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ABSTRACT OF THE DISSERTATION

Deciding What Is Best for the Child:

The Ethics of Different-Child Choices in Reproductive Selection

by

Diane Varley Kierce
Doctor of Philosophy in Philosophy
University of California, Los Angeles, 2013

Professor Barbara Herman, Chair

Recent advances in assisted reproductive technologies as well as in
preconception, preimplantation, and prenatal screening and testing give prospective
parents more information and more reproductive options than previous generations had.
But, for families with a history of a serious, heritable medical condition, having more
options does not necessarily make it easier for prospective parents to know how to do
what is best for their children. Testing is available for a number of conditions for which
there is no treatment, leaving prospective parents in a position to make a so-called
“different-child choice.” If they want to have biological children of their own, they can
choose to create only a child that will not inherit the condition or to leave it up to chance
whether the condition will be passed on to the next generation. In this dissertation, I
consider the moral difficulties that prospective parents in this situation face. I analyze
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several prominent approaches to selection in different-child choices, including the
expressive effects approach made by disability rights advocates, the parental beneficence
approach, the parental acceptance approach, and the non-identity problem approach.
These existing approaches reach starkly divergent conclusions about the permissibility of
reproductive selection in different-child choices. I argue that each of these existing
approaches fails to capture the full moral complexity of the decisions these prospective
parents face. I then offer my own account of the ethics of reproductive selection in
different-child choices, arguing that prospective parents should focus on what is best for
the child in their deliberations by acting as a proxy decision maker tasked with evaluating
the balance of benefits and burdens for a child born into each possible initial situation.
Only by carefully evaluating the expected effects of having a particular condition in a
particular family’s context can the prospective parents make a good decision in a
different-child choice situation. The ethics of different-child choices in reproductive
selection are deeply context-dependent, and prospective parents should not expect any

easy answers in many of these cases.
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PART I: INTRODUCTION TO THE PROBLEM

Chapter 1

The Different-Child Choice and Moral Concerns About Reproductive Selection

New parents tend to want their children to be born healthy. Some prospective
parents know that they are at a high risk of passing along a serious genetic condition to
their children because of their family’s medical history. While some of these prospective
parents might have morally worrisome motives about controlling what their children are
like or trying to create a race of super children, most prospective parents in this situation
are presumably motivated by more acceptable or, perhaps, even admirable goals. They
want to do what is best for their children. But, what does that look like for prospective
parents in this situation? What is it for prospective parents to do what is best for their
children when it comes to avoiding a serious, heritable medical condition?

Recent advances in assisted reproductive technologies (ARTs) and various
preconception, preimplantation, and prenatal screening and testing options give
prospective parents in this situation more information about inheritance patterns as well
as more reproductive options than their predecessors from previous generations had. But,
having more information and more options does not necessarily make it easier for
prospective parents in this situation to know how to do what is best for their children. In
what follows I aim to analyze the moral difficulties that prospective parents in this
situation face. I will analyze four prominent approaches to this topic and argue that, while
they illuminate important features of the ethics of reproductive selection, they each fail to
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capture the full moral complexity of the choices many of these prospective parents face. I
will then offer my own account of the moral complexity of reproductive selection when
there is a known risk of passing along a serious genetic condition and there are
technologies available to allow prospective parents to select against offspring with the

relevant genetic traits.

1.1 The Different-Child Choice

In her book Carrier: Untangling the Danger in My DNA,' Bonnie Rough
describes the decision-making process she and her husband underwent before they
became parents. Rough was born into a family with a history of a genetic medical
condition on her mother’s side of the family, and she struggled with ethical questions
about whether she ought to take measures to prevent passing that condition on to her
children. In her case, the medical condition that runs in her family is hypohidrotic
ectodermal dysplasia (HED). HED is characterized by the inability to sweat as well as
having thin, brittle hair and small, round teeth. Unable to cool down the body effectively
by sweating, sufferers of HED are vulnerable to heat. The type of HED that runs in
Rough’s family is transmitted as an X-linked recessive condition, which means that
males who have an X chromosome with the HED mutation will have HED. (Females
with the relevant mutation in both of their X chromosomes would also have HED, but
that would require inheritance of the mutation from both the mother and father. For this
reason HED is much less common in females than in males.) Females with one X

chromosome with the mutation are carriers and run a 50% risk of passing along HED to

" Bonnie J. Rough, Carrier: Untangling the Danger in My DNA (Berkeley: Counterpoint, 2010).
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their male offspring. These female carriers tend to have some of the traits characteristic
of HED in a mild form—thin hair and small teeth, for instance—but they do not suffer
the worst effects of HED. In Rough’s case, her maternal grandfather had HED, and her
brother has it as well. Thus, without requiring any genetic testing, Rough’s mother knew
that she was a carrier. As a carrier, her daughters—Bonnie Rough and her sister—had a
50% of having inherited the mutation and, thus, carrier status. As Rough describes in her
book, genetic testing revealed that she is, in fact, a carrier and, thus, runs a risk of passing
on the mutation to her offspring.

In previous generations, including Rough’s mother’s, the reproductive options
available to those in families like Rough’s were few. If a person with a family history of
some serious medical condition wanted to avoid passing that condition on to her children
she could try to avoid having children at all by whatever methods were available to her, if
any, or she could hope for the best, as the expression goes. Increasingly, however,
preconception genetic testing, assisted reproductive technologies, and prenatal screening
and testing give prospective parents more options. Not all heritable conditions can be
tested for, to be sure. But for many conditions, including HED, there are tests available.
So, for carriers like Bonnie Rough and others who in the past might have only been able
to try to avoid having children or to hope that their children would not be affected, there
are now other options for trying to avoid passing on those conditions to one’s children.

What options do prospective parents like Bonnie and her husband Dan have?
They could use a gamete donor—for either the ova or sperm, depending on which
prospective parent has the genetic mutation at issue—who does not carry the genetic risk.

