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Two rationales of prenatal testing

 Public health

 Implicit, concealed, 
unspoken

 Reproductive autonomy

 The agreeable face of 
prenatal testing

 Justifiable, convincing



The public health rationale: challenges 

Pressure on women to test 
 even to terminate (?) 

 testing as ‘search and destroy’

 possibility of ‘penalizing’ via loss of coverage

 Impact on disability rights

 expressivist argument

 Shares moral space with propensity toward: 

 abortion (individual)

 eugenics (collective) 



The autonomy rationale: challenges 

Great difficulties in implemenation

Resources

Not really in anyone’s interest:
 Government: increased uptake = success

 Clinicians: fear of liability promotes routinization
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The autonomy rationale: challenges 

Great difficulties in implemenation

Resources

Not really in anyone’s interest:
 Government: increased uptake = success

 Clinicians: fear of liability promotes routinization

 Women: maintaining the false narrative that testing 
‘ensures baby’s health’ (“ritual of resssurance”)



The autonomy rationale: challenges 

Disability rights critique

The ‘parental attitude argument’

Shouldering individual women with
responsibility for societal implications 



The autonomy rationale: challenges 

 Reproductive autonomy rationale as a smoke screen

 Palatable theoretical framework that is not 
implemented in clinical practice (no Informed consent)

 Not innocuous 

 Allows us to absolve ourselves of facing societal issues



The autonomy rationale: challenges 

 Reproductive autonomy rationale as a smoke screen

 Palatable theoretical framework that is not 
implemented in clinical practice (no Informed consent)

 Not innocuous 

 Allows us to absolve ourselves of facing societal issues

 My bottom line argument:

 Implementing this rationale at the individual level may 
be a lost battle 

 so we must protect it at a societal level via policy 



Enter NIPT !
(Non-Invasive Prenatal Testing) 



What is Non-Invasive Prenatal Testing (NIPT)?

 Tests cell-free fetal DNA floating in maternal plasma

 After 10 weeks of gestation, ~10-15% of cffDNA comes from 
the 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 



Enter NIPT !
(Non-Invasive Prenatal Testing) 

 The long awaited ‘holy grail’ of prenatal testing
 No increased risk of miscarriage

 First trimester

 More accurate than current screening

 Cost  decreasing

 Conditions it can test for  increasing

Coming soon: routinization

 Paradoxically exacerbates the challenges of the 
reproductive autonomy model 



Current prenatal testing (ex. Canada)
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What can NIPT currently test for? 

 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   
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What does the future hold? 

 Ultrasound made the uterus transparent 

and revolutionized our perception of 

the fetus

 Whole genome NIPT could make 

the fetus itself ‘transparent’



Two rationales of prenatal testing

 Public health

 reduction in incidence 
(burden) of disease 

 testing to screen out 
certain conditions

 (implicit expectation that 
diagnosis will be followed 
by termination)

 Reproductive autonomy

 providing information to 
expand women’s options

 promoting informed
choice

 voluntary, free of pressure

 supported by non-directive 
counseling 

 expressed through
informed consent 



As NIPT enters the clinic and reshapes the 
landscape of prenatal testing, which 
rationale should prevail ?

 Reproductive autonomy 

 Insisting on informed consent for testing  resisting the 
‘nightmare scenario’ of exposure to unwanted results

 Public health 

 Abandoning consent for testing (recent ex. Reflex testing)

 (no risk to pregnancy  consent not required)

 Accepting/addressing social implications for disability 
rights  



 Even if informed consent for NIPT is a lost battle at 
the individual level…

 …the public health rationale must be resisted at a 
social level

 on moral grounds
 protecting women/families from pressure 

 protecting disability rights 

 on pragmatic grounds 
 to avoid social backlash

My argument:  
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NIPT: The UK as a case study

 January 2016: 

 UK National Screening Committee recommends 
public funding of NIPT as part of the “National 
Health Service Fetal Anomaly Screening Program”

