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Abstract

Background: Social mediaplatformslike TikTok are avery popular source of information, especially for skin diseases. Topical
steroid withdrawal (TSW) is a condition that is yet to be fully defined and understood. This did not stop the hashtag
#topi cal steroi dwithdrawal from amassing more than 600 million viewson TikTok. It isof utmost importance to assess the quality
and content of TikTok videos on TSW to prevent the spread of misinformation.

Objective: This study aimsto assess the quality and content of the top 100 videos dedicated to the topic of TSW on TikTok.

Methods: This observational study assesses the content and quality of the top 100 videos about TSW on TikTok. A total of 3
independent scoring systems: DISCERN, Journal of the American Medical Association, and Global Quality Scale were used to
assess the video quality. The content of the videos was coded by 2 reviewers and analyzed for recurrent themes and topics.

Results: Thisstudy found that only 10.0% (n=10) of the videos clearly defined what TSW is. Videos were predominantly posted
by White, middle-aged, and female creators. Neither cause nor mechanism of the disease were described in the videos. The
symptoms suggested itching, peeling, and dryness which resembled the symptoms of atopic dermatitis. The videosfail to mention
important information regarding the use of steroids such asthereason it wasinitially prescribed, the name of the drug, concentration,
mechanism of usage, and method of discontinuation. Management techniques varied from hydration methods approved for
treatment of atopic dermatitis to treatment options without scientific evidence. Overall, the videos had immense reach with over
200 million views, 45 million likes, 90,000 comments, and 100,000 shares. Video quality was poor with an average DISCERN
score of 1.63 (SD 0.56)/5. Video length, total view count, and views/day were all associated with increased quality, indicating
that patients were interacting more with higher quality videos. However, videos were created exclusively by persona accounts,
highlighting the absence of dermatologists on the platform to discuss this topic.

Conclusions: The videos posted on TikTok are of low quality and lack pertinent information. The content is varied and not
consistent. Health care professionals, including dermatologists and residents in the field, need to be more active on the topic, to
spread proper information and prevent an increase in steroid phobia. Health care professionals are encouraged to ride the wave
and produce high-quality videos discussing what is known about TSW to avoid the spread of misinformation.

(JMIR Form Res 2024;8:e48389) doi: 10.2196/48389
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Introduction

Background

Social mediais rapidly integrating into the health care domain
and becoming an essential part of health care delivery. More
and more health care workers are resorting to socia mediato
spread awareness and debunk fal seinformation, and more people
are resorting to social media to acquire medicaly related
information [1]. TikTok, in particular, is the fastest-growing
platform with over 1 billion active users per month [2,3]. TikTok
allows users to view videos specifically curated for them and
their personal intereststhrough afeature called “ For You Page.”
This allows both video producers to reach higher number of
people and for people to access millions of videos they are
interested in through a simple interface [2]. As such, health
care—related TikTok videos have a very wide reach and high
rates of interactions [4].

Topical steroids are frequently used in the field of dermatology
as the first line of treatment for many skin conditions such as
atopic dermatitis, eczema, psoriasis, and others [5]. Although
there are specific protocolsfor the indications, and proper usage
of steroids, some patients misuse this class of medications [6].
A minuscule fraction of 5.5% of patients possess knowledge
regarding the specific medication used and the potential side
effects involved, with only a mere one-third demonstrating an
understanding of the appropriate indications for this treatment
[7]. The improper use and abrupt discontinuation of the
medication may result in adverse effects, including rarely topical
steroid withdrawal [8]. It is important to distinguish the
particular topical steroid used and the extent of the body surface
area affected when looking at the topical steroid withdrawal
syndrome. It is equally plausible as well, that the underlying
disease itself is accountable for the emergence of new atopic
conditions, rather than the use of topical steroids[9]. Patients
who have experienced such side effects are resorting to social
mediato sharetheir experiences under the syndrome of “topical
steroid withdrawa (TSW),” a hashtag that has accumulated
622.7 million viewson TikTok, although it isyet to be properly
defined as a discrete condition [10].

Objective

Given the fact that TSW videos have such a wide reach on
TikTok, the videos credibility and accuracy need to be
evaluated and scrutinized [11]. This study aims to analyze the
top 100 videos on the topic of TSW on TikTok, possible

recurrent themes or definitions of this condition, and the video
quality.

