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Background: Alopecia areata (AA) is a common autoimmune disorder causing non-scarring hair loss. Janus kinase (JAK) inhibitors 
have emerged as a promising new treatment approach for AA. This study aimed to investigate the perspectives of Chinese adult AA 
patients on JAK inhibitor therapy through a qualitative analysis of social media discussions.
Methods: Keyword searches were conducted on two major Chinese social media platforms, Bidu and Sina Weibo, to retrieve AA- 
related discussion posts within China. A total of 300 posts met the inclusion criteria and were analyzed using natural language 
processing techniques. All data used in this study were publicly available, anonymized, and obtained without interaction with human 
subjects, ensuring compliance with ethical standards. High-frequency terms were categorized into four main themes: drug information, 
efficacy and side effects, shared experiences, and treatment choices.
Results: Tofacitinib and baricitinib were the most frequently mentioned JAK inhibitors. Patients’ discussions focused on treatment efficacy, 
relapse after discontinuation, and side effects. Specific attention was given to treatment effects at different time points. The psychological 
burden and emotional impact of AA emerged as significant themes in patients’ shared experiences. Patients’ discussions on treatment 
choices and brand selection reflected their active involvement in decision-making and desire for personalized treatment options.
Conclusion: This study reveals the significant interest and hope that Chinese adult AA patients have in JAK inhibitor therapy. The 
findings underscore the importance of comprehensive patient education, individualized risk assessment, and shared decision-making in 
the management of AA. Understanding patients’ perspectives is crucial for developing patient-centered care strategies and improving 
treatment outcomes. Previous studies have demonstrated the feasibility and value of using social media data to explore patient 
perceptions and health behaviors in various diseases.
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Introduction
Alopecia areata (AA) is a common autoimmune disorder characterized by non-scarring hair loss, affecting approxi
mately 2% of the general population.1 It can occur at any age, but is most prevalent among young adults, leading to 
significant cosmetic concerns and psychological distress, which negatively impacts their quality of life.2 The 
pathogenesis of AA involves a complex interplay of genetic, environmental, and immunological factors. Research 
has revealed that AA stems from the collapse of immune privilege within the hair follicle, triggering an autoimmune 
attack primarily mediated by autoreactive T cells. The involvement of cytokines such as interleukin-15 (IL-15) and 
interferon-gamma (IFN-γ) plays a crucial role in promoting this immune response, ultimately leading to hair follicle 
destruction.3 The immune response is further amplified by a variety of chemokines and cytokines, creating an 
environment that sustains the autoimmune attack.4

Patient Preference and Adherence 2025:19 1653–1660                                                    1653
© 2025 Song et al. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at https://www.dovepress.com/terms.php 
and incorporate the Creative Commons Attribution – Non Commercial (unported, v4.0) License (http://creativecommons.org/licenses/by-nc/4.0/). By accessing the work 

you hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, provided the work is properly attributed. For 
permission for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).

Patient Preference and Adherence                                                    

Open Access Full Text Article

Received: 24 December 2024
Accepted: 10 May 2025
Published: 3 June 2025

P
at

ie
nt

 P
re

fe
re

nc
e 

an
d 

A
dh

er
en

ce
 d

ow
nl

oa
de

d 
fr

om
 h

ttp
s:

//w
w

w
.d

ov
ep

re
ss

.c
om

/
F

or
 p

er
so

na
l u

se
 o

nl
y.

http://orcid.org/0009-0001-0994-8856
http://www.dovepress.com/permissions.php
https://www.dovepress.com/terms.php
http://creativecommons.org/licenses/by-nc/4.0/
https://www.dovepress.com/terms.php
https://www.dovepress.com


Managing AA presents a considerable challenge due to its unpredictable nature, high recurrence rates, and limited 
treatment options. Traditional therapies, including corticosteroids and immunosuppressants, often require prolonged use 
and come with substantial side effects, diminished efficacy, and the development of resistance over time.5 This under
scores the need for alternative treatment approaches that can provide sustained benefits without the drawbacks associated 
with conventional therapies.