There are also sperm sorting techniques that can be used to separate sperm with an X-



chromosome from sperm with a Y-chromosome. While it is not 100% effective, this
process could greatly increase the odds of preventing a sex-linked condition from being
passed along from the father’s side. Alternately, the prospective parents could undergo in
vitro fertilization (IVF) and have the embryos tested via pre-implantation genetic
diagnosis (PGD). Those test results would allow the prospective parents to select for
implantation only those embryos that do not have the relevant genetic traits. Finally, they
could test prenatally using a technique such as chorionic villus sampling (CVS) or
amniocentesis to determine whether the fetus has the genetic trait and use those test
results to decide whether to continue or terminate that pregnancy.

All of these options require selecting whether or not a particular zygote will be
conceived, implanted, or gestated to term. If elected, these options require selecting a
different gamete, embryo, or fetus than one that would grow into an affected child. These
options do not provide the ability to prevent passing along a genetic condition to
whichever offspring might be conceived. In other words, there is no option (yet) that
would allow the parents to alter the genotype or gene expression of a particular gamete,
embryo, or fetus, thereby preventing that particular offspring from developing the
relevant condition. Rather, the available options provide the ability to select only those
offspring that, by chance, do not have the relevant genetic trait to be born. The choice
these prospective parents face is a selective choice: this one or that one.

I call the type of reproductive decision Rough and her husband had to make a

“different-child choice™ choice. It is a different-child choice because the technological

? T adopt this terminology from Jeff McMahan, “Causing Disabled People to Exist and Causing People to
Be Disabled,” Ethics 116.1 (2005), 80—81. McMahan defines a different-child choice as “a choice that
determines whether one individual or another will exist” (81). Prospective parents may also face a “same-
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means currently available offer the option of selecting certain gametes or embryos or
fetuses instead of other, different ones in order to avoid passing on the targeted genetic
traits. We cannot (yet) offer prospective parents an option of genetic therapy that would
change the genetic code or the expression of the relevant genes on the same gamete,
embryo, fetus, or child. But, for certain conditions for which reliable screening or
effective testing is available, it is possible for prospective parents with a known risk of
passing along one of those conditions to avoid creating affected offspring in favor of
creating different, non-affected offspring.

Although the choice these prospective parents face is called a different-child
choice, notice that the choice is not between existing, full-fledged children but between
different gametes, embryos, or fetuses. While decisions about which sperm to allow to
fertilize which eggs might be morally controversial, the moral concerns raised by gamete
donation or sperm sorting are very different from the moral problems with selecting
which of two existing children will continue to live when only on can live, as in Sophie’s

Choice.” Ethical concerns about choosing to implant some and destroy other embryos

child choice” (ibid., 79) or a “child-or-no-child choice” (ibid., 80) in which a decision determines whether
an existing child (or embryo or fetus) will continue to exist or whether certain prospective parents will
create a child at all, respectively. For example, the decision about whether to continue a particular
pregnancy when prenatal testing reveals a genetic defect is a same-child choice about whether this fetus
should continue to develop and be born. Or, if a couple learns through preconception genetic testing that
they are both carriers for certain condition or that one of them will develop Huntington’s Disease (which is
transmitted in an autosomal dominant pattern), they might make a child-or-no-child choice about whether
to procreate at all. A decision about whether to implant or destroy a solitary embryo that results from a
round of IVF but has a genetic defect is both a same-child choice about what to do with that particular
embryo and a child-or-no-child choice if there is no future possibility of creating a different child instead.
While same-child and child-or-no-child choices generate challenging ethical questions, many of which
overlap with those raised by different-child choices, in this project I consider only the ethics of different-
child choices. I refer readers who are interested in these other kinds of choices to McMahan’s “Causing
Disabled People to Exist and Causing People to Be Disabled.”

3 William Styron, Sophie’s Choice (New York: Modern Library, 1998).



created in vitro are also different from those involving gamete selection or selecting
between two existing children, and all of these, in turn, differ from the ethical concerns
about abortion in general and selective termination on the basis of screening or test
results in particular. These are controversial matters, and I will not attempt to settle them
all here. Yet, my conclusions about the permissibility and impermissibility of
reproductive selection in various types of cases depend upon the assumption that the
relevant methods of selection are not themselves inherently impermissible. If selection
can only be accomplished by impermissible means, it is itself impermissible. My
arguments are only meant to apply to means of selection that are not themselves
impermissible, but I leave the question of the permissibility of specific methods in their
own right for another occasion.*

In her memoir, Rough describes her own personal struggle with the question of
how having HED affected her grandfather’s prospects and well-being. She also wonders
if by choosing to use reproductive technologies and/or prenatal testing and selective
abortion to avoid having a child with that condition she would offend those who have the
condition, including her brother whom she loves dearly. She raises important questions

about how the development of new tests and reproductive technologies have changed and

* I suspect that the permissibility of these methods depends upon the moral status of the gametes, embryos,
and fetuses at issue and that, while embryos and fetuses have some moral status, they do not have the same,
full moral status that existing children have. I believe that gametes, in turn, have less moral status than
embryos or fetuses. Thus, I believe that selection of gametes raises little or no question about
permissibility, but selective termination of fetuses requires weightier justification because of the fetus’s
greater (though still not full) moral status. But, I do not argue for that view here. For more on the debate
about whether and how it could be that embryos and fetuses could have moral status but not full moral
status, see, for example, Warren Quinn, “Abortion: Identity and Loss,” Philosophy and Public Affairs 13.1
(1984), 24-54; Ronald Dworkin’s chapter entitled “What is Sacred?” in Life’s Dominion: An Argument
About Abortion, Euthanasia, and Individual Freedom (New York: Vintage Books, 1994), 68—101; and
David DeGrazia, “Moral Status As a Matter of Degree?,” The Southern Journal of Philosophy 46.2 (2008),
181-198.



continue to change the decision-making process about having children for people in
situations like hers. Rough’s is a personal account; she does not intend to speak for or
make decisions for anyone other than herself. Her account is descriptive, and it tells the
story of how she grappled with her own family history and her own difficult decision-
making process. She tells her story of the process of trying to figure out, along with her
husband, how to make good decisions about having children. Her account is not intended
to provide a prescriptive account of the ethics of reproductive choices.

