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Purpose: Despite the rising popularity of the social media platform TikTok, only a handful of
studies have examined the content of autism-related TikTok videos

Methods: We extracted and coded the top 40 videos from the five most popular autism hashtags at
two time points (N = 400 videos; n = 275 after removal of duplicates). Variables of interest
included content and creator characteristics, language use, and understandability/actionability
Results: Videos received up to 5.26B views and 9.5 M likes. Most commonly, creators were self-
advocates (61.8 %) and used she/they pronouns (26.6 %). Content was most likely to use
identity-first (80.8 %) and nonableist language (70.6 %) about lived experiences (75.7 %) with
mixed positive and negative valence (84 %), although varied by creators. TikTok videos were
understandable to lay audiences but did not contain actionable information

Conclusion: Our results suggest the media portrayal of autism on TikTok differs from the medi-
calized field of autism information and may serve important roles in psychoeducation and
belongingness for neurodivergent communities.

TikTok, the third-most widely used social medial platform after Facebook and YouTube, stands out among its peers for its rapid
growth over the last few years, particularly among individuals aged 18-29-years-old and neurodivergent users, including autistic
creators and users (Auxier & Anderson, 2021; Mantas, 2024; Simpson et al., 2023). Similar to other social media, TikTok provides a
platform in which individuals can share personalized experiences, engage in advocacy efforts, and build awareness (McDermott,
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2022). However, the ability for any given user to post health-related information on TikTok creates opportunity for the spread
misinformation about health topics, including autism (Aragon-Guevara et al., 2023; Wang et al., 2019). Given the rapidly changing
nature of social media content on platforms like TikTok (Asur et al., 2011), it is essential to examine who is producing autism-related
videos and the characteristics of this content to better understand how autism is portrayed on this popular platform.

Social media and autism

Autism is diagnosed in 1 in 36 children in the United States (Maenner, 2023). The diagnosis of autism is based on the presence of
persistent challenges and differences in social communication and interaction, and the presence of restricted, repetitive patterns of
behavior, interests, or activities that cause interference with daily functioning (American Psychiatric Association, 2013; Auxier &
Anderson, 2021). Autism is more commonly diagnosed in males, with a recent childhood estimate of 3.4 males to every one female
(Shaw et al., 2025). While autism has historically been diagnosed in childhood, diagnosis in adolescence and adulthood has steadily
increased (Bargiela et al., 2016; Harrop et al., 2024; A.S. Russell et al., 2024; Russell et al., 2021), with many autistic adults discussing
social media as a key factor in their diagnostic journey, often relating to other autistic content creators’ social media (Zener, 2019).

The rapid emergence of social media in the past two decades has already had cascading effects on belongingness for autistic in-
dividuals and families with autistic youth. Autistic adults use social media primarily for social connection and entertainment purposes
(Mazurek, 2013; Triantafyllopoulou et al., 2022), as well as for advocacy and recognition of an autistic cultural differences (Davidson,
2008). Consistent with themes of social connection, a study by Mazurek (2013) found that autistic adults who use social media are
more likely to report having a best friend (online or in-person), with higher friendship quality among those who utilized social media
for social engagement (Mazurek, 2013). Furthermore, when used in moderation, engagement with social media increased self-reported
happiness and increased self-esteem for autistic adults (Triantafyllopoulou et al., 2022; Ward et al., 2018). In line with its positive role
in fostering connection and belonging among autistic individuals, social media has also served as a valuable resource for caregivers of
autistic youth, who report benefitting from the connection that support groups, facilitated through social media, provide (Cole et al.,
2017). These findings suggest that although outcomes such as increased connection and sense of belonging may be similar for autistic
social media users and their family members, their motivations for engaging with social media — and the ways in which they choose to
use social media platforms — may differ.

Importantly, the neurodiversity movement, a grassroots “collective” movement (Botha et al., 2024) frequently championed in
online communities, has emphasized the value of amplifying the voices and opinions of autistic individuals (Leadbitter et al., 2021),
including spreading awareness and education about autism and encouraging autistic individuals to embrace and take pride in their
autistic identities (Bertilsdotter Rosqvist et al., 2015). These themes of autistic empowerment and community are evidenced in
numerous online communities, including blogs, YouTube, reddit, Twitter, and other social media campaigns (Mazurek, 2013; Tri-
antafyllopoulou et al., 2022; Welch et al., 2022). For example, Welch and colleagues (2022) reported that autistic bloggers frame
autism in a more positive and embodied way than the medical community, often highlighting strengths such as thoughtfulness,
passion, and insight. In their work “flipping negative narratives into positive stories” (Egner, 2022, p. 1), autistic social media users
consistently engage in important social activism (Egner, 2022), which has implications for how the lay community and medical
community view autistic individuals.

TikTok has become a prominent platform for neurodivergent self-advocates and community members to share content and engage
with others, positioning it as a potential source of both information and belonging in the autistic community (Alper et al., 2023,
Aragon-Guevara et al., 2023, Gilmore et al., 2023). Emerging qualitative research suggests that creators on the platform often play
important roles as neurodiversity ambassadors for building awareness, promoting advocacy, and empowering the concept of neuro-
diversity (McDermott, 2022). Scholars have described TikTok as functioning like a public sphere — one that not only facilitates
community engagement but also celebrates neurodivergent perspectives and experiences (Berg Egge and Gabarron, 2024). This role is
further underscored by community-driven efforts that influence the platform itself; TikTok served as one of the first examples of
creator-driven modifications to infrastructure, as a community-organized push by TikTok creators and users urged the platform to add
accessibility features (e.g. captioning) to increase access to diverse viewers (Simpson et al., 2023). Collectively, these findings suggest
that TikTok may host a signification proportion of neurodivergent creators and produce a higher proportion of neurodiversity-related
media, relative to other social sites.

Previous studies have examined autism-related content on TikTok, thus laying the foundation for the current study (Alper et al.,
2023; Aragon-Guevara et al., 2023; Brown et al., 2024; Gilmore et al., 2023). The existing literature, summarized briefly, reported that
(1) informative TikTok videos include large amounts of misinformation (Aragon-Guevara et al., 2023), (2) TikTok is a platform where
people discuss their personal identities in relation to autism (Alper et al., 202.3), (3) videos with over one million likes serve a primarily
social connective purpose (Gilmore et al., 2023), and (4) most autism content is generated by non-autistic individuals, but is highly
understandable to the public (Brown et al., 2024). To set the stage for the current investigation, it is important to consider a few
methodological decisions of the latter two key studies. Gilmore et al. (2023) only reviewed videos with one million or more views
under the hashtag #Autism wherein they coded for function, topic, and subject demographics (who posted the video, race, ethnicity
and gender, which were scored based on viewer perception). Researchers noted that due to TikTok’s advanced algorithms, videos with
one million or more views may not accurately reflect the average users’ “For You Page” and therefore findings may not be repre-
sentative of the content of autism TikTok (Gilmore et al., 2023). The most recent article by Brown et al. (2024) conducted a
cross-sectional analysis of 100 autism-related TikTok videos under the search query “autism spectrum disorder” to examine content
type, video understandability and actionability, and whether the video was posted by a health care provider. This article used the
PEMAT-A/V (Shoemaker et al., 2014), a scoring platform for online audio-visual content, to assess how understandable and actionable
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(e.g., how much they generated a sense of urgency or provided resources) the content was for a lay audience. Brown et al. (2024)
reported that videos classified by researchers as useful were more likely to be rated as more understandable, but less actionable. From
these recent works, numerous gaps in our understanding of TikTok content remain, including evaluating what users are actually seeing
on their “For You Page” (which comprise trending or popular posts not defined by number of likes), understanding who is posting
content outside of healthcare providers, the type of language used by creators, and how this content changes over time.

Current study

We sought to extend the current literature to understand the relationships of content creators relative to autism, language use,
video content and its understandability and actionability under common autism hashtags on TikTok. Importantly, we evaluate these
metrics at two distinct time points, one month apart, to understand how trends change or remain stable over time. To extend prior
research, we analyze data across two timepoints (April 4 and May 4, 2023) and under multiple hashtags related to autism (with no
exclusionary criteria based on the number of likes or views). The specific aims of this study are to (1) characterize content themes,
content producers, and types of videos circulated using the five most prevalent autism hashtags on TikTok, (2) evaluate the use of
person- and identity-first and ableist- and non-ableist language in autism related TikTok videos, including differences in language use
by content creator identities, (3) analyze change over time in content and creator characteristics over 30 days, and (4) investigate the
understandability and actionability of autism TikTok content using a well-validated tool for scoring audiovisual online content, the
PEMAT-A/V (Shoemaker et al., 2014).