In recent years, the discovery of Janus kinase (JAK) signaling’s involvement in AA pathogenesis has opened up new 
avenues for treatment. JAK inhibitors (JAKi), such as tofacitinib, ruxolitinib, and baricitinib, have emerged as promising 
therapies due to their ability to selectively inhibit the JAK-STAT pathway. This pathway is critical in mediating the 
immune system’s attack on hair follicles, making JAK inhibitors effective at curbing disease progression and facilitating 
hair regrowth.6 Clinical trials have demonstrated significant improvements in patients treated with JAK inhibitors, 
including hair regrowth, prevention of disease relapse, and enhanced quality of life.7,8

Despite the growing interest and optimism surrounding JAK inhibitors for AA treatment, there remains a notable gap 
in understanding the perspectives and experiences of patients undergoing this therapy. Studies have largely focused on 
clinical outcomes, with little emphasis on how patients perceive the efficacy, safety, and long-term use of these 
treatments. Understanding patients’ concerns, expectations, and real-world experiences is crucial for developing tailored, 
patient-centered management strategies. Additionally, patients’ psychological burden and their need for emotional 
support during treatment are often underexplored in clinical research.9

Social media platforms have emerged as valuable tools for capturing patient-generated data, offering insights into real- 
world experiences and perceptions. These platforms provide a space for patients to share their personal experiences, seek 
advice, and connect with others facing similar challenges. In China, platforms like Baidu Tieba and Sina Weibo have large, 
active patient communities, making them ideal for studying the perspectives of AA patients.10 Previous studies have 
demonstrated the feasibility and value of using social media data to explore patient perceptions and health behaviors in 
various diseases.10,11 By analyzing patient discussions on these platforms, clinicians can gain a deeper understanding of 
patient needs, preferences, and concerns, which is critical for optimizing treatment plans and improving outcomes.

This study aimed to conduct a qualitative analysis of social media discussions to investigate the perspectives of Chinese 
adult AA patients on JAK inhibitor therapy. Baidu Tieba and Sina Weibo were selected as data sources due to their widespread 
use among Chinese patients, offering a broad representation of the AA patient population in the country. By exploring patients’ 
experiences, concerns, and expectations, we aim to assist clinicians in better understanding patient needs and facilitating more 
effective, patient-centered clinical decision-making. Ultimately, the findings from this study may contribute to the develop
ment of more personalized care strategies and inform future research on JAK inhibitor therapy for AA.

Methods
Data Collection
To investigate the perspectives of Chinese adult AA patients on JAK inhibitor therapy, we conducted keyword searches 
on two major Chinese social media platforms, Bidu and Sina Weibo, to retrieve AA-related discussion posts within 
China. These platforms were selected due to their large user base and active patient communities, ensuring 
a representative sample of the broader AA patient population in China.

We used a combination of broad and specific keywords to ensure comprehensive coverage of relevant discussions. The 
broad keywords included “adult alopecia areata” and “alopecia areata” which were used to identify AA-related discussion 
communities on the social media platforms. Within these communities, we conducted a secondary search using seven 
specific keywords related to JAK inhibitors: “tofacitinib” “ruxolitinib” “baricitinib” “abrocitinib” “upadacitinib” “JAK” 
and “Janus.” The keyword searches were conducted in Chinese, and the retrieved posts were limited to those originating 
from China. The initial keyword searches yielded a total of 628 discussion posts. To ensure data quality and relevance, we 
applied the following inclusion criteria: (1) posts related to adult AA patients’ experiences or perspectives on JAK inhibitor 
therapy, (2) posts containing textual descriptions of patient experiences or opinions, and (3) posts originating from China. 
We excluded posts that were unrelated to adult AA, lacked textual descriptions, or were duplicate entries. Two dermatol
ogists independently reviewed and sampled the raw data based on the inclusion and exclusion criteria. Discrepancies were 
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resolved through discussion and consensus. After the screening process, a total of 300 posts met the inclusion criteria and 
were included in the final analysis. All data used in this study were publicly available, anonymized, and obtained without 
interaction with human subjects, ensuring compliance with ethical standards.

Data Analysis
The included posts were analyzed using a qualitative approach based on natural language processing (NLP) techniques. We 
utilized the Jieba Database for Chinese word segmentation, which is a widely used NLP tool for processing Chinese text 
data.12 The Jieba Database allowed us to tokenize the text data into individual words and phrases, enabling further analysis. 
It is important to note that the Jieba Database, like other NLP tools, may have limitations in accurately segmenting certain 
colloquial expressions or medical jargon specific to the AA patient community. To mitigate potential biases, we manually 
reviewed and validated the segmentation results to ensure the accuracy and reliability of the analysis.

