that kind of place or not in a place where I want
to hear about that kind of stuff at the moment. So, yeah, kind of like more interactions with the positive stuff, I think.” [IDI; final interview]

Dips in mental health often resulted in changes in the way
participants engaged on the web, such as posting their own
self-harm or suicide material rather than just interacting with
others’ content. In cases in which participants experienced
sustained episodes of poorer mental health, self-harm and suicide
content was also seemingly accessed more frequently and
sometimes uncontrollably through “habit” (IDG) or “addiction”
(IDC and IDH), with 21% (3/14) of the participants describing
it as falling down a “rabbit hole” (IDJ, IDL, and IDF). In total,
7% (1/14) of the participants reported how this compulsive
engagement with self-harm or suicide content interrupted
elements of their usual social and occupational functioning:

Even through work time I would take ten minutes and
just read some of it. [IDH; baseline interview]

Directly questioning participants about web-based engagement
when feeling “actively suicidal” elicited similar reported changes
in behavior. A couple of participants described engaging with
different content—notably turning to web-based suicide
organizations and charities or friends and family members
offline when they needed support for suicidal thoughts rather
than their usual web-based resources for self-harm or suicide
content. However, another 21% (3/14) of the participants
described how prominent suicidal thoughts were more likely to
result in them returning to prosuicide forums, where they would
seek or check resources for their own suicide plans.

Improvements in mental health saw participants more likely to
transition to web content of a recovery-based nature while often
sticking to the same web-based locations. Some participants
(3/14, 21%) also attempted to limit web engagement with greater
use of offline resources such as community help centers or
taking part in meaningful activities.

Balancing Curiosity and Control

Other participants came across content unexpectedly in their
web journey or seemed to spontaneously seek out different
self-harm or suicide content due to “curiosity.” Some described
the ability to negotiate novel self-harm and suicide content with

a developed sense of control over time, skipping over or
avoiding engaging with content that was undesirable to them:

Being able to scroll past content with trigger warnings
of self-harm pics has been quite a new thing. Like in
the last year-ish, before then I wouldn’t have been
able to have done that. I’d have looked. [IDJ; baseline
interview]

However, others described tensions between curiosity and
control and how that curiosity led them to seek out different
self-harm or suicide content. For example, 14% (2/14) of the
participants, who read a news article on a person’s death by
suicide that referenced web-based prosuicide forums, went on
to search for them:

...I saw it [article on death-by-suicide of person who
used pro-suicide forums] in the news. When you see
something in the news, especially on the BBC website
you know...it’s quite serious stuff. So, then you end
up looking further. Now sometimes you have to be
careful because you get drawn into it and I think you
have to sort of say to yourself, “I’m only going to
spend a few minutes doing this...” [IDE; midpoint
interview]

The functions of social media sites (eg, hashtags or algorithms)
could also enable unintentional content encounters, making
control over engagements less feasible:

I guess sometimes that like tags on social media
and...it’s usually by chance, I don’t actively go and
seek them, but sometimes it appears and then I kind
of just go down a rabbit hole of looking at more of
such content. Even though I didn’t do it intentionally.
[IDL; baseline interview]

Another participant explained that, in transitioning from
self-harm and suicide content that no longer resonated, they had
less control over what they engaged with:

I think recently, it’s like I don’t know what I’m looking
for, but it’s like I know that I haven’t been able to
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find it...So, I think it’s normally looking through my
explore page instead of searching for anything in
particular... [IDI; midpoint interview]

Changes in Posting Web-Based Self-Harm or Suicide
Content Over Time

For some participants (5/14, 36%), posting content seeking help
and support regarding self-harm or suicide feelings or looking
for ways to stay safe while self-harming was an early action in
their web journey (IDA, IDB, IDC, IDD, and IDG). Others also
posted detailed descriptions of suicide methods they were
considering on discussion forums (IDH, IDK, and IDD), blog
posts detailing their own self-harm and suicide feelings (IDN),
and images of quotes on Instagram with captions about their
mental health (IDI). One participant sent images of their own
self-harm via direct messaging after other users requested them
(IDK).

A total of 21% (3/14) of the participants in the study refrained
from publishing their own content publicly (IDF, IDL, and IDJ).
Of these 3 participants, 2 (67%) posted content privately
(meaning that it was posted on the web but was only visible to
them). Both participants described this as their way to “vent”
(IDF) or “rant” (IDL) when upset and an opportunity to
document their journey.

Notably, all 3 “observation-only” participants mentioned valuing
their anonymity in the web space and refraining from online
community interactions. They also emphasized that the potential
for posts to negatively affect others deterred them from posting
self-harm or suicide content publicly:

I always felt quite conflicted about reposting other
people’s content related to it [photos or videos of
fresh self-harm]. I feel like it’s one thing for me to
look at it because they’ve posted it...versus me
reblogging it to my own blog. I don’t know. It’s odd
to explain it but it just felt weird. [IDF; baseline
interview]

Another participant reported posting content in one context
(asking for support on a Facebook group) but not posting
“graphic images” (IDC) due to fear that it may cause harm to
children. This particular concern for young people viewing
content was echoed by IDF, IDH, and IDK.

IDN, who initially described making public blog posts about
their own self-harm, later made these private due to a realization
that the material may negatively affect others as well as an
attempt to maintain anonymity. IDI also reported a change in
posting behavior during and as a result of taking part in the
study. After initially posting about their experiences in an
attempt to raise mental health awareness, they reflected on their
tendency to put a “positive spin” (IDI) on content, and by the
6-month follow-up interview, they had reduced the frequency
of their posts as they began to question their own authenticity.
They considered that, if they posted about their negative
experiences, it would likely have a harmful effect on others,
and so they refrained from posting.

Finally, one participant also noted that access to psychological
therapy reduced their need to post on the web for support:

[I haven’t posted] for quite some time actually. I can’t
remember the last time I did that. It would be over a
month ago easily. Yeah, I haven’t needed to really.
[IDA; final interview]

Why do you think that is? [Interviewer; final
interview]

Because I could handle whatever I was thinking
probably on my own or bring it to the next...because
I’m having weekly sessions with my psychologist...
[IDA; final interview]

Changes in Self-Harm or Suicide Behaviors Associated
With Web-Based Self-Harm or Suicide Content
Engagement

Personal Risk Associated With Web-Based Self-Harm or
Suicide Content Engagement

As described previously, some participants identified risks after
their initial exposure to web-based self-harm or suicide content
(Table 2). Others recognized potentially harmful consequences
after longer periods of engagement. Some thought that the
content they engaged with gave them implicit “permission” to
carry out similar self-harm or suicide behaviors (IDG, IDH,
IDJ, IDK, and IDN):

It makes it [completing suicide] feel less scary and
like being able to hear people talk about what
happened to them, them saying it’s not that bad, like
it wasn’t...it just felt like nothing, it makes it feel a lot
easier to do it if you know what I mean? [IDK;
baseline interview]

Some found that their own self-harm or suicidal behaviors were
influenced by self-harm and suicide information they had
gathered on the web (IDJ, IDK, IDL, and IDB):

...there were some posts which would link to other
websites where you could get resources [information
on overdose statistics]. I’d say definitely at the start
of my mental health journey that was quite a turning
point for me. Because it was just an idea and then it
became a possible thing to do. [IDJ; baseline
interview]

Another participant experienced feelings of jealousy over the
self-harm people had engaged in, which resulted in them feeling
the need to escalate their self-harm behaviors:

I think that was that self-comparison to myself...maybe
I’m being too scared or I’m not trying hard enough...
[IDL; baseline interview]

The Precipitative and Protective Effects of Engagement
With Self-Harm or Suicide Content on Self-Harm and
Suicide Behavior

The feelings and behaviors that participants experienced
following engagement with web-based self-harm or suicide
content are shown in Table 3. Content could be precipitative or
protective for participants depending on when they encountered
it in their journey. Several participants (5/14, 36%) recalled
engaging in self-harm and suicide behavior as a result of
engaging with web-based content. A few of these participants
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(4/14, 29%) went on to describe changes in their self-harm and
suicide behaviors related to content engagement over time,
implying that the effect could change from precipitative to
protective. This included living vicariously through others’
self-harm images (IDF and IDL), finding content engagement
relaxing (IDC), and using content searches as a way to delay or
stop their own suicidal behavior (IDD). One participant
suggested that such changes in behavior were due to building
their own mental resilience over time:

I wouldn’t say the internet content changed, it would
be more like I’ve changed to deal with what the
internet’s providing me. [IDJ; baseline interview]

Another participant recognized the need to consistently
“check-in” with their own mental health before engaging on the
web:

It’s just about how I’m feeling, like do I feel like I
have the capacity to deal with the internet really, do
I actually want to look at what people are saying and
what people are posting. [IDF; midpoint interview]

For some, there was less consistency regarding whether
engagements with self-harm and suicide content would result
in helpful or harmful circumstances. This was exemplified by
one participant who stated that their searches were usually
protective and kept them occupied when their suicidal thoughts
were most intense:

I think there is a part of me that does it [conducts
searches for self-harm and suicide content] to buy
time. [IDB; final interview]

However, this participant also reported attempting a new form
of self-harm at the midpoint interview after learning about it
through a peer support group on Facebook.

Table 3. Precipitative and protective effects of web-based self-harm or suicide content engagement identified by participants.

QuotationsFactor and description

Precipitative factors

Self-harm or suicide behavior as
a consequence of engaging with
web-based self-harm and suicide
content

• “It could also be really detrimental because many times, I would just come away feeling much more
triggered than previously and then would engage in the behaviour [self-harm].” [IDF; baseline interview]

• “One of the [posts] got taken out of a group [by me] because it was talking about bloodletting and since
then, I’ve bought syringes and needles to try and do it myself.” [IDB; midpoint interview]

• “How did you then cope with the fallout of what you’d seen [distressing self-harm and suicide content]?”
[Interviewer; baseline interview]

• “I coped by self-harming. Yeah, and I write lots as well. So yeah, writing about how I feel and what I
saw.” [IDC; baseline interview]

Protective factors

Vicarious experiences through
self-harm or suicide content

• “It would mainly be trying to vicariously live out things through other people. So, I had a particular urge
but wasn’t in a position where I felt like I could self-harm or necessarily wanted to and almost living
those experiences through somebody else’s experience which was one of the ways that it [viewing self-
harm material] could be really beneficial for me because it could almost meet that urge without me having
to engage in the behaviour.” [IDF; baseline interview]

Delaying or stopping own self-
harm or suicide behavior

• “I don’t really need to research it [suicide method] anymore. Sometimes, I do it anyway and I just re-re-
search, re-read it and re-check my facts but it can be a way of preventing me from doing anything.” [IDB;
final interview]

• “How do you mean?” [Interviewer; final interview]
• “It’s like there are levels to it, aren’t there? That’s what I find anyway. It starts with thoughts, then it turns

to urges and once you get to that urge stage, you need to feel like you’re doing something, whereas, re-
searching it [suicide method] is better than actually putting the tablets in your mouth. It gives you that
extra step before you get to that point, if you see what I mean.” [IDB; final interview]

Calming effect • “How did you feel [coming across images of self-harm]?”[Interviewer; midpoint interview]
• “Quite relaxed because that’s what I do [self-harm], so I could identify with them, those people who’d

done things like that.” [IDC; midpoint interview]

Disengagement-Reengagement Cycle

Disengagement From Web-Based Self-Harm and Suicide
Content

Most participants (8/14, 57%) reported entering a cycle of
disengagement and reengagement during their web-based
self-harm and suicide content journey. Disengagement was
usually temporary, with participants choosing to have “no phone
days,” deleting their accounts, finding offline activities to take

part in, or being forced to disengage due to lack of internet
access.

Most often, disengagement was purposeful but impulsive. It
would usually occur during periods of compulsive engagement
when participants recognized a lapse in their control or as a
reaction to a significant life event that resulted in mental health
decline. Life events that occurred during this study included
suicide bereavement, hospitalization, bullying or victimization,
and experiences of exam- or work-related stress. The act of
intentionally disengaging from self-harm or suicide content was
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usually a conscious decision to reclaim control over their
web-based actions.

A total of 14% (2/14) of the participants reflected on changes
in their disengagement behavior while in the study (IDC and
IDI). Previously, similar to other participants, they reported a
tendency to compulsively access content during periods of
poorer mental health followed by impulsive disengagement.
However, at the 6-month interview, both participants described
an improved ability to recognize their patterns of web-based
behavior (Table 4). This understanding and insight empowered
the participants to purposefully disengage during declining
mental health episodes as a strategic means of regaining control
over their behavior.

However, when other participants were forced to disengage
from content because of intermittent internet access or physical
health problems, they were often left with feelings of loss.
Although one participant described this unintentional
disengagement as an opportunity for brief respite from self-harm
and suicide content engagement, its existence remained a
reassuring presence:

I knew I could access them if I needed to, but I
thought, “No, I’m having a week off and I’m going
to try and distance myself from this as much as I can.”
[IDA; final interview]

Table 4. Reasons for disengagement from web-based self-harm or suicide content—from final interviews.

QuoteParticipant ID and reason
for disengagement

IDC

“It felt like I needed to look after myself and that I needed that break to try and keep myself safe. One of the things that
this research has taught me and helped me understand, it’s helped me understand more about how social media impacts
upon me. So, I think social media can be a source for good. I think you also need to recognise that sometimes you need a
break.”

Mental well-being

“I really crashed down, and it scared me because I’d had a lovely weekend. Things are generally a lot better, and it scared
me in that I can still crash down and fluster myself. I didn’t trust myself to be researching suicide, self-harm...And there
was a part of me that knew that I wanted to live, there was a part of me that knew I could spiral out of control, and I didn’t
want to spiral out of control. And I’ve alluded to the fact that I’ve learnt personally a lot about myself during the six
month’s research and how I use social media. And for me that Monday when I made that decision [to disengage from self-
harm content] it was really positive.”

Regaining control

IDF

“I think just to prevent myself from falling down a rabbit hole and looking at content that I know wasn’t good for me. And
just feeling like so I’ve always been one of those people that I sort of like to sort of physically remove myself from things
and remove things from me. So that’s one of the reasons why I do that.”

Regaining control

“So, I think it was about a month ago now and someone who was quite active in Twitter (X) and the mental health recovery
community passed away from what I feel was suicide. That’s not been confirmed but when all of that happened, I did take
a couple of days off the internet just to, I guess, process things there.”

Mental well-being

Reengagement With Web-Based Self-Harm and Suicide
Content

Participants described various reasons for reengagement with
web-based self-harm and suicide content, including a “fear of
missing out” with the community (IDA, IDC, IDM, and IDK),
wanting to use the site or platform to access other types of
content (IDE, IDF, and IDI), procrastination or boredom (IDI
and IDK), and the need to perform web-based responsibilities
(eg, work or moderating roles within self-harm and suicide
communities; IDI, IDA, and IDB). Some participants (5/14,
36%) claimed that they weighed the advantages and
disadvantages of web-based content engagement before
reengaging. Several participants (3/14, 21%) felt that the benefits
of reengaging with self-harm and suicide content, such as feeling
part of a community, were enough to justify the potential risks.
As this participant noted, while the experience could be
upsetting at times, it was still considered useful in light of the
rewards of engagement:

With Twitter [X], I deleted that as well, but I felt like
actually I missed the community and felt out of touch
with people, so I actually found that useful

[reengaging], as much as sometimes it’s upsetting,
it was useful. [IDK; baseline interview]

There were also differing accounts of reengagement due to
mental health improvements and declines. One participant
described feeling more in control once their mental health was
stable:

I think I was in a better place emotionally and with
my mental health...And I just felt stronger, I genuinely
felt stronger and more positive. It’s a better time of
year for me...I’ve started some new medication...So,
I think that’s a factor as well and me feeling stronger
to go back online. I just felt ready. [IDC; final
interview]

Similarly, another participant felt that they were more able to
view and contribute to self-harm and suicide content in a
positive way when their mental health improved:

When my mental state is better, and I can go back on.
I feel like I can share, and I can help someone. [IDM]

Alternatively, some participants (2/14, 14%) described past
reengagement with self-harm and suicide content to “punish”
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(IDF; baseline interview) themselves for thinking about or
carrying out self-harm behaviors:

I think at that time I was kind of trying to make myself
feel worse, because it was like, “You need to feel more
guilty for what you’re doing.” [IDI; final interview]

However, these participants described differences in their
reengagements over time. IDI reported how their reengagement
behavior changed during the study. When feeling low, they now
went on the web and sought out non–self-harm or suicide
content.

Other participants also described attempts to engage with
self-harm or suicide content differently during the reengagement
period with the aim of regaining control. This included
observing interactions rather than actively participating or
limiting engagements with specific content on platforms or
sites:

Recently I’ve just been viewing [prosuicide threads]
and I’ve got to fight the urges [to interact]. [IDH;
baseline interview]

However, most participants who disengaged briefly would return
to their usual use of web-based content. This reengagement
process highlighted weaknesses in participants’ ability to
exercise control over web-based actions, leaving users
vulnerable to reencountering triggering content on the web and
beginning the disengagement-reengagement cycle again:

I basically quit Tik Tok for three weeks because I was
like I just can’t deal with it anymore because it’s just
so hard to block everything and I was also thinking
is it actually good for my mental health and it’s not...
[IDK; baseline interview]

...but you are back on TikTok now, is that right?
[Interviewer; baseline interview]

I think I was just bored really, and I thought do you
know what I’ll just download it for the afternoon,
and... [IDK; baseline interview]

Longer Periods of Disengagement

In total, 14% (2/14) of the participants in this study disengaged
for up to a month before reengaging with specific platforms.
One of these participants disengaged after a second death by
suicide in their Twitter community. Notably, an earlier death
by suicide of another member of the same community had
increased their frequency of accessing the platform.

During their Twitter disengagement, the participant continued
their engagement with a self-harm support group on Facebook,
where they felt less connected:

I think because I haven’t known them [Facebook
users] so long and there’s certain people [on Twitter,
subsequently rebranded as X]...who post frequently,
several times possibly in a day...I think the more you
get to know people and recognise the handles, I know
it sounds bizarre, but you feel yourself becoming
closer to them. [IDC; final interview]

Despite this, they also reported beginning to reengage with
Twitter toward the end of the study:

I think just because I feel a bit better, I wanted to
check-in on other things on there on my newsfeed,
wall thing. [IDC; final interview]

One other participant disengaged twice from a prosuicide forum.
First, they described disengaging following an article on the
parents of forum members who had died by suicide. The
participant reached out to the parents, and the resulting
relationship led to their disengagement:

...they’ve told me I need to get off the site. [IDH;
baseline interview]

However, they reengaged shortly after this event after wanting
to check whether “they [the site] put the resources [suicide
methods literature] back” (IDH; baseline interview) following
their removal after the media article publication.

At the midpoint interview, IDH had again disengaged from and
reengaged with the forum following the death by suicide of a
relative. On describing their reengagement, they reported that
“it was to check [that] the sources of getting stuff [suicide
materials]...are still available” (IDH; midpoint interview) as
they were aware of scams related to sourcing materials and
wanted to verify that their plans would still be viable.

Limiting Content Engagement: Strategies

After spending time engaging with web-based self-harm and
suicide content, half (7/14, 50%) of the participants began to
develop strategies to limit their content engagement. These
included less “arbitrary ‘liking’” to curate their feeds (IDI),
clearing search histories to “remove temptation” (IDJ),
“blocking” or “muting” certain terms or phrases—such as
“suicide” and “self-harm” (IDC, IDF, and IDK)—closing their
direct messages so that other users were unable to message them
(IDI and IDH), “self-banning” so that they were unable to post
(IDH), distracting themselves with positive web-based content
(IDE, IDI, IDC, and IDF), “starting new accounts” to avoid
tailored algorithms (IDK), and distancing themselves from a
self-assigned “role” such as being a mental health advocate (IDJ
and IDI). In this study, we observed that younger participants
predominantly used these strategies, possibly because of the
enhanced accessibility to safety features on the platforms or
sites they frequented or their proficiency in digital skills.
However, it is noteworthy that most participants regardless of
age reported learning digital safety methods of limiting
engagement over time through their experiences on the web:

As I’ve got older I’ve realised that actually you know
what you see online can really impact on you, and
that you know no-one’s going to police it for me so I
have to be sensible about the types of people that I
follow and the types of things that I do online. I think
that’s something that came with sort of getting a bit
older. [IDF; midpoint interview]

Future Perspectives on Web-Based Self-Harm and
Suicide Content Engagement
When asked, none of the participants reported a desire to
disengage from web-based self-harm or suicide content entirely
in the future. Many alluded to the nonlinear nature of their
engagement, recognizing difficulties during previous attempts
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to disengage. Some also described a sense of comfort and
reassurance knowing that content continued to exist on the web:

It’s a cushion for people who need that. [IDA;
midpoint interview]

In addition, others reported a desire to “give back” and described
having a peer support role themselves as a future goal following
their recovery (IDI, IDM, and IDB):

I’m looking forward to where I improve myself, and
maybe be able to talk to more people and if possible,
reach out to them, and offer that help. [IDM; final
interview]

I’m also very passionate about sharing stuff I’ve
learnt. When people are in that place that I remember
being in and you can see it from their posts, I think,
“I’ve just learnt about something that will help them.
I’ll pass that on to them.” It’s helping to build that
confidence back up to do those posts and say those
things on there. [IDB; final interview]

Some participants in this study (3/14, 21%) also highlighted
that they were unable to find alternative web-based or offline
spaces that satisfied their current needs. One participant
mentioned that disengaging from their current preferred site or
platform could be detrimental and so expressed no wish to
“move on”:

What I’m trying to say is that there is nowhere for
people when they come off that website. There’s no
safe space. There’s nowhere. If you’ve been on that
particular site [prosuicide forum] for the reason of
wanting to die and you didn’t, there’s nowhere. You’ll
go on something and just get these silly comments or
things where there’s lack of understanding that just
escalates a situation. [IDH; midpoint interview]

A few participants in this study (3/14, 21%) did recognize the
potential costs associated with continuing to engage in
web-based spaces with self-harm and suicide content but
compromised, stating that “I do feel that the benefits outweigh
the risks” (IDC; baseline interview). For these individuals, the
draw of the positive aspects of such content was strong enough
to justify the potential negative consequences. Other participants
(2/14, 14%) struggled to weigh the risks and benefits of
engaging with self-harm and suicide content as they felt that
the positive and negative aspects of engaging with content were
more intertwined, making it difficult to control what they were
exposed to:

I’d say that online is very complicated, depending on
what you feed your mind, because it has both positive
and negative information, so sometimes it’s good to
your mind, and sometimes not. Also, if you are coming
across lots of negative things in a group, that can be
harmful, like self-harm pictures. But it’s also good to
look in those groups for people who are offering help
for those things, so that you are learning how to help
yourself. [IDM; final interview]

Ultimately, this resulted in both sets of participants remaining
vulnerable to the negative effects of harmful content as they

continued to engage with web-based self-harm and suicide
material.

Discussion

This study showed that those engaging with web-based
self-harm and suicide content experienced nonlinear journeys
that were characterized by 5 key themes: “initial engagements
with web-based self-harm or suicide content,” “changes in what
self-harm or suicide content people engage with and where,”
“changes in self-harm or suicide behaviors associated with
web-based self-harm or suicide content engagement,” “the
disengagement-reengagement cycle,” and “future perspectives
on web-based self-harm and suicide content engagement.”

Cognitive Flexibility Versus Cognitive Rigidity
Constructs that may explain behavior change and maintenance
within these themes are cognitive flexibility and its counterpart,
cognitive rigidity [33]. Cognitive flexibility refers to an openness
in thinking and behavior, which allows an individual to consider
alternative perspectives and approaches. In contrast, cognitive
rigidity is the tendency to adhere to specific thought and
behavior patterns, making it challenging to change one’s mindset
or actions [33]. Previous research has identified a relationship
between cognitive rigidity and suicidal ideation [34] and
between cognitive rigidity and self-harm [35]. Another study
showed that cognitive flexibility can result in engagement in
multiple methods of self-harm [36]. This indicates that the
construct of cognitive flexibility may provide important insights
into the behavior changes over time associated with web-based
self-harm and suicide content engagement. This discussion will
explore the ways in which cognitive flexibility was impacted
by participants’mental health and control over decision-making
and how this influenced their web journeys.

Previous research has identified gaps in clinical support as a
key motivator for web-based self-harm and suicide content
engagement [2]. The causes for initial engagement in this study
were consistent with this, with participants reporting a lack of
support but also a reluctance to engage with clinical services
due to previous experiences. This suggests a high level of
cognitive flexibility among participants during their first
engagement with web-based content, with mental distress and
a lack of alternative resources potentially triggering participants
to be more open to web-based options. This emphasizes the
critical need for accessible offline options during the early stages
of mental health decline, preventing vulnerable people from
resorting to web-based avenues where they may lack the control
or knowledge to engage safely.

When participants were unable to find content that was
immediately desirable to them, they explored different self-harm
or suicide–related material on the web. Often, this led to
spontaneous browsing of self-harm and suicide–related links
or hashtags, a behavior characterized as “pessimistic browsing”
[13]. While this reflects a high level of cognitive flexibility
among participants, it also indicates what might be a lack of
behavioral control, making participants vulnerable to potentially
harmful encounters. Later on in web journeys, when browsing
routines had been established, some reported similar bouts of
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“pessimistic browsing” and harmful behaviors that they
considered spontaneous. These episodes of cognitive flexibility
were usually triggered by unexpected exposure to web-based
self-harm or suicide content, where impulsive tendencies
resulted in exploring this novel content further or, in one case,
in trying a new self-harm method. This indicates that unexpected
engagements with self-harm or suicide content may act as a
stimulus for activating cognitive flexibility, resulting in changes
in behavior [37]. When experiencing poor control, this cognitive
flexibility may lead to a willingness to engage in potentially
unhelpful or harmful behaviors when engaging with self-harm
or suicide content [38].

Outside of episodes of cognitive flexibility, participants largely
accessed web-based self-harm or suicide content in a routine
pattern while also reporting a greater feeling of behavioral
control. This cognitive rigidity often worked as a coping
mechanism allowing for regular engagement with resources of
help and support. However, in instances in which content
included images or videos of “fresh self-harm,” suicide, or
self-harm and suicide method information, repeated
engagements were more likely to have negative effects on
participant well-being and sometimes led to increased severity
of harm to themselves. This shows that, while some perceived
their cognitive rigidity as a form of control, it may ultimately
have diminished their ability to make decisions to protect
themselves and seek alternative positive coping mechanisms
[39].

Similarly, participants reported increased engagement with
self-harm or suicide content during dips in their mental health,
which were prevalent in this study, as indicated by fluctuations
in their well-being measure outcomes over time. These
engagements, recalled as “habitual” or “addictive,” highlighted
a loss of control during these mental health dips. Previous
research has shown a relationship between cognitive inflexibility
and addictionlike behaviors [40,41], and a more recent study
[42] has indicated that distress-driven impulsivity, in which a
person is likely to make rash decisions due to a negative mental
state, alongside cognitive rigidity, can lead to addictionlike
eating behavior. This emphasizes the potential risk of
overreliance on web-based self-harm and suicide content as a
coping strategy, particularly during periods of mental health
decline, when participants may become more vulnerable to the
content they are engaging with. The addictive nature of this
behavior also has the potential to negatively impact other
important aspects of people’s lives, such as social or
occupational functioning [43].

Disengaging and Reengaging
Key to self-preservation during the web journey was
participants’ ability to disengage from web-based spaces. Most
participants recorded disengagements in their web journeys in
response to life experiences or stressors, such as work stress,
bereavement, or a rapid deterioration in mental health. This
indicates a resurgence of cognitive flexibility, which reflects
previous research showing that individuals become more open
to alternative solutions when their perspective is challenged by
a significant life event [44]. Although participants demonstrated
disengagement attempts from the content during these times,

they were usually temporary. This represents a brief state of
cognitive flexibility, with reengagement often occurring within
days. When disengagement was longer, it tended to coincide
with more significant life events such as bereavements, which
may indicate more prolonged changes to behavior following
extreme circumstances and mental health declines.

Participants also reported that their mental state dictated whether
they returned to more helpful or harmful content during the
reengagement period. Participants experiencing poorer mental
health were more likely to reengage with content they described
as “negative” as a type of self-punishment or as a preventative
measure against potentially worsening self-harm or suicide
behavior. They were also more likely to post their own content,
which included help-seeking comments, suicide method
inquiries, and “depressive” blog posts. This showed that,
although some participants attempted to use their online
communities for help during mental health dips, others could
find themselves returning to potentially unhelpful or harmful
situations. This reflects previous research showing that “active”
suicidal ideation is associated with greater cognitive rigidity
compared to “passive” suicidal ideation [45]. Often, when
reengaging during mental health declines, use would also regress
to “addictive” or “habitual” engagements. However, when
experiencing mental health improvements during reengagement
periods, those who had previously engaged with more “positive”
or “recovery-based” content would be more likely to return to
this material. This indicates that cognitive rigidity is influenced
by mental health state and that, when experiencing mental health
changes, participants’well-being is reliant on earlier web-based
encounters with self-harm and suicide content.

Upskilling Users
Despite this, some participants did experience lasting adaptations
to the ways in which they interacted with the content. These
more enduring changes were attributable to the skills that
participants reported developing in digital efficacy and
metacognition. Digital efficacy skills include the ability to use
web-based safety mechanisms such as muting, blocking, and
self-banning. Participants with digital efficacy skills in the study
felt safer and more protected, which acted as a preventative
measure against cognitive rigidity. In this study, these
participants were likely to be younger, which reflects research
showing that digital literacy skills are significantly better in
younger cohorts [46]. Despite this, evidence also shows that
digital literacy skills can be built over time [47]. This is
consistent with the experiences of some participants in this study
who reported that their web experiences prompted them to
organically develop digital skills and strategies to stay safe over
time. This finding has important implications for industry
leaders, who should be encouraged to consider ways in which
they can empower users by improving accessibility to safety
mechanisms on their platforms and sites.

Metacognition skills, or the ability to reflect on one’s own
thoughts and behaviors to change one’s responses, were evident
in some of the participants [48]. Specific metacognitive abilities
such as self-awareness and self-regulation resulted in greater
control over their cognitive flexibility. Some described gaining
metacognition skills such as self-awareness before their
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participation in the study, which allowed them to recall changing
their responses to content from self-harm behavior to vicarious
viewing of material. Others identified metacognitive skills
gained through therapeutic input as well as through monitoring
web-based behavior and reflecting on it during the study. This
may reflect a Hawthorne effect [49] in which participant
behavior shifts due to their awareness of being observed in a
study. Several diary and ecological momentary assessment
interventions have resulted in improved metacognitive skills
[50] (Haime, Z, unpublished data, January 2024), and it is
possible that metacognition was acquired in this study as a result
of completing the research diary. In cases in which participants’
metacognition developed during the study, they noted
improvements in their mental health, also indicated by
improvements in their well-being outcomes over time. This
resulted in the type of self-harm and suicide material they
engaged or reengaged with changing from “negative” or
“depressive” to “recovery-based” or “positive” in nature. This
shows that self-awareness and control while experiencing mental
health improvements lead to positive content engagement during
periods of cognitive flexibility in this population and has
important implications for the development of future target
metacognitive interventions.

Remaining Vulnerable on the Web
However, shifts toward recovery-based content did not
necessarily mean that participants were able to fully disengage
from their previous self-harm and suicide material. Sometimes,
as recovery-based content coexisted alongside more harmful
content in web spaces, there was no alternative place in which
to access it. On the other hand, some participants expressed a
strong connection with the communities they had previously
engaged with and reported intentions to remain active in these
spaces with a desire to provide support to others. While this
altruistic act had benefits, including the ability to continue
drawing on support when needed, it left them vulnerable to
potentially triggering content. These findings emphasize the
strength of web-based self-harm and suicide spaces as a source
of comfort and security, which is consistent with previous
research on engagement motivators [2,7,10]. Thus, although
participants became more aware of the negative outcomes of
engaging with web-based self-harm and suicide content and
were better able to manage them, the perceived benefits of being
involved in a community of like-minded individuals with similar
experiences often outweighed the potential costs.

Limitations
Participants in this study used a diverse range of web-based
platforms to access self-harm and suicide content, meaning that
attempts to identify patterns in behavior related to the sites used
were challenging. However, as common behaviors were
observed across participants, it was possible to draw conclusions
more broadly about how people engage with web-based
self-harm and suicide content over time. Diaries in this study
were completed daily by participants, but many had missing
entries or were filled out retrospectively. This diluted the
advantages of “in-the-moment” diary data capture and resulted
in some interview topic guides being less informed by
participant data. Despite this, participants reported finding the

diaries largely acceptable, and some reported additional benefits
to their metacognitive ability related to their completion [51].

While visually observing quantitative data allowed us to identify
patterns consistent with participant-reported mental health
fluctuations and slight improvements toward the end of the
study, our inability to conduct statistical analyses prevented us
from identifying any significant differences in participant
well-being changes. However, the rich qualitative data and
trajectory analysis provided valuable insights into the individual
pathways and factors influencing web-based engagement.

In terms of participant characteristics, this study had an
underrepresentation of male individuals. Although steps were
taken to target male-orientated web spaces for recruitment,
uptake remained poor. Furthermore, responses to recruitment
were limited, which resulted in possible selection bias and may
have affected the representativeness of the sample. In addition,
we did not collect data on the educational level or
socioeconomic status of the participants involved, limiting our
understanding of how demographic characteristics may affect
web-based experiences. Half of those recruited at baseline were
also lost to follow-up. Strategies were undertaken to limit
attrition, including at least 3 attempts to communicate with
participants before they were considered lost to follow-up. High
attrition rates are consistent with longitudinal studies of
self-harm and may represent a selection bias among study
completers [52]. Finally, although cognitive flexibility provides
a useful framework with which to interpret our findings, it is
important to acknowledge that there may be alternative
explanations.

Future Implications
The findings of this study have shown that there are ongoing
challenges in navigating the web environment for those engaging
with self-harm and suicide content. A key priority for future
research should be to establish how engaging with web-based
content can be better managed in this population. Consequently,
the following should be considered:

1. Inaccessibility to offline support was a significant motivator
for participants’willingness to explore web-based self-harm
and suicide–related resources. Therefore, the availability
of offline help and support is necessary to limit or moderate
initial web-based engagements.

2. This study offers evidence that greater metacognition and
digital efficacy can positively influence web-based
behavioral control. As individuals are unlikely to completely
disengage from web-based content, it is important to
prioritize upskilling users. Therefore, interventions should
be developed focusing on improving digital literacy and
metacognitive skills, such as the diary-based reflections
used in this study.

3. A deeper examination of the perceived benefits of
web-based engagement is necessary to ensure that these
needs can be met in a safer manner both on the web and
offline. In addition, it is crucial to critically evaluate the
helpfulness of these perceived benefits, such as the impact
of “vicarious living” through observing others self-harm.

4. Web-based industry leaders need to produce more tools
that empower individuals to regain control of their
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web-based engagement and improve the safety of web-based
spaces where self-harm and suicide content is available.
This may include changes to the functions of social media,
such as providing further control and management options
to users over algorithms and hashtags.

Conclusions
A balance between cognitive flexibility and rigidity seems
necessary to protect individuals when engaging with self-harm
and suicide content on the web. While cognitive flexibility may
be helpful in certain situations such as exploring new coping
strategies, it can also leave individuals vulnerable to harmful
content. On the other hand, cognitive rigidity, or the tendency
to repeatedly engage with the same type of content, can lead to

desensitization, potential impairments in functioning, and an
increased severity of harm to oneself. Cognitive rigidity can
also prevent people from engaging in harmful behaviors and
allow them to consistently engage with content that is helpful
and positive. Although life events and changes in mental health
state could trigger cognitive flexibility resulting in behavior
changes, these were unlikely to become permanent unless
participants developed skills such as digital efficacy and
metacognition that gave them greater control over their behavior.
Despite this, even with improved skills for recognizing and
managing web-based risks, individuals still perceived that the
benefits of web spaces outweighed the costs, making it difficult
to fully disengage.
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Abstract

Background: Despite being a pandemic, the impact of the spread of COVID-19 extends beyond public health, influencing areas
such as the economy, education, work style, and social relationships. Research studies that document public opinions and estimate
the long-term potential impact after the pandemic can be of value to the field.

Objective: This study aims to uncover and track concerns in Japan throughout the COVID-19 pandemic by analyzing Japanese
individuals’ self-disclosure of disruptions to their life plans on social media. This approach offers alternative evidence for
identifying concerns that may require further attention for individuals living in Japan.

Methods: We extracted 300,778 tweets using the query phrase Corona-no-sei (“due to COVID-19,” “because of COVID-19,”
or “considering COVID-19”), enabling us to identify the activities and life plans disrupted by the pandemic. The correlation
between the number of tweets and COVID-19 cases was analyzed, along with an examination of frequently co-occurring words.

Results: The top 20 nouns, verbs, and noun plus verb pairs co-occurring with Corona no-sei were extracted. The top 5 keywords
were graduation ceremony, cancel, school, work, and event. The top 5 verbs were disappear, go, rest, can go, and end. Our
findings indicate that education emerged as the top concern when the Japanese government announced the first state of emergency.
We also observed a sudden surge in anxiety about material shortages such as toilet paper. As the pandemic persisted and more
states of emergency were declared, we noticed a shift toward long-term concerns, including careers, social relationships, and
education.

Conclusions: Our study incorporated machine learning techniques for disease monitoring through the use of tweet data, allowing
the identification of underlying concerns (eg, disrupted education and work conditions) throughout the 3 stages of Japanese
government emergency announcements. The comparison with COVID-19 case numbers provides valuable insights into the short-
and long-term societal impacts, emphasizing the importance of considering citizens’perspectives in policy-making and supporting
those affected by the pandemic, particularly in the context of Japanese government decision-making.

(JMIR Infodemiology 2024;4:e49699)   doi:10.2196/49699

KEYWORDS

COVID-19; natural language processing; NLP; Twitter; disrupted plans; concerns

Introduction

Background
The spread of COVID-19 has become a global pandemic,
significantly affecting social and economic sectors worldwide
[1]. In the early stages of the pandemic, health authorities

recommended social distancing to control the spread of the
virus, reduce cases, and avoid overwhelming health care
facilities [2-4]. Each country had its own strategy for dealing
with COVID-19. A survey conducted across 6 countries
illustrated the public’s perception of measures taken in response
to COVID-19 [5]. Other surveys have been conducted in the
United Kingdom and European countries to aid interdisciplinary
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research on public health, particularly regarding COVID-19
[6]. Different results were observed owing to social distancing
policies, which affected several aspects of life, including
economic activities [7] and consumer behavior, such as drops
in mobility [8]. Concerns about cybersecurity risks were also
raised, as companies might not have been prepared for adequate
work-from-home options for employees [9]. The association
between implementing some mitigation policies in response to
COVID-19 and the outcomes regarding public mobility were
noted [10], one of which was also observed in Japan.

