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ABSTRACT

Reproductive genetic carrier screening (RCS), when
offered to anyone regardless of their family history or
ancestry, has been subject to the critique that it is a
form of eugenics. Eugenics describes a range of practices
that seek to use the science of heredity to improve the
genetic composition of a population group. The term

is associated with a range of unethical programmes
that were taken up in various countries during the 20th
century. Contemporary practice in medical genetics has,
understandably, distanced itself from such programmes.
However, as RCS becomes more widespread, gains
public funding and uses expanded gene panels, there
are concerns that such programmes could be perceived
as eugenic either in intent or outcome. The typical
response to the eugenics critique of RCS is to emphasise
the voluntary nature of both participating in screening
and making subsequent reproductive choices. While
safeguarding individuals' freedom to choose in relation
to screening is essential, we consider this response
inadequate. By examining the specific ethical wrongs
committed by eugenics in the past, we argue that to
avoid the perception of RCS being a form of eugenics it
is essential to attend to the broader normative context in
which reproductive decisions occur. Furthermore, ethical
RCS programmes must recognise and respond to their
potential to shift societal norms that shape individual
reproductive choices.

INTRODUCTION

Reproductive genetic carrier screening (RCS)
involves testing individuals or couples to deter-
mine their likelihood of having a child with certain
autosomal recessive or X linked genetic conditions.
RCS may be undertaken at different life stages, but
it is usually offered to people of reproductive age.
This paper focuses on population RCS which is
offered to anyone regardless of their family history
or ancestry, either before or during pregnancy.!
Australia is currently conducting a pilot programme
in which 10000 couples will undergo RCS.* Each
member of the couple’ will be tested to determine
their combined chance of having a child with a
genetic condition. Several other countries are trial-
ling or have implemented similar programmes, for
example, the Netherlands® and Israel.* Options
available to couples who have an increased chance
of having a child with a genetic condition include
interventions to avoid the birth of an affected child,

'The couple being tested need not be in a relation-
ship or planning to raise the child together. RCS
tests the intended genetic parents and so can be
offered for many different family configurations.

or that allow preparation for the birth of a child
with the condition.

One significant ethical concern about RCS is that
it may be perceived as being eugenic in intent or
outcome. Broadly, ‘eugenics’ describes the collec-
tion of practices (political, social and medical)
aimed at fostering desirable characteristics within a
species by manipulating heredity. Genetic screening
for reproductive purposes, often conducted in order
to avoid the birth of a child with certain genetic
conditions, has some commonalities with eugenics
because it is likely to influence which people will be
born, and seems to require some notion of which
types of future people are more or less desirable.
RCS for conditions that are very severe and/or
life limiting is less likely to be subject to concerns
related to eugenics. However, there is a trend
towards increasingly large panels being proposed
or used for RCS, particularly in programmes that
report couple-based results.’ When more genes
and conditions are included in screening, there is
greater potential for the programme to be perceived
as reflecting value judgements based in eugenic
attitudes. Furthermore, factors such as variable
expressivity of genetic changes add a dimension of
complexity to the decisions that prospective parents
are likely to face: not only might there be uncer-
tainty as to how the genetic changes in their future
child will manifest phenotypically, the way these
changes will impact on quality of life is subject to
socioenvironmental context and will be influenced
by cultural and societal conceptions of disability
and difference.

Although many governments in the early 20th
century had departments concerned with improving
the genetic stock of their population, the term
‘eugenics’ is most strongly associated with highly
unethical activities undertaken under the Nazi
regime in Germany. When some of these eugenic
practices came to light following the Second World
War, eugenics was widely condemned and many
eugenic societies in other countries changed their
names and adjusted their activities to distance
themselves from the atrocities committed. As a
result, there is now an understandable reluctance
to acknowledge the potentially eugenic aspects of
reproductive genetics, including RCS. Indeed, the
unethical nature of many 20th-century eugenics
programmes has rendered the concept deeply stig-
matised to the point of being taboo.

Contemporary genetic medicine—and espe-
cially any interventions that relate to reproduction,
such as RCS—has deliberately set itself apart from
eugenics programmes of the past. However, many
aspects of such practices can be described as eugenic
in their aims or likely outcomes, in the sense that
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they will probably influence which future people will be born.
Generally, the response to the eugenics critique of RCS—
outlined below—is to emphasise individuals’ and families’
freedom to make their own choices with respect to undergoing
screening and also their freedom to make whatever reproduc-
tive decisions they choose following the result. However, we
consider that an adequate response to the eugenics critique also
requires examination of the impacts of RCS at both societal and
individual or family levels, and the interplay between them. A
population screening programme is likely to influence social
norms that provide context for the choices that individuals and
families make. In addition, there is a perception that many indi-
vidual choices in aggregate might slightly shift the composition
of a population. While scientifically RCS is unlikely to make a
significant difference to the genetic composition of a popula-
tion," there is a concern that even the perceived potential for
such a shift might affect societal norms and attitudes (both posi-
tively and negatively).