Method
Transparency, openness & positionality

The current investigation adhered to EQUATOR Network reporting guidelines for observational studies and adheres to the STROBE
reporting guidelines (Von Elm et al., 2007). Study materials, including coding manuals and raw data, are available on Open Science
Framework: https://osf.i0/2n6z9/?view_only=fe53f73ad09647c9b0c3e4alf2al037a.

The first author of this publication is a neurodivergent self-advocate and researcher. Furthermore, authors of multiple neurotypes,
including two late-diagnosed ADHD authors and one autistic author, were involved in development, coding, analysis, and writing
efforts. Interwoven with their self-disclosed identities, the authors of this manuscript are situated in a lab dedicated to researching
neurodiversity in individuals assigned female at birth, including the interaction of assigned sex and gender. No author has any conflict
of interest or vested interest in TikTok or other social media platforms, nor have they received royalties.

Video identification and export

With the goal of casting the widest net possible to capture autism content on TikTok, researchers first listed all potential autism
hashtags and variants. From this lengthy list, research assistants searched each hashtag (including variant endings, such as “autis-
ticmom”, “autisticdad”, “autisticson”) and ranked each hashtag by number of videos using said label. This search generated more
hashtags that were subsequently added to our list. The study team noted that most videos that used hashtags used 3-5 different
hashtags, thus numerous hashtags generated a similar pool of Video (i.e., those who may have used “#autisticadvocate” often also used
“#autistic”). At the time of the first export (April 42023 at 13:00 EST), the most used autism hashtags were #Autism (19.7B),
#AutismAwareness (9.6B), #ActuallyAutistic (5.0B), #Autistic (4.7B) and #AutismAcceptance (4.0B). Videos were exported by five
team members at the same time (13:00 Eastern Standard Time) to control potential differences due to the time of day the videos were
downloaded. TikTok videos were downloaded on personal devices® on public Wi-Fi.

The first forty videos from each hashtag were exported, creating a total of 200 videos from profiles that allowed for public
downloads, along with a screenshot of the video, the creator’s profile, and the number of views at the time of export. TikTok’s
advanced algorithms tailor a user’s “For You Page” based on interests, interactions, sound bites, video quality, and also content they
predict may “become hot” (https://www.tiktok.com) instead of the number of views or likes a video receives; therefore, there was no
exclusionary criteria regarding a video’s likes, comments, and views, as in previous research (Aragon-Guevara et al., 2023; Gilmore
et al., 2023). This decision to not only focus on “top” videos, but instead to capture the first forty presented to the viewer by TikTok,
was made to mimic the dynamic nature of TikTok’s algorithm driven “For You Page” and present an externally valid representation of
what an average user may see on any given day.

The same export procedure was repeated one month later (May 4, 2023, at 13:00 EST) to examine consistency over time. A period

5 Prior to video export, researchers compared the search of a newly created TikTok account in comparison to a pre-owned account to test if
TikTok’s individually tailored algorithms influenced the videos displayed as top videos for a particular hashtag. There was no difference in videos
between a control and pre-created account when searching a hashtag and viewing its top videos, therefore team members did not create new TikTok
accounts to export videos. 2There has not yet been research conducted on content decay on TikTok. However, in a study examining content decay
across time on the social media site, Twitter, Asur et al. (2011) found content may fade in as quick as 20 min or persist for days. Findings suggesting
a loglinear pattern of delay over 20-30 days informed the one-month duration between timepoints in the current study. We evaluated change over
one month in accordance with this previously reported decay function, as no work to date has evaluated change in content on TikTok, specifically.
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of one month was chosen to allow for significant change in content, as previous research suggests that some content may fade as
quickly as 20 min or whereas others persist for days (Asur et al., 2011; on Twitter). No research has evaluated the rate of decay on
TikTok, specifically. As such, we relied on the findings of Asur et al. (2011) from Twitter (now X) suggestive of a loglinear pattern of
decay over 20-30 days to inform the one-month duration between timepoints in the current study. Following the exclusion of videos
spoken in any language other than English (n = 1), duplicate videos were removed (see Fig. 1) resulting in a total sample size of n = 275
unique videos, n = 155 at T1 and n = 120 at T2.

Coding

Several domains of coding, including video-, creator- and content-related codes, were conducted for the subsequent analyses and
can be found in Table 1. Variable selection was conducted collaboratively by all authors to ensure alignment with the study’s aims and
facilitate meaningful analysis of the research questions. Video-related variables (number of views, likes, comments, etc.) were selected
to quantify user engagement. Creator-related variables were selected to capture information about the creators posting content under
autism-related hashtags on TikTok, including how they identify themselves and the type of language they chose to use (ableist/non-
ableist and identity-/person-first language). Similarly, content-related variables were selected to capture the overall topic of the
content being shared and its valence. For a detailed breakdown of the codes, see Table 1. For all coding information, the codebook is
available on Open Science Framework.

All videos were coded by two coders. Training was completed on 20 videos from the first video download. During training,
additional codes were added, and some existing codes were more explicitly defined. Upon confirmation of the coding scheme and the
completion of training, each coder independently coded each video, followed by a comparison of scores to assess the degree of
interrater reliability. Interrater reliability was measured via intraclass correlations for continuous measures (video views, likes,
comments, length, understandability and actionability) and weighted Cohen’s Kappa for categorical measures (creator pronouns,
source, subject, language; content topic and valence). Intraclass correlations (ICC’s) were interpreted according to Koo and Li (20):
< 0.50 = poor reliability, 0.5-0.75 = moderate reliability, 0.75-0.9 = good reliability, and > 0.9 = excellent reliability. Kappa values were
interpreted according to (McHugh, 2012): 0-0.20 =no to slight agreement, 0.21-0.40 = fair, 0.41-0.60 = moderate agreement,
0.61-0.80 = substantial agreement, 0.80-1.00 = almost perfect agreement. Rater disagreements were resolved by consensus. Interrater
reliability ranged from moderate to near perfect reliability depending on category and measures. All interrater reliability metrics are
available in Tables S1 and S2.

Video information from each recording was extracted from screenshots of the exported videos. In addition to the date that the video
was exported, coders recorded the date the video was uploaded, the hashtag in which it was exported from, the length of the video file,
and the number of views, likes and comments at the time of export. For videos that appeared under, and thus exported from, more than
one hashtag, coders randomly selected, from the corresponding hashtags, which hashtag the video would be coded under and removed
duplicates from the sample.

Creator information was extracted from videos, captions, and profiles if available. Creator pronouns were extracted from the listed
pronouns section or biography of creators’ profiles. Researchers defined the creator “source” as the user who is posting and/or creating
the video. The identity of the creator source was determined based on the user’s profile (e.g., if the creator had “autistic” in their
biography, they were coded as a self-advocate) and video content (e.g., if the creator’s video included them talking about early signs of
autism they saw in their child they were coded as a parent). The video subject — the individual or individuals who are in the video that

Records identified from:
T1: #Autism (n = 40)
T2: #Autism (n = 40) Records removed before screening:

T1: #AutismAwareness (n = 40) Duplicate records removed from timepoint two (n = 61)
T2: #AutismAwareness (n = 40) Duplicate records removed from hashtags (n = 63)

T1: #ActuallyAutistic (n = 40) Records in Spanish (n = 1)

T2: #ActuallyAutistic (n = 40)
T1: #Autistic (n = 40)

T2: #Autistic (n = 40)

T1: #AutismAcceptance (n = 40)
T2: #AutismAcceptance (n = 40)

!

Studies included in review (n = 275)
T1 (n = 155)
T2 (n=120)

v

Identification

)
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[

Fig. 1. Flowchart illustrating the search and download process for TikTok videos analyzed in the current study. Forty TikTok videos were
downloaded from each of the top 5 autism-related hashtags at two distinct timepoints. Prior to screening, duplicate videos from timepoint two and
individual hashtags were removed, along with two videos in Spanish. The final dataset comprised 275 videos: 155 from timepoint one and 120 from
timepoint two.



