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The Professional and Public Policy Committee aims: 

•  To identify and discuss the ethical, social and policy issues 
related to human genetics and its application in research, clinical 
practice and laboratory genetic services. 

•  To be informed of various research projects, conferences and 
events, as well as policy initiatives and actions relating to those 
issues 

•  To inform and stimulate the discussion around these issues at 
meetings 

•  To address these issues and provide guidance through 
background documents, policy statements, recommendations or 
other publications 

•  To participate in the public debate around these issues 

•  To inform, interact with and provide advice to national and 
international policy makers 



Activities 2015/16 

•  expanded carrier screening (consultation until 
March 15, 2015) 

•  detection of carrier status (AR diseases) in 
persons who do not have an a priori increased 
risk  

•  greater number of recessive conditions than 
previously possible 

•  aim is to facilitate informed reproductive decision-
making by identifying couples at risk  

•  Discussion: selection of disorders, timing, 
information and counselling, and informed consent 



•  Now published: 



Endorsement  

•  Discussed with the new Professional Guidelines 
sub-committee of ESHG-EuroGentest 

•  Officially endorsed ESHG recommendations follow 
a procedure of  

– agenda setting,  

– preparation in a multidisciplinary setting,  

–  consultation of ESHG membership and external 
experts,  

–  integration of suggestions and  

– voting by Board 



Post mortem genetics 



New activities 

•  Gene editing (incl CRISPR/CAS9) 

– Agenda setting, meeting Jan 2016 Zaandam 

– Recommendations with ESHRE, plan to develop 
draft for consultation by mid Octobre 2016 

•  Genomic Sequencing Results in Pediatric Practice. 
Exome sequencing in newborns with complex 
severe syndromes  

– With EBMG/UEMS 

– Bela Melegh (PPPC-member), Alessandra 
Renieri, Orsetta Zuffardi and Ulf Kristofferson 



For national societies human genetics 

•  Discuss and disseminate Expanded Carrier 
Screening Recommendations? 

•  Suggestions to PPPC for  

– activities/  

–  topics/  

– experts to collaborate with 


