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    Abstract
Aims With the continued success of treating children and adolescents with congenital (CHD) or acquired heart disease, we now need to assess quality of life (QoL) outcomes rather than simple mortality. The Pediatric Cardiac Quality of Life Inventory (PCQLI) is a new self-administered disease-specific QoL measure, comprising both patient and parent–proxy reporting and recently shown to be reliable and valid in the USA. The purpose of the current trial was to assess reliability and validity of the PCQLI scores in the UK.

Methods Three UK tertiary paediatric cardiac centres recruited patients aged 8–18 years with congenital or acquired heart disease. Patient–parent pairs completed the PCQLI, a generic QoL measure (PedsQL4.0) and non-QoL instruments (Self Perception Profile for Children/Adolescents (SPPC/A); Achenbach Youth Self Report Form and Child Behavior Checklist). Test-retest reliability was performed by administering the PCQLI at two time points and assessed by correlation coefficients. Validity was assessed by correlation of PCQLI scores between patients and parents and with severity of CHD, medical care utilisation, and PedsQL, SPPC/A and Achenbach scores.

Results This preliminary study was completed by 125 child-parent pairs and 125 adolescent-parent pairs. Diagnostic categories were biventricular repair (40%), Fontan palliation (20%), unrepaired CHD (20%), heart transplantation (2.8%) and acquired heart disease (17.8%). Correlations evaluating test-retest reliability ranged from 0.64–0.9. Correlations for patient and parent scores were moderate for both child and adolescent groups (0.49–0.72). Lower PCQLI scores were associated with Fontan palliation (p<0.001) and increasing number of hospitalisations (p<.005) and cardiac catheterisations (p<.001). Scores for the PCQLI and generic QoL measure were highly correlated (0.66–0.77). Lower PCQLI total scores were associated with lower global self-worth on the SPPC/A (p<.001) and lower total competency scores on the Achenbach measures (p<.001).

Conclusions Preliminary analysis of PCQLI data collected in the UK suggests that it is a reliable and valid disease-specific QoL measure for children and adolescents with congenital or acquired heart disease. This novel tool will allow for outcomes assessment in the paediatric cardiac population.





  


  
  



  
      
  
  
    


  



  


  
  



  
      
  
  
    https://doi.org/10.1136/adc.2010.186338.166

  


  
  



  
        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.

  


  
  



  
        

    
  
  
    
  


  
  



  
      
  
  
    


  


  
  



  
      
  
  
    

  


  
  



  
        Read the full text or download the PDF:

    
  
  
    
  
    
  
    
    
      
        
  
      
  
  
      


  
  



      

    


    
      
        
  
      
  
  
    Subscribe  


  
  



      

    

    
    
      
        
  
      
  
  
    Log in   


  
  



  
      
  
  
    
  
    
  
      
  
  
    Log in via Institution
Log in via OpenAthens
Log in via RCPCH  


  
  



  
      
  
  
    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 via RCPCH  


  
  



  
      
  
  
    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
	Browse by collection
	Most read articles
	Top cited articles
	Image quiz
	Responses


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


	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
	 SoundCloud
	 Blog

  


  
  



  



  



  

        
      

          

  
      
    
      
    

    
      
        	Website Terms & Conditions
	Privacy & Cookies
	Contact BMJ


        
        Cookie Settings
        
        Online ISSN: 1468-2044Print ISSN: 0003-9888

        Copyright © 2023 BMJ Publishing Group Ltd & Royal College of Paediatrics and Child Health. All rights reserved.

      

    

  
      
    
        
    

    
  
    
  
    
  
      
  
  
    


  



  


  
  



  



  



  

    

  

  
  