M. Karpinsky et al.

Research in Autism 128 (2025) 202720

Table 1
TikTok Content and Creator Coding Scheme.
Codes Definition
Video
Information
Hashtag 1 #Autism
2 #AutismAwareness
3 #ActuallyAutistic
4 #Autistic
5  #AutismAcceptance
Creator
Information
Creator Pronouns 1 She/her
2 He/him
3 She/they
4  He/they
5 They/them
6  Other/any
7  Not Stated
Creator Source 1  Self-advocate Users who identified themself as autistic and/or autistic self-advocate in the audio or text of the video
or in their user profile
2 Professional/Coach Users who identified themself as a healthcare professional, coach, or healthcare facility in the audio
or text of the video or in their user profile
3 Parent Users who identified themself as a parent/guardian of an autistic child in the audio or text of the video
or in their user profile
4  Other Users who could not be clearly classified as a self-advocate, professional/coach, or parent through the
video, text, or user profile and/or users who did not fall into the aforementioned categories (e.g., a
sibling or child of an autistic individual)
5 Multiple Identities Users who, through their video, video text, or user profile, identified themself as more than one of the
coded identities (e.g., an autistic parent of an autistic child, an autistic healthcare provider)
Subject 1  Self-advocate Video subjects included any individuals present at any point during the TikTok video. The
2 Professional/Coach categorization of video subjects was conducted following the same criteria as the creator categories
3 Parent above
4 Other
5 Multiple Identities
6  Multiple Subjects Videos with multiple individuals of varying identities (e.g., a video including both a parent and an
autistic child)
Language Identity 1  Person-first
2 Identity-first
3 Mixed
999 N/A
Ableist/ 1  Ableist
Nonableist 2 Nonableist
Language 3 Mixed
999 N/A
Content
Information
Content Topic 1  Early signs The overall theme of the video is related to “early signs” of autism and/or specifically listed early
signs of autism. If a video contains a visual representation of an autistic trait but does not identify it as
such (e.g., a parent showing their child sensory seeking without calling out sensory processing
differences as a sign/trait of autism verbally or in text) code in lived experience.
2 Lived experiences* Videos describing or depicting the experiences of the creator, autistic subject, or a family member of
an autistic individual
3 Signs you're autistic Videos listing signs of autism without further information on the listed signs. If a video contains a
visual representation of an autistic trait but does not identify it as such (e.g., an individual talking
about their difficulty with making eye contact during interactions with others without identifying
difficulty with direct eye contact as an autistic trait verbally or in text) code in lived experience
4 Psychoeducation Videos aimed at educating the viewer about DSM-related autistic traits or statistics about autism
5  Stims Videos talking about or showing stims
6  The side of autism you Videos in which creators verbally state or describe in text that the video is about “the side of autism
don’t see you don’t see” and videos describing their internal experiences (rather than their experience in the
external environment)
Valence 1  Negative
2 Positive
3 Mixed
4 Neutral
Note. * = The term “lived experiences” in this context typically refers to the experiences of an autistic individual. However, we did not restrict this

category to self-advocates; thus, “lived experience” denotes the personal perspective with autism of the video creator or its subject, regardless of their
classification.
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the TikTok creator (creator subject) posted — was coded into the same categories using the same processing used for coding video’s
creator subject, with the addition of “multiple subjects” for videos that showcased more than one individual (e.g., a video with both an
autistic child and their parent would be coded as multiple identities). Creator language use was coded for (1) identity-first vs. person-
first and (2) ableist vs. non-ableist language; for examples, see Table S3 (Bottema-Beutel et al., 2021).

Similar to creator information, video content was extracted from videos, captions, and profiles, if available. Coding definitions of
video topics can be found in Table 1; all videos were coded to a single topic category. If, during individual coding, a coder believed a
video could fit into more than one topic, they selected the code that the content had most overlap with the defined coding criteria as the
“primary” code and noted the potential “secondary” code in the coding document. During the consensus process, all videos with noted
secondary topics were rewatched by both coders and discussed, with a final code assigned based on mutual agreement. Video valence
was defined as the overall “tone” of the video (positive, negative, mixed). If the video included both positive (e.g., a parent talking
about their child’s strengths) and negative (e.g., a parent talking about autism-related difficulties their child has faced) content, the
video was coded as “mixed” valence.

Videos were also assessed for Understandability and Actionability using the Patient Education Materials Assessment Tool for
Audio/Visual materials (PEMAT-A/V; (Shoemaker et al., 2014). The PEMAT-A/V is a validated instrument used to assess how easy to
understand and actionable audiovisual patient education materials are for a lay audience (Shoemaker et al., 2014). Each TikTok video
was coded for understandability (n = 13 items) and actionability (n = 4 items). Each PEMAT-A/V statement is scored as 0 (“disagree”)
or 1 (“agree”). Understandability and Actionability are reported in percentages, wherein scores are averaged across construct items.
For three understandability codes related to organization of materials, videos were given a code of “NA” if videos were under 1 min in
duration, which comprised 75 % (205/275) of the overall videos. The PEMAT-A/V does not recommend any cut-offs to determine
high, medium, or low understandability or actionability; instead, they are intended to be interpreted within the context of the research
study or investigation. Thus, the PEMAT-A/V values obtained in the current study will be interpreted independently and in comparison
to previous literature (Brown et al., 2024).

Post-hoc categorization

After following the above coding procedure, an overwhelming number of videos were related to one specific topic: lived experi-
ences. To better understand the heterogeneity within this coding category, authors conducted further post-hoc coding of this video
category (n = 215) to examine types of lived experiences conveyed in videos (post-hoc category definitions and video examples are
available in Table 2). Post-hoc coding followed the same structure as described above: an initial 20 % of the sample of lived experience
videos was independently reviewed by the research team, led by an autistic coder, to identify recurring patterns and thematic content.
Through discussion and comparison, preliminary themes were refined and structured into four distinct subcategories. The remaining
80 % of videos were independently coded and compared to establish interrater reliability (IRR = 0.85). Upon completion of coding,
rater disagreements were resolved by consensus.

Results
Video information
The final sample included n = 49 #autism videos (17.8 %), n = 47 #autismawareness videos (17.1 %), n = 64 #actuallyautistic

videos (23.2 %), n = 60 #autistic videos (21.8 %), and n = 55 #autismacceptance videos (20 %). Video duration ranged from 5 s to
4.5 min (M = 47.39 s; SD = 43.93), received between 999 and 5.26 billion views (M = 3930,767; SD = 7877,181), 203-9.5 million

Table 2
Definitions and Examples of Post-hoc Categorization of Lived Experience Videos.
Category Definition & Examples
Signs/Traits Visual representation or discussion of broad autistic traits and/or how they affect one’s lived experiences.

“When I get caught having an autism moment”
“Things I thought were bad personality traits but were actually just autism”
“Autism in girls”

Neurotypical vs. Autistic Experiences & Comparing experiences of autistic and non-autistic people, camouflaging, and discussion of lived experience of autistic
Interactions people in a world designed for non-autistic people.
“I think why it is so hard for neurodivergent people to get neurotypical doctors to believe them when they something is
wrong...”

“What being masked for 20 years does...”
“You don’t seem autistic to me...”
Diagnostic Process & Accommodations Discussion of anything related to diagnostic process (e.g., personal road to receiving a diagnosis, reasons for or against
diagnosis, self-tests) and discussion of accommodations.
“This is the story of how I found out I was autistic”
“Amusement park autism accommodations”
“Making my family take the tism test Thanksgiving...”
Not Applicable Videos not related to autism or videos depicting an individual who is not identified as autistic without mention of
anything related to autism.
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likes (M = 538,481; SD = 1227,133), and 0-68,600 comments (M = 4577; SD = 8626).
Creator information

Most creators (61.8 %) were self-advocates, followed by parents (15.6 %) and other (e.g., non-parent family members of autistic
individuals, reposting accounts, and creators who could not be explicitly identified; 15.6 %). Only 3.6 % of creators were pro-
fessionals/coaches and 3.3 % held multiple identities. About half of creators (52 %) listed their pronouns in their profile (n = 143).
The 52 % of reported pronouns comprised, 38.5 % she/her, 26.6 % she/they, 7 % he/him, 2.8 % he/they, 11.9 % they/them, and
13.3 % used other pronouns or indicated they were okay with “any.”

