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Background:
Sjögren’s is a chronic autoimmune disease affecting up to 1% of the global population, predominantly women 
(1-2). It is characterized by dryness symptoms (e.g., dry eyes, mouth and skin) alongside extra-glandular 
manifestations involving multiple organs and systems (3-4). Systemic features, such as fatigue, muscle or joint 
pain, neuropathies, and organ involvement, significantly affect patients’ health-related quality of life (HRQoL) 
(5). Diagnosis is often delayed due to the heterogeneous nature of clinical presentations, further compounding 
disease burden (6). Despite its prevalence, real-world data on disease burden and patient reported outcomes 
(PROs) are limited (7). This study aims to provide global, real-world insights into the burden of Sjögren’s.

Objectives:
The aim of this study is to better understand the burden, unmet needs, and treatment satisfaction among 
adults with Sjögren’s. This abstract addresses the primary objective of quantifying the disease burden related 
to Sjögren’s. 

Methods:
A quantitative, cross-sectional online survey of adults (≥18 years) diagnosed with Sjögren’s, excluding those 
with concomitant systemic lupus erythematosus, rheumatoid arthritis, and/or systemic sclerosis. Data were 
collected between December 2023 and September 2024 across eight countries: USA, China, Japan, France, 
Germany, Italy, Spain and the UK. Participants were recruited via treating physicians or patient associations, 
ensuring diversity in disease severity and clinical presentation. Survey variables included demographics, 
symptom burden, emotional well-being, work and financial impacts, and treatment expectations. The Work 
Productivity and Activity Impairment (WPAI) instrument was used to assess the impact of Sjögren’s on work-
related productivity and daily activities. All analyses were descriptive. 

Results:
A total of 1,155 adults completed the survey (88% female, median age 54 years [IQR: 45.0, 65.0]), with a 
median diagnosis age of 47 years (IQR: 40.0, 56.0), an average of 6.9 years ago. The mean time from first 
noticing the signs and symptoms of Sjögren’s to formal diagnosis was 5.3 years. Concomitant conditions 
affecting joints (41%), muscles (22%), bowels (19%), and lungs (16%) were commonly reported. Self-reported 
general health was rated as ‘poor’ or ‘fair’ by 65%. 
The most commonly reported symptoms included dry mouth, dry eyes, dry skin and physical fatigue. Nearly all 
participants (94%) experienced at least one other systemic manifestation in addition to sicca symptoms. 
Participants identified their top five priority symptoms to improve, or resolve were dry or itchy eyes (61%) and 
dry mouth or lips (59%), followed by physical fatigue (45%), tiredness (37%), and joint stiffness/soreness (31%). 
Physical fatigue was rated a median 6.0 out of 10.0 at its worst in the past 24 hours, where 0 was “absent” and 
10 was “worst imaginable”, with 42% rating it as 7 or higher. Sixty-four percent (n=735) reported experiencing 
their top-priority symptoms daily over the past month. 
When asked about the extent Sjögren’s interferes with usual daily activities, the most highly impacted areas of 
life were sports / physical activities, sexual desire / activity, and daily activities such as housework or gardening. 



Sleep disturbances were also prevalent, with 64% reporting poor sleep quality, defined as waking unrefreshed 
≥3 mornings a week. Poor sleep quality greatly impacted overall HRQoL for 59%, who rated the impact as 5-7 
on a 7-point scale, where 7 was a ‘significant impact’. Emotional wellbeing was also significantly impacted, with 
58% rating a high impact of Sjögren’s on their emotional wellbeing and 31% reporting symptoms of depression 
in the previous month.
WPAI results revealed substantial work productivity and daily activity impairment. Among paid employed 
participants (52%), presenteeism was reported at 43% and absenteeism at 11%. Overall activity impairment 
due to Sjögren’s was reported at 48%, reflecting its broad impact on functionality and productivity. 

Conclusion:
This real-world study highlights the multifaceted burden faced by adults with Sjögren’s, and the impact on 
activities of daily living and HRQoL. High presenteeism reflects substantial impairment even while working. 
Sleep disturbances and mental health stressors, including depression, further compromise emotional well-
being. These findings underscore the need for more effective or new therapies as well as comprehensive 
patient support to address the physical and emotional burden of Sjögren’s.
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