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Autism continues to be a leading neurodevelopmental disorder across adult and
pediatric populations that transcends racial, ethnic, age, and socioeconomic
groups worldwide. Autism care and treatment also exerts immense costs on the
healthcare system and lost productivity which are partly attributed to the
existing resource limitations globally. Organizations, campaigns, and policies
exist worldwide in increasing equity and accessibility of resources and services
to individuals with autism. In the context of our digital era, a wealth of
information is also more readily available on autism through electronic
communication including social media platforms. As YouTube, Twitter and
Facebook are ever-growing and among the leading social media platforms in
contemporary times, examination of content covered on autism across these
communication mediums is timely and warranted. This review consolidates
findings from 32 sources on the sources, formats, and nature of content
covered on YouTube, Twitter, and Facebook pertaining to a wealth of
dimensions surrounding autism. Strengths and limitations of the studies and
endeavors are presented. Implications for future campaign development, health
equity, health policy, neurodiversity, and patient care are also delineated. Lastly,
recommendations for future research and practice are discussed which present
directions for tapping into the potential of YouTube, Twitter, and Facebook as
health communication mediums across the ever-changing autism landscape.
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1. Introduction

Autism is a neurobehavioral disorder and development disability that is prevalent across

the world among all racial, ethnic, age, and socioeconomic groups (1). Oftentimes,

individuals with autism will experience challenges with their communication and social

interactions as well as increased repetitive behaviors, restricted interests, and unusual

responses to sensory input (1). The trajectory of autism is chronic and lifelong in nature.

Children are often diagnosed with autism before the age of 5 years and can live with

autism for a very long time (2). Autism is more prevalent among boys than girls (3).

There are three severity levels based on level of supports in autism across the spectrum

which are detailed in the Diagnostic and Statistical Manual of Mental Disorders (DSM-V)

(4). It is also crucial to note that autism is a distinct neurotype which may have disabling

effects due to insufficient accommodation of sensory needs. In addition, autism is on a
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spectrum from mild to severe which may not always encompass the

specific classification categories for severity level of autism detailed

in the DSM-V. However, autistic individuals are also able to fully

participate in all aspects of society with appropriate support

based on severity level.

As more organizations involved in disseminating knowledge

and resources on autism have extended their presence into

online spaces (e.g., the American Academy of Pediatrics, CDC,

Autism Speaks, March of Dimes), examining these electronic

communications could help identify content that could be

prioritized in future mobilization of resources and advocacy

efforts in heightening awareness and support of autism research

and practice. Further, as several of these organizations have

extended beyond traditional forms of media onto nontraditional

forms (e.g., social media), critical examination of the wealth of

disseminated information combined with content shared by a

range of primary and lay sources is warranted.

In this digital era, social media is rising as a leading

communication medium for a wealth of topics including health-

related ones. Oftentimes content covered on social media is

reflective of the existing state of trends across communities,

countries, and the world. As increasingly more people are living

longer with autism, examining the content shared on social

media among older and newer generations can help uncover the

value of content that is helpful or not helpful for autistic

individuals and their networks. YouTube, Twitter, and Facebook

are among the most popular social media platforms in our

current times (5). In addition, these social media platforms

include content delivered in a wealth of formats that can reach

individuals across varying levels of literacy.

Notably, there were no published studies on autism-related

across TikTok, Reddit, Instagram, and other social media.

However, the most prevalent, widely used social media platforms

(YouTube, Facebook, and Twitter) continue to be minefields of

knowledge transfer and dissemination on autism as well as risk

factors for heightening misinformation and disinformation. Several

content analyses have examined the most widely viewed videos on

autism as well as posts, communication across communities of

individuals with autism and their networks, and pictures.

To date, there has not been a single review that has

consolidated the wealth of existing knowledge, research and

practice across published studies and lay sources on the coverage

of autism across the most popular social media platforms. As the

global reach of social media continues to rise in our digital era,

undertaking an exploration to understand a wealth of dimensions

surrounding autism across these social media platforms is timely.

This review will present the key findings from published studies

on autism-related content covered on social media. These

findings include more descriptive information about autism

along with a range of considerations pertaining to activities of

daily living, achieving health equity, challenges and uncertainties,

caregiver impact, navigation of healthcare, educational, and

vocational systems, among many more. It follows that the

constellation of these key findings will elucidate a more holistic

and biopsychosocial picture on the diversity of complexities

surrounding autism across all developmental stages.
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The goals of this review are the following: (1) present the

constellation of sources and formats among the electronic

communication pertaining to autism across YouTube, Twitter,

and Facebook; (2) synthesize the existing understanding and

coverage of content across a range of determinants and

dimensions on autism across these social media platforms;

and (3) delineate recommendations for future research and

practice that can draw on the strengths and build off the

limitations of social media as a communication medium in

autism awareness, care, and treatment.
2. Materials and methods

2.1. Search strategy

Following the PRISMA guidelines for a scoping review, an

extensive search of the academic literature on autism coverage

across the social media platforms YouTube, Twitter, and

Facebook were conducted in July 2023. The medical, public

health, educational, and psychosocial databases reviewed were the

following: Medline (Northfield, IL, USA), APA PsychInfo,

Cochrane Review, Academic Search Premier, CINAHL, ERIC

and EBSCO. Key terms used across searches were the

following: autism, autistic, Asperger’s, social media, YouTube,

Twitter, and Facebook.
2.2. Eligibility criteria

Only published studies on coverage of autism across prominent

social media platforms were included in this review. Given the

nature of this review, secondary and tertiary sources from

magazines, newspapers, blogs, posts and other communication

mediums were excluded. Any sources that did not share content

on autism were ultimately excluded.
2.3. Procedure

Published studies constituted the units of analysis for this

review. These published studies were primary sources from

primarily descriptive, observational studies conducted on

critically examining autism-related content across the top widely

prevalent social media platforms. Content on autism covered

across these published studies involved determinants, dimensions,

and domains surrounding autism inclusive of chronic care

management, global development, educational and vocational

opportunities, neurodiversity, health equity and inclusivity among

more content considerations.