After word segmentation, we performed a word frequency analysis to identify the high-frequency terms in the dataset. Terms 
with a frequency greater than 10 (N>10) were considered high-frequency terms and were included in the subsequent qualitative 
analysis. This frequency threshold was determined based on the distribution of the data and the need to focus on the most salient 
themes in the discussions. The high-frequency terms were then categorized into four main themes based on their semantic 
meanings and the context in which they appeared in the posts. We generated a word cloud to visually represent the high- 
frequency keywords in the discussions. The size of each word in the word cloud reflects its frequency in the discussions, with 
larger words indicating more frequent mentions (Figure 1). The four themes were: (1) drug information, (2) efficacy and side 
effects, (3) shared experiences, and (4) treatment choices. These themes were determined through an iterative process of coding 
and discussion among the research team. To ensure the reliability and validity of the qualitative analysis, two researchers 
independently coded the high-frequency terms into the four themes. Disagreements were resolved through discussion and 
consensus. The final coding scheme was reviewed and approved by a senior dermatologist with expertise in AA management.

Results
Drug Information
The word frequency analysis revealed that tofacitinib (N=124, 14.71%) and baricitinib (N=70, 8.30%) were the most 
frequently mentioned JAK inhibitors in the social media discussions (Table 1). Tofacitinib is an oral JAK inhibitor that 
selectively inhibits JAK1 and JAK3, while baricitinib is a selective JAK1 and JAK2 inhibitor. Both drugs have demonstrated 
efficacy in treating AA in clinical trials.6,8 Patients expressed a strong interest in understanding the differences between these 
two drugs, as evidenced by questions such as “What are the differences between tofacitinib and baricitinib?” and “Which drug 
is more suitable for treating severe alopecia areata?” These findings suggest that patients have a basic understanding of JAK 
inhibitor therapy for AA but desire more information on the specific indications and characteristics of each drug.

Efficacy and Side Effects
Patients’ discussions on JAK inhibitor therapy for AA focused heavily on treatment efficacy (N=87, 10.32%), relapse 
after discontinuation (N=76, 9.02%), and side effects (N=34, 4.03%) (Table 1). Many patients reported experiencing little 
improvement with conventional treatments before attempting JAK inhibitors, highlighting their hopes and expectations 
for this new treatment approach. The high frequency of discussions on relapse after discontinuation indicates patients’ 
concerns about the long-term sustainability of treatment effects and the need for maintenance therapy.

Patients also showed a keen interest in the timing of treatment effects, with specific attention to efficacy in the first 
month (N=21, 2.49%), six months (N=19, 2.25%), and one year (N=18, 2.14%) of JAK inhibitor therapy (Table 1). These 
time points reflect patients’ desire to understand the expected trajectory of treatment response and to set realistic 
expectations for their treatment journey.

Side effects were another important concern among AA patients discussing JAK inhibitor therapy. Patients frequently 
sought information on the potential adverse effects of JAK inhibitors and shared their personal experiences with side effects. 
The discussions highlighted the importance of patient education and individualized risk assessment in the context of JAK 
inhibitor therapy for AA.
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Shared Experiences
Patients’ shared experiences on social media provided valuable insights into their journey with AA and JAK inhibitor 
therapy. Recurrent hair loss (N=64, 7.59%) emerged as a major concern, with patients expressing frustration and anxiety 
about the unpredictable nature of AA. The psychological burden (N=36, 4.27%) of living with AA was another 
prominent theme, underscoring the significant impact of the condition on patients’ emotional well-being.13,14

Patients frequently expressed a desire to connect with others who shared similar experiences, as evidenced by the 
high frequency of discussions on seeking peer support (N=34, 4.03%). Social media platforms served as a valuable space 
for patients to exchange information, share coping strategies, and provide emotional support to one another (Table 1).15

Treatment Choices
Patients’ discussions on treatment choices reflected their active involvement in decision-making and their pursuit of 
personalized treatment options. The theme of brand selection (N=24, 2.85%) emerged as patients sought to understand 
the differences between various brands of JAK inhibitors available in the market. Patients often asked for recommendations 
and shared their personal experiences with different brands to help others make informed decisions. In addition to JAK 
inhibitors, patients also discussed other treatment options for AA, such as hormone therapy (N=17, 2.02%), traditional 
Chinese medicine (N=14, 1.66%), and phototherapy. These discussions highlight the importance of comprehensive patient 
education and shared decision-making in the management of AA (Table 1).