It is important to examine the moral wrongs committed in the
name of eugenics and to avoid replicating them. Yet, focusing
on individual freedom or liberty risks a problematic neglect
of the societal impact of population genetic carrier screening
programmes. To this end, in this paper, we argue that it is
important to attend to the perceived eugenic potential of RCS.
In other words, there are at least two things needed to ensure
RCS is ethically implemented as a population-wide programme.
First, while it remains essential to safeguard the freedom of indi-
vidual choices with respect to the programme, this should not
take place while neglecting the societal norms that shape those
individual choices. Second, the collective impact of the choices
made must be recognised.

This paper is divided into four sections. First, we outline some
features of eugenics and attempts to rehabilitate the concept.
Next, we examine the effects that the 20th-century eugenics
movement had—and continues to have—on how we approach
population RCS. We then argue that it is important to attend to
the potentially eugenic impacts of genetic screening programmes,
before offering, in the final section, some suggestions as to how
our recommendations might be enacted in practice.

WHERE DID EUGENICS GO WRONG?

Much has been written about the history and ethics of eugenics,
so we will provide only a brief overview here. Our concern is to
identify the aspects of eugenics that are ethically problematic,
to determine whether any of these wrongs might be relevant to
RCS programmes. The term ‘eugenics’ is derived from Greek
and means ‘well born’; its current usage was coined by Francis
Galton in the 1880s to describe the application of the science of
heredity for the benefit of humanity.® Eugenics was defined by
Galton as ‘the science of improving stock’ (p 17). Eugenics has
strong negative associations due to its use in a range of state-
sponsored programmes (such as those we outline below) that
sought to promote certain characteristics in future generations.
In this section, we synthesise the ethical issues in past eugenic
programmes to discern two of their most significant ethical

"We recognise that, for example, prenatal screening for chro-
mosomal trisomies has resulted in a reduction in birth rates of
people with Down syndrome. However, a population genetic
screening programme for autosomal recessive and X linked
conditions is unlikely to have a significant impact on the rate
of disability in the population. Much disability is not inherited,
and even in cases where it is thought that Mendelian disease is
important, only a modest reduction is likely.

wrongs: first, that they promoted a narrow concept of what
constitutes an ideal person (thereby denying the prima facie
moral equality of all humans); and second, that their methods
demonstrated a disregard for the well-being of particular groups
of people through their use of abhorrent practices that are now
considered violations of basic human rights.

Eugenic strategies broadly fall into two groups: positive
eugenics and negative eugenics. Positive eugenic approaches seek
to improve the genetic composition of a population by encour-
aging reproduction, or certain kinds of reproductive choices,
among certain groups of people considered desirable, or among
people who possess certain desirable characteristics. Examples of
eugenic initiatives in the USA include the “fitter families’ contests
held at American fairs in the 1920s and the ‘better babies’
programme in Indiana.” Both programmes aimed to identify
‘superior’ families in order to encourage them to procreate.

Negative eugenics focuses on preventing reproduction
among people considered undesirable in some way, to the same
(although misguided) end of benefiting the genetic make-up of
the population as a whole. Interventions included many prac-
tices that would be considered grossly unethical today including
segregation, restrictions on marriage, involuntary sterilisation
and involuntary euthanasia.® Most notorious are the eugenic
practices of the Nazi regime in Germany around the mid-20th
century, which were widely condemned. From initially seeking
to promote reproduction among those displaying the desired
Aryan traits, Nazi eugenics progressed to compulsory sterili-
sation and involuntary euthanasia for those who did not meet
designated ideals for personhood. These horrific measures were
applied to people from different ethnic groups such as members
of the Jewish population, and also those who lived with mental
illness or disability.”

Many commentators have written about past eugenics
programmes and the atrocities committed in the name of
improving the human race (eg, ref 7 8). The most well known
were the programmes of Nazi Germany and the USA, but the
eugenics movement was also prevalent in the UK and Australia.'’
A common feature of eugenics programmes was that the iden-
tification of desirable and undesirable characteristics reflected
simplistic and unscientific assumptions about the extent to which
certain traits are determined by genetic variations. Character-
istics that were thought to be genetically determined included
intelligence (and its converse, termed ‘feeble-mindedness’),
poverty, mental illness, alcoholism and other personality and
social characteristics. As such, eugenics programmes were typi-
cally grounded in an inaccurate or unrealistic type of pseudo-
science that manifested as genetic determinism.'! While being
grounded in unscientific assumptions does not necessarily make
past eugenics programmes morally wrong, it does detract from
their validity and is one of the potential points of distinction
between such programmes and current practices in clinical and
population genetics.