All of the authors independently reviewed all titles and

abstracts that populated across each database. Differences

concerning full-text inclusion and coverage of autism were

resolved through consensus. All of the authors then

independently abstracted data across all included studies on

sources, formats, nature of content, and any additional
frontiersin.org
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descriptive information on the kinds of videos explored in each

source. Results were subsequently compared and any

discrepancies were fully resolved through active discussions.
3. Results

A cumulative total of 315 records were identified across

the databases reviewed from the past 50 years. One hundred

forty six of these records were duplicates and subsequently

excluded. Among the remaining 169 records, 122 of them

were excluded for either missing full-text, referenced a

different target population, and goals of research did not

assess coverage of dimensions surrounding autism. Next, 47

full-text articles were thoroughly examined for inclusion in

this scoping review.
FIGURE 1

Literature review flowchart.
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Among them, 15 were further excluded for one or more of the

following reasons: (1) presented different social media platforms

across content covered; (2) missing originality of work; (3) the

target population did not involve individuals with autism; (4)

there were different topics covered which ultimately changed the

focus in the sources; and (5) the goals of several published

studies were divergent.

Thirty two articles ultimately met the criteria for coverage of

autism across YouTube, Twitter, and Facebook as delineated in

Figure 1 (6–37). Majority of the studies involved conducting

cross-sectional and descriptive content analyses. A wide range of

content was covered across studies including treatments and

therapies, community outreach and engagement for individuals

with autism and their networks, narratives on navigating

everyday challenges for children with autism, inclusivity

considerations, and much more. All content across the literature
frontiersin.org
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TABLE 1 Sources and formats of autism content covered across YouTube, Twitter, and Facebook.

YouTube Twitter Facebook
Sources Mothers of autistic children Freitas and Gaudenzi

(14); family members Fusaro et al. (10); parents
Lloyd et al. (13); professionals Lloyd et al. (13);
professional, consumer, television, and internet
sources Bellon-Harn et al. (8); individuals with
autism Angulo-Jimenez and DeThorne (6);
professional societies, educational centers, TV
programs and parents of children with autism Azer
et al. (12); primarily non-professionals Kollia et al.
(7); children with autism, their caregivers and
individuals in their family, social, and employer-
based networks Bakombo et al. (35); physicians and
psychologists Cortes Cavalcante et al. (36)

Organizations, news networks, celebrities, and
consumers Deriss (20); organizational sources included
commercial/for-profit, non-profit, clinical, academic
and other organizations Bellon-Harn and Manchaiah
(8); individuals with autism and their significant others
Bellon-Harn and Manchaiah (8); consumers Karusala
et al. (23); autism bloggers which included consumers
(individuals with autism and their caregivers) and
professional organizations Saha and Agarwal (25);
bloggers provided by Autism Speaks Saha and Agarwal
(27); users from organizations, caregivers of children
with autism, companies, charities for research on
autism, and individuals with autism Corti et al. (18);
Autism Speaks and caregivers of children with autism;
special education, rehabilitation centers, child and
adolescent psychiatrists, and municipalities Goksel
et al. (37)

Autism-based organizations Bail (32); patients with
autism, their caregivers, researchers, and healthcare
providers Zhao et al. (30); primarily caregivers
followed by teachers in special education, suppliers
of ASD-related products and services, healthcare
providers, academic researchers, as well as other
individuals involved in the direct or indirect care of
children with autism Mohd Roffeei et al. (31);
caregivers of children with autism Antunes and
Dhoest (34)

Formats Testimonials of mothers with autistic children
Freitas & Gaudenzi (14); images and texts
elucidating the learning evolution of autistic
children Freitas & Gaudenzi (14); five slide-show
style videos with photos and texts Lloyd et al. (13);
testimonials (narratives) posted by parents of
children with autism Azer et al. (12); home videos
Fusaro et al. (10); interviews Lloyd et al. (13);
commentaries presented by parents across images
Lloyd et al. (3); personal videos and television show
clips Kollia et al. (7); narratives posted by children
with autism, their caregivers and individuals in their
family, social, and employer-based networks
Bakombo et al. (35)

Hashtags Audiovisual, written messages, comments

Jawed et al. 10.3389/fdgth.2023.1222187
included in this review were in English. A comprehensive

breakdown of the sources and formats of autism content covered

across YouTube, Twitter, and Facebook from the published

literature can be found in Table 1. Further, autism content

covered across each of these social media platforms are

delineated in Table 2.

Among published studies examining autism-related content

on YouTube, sources of content included the following: mothers

of autistic children (14), family members (10, 35), parents

(12, 13, 35), professionals (13), professional, consumer, television,

and internet sources (8, 9), individuals with autism (6),

professional societies, educational centers, TV programs (12),

primarily non-professionals (7); children with autism, individuals

in their social and employer-based networks (35); physicians and

psychologists (36).

Across published studies on Twitter, content was posted by a

diversity of sources that included organizations, news networks,

celebrities, consumers (20) organizational sources that included

commercial/for-profit, non-profit, clinical, academic and other

organizations (8), individuals with autism and their significant

others (8), consumers (23), autism bloggers which also

included consumers (individuals with autism and their

caregivers) and professional organizations (25), bloggers

provided by Autism Speaks (27), users from organizations,

caregivers of children with autism, companies, charities for

research on autism, individuals with autism (18, 19), special

education, rehabilitation centers, child and adolescent

psychiatrists, and municipalities (37).
Frontiers in Digital Health 04
Sources posting autism-related content on Facebook included

Autism-based organizations (32), patients with autism, their

caregivers, researchers, and healthcare providers (30), primarily

caregivers followed by teachers in special education, suppliers

of Autism Spectrum Disorder (ASD) related products and

services, healthcare providers, academic researchers, as well as

other individuals involved in the direct or indirect care of

children with autism (31), and caregivers of children with

autism (34).