Language

Of videos that used person- (person/child with autism) or identity-first (autistic person/child) language (n = 193), 80.8 % used
identity-first language while 10.9 % used person-first, 8.3 % used a mix of both. Similarly, of n = 231 videos that used ableist or
nonableist language, 70.6 % used nonableist, 8.2 % ableist, and 21.2 % a mix of both. Differences by content creator emerged; self-
advocates were significantly more likely to use non-ableist (75 %) and identity-first language (85.9 %) compared to parents
(56.3 % non-ableist, 59.1 % identity-first), X* = 21.23, p < .001. Likes, comments and views did not differ by the type of language use
(p > .05).

Content

Across the entire sample, the most common video topic under autism-related hashtags was lived experiences (75.7 %). The
remaining videos fell relatively equally across remaining topics: signs you're autistic (8.8 %), the side of autism you don’t see (6.1 %),
early signs of autism (4.4 %), stims (2.8 %) and psychoeducation (2.2 %). Examples of videos coded under each category are available
in Table 3. Although lived experiences were the most common topic among all creator types, parents were significantly more likely to
create content related to early signs of autism, the side of autism you don’t see, and stims, compared to other creators, X2 = 46.86,
p < .001. Despite all creators presenting relatively similar content around lived experiences, self-advocates were significantly more
likely to present negative content compared to other creators, X2 = 26.01, p < .001. The valence of TikTok videos was most often
positive (30.2 %) or mixed (30.5 %), negative (19.6 %), then neutral (19.6 %).

With 75.7 % of videos falling under lived experiences, authors re-coded videos in the lived experience category into four sub-
categories (Table 2): discussion or visual representation of broad autistic traits (40 %), representation of interactions or differences
between autistic and non-autistic people (34.9 %), diagnostic process and accommodations (9.3 %), and videos not directly related to
autism (15.8 %). The majority of lived experience videos (61.4 %) were posted by self-advocates (n = 132), while the remaining
38.6 % of videos were posted by creators whose identities could not be adequately identified (n = 39), parents (n = 30), creators with
multiple identities (n = 8), and professionals/coaches (n = 6). Of the videos posted by creators other than self-advocates (n = 215),
34 % featured an autistic individual as the subject. In contrast to videos in all other subcategories, most often posted by self-advocates,
videos not directly related to autism were posted most often by creators classified as “other” (x? = 55.69, p < .001; e.g., non-parent
family members of autistic individuals, reposting accounts, and creators who could not be explicitly identified) and comprised 12.4 %
of the overall sample. About 87 % of lived experience videos posted by parents featured their autistic child and over half (56.7 %) were
related to signs and traits of autism. In contrast to videos posted by parents that were categorized as “early signs” or “signs you're
autistic”, these videos showed the autism-related traits of their children (e.g., focused interests), described experiences of their autistic
child, or captured experiences of parenting. All eight creators who had multiple identities (i.e., fell under more than one coded
identity) and posted a lived experience video were autistic and created content related to their diagnostic pathways, masking, and
interaction experiences with non-autistic individuals. Of the six videos posted by professionals/coaches, four were posted by accounts

Table 3
Examples of TikTok Video Content Categories.
Content Category Examples
Early Signs “Early signs of autism I saw in my daughter’s first two years.”
“Early signs of autism may look like...”
Lived Experiences* “When I get caught having an autism moment.”
“My autistic son omg look what he’s done. He’s overcome his biggest fear.”
Signs You're Autistic “Here are some signs of autism you didn’t know about.”
“Random things I didn’t know were autistic traits.”
Psychoeducation “Stats show that autism prevalence increased by 178 % between 2000 and 2016.”
“What the autism spectrum actually is.”
Stims “AuDHD masked stimming.”

“Things I've always done that I didn’t realize was stimming”
The Side of Autism You Don’t ~ “One thing that is frustrating for me with being autistic is the constant confusion that I experience. People really underestimate
See the exhaustion that comes with being constantly confused.”
“I wanted to show you guys the other side of having an autistic child.”

Note. * = Lived Experience subcategory codes and examples are reported in Table 2.
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who identified themselves as autism-related societies, services, or foundations and showcased an autistic individual talking about their
experience.

Understandability and actionability

PEMAT-A/V understandability for videos on average was 98.3 % (SD = 0.06) and actionability was an average of 1.6 % (SD =
0.10). Videos with low understandability scores tended to have muffled audio or pictures covering text on the screen.

Differences over time

A total of 61 duplicate videos (30.5 % of the T1 N = 200) were found during the T2 data pull, suggesting a moderate amount of
stability in video content over one month. Chi Square tests were used to probe for significant differences in creator source, pronouns,
language use, content topic, and valence, between the unique T1 (n = 155) and T2 (n = 120) videos. Results suggested no significant
differences across all metrics of interest, ps > .05 (Table 4). In other words, although a significant amount of turnover and decay in
content (~70 % new content) occurred over 30 days, the proportion of content creator identities, prevalence of language use, and core
topics remained the stable.

Discussion
The aim of the current study was to characterize the content, creators, and language of videos subsumed under the five most

frequently used autism-related hashtags across two timepoints, one month apart. By exporting videos at two timepoints, this allowed
us to evaluate whether the information observed during T1 was transient, or whether it was representative of the average viewing day.

Table 4
Content and Language Differences Across Timepoints.
T1 T2 x?
April 4, 2023 May 4, 2023

Total (n) 155 120

Creator Source .649
Self-advocate 91 79

Professional/Coach 9 1

Parent 24 19

Other 29 14

Multiple Identities 2 7

Creator Pronouns .261
She/her 35 20

He/him 6 4

She/they 17 21

He/they 3 1

They/them 7 10

Other/any 11 8

Not listed 76 56

Language Identity .335
Person-first 13 8

Identity-first 86 70

Mixed 13 3

Not applicable 43 39

Ableist/Nonableist Language .181
Ableist 11 8

Nonableist 85 78

Mixed 33 16

Not applicable 26 18

Content Topic .387
Early signs 2 7

Lived experiences 123 92

Signs you’re autistic 13 5

Psychoeducation 10 3

Stims 2 4

The side of autism you don’t see 4 9

Missing 1

Valence 467
Negative 23 31

Positive 53 30

Mixed 51 33

Neutral 28 26

Note. T1 = First Timepoint, T2 = s Timepoint, approximately 30 days apart. None of the Chi Square values presented reached a-priori levels of
significance (ps > .05).
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Results suggested there were no significant differences in all dependent metrics of interest between videos at two time points, despite
70 % of the content downloaded at T2 being new. Considering the fast-changing nature of TikTok content in tandem with TikTok’s
advanced algorithms designed to specifically cater to each unique user’s “For You Page” (Jargon, 2022), the absence of significant
changes in content characteristics across 30 days may be indicative that there are certain characteristics of content that are more
commonly promoted or engaged with on TikTok, such as content from autistic self-advocates about lived experiences. Another
interpretation is that content decay on TikTok is longer than on other social media platforms; however, given we only observed that
30 % of content was stable across time points, our research suggests the turnover of new content is similar to other sources (Asur et al.,
2011). Despite 70 % representing new videos, the themes, content, valence, and language in autism TikTok remained similar over
time. As a result, the metrics of interest will be discussed below, collapsing across time points.

Video creators

Consistent with previous research (Aragon-Guevara et al., 2023), autism-related TikTok videos were primarily posted by autistic
self-advocates (61.8 %) and parents (15.6 %). The high prevalence of self-advocates and parents of autistic children may point to
TikTok’s primary purpose being to foster a sense of community among autistic individuals or families of autistic youth, a theme aligned
with current research on autistic identity and TikTok (Alper et al., 2023). When considering who was represented in TikTok content, it
is also imperative to consider who was absent. No TikTok content included in the current study was created by non-speaking/minimally
verbal individuals, or individuals who use augmentative and alternative communication (AAC). Underrepresentation of those who
may be classified as “profoundly autistic” or high support needs (Lord et al., 2022) is a noted problem in research contexts (Clarke
et al., 2024; Lord et al., 2022; Vivanti, 2024), which has extended to media portrayals of autistic presentations (Nordahl-Hansen &
(ien, 2021; Vivanti, 2024). As noted by Vivanti (2024) “media portrayals privilege manifestations of autism that are less dissimilar to
neurotypical standards of ability” (p.754), which our current results corroborate.