 Only for high-risk pregnancies

 Not deemed cost-effective for all pregnant women 

 Calculation based on impact on NIPT on 
 savings from avoided invasive tests 

 numbers of cases diagnosed



 Decision follows a period of public consultation

 Contribution from the Royal College of Obstetricians 
and Gynaecologists argues that NIPT for all 
pregnancies may be cost effective after all… 

NIPT: The UK as a case study



 Royal College of Obstetricians and Gynaecologists :

“If the decision has been made primarily on cost grounds, then 
a more rigorous economic analysis has to be made that 
includes the lifetime costs of caring for children and adults 
with Down’s syndrome (bearing in mind that cfDNA testing as 
a primary screen test will identify approximately 289 more 
babies with trisomies). Such an economic analysis may (or may 
not) suggest that cfDNA testing for all is cost-effective.” 

NIPT: The UK as a case study



 September 2016:

More than 100 healthcare professionals sign a 
letter attacking the Royal College for this 
recommendation

 The letter accuses the College of ‘advocating that 
women with a prenatal diagnosis of Down’s 
syndrome should end their pregnancy’

NIPT: The UK as a case study



 September – October 2016:

A public outcry follows

Media articles condemn the College’s view

Celebrities and doctors with children who have 
DS say they are “shocked”, “horrified”, “terrified”

Articles highlight the value of individuals with DS

 Express fear of such eugenic tendencies 

NIPT: The UK as a case study
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 28 MPs sign motion in support of a campaign
titled “Don’t Screen Us Out”

NIPT: The UK as a case study
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 Even if informed consent for NIPT is a lost battle at 
the individual level

 the reproductive autonomy rationale must be 
protected/promoted at a societal level via policies 
that – at least at the collective level:

 reduce pressures on women 

 allow them viable options  

My argument:  



Required policy elements

1/ Ensure cost-effectiveness calculations never include the 
savings associated with ‘prevented lives’

2/ Ensure that the objective and performance measure of 
any government-run prenatal screening program is to 
increase the offer, not the uptake, of the test

3/ Consult relevant stakeholders when designing policy, 
including disability rights advocates and patient groups



Required policy elements

4/ Ensure screened conditions are not considered ‘pre-existing 
conditions’ that create barriers to coverage (under the pretext 
that they were detectable prior to birth) 

5/ Ensure and maintain social support for families raising 
children with the conditions screening targets

6/ Fund and support research designed to improve the health 
outcomes and quality of life of those living with screened 
conditions

7/ Ensure women have access to legal, safe and free/affordable 
pregnancy termination services
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 The bioethical tendency (legacy of principlism) to see 
tension as needing ‘resolution’

 principles are specified to see if they can live in harmony

 or balanced/weighed & to decide which would win / be 
sacrificed

 But tension is often inherent, productive, stimulating
deeper reflection

 requires ongoing negotiation, choreography

 How do the 2 rationales ‘speak to each other’? 

Some nuances:  



At the core of both rationales is our understanding of:

 the spectrum of human difference (health, disability, 
disease) 

 the ‘threshold of entrance’ into society, and its 
associated ‘costs’ 

How do the 2 rationales ‘speak to each other’? 
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 Individual decisions reflect societal/cultural values, 
collective understandings of the good life

 They also reflect the pressures society constructs 
around these understandings (ex. ‘risk’ vs. ‘chance’)

 in the case of NIPT – combined with commercial 
pressures

How do the 2 rationales ‘speak to each other’? 



 This makes pregnant women and their families what 
Rapp called ‘moral pioneers’ 

 Their aggregate decisions both reflect and shape our 
cultural views of the value of human life

 These decisions feed into a public health rationale and 
are in turn pressured by it

 The choreography of the 2 rationales: 

 A circular dance around the threshold of

acceptable -- justified/desired -- expected testing   

How do the 2 rationales ‘speak to each other’? 



Thank you 

謝謝



Brian Skotko’s recent paper: 
“Out-of-pocket medical costs and third-party healthcare 
costs for children with Down syndrome”