Among content presented in published studies on autism

coverage across YouTube, formats of videos included testimonials

of mothers with autistic children (14), images and texts

elucidating the learning evolution of autistic children (14), five

slide-show style videos with photos and texts (13), testimonials

(narratives) posted by parents of children with autism (12), home

videos (10), interviews (13), commentaries presented by parents

across images (13), personal videos and television show clips (7),

and narratives posted by children with autism, their caregivers

and individuals in their family, social, and employer-based

networks (35). All published studies of content and sentiment

analyses on autism coverage across Twitter featured hashtags as

the engagement metric. Lastly, all published studies on autism

coverage across Facebook analyzed content in the form of

audiovisual and written messages, oftentimes in the form of

comments.

Findings were ultimately grouped into 14 content categories

which were the following: (1) Navigating Everyday Life; (2)

Stressors and Triggers; (3) Conceptualization and Descriptive
frontiersin.org
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TABLE 2 Autism content covered across YouTube, Twitter, and Facebook.

YouTube Twitter Facebook

I. Navigating everyday life
Daily lived experiences Freitas and Gaudenzi (14), Lloyd et al. (13),

Azer et al. (12), Bakombo et al. (35)
Sahaand Agarwal (25), Goksel et al.
(37)

Zhao et al. (30), Antunes and
Dhoest (34)

Daily challenges Azer et al. (12) Saha and Agarwal (26), Saha and
Agarwal (27), Gauld et al. (17),
Goksel et al. (37)

Zhao et al. (30), Mohd Roffeei
et al. (31), Antunes and Dhoest
(34)

Hygiene and cleanliness Deriss (20)

Impact of the pandemic on daily life Corti et al. (18)

Raising children with autism Saha and Agarwal (26) Mohd Roffeei et al. (31)

Employment Sani-Bozkurt (19)

II. Stressors and triggers
Grief and loss Freitas and Gaudenzi (14), Lloyd et al. (13) Mohd Roffeei et al. (31)

Psychological distress Lloyd et al. (13)

guilt Lloyd et al. (13)

Financial struggles Lloyd et al. (13), Kollia et al. (7)

Caregiver relationship strain Lloyd et al. (13)

Social isolation Freitas and Gaudenzi (14), Lloyd et al. (13) Antunes and Dhoest (34)

Electromagnetic field pollution Zhao et al. (30)

III. Conceptualization and descriptive epidemiology of autism
Definition of autism Sani-Bozkurt (19), Goksel et al. (37)

Facts and statistics Lloyd et al. (13) Goksel et al. (37)

Representation of the color blue Freitas and Gaudenzi (14)

Self-identification of autism Angulo-Jimenez and DeThorne (6)

Features and characteristics of autism (e.g. eye
contact patterns, speech, social communication,
cognitive skills)

Lloyd et al. (13), Bakombo et al. (35), Cortes
Cavalcante et al. (36)

Sani-Bozkurt (19) Mohd Roffeei et al. (31), Zhao
et al. (30)

Signs and symptoms of autism Lloyd et al. (13), Bellon-Harn et al. (9),
Bakombo et al. (35)

Bellon-Harn et al. (8)

Demystifying misinformation Bellon-Harn et al. (8)

IV. Behaviors
Repetitive behaviors Kollia et al. (7)

Screaming and yelling Kollia et al. (7), Bakombo et al. (35)

Self-injurious behaviors Kollia et al. (7), Bakombo et al. (35)

Playing with toys Kollia et al. (7)

Self-stimulatory behaviors (e.g. hand flapping,
grunting, excessive blinking)

Bakombo et al. (35)

Crying Bakombo et al. (35)

V. Recommendations for therapies and treatment
Behavioral management strategies Azer et al. (12), Freitas and Gaudenzi (14) Bellon-Harn et al. (8) Zhao et al. (30), Mohd Roffeei

et al. (31)

Developmental therapies Freitas and Gaudenzi (14)

SUS model for treatment Freitas and Gaudenzi (14)

Mixed services partly financed by government Freitas and Gaudenzi (14) Antunes and Dhoest (34)

Private treatments Freitaz and Gaudenzi (14)

Speech language therapy Lloyd et al. (13), Kollia et al. (7) Abel et al. (33)

Applied behavior analysis Kollia et al. (7) Bellon-Harn et al. (8) Abel et al. (33)

Psychological interventions Kollia et al. (7)

Complementary alternative practices (e.g. animal,
art, herbal therapies, cannabis)

Kollia et al. (7) Bellon-Harn et al. (8) Abel et al. (33)

Additional sources of information on autism (e.g.
websites)

Kollia et al. (7) Deriss (20)

Curing autism Lloyd et al. (13), Angulo-Jimenez and
DeThorne (6), Lacruz-Perez et al. (11)

Deriss (20)

Medication selection and administration
(including vitamins and supplements)

Freitas and Gaudenzi (14), Lloyd et al. (13) Mohd Roffeei et al. (31),
Antunes and Dhoest (35)

Diets Azer et al. (12), Kollia et al. (7) Mohd Roffeei et al. (31)

Utilization of google glasses Bellon-Harn et al. (8)

Toilet training Mohd-Roffeei et al. (31)

Play therapy Zhao et al. (30)

Multidisciplinary treatment Cortes Cavalcante et al. (36)

(Continued)
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TABLE 2 Continued

YouTube Twitter Facebook

VI. Inequities
Inaccessibility of schools Lloyd et al. (13)

Prejudices by the school system Freitas and Gaudenzi (14) Antunes and Dhoest (34)

Prejudices by the community Freitas and Gaudenzi (14) Antunes and Dhoest (34)

Limitations in accommodations Angulo-Jimenez and DeThorne (6)

Civil Issues (e.g. criminal justice, policing) Bellon-Harn et al. (8)

Call for improving social support in educational
and vocational contexts

Karusala et al. (23)

Inclusivity Sani-Bozkurt (19) Antunes and Dhoest (34)

Social acceptance Sani-Bozkurt (19)

VII. Education
Inclusive and equitable educational opportunities
in specialized schools

Lacruz-Perez et al. (11), Kollia et al. (7) Goksel et al. (37) Antunes and Dhoest (34)

Teaching autistic children how to write Saha and Agarwal (26)

Behavioral and social aspects of going to school Beykikhoshk et al. (28)

Language Beykikhoshk et al. (28)

