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Activities 2013/14 (1) 

•  Prioritization & distributive justice (accessibility of 
genetic services)  WS Nov 2012 Wolf Rogowski:  

– Online summer 2013 for consultation (inviting 
ESHG members and others to comment) 

– ESHG membership and other response 
integrated 

– Board approval March 2014 

– At Eur J Hum Genet (minor changes needed) 



Activities 2013/14 (2) 

•  Whole Genome Sequencing in Newborn Screening 
(endorsed by Board 30th May 2014): 

– Developed together with P3G Consortium, 
HUGO Ethics Committee (agreed May 2014) 

– Endorsement (potentially) also by Australasian 
SHG, ISNS, … 

•  PPPC/ESHG publications usually in EJHG; also 

– Several websites/newsletters? 

     



•  P3G consortium:  international Population Project 
in Genomics and Society 

•  Human Genome Organisation (HUGO) Committee 
on Ethics, Law and Society (CELS) 

•  ISNS: International Society for Neonatal 
Screening 



Activities 2013/14 (3) 

•  Whole Genome Sequencing: 

Letter in Science: ESHG calls for restraint in use of WGS diagnostic testing 

In a letter published in the journal Science on 30 August, Professor Martina Cornel, chair 
of the Professional and Public Policy Committee of ESHG and colleagues call for 
restraint in the use of diagnostic testing based on whole-genome sequencing. 
Wherever possible, such testing should be restricted to those genome regions linked to 
the patient's indications, they say, and wider testing needs to be justified in terms of 
necessity. Adding additional targets to a diagnostic test would be a violation of this, 
they say. 
 
However, in the case of unsolicited findings, the patient's right not to know may 
sometimes have to be secondary to clinical geneticists' professional responsibilities, 
say the authors. The patient may not have foreseen a specific finding and in some 
cases the physician will have a moral duty to warn close relatives. Pending further 
debate, a cautious approach continues to be warranted, they say.  



Activities 2013/14 (4) 

•  Press activities 

– New Scientist: 

 



New 

•  Collaboration with SIC-ASHG (Yvonne Bombard) 

– NIPT guidelines? 

–  Joint session Building bridges? Testing minors? 
update ASHG’s 1995 Statement on Genetic 
testing in Children and Adolescence 



Ongoing  

•  Discussed June 2014: 

– Preconception carrier screening 

– NIPT 

– Etc 

•  Next PPPC meeting Feb 2015 in Istanbul, to be 
combined with course on “genetics in health care: 
practice & policies”. 





Thanks !!! 
Thanks! 


