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COMMENTARY 

It is widely acknowledged that parents find the delivery of positive NBS results distressing 

and this appears to be largely influenced by information provision both at the time of 

screening and when the result is communicated to parents (Buchbinder and Timmermans 

2012, Salm et al 2012, Chudleigh et al 2016).  

 

Differences exist regarding how screening is offered to parents; in the UK, NBS is offered on 

a voluntary basis; parents are required to provide informed consent and therefore ‘opt in’ to 

the screening programme whereas in Switzerland (and in the United States of America (USA) 

(in all but one state) and Canada) an ‘opt out’ approach is taken. It could be argued that as 

parents in Switzerland (where this study was undertaken) are not required to provide 

informed consent for NBS, this could influence the information provided regarding the NBS 

process. However, this finding is not unique to this study and has also been found to be 

problematic in the UK where informed consent is required (Chudleigh et al 2016).  Indeed, 

research has shown that even in the UK, parents often see NBS as a ‘fait accompli’ and as 

such do not consider that they have a choice to decline (Nicholls and Southern 2012) which 

may impact upon their experience when presented with a positive NBS results.  

 

The findings of this study continue to support the notion that better information provision at 

all stages of the NBS process is required to reduce parental anxiety and distress and that this 

is something that needs to be addressed both nationally and internationally. 
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