Intelligence Beykikhoshk et al. (28)

Reading Mohd Roffeei et al. (31)

School subjects Mohd Roffeei et al. (31)

Communication skills Mohd Roffeei et al. (31)

VIII. Support for individuals with autism and their caregivers
Coping strategies for caregivers Lloyd et al. (13) Saha and Agarwal (26), Saha and

Agarwal (27)

Resources for child and family support Kollia et al. (7)

Support groups Kollia et al. (7) Zhao et al. (30), Mohd Roffeei
et al. (31), Abel et al. (33)

Sense of community Freitas and Gaudenzi (14), Lloyd et al. (13),
Azer et al. (12)

Corti et al. (18)

Well-being Corti et al. (18) Ward et al. (29)

Financial resources (e.g. supplemental security
income)

Zhao et al. (30), Abel et al. (33)

Celebrating achievements and milestones Zhao et al. (30), Mohd Roffeei
et al. (31), Antunes and Dhoest
(34)

Prayers Mohd Roffeei et al. (31), Abel
et al. (33)

Situational appraisal Mohd Roffeei et al. (31)

Meet-ups Abel et al. (33)

IX. Developmental considerations
Children Freitas and Gaudenzi (14), Fusaro et al. (10),

Angulo-Jimenez and DeThorne (6), Azer et al.
(12), Kollia et al. (7)

Adults Angulo-Jimenez & DeThorne (6), Kollia et al.
(7)

Atypical development of children in meeting
developmental milestones

Freitas and Gaudenzi (14)

Communication impairment Freitas and Gaudenzi (14), Bakombo et al. (35)

X. Neurodiversity
Individual differences and uniqueness Freitas and Gaudenzi (14), Kollia et al. (7),

Bakombo et al. (35)
Saha and Agarwal (26), Sani-Bozkurt
(19)

Antunes and Dhoest (34)

Psychiatric co-morbidities Angulo-Jimenez and DeThorne (6) Antunes and Dhoest (34)

Co-morbid sensory complications Angulo-Jimenez and DeThorne (6), Kollia et al.
(7)

Autism as an inherent part of identity Kollia et al. (7)

Empowerment in embracing neurodiversity Bellon-Harn et al. (8)

Asset and superpower Skafle et al. (15)

XI. Medical model
Autism as a disorder or defect Angulo-Jimenez and DeThorne (6)

(Continued)
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TABLE 2 Continued

YouTube Twitter Facebook

XII. Autism awareness and advocacy
World autism awareness day Ahmed et al. (21), Karusala et al. (23),

Sani-Bozkurt (19)

Autism speaks advocacy organization Beykikhoshk et al. (22), Karusala et al.
(23)

Action summit on autism Beykikhoshk et al. (22)

Representation of the color blue Karusala et al. (23), Sani-Bozkurt (19)

Books Bellon-Harn et al. (8) Abel et al. (33)

Media coverage Bellon-Harn et al. (8)

Celebrity endorsements Bellon-Harn et al. (8)

Fundraising Bellon-Harn et al. (8) Abel et al. (33)

Healthcare providers participating in interviews Sani-Bozkurt (19)

Community engagement Karusala et al. (23) Zhao et al. (30), Mohd Roffeei
et al. (31)

Autism-related research Bakombo et al. (35) Zhao et al. (30), Mohd Roffeei
et al. (31)

Jewelry Abel et al. (33)

Trainings, workshops, and conferences Zhao et al. (30)

Tattoos Abel et al. (33)

XIII. Recreation
Toys and gifts for children with autism Azer et al. (12)

Sports and recreational activities Deriss (20)

Play groups Abel et al. (33)

XIV. Misinformation
MMR vaccine Azer et al. (12)

Scarcity of vitamins Azer et al. (12)

Immunizations/vaccinations Azer et al. (12), Kollia et al. (7) Bellon-Harn et al. (8)

Environmental pollution Azer et al. (12)

Toxicity Azer et al. (12)

Scarcity of amino acids Azer et al. (12)

Gluten-free diet as cure for autism Azer et al. (12) Antunes and Dhoest (34)

Asymmetrical brain injuries Gabarron et al. (16)

Jawed et al. 10.3389/fdgth.2023.1222187
Epidemiology of Autism; (4) Behaviors; (5) Recommendations for

Therapies and Treatments; (6) Inequities; (7) Education; (8)

Support for Individuals with Autism and Their Caregivers; (9)

Developmental Considerations; (10) Neurodiversity; (11) Medical

Model; (12) Autism Awareness and Advocacy; (13) Recreation;

and (14) Misinformation. These categories were created by the

authors based on the content covered across the published

studies. The authors reviewed content from each study and

resolved any discrepancies through active discussion to

collectively propose categories that represented the wide range of

content in these studies.
3.1. Navigating everyday life

There were several considerations covered in regard to

navigating everyday life among autistic individuals and their

networks. Daily lived experiences were accounted for in content

reviewed across eight studies (12–14, 25, 30, 34, 35, 37). Eight

studies also examined content on daily challenges (12, 17, 26, 27,

30, 31, 34, 37). Two studies uncovered content on raising

children with autism (26, 31). Content on hygiene and

cleanliness was reviewed in one study (20). Impact of the
Frontiers in Digital Health 07
pandemic on daily life was explored in another study (18).

