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Summary of background: Dementia is among the leading causes of death and disability worldwide, having a major impact not only on the affected person but also on all of society. The Internet is a popular and growing source of health-related information for patients, family members, carriers, and physicians. TikTok, one of the most popular social media platforms, is an important source for knowledge access and adoption. However, the quality of health information on TikTok has not been sufficiently studied.

Objective: To evaluate the quality of the information provided in the most popular videos on dementia shared on TikTok.

Study design: A cross-sectional study.

Methods: The top 100 most popular videos on TikTok obtained by searching the hashtag “dementia” were included in the study and grouped based on their source and content. The popularity of the videos was estimated based on the numbers of likes, comments, and shares. The quality of health-related information was evaluated using the DISCERN score and the Global Quality Score (GQS).

Results: Videos had a median duration of 33.29 s; the median number of likes was 635,100, with a total of 93,698,200 likes, 903,859 comments, and 5,310,912 shares. The source (uploader) of 65% of the videos was family members, while only 4% were uploaded by doctors. The content was lifestyle-related in 62% of the videos, while 12% of the videos were for fun. Videos had a median DISCERN score of 22.5 (IQR 20–27) and a median GQS of 2 (IQR 1–3). The videos uploaded by doctors had the highest quality scores and the lowest popularity.

Conclusion: The most popular dementia videos on TikTok are mostly shared by family members and are of poor quality. Given the major public health issues associated with dementia, experts must provide appropriate and active assistance to patients in interpreting the information identified.
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1 Introduction

Dementia is among the leading causes of death and disability worldwide, having a major impact not only on the affected person but also on all of society. The burden of dementia, estimated by years lived with disability, is one of the highest among all non-communicable diseases (1). Since the population of older adults is growing and the prevalence of dementia increases with age, it is logical to assume that the number of dementia cases will also increase. The World Health Organization (WHO) predicts that the prevalence of dementia will almost double every 20 years, resulting in a worldwide prevalence of 131.5 million by 2050 (2). It is anticipated that by 2030, the global cost of caring for people with dementia will have climbed to US$2 trillion, a figure that might impair global social and economic growth and overwhelm health and social services (3).

The worldwide action plan by the WHO regarding the public health response to dementia specifies the domain of public health as a priority action area, increasing dementia awareness and friendliness as well as support for dementia carers (2). Technological advancements may help to sustain cognitive function (4) or redefine effective aging at home for people with dementia by granting them continued autonomy and independence while also relieving relatives and caregivers (5). Social media platforms have the potential to make significant contributions to health communication and promotion as well as the potential to drive greater engagement with dementia research (6, 7).

The significant expansion of web-based medical information has drastically altered how consumers access health information. Before visiting a doctor, an increasing number of patients seek information online (8). With the rise in social networking platforms, people are increasingly using videos to gather medical information. However, the quality of health-related video clips on social media is unsatisfactory, and the rate of health misinformation is high (9, 10). Although health material has been widely investigated on video sites such as YouTube, studies examining online video platforms such as TikTok are rare (11).

TikTok is a short-form video hosting service that has gained global popularity since its launch, gathering over 1 billion monthly global users and growing its user base faster than any other social media platform (12). Therefore, TikTok has become another medium for sharing and seeking information globally (11). Previous studies have investigated the quality of TikTok videos regarding diabetes (13), COVID-19 (14), chronic obstructive pulmonary disease (15), and gallstone disease (16). However, the dementia material on TikTok has not yet been assessed.

With the growth of social media and Internet use, information can spread more rapidly. This can help users to acquire information more quickly but can also amplify dangerous messages. The term infodemic refers to a large increase in the volume of information associated with a specific topic, which can occur exponentially in a short period of time due to a specific incident, such as the COVID-19 pandemic. In this situation, misinformation and allegations appear on the scene, along with manipulation of information with uncertain intentions. This phenomenon is intensified through social networks, spreading rapidly and over long distances, like a virus (17). Accordingly, the WHO suggests risk- and evidence-based analysis and approaches to manage infodemics and reduce their impact on health behaviors (18).

On this basis, the aim of this study was to evaluate the quality of the most popular dementia videos on social media platforms, such as TikTok.



