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NBS Overview

What is NBS? Newborn bloodspot screening (NBS) is designed to detect rare 
diseases in asymptomatic neonates predicated on early identification leading 
to early intervention and prevention or amelioration of the disease or disease 
symptoms. 

How does it work? The process of NBS begins with a blood sample taken 24 
to 72 hours after birth, usually through a heel prick or heel lance. Newborns 
who test positive (i.e. the results indicate increased risk for one of the 
conditions) are required to undergo further testing and are monitored by their 
health care practitioners

How does Canada govern NBS?  Canadian provinces are responsible for 
governing NBS and screen between five and 30 conditions. 

What is the scope of our study? We explored the risk management 
framework in the test addition process in BC and Ontario. 



NBS Overview

Who decides whether to add a condition to the screening panel? 

The Province of BC and the Province of Ontario ultimately make the 
final decision to expand the NBS panel. Advisory bodies in BC and 
Ontario conduct a full investigation and review of each condition. 
Conditions are proposed on a rolling basis by anyone in BC and 
Ontario. 

British Columbia: The disorders on the screening panel are selected by Province of BC 
at the recommendation of the Newborn Screening Advisory Committee (NSAC) of BC. 

Ontario: Decisions related to policy and programs fall under the purview of the NSO 
Advisory Council (NSO-AC) who advises the Ministry of Health and Long-term Care 
(MHLTC), as well as NSO at large (NSO 2017)



NBS: Individual affected
Vs

Individual dependent

Individual affected vs. individual dependent

In individual affected cases, an authoritative group or person makes 
a decision which implicates an individual in the risk outcome. In 
individual dependent cases, an individual makes a decision which 
impacts their own risk outcome. As such, the dichotomy reflects – to 
an extent – the degree of control that affected individuals have over 
the decision under consideration (here addition of conditions to the 
NBS panel). 

Since the NSO-AC and NSAC are making a decision about a case 
that affects an individual’s reality, the NBS case study is individual-
affected. 



Summary of 
REACT Findings

REACT Criteria Conclusion

Regulatory Risk management for the addition of conditions to NBS is top-
down and inspired by regulatory interventions which provides 
opportunities for other interventions to occur.

Economic Economic interventions highlight ethical claims, as a result 
highlighting opportunities for ethics as the intervention tool. 

Advisory Evidence is provided to risk producers (NBS advisory committees) 
to inform their decision.

Community Canadian civil society is involved in advocating for priorities and 
NBS initiatives. However, there is insufficient empirical data which 
clearly demonstrates the link between community groups’ work 
and the addition of conditions to test panels.  

Technology The technological viability of adding new conditions does not 
increase the likelihood of the addition of conditions to the 
screening panel. Technology is assessed, among social, medical, 
economic and ethical evidence for the addition of a condition. 



Degree of 
democratisation

Democratic principle Application to NBS

Transparency Generally not available*

Inclusiveness and 

representativeness

Public can propose conditions for review (ON). 

Limited scope for input beyond this

Deliberative quality Non-expert publics are minimally involved if at all

Accountability No formal accountability, beyond established 

links to the Province. 

* Exception is the recent removal of C5OH and related targets in Ontario



Difficulties & Gaps

What worked well
• The REACT framework proved useful in structuring domains of risk 

management
• Seems to be an increasing area of interest, and increasing 

availability of information

Challenges
• Lack of public information, hence difficult to apply MR
• Varying definitions of MR, difficult to operationalize
• Hard to do this ‘at arms length’

Gaps
• Still lacking information of specific decision processes and decision-

making logics
• Lack of public information on contacts



Questions?
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