Employment was assessed in one study (19).
3.2. Stressors and triggers

Several stressors and triggers were covered in published studies on

autism content across social media. Grief and loss were accounted for

in three studies (13, 14, 31). Psychological distress, guilt, and caregiver

relationship strain were covered in one study (13). Financial struggles

were assessed in two studies (7, 13). Social isolation was reviewed in

three studies (13, 14, 34). Electromagnetic field pollution was

accounted for in one study (30).
3.3. Conceptualization and descriptive
epidemiology of autism

Multiple studies presented a diversity of content with respect to

the conceptualization and descriptive epidemiology of autism. Two

studies presented content on defining autism (19, 37). Facts and

statistics on the descriptive epidemiology were uncovered in two

studies (13, 37). Representation of the color blue as a visible
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indicator of autism awareness, inclusivity, and acceptance was

depicted in the content reviewed in one study (14). Self-

identification of autism was examined in one study (6). Features

and characteristics of autism (e.g., repetitive behaviors, self-

stimulatory behaviors, communication impairments) were

covered in six studies (13, 19, 30, 31, 35, 36). Signs and

symptoms of autism for diagnostic consideration with respect to

behaviors, communication, and development were depicted in

four studies (8, 9, 13, 35). One study yielded content on

demystifying misinformation (8).
3.4. Behaviors

Several behaviors were also reviewed among published studies

on autism-related content across social media. Repetitive behaviors

were covered in one study (7). Screaming, yelling, and self-

injurious behaviors were reviewed in two studies (7, 35). Self-

stimulatory behaviors (e.g., hand flapping, grunting, excessive

blinking) was covered in one study (35). Crying was explored in

another study (35). Playing with toys was accounted for in a

different study (7).
3.5. Recommendations for therapies and
treatment

A multitude of recommendations for therapies and treatment

on autism were covered across published studies examining

autism-related content across the prominent social media

platforms. Five studies yielded content on behavioral

management strategies (8, 12, 14, 30, 31). Developmental

therapies, SUS model for treatment and private treatments were

covered in one study (14). Mixed services partly financed by

the government were explored in two studies (14, 34). Three

studies examined content on speech language therapy (7, 13, 33).

Three studies accounted for content on Applied Behavior

Analysis (7, 8, 33). One study presented content on psychological

interventions (7). Three studies covered content on

complementary alternative practices (7, 8, 33). Additional sources

of information were accounted for in two studies (7, 20). Four

studies presented content on curative thoughts and approaches

related to autism (6, 11, 13, 20). Four studies presented content

on medication selection and administration (13, 14, 31, 34).

Diets were covered in three studies (7, 12, 31). Utilization of

Google glasses were reviewed in one study (8). Toilet training

was explored in one study (31). Play therapy was explored in one

study (30). Lastly, multidisciplinary treatment was featured in

one study (36).
3.6. Inequities

There was also coverage of inequities across studies in this

review on social media content related to autism. One study

presented content on inaccessibility of schools for children with
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by the school system as well as the community (14, 34). One

study covered content on limitations in accommodations (9).

One study yielded content on civil issues (8). Another study

explored content on improving social support in educational

and vocational contexts (23). Inclusivity was covered in two

studies (22, 37). Lastly, social acceptance was accounted for in

one study (19).
3.7. Education

A multitude of considerations surrounding education for

autistic individuals was reviewed in published studies on autism-

related content across social media. Four studies presented

content on inclusive and equitable educational opportunities in

specialized schools (7, 11, 34, 37). One study covered content on

teaching autistic children how to write (26). Another study

examined content on behavioral and social aspects of going to

school, language, and intelligence (28). One study explored

content on reading, school subjects and communication skills (31).
3.8. Support for individuals with autism and
their caregivers

Several factors for varying forms of support were also

accounted for in published studies on autism-related content

across social media. Coping strategies for caregivers were covered

in three studies (13, 26, 27). One study included content on

resources for child and family support (7). Four studies featured

content on support groups (7, 30, 31, 33). Four studies

explored content on creating and sustaining a sense of

community (12–14, 18). Well-being was covered in two studies

(18, 29). Financial resources were included in two studies (30,

33). Three studies presented content on celebrating achievements

and milestones (30, 31, 34). Two studies reviewed content on

prayers (31, 33). One study accounted for content on situational

appraisal (31). Lastly, one study featured content on meet-ups (33).
3.9. Developmental considerations

Developmental considerations were also a focus of social media

content on autism reviewed across published studies. Five studies

examined content pertaining to children (6, 7, 10, 12–14). Two

studies covered content related to adults (6, 7). One study

included content on atypical development of children in meeting

developmental milestones (14). Two studies presented content on

communication impairment (14, 35).
3.10. Neurodiversity

Neurodiversity encompasses the unique individuality of our

global population across a wide range of features and
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characteristics that form our population. Neurodiversity extends

beyond the neurobehavioral context and includes differences

across developmental, psychological, cognitive, physiological, and

socioemotional domains. The concept of neurodiversity is

widened in scope and deeply values and appreciates these

differences as strengths, not limitations or deficiencies.

Neurodiversity was covered in several studies in this review.

Individual differences and uniqueness were accounted for in six

studies (7, 14, 19, 26, 30, 34, 35). Coverage of psychiatric co-

morbidities were assessed in two studies (6, 34). Co-morbid

sensory complications were reviewed in content in two studies

(6, 7). Autism as an inherent part of identity was examined in

one study (7). Empower in embracing neurodiversity was covered

in one study (8). Lastly, one study described content on asset

and superpower for the autistic population (15).
3.11. Medical model

With respect to the medical model approach, only one study

presented content on autism as a disorder or defect (6).
3.12. Autism awareness and advocacy

Autism Awareness and Advocacy took many forms in content

covered across published studies. World Autism Awareness Day

was accounted for in three studies (19, 21, 23). Autism Speaks

Advocacy Organization was referenced in content described in

two studies (22, 23). The Action Summit on Autism was

featured in one study (22). Representation of the color blue was

depicted in two studies (19, 23). Books on autism were covered

in two studies (8, 33). Media coverage of autism was accounted

for in one study (8). Celebrity endorsements were assessed in

one study as well (8). Coverage of fundraising was accounted

for in two studies (8, 33). One study uncovered content on

healthcare providers participating in interviews (19).

Community engagement was accounted for in three studies (23,

30, 31). Autism-related research was featured in three studies

(30, 31, 35). Jewelry and tattoos were both reviewed in one

study (33). Lastly, trainings, workshops, and conferences for

knowledge transfer and dissemination were examined in one

study (30).
3.13. Recreation

Recreation coverage involved toys and gifts for children with

autism (12), sports and recreational activities (20), and play

groups (33).
3.14. Misinformation

Across misinformation, three studies identified content on

immunizations and vaccinations as contributing factors to the
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onset and exacerbation of autism (7, 8, 12). MMR vaccine,

scarcity of vitamins, environmental pollution, toxicity, and

scarcity of amino acids were content covered in one study (12).