Methods

Study Design

The hashtag #topicalsteroidwithdrawal was queried on the
TikTok search page. Thefirst 100 videos on the “ Top Videos”
page of the search were included in the study. The videos were
independently assessed by 2 reviewers. Thefirst 5 videos were
assessed by the 2 reviewers (FH and WAS) to calibrate the data
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extraction process, and any differences were sorted out by
consulting athird reviewer (DS), who was blind to the extraction
of thefirst 2 reviewers. Data extraction was based on what was
being said in the videos and not on assumptions, visual signs,
and other videos posted by the account, and all information was
coded onto Microsoft Excel. Asfor the patients' age group, the
latter was categorized into infant, middle-aged, or elderly based
on visual information in the videos

The videos were extracted on January 15, 2023. The time on
TikTok was assessed as the date of the publication of the video
till January 15, 2023. The number of daily viewswas cal culated
as total views/time on TikTok.

Video Quality

Video quality was assessed by 3 scoring scales. Thefirst isthe
DISCERN scoring instrument [12], which consists of 15
guestions each getting a score between 1 and 5. Thetotal score
of the 15 questions is then divided by 15 to yield an average
score ranging from 1 to 5. The second tool isthe Journal of the
American Medical Association (JAMA) scoring system [13],
which consists of 4 questions each getting a point of either 0 or
1. Thelast scoreisthe Global Quality Scale (GQS) score[13],
which is a 1-choice assessment ranging from 1 to 5. Higher
pointson all 3 scalesindicate higher quality. Mean scores were
computed. These tools have been widely used in studies to
assess the quality of health care—related content on the internet
[13,14].

Data Analysis

Data analysis was done on Microsoft Excel and Python
Anaconda (Anaconda, Inc). Means, SDs, and ranges were
computed in Excel. Correlations were computed on Python
Anaconda.

Ethical Consider ations

TikTok's dataand video content are available to the public, and
thus, this study is exempt from institutional board review. Data
used and shared does not contain any identifiers for the video
creators.

Results

Content Analysis

Definition, Demographics, Causes, and Mechanism of
Disease

A total of 100 videoswereincluded in the study. Of those, only
10 videos gave a clear definition of TSW with 4 out of them
defining it as an addiction to topical steroids, and the loss of
skin toleranceto it, which culminatesin the development of the
condition.

Table 1 highlights the main demographics, suggested causes
and mechanisms of TSW, signs, and symptoms.

Table 2 outlines the number of videos that did and did not
mention information related to the data parameters extracted.
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Table 1. Main characteristics of TSW?including demographics, suggested causes and mechanism of TSW, symptoms, and signs.

Characteristics

Videos (N=100), n (%)

Demographics (N=100)

Medical Explanation for TSW according to the videos (n=17)

Sex

Age

Female

Male

Middle-aged

Ethnicity

Asian
Black
White

Mention “eczema’

Reaction to stopping the steroid

Overprescription and overuse of steroids without proper patient education

Skin reaction to gastrointestinal dysregulation

Suggested mechanism of TSW (n=9)

71 (71.0)
29 (29.0)

100 (100.0)

19 (19.0)
13 (13.0)
68 (68.0)

7(7.0)
5 (5.0)
4(4.0)
1(1.0)

Exogenous steroids cause negative feedback on the adrenal gland that halts its production of cortisol, makingthe 7 (7.0)

skin

Destruction of gut after overconsumption of antibiotics

dependent on exogenous steroids

Highly dependent on the environment

Symptoms (n=60)

Short-term symptoms

Itchiness

Peeling, shedding, and flaking
Dryness and dehydration

Pain

Redness, burning, and red skin syndrome
Oozing and pus

Limitation of movement
Tiredness

Mental health issue

Bleeding

Sweating

Hair loss

Insomnia

Scaling and crusting skin
Irritated skin and allergy to food
Elephant skin

Spider veins

L ong-term complication

Inability to go to work

Mental health issues such as unspecific mental problems, panic attack, PTSDP, suicidal attempt

1(1.0)
1(1.0)

22 (22.0)
19 (19.0)
19 (19.0)
13 (13.0)
15 (15.0)
10 (10.0)
7(7.0)
5 (5.0)
5 (5.0)
2(2.0)
2(2.0)
2(2.0)
4(4.0)
3(3.0)
1(1.0)
1(1.0)
1(1.0)

10 (10.0)
7(7.0)
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8T SW: topical steroid withdrawal.

bpTSD: posttraumatic stress disorder.

Table 2. Main data extracted from the 100 videos on TikTok (N=100)2.