In attempting to locate exactly what it is that makes eugenics
morally wrong, Wikler identifies five ‘candidate wrongs’.!?
Of the wrongs Wikler considers, those most relevant for our
purposes are what he calls ‘value pluralism’ and ‘collectivism’.
The lack of value pluralism describes a commitment to a narrow
notion of what constitutes a better kind of person, and a failure
to reflect sufficient diversity. Collectivism refers to the priori-
tising of communal interests over those of individuals. Wikler
argues that neither of these candidate wrongs—which we relate
below to the ethical wrongs we consider most important—are
necessary properties of eugenics programmes. He concludes that
eugenics is not intrinsically wrong, and is actually a relatively

2

Dive L, Newson AJ. J Med Ethics 2021;0:1-8. doi:10.1136/medethics-2021-107343

1ybuAdoo
Ag paoalold “Areiqr AsupAs jo Ausiaaun 1e 1Z0z ‘#T JqUISAON Uo /wod [wig swl//:dny woly papeojumod “TZ0z AINC 6 U0 E¥E/0T-TZ0Z-SOIYI9PaW/9ETT 0T Se paysiiqnd 1s1y :SoIyig pan ¢


http://jme.bmj.com/

Extended essay

trivial and benign proposition when understood as the appli-
cation of genetic science to benefit humanity. The problems
instead arise over definitions of the acceptable methods, and
when commitments to value pluralism and social justice are not
upheld.

Wikler is not alone in arguing that eugenics is not inher-
ently wrong. Common features of such arguments include the
ideas that seeking to improve the human population using the
science of heredity is not necessarily bad, but that the problems
with past eugenics programmes lay in specific features of those
programmes, such as coercion by the state. Ethically troubling
eugenics programmes also held very specific and narrow views
of what constitutes a desirable person and generally reflected
racial, economic and other social prejudices.

Another distinction that can be made among efforts to
improve the genetic composition of a population is whether the
programme is state enforced, or alternatively provides repro-
ductive options while still allowing individual families to choose
whether to participate. Several authors have therefore suggested
that versions of the latter such as ‘laissez-faire eugenics’" or
‘liberal eugenics’* are ethically defensible. Such accounts
emphasise the importance of individual freedom. Attempts to
devise ethically acceptable eugenic strategies typically stipulate
that no one ought to be obliged (or coerced, or encouraged)
to participate, but that it should be a voluntary programme
offered to families who wish to select their offspring. Agar, for
example, distinguishes his proposed liberal form of eugenics
from previous programmes in that it does not aim to limit some
people’s reproductive choices, but rather seeks to improve the
range of reproductive options available to anyone who wishes
to participate. Importantly, while he considers the state might
have a role in regulating the use of reproductive technologies,
it should not be seen as compelling people to take up the offer
of eugenic intervention. Furthermore, he argues that a liberal
eugenics programme should hold a pluralistic attitude to human
excellence, and that these choices should be made by prospective
parents rather than the state.

Further variations on ethically acceptable approaches to
eugenics have been defended, including by Anomaly who extends
‘liberal eugenics’” to include additional interventions that explic-
itly seek to promote reproduction among certain types of people
and discourage others from having children. He suggests that
eugenic principles can be enacted via policies that are neverthe-
less compatible with individual liberty, and do not involve state-
sanctioned perspectives on what constitutes a more desirable
person.” He advocates a suite of policies ranging from making
contraception more accessible, offering genetic testing and coun-
selling more widely, and a range of incentives and penalties such as
paid parental leave, through to more ethically complex proposals
such as parental licensing. Some of his suggestions raise some
serious ethical concerns, such as the appropriateness of the state
(or some authority) deciding that certain groups of people are
more valuable for society and ought to be encouraged to repro-
duce, while other should be discouraged. Without committing
too strongly to any particular course of action, Anomaly suggests
that there are some policy measures that could promote ‘eugenic
choices’ and that as a consequence, ‘the outcome will likely be
collectively beneficial’. While we will not engage directly with
all of the underlying ethical commitments of Anomaly’s posi-
tion, positions like his and Agar’s on liberal eugenics are arguably
compatible with the individual liberties that some societies (in
particular, Western liberal democracies) so highly value.

Based on the critiques of state-enforced eugenics and argu-
ments in favour of potentially ethically acceptable liberal eugenics

programmes, we discern that the two most serious wrongs of
eugenics are (1) a narrow and prejudicial notion of what makes
a future person more desirable; and (2) use of methods that fail
to respect the well-being of all persons. The basis in simplistic or
inaccurate assumptions about genetics further undermines the
validity of eugenics, but is not necessarily a moral wrong. Our
first wrong maps to Wikler’s wrong of ‘value pluralism’, while
our second wrong is set up by Wikler’s wrong of ‘collectivism’—
collectivism provides the justificatory condition for the inappro-
priate methods of ensuring the right kinds of people are born.

