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Rayna Rapp: 

Women as ‘moral pioneers’

(1999)



(1999)



Balanced and neutral?

• DS Information Acts aim to ensure 
that health professionals who offer 
prenatal care provide complete 
information about DS, including its 
positive aspects

• But what does it mean to provide 
complete, balanced, and neutral 
information?



2011 - NIPT enters the scene 
Non-Invasive Prenatal Testing



1997





What is NIPT?

• Tests cell-free fetal DNA floating in maternal plasma

• At ~9 weeks gestation, ~10-15% of cffDNA comes from the placenta 
(fetus)

• All cffDNA clears from the woman’s blood within 2 hours after birth, 
ensuring that any detected fetal DNA is from the current  pregnancy 



(2009)
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NIPT today 

• NIPT is performed using next-generation sequencing 
• Different platforms 

• Different types of bio-informatic analysis

• Different interpretation methods

 

• The technology’s performance is rapidly evolving
• What conditions are tested

• In what populations

• NIPT implementation is rapidly evolving
• Challenges of implementing a moving target into clinical practice



What can NIPT currently test ? 

• Fetal sex (for x-linked conditions)

• Blood type

• Trisomy 21, 13, 18

• Other (more rare) trisomies

• Sex chromosome abnormalities

• Autosomal single-gene disorders

• Micro-deletion syndromes 

• Technically: whole genome sequencing   



Threshold for appropriate testing 

• Invasive testing is only carried out for conditions that are considered 
‘serious enough’ to justify the risk of miscarriage

• Risk-free nature of NIPT + ability to test earlier in the pregnancy, can 
lower the threshold  for ‘appropriate testing’

• Individuals may wish to / be pressured to test for -
• less severe / treatable conditions

• late-onset conditions

• non-medical information such as sex and paternity

• physical or even behavioral / personality traits



• Routinization would be the greatest success of NIPT, but…

• Routine use creates an expectation of uptake

• Could entail increased pressure on women to test, especially in 
the absence of risk of miscarriage 

• Threat to women’s free choice → to reproductive autonomy

• Need to ensure women are offered  NIPT and feel free to decline

Routinization and decision-making: 
Choice to test should be free 



Global & 
cross-

cultural  
analysis 
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Global comparative analysis

Describes the implementation of NIPT in 9 countries:

• Australia, Canada, China and Hong Kong, India, Israel, Lebanon, 
Netherlands, UK, US

Addresses:

• structure of the healthcare system

• how NIPT is offered

• counseling needs and resources

• cultural and legal context regarding 

• disability 

• pregnancy termination



Similarities between countries 

Cost as a barrier to equitable access: 

• Cost is perceived as a barrier in countries that do not offer public 
funding, raising concerns about justice and inequitable access



Similarities between countries 

Cost as a barrier to equitable access: 

• However, public funding can send a message that the 
government 
• strongly supports prenatal testing 

• expects the prevention of certain births

• Importance of framing NIPT in terms of preparation for birth, 
not just a focus on termination  



Similarities between countries 

Public funding and cost-effectiveness: 

• Public funding of NIPT is endorsed by users 

• Is key to promoting equitable access and reducing use of invasive tests

• However, in some countries, funding is challenging due to limited resources

• Decisions surrounding cost-effectiveness can be complex

• Esp. ethical challenge of considering reduction in costs of caring for individuals 
with the conditions tested by NIPT (savings to society through the prevention 
of certain births) 

“Quantifying the cost of care of individuals with disabilities can translate into an 
evaluation of the value of their lives, raising acute ethical concerns regarding 
disability rights and eugenic social attitudes.”
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Similarities between countries 

Shortage of appropriate resources that promote informed choice: 

• Need for appropriate counselling regarding NIPT

• Shortage of trained professionals 

• Shortage of comprehensive, balanced, neutral informational materials

• As the number of conditions NIPT can test increases, creative and 
innovative counseling mechanisms will be required

• Concerns regarding harms of informational overload
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Differences between countries 

Attitudes toward disability: 

• Attitudes toward disability vary greatly across countries 

• Not necessarily associated with the status of NIPT implementation

• In some countries with advanced implementation of NIPT (e.g. 
Netherlands & UK) implementation provoked strong reactions

• In some countries where NIPT is only partially covered or not covered at 
all (e.g. Israel & China) NIPT has raised no disability rights concerns



Differences between countries 

Attitudes toward pregnancy termination: 

• Political context surrounding abortion varies greatly across countries

• Availability of legal and safe abortion is relevant to the 
implementation of NIPT for those who might consider terminating 
the pregnancy based on a diagnosed condition in the fetus



Thank you NIPTeam
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