Two studies assessed content on gluten-free diet as a cure for

autism (12, 34). Lastly, one study depicted content on

asymmetrical brain injuries attributed to autism (16).
4. Discussion

This scoping review involved the review of published studies on

content analyses across a range of considerations surrounding

autism across social media platforms. The premise of this review

was to present the existing state of research and practice in this

domain as the basis to inform future work in utilizing the social

media landscape as a health education and communication

medium on clinical and practical recommendations and

considerations in understanding and navigating autism. In

addition, although the published studies in this review examined

content posted by individuals with autism, another focus of this

review was to examine published content on autism posted by a

diversity of sources across social media platforms, not solely

among the neurodivergent community with autism on social

media.

Each published study examined content reporting autism

content. This review consolidated the key takeaways from the

constellation of this literature as the basis to clearly identify the

existing state of knowledge, research and practice on autism

across promising health communication mediums (i.e., social

medial platforms). Across this review, there were a total of 32

sources that covered content on autism across YouTube, Twitter,

and Facebook. There was significant dispersion in the coverage of

topics, likely attributed to variations in the key words and

phrases as well as methodologies across studies. Further, majority

of the studies utilized terms that were more research-oriented

and thereby less likely to be searched by consumers/non-

professionals.

These findings present an incomplete understanding of the

terminology that will capture the most widely viewed, engaging,

and helpful content for viewers with autism or who have

someone in their networks with autism (e.g., caregiver of an

autistic child). Most studies involved content analyses of the

widely covered content on autism but some of them had a more

delimited scope. In fact, several of the studies solely examined

content in specific formats (e.g., home videos) as well as ones

posted by specific sources (e.g., caregivers of autistic children,

autism bloggers). In addition, there were variations in sample

sizes of videos, tweets, messages and comments analyzed among

studies likely related to the different methodologies across these

studies. Nevertheless, findings from this review help elucidate the

existing state of knowledge and practice surrounding autism

presented on YouTube, Twitter, and Facebook as rising

communication mediums in our digital era. Furthermore, these

findings inform future directions for research and practice on the

utilization of social media to disseminate up-to-date, resourceful

content to viewers closely or distally affected by autism.
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4.1. Diversity, equity, and inclusion
implications

Eight studies covered content across YouTube and Twitter on

diversity, equity, and inclusion (DEI) considerations (7, 9, 11, 19, 23,

34, 35). It is possible that minimal coverage of these considerations

could be based on the limitations of the search strategies across the

studies in this review. None of the studies accounted for DEI

language in their search strategies which could further hinder

uncovering content that promote equity and inclusivity. In addition,

there were nine studies that accounted for neurodiversity

considerations and embraced individuals with autism as different

without any label attached (6–8, 14, 15, 19, 26, 34, 35). Future work

could account for ways to find the most up-to-date and engaging

content on these considerations in supporting individuals with

autism as well as their networks from all walks of life.
4.2. Autism-related policies and legislation

Of note, none of the studies covered content across videos

pertaining to policy measures in place to promote protection, equity,

accessibility, and inclusivity for individuals with autism. Policy

measures are crucial in casting a wider net of support for these

individuals across community, national, and global contexts. There

are several community and national policies in place to support

individuals with neurobehavioral and developmental disabilities.

National policies include the Developmental Disabilities Act and

further legislation that followed since its inception. In addition, the

Rehabilitation Act of 1973 requires that all public schools across the

USA provide free and accessible public education (FAPE) to

students with disabilities. This federal legislation extends to all states

in the U.S. In Brazil, a federal law recognizes autism as a disability

for legal purposes as the basis to secure social benefits for

individuals with autism (38). England enacted legislation for adults

and children that heightened protection of rights for both of these

populations with autism as well as increased access to services which

could meet the range of their medical, developmental, educational,

financial, and additional needs and accommodations (39). Scotland

and Ireland both have policies in place to assure access to equitable

educational opportunities for individuals with autism (39). Coverage

of these policies among content on social media could heighten their

awareness and visibility in creating an inclusive and equitable space

for individuals with autism.
4.3. Patient education considerations

In this digital era, online support networks are ubiquitous. In fact,

the development of these groups may yield more connection among

participants across the world than ever possible in-person (40). The

information shared across these electronic communication mediums

could be accessed much more readily by patients with autism and

their support networks than through a health systems approach.

There are a range of healthcare providers involved in the

multidisciplinary care of patients with autism that include
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psychologists, neurologists, psychiatrists, and much more. Resources

provided by healthcare providers are oftentimes more informational

in nature and can include suggestions on programs for global

development, additional therapies, and medication management.

Healthcare providers are in a prime position to integrate more

resources that could benefit their patients in navigating the

chronicity of autism. By learning more about these online support

networks and assessing for risk and degree of misinformation,

healthcare providers could uncover one or more of them that

present accurate information and in turn could share content about

these networks as adjunct resources for their patients. In addition,

healthcare providers could also find ways to increase their presence

on social media platforms as the basis to mitigate misinformation

and disinformation surrounding knowledge of autism and

recommendations in care and management. Further in this context,

healthcare providers are also in an optimal position to recommend

when to seek healthcare based on the nature of concerns and

experiences shared by individuals with autism and their support

networks on these virtual spaces.
4.4. Recommendations to offset
misinformation

It is crucial to account for the monetization of social media

platforms in the credibility of content delivered across these spaces.