As others such as Wikler have discussed, it is possible to
conceive of a eugenics programme that avoids these most
serious ethical faults. Some, however, would also argue that the
so-called ‘new eugenics’ remains as ethically problematic as the
‘old eugenics’*® and as such that the essential wrongs of eugenics
we have identified need to be taken seriously. Either way, it
seems that liberal or laissez-faire eugenics, while avoiding some
of the worst human rights violations committed in the name of
eugenics, are subject to critique. Therefore, programmes that
are potentially eugenic either in their intent or outcomes under-
standably avoid using the term.

Importantly, however, a rejection of the term ‘eugenics’ does
not amount to the same thing as avoiding eugenic practices.
Indeed, such practices may be occurring under a different label
even if individual liberty is emphasised. Therefore, regardless of
whether the term is used, it is important to interrogate the ethics
of selecting which future children will be born. In this paper, we
are not primarily focused on the possibility of instituting an ethi-
cally acceptable version of eugenics. Rather, we are concerned
with ensuring that RCS programmes are designed and imple-
mented in such a way as to avoid the ethical wrongs committed
by eugenics programmes in the past (even inadvertently, if not
in intent). As such, in the next section, we examine the ongoing
effects of past eugenic practices on RCS programmes, to crit-
ically analyse whether the response of emphasising individual
liberty is adequate.

THE LEGACY OF EUGENICS FOR RCS
Previous atrocities committed in the name of eugenics have had
significant consequences for the field of clinical genetics and for
narratives around reproductive interventions. There is a justifi-
ably deep stigma attached to the term ‘eugenics’ due to its asso-
ciation with state-sponsored programmes that were abhorrent in
the prejudiced attitudes that motivated them, in addition to their
basis in inaccurate understandings of genetic inheritance and the
role of genotypes in determining phenotypes. Eugenics at its
peak could be understood as part of ‘sociopolitical... attempts
to improve the population’s genetic profile’.!” While much of
the scientific underpinning of 20th-century eugenics has been
debunked, the movement remains an influential chapter in
the history of genetics. As a result of this history, any genetic
practices that can influence which people are born need to be
distinguishable from eugenics. While we do not consider that
contemporary RCS programmes commit any of the ethical
wrongs that plagued problematic eugenics movements of the
20th century (discussed in the previous section), the practice
remains subject to the critique that it is seeking to shape the
genetic future of human society. In this section, we examine how
RCS programmes have typically been characterised in order to
distance the practice from eugenics.

The development of genetic medicine has been closely inter-
twined with the discipline of genetic counselling. This is in
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part to safeguard patients rights and interests in light of the
legacy of eugenics. An explicit commitment to the ethos of
non-directiveness was made in the 1960s in the USA. Clarke
describes this term as the notion that genetic counselling should
aim ‘not to guide the patient ... to an outcome predetermined
... but instead to support the patient in reaching their own deci-
sions”™® (p 543). While initially (for some) the goals of genetic
counselling included preventing the birth of children affected by
genetic conditions, by the 1980s the troubling ethical implica-
tions of such an approach were more widely accepted.'” During
that decade, the importance of non-directive genetic counselling
was endorsed by a majority of medical geneticists in 17 different
countries.”

Embracing non-directiveness has thus been in part an explicit
attempt to distance the contemporary practice of medical
genetics from eugenics movements of the past. However, the
ideal of non-directive genetic counselling has been questioned
and reinterpreted in recent decades, on both theoretical and
practical bases.'®*! 22 There are divergent opinions as to whether
an evolved concept of non-directiveness has value as a reminder
of the importance of avoiding eugenic practices. Generally,
however, it is agreed that genetic professionals should not seek
to influence reproductive choices, but rather should foster
patients’ autonomy by supporting them to adjust to informa-
tion that is relevant to their decision-making.'® ¥ While this is
a valid response to the historical legacy of eugenics and genetic
interventions—as well as reflecting and aligning with a broader
movement in medicine away from paternalistic practice and
towards a commitment to fostering patients’ autonomy—it
remains important to engage with the question of how contem-
porary medical genetics differs from eugenics.