While Rough’s book does not aim to provide a prescriptive account of the ethics
of reproductive choices in situations relevantly similar to hers, it does raise many of the
questions that a prescriptive account ought to answer. In what follows, I aim to answer
those questions. Bonnie Rough and her husband faced ethical challenges when they
decided to have children, and recent developments in assisted reproductive technologies
and prenatal testing both gave them more options and complicated the ethics of making
good choices about reproduction. They are not alone in having to make difficult moral
decisions about reproduction. Prenatal screening and testing has become increasingly
widespread and, in some cases, mandated by law. As a result, prospective parents

increasingly find themselves having to make a different-child choice.

1.2 The Moral Concerns Raised by Different-child Choices

For prospective parents who aim to do what is best for their potential future
children, different-child choices raise a range of moral concerns. First, there are questions
about whether this is a choice they should be making at all. Should parents try to exert

increased control over which children they have, beyond selecting their mate and,



perhaps, the timing and number of children they create? In the extreme, attempts at
controlling—or designing—what sorts of children prospective parents do and do not
conceive exemplify the moral failing of not accepting one’s children for who they are.
That is not what good parenting looks like. Good parents love and accept their children,
whomever they are and whatever traits they have. This form of unconditional love and
acceptance of family is what makes family relations different from membership in some
sort of exclusive club.’ Perhaps prospective parents are already failing to be good parents
in their first actions in that role if they select. Perhaps it makes prospective parents bad
people or bad parents if they only want to be parents to certain types of children.
Selection might be understood as rejecting certain types of children. If being a good
parent requires being accepting of whatever traits your children turn out to have, then
selection seems to be exactly the kind of controlling, non-accepting approach to parenting
that the obligation to love your children unconditionally forbids.

More broadly, should anyone try to control who will come into existence?
Reproductive selection bears enough of a resemblance to the morally abhorrent eugenics
projects that took place in the twentieth century and numerous fictional dystopian books
and films like Brave New World® and Gattaca’ that a thorough ethical analysis must

address concerns about the possibility it crosses a moral boundary, especially since use of

> Leo Kittay gives an argument for why treating a family like a club, with membership restrictions, is
morally problematic in Eva Feder Kittay with Leo Kittay, “On the Expressivity and Ethics of Selective
Abortion for Disability: Conversations with My Son,” in Prenatal Testing and Disability Rights, ed. Erik
Parens and Adrienne Asch, (Washington, D.C.: Georgetown University Press, 2000), 169-170.

% Aldous Huxley, Brave New World (New York: Harper Perennial Modern Classics, 2006).

7 Gattaca, directed by Andrew Niccol (1997; Culver City, CA: Columbia TriStar Home Video, 1998),
DVD.



preconception and prenatal screening and testing increasingly puts prospective parents
into a situation in which they must make a selection; they must exert some control over
which children come into existence and which do not even if their choice is to refuse to
select and leave matters to chance. If it is the case that these are not choices that
prospective parents—or anyone—should be making, then we need to reevaluate our
biomedical research agendas and take steps to avoid putting prospective parents in a
situation where they must make choices that they cannot make well. Even if it is the case
that these choices do not amount to some forbidden form of playing God or some other
inherently objectionable activity, we benefit from knowing why they do not. That
knowledge and understanding informs our understanding of what it is to select in a
morally permissible way and how that can and cannot contribute to the parental goal of
doing what is best for children.

Another type of moral concern that selection raises deals with the expressive
content or the attitudes expressed or endorsed by the decision to select. Does selecting
against a particular condition express a judgment about the worth or value of existing
people who have that condition? Recall that Bonnie Rough worried that a decision to
select against HED would convey to her brother that she thought he should never have
been born or that his life was not worth living since he has the condition and she was
taking explicit measures to prevent bringing a child with that condition into existence.®
Harriet McBryde Johnson and other disability rights advocates do, in fact, find selection
offensive and take those who select and who advocate selection to be expressing just such

derogatory views about people with disabilities. Even setting aside cases in which

¥ Rough, Carrier: Untangling the Danger in My DNA, 12—13.
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prospective parents do aim to use selective means to promote these objectionable
attitudes, there is a genuine question here about whether selection necessarily promotes
or is complicit with them. For prospective parents who aim to do well for their children
and who reject these objectionable attitudes toward people with disabilities, it is not
immediately obvious that it is possible for them to select one way or another without
expressing offensive attitudes toward someone.

Another, and, I believe, the most important, moral concern that selection raises
deals not with worries about whether an agent has the authority to make such a decision
that will affect which children will come into existence nor with the attitude it expresses
about existing third parties who have similar disabilities or conditions. This concern deals
with the question I began this chapter with, namely the question of how to understand the
notion of doing what is best for one’s children in the context of a different-child choice.
Given the goal of doing what is best for one’s children and the limitation of only being
able to prevent passing on a trait by selecting to create only certain children and not
others, there are difficult questions about the value of existence as opposed to
nonexistence and the effects of having a given trait on a child’s chances of living a rich,
fulfilling life. How should we understand what is better or worse for a child whose values
and preferences we do not and cannot know yet because those values, preferences, and
even the child herself do not yet exist?

As an introduction to the kinds of moral concerns selection raises, the above
descriptions of the main categories of worries are meant to highlight why it is important
to think carefully about the morality of selection. Selective reproductive choices bear

similarities to various types of moral offenses, and if our society’s current approach to
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reproductive medicine puts an increasing proportion of prospective parents into a
situation in which they must select one way or another then we ought to ensure that such

selection is morally permissible before we continue with that current approach.

1.3 Existing Approaches to the Ethics of Different-child Choices and Reproductive
Selection

Four prominent approaches to the ethical questions surrounding reproductive
selection give very different answers about the permissibility of exercising selective
options in different-child choices. Very briefly, first, according to bioethicists including
John Harris, Julian Savulescu, and Guy Kahane, selection is not only permissible but in
many cases morally required. Second, according to Michael Sandel, selection and the
desire to select result from an objectionable disposition toward controlling children rather
than demonstrating the disposition of acceptance that good parenting requires. For
Sandel, then, selection is morally wrong. Similarly, for many disability rights advocates,
selection is morally wrong because it expresses offensive, discriminatory attitudes toward
people with disabilities. Finally, for those who worry about the non-identity problem and
what we owe to future generations, it is difficult, if not impossible, to see how selection
could have any moral relevance one way or another given that our choices now can affect
which individuals will come into existence in those future generations. So, if prospective
parents look to these prominent approaches for guidance on how to do what is best for
their children in the context of a different-child choice, they will hear that selection is
either required, forbidden, or morally neutral.