Not mentioned, % Mentioned, %

Mention the condition as “ TSW™ 81.0 19.0
Definition of TSW 90.0 10.0
Cause of disease 83.0 17.0
TSW as adisability 96.0 4.0
Mechanism of disease 91.0 9.0
Potency of steroid used 93.0 7.0
Duration of use 86.0 14.0
Reason of stopping 89.0 11.0
Method of discontinuation 95.0 5.0
Duration since discontinuation 90.0 10.0
Symptoms experienced 40.0 60.0
Time of onset of symptoms 89.0 11.0
Inability to go to work 90.0 10.0
Mention TSW as a disability 96.0 4.0
Duration of withdrawal symptoms 75.0 25.0
Management 51.0 49.0

8Since the video count was N=100, the number and percent are identical.
brsw: topical steroid withdrawal.

Steroids Used and Reasons for Discontinuation

Only 7.0% (n=7) reported the type of corticosteroids used prior
to their discontinuation. Steroids prescribed include the
combination  hydrocortisone-miconazole, betamethasone,
mometasone, and oral prednisone. The data regarding the
duration of usage was mentioned by a minority of the content
creators (14.0%, n=14), and it ranged from 8 months to a few
years.

Thereason for stopping the steroids was not mentioned in 90.0%
(n=90) of the videos. The remaining (10.0%, n=10) gave the
following justifications: aggravation of the condition (4.0%,
n=4), ineffectiveness of TCS (2.0%, n=2), steroid phobia (1.0%,
n=1), pregnancy (1.0%, n=1), change of environment (1.0%,
n=1), personal decision (1.0%, n=1), and being advised by a
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friend (1.0%, n=1). Around 5.0% (n=>5) of the videos explicitly
mentioned the abrupt discontinuation of the steroids.

Symptoms

The symptoms of TSW were mentioned in 60 videos only,
which we divided into short-term symptoms, and long-term
complications, noting the major signs and symptoms. Table 2
describes the signs and symptoms in more detail.

These symptoms started either directly after stopping steroids
(4.0%) or 6 to 18 months after discontinuation (7.0%). A total
of 25 videos mentioned the duration of TSW, and it ranged
between 3 months reaching up to 3 years.

Management

Table 3 outlines the main management techniques mentioned
in the different videos.
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Table 3. Management tools for TSW?and its complication according to the content creators”.

Management

Values (n=49), n

Alone by myself
Dietary products, natural products
Body thermoregulation (bath, fan, and facials)
Topical cream
Self-made (tea tree oil and manuka honey)
Petroleum jelly
Someone's help
Family and husband emotional support
Wrapped ice packs
Daily moisturizer
Doctor’s suggestion
Use steroid again (gradually increase the dose)
Upadacitinib
Betamethasone
Ointments and moisturizers
Immunosuppressants (Dupilumab, Methotrexate)
Other medications
Antibacterial creams
Tacrolimus
Others
No moisture treatment (avoid topicals, water intake, and showers)
Chinese medicine
Sunbeds
Goes away completely with time, no treatment
Stop using makeup, soap, and a cohol
Use arthritis gloves
Alcohol wipes

Meditation

=

P W P, N W

P R N OB~ N O

8TSW: topical steroid withdrawal.
bSince the video count was N=100, the number and percent are identical .

Quality Analysis

Reach of Videos

The study included 100 videos, with a total duration of 6158
seconds, and the total view count of these 100 videos included
is 201,722,910 views, 48,970,260 likes, 93,276 comments,
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120,065 shares, and 321,508 saves. The earliest video published
was on September 15, 2020, and the latest video was published
on December 26, 2022. All the videos included in this study
were published by personal accounts, and none were published
by health care professionals, brands, and organizations. Table
4 includesthe mean, SD, and range of different data parameters.
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Table4. Mean (SD) and the range of the video parameters.
Mean (SD) Range
Video length (in seconds) 61.58 (55.97) 5-218
Dayson TikTok 269.69 (138.09) 56-711
Number of views 2017229.10 (4825328.89) 20,300-38,500,000
Number of daily views 10141.27 (17934.30) 76.44-76056.34
Number of likes 489702.60 (3407573.30) 153-33,900,000
Number of comments 961.61 (1813.10) 0-9823
Number of shares 1200.65 (3244.26) 0-26,100
Number of saves 3215.08 (12695.86) 2-118,000
DISCERN 1.63 (0.56) 1-3.46
JAMAR 1.30 (0.56) 13
GO 1.71(0.84) 14

JAMA: Journal of the American Medical Association.
bGQS: Global Quality Score.