A key distinction between RCS (and genetic medicine broadly)
and eugenics is that the former is concerned with benefiting indi-
viduals, while the latter sought to improve the genetic compo-
sition of populations. However, when RCS is implemented as a
publicly available programme it becomes important to consider
its potential (and perceived) population-level effects. There are
several significant critiques of such programmes that reference
or respond to eugenics (see for example ref 23-25). The eugenics
critique is the objection that RCS is eugenics by another name,
in intent if not potentially also in outcome, and therefore that
it is morally objectionable. This objection was initially aimed at
prenatal diagnostic testing,”® which enables the identification of
a fetus with a genetic condition, allowing women or parents the
option of terminating the pregnancy. The expressivist critique
argues that such a practice expresses a discriminatory attitude
towards the lives of people with a disability, namely that their
lives are not valued, or are less valued.'” 2* 27 28 RCS, whether
offered before or during pregnancy, is also susceptible to this
critique.” This may be especially relevant for the preconcep-
tion period, as the range of options to intervene (such as using
donor gametes, avoiding pregnancy, undertaking preimplanta-
tion genetic testing (PGT)) is greater before a pregnancy is estab-
lished. Effectively, if screening is undertaken prior to conception,
as opposed to prenatally, then the decision to intervene to select
a ‘better’ fetus—a choice that has potentially eugenic associa-
tions—is even easier to make than with prenatal diagnostic

fiiWe use ‘patient’ to denote someone having a genetic test.
Alternative terms include ‘client’ and ‘consultand’.

"“Alongside the expressivist critique, it is also worth noting (as
we discuss later) that families of children with genetic condi-
tions are among the strongest advocates for making RCS widely
available.

testing or screening for chromosomal aneuploidies (typically
conducted early in pregnancy). One of the concerns is that the
aggregate of many such choices might express eugenic values,
even if unintentionally.

The response to such objections typically involves stating
explicitly that RCS aims to provide individuals or families
with additional choices, and (if they wish) with information to
support their decision-making.! ?* RCS is not in any way obliga-
tory’ but, rather, it seeks to foster the reproductive autonomy of
couples and families who choose to participate in screening. One
of the more prominent ways of distancing RCS from eugenics
is to emphasise that eugenics programmes were state imposed
and coercive, whereas RCS is voluntary. Potential participants
are offered RCS and may decide for themselves whether the
information it yields would be valuable for them in the context
of their reproductive decision-making. This is a deliberate refo-
cusing of the intervention from the societal to the individual
(family) level.

On an individual or family level, RCS aims to prevent the
occurrence of severe genetic conditions in future children.
Such a goal would typically be based in a rationale of avoiding
suffering” in a child and/or their family, although more overt
framings around responsible parenting have also been offered.*
However, the stigma attached to the notion of selecting future
children is so pervasive that RCS is more typically framed in
terms of providing couples with information to support their
reproductive choices and reproductive autonomy.> 3! 3

In response, while we recognise the importance of ensuring
the voluntary nature of RCS, we argue in the following
section that it is nevertheless ethically problematic to neglect
its population-level impacts. Particularly when it is offered at
scale and publicly funded, RCS might be subject to the first of
the two ethical wrongs we identified as committed by eugenics,
namely adhering to a specific ideal of a better or more desirable
(future) person. The expressivist critique of RCS holds that such
programmes express a discriminatory attitude to the value of the
lives of people living with genetic conditions or other disabili-
ties. If prospective parents are offered screening to determine
whether they have an increased chance of having a child with a
genetic condition, this suggests that having such a child would
be undesirable. It could be seen—and, for many, it is the case—
that the purpose of RCS is to enable parents to choose not to
have a child with a genetic condition. Such a message is less ethi-
cally fraught when the genetic conditions screened for are very
severe or life limiting."" However, the increasing size of panels
for RCS means that it becomes more likely that there will be
people living with genetic changes that are detected by RCS.
The existence of such a programme may send a message that
the lives of people living with genetic conditions are less desir-
able or valuable than others.”® Indeed, Shakespeare points out

YSome carrier screening programmes have employed more coer-
cive measures, for example in Cyprus, where a carrier screening
test for P thalassaemia was required by the church prior to
marriage.?’

Yi“Suffering’ is an important, yet undertheorised, concept. A full
exploration of the normative aspects of suffering is beyond the
scope of this paper.

""The severity of the genetic condition in question is connected
with the ethical acceptability of programmes such as RCS since
the desire to avoid the suffering associated with a very severe and
life-limiting condition is widely accepted. There is, however, a
significantly subjective element to severity which is very difficult
to quantify, and a conceptual analysis of the concept of severity
is beyond the scope of this paper.
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that while it is unhelpful to equate prenatal testing with eugenics
(and the same could be said of RCS), it is nonetheless essential to
pay attention to the sociocultural context in which reproductive
decisions are made.””

WHY WE SHOULD NOT DENY THE EUGENIC ASPECTS OF RCS
Given the horrific actions of eugenicists of the past, it is appro-
priate to distance the contemporary practices of medical genetics
from such approaches. We do not consider that contemporary
RCS commits any of the ethical wrongs associated with eugenics
programmes of the past (either intentionally or inadvertently).
Emphasising the voluntariness of participation in RCS is one
important way of distinguishing RCS from early eugenics
programmes. However, various authors® 3* have argued for
different ways in which eugenic attitudes persist through the
application of contemporary genetic and reproductive technolo-
gies, including RCS. Harwood argues that while ‘liberal eugenics’
is focused on improving an individual or a family—as opposed
to a whole society or a ‘race’ of people—the notion of selecting
better future people remains a potentially eugenic exercise.**
Thus, in this section, we argue that in addition to a commitment
to upholding reproductive autonomy, it is essential also to attend
to the societal impacts of programmes such as RCS.