I believe that each of these approaches has important considerations to add to the

11



debate. But, given the dramatic conflict among them, they must not yet tell the whole
story of how prospective parents like Bonnie Rough, her husband, and others making a
different-child choice should think about how to achieve their goal of doing what is best
for their future potential children. In what follows, I will argue that by focusing on that
goal we can take what is true in each of these four very different accounts, put those
kernels of truth into perspective, and identify crucial moral considerations that have not
yet been given their due in the debate about the morality of reproductive selection. I aim
to develop an account of the ethics of selection in different-child choices that captures the
complexity of the relevant considerations and provides guidance to parents making these

choices, even as it cannot manage to make those choices easy.
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PART II: EXISTING APPROACHES TO THE

ETHICS OF REPRODUCTIVE SELECTION

Chapter 2

The Expressive Effects Worry

2.1 The Expressive Effects Worry about Reproductive Selection

Developing, allowing, or even promoting screening, testing, and selection against
specific disabilities or medical conditions raises moral concerns about the message those
activities send about the worth and value of people with those conditions. Selection
against specific conditions seems to express the attitude that people who have those
conditions are inferior or undesirable. It seems to express the view that it would be better,
in some sense, if people with those conditions were never born. It is, after all, the attempt
to prevent just the births of children with those conditions for the very reason that they
would have them. Call this the “expressive effects problem” with selection. The fact that
researchers, clinicians, and prospective parents would go to great lengths to find ways to
select against these conditions seems to entail the view that it would be better for people
affected by these conditions never to have been born. And, expressing that view by
endorsing or participating in selection can be offensive and harmful to people with

disabilities and the kinds of conditions that selection aims to avoid passing on to future
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generations.’

In the last chapter, I noted that Bonnie Rough struggled with the question of what
message her decision to select against HED sent to existing people with the condition,
especially her brother. She worried that if she decided to terminate a pregnancy in order
to avoid passing on HED her affected brother would interpret her actions as expressing
the judgment that he never should have been born, that his life was not worth living, or
that he was inferior to people who do not have HED. As someone who loves and values
her brother, views him as a moral equal, and is glad he is alive and part of her life, she
was horrified by the possibility of offending him. She did not want to insult her brother,
and she took very seriously the question of what her decision to select would and would
not express about her attitudes toward him and toward anyone with HED.

In Rough’s case, her worry about insulting her brother turned out to be unfounded
because her brother knew her well enough to know that she was not motivated by any
such derogatory or offensive attitudes.'® But, the concern is a real one. Many in the
disability rights community object to selection and policies that allow or promote it on
the basis of the expressive effects problem.'' These advocates of disability rights argue
that the expressive effects of selection harm existing disabled people, and the attitudes

these choices express are derogatory and offensive. Selecting to avoid or terminate

? As John Carriero pointed out to me, the expressive effects worry applies equally to selection in a
different-child choice and to decisions not to procreate at all in an effort to avoid creating children with the
relevant trait, since if the former sends a derogatory message the latter seems to as well.

% Rough, Carrier: Untangling the Danger in My DNA, 12—13.

'!'See Erik Parens and Adrienne Asch, “The Disability Rights Critique of Prenatal Genetic Testing:
Reflections and Recommendations,” The Hastings Center Report 29.5 (1999), S1-S22, for an overview of
the problem and further references.
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pregnancies with the aim of preventing the existence of disabilities expresses the view
that people with those disabilities are inferior, less valuable, and not deserving of equal
respect, according to this line of thought. Further, selection seems to express the view
that existing people with at least certain kinds of disabilities should have been aborted
because of those disabilities, and it was only because of an inability to detect their
condition in time that they were not.

Those who worry about the expressive effects of selection also argue that it sends
the message that having a disability—or having a severe enough disability, perhaps—
makes it impossible to flourish, i.e., to live a rich and fulfilling life. Being disabled must
be viewed as incompatible with flourishing by those who would select. Why else would
prospective parents choose not to have an otherwise wanted baby? Yet many people with
disabilities can and do live rich, fulfilling lives, of course. Johnson, for one, poignantly
rejects the notion that having a disability makes it impossible to live a rich, fulfilling life
pointing to her own life as evidence. She describes the physical joy she feels zipping
along in her motorized wheel chair and her many professional successes as a disability
rights lawyer.'? In the same vein, Jonathan Glover quotes a woman who wrote into The
Guardian newspaper in response to a proposal to extend time limits on abortion to allow
for prospective parents to make decisions about whether to continue or terminate a
pregnancy on the basis of prenatal testing for conditions such as spina bifida, which the
quoted woman herself has. The woman catalogs her educational, professional, and

personal accomplishments, defending her value and her equal right to be a part of society

2 Harriet McBryde Johnson, “Unspeakable Conversations,” New York Times Magazine, February 16, 2003,
http://www.nytimes.com/2003/02/16/magazine/unspeakable-conversations.html.
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along with “all its members no matter what race or disability.”"

Policies and practices that involve selection have lead Johnson, the woman with
spina bifida, and many others with disabilities to feel the need to prove that their lives
have worth and that they are just as capable of flourishing as anyone else. For existing
people who have the conditions that selection aims to avoid, the practice of selection
seems to send a message that their lives are not as worthwhile or valuable as the lives of
those without those conditions, putting them in the hurtful, uncomfortable, and insulting
position of feeling as though others judge them as inferior or less able to flourish, absent
an explicit argument to the contrary along the lines of the defense Johnson and the
woman with spina bifida gave of the value of their own lives. But these two examples
along with many others do demonstrate that having a disability, even certain moderate to
severe disabilities, does not in and of itself preclude a person from flourishing, just as the
absence of any disability does not guarantee that a person will flourish. Thus, presence or

absence of disability and the ability to flourish are independent variables.