Scoring

The mean DISCERN score was 1.63 (SD 0.56, range 1-3.46),
the mean JAMA score was 1.30 (SD 0.56, range 1-3), and the
mean GQSwas 1.71 (SD 0.85, range 1-4). Table 5 includes the
correlation between the different scores and different data

parameters. Data shows that the video length, daily views, and
total viewswere positively correlated with all 3 scoring systems.
Higher quality videos across all 3 scoring systems were
correlated with increased total and daily view count, indicating
that higher quality videos were more likely to be viewed and
interacted with than their lower quality counterpart.

Table5. Correlations among the 3 scoring systems and different video parameters.

DISCERN JAMAR co

Mean (SD) P value Mean (SD) P value Mean (SD) P value
DISCERN 1 N/AC 0.55 N/A 0.74 N/A
JAMA 0.55 N/A 1 N/A 0.61 N/A
GQS 0.74 N/A 0.61 N/A 1 N/A
Video length 0.47 .001 0.24 .002 0.53 <.001
Tota views 0.32 .001 0.47 <.001 0.32 <.001
Views/day 0.244 .01 0.48 <.001 0.28 .004
#likes -0.053 .60 -0.032 75 —0.068 .50
#Comments 0.089 .38 011 .28 0.13 .19
#Shares 0.13 .20 0.17 .01 0.16 11
#Saves 0.068 .50 0.20 40 0.16 12

aJAMA: Journal of the American Medical Association.
bGQS: Global Quality Score.
°N/A: data are not applicable or not available.

Discussion

Principal Findings

Regarding the video content, the information shared in the
videoslacked several key information about the TSW syndrome
but also contained insightful information for practitioners. One
of the major shortcomings in these TikTok videos is the lack
of information on their initial condition, only 18 videos disclosed
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that, 7 mention the steroid used, 14 the duration of steroid use,
11 the reason for discontinuation, and 5 the method of
discontinuation. Theduration of steroid usewas missing in 86%
of the videos, and when mentioned, it ranged between a few
months to severa years, and as such would be considered
long-term steroid users. These are important pieces of
information to elicit as only long-term use of moderate and
high-potency corticosteroids has been associated with the
development of side effectslike the ones presented in the videos
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[10,15]. Thelimited datafrom the included videos suggests that
the steroids may have been improperly used, discontinued
without the agreement of a dermatologist, or discontinued in
an improper manner.

From the videos, 89% did not mention the reason for
discontinuation, and the videos that did, say that it was due to
worsening of symptoms, development of adverse effects, and
moving to new environments[16]. Five of the videos mentioned
abrupt discontinuation of the steroids, and none mentioned
tapering them off. Tapering steroids off is an important factor
in avoiding aflare of theinitial dermatological conditions, and
the prevention of withdrawal symptoms to occur [17]. The
appropriate step-down and step-up approaches can help mitigate
these withdrawal symptoms and help the patient to cope well
with the condition [18].

Four of the videos mentioned that the TSW symptoms occurred
directly after stopping steroids, and others mentioned the
appearance of symptoms months after. However, in a study
carried out by Sheary et a [19], TSW occurs after 4-6 weeks
of TCS discontinuation, which raises the question of whether
the symptoms mentioned in the videos are due to adistinct entity
of TSW or aflare-up of theinitial condition.

Another limitation of the videos is the vague definition of the
condition. Only 10% of the videos mentioned a clear definition
of what TSW is, and of that 10%, some defined it as being
simply a condition separate from eczema, without disclosing
more details on this condition. Two of the content creators
mentioned that the use of exogenous steroids suppressed the
adrenal gland’s own production of steroids, making the body
dependent on exogenous steroids. This is the rationale behind
the gradual discontinuation of corticosteroids [20]. Rapid and
abrupt discontinuation of steroids does not allow the adrenal
gland to regain its function and thus generates the side effects
of steroid use[21]. Conversely, another study showed that abrupt
discontinuation of steroids may lead to the reappearance of the
initial condition [10,19,22,23]. Considering all that mentioned
previously, we cannot ascertain as to whether the symptoms
experienced in these videos are aflare of their initial condition,
a new entity altogether, or indeed topical steroid withdrawal
syndrome.

