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We welcome Hepgul et al’s contribution to the debate about when and why to grant consent waivers for the secondary use of clinical data.1 Their paper reports on a focus group study of patient attitudes to clinical data sharing. Their results align with existing research showing that patients’ and publics’ comfort with secondary research is influenced by the following considerations:
	Type of data being linked— linking different types of health data is more acceptable than linking data across the public sector, or between the public and private sectors2


	Trust in the organisations conducting research3


	Anonymity of the data4 5


	Purpose—research that offers public benefit is more acceptable6 7


	How profits are managed and shared2


	Commercialisation of health data—there is general discomfort with commercial or for-profit research8





In addition, Hepgul et al’s paper raises an interesting consideration about the when and why public views are relevant to determinations of consent waivers. What is the conceptual link between patients’ preferences and the justifications for policies regarding secondary use? This issue was beyond the scope of our original paper, but here we take the opportunity to present a taxonomy of justifications for consent waivers and show how and why public views relate to each different justification.
We discuss three different justifications for consent waivers; of which ‘the obligation to contribute to research’ (the focus of our earlier paper) is only one.9 The specific role and relevance of public views will depend … 


View Full Text
  


  
  



  
      
  
  
    Footnotes
	Contributors Both authors contributed to developing arguments, research, writing and editing.

	Funding The authors have not declared a specific grant for this research from any funding agency in the public, commercial or not-for-profit sectors.

	Competing interests None declared.

	Provenance and peer review Not commissioned; internally peer reviewed.

	Correction notice This article has been corrected since it was published. G. Owen Schaefer was originally listed incorrectly as G. Owen Scaefer

	Patient consent for publication Not required.





  


  
  



  
      
  
  
    


  



  


  
  



  
        Linked Articles

    
  
  
    	ResponseIn response to Ballantyne and Schaefer’s ‘Consent and the ethical duty to participate in health data research’

Nilay Hepgul
Katherine E Sleeman
Alice M Firth
Anna Johnston
James T H Teo
William Bernal
Richard J B Dobson
Irene J Higginson


Journal of Medical Ethics 2019; 45 351-352   Published Online First:  07 Jan 2019. doi: 10.1136/medethics-2018-105271 







  


  
  



  
        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?




  


  
  



  



  


  
  



      

    

  
  
   
  
    



  


  
  



      

      
    

    
    
      
        
  
      
  
  
      


  
  



      

    

  
  
   
    
    
    
      
        
  
      
  
  
    
    
  
    
    
      
        
  
      
  
  
    
  
      
  
    
  




  


  
  



      

    

    
    
      
        
  
        Other content recommended for you

    
  
  
    	Public interest in health data research: laying out the conceptual groundworkAngela Ballantyne et al., Journal of Medical Ethics, 2020

	Consent and the ethical duty to participate in health data researchAngela Ballantyne et al., Journal of Medical Ethics, 2018

	Presumed consent in emergency neonatal researchD J Manning, Journal of Medical Ethics, 2000

	Turning residual human biological materials into research collections: playing with consentEugenijus Gefenas et al., Journal of Medical Ethics, 2012

	Informed consent in cluster randomised trials: a guide for the perplexedHayden P Nix et al., BMJ Open, 2021

	The social licence for research: why care.data ran into troublePam Carter et al., Journal of Medical Ethics, 2015

	How should we think about clinical data ownership?Angela Ballantyne, Journal of Medical Ethics, 2020

	Taking it to the bank: the ethical management of individual findings arising in secondary researchMackenzie Graham et al., Journal of Medical Ethics, 2021

	Seamless EMR data access: Integrated governance, digital health and the OMOP-CDMChristine Mary Hallinan et al., BMJ Health & Care Informatics, 2024

	The perils of a broad approach to public interest in health data research: a response to Ballantyne and SchaeferNorah Grewal et al., Journal of Medical Ethics, 2020




  


  
  



      

    

  
  
   
  
  


  


  
  



      

    

  
  
   
  


  



  

          

        


        
        
      

    

   

 


    
    
      
          
    

    
  
    
  
    
  
      
  
  
    	[image: Institute of Medical Ethics]

  


  
  



  



  



  

      

    

  
    
    
      
          
    

    
  
    
  	Content	Latest content
	Current issue
	Archive
	Browse by collection
	Most read articles
	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

  


  
  



  



  



  

        
      

          

  
      
    
      
    

    
      
        	Website Terms & Conditions
	Privacy & Cookies
	Contact BMJ


        
        Cookie Settings
        
        Online ISSN: 1473-4257Print ISSN: 0306-6800

        Copyright © 2023 BMJ Publishing Group Ltd & Institute of Medical Ethics. All rights reserved.

      

    

  
      
    
        
    

    
  
    
  
    
  
      
  
  
    


  



  


  
  



  



  



  

    

  

  
  