After the government confirmed the first COVID-19 case in
Japan on January 16, 2020, the number of cases quickly
escalated within 3 months, leading to the declaration of a state
of emergency to prevent the further spread of the infection. This
measure significantly impacted the daily routines and social
lives of Japanese residents, forcing them to refrain from going
out, close schools, work from home, and be restricted from
visiting crowded locations such as department stores and movie
theaters. The first state of emergency effectively reduced the
number of COVID-19 cases [11], albeit at a high cost to public
mental well-being, education quality, and the economy.
Furthermore, the number of cases quickly bounced back,
peaking at 1762 new daily cases after the state of emergency
was lifted, an increase from the peak of 701 new daily cases
during the first wave [11]. These numbers suggest that the
government was confronted with the dilemma of mitigating the
social and economic impact of the lockdown and stopping the
spread of COVID-19 [12]. Due to the fluctuations in COVID-19
cases, the government declared other states of emergency,
recognizing the profound and deeply rooted impact the
COVID-19 lockdown could have on societal and economic
levels.

There have been various investigations into the states of
emergency. For instance, studies have predicted SARS-CoV-2
infections using state-space models [13] and examined their
impact on mental health [14]. In the aspect of mobility, studies
have shown the suppression of social activities of the masses
[15]. The tourism industry was among the hardest hit sectors,
and the arrival of visitors decreased by 93% by March 2020
[16]. Statistics also show that Japan’s gross domestic product
in 2020 decreased by 4.28%, indicating a substantial impact on
the economy [17]. Interestingly, the unemployment rate only
slightly increased to 2.8% in 2020, but started declining by 2022
(2.64%), following the gradual recovery of the gross domestic
product (2.14% growth by 2021 and 1.03% by 2022) [17,18].
This trend of recovery indicates the strong resilience of the
Japanese economy.

Furthermore, it also changed people’s behavior, such as
following the advisory to stay at home, as confirmed by cell
phone location data [19-21]. Such large-scale societal and
behavioral changes warrant further investigation through various
means to offer a chance to monitor and reflect the short- and
long-term impacts of COVID-19 in the future.

Literature Review
The disruption caused by pandemic-related restrictions may be
seen as a failure to perform planned activities, but detecting
such disruptions was challenging. For example, it is difficult to

obtain behavioral data on trips that individuals could not take
or events they could not attend owing to the restriction. Social
media, which people use to share their activities, proved to be
a great source of information in such cases. Twitter (currently
X) is a widely used social media platform in many countries
and has a sufficiently large population for social data analysis
in health care contexts [22,23]. Japan has a particularly high
population density of Twitter users, even when compared to the
major countries that use Twitter, such as the United States.
Furthermore, owing to language exclusivity, it is easier to filter
comments related to Japanese society using Japanese keywords
[24]. Twitter has also been frequently used to help summarize
peoples’ responses about the pandemic and its measures,
showing the challenges experienced throughout [25]. Prior
studies in Korea and Japan used Twitter to determine public
opinion, showing popular words during the pandemic [26].
Because people actively share their daily lives on Twitter, the
site has the potential to be a data source for investigating the
impact of restrictions on the public. Using Twitter as a resource,
this study aims to explore and visualize plans disrupted in Japan
due to COVID-19 pandemic measures.

There are many studies on COVID-19 that investigate social
media platforms, such as Twitter. Chen et al [27] investigated
the levels of anxiety during the COVID-19 pandemic. The
adverse effects on the mental health of the public was also one
of the impacts of the pandemic, as explained in the research by
Li et al [28], who analyzed COVID-19–related tweets into
different emotions and investigated the mental health aspects
and how they recovered from the COVID-19 crisis. Lyu et al
[29] investigated the topics and sentiments in public COVID-19
vaccine–related discussions, whereas Krittanawong et al [30]
investigated misinformation dissemination related to COVID-19
on Twitter. Aside from studies focused on the pandemic itself,
COVID-19 vaccines have also been highly researched topics
on Twitter. Ansari and Khan assessed public responses through
sentiment analysis of COVID-19 vaccines using Twitter,
revealing an overall negative tone in the tweets [31]. Ferawati
et al [32] explored how Twitter reported vaccine-related side
effects by comparing the side effects of 2 types of messenger
RNA vaccines developed by Pfizer and Moderna in Japan and
Indonesia, respectively. Gao et al [33] examined COVID-19
concerns in each Japanese prefecture, and Uehara et al [34]
investigated the attitudes toward vaccines or vaccination during
the COVID-19 pandemic in different Japanese prefectures using
search queries from Yahoo! JAPAN. Our study adopts a unique
approach to examine how the COVID-19 pandemic has
disrupted everyday activities. Our main focus is on
understanding the direct impact of the pandemic on society
through the observation of expressions, life disruptions, and
plans.

For research on citizen feedback, Ishida et al [35] proposed a
method that uses social media data. They implemented a
multitask learning framework to estimate the associated
viewpoints using bidirectional encoder representations from the
transformer model. However, this method requires considerable
effort to label the data. This study uses search queries and
validates word co-occurrence to infer the themes of topics
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discussed during the COVID-19 pandemic in Japan, proposing
an efficient and low-resource method for social media analysis.

Objectives and Approach
We aimed to report on the impact of COVID-19 on Japanese
society by analyzing public opinions extracted from social media
data. Specifically, we focused on the popular term Corona no-sei
(in Japanese コロナのせい, meaning “due to COVID-19,”
“because of COVID-19,” or “considering COVID-19”), which
clearly conveyed complaints or concerns about life event
disruptions caused by the COVID-19 pandemic. Our study used
2 types of data: the daily COVID-19 case count and Japanese
tweets containing the Japanese phrase Corona no-sei posted on
Twitter between February 1, 2020, and November 30, 2021.
We analyzed the trends in the number of tweets and COVID-19
cases to quantitatively explore their relationship and the words
frequently used in the tweets to qualitatively explore social
needs in the first 2 years of the COVID-19 pandemic.

In conclusion, we critically compared our findings with those
identified in other similar studies to provide an alternative
evidence base for the impact of COVID-19 on Japanese society.

Methods

COVID-19 Cases
To track the daily rise in COVID-19 cases, we gathered the
number of new positive cases in Japan by manually downloading
data from a dedicated COVID-19 site maintained by the NHK,
Japan’s national broadcaster [36]. Our aim was to investigate
the correlation between the number of positive cases and the
volume of tweets. A total of 1,726,943 COVID-19–positive
cases were recorded between February 1, 2020, and November
30, 2021.

Tweets and Keywords Extraction
Another data set for this study includes 300,778 tweets
containing the Japanese phrase Corona no-sei during the same
period as the recorded COVID-19 cases (between February 1,
2020, and November 30, 2021). We chose this period because
by the end of January 2020, the Japanese government had
officially established the Japan Anti-Coronavirus National Task
Force to actively address the pandemic. In addition, we aimed
to include the maximum possible data until the initiation of this
study in mid-November 2021. Furthermore, this period also
included 3 emergency announcements by the Japanese
government, making it a representative period for studying the
impact of COVID-19 on Japanese society.

We counted the number of tweets per month and found that the
maximum number of tweets was 517,688 in April 2020; the
minimum number of tweets was 24,625 in November 2021; and
the average number of tweets was 136,717.6. The Corona no-sei
phrase is frequently used by the public in social media and
everyday conversation to express the (often negative) feelings
when Japanese individuals’ activities or life plans were
interrupted by the COVID-19 outbreak. Although there are
several expressions synonymous with Corona no-sei (eg,
“because of the new coronavirus” and “because of COVID-19”),
we chose Corona no-sei as a casual expression used by the

public in social media and colloquial speech. The tweet data
were provided by the NTT DATA Corporation, which has a
real-time backup of Japanese firehose data from X Corporation
(formerly known as Twitter). Data access was granted to a few
collaborative research institutes, including the University of
Tokyo, and one of the authors was granted permission to use
the self-adaptive classification system to extract the data and
keywords [37].

Although applying a clustering approach for topic modeling
can be useful in grasping the topics discussed in the tweets, it
does not apply to our context wherein we were targeting
COVID-19 as the main subject and aiming to identify the
co-occurrence of events. Instead, we extracted co-occurrence
nouns and verbs from the obtained Corona no-sei tweets by
applying dependency analysis implemented in the system
developed by Yoshinaga et al [37-39]. We used the base-phrase
chunker to extract all tweets containing the Corona no-sei
keyword (“keyword” is bunsetsu in Japanese). The built-in
classifier then extracted the relevant verbs, nouns, and
verb-noun-pairs for users based on the nonstack dependency
parser, which achieved 99.01% accuracy in base-phrase
chunking and 92.23% accuracy in dependency parsing [37].
Researchers who did not use the system and database maintained
by the University of Tokyo could use the same tool published
by the laboratory Pecco and DepP [37-40]. To avoid
overinterpretation, we omitted tweets that described a disruption
of plans but did not include COVID-19–related keywords.

Analysis of the Keywords and its Correlation to the
COVID-19 Pandemic Trends
The contexts following Corona no-sei, which indicate a high
level of negative concern about COVID-19, frequently contain
verbs in the negative form and nouns associated with them. By
aggregating these nouns and verbs, we extracted information
on the restrictions imposed and the events or plans canceled
owing to the COVID-19 pandemic. This information enabled
us to capture the potential social and psychological impact of
disrupted life plans. Note that, by events or plans, we refer to
the specific type of occurrences (eg, university entrance exam)
rather than a certain event (eg, a pop singer’s concert in 2019).
The frequency of nouns and verbs in tweets containing Corona
no-sei was counted to identify the restrictions placed on people’s
lives.

To investigate the correlation between tweet volumes and
COVID-19 cases, we constructed transition diagrams for each.
In addition, Pearson correlation coefficients were also calculated.
Next, we examined the nouns and verbs co-occurring with
Corona no-sei over the entire study period and specifically on
the day with the highest tweet activity.

The cross-validation of the keywords and tweet contents was
performed by randomly extracting 20 tweets from the top 5 verb
and noun pairs and other keyword pairs that were deemed
worthy of discussion by the researchers. The tweet contents
were further annotated to ensure that they were aligned with
the researchers’ interpretations of keywords. We then discussed
the themes extracted by analyzing and cross-validating the
themes and noteworthy keywords.

JMIR Infodemiology 2024 | vol. 4 | e49699 | p.107https://infodemiology.jmir.org/2024/1/e49699
(page number not for citation purposes)

Kamba et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


Ethical Considerations
This study used publicly available data and did not handle
identifiable private information, meaning that it was exempt
from Institutional Review Board approval according to the
Ethical Guidelines for Research of the Japanese National
Government [41]. The NTT DATA Corporation obtained tweets
according to Twitter terms of service and approved the use of
the data for this study.

Results

Figure 1 shows the time trend of Corona no-sei tweets (blue
line) compared to the trend of positive cases (red line). There
were 3 states of emergency announcements within our targeted
period between February 1, 2020, and November 30, 2021,
which are highlighted in gray in Figure 1. The number of areas
under the state of emergency is indicated by the bar graph in
the upper part of the figure because the target areas were
changed during each state of emergency. The periods during
which the states of emergency were imposed roughly
corresponded to an increase in case numbers. Interestingly, the
announcement of a state of emergency was highly effective in
suppressing the number of cases. Regarding the spike caused
by the Tokyo Olympics (which took place between July 23,
2021, and August 8, 2021), the case number quickly dropped
to below 5000 per day within 3 months.

As the blue line indicates, the Corona no-sei tweets peaked in
March 2020, roughly before the first state of emergency was

announced and reached the second highest number when the
first state of emergency was imposed. After the first
announcement of the state of emergency, the number of tweets
using Corona no-sei showed a downward trend until the end of
our data collection period. There were a few instances of small
increases in Corona no-sei tweets before the second and third
states of emergency announcements, but overall, the number of
reported plan disruptions never reached the level observed
before the first state of emergency announcement. The scatter
plot for case numbers and the numbers of Corona no-sei tweets
is shown in Figure 2, with Pearson correlation coefficients of
0.86, 0.93, and 0.61, respectively, for the first, second, and third
states of emergency.

When compared with the number of the Corona no-sei tweets
during the entire period, the correlation between COVID-19
daily cases and the Corona no-sei was not very evident. We
were able to observe a slight increase of Corona no-sei tweets
before the case number started rising, but the extent of increase
in case numbers was disproportional to the extent of increase
in Corona no-sei tweets. Even though the number of cases
peaked in September 2021 during the third state of emergency,
there was only a slight increase in Corona no-sei tweets
compared to the high number of complaints at the very
beginning of the COVID-19 pandemic. This indicates that
Japanese residents might have adapted to the restrictions or
disruptions caused by the COVID-19 pandemic lockdown.

Figure 1. Trends in the number of Corona no-sei tweets and the number of patients with a COVID-19–positive result. The blue line indicates the
number of Corona no-sei tweets, and the red line indicates the number of positive COVID-19 cases.
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Figure 2. Scatter plot for COVID-19 case numbers and the number of Corona no-sei tweets for the first, second, and third state of emergency
announcements.

We further investigated the nouns and verbs in the tweets that
we sampled. Tables 1 and 2 show the number of tweets for the
top 20 nouns and verbs tweeted on February 28, 2020, when
the tweet number reached the highest level. Tables 3 and 4 show
the top 20 words (nouns and verbs) that co-occurred with
Corona no-sei tweets in descending order to highlight the most
disrupted activities or plans during our data aggregation period.
For nouns, here, Corona was excluded because it was a word
included in the query and was clearly the most frequently
detected. For nouns, the top 5 most frequently mentioned words
were work, abort, home, live, and friends after excluding the
words that indicate the grammatical tense. These keywords
indicated that, over a longer period, Japanese individuals started
developing concerns over their disrupted work and social life.
For verbs, go was the most frequent, but in the actual tweets, it
was sometimes used in the negative, and in the context, the verb
was unlikely to be used in the affirmative, so the verb was likely
used to indicate they cannot go even if it is in the affirmative
in this paper (Textbox 1). Hence, the top 5 mean go, can go
<negation>, look, meet <negation>, and get out. The results
show that there are restrictions on the actions of going, seeing,
and meeting as verbs. Compared with the single-day result on
February 28, 2020, the concern about work appeared as the top

5 in Tables 1 and 2, suggesting that Japanese individuals placed
clear emphasis on their work routines. In addition, the desire
for live concerts increased over the long run, making live concert
the fourth most frequently mentioned keyword in Table 1.
Coincidentally, concerns related to friends and missing
opportunities to meet up were also observed in both tables,
showing the disruption of social relationships and recreational
occasions. Both studies indicated that people regarded the
COVID-19 pandemic as the main cause of their disrupted plans
to hang out with friends or attend large public events. In addition
to activities, the keyword finding also reflected the concern of
resource shortage, such as toilet paper, masks, and even money,
which were critical in supporting daily lives or normal health
care practices.

Because the keywords indicated both long-term and short-term
concerns, we cross-validated the tweet contents by selecting
keyword pairs based on the top 5 keywords related to long-term
concerns and those related to short-term anxiety on material
shortage. A total of 160 tweets were randomly sampled based
on the following keyword pairs (20 tweets each): ライブ＋行
く／行けない (live concert+go/go<negation>); 家＋行く／
行けない (home+go/go<negation>); 友達＋行く／行けない

JMIR Infodemiology 2024 | vol. 4 | e49699 | p.109https://infodemiology.jmir.org/2024/1/e49699
(page number not for citation purposes)

Kamba et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


(friends+go/go<negation>); 中止＋行く／行けない
(cancel+go/go<negation>); 友達＋会う／会える
(friends+meet/can meet); 仕事＋行く／行けない
(work+go/go<negation>); トイレットペーパー＋なくなる

(toilet paper+vanish); and マスク＋なくなる (mask+vanish).
One of the authors annotated the tweets according to the themes
reflected by the keywords. Key findings are discussed in the
following section.

Table 1. The number of tweets with co-occurring nouns on February 28, 2020.

Tweets, n (%)Noun

2154 (14.55)graduation ceremony

1813 (12.25)cancel

1498 (10.12)school

1210 (8.17)work

775 (5.24)event

694 (4.69)live concert

667 (4.51)toilet paper

639 (4.32)part-time job

636 (4.3)school holiday

616 (4.16)friends

605 (4.09)disney

562 (3.8)postponement

553 (3.74)home

531 (3.59)mask

330 (2.23)new corona

328 (2.22)test

321 (2.17)tissue

318 (2.15)hoax

304 (2.05)company

250 (1.69)next month
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Table 2. The number of tweets with co-occurring verbs on February 28, 2020.

Tweets, n (%)Verb

3265 (20.15)disappear

1835 (11.33)go

1169 (7.22)rest

1044 (6.44)can go <negation>

862 (5.32)end

754 (4.65)go out

734 (4.53)look

711 (4.39)make effort

602 (3.72)buy

576 (3.56)cry

556 (3.43)vanish

524 (3.23)can meet <negation>

505 (3.12)play

501 (3.09)spring rest

499 (3.08)dies

491 (3.03)be told

441 (2.72)come

436 (2.69)think

378 (2.33)return

319 (1.97)crush
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Table 3. Noun words co-occurring with Corona no-sei in descending order.

NounOrder

work1

cancel2

home3

live concert4

friends5

event6

postponement7

stress8

school9

part-time job10

company11

new corona12

mask13

graduation ceremony14

hospital15

one person16

opportunity17

university18

family19

money20
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Table 4. Verb words co-occurring with Corona no-sei in descending order.

VerbOrder

go1

can go <negation>2

look3

meet <negation>4

get out5

lose6

make effort7

increase8

buy9

lose10

end11

come12

think13

meet14

rest15

can go16

decrease17

be told18

meet19

play20

Textbox 1. Examples of tweets posted on Twitter (Japanese tweets were translated into English).

Verb and example

• Go: “Due to COVID-19, the day I've been looking forward to going out with the guy I love has been postponed... I can't help it now and I'll accept
it, but I was looking forward to it.”

• Meet: “It doesn't feel like April at all due to COVID-19, but I can't wait for it to end so that we can all meet, eat, and shop together comfortably.
Six years already... I want to quit my job lol.”

Discussion

Principal Findings
Our findings revealed that the COVID-19 pandemic significantly
disrupted daily routines in Japan, particularly in terms of work,
education, social activities, and material shortages (with regard
to the temporary spike of anxiety). The findings from our study
correspond with numerous studies conducted in diverse
countries, highlighting the extensive impact of the COVID-19
pandemic on social life, economy, public mental health, and
education [5]. In this section, we discuss key findings across a
temporal spectrum, focusing on 4 crucial aspects: disruption of
work routines, public anxiety stemming from perceived resource
shortages, concerns regarding social relationships, and
interference with the curriculum.

Top Concerns
The impact of the COVID-19 pandemic on the labor market in
Japan is unequivocal, mirroring the challenges faced by

numerous countries. The pandemic necessitated a shift in work
dynamics with the unintended pilot of remote collaboration.
Notably, certain categories of Japanese workers, contingent on
their employment contracts, exhibited heightened susceptibility
to these alterations in work patterns. In our findings, the
keyword work demonstrated associations with part-time, abort,
and money, indicating that individuals expressing concerns
about their work conditions may grapple with job uncertainty,
stemming either from the part-time nature of their employment
or an abrupt reduction in income. This discovery aligns
seamlessly with prior research examining the repercussions of
the COVID-19 pandemic on Japan’s labor sector. As described
by Kikuchi et al [42] in their study, individuals in contingent
employment, along with women and those with lower income,
were notably susceptible. The shift toward teleworking and the
accompanying uncertainty about long-term income during the
COVID-19 pandemic had a disproportionately adverse impact
on these specific demographic groups [42]. Fukai et al [43]
endorsed these findings through extensive government statistical
analysis. According to their research, Japanese individuals
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employed part-time in service industries or compelled to take
leave or face job loss following the declaration of a state of
emergency were identified as particularly vulnerable groups
significantly affected by the COVID-19 pandemic [43].
Although the use of part-time or contingent workers has
traditionally been a standard practice for Japanese companies
seeking to optimize budget and resource allocation, the advent
of the COVID-19 pandemic has pushed issues related to work
to the forefront of public concern. Researchers caution that this
could potentially exacerbate inequality for susceptible
individuals unless actively addressed by government support
[44].

In summary, our findings provide substantial evidence for
concerns among Japanese internet users regarding job disruption,
employment disparities, and inadequate financial resilience.
Failing to address these issues during multiple states of
emergency, the Japanese government risks compromising the
equality within Japan’s labor market significantly. Interestingly,
a study conducted by Chen et al [27], who sampled 6535 Reddit
posts, identified strikingly identical subjects that propelled
nationwide anxiety in the United States. Notably, concerns about
career, finance, and the future were prevalent. However, our
research suggests that health and death concerns were not as
prominent in Japan, as observed in the study by Chen et al [27].
We hypothesized that the emphasis on collectivism and harmony
in Japanese society could shape individuals’ concerns during
crises (particularly in the case of a national crisis). For example,
apprehensions about not being perceived as “useful” or causing
“inconvenience” to others, possibly even relying on government
subsidies, were more pronounced than concerns related to health
and mortality.

Sudden and Perhaps Excessive Anxiety About Material
Shortage
The scarcity of certain items, including toilet paper, masks, and
tissues, as outlined in Table 1, emerged as a significant issue
in Japan. Our findings closely parallel earlier Twitter studies
investigating hoarding behaviors, particularly concerning toilet
paper [45]. Although initially observed in the United States,
panic buying for household goods rapidly became a global
phenomenon. Notably, toilet paper has emerged as a frequently
hoarded item, often signaling a surge in demand during natural
disasters [46,47]. Although the act of stockpiling toilet paper
may seem irrational and has been widely ridiculed on social
media, the adverse effects of bulk purchasing have not been as
severe. Social scientists may view this behavior as a coping
mechanism during a natural disaster [48]. Contrary to the
commonly perceived overhoarding of toilet paper, the mask
shortage was deemed a more severe public health crisis and a
direct threat to well-being. A 2020 agent-based simulation
conducted by Tatapudi et al [48] illustrated that universal mask
use could potentially reduce infections by 20% [49]. At the time
of the study, the total number of people infected by COVID-19
was 541 million, indicating that implementing universal mask
use could potentially spare 108 million cases. Numerous studies
have indicated a negative correlation between mask use and the
COVID-19 infection rate [44,50].

However, the situation in Japan presents a slightly different
scenario. The Japanese government faced criticism for a
perceived slow response to the awareness of mask shortages,
as the pandemic was considered relatively “under control” in
its early stages. As the mask crisis unfolded, many Japanese
citizens became concerned about their reliance on masks
manufactured abroad, prompting the government to take actions
to boost domestic mask production. Unfortunately, heightened
anxiety also led to the “Abenomasks” incident, wherein the
government faced backlash for stockpiling over 82 million
unused masks [51]. A crucial lesson learned from this incident
is that although social media serves as a critical channel for the
dissemination of news and raising public awareness, the
emotional contagion and overpromotion of a particular disaster
can backfire, impeding the rational coping mechanisms of
citizens and the decision-making processes of the government.
Our findings, along with those of numerous other studies,
indicate that further efforts are needed to develop effective
protocols for addressing the widely contagious anxiety stemming
from the dissemination of information about natural disasters
on social media.

Concerns About Social Relationships
Keywords pertaining to relationships, social life, and collective
events were prevalent in our analysis. For instance, the top 20
frequently occurring nouns associated with Corona no-sei
included friends, family, live, events, and one person. The most
frequent verbs in the context of Corona no-sei were go, can go
<negation>, meet <negation>, buy, meet, can go, and play. The
example in Table 4 illustrates how Japanese individuals linked
go and meet to their social events. While it may appear that
many tweets express concerns about social relationships, these
keywords actually reflect people venting their frustration about
being unable to meet and engage in activities together, rather
than indicating an actual loss of relationships. Interestingly, a
study by Goodwin and Takahashi [52] also yielded similar
findings. Most Japanese respondents in their survey gauging
perceptions of relationship quality during the COVID-19
pandemic indicated that there were no discernible changes in
their perceived relationship quality. Only a few reported that
their trust and relationship with communities had declined
compared to the prepandemic era [52]. There was also a report
indicating that students, due to reduced communication with
friends, face an increased risk of mental health problems [53].

These findings suggest that events, such as the COVID-19
pandemic, may lead individuals to experience heightened
anxiety and stress. While this emotional response could
temporarily disrupt their social activities and coping mechanisms
against trauma, it may not have a lasting impact on their
perceived relationship quality. In fact, the example tweets we
analyzed illustrated how individuals, despite feeling frustrated,
expressed eagerness to resume their social activities after the
pandemic. Hence, we argue that concerns about relationship
disruption may be transient and serve as a positive signal
prompting individuals in Japan to actively nurture their
relationships. As suggested by the study conducted by Goodwin
and Takahashi [52], dedicating additional time to
communication, particularly in the context of romantic
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relationships, could further enhance the quality of these
connections [42].

Concern for Education Discontinuation
The peak volume of tweets was recorded on February 28, 2020,
coinciding with the government’s announcement of the
simultaneous closure of all elementary, junior high, and senior
high schools in Japan. In fact, in the most frequent nouns and
verbs shown in Tables 1 and 2, the top words related to the
simultaneous closure of schools were graduation ceremony,
cancel, lose, rest, and go <negation>, all of which reflected
Japanese citizens’ concerns about the discontinuation of
education, the cancelation of the graduation ceremony, and
missing school classes. It is essential to note that in Japan, the
graduation ceremony typically takes place in March and the
new school and work year commences in April. Despite the
Japanese government’s earnest efforts to mitigate the spread of
COVID-19, as scrutinized by scientists, the decision to close
schools in Japan did not yield a substantial impact on preventing
the spread of COVID-19. Instead, it deprived children of
valuable learning and developmental opportunities [54].
Moreover, with the closure of schools, there was a surge in the
demand for digital education or internet-based learning
platforms. However, many schools and student households were
ill-equipped to handle this impromptu shift to an internet-based
education system. As discussed in detail by Iwabuchi et al [55],
the unequal distribution of resources among schools in Japan
further intensified the digital learning disparities brought about
by the COVID-19 pandemic–induced school closures. The more
well-funded private and prefecture-sponsored schools had often
already implemented or could quickly set up the necessary
e-learning system to cope with the lack of face-to-face lecturing.
However, most public schools were forced to send learning
materials to students by mail, risking a huge learning gap
between students in private and public schools. The long-term
impact on students’ physical and mental development remains
uncertain, given that most schools were able to resume normalcy
after the lifting of the state of emergency. A study conducted
by Nishimura et al [56] on medical students clearly indicated a
deterioration in subjective mental well-being.

Concerns were also observed regarding web-based alternatives,
with growing apprehensions that they fail to adequately
substitute the essential in-person learning and hands-on field
practice integral to medical education. The diverse concerns
reflected in education-related keywords in Table 1 suggest that
many Japanese individuals transitioned their focus from
one-time events, such as graduation ceremony and school
holiday, to longer-term mental and societal impacts, such as
opportunity, stress, and university. This shift implies that the
long-term effects would take time to manifest compared to
short-term disruptions of specific incidents, such as a graduation
ceremony. Further studies are crucial to monitor and unveil a
complete picture of this disruption.

Long- and Short-Term Concerns and the Impact on
the Society
Following the World Health Organization’s official declaration
that COVID-19 was no longer considered a global health
emergency on May 4, 2023, individuals who survived now faced

a familiar daily life with some changes that were difficult to
imagine in the prepandemic era. However, there is still an impact
on society that can be challenging to trace and monitor. The
economic repercussion, such as inflation and tumbling currency
values in Japan, are gradually occurring. Schoolchildren who
have lost education for almost 1 year are bracing for their future
growth. An increasing number of companies are eager to get
talent to opt in for remote working styles to attract employees
who were reluctant to return to city offices. Individuals are
probably no longer worried about toilet paper but will gradually
sense the subtle shifting of their workstyles, social styles, and
even learning styles. However, due to the limitations of our
data, we were not able to speculate about the postpandemic
future. Our discussion offers possible clues to further trace the
causes of societal changes. The profound effects of the
COVID-19 pandemic on society and public health require
further investigation and monitoring.

Limitations and Future Work
It should be noted that our study had some limitations in
extracting data from social platforms such as Twitter. One
limitation is the lack of geolocation metadata. Although we
capitalized on the language exclusivity of Japanese tweets and
the domestic majority to extract representative samples of
Japanese citizens, it is important to note that there may be some
minor contributions from Japanese speakers residing outside
Japan. This limitation should be considered when interpreting
the findings of this study. Another limitation arises from the
bias present on Twitter, as its use is lower among older adults
compared to the younger population. To mitigate this bias,
stratified analysis is necessary to account for the effects of age.
However, the current system lacks age data. Consequently, the
results should be interpreted with the awareness that the
perspectives of the older adults are underrepresented.

Because the purpose of this study was to derive an interruption
schedule, we specifically targeted verbs and nouns to better
represent social connections (families and friends), locations,
events, subjects, and actions, rather than using adjectives or
phrases that might focus on emotional descriptions or concrete
situations. This approach limited our options for
sentiment-related analysis methods or topic modeling, which
could reveal emotional reactions instead of generic events and
the involvement of close connections. Although people’s
sentiments were deemed beyond the scope of this study, in
future studies, we would like to analyze how people’s sentiments
have changed through sentiment analysis [57]. With the
introduction of transformer-based large language models, such
as bidirectional encoder representations from transformers and
text-to-text transfer transformers, more contextual and in-depth
understanding and analysis might be made available for
researchers in social media data. This should be considered in
future studies.

We also did not address concerns regarding the safety of
cybersecurity during the work-from-home period during the
pandemic. We noticed that in the United States, data breaches
and the security of the work environment were one of the top
concerns [58]; however, based on our current results, there was
no direct implication on this aspect in Japan during the
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COVID-19 pandemic. This will be considered in our future
work.

Conclusions
Overall, by adding the analysis on Corona no-sei to the
conventional symptom-based monitoring, we were able to
identify the underlying concerns at the peak of the disruption
and across the whole-time span of the 3 announcements of state
of emergency. Our findings and a comparison of the tweets
against COVID-19 case numbers yielded rich insights into
people’s short- and long-term concerns and potential aspects of
societal impact caused by the announcements of the state of
emergency. Although more studies from different fields would
help to reveal the whole landscape of social and psychological
impact caused by COVID-19, we believed that the keywords

reflected in Corona no-sei tweets provided more nuanced
descriptions of real-life problems Japanese individuals faced
during the COVID-19 pandemic and revealed the development
of different concerns in response to the change of policies.

Timely communication of analysis results is crucial, especially
when dealing with issues of significant social impact, such as
a global pandemic. A delay in delivering results can hinder
decision-making processes and require substantial resources to
recover from the initial losses caused by poor decisions. For
policy makers, especially the Japanese government, this study
reflects the opinions of citizens and should be considered when
reviewing the effectiveness and suitability of a policy as well
as assessing further measures to support those impacted during
the pandemic.
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Abstract

Background: Health misinformation on social media can negatively affect knowledge, attitudes, and behaviors, undermining
clinical care and public health efforts. Therefore, it is vital to better understand the public’s experience with health misinformation
on social media.

Objective: The goal of this analysis was to examine perceptions of the social media information environment and identify
associations between health misinformation perceptions and health communication behaviors among US adults.

Methods: Analyses used data from the 2022 Health Information National Trends Survey (N=6252). Weighted unadjusted
proportions described respondents’perceptions of the amount of false or misleading health information on social media (“perceived
misinformation amount”) and how difficult it is to discern true from false information on social media (“perceived discernment
difficulty”). Weighted multivariable logistic regressions examined (1) associations of sociodemographic characteristics and
subjective literacy measures with misinformation perceptions and (2) relationships between misinformation perceptions and
health communication behaviors (ie, sharing personal or general health information on social media and using social media
information in health decisions or in discussions with health care providers).

Results: Over one-third of social media users (35.61%) perceived high levels of health misinformation, and approximately
two-thirds (66.56%) reported high perceived discernment difficulty. Odds of perceiving high amounts of misinformation were
lower among non-Hispanic Black/African American (adjusted odds ratio [aOR] 0.407, 95% CI 0.282-0.587) and Hispanic (aOR
0.610, 95% CI 0.449-0.831) individuals compared to White individuals. Those with lower subjective health literacy were less
likely to report high perceived misinformation amount (aOR 0.602, 95% CI 0.374-0.970), whereas those with lower subjective
digital literacy were more likely to report high perceived misinformation amount (aOR 1.775, 95% CI 1.400-2.251). Compared
to White individuals, Hispanic individuals had lower odds of reporting high discernment difficulty (aOR 0.620, 95% CI
0.462-0.831). Those with lower subjective digital literacy (aOR 1.873, 95% CI 1.478-2.374) or numeracy (aOR 1.465, 95% CI
1.047-2.049) were more likely to report high discernment difficulty. High perceived misinformation amount was associated with
lower odds of sharing general health information on social media (aOR 0.742, 95% CI 0.568-0.968), using social media information
to make health decisions (aOR 0.273, 95% CI 0.156-0.479), and using social media information in discussions with health care
providers (aOR 0.460, 95% CI 0.323-0.655). High perceived discernment difficulty was associated with higher odds of using
social media information in health decisions (aOR 1.724, 95% CI 1.208-2.460) and health care provider discussions (aOR 1.389,
95% CI 1.035-1.864).

Conclusions: Perceptions of high health misinformation prevalence and discernment difficulty are widespread among social
media users, and each has unique associations with sociodemographic characteristics, literacy, and health communication behaviors.
These insights can help inform future health communication interventions.
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Introduction

Background
The Pew Research Center estimates that approximately 72% of
Americans use social media [1], and research suggests that
social media is widely used for health-related purposes
specifically [2]. Social media has become an important venue
for the exchange of health-related information and advice [3].
In 2019, 41% of internet users in the United States reported
watching health-related YouTube videos, and 17% reported
sharing health information on social networking sites [4]. Social
media can help people find and access more useful and
personally relevant information, facilitate the exchange of social
support, and aid with disease management efforts [3]. However,
while social media can make health information more accessible,
the use of social media for health information seeking can also
create the risk of harm through exposure to misinformation.

Defined as “health-related information that is false, inaccurate,
or misleading according to the best available evidence at the
time,” health misinformation is increasingly recognized as a
threat to public health [5,6] (note that this definition includes
disinformation, or false information that is created and spread
with the intent to deceive, as a subset of misinformation [7]).
Although health misinformation is not a new phenomenon,
social media facilitates the rapid spread of falsehoods [6],
thereby exacerbating the potential negative impact of
misinformation on both individual and population health. Certain
features of social media platforms, such as incentives that reward
the sharing of content that receives more engagement, can result
in a focus on sharing emotionally charged or provocative content
rather than accurate content [6,8]. Additionally, algorithms that
suggest content to users are often based on past engagement
behavior, which can reinforce echo chambers, whereby users
who engage with misinformation increasingly encounter further
misinformation [6,8].

Many studies have documented substantial health-related
misinformation on social media across a range of topics
(including tobacco products, drugs, and vaccines) [9], and
research increasingly suggests that social media misinformation
can have a negative impact on health-related attitudes, behaviors,
and outcomes. For example, Pierri et al [10] found that the
prevalence of COVID-19 vaccine misinformation on Twitter
(now rebranded as X) was related to higher levels of vaccine
hesitancy and lower vaccination uptake rates in the United States
even after accounting for political and sociodemographic factors.
Furthermore, their causality analysis suggested a directional
relationship between social media misinformation and vaccine
hesitancy, with a lag of approximately 2 to 6 days from
misinformation being posted in a county to a corresponding
increase in vaccine hesitancy in that county [10]. Further
evidence of a causal relationship between exposure to
misinformation and health-related attitudes and intentions is
provided by a randomized controlled trial conducted in the

United States and the United Kingdom, which showed that
exposure to misinformation in the form of social media posts
decreased the number of respondents who said that they would
“definitely” take the COVID-19 vaccine by approximately 6
percentage points relative to the control group [11].

While there is a growing body of research examining the
prevalence of misinformation on social media, as well as the
association between social media misinformation and
health-related outcomes, little work to date has focused on
understanding how individuals perceive misinformation on
social media or how these perceptions impact behavior. Surveys
conducted over the past few years show that many US adults
believe that much of the news they see on social media is false
or inaccurate [12,13]. This is significant because studies have
shown that misinformation perceptions impact communication
behaviors. For example, a study conducted in Germany found
higher self-perceived exposure to “fake news” to be associated
with more frequent engagement in information verification
behaviors on Facebook [14]. Meanwhile, a study conducted on
Amazon Mechanical Turk found that perceiving fake news to
have a greater influence on others than on oneself (ie, the
third-person effect) was associated with lower intent to share
news obtained from social media (either online or offline) [15].

Studies also suggest that perceptions of misinformation
prevalence are associated with attitudes toward health
issues—for example, one cross-sectional study found
perceptions of high misinformation prevalence to be correlated
with worry about COVID-19 [16]. Notably, the study found
neither a significant association between actual misinformation
prevalence (as measured using the “Infodemic Risk Index,”
which produces frequency estimates of misinformation on
Twitter by country) and worry about COVID-19 nor an
interaction between actual misinformation prevalence and
perceived prevalence in explaining pandemic worry [16]. This
suggests critical psychological and cognitive effects of
misinformation perceptions independent of actual
misinformation prevalence (and separate from misinformation
endorsement or belief) [16].

In addition to assessing perceptions of misinformation
prevalence, assessing people’s confidence in their ability to
detect misinformation is important because confidence can
affect the way people make subsequent judgments [17]. For
example, confidence can determine whether an individual acts
on their initial judgment or seeks out additional information
[18]. Confidence levels also affect a person’s willingness and
ability to defend their assessments such that individuals who
are able to discern true from false information—and are
confident about their judgments—are more resistant to
misinformation [18]. A person’s perceptions about their ability
to accurately detect misinformation can also influence their
perceptions about their capacity to manage health issues or make
health decisions. For example, Park et al [19] found that people
who had higher confidence in their ability to distinguish between
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true and false COVID-19 information also had higher
COVID-19 risk readiness perceptions (ie, felt that they had a
“handle on the issues and developments surrounding the
coronavirus outbreak”). Unfortunately, confidence can also be
easily undermined, particularly when an individual is unsure
about the validity of the material they are considering or lacks
the necessary skills or literacy competencies to feel secure in
their assessment [17].

Beyond obtaining a better understanding of misinformation
perceptions and how they impact cognitive and behavioral
processes and outcomes, it is also important to assess whether
these perceptions vary by sociodemographic or other
characteristics to identify groups that may be more vulnerable
to misinformation and in need of more targeted efforts. For
example, the trial conducted by Loomba et al [11] showed that
some groups were differentially affected by exposure to
misinformation—in the United States, female individuals were
found to be less resistant to misinformation than male
individuals, whereas those with lower incomes were found to
be more resistant. Additionally, a survey conducted by the Pew
Research Center in 2016 found that White individuals were
more likely than Black and Hispanic individuals to say that they
often saw fake political news online, and those with annual
incomes of at least US $75,000 were more likely to report seeing
fake news compared to those who made less than US $75,000
per year [20]. Findings regarding demographic differences in
perceived ability to discern true from false information are more
mixed. The Pew survey found that confidence in detecting fake
political news did not differ significantly by sociodemographic
characteristics (such as age, gender, income, or race) [20],
whereas the study conducted by Park et al [19] found education
and income to be significant predictors of confidence in
distinguishing true from false information about COVID-19.
Furthermore, a large survey experiment conducted by Sirlin et
al [21] found digital literacy (as measured by familiarity with
internet-related terms and attitudes toward technology as well
as understanding of social media algorithms) to be an important
predictor of the ability to discern truths from falsehoods when
judging headline accuracy for both political and COVID-19
articles. Taken together, these findings demonstrate the
importance of assessing how perceptions of health
misinformation and misinformation discernment vary by
sociodemographic characteristics and literacy. Although research
regarding vulnerability to misinformation remains mixed (eg,
with regard to age, sex, and income) [22], the potential impact
of social media misinformation on health disparities is an
important issue that requires ongoing attention.