2 Methods


2.1 Data collection

We performed a cross-sectional analysis of TikTok dementia videos during June and July of 2023. This social media platform was investigated using an Android application (version 30.2.3) with a new research account. The authors independently engaged in data collection on the same day, with different mobile devices, using a single search with the hashtag “dementia”. We examined all video categories with no time limit (all dates posted), and videos were sorted by like count. At the time of data collection, each video was given a unique ID (identifying its order in the rating) and linked to its associated data in a master database (MS Access), with a screenshot of the video for verification. The target sample size was set to the first 100 unique videos. Data were collected for 108 videos, while 8 videos were excluded from further analysis based on the exclusion criteria of non-English language (n = 5) or animal content (n = 3).

For each video analyzed, we collected generic data (username, title, upload date, days since upload, source (uploader), content, and video duration) and engagement metadata (number of likes, comments, and shares). During the process of data collection and analysis, the investigator did not engage in any interactions within the application (e.g., posting comments, likes, or reactions, or messaging).



2.2 Classification of videos

The method of classification of videos was drawn from previous analyses of health-related topics on TikTok (13–16). The content of videos was classified as follows: (1) therapy suggestion, (2) disease description, (3) lifestyle, (4) news, (5) fun, and (6) other (unclassified). Video sources were categorized as follows: (1) doctors, (2) patients, (3) family members, (4) other medical staff, (5) news agencies (e.g., network media, newspaper, TV station, or radio station), (6) organizations (e.g., hospitals, universities, research groups, and health authorities), and (7) other (unclassified).



2.3 Quality assessment

The quality of the information in videos was assessed using the DISCERN instrument and the Global Quality Score (GQS).

The overall quality was assessed using the GQS, a five-point scale ranging from 1 to 5. A score of 1 represents poor quality, 2 indicates generally poor quality, 3 signifies moderate quality, 4 denotes good quality, and a maximum score of 5 reflects excellent quality (19).

The DISCERN instrument was developed to judge the quality of health information on treatment choices (20). Treatment refers to a course of action taken to address a health problem or illness, which may include self-care. Treatment options relate to the various possibilities for dealing with a health problem and include both treatments and no treatment, i.e., not taking any direct action or employing any type of treatment. The instrument is made up of 15 main questions and an overall quality assessment. Each of the 15 key questions reflects a distinct quality criterion, i.e., an important feature or standard that is a principal component of high-quality information. The overall DISCERN scores ranged from 16 to 80 and were labeled as very poor, poor, fair, good, or excellent, according to the number of points (21, 22).

The assessment and rating were performed by two reviewers independently. Reviewer 1 was a consultant neurologist, and reviewer 2 was a psychiatry resident. Potential differences between reviewers were resolved using the modified Quaker-based consensus model, which can be effectively applied in any consensus decision-making process (23). The uncertainties or disagreements most frequently raised related to the judgment of DISCERN tool items, which were originally designed for printed material. Final scores were determined by consensus.



2.4 Statistical analyses

Descriptive statistics are presented in the form median, interquartile range (IQR), or as a percentage, as appropriate. Differences between groups were tested using the Kruskal–Wallis test. Spearman's rank correlation coefficients, adjusted with the Bonferroni method to account for multiple comparisons, were employed to assess the relationships between variables. A significance threshold of p = 0.05 was applied to determine statistical significance. Statistical analysis was performed using STATA software package (StataCorp LP, USA).



2.5 Ethical considerations

This study used no clinical data, human specimens, or laboratory animals. All the data used in this study came from publicly available TikTok videos, and none of the data involved personal privacy concerns. In addition, the authors did not participate in any interaction, and therefore, no ethics approval was required.




3 Results


3.1 Features of dementia videos

The 100 TikTok dementia videos analyzed had a median duration of 42 s. They had received a total of 93,698,200 likes, 903,859 comments, and 5,310,912 shares. The median numbers were 635,100 likes, 4,608.5 comments, and 27,400 shares. The median number of days since upload was 176 (IQR: 101.5–284.5) at the time of data collection (Table 1).


TABLE 1 Features of the top 100 TikTok dementia videos by source.
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Regarding video sources, 65% (65 of 100) of the videos were posted by family members, while only 4% (4 of 100) were posted by doctors. Other video sources were patients at 2% (2 of 100), other medical staff at 14% (14 of 100), news agencies at 3% (3 of 100), organizations at 5% (5 of 100), and other (unclassified) sources at 7% (7 of 100).

Regarding the content, lifestyle videos were the most dominant, accounting for 62% (62 of 100) of all the videos. The proportions of other types of content were 22% (22 of 100) for fun, 12% (12 of 100) for disease description, and 2% (2 of 10) for news, while therapy suggestions and other types content covered 1% (1 of 100) each (Table 2).


