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Abstract

In his comment in IJME, Dr Breimer casts disability advocates 

as “special interest groups” and pits them against the 

abstracted concept of “women’s autonomy.” Against this, we 

assert that, far from only being a conflict of interest category, 

disability  activism  related  to  prenatal  screening  and  testing 

is  a  robust  part  of  bioethical  debate  and  scholarship. Here, 

we  disagree  with  Dr  Breimer’s  characterisation  of  Non- 

invasive Prenatal Testing (NIPT ) related disability activism as 

a threat to women’s autonomy and respond to the underlying 

assumptions  of  his  claims.  We  argue  that  disability  need 

not be equated only with harm. Instead, we point out the 

dominant  and  intractable  belief  that  disability  is  something 

to be avoided, which may lead to belief-based moral wrongs. 

This   is   the   position   from   which   disability   activists   make 

claims about the need to expand understandings of disability. 

Drawing on existing evidence, we find that prenatal testing 

does  not  automatically  facilitate  autonomy,  and  that  NIPT 

may be even more of a challenge to autonomy than previous 

testing iterations. We suggest that NIPT should continue to be 

a phenomenon under close clinical scrutiny, and that ongoing 

debates and multiple claims-making can only add to our 

understanding of this phenomenon.
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Against disability as harm

 

 

 

 

 

 

 

 

 

 
Disability rights as threat to autonomy?

 

 



 

 

 

on  the basis  of disability  (29,35–37). Prenatal care providers’ 

conversations  with  pregnant  women  impact  women’s 

decision-making (33). Moreover, providers’ attitudes about 

disability influence how they approach these conversations 

(14,22,38). Prenatal  care  providers  may  not  have  updated 

information regarding  what life is like with a disability, or they 

may know but choose  to withhold  that information  because 

of negative  disability  views (15). Providers often demonstrate 

disparaging  attitudes towards disability within their clinical 

practice, particularly in the prenatal testing context (22). 

 
NIPT and autonomy

Compared  to maternal serum screening  ‐  an earlier version of 

prenatal screening  ‐  NIPT is more accurate and offered earlier 

in a pregnancy. NIPT brings new fears that misunderstandings 

about  what  NIPT  is  designed   to  detect  and  its  limitations 

may result in termination based on a false positive result. 

Emerging  evidence  suggests  that NIPT, in part because of its 

rapid  clinical  introduction  and  implementation,  may make  it 

even more challenging to ensure full autonomous informed 

consent  (39–42). Though  not common, in at least one study, 

6.2% of respondents terminated on the basis of NIPT alone 

without  waiting  for confirmatory invasive testing  (43). In one 

instance, even after an amniocentesis showed that a foetus did 

not have Down  syndrome, a woman still terminated because 

the NIPT results (falsely) showed the foetus did have Down 

syndrome (44). This should make us view NIPT not as a solution 

to longstanding ethical and social challenges, but as the latest 

tool  that  serves  a  provocation  to  continue  to  probe  these 

issues more deeply. 
 

We argue that a deeper understanding  of disability  bioethics 

contributes to the possibilities of strengthening  reproductive 

decision-making   and   protecting    autonomy.   For   instance, 

recent  evidence   shows   that  physicians,  in  an  attempt  to 

facilitate better understanding  of NIPT, urge  their patients to 

decide  whether they would  terminate before taking  the test. 

Yet women reported taking the test as the most important 

variable  in making  reproductive  decisions  (29). These 

mismatched  expectations reveal the differential stakes in how 

providers present NIPT and how women perceive it. Could 

discussing   life  with  disability  in  a  more  robust  way  within 

these clinical conversations change or expand awareness of or 

attitudes to disability? 
 

To  even  ask  such  questions  requires  space  to  problematise 

the   dominant   moral   belief   that  disability   is  always  “bad 

and sad” (45). Disability  activists demand  to be a part of the 

conversation, seeking not just to make some kind of political 

gains but improve outcomes for women making  reproductive 

decisions and for people with disabilities. 

 
Conclusion

We  should  question  NIPT  more, not  less.  As  medical 

technologies  proliferate and as economic  interests drive their 

development  further, we should call for increased reflection 

upon emerging  testing practices, more focus on parents with 

 

disabilities  and  other  parents  with  diverse  life  experiences 

and  locations,  and  a sober  conversation  about  how  families 

with disabilities are financially and socially supported. The 

empirical  and  moral  philosophical   implications  of  NIPT  are 

robust  and  ongoing, and  there is no reason to detract from 

or  reduce  their  plurality.  More than  one  thing  can  be  true 

about  NIPT.  An  example  of  the  complex   consequences   of 

NIPT is the description of how increased NIPT uptake led to 

condition-specific  patient advocacy groups, with no budget 

increases, taking on the role of providing  educational and 

emotional support to panicked pregnant people whose 

physicians  may  not  have  provided  such  support  to them  in 

the case of a positive result (46). For these reasons, Dr Breimer’s 

conclusion that NIPT should be considered the same as Neural 

Tube  Defects  (NTD)  testing   using   alpha  fetoprotein  (AFP) 

is not apt because of NIPT’s different context, including  the 

commercialisation of NIPT. AFP testing has existed for decades 

and  has  been   rolled  into  different  iterations  of  maternal 

serum screening, NIPT’s forerunner. Maternal serum screening 

exists  alongside  NIPT, yet  as  Dr  Breimer  himself  argues  (1), 

NIPT’s     uniquely     aggressive     commercialisation     indicates 

there is something distinct about NIPT from maternal serum 

screening. For this reason, making historical and contemporary 

comparisons  requires a careful examination of the clinical and 

social  contours  and  should  not  be  generalised,  as we assert 

that Dr. Breimer has done in his commentary. 
 

Here, we have provided  a response to Dr Breimer’s Comment 

in which he states that disability advocates are special interest 

groups who threaten women’s autonomy, as evidenced by his 

review of NIPT-related literature. Yet  we do  not  find  that he 

proves his case. We disagree with his conclusion  and offer two 

threads of argumentation, based on his assumptions about 

disability leading  to harm, and prenatal testing leading  to 

autonomy. We show that though the idea of disability as harm 

is prevalent in moral philosophy, it may be limited in actually 

accounting  for disabled peoples’ lived experiences. Still further, 

the dominance of that claim provides a basis for disability 

activists to reject that claim, in part based on the contention 

that beliefs, in and of themselves, may lead to moral wrongs 

(25,26,47). We  also  contend  that  prenatal  testing  does  not 

necessarily  lead  to  women’s  autonomy  and  show  that  NIPT 

may be even more ethically challenging than previous testing 

options. 
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