Study Aims
Because misinformation perceptions can affect attitudes and
behaviors, a better understanding of the public’s perceptions of
health misinformation on social media and their ability to detect
it, as well as possible subgroup differences in such perceptions,
is needed. Toward that end, this study analyzed data from the
National Cancer Institute’s 2022 Health Information National
Trends Survey (HINTS 6) to (1) assess the prevalence of 2
distinct misinformation-related perceptions—perceived amount
of health misinformation on social media and perceived ability
to distinguish true from false health information on social

media—(2) identify sociodemographic factors associated with
these health misinformation perceptions; and (3) explore
associations between these misinformation perceptions and
health communication behaviors, including information sharing,
health decision-making, and communicating with health care
providers.

Methods

Data and Sample Selection
HINTS is a nationally representative, cross-sectional,
self-administered survey of civilian, noninstitutionalized US
adults aged ≥18 years. Data for HINTS 6 (N=6252) were
collected between March 7, 2022, and November 8, 2022, using
questionnaires administered via mailed paper or web-based
surveys. The overall response rate for HINTS 6 was 28.1%.
Respondents who reported that they did not use social media
(1211/6252, 19.37%) were excluded from the analyses, resulting
in a starting analytic sample of 5041. Details regarding the
design of HINTS 6, including methodology, sampling, and
weighting procedures, have been published elsewhere [23].

Ethical Considerations
HINTS 6 received approval from the Westat Institutional
Review Board on May 10, 2021 (6632.03.51), and was
designated as non–human subjects research by the National
Institutes of Health Office of Human Subjects Research on
August 16, 2021 (000626). Respondents’return of the completed
survey indicated consent to participate.

Measures

Social Media Health Misinformation Perceptions
A total of 2 social media misinformation–related perceptions
were measured. Perceived amount of misinformation on social
media (“perceived misinformation amount”) was assessed with
the following item: “How much of the health information that
you see on social media do you think is false or misleading?”
Response options were none, a little, some, a lot, and I do not
use social media (as noted previously, those who selected “I do
not use social media” in response to this item were excluded
from the analyses).

Perceived difficulty distinguishing true from false information
on social media (“perceived discernment difficulty”) was
measured by assessing agreement with the following
statement—“I find it hard to tell whether health information on
social media is true or false”—among respondents who reported
social media use. Response options were strongly agree,
somewhat agree, somewhat disagree, and strongly disagree.

Health Communication Behaviors Related to Social
Media Use
Information sharing on social media was assessed using two
items that asked how often in the previous 12 months
respondents (1) “share[d] personal health information on social
media” and (2) “share[d] general health-related information on
social media (for example, a news article).” Response options
were almost every day, at least once a week, a few times a
month, less than once a month, and never.
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Respondents’ use of information encountered on social media
was assessed through reported agreement with 2 items: “I use
information from social media to make decisions about my
health” and “I use information from social media in discussions
with my healthcare provider.” Response options were strongly
agree, somewhat agree, somewhat disagree, and strongly
disagree.

Sociodemographic Characteristics
Sociodemographic variables included (1) educational level
(categorized as high school degree or lower, some college or
vocational training, and college graduate or higher), (2) sex
(male or female), (3) age (18-24 years, 25-34 years, 35-44 years,
45-54 years, 55-64 years, and ≥65 years), (4) race or ethnicity
(non-Hispanic White; non-Hispanic Black/African American;
Hispanic; and non-Hispanic other, which included non-Hispanic
American Indian or Alaska Native, non-Hispanic Asian,
non-Hispanic Native Hawaiian or other Pacific Islander, and
non-Hispanic multiple races), (5) annual household income
(<US $20,000, US $20,000-<$35,000, US $35,000-<$50,000,
US $50,000-<$75,000, US $75,000-<$100,000, and ≥US
$100,000), and (6) geographic residence (urban or rural based
on the 2013 Rural-Urban Continuum Codes).

Literacy Measures
Subjective health literacy was assessed using the following
item: “How confident are you filling out medical forms by
yourself?” Response options were very [confident], somewhat
[confident], a little [confident], and not at all [confident]. This
measure is one of the brief screening questions identified by
Chew et al [24] for detecting inadequate or marginal health
literacy among adults. Subjective digital literacy was assessed
using the following item: “How confident are you that you can
find helpful health resources on the Internet?” Response options
were completely confident, very confident, somewhat confident,
a little confident, and not at all confident. This measure was
adapted from the eHealth Literacy Scale [25]. Subjective
numeracy was assessed using the following item: “In general,
how easy or hard do you find it to understand medical
statistics?” Response options were very easy, easy, hard, and
very hard. This item, which is part of the STAT-Confidence
scale developed by Woloshin et al [26], has been shown to be
a strong predictor of scores on the Newest Vital Sign measure
(an objective measure of health literacy and numeracy) [27].

Statistical Analysis
To account for the complex sampling design of HINTS, analyses
were conducted in SAS (version 9.4; SAS Institute) using final
sample weights to obtain population-level point estimates and
a set of 50 replicate weights to compute accurate variance
estimates [23]. Frequencies and survey-weighted unadjusted
proportions were used to describe the distributions of perceived
misinformation amount and perceived discernment difficulty.

In total, 2 weighted multivariable logistic regression models
examined associations of sociodemographic characteristics and
literacy measures with perceived misinformation amount and
perceived discernment difficulty. For these analyses, perceived
misinformation amount was dichotomized to reflect high

perceived misinformation amount (a lot) versus low perceived
misinformation amount (none, a little, or some) to facilitate
comparison between those who perceived misinformation to be
a significant problem in the information environment and those
who did not. Furthermore, only a relatively small proportion of
respondents felt that “none” or only “a little” of the information
they saw on social media was false or misleading, whereas over
a third of the sample reported that “a lot” of the information
they saw was false or misleading. Perceived discernment
difficulty was dichotomized as high (strongly agree or somewhat
agree) versus low (somewhat disagree or strongly disagree).
Additionally, subjective health literacy was dichotomized as
high (very [confident] or somewhat [confident]) versus low (a
little [confident] or not at all [confident]), digital literacy was
dichotomized as high (completely confident or very confident)
versus low (somewhat confident, a little confident, or not at all
confident), and numeracy was dichotomized as high (very easy
or easy) versus low (hard or very hard).

A total of 4 additional weighted multivariable logistic regression
models tested associations of high versus low perceived
misinformation amount and high versus low perceived
discernment difficulty with communication behaviors related
to social media use (ie, sharing personal health information on
social media, sharing general health information on social media,
using information from social media to make health decisions,
and using information from social media in discussions with
health care providers) adjusted for sociodemographic
characteristics and dichotomized literacy measures. The 2
information-sharing behavior measures were dichotomized as
ever shared (almost every day, at least once a week, a few times
a month, or less than once a month) versus never shared,
whereas the 2 social media information use items were
dichotomized as agreement (strongly agree or somewhat agree)
versus disagreement (somewhat disagree or strongly disagree).
Sensitivity analyses tested the interaction of perceived
misinformation amount and discernment difficulty in predicting
these communication outcomes, but this interaction was not
statistically significant in any of the models.

Adjusted analyses used complete case analysis, with valid
analytic samples reported in tables corresponding to each
analysis. Descriptive information on missing data for each
variable is publicly available on the HINTS website [28]. Tests
of significance were conducted at the P<.05 level.

Results

Prevalence of Social Media Health Misinformation
Perceptions
As shown in Figure 1, over one-third of American social media
users (35.61%) perceived “a lot” of misinformation on social
media (ie, expressed high perceived misinformation amount),
whereas only a very small percentage (1.54%) perceived that
“none” of the health information they see is false or misleading.
Figure 2 shows that approximately two-thirds of American
social media users agreed that they find it hard to tell whether
health information on social media is true or false (ie, endorsed
high discernment difficulty).

JMIR Infodemiology 2024 | vol. 4 | e51127 | p.123https://infodemiology.jmir.org/2024/1/e51127
(page number not for citation purposes)

Gaysynsky et alJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


Figure 1. Weighted proportions of perceived health misinformation amount among American social media users.

Figure 2. Weighted proportions of perceived discernment difficulty among American social media users.

Predictors of Social Media Health Misinformation
Perceptions

Perceived Misinformation Amount
As shown in Table 1, individuals who were non-Hispanic
Black/African American (compared to non-Hispanic White
individuals; adjusted odds ratio [aOR] 0.407, 95% CI
0.282-0.587) or Hispanic (compared non-Hispanic White
individuals; aOR 0.610, 95% CI 0.449-0.831) or who had lower

subjective health literacy (vs those with higher health literacy;
aOR 0.602, 95% CI 0.374-0.970) were less likely to report high
perceived misinformation amount. Comparatively, respondents
with lower subjective digital literacy were more likely to report
high misinformation amount (vs those with higher digital
literacy; aOR 1.775, 95% CI 1.400-2.251). Age, sex, educational
level, income, geographic residence, and numeracy were not
statistically significantly related to perceived amount of
misinformation.
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Table 1. Predictors of social media health misinformation perceptions.

Perceived discernment difficultyb (n=4205),
adjusted odds ratio (95% CI)

Perceived misinformation amounta (n=4218),
adjusted odds ratio (95% CI)

Independent variable

Age (y; reference: 18-24)

0.485 (0.289-0.816)c0.745 (0.403-1.376)25-34

0.487 (0.311-0.763)0.859 (0.495-1.491)35-44

0.624 (0.384-1.014)0.772 (0.410-1.454)45-54

0.605 (0.369-0.990)0.790 (0.425-1.468)55-64

0.841 (0.525-1.346)0.688 (0.384-1.232)≥65

Sex (reference: male)

1.077 (0.871-1.331)1.037 (0.791-1.358)Female

Educational level (reference: high school or lower)

1.210 (0.882-1.660)1.206 (0.867-1.677)Some college or vocational training

0.871 (0.632-1.200)1.144 (0.809-1.618)College graduate or higher

Race or ethnicity (reference: non-Hispanic White)

0.620 (0.462-0.831)0.610 (0.449-0.831)Hispanic

0.830 (0.596-1.156)0.407 (0.282-0.587)Non-Hispanic Black/African American

1.126 (0.788-1.607)0.977 (0.662-1.442)Non-Hispanic other

Annual household income (reference: <US $20,000)

1.016 (0.640-1.614)1.283 (0.747-2.202)US $20,000-$34,999

1.061 (0.678-1.659)1.039 (0.613-1.760)US $35,000-$49,999

1.058 (0.740-1.512)1.619 (0.968-2.709)US $50,000-$74,999

1.459 (0.932-2.283)1.693 (0.996-2.880)US $75,000-$99,999

1.245 (0.870-1.780)1.469 (0.910-2.369)≥US $100,000

Geographic residence (reference: urban)

1.109 (0.769-1.600)1.012 (0.770-1.331)Rural

Health literacy (reference: high health literacy)

1.230 (0.829-1.824)0.602 (0.374-0.970)Low health literacy

Digital literacy (reference: high digital literacy)

1.873 (1.478-2.374)1.775 (1.400-2.251)Low digital literacy

Numeracy (reference: high numeracy)

1.465 (1.047-2.049)1.030 (0.771-1.376)Low numeracy

aThe probability modeled was odds of high perceived misinformation amount (a lot) in reference to low perceived misinformation amount (none, a
little, or some).
bThe probability modeled was odds of reporting high perceived discernment difficulty (strongly agree or somewhat agree) in reference to low perceived
discernment difficulty (somewhat disagree or strongly disagree).
cItalicized values are statistically significant (P<.05).

Perceived Discernment Difficulty
As shown in Table 1, there were differences in perceived
discernment difficulty by age—adults aged 25 to 34 years, 35
to 44 years, and 55 to 64 years were less likely to report high
discernment difficulty compared to those aged 18 to 24 years,
whereas adults aged 45 to 54 years and those aged ≥65 years
did not differ significantly from the youngest age group.
Hispanic individuals (vs non-Hispanic White individuals; aOR
0.620, 95% CI 0.462-0.831) were less likely to report high

discernment difficulty. Those with lower (vs higher) subjective
digital literacy (aOR 1.873, 95% CI 1.478-2.374) or lower (vs
higher) subjective numeracy (aOR 1.465, 95% CI 1.047-2.049)
were more likely to report high discernment difficulty. The
associations between perceived discernment difficulty and sex,
educational level, income, geographic residence, and health
literacy were not statistically significant.
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Associations Between Social Media Health
Misinformation Perceptions and Communication
Behaviors
After adjusting for sociodemographic characteristics and literacy
measures, individuals who perceived high (vs low) levels of
social media misinformation were less likely to report sharing
general health information on social media (aOR 0.742, 95%
CI 0.568-0.968), using social media information to make health
decisions (aOR 0.273, 95% CI 0.156-0.479), and using social
media information in discussions with health care providers

(aOR 0.460, 95% CI 0.323-0.655). Perceived misinformation
amount was not significantly associated with sharing personal
health information on social media (Table 2).

Individuals with high (vs low) perceived discernment difficulty
were more likely to report using information from social media
to make health decisions (aOR 1.724, 95% CI 1.208-2.460) and
in discussions with health care providers (aOR 1.389, 95% CI
1.035-1.864). Perceived discernment difficulty was not
significantly associated with sharing personal or general health
information on social media.

Table 2. Adjusted odds ratio (aOR) and 95% CI of health information sharing and social media information use by social media health misinformation

perceptionsa.

Using social media informa-
tion in discussions with

health care providerse

(n=4174), aOR (95% CI)

Using social media informa-
tion to make health deci-

sionsd (n=4177), aOR (95%
CI)

Sharing general health

informationc (n=4159),
aOR (95% CI)

Sharing personal health infor-

mationb (n=4136), aOR (95%
CI)

Social media misinformation
perception

0.460 (0.323-0.655)0.273 (0.156-0.479)0.742 (0.568-0.968)g0.803 (0.591-1.092)High perceived misinforma-

tion amountf

1.389 (1.035-1.864)1.724 (1.208-2.460)1.100 (0.878-1.379)1.163 (0.862-1.570)High perceived discernment

difficultyh

aAnalyses were adjusted for age, sex, educational level, race or ethnicity, income, geographic residence, health literacy, digital literacy, and numeracy.
bThe probability modeled was odds of having ever shared personal information on social media (shared almost every day, at least once a week, a few
times a month, or less than once a month in the past 12 months) in reference to having never shared.
cThe probability modeled was odds of having ever shared general information on social media (shared almost every day, at least once a week, a few
times a month, or less than once a month in the past 12 months) in reference to having never shared.
dThe probability modeled was odds of using social media information for making health decisions (strongly agree or somewhat agree) in reference to
not using social media information for making health decisions (strongly disagree or somewhat disagree).
eThe probability modeled was odds of using social media information in discussions with health care providers (strongly agree or somewhat agree) in
reference to not using social media information in discussions with health care providers (strongly disagree or somewhat disagree).
fHigh perceived misinformation amount=thinking that a lot of the health information on social media is false or misleading; low perceived misinformation
amount=thinking that none, a little, or some of the health information on social media is false or misleading.
gItalicized values are statistically significant (P<.05).
hHigh perceived discernment difficulty=strongly or somewhat agreeing that it is hard to tell whether health information on social media is true or false;
low perceived discernment difficulty=strongly or somewhat disagreeing that it is hard to tell whether health information on social media is true or false.

Discussion

Principal Findings
This study examined 2 misinformation-related perceptions
among social media users (perception of the amount of health
misinformation on social media and perceived ability to
distinguish true from false health information on social media)
to better understand the prevalence of these perceptions,
subgroup differences in these perceptions, and how these
perceptions are related to health communication behaviors. The
study found that over one-third of social media users perceived
their information environment to contain “a lot” of misleading
or false content, and two-thirds expressed difficulty discerning
true from false information on social media, with significant
variation in these perceptions by sociodemographic
characteristics and self-reported literacy skills. The analysis
also showed that perceiving a high amount of misinformation
on social media was related to lower information sharing on
social media and lower use of social media information in
discussions with providers and in health decisions, whereas
difficulty distinguishing true from false information was

associated with higher use of social media information in
discussions with providers and health decisions. These results
suggest that understanding misinformation perceptions could
help inform health communication interventions and efforts to
mitigate the impact of web-based misinformation, and that
different approaches may be needed in response to each of these
misinformation perceptions.

A substantial proportion of American social media users
reported that “a lot” of the health information they see on social
media is false or misleading, and this perception varied by race
and ethnicity, as well as subjective measures of literacy.
Non-Hispanic Black/African American and Hispanic individuals
were less likely to say that “a lot” of the health information they
see on social media is false or misleading. Because this analysis
relied on self-report measures, it is not possible to ascertain
whether minority groups are actually less exposed to social
media misinformation (eg, due to the nature of their web-based
networks) or if they are less aware that the information they are
seeing is, in fact, false. However, the reasons behind these
differences in misinformation perceptions and the potential for
these differences to exacerbate health disparities deserve further
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attention given that Black and Hispanic individuals use social
media at higher rates than White individuals [1] and substantial
proportions of individuals in these groups report regularly
obtaining their news from social media platforms [29].
Additional research that attempts to triangulate user perceptions
with the social media content they encounter [30] could help
shed light on the unique impact of objective and subjective
social media experiences.

The analysis also found that individuals with lower digital
literacy were more likely to report that “a lot” of the health
information they see on social media is false or misleading,
whereas those with lower health literacy were less likely to do
so. This may be because individuals who self-report low
confidence in their ability to find helpful resources on the web
are more aware of content quality issues on the internet
(including on social media), whereas reporting low subjective
health literacy (eg, expressing difficulty filling out medical
forms) may not be similarly related to concerns about the online
information environment. In fact, a small study conducted in
Europe found that participants with low health literacy (as
measured using the Newest Vital Sign) had higher scores on
the eHealth Literacy Scale, suggesting that they perceived
themselves to have higher digital literacy than those in the high
health literacy group [31]. The authors hypothesized that this
finding might reflect differences in awareness of the issue of
web-based health information quality between those with high
versus low health literacy as well as differences in knowledge
and use of established information evaluation criteria [31].

This study also revealed that approximately two-thirds of
American social media users find it hard to tell whether health
information on social media is true or false. High levels of
discernment difficulty among the public are concerning. Low
confidence in one’s ability to distinguish true from false
information could result in lower motivation to seek additional
information [19], apathy, and confusion, which could lead to
negative health outcomes not just because people might act on
misinformation but also because they may fail to act on accurate
information or adhere to public health recommendations.
Research suggests that self-efficacy (ie, judgments regarding
how well one can execute a course of action required to deal
with a prospective situation) plays an important role in how
people select and evaluate information in web-based
environments [32]. Individuals with higher self-efficacy may
be better able to make accurate credibility assessments because
they are more motivated to engage in deep cognitive processing
and critical thinking [32], whereas those with lower self-efficacy
may avoid engaging in extensive evaluations of information
credibility, especially in contexts characterized by uncertainty
and ambiguity, as they may not feel that they have a high
likelihood of achieving desirable outcomes and, therefore, may
experience negative affect (eg, anxiety, frustration, and
confusion) in response to these situations [32]. However,
although some research suggests that confidence in one’s ability
to spot misinformation is associated with better performance in
accurately distinguishing false from accurate news [32], the
evidence is somewhat limited, and further research combining
both subjective perceptions of ability and objective measures
of ability is needed in order to investigate the impact of

confidence on the way in which individuals navigate health
information on social media.

Beyond generally high rates of discernment difficulty, this
analysis also identified differences in perceived discernment
ability in certain demographic subgroups. Specifically, adults
aged 25 to 34 years, 35 to 44 years, and 55 to 64 years were
less likely than those in the youngest age group to report
discernment difficulty, and Hispanic individuals reported less
discernment difficulty compared to non-Hispanic White
individuals. Higher confidence in discernment ability among
these groups could be justified (eg, slightly older adults may be
just as technologically savvy as young adults but also have more
experience and therefore may be better equipped to make
accurate credibility assessments); however, it is also possible
that discernment confidence in these groups is misplaced, which
would be a cause for concern as it might mean that individuals
in these groups are less likely to verify information that might
be false (eg, through additional research or by speaking to a
health care provider), potentially putting them at greater risk of
acting on false information. Additional research is needed to
better understand why these groups express higher levels of
confidence in their discernment ability.

In contrast, those with lower digital literacy and those with
lower numeracy were more likely to report high discernment
difficulty. This is perhaps not surprising as research has shown
lack of digital literacy to be associated with lower objective
ability to successfully judge the accuracy of news stories [21],
suggesting that individuals with lower digital literacy may be
aware of their limitations in this area. Therefore, digital literacy
skills as well as health information evaluation abilities may be
important targets for interventions seeking to increase resiliency
against misinformation—particularly among more susceptible
groups.

The results of this analysis also indicated an association between
health misinformation perceptions and distinct behavioral
patterns. For example, individuals who perceived high levels
of misinformation were less likely to share general health
information on social media (perhaps because they are more
aware of the problem and are more hesitant to share information
that could be false), whereas self-reported discernment difficulty
was not similarly associated with sharing behaviors on social
media. This finding is in line with the results of previous
research showing that confidence in one’s ability to identify
factually incorrect information is not significantly associated
with likelihood of sharing misinformation [32,33]. Some studies
suggest that accuracy may not be the most important factor that
people consider when making sharing decisions [34,35], which
may help explain why uncertainty about the veracity of
information does not significantly influence sharing behavior.
Research has shown that interventions that prime individuals
to consider accuracy when making sharing decisions on social
media could be a promising way to mitigate the spread of
misinformation [35], and the results of this analysis suggest that
this strategy deserves further attention.

Additionally, the results of this study showed that individuals
who perceived high levels of misinformation were less likely
to use social media information in making health decisions or
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in discussions with health care providers. It is possible that,
because these individuals perceive high amounts of health
misinformation on social media, they are skeptical of the
information they encounter on these platforms and, therefore,
do not rely on it to inform either their conversations with health
care providers or their health decision-making. In contrast,
individuals who reported difficulty distinguishing between true
and false information on social media were more likely to use
information from these platforms in making health decisions
and in discussions with health care providers, perhaps because
they seek assistance from their health care providers in assessing
the credibility of the information. These findings were somewhat
counterintuitive, and future research exploring how and why
individuals who report high discernment difficulty use the
information they encounter on social media in health-related
decisions and discussions could help provide important insights
that are beyond the scope of this analysis. For example,
exploring whether these individuals are asking for clarification
about social media information in discussions with providers
versus seeking a “second opinion” on social media after
speaking to their clinicians would provide important context to
these findings and could help inform how providers can best
communicate with patients about information obtained from
social media.

Significance
This study offers a unique contribution to our understanding of
social media misinformation by focusing on perceptions of the
issue rather than objective assessments of misinformation
prevalence, exposure, endorsement, or discernment. Assessing
perceptions is important because perception of widespread
misinformation on social media, as well as perceptions of
personal ability to navigate misinformation in web-based spaces,
can affect attitudes and behaviors—over and above the impact
of actual exposure or ability [16]. In fact, individuals who report
high perceived misinformation are likely less susceptible to the
direct effects of misinformation (as individuals who characterize
a claim as “misinformation” are unlikely to accept it or act on
it); however, as demonstrated in this study as well as in previous
work, misinformation perceptions can still shape their responses
and behaviors [16].

Notably, there are limitations to using self-reported measures
of perception—for example, it is impossible to know whether
people’s perceptions are an accurate reflection of “the ground
truth” (ie, whether a lot of the social media information they
are exposed to really is or is not false and whether they are really
capable of discerning the veracity of social media information)
[20]. However, there is still value in assessing these perceptions
to obtain a high-level understanding of the public’s views on
the scope of the problem and the extent to which it affects them
as well as their judgment of their own capacity to cope with the
problem. In the context of political misinformation, individuals
who perceived a lot of exposure to misinformation were more
likely to believe that misinformation is a serious problem that
creates a lot of confusion about the basic facts of current issues
and events and were also more confident in their ability to
identify misinformation [20]. Perceptions of the information
environment can also impact attitudes and behaviors in ways
that are important to health [19]—for example, people may feel

overwhelmed and discouraged from seeking additional
information about a health topic or develop inaccurate risk
perceptions. Additionally, the differences in misinformation
perceptions by demographics and literacy levels identified in
this study are concerning as they threaten to increase disparities
among vulnerable populations. However, while perceptions are
important in and of themselves, future research could benefit
from including both subjective and objective measures of the
information environment to better understand the unique
contribution of each construct and provide a more
comprehensive understanding of how people respond to social
media information.

Nonetheless, the results of this study suggest several practical
measures that could help mitigate the impact of misinformation
on social media. First, they point to specific populations that
may benefit from targeted interventions. For example, those
who perceived “a lot” of misinformation on social media were
less likely to use this information in health decision-making,
suggesting that interventions that raise awareness of information
quality issues on social media could limit the extent to which
individuals rely on questionable information from social media
to make health decisions. These efforts may be especially
impactful among groups who are less likely to report perceiving
high amounts of misinformation on social media (eg,
Black/African American and Hispanic individuals and
individuals with lower health literacy). Additionally, the finding
that those who express high discernment difficulty still use
information from social media to make health decisions suggests
that these individuals should be targeted for training
interventions that can increase their ability to discern
misinformation to (1) ensure that they are relying on accurate
information to make these decisions and (2) increase their
confidence in their ability to navigate the social media
information environment. For example, instructional programs
that train people to recognize misinformation techniques have
been shown to increase their awareness of these tactics as well
as confidence in their ability to successfully deal with
misinformation [36]. Furthermore, increasing confidence in
discernment ability may itself be a viable target for encouraging
careful evaluation of information and increasing resilience to
misinformation. For example, Ferrucci and Hopp [37] found
that a short intervention providing positive verbal persuasion
regarding participants’ ability to identify false information on
social media increased fake news self-efficacy and that higher
self-efficacy beliefs were in turn associated with ability to
correctly classify both credible and “fake” news headlines in
an information accuracy assessment task.

Second, the finding that those who express high discernment
difficulty are more likely to have discussions with health care
providers regarding social media health information suggests
a need for training aimed at providers to support them in
effectively helping patients navigate the information they
encounter on the web (eg, teaching providers how to invite these
conversations, address misinformation with empathy, and
empower patients by recommending accurate sources of
information) [38,39]. Research suggests that providers rarely
initiate conversations about web-based health information
seeking with patients [40,41], but the results of this study
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indicate that asking about patients’perceptions and use of social
media health information could be helpful to incorporate into
patient-provider conversations.

Although this study looks at individual-level perceptions and
has implications for individual-level interventions (eg, increasing
digital literacy), the onus should not be solely on individuals
(or providers) to address the problem of social media
misinformation. Social media platforms could take steps to
decrease the amount of misinformation that users are exposed
to in the first place and make it easier for them to discern true
from false information (eg, through the use of fact-checking
labels and account verification). However, in the absence of
these types of more systematic changes in the social media
environment, individuals will likely be left to navigate the
increasingly confusing information landscape on their own and
will need to be supported in their efforts, for example, through
campaigns to raise awareness of the issue (particularly among
vulnerable populations), training on information evaluation
strategies and common misinformation techniques, and
encouragement to discuss social media health information with
providers and others with relevant expertise. These interventions
can be deployed in both web-based and offline contexts (eg,
through video advertisements on social media platforms [42]
or through educational services delivered in health care settings
[43]).

Limitations
This study has several limitations. First, the cross-sectional
nature of HINTS data precludes causal inferences from being
drawn about observed relationships between variables. Second,
the misinformation measures included in this analysis are
subjective perception items. As such, there is no way to
determine the objective truth about a respondent’s actual
misinformation exposure or their ability to differentiate true
from false information. However, even if they do not reflect
objective reality, perceptions are valuable to assess because
they enable a better understanding of the public’s views on the
scope of the misinformation problem and their capacity to cope
with it and can help shed light on the way in which perceptions
of the information environment shape health-related attitudes
and behaviors. Third, the lack of information on certain aspects
of respondents’ social media experiences and behaviors (eg, the
specific platforms they use) is a limitation of this analysis—and
reflects a disadvantage of using a national health communication
survey that includes only a limited number of items regarding

social media use due to space constraints. Finally, the response
rate for HINTS 6 (28.1%) was relatively low, which may
introduce bias into the data [44]. However, methodological
research suggests that the impact of low response rates on data
quality may be less significant than previously assumed [44].
Despite these limitations, this analysis provides an important
contribution to the broader health misinformation literature as
there has been limited research to date focusing on perceptions
of misinformation, particularly outside the context of
COVID-19.

Conclusions
Many social media users in the United States perceive high
levels of misinformation on social media and report difficulty
discerning true from false information. This is concerning
because perceptions of high misinformation prevalence could
increase negative affect (eg, anxiety and worry) regarding health
issues, whereas low discernment confidence could result in
apathy, confusion, and lower motivation to seek additional
information. The fact that health misinformation perceptions
were found to vary across race, ethnicity, age, and literacy levels
may suggest a need to raise awareness about misinformation
and provide training for certain populations (eg, those with low
health literacy) to ensure that they approach the information
environment with sufficient skepticism and are better able to
verify the health claims they see on social media. Finally, the
associations between misinformation perceptions and social
media–related communication behaviors found in this study
can help inform future research as well as health communication
interventions and misinformation mitigation efforts. For
example, the finding that individuals who have low confidence
in their discernment ability are more likely to use social media
information to make health decisions and in discussions with
health care providers suggests that they may benefit from
providers assisting them in navigating and verifying web-based
information.

Although a growing body of literature focusing on social media
misinformation has emerged in recent years, to date, very little
work has been done to look at subjective assessments of the
problem of misinformation. This study provides initial insights
into the prevalence, disparities, and potential impact of social
media misinformation perceptions. However, more research is
needed to understand how perceptions of misinformation affect
the public’s health-related cognitions, attitudes, communication
behaviors, and outcomes.
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Abstract

Background: TikTok is one of the most-used and fastest-growing social media platforms in the world, and recent reports
indicate that it has become an increasingly popular source of news and information in the United States. These trends have
important implications for public health because an abundance of health information exists on the platform. Women are among
the largest group of TikTok users in the United States and may be especially affected by the dissemination of health information
on TikTok. Prior research has shown that women are not only more likely to look for information on the internet but are also
more likely to have their health-related behaviors and perceptions affected by their involvement with social media.

Objective: We conducted a survey of young women in the United States to better understand their use of TikTok for health
information as well as their perceptions of TikTok’s health information and health communication sources.

Methods: A web-based survey of US women aged 18 to 29 years (N=1172) was conducted in April-May 2023. The sample
was recruited from a Qualtrics research panel and 2 public universities in the United States.

Results: The results indicate that the majority of young women in the United States who have used TikTok have obtained health
information from the platform either intentionally (672/1026, 65.5%) or unintentionally (948/1026, 92.4%). Age (959/1026,
93.47%; r=0.30; P<.001), education (959/1026, 93.47%; ρ=0.10; P=.001), and TikTok intensity (ie, participants’ emotional
connectedness to TikTok and TikTok’s integration into their daily lives; 959/1026, 93.47%; r=0.32; P<.001) were positively
correlated with overall credibility perceptions of the health information. Nearly the entire sample reported that they think that
misinformation is prevalent on TikTok to at least some extent (1007/1026, 98.15%), but a third-person effect was found because
the young women reported that they believe that other people are more susceptible to health misinformation on TikTok than they
personally are (t1025=21.16; P<.001). Both health professionals and general users were common sources of health information
on TikTok: 93.08% (955/1026) of the participants indicated that they had obtained health information from a health professional,
and 93.86% (963/1026) indicated that they had obtained health information from a general user. The respondents showed greater
preference for health information from health professionals (vs general users; t1025=23.75; P<.001); the respondents also reported
obtaining health information from health professionals more often than from general users (t1025=8.13; P<.001), and they were
more likely to act on health information from health professionals (vs general users; t1025=12.74; P<.001).

Conclusions: The findings suggest that health professionals and health communication scholars need to proactively consider
using TikTok as a platform for disseminating health information to young women because young women are obtaining health
information from TikTok and prefer information from health professionals.

(JMIR Infodemiology 2024;4:e54663)   doi:10.2196/54663
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credibility perceptions; health information; health misinformation; information seeking; misinformation perceptions; public
health; social media; strategic communication; third-person effect; TikTok
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Introduction

Background
As one of the most-used and fastest-growing social media
platforms in the world, TikTok has drastically changed
American culture [1,2]. The social media platform, which allows
users to create and watch short-form videos ranging in length
from 15 seconds to 10 minutes, has >150 million active users
in the United States and is expected to reach 955 million users
worldwide by 2025 [3,4]. This rapid popularity has caught the
attention of health communication scholars and practitioners
because the platform is a vehicle for finding and disseminating
information, including health-related content [5,6]. According
to the Pew Research Center, the number of adults in the United
States who regularly get news from TikTok has more than
tripled (from 3% in 2020 to 10% in 2022). Adults aged <30
years are the most likely group, with a third (32%) of adults
aged 18 to 29 years saying that they regularly get their news
from TikTok [7].

Americans turned to the internet to find health information
during the COVID-19 pandemic, and medical professionals and
health institutions met them on TikTok, delivering
pandemic-related information and recommendations [5]. The
presence of health-related content has extended beyond
COVID-19–related information and includes a wide range of
health topics such as cervical cancer screening, chronic
pulmonary obstructive disease, diabetes, mental health, and
more [8-11]. Studies examining the engagement with this
content [10,11] suggest that users like finding health information
on the platform. A recent survey of 2000 Americans conducted
by the prescription savings company CharityRx found that 1 in
5 Americans turns to TikTok for advice before going to their
physician. Of the participants belonging to Generation Z,
specifically, 1 in 3 reported obtaining health information from
TikTok [12].

TikTok’s concise video format encourages users to convey their
message in a brief yet engaging way, while the relaxed
atmosphere and the capacity to engage with viewers facilitate
a more intimate and authentic form of communication [13].
These videos may be especially memorable (and thus influential)
because viewers can retrieve both visual and verbal information
that they have processed and stored while watching the videos
[14]. Social media platforms have the power to spread credible,
useful health information [8]. However, recent research has
indicated that 1 in 5 TikTok videos likely contains
misinformation [15], and fact-checking has been found to be
uncommon on social media [16]. Consequently, as young
women turn to TikTok for health information, they may
encounter both the beneficial aspects and drawbacks of this
accessible platform. For these reasons, we suggest the need for
a better empirical understanding of the extent to which young
women are obtaining health information on TikTok and their
associated perceptions and behaviors related to the information
they encounter.

Objectives
In light of the popularity of TikTok, we conducted a survey of
young women (assigned female sex at birth) in the United States

to better understand their use of the social media platform for
health information as well as their perceptions of the platform’s
health information and related communication sources. We
focus on women aged 18 to 29 years for this study because
women make up the majority of TikTok users in the United
States and because survey data have revealed that users aged
18 to 19 years and 20 to 29 years were the 2 largest age groups
using TikTok during the time period that this study was
conducted [17,18]. Furthermore, it has been suggested that
women may be especially affected by health information on
TikTok. Mainstream news programs (eg, Good Morning
America on the ABC network) have anecdotally reported that
many young women turn to TikTok for health information and
that obstetrician-gynecologists and other physicians have
developed TikTok brands specifically to reach these users [6].
According to prior research, young women’s involvement with
social media significantly influences their perceptions and
behaviors concerning their health [19]; women are more likely
to look for health information, including via the internet [20,21];
and women tend to have a leading role in the majority of
decisions for their families’ health [22].

Specifically, we first sought to explore how often young women
are intentionally and unintentionally obtaining health
information from TikTok and their top reasons for obtaining
health information from the platform. Second, we explored their
perceptions of credibility (ie, the perceived credibility of TikTok
health information overall) and misinformation in relation to
the health information they see on TikTok, as well as their
frequency of verifying the health information they see. Within
this, we asked questions about perceived susceptibility to health
misinformation on TikTok to see if a third-person effect might
exist. The third-person effect is a communication theory that
suggests that people tend to perceive that messages in the media
have a greater effect on other people than on themselves [23],
which, in the context of misinformation on TikTok, could cause
young women to underestimate the potential impact of
misinformation on their own health-related decisions and
behaviors. Third, we explored perceptions and behaviors related
to the top 2 types of sources that share health information on
TikTok (health professionals and general users). In terms of
perceptions, we examined how often young women obtain
information from these sources, how much they prefer to obtain
information from these sources, and how credible they perceive
the information from these sources to be (ie, the perceived
credibility of TikTok health information from health
professionals and the perceived credibility of TikTok health
information from general users). For behaviors related to these
source types, we examined whether the young women have
acted on health information they obtained from these sources,
their likelihood of acting on health information from these
sources in the future, and their likelihood of fact-checking
information from these sources. In exploring each of these 3
areas, we also examined whether the women’s age, highest level
of education, and level of TikTok intensity (defined as their
emotional connectedness to TikTok and TikTok’s integration
into their daily lives) had a relationship with their use of TikTok
as a source of health information.
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Altogether, this study seeks to help both health communication
researchers and practitioners by illuminating the role that TikTok
plays in young women’s acquisition of health information in
the United States.

Methods

Design and Sample
A web-based survey of US women (assigned female sex at birth)
aged 18 to 29 years (N=1172) was conducted between April
and May 2023. While the sample was focused on individuals
who were assigned female sex at birth, we also asked about
their gender identity (refer to the Results section). The sample
was recruited using a Qualtrics research panel as well as
convenience sampling at 2 public universities in the United
States.

Ethical Considerations
The institutional review boards at the University of
Nebraska-Lincoln (IRB 20230122526EX) and the University
of Missouri (IRB 2095651) approved the study. Respondents
recruited via the Qualtrics panel were compensated in agreement
with their Qualtrics contract, and the respondents recruited at
the universities were compensated with course credit.

Procedure
The study began with a web-based informed consent form that
briefly explained the purpose of the study and gave the survey
respondents information about the study’s investigator, the
expected length of the survey, and how their data would be used
(for the reporting of aggregate data) and stored (in a
password-protected electronic format). Respondents then
answered screening questions, and respondents who were not
assigned female sex at birth and not aged 18 to 29 years were
excluded from the survey. After passing the eligibility criteria,
respondents were asked whether they had ever used TikTok to
either watch or post videos. The respondents who had used
TikTok were then asked about their average amount of use,
whether they had ever intentionally used TikTok to look for
advice or information about their health or health care (and
whether they had done so in the past 3 months), and whether
they had ever unintentionally been exposed to health information
on TikTok. From here, the questions they saw depended upon
whether they had ever seen health information (intentionally or
unintentionally) on TikTok.

All respondents who had ever used TikTok (n=1026) responded
to items measuring reasons for health-related TikTok use; the
perceptions of health misinformation on TikTok; the use of,
and preference for, particular sources (health professionals and
general users) of health information on TikTok; the perceived
credibility of health information from health professionals and
general users on TikTok; the likelihood of acting on health
information obtained from health professionals and general
users on TikTok; and the likelihood of fact-checking health
information from health professionals and general users on
TikTok.