TABLE 2 Features of the top 100 TikTok dementia videos by type of content.
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3.2 Video quality assessments

According to the DISCERN and GQS instruments, the quality of dementia-related videos on TikTok was very low. The median DISCERN and GQS scores for all 100 top videos were 22.5 (IQR 20–27) and 2 (IQR 1–3), respectively. Most videos were very poor or poor quality according to their DISCERN score and generally poor or moderate according to their GQS score (Table 3; Figure 1).


TABLE 3 DISCERN and Global Quality Scores for the top 100 TikTok dementia videos.
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FIGURE 1
 DISCERN and Global Quality Scores of the top 100 most popular dementia videos on TikTok. (A) DISCERN scores (5 levels); (B) Global Quality Scores (GQS). Colors represent the quality scores of videos; darker colors correspond to lower quality. The numbers in the figures represent the percentage of videos in each category.


The quality of videos was found to be significantly related to video source and content. Only videos uploaded by doctors approached the reference line for “fair” quality according to DISCERN score and “good” quality on the GQS scale (Figure 2). The quality of doctors' videos as measured by as DISCERN score (median 39.5, IQR 34.5–40.5) was significantly better than that of other videos (Kruskal–Wallis test, chi-squared: 19.761, df = 6, p < 0.01). In addition, the quality of doctors' videos as measured by GQS (median 3.5, IQR 3–4) was significantly different from that of other videos (Kruskal–Wallis test, chi-squared: 19.578, df = 6, p < 0.01).


[image: Figure 2]
FIGURE 2
 Quality assessments of the top 100 TikTok dementia videos by source. (A) Median DISCERN score by video source. Reference line: DISCERN score = 39 (lower limit for “fair” quality). (B) Median GQS by video source. Reference line: GQS = 4 (lower limit for “good” quality). GQS, Global Quality Score.


Regarding the video content, most videos were of poor or very poor quality. Videos with news content (median DISCERN score: 35.5, IQR 31–40; median GQS: 3.5, IQR 3–4) were of significantly higher quality in comparison to other videos (Kruskal–Wallis test, chi-squared: 26.352, df = 5, p < 0.01 for DISCERN; chi-squared: 24.342, df = 5, p < 0.01 for GQS) (Figure 3).
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FIGURE 3
 Quality assessments of the top 100 TikTok dementia videos by content. (A) Median DISCERN score by video content. Reference line: DISCERN score = 39 (lower limit for “fair” quality). (B) Median GQS by video content. Reference line: GQS = 4 (lower limit for “good” quality). GQS, Global Quality Score.


Although patients' videos received the most likes, comments, and shares, they were of very poor quality according to the instruments used.

The correlation analysis revealed connections between the following parameters: likes and comments (rho = 0.48, p < 0.01); likes and shares (rho = 0.51, p < 0.01); comments and shares (rho = 0.54, p < 0.01); comments and duration (rho = −0.32, p < 0.05); and shares and days since upload (−0.3382, p < 0.05; Table 4).


TABLE 4 Results of the correlation analysis between video-related variables.

[image: Table 4]

With the exception of video duration, which showed positive correlations with DISCERN and GQS at rho = 0.3881 and rho = 0.4208, respectively (p < 0.05 for both), we observed no significant associations between video quality scores and the other video-related variables (Table 5).


TABLE 5 Results of analysis of the correlation between video quality scores and video-related variables.
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4 Discussion

The main finding of this study is that the overall quality of the information in dementia-related videos on TikTok is very low and differs significantly depending on the source. The most popular dementia videos are mainly provided by family members and are of low quality. The infrequent videos uploaded by doctors had the highest quality scores and the lowest popularity.

We discovered positive correlations between likes, comments, and shares, showing that popular videos were more likely to gather comments and to be shared. The number of comments was also found to be positively associated with the number of shares, implying that videos with more comments are more likely to be shared. The number of days since upload was not correlated with number of likes and comments, but was negatively correlated with number of shares, showing that there was no time-dependent influence on popularity. It is notable that there was no link between video length and number of likes and shares. With the exception of a link between duration and quality, implying that longer videos were of higher quality, we discovered no associations between video parameters and quality scores.