YouTube, Twitter, and Facebook are no exception and given the

wealth of publicly available content that are posted and continued to

be posted, it is no surprise that misleading, misguided information

will be included in content by predatory influencers. For this reason,

finding ways to mitigate the impact of misinformation and

disinformation is of paramount importance in the health education

landscape. One strategy could involve integrating the health systems

approach with social media in increasing the presence of credible

sources on prominent social media platforms which in turn yields

promise in having a downstream impact on optimizing care and

quality of life for more viewers with autism as well as their support

networks. Content that involves expeditious curative approaches to

autism are more likely disseminating misinformation given that

there is no cure for autism. It follows that the presence of healthcare

providers could present scientific and up-to-date content as part of

the comments and messages or as separate videos to offset the

dissemination and impact of this misinformation. Of note, one

study uncovered dangerous, harmful strategies across videos that

promised cures (11). Increasing the visibility of positive influencers

without any monetary stake on social media could be another

promising approach in strengthening the credibility and accuracy of

content across YouTube, Twitter, and Facebook.
4.5. Campaigns and additional awareness
strategies

Only four of the studies covered content on prominent autism-

related campaigns and additional measures across the world on
frontiersin.org

https://doi.org/10.3389/fdgth.2023.1222187
https://www.frontiersin.org/journals/digital-health
https://www.frontiersin.org/


Jawed et al. 10.3389/fdgth.2023.1222187
promoting advocacy and awareness of Autism (19, 21–23). For

example, the World Autism Awareness Day in April of each year

was established by the United Nations to heighten knowledge

and awareness on autism and mobilize advocacy by organizations

and consumers on embracing its diversity through a cascade of

educational efforts across the globe (41). Finding ways to make

content across these campaigns and awareness measures more

engaging and appealing to viewers could increase their visibility

not just on one social media platform but across several as

content on one social media platform could also be posted on

others. In addition, global organizations could take a more active

role in posting videos about the nationally recognized day

leading up to the actual day which in turn could heighten more

knowledge, awareness, and advocacy efforts in reducing

inequities for this patient population. Further, campaigns

oftentimes feature testimonials. Given that there were multiple

videos across studies on YouTube that presented testimonials

which garnered large views, it could help to engage consumers in

collaborating with campaign developers to create content that

will not only increase the popularity and visibility of the

campaign but also continue to impart narratives as an appealing

educational tool in understanding a range intricacies and

complexities surrounding autism from the ones living through it.
4.6. Implications for organizational
guidelines

Notably, majority of the videos, messages, comments, and

hashtags across studies were posted by consumers. Guidelines

developed by the American Academy of Pediatrics, Centers for

Disease Control and Prevention, American Psychiatric

Association, and other entities to support early diagnosis and

treatment of autism were not covered among the content on

each examined social media platform. Many of the videos

spanned the past 16 years from the time of YouTube’s inception.

Furthermore, cross-sectional samples of tweets and online groups

on Facebook were obtained from the past decade. It follows that

these organizations may not be doing enough to support

individuals with autism and their networks as their content is

not among the widely viewed videos on YouTube and further

also did not appear amidst an assortment of search strategies on

yielding information across multiple dimensions of autism on

YouTube, Twitter, and Facebook. Similar to campaigns, it is

possible that creating collaborative spaces for consumers to help

these organizations in developing autism-related content could

spark up more engagement and in turn increase viewership.
4.7. Content on medications and therapies

There were several studies yielding content on social media that

delivered communication on medication advice from caregivers of

autistic children. Also among this content, recommendations for

different kinds of speech language therapies, applied behavior

analysis, and more interventions were presented by caregivers of
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children, not healthcare providers. These findings suggest that

consumers are more likely to engage with their fellow consumers

in learning more about the range of medical treatments available

in the chronic care of autism for their children. There could also

be more trust in the information shared given that consumers

are learning information directly from another consumer with a

shared lived experience. This connectivity could potentially

outweigh guidance provided by healthcare providers who do not

share this lived experience. It follows that healthcare providers

could learn from consumers in strengthening their practice,

empathy, and provision of resources for patients with autism and

their families.
4.8. Media portrayal of autism

Findings from this review uncovered a wider range of autism-

related content on social media which is different from findings

across published studies on traditional media representation of

autism. Across multiple published studies that reviewed portrayal

of autism across news media sources, content pertained to

stigma, social attitudes, quality of portrayal with respect to

meeting DSM-V criteria for autism, and stereotypes surrounding

autism (42–48). Across published studies on films, television

series, fiction books, and online shows, representation of autism

was sometimes depicted in characters with autism. These studies

also yielded autism-related content on stereotypes (e.g.,

intellectual geniuses, inspiring heroes, characters with special

abilities, individuals facing emotional instability), social attitudes

(e.g., stigma, fascination, empathy, and acceptance, perspectives

on causality pertaining to internal or external triggers for autism,

prevention, and stability), quality of portrayal with respect to

meeting partial or complete DSM-V criteria for autism, as well

as benefits and downsides to society (e.g., increased social

awareness of autism neurotypes) (49–60). Future work could also

account for the totality of media coverage across both traditional

and nontraditional sources of media in presenting consistent

information across these communication mediums on more

expansive domains, dimensions and determinants surrounding

autism to guide interventions that promote awareness, advocacy,

inclusivity, and equity for autistic individuals.
4.9. Neurodivergence representation on
TikTok

As TikTok continues to trend as a prevalent social media

platform, it is crucial for future work in this domain to assess

messaging, active discussions, posts, and other methods of

communication across this social media platform on autism. Given

the recent emergence of TikTok, there is only one published study

assessing autism-related content covered on TikTok to date (61).

Future studies could critically examine this content and further

explore whether the bearers of information, misinformation or

disinformation are connected to credible or lay sources along with

how much engagement this content attracts among viewers.
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TikTok is increasingly trending as a preferred social media platform

for the neurodivergent community with increased visibility of users

with ADHD and autism (61, 62). In addition, TikTok is trending

in popularity as a social network among teenagers (63).