Respondents who had seen health information on TikTok
(n=959) additionally responded to items measuring their

perceived credibility of the health information they have seen
overall on TikTok and their verification of the health information
they have seen on TikTok. Respondents who had ever received
health information on TikTok from either source of interest
(health professionals or general users) were also asked about
whether they had acted on health information from these
sources.

Finally, all participants (N=1172) responded to items measuring
TikTok intensity (ie, their emotional connectedness to TikTok
and TikTok’s integration into their daily lives) and answered
demographic questions, including their highest level of
education, race, and ethnicity.

Measures

Using TikTok as a Health Information Source

Frequency of Use

Respondents were asked whether they had ever used TikTok
(either to watch or to post videos). The respondents who had
used TikTok were asked to indicate their average amount of
use, using the following options: less than once a month, once
a month, once a week, a few times a week, once a day, more
often than once a day. The respondents who had ever used
TikTok were also asked whether they had ever used TikTok to
look for advice or information about their health or health care
(selecting yes or no). Those who selected yes were asked how
often they intentionally use TikTok to obtain health information,
and all respondents who had ever used TikTok were asked how
often they unintentionally obtain health information on TikTok
(hourly, daily, weekly, monthly, less often, or not at all).

Reasons for Health-Related TikTok Use

Respondents indicated their reasons for health-related TikTok
use by indicating their level of agreement (ranging from
1=strongly disagree to 7=strongly agree) with 10 different
statements (eg, “I like to get health information from TikTok
because it can help me to maintain a healthy lifestyle”) adapted
from prior research [24-26] (refer to the Results section).

Credibility, Misinformation, and Verification of Health
Information on TikTok

Perceived Credibility of TikTok Health Information Overall

Using the 7-point scale (ranging from 1=not at all to
7=extremely) for media credibility developed by Flanagin and
Metzger [27], respondents rated how believable, accurate,
trustworthy, biased (reverse coded), and complete they perceive
health information on TikTok, overall, to be. Specifically, the
respondents were asked, “To what degree do you rate the health
information provided on TikTok?” The 5 items were averaged
to create a perceived credibility score for each respondent (mean
4.48, SD 1.28; Cronbach α=0.90).

Misinformation Perceptions

For the perceptions of misinformation, respondents were asked
to indicate on a 7-point scale how prevalent they think health
misinformation is on TikTok (ranging from 1=not prevalent at
all to 7=very prevalent; mean 5.14, SD 1.42), how serious they
think the impact of health misinformation on TikTok is (ranging
from 1=not serious at all to 7=very serious; mean 5.57, SD
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1.46), and how susceptible they think they are to the influence
of health misinformation on TikTok (ranging from 1=not
susceptible at all to 7=very susceptible; mean 4.07, SD 1.75;
adapted from the study by Chang [28]). In addition, to explore
the possibility of a third-person effect, the respondents were
asked to indicate how susceptible (ranging from 1=not
susceptible at all to 7=very susceptible) they think others (eg,
the public; mean 5.26, SD 1.46) are to the influence of health
misinformation on TikTok (adapted from the study by van der
Meer et al [23]). Participants were also asked about their
self-perceived direct experience with health information on
TikTok with the following item (adapted from the study by
Chang [28]): “Have you encountered health misinformation on
TikTok in the past? (yes, no, or unsure).”

Verification of Health Information on TikTok

Using a scale adapted from the study by Flanagin and Metzger
[27], respondents indicated on a 7-point scale (ranging from
1=never to 7=always) how often they performed 6 different
verification behaviors (eg, “Check to see if the information is
current”) when seeing health information on TikTok. The scores
for the 6 items were averaged to create a verification of TikTok
health information score for each respondent (mean 4.83, SD
1.53; Cronbach α=0.92).

Health Professionals and General Users as Sources of
Health Information on TikTok

Source Preferences

Using a 7-point scale (ranging from 1=not at all to 7=very often),
respondents indicated how often they obtain health information
from health professionals on TikTok (mean 5.04, SD 1.83) and
how often they obtain health information from general users on
TikTok (mean 4.55, SD 1.89). In addition, using a 7-point scale
(ranging from 1=don’t prefer them at all to 7=prefer them a
lot), respondents were asked to indicate how much they prefer
to obtain health information from health professionals on TikTok
(mean 5.65, SD 1.75) and how much they prefer to obtain health
information from general users on TikTok (mean 4.08, SD 1.96).

Perceived Credibility of TikTok Health Information From
Health Professionals and General Users

In addition to measuring the respondents’ perceived credibility
of TikTok health information overall, we also measured the
respondents’ perceived credibility of the 2 sources of interest
(health professionals and general users) using the 7-point scale
for media credibility developed by Flanagin and Metzger [27].
Specifically, we asked, “To what degree do you rate the health
information provided by health professionals (eg, a doctor or
nurse) on TikTok?” and “To what degree do you rate the health
information provided by general users (someone like you) on
TikTok?” Respondents rated how believable, accurate,
trustworthy, biased (reverse coded), and complete they believe
the health information on TikTok to be from each of these
sources. The scores for each of the 5 items were averaged for
each of the source types such that each respondent had a score
for the perceived credibility of TikTok health information from
health professionals (mean 5.16, SD 1.18; Cronbach α=0.90)
and the perceived credibility of TikTok health information from
general users (mean 3.95, SD 1.54; Cronbach α=0.94).

Acting on Health Information

Respondents’ likelihood of acting on health information was
measured with items adapted from the study by Hu and Shyam
Sundar [29]. Using a 7-point scale (ranging from 1=not at all
likely to 7=extremely likely), respondents indicated how likely
they are to act on health information from a health professional
on TikTok (mean 4.50, SD 1.79) and from a general user on
TikTok (mean 3.96, SD 1.89). Respondents were also asked
whether they ever have acted on health information provided
on TikTok by a health professional or general user.

Fact-Checking Information

Respondents were asked, on a scale ranging from 1=not at all
likely to 7=very likely, to rate how likely they are to fact-check
health information on TikTok from a health professional (mean
4.88, SD 1.80) and a general user (mean 5.37, SD 1.83).

Audience Characteristics

TikTok Intensity

Scores for TikTok intensity were created using an adapted form
of the scale for Facebook intensity developed by Ellison et al
[30]. The scale was created to measure how emotionally
connected participants are to the social media platform as well
as the extent to which the platform is part of their everyday
lives. This TikTok-modified version of the scale (ranging from
1=strongly disagree to 7=strongly agree) asked respondents to
rate their agreement with the following six items: (1) “TikTok
is part of my everyday life,” (2) “I am proud to tell people I’m
on TikTok,” (3) “TikTok has become part of my daily routine,”
(4) “I feel out of touch when I haven’t logged into TikTok for
a while,” (5) “I feel I am part of the TikTok community,” and
(6) “I would be sorry if TikTok shut down.” The scores of the
6 items were averaged to create TikTok intensity scores for each
respondent who had reported ever having used TikTok (mean
4.91, SD 1.49; Cronbach α=0.90).

Survey Questionnaire and Descriptive Statistics

The full survey questionnaire and descriptive statistics for each
variable across the student and Qualtrics samples can be found
in Multimedia Appendix 1 and Multimedia Appendix 2,
respectively.

Data Analysis
Statistical analyses were performed using SPSS software
(version 29.0; IBM Corp). Descriptive analyses were conducted
to describe the respondents’ frequency of TikTok use, frequency
of intentional and unintentional exposure to health information
on TikTok, reasons for health-related TikTok use, beliefs about
encountering health misinformation, perceptions of
misinformation on TikTok, frequency of performing verification
behaviors on TikTok, frequency and preferences related to
obtaining health information from health professionals and
general users on TikTok, and frequency of acting on TikTok
health information.

Bivariate correlational analyses were conducted to examine the
relationships that credibility perceptions (the perceived
credibility of TikTok health information overall, the perceived
credibility of TikTok health information from health
professionals, and the perceived credibility of TikTok health
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information from general users), misinformation perceptions,
verification behaviors, the likelihood of acting on TikTok health
information, and the likelihood of fact-checking TikTok health
information had with the respondents’ age, highest level of
education, and level of TikTok intensity. In addition, bivariate
correlational analyses were conducted to examine the
relationship between respondents’ perceived credibility of
TikTok health information overall and their likelihood of acting
on the health information. For these correlational analyses, a
correlation was considered weak if the correlation coefficient
was between −0.4 and 0.4. A correlation was considered
moderate if the correlation coefficient was between −0.8 and
−0.4 or between 0.4 and 0.8. A correlation was considered strong
if the correlation coefficient was between −1 and −0.8 or
between 0.8 and 1.

Finally, paired samples t tests (2-tailed) were conducted to
observe the statistical differences between respondents’
perceived susceptibility of health misinformation on TikTok
for themselves versus for others, frequency of obtaining health
information on TikTok from health professionals versus general
users, preference for obtaining health information on TikTok

from health professionals versus general users, perceived
credibility of TikTok health information from health
professionals versus general users, likelihood of acting on
TikTok health information from health professionals versus
general users, and likelihood of fact-checking TikTok health
information from a health professional versus a general user.

Results

Overview
A total of 1172 qualified responses were collected, with the
average age of the sample being 22.82 (SD 3.15) years. A little
more than half of the participants came from the Qualtrics panel
(636/1172, 54.27%), and the rest were recruited through the
universities (536/1172, 45.73%). The majority of the sample
identified as White (910/1172, 77.65%), and most of the sample
reported having used TikTok (1026/1172, 87.54%).
Approximately half of the participants reported using TikTok
more often than once a day (615/1172, 52.47%). Further
demographic information is included in Table 1, and the full
list of demographic questions can be found in Multimedia
Appendix 1.
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Table 1. Respondent demographics (N=1172).

Participants, n (%)Characteristics

Race

3 (0.26)American Indian or Alaska Native

16 (1.37)Asian

117 (9.98)Black or African American

57 (4.86)Native Hawaiian or Pacific Islander

910 (77.65)White

53 (4.52)Other

16 (1.37)Prefer not to answer

Ethnicity

13 (1.11)Cuban

109 (9.3)Mexican, Mexican American, or Chicana

11 (9.39)Puerto Rican

98 (8.36)Other Spanish, Hispanic, or Latina

919 (78.41)Not Spanish, Hispanic, or Latina

22 (1.88)Prefer not to answer

Education

17 (1.45)Less than high school

207 (17.66)High school graduate or equivalent (eg, GEDa)

509 (43.43)Some college

90 (7.68)2-year degree

224 (19.11)4-year degree

68 (5.8)Professional or master’s degree

57 (4.86)Doctorate

Self-identified gender

1154 (98.46)Woman

4 (0.34)Transgender

11 (0.94)Nonbinary

2 (0.17)Gender fluid

1 (0.09)Other

Frequency of TikTok use

146 (12.46)Never

58 (4.95)Less than once a month

50 (4.27)Once a month

60 (5.12)Once a week

108 (9.22)A few times a week

135 (11.52)Once a day

615 (52.47)More often than once a day

aGED: General Educational Development test.
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Using TikTok as a Health Information Source

Frequency of Use
Of the 1026 respondents who had used TikTok before, 672
(65.5%) reported that they had intentionally used TikTok to
look for advice or information about their health or health care,
while 948 (92.4%) reported that they had unintentionally

received health information or advice on TikTok. Of the 1026
respondents who had ever used TikTok, 582 (56.73%) reported
having intentionally used TikTok to look for advice or
information about their health or health care in the last 3 months.
A breakdown of the frequency of intentional and unintentional
exposure to health information on TikTok is provided in Table
2.

Table 2. Frequency of using TikTok intentionally and unintentionally as a source of health information among respondents who had ever used TikTok
(n=1026).

Participants, n (%)Questions and responses

Frequency of intentional use of TikTok to obtain health information

29 (2.83)Hourly

108 (10.53)Daily

143 (13.94)Weekly

168 (16.37)Monthly

190 (18.52)Less often

388 (37.82)Not at all

Frequency of unintentional exposure to health information on TikTok

38 (3.7)Hourly

232 (22.61)Daily

363 (35.38)Weekly

172 (16.76)Monthly

143 (13.94)Less often

78 (7.6)Not at all

Reasons for Health-Related TikTok Use
Of the 10 reasons presented for health-related TikTok use,
obtaining advice from others with the same disease or health
condition (mean 5.29, SD 1.54), receiving social support from
others (mean 5.29, SD 1.57), and gaining knowledge about a

disease they had been diagnosed with (mean 5.01, SD 1.59)
were the most agreed upon reasons. The least agreed upon
reason for health-related TikTok use was communicating with
physicians (mean 4.06, SD 1.86). Table 3 shows the mean and
SD of the level of agreement for each of the 10 reasons.

Table 3. Reasons for health-related TikTok use among respondents who had ever used TikTok (n=1026).

Level of agreementa, mean (SD)I like to get health information from TikTok because...

4.92 (1.60)It can help me to maintain a healthy lifestyle.

4.81 (1.67)It can help me determine whether I need to see a doctor.

4.65 (1.72)It can provide me with more information after I’ve seen my doctor.

4.79 (1.65)It can help me find different options for treatment or maintenance of my health condition(s).

5.01 (1.59)I can gain knowledge about a disease I’ve been diagnosed with.

5.29 (1.54)I can obtain advice from other patients with the same disease or health condition as me.

5.29 (1.57)I can receive social support from others.

4.06 (1.86)I can communicate with physicians.

4.59 (1.81)I can interact in real time with TikTok users.

4.53 (1.71)I can obtain immediate health information and make use of it.

aRespondents indicated their level of agreement using a 7-point scale (ranging from 1=strongly disagree to 7=strongly agree).

JMIR Infodemiology 2024 | vol. 4 | e54663 | p.139https://infodemiology.jmir.org/2024/1/e54663
(page number not for citation purposes)

Kirkpatrick & LawrieJMIR INFODEMIOLOGY

XSL•FO
RenderX

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


Credibility, Misinformation, and Verification of Health
Information on TikTok

Perceived Credibility of TikTok Health Information
Overall
With a mean of 4.48 (SD 1.28) on a 7-point scale, the credibility
perceptions were moderate. A positive correlation was found
(959/1026, 93.47%; r=0.30; P<.001) between the perceived
credibility of health information on TikTok overall and the
respondents’ age. Older participants tended to perceive the
content as more credible. A positive correlation was also found
(959/1026, 93.47%; ρ=0.10; P=.001) between the perceived
credibility of health information on TikTok overall and the
respondents’ highest level of education, with respondents with
greater education tending to rate the health information on
TikTok as more credible. There was a positive correlation
(959/1026, 93.47%; r=0.32; P<.001) between TikTok intensity
and the perceived credibility of TikTok health information
overall. Respondents with higher TikTok intensity scores tended
to have greater perceived credibility of health information on
TikTok overall.

Misinformation Perceptions
Approximately half (563/1026, 54.87%) of the respondents who
had used TikTok indicated that they believe that they have
personally encountered health misinformation on the platform
at some point, and only 1.85% (19/1026) of the sample stated
that they think that health misinformation is not prevalent at all
on TikTok. Table 4 shows the levels of perceived prevalence,

severity, and susceptibility of health misinformation on TikTok
reported by the respondents who had used TikTok.

There was a weak but significant negative correlation between
age and the perceived seriousness of health misinformation on
social media (1026/1172, 87.54%; r=−0.07; P=.04). There was
not a significant relationship between age and perceived
prevalence (1026/1172, 87.54%; r=−0.06; P=.05) or perceived
susceptibility (1026/1172, 87.54%; r=−0.02; P=.50). There was
not a significant relationship between the respondents’ highest
level of education and the perceived prevalence (1026/1172,
87.54%; ρ=−0.008; P=.81), the perceived seriousness
(1026/1172, 87.54%; ρ=0.01; P=.66), or the perceived
susceptibility of health misinformation on TikTok (1026/1172,
87.54%; ρ=0.04; P=.17).

There was a weak but significant positive relationship between
respondents’ TikTok intensity scores and perceived seriousness
(1026/1172, 87.54%; ρ=0.07; P=.02) and perceived
susceptibility (1026/1172, 87.54%; ρ=0.07, P=.02) such that
respondents with high TikTok intensity scores tended to perceive
greater seriousness and susceptibility of health misinformation
on TikTok. There was not a significant relationship between
TikTok intensity scores and the perceived prevalence of health
misinformation on TikTok (1026/1172, 87.54%; ρ=0.03; P=.29).

The results also showed that respondents perceive other people
(mean 5.26, SD 1.46) as more susceptible to health
misinformation on TikTok than they personally are (mean 4.07,
SD 1.75; t1025=21.16; P<.001).

Table 4. Perceived prevalence, seriousness, and susceptibility of health misinformation on TikTok among respondents who had ever used TikTok
(n=1026).

Level of agreementa, mean (SD)Questions

5.14 (1.42)How prevalent is health misinformation on TikTok?

5.57 (1.46)How serious do you think the impact of health misinformation on TikTok is?

4.07 (1.75)How susceptible are you to the influence of health misinformation on TikTok?

5.26 (1.46)How susceptible are other people to the influence of health misinformation on TikTok?

aRespondents indicated their level of agreement using a 7-point scale (ranging from 1=not at all prevalent, serious, or susceptible to 7=very prevalent,
serious, or susceptible).

Verification of Health Information on TikTok
The most frequently used form of verification was considering
whether the information represented was opinion or fact and
the least frequently used form of verification was verifying the
TikTok users’ qualifications or credentials. Table 5 shows the
respondents’ frequency of each verification behavior.

There was a weak but significant positive correlation found
between the respondents’ age and their likelihood of verifying

TikTok health information (959/1026, 93.47%; r=0.20; P<.001)
as well as between the respondents’ highest level of education
and their likelihood of verifying TikTok health information
(959/1026, 93.47%; ρ=0.09; P<.001). A weak but significant
positive relationship existed between respondents’ TikTok
intensity scores and their likelihood of verifying TikTok health
information (959/1026, 93.47%; r=0.21; P<.001). Participants
with high TikTok intensity scores were more likely to verify
the health information.
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Table 5. Verification of TikTok health information among participants who had seen health information on TikTok (n=959).

Participant responseaVerification behavior

Always, n (%)Almost al-
ways, n (%)

Most of the
time, n (%)

About half of
the time, n (%)

Rarely, n
(%)

Almost never,
n (%)

Never, n (%)

179 (18.7)178 (18.6)193 (20.1)131 (13.7)89 (9.3)68 (7.1)121 (12.6)Verify the TikTok users’ qualifications
or credentials

156 (16.3)199 (20.8)208 (21.7)165 (17.2)70 (7.3)87 (9.1)74 (7.7)Consider the TikTok users’ goals and
objectives for posting information on
the web

196 (20.4)198 (20.7)223 (23.3)143 (14.9)66 (6.9)61 (6.4)72 (7.5)Check to see whether the information
is current

226 (23.6)221 (23)200 (20.9)121 (12.6)76 (7.9)52 (5.4)63 (6.6)Seek out other sources to validate the
information

232 (24.2)251 (26.2)199 (20.8)125 (13)49 (5.1)50 (5.2)53 (5.5)Consider whether the information rep-
resented is opinion or fact

200 (20.9)225 (23.5)193 (20.1)148 (15.4)65 (6.8)55 (5.7)73 (7.6)Check to see that the information is
complete and comprehensive

aParticipants were asked to indicate how often they perform each of the 6 different behaviors when seeing health information on TikTok.

Health Professionals and General Users as Sources of
Health Information on TikTok

Source Preferences
Of the respondents who had ever used TikTok, 93.08%
(955/1026) indicated that they had obtained health information
from a health professional on the platform, while 93.86%
(963/1026) indicated that they had obtained health information
from a general user on the platform. That said, respondents
reported obtaining health information from health professionals
on TikTok (mean 5.04, SD 1.83) significantly more often than
they obtain health information from general users on TikTok
(mean 4.55, SD 1.89; t1025=8.13; P<.001). This was in line with
their preferences for health information sources because the
respondents’ preference for obtaining health information from
health professionals (mean 5.65, SD 1.75) was significantly
greater than their preference for obtaining health information
from general users (mean 4.08, SD 1.96; t1025=23.75; P<.001).

Perceived Credibility of TikTok Health Information
From Health Professionals and General Users
Respondents perceived health information from health
professionals on TikTok (mean 5.16, SD 1.18) to be significantly
more credible than health information provided by general users
on TikTok (mean 3.95, SD 1.54; t958=26.737; P<.001).

Acting on Health Information
Of the respondents who had received health information from
a health professional on TikTok, 43.35% (414/955) reported
that they had acted on health information they obtained from a
health professional on TikTok. In comparison, 37.8% (364/963)
of the respondents who had received health information from
a general user on TikTok reported that they had acted on health
information they obtained on TikTok from a general user. When
asked about their likelihood of acting on health information on
TikTok in the future, the respondents’ likelihood of acting on
health information from a health professional on TikTok (mean

4.50, SD 1.79) was significantly higher than their likelihood of
acting on health information from a general user on TikTok
(mean 3.96, SD 1.89; t1025=12.74; P<.001).

Likewise, the respondents’ perceived credibility of TikTok
health information overall was positively correlated with their
likelihood of acting on the health information. Respondents
who perceived health information on TikTok overall as credible
were more likely to act on health information they obtained
from a health professional on TikTok (959/1026, 93.47%;
r=0.47; P<.001) than from a general user on TikTok (959/1026,
93.47%; r=0.53; P<.001).

Age was weakly positively correlated with the respondents’
likelihood of acting on health advice found on TikTok both
from a health professional (1026/1172, 87.54%; r=0.11; P<.001)
and from a general user (1026/1172, 87.54%; r=0.23; P<.001).
Likewise, education was weakly positively correlated with their
likelihood of acting on health information found on TikTok
both from a health professional (1026/1172, 87.54%; ρ=0.09;
P=.003) and from a general user (1026/1172, 87.54%; ρ=0.08;
P=.01).

There was a significant positive relationship between TikTok
intensity and the respondents’ likelihood of acting on health
information from health professionals on TikTok (1026/1172,
87.54%; r=0.41; P<.001). Likewise, there was a significant
positive relationship between TikTok intensity and their
likelihood of acting on health information from general users
on TikTok (1026/1172, 87.54%; r=0.39; P<.001). Respondents
with higher TikTok intensity scores tended to be more likely to
act on health information from both health professionals and
general users on TikTok.

Fact-Checking Information
There was a statistically significant difference in the
respondents’ likelihood of fact-checking health information on
TikTok from a health professional versus a general user. The
likelihood of fact-checking health information from a general
user (mean 5.37, SD 1.83) was higher than the likelihood of
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fact-checking health information from a health professional
(mean 4.88, SD 1.80; t1025=9.71; P<.001).

Age was weakly positively correlated with the respondents’
likelihood of fact-checking TikTok health information both
from a health professional (1026/1172, 87.54%; r=0.18; P<.001)
and from a general user (1026/1172, 87.54%; r=0.07; P=.02).
Education was also weakly positively correlated with their
likelihood of fact-checking TikTok health information from a
health professional (1026/1172, 87.54%; ρ=0.11; P<.001), but
education was not correlated with their likelihood of
fact-checking TikTok health information for a general user
(1026/1172, 87.54%; ρ=0.04; P=.26).

There was a significant but weak positive relationship between
TikTok intensity and the respondents’ likelihood of
fact-checking TikTok health information from both health
professionals (1026/1172, 87.54%; r=0.07; P=.03) and general
users on TikTok (1026/1172, 87.54%; r=0.10; P=.002).
Respondents with higher TikTok intensity scores tended to be
more likely to fact-check health information from both health
professionals and general users on TikTok.

Discussion

Principal Findings
TikTok has generated substantial attention due to recent reports
suggesting its emergence as a significant source of information
for many Americans [7]. For some users, TikTok has replaced
traditional news networks as well as widely used search engines
such as Google [31]. Given this emergence of TikTok as an
information source and the presence of health information
available on the platform [5,6], we surveyed 1172 women aged
18 to 29 years to understand their use of TikTok as a source of
health information. Of the 1172 respondents, 1026 (87.54%)
had used TikTok in some capacity.

The findings provide evidence that TikTok has become a source
of health information for young women in the United States.
More than half of the respondents who had ever used TikTok
(672/1026, 65.5%) reported that they had intentionally used
TikTok to look for advice or information about their health or
health care, and nearly the entire sample of TikTok users
(948/1026, 92.4%) reported having unintentionally obtained
health information on TikTok. The popularity of health-related
hashtags on TikTok (eg, as of November 2023, #medicaltiktok
and #healthtok had 7.6 billion and 2.4 billion views,
respectively) has illuminated some of TikTok’s popularity as a
commonly searched platform for information related to health,
but the findings of this study provide a greater empirical
understanding of the extent to which young women actually
obtain health information from the platform.

TikTok’s popularity as a source of health information may, in
part, be the result of how technology has influenced human
beings’ desire for immediate information. Rather than having
to wait for a physician’s appointment to ask about one’s
symptoms or health condition, one can take to the internet (eg,
TikTok) and find related information in a matter of minutes
[12]. This phenomenon of individuals seeking immediate
information has important implications for health professionals.

By knowing that individuals turn to platforms such as TikTok
to find health information, health professionals can proactively
create content so that credible health information is available
when users go to find it. Social media platforms were heavily
relied upon for health information during the COVID-19
pandemic [16], and since then, social media, and TikTok
specifically, have been recommended as a tool for health
promotion [5,32,33]. Given that TikTok is easily accessible and
allows anyone to consume information without judgment, it
may especially be helpful for populations with barriers to care
and for communicating about taboo or stigmatized topics that
users may be less comfortable asking about in a traditional
setting [6,34].

To better understand why young women are using TikTok as a
source of health information, we asked our respondents about
their agreement with various reasons for health-related TikTok
use. Our findings showed that the most agreed upon reasons
were obtaining advice from others with the same disease or
health condition, receiving social support from others, and
gaining knowledge about a disease they had been diagnosed
with. In an examination of how the current digital landscape
has affected Americans’ consumer behavior, CharityRx found
“relatability to a shared personal experience” to be a top reason
why people go to health influencers for information [12]. In
addition to TikTok having the ability to provide immediate
information related to users’health inquiries, it has the capacity
to help users locate other people who are similar to them. This
may be especially relevant for women. As women have
experienced gender bias and poorer treatment in health care
settings [35,36], it is possible that they may be especially
motivated to seek social support and health information from
others like them. Prior research has also indicated that social
support is especially beneficial for women [37]. When
individuals perceive similarity to a source of information, this
can cause the message recipient to feel a stronger sense of
connection with the message, which can have important
implications in terms of the effects of a message [38]. Perceiving
similarity to a source of information can also enhance a user’s
perceptions of the message and overall acceptance [39]. In terms
of obtaining a further understanding of young women’s
motivations for using TikTok as a source of health information,
future research could examine what topics (eg, health conditions)
young women are most interested in and likely to search for.

Given the potential for misinformation to rapidly pervade the
social media landscape, it has been recommended that experts
in medical science, public health, and social sciences collaborate
to better understand health misinformation on social media,
including its reach and influence [40]. Our findings help show
the degree to which young women on TikTok perceive an issue
of misinformation and to what extent they try to verify or
fact-check the information they consume. In first examining
the perceived credibility of TikTok health information overall,
we found that credibility perceptions were moderate among the
respondents who had reported ever having obtained
health-related advice or information (intentionally or
unintentionally) from TikTok. Notably, health information on
TikTok was perceived to be more credible by participants who
were older, more educated, or had higher TikTok intensity scores
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(ie, were more emotionally connected to TikTok and had greater
integration of TikTok into their daily lives). While our findings
are able to show these positive correlations, we do not know
whether the information they are seeing on TikTok (and thus
reflecting on when indicating their credibility perceptions) truly
is credible. It may be the case that older age, higher levels of
education, and more experience with TikTok lead to following
more credible users and being delivered more credible content
via the TikTok algorithm. In this case, the content may truly be
more credible for these users (leading to their greater perceptions
of credibility). Future research could explore whether this is the
case.

Nearly all participants (1007/1026, 98.15%) indicated that they
believe that misinformation is prevalent on TikTok to at least
some extent. This may be the result of mainstream news
commonly communicating that misinformation is a problem on
social media platforms, including TikTok [15]. A great deal of
health misinformation reached social media users during the
COVID-19 pandemic [8]. It is possible that respondents in this
study were among these users or that they heard about this
problematic phenomenon. However, despite nearly all
participants (1007/1026, 98.15%) stating that they think that
misinformation is prevalent on TikTok to at least some extent,
only approximately half of the participants (563/1026, 54.87%)
indicated that they believe that they have personally encountered
health misinformation on TikTok at some point. This
discrepancy could stem from a few factors. It could be that the
users know that there is a misinformation epidemic but have
not been exposed to misinformation because of their
commitment to only following credible users (thus leading the
TikTok algorithm to feed them more credible content). However,
given the large amounts of misinformation that have been
identified on the platform [15,41,42] and Americans’ inability
to identify most forms of misinformation [43-45], it is more
likely that this discrepancy is the result of some respondents
not having recognized that they have been exposed to health
misinformation. This possibility is further supported by our
results that showed that respondents perceive other people as
more susceptible to health misinformation on TikTok than they
personally are. This finding demonstrates what seems to be a
third-person effect, in which the young women perceive that
media messages have a greater influence on others than on
themselves [23]. As evidence of a third-person effect was
provided by the results (with respondents perceiving that other
people are more susceptible to health misinformation on TikTok
than they personally are), it might be that some of the
respondents are naive about their susceptibility to
misinformation.

The most common form of verification (to verify the accuracy
of the health information found on TikTok) was considering
whether the information presented was opinion or fact. The least
frequently reported form of verification was verifying the
TikTok users’qualifications or credentials. Age, education, and
TikTok intensity were each found to have a weak positive
correlation with the likelihood of verifying TikTok health
information. Participants who were older, more educated, or
had higher TikTok intensity scores were more likely to verify
health information on TikTok. As discussed in the Results

section, these demographics (age, education, and TikTok
intensity) were also found to each be positively correlated with
the perceived credibility of TikTok health information overall.
Thus, as both credibility perceptions and the verification of the
information increase with age, education, and TikTok intensity,
perhaps these users truly are seeing more credible content and
appropriately perceiving it to be credible. Future research should
further explore these relationships because this is beyond the
scope of this study. In prior research, fact-checking has typically
been found to not be very common on social media. In a survey
by Neely et al [16] of Americans’ reliance on social media
during the COVID-19 pandemic, it was found that three-fourths
of those surveyed had relied on social media to some extent to
stay informed about the pandemic, but the majority of them
were unlikely to fact-check the information they found.

Finally, this study investigated young women’s perceptions and
behaviors related to the top 2 types of sources that share health
information on TikTok: health professionals and general users.
Prior research has identified that health professionals and general
users are 2 of the most prevalent sources on TikTok
communicating health information [10,11], and our findings
indicate that young women are obtaining health information on
TikTok from each of these 2 source types. Of the respondents
who had used TikTok, a majority indicated that they had
obtained health information both from a health professional on
the platform (955/1026, 93.08%) and from a general user on
the platform (963/1026, 93.86%). Given that the respondents’
top reasons for health-related TikTok use were obtaining advice
from others with the same disease or health condition, receiving
social support from others, and gaining knowledge about a
disease they had been diagnosed with, it is reasonable that the
respondents would perceive both health professionals and
general users as valuable sources of information. Prior research
exploring the effects of communication sources on social media
[9] has explained that both expert-type and peer-type sources
provide value. While health professionals have formal training
and credentialed experience, general users (eg, peers) can have
a form of “experiential credibility” from their own personal
experiences (such as that of living with a particular health
condition) [9,27]. While most of the respondents had obtained
health information from each of the 2 source types, their
preference for obtaining health information from a health
professional was significantly greater than their preference for
obtaining health information from general users (t1025=23.75;
P<.001), and, in line with their preferences, the young women
reported obtaining health information from health professionals
on TikTok significantly more often than they reported obtaining
health information from general users on TikTok (t1025=8.13;
P<.001). As medical professionals and health institutions
delivered COVID-19–related information during the pandemic
[5], it was found that Americans who used social media as a
source of COVID-19–related information expanded their social
media networks to include credible sources (eg, medical
institutions and scientific sources) [16]. In addition, CharityRx’s
survey found “medical accreditation and certification” to be the
top reported reason why people go to influencers for health
information [12]. Together, the prior and current findings seem
to indicate a preference for obtaining health information from
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health professionals on platforms such as TikTok. However, it
is important to recognize that both of the common source
types—health professionals and general users—are providing
health information to these users.

Our findings showed that the perceived credibility of TikTok
health information from health professionals was significantly
higher than the perceived credibility of TikTok health
information from general users (t958=26.737; P<.001). This is
promising for health professionals who choose to invest in
creating a TikTok presence because studies have shown that
web-based information is more likely to be attended to when it
is perceived as credible [46]. There was also a significant
difference in the young women’s likelihood of acting on health
information from a health professional versus a general user on
TikTok, with their likelihood of acting on the information being
greater when the information was from a health professional
(t1025=12.74; P<.001). As the respondents had greater perceived
credibility of TikTok health information from health
professionals (vs general users), it is logical that they would
also be more likely to act on health information from health
professionals, given that credibility perceptions enhance the
likelihood of persuasion [47,48], including in the context of
social media messaging [49]. We found that, of the respondents
who had received health information from a health professional
on TikTok, 43.35% (414/955) reported that they had acted on
health information they obtained from a health professional on
TikTok. In comparison, 37.8% (364/963) of the respondents
who had received health information from a general user on
TikTok reported that they had acted on health information they
obtained on TikTok from a general user. The respondents’
perceived credibility of health information on TikTok overall
was found to be positively correlated with their likelihood of
acting on health information from both of the source types,
which is in alignment with the relationship between credibility
perceptions and persuasive effects [47,48]. On the one hand,
these findings are promising in the sense that young women
perceive health professionals on TikTok to be more credible
and are more influenced by them, further suggesting that it is
worthwhile for health professionals to use TikTok as a strategic
communication tool. On the other hand, this could mean that
young women are more susceptible to being influenced by
individuals who give the impression of being qualified health
professionals. Medical professionals sometimes provide
information that is outside of their scope of expertise [50], and
uncredentialed users are often confused for credentialed health
professionals [51]. Furthermore, it is important to note that
medical credentials and titles vary. A search of the hashtag
#womenshealth on TikTok results in videos from a number of
different types of health professionals, including nurses, nurse
practitioners, obstetrician-gynecologists, medical doctors (with
MD or DO credentials), and midwives, and because prior
research has shown that many individuals do not understand
medical roles and titles or how to differentiate between them
[52], this could have profound implications. It is also important
to note that anyone on TikTok can present themselves as though
they have the necessary credentials for the information they are
sharing (eg, adding credentials to their username, presenting
themselves with a formal title, wearing a laboratory coat or

surgical scrubs, and communicating information in a persuasive
manner). An authoritative title, on its own, can be enough to
capture an individual’s attention and generate respect [53].
Therefore, with anyone being able to add credentials to their
TikTok username, this could be problematic, especially given
that credibility is hard to distinguish on social media. Users are
more likely to rely on heuristic cues (such as the titles included
in a username) to determine a user’s credibility [9,54]. The
aforementioned findings also showed that the least frequently
reported form of information verification was verifying the
TikTok users’ qualifications or credentials, further illustrating
that this could be vastly problematic.

The study’s findings showed that the young women in our study
are more likely to fact-check information from a general user
than fact-check information from a health professional. Again,
this is promising in terms of the fact that content from general
users may be more likely to include misinformation, but this
could be problematic if the credibility cues of a health
professional lead users to automatically assume that they can
believe and trust any of the information. It would be worthwhile
for future research to investigate this further, uncovering whether
users trust misinformation from health professionals on TikTok
simply because of the creators’ credentials.

We also found that both age and education are positively
correlated with young women’s likelihood of acting on health
information found on TikTok—both from a health professional
and from a general user. However, these correlations were quite
weak. A stronger positive correlation was found between the
users’ emotional connection to TikTok (ie, TikTok intensity)
and their likelihood of acting on health information from both
health professionals and general users. It may be logical to
assume that users who heavily engage more with TikTok will
have a greater propensity to act on the information they receive.
Social influence theory suggests that individuals are influenced
by those around them [55]. This may extend to the web-based
environment, such that as TikTok becomes more integrated into
one’s life, it is more likely to affect one’s behaviors.

Limitations
The findings of this survey research should be interpreted in
light of some limitations. First, the sample of survey respondents
was recruited through convenience sampling methods. While
the sample is only a segment of the total population, we tried
to ensure that we had a large sample that was representative of
the population of interest (women aged 18-29 years throughout
the United States) by using both Qualtrics and 2 large public
universities to recruit individuals who fit the sample parameters.
This study does not discuss differences between individuals
recruited from the universities and those recruited from the
Qualtrics sample, but we have provided descriptive statistics
for each variable across each sample as a means of allowing for
some comparison between the 2 samples (Multimedia Appendix
2). In addition, we made sure to include the respondents’highest
level of education as a variable in this study to see how
education is associated with the variables of interest in this
study, which can help to provide some understanding of how
one’s educational experience might be related to one’s use and
perceptions of TikTok health information. Second, because this
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study relies on self-reporting from the survey respondents, there
is a chance that the results do not truly capture the real behaviors
of the respondents. As we asked questions about fact-checking
web-based information (behaviors that individuals likely know
they should engage in), the respondents may have answered
some questions in a more socially desirable or acceptable
manner (ie, what they expect would be an “appropriate”
response) rather than being truthful in their responses.
Hopefully, though, because participants knew that their
responses would be anonymous, this helped to lessen social
desirability bias. Finally, this study focused on young women
(assigned female sex at birth) as the population of interest for
this study. This narrow focus allows us to better understand the
implications of TikTok use for this demographic, but it is also
important to explore other populations’ behaviors and
perceptions.

Conclusions and Practical Implications
This study provides a greater understanding of the extent to
which TikTok is serving as a source of health information for
young women in the United States. With nearly all young
women in this study (who had used TikTok) having been
exposed to health information on TikTok (948/1026, 92.4%),
and more than half of them (582/1026, 56.73%) having actively
sought health-related information on the platform in the last 3
months, it is imperative for health professionals and health
communication scholars to prioritize the consideration of TikTok
as a platform that is influencing health information acquisition
and dissemination in the United States. While the popularity
and accessibility of TikTok may change, short-form video social
media sites are likely to remain a common form of
communication [56].

The findings of this study illustrate the potential value that
TikTok can have for disseminating health information to an
audience of young women. As the respondents of this survey
reported a preference for information from health professionals
and were more likely to act on the information from these

sources, it is worthwhile for health professionals to use TikTok
to disseminate health information to this audience, especially
given the large number of women on the platform and prior
research illustrating that social media significantly influence
women’s health-related behaviors and perceptions [17,19]. In
doing so, health professionals may want to consider how they
can align their content with young women’s most common
motivations for using TikTok as a source of health information,
which we found to be obtaining advice from others with the
same disease or health condition, receiving social support from
others, and gaining knowledge about a disease they had been
diagnosed with. Given that young women want advice and
support from others who are experiencing similar health
conditions, it may be useful for health professionals to consider
working with individuals who are willing to share their personal
experience with a health condition. Incorporating the stories of
patients and other experienced individuals who have similar
characteristics to those searching for information on TikTok
could be especially influential for increasing attention to, and
engagement with, health information on TikTok.