Typically, an approach based on the value of individual choice
describes the goals of RCS in terms of reproductive autonomy:
the programme is designed to foster this. Freedom of choice—
both in relation to participation in screening, and about what
to do with results—is paramount. To a significant extent this
approach addresses the second of eugenics’ two ethical wrongs,
in particular the use of unacceptably coercive methods. However,
the first moral wrong, adherence to a view that some kinds of
people are inherently better than others, might still be perpe-
trated, even if there is a commitment to ensuring free reproduc-
tive choices. Focusing exclusively on reproductive autonomy as
the central aim for RCS overlooks its population-level impacts.
Two interconnected effects are particularly important: one is
the sociocultural factors that impact individual reproductive
decision-making; the other is the population-level impact of
RCS and its potential to shift social norms.

Social context of reproductive decisions

Societal norms about what kinds of people and families are
more desirable can be highly influential in the private reproduc-
tive decisions that individuals and couples make. In particular,
the way that society construes disability and difference, and a
perception that participating in RCS is the responsible or right
thing to do can effectively limit the (perceived) acceptable repro-
ductive choices available to individuals.

Reproductive decisions are not made by purely rational indi-
viduals who have perfect information and the ability to act on
it in a logical and self-interested way. Johnston and Zacharias®
point out that ‘reproductive autonomy cannot exist without
attention to context’ (p S10). People will bring different values
and perspectives, as well as different life experience to the deci-
sions they need to make. Furthermore, wider social determi-
nants like family context, cultural factors (including religion)
and socioeconomic dimensions can influence the reproductive
choices that are available to individuals and couples.’® Such
contextual influences also play a role in how people will eval-
uate the different choices available to them. Here we explain
three ways in which sociocultural factors shape reproductive
choices: first, we explain how individual choices are influenced
by societal norms; second, we outline the role of epistemic issues

related to disability; and third, we show how perceived routin-
isation of RCS can shape the reproductive choices available to
individuals and families.

First, viewing reproductive decisions purely as matters of
individual choice neglects the sociocultural context in which
those decisions are made. It is essential to pay attention to how
societal norms might influence the way individuals and couples
make their reproductive choices. Harwood argues that there is
a ‘eugenic mentality’ in the way that reproductive technology is
used to create offspring, and that this cannot be erased simply
by ‘labelling it private”* (p 160). She points out that even if
programmes such as RCS are neither state imposed nor coercive,
they might still be eugenic in intent. The kinds of reproductive
choices that parents make are likely to favour certain charac-
teristics that are deemed desirable due to widely held socially
constructed ideals, or structural factors that mean a person with
certain characteristics will be more advantaged. Shifting the
focus of eugenic choices to the private context of individuals and
couples does not avoid the first fundamental wrong committed
by eugenics, namely presuming that some people are inherently
better than others."" The vision of what makes a particular
(future) person better or more desirable is to a significant degree
socially constituted, so it is not possible to escape the eugenics
critique simply by emphasising the freedom of individuals or
families to pursue their own reproductive choices. Prospective
parents’ private pursuit of their own ‘vision of the good’ (p 150)
can still reflect (and entrench) social inequity. It should be noted
that reproductive choices that seek to avoid a fatal or very severe
genetic condition are less subject to the influence of social norms,
as there is widespread acceptance of the rationale for avoiding
the suffering associated with such a condition. However, due
to the complexity of how genes influence disease, families may
be faced with difficult decisions that involve a high degree of
uncertainty with respect to what a genetic variant might mean
for their future child. Such decisions are more likely to draw on
socially informed understandings of what it would be like to live
with different kinds of disability or difference.

Second, the sociocultural context that shapes reproductive
decision-making also reflects epistemic norms with regard to
how disability is understood.’” Some of the important objec-
tions to prenatal testing or preconception screening for genetic
conditions draw in part on the social, as opposed to the biomed-
ical model of disability."” Where the biomedical model defines
disability as a deviation from some specified norm, the social
model of disability recognises that impairment involves both
a physical and/or intellectual anomaly, but that the degree of
disablement depends (to some extent) on the social and envi-
ronmental responses to that impairment. Socioenvironmental
factors can include both attitudes such as discrimination or
acceptance, as well as practical elements such as wheelchair
ramps and support for the hearing impaired in community facil-
ities. This understanding of disability helps to show that initia-
tives like RCS could actually reduce the societal acceptance of
and support for people with disability, especially if they lead to
there being fewer people living with certain disabilities (and thus
less need for particular socioenvironmental interventions).

