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    Abstract



Objective To validate a novel internet–based method of capturing outcomes in Multiple Sclerosis.




Introduction The Expanded Disability Status Scale (EDSS) is the current ‘gold standard’ for monitoring disease in Multiple Sclerosis (MS). Its use is particularly dominant in clinical trials. The EDSS is a physician–based assessment, taking about an hour to perform. Disabled patients may find travelling difficult, and an internet–based EDSS may be useful in remotely capturing information.




Methods 81 patients (29 primary progressive, 5 relapsing progressive, and 47 relapsing–remitting; EDSS range 0–8) who were having EDSS as part of clinical trials at the Royal London Hospital were recruited. The group consisted of 49 women and 39 men. Mean age was 41.5 years, (range 18–68). EDSS from previous visit scores ranged from 0–8.5. The mean duration of disease was 6.6 years (range <1–29 years). All patients carried out the web–based survey with minimal assistance. Full EDSS scores were available for 78 patients. Patients were seen by their assessing physician for EDSS, and then completed the online survey. The EDSS scores were compared to those generated by the online survey using analysis of variance, matched pair test, Pearson's coefficient, weighted kappa coefficient and the intra–class correlation coefficient.




Results The internet–based EDSS scores showed good correlation with the physician–measured assessment (Pearson's coefficient=0.85). Weighted kappa for full agreement was 0.647.One–way analysis of varianceshowedEDSS agreement was best at scores <2.5 and >4.5, with >50% patients showing a difference of 0.5–1. Full agreement was observed in 20 patients who had EDSS scores ranging from 0–6; many of those with 100% agreement had scores of 5.5–6 (n=8). The intra–class coefficient was 0.844 overall for all cases. It was 0.50 for patients with an EDSS<4.0 and 0.52 for EDSS>4.0.

Functional system (FS) comparison was available for 52 patients. Weighted kappa values for visual, brainstem, pyramidal, cerebellar, sensory, bowel/bladder, and cerebral were 0.26, 0.238, 0.621, 0.532, 0.443, 0.586 and 0.526 respectively. Intra–class coefficient showed the best correlation in the pyramidal and bowel/bladder systems with scores of 0.78 and 0.75 respectively. Poor correlation was found for brainstem and visual FS (ICC 0.19 and 0.25).




Conclusion Internet–based FS and EDSS show good agreement with physician–measured scores. Agreement was better in patients with higher scores, indicating that internet–based assessment may be useful for patients with greater disability. Interestingly, >90% patients self–scored higher in the bowel/bladder FS than the physician–rated scores, highlighting that a web–based assessment may be useful for patient who have difficulty describing personal symptoms. Overall patient satisfaction with the web–based assessment was high. An internet–based assessment tool is likely to prove an invaluable tool in the long–term monitoring in MS; not least for those patients who have difficulty travelling to see physicians regularly due to the severity of their disease.


	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE




  


  
  



  
      
  
  
    


  



  


  
  



  
      
  
  
    https://doi.org/10.1136/jnnp-2013-306573.9

  


  
  



  
        Statistics from Altmetric.com

    
  
  
    
  


  
  



  
      
  
  
    


  


  
  



  
        Request Permissions

    
  
  
    If you wish to reuse any or all of this article please use the link below which will take you to the Copyright Clearance Center’s RightsLink service. You will be able to get a quick price and instant permission to reuse the content in many different ways.

  


  
  



  
        

    
  
  
    
  


  
  



  
      
  
  
    	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE
	PARKINSON'S DISEASE
	STROKE




  


  
  



  
      
  
  
    

  


  
  



  
        Read the full text or download the PDF:

    
  
  
    
  
    
  
    
    
      
        
  
      
  
  
      


  
  



      

    


    
      
        
  
      
  
  
    Subscribe  


  
  



      

    

    
    
      
        
  
      
  
  
    Log in   


  
  



  
      
  
  
    
  
    
  
      
  
  
    Log in via Institution
Log in via OpenAthens
  


  
  



  
      
  
  
    Log in using your username and password

 For personal accounts OR managers of institutional accounts



  Username *
 



  Password *
 




Forgot your log in details?Register a new account?

Forgot your user name or password?




  


  
  



  



  


  
  



      

    

  
  
   
  
    



  


  
  



  





  


  
  



  
        Read the full text or download the PDF:

    
  
  
    
  
    
  
    
    
      
        
  
      
  
  
      


  
  



      

    


    
      
        
  
      
  
  
    Subscribe  


  
  



      

    

    
    
      
        
  
      
  
  
    Log in   


  
  



  
      
  
  
    
  
    
  
      
  
  
    Log in via Institution
Log in via OpenAthens
  


  
  



  
      
  
  
    Log in using your username and password

 For personal accounts OR managers of institutional accounts



  Username *
 



  Password *
 




Forgot your log in details?Register a new account?

Forgot your user name or password?




  


  
  



  



  


  
  



      

    

  
  
   
  
    



  


  
  



      

      
    

    
    
      
        
  
      
  
  
      


  
  



      

    

  
  
   
    
    
    
      
        
  
      
  
  
    
  
      
  
     
          

          

          

          

          




  


  
  



      

    

  
  
   
  


  



  

          

        


        
        
      

    

   

 


    
    
      
          
    

    
  
    
  	Content	Latest content
	Current issue
	Archive
	JNNP 100
	Browse by collection
	Most read articles
	Image quiz
	Responses


	Journal	About
	Editorial board
	Sign up for email alerts
	Subscribe
	Thank you to our reviewers


	Authors	Instructions for authors
	Submit an article
	Editorial policies
	Open Access at BMJ
	BMJ Author Hub


	Help	Contact us
	Reprints
	Permissions
	Advertising
	Feedback form





  



  

      
            
        
            
    

    
  
    
  
    
  
      
  
  
    	 RSS
	 Twitter
	 Facebook
	 Blog
	 SoundCloud
	 YouTube

  


  
  



  



  



  

        
      

          

  
      
    
      
    

    
      
        	Website Terms & Conditions
	Privacy & Cookies
	Contact BMJ


        
        Cookie Settings
        
        Online ISSN: 1468-330XPrint ISSN: 0022-3050

        Copyright © 2023 BMJ Publishing Group Ltd. All rights reserved. 

      

    

  
      
    
        
    

    
  
    
  
    
  
      
  
  
    


  



  


  
  



  



  



  

    

  

  
  