Furthermore, given that our findings indicate that young women
have a preference for obtaining health information on TikTok
from health professionals and that they are less likely to
fact-check information from these sources, it is imperative that
future initiatives address the proliferation of individuals sharing
information beyond their scope of expertise and the problem of
social media users confusing uncredentialed users as
credentialed health professionals [50,51]. Future researchers
and practitioners should also work on media literacy and
education initiatives, given the third-person effect found in this
research. It seems that young women know that misinformation
is an issue on TikTok, but it seems that they may not be
recognizing that they have been exposed to misinformation and
that they perceive themselves as less susceptible. It may be
beneficial for future interventions to address this perception and
help young women to have better recognition of when they are
being exposed to health misinformation.
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Abstract

Background: Social media has the potential to provide social support for rare disease communities; however, little is known
about the use of social media for the expression of medical uncertainty, a common feature of rare diseases.

Objective: This study aims to evaluate the expression of medical uncertainty on social media in the context of dyskeratosis
congenita, a rare cancer-prone inherited bone marrow failure and telomere biology disorder (TBD).

Methods: We performed a content analysis of uncertainty-related posts on Facebook and Twitter managed by Team Telomere,
a patient advocacy group for this rare disease. We assessed the frequency of uncertainty-related posts, uncertainty sources, issues,
and management and associations between uncertainty and social support.

Results: Across all TBD social media platforms, 45.98% (1269/2760) of posts were uncertainty related. Uncertainty-related
posts authored by Team Telomere on Twitter focused on scientific (306/434, 70.5%) or personal (230/434, 53%) issues and
reflected uncertainty arising from probability, ambiguity, or complexity. Uncertainty-related posts in conversations among patients
and caregivers in the Facebook community group focused on scientific (429/511, 84%), personal (157/511, 30.7%), and practical
(114/511, 22.3%) issues, many of which were related to prognostic unknowns. Both platforms suggested uncertainty management
strategies that focused on information sharing and community building. Posts reflecting response-focused uncertainty management

strategies (eg, emotional regulation) were more frequent on Twitter compared with the Facebook community group (χ2
1=3.9;

P=.05), whereas posts reflecting uncertainty-focused management strategies (eg, ordering information) were more frequent in

the Facebook community group compared with Twitter (χ2
1=55.1; P<.001). In the Facebook community group, only 36% (184/511)

of members created posts during the study period, and those who created posts did so with a low frequency (median 3, IQR 1-7
posts). Analysis of post creator characteristics suggested that most users of TBD social media are White, female, and parents of
patients with dyskeratosis congenita.

Conclusions: Although uncertainty is a pervasive and multifactorial issue in TBDs, our findings suggest that the discussion of
medical uncertainty on TBD social media is largely limited to brief exchanges about scientific, personal, or practical issues rather
than ongoing supportive conversation. The nature of uncertainty-related conversations also varied by user group: patients and
caregivers used social media primarily to discuss scientific uncertainties (eg, regarding prognosis), form social connections, or
exchange advice on accessing and organizing medical care, whereas Team Telomere used social media to express scientific and
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personal issues of uncertainty and to address the emotional impact of uncertainty. The higher involvement of female parents on
TBD social media suggests a potentially greater burden of uncertainty management among mothers compared with other groups.
Further research is needed to understand the dynamics of social media engagement to manage medical uncertainty in the TBD
community.

(JMIR Infodemiology 2024;4:e46693)   doi:10.2196/46693

KEYWORDS

social media; medical uncertainty; telomere biology disorder; dyskeratosis congenita; social support

Introduction

Background
Medical uncertainty is a common experience in rare diseases
and may combine with limited scientific knowledge and access
to peer groups to impede a patient’s ability to seek and adhere
to medical treatments [1] and intensify health-related anxiety,
decreasing quality of life for patients and their caregivers [2,3].
Dyskeratosis congenita (DC) is a rare telomere biology disorder
(TBD) associated with very high risks of bone marrow failure,
pulmonary and liver disease, cancer, and other medical
conditions. Diagnosis is challenging because of its wide
phenotypic spectrum, including the classic DC triad (nail
dysplasia, abnormal skin pigmentation, and oral leukoplakia)
with pediatric bone marrow failure, middle-age presentation
with pulmonary failure or aplastic anemia, abnormally short
telomere length, or detection of pathogenic germline variants
in >18 different genes [4]. Although age of onset is variable,
DC often presents in childhood and adolescence, with most
patients experiencing their first symptoms before the age of 20
years [5]. Diagnosis frequently results in a lifetime commitment
to screening to detect progressive clinical manifestations of DC,
including cancers across multiple organ systems [5]. Owing to
the complexity and rarity of DC and related TBDs, patients and
their families often have long diagnostic journeys, face
complicated health decision-making, and frequently do not have
access to medical professionals and supportive peers who are
familiar with their condition. This situation likely creates a
substantial burden of medical uncertainty for patients with TBDs
and their families. Although medical uncertainty has been
associated with increased anxiety and difficulty with
decision-making in rare diseases and cancer occurrence and
recurrence [6-11], to date, no research has addressed the
experience or management of medical uncertainty in the TBD
context.

As outlined in a previously published taxonomy developed by
Han [12], uncertainty in medicine arises from multiple sources
(eg, probability, ambiguity, and complexity) and focuses on
scientific, personal, and practical issues. These situations
activate a variety of management strategies to address
uncertainty, which are primarily cognitive, emotional, and
relational in nature. Uncertainty management strategies may
target ≥1 sources or issues of uncertainty and are defined as
belonging to ≥1 of the following approaches: seeking
information to fill knowledge gaps (“ignorance-focused”),
reducing or increasing attention to unknowns
(“uncertainty-focused”), ameliorating adverse psychological
effects of uncertainty (“response-focused”), and fostering

interpersonal relationships to engage with uncertainty as a shared
experience (“person-focused”). In situations where uncertainty
cannot be reduced, these strategies may mitigate its negative
mental health impact and help individuals achieve an adaptive,
optimal balance of responses to uncertainty (uncertainty
tolerance).

The rarity of TBDs suggests a potential role for internet-based
platforms to deliver social support by bridging geographic,
knowledge, and community network limitations. Social support,
a complex concept encompassing a variety of helping social
interactions [13], includes four main types: (1) expression of
empathy and care (emotional), (2) provision of tangible
assistance (instrumental), (3) provision of knowledge or facts
(informational), and (4) evaluative feedback about task
performance or personal qualities (appraisal) [14]. Research
suggests that social support decreases the experience of stress,
anxiety, and depression and improves the overall quality of life
in populations experiencing medical uncertainty [8,10,15-17].
The benefit of social support has been demonstrated in patients
with Li-Fraumeni syndrome, a rare genetic cancer
predisposition, where informational, tangible, spiritual, and
emotional support from in-person sources enhanced positive
coping capacities [18]. Social media platforms such as Facebook
and Twitter have been identified as important resources for
social support in rare disease contexts [19-24], and
disease-specific social media support has been recommended
in oncology [25], rare genetic disease [26-28], and other
stigmatized or rare diseases [29-31]. In addition to increasing
access to information and social networks, continued
participation in socially supportive internet-based communities
may also build capacities for uncertainty tolerance
[10,17,32-38]. Although social media has the potential to bridge
geographic or social boundaries, its use is often concentrated
in select populations, limiting its reach and potentially inhibiting
its use by some groups [39,40]. In addition, dynamics observed
on social media posts may not reflect real-life experiences and
are limited in depth and detail, increasing the potential for
misinterpretation [39]. Social media can also spread
misinformation with damaging consequences, especially in
high-uncertainty health contexts [41-43].

Objectives
Although extensive research has investigated the psychosocial
benefits of internet-based health forums for patients and their
caregivers [23,28,29,44-51], there is still a need to evaluate the
use of social media to express or manage medical uncertainty
in rare diseases. Specifically, we need to examine social media
use for expressing and managing medical uncertainty in TBDs
to understand the experience of medical uncertainty in this
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context and to build evidence to improve health communication
and uncertainty management interventions [52]. This exploratory
study aims to review social media posts created by and targeted
at patients with TBDs and their caregivers to (1) measure the
frequency of uncertainty-related posts; (2) catalog the issues,
sources, and types of uncertainty and uncertainty management
strategies; (3) measure user engagement with different post
types; and (4) explore the relationship between uncertainty and
social support. To achieve these aims, we reviewed all publicly
available social media sites owned and maintained by Team
Telomere (previously DC Outreach, Inc), the oldest and largest
patient advocacy organization for individuals, caregivers, and
families affected by TBDs worldwide [53]. The social media
of Team Telomere constitutes the most expansive and accessible
body of internet-based TBD-related content, inclusive of a
variety of user perspectives. The variety of posts by users with
diverse connections to TBDs (eg, medical providers, patients,
caregivers, and health advocacy nonprofits) makes Team
Telomere’s social media an ideal data source for understanding
the range and dynamics of medical uncertainty communication
and social support exchange in the TBD context.

Methods

Ethical Considerations
Data collection was undertaken in partnership with Team
Telomere following best practices guidelines for social media

research [54] and was approved by the National Institutes of
Health Institutional Review Board (IRB 000722).

Data Source
The source of data for this study was all publicly available social
media owned and maintained by Team Telomere. These sites
included the Team Telomere Twitter page [55], the Facebook
main page [56], and a public Facebook community group [57]
(Table 1). All the sites were open to the public and had no
eligibility requirements for membership. Content across all
platforms was monitored by Team Telomere to ensure
appropriate adherence to community guidelines, and Team
Telomere’s staff removed posts with offensive or scientifically
inaccurate content. The Facebook main page and Twitter
accounts were created to promote the work of Team Telomere
“supporting families worldwide affected by Dyskeratosis
Congenita and Telomere Biology Disorders” [56]. The Facebook
community group was created in response to social isolation
following the COVID-19 pandemic as “a place to share our
everyday lives in the spirit of promoting and maintaining
connections among our Team Telomere/Dyskeratosis
Congenita/Telomere Biology disorder community” [57].

Table 1. Data source characteristics at the time of the study.

TwitterFacebook main pageFacebook community group

201020102020Creation date (y)

19331637187Followers, n

4341815511Postsa, n

aRepresents posts captured during the study period (June 2019 to December 2021).

Inclusion
All posts made on Team Telomere’s social media (Facebook
main page: n=1818, Facebook community group: n=518, and
Twitter: n=441) between June 2019 and December 2021 were
eligible for inclusion. This time frame encompasses the period
starting 1 year before the Facebook community group. This
group was created in June 2020 as a platform for social
connection during the COVID-19 pandemic. Posts were
excluded from the analysis if they were (1) removed by the user
or Team Telomere (n=5), (2) duplicate posts with identical
content from the same day (n=2), or (3) posts without image or
text content (n=7). This resulted in a total of 2760 posts, with
both primary posts and comments considered unique. The post
was used as the unit of analysis and included all content visible
to a passive social media user. Additional post content that
required clicking links to external sites or embedded audiovisual
materials was not included in this study.

Data Extraction and Quality Control
We met with Team Telomere’s leadership (eg, executive director
and board) before conducting the study and cocreated a
community-based research contract outlining parameters.

Although all data were publicly available and Facebook data
were manually extracted by the authors, Team Telomere
facilitated data extraction from Twitter by sharing downloaded
images and text files made available to them as account owners.
We used the post (original or responses), rather than post creator,
as the unit of measurement and did not collect identifying
information of the social media users or interact directly with
users.

Data were extracted directly from each social media site
manually through (1) screenshots saved as deidentified image
files and (2) cut-and-paste of post text into an Excel (Microsoft
Corporation) spreadsheet. For the Facebook community group,
we assigned unique ID numbers to post creators using public
data (usernames) to calculate how many unique users engaged
in conversation threads, and we viewed the publicly available
profile images to assess observed sex and race. Posts were
assigned a unique ID number within Excel, and additional data
were manually extracted for each post to capture the post
popularity (number of likes, shares, and comments), post type
(primary post or comment), and types of emojis present.
Demographics of post creators (observed gender and race) were
assessed through an independent review of profile images and
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profile names by 3 coders (EP, HR, and NE). Quality control
for data extraction was performed on a subset of the data (n=100
posts) by NE, and intercoder reliability was assessed during the
multiple-reviewer coding process.

Coding and Analysis
We used a combined content analysis mixed methods approach
to analyze the social media data [58]. This involved qualitative
analysis (coding by multiple independent reviewers) and
quantitative analysis (frequency and chi-square testing).
Constructs were defined through codebook development using
deductive (theory driven) approaches, whereas qualitative
themes were identified through inductive (data driven)
discussion, as described in greater detail in the Methods section.
The analysis was performed separately for each social media
source, 2 Facebook pages (the Team Telomere main page and
a separate community group page established in 2020) and the
Team Telomere Twitter feed, resulting in the creation of 3
separate data sets (Facebook main page: n=1815, Facebook
community group: n=511, and Twitter: n=434). A subset of
Facebook community group posts (n=77; 12 primary posts and
65 comments) was reviewed by 3 coders and used to inform
uncertainty inclusion criteria (Multimedia Appendix 1) and the
codebook (Multimedia Appendix 2) developed to deductively
identify the presence or absence of uncertainty and social
support constructs defined in the Han Taxonomy of Medical
Uncertainty [12] and the Social Support Framework [14]. Then,
all posts were coded for uncertainty and social support by 3
independent coders (EP, HR, and PKJH), with all disagreements
in coding resolved through discussion and consensus. Posts
identified as uncertainty related in the Facebook community
group (n=156) and Twitter (n=210) were then independently
subcoded (EP, HR, and PKJH) for uncertainty issues, sources,
and management strategies according to the codebook
definitions detailed in the Measures section. Data were then
arranged by subcode and reviewed qualitatively to detect themes
that emerged from the data and were refined through discussion
between coders.

Measures

Intercoder Reliability
Intercoder reliability among the 3 coders was measured across
all social media types for the initial coding of dichotomous
social support and uncertainty variables using Cohen κ. The
analysis found acceptable reliability of independent coders in
assessing the presence or absence of any social support (κ value
range across all platforms, κ=0.79-0.95) and uncertainty (κ
value range across all platforms, κ=0.58-0.93) across all social
media platforms. Regardless, all discrepancies were mutually
resolved through coder consensus.

Post Creator Characteristics
Post creator characteristics were visible from profile images
and usernames that appeared alongside each post. Posts from
Team Telomere’s organizational account were created by staff
members, often identified in the post context (eg, executive
director, communications director, or board member). We did
not scrutinize user profiles to detect the activity of nonhuman
bots; however, in the context of the small population with this

rare disease, most users could be positively identified as human
beings from the context of their posts and history of participation
in organizational events. Post creator characteristics, including
observed gender and race, were assessed by 3 independent
coders’ perceptions of publicly available usernames and profile
images. Disagreements between coders resulted in the
characteristic being coded as “unknown.”

Uncertainty Issues, Sources, and Management Strategies
Posts were coded as uncertainty related according to 1 of the
following types: (1) uncertainty-related primary posts, (2)
uncertainty-related comments, and (3) non–uncertainty-related
posts captured within a thread where 1 or more other post was
uncertainty related. For the Facebook community group and
Twitter, posts identified as uncertainty-related primary posts or
comments were further analyzed to determine the presence or
absence of sources (ambiguity, complexity, and probability),
issues (scientific, personal, and practical), and attributes of
uncertainty management strategies (ignorance focused,
uncertainty focused, response focused, and person focused).
We defined sources of uncertainty as insufficient, unreliable,
or contradictory information (ambiguity); information features,
such as multiple or interacting causes and effects that make a
phenomenon difficult to understand (complexity); and
fundamental randomness or indeterminacy of a phenomenon
that makes outcomes unpredictable (probability). We defined
issues of uncertainty as pertaining to the causes, diagnosis,
prognosis, or management of disease (scientific); the impact of
disease on aspects of personal life (personal); and logistical
issues related to health care or disease management (practical).
Although the data did not allow assessment of intent to manage
uncertainty, we searched posts to identify evidence of
management strategies with ≥1 of the following attributes: (1)
providing or seeking information to fill knowledge gaps
(ignorance focused), (2) reducing or increasing attention to
unknowns to gain or relinquish a sense of control (uncertainty
focused), (3) ameliorating the adverse psychological effects of
uncertainty (response focused), and (4) fostering interpersonal
relationships to engage with uncertainty as a shared experience
(person focused).

Social Support
Posts were categorized as containing social support through
qualitative coding by 3 independent reviewers (EP, HR, and
PKJH) following definitions developed over decades of research
in social support theory [14,59,60]. Dichotomous variables were
assigned to indicate the presence or absence of social support
and the presence or absence of specific types of support within
4 domains (appraisal, emotional, informational, and
instrumental). These domains were defined as (1) giving or
receiving evaluative feedback (appraisal); (2) giving or receiving
indicators of care, love, appreciation, empathy, or sympathy
(emotional); (3) giving or receiving knowledge (informational);
and (4) giving or receiving tangible support (instrumental), as
recently formulated by Holt-Lunstad and Uchino [14].
Assignment to social support domains was not mutually
exclusive.
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Relationship Between Social Support and Uncertainty
We examined the relationship between social support and
uncertainty by comparing frequencies and chi-square tests. Posts
were coded as dichotomous variables for uncertainty
(uncertainty related, non–uncertainty related), uncertainty
subtypes (presence or absence), and social support subtypes
(presence or absence). We examined the frequencies of social
support subtypes in uncertainty-related posts overall, by social
media platform (Facebook community group and Twitter) and
by post type (primary post or comment). We performed
chi-square tests to determine the strength of the relationship
between uncertainty-related posts and social support across
platforms and for uncertainty-related posts by post type (primary
post, comment, thread) and issue subtype (scientific, personal,
practical).

Popularity and Engagement
Popularity on the Facebook community group, Facebook main
page, and Twitter was defined as the sum of comments, likes,
and shares. Engagement was defined separately for social media
types (Facebook community group and Facebook main page vs
Twitter) owing to differences in user tracking approaches
between Facebook and Twitter platforms. Facebook engagement
was defined as the sum of conversations (number of responses
generated by a post or comment), voices (number of unique
users responding to a post or comment), and depth (number of
back-and-forth responses). Engagement on Twitter was defined
as the sum of detail expands (clicks to view more of the post),
profile visits, link clicks, and video views. Engagement was
also measured for the Facebook community group by examining
the proportion of users who contributed posts and post
frequencies by author.

Sentiment
Sentiment analysis was performed through manual annotation
by 2 independent coders, with differences resolved through
consensus. Posts were assigned categorical sentiment variables
according to the (1) frequency and (2) presence or absence of
keywords and emojis. Unambiguous emotion words (eg,
“happy” and “sad”) were chosen as keywords to indicate
emotional valence, as described in other studies [61,62]. The
emotional valence of emojis was assigned based on the emoji
definition in internet-based emoji dictionaries and validated by
a coder review of the emoji within the post context (Multimedia
Appendix 3).

Results

Post Characteristics
A total of 2760 posts created on all platforms between June
2019 and December 2021 were included in this study. Across
all platforms, most posts were created either by the executive
director of Team Telomere or by individual users who were
primarily identified as White, female, and parents of children
affected by TBDs. Post characteristics differed by platform: on
Twitter, most posts (368/434, 84.8%) were primary posts, most
of which (384/434, 88.5%) were generated by the executive
director of Team Telomere; Facebook main page posts were
either primary posts (800/1815, 44.08%) or first-level comments
(1014/1815, 55.87%) created by Team Telomere (860/1815,
47.38%) or individual users (955/1815, 52.62%); and on the
Facebook community group, most posts (403/511, 78.9%) were
comments to primary posts, in sometimes lengthy (up to 8 level)
conversation threads created by 67 individual users (502/511,
98.2%). Posts across all platforms were written almost
exclusively in English (Table 2).
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Table 2. Characteristics of posts on Team Telomere’s social media from June 2019 to December 2021 (N=2760).

Twitter (n=434), n (%)Facebook main page (n=1815), n (%)Facebook community group (n=511), n (%)

Post type

368 (84.8)800 (44.1)108 (21.1)Primary post

66 (15.2)1015 (55.9)403 (78.9)Comment

Language

434 (100)1807 (99.6)487 (95.3)English

0 (0)8 (0.4)4 (0.8)Othera

0 (0)0 (0)17 (3.3)Image only

Creator type

385 (88.7)861 (47.4)8 (1.6)Team telomere

49 (11)954 (52.6)503 (98.4)Individual

Observed creator sexb

5 (10)69 (7.2)25 (5)Male

41 (83.7)885 (92.8)478 (95)Female

3 (6.1)1 (0.1)0 (0)Unknown

Observed creator raceb

40 (81.6)766 (80.3)443 (88.1)White

6 (12.2)30 (3.1)46 (9.1)Otherc

3 (6.1)158 (16.6)14 (2.8)Unknown

Observed creator telomere biology disorder relationshipb,d

1 (2)42 (4.4)65 (12.9)Patient

14 (28.6)384 (40.3)428 (85.1)Parent

10 (20.4)31 (3.2)3 (0.6)Medical provider

22 (44.9)59 (6.2)5 (1)Othere

2 (4.1)495 (51.9)40 (8)Unknown

0 (0)126 (13.2)129 (25.6)Multiple

aRespectively by platform (Facebook community group, Facebook main page, and Twitter), “other” language included Spanish (0.2%, 0.2%, and 0%),
French (0.4%, 0.1%, and 0%). In the Facebook community group the following languages also appeared: Hebrew (0.1%), Italian (0.1%), Swedish
(0.1%), and Māori (0.2%).
bIncludes frequencies for individual creator types only; does not include Team Telomere organization (Facebook community group: n=503, Facebook
main page: n=954, and Twitter: n=49).
cRespectively by platform (Facebook community group, Facebook main page, and Twitter), “other” identified creator race and ethnicity included Latinx
(7.7%, 1.5%, and 1.4%) and Arab or Middle Eastern (1.4%, 11%, and 0%).
dFrequency does not total to 100% because of some individuals occupying multiple categories.
eRespectively by platform (Facebook community group, Facebook main page, and Twitter), “other” creator telomere biology disorder relationship
included grandparent (0%, 0.2%, and 0%), sibling (0.4%, 0.9%, and 0%), spouse (0%, 0.2%, and 0%), other advocacy organization representative (not
Team Telomere; 0%, 0%, and 40.8%), and clinical or pharmaceutical industry representative (0%, 0.1%, and 4.1%).

Qualitative Findings
Qualitative analysis of posts revealed multiple uncertainty
issues, sources, and management indicators. Issues included
diagnostic, prognostic, therapeutic, and causal uncertainties
(scientific); assembly of medical care teams, geographic or
financial constraints, and limitations to research funding and
dissemination (practical); and building “rare” identity,
communicating complex health information to children, and
reframing educational or developmental goals (personal).

Sources of uncertainty included confusing symptoms and lack
of clarity in medical advice (ambiguity); the TBD impact of
TBD on multiple organ systems, managing medications or
screening regimens, emotional confusion, and achieving
scientific literacy across different medical specialties
(complexity); and prognostic outcomes, behavioral health risks,
or genetic inheritance (probability). Attributes of uncertainty
management strategies included (1) information seeking,
participation in research, and connection to trusted information
sources and care providers (ignorance focused); (2) ordering
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multiple uncertainties through categorization, prioritization,
and sequential narratives, including counting of survival days
since transplant (uncertainty focused); (3) sharing positive
emotions, portraying TBD experience as a source of strength,
and encouraging relaxation (response focused); and (4)
promoting a TBD community identity by creating a community

mascot (a unicorn named “Tillymere”), recognizing
community-specific celebrations (TBD month and transplant
anniversaries), providing TBD-pride identifiers (T-shirts and
swag), and making reference to Team Telomere as a “family”
(person focused; Table 3).
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Table 3. Uncertainty in telomere biology disorder (TBD) social media.

Post text

Sources of uncertainty

Ambiguity • “This is a tough one! One of those maybe/maybe not symptoms...I often ask myself the same questions about my
daughter’s more obscure symptoms.” [FBCG218304.21.07.30]

• “Pre-lung # transplantation patients with # pulmonary # fibrosis who have short # telomeres may need different #
clinical care...” [TWT180100.19.06.11]

Complexity • “[Name] is having kidney, heart, and lung problems. Oh, and who can forget the liver? This week has been too long
at the hospital” [FBCG2110000.21.11.23]

• “# DYK Those with # telomere biology disorders may be especially vulnerable to the effects of taking multiple
medicines at the same time and may respond to medications differently.” [TWT186700.19.11.14]

Probability • “80% of patients diagnosed with dyskeratosis congenita will experience bone marrow failure.” [TWT185500.19.11.04]
• “5 out of 6 of the cell lines tested were less than 1%. And when that’s the case, patients have a 10-20% chance of

getting cancer...” [FBCG203500.20.09.08]
• “A recent publication advises against an elective eye surgery in patients with DC due to higher long-term risks caused

by delayed healing...” [TWT182100.19.08.25]

Issues of uncertainty

Scientific • “Has anybody experienced hearing loss with connection to short telomere length?” [FBCG218300.21.07.30]
• “Has anyone had kidney problems outside of BMT? Are there any articles anyone has seen on kidneys and short

telomeres?” [FBCG2110000.21.11.23]

Practical • “At the moment [Name] has 1-2 appointments each week. Add to that emails to/from paediatrician, calls from hospital
to change/confirm appointments...It’s overwhelming some weeks. And I’m usually doing all this from work. We are
also applying for different supports...so lots of forms, phone calls and emails!” [FBCG204305-8.20.10.13]

Personal • “It’s # PFMonth, and we want you to know you have a team surrounding you...” [TWT1816000.20.09.04]
• “TBDs are not just a pediatric disease.Affected adults with a # raredisease, you are NOT ALONE!”

[TWT183100.19.09.21]
• “Another milestone reached. This time five years ago as we celebrated [Name]’s 5th birthday we were also getting

ready to go to transplant two weeks later. Yesterday we celebrated the big 10...” [FBCG201300.20.06.27]

Focus of uncertainty management

Ignorance • “Wondering if anyone with DC had a dental implant post-transplant...? And did your medical team have any concerns
or recommendations?” [FBCG215500.21.01.05]

• “Hello—any contraindications to getting COVID 19 vaccine if you have DC?” [FBCG217100.21.04.04]
• “Do you have a copy of the clinical guidelines?” [FBCG203509.20.09.08]
• “Take time to learn more about #Telomere Biology Disorders through our informational video!”

[TWT1822100.21.11.04]

Uncertainty • “Each Family Story is set up so you can find a connection via gene or experience.” [FBCG204400.20.10.29]
• “My daughter has yearly bone marrow biopsies, lung and liver screenings. ENT and skin checks for cancer.” [FBCG

203513.20.09.08]
• “I’ve been preparing something for the new school trying to give them what her medical challenges are.”

[FBCG219900.21.11.16]

Response • “Our family is celebrating today! [Name]’s Happy 8th bone marrow transplant anniversary!” [FBCG203300.20.08.24]
• “Fitting for us all: it wasn’t the trauma that made you strong, kinder, and more compassionate. It’s how you handled

it. That credit is yours.” [FBCG216200.21.02.28]
•

“Join@sixnwstevies as she teaches yoga for research... ” [TWT1822600.21.03.16]

Person • “Thank goodness for social media otherwise it would be very isolating.” [FBCG203821.20.09.25]
• “Don’t forget to register for our Young Adult Meetup...” [TWT1814300.20.06.23]
• “[Name] it’s never ending, I hope you find a way to take care of you” [FBCG204307.20.10.13]
• “You are in great hands but always happy to connect with [Provider Name]” [FBCG203504.20.09.08]
• “Check out # tillymere! All # sparkly and ready for # TBDmonth!” [TWT185400.19.11.04]
• “We have all known the long loneliness and we have learned that the only solution is love and that love comes with

community. – Dorothy Day” [TWT1816300.20.09.12]
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Uncertainty Issues, Sources, and Management
Strategies
Content analysis revealed that 45.98% (1269/2760) of posts
overall were uncertainty related, although the frequency differed
by platform (Facebook main page: 691/1715, 40.29%; Facebook
community group: 155/511, 30.3%; and Twitter: 210/434,
48.4%). Most uncertainty-related posts on Facebook community
group and Twitter were generated by Team Telomere’s
organizational profile (332/511, 65% and 353/434, 81.3%,
respectively) and were often similar in topic, wording, and
image content. In the Facebook community group, all
uncertainty-related posts were generated by individual users,
including a portion (119/511, 23.3%) posted by Team
Telomere–affiliated volunteer group moderators.

Owing to low frequency of community-generated uncertainty
content on the Facebook community group and Twitter,
compared with the Facebook community group, we decided to
code uncertainty subtypes only within the Facebook community
group and Twitter to compare how medical uncertainty was
expressed on social media by 2 contrasting content creator

groups (community members vs advocacy organization).
Scientific uncertainty was the most common issue on both
platforms (305/434, 70.3% to 429/511, 84%). On Twitter,
personal uncertainty was more frequently discussed, whereas
in the Facebook community group, practical uncertainty was
more frequent. Across platforms, most posts (1713/2760,
62.07%) had multiple sources of uncertainty, and a substantial
number of posts (1126/2760, 40.8%) were coded as emerging
from the combined information features of probability,
complexity, and ambiguity. The most common attributes of
uncertainty management styles detected on both platforms were
requests or offers of information to fill knowledge gaps
(ignorance focused) and offers of emotional support or
community building (person focused). Response-focused
management style attributes (eg, yoga and meditation classes)
were marginally more frequent on Twitter compared with the

Facebook community group (χ2
1=3.9; P=.05), but on the

Facebook community group, indicators of uncertainty-focused
management (eg, strategies for organization of care logistics)

were more frequent compared with Twitter (χ2
1=55.1; P<.001;

Table 4).

Table 4. Characteristics and frequency of uncertainty-related posts on Team Telomere’s Facebook community group and Twitter (N=2760).

P valueChi-square (df)aTwitter (n=210), n (%)Facebook community group (n=156), n (%)

Issue

<.00116.6 (1)111 (52.9)48 (30.8)Personal

.0029.2 (1)23 (11)35 (22.4)Practical

.00711.4 (1)148 (70.5)131 (84)Scientific

——a59 (28.1)53 (34)Multiple

Source

<.00117.6 (1)80 (38.1)81 (51.9)Ambiguity

<.00120.8 (1)75 (35.7)81 (51.9)Complexity

<.00171.3 (1)81 (38.6)112 (71.8)Probability

——77 (36.7)88 (56.4)Multiple

Management attributes

.161.9 (1)156 (74.3)124 (79.5)Ignorance focused

.063.6 (1)125 (59.5)106 (67.9)Person focused

.053.9 (1)100 (47.6)57 (36.5)Response focused

<.00155.1 (1)10 (4.8)53 (34)Uncertainty focusedb

——131 (62.4)106 (67.9)Multiple

aChi-square tests were not performed for issues, sources, or management attributes assigned to multiple categories.
bUncertainty thread includes non–uncertainty-related posts captured in a thread where ≥1 other posts were uncertainty related.

Facebook Social Support and Uncertainty
Frequent overlap of social support and uncertainty was found
across all platforms, with uncertainty-related posts being more
likely to contain social support compared with

non–uncertainty-related posts (χ2
1=70.7; P<.001). However,

within social support subtypes, only informational support
remained significantly more frequent within uncertainty-related

posts (χ2
1=486.0; P<.001), whereas emotional support was

significantly less frequent in uncertainty-related posts (χ2
1=66.5;

P<.001) compared with non–uncertainty-related posts. The
relationship between informational support and uncertainty
remained significant for all social media types, but the
relationship between emotional support and uncertainty differed
by platform (Multimedia Appendix 4). Emotional support was
significantly more frequent in uncertainty-related posts for the
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Facebook community group (χ2
1=7.8; P=.005), was significantly

less frequent in uncertainty-related posts on the Facebook main

page (χ2
1=79.5; P<.001), and had no relationship with

uncertainty-related posts on Twitter (χ2
1=0.5; P=.47).

On all platforms, uncertainty-related posts were more frequently
offers of support than requests. When requests occurred, they
were more likely to appear on the Facebook community group

compared with Twitter (χ2
1=12.7; P<.001). Posts that were not

uncertainty related but appeared in an uncertainty-related thread
frequently contained offers of emotional support.

Given the greater variation in types and direction (offer vs
request) of social support in the Facebook community group,
we decided to focus on subsequent analyses of the relationship
between social support and uncertainty subtypes on this
platform. Analysis of social support in the Facebook community
group posts by uncertainty issue found that informational
support was offered more frequently in response to scientific
and practical uncertainty posts compared with personal
uncertainty posts. Informational support was also the most
frequent type of support requested and offered across uncertainty
source types in the Facebook community group; however,
uncertainty posts emerging from probability concerns had
similar frequencies of emotional and informational support
(320/511, 62.6% and 511/836, 61.1%, respectively). This was
particularly true in the case where a post had multiple
uncertainty sources, which were more likely to be coded as
informational support offers or requests compared with posts

with only a single uncertainty source (χ2
1=90.4; P≤.001).

Popularity and Engagement
Popularity and engagement were positively skewed toward
lower values across all social media types. Popularity was
highest for posts on Twitter (Facebook community group:
median 1, range 0-55, mean 4, SD 7.5; Facebook main page:
range 0-151, median 1, mean 5.9, SD 13.3; and Twitter: range
0-1147, median 13, mean 28.8, SD 76.6). However, engagement
was higher in the Facebook community group than on the
Facebook main page or Twitter (Facebook community group:
range 0-29.6, median 0.54, mean 2.15, SD 4.0; Facebook main
page: median 0.0006, range 0-0.09, mean 0.004, SD 0.008; and
Twitter: median 0.007, range 0-0.56, mean 0.02, SD 0.04). Most
uncertainty-related posts were categorized as having
below-median popularity and engagement. The
uncertainty-related post with the highest engagement was a
question about kidney issues and telomere length posted on
Facebook community group by a parent of a child with TBDs,
which generated 12 comments from 6 unique users, including
a self-identified medical expert. The nonnormal distribution
combined with low (<20) frequency in cross-tabulation groups
made it ineffective to analyze the relationships between the
presence of social support and popularity or engagement
(Multimedia Appendix 5).

In the Facebook community group, posts were created by 67
unique individuals, representing 35.8% (183/511) of all group
members. Frequency per user was positively skewed toward
lower numbers (range 1-94 posts and median 3 posts), and the

majority of post creators (343/511, 67.1%) generated ≤5 posts.
Although Team Telomere rarely posted directly on the Facebook
community group (8/511, 1.6% posts), the top 2 post creators
(156/511, 30.5% posts) were identified as White, female, parents
of children affected by DC who were also group moderators for
Team Telomere. After removing the moderators, the remaining
median post frequency was 3 posts per user, with 22.3%
(114/511) of the users creating only a single post.

Sentiment
The majority of posts (2208/2760, 80%) on all social media
types were categorized as positive sentiment. Negative sentiment
was rarely expressed and was more likely to be expressed on

Facebook compared with Twitter (χ2
1=45.4; P<.001).

Uncertainty-related posts demonstrated a similarly high
frequency of positive sentiment across all social media types
(Facebook community group: 433/511, 84.7%; Facebook main
page: 1495/1815, 82.37%; and Twitter: 328/434, 75.6%;
Multimedia Appendix 6).

Discussion

Principal Findings
In this study, we explored the use of TBD social media to
express health-related uncertainty. We found that uncertainty
was a frequent focus of TBD social media across platforms but
was primarily limited to scientific issues, requests for
informational support, and offers of emotional support, with
most posts generated by White, female, English-speaking parents
of children with TBDs. These findings are in keeping with other
research on rare disease internet-based communities, which
found that post content focused on biomedical questions and
emotional support provision [63] and was frequently created
by White, female users [40,63-65].

The high frequency of uncertainty-related posts on TBD social
media created by female caregivers suggests a potentially higher
burden of uncertainty management among mothers, which is
in agreement with the extensive literature documenting the
psychosocial burden of childhood illness on female caregivers
[66-68]. However, the observed demographics of TBD social
media users may also be an artifact of greater social media
engagement among this group, as previous research suggests
that female users frequently rely on internet-based communities
for navigating uncertainty related to motherhood and other
sex-specific health topics [69,70]. Additional research is needed
to investigate the relative burden of medical uncertainty among
female care providers and to understand the potential barriers
to internet-based community formation for users outside this
identity group.

Despite the multiplicity of identified uncertainty sources, issues,
management, and social support strategies, we found that
scientific uncertainty, informational support, and emotional
support were the predominant features of uncertainty-related
posts on TBD social media. The high frequency of scientific
uncertainty issues across platforms suggests that limited
scientific and medical knowledge is a salient concern for the
TBD community. Gaps in scientific knowledge likely contribute
to the focus on probability as a source of uncertainty in TBD
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social media posts, especially concerning matters such as
prognosis, diagnosis, and symptom experiences. Informational
support was the most common form of social support in
uncertainty-related posts overall, which is in line with other
studies showing information seeking as the principal motivator
for participation in disease-specific social media [24,26,71-73].
The high frequency of emotional support suggests the potential
for TBD social media to enable uncertainty management through
person-focused strategies, such as community building,
networking, and relationship formation, as seen in other rare
disease contexts [24,72]. In addition, evidence of positive
asynchronous internet-based communication as a form of
“cybertherapy” [32,44] suggests that the emotionally supportive
culture of TBD social media may provide psychological benefits
for peers, even without explicit conversations about the personal
burden of uncertainty. In addition, items coded as emotional
support (eg, emoji hearts) that appeared in response to a variety
of uncertainty-related content may have communicated multiple
forms of support (eg, care, approval, agreement, or affinity) and
may be a common reaction to intractable sources of uncertainty,
such as probabilistic and scientific unknowns surrounding TBDs.
Further exploration of the complex, dynamic, and potentially
interactive relationships between social support and uncertainty
on social media may be a fruitful area of investigation for future
studies.

Given the evidence of the high psychosocial burden of personal
uncertainty in similar rare disease contexts [18,36,74,75], it is
surprising that the mental and emotional impacts of uncertainty
appeared infrequently in TBD social media discussions. When
these topics did arise, they were more likely to appear on Twitter
content generated by Team Telomere, as opposed to within the
conversations of individual users. In the Facebook community
group, the impact of uncertainty on personal life was commonly
presented in terms of practical issues and focused on ordering
uncertainty, such as providing lists of symptoms, organizing
information and screening schedules, and triaging problems.
This suggests that despite the frequent focus on personal
uncertainty issues by Team Telomere, most individual users
engaged with TBD social media to troubleshoot and strategize
practical issues, rather than to discuss the impact of uncertainty
on areas of psychosocial well-being, such as personal identity,
goals, or values. This is also reflected in the positive sentiment
valence and rare expression of negative emotion on TBD social
media, which suggest that social media may not be perceived
as a “safe space” for exploring personal topics beyond
surface-level stressors [23]. Future research is needed to
investigate the shortcomings of social media for expressing
personal uncertainty and painful emotions and may highlight a
need for psychosocial support to fill this gap in TBD community
resources.

