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Supplementary Figure S1. Breakdown of Top Five Symptom Domains and HRQoL Impact Domains 

 

 
Shading Key 

 Symptom or HRQoL Category 

 Symptom or HRQoL Domain 

 Symptom or HRQoL Concept 

 Symptom or HRQoL Sub-concept 

Sjögren’s Symptoms and Life Impact

Symptom Category

Pain (51%)

Joint, Bone, 
and Muscle 
Pain (33%)

'Fibromyalgia' 
and General 
Body Pain 

(19%)

Headaches and  
Migraines 

(16%)

Dry Mouth and 
Throat (41%)

Dry Mouth 
(36%)

Dry, Irritated 
Mouth (28%)

Dental Issues 
(22%)

Dry Throat 
(24%)

Coughing (11%)

Breathing 
Difficulties (8%)

Sore Throat (8%)

Fatigue, Energy, 
and Sleep (40%)

Fatigue and 
Exhaustion 

(24%)

Cognitive 
Fatigue and 
Brain Fog 

(22%)

Trouble 
Sleeping 
(21%)

Emotional 
Balance (33%)

Anxiety (15%)

Emotional 
Struggle 
(15%)

'Depression' 
(13%)

Dry Eye (32%)

Eye Irritation 
(24%)

Vision Issues 
(24%)

HRQoL Impact Category

Daily 
Functioning 

(72%)

Activity 
Constraints 

(41%)

Need to Take Time 
Out (33%)

Impact on Specific 
Abilities1(24%)

Treatment 
Burden (61%)

Taking 
Medications (46%)

Doctor and Dentist 
Visits (44%)

Financial Health 
(31%)

Income (20%)

Impact on Work 
and Income (15%)

Disability and 
Unemployment 

(9%)

Costs (18%)

Health Insurance 
Costs (11%)

Treatment Costs 
(13%)

Social Wellbeing 
(35%)

Loneliness and 
Isolation 
(15%)

Friendships 
and 

Socialising
(10%)

Social 
Confidence 

(8%)

Family and 
Loved Ones 

(7%)

Sex and 
Intimacy (7%)

Psychological 
Wellbeing 

(30%)

Fearful and 
Anxious 
(18%)

Frustrated and 
Angry (11%)

Sad and 
Depressed 

(11%)

Unseen and 
Misunderstood 

(10%)

Feeling Guilt 
and Shame 

(6%)1 Specific abilities include a) walking, b) everyday physical tasks and chores, c) looking at screening and lights, d) swallowing food and drink and e) speaking with a clear voice. 



 

 

Supplementary Figure S2. Commonness of Symptom Domains Across Patient Posts 

 

  



 

 

Supplementary Figure S3. Symptom Domain Associated Bothersomeness Across Patient Posts 
 

 
 
 