A few of the side effects reported in the literature after misusing
TCS were facial acne, telangiectasia, cutaneous atrophy, and
facia or perioral dermatitis[24] In this study, the most described
symptoms were itchiness and a rash that affected the whole
body including the face. Itchiness and rash are very broad and
nonspecific and do not indicate a particular condition,
withdrawal or not.

The red skin syndrome denoting generalized redness was
mentioned in the videos. Based on reported studies on thistopic,
red skin syndrome could be a potential diagnostic criterion for
TSW [19,25]. Elephant skin which was reported in 2 casesis
described as thickened skin with a reduction in skin elasticity.
Although its association with TSW was newly described in the
literature, it has been considered 1 possible manifestation of
steroid misuse[19]. Long-term complications of TSW included
mental disturbances in several videos. A study highlights how
these same mental problems are reported in cases of long-term
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usage of steroids, and thus are not necessarily a manifestation
of withdrawal [16].

No consistent management technique was found among video
creators. Dietary modifications, homemade creams, and Chinese
medicinewere all mentioned in several instances. All 3 of these
management techniques were described for dermatitis, and for
TSW, and they lacked high-quality evidence [26,27]. “no
moisture treatment” where one restricts all forms of hydration
was mentioned several times and goes against the
scientifically-backed evidence that moisturizers and hydration
are essential to maintain or restore skin barrier.

Our study highlights both the high reach of the TSW videoson
TikTok, as well as the poor quality of the videos which may
contribute to the spreading of misinformation on steroid use.
The videos have been viewed a total of 201.7 million times,
which indicates a huge reach, and that users are actively
watching and searching for content on topica steroid
withdrawal. Users are also interacting with those videos by
liking, commenting, sharing, and saving. The huge reach of
these videos shows that TikTok may serve as a gateway of
information for its userson topical steroid withdrawal. A study
by Marar et al [28] showed that 85% use social mediafor health
information. TikTok is emerging as a popular source for
acquiring health information, and that is proven by the huge
reach that TSW videos have on TikTok.

With that being said, it isimportant that these videos be of good
quality in order not to spread false information. Our study uses
3 different tools to assess the quality of health care videos;
DISCERN, JAMA, and GQS. All 3 scoring systems were
positively correlated with each other, with moderate-strong
correlations. The mean scorewas 1.63 (SD 0.56) for DISCERN,
1.30 (SD 0.56) for JAMA, and 1.71 (SD 0.84) for GQS. The
mean scores are considered very low, indicating the poor quality
of the videos. Thisfinding has been replicated many times, with
various studiesfinding TikTok videos of the health information
being of poor quality. data showsthat video length, daily views,
and total views had a significant positive correlation with all 3
scoring systems.

This study also finds that 100% of the videos are created by
personal accounts. This is alarming and indicates that either
health care professionals are producing videos that are not going
viral or being interacted with, or that health care professionals
are not active on the topic. Health care professionals need to
post more on the topic to spread proper awareness. Topical
steroid phobiais an issue that has been increasing recently. A
study published in JAMA indicates that its prevalence ranges
between 21%-83%, indicating the fear that many patients may
have against the use of steroids [29]. Although dermatologists
remain the number one source of information according to a
study, social mediais contributing to alarge part of our health
information [30].

Some limitations of this study include assessing only the top
100 videos under the TSW hashtag on TikTok. To add, our
study is designed more cross-sectionally and does not temporally
follow certain accounts that regularly post about TSW. Severa
videos posted by the same account could have been studied to

JMIR Form Res 2024 | vol. 8| 48389 | p. 7
(page number not for citation purposes)


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

JMIR FORMATIVE RESEARCH

assess the progression of the disease, the fluctuation of the
disease as well as the effectiveness of management options.

Conclusions

Our study showsthat although TSW TikTok videos have ahuge
reach, and a large potential to spread health information, the
top 100 videos of TSW are of poor to very poor quality. The
study shows as well that there exists no single definition for
TSW, and the content on TikTok is vague and inconsistent,
which is aso reflected in the poor video quality. The duration

Haddad et a

of steroid use, symptoms experienced, and the management
toolsin most did not accord with the limited literature on TSW.
The high reach of the videos about TSW, as well as their very
poor quality may be a dangerous contributor to increased
misinformation, particularly to the youths that have access to
these videos, which may reflect poor health outcomes and
disease management. Health care professional s are urged to be
more active and post more videos on the topic on TikTok, either
by having more accounts or commenting on the published ones,
to spread scientific and evidence-based data.
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