
L I N K  TO  O R I G I N A L  A RT I C L E
L I N K  TO  A U T H O R ’ S  R E P LY

Although we warmly welcome efforts to out-
line the ethical challenges raised by the search 
for autism biomarkers, the recent Perspective 
article by Walsh et al. (In search of biomark-
ers for autism: scientific, social and ethical 
challenges. Nature Rev. Neurosci. 12, 603–612  
(2011))1 on this issue is confused. The authors 
are conscious of the need for “members of 
the autism community and their carers” to be 
involved in the biomarker research process, 
but the recommendations of their Perspective 
article preclude such engagement. Here, we 
highlight two troubling aspects of their argu-
ment and present an alternative.

First, despite the authors’ interest in the 
wide range of responses to biomarker research, 
they do not acknowledge challenges to the 
research agenda itself. They thus overlook 
those who would prefer the emphasis of autism 
research to lie elsewhere, either for ethical or 
more practical reasons. Most straightforwardly, 
their Perspective article leaves the current flow 
of research resources unexamined. Had they 
analysed that flow, Walsh et al. would have 
noted that an overwhelming amount of current 
funding is granted for aetiological investiga-
tions, including biomarker research, with pre-
cious little being given to investigations aimed 
at improving the immediate quality of life of 
autistics and their families2. (Please note that we 
use the term ‘autistics’ rather than person-first 
language (for example, ‘people with autism’) as 
it is the preferred language of the Autistic Self 
Advocacy Network and of many people on the 

autism spectrum.) A comprehensive account 
of the challenges of biomarker research should 
have considered fully this opportunity cost.

Second, Walsh et al. note the intense disa-
greements regarding a ‘prevention’ agenda, 
one of the primary implications of autism 
biomarker research. They aspire to resolve 
ethical disputes concerning both the ethi-
cal acceptability of biomarker research and 
the impact such research is likely to have on 
health practice. Unfortunately, they suggest 
no mechanism by which scientists, autistics 
and the broader community might seek to 
overcome these disagreements collectively. 
Instead, when Walsh et al. turn to the root 
of these debates, they insist that “the final 
moral decision” lies with prospective parents, 
working together with genetic counsellors, 
without explaining why they consider these 
individuals to be the most appropriate people 
to resolve these disputes. Crucially, they sug-
gest no means by which to also attend to the 
interests of autistics or their families.

We propose that three principles should 
guide ethically-informed autism biomarker 
research. First, scientists must acknowledge 
the continuing deep disagreements between 
involved parties regarding both the current 
research agenda and the consequential distri-
bution of scarce resources. Second, they must 
recognize that the various parties, including 
autistics, their families and scientists, possess 
greatly varying degrees of power to shape 
the research process. Third, they must admit 

that all autism research, including basic sci-
ence, biomarker and more applied work, has 
an impact on different groups in society — 
autistics, carers, clinicians, researchers and 
the broader public — in profoundly differ-
ent ways, and they must consider that impact 
throughout their research.

The only way to respond to these principles 
is for scientists to work immediately to create 
an open and participatory research process, as 
exemplified by community-based participa-
tory research3. Although Walsh et al. helpfully 
remind us of the ethical and social dangers 
posed by biomarker research, they must accept 
that these dangers can only be overcome 
through the common endeavor of scientists, 
practitioners, autistics and their families, how-
ever challenging such engagement might be.
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