2.2 Reply to The Expressive Effects Worry

If it is the case that practicing, promoting, or allowing selection amounts to an
endorsement of the view that having a disability is incompatible with having a rich,
flourishing life or the view that people with disabilities are less valuable than others or
somehow not deserving of equal moral consideration, then it is offensive and derogatory.

But, I argue, selection is not necessarily inherently offensive and derogatory. It is

13 Jonathan Glover, “Future People, Disability, and Screening” in Bioethics, ed. John Harris (Oxford:
Oxford University Press, 2001), 432, quoting an unspecified edition of The Guardian from 1987.
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possible for prospective parents to choose to select, not out of bigotry, but out of concern
for their future child’s well-being, and I think that Bonnie Rough’s case illustrates this
possibility. As I understand her, she respects her brother and others who have HED,
understands that they are her moral equals, agrees that they are just as capable of leading
rich, fulfilling lives as others, and yet she decides that she wants to bear a child but does
not want to bear a child who would be affected with HED. I think she and many other
loving, non-bigoted prospective parents can consistently believe that people with serious
medical conditions and disabilities are moral equals with people without those conditions
and that it is morally permissible for them to select against those conditions in their own
reproduction. Thus, if selection and its associated policies are derogatory and offensive, it
is because the people practicing or endorsing them in fact do have derogatory and
offensive motives not because selection is necessarily derogatory and offensive to
existing people with the relevant traits.

Thus, the expressive effects worry, in this, its most basic, form, is best understood
as a warning that selection might be used or promoted by those with derogatory or
offensive motives and attitudes as a method to harm existing people with disabilities and
serious medical conditions. As Glover notes, for many disabled people the hardest or
worst part of being disabled is the disadvantage they face because of other people’s
attitudes toward disability.'* While many symptoms and physical limitations can be
managed or accommodated, other people’s attitudes toward disability and people with
disability can prove less tractable. Thus, the expressive effects worry shows that

sensitivity and care are called for when considering selection and the message it

14 Glover, “Future People, Disability, and Screening,” 438.
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communicates to those who have the relevant conditions. As many disability rights
advocates and theorists note,” disability is in some ways a social problem, and policies
and attitudes toward disabilities ought to minimize those social compounding factors

rather than exacerbate them.'®

2.3 A Further Concern Related to the Expressive Effects Worry: Johnson’s

Argument that People are Not Fungible

The expressive effects worry can be developed beyond its initial form, however,
to raise other important moral concerns. The first is suggested by Johnson’s argument
against the notion that the presence or absence of a disability is predictive of two

9917

potential siblings’ comparable “quality of life.” ' Johnson argues that judgments about

which of two potential siblings has a better chance of flourishing cannot be made,

because “people are not fungible.”"®

There are too many variables, she argues, to make a
meaningful comparison about who has a better chance between, for example, her and her

brother, she argues. She holds that it is misguided or futile to try to make “a comparison

of myself and my nondisabled brother Mac (the next-born after me), each of us with a

' See, e.g., Parens and Asch, “The Disability Rights Critique of Prenatal Genetic Testing: Reflections and
Recommendations,” S11, S13—-S15; Adrienne Asch, “Why I Haven’t Changed My Mind about Prenatal
Diagnosis: Reflections and Refinements,” in Prenatal Testing and Disability Rights, ed. Erik Parens and
Adrienne Asch (Washington, D.C.: Georgetown University Press, 2000), 243—-244; and Ron Amundson,
“Disability, Ideology, and Quality of Life: A Bias in Biomedical Ethics,” in Quality of Life and Human
Difference: Genetic Testing, Health Care, and Disability, ed. David Wasserman, Jerome Bickenbach, and
Robert Wachbroit (New York: Cambridge University Press, 2005), 101-124.

1% See Section 2.6 below for more on the social aspects of disability and the danger of complicity with
objectionable social norms.

17 .
Johnson, “Unspeakable Conversations.”

13 Ibid.
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combination of gifts and flaws so peculiar that we can't be measured on the same

»!% Johnson’s line of thinking suggests, then, that any attempt at selection that aims

scale.
to raise the likelihood that the resultant child will flourish would also be misguided or
futile since prospective parents would base their selections on factors like presence or
absence of a disabling or otherwise serious medical condition that is not predictive of
quality of life. Beyond expressing an offensive attitude toward disability, Johnson’s
argument seems to suggest that selection against disabilities and serious medical
conditions would not be effective in achieving its goal of increasing the chances for a
rich, fulfilling life. Some empirical evidence seems to support her conclusion, since a
number of studies of the quality of life of families with children with disabilities enjoy

statistically similar levels of happiness and prosperity when compared with families with

children who do not have disabilities.*

2.4 Reply to Johnson: Selecting a Person vs. Selecting a Genetic Trait

Even if Johnson is correct that having a certain trait—almost any trait—is no
guarantee that a person will thrive or fail to thrive, it is not true that certain traits,
including those that prospective parents might consider selecting against, have no effect
on how likely it is that a person will flourish. For example, conditions that significantly
limit a person’s life expectancy significantly limit her ability to life a rich, full life in

virtue of the fact that they reduce its expected and likely duration. And, conditions that

1 Ibid.

2% parens and Asch, “The Disability Rights Critique of Prenatal Genetic Testing: Reflections and
Recommendations,” S7, S11.
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require frequent time-intensive treatment interfere with a person’s freedom to pursue her
other interests, whatever they might be. Thus, even though it is not true that having a
condition like Johnson’s or a number of other medical conditions precludes a person from
living a full, rich life, these conditions do make it more difficult and, on average, less
likely for a person to flourish.

Notice, too, that Johnson mistakes a comparison about initial situations for a
comparison of the worth of two people. To see this, consider the question of what,
exactly, prospective parents are—and are not—selecting in different-child choices.
Importantly, at the time of selection, prospective parents are not faced with fully realized
people like Johnson and her brother Mac to choose between; they may only have
information about a small number of variables on which to base their choice. Parents who
must make a different-child choice will have access to some information about the
genetic traits of the gametes, embryos, or fetus involved but not much. The many
variables that distinguish fully realized persons like Johnson and her brother do not yet all
have assigned values at the time that the prospective parents must make their choice,
much less known values for those variables. Selection in this type of case is not a matter
of selecting one person over another but rather is selecting the presence or absence of a
mutation or other genetic factor. And, the effects of the presence and absence of a
mutation that causes a serious disease or a disabling condition on the chances of
flourishing are meaningfully comparable in a way that Johnson and her brother,
admittedly, are not.