Overall, this study found that the most popular videos about dementia on TikTok are of the lowest academic and educational quality. These findings suggest that TikTok users are unable to distinguish between high-quality and low-quality videos. The results may be connected to the characteristics of TikTok users. Since TikTok is primarily a lifestyle activity platform, its users prefer entertaining videos, and videos with pleasant graphics are more attractive. Videos with better credibility are not popular, most likely because professional content is serious or even monotonous, making it difficult for such videos to gain popularity.

Some studies suggest that users may be more likely to seek out video information that differs from standard medical procedures (24). Content that is unconventional and differs from conventional medical recommendations may be more attractive to users and thus gain more views and likes. Educational videos may not be as exciting, which makes them less interesting to non-professionals.

The primary limitation of our study is that we analyzed only the first 100 videos obtained by searching the hashtag “dementia”. Previous studies have found that most users do not read more than one or two pages of online search results (25), and that it is unlikely for users to read beyond the first 50 search engine results (26, 27). Therefore, we evaluated the top 100 videos obtained via this search.

Another possible limitation is that videos were sorted by number of likes. We chose this method because the primary goal of the study was to assess the quality of the most popular videos that may have the largest public impact. In addition, we used this method to reduce potential location effects, since the default settings of the application may differ depending on the user's Internet Protocol address or other unknown conditions. Similarly, the search was performed at a single timepoint without engagement in any interaction (e.g., likes, comments, reactions, or messages) to minimize adjustment or recommendations by social networking algorithms (28) and to enable better reproducibility of the results.

In addition, we did not analyze the characteristics of music the associated with the videos. Background music does not considerably improve the popularity of videos, according to a previous study (29). Therefore, the evaluation of the technical quality of the video image or the included music are beyond the scope of this study.

Furthermore, although we performed an analysis of engagement data (likes, comments, and shares), we did not conduct a deeper investigation into the content of the comments. Some viewers may make comments out of displeasure, and these unfavorable reviews may boost the number of comments. However, we identified strong positive correlations among the numbers of comments, likes, and shares, which corresponds to positive rather than negative popularity. Further studies should focus on analysis of the association between positive and negative comments and video quality.

Thus, despite potential limitations, we feel that this study established an objective framework for assessment of the quality of the most popular dementia videos on TikTok.

Several studies have been conducted on health-related content on TikTok, and these have used different instruments (13–16, 30–33). Some studies have evaluated videos only based on engagement data (14), using minimal tools (30, 31), or according to clinical guidelines (33). However, we have used the most comprehensive and most frequently employed instruments: DISCERN and the GQS (13, 15, 16, 32). In addition, previous studies have found that the JAMA benchmark criteria (34) could not accurately assess video information and were not precise enough (16). Regarding the topic, research exploring mental health content on TikTok is essentially absent from the published research literature (30). To the best of our knowledge, this is the first study to evaluate the quality and reliability of information regarding dementia on TikTok. We believe that this novel study will facilitate further investigation and serve as a reference comparator for research examining dementia content on this social media platform. The videos analyzed in our study had more than 93 million likes, suggesting that there is substantial interest in content providing information on dementia on TikTok. This indicates great public interest and is a potential avenue for promising interventions. Specifically, increasing the number of videos uploaded by doctors or academic groups and ensuring that content remains engaging while maintaining a professional standard could enhance audience engagement and contribute to the wider dissemination of accurate medical knowledge.

The clinical characteristics of dementia, reflected by changes in personality and mental capacity, frequently necessitate ongoing care, which can be extremely taxing physically and emotionally for the family members or professional caregivers who handle most of this care. Additionally, it is common for family members of dementia patients to not receive enough information or counsel on the disease, including information on the legal, financial, diagnostic, and treatment-related aspects of the disease (35). Furthermore, the stress of providing dementia care is linked to a wide range of physical and mental health conditions and negatively affects the quality of life of both care recipients and carers. Interventions for dementia carers have mostly concentrated on education and skill development with the aim of reducing feelings of stress and workload (36). Social media platforms have the potential to significantly contribute to health communication and to improve public health outcomes by increasing dementia awareness through a public campaign to promote a dementia-inclusive society (2).



5 Conclusion

This study shows that less accurate and less reliable dementia videos are more favored by TikTok users. However, due to the growing popularity of this platform and the major burden imposed by dementia, the potential of public health promotion via this platform cannot be overlooked. More videos created by health professionals and refined via a serious review process may increase health knowledge and public awareness of dementia, as well as support for dementia caregivers.
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1,800,000) (1,942-11,100) (25,600-123,700)
Other (n=1) 654,700 11,100 22,000 67 164

IQR, interquartile range.
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