For autistic individuals who may not use verbal communication modalities, parents often use their voices to advocate on their
child’s or adult’s behalf (Boshoff et al., 2018), a phenomenon represented on TikTok by large proportion of parents whose lived
experience videos feature their autistic child. Parental perspectives were present throughout the current investigation, representing
~15 % of autism-related TikTok content. Although we did not specifically look at the support needs of the children represented by
their parents or caregivers in the video, it is assumed that non-speaking individuals and “profoundly autistic” individuals remain
notably absent or under-represented. Even if all parenting videos were created by parents supporting their non-speaking child, this
would, at most, reflect only 15 % of the autism content, when estimates of those with high support needs represent closer to 30 % of
those on the spectrum (Hughes et al., 2023; Clarke et al., 2024). Taken together, although TikTok appeals to autistic self-advocates and
those wishing to find community in autism, the representation of all autistic individuals is lacking on this social media platform.

“AutisTiktok™ creators are also different from established prevalence in another core way: gender diversity. Although only half of
the sample reported their pronouns, in those who reported their pronouns, there was a higher percentage of she/her and she/they
pronouns users in comparison to he/him and he/they pronoun-using-creators. This skewed proportion towards she/her and she/they
creators may paint an inaccurate depiction of the current male-to-female ratio of autism in the general population vs. on TikTok
(Maenner, 2023). Although the historic male:female ratio of autism is weighted towards males, recent research endeavors sought to
uncover the “leaky pipeline” of autistic females (D’Mello et al., 2022; Lai & Baron-Cohen, 2015) and prevalence estimates show a
steady increase of autistic females diagnosed over time (Harrop et al., 2024; Russell et al., 2022; Shaw et al., 2025). Further, research
has highlighted reasons why females are missed, late or mis-diagnosed (e.g., use of primarily male-centric diagnostic criteria, female
social strengths, female camouflaging or masking; for a review, see McFayden et al., 2023). Thus, the representation of those who
identify themselves using she/her or she/they pronouns may reflect the rising number of recently-diagnosed, late-diagnosed or
self-diagnosed autistic females (Bargiela et al., 2016; A. S. Russell et al., 2024). Although these findings may be influenced by gendered
social media use (Perrin, 2015; Twenge & Martin, 2020), they are likely to influence the lay public’s perception of autism.

In addition to the high prevalence of she/her and she/they content creators, the majority of creators (54.6 %) used pronouns other
than the societally-binarized she/her and he/him (these pronouns accounted for 28.4 % of the total sample), which aligns with the
higher prevalence of gender diversity reported within the autistic community (Corbett et al., 2023; Sala et al., 2020; Strang et al.,
2023). The number of gender diverse autism-related content creators may even be greater than the estimated 54.6 % observed here
since pronoun use alone is not a comprehensive measure of gender diversity; for example, of users who used she/her or he/him
pronouns (n = 65), three reported being transgender in their TikTok biography, all of which were trans men, and thus would also be
considered within a gender diversity perspective.

Our findings differ from the only other study examining creator gender (Gilmore et al., 2023) who found the majority of
autism-related TikTok content creators were masculine and feminine “presenting,” with only 14 % of their sample falling under
non-binary presenting or unknown. Importantly, this study relied on perception of creator gender, which is subject to bias. Novel work
out of Australia, which is currently in preparation for publication, coded content creator pronouns and also found a majority of female
content creators presenting autism-related information on TikTok (Zheluk & Stammmers, 2024), which aligns with our reported
findings. The high frequency of gender diverse pronoun use in the current study supports the importance of extracting gender from
self-report rather than perception alone, as gender identity often does not align with gender expression (Watson, 2019) and classi-
fication by coder perception alone may not accurately measure creator gender. Although autistic creators on TikTok may not be
representative of autistic people as a whole, better understanding who is creating autism-related TikTok videos has implications for
understanding how autistic people and autism may be perceived on this popular social media site and who in the autistic community is
utilizing TikTok to create content and/or connect with other users.
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Language

Examination of language use (ableist vs nonableist, person-first vs. identity-first) in autism-related TikTok content expanded prior
autism TikTok research and focused on domains that are important to autistic self-advocates (Monk et al., 2022; Taboas et al., 2023).
Overall, language use reflected the preferences of autistic self-advocates: identity-first, nonableist language (Bottema-Beutel et al.,
2021; Bury et al., 2023; Taboas et al., 2023). Of course, language preferences are not universal nor one-size-fits all, which is reflected in
research on language preferences in the autistic community and is reflected in the diversity of language use on TikTok (Bottema-Beutel
et al.,, 2021; Bury et al., 2023; Taboas et al., 2023). Self-advocates were significantly more likely to use both nonableist and
identity-first language than parents, a trend that has been reflected in research on the topic, wherein parents show a stronger pref-
erence for person-first language compared to adults (Buijsman et al. 2023). The differences in language preferences between autistic
adults and parents of autistic youth may emerge for several reasons, including generational differences, knowledge of language
practices within the community, and in-group “privilege”. In other words, parents may not feel comfortable using identity-first lan-
guage for their child if their child is not of age to dictate their preferences; thus, using person-first language may feel like a safer
alternative in the eyes of caregivers. Alternatively, previous literature has indicated that autistic authors may be more likely to use
‘tentative language’ (e.g., “seem”, “may”, “might”, “not sure”) as a way of avoiding social threats, or in response to negative feedback
on social media sites (Koteyko et al., 2025). Thus, autistic creators may present with a unique linguistic phenotype in a way that was
not captured here.

Additional considerations for language use include geography and cultural norms (Buijsman et al. 2023). In cultures that place
value on conformity, for example, celebrating the individual differences inherent to the neurodiversity movement may not be as
acceptable or preferred (Kapp et al., 2013). All videos in the current study were English, and although cultural variations of English are
certainly present, future research may wish to uncover geographic and cultural differences in language use on autism social media
platforms.

As language is an ever-evolving discussion in the neurodiversity movement, TikTok may represent an excellent finger on the pulse
on the current language preferences of the autistic community. Furthermore, the specific language use of the majority of TikTok
content may inform how a lay audience communicates about autism or with autistic individuals. Language use on social media is often
recursive and cyclical (e.g., a word is popularized on social media, which becomes more common in live communication, which then
changes its use and interpretation in social media), which means linguistic terms may change in popularity or acceptability. Inter-
estingly, using a research-based paradigm to capture social media language use might be too ‘dated’, or lack external validity, to
accurately reflect the language trends in the autistic social media space. Future work may wish to evaluate the language patterns
without fitting it to a retrospective mold but instead using a deductive approach to study language use in autism spaces.

Video content

In comparison to other forms of social media (Bakombo et al., 2023; Kim et al., 2022), our findings confirm that the purpose of
autism TikTok content is to serve as a community for autistic individuals to explore their autistic identity. This conclusion is drawn
from the overwhelming majority of videos that were coded under the “lived experiences” domain, underscoring that TikTok appears to
be used to share similar life experiences to engender a sense of community. Self-advocates’ greater tendencies towards sharing content
with negative valence may point to their willingness to discuss the multi-faceted nature of the autistic experience (McDermott, 2022).
This may be an important resource for many autistic individuals, particularly as sense of community can serve as a protective factor for
autistic individuals’ mental health (Bakombo et al., 2023; O’Reilly et al., 2019). Lived experience videos posted by self-advocates
focused on how their autistic traits influenced their experiences and interactions with non-autistic individuals. While the intention
of posting these lived experience videos may not be psychoeducational in nature, they may serve a similar purpose through exposing
non-neurodivergent TikTok users to common experiences of autistic individuals navigating a neurotypically oriented society
(McDermott, 2022). Furthermore, the overwhelmingly low proportion of videos explicitly focused on psychoeducation may be
explained by this concept of experiential learning — wherein individuals acquire knowledge through observing and reflecting on others
lived experiences. Although a small percentage of parents shared content related to their experiences or the lived experiences of their
child, in comparison to self-advocates, parents produced content largely focused on “early signs of autism” and “the side of autism you
don’t see.” This focus on identification-related content may represent parents’ preferences to use TikTok as a medium to share
informative information with other parents of neurodivergent children. It is important to take into consideration that 12.3 % of the
analyzed videos were not related to autism, underscoring work from Aragon-Guevara and colleagues (2023) that highlights the
presence of inaccurate, or un-related, content related to autism on TikTok.