Unlike selecting, for example, a spouse or a new employee by interviewing and

evaluating candidates, the prospective parents cannot possibly have enough information
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when they make their selection for their decision to be an instance of selecting a person.
They have access to some information about the genetic make-up of the two embryos, but
not nearly enough for them to have any clear sense of who the person will be who will
develop from that embryo, if the process is successful. No person exists at the time of the
selection for them to know, as those who worry about the so-called “non-identity
problem,” which I return to below, have made quite clear. Even if the prospective parents
had access to the complete genetic code of the two embryos—the genotypes—and
reliable information about the probabilities of various phenotypes that a person with that
genotype would have, not even that description or list of characteristics would amount to
enough information to qualify as knowing the person who would be created.

Knowledge of characteristics cannot provide knowledge of who a person is or will
be. Consider the prospect of choosing a best friend or a spouse by description. That
seems like a terrible idea. No description of traits could ever do justice to the totality of a
person. The description, however detailed and thorough, would be an impoverished
snapshot. But, even that snapshot would be more than we usually get when it comes to
having a child. It is not possible to pick what kind of person your child will be. Even full
knowledge of the genotype would not tell us important things about who the person
would eventually be, such as what experiences will shape them and what values they will
prioritize in their own lives. So, when parents have children, they really do not know
what they are going to get. Even if prospective parents could choose as many features as
they like—sex, hair color, height, build, musical talents, athletic ability, and so on—they
will still very likely to be surprised everyday by the unexpected personality traits and

physical characteristics of their kids. It is not possible to deliberately control all of the
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genetic and environmental factors that make a person who she is.

If my argument above is correct, selection of embryos for implantation is not
properly understood as selection of a person like Johnson or her brother Mac but rather as
selection of some genetic characteristics. This is because at the time that the prospective
parents make the decision about whether to select the totality of the person who might
result from the selective choice does not yet exist in a fully realized form. Selection must
be based only on some information about some genetic characteristics of some gametes,
embryos, or fetuses. That limited information does not provide prospective parents with
enough information for them to know the fully realized person whom their child might
(eventually) be. This conclusion suggests that selection of gametes, embryos, or fetuses is
quite impersonal, in a sense, since, at the time of the decision, there is no person yet to be
affected. To be sure, selection is another sense quite personal in that it affects which
person (eventually) lives. But, it determines which person will live based on a very
limited amount of information about who that person will be: whether or not a genetic
mutation is present that causes or is correlated with a disabling condition.

So, what are prospective parents selecting when they select an embryo without a
genetic mutation over an embryo with that mutation? They are not selecting one person
instead of another. They are not necessarily selecting to promote one group over another.
They are not necessarily saying that any class of existing people is worth less or that they
do not value existing people who have whatever traits that mutation corresponds to. If
they, like Bonnie and Dan Rough, are acting from the motive of doing what is best for
their children, then they are better understood as selecting what they take to be a less

burdensome beginning instead of a more burdensome one. They are acting on a judgment
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that life is hard enough without the burden of suffering that could have been prevented,
greater than average need for medical care, and/or reduced opportunities.

Some people, unlike the Roughs, wil/ want to use selection to disvalue the
disadvantaged or to act on their misguided view that certain classes of people—females,
homosexuals, blue-eyed people, perhaps—are somehow lesser or undesirable. That
would be wrong. But, just as I noted above when considering the initial implications of
the expressive effects worry, it would not be wrong because it is selection. It would be
wrong because it is done to further a bad end, not because it is bad in itself.

In summary, while selection against certain genetic mutations does include a
value judgment about how advantaged or disadvantaged a child with that mutation’s
initial situation will be relative to other possible initial situations (of other possible
children), it need not be a judgment about the worth or value of existing people with
similar initial situations or existing people with the disabling conditions that the parents
are selecting against. It need not, in fact, cannot, be a judgment about the particular
possible children themselves, since all that is know about them are a few facts about their
initial situations. Nothing is known of their personalities, the accomplishments they
would have if created, the heartaches they would endure, their temperaments—that is,
nothing personal. We cannot know possible persons as persons if they do not become
actual persons. Thus, selection cannot be properly understood as necessarily containing in
any way or expressing the judgment that a child born with a particular genetic trait is less
valuable or deserving of respect as a moral equal to children with different traits. Rather,
selection is properly understood as expressing a judgment about the relative burdens and

challenges of having the relevant traits.
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2.5 The Significance of the Selected Trait in Context

Even if [ am right that selection is not properly a matter of selecting people or
necessarily expressing a value judgment of the relative worth of people with and without
certain condition but rather a matter of selecting a trait and expressing a judgment about
the burdens and benefits that trait is expected to contribute to a newborn’s initial
situation, you might wonder how significant that difference is when it comes to the
morality of selection. Am I splitting hairs? How significant is the difference between
selecting between people and selecting between genetic traits? After all, in a different-
child choice the choice of gametes, embryos, or fetuses without a certain genetic
mutation has the direct effect of bringing into existence only people without the selected-
against traits. And, that direct effect is well understood at the time of the decision.”! So, it
seems that it does not make much of a difference in terms of understanding the ethics of
selection and the import of the expressive effects worry to point out, as I have, that
selecting for or against a genetic trait is not identical to selecting one fully formed person
instead of another.

I do not wish to make more of the distinction that it deserves. To be sure,
selecting against a disability, serious medical condition, or any other genetic trait has the
direct effect of selecting that only children without the targeted trait have a chance at
coming into existence, assuming that the method of selection is effective. I recognize
that. And I do not mean to say that selection is not wrong because it does not aim to harm

existing people by implying that they are interchangeable, replaceable, or fungible but

21T thank Pamela Hieronymi for raising this concern.
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merely treats them as such as a foreseen but not aimed at consequence; I am not relying
on any version of the Doctrine of Double Effect here.”