Figure 1 Word Cloud Through a word frequency analysis of discussion posts on “Chinese adult alopecia areata patients’ perspectives on Janus kinase inhibitor treatment” 
we generated a word cloud to visually represent the high-frequency keywords in the discussions. The size of each word in the word cloud reflects its frequency in the 
discussions, with larger words indicating more frequent mentions.
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Discussion
Patients’ Interest in Tofacitinib and Baricitinib
This qualitative analysis of social media discussions provides valuable insights into the perspectives of Chinese adult AA 
patients on JAK inhibitor therapy. The high frequency of discussions surrounding tofacitinib and baricitinib reflects 
patients’ awareness of these two JAK inhibitors as the most widely studied and promising treatment options for AA. 
Patients expressed a strong desire to understand the differences between these drugs, particularly in terms of efficacy, 
side effect profiles, and their suitability for specific AA subtypes. This highlights the need for more tailored patient 
education and decision-support tools that can aid in personalized treatment choices. Providing clear comparisons of these 
JAK inhibitors, including specific patient-reported outcomes and clinical trial results, will allow patients to make 
informed decisions that align with their individual needs and expectations.

Efficacy, Adverse Reactions, and Empathetic Communication
Patients’ focus on treatment efficacy, relapse after discontinuation, and side effects emphasizes the importance of setting 
realistic expectations and offering individualized risk-benefit assessments when considering JAK inhibitor therapy. 
Clinical data have shown that while JAK inhibitors can induce significant hair regrowth, the possibility of relapse 
upon discontinuation remains a major concern.6,7 This recurring theme in patient discussions suggests that patients highly 
value transparent and empathetic communication about the expected treatment course and the potential need for long- 
term maintenance therapy to sustain results.

In addition to treatment efficacy, side effects such as infections, gastrointestinal disturbances, and fatigue were 
frequently mentioned. Patients often sought peer experiences to understand how others managed these adverse reactions, 

Table 1 Word Frequency Analysis Results

Category Vocabulary Part of Speech Frequency (N, %)

Drug-Related Information Tofacitinib x (124,14.71%)
Baricitinib x (70,8.30%)

Efficacy, duration, and side effects Therapeutic effects n (87,10.32%)

Relapse after discontinuation v (76,9.02%)
Side effects n (34,4.03%)

Administration method vn (25,2.97%)

First-month efficacy m (21,2.49%)
Total treatment duration m (19,2.25%)

One-year course of treatment m (18,2.14%)
Treatment progress n (18,2.14%)

Ancillary examinations vn (16,1.90%)

Recovery status v (14,1.66%)
Effect after six months m (12,1.42%)

Shared experiences Recurrent hair loss n (69,8.19%)

Severe alopecia areata z (64,7.59%)
Eyebrow conditions n (25,2.97%)

Seeking communication with fellow patients n (20,3.37%)

Planning to try vn (13,1.54%)
Psychological burden v (36,4.27%)

Other treatment methods and brand choices Drug brand selection n (24,2.85%)

Hormone therapy n (17,2.02%)
Original research drug n (16,1.90%)

Traditional Chinese medicine treatment n (14,1.66%)

Hospital recommendation n (11,1.30%)

Notes: Through the word frequency analysis of discussion posts on “Chinese adult alopecia areata patients’ perspectives on Janus kinase inhibitor treatment” we 
have identified 24 high-frequency vocabulary items (N>10). The qualitative analysis results of all high-frequency terms are summarized into four main categories, 
including “Drug-Related Information” “Efficacy, duration, and side effects” “Shared experiences” and “Other treatment methods and brand choices.”.
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underlining the importance of detailed patient counseling and monitoring during JAK inhibitor therapy. Clinicians should 
actively engage with patients in conversations about potential side effects and work collaboratively to manage them, 
which can improve adherence and overall satisfaction with treatment.

Psychological Burden and Emotional Impact
The psychological burden of living with AA was another prominent theme in patients’ shared experiences. AA, 
particularly in its severe forms, can lead to significant emotional distress, impacting self-esteem and social interactions. 
Many patients described feelings of anxiety, frustration, and depression related to recurrent hair loss, emphasizing the 
need for psychological support and counseling in the management of AA.9 Given the chronic and unpredictable nature of 
AA, integrating psychological support into treatment plans is crucial. Clinicians should be mindful of the emotional 
challenges patients face and offer resources for coping, such as referrals to mental health professionals or support groups.

The high frequency of discussions regarding peer support highlights the role of social media platforms as critical spaces 
where patients can connect, share experiences, and provide emotional support to one another. Such interactions help 
patients feel less isolated in their condition and can foster a sense of community. Encouraging patients to seek peer support 
or participate in online patient communities may provide them with additional emotional and practical coping mechanisms.

Empathetic Communication and Patient-Centered Care
Empathetic communication plays a key role in managing the psychosocial aspects of AA. Clinicians should be attentive to 
patients’ concerns, offering reassurance and maintaining open lines of communication throughout the treatment process. 
Listening to patient feedback and providing individualized care that aligns with patients’ values and preferences can 
significantly improve patient outcomes and satisfaction. Engaging patients in shared decision-making about JAK inhibitor 
therapy is essential, as it not only respects their autonomy but also helps to address their specific treatment concerns.

Shared Decision-Making and Patient Education
Patients’ discussions on treatment choices and brand selection reflect their active involvement in decision-making and their 
desire for personalized treatment options. The findings of this study underscore the importance of shared decision-making in 
the management of AA. Clinicians should engage patients in open discussions about the various available treatment options, 
including JAK inhibitors, and provide balanced, clear information on the potential benefits and risks associated with each 
therapy. Providing detailed, patient-friendly education materials—such as infographics or interactive online resources—can 
help patients understand the differences between JAK inhibitors and their expected outcomes, thus facilitating more informed 
decision-making. These decision-support tools should include clear explanations of the efficacy, side effect profiles, and 
appropriate use cases for each JAK inhibitor, as well as other treatment options available for AA. Such tools will not only 
enhance patient engagement but also ensure that patients are better equipped to navigate their treatment journey.

Limitations and Future Directions
The limitations of this study include potential selection bias inherent in using social media data, as the perspectives of 
patients who do not participate in online discussions may not be fully represented. Moreover, the qualitative nature of the 
study may limit the generalizability of the findings to the broader AA patient population. The authenticity and accuracy 
of online posts are difficult to verify, which may introduce bias into the analysis. Despite these limitations, this study 
offers valuable insights into the real-world experiences of Chinese AA patients undergoing JAK inhibitor therapy. The 
findings can inform the development of patient-centered care strategies, educational interventions, and decision-support 
tools for AA management. Future research should aim to explore the perspectives of AA patients in different cultural 
contexts and investigate the long-term outcomes of JAK inhibitor therapy, particularly in real-world settings. 
Additionally, examining patient-reported outcomes over time will be critical in understanding how patients’ expectations 
and experiences evolve as they undergo treatment.
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Ethical Considerations
The use of social media data in research raises important ethical considerations. In this study, all personal information 
was anonymized to protect patient privacy, and the data were used solely for research purposes. Since the data were 
obtained from publicly available sources, no direct interaction with human subjects was required. However, researchers 
should remain mindful of the sensitivity of the topics discussed and take measures to respect the privacy and 
confidentiality of the individuals whose experiences are shared online. Further ethical considerations should include 
gaining patient consent if more direct or identifiable data are used in future research.16

Conclusion
This qualitative analysis of social media discussions reveals the significant interest and hope that Chinese adult AA 
patients have in JAK inhibitor therapy as a new treatment approach for AA. The findings highlight the importance of 
patient education, individualized risk assessment, and shared decision-making in the management of AA. The study 
underscores the value of social media platforms as a space for patients to connect, exchange information, and provide 
emotional support to one another. The psychological burden and emotional impact of AA emerged as significant themes, 
emphasizing the need for integrating psychological support and counseling into AA management. Understanding 
patients’ perspectives is crucial for developing patient-centered care strategies and improving treatment outcomes. 
This study provides valuable insights for clinicians, researchers, and policy-makers involved in the care of AA patients 
and highlights the importance of engaging patients as active partners in their treatment journey.

The innovative use of social media data in this study demonstrates the potential of leveraging patient-generated 
content to gain insights into real-world patient experiences and inform clinical practice. Future research should explore 
the long-term outcomes and patient-reported experiences with JAK inhibitor therapy, as well as the perspectives of AA 
patients in other cultural contexts.

In conclusion, this study contributes to the growing body of literature on patient-centered care in AA management and 
underscores the importance of understanding and addressing patients’ needs, concerns, and expectations. By incorporating 
patients’ perspectives into clinical decision-making and research priorities, we can work towards improving the quality of 
life and treatment outcomes for individuals living with AA.
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