Understandability and actionability

Given the use of social media for finding community or seeking health-related information (Fergie et al., 2016; Mazurek, 2013;
Triantafyllopoulou et al., 2022), it is imperative to evaluate how comprehensible and actionable information gathered from TikTok is
for a lay audience. Our results used a well-validated checklist to score videos on understandability (how comprehensible they are to a
lay audience), and actionability (how much do they spur or promote action). Replicating the findings of Brown et al. (2024) and
Mantas et al., (2024) who also used the PEMAT-A/V to rate TikTok videos, “AutisTikTok” videos were understandable, but not
actionable. This profile of scores supports findings related to video content in highlighting that the purpose of autism-focused TikTok
being a place for community rather than a call to action or place for individuals to find resources. Furthermore, the high
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understandability ratings from the PEMAT-A/V evidenced across studies (Berg Egge & Gabarron, 2024; Brown et al., 2024) demon-
strates that TikTok is a user-friendly experience for viewers with differing reading comprehension levels or visual processing differ-
ences. As several of the scoring metrics on the PEMAT-A/V involve accessibility (e.g., large font, closed captions, background music at
an appropriate volume), the consistently high understandability scores across our findings and two other works suggest that TikTok is a
friendly platform for those that may need additional supports to engage with audiovisual content. These factors together paint a clear
rationale for the rise in popularity of TikTok videos among young adults.

Limitations

Our findings must be considered in light of limitations. First, there is a wide variety of autism-related hashtags that may produce a
different range of content that may be informative for future research. However, given the number of duplicates removed between
hashtags, it appears a common practice to include multiple hashtags for each video. Thus, it is likely that many of these subgroups of
autism hashtags (e.g., #audhd) were also captured in our search. Second, duplicate videos that fell under multiple hashtags were
randomly assigned to a single hashtag for analysis. Due to many videos using multiple hashtags, we were not able to examine group
differences between hashtags. Lastly, characteristics that "hold” top positions may vary in variables evaluated here, or may be due to
other variables not evaluated, such as a “trending” soundbite. However, by including the videos as they show up under each of the five
most popular autism hashtags, regardless of the number of views or likes, we believe our sample is representative of autism-related
content on TikTok.

Conclusion

This study adds to a small, yet growing, body of research characterizing autism-related content on TikTok. We analyzed the
trending videos under the top five autism-related hashtags on TikTok to characterize the type of content, creator, and language and its
understandability/actionability. Overall, TikTok videos related to autism, at large, are posted by autistic self-advocates, about lived
experiences, use identity-first, nonableist language, were understandable to lay users, and retain these characteristics over time with
low rates of decay. Future research should prioritize the self-reported demographic makeup of autistic creators, as well as closer
examination of the type of content created within specific groups of creators (parents of autistic children, non-speaking/minimally
verbal individuals, LGBTQ+ autistic individuals, autistic people of color) to better understand what the algorithmically driven “For
You Page” may look like for individuals who identify with one or many of these groups. An accurate understanding of the charac-
teristics of autism-related TikTok content is important for researchers, clinicians, and autistic individuals alike to better navigate and
utilize this popular social media platform in a way that is advantageous and supportive for the autistic community.

Funding

This study did not receive direct financial support for the research or publication of this article.

CRediT authorship contribution statement

Clare Harrop: Writing — review & editing, Writing — original draft, Supervision, Resources, Methodology, Investigation, Formal
analysis, Conceptualization. Amanda Neal: Writing — review & editing, Data curation, Conceptualization. Abbigail Waycaster:
Writing — review & editing, Validation, Data curation, Conceptualization. Tyler McFayden: Writing — review & editing, Writing —
original draft, Supervision, Methodology, Investigation, Formal analysis, Conceptualization. Maia Karpinsky: Writing — review &
editing, Writing — original draft, Visualization, Validation, Project administration, Investigation, Formal analysis, Data curation,
Conceptualization.

Declaration of Competing Interest

The authors declared no potential conflicts of interest with respect to research, authorship, and/or publication of this article.

Appendix A. Supporting information

Supplementary data associated with this article can be found in the online version at doi:10.1016/j.reia.2025.202720.

Data availability
Data will be made available on request.

11


https://doi.org/10.1016/j.reia.2025.202720

M. Karpinsky et al. Research in Autism 128 (2025) 202720

References

Alper, M., Rauchberg, J. S., Simpson, E., Guberman, J., & Feinberg, S. (2023). TikTok as algorithmically mediated biographical illumination: autism, self-discovery,
and platformed diagnosis on #autisktok. New Media Society. , Article 14614448231193091. https://doi.org/10.1177/14614448231193091

American Psychiatric Association. (2013). Diagnostic and Statistical Manual of Mental Disorders (Fifth Edition). American Psychiatric Association. https://doi.org/10.
1176/appi.books.9780890425596.

Aragon-Guevara, D., Castle, G., Sheridan, E., & Vivanti, G. (2023). The reach and accuracy of information on autism on TikTok. Journal of Autism and Developmental
Disorders. https://doi.org/10.1007/s10803-023-06084-6

Asur, S., A. Huberman, B., Szabo, G., & Wang, C. (2011). Trends in social media: persistence and decay. Proceedings of the International AAAI Conference on Web and
Social Media, 5(1), 434-437. https://doi.org/10.1609/icwsm.v5i1.14167

Auxier, B., & Anderson, M. (2021). Social Media Use in 2021. Pew Research Center. (https://documentcloud.adobe.com/spodintegration/index.html?locale=en-us).

Bakombo, S., Ewalefo, P., & Konkle, A. T. M. (2023). The influence of social media on the perception of autism spectrum disorders: content analysis of public discourse
on YouTube videos. International Journal of Environmental Research and Public Health, 20(4), 3246. https://doi.org/10.3390/ijerph20043246

Bargiela, S., Steward, R., & Mandy, W. (2016). The experiences of Late-diagnosed women with autism spectrum conditions: an investigation of the female autism
phenotype. Journal of Autism and Developmental Disorders, 46(10), 3281-3294. https://doi.org/10.1007/s10803-016-2872-8

Berg Egge, H. S., & Gabarron, E. (2024). TikTok and YouTube shorts by autistic individuals for increasing autism awareness. Studies in Health Technology and
Informatics. 10S Press. https://doi.org/10.3233/SHTI240802

Bertilsdotter Rosqvist, H., Brownlow, C., & O’Dell, L. (2015). An association for All'—Notions of the meaning of autistic Self-Advocacy politics within a Parent-
Dominated autistic movement. Journal of Community Applied Social Psychology, 25(3), 219-231. https://doi.org/10.1002/casp.2210

Boshoff, K., Gibbs, D., Phillips, R. L., Wiles, L., & Porter, L. (2018). Parents’ voices: “Our process of advocating for our child with autism.” a meta-synthesis of parents’
perspectives. Child Care Health and Development, 44(1), 147-160. https://doi.org/10.1111/cch.12504

Botha, M., Chapman, R., Giwa Onaiwu, M., Kapp, S. K., Stannard Ashley, A., & Walker, N. (2024). The neurodiversity concept was developed collectively: An overdue
correction on the origins of neurodiversity theory. Autism, 28(6), 1591-1594.

Bottema-Beutel, K., Kapp, S. K., Lester, J. N., Sasson, N. J., & Hand, B. N. (2021). Avoiding ableist language: suggestions for autism researchers. Autism in Adulthood, 3
(1), 18-29. https://doi.org/10.1089/aut.2020.0014

Brown, E., Kuzmiak, F., Singh, A., Monga, V., Bell, T., Nolan, J., Schlenker, M., Moore, J., & Kashyap, R. (2024). A Cross-Sectional analysis of TikTok autism spectrum
disorder content quality. Emerging Trends in Drugs Addictions and Health. , Article 100150. https://doi.org/10.1016/j.etdah.2024.100150

Buijsman, R., Begeer, S., & Scheeren, A. M. (2023). Autistic person’ or ‘person with autism’? Person-first language preference in Dutch adults with autism and parents.
Autism, 27(3), 788-795. https://doi.org/10.1177/13623613221117914

Bury, S. M., Jellett, R., Haschek, A., Wenzel, M., Hedley, D., & Spoor, J. R. (2023). Understanding language preference: autism knowledge, experience of stigma and
autism identity. Autism, 27(6), 1588-1600. https://doi.org/10.1177/13623613221142383