If a condition is included on a panel for RCS this may send
a message to prospective parents that it is important to know
about and potentially to be avoided. While such a message might

""'There are, of course, many pragmatic considerations that
influence prospective parents’ reproductive choices, in addition
to the more normative factors such as judgements about the rela-
tive value of different people.
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not be contentious in relation to conditions that are severe and/
or life limiting, there are other genetic conditions for which a
negative message might be considered more controversial or
discriminatory. It is atypical for the perspective of people who
live with disability to be available to potential parents who are
making decisions about a pregnancy that is affected by a partic-
ular condition.?” This reflects an epistemic dominance of the
medicalised perspective which can be viewed as a form of testi-
monial epistemic injustice, since the lived experience of many
conditions tends to be marginalised and less visible within the
mainstream social understanding of such conditions.*® The epis-
temic imbalance in how we understand the relationship between
genetic conditions and disability is an example of a specific
contextual factor that can contribute to the potentially eugenic
nature of the reproductive decisions that individuals and families
make.

A third contextual factor that can have a significant influence
on the way that individuals and families approach decision-
making in relation to RCS is that a programme which is govern-
ment funded and widely available can be perceived as being
part of routine preconception (or prenatal) care. This is some-
times described as ‘routinisation’.*” Routinisation can under-
mine freedom of choice in relation to participating in RCS.
Such a freedom is one of the key factors that distinguish genetic
screening from eugenics, and is also relevant to decisions made
following prenatal diagnosis. If RCS is perceived as routine then
the choice not to participate becomes more difficult to make.
There is a balance to be achieved between making screening
widely available, but avoiding coercion due to the perception
that screening is routine.*’

Societal consequences of RCS

Responding to the eugenics critique by emphasising individual
freedom in relation to RCS also fails to recognise that programmes
such as RCS will also have population-level impacts. Here we
expand on the above discussion to outline three main ways that
a widely offered RCS programme can shift those social norms
that provide context for individuals and couples’ reproductive
decision-making. These are that: RCS programme design can
contribute to routinisation and a perception that screening is the
right thing to do; RCS can implicitly communicate particular
ideas about what kinds of families or people are better or more
desirable; and that over time, RCS might also shift the compo-
sition of society by reducing the number of people living with
certain genetic conditions and that this will affect the way that
disability is understood in its social context. In each of these
ways, RCS has the capacity to influence the normative context
within which private reproductive decisions are made.

As mentioned above, routinisation is the idea that RCS is part
of routine care and it brings the implication that screening is the
right thing to do. This perception can arise when RCS is offered
to everyone, and as more and more people take up the offer. If a
majority of people participate in screening and a government or
payer considers it important enough to fund, then participation
becomes a norm. Recognising this potential impact of RCS and
its consequences is important to ensure there is a true commit-
ment to upholding freedom of choice to participate in RCS.

A related potential effect of RCS is that how the programme is
offered might implicitly communicate assumptions about what a
normal, desirable or acceptable family is like. Simply by offering
screening for certain conditions, there is a suggestion that there
are valid reasons for taking steps to avoid having a child with
those conditions and therefore that the condition is undesirable.
As Harwood points out, such an attitude is a potential threat to

the fundamental moral equality of all people.** As we argued
earlier, one of the ethical wrongs committed in the name of
eugenics was the promotion of a narrow concept of what makes
a person desirable. While the notion of a ‘better’ person is signifi-
cantly shaped by social context, elements of programme design
may also contribute. For example, both the selection of condi-
tions to be screened for in RCS, and the ways that options for
further interventions are offered and evaluated have the poten-
tial to normalise or reinforce certain attitudes and values. These
all form part of the normative societal context that influences
how individual couples will evaluate their reproductive options
and make their decisions.

Finally, a consequence of a widely offered RCS programme is
that, over time, the number of people born with the conditions
screened for could decrease. The likelihood of such an outcome
is based on the experience with prenatal screening for conditions
like Down syndrome,*'™ as well as existing carrier screening
initiatives.* If there are fewer people living with disability and
difference, then society may become less accepting and accom-
modating of people who live with genetic conditions. In other
words, the widely accepted understanding of what makes a
‘better’ person might narrow over time. This normative drift is
likely to influence the reproductive decisions that people make.
However, it also has the potential to have an adverse effect
on the well-being of people in our communities who live with
disabilities.