Furthermore, TikTok is also rising among adults as a preferred

news media medium (64). Taking everything into consideration,

this platform offers another opportunity to engage with users and

influencers to mitigate misinformation and disinformation

alongside promoting the credible knowledge transfer and

dissemination on autism for these large segments of both the U.S.

national and global populations.
4.10. Implications for health equity and
access to resources

Most studies did not involve content with a balanced

representation of individuals with autism from different racial,

ethnic, age, and socioeconomic groups. Individuals residing in

resource limited settings are more likely to be of lower

socioeconomic status which in turn could significantly delimit

access to resources that could be prevalent in more resource rich

settings. In addition, marginalized populations may be more

likely to be uninsured and underinsured which may also present

a barrier to accessing timely and needed care in navigating the

specialized and complex needs surrounding autism. Given that

access to technology in our digital era is prevalent (36), social

media presents an open marketplace of knowledge, strategies,

and additional considerations for individuals who are uninsured

and underinsured. Until there is increased access to resources for

these individuals, we could direct them and their networks to the

availability of autism-related resources on social media as a

bridge in reducing health inequities stemming from resource

limitations which furthermore could increase cost efficiency

across the healthcare system. In addition, given the chronicity of

autism, it is crucial for future clinical practice to view autism as

a chronic illness that warrants care and resource provision on a

continuum.
4.11. Recommendations for further research

As autism continues to be a common neurotype across the

globe, it is crucial to continue further work in understanding a

range of dimensions as the basis to support patients with autism

across developmental stages. In addition, it is also important to

note that awareness of autism as a diverse lived experience is

growing around the globe, as is the ability of individuals to self-

diagnose or seek formal diagnosis secondary to better knowledge

of the condition. In turn, this is reshaping the medical

community’s understanding of autism as well as people’s lived

experience of it. Health education in this domain is timely and

takes many forms. As noted across the studies in this review,

social media is a promising virtual space and communication

medium for the dissemination of knowledge and support to

these patients and their networks.
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Future studies could examine videos, tweets, comments, and

messages on autism in different languages. In this review, only

one study explored videos in Spanish. Examining more content

prevalent in different languages will increase access to videos that

could be useful for viewers from different countries where autism

incidence and prevalence rates are high as well.

In addition across most studies on YouTube, view count was

the sole primary metric for assessing viewer engagement. Among

all studies in this review, only four studies thoroughly examined

comments posted by viewers (12, 16, 32, 35). Future research

could involve conducting a thematic analysis of comments to

critically assess them for viewer engagement, acceptability of

content as well as knowledge, attitudes, and perspectives of viewers.

Several of the studies mentioned alternative complementary

practices (e.g., animal, art, and herbal therapies) which are not

necessarily in line with existing guidelines provided the American

Academy of Pediatrics, the CDC, and other notable organizations

in the diagnosis and intervention of autism. Future research

could involve conducting longitudinal and prospective studies to

assess the efficacy of these practices as the basis for consideration

of integrating them into evidence-based practices for early

intervention among children with autism.

Search strategies were different across the studies in this review.

Further, goals of several of the studies were to capture content

posted by families of children with autism. Future work could

account for drawing on the strengths of some of the search

strategies and building off the limitations of others in creating a

more robust search strategy that will yield the most helpful

content in supporting viewers with autism and their networks.

Majority of the studies focused on content pertaining to

children with autism. Many children live into adulthood and face

newer challenges in navigating their lives as they grow older with

autism. It follows that another direction for future research could

explore videos, messages, and hashtags related to adults with

autism presenting their narratives and perspectives inclusive of

their experiences, daily challenges, therapies, and more

considerations as the basis to increase knowledge and support

fellow adults with autism and their networks.

Of note, only one study truly examined the nature of content

with respect to whether they supported the medical model or the

neurodiversity paradigm in understanding and navigating autism.

Oftentimes, the coverage of topics on social media matches with

trends around the world. One of these trends is to embrace

diversity across all walks of life. Neurodiversity supports the

utilization of terminology in line with individual and group

differences rather than defects or disorders that align more with

the medical model. Uncovering content that truly capture

elements of neurodiversity could be another direction for further

research. Specifically exploring the qualitative nature of this

content, educational value, and degree of support they can offer

to viewers with autism, their networks, and treating providers

could yield promise in mobilizing worldwide advocacy,

awareness, and inclusivity of autism.

Lastly, the current review addresses content covered on autism

across the most prominent social media platforms and includes

organizational, governmental, consumer and other kinds of
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sources presenting information in several different formats, for

both the generalized global lay population as well as specialized

populations inclusive of the autistic community worldwide. One

consolidated review specifically appraises literature on the user

experience on social media for autistic individuals (65). Future

work could also continue to examine social media utilization and

engagement among individuals with autism in knowledge

transfer and dissemination and building a sense of community.
4.12. Limitations

There were several limitations in this review. First, given the

scoping narrative and descriptive nature of this review, it ultimately

did not involve conducting rigorous composite statistical analyses to

critically examine study biases found in a systematic review.

Furthermore, all sources examined were in English, thereby

precluding any sources in different languages which could be

relevant to understanding the landscape of autism covered on social

media. In addition, given the potential bias in sample size and

selection methods as well as variations in the search strategies across

studies, it is possible that widely viewed and accessed content may

not have been integrated in one or more of the samples of videos,

tweets, comments, and messages. It is also important to note that all

studies involved cross-sectional study designs which offered a

snapshot of content related to autism. Given the ever-changing

landscape of social media with the evolution of videos, messages,

hashtags and other forms of posts, it is possible that the coverage of

content in the present time could be substantially different among

the widely viewed posts. In addition, the number of views and likes

that these posts generate are constantly changing. Successive

sampling of posts through continued content analyses and narrative

inquiries could further examine any changes in the coverage of

autism across YouTube, Twitter, and Facebook. Lastly, other social

media platforms (e.g., Instagram, TikTok) were not included in this

review given the dearth of findings on autism-related content

covered across them.
5. Conclusion

Autism continues to remain among the most widely prevalent

neurobehavioral disorders worldwide. Early intervention through

increased access to timely resources and services could yield promise

in offsetting adverse health and developmental consequences for

individuals with autism and their networks. In the context of our
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digital era, social media has increased its visibility as a

communication medium for health education extending to autism.

Given the ubiquitous nature of social media, there is increased

efficiency in accessing content that could yield support and

knowledge to viewers with autism and their networks. Accounting

for the increased benefits of knowledge transmission but also the

downfalls attributed to misinformation is crucial given the

monetization of social media platforms and subsequent predatory

influencers that could distort accuracy of content. It is also

imperative to focus on policy, campaign and equity considerations

in mitigating disparities for the global autistic population. Future

work could extend on these studies to uncover more content that

could be integrated into the care of patients with autism.
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