Our finding that uncertainty-related support varied by platform
could be explained by differences in the structure and
expectations of engagement inherent to Twitter compared with
the Facebook community group. The predominance of emotional
support and greater overall user engagement in the Facebook
community group suggests that internet-based platforms
structured for mutual conversational exchange may have the
most utility for psychosocial support delivery. In addition, the

Facebook community group may have encouraged more
community participation owing to user familiarity with the
platform and its explicit creation for supportive internet-based
connection in the context of COVID-19 isolation. Similarly,
the nature of the Twitter platform, which is limited to one-way
communication streams, suggests that uncertainty management
and social support on Twitter would be limited to information
provision. However, recent research indicates that Twitter
retweets and endorsements may be effective methods for
receiving and providing emotional support [76]. The formation
of the Facebook community group and the use of Twitter to
encourage community activities (eg, webinars and internet-based
meetups) underscores the potential of these platforms in
person-focused uncertainty management, but additional research
is required to evaluate the capacity of TBD social media to build
health-promoting personal relationships.

Although we found substantial potential for social media to
deliver support for uncertainty management, analysis of
engagement rates demonstrated that the primary function of
TBD social media was a “drop-in” source of information.
Although the Facebook community group included some
multilevel, ongoing conversations, an analysis of posts within
this group revealed that most user engagement was limited to
single posts, suggesting quick check-ins or requests for answers
to targeted questions, not ongoing social connection. Although
low engagement may suggest limited supportive utility of TBD
social media, findings from previous research with young adults
with cancer showed that support delivered via social media
benefited a variety of users, including those actively seeking
deep connections, those seeking information only, and those
who do not actively participate but frequently observe the
conversation of others (eg, “lurkers”) [77]. As suggested by
other research, any benefit from engagement with social media
likely varies over time and may be most pronounced during
experiences of novelty or discrepancy in diagnosis, treatment,
or prognosis [28,48,63]. The uncertainty-related post that
generated the highest engagement involved the participation of
a medical expert, suggesting a desire among TBD social media
users to engage with clinicians on internet-based platforms that
facilitate reciprocal information exchange, including both
synchronous (eg, internet-based group meetings) and
asynchronous (eg, post exchanges) formats. Further research is
needed to understand the motivations, perceived benefits, and
perceived barriers to participation in TBD internet-based support
platforms, including the perspectives of patients, caregivers,
and medical providers.

Limitations
The limitations of our study include the use of social media
data, which biases our sample toward active social media users
who may have higher levels of distress [64], greater
disenchantment with medical care [78], or lower perceived
social support [79] compared with patients with TBDs and their
families who do not actively use social media. Demographic
analysis revealed that our sample of posts was generated
primarily by White females, parents of patients with TBDs, or
representatives of Team Telomere. This limited the
generalizability of our findings. In addition, our use of social
media posts, rather than content creators, as the unit of analysis
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precludes the observation of the longitudinal impacts of social
media participation on uncertainty management. Furthermore,
our findings allow us to infer the presence of uncertainty
management strategies on social media but not the motivations
for or effects of these activities.

In addition, our data were limited to social media that was
actively moderated by Team Telomere. This moderation activity,
which included removing posts that were inappropriate or
scientifically inaccurate, likely decreased the presence of
medical misinformation compared with unmoderated social
media content. The moderation of posts by Team Telomere
could also have impacted the range and authenticity of social
and emotional expression owing to social desirability bias. This
is in keeping with recent research challenging the assumption
that the privacy and anonymity of internet-based environments
decreases the likelihood of social desirability compared with
in-person interactions [80,81]. In addition, we did not access
the private Facebook community group maintained by Team
Telomere described as “where we share detailed and private
medical information” [57], which may contain additional
uncertainty-related posts and a wider range of social and
emotional expression. Limiting ourselves to social media owned
and maintained by Team Telomere also prevented us from
discerning the perspectives of individuals affected by TBD who
lacked knowledge of or who chose not to engage with Team
Telomere.

Finally, our study was limited by the occurrence of the
COVID-19 pandemic, first mentioned in Team Telomere social
media on February 28, 2020, which may have changed the
nature of uncertainty-related conversations or social support in
that portion of our data timeline (June 6, 2019, to December 7,
2021). To test the impact of this, we included available posts

(Twitter and Facebook main page) from 1 year before the
pandemic and tested the difference. Greater frequencies of
uncertainty-related posts after COVID-19 suggest that the
pandemic may have increased the expression of uncertainty on
TBD-related social media, thus limiting the applicability of our
findings to other time points (Multimedia Appendix 7).

Conclusions
This study found the frequent use of disease-specific social
media for the discussion and management of uncertainty in
TBDs. Uncertainty-related posts appeared across all TBD social
media platforms and communicated a burden of multiple, often
interacting sources and issues of uncertainty, particularly
focused on scientific knowledge gaps and the desire to predict
health outcomes. Posts also indicated multiple uncertainty
management attributes, with a focus on information-seeking
and community-building approaches. Uncertainty-related posts
frequently co-occurred with social support, primarily emotional
and informational. Female parents were most often the creators
of uncertainty-related posts on TBD social media, suggesting
a potentially higher burden of uncertainty management in this
population. Overall, social media provided access to a positive
emotional environment and frequent information exchange but
was limited in the type and depth of uncertainty-related
discussions. Despite these limitations, our findings suggest that
social media is a useful lens for researching and understanding
the experience of uncertainty in TBDs and holds potential as a
tool for uncertainty management. Future research is needed to
further explore the experience of medical uncertainty in TBDs
and to determine the usefulness of TBD-related social media
as a tool for improving mental health and quality of life
outcomes in this context.
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Abstract

Background: Throughout the COVID-19 pandemic, social media has served as a channel of communication, a venue for
entertainment, and a mechanism for information dissemination.

Objective: This study aims to assess the associations between social media use patterns; demographics; and knowledge,
perceptions, and self-reported adherence toward COVID-19 prevention guidelines, due to growing and evolving social media
use.

Methods: Quota-sampled data were collected through a web-based survey of US adults through the Qualtrics platform, from
March 15, 2022, to March 23, 2022, to assess covariates (eg, demographics, vaccination, and political affiliation), frequency of
social media use, social media sources of COVID-19 information, as well as knowledge, perceptions, and self-reported adherence
toward COVID-19 prevention guidelines. Three linear regression models were used for data analysis.

Results: A total of 1043 participants responded to the survey, with an average age of 45.3 years, among which 49.61% (n=515)
of participants were men, 66.79% (n=696) were White, 11.61% (n=121) were Black or African American, 13.15% (n=137) were
Hispanic or Latino, 37.71% (n=382) were Democrat, 30.21% (n=306) were Republican, and 25% (n=260) were not vaccinated.
After controlling for covariates, users of TikTok (β=–.29, 95% CI –0.58 to –0.004; P=.047) were associated with lower knowledge
of COVID-19 guidelines, users of Instagram (β=–.40, 95% CI –0.68 to –0.12; P=.005) and Twitter (β=–.33, 95% CI –0.58 to
–0.08; P=.01) were associated with perceiving guidelines as strict, and users of Facebook (β=–.23, 95% CI –0.42 to –0.043;

P=.02) and TikTok (β=–.25, 95% CI –0.5 to -0.009; P=.04) were associated with lower adherence to the guidelines (R2 0.06-0.23).

Conclusions: These results allude to the complex interactions between online and physical environments. Future interventions
should be tailored to subpopulations based on their demographics and social media site use. Efforts to mitigate misinformation
and implement digital public health policy must account for the impact of the digital landscape on knowledge, perceptions, and
level of adherence toward prevention guidelines for effective pandemic control.

(JMIR Infodemiology 2024;4:e44395)   doi:10.2196/44395
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Introduction

In March 2020, the infectious disease SARS-CoV-2, more
commonly known as COVID-19, was classified as a pandemic
[1,2]. As the virus is transmitted through the respiratory systems
of individuals in close contact, preventative measures include
wearing a facial mask, social distancing, and receiving
recommended COVID-19 vaccinations [3]. Over the course of
the pandemic, prevention recommendations changed in response
to emerging scientific evidence. Initially, a 14-day quarantine
and isolation were recommended, which was then shortened to
10 days, and was once more shortened to 5 days [3]. As of
March 2022, masks were still recommended in indoor spaces,
COVID-19 vaccinations and boosters were widely available,
and rapid self-testing was advised in response to exposure or
symptom onset [3]. In the United States, as of November 2,
2022, there have been over 97 million confirmed cases and over
1 million total deaths due to COVID-19 [4]. Despite these
prevention recommendations, case numbers continued to rise,
necessitating research into prevention efforts.

In response to social distancing recommendations, many aspects
of life shifted from physical to online environments. Adapting
to this change, most US adults (ie, 90%) indicated that digital
media was either essential or important for them throughout the
pandemic [5]. Digital media encapsulates social media as the
platforms that enable human connection in the online
environment, with varying degrees of privacy [6]. On social
media, individuals encounter and consume information,
government announcements, and reactions from other users as
they work, learn, connect, and are entertained online [7]. Popular
social media sites include Facebook, Twitter, Instagram,
Snapchat, TikTok, Pinterest, Reddit, and LinkedIn, among
others. As of 2021, a total of 72% of adults in the United States
report using at least 1 social media site, representing a 3%
increase since 2018 [8]. When stratified by age, 84% of US
adults aged 18-29 years indicate using at least 1 social media
site [8]. Of those who use Facebook, Snapchat, and Instagram,
a majority indicate visiting the platform at least once a day [9].
In considering news consumption on social media, when
stratified by age, 42% of users aged 18-29 years indicate social
media as their primary source of news [9].

With an increasing proportion of individuals active on social
media, thereby encountering COVID-19 news and information
online, there are concerns about information accuracy, where
unsourced or false information that is widely distributed
threatens the dissemination of scientifically accurate information
[7,10]. The modalities of social media (eg, concise, organized
content formats, and sharing capabilities) allow information to
quickly trend as a result of high engagement. The visibility of
trending content on social media is determined by engagement
and is often based on sensationalism rather than factual accuracy
[7]. Sensational misinformation risks reducing the visibility and
reach of reputable information [7]. Due to the saturation of
misinformation online, the United States is understood to be in
a syndemic, denoting the interactions between the COVID-19
pandemic and the infodemic. Social media, therefore, has the
capacity to serve both as a tool and a hindrance to health
communication.

Despite motivations for use, social media users are subject to
unintentionally overconsuming content related to COVID-19
due to the saturation of pandemic information online. Social
media has been preliminarily found to negatively contribute to
COVID-19 prevention guideline adherence [11]. Among US
adults, 53.3% indicate that the amount of information on
COVID-19 is overwhelming to the effect that 54.7% indicate
that it has led to their avoidance of consuming information about
COVID-19 [12]. Resembling emerging trends in the United
States, a study in Turkey indicated that 34.4% of respondents
follow COVID-19 guidelines less in the present than at the
beginning of the pandemic [13]. Fluctuations in pandemic
prevention perceptions and adherence over time can be expected,
but negative trends, regardless of their cause, necessitate
investigation and intervention to bolster commitment to
prevention guidelines to limit further pandemic-related
exposures [13]. Although a complicated mechanism with
additionally probable explanations (eg, milder virus mutations,
vaccination availability, mental health burdens, and pandemic
fatigue), these downward patterns of adherence are thought to
be partially explained by social media use (eg, misinformation
and overconsumption). The effective dissemination of scientific,
evidence-based health communication must be prioritized in
stark opposition to skepticism and disbelief, as sustained by
misinformation.

There exists a limited understanding of the associations between
demographics and frequency of social media site use and
engagement with pandemic prevention behaviors, despite the
significant risks to public health. Therefore, there is a present
and pressing need to address the field’s limited understanding
of pandemic-related knowledge, perceptions, and adherence,
as impacted online, to design effective health behavior and
communication interventions. As the emerging literature
demonstrates that content consumption impacts perceptions
and, subsequently, health behaviors, the field of health
communication must understand the compounding effects of
the online environment on COVID-19 prevention efforts [7].
This study therefore aims to investigate the associations between
the social media platforms from which individuals consume
pandemic-related information as well as their frequency of use
and their knowledge of, perceptions of, and adherence to
COVID-19 prevention guidelines.

Methods

Survey Development and Data Collection
Preliminary development of the survey involved compiling
constructs related to the topics of interest. Survey items were
then drafted to measure participant knowledge, perceptions, and
adherence toward COVID-19 prevention guidelines. The items
were then reviewed by an expert to evaluate and ensure
readability, applicability, and response options. The data were
obtained using a web-based survey fielded using Qualtrics paid,
opt-in distribution services. The data were collected from March
15, 2022, to March 23, 2022.

Ethical Considerations
The University of South Carolina’s Institutional Review Board
exempted the study (Pro00119512) from Human Research
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Subject Regulations based on its minimal risk to participants
in providing web-based survey responses. Informed consent
was obtained from all participants prior to survey completion.
All participants were compensated for their time and efforts in
completing the survey (ie, US $6).

Sample
All adults in the United States were eligible for participation,
given that they were 18 years or older at the time of survey
response. Responses that were deemed low quality based on
response speed, lack of variability in selection, or repetitive
attempts were removed before analysis to ensure data quality.
Qualtrics used quota sampling methods to ensure the collection
of a sample proportionate to that of the United States by way
of gender, age, income, race, ethnicity, and education level. The
final sample size included 1043 viable responses.

Measures

Demographics
Participant demographics collected included age, gender
identity, race or ethnicity, education, employment, income,
political affiliation, and COVID-19 vaccination status. Due to
limited representation, the American Indian or Alaska Native
and Native Hawaiian or Pacific Islander categories were
collapsed into 1 category. Age, education, employment, and
income were used as continuous variables in the regression
models. Gender identity, race or ethnicity, political affiliation,
and COVID-19 vaccination status were used as categorical
variables in the regression models.

Frequency of Social Media Use
Participants’ frequency of any social media use was measured
through the item: “About how often do you use social media
sites?” Response options ranged from several times a day, once
per day, a few times per week, once per week, less than once
per week, to never.

Social Media Sources of COVID-19 Information
Participants were asked to check all that apply to the question,
“Which of these social media sites have you used to get
information about COVID-19?” with the possible response
options of Facebook, Twitter, Instagram, Snapchat, Pinterest,
TikTok, Reddit, LinkedIn, and another social media site. The
social media sites available as response options were chosen
due to their popularity and presentation of short-form,
user-generated content. Although there exist additional social
media platforms (eg, YouTube), those chosen to be included
here have active engagement and content sharing capabilities.
Demographic profiles of the included social media sites were
not accounted for in participant sampling procedures, as it is
assumed that user bases may have fluctuated during the
pandemic. The selections of these sites were operationalized as
categorical predictors in the regression models.

Knowledge of COVID-19 Guidelines
Set forth by the Centers for Disease Control and Prevention, as
of March 2022, relevant COVID-19 guidelines were used in
crafting 4 items to assess participant pandemic-related
knowledge. The assessment evaluated respondents’ knowledge

of calculating exposure date, the minimum length of isolation
after an exposure or positive test, the percentage of alcohol in
hand sanitizer required to kill COVID-19, and what a negative
rapid test result indicates. Participants were asked to indicate
what they believe the current, official recommendations to be,
at the time of survey administration, rather than what they may
prefer them to be. These 4 items were then compiled for a final
score out of 100%. Knowledge scores of the COVID-19
prevention guidelines were used continuously in the regression
models.

Perceptions of COVID-19 Guidelines
Participants were asked to indicate the degree to which they
perceived COVID-19 prevention guidelines to be relaxed or
strict. The terminology “strict” was operationalized through
concurrent dimensions that encapsulate participant responses
to legal and scientific guidelines as well as enforcement. As
perceptions of COVID-19 guidelines were assessed after the
knowledge assessment, the guidelines were not explicitly
defined but rather assumed to encapsulate mask-wearing,
gathering size limitations, hygiene measures, as well as
quarantine and isolation timelines. This ordering provided
participants with context as to what the term “guidelines”
referred to. Participants were asked: “Do you consider the
current COVID-19 guidelines as:” with the response options
ranging from too strict, a little too strict, about right, a little too
relaxed, to too relaxed.

Adherence to COVID-19 Guidelines
Adherence to COVID-19 guidelines was evaluated by asking
participants if they generally follow the official COVID-19
prevention guidelines, with the available response options of
strongly, sometimes, rarely, and never follow the guidelines.
This item provided an average, typical measure of self-reported
participant adherence to COVID-19 guidelines, broadly. Given
the state of the pandemic, this item was reliant upon participant
understanding of guidelines in the organizations and institutions
to which they belong (ie, schools and workplaces).

Statistical Analysis
All statistical analyses were conducted using the statistical
analysis software, SAS (version 9.4; SAS Institute). Descriptive
analyses were conducted for key predictors. All data were
screened for outliers, missing data, and normality. As all data
used in this study was collected through discrete response
options, excluding age, their distributions were considered to
assess the presence of outliers. This was done by considering
the frequency of responses within available options through
histograms and box plots, as applicable. Those categories that
were lower in response volume were collapsed (eg, race or
ethnicity response of American Indian or Alaska Native and
Native Hawaiian or Pacific Islander) or excluded from the
analysis before modeling (eg, gender identity response option
of nonbinary). Data quality was ensured as Qualtrics excluded
participants who did not complete the survey in a single session,
who were not continuously and carefully responding, who
missed embedded attention checks, or who completed the survey
in less than a third or more than 3 times the median time it took
other participants to complete the survey. Due to the use of
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these features, respondents who did not complete the survey
were not tracked. No systematic patterns of missing data within
the data collected, or between variables, were observed. There
is limited item nonresponse. Bivariate associations were assessed
through ANOVA and Pearson correlation tests, as appropriate.
Three generalized linear regressions, using a maximum
likelihood estimation procedure, were conducted, independently,
to explore associations between social media use and
demographics and knowledge, perceptions, and self-reported
adherence toward prevention guidelines, respectively. Although
the 3 outcomes of knowledge, perceptions, and self-reported
adherence were run independently, their theoretically dependent
nature led us to consider implementing a correction (ie,
Bonferroni), but as it resulted in a minimal impact on our
findings, the traditional α level of .05 was here used to evaluate
our findings.

Results

Overview
Of the 1043 participants, the median age of participants was
45.3 years (Table 1). The distribution of the gender identity of
the participants was split approximately equally between men
(515/1032, 49.9%) and women (513/1032, 49.71%), with few
participants indicating being nonbinary or transgender. The race
or ethnicity of participants was primarily White (696/1042,
66.79%), followed by Latino or Hispanic (137/1042, 13.15%)
and Black or African American (121/1042, 11.61%). A quarter
(253/1042, 24.28%) of participants held a bachelor’s degree
and approximately a quarter (269/1042, 25.82%) of participants
indicated earning US $50,000-US $79,999 annually. Finally,
almost half (498/1040, 47.88%) of the participants had received
a full vaccination series and booster against COVID-19.
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Table 1. Demographic characteristics of study participants (N=1043).

Values, n (%)Variables

45.3 (16.94)Age (years;1 participant’s data are missing), mean (SD)

Gender (11 participants’ data are missing)

515 (49.9)Men

513 (49.71)Women

4 (0.39)Nonbinary or other

Race or ethnicity (check all that apply; 1 participant’s data are missing)

121 (11.61)Black or African American

137 (13.15)Latino or Hispanic

22 (2.11)American Indian or Alaska Native and Native Hawaiian or Pacific Islander

696 (66.79)White

66 (6.33)Other

Education (1 participant’s data are missing)

25 (2.4)Less than high school degree

248 (23.8)High school graduate or equivalent

248 (23.8)Some college but no degree

123 (11.8)Associate degree

253 (24.28)Bachelor’s degree

112 (10.75)Master’s degree

33 (3.17)Doctoral or professional degree (JD, MD, or PhD)

Employment status over the last 3 months (6 participant’s data are missing)

499 (48.12)Working full-time

132 (12.73)Working part-time

74 (7.14)Unemployed and looking for work

70 (6.75)Homemaker or stay-at-home parent

35 (3.38)Student

200 (19.29)Retired

27 (2.6)Other

Previous year income (US $; 1 participant’s data are missing)

56 (5.37)Less than 10,000

58 (5.57)10,000-19,999

96 (9.21)20,000-29,999

87 (8.35)30,000-39,999

70 (6.72)40,000-49,999

117 (11.23)50,000-59,000

70 (6.72)60,000-69,999

82 (7.87)70,000-79,999

47 (4.51)80,000-89,999

51 (4.89)90,000-99,999

215 (20.63)100,000-149,999

93 (8.93)150,000 or more

Political affiliation (30 participants’ data are missing)

306 (30.21)Republican
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Values, n (%)Variables

382 (37.71)Democrat

325 (32.08)Independent

COVID-19 vaccination status (3 participant’s data are missing)

260 (25)No

282 (27.12)Yes, but no booster

498 (47.88)Yes, including booster

Social Media Site Use
Participants reported using, generally or for any reason, the
social media sites Facebook (835/1042, 80.13%), Twitter
(396/1042, 38%), Instagram (586/1042, 56.24%), Snapchat
(329/1042, 31.57%), Pinterest (320/1042, 30.71%), TikTok
(401/1042, 38.48%), Reddit (208/1042, 19.96%), LinkedIn
(254/1042, 24.38%), or another social media site (69/1042,
6.62%). Further, participants reported accessing COVID-19
information using the social media sites Facebook (604/1042,
57.97%), Twitter (220/1042, 21.11%), Instagram (258/1042,
24.76%), Snapchat (85/1042, 8.16%), Pinterest (59/1042,
5.66%), TikTok (129/1042, 12.38%), Reddit (84/1042, 8.06%),

LinkedIn (72/1042, 6.91%), and another social media site
(42/1042, 4.03%).

Table 2 presents the results of the bivariate analyses. Pearson
correlations suggest that the demographic variables of age,
education, and income were correlated with the prevention
mitigation outcomes of guideline knowledge, perceptions, and
self-reported adherence. The ANOVA suggests that political
affiliation was correlated with all 3 outcomes while gender, race
or ethnicity, and COVID-19 vaccination status were correlated
with prevention guideline perceptions and self-reported
adherence. Social media sites used to consume COVID-19 news
were correlated with self-reported adherence. Employment and
regularity of social media use were not correlated with the
outcomes of interest.
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Table 2. Bivariate analysis results.

OutcomesVariable

Self-reported adherencePerceptionsKnowledge

Age

0.08–0.140.09r

.01<.001.006P value

Education

0.110.0010.11r

<.001.97<.001P value

Employment

0.04–0.030.02r

.21.27.48P value

Income

0.04–0.080.15r

.17.007<.001P value

Gender

5.276.430.38ANOVA (F)

.02.01.54P value

Race or ethnicity

3.8512.662.36ANOVA (F)

.004<.001.051P value

Political affiliation

49.8794.136.23ANOVA (F)

<.001<.001.002P value

COVID-19 vaccination status

69.8523.882.7ANOVA (F)

<.001<.001.07P value

Site for COVID-19 news

2.891.642.07ANOVA (F)

.01.15.07P value

Regularity of social media use

1.231.210.53ANOVA (F)

.29.30.75P value

Knowledge of COVID-19 Guidelines
Indicating the level of knowledge related to COVID-19
prevention guidelines, the possible scores participants could
receive included 100% (n=14, 1.4%), 75% (n=112, 10.9%),
50% (n=429, 41.7%), 25% (n=368, 35.7%), or 0% (n=107,
10.4%) correct. Model 1 (Table 3) suggests that income,
Democratic political affiliation, and use of the social media
platform TikTok were associated with COVID-19 prevention
guideline knowledge. Specifically, as income (β=.03, 95% CI

0.005-0.05; P=.02) increased, it was found to be associated with
a higher level of knowledge of COVID-19 guidelines.
Democratic political affiliation (β=–.21, 95% CI –0.37 to
–0.057; P=.008) was found to be negatively associated with
guideline knowledge. Using TikTok as a source of COVID-19
information (β=–.29, 95% CI –0.58 to –0.004; P=.047) was
associated with a lower level of knowledge. This model
explained 6% of the variance in knowledge of COVID-19
guidelines.
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Table 3. Regression results for knowledge, perceptions, and self-reported adherence.

Model 3: self-reported adher-

encea
Model 2: perceptionsaModel 1: knowledgeaIndependent variables (reference)

P valueβ (95% CI)P valueβ (95% CI)P valueβ (95% CI)

.07.004 (–0.0004 to
0.008)

.007b–.007 (–0.01 to
–0.002)

.51.002 (–0.003 to
0.007)

Age

Gender (men)

.008b.15 (0.04 to 0.26).02b.16 (0.02 to 0.3).69.026 (–0.1 to
0.15)

Women

Race or ethnicity (White)

.02b.21 (0.03 to 0.39).24.14 (–0.09 to
0.36)

.66–.048 (–0.26 to
0.16)

Black or African American

.001b.27 (0.11 to 0.43).007b.28 (0.08 to 0.49).41–.079 (–0.27 to
0.11)

Hispanic or Latino

.16.32 (–0.13 to 0.77).002b.92 (0.35 to 1.49).79.072 (–0.45 to
0.6)

American Indian or Alaska Native and Native
Hawaiian or Pacific Islander

.19.14 (–0.07 to 0.36).63.07 (–0.21 to
0.34)

.49–.09 (–0.35 to
0.17)

Other

.95.001 (–0.039 to
0.04)

.56–.015 (–0.065 to
0.036)

.17.03 (–0.014 to
0.079)

Education level

.78.005 (–0.027 to
0.036)

.95–.001 (–0.04 to
0.038)

.13.029 (–0.008 to
0.066)

Employment

.13–.015 (–0.03 to
0.004)

.02b–.03 (–0.053 to
–0.005)

.02b.03 (0.005 to
0.05)

Income

Political affiliation (independent)

.001b–.23 (–0.37 to
–0.09)

<.001b–.5 (–0.67 to
–0.33)

.15–.12 (–0.28 to
0.04)

Republican

.01b.17 (–0.04 to 0.31)<.001b.34 (0.17 to 0.5).008b–.21 (–0.37 to
–0.057)

Democrat

COVID-19 vaccination status (yes, but no booster)

.003b–.22 (–0.36 to
–0.07)

.02b–.22 (–0.4 to
–0.04)

.99.00 (–0.17 to
0.17)

No

<.001b.32 (0.19 to 0.45)<.001b.31 (0.15 to 0.48).78.02 (–0.13 to
0.18)

Yes, including booster

Site for COVID-19 news (Reddit)

.02b–.23 (–0.42 to
–0.043)

.06–.23 (–0.47 to
0.009)

.45–.086 (–0.31 to
0.14)

Facebook

.05–.22 (–0.44 to
0.0026)

.005b–.40 (–0.68 to
–0.12)

.84–.026 (–0.28 to
0.23)

Instagram

.10–.33 (–0.71 to
0.057)

.49–.17 (–0.66 to
0.31)

.38.21 (–0.26 to
0.68)

Snapchat

.04b–.25 (–0.5 to
–0.009)

.06–.29 (–0.6 to
0.016)

.047b–.29 (–0.58 to
–0.004)

TikTok

.43–.08 (–0.28 to
0.12)

.01b–.33 (–0.58 to
–0.08)

.90.015 (–0.22 to
0.25)

Twitter

Regularity of social media use (less than once per week)

.22–.24 (–0.62 to
0.14)

.37–.22 (–0.71 to
0.27)

.24.27 (–0.18 to
0.71)

Several times per day

.27–.23 (–0.63 to
0.18)

.66–.12 (–0.63 to
0.4)

.52.16 (–0.32 to
0.63)

Once per day

.47–.16 (–0.58 to
0.27)

.91–.03 (–0.57 to
0.5)

.43.2 (–0.29 to 0.69)A few times per week
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Model 3: self-reported adher-

encea
Model 2: perceptionsaModel 1: knowledgeaIndependent variables (reference)

P valueβ (95% CI)P valueβ (95% CI)P valueβ (95% CI)

.92–.03 (–0.7 to 0.63).60–.23 (–1.07 to
0.62)

.16–.55 (–1.33 to
0.22)

Once per week

aR2 values of models 1-3 are 0.06 (knowledge), 0.23 (perceptions), and 0.19 (self-reported adherence) respectively.
bP values indicate statistical significance at the α=.05 level.

Perceptions of COVID-19 Guidelines
Model 2 (Table 3) suggests that age, gender, Hispanic or Latino
populations, American Indian or Alaska Native populations,
income, political affiliation, COVID-19 vaccination status, and
the use of the social media sites Instagram and Twitter were
associated with perceptions of COVID-19 prevention guidelines.
As age (β=–.007, 95% CI –0.01 to –0.002; P=.007) increased,
it was found to be associated with a perception of the guidelines
as strict. Women (β=.16, 95% CI 0.02-0.3; P=.02) were
associated with perceiving the guidelines as relaxed. Hispanic
or Latino (β=.28, 95% CI 0.08-0.49; P=.007) and American
Indian or Alaska Native and Native Hawaiian or Pacific Islander
(β=.92, 95% CI 0.35-1.49; P=.002) populations were found to
be associated with perceiving the guidelines as relaxed. As
income (β=–.03, 95% CI –.05 to –.005; P=.02) increases, it was
found to be associated with stricter perceptions of the guidelines.
Republican political affiliation (β=–.5, 95% CI –0.67 to –0.33;
P<.001) was found to be associated with perceiving the
guidelines as strict, while Democratic political affiliation (β=.34,
95% CI 0.17-0.5; P<.001) was found to be associated with
perceiving them as relaxed. Receiving the full vaccination series
and booster (β=.31, 95% CI 0.15-0.48; P<.001) was found to
be associated with perceiving the guidelines as relaxed, while
receiving no COVID-19 vaccinations (β=–.22, 95% CI –0.4 to
–0.04; P=.02) was associated with perceiving them as strict.
Instagram (β=–.4, 95% CI –0.68 to –0.12; P=.005) and Twitter
(β=–.33, 95% CI –0.58 to –0.08; P=.01) were found to be
associated with stricter perceptions of the COVID-19 prevention
guidelines. This model explained 23% of the variance in
perceptions of COVID-19 guidelines.

Adherence to COVID-19 Guidelines
As related to self-reported COVID-19 guideline adherence,
model 3 (Table 3) suggests that women, Black or African
American populations, Hispanic or Latino populations, political
affiliation, COVID-19 vaccination status, and the use of
Facebook and TikTok were associated with adherence to the
COVID-19 prevention guidelines. Women (β=.15, 95% CI
0.04-0.26; P=.008) were found to be positively associated with
adherence to the COVID-19 prevention guidelines. Black or
African American (β=.21, 95% CI 0.03-0.39; P=.02) and
Hispanic or Latino (β=.27, 95% CI 0.11-0.43; P=.001)
populations were found to be positively associated with
adherence to the guidelines. Republican political affiliation
(β=–.23, 95% CI –0.37 to –0.09; P=.001) was negatively
associated with adherence to prevention guidelines, while
Democratic political affiliation (β=.17, 95% CI –0.04 to 0.31;
P=.01) was positively associated with adherence. Receiving the
full vaccination series and booster (β=.32, 95% CI 0.19-0.45;

P<.001) was positively associated with adherence to the
COVID-19 prevention guidelines, while receiving no COVID-19
vaccinations (β=–.22, 95% CI –0.36 to –0.07; P=.003) was
negatively associated with adherence. Facebook (β=–.23, 95%
CI –0.42 to –0.043; P=.02) and TikTok (β=–.25, 95% CI –0.5
to –0.009; P=.04) were found to be negatively associated with
self-reported adherence to COVID-19 prevention guidelines.
This model explained 19% of the variance in adherence to
COVID-19 guidelines.

Discussion

Principal Findings
This study suggests that knowledge, perceptions, and
self-reported adherence toward COVID-19 prevention guidelines
differ by demographics and social media site use. Notably,
marginalized populations (eg, older adults, women, and racial
or ethnic minority individuals) were found to perceive the
COVID-19 prevention guidelines as relaxed, in addition to their
positive association with adherence. Political affiliation and
COVID-19 vaccination status mirror assumptions about
perceptions and adherence, where those identifying as
Republican and reporting no vaccination were associated with
perceiving the guidelines as too strict and adhering to a lesser
degree, respectively. The popular social media sites TikTok,
Instagram, Facebook, and Twitter were found to negatively
impact pandemic prevention efforts as they were differentially
associated with lower levels of knowledge, perceiving guidelines
as strict, and lower self-reported adherence. The findings of this
work, while demonstrating complicated interactions between
guideline knowledge, perceptions, and adherence, serve to
inform tailored public health interventions (ie, on the basis of
demographic subgroups and social media site use), platform
policies (eg, misinformation prevention), and digital public
health policy more broadly.

Demographics and Knowledge, Perceptions, and
Adherence Toward Guidelines
When considering the associations between the demographic
correlates of income, age, and gender with knowledge,
perceptions, and adherence toward prevention guidelines, the
findings suggest a complex pandemic landscape. Whereas
education and employment were not associated with guideline
knowledge, it can be assumed that income reflects a layer of
privilege afforded to those of higher income throughout the
pandemic. In the case of this study, income may be acting as a
proxy for pandemic privilege rather than solely socioeconomic
status. Pandemic privilege can be understood here as the role
of income in altering the pandemic environment, where those
with additional resources are more likely to have access to
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prevention methods (eg, working from home, personal protective
equipment, vaccination appointment flexibility, transportation,
residential privilege, limited disruptions to services and care,
and financial buffer for burdens of lost employment and wages)
[14,15]. Despite possessing increased knowledge of the
guidelines, perceptions of the prevention guidelines as strict
reflect privileged protections afforded through increased income.
Concordant with the existing literature, among older adults, a
higher level of adherence to prevention guidelines, despite
perceptions of them as strict, is likely due to the higher risk of
severe illness from COVID-19 associated with increased age
[16,17]. Gendered differences in perceptions of the guidelines
as relaxed with a higher level of adherence reflect
disproportionate pandemic burdens experienced by women (eg,
occupational exposure, incidence, and post–COVID-19
condition [long COVID]).

The present findings are in accordance with the existing
literature that demonstrates the impact of political affiliation on
knowledge, perceptions, and adherence toward prevention
guidelines. Partisan differences in perceptions of COVID-19
guidelines have been theorized to be explained by differential
risk perceptions as influenced by news sources and media
consumption [18-21]. Republican political affiliation has been
found to be aligned with a preference for reducing the imposition
of guidelines, while Democratic political affiliation is aligned
with a preference for maintaining guidelines [22]. In accordance
with the literature, political affiliation may play a decisive role
in impacting knowledge-seeking and comprehension,
perceptions, and adherence toward prevention guidelines. Health
communication efforts may bolster prevention efforts through
the characteristics inherent to partisan politics (eg, collectivism,
inequity perceptions, perceived risk, skepticism, and media
influence) and their influence on health behaviors [22-24]. The
emerging literature attests that although political affiliation may
demonstrate explanatory differences in pandemic prevention
outcomes, there is a call for public health efforts that extend
beyond interventions targeted based on political affiliation,
implementing bipartisan efforts that also further consider
demographics and individual differences influencing the
operationalization of information from news and social media
sites in the interest of COVID-19 prevention [18,23].

Social Media Sites and Knowledge, Perceptions, and
Adherence Toward Guidelines
The use of the social media sites TikTok, Instagram, Twitter,
and Facebook was found to be associated with lower knowledge,
stricter perceptions, and lesser adherence toward COVID-19
prevention guidelines. Despite operating under distinct
algorithms, all 4 platforms share commonalities in their
functions for photo, video, audio, and text sharing, as well as
social networking structures. A reliance on user-generated
content creates difficulty in regulating the presence and spread
of misinformation on social media. All 4 sites implemented, to
various degrees, efforts to mitigate misinformation through
informational banners on videos discussing the pandemic with
off-site links to additional information. Despite these soft
moderation efforts to address misinformation by TikTok,
Instagram, Twitter, and Facebook, all have been found to
contribute to the dissemination of misinformation [25-28].

Therefore, there is a need for improved mechanisms on these
social media sites to limit the spread of misinformation due to
its negative impacts on COVID-19 prevention guideline
knowledge, perceptions, and adherence in the physical
environment.

One key consideration of this study is the discrepancy between
the demographic profiles of the included social media sites and
the study sample. The user base of TikTok (ie, 48% users aged
18-29 years, 22% users aged 30-49 years, 14% users aged 50-64
years, and 4% users aged 65 years and older), Twitter (ie, 42%
users aged 18-29 years, 27% users aged 30-49 years, 18% users
aged 50-64 years, and 7% users aged 65 years and older), and
Instagram (ie, 71% users aged 18-29 years, 48% users aged
30-49 years, 29% users aged 50-64 years, and 13% users aged
65 years and older) tends to be younger than that of Facebook
(ie, 70% users aged 18-29 years, 77% users aged 30-49 years,
73% users aged 50-64 years, and 50% users aged 65 years and
older) [8]. Although the average age of the study sample is
older, it aligns with profiles of users of a similar age range who
are active online (ie, 22% users on TikTok, 27% users on
Twitter, 48% users on Instagram, and 77% users on Facebook)
[8]. Although social media sites have unique demographic user
profiles, it is necessary to consider that all individuals are able
to access their platforms. Understanding the scope of a
platform’s typical and atypical users is necessary to
systematically address misinformation online, where those who
do not align with the average user experience an assumedly
differential interaction with the platform and its content.

Public Health Implications
This research is uniquely situated within the COVID-19
pandemic and serves to inform tailored public health
interventions, social media platform strategies, and policies.
The key implications of this research include addressing
knowledge gaps in the literature regarding the impact of social
media use and demographic characteristics on COVID-19
prevention guideline knowledge, perceptions, and adherence.
Public health interventions should be tailored to relevant
platforms to address the impacts of social media sites on
prevention guideline knowledge, perceptions, and adherence.
Additionally, interventions targeting demographic subgroups
may be operationalized on social media platforms with a user
base that aligns with the target subgroup (eg, age, income, and
political affiliation). In this context, platform functionality
should be considered when designing interventions, regulations,
and misinformation mitigation policies to alleviate the negative
impacts of social media use on COVID-19 prevention efforts.
Finally, these findings are necessary to be operationalized within
public health interventions to tailor interventions to increase
pandemic-related knowledge while enhancing supportive
perceptions of the guidelines, aiming to increase and maintain
sufficient adherence among subpopulations to mitigate the
effects of the pandemic.

Strengths, Limitations, and Future Studies
This study has the strengths of using a country-wide,
quota-based sample to investigate emerging trends during the
pandemic as related to knowledge of, perceptions of, and
adherence to COVID-19 prevention guidelines. Although there
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is likely some inherent difference in those who are online and
able to participate in the survey as compared with those who
are not, this concern may be mitigated in the context of this
work, as it centers those active in the online environment. With
the goal of identifying the role of social media on the target
population, the exclusion of those not online is warranted. The
findings should be cautiously interpreted and generalized as
selection bias may affect the representativeness of the sample.
When interpreting the study’s findings, low statistical
significance does not imply the absence of a certain
phenomenon. One limitation that could persist, as the results
are reliant on a self-report measure of prevention guidelines
adherence, is participants’ ability to approximate habits (eg,
wearing a mask and using a social media site). A key limitation
of this study is the discrepancy between the demographics of
the study sample and the demographic profiles of the users of
the various social media sites included. Finally, as a

cross-sectional study, where some potential but key confounders
may not have been included, there is the inability to obtain
causal inference. Further, work accounting for the interrelations
between factors should be conducted to provide a comprehensive
assessment of confounders [22]. Future work should consider
focusing on the validation of measures to assess knowledge,
perceptions, and adherence. Additional research would benefit
from an expanded survey considering a variety of potential,
influential factors (eg, health literacy and location). Longitudinal
explorations of the influence of social media use, knowledge
levels, and declining perceptions should be prioritized in efforts
to examine their impacts on prevention guideline adherence
over time. Future directions for health communication should
prioritize implementing programmatic interventions on social
media platforms to address misinformation and information
oversaturation in a manner that optimizes each platform’s social
networking functions, algorithms, and user base.
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Abstract

Background: The COVID-19 pandemic triggered unprecedented global vaccination efforts, with social media being a popular
tool for vaccine promotion.

