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Outcome measures in MS 

Pimary outcomes: 

• Relapse rate 

• Disability 
– EDSS: Examination based, motor function dominated 

 

Secondary outcomes: 

• MRI 
– # new lesions 

– Brain tissue loss 

 

Tertiary outcomes 

• Functional composites (hand, legs and cognition) 

• PROs: MSIS-29 
 



Decision support tool 



Decision support tool 



Decision support I: VAP 



SMSreg patient portal:  
Patient summary 



SMSreg patient portal:  
PROM report on the web 



Jämförbarhet kräver 

 matchning 

• Basdata 

• Skovfrekvens 

• Skovkaraktäristika 

• MRI-data 

Translational epidemiology 





Do good processes give  
good results? 
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Do good processes give  
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Potential quality indicators on 
result 
 

• Resultats indicators 

• Relapse rate 

• MRI 
– New lesions 

– Atrophy measures 

• EDSS 
– Level in defined groups 

– Time to EDSS4 / EDSS6 

• Time to secondary progression 

• EQ5D 

• MSIS-29 
– Physical domain 

– Psychological domain 

• SDMT 

 
 



However present outcome measures: 

• Very slow (disability) 

• Dominated by motor function (EDSS) 

• Uncertain prediction of long term outcome 
(relapse rate) 

• Expensive (MRI) 

 

 

• Not optimal to assure quality of care 

• Not optimal for value-based medicine 

• Not optimal for research  
– Evaluation of treatment and procedures 

– Evaluation of life-style, genetics of course, etc 

 

 

 



Symptoms and consequences of MS 

• Motor 
– Strength 

– Coordination and balance 

– Bulbar function and eye movement 

• Sensory 

• Vision 

• Bladder and bowel 

• Fatigue 

• Cognition 

• Pain  

• Workability 

Item bank based 
multidomain 
PROMs should be ideal 
 







Item-bank PROMS for NEUROreg/MSreg 

Preliminary plan: 

• Use NEURQoL 

• Start with MS 

• Choose short forms for 2-3 MS domains for 
translation 
– Cognition 

– Sleep disturbance 

– Social roles and activities 

– Upper extremity function  

• Choose one domain for translation of an entire 
bank for CAT 
– Fatigue? 

• Work closely with Eva-Lill Nilsson and the national 
project  
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