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Sequencen: het proces  

Deverka, P. A., & Dreyfus, J. C. (2014). Clinical integration of next generation sequencing: coverage and 
reimbursement challenges. The Journal of Law, Medicine & Ethics, 42(s1), 22-41. 



 



 



Categorieën  

1. Informatie over te voorkomen of te genezen 

aandoeningen (vb. BRCA) 

2. Informatie over niet te voorkomen of te genezen 

aandoeningen (vb. Alzheimer’s Disease) 

3. Informatie die van belang is voor nageslacht 

4. Variants of unknown significance  



 

Middleton et al. (2016). European Journal of Human 
Genetics, 24(1), 21-29. 



Gray et al. (2016). Genetics in Medicine 18, 1011–1019 . 



Nudging 

• Libertarisch paternalisme 

• Autonomie  

• Welzijn  

• Opt-out 



 



Categorie/ ”bin” denken 

Bredenoord, A. L., Onland‐Moret, N. C., & Van Delden, J. J. (2011). 
Feedback of individual genetic results to research participants: in favor of a 
qualified disclosure policy. Human mutation, 32(8), 861-867. 



Modellen voor informed consent 

• Traditional/ specific consent 

• Mandatory return 

• Broad consent 

• Tiered consent  

• Opt-in/opt-out  

 

 

Appelbaum, P. S., et al. (2014). Models of consent to return of incidental findings in 
genomic research. Hastings Center Report, 44(4), 22-32. 



Duty to hunt? 





Duty to hunt 

• Actief zoeken naar een lijst van aandoeningen 

• Opportunistisch screenen 

• ≠Bijvangst 

• ACMG (2013) 

 +/- 6- genen  

 Levensbedreigende aandoeningen 

 Dominant 

  Behandelbaar 

 Geen opt-out 

• ACMG (2014): opt-out 



 





Incidental findings vs opportunistische 

screening  

vs 



  



Schade door genetische informatie 

• Onnodige medische ingrepen  

• Complicaties  

• Psychologische schade 

• Onterechte geruststelling 

• Financieel--> hypotheek, verzekering e.d. 

 

 



  



  



  



  



  



  



  

Nonsense!! 



Direct to consumer genetic testing 



 



FDA (23andMe, Inc. 11/22/13) 

• “Some of the uses for which PGS is intended are 

particularly concerning, such as assessments for BRCA-

related genetic risk and drug responses (e.g., warfarin 

sensitivity, clopidogrel response, and 5-fluorouracil 

toxicity) because of the potential health consequences 

that could result from false positive or false negative 

assessments for high-risk indications such as these. For 

instance, if the BRCA-related risk assessment for breast 

or ovarian cancer reports a false positive, it could lead a 

patient to undergo prophylactic surgery, 

chemoprevention, intensive screening, or other 

morbidity-inducing actions, while a false negative could 

result in a failure to recognize an actual risk that may 

exist. ” 



 



  



  



 



 



  



Vragen? 

• r.h.p.wouters-2@umcutrecht.nl 
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