Objective: This study probes into Macao’s COVID-19 vaccine communication dynamics, with a focus on the multifaceted
impacts of government agendas on social media.

Methods: We scrutinized 22,986 vaccine-related Facebook posts from January 2020 to August 2022 in Macao. Using automated
content analysis and advanced statistical methods, we unveiled intricate agenda dynamics between government and nongovernment
entities.

Results: “Vaccine importance” and “COVID-19 risk” were the most prominent topics co-occurring in the overall vaccine
communication. The government tended to emphasize “COVID-19 risk” and “vaccine effectiveness,” while regular users prioritized
vaccine safety and distribution, indicating a discrepancy in these agendas. Nonetheless, the government has limited impact on
regular users in the aspects of vaccine importance, accessibility, affordability, and trust in experts. The agendas of government
and nongovernment users intertwined, illustrating complex interactions.

Conclusions: This study reveals the influence of government agendas on public discourse, impacting environmental awareness,
public health education, and the social dynamics of inclusive communication during health crises. Inclusive strategies,
accommodating public concerns, and involving diverse stakeholders are paramount for effective social media communication
during health crises.

(JMIR Infodemiology 2024;4:e51113)   doi:10.2196/51113

KEYWORDS

COVID-19; government; vaccine; automated content analysis; Granger causality test; network agenda setting; QAP; social media

Introduction

As of December 2022, the global COVID-19 pandemic had
resulted in 669 million confirmed cases and 6.8 million deaths
[1]. Environmental factors were a key determinant significantly

influencing the pandemic [2], through airborne viral infectivity
impacted by air pollution and seasonality effects [3,4].

Vaccination was crucial to contain the spread of virus [5],
although complex factors such as the Peltzman effect, emerging
viral variants, and socioeconomic conditions also affected
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pandemic diffusion [6]. Determining an optimal level of
vaccination is complex and multifaceted, requiring a balance
to avoid undermining democratic values and triggering larger
socioeconomic problems than the pandemic [7,8]. Nonetheless,
the willingness to vaccinate hinges on various factors, including
safety concerns, sociodemographic characteristics, and
individual behaviors and attitudes [9,10]. Other determinants
including lack of knowledge, government distrust, skepticism
about vaccine development, efficacy concerns, exposure
experience, coronaphobia, and workplace mandates also predict
vaccine uptake [11-13]. As social media becomes increasingly
significant for public communication, social media adaptivity,
information availability, and health care infrastructure
capabilities are also influential for vaccination decisions [14].

Vaccine communication plays a vital role in addressing public
concerns, building trust, and encouraging vaccine uptake.
Specifically, effective strategies including trusted sources, health
provider guidance, a reasonable quantity of information, cultural
tailoring, information contextualization, and cultural sensitivity
have the potential to significantly increase vaccination intent
[15-17]. Despite the notable antagonism in the discourse
surrounding immunization on social media [18], it is worth
noting that social media campaigns initiated by health
organizations have proven to be effective in increasing public
awareness about vaccination [19].

Governance mechanisms are another crucial factor for
expediting vaccine distribution and mitigating pandemic-related
socioeconomic effects [20]. Evidence has shown that clear,
consistent, and transparent communication from governmental
bodies engendered higher levels of public compliance and trust
[21,22]. Given the major impact of the pandemic on public
health and society, involvement of the government in vaccine
communication becomes a vital research area.

Governments worldwide have adopted diverse approaches to
encourage COVID-19 vaccination. For instance, the New
Zealand government promoted vaccination among young people
by highlighting community factors such as “protecting others”
and “striving for herd immunity” [23]. By promoting the
scientific notion that there are more advantages than
disadvantages to COVID-19 vaccination, the Chinese
government has strengthened risk communication to increase
the public's awareness of the benefits of vaccines [24]. Although
COVID-19 vaccine communication has received increasing
attention, particularly from the research community, scientific
evidence focusing specifically on low-risk regions, such as
Macao, is scarce. This suggests that the existing literature does
not sufficiently reflect the concerns of the Macao population as
related to COVID-19 vaccination. As one of the world’s most
densely populated cities, Macao has maintained a record of
relatively low risk of infection and high coverage of COVID-19
vaccines [25]. Throughout the pandemic before June 2022,
Macau had only recorded 17 confirmed cases of local infection
(with a rate of 2.5 cases per 100,000 population) with no
fatalities. By June 19, 2022, the vaccine coverage rate within
the entire population in Macao was 85.6% for at least 2 doses
and 40.5% for 3 doses [26]. The low prevalence of COVID-19
is believed to be the result of the close connection between
Macao and mainland China. Since the outbreak of the pandemic,

Macao has implemented anti-epidemic measures following the
“dynamic zero-COVID-19 policy” established by mainland
China, with some adaptations based on local socioeconomic
circumstances [27]. Given the close link between these entities,
it is important to understand how the Macao Government
communicated with citizens to drive their demand for
vaccinations and the impact of this communication. Researchers
have long investigated how governments develop policy agendas
and whether a policy agenda is led by the government or the
public [28]. However, literature on the role of the government
in public health agenda setting, specifically related to vaccine
promotion in the COVID-19 context, is limited.

The primary goal of this study was to reveal the patterns of
vaccine communication on social media during the COVID-19
pandemic as well as the role of the government in advancing
vaccination through a case study of Macao, the special
administrative region of China. By conducting this research,
we aimed to contribute to the existing knowledge on vaccine
communication and provide implications for policymakers to
improve health promotion communication strategies for
preparedness against future pandemics.

The theory of agenda setting suggests that the media has the
ability to influence the public agenda by making a specific issue
prevalent and salient [29]. Agenda setting is a competition
among issue proponents to gain the attention of media
professionals, the public, and policy elites [30]. Recently,
research about agenda setting has been extended by
incorporating the concept of social networks and the associative
network of memory, which has been proposed by Guo [31] as
the network agenda setting model (NAS). The NAS underlines
the associations between topics or attributes presented in the
agenda: The more frequently 2 attributes are correlated in news
coverage, the more likely the public will perceive them to be
interrelated [32].

The NAS can be used to identify the interconnections between
public, media, organizational, and government topics on social
media. For instance, a study conducted by Chen et al [33]
utilized the NAS to investigate the correlation between
individual users and organizational accounts on Weibo in terms
of their focus on nationalist concerns. The NAS emphasizes the
relationship between topics or attributes in constructed agendas.
Hou et al [34] analyzed posts mentioning COVID-19 vaccines
on Twitter and found that topics related to COVID-19 vaccines
can be divided into the following 9 categories: (1) vaccine
importance, (2) vaccine effectiveness, (3) vaccine safety, (4)
trust in governments, (5) trust in experts, (6) COVID-19 risk,
(7) vaccine accessibility, (8) vaccine distribution, (9) vaccine
affordability. Additionally, recent studies examined the concerns
of all users, including parents, regarding COVID-19 vaccines
(eg, [35]). However, these studies did not distinguish between
regular accounts (ie, ordinary individual users), government
accounts, organization accounts, and media accounts. This
distinction is important to understand the nuances of vaccine
promotion engaged by different entities. Governments, for
instance, influence public discourse through policymaking
[24,28], whereas organizations play a significant role in agenda
setting via funding, lobbying, and advertising activities [36].
The public, media, and government may construct different
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associations among topics in their respective agendas and impact
each other. Our research questions (RQ) thus ask the following:

• RQ1: What are the most prevalent agenda attributes
emphasized in the communication of vaccination on
Facebook during the COVID-19 outbreak in Macao?

• RQ2: How do the attributes interact in the vaccine agendas
of governmental and nongovernmental entities?

• RQ3: What are the associations between the vaccine agenda
networks constructed by government and nongovernment
users?

• RQ4: How do government and nongovernment users impact
each other’s vaccine agenda on Facebook?

Methods

Sample and Data
This study retrieved data relevant to COVID-19 vaccines in
Macao from January 1, 2020, when the SARS-CoV-2 virus was
initially detected in China, to August 31, 2022, when the number
of newly reported cases had sharply declined [1]. Facebook was
selected as the main source of data to analyze the dynamics of
vaccine communication in Macao. Being one of the most widely
used social media platforms globally, Facebook accounts for a
more dominant market share (65.05%) than other sources (eg,
Pinterest: 11.47%; Twitter: 10.54%) in Macao [37,38]. The
widespread usage of Facebook suggests that it has a significant
impact on the population’s perceptions, attitudes, and behaviors,
making it an essential platform to study to understand the public
agenda. In addition, Facebook’s archival nature allows for
tracking of the evolution of vaccine-related discussions over
time, capturing the core dynamics of vaccine communication
online.

A combination of the keywords “COVID-19” and “vaccine” as
well as their synonyms (ie, 29 synonyms of COVID-19–related
terms and 10 synonyms of vaccine-related terms) in Chinese
were used to detect and collect relevant posts (see Multimedia
Appendix 1). Information was also compiled on the various
labels given to users on Facebook, such as labels of government,
media, and organization accounts. Following the collection of
raw data from Facebook, data screening was performed to
remove duplicate and irrelevant posts. The preprocessing of
data including the removal of stop words (eg, “an,” “the,” “etc.,”
punctuation, symbols, and numbers) and word segmentation
was implemented using the DivoMiner platform.

Ethics Approval
This research strictly adheres to ethical guidelines by ensuring
complete anonymity and de-identification of all data sources.
To preserve the confidentiality and privacy of all sources
involved, no identifiable information about individual users,
their IDs, or direct, non-paraphrased posts are included in the
main manuscript or any supplementary materials.

Clarification
All identifiers in the data set (eg, names of the senders) were
removed and replaced with a code to mask the information about
each sender, ensuring the anonymization of our data. Data were

only collected from publicly available posts that were returned
based on the structured keyword search criteria.

Measures of Variables
This study investigated the dynamics of agenda setting between
government and nongovernment users on Facebook. To achieve
this, we categorized users into the following different categories,
drawing from prior research [39,40]: (1) media, (2) civil
organizations, (3) regular users, (4) government.

The media functions as information gatekeepers and holds
potential influence over people’s decision-making [29,32]. To
account for significant differences in content, news culture, and
viewpoints, the media category in this study was further divided
into professional media and alternative media for a thorough
investigation [41]. Professional media includes those traditional
mass media outlets responsible for information dissemination
and public awareness, such as newspapers, radio, and television,
while alternative media includes independent and electronic
media, which is in contrast to mainstream mass media. By
referencing relevant media research [42], this study annotated
professional media accounts, alongside alternative media
accounts.

Civil organizations, also called civil society organizations,
include those organizations or associations that are established
by individuals or groups with a common purpose or interest and
operate in the community, differing from the government and
corporations. Civil organizations work alongside the government
and other stakeholders to contribute to public discourse, policy
development, and social change [43].

Regular users were defined in this study as individuals who
interact with Facebook on a personal basis, without representing
any official capacity, media, or organizations. Therefore, regular
users can be considered as representatives of the public in this
study.

The government in this study was defined as all authorities. We
did not categorize the specific levels, instead treating all
government authorities as a single entity, to gain a clear
understanding of the overall position of the Macao Government
in vaccine communication. This was also a practice adopted by
previous research (eg, [44]).

The classification of Facebook users into 5 distinct categories
was conducted based on the information gathered from users’
short biographical profiles and the user identity labels provided
by Facebook. We assigned 2 coders to classify the users
contributing relevant posts. Any confusion that might have
occurred during classification was resolved through discussion.
This approach allowed for the categorization of users into
specific groups, enabling a systematic analysis of user
communication and interactions within the Facebook platform
[44].

To investigate the dynamics of vaccine communication, 9
predefined categories that indicate elements influencing vaccine
acceptance were established based on a coding framework
adapted from prior studies (eg, [34,45,46]). These categories
included the following topics: importance of vaccines,
effectiveness of vaccines, safety of vaccines, trust in
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governments, trust in experts, risk of the COVID-19 pandemic,
and vaccine convenience (ie, accessibility, distribution, and
affordability). Details of the coding categories are shown in
Multimedia Appendix 2.

Data Analysis Procedures

Automated Content Analysis
In this study, an automated content analysis method was used
to identify and categorize posts into the predefined categories.
Each post could belong to one or more categories or none at all.
The effectiveness of automated coding depends on the design
of the keywords. To develop accurate keywords, this study
followed the approach outlined by Chang et al [37] using the
Word2vec word embedding toolkit from the Python 3.7.4
Gensim module [47]. Word2vec, a word embedding technique
powered by neural networks, allows the identification of words
with similar meanings by analyzing word associations in a large
text corpus [48]. Due to the intricacies of the Chinese language,
the synonyms suggested by Word2vec were further checked by
assessing their relevance to the context. On this basis, the
Chinese thesaurus and relevant literature [49] were further
consulted for the inclusion of additional synonyms. The list of
keywords for machine coding can be found in Multimedia
Appendix 3.

DivoMiner, a text mining and automated content analysis
platform driven by machine learning algorithms, was used to
facilitate the automated content coding task. This platform
integrates automated content analysis with traditional content
analysis methods and has been widely utilized in health and
communication studies [37,50,51]. Following automated coding,
manual verification was conducted to ensure the accuracy and
reliability of the machine-generated outcomes. To achieve this,
2 coders, both native Cantonese speakers, were recruited and
underwent 36 hours of training to independently code 300
messages. Each variable was coded as either present or absent.
Discrepancies between the coders were resolved through
discussions, with the author intervening only when consensus
could not be reached between the coders. The overall intercoder
reliability, measured using Krippendorff alpha, demonstrated
satisfactory levels across all examined variables, with
coefficients ranging from .77 to .82. The consistency between
machine coding and manual coding reached an acceptable level,
with an average score of 74%. This score aligns with previous
studies, in which a threshold value of 70% was considered
rational [49-51].

Statistical Analysis
The conventional statistical analysis in this study involved the
use of SPSS (version 23; IBM Corp) for analysis. Categorical
variables were summarized using counts and percentages. The
chi-square test of independence was used, and post hoc
comparisons with Bonferroni corrections were further
implemented to precisely identify the specific significant
differences between user categories and vaccine-related topics
and avoid the likelihood of generating false-positive outcomes
(type I errors).

Co-Occurrence Network Analysis
Co-occurrence matrices, which represent the strength of ties
between 2 topics engaged by different users, were generated as
dyadic data sets. Based on the co-occurrence data, this study
established undirected and weighted topic co-occurrence
networks. Each network represents the co-occurrence relations
of the attributes of a certain user category. To clarify, if a
particular category of user mentions topic “i“ and topic “j,” a
band will link “i” and “j.” The width of the band indicates the
frequencies of the pair of topics discussed by a user type [52,53].
For example, in the professional media user category’s topic
co-occurrence network, if a professional media news report
mentions the topics of “vaccine importance” and “vaccine
effectiveness” together, the topics will be linked in the network
by a band. The more frequently these topics co-occur, the thicker
the band becomes. The visualization of topic co-occurrence is
presented in a chord diagram by Echarts (The Apache Software
Foundation), as indicated by Wang et al [52].

Quadratic Assignment Procedure for Network Analysis
In this study, the quadratic assignment procedure (QAP) method
was applied to understand the correlation between the Macao
Government’s agenda network and that of other Facebook users,
via analysis of the co-occurrence matrices. QAP is a common
method in social network or agenda network studies [40,54].
QAP correlation analysis can be used to assess the correlation
between 2 matrices with the Pearson correlation coefficient,
while QAP regression analysis can determine whether an
explanatory variable can predict an outcome variable when the
2 matrices are significantly correlated [55]. In this study, the
QAP method used UCINET 6.730 to test whether the Macao
Government’s vaccine agenda network has impacted that of
nongovernment Facebook users, particularly regular type users,
during the COVID-19 pandemic.

Vector Autoregression Modeling
The vector autoregression (VAR) approach was used to examine
the dynamic of agenda attributes between government and
nongovernment users. This approach evaluates the effect of an
observed variable by considering its lagged effect in the earlier
period and that of other predictors in previous time points,
without presuming the associations between the variables [56].
The VAR modeling technique is widely used in the economic
field and, in recent years, has been increasingly applied in
research on health science, sociology, neuroimaging, and
meteorology (eg, [54,57-59]).

VAR modeling is ideal for measuring the dynamic performance
response and interaction between performance and marketing
communication variables. A study applied VAR models to
construct the dynamic response relationship between news
stories and public attention using a combination of survey and
news content ranging from 2009 to 2013 [60]. The VAR models
captured the dynamic feedback system and gave estimates for
the short-term effects of TV news coverage on public perception
by demonstrating a unidirectional process wherein changes in
news salience led to significant changes in public salience. In
addition, VAR models have also been used to investigate the
dynamic mapping relationship between the diffusion of political
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messages and emotional expression in public messages during
the COVID-19 pandemic [61]. The increased diffusion of
political messages positively predicted changes in emotional
expression among citizens, and the VAR model was able to
explain the interdependencies among variables based on the lag
values of multiple time series. Overall, the VAR model proves
to be an insightful tool for analyzing complex relationships in
communication studies, providing insights into the short-term
and long-term effects of various factors on outcomes of interest.
Hence, using the VAR technique allows the exploration of
temporal dynamics and associations between different agenda
attributes in this study. For example, the approach enables a
better understanding of whether the agenda attributes propagated
by the government (AG) at time (t-n) impacts the agenda
attributes of nongovernment users (AN) including professional
media, alternative media, civil organizations, and regular users.
The VAR model was generated as follows:

Within this model, αi and βi are the estimated coefficients, ρ
represents the optimal number of lags for the model, and ε
indicates the error term. AGt-i and ANt-i represent the respective
variable at the earlier periods. For instance, AGt-1 indicates the
first lag of AG. The lag length for the VAR model was selected
as per the Akaike information criterion. The augmented
Dickey-Fuller test was applied to examine the stationarity of
the time series. For nonstationary series, differencing at the first
or higher level was performed to achieve stationarity [62]. When
both time series were stationary at the same level, this study
proceeded with the Johansen maximum eigenvalue and trace
tests based on the estimation of VAR models to determine
whether the time series were cointegrated and suitable for
Granger causality tests. Granger causality posits that causes
lead to effects and happen before their effects [40]. In this sense,
using prior values of a time series can statistically forecast the
future status of another time series.

In this study, the Granger causality test was used to provide
greater insight into the statistical causal relationship between
the government’s agenda and the nongovernment users’agenda.
To estimate VAR models and enable Granger causality tests,
this study transformed the collected data in the form of time
series by dividing the data into 32 monthly periods (from
January 2020 to August 2022), and each monthly period was
treated as an independent unit for analysis. EViews 12 software
was used for statistical analysis.

Results

Results of Content Analysis
This research initially collected a sample of 24,089 Facebook
posts with relevance to COVID-19 vaccines. Data screening

was further performed on the sample to remove duplicated,
irrelevant, and unclear messages, resulting in 23,577 unique
and relevant posts. Finally, the results of machine coding
presented a total of 22,986 posts that include the examined
vaccine topics.

In answering RQ1, we calculated the frequency of the vaccine
topics and found that the majority of posts in the sample related
to the importance of COVID-19 vaccination (7358/22,986,
32.01%), followed by posts that indicated the high risk of
contracting COVID-19 (6877/22,986, 29.92%) and highlighted
trust in experts (4320/22,986, 18.79%). In addition, a
considerable number of posts mentioned vaccine effectiveness
(4163/22,986, 18.11%), safety (3358/22,986, 14.61%),
accessibility (2683/22,986, 11.67%), distribution (2492/22,986,
10.84%), and affordability (1685/22,986, 7.33%), while posts
related to trust in government were less frequent (1593/22,986,
6.93%). In addition, in the overall vaccine-related discussion,
nongovernment users comprised a substantial majority of the
posts, at 76.85% (17,665/22,986). When examining the
nongovernment user segment at a more granular level,
professional media accounted for a significant proportion of the
posts, at 33.87% (7555/22,986), followed by alternative media,
at 12.24% (2814/22,986); civil organizations, at 3.99%
(918/22,986); and regular users, at 27.74% (6377/22,986). The
topics associated with vaccine agenda attributes by government
and nongovernment users are shown in Table 1.

The chi-square test indicated that the distributions of
vaccine-related topics were significantly different across the

user categories (χ2
32=1579.469, P<.001). The outcomes of the

post hoc comparisons suggested that the government was more
concerned with topics of vaccine effectiveness (1003/5322,
18.85%; P<.001), COVID-19 risk (1805/5322, 33.92%; P<.001),
vaccine accessibility (1010/5322, 18.98%; P<.001), and vaccine
affordability (605/5322, 11.37%; P<.001), while discussion of
vaccine safety (393/5322, 7.38%; P<.001), government trust
(133/5322; 2.5%, P<.001), expert trust (518/5322, 9.73%;
P<.001), and vaccine distribution (341/5322, 6.41%; P<.001)
occurred to a less extent than for other users. In comparison,
professional media contributed more to the topics of government
trust (752/7555, 9.95%; P<.001) and expert trust (1895/7555,
25.08%; P<.001). Alternative media, however, were less
inclined to discuss vaccine affordability (128/2814, 4.55%;
P<.001) than other categories of users. Regular users were
primarily concerned about vaccine safety (1092/6377, 17.12%;
P<.001) and vaccine distribution (724/6377, 11.35%; P<.001)
and were less concerned about vaccine effectiveness (937/6377,
14.69%; P<.001), COVID-19 risk (1529/6377, 23.98%; P<.001),
and vaccine accessibility (416/6377, 6.52%; P<.001) than other
users. The outcomes of the post hoc tests with details are shown
in Multimedia Appendix 4.
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Table 1. Overview of the vaccine agenda attributes by government and nongovernment users in Macau from January 1, 2020, to August 31, 2022.

Total, n (%)Nongovernment users, n (%)Government users, n
(%)

Vaccine topic

Regular usersCivil organizationsAlternative mediaProfessional media

22,986 (100)6377 (27.74)918 (3.99)2814 (12.24)7555 (32.87)5322 (23.15)All posts

7358 (32.01)1816 (28.48)298 (32.46)697 (24.77)2931 (38.80)1616 (30.36)Importance

4163 (18.11)937 (14.69)181 (19.72)404 (14.36)1638 (21.68)1003 (18.85)Effectiveness

3358 (14.61)1092 (17.12)140 (15.25)359 (12.76)1374 (18.19)393 (7.38)Safety

1593 (6.93)493 (7.73)40 (4.36)175 (6.22)752 (9.95)133 (2.5)Trust in government

4320 (18.79)1160 (18.19)154 (16.78)593 (21.07)1895 (25.08)518 (9.73)Trust in experts

6877 (29.92)1529 (23.98)211 (22.98)681 (24.2)2651 (35.09)1805 (33.92)COVID-19 risk

2683 (11.67)416 (6.52)80 (8.71)196 (6.97)981 (12.98)1010 (18.98)Accessibility

2492 (10.84)724 (11.35)113 (12.31)309 (10.98)1005 (13.3)341 (6.41)Distribution

1685 (7.33)370 (5.8)53 (5.77)128 (4.55)529 (7)605 (11.37)Affordability

Trend in Facebook Activities
To reveal the dynamics of different attributes of the vaccine
agenda, this study mapped trends of these attributes during the
investigated period. All vaccine-relevant content remained at a
relatively low volume in 2020 and increased significantly in
2021. The volume of content regarding “vaccine distribution”
began to grow at the start of 2021 and showed an observable
spike in February of the same year. This was followed by a

sharp acceleration in content regarding the high risk of
COVID-19 reaching its peak in June 2021. The highest peak in
vaccine-relevant content occurred in September 2021 related
to the topic of vaccine importance. Between June 2021 and
October 2021, the most debate centered around themes relating
to COVID-19 vaccines. Overall, variations in the volume of
vaccine communication were observed over time. Figure 1
shows the dynamic of vaccine discussion showing the monthly
volume of posts.
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Figure 1. Temporal changes in the vaccine agenda attributes (January 2020–August 2022): (A) vaccine importance, (B) vaccine effectiveness, (C) risk
of COVID-19, (D) government trust, (E) expert trust, (F) vaccine safety, (G) vaccine affordability, (H) vaccine distribution, (I) vaccine accessibility.

Interactions Between Agenda Attributes in Vaccine
Communication
To answer RQ2, this study computed the interrelationships
between agenda attributes by the government and
nongovernment users by constructing co-occurrence matrices.
Results showed that “vaccine importance,” “vaccine
effectiveness,” and “COVID-19 risk” were the most prominent
attributes interacting with each other in the agendas of
government and nongovernment users, except for the regular
users’ agenda in which “vaccine safety” (n=2503) rather than
“vaccine effectiveness” (n=2161) had more established
connections overall with other attributes. Specifically, the
government agenda featured strong connections between
“vaccine importance” and “COVID-19 risk” (n=1505), followed
by “vaccine importance” and “vaccine effectiveness” (n=945),
“vaccine importance” and “accessibility” (n=940), and
“COVID-19 risk” and “accessibility” (n=816). As for the agenda
of professional media, the strongest link was established between
“vaccine importance” and “COVID-19 risk” (n=1528), followed

by the link between “vaccine importance” and “vaccine
effectiveness” (n=1327) and the link between “vaccine
importance” and “trust in experts” (n=1220). In terms of regular
users, their agenda highlighted the relationships between
“vaccine importance” and “COVID-19 risk” (n=931), “vaccine
importance” and “vaccine effectiveness” (n=655), “vaccine
importance” and “vaccine safety” (n=644), “vaccine importance”
and “trust in experts” (n=536), and “vaccine safety” and
“COVID-19 risk” (n=469). Using chord diagrams, this study
visualized the interrelationships of agenda attributes by different
user categories. The arc in the outer ring represents the attributes
of the vaccination agenda and is differentiated by color. The
arc length indicates the total number of associations an attribute
maintains with other attributes when communicated by users
in a specific category. The band within the ring represents the
connected relationship between 2 topics, with the thickness of
the band indicating the magnitude of the connection. A set of
chord diagrams revealing agenda attribute interactions in the
agendas with comparison of different users is presented in Figure
2.
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Figure 2. Comparison of agenda attribute interactions by different users: (A) government, (B) professional media, (C) alternative media, (D) civil
societal organizations, (E) regular users. Acce.: vaccine accessibility, Afford.: vaccine affordability, Distri.: vaccine distribution, Eff.: vaccine effectiveness,
E.T.: expert trust, G.T.: government trust, Import.: vaccine importance, Risk: risk of COVID-19, Saf.: vaccine safety.

To assess the evolution of links between attributes over time,
this study also divided the co-occurrence dynamics of intragroup
agenda attributes into 3 distinct periods: 2020, 2021, and 2022.
Our findings revealed that the connections between agenda
attributes varied by both the time period and the categories of
Facebook users. Notably, in the government agenda, the link
between “vaccine effectiveness” and “vaccine affordability”
exhibited an increase in strength during 2022 (795/4150,
19.16%), compared with 2020 (18/223, 8.25%) and 2021
(690/4744, 14.54%). Conversely, the connection between
“vaccine importance” and “expert trust” within the agenda of
regular users demonstrated a decline in frequency over the
3-year span (2020: 119/1165, 10.21%; 2021: 282/3417, 8.25%;
2022: 118/1779, 6.63%). More information about the
co-occurrence dynamics of the intragroup agenda attributes over
time can be found in Multimedia Appendix 5.

Agenda Network Analysis
In answering RQ3, the results of the QAP tests demonstrated
significantly positive and strong correlations between the agenda
network of the government and those of professional media
(r=0.745, P=.005) and civil organizations (r=0.632, P=.02).
However, the correlations between the government’s agenda
network and the network of alternative media (r=0.462, P=.08)
and regular users (r=.451, P=.07) were not statistically
significant.

The subsequent QAP linear regression analysis tested whether
the agenda network of the Macao government can predict that
of nongovernment users. For example, by using the government
as a predictor and different types of nongovernment users as
outcome variables, the results demonstrated that the government
has an impact on the agenda network of professional media
(b=0.703, P=.006) and civil organizations (b=0.051, P=.02).

The adjusted R2 value for professional media indicated that
government accounts for around 54% of the variance in the
professional media’s agenda network, while government only
accounts for 38% of the variance in the agenda network of civil
organizations. The results of the QAP linear regression analysis
with the government as a predictor are shown in Table 2.

In the QAP linear regression model predicting the agenda of
regular users, the results revealed significant impacts of
alternative media (b=2.46, P=.001), professional media (b=0.52,
P=.001), and civil organizations (b=6.16, P=.001) on the agenda

of regular users. The adjusted R2 value for professional media,
civil organizations, and alternative media ranged from 0.81 to
0.86, suggesting that all 3 categories of users can explain
81%-86% of the variance in the regular users’ agenda network.
The results of the QAP linear regression analysis with regular
users as the outcome variable are shown in Table 3.
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Table 2. Quadratic assignment procedure regression analysis with government as the predictor.

Adjusted R2R2 valueP valueaUnstandardized coefficientUser category

0.3820.399.020.051Civil organizations

0.5430.556.0060.703Professional media

0.1910.214.100.095Alternative media

0.1800.204.120.246Regular users

aOutcomes were considered statistically significant at P<.05.

Table 3. Quadratic assignment procedure regression analysis with regular users as the outcome variable.

Adjusted R2R2 valueP valueaUnstandardized coefficientUser category

0.1800.204.120.246Government

0.8640.868.0012.462Alternative media

0.8050.811.0010.521Professional media

0.8270.832.0016.164Civil organizations

aOutcomes were considered statistically significant at P<.05.

Impacts of Government and Nongovernment Users on
Each Other’s Vaccine Agenda
To answer RQ4, the Granger causality test was further
performed to examine whether the 9 attributes in the
government’s agenda statistically predicted the future intensity
of topics discussed by different categories of users and vice
versa. Specifically, the results showed that attributes such as
“vaccine safety” (F3,13=3.817; P=.04) and “trust in experts”
(F3,13=3.916; P=.03) in the government’s agenda significantly
affected such attributes in the agenda of nongovernment users,
while the attributes associated with “trust in government”
(F3,13=4.590; P=.02) and “vaccine affordability” (F3,13=3.851;
P=.04) in the agenda of nongovernment users affected these
attributes in the agenda of the government at the significance
level of P<.05.

By classifying nongovernment users into different user
categories, the results suggested a unidirectional trend in the
attribute of “vaccine safety” flowing from the government’s
agenda to that of professional media (F5,15=3.247; P=.03), while
professional media affected the agenda of the government
unilaterally through the attributes of “vaccine importance”
(F5,12=7.192; P=.003), “vaccine effectiveness” (F3,13=4.391;
P=.02), “COVID-19 risk” (F5,15=5.173; P=.006), and “vaccine

affordability” (F3,13=4.754; P=.02). Additionally, alternative
media affected the government by setting the agenda with
attributes such as “COVID-19 risk” (F5,15=8.769; P<.001) and
“vaccine accessibility” (F5,15=2.963; P=.047), while there was
no temporal causation from the government to alternative media
for the attributes identified.

Regarding civil organizations, the government predicted the
agenda of civil organizations through the attributes of “vaccine
importance” (F5,15=4.111; P=.01), “vaccine effectiveness”
(F3,13=6.264; P=.007), and “trust in experts” (F3,9=15.877;
P=.001), while the causation from civil organizations to the
government was absent for all attributes except “vaccine safety”
(F3,12=4.405; P=.03).

Most notably, the Granger causality analysis revealed that the
government had a significant impact on the agenda of regular
users through the attributes of “vaccine importance”
(F5,15=3.809; P=.02), “trust in experts” (F5,15=16.639; P<.001),
“vaccine accessibility” (F5,15=3.343; P=.03), and “vaccine
affordability” (F3,13=6.012; P=.008). Despite the absence of
Granger causality from regular users to the government for most
attributes, there was a reciprocal relationship between the
government and regular users in the attribute of “vaccine
affordability.” The results of the Granger causality tests between
the government and other types of users are shown in Table 4.
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Table 4. Granger causality tests between government users and other types of users for each vaccine attribute.

Regular usersCivil societal organiza-
tions

Alternative mediaProfessional mediaNongovernment usersVaccine at-
tribute

Antecedent
variable

Outcome
variable

Antecedent
variable

Outcome
variable

Antecedent
variable

Outcome
variable

Antecedent
variable

Outcome
variable

Antecedent
variable

Outcome
variable

Importance

2.259 (5,15)3.809
(5,15)

1.801 (5,15)4.111
(5,15)

2.407 (5,15)2.412
(5,15)

7.192 (5,12)1.413
(5,20)

1.209 (2,20)1.410
(5,20)

F value
(df)

.10.02.17.01.09.09.003.26.32.26P value

Effectiveness

0.858 (2,30)0.968
(2,30)

0.567 (2,10)6.264
(3,13)

1.319 (5,9)0.293
(3,13)

4.391 (3,13)0.133
(2,30)

3.029 (3,13)0.449
(2,30)

F value
(df)

.44.39.58.007.34.83.02.88.07.64P value

Safety

2.912 (3,22)2.004
(5,15)

4.405 (3,12)2.923
(3,13)

2.419 (5,15)0.706
(1,15)

2.565 (5,15)3.247
(5,15)

3.222 (3,13)3.817
(3,13)

F value
(df)

.057.14.03.07.08.41.07.03.057.04P value

Trust in government

3.373 (3,13)0.304
(2,10)

3.585 (2,10)2.705
(3,9)

2.296 (3,13)1.228
(2,20)

3.924 (3,13)3.270
(3,13)

4.590 (3,13)2.017
(3,15)

F value
(df)

.051.74.07.11.12.31.03.055.02.15P value

Trust in experts

4.189 (2,9)16.639
(5,15)

1.058 (1,22)15.877
(3,9)

1.146 (2,20)0.401
(2,20)

1.437 (5,30)3.753
(2,10)

0.402 (2,20)3.916
(3,13)

F value
(df)

.051<.001.31.001.34.67.24.06.67.03P value

COVID-19 risk

0.235 (2,15)0.655
(2,15)

2.275 (3,20)2.442
(3,20)

8.769 (5,15)0.665
(3,3)

5.173 (5,15)1.890
(2,30)

1.124 (2,30)0.255
(2,9)

F value
(df)

.79.53.11.09<.001.63.006.16.34.78P value

Accessibility

2.376 (5,15)3.343
(5,15)

2.763 (5,10)1.546
(5,15)

2.963 (5,15)1.461
(5,15)

1.362 (5,20)0.045
(2,10)

2.781 (3,13)0.248
(2,15)

F value
(df)

.09.03.08.23.047.26.28.96.08.78P value

Distribution

0.458 (1,25)4.175
(1,25)

0.382 (1,20)1.264
(1,20)

0.005 (1,15)0.147
(1,25)

0.283 (2,20)0.596
(2,20)

0.104 (2,20)0.756
(2,20)

F value
(df)

.50.051.54.27.94.70.76.56.90.48P value

Affordability

5.067 (2,20)6.012
(3,13)

0.495 (2,20)0.525
(2,20)

0.688 (2,20)0.479
(2,20)

4.754 (3,13)0.745
(2,20)

3.851 (3,13)2.500
(3,13)

F value
(df)

.02.008.62.60.51.63.02.49.04.10P value

Discussion

Principal Findings
This study examined the dynamics and patterns of vaccine
communication on Facebook in Macao during the COVID-19
pandemic. The principal findings demonstrated that “vaccine
importance” was the most prevalent attribute in the vaccination
agenda on Facebook, followed by the attributes of “COVID-19

risk” and “trust in experts.” The overall vaccination agenda
revealed the highest co-occurrences were between “vaccine
importance” and “COVID-19 risk.” Differences existed in
agenda priorities between the government and regular users.
The government primarily focused on the risks of COVID-19
and the effectiveness of vaccines, whereas regular users were
more concerned with the safety and distribution of vaccines.
The Macao government played a role in shaping the agenda for
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regular users by highlighting vaccine importance (Granger
causality result: F5,15=3.809; P=.02), trust in experts (Granger
causality result: F5,15=16.639; P<.001), and vaccine accessibility
(Granger causality result: F5,15=3.343; P=.03) and affordability
(Granger causality result: F3,13=6.012; P=.008), while its impact
on the agenda network of regular users remained insignificant
(QAP result: b=0.246; P=.12). Both government and
nongovernment users (eg, professional media, alternative media,
civil organizations, and regular users) had intertwined agendas
with mutual influence.

Unlike previous studies that predominantly focused on single
aspects of vaccine communication (eg, [17,34]), this study used
a more holistic approach to reveal the role of various actors
including the government, professional media, alternative media,
civil organizations, and regular users in promoting vaccination
agendas and the interplay of diverse actors in the vaccine agenda
setting process. The results of this study suggest that
professional media acts as more than simple information
providers to the government but rather effectively pushed agenda
setting as a supplementary process to vaccine promotion by
raising salient topics that the government fails to identify due
to lack of information and experience. The government,
however, is more likely to respond to professional media to
receive timely feedback on vaccination issues for the purpose
of learning and improvement. This can be observed from the
impact that professional media has on the government in the
agenda setting process through topics of “vaccine importance”
(Granger causality results: F5,12=7.192; P=.003), “vaccine
effectiveness” (Granger causality results: F3,13=4.391; P=.02),
“trust in government” (Granger causality results: F3,13=3.924;
P=.03), “COVID-19 risk” (Granger causality results:
F5,15=5.173; P=.006), and vaccine affordability (Granger
causality results: F3,13=4.754; P=.02).

Who Leads the Vaccine Agenda of Whom?
Despite a significant correlation between the government agenda
network and the agenda network of nongovernment users, the
government had a limited impact on the agenda attributes of
different Facebook user categories and vice versa. As Facebook
is an open platform where information from a wide variety of
sources freely circulates and interacts, it is difficult to determine
the driving force behind the vaccine promotion agenda on the
platform [55]. In other words, nongovernment users’ vaccine
promotion agendas may have been impacted by other sources,
such as the World Health Organization or other health
professionals, which indicates a multidirectional effect.

As such, it appears that the government did not unilaterally set
the agenda of nongovernment users. Instead, there is a “2-way”
interaction between government and nongovernment user
agendas. Due to their mutual effect, neither the government nor
nongovernment users lead the agenda on social media. It is
likely that the government and different types of nongovernment
users pay attention to the agendas of one another and interact
with one another to build the overall vaccine agenda network
on Facebook. This corresponds with the argument by Finset et
al [63] that, amid the near-chaotic flow of information, every
individual, in different roles and with varied responsibilities,

can contribute to the development of the information flow and
agenda on COVID-19. A plausible explanation for this outcome
could be the unprecedented nature of the health crisis. The lack
of up-to-date crisis communication planning and experience
with coping with a novel crisis may challenge the government’s
agenda-setting process, particularly in terms of vaccine
promotion.

