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    Abstract


Background Although the twenty-five item UHDRS Total Functional Assessment (TFA) covers a wide range of aspects of daily living, its use as a functional assessment instrument for Huntington's disease (HD) is limited. The TFA uses a binary response scale, and is therefore unable to distinguish between different levels of performance and only registers whether a person is fully functional or not for each item.



Aims The EHDN Functional Working Group piloted the use of an expanded response scale for the items of the UHDRS Total Functional Assessment.



Methods Twenty-one people with a genetic diagnosis of HD took part in this study. The participants were consecutive patients presenting at clinic and represented a mix of stages, ranging from premanifest to the later stage HD. We expanded the UHDRS Total Functional Assessment original binary response scale with a five-point frequency scale. All patients were seen twice in the one appointment, and assessed using the original scale first, and using the expanded scale later on with a different assessor.



Results The percentage occurrence of endorsement of each score from the 25 item scale from all 21 patients was compared for the original response scale scores and expanded response scale. This showed that intermediate (new) response options in the expanded scale accounted for approximately 20% of responses when the expanded scale was used, indicating that patients and interviewer clearly do use these options when presented. Qualitative comments suggested that for some patients, these options were useful in fully depicting a patient's level of function. The total scores for the original and expanded response scales were also correlated with the UHDRS motor score and UHDRS Total Functional Capacity score. Compared to the TFA scores from the original scale, the expanded scale scores showed greater correlations with both UHDRS motor and UHDRS Total Functional Capacity scores.



Conclusions An initial attempt to expand the response options for the UHDRS TFA, without changing the existing question items looks promising in terms of better capturing functional information. The expanded TFA also appeared to better reflect HD stage in terms of UHDRS motor and UHDRS Total Functional Capacity scores.


	Huntington's disease
	premanifest Huntington's disease
	UHDRS
	functional assessment
	functional capacity




  


  
  



  
      
  
  
    


  



  


  
  



  
      
  
  
    https://doi.org/10.1136/jnnp.2010.222620.7

  


  
  



  
        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.

  


  
  



  
        

    
  
  
    
  


  
  



  
      
  
  
    	Huntington's disease
	premanifest Huntington's disease
	UHDRS
	functional assessment
	functional capacity




  


  
  



  
      
  
  
    

  


  
  



  
        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. 

      

    

  
      
    
        
    

    
  
    
  
    
  
      
  
  
    


  



  


  
  



  



  



  

    

  

  
  