Recall that the expressive effects worry and Johnson’s objection that selection
sends the message that people are fungible focus on the atfitudes expressed by selection
about the relative value or moral worth of people with different disabilities, medical
conditions, or other traits. With my distinction between selecting people and selecting
congenital traits, [ mean to challenge her interpretation that selection expresses a value
judgment about types of people and suggest instead that it does not necessarily express
anything more than a value judgment about the disadvantages or burdens of having
certain congenital traits, including those that cause disabilities.” I want to acknowledge
that there are burdens and disadvantages that are an inherent part of having a disability or
serious medical condition, while rejecting the view that people with those disabilities or
serious medical conditions have lesser value than those who do not.** Johnson objects
that selection and its proponents are misguided, in part, because it treats people as the
kinds of things that can be evaluated as more or less valuable when in fact there are too
many variables to make any sort of meaningful judgment about the value of one person’s
life as compared with another. My response to her above aims to argue that she is wrong

to draw her conclusion from her evidence because selection involves a value judgment

22 For an explanation of the Doctrine of Double Effect and a summary of problems with it, see Philippa
Foot, “The Problem of Abortion and the Doctrine of Double Effect,” Oxford Review 5 (1967), 5-15.

2 return to this latter value judgment at length below when I respond to the third prominent approach to
the ethics reproductive selection, the non-identity problem approach, and how we can make sense of
whether a person is better or worse off if they are born with or without a given trait. See Chapter 4.

2 Cf. Parens and Asch, “The Disability Rights Critique of Prenatal Genetic Testing: Reflections and
Recommendations,” S13.
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only of the trait in question, not of any whole person who has that trait. It is a further
question whether we can meaningfully make a value judgment about the presence or
absence of the trait, and I will return to this question at length below. For now, however, I
take myself to have shown that selection does not necessarily express that different
people have different moral value or that people are fungible.

But, there is another point about my argument above regarding the difference
between selecting a person and selecting a trait that calls for clarification and care. This
point concerns the relationship between a person with a disability or serious medical
condition and her trait of having that disability or condition. Especially when it comes to
people with disabilities, it is important to exercise care when shifting from consideration
of the whole person to consideration of the part of that person—the trait—that causes or
constitutes the disability. This care is important because people with disabilities “daily
experience being seen past because of some single trait they bear.”* Much of the
discrimination people with disabilities face takes the form of others viewing or treating
them as nothing more than their disability. Rather than seeing Johnson as a successful
lawyer and activist, for example, some people saw her as nothing more than, in her own
words, “a jumble of bones in a floppy bag of skin.”*® As Adrienne Asch writes, “a single
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trait stands in for the whole[;] the trait obliterates the whole.””" The trait of having spina

bifida or HED or some other serious medical condition is a much more significant

2 Ibid., S2. See also Adrienne Asch, “Why I Haven’t Changed My Mind about Prenatal Diagnosis:
Reflections and Refinements,” 234-258.

%% Johnson, “Unspeakable Conversations.”
7 Asch, “Why I Haven’t Changed My Mind about Prenatal Diagnosis: Reflections and Refinements,” as

quoted by Parens and Asch, “The Disability Rights Critique of Prenatal Genetic Testing: Reflections and
Recommendations,” S2.
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determinant of how a person with a disability or serious medical condition is viewed and
treated by others than most traits like height or eye color. So, for example, having a
disability affects how others will interact with you in our society much more than having
detached instead of attached earlobes.

The trait that people with disabilities struggle not to be mistaken for is the very
trait selection aims to prevent. So, when disability rights activists like Johnson object that
selection treats existing people with disabilities in a way that is derogatory or
disrespectful, merely noting that it is not the person who is necessarily being judged as
less valuable but rather the #rait that is being judged is not enough of a response. It is
important to recognize this context of discrimination against people with disabilities as a
crucial aspect of understanding the ethics of selection. The fact that people with
disabilities are often disrespected by being treated as nothing more than their
disabilities—as not whole persons—makes it crucial that we recognize and respect the
limits on the significance of the fact that selection properly understood entails a value
judgment about a trait and not any person. To ignore this context would contribute to or
at least be complicit with the disrespect that should be rejected.

The reality for people with disabilities is that their trait of having that disability
plays an outsized role in their identity, whether they want it to or not. Thus, having a
disability or not having one is not merely having one trait or another, in the way we might
have attached or detached earlobes, without any significant value attached to either
option. When it comes to selection against a disabling condition, to target the trait is, in
effect, to target the person, given the realities of the way that disability is viewed and

discriminated against in our society. After all, in order for the trait of having a disability
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to be instantiated, there must be a corresponding person who has it. Unless and until we
change societal attitudes and practices of discrimination against people with disabilities,
we must take care not to be complicit in perpetuating them, even when our intentions are

to do what is best for our children.

2.6 What We Learn from the Expressive Effects Worry about Selection

The fact that selection could be practiced for derogatory reasons does not entail
that selection itself is necessarily derogatory. The expressive effects worry succeeds in
making its case for selection being wrong because of the message it sends only in cases in
which an objectionable message about the worth of existing people with disabilities is
actually being sent. Selection need not entail any judgment that certain people have less
worth than others or that their lives are not worthwhile at all; rather it entails a judgment
about the relative value of having one trait—often a serious medical condition—instead
of an alternative. Thus, while I certainly agree that the view that people with disabilities
are not equal to other people is offensive and discriminatory, I do not find that selection
is wrong because it expresses this view. In cases in which selection was used as an
expression of that view, selection is wrong. But, not all cases of selection express that
view.

Still, we must guard against complicity. Given the way people with disabilities are
often treated in our society, the significance of disabling traits for those who have them
must be acknowledged, and the ethics of selection should recognize the potential for
discrimination and injustice. In this way, disabling traits resemble traits like sex and race

or ethnicity, which also raise ethical concerns when we think about reproductive selection
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based on those traits. If we lived in a time and place in which skin color, sex, and
disability status had no impact on social advantage or discrimination, then we might
assume that parental preferences in these areas were benign and simply that, preferences.
But, given the reality that people are discriminated against and treated as merely a single
trait rather than as a whole person on the basis of these factors, we must take care to
recognize that while prospective parents are selecting one trait over another when they
make different-child choices, that selection takes place in a context of discrimination.
Even if the parents do not intend to endorse that discrimination, their selection might be
complicit in perpetuating it.