Comparison With Prior Work
Previous agenda setting research found that changes in the
government agenda led to changes in the public agenda [64].
However, during the COVID-19 pandemic, the public was no
longer passive consumers of social media. Our results indicating
the different concerns of vaccination between the government
and regular users corroborate previous findings by Zhou and
Zheng [44] who found that, during the COVID-19 pandemic,
the government’s Weibo account exhibited a more
propaganda-oriented approach, whereas public accounts were
more attentive to issues that directly pertained to self-interest,
such as protective measures against the virus and minimizing
financial losses. Unlike other political issues, the government
may have less impact on shaping public agenda due to the more
collected information possessed by the public. This is partly
consistent with some recent research indicating that shaping
public opinion in a fragmented digital environment such as
social media is challenging [54,65]. Additionally, the case of
Macao also indicates selective public responsiveness on topics
that are clear and straightforward, which partially verifies the
observation by Kim [66] that individuals are more receptive to
topics that are unambiguous and do not demand extensive
background knowledge as they may not have enough
background information with which to fully process any new
information on complex topics.

Practical Implications
Our study provides several implications to inform the
management of future pandemics. First, given the disparity
between the government and public agenda networks, it is
crucial to bridge the gap to enable effective vaccine
communication. Policymakers should strive for alignment
between government messaging and public concerns, addressing
issues that are prominent within the public discourse. Social
media listening activities are invaluable tools for understanding
public health concerns. By monitoring public conversation
through social media listening, policymakers can develop
targeted messaging and communication strategies that
effectively address public concerns and provide accurate
information to dispel misconceptions.

Second, the low responsiveness of the public agenda to the
government agenda indicates the need to enhance the
government impact on the public agenda. Governments can
streamline their messaging by using plain language, which helps
individuals with different levels of knowledge understand
information easily. Clear and concise presentation avoids
unnecessary complexity. Visual aids and interactive media can
also be used to improve public involvement and responsiveness,
overcoming barriers caused by limited background information.
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Third, policymakers’ efforts to convince the public to receive
vaccines in response to potential health risks have been shown
in our study to lead to a spillover of media attention that
significantly drives the vaccination agenda among the public.
Collaboration with influential media, including professional
and alternative media, thus offers a powerful means to facilitate
vaccination policy and improve public health. Governments
can utilize the extensive reach and persuasive power of media
outlets to actively involve and inform the public about specific
issues that should receive priority attention, thereby advancing
the government’s crisis management initiatives.

Fourth, civil organizations’ ability to shape public attention
toward vaccination issues by influencing the public agenda
network suggests that their impact on shaping the vaccination
agenda may be underestimated or overlooked. Driven by social
responsibility, civil organizations often dedicate their efforts to
promoting public health by increasing awareness and advocating
for public health policies [43]. The close ties to communities
enable them to be trusted sources of information for the public.
Therefore, through partnerships with civil organizations,
governments can leverage their networks, expertise, and
community trust to effectively promote vaccination initiatives.

Limitations
Several limitations warrant consideration. First, broadening the
scope beyond vaccines to encompass diverse policies could
offer a more comprehensive understanding of public attention
allocation mechanisms. Researchers are encouraged to explore
various policies to enhance generalizability. Second, although
Facebook data provided valuable insights, the findings are

platform-specific and may not apply universally. Future studies
should incorporate a diverse set of social media platforms and
combine quantitative data with surveys and interviews for a
more nuanced perspective. Third, although this study explored
temporal agenda dynamics, it did not delve into the determinants
driving public attention intensity, such as government
transparency and issue salience. Investigating these factors could
provide valuable insights into the agenda setting process at the
government level.

Conclusions
This study investigated the communication dynamics of
COVID-19 vaccines in Macao, with a specific focus on how
government agendas impact other entities on Facebook. Our
results reveal that the Macao Government’s efforts to set the
vaccination agenda on Facebook have shown limited
effectiveness in shaping the public’s discourse and priorities
regarding vaccines. Such findings have profound implications
for shaping government responses to future pandemics.
Authorities, in their endeavor to legitimize policies, must
recognize the intricate interplay between their agendas and
public reception. Although agenda setting serves as a strategic
tool to promote vaccination, it also exhibits limitations. This
requires a shift toward more nuanced, strategy-focused research.
This study offers indispensable insights in the area of crisis
communication, underscoring the urgent necessity of bridging
the gap between government and public agendas. Furthermore,
it illuminates the potential of collaborations with influential
media outlets and civil organizations as formidable channels to
augment the reach and influence of vaccination agendas set by
the government.
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Abstract

Background: Social media posts by clinicians are not bound by the same rules as peer-reviewed publications, raising ethical
concerns that have not been extensively characterized or quantified.

Objective: We aim to develop a scale to assess ethical issues on medical social media (SoMe) and use it to determine the
prevalence of these issues among posts with 3 different hashtags: #MedTwitter, #IRad, and #CardioTwitter.

Methods: A scale was developed based on previous descriptions of professionalism and validated via semistructured cognitive
interviewing with a sample of 11 clinicians and trainees, interrater agreement, and correlation of 100 posts. The final scale assessed
social media posts in 6 domains. This was used to analyze 1500 Twitter posts, 500 each from the 3 hashtags. Analysis of posts
was limited to original Twitter posts in English made by health care professionals in North America. The prevalence of potential

issues was determined using descriptive statistics and compared across hashtags using the Fisher exact and χ2 tests with Yates
correction.

Results: The final scale was considered reflective of potential ethical issues of SoMe by participants. There was good interrater
agreement (Cohen κ=0.620, P<.01) and moderate to strong positive interrater correlation (=0.602, P<.001). The 6 scale domains
showed minimal to no interrelation (Cronbach α=0.206). Ethical concerns across all hashtags had a prevalence of 1.5% or less
except the conflict of interest concerns on #IRad, which had a prevalence of 3.6% (n=18). Compared to #MedTwitter, posts with
specialty-specific hashtags had more patient privacy and conflict of interest concerns.

Conclusions: The SoMe professionalism scale we developed reliably reflects potential ethical issues. Ethical issues on SoMe
are rare but important and vary in prevalence across medical communities.

(JMIR Infodemiology 2024;4:e47770)   doi:10.2196/47770

KEYWORDS

ethics; social media; conflict of interest; interventional radiology; X; Twitter; cardiology; privacy; ethical issues; medical social
media; prevalence; professional; professionalism

Introduction

The digital footprint of clinicians on social media has increased
over the past 10 years with an estimated 90% and 65% of

clinicians using social media for personal and professional
purposes, respectively [1]. Medical social media (SoMe) has
blossomed, offering clinicians opportunities to collaborate across
distances, debate treatment approaches for challenging cases,
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and engage in public health advocacy [2-4]. However, this rapid
integration of social media in health care has outpaced guidance
that counsels on how to avoid ethical concerns that can occur
with SoMe [2].

The risks of SoMe have not gone unnoticed. Several professional
organizations have released statements outlining guiding
principles for online clinician behavior, including the American
Medical Association and the Federation of State Medical Boards
[5,6]. There have also been opinion pieces and recommendations
published within various specialties such as neurology,
dermatology, and vascular surgery [7-9]. Guidelines and opinion
pieces are helpful starting points but may not address subtle but
important breaches in professionalism [10] and may fail to
resonate with the majority of users’ experiences and values [2].

A few studies have assessed the prevalence of issues such as
violations of the HIPAA (Health Insurance Portability and
Accountability Act) [10]. However, the potential issues are
much broader than explicit patient privacy violations [10,11].
This study sought to develop a more complete scale of ethical
issues related to medical SoMe to provide empirical data on
these issues. The authors hypothesized that a scale could be
developed that captures the most salient ethical issues with good
interrater agreement and correlation. The authors also
hypothesized that applying such a scale would find that the
prevalence of issues was small and varied across different
professional groups.

Methods

Scale Development
This study was approved by the Stanford University Institutional
Review Board (eProtocol 60351). An initial draft of the scale

was developed based on medical professionalism in the new
millennium: a physician charter created by the American Board
of Internal Medicine Foundation, American College of
Physicians Foundation, and the European Federation of Internal
Medicine as well as a study by Chandratilake et al [12] assessing
definitions of medical professionalism across cultures [13].
These sources were selected to attempt to define medical SoMe
ethics that would be reflective of common definitions of medical
professionalism. The initial draft consisted of 5 criteria rated
on a 3-point scale: no ethical concern (0), potential ethical
concern (1), and clear ethical concern (2). The 3-point scale
was selected to reflect a concept raised by both initial sources
that ethical issues occur on a continuum, allowing the scale to
also capture less overt violations of professionalism.

The initial scale was then vetted for validity via semistructured
cognitive interviewing with a group of clinicians and trainees
[14]. Interviewees were recruited via email and were primarily
a convenience sample at the authors’ institutions. They were
invited to provide feedback on a draft of the scale, which
included fabricated posts and example scoring for
demonstration. Purposeful recruiting was used to ensure that
interviewees were diverse in terms of specialty, training level,
and gender identity. Iterative adjustments were made to the
initial scale based on interviewee feedback until additional
interviews continued suggesting that the scale was reflective of
interviewee perceptions of potential ethical issues related to
medical SoMe. This occurred after 11 interviews with
interviewees from 6 different specialties whose demographics
are shown in Table 1.
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Table 1. Demographic characteristics of interviewees (N=11).

Interviewees, n (%)Characteristic

Training level

2 (18)1st-year MDa

0 (0)2nd-year MD

2 (18)3rd-year MD

1 (9)4th+ year MD

0 (0)1st-year resident

1 (9)2nd-year resident

1 (9)3rd+ year resident

4 (36)Attending

Institution

8 (73)Stanford University School of Medicine

1 (9)University of California San Diego

2 (18)University of Kansas Medical Center

Specialty

2 (18)Anesthesiology

1 (9)DRb/IRc

1 (9)Emergency medicine

1 (9)Primary care

1 (9)Psychiatry

1 (9)Otolaryngology

4 (36)Undeclared

Sex

7 (64)Female

4 (36)Male

aMD: Doctor of Medicine.
bDR: Diagnostic Radiology.
cIR: Interventional Radiology.

The vetted scale scored posts on 6 domains, using the same
3-point scale (Table 2). Scale item interrelation as well as scale
interrater agreement and correlation were assessed by having 2
researchers use the scale to independently rate 50 random posts
each from #MedTwitter between June 15, 2021, and August
15, 2021, with an overlap of 10 tweets. Posts were identified

using the Healthcare Hashtag Project (Symplur, LLC). The
interrelation of scale items was assessed via Cronbach α.
Interrater agreement was assessed via Cohen κ and interrater
correlation was assessed via Spearman correlation coefficient,
assuming a nonlinear relationship. An α of <.05 was predefined
as statistical significance.
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Table 2. Medical social media professionalism scale.

ScorePrinciple

2=major concern1=minor concern0=no concern

Patient privacy

Post uses one or more HIPAA
identifiers that allows for easy
identification.

Post omits HIPAA identifiers but
uses information that could potential-
ly allow for patient identification,
particularly when combined with
the author’s known practice loca-
tion, medical specialty, or rarity of
medical condition.

Post omits HIPAAa identifiers
and any other details that in
combination would enable pa-
tient identification.

Does the post maintain patient privacy
by applying appropriate safeguards for
patient information and removing pa-
tient identifiers?

Patient dignity

Post is objectifying or dehuman-
izing, treating patients as being
of lesser intelligence or caliber.

Post contains references, images, or
language that could be negatively
construed such that some may take
offense.

Post treats patients as individu-
als worthy of respect and does
not demean the patient in any
way.

Does the post treat patients with respect
and avoid the use of degrading lan-
guage or images?

Information accuracy

Information in the post is overtly
sensational and makes baseless
claims.

Information in the post is ambiguous
or exaggerated in a manner that
could lead to misinterpretation.

Information in the post is rea-
sonably supported by current
evidence and does not make
superlative claims.

Is the information medically accurate
with no counterfactual, exaggerated, or
otherwise misleading content?

Conflict of interest

The post promotes or endorses
products or services without a
proper declaration of conflicts
and also makes authoritative
claims about these products.

The post promotes or endorses
products or services without a decla-
ration of conflicts, however, it does
not make authoritative claims about
these products.

The post does not promote or
endorse products or services
without an appropriate declara-
tion of any associated financial
ties.

Is the post unduly influenced by ulteri-
or motives for private gain without
proper acknowledgment or disclosure
in a way that could affect information
accuracy?

Justice and equity

The post explicitly expresses
sentiments that are discriminato-
ry and is a proponent for the dif-
ferential treatment of individuals
based on these prejudiced no-
tions.

The post contains ideas associated
with stereotypes or broad generaliza-
tions without suggesting the differ-
ential treatment of individuals based
on these stereotypes.

The post does not express or
imply any discriminatory senti-
ments or propagate a stance that
either sustains or widens in-
equities in health care.

Is the text or images in the post discrim-
inatory based on race, gender, socioe-
conomic status, ethnicity, religion,
sexual orientation, or any other social
category and does the post promote
further inequities in health care?

Interprofessional respect

Post clearly mocks or disrespects
colleagues, portraying them as
inferior or of lesser intelligence
or caliber.

Post contains references, images, or
language that could be negatively
construed by other colleagues as
offensive.

Post treats colleagues and other
health care professionals with
esteem and does not demean
them in any way.

Does the post treat colleagues and other
health care professionals with respect
and avoid the use of stereotypes,
mockery, and incivility?

aHIPAA: Health Insurance Portability and Accountability Act.

Evaluation of Posts
The validated scale was then used to assess the prevalence of
ethical issues among posts using 3 distinct hashtags:
#MedTwitter, #IRad, and #CardioTwitter. These were selected
as they are the most frequently used hashtags among the general
medical community, interventional radiologists, and
cardiologists, respectively, as indicated by the number of posts
per day for each hashtag on the Symplur software. Interventional
Radiology (IR) and cardiology were selected to provide
examples of more specialty-specific posts to contrast with
#MedTwitter as they are primarily used by physician specialists
in those fields to discuss more expert medical content compared
to #MedTwitter. Posts were limited to those in English posted
by individuals (rather than societies or bots) who are clinicians
or health care trainees in North America between December
10, 2021, and January 10, 2022. Retweets were also excluded.

A total of 1500 posts were analyzed, 500 from each hashtag.
Data were analyzed using descriptive statistics as well as Fisher

exact tests and χ2 tests with Yates correction to compare the
prevalence of ethical issues across hashtags. These statistical
tests were selected to adjust for the low rates of ethical issues.
All statistical analyses were performed using SPSS software
(IBM, Inc).

Ethical Considerations
All procedures were approved by the Stanford University
Institutional Review Board (IRB#: 60351) and were per the
legal and ethical standards of the responsible committee on
human experimentation institutionally. Additionally, we adhered
to local, national, regional, and international laws and
regulations regarding the protection of personal information,
privacy, and human rights.
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Results

Scale Development
Cognitive interviewing supported the validity of the initial 5
domains. However, the initial interviewees felt the initial scale
did not address interspecialty and inter–health care professional
cyberbullying, leading to the addition of interprofessional
respect as a 6th domain. Interviewees also suggested the addition
of language to better delineate a minor concern (1) rating from
a major concern (2) rating. Subsequent interviews confirmed
that the 6-domain scale, each rated from 0 to 2, was reflective
of their perceptions of SoMe ethics.

The scale demonstrated good interrater agreement (Cohen
κ=0.620, P<.01) and moderate to strong positive correlation
between the scores given by the independent raters (Spearman
correlation coefficient=0.602, 95% CI 0.515-0.677; P<.001).
The scale domains showed minimal to no interrelation
(Cronbach α=0.206).

Evaluation of Posts
Application of the scale to 1500 Twitter posts showed that
ethical concerns across all 6 domains were infrequent with the
majority in the range of 0.2% (n=1) to 1.2% (n=6). Further, 1
exception was a minor conflict of interest concern among posts
using #IRad, which demonstrated a prevalence of 3.6% (n=18).
Relative to posts using #MedTwitter, posts using #IRad or
#CardioTwitter were more likely to have patient privacy
concerns (n=7, 1.4% vs 0%, P=.02; n=6, 1.2% vs 0%, P=.04;
respectively). Posts using #IRad were also more likely to have
conflicts of interest concerns relative to #MedTwitter and
#CardioTwitter (n=18, 3.6% vs n=3, 0.6%, P<.001; n=18, 3.6%
vs n=4, 0.8%, P=.005; respectively). Issues related to
interprofessional respect were also more prevalent in #IRad
posts than #CardioTwitter (n=8, 1.6% vs n=1, 0.2%, P=.04) but
similar to #MedTwitter (n=8, 1.6% vs n=6, 1.2%, P=.79). As
a result, across all domains, #IRad posts had the greatest overall
prevalence of ethical concerns. Table 3 summarizes the
prevalence of ethical concerns by hashtag and domain and
Tables 4-6 summarize comparisons between hashtags.

Table 3. Prevalence of ethical concerns on medical social media by hashtag (N=500).

Major concern (2), n (%)Minor concern (1), n (%)No issue (0), n (%)

MedTwitter prevalence

0 (0)0 (0)500 (100)Patient privacy

2 (0.4)3 (0.6)495 (99)Patient dignity

1 (0.2)2 (0.4)497 (99.4)Information accuracy

0 (0)0 (0)500 (100)Conflict of interest

0 (0)1 (0.2)499 (99.8)Justice and equity

2 (0.4)4 (0.8)494 (98.8)Interprofessional respect

IRa prevalence

1 (0.2)6 (1.2)493 (98.6)Patient privacy

2 (0.4)1 (0.2)497 (99.4)Patient dignity

1 (0.2)2 (0.4)497 (99.4)Information accuracy

0 (0)18 (3.6)482 (96.4)Conflict of interest

0 (0)0 (0)500 (100)Justice and equity

1 (0.2)7 (1.4)492 (98.4)Interprofessional respect

Cardiology prevalence

0 (0)6 (1.2)494 (98.8)Patient privacy

0 (0)1 (0.2)499 (99.8)Patient dignity

0 (0)0 (0)500 (100)Information accuracy

2 (0.4)2 (0.4)496 (99.2)Conflict of interest

0 (0)0 (0)500 (100)Justice and equity

0 (0)1 (0.2)499 (99.8)Interprofessional respect

aIR: Interventional Radiology.
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Table 4. Comparison of ethical concerns on medical social media by hashtaga: #IRad vs #MedTwitter.”

Chi-squared with Yates correction P
value

Fisher exact P value#MedTwitter, n (%)#IRad, n (%)

#IRad vs #MedTwitter

.02b.02b0 (0)b7 (1.4)bPatient privacy

.72.735 (1)3 (0.6)Patient dignity

≥.99≥.993 (0.6)3 (0.6)Information accuracy

<.001b<.001b0 (0)b18 (3.6)bConflict of interest

.32≥.991 (0.2)0 (0)Justice and equity

.79.796 (1.2)8 (1.6)Interprofessional respect

aComparisons reflect the composite of major and minor concerns for each scale criterion. P<.05 on a 2-tailed analysis was considered significant.
bComparisons that are significant.

Table 5. Comparison of ethical concerns on medical social media by hashtaga: #CardioTwitter vs #MedTwitter.”

Chi-squared with Yates correc-
tion P value

Fisher exact P
value

#MedTwitter, n (%)#CardioTwitter, n (%)

#CardioTwitter vs MedTwitter

.04b.03b0 (0)b6 (1.2)bPatient privacy

.22.225 (1)1 (0.2)Patient dignity

.62.373 (0.6)0 (0)Information accuracy

.37.220 (0)4 (0.8)Conflict of interest

.32≥.991 (0.2)0 (0)Justice and equity

.13.126 (1.2)1 (0.2)Interprofessional respect

aComparisons reflect the composite of major and minor concerns for each scale criterion. P<.05 on a 2-tailed analysis was considered significant.
bComparisons that are significant.

Table 6. Comparison of ethical concerns on medical social media by hashtaga: #IRad vs #CardioTwitter.”

Chi-squared with Yates correction
P value

Fisher exact P value#CardioTwitter, n (%)#IRad, n (%)

#IRad vs #CardioTwitter

.78≥.996 (1.2)7 (1.4)Patient privacy

.62.621 (0.2)3 (0.6)Patient dignity

.62.370 (0)3 (0.6)Information accuracy

.005b.004b4 (0.8)b18 (3.6)bConflict of interest

≥.99≥.990 (0)0 (0)Justice and equity

.04b.04b1 (0.2)b8 (1.6)bInterprofessional respect

aComparisons reflect the composite of major and minor concerns for each scale criterion. P<.05 on a 2-tailed analysis was considered significant.
bComparisons that are significant.

Discussion

Principal Results
This study sought to develop a scale to characterize and
quantitate ethical issues on SoMe and then apply the scale to 3
different SoMe communities based on Twitter hashtags.
Although some guidelines and opinion pieces exist describing
potential ethical issues on SoMe, to the best of the authors’

knowledge, no scales had been created, making it difficult to
assess the prevalence of ethical issues and guide efforts to
mitigate potential harm [10]. This is important not only because
of legal implications, but this behavior can exacerbate existing
hierarchies and damage mutual trust.

The scale proposed in this study was developed via a structured
deductive and inductive approach. Key domains were identified
based on literature review as well as qualitative interviews,
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consistent with best practices in scale development [15,16].
This helped ensure that the scale was comprehensive and
perceived as valid. Interrater agreement and correlation were
good but likely limited by the qualitative nature of these
assessments. The lack of interrelation between domains is not
unexpected. A post with a patient privacy concern would not
necessarily be more likely to have a conflict of interest as well.

Application of the scale to Twitter posts with #MedTwitter,
#CardioTwitter, and #IRad yielded a couple of important
observations. First, the prevalence of ethical concerns is low,
often around 1% (n=5) across domains. However, such a number
is not insignificant. According to Symplur software, there are
approximately 5000 to 8000 posts per day made using
#MedTwitter, equating to approximately 50-80 ethically
concerning posts per day. These findings are similar to a 2011
study of over 5000 general tweets from health care providers,
which found 3% of tweets were unprofessional and 0.7% were
concerning for breaches in patient privacy [17].

A second interesting observation was how the prevalence of
ethical concerns varied across the 3 groups of posts analyzed.
For example, posts with the specialty-specific hashtags
#CardioTwitter and #IRad had more patient privacy and conflict
of interest concerns than general #MedTwitter posts. This may
be due to a higher likelihood of posting specific patient cases
in specialty-specific communities to illustrate an approach or
solicit recommendations compared to the general #MedTwitter
community. Posts with conflict of interest were also most
prevalent in #IRad posts, which may be due to IR being a more
procedural specialty than cardiology in general, and a specialty
whose professional identity is closely tied to specific procedures
and devices rather than patient populations [18]. Previous
authors have observed similar variations in posts across
specialties. The dominating content among IR posts tends to be
images of an intervention performed on a patient to share new
techniques or gather recommendations for superior approaches
[19]. In contrast, cardiology posts are dominated by short
synopses of trending research papers with reactive commentary
[20]. However, interventional cardiology posts can share similar
traits to IR [20,21], likely accounting for some of the overlap
in the ethical issues among these posts.

Practical Implications
The persistence of posts with ethical issues among medical
professionals and trainees invites evaluation of current social
media training programs. The domains in the scale offer a useful
framework with validated language and examples to offer
caution against ethical concerns that go beyond HIPAA
violations. The framework can also foster a mental model to
assist in evaluating personal tweets before publishing a post.
This is important as once a post is made; it is difficult to retract
it completely before it is shared or copied by other users.

The results from this study also provide a foundation for
evidence-based social media guidelines by professional bodies
and specialty-specific societies. As demonstrated by differences
in the prevalence of ethical concerns between #CardioTwitter
and #IRad, not all ethical issues are equally problematic, and
with this data, guidelines can be tailored to the target group.
This scale can be applied to hashtags used by other specialists

to uncover trends in ethical issues and address those weak points
more specifically. For example, social media statements for
interventional radiologists may include more specific and
detailed guidance on avoiding conflict of interest concerns.

From an academic perspective, the scale and methodology
described in this study offer a way to assess the efficacy of
interventions aimed at reducing the frequency of ethical issues
on SoMe. Previously, there were limited ways to quantify and
characterize the landscape of SoMe professionalism. However,
now it is possible to perform pre- and poststudies with a specific
intervention of interest.

Although this study focused on the application of the
professionalism scale to Twitter posts as a proof of concept, the
principles could be translated to other platforms as they do not
include any evaluation metric that is inherent to Twitter, since
the development of the scale was independent of any specific
platform. From a validation perspective, this translation would
be easiest for platforms that mimic Twitter by using a
combination of texts and images, such as Facebook and
Instagram posts. Importantly, videos were not assessed in this
study, which would be of interest in analyzing Reels, TikTok,
and YouTube videos. However, the methodology of this study
can be applied to these different social media contexts to assess
the generalizability of the scale.

Limitations and Future Directions
This study had important limitations. The scale provides a good
estimate of the prevalence of ethical issues, but it is not a
thorough investigation of whether a given issue definitively
exists especially for domains like conflict of interest that are
challenging to verify without collateral information. Although
the scale development incorporated input from a diverse group
of clinicians and trainees in terms of training level, specialty,
and gender identity, the sample was a small convenience sample
from academic settings that could have missed important input
from other clinicians in different contexts, for example, private
practice. The sample was limited to posts in English from North
America due to language restrictions and greater cultural
familiarity. However, this may limit the external validity of the
scale and results in other cultures. The authors relied on
self-described Twitter biographies to limit posts to health care
professionals, which could have been inaccurate.

To address some of these limitations, future steps to continue
improving the scale would include expanding the sample to
include more physicians and trainees from private practice,
community hospitals, and primary care so that these additional
perspectives can further refine the scale. Additionally, although
the Cohen κ for interrater reliability already suggests good
agreement, there may be domains with greater discrepancies
than others. The language of these domains can be made more
precise or explicit based on a bigger sample feedback to
potentially improve consistency. Lastly, a comparison among
different platforms would help directly assess if scale validity
transcends social media contexts.

Conclusions
The developed SoMe ethics scale is reliable, relevant, and
concisely captures the myriad ethical tensions that can arise on
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these platforms. Ethical issues are present in a small but
meaningful percentage of posts among health care professionals,
which vary in important ways across different specialties and
professional groups. The authors hope this scale will allow

researchers to better characterize and assess the prevalence of
ethical issues on SoMe while guiding more targeted
interventions to mitigate these issues.
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(JMIR Infodemiology 2024;4:e57880)   doi:10.2196/57880

In “Verification in the Early Stages of the COVID-19 Pandemic:
Sentiment Analysis of Japanese Twitter Users” (JMIR Infod
2024;3(1):e37881) the authors made 3 corrections.

1. The authorship list was previously listed as:

Ryuichiro Ueda, MA; Feng Han, MA; Hongjian
Zhang, MD; Tomohiro Aoki, MA; Katsuhiko
Ogasawara, Prof Dr

And has now been changed to:

Ryuichiro Ueda, MHA; Feng Han, MHA; Hongjian
Zhang, PhD; Tomohiro Aoki, MHA; Katsuhiko
Ogasawara, MBA, PhD

2. Author Feng Han’s affiliation was originally:

Faculty of Health Sciences, Hokkaido University,
Sapporo, Japan

And was changed to:

Graduate School of Medicine, Hokkaido University,
Sapporo, Japan

3. The phone number listed for the corresponding author was
originally:

81 011 716 2111

And was changed to:

81 11 706 3409

The correction will appear in the online version of the paper on
the JMIR Publications website on March 14, 2024 together with
the publication of this correction notice. Because this was made
after submission to PubMed, PubMed Central, and other full-text
repositories, the corrected article has also been resubmitted to
those repositories.
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Abstract

Despite challenges related to the data quality, representativeness, and accuracy of artificial intelligence–driven tools, commercially
available social listening platforms have many of the attributes needed to be used for digital public health surveillance of human
papillomavirus vaccination misinformation in the online ecosystem.

(JMIR Infodemiology 2024;4:e54000)   doi:10.2196/54000

KEYWORDS

human papillomavirus; HPV; vaccine; vaccines; vaccination; vaccinations; sexually transmitted infection; STI; sexually transmitted
disease; STD; sexual transmission; sexually transmitted; social media; social listening; cancer; surveillance; health communication;
misinformation; artificial intelligence; AI; infodemiology; infoveillance; oncology

Introduction

The COVID-19 pandemic accelerated the spread of
misinformation online, creating an “infodemic” that had
profound effects on health behavior [1]. The breadth and depth
of COVID-19 misinformation expanded to include all
vaccinations, such as human papillomavirus (HPV) vaccination,
depressing already suboptimal vaccination uptake in the United
States [1,2]. As HPV vaccination is critical to the prevention
of various cancers, this could pose significant cancer control
challenges in the future [2]. There is an urgent need to address
HPV vaccination misinformation to increase HPV vaccination
uptake [2]. Behavioral interventions can counter misinformation
online, but they are typically limited to a single social media
platform without geographic specificity [3].

Public health surveillance (PHS) is defined by the Centers for
Disease Control and Prevention (CDC) as “the ongoing,
systematic collection, analysis, interpretation, and dissemination

of data regarding a health-related event for use in public health
action to reduce morbidity and mortality and to improve health”
[4]. Digital PHS (DPHS) uses data from online sources, often
collected outside of traditional PHS, for similar purposes [5].
There has been debate as to the ethics of using publicly available
online data for DPHS [5]. However, the pandemic illustrated
the need for user-friendly, timely, interactive digital tools to
drive health-related intervention [6].

Social listening (SL) is the process of aggregating data from
across online channels to collect real-time measures of emotions,
opinions, and themes, typically through platform algorithms
that rely on machine learning and artificial intelligence (AI) [7].
While SL platforms’AI-driven tools for emotion and sentiment
detection can be unreliable, machine learning provides an
opportunity to “train” SL platforms for greater accuracy over
time in the automated recognition of emotions and sentiments
[8]. The World Health Organization Early AI-Supported
Response With Social Listening Platform (WHO EARS) uses
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an SL dashboard to provide health professionals access to
information from across the internet to assist in the development
of timely responses to COVID-19 narratives that occur online
at the global and country levels, highlighting the growing
acceptance of such tools in public health [7].

The purpose of this exploratory study was to assess the
feasibility of using a commercially available SL platform to
monitor HPV vaccination misinformation online at the national
(ie, within the United States overall) and state (ie, within
Mississippi and Rhode Island) levels.

Methods

Ethical Considerations
This study received institutional review board exemption from
West Virginia University (protocol #00152755).

Study Design
Brandwatch was the commercially available SL platform
selected for this exploratory study. It was selected after
reviewing functionalities of leading SL platforms and having
conversations about capabilities with representatives from
Agorapulse, Brandwatch, Hootsuite, and Sprout Social. While
most platforms had similar functionalities and data access,
Brandwatch was selected based on opportunities to build queries
with greater geographic specificity. While there is limited
research on SL platform functionality within public health,
Brandwatch was previously studied for the accuracy of
AI-driven analyses [8]. The previously cited limitations of
Brandwatch AI-driven tools informed the study team’s
systematic, routine approach to training.

The research team received onboarding from Brandwatch
through 5 structured, live training sessions. Two research team
members completed a self-paced online training certificate.
After onboarding was complete, the research team’s SL lead
analyst (AS) built an HPV vaccination query within Brandwatch,
using keywords and phrases identified through previous research
and with research team consensus [9]. From this query, AS,
with support from Brandwatch developers, created a dashboard
to monitor online conversations within the United States overall
and in 2 states—Mississippi, the US state with the lowest HPV
vaccination rate, and Rhode Island, the US state with the highest
vaccination rate. The research team regularly reviewed the query
keywords and updated them as needed for increased relevancy
and accuracy.

Brandwatch AI-driven tools were trained to recognize sentiments
and emotions related to HPV vaccination. Sentiment categories
for this study were different from the ones provided
automatically by Brandwatch within the platform and were
determined by the research team based on previous research
[9]. Sentiment categories included “fact-based information,”
“pro-vaccine opinions,” “misinformation,” “anti-vaccine
opinions,” and “neutral comments.” These sentiment categories
were built into the dashboard by a Brandwatch developer in
conjunction with AS. The initial AI-driven recognition of these
content categories was inaccurate. For example, all content that
mentioned “cancer” was automatically considered negative by
the SL platform AI. AS trained the AI-driven sentiment tool to

recognize the intended content by reviewing aggregated social
media comments, as well as other online articles and posts
within Brandwatch, and adding them to the appropriate
categories to spur AI recognition. During this AI training
process, another sentiment category—“irrelevant”—was added,
as content that used similar language but was not directly related
to HPV was identified. The Brandwatch AI-driven sentiment
tool was trained by AS routinely over a 6-month period to
enhance the recognition of categories. This routine training
significantly improved category recognition within the SL
platform but was not completely accurate upon periodic spot
reviews by the research team. The AI-driven tool for recognizing
emotions automatically included categories such as “anger,”
“disgust,” “fear,” “joy,” “sadness,” and “surprise.” Like the
AI-driven sentiment tool, the identification of correct emotion
categories was initially incorrect and required routine training
by AS to improve accuracy.

Once the SL platform was built, the research team evaluated
the dashboard, query, and implementation process notes to
assess the feasibility of using a commercially available SL
platform for HPV vaccination misinformation DPHS. This
assessment was completed by using an adaptation of the CDC’s
attributes for an effective PHS system [4]. The attributes adapted
in this study were identified from CDC iterations published
since 1988 [10]. The adaption of attributes involved the
inclusion of consistent elements and associated definitions from
across these CDC iterations; the addition of “cost” as a potential
challenge to scaling; and the removal of “predictive value
positive,” as the proposed DPHS approach would assess online
narratives as opposed to a specific health condition. Consensus
on each attribute was reached among the research team
members.

Results

Table 1 details each adapted PHS system attribute and the
opportunities and limitations with regard to using a
commercially available SL platform for HPV vaccination
misinformation DPHS. Opportunities include user-friendly
dashboards with real-time data monitoring and platform
adaptability. For example, from June 21 to 24, 2023, the research
team was able follow the spread of misinformation through
social media posts related to a lawsuit filed by the Children’s
Health Defense Fund, an organization led by prominent
antivaccine activist Robert Kennedy Jr. However, while the SL
platform dashboards are user-friendly, it took significant staff
time, expertise, and routine maintenance to keep them relevant
and as accurate as possible. Brandwatch was also found to be
adaptable to the ever-changing online information ecosystem;
however, the quality of this information was dependent on data
access agreements with individual social media companies,
which could change at any time. Additional challenges to using
an SL platform for DPHS include concerns with data quality,
representativeness, and the accuracy of AI-driven tools. There
are limited ways to validate data within the SL platform itself.
Data may be downloaded from Brandwatch and externally
analyzed for sentiments and emotions, but this process would
remove the AI-driven, automated nature of the SL platform and
reduce the effectiveness of real-time monitoring in DPHS.
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Table 1. Feasibility of using a commercial social listening platform for human papillomavirus vaccination misinformation digital public health
surveillance. This was assessed based on attributes of public health surveillance systems adapted from the Centers of Disease Control and Prevention
[4].

Social listening limitationsSocial listening opportunitiesAttribute descriptionAttribute

Unclear if targeted interventions can effec-
tively shift online narratives

Events that may trigger misinformation spread can
be identified in real time, providing an opportunity
to target intervention

Contribution to prevention
and control of misinforma-
tion

Usefulness

Building effective queries requires a special-
ized skill set, including content area
knowledge and experience with social me-
dia and online ecosystems

Dashboards can automate monitoring and provide
easy-to-use tools to dig deeper into observable
trends

Simplicity of structure and
ease of use

Simplicity

Requires consistent monitoring by skilled
personnel to ensure queries are reflective
of current conditions

Queries can be adapted to new information and
trends by changing keywords and phrases

Adaptable to changing infor-
mation and conditions

Flexibility

Data are limited by access provided by
specific social media companies and the
effectiveness of the query, along with a
current lack of external data validation

Queries can include data beyond social media,
providing a window into narratives in online public
spaces

Validity and completeness
of data

Data quality

Demographic and geographic information
is imprecise and is limited based on avail-
ability

Queries can monitor conversation trends over time,
such as trends among audience panels and in vari-
ous locations, which provide insights into demo-
graphics and geographic boundaries

Accurately describes flow
of health information over
time and distribution by
place and person

Representativeness

Lack of evidence-based responses to counter
misinformation spread

Conversations can be monitored in real time, pro-
viding opportunities for quick responses to misin-
formation

Lapse of time between mis-
information and intervention

Timeliness

Effectively training algorithms to detect
sentiments and emotions is time-consuming
and requires a specialized skill set

Dashboard algorithms can be trained to detect
changes in sentiments and emotions, providing an
opportunity to respond to trends

Ability to identify true cases
and detect misinformation

Sensitivity

Changes to social media company policies
can affect access to data sources

Can collect new sources of online data as they
emerge to remain relevant in the shifting social
media and online ecosystem

System is resilient to changeStability

Ethical concerns with online public data
collection

Data collection is passive and does not burden par-
ticipants with active data requests

Willingness of persons and
organizations to participate

Acceptability

Effectiveness of the queries may be limited
by the personnel developing them and the
sophistication of the selected social listening
platform

Social listening platforms can be purchased and
adapted to different settings and health conditions,
with no specialized hardware required for operation

Duplication of system in an-
other setting

Portability

Sophisticated social listening platforms are
more costly, although they provide greater
access to data and tools

Online services can vary in price (≥US $2500 annu-
ally) based on the services needed for social listen-
ing

Cost-effectiveness of the
system

Costs

While Brandwatch was selected due to opportunities for greater
geographic specificity, this functionality was limited in scope
to only certain social media platforms, such as X (formerly
Twitter). Furthermore, geographic specificity was limited based
on whether social media users used geolocation functionalities
and whether locations were mentioned in profiles or posts.
Despite this, the research team identified and monitored different
narratives in misinformation within the two states included in
this exploratory study—Rhode Island and
Mississippi—suggesting the potential importance of assessing
online misinformation narratives based on geographic location.
For example, on the same day in January 2024, the top trending
story for Rhode Island focused on the Children’s Health Defense
Fund lawsuit, while in Mississippi, the top story focused on
childhood injury due to vaccination.

Discussion

Our findings suggest that there are opportunities and challenges
associated with using commercially available SL platforms to
monitor HPV vaccination misinformation online at the national
and state levels. While there were strengths across all PHS
system attributes, there were also significant weaknesses. These
weaknesses, particularly those related to data quality,
representativeness, and the accuracy of AI-driven tools, reflect
limitations to using current SL platforms for DPHS. If these
challenges are addressed over time however, this level of DPHS
could provide the foundation for different intervention
opportunities, such as using skilled infodemiologists to counter
online misinformation [11]. While the research team identified
challenges with the accuracy of Brandwatch AI-driven tools,
which matched previously published research [8], building
DPHS capabilities now could provide critical infrastructure if
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and when such tools improve over time. If found to be effective
in monitoring HPV vaccine misinformation, commercially
available SL platforms may be adapted to other fields and health
conditions. Findings may differ based on the SL platform used
and vendor access agreements with social media companies.

Future research should focus on increasing the specificity of
geographic location, studying strategies to increase the accuracy
of SL platform AI-driven tools, and testing targeted interventions
using SL platforms.
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