Clarke, E. B., McCauley, J. B., Lutz, A., Gotelli, M., Sheinkopf, S. J., & Lord, C. (2024). Understanding profound autism: implications for stigma and supports. Frontiers
in Psychiatry, 15, Article 1287096. https://doi.org/10.3389/fpsyt.2024.1287096

Cole, L., Kharwa, Y., Khumalo, N., Reinke, J. S., & Karrim, S. B. S. (2017). Caregivers of School-aged children with autism: social media as a source of support. Journal
of Child and Family Studies, 26(12), 3464-3475. https://doi.org/10.1007/510826-017-0855-9

Corbett, B. A., Muscatello, R. A., Klemencic, M. E., West, M., Kim, A., & Strang, J. F. (2023). Greater gender diversity among autistic children by self-report and parent-
report. Autism, 27(1), 158-172. https://doi.org/10.1177/13623613221085337

D’Mello, A. M., Frosch, L. R,, Li, C. E., Cardinaux, A. L., & Gabrieli, J. D. E. (2022). Exclusion of females in autism research: empirical evidence for a “leaky”
recruitment-to-research pipeline. Autism Research, 15(10), 1929-1940. https://doi.org/10.1002/aur.2795

Davidson, J. (2008). Autistic culture online: virtual communication and cultural expression on the spectrum. Social Cultural Geography, 9(7), 791-806. https://doi.
org/10.1080/14649360802382586

Egner, J. (2022). # ActuallyAutistic: Using Twitter to construct individual and collective identity narratives. Studies in Social Justice, 16(2), 349-369.

Fergie, G., Hilton, S., & Hunt, K. (2016). Young adults’ experiences of seeking online information about diabetes and mental health in the age of social media. Health
Expectations, 19(6), 1324-1335. https://doi.org/10.1111/hex.12430

Gilmore, D., Radford, D., Haas, M. K., Shields, M., Bishop, L., & Hand, B. (2023). Building community and identity online: a content analysis of highly viewed #autism
TikTok videos. Autism in Adulthood. , Article aut.2023.0019. https://doi.org/10.1089/aut.2023.0019

Harrop, C., Tomaszewski, B., Putnam, O., Klein, C., Lamarche, E., & Klinger, L. (2024). Are the diagnostic rates of autistic females increasing? An examination of state-
wide trends. Journal of Child Psychology and Psychiatry jcpp, 13939. https://doi.org/10.1111/jcpp.13939

Hughes, M. M., Shaw, K. A., DiRienzo, M., Durkin, M. S., Esler, A., Hall-Lande, J., ... Maenner, M. J. (2023). The prevalence and characteristics of children with
profound autism, 15 sites, United States, 2000-2016. Public Health Reports, 138(6), 971-980.

Jargon, J. (2022). TikTok Brain Explained: Why Some Kids Seem Hooked on Social Video Feeds. Wall Street Journal. (https://www.wsj.com/articles/tiktok-brain-
explained-why-some-kids-seem-hooked-on-social-video-feeds-11648866192).

Kapp, S. K., Gillespie-Lynch, K., Sherman, L. E., & Hutman, T. (2013). Deficit, difference, or both? Autism and neurodiversity. Developmental Psychology, 49(1), 59-71.
https://doi.org/10.1037/a0028353

Kim, M. Y., Kim, J., Kim, B. W., Johnson, K. M., & Kim, J.-I. (2022). ASDCLAIMS: twitter dataset of claims on autism spectrum disorder. IEEE International Conference
on Big Data (Big Data), 2022, 4385-4389. https://doi.org/10.1109/BigData55660.2022.10020265

Koteyko, N., Van Driel, M., Billan, S., Barros Pena, B., & Vines, J. (2025). Stigma management strategies of autistic social media users. Autism in Adulthood, 7(3),
273-282. https://doi.org/10.1089/aut.2023.0095

Lai, M. C., & Baron-Cohen, S. (2015). Identifying the lost generation of adults with autism spectrum conditions. The Lancet Psychiatry, 2(11), 1013-1027.

Leadbitter, K., Buckle, K. L., Ellis, C., & Dekker, M. (2021). Autistic Self-Advocacy and the neurodiversity movement: implications for autism early intervention
research and practice. Frontiers in Psychology, 12, Article 635690. https://doi.org/10.3389/fpsyg.2021.635690

Lord, C., Charman, T., Havdahl, A., Carbone, P., Anagnostou, E., Boyd, B., ... McCauley, J. B. (2022). The Lancet Commission on the future of care and clinical
research in autism. The Lancet, 399(10321), 271-334.

Maenner, M. (2023). Prevalence and characteristics of autism spectrum disorder among children aged 8 Years-Autism and developmental disabilities monitoring
network, 11 sites, United States, 2020. MMWR Surveillance Summaries, 72(2). (https://documentcloud.adobe.com/spodintegration/index.html?locale=en-us).

Mantas, J., with Hasman, A., & Demiris, G. (2024). Digital health and informatics innovations for sustainable health care systems. Proceedings of MIE 2024 (1st ed).).
10S Press, Incorporated.

Mazurek, M. O. (2013). Social media use among adults with autism spectrum disorders. Computers in Human Behavior, 29(4), 1709-1714. https://doi.org/10.1016/j.
chb.2013.02.004

McDermott, V. (2022). “Tell me something you Didn’t know was Neurodivergence-Related until recently. I'll Start™: Tiktok as a public sphere for destigmatizing
neurodivergence. In J. B. Nerren (Ed.), Advances in Higher Education and Professional Development (pp. 127-147). IGI Global. https://doi.org/10.4018/978-1-6684-
5103-8.ch007.

McFayden, T. C., Putnam, O., Grzadzinski, R., & Harrop, C. (2023). Sex differences in the developmental trajectories of autism spectrum disorder. Current
Developmental Disorders Reports, 10(1), 80-91. https://doi.org/10.1007/s40474-023-00270-y

McHugh, M. L. (2012). Interrater reliability: the kappa statistic. Biochema medica, 22(3), 276-282.

Monk, R., Whitehouse, A. J. O., & Waddington, H. (2022). The use of language in autism research. Trends in Neurosciences, 45(11), 791-793. https://doi.org/10.1016/
j-tins.2022.08.009

Nordahl-Hansen, A., & @ien, R. A. (2021). Movie and TV depictions of autism spectrum disorder. In F. Volkmar (Ed.), Encyclopedia of autism spectrum disorders (p.
3018). Springer International Publishing, 23.

12


https://doi.org/10.1177/14614448231193091
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1007/s10803-023-06084-6
https://doi.org/10.1609/icwsm.v5i1.14167
https://documentcloud.adobe.com/spodintegration/index.html?locale=en-us
https://doi.org/10.3390/ijerph20043246
https://doi.org/10.1007/s10803-016-2872-8
https://doi.org/10.3233/SHTI240802
https://doi.org/10.1002/casp.2210
https://doi.org/10.1111/cch.12504
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref9
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref9
https://doi.org/10.1089/aut.2020.0014
https://doi.org/10.1016/j.etdah.2024.100150
https://doi.org/10.1177/13623613221117914
https://doi.org/10.1177/13623613221142383
https://doi.org/10.3389/fpsyt.2024.1287096
https://doi.org/10.1007/s10826-017-0855-9
https://doi.org/10.1177/13623613221085337
https://doi.org/10.1002/aur.2795
https://doi.org/10.1080/14649360802382586
https://doi.org/10.1080/14649360802382586
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref19
https://doi.org/10.1111/hex.12430
https://doi.org/10.1089/aut.2023.0019
https://doi.org/10.1111/jcpp.13939
https://www.wsj.com/articles/tiktok-brain-explained-why-some-kids-seem-hooked-on-social-video-feeds-11648866192
https://www.wsj.com/articles/tiktok-brain-explained-why-some-kids-seem-hooked-on-social-video-feeds-11648866192
https://doi.org/10.1037/a0028353
https://doi.org/10.1109/BigData55660.2022.10020265
https://doi.org/10.1089/aut.2023.0095
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref26
https://doi.org/10.3389/fpsyg.2021.635690
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref28
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref28
https://documentcloud.adobe.com/spodintegration/index.html?locale=en-us
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref30
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref30
https://doi.org/10.1016/j.chb.2013.02.004
https://doi.org/10.1016/j.chb.2013.02.004
https://doi.org/10.4018/978-1-6684-5103-8.ch007
https://doi.org/10.4018/978-1-6684-5103-8.ch007
https://doi.org/10.1007/s40474-023-00270-y
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref34
https://doi.org/10.1016/j.tins.2022.08.009
https://doi.org/10.1016/j.tins.2022.08.009
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref36
http://refhub.elsevier.com/S3050-6565(25)00192-0/sbref36

M. Karpinsky et al. Research in Autism 128 (2025) 202720

O’Reilly, M., Dogra, N., Hughes, J., Reilly, P., George, R., & Whiteman, N. (2019). Potential of social media in promoting mental health in adolescents. Health
Promotion International, 34(5), 981-991. https://doi.org/10.1093/heapro/day056

Perrin, A. (2015). Social Media Useage: 2005—2015. Rep., Pew Research Center, Washington, DC. (https://www.pewresearch.org/internet/2015/10/08/social-
networking-usage-2005-2015/).