Banning selection or proclaiming it offensive, insulting, or harmful to existing
people with the traits targeted for selection will not solve the cultural and institutional
problem of discrimination. But, the expressive effects worry teaches us not to
underestimate the potential for selection to contribute to the problem, whatever the
motivations behind it. Even selection that is intended as an effort to prevent future
children from suffering the offenses, insults, and harms that existing people endure—and,
quite possibly, overcome—might contribute to perpetuating the attitudes and institutions
that are responsible for those offenses, insults, and harms. This contribution is what [ am
calling complicity.

While a full account of this notion of complicity is beyond the scope of this

project, 2* T want to offer the following thoughts about how to think about the ethical

8 For an excellent discussion of the notion of complicity with objectionable attitudes and practices in
health care and the role of clinicians, see Margaret Olivia Little, “Cosmetic Surgery, Suspect Norms, and
the Ethics of Complicity,” in Enhancing Human Traits: Ethical and Social Implications, ed. Erik Parens
(Washington, D.C.: Georgetown University Press, 1998), 162—176. I use the term “complicity” with
Little’s account of the concept in mind.
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danger of complicity in the context of selection before I turn my attention to a very
different approach to the ethics of selection. I hope I have shown that, while some cases
of selection might be morally wrong because they express or are complicit with
discriminatory attitudes toward people with disabilities, other cases of selection are not
morally problematic in this way. One way to tell the difference is to consider why it is a
burden or a disadvantage to have a certain trait. If it is purely for cultural and institutional
reasons, then the main problem is with the culture and its institutions, not with the trait.
Here I have in mind traits like having dark skin, being a member of the female sex, and,
deafness since these traits are only disadvantages in societies that are set up in such a way
as to allow them to be. For traits in this category, efforts to select against those traits are
complicit in the problematic attitudes and institutions. Instead of trying to prevent the
creation of people who will suffer from these unjust attitudes and institutions, that effort
would be better spent fighting against the injustice. That is not to say that it could never
be permissible to select against traits in this category if, say, the burdens were great and
the attitudes and institutions intractable. But, the issue of complicity is relevant here and
must be included in the overall moral assessment.

If, instead, it is a burden or a disadvantage to have a certain trait for reasons that
are purely independent of culture and the institutions of a society, then it is plausible that
parents could want to prevent their children from bearing those burdens without anything
discriminatory going on. Selection aimed at preventing a short, painful life due to Tay-
Sachs disease, for example, does not raise concerns about discrimination or complicity
with problematic attitudes and institutions at all. Traits in this category are clearly

negative for those who have them, and selection against these severely limiting, painful
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conditions does not express negative attitudes about those who suffer from them, as even
some disability rights advocates concerned about the expressive effects worry agree.”’
The hard cases are, of course, the mixed ones, cases that are not purely
institutionally or culturally created like racial or sex-based discrimination but not purely
physical like Tay-Sachs disease either. And, that is why many of the cases involving
disability are so hard. Both elements contribute to what makes it a disadvantage or a
burden to have many disabilities. Concern about the expressive effects of selection
teaches us that we do need to guard against outright discrimination and also complicity to
the extent that disabilities are only a disadvantage when society is set up in such a way as
not to accommodate them. But, there is also some truth to the idea that there are burdens
or disadvantages to having a disability that are genuinely physical or mental or emotional
and not fixable by society, and it seems permissible for at least some prospective parents
to want to spare their children those burdens and disadvantages by means of selection
when they can. The difficulty of these cases lies in determining, for some particular trait,

whether selection on that basis is discriminatory, complicit, and/or compassionate and

how those factors contribute to an overall moral judgment.

¥ See e.g., Parens and Asch, “The Disability Rights Critique of Prenatal Genetic Testing: Reflections and
Recommendations,” S11, S13, and Adrienne Asch, “Reproductive Technology and Disability,” in
Reproductive Laws for the 1990s, ed. Sherrill Cohen and Nadine Taub (Clifton, N.J.: Humana Press, 1989),
73.
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Chapter 3
The Moral Obligation to Create Only Children with the Best Chance at Flourishing

and the Moral Obligation to Accept One’s Children As They Are

3.1 Two Competing Parental Obligations

One of the ways in which different-child choices generate a moral dilemma arises
because of a tension between two competing moral obligations that prospective parents
seem to have. In cases in which assisted reproductive technology allows parents to have
some control over—some choice about—which embryos they do and do not encourage to
form, implant, and grow into children, these competing moral obligations seem to require
different, mutually exclusive, courses of action.

First, prospective parents should—and tend to want to—do what they reasonably
can to provide the best chances for their children to thrive. The desire to maximize one’s
children’s health is, in general, admirable. It is a good thing when parents want to give
their children the healthiest start in life that they can. This desire leads parents to do
things like seek prenatal medical care and to take measures to provide a safe and stable
environment for their children.

On the other hand, parents have an obligation to love and accept their children
whatever their health status is. So, once a child is born with a medical condition, even a
serious medical condition, prospective parents should recognize that they as parents
ought to accept that child as she is once she enters their lives. They, of course, still ought
to do what they can to help her thrive to the extent possible given her condition and

available resources, but it would be wrong of them, say, to reject a baby after birth due to
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her health status in favor of replacing her with a different, healthier child.

So, in the context of a different-child choice, which obligation wins out? Should
parents take advantage of technological advances that allow them to select the gametes or
embryo that will have the best chance at a good life? Should they leave it up to chance,
acknowledging the importance of acceptance and unconditional love in good parenting?
Does it matter? On what does it depend? In this chapter, I take up each of these two
purported parental obligations in turn and then offer analysis of the tension between

them.

3.2 The Moral Obligation to Select Children with the Best Chance at Flourishing
Consider a severe, devