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To the Editor: Hidradenitis suppurativa (HS) is a chronic, inflammatory skin disease
that substantially impairs patients’ quality of life (QoL)." In 2023, HS was classified
as a rare disease in China,? enabling policy initiatives to enhance public awareness,
diagnosis, and treatment access.? Social media research (SMR) is increasingly used
to gain insights into patient experiences and generate real-world data beyond clinical
settings.* The objective of this study was to understand key discussion topics,
patient journey, symptoms, impact of HS on QoL, and unmet needs through
assessment of social media posts in China. A post was categorized as containing
QoL-related themes if it included clear indications of negative impact on daily life,

such as:

e Physical discomfort (e.g., pain, mobility limitations)
e Emotional or psychological distress (e.g., frustration, embarrassment,
anxiety)

e Disruption to daily activities, work, or social interactions, etc.

Duplicates were removed during data filtering. Each post was treated as an
independent observation and served as the unit of analysis. This retrospective study
(Sep 2022-Sep 2024) analyzed HS-related posts in Mandarin and English across
social networking platforms and Online Diagnostics, focusing on HS-specific terms
(Mendeley supplementary Fig 1, Mendeley supplementary Table 1). Detailed
insights were generated against each metric (demographics, QoL impact, patient
journey stages, key concerns, and unmet needs) to help answer the research
questions (Mendeley supplementary appendix).

A total of 14,739 mentions of HS were captured across platforms, with
WeChat (46%), Weibo (19%), and Xiaohongshu (18%) being most used. Of these,
1410 patient-centric posts were identified; 1016 relevant posts were coded for
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insights (Mendeley supplementary Fig 2). Most posts were from people with HS,
with males and females having a similar share of conversations where gender was
identifiable.

The most frequently discussed topics included patient journey (n=874), QoL
impact (n=559), and affected body parts (n=385). QoL impact was identified in 559
posts (Fig 1); emotional challenges were most frequently reported (86%; 483/559)
followed by physical (56%; 315/559) and functional challenges (11%; 62/559). Social
issues (3%; 17/559) and financial concerns (1%; 8/559) were also mentioned. Posts
describing consultations (n=43) most commonly mentioned persistent pain (n=21)
and pus (n=15).

Among treatment-related posts (n=694) surgery (n=329) was most mentioned,
followed by antibiotics (n=133) and traditional Chinese medicine (n=116). Most
common reason for treatment discontinuation (n=77) was inefficacy, followed by side
effects. Drivers of current treatment were based on doctor’'s recommendation and
efficacy, while barriers included ineffective treatment and side effects. Lack of
effective, sustained treatment was identified as a substantial unmet need (Fig 2). In
China, no biologic therapies were approved for HS during the study period, which
may have influenced the treatment patterns observed in the posts.

The results of this SMR analysis reveal frequent discussion of disease
burden, QolL-related challenges, and unmet needs in HS-related social media posts
from China. These data indicate a need for improved awareness, timely diagnosis,
and access to effective and sustained treatments to reduce the substantial burden of

living with HS in China, including most bothersome symptoms (pain/pus).
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Figure legends
Fig. 1. Impact on quality of life
QoL, quality of life.

The total may be more than 100% due to multiple themes mentioned in a post.

Fig 2. Unmet needs emphasized by HCPs

HCP, healthcare professional; HS, hidradenitis suppurativa.
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Emotional challenges:
n=483 (86%)

Ineffective treatment, visible symptoms, and
recurring flare-ups caused emotional distress,
including feelings of helplessness, frustration,
and sadness.

Physical challenges:

n=315 (56%)

Chronic pain, abscesses, and scarring
severely limited patients' mobility and daily
functioning.

Functional challenges:

n=62 (11%)

Pain and physical limitations prevented
patients from performing basic tasks and

maintaining independence. Social issues:

n=17 (3%)
Stigma and misunderstanding led to social
isolation and strained relationships.

Financial
concerns

Financial concerns:
n=8 (1%)

High treatment costs and lost income created
financial burdens and stress.



Unmet needs (n=42)

Availability of effective
treatment options

Diagnosis-related challenges -

Awareness on HS




