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5-Improved health behaviors/better quality of life/ better chance at an improved life (improvement on the patient/family level)
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8-Not discussed or not captured/ Not applicable (N/A)
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	Barriers: 
1-Impact on relation with the child and intra-familial relationships
2-Consequences of carrier status
3-Misunderstanding of shared information or lack of it (Education and communication strategies)
4-Not meeting predefined criteria for NBS programs/actionability
5-Burden of being part of a study/ burden of cost and logistics
6-Fears of discrimination and privacy concerns  
7-Risk of false results or diagnostic uncertainty or unwanted information à stress
9-Religious beliefs 
10-Various and psycho-social implications  
	Attitudes: 
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2-Positive attitude linked to actionability
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5-Negative attitudes: concerns for logistics, anxiety regarding results, no interest in research, avoiding harm, religious beliefs, insufficient knowledge
6-Mixed 
7-Support among parents and general public
8-Support among HCPs
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