Russell, A. S., McFayden, T. C., McAllister, M., Liles, K., Bittner, S., Strang, J. F., & Harrop, C. (2024). Who, when, where, and why: a systematic review of “late
diagnosis” in autism. Autism Research. , Article aur.3278. https://doi.org/10.1002/aur.3278

Russell, I., Pearson, B., & Masic, U. (2021). A longitudinal study of features associated with autism spectrum in clinic referred, gender diverse adolescents accessing
puberty suppression treatment. Journal of Autism and Developmental Disorders, 51(6), 2068-2076. https://doi.org/10.1007/s10803-020-04698-8

Russell, G., Stapley, S., Newlove-Delgado, T., Salmon, A., White, R., Warren, F., Pearson, A., & Ford, T. (2022). Time trends in autism diagnosis over 20 years: a UK
population-based cohort study. Journal of Child Psychology and Psychiatry, 63(6), 674-682. https://doi.org/10.1111/jcpp.13505

Sala, G., Pecora, L., Hooley, M., & Stokes, M. A. (2020). As diverse as the spectrum itself: trends in sexuality, gender and autism. Current Developmental Disorders
Reports, 7(2), 59-68. https://doi.org/10.1007/540474-020-00190-1

Shaw, K. A., Williams, S., Patrick, M. E., Valencia-Prado, M., Durkin, M. S., Howerton, E. M., Ladd-Acosta, C. M., Pas, E. T., Bakian, A. V., Bartholomew, P., Nieves-
Munoz, N., Sidwell, K., Alford, A., Bilder, D. A,, DiRienzo, M., Fitzgerald, R. T., Furnier, S. M., Hudson, A. E., Pokoski, O. M., ... Maenner, M. J. (2025). Prevalence
and early identification of autism spectrum disorder among children aged 4 and 8 Years—Autism and developmental disabilities monitoring network, 16 sites,
United States, 2022. Mmwr Surveillance Summaries, 74(2), 1-22. https://doi.org/10.15585/mmwr.ss7402al

Shoemaker, S. J., Wolf, M. S., & Brach, C. (2014). Development of the patient education materials assessment tool (PEMAT): a new measure of understandability and
actionability for print and audiovisual patient information. Patient Education and Counseling, 96(3), 395-403. https://doi.org/10.1016/j.pec.2014.05.027

Simpson, E., Dalal, S., & Semaan, B. (2023). Hey, can you add Captions?”: the critical infrastructuring practices of neurodiverse people on TikTok. Proceedings of the
ACM on HumanComputer Interaction, 7(CSCW1), 1-27. https://doi.org/10.1145/3579490

Strang, J. F., Van Der Miesen, A. L. R., Fischbach, A. L., Wolff, M., Harris, M. C., & Klomp, S. E. (2023). Common intersection of autism and gender diversity in youth.
Child and Adolescent Psychiatric Clinics of North America, 32(4), 747-760. https://doi.org/10.1016/j.chc.2023.06.001

Taboas, A., Doepke, K., & Zimmerman, C. (2023). Preferences for identity-first versus person-first language in a US sample of autism stakeholders. Autism, 27(2),
565-570. https://doi.org/10.1177/13623613221130845

Triantafyllopoulou, P., Clark-Hughes, C., & Langdon, P. E. (2022). Social media and Cyber-Bullying in autistic adults. Journal of Autism and Developmental Disorders, 52
(11), 4966-4974. https://doi.org/10.1007/s10803-021-05361-6

Twenge, J. M., & Martin, G. N. (2020). Gender differences in associations between digital media use and psychological well-being: evidence from three large datasets.
Journal of Adolescence, 79(1), 91-102. https://doi.org/10.1016/j.adolescence.2019.12.018

Vivanti, G. (2024). Autism early intervention — progress, steps backward, and the reconciliation of conflicting narratives. Current Psychiatry Reports, 26(12), 753-760.
https://doi.org/10.1007/511920-024-01552-x

Von Elm, E., Altman, D. G., Egger, M., Pocock, S. J., Gotzsche, P. C., & Vandenbroucke, J. P. (2007). The strengthening the reporting of observational studies in
epidemiology (STROBE) statement: guidelines for reporting observational studies. The Lancet, 370(9596), 1453-1457. https://doi.org/10.1016/50140-6736(07)
61602-X

Wang, Y., McKee, M., Torbica, A., & Stuckler, D. (2019). Systematic literature review on the spread of Health-related misinformation on social media. Social Science
Medicine, 240, Article 112552. https://doi.org/10.1016/j.socscimed.2019.112552

Ward, D. M., Dill-Shackleford, K. E., & Mazurek, M. O. (2018). Social media use and happiness in adults with autism spectrum disorder. Cyberpsychology Behavior and
Social Networking, 21(3), 205-209. https://doi.org/10.1089/cyber.2017.0331

Watson, L. B. (2019). Gender identity and expression in LGBTQ+ communities: implications for the practice of psychology. Psychology of Women Quarterly, 43(3),
298-302. https://doi.org/10.1177/0361684319846498

Welch, C., Cameron, D., Fitch, M., & Polatajko, H. (2022). From “since” to “if”: using blogs to explore an insider-informed framing of autism. Disability Society, 37(4),
638-661. https://doi.org/10.1080/09687599.2020.1836479

Zener, D. (2019). Journey to diagnosis for women with autism. Advances in Autism, 5(1), 2-13. https://doi.org/10.1108/AIA-10-2018-0041

Zheluk, A., & Stammmers, M. (2024). Pre-print. TikTok, autism and. Australian National Disability Service in 2024. https://doi.org/10.13140/RG.2.2.10135.79523

13


https://doi.org/10.1093/heapro/day056
https://www.pewresearch.org/internet/2015/10/08/social-networking-usage-2005-2015/
https://www.pewresearch.org/internet/2015/10/08/social-networking-usage-2005-2015/
https://doi.org/10.1002/aur.3278
https://doi.org/10.1007/s10803-020-04698-8
https://doi.org/10.1111/jcpp.13505
https://doi.org/10.1007/s40474-020-00190-1
https://doi.org/10.15585/mmwr.ss7402a1
https://doi.org/10.1016/j.pec.2014.05.027
https://doi.org/10.1145/3579490
https://doi.org/10.1016/j.chc.2023.06.001
https://doi.org/10.1177/13623613221130845
https://doi.org/10.1007/s10803-021-05361-6
https://doi.org/10.1016/j.adolescence.2019.12.018
https://doi.org/10.1007/s11920-024-01552-x
https://doi.org/10.1016/S0140-6736(07)61602-X
https://doi.org/10.1016/S0140-6736(07)61602-X
https://doi.org/10.1016/j.socscimed.2019.112552
https://doi.org/10.1089/cyber.2017.0331
https://doi.org/10.1177/0361684319846498
https://doi.org/10.1080/09687599.2020.1836479
https://doi.org/10.1108/AIA-10-2018-0041
https://doi.org/10.13140/RG.2.2.10135.79523

	AutisTikTok: Analyzing top autism hashtags for creator, content, and persistence over time
	Social media and autism
	Current study
	Method
	Transparency, openness & positionality
	Video identification and export
	Coding
	Post-hoc categorization

	Results
	Video information
	Creator information
	Language
	Content
	Understandability and actionability
	Differences over time

	Discussion
	Video creators
	Language
	Video content
	Understandability and actionability
	Limitations

	Conclusion
	Funding
	CRediT authorship contribution statement
	Declaration of Competing Interest
	Appendix A Supporting information
	Data availability
	References