RESPONDING TO THE SOCIETAL IMPACTS OF RCS

Our position is that reflecting on the elements that RCS has
in common with historical eugenics programmes provides an
opportunity to distinguish RCS from the unethical practices of
the past. There are clear benefits to RCS and there is demand for
such programmes both from communities living with the genetic
conditions screened for and the health professionals who care
for them, as well as from the public.” However, there are bene-
fits to reflecting on the history of population genetic screening to
ensure the equitable impact of such programmes. Safeguarding
freedom of choice and value alignment in RCS is certainly an
important part of differentiating the practice from eugenics.
Doing so can improve the quality of screening programme
design, for example, by ensuring that potential participants are
supported to understand RCS and to deliberate about whether it
would be right for them. However, we consider that emphasising
freedom of choice is an insufficient response. In this final section,
we draw on our argument about acknowledging the potentially
eugenic aspects of RCS to briefly sketch some positive sugges-
tions regarding how a population-wide RCS programme can
respond to the eugenics critique and mitigate its impact.

First, as outlined earlier, disability scholars have argued
that regardless of whether it is an acknowledged aim of RCS,
a programme that uses a large panel will impact on societal
norms and the ways that communities respond to people who
live with disabilities. To take this concern seriously, an ethical
RCS programme needs to recognise the potential for reduced
acceptance of disability and difference and pay attention to how
health and disability are understood in the context of screening.
This involves committing explicitly to an inclusive attitude to
people who live with genetic conditions, and recognition of
the epistemic injustices that contribute to how disability and
difference are conceptualised. It is also essential that in conjunc-
tion with RCS, efforts are made to improve the socioenviron-
mental factors that can contribute to impairment and the lived
experience of genetic difference. This might involve parallel
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programmes to address stigma as well as promoting social and
environmental features that support people who are differently
embodied to live full and flourishing lives wherever possible.

A second way that RCS can avoid contributing to stigma and
disadvantage for people living with genetic conditions is to
implement a careful process to identify the conditions screened
for, informed by various perspectives including those of people
affected by various genetic conditions. This might involve a deci-
sion to focus only on conditions that are severe or life limiting.’
Limiting screening to conditions that are known to result in
significant suffering or early death is also less likely to convey
an unfavourable view of the value of the lives of people who
have disabilities. For some severe genetic conditions, among
the strongest advocates for RCS are families affected by genetic
conditions.” * *® However, genetic conditions that present on a
spectrum, such as those with variable expressivity, pose a partic-
ular challenge for RCS. There is further work to be done to
elaborate on the concept of severity (both in relation to variable
expressivity and more generally) and the role it plays in popula-
tion genetics.

Third, RCS must be designed and implemented in such a way
that it does not exacerbate inequity and disadvantage, given its
capacity to shift societal norms. Ways of ensuring an equitable
RCS programme include making it affordable for everyone who
wants it, and funding further reproductive interventions and
supports if an increased chance result is returned.™ Although we
do not endorse her position, Daar draws attention to various
inequitable barriers to access, arguing that lack of equitable
access to assisted reproductive technologies (ART) is a form
of ‘new eugenics’ since it promotes reproduction among those
who conform to certain norms—such as being in a heterosexual
partnership or a ‘traditional’ family structure—and favours
those who can afford to pay for expensive procedures such
as in vitro fertilisation (IVF).>* While it is debatable whether
inequitable access to ART is eugenic in the sense of shifting the
genetic composition of a population, Daar nevertheless makes
an important point that such injustices can serve to entrench
certain social norms. These norms might also be reinforced by
RCS if people who receive an increased chance result are not
offered support in pursuing ART if they wish.

Finally, to distance itself from eugenics, RCS must seek to
avoid routinisation which can lead to a perceived pressure both
to participate in screening and also to take steps to avoid the
birth of an affected child. This is not a simple task and requires a
multifaceted approach and recognition of the contextual factors
that might constrain or otherwise influence the reproductive
decisions that people make. Routinisation will be lessened if, as
discussed earlier, the epistemic contributors to social concep-
tions of disability are broadened to include the perspectives of
those who live with various conditions. In addition, those who
choose not to participate in RCS should be supported in that
choice. Crucially, too, parents who go on to have a child with a
genetic condition should be able to access balanced information
about living with that condition, and are likely to benefit from
support to prepare for raising their child.

CONCLUSION
There is an uncomfortable perception that RCS has some
elements in common with past eugenics programmes that are

*This may, for example, include offering funding for a certain
number of IVF cycles with preimplantation genetic testing
(PGT).

widely considered to have been unethical. Contemporary RCS
makes efforts to emphasise the freedom of individual participants
and the voluntary nature of participating in screening, as well
as undertaking any further interventions following a screening
result. Appropriately, RCS emphasises improved outcomes for
families and does not aim to change the genetic composition
of the whole population. However, we have argued that such
an approach is inadequate because it neglects the potentially
eugenic impacts of RCS at the societal level. RCS may indeed
promote reproductive choice, but it also has the capacity to
shift the norms that provide the context within which individual
families make their reproductive decisions. Therefore, a robustly
ethical RCS programme must acknowledge these potentially
eugenic effects, and that there are a variety of strategies that
can be incorporated into the design and implementation of RCS
programmes to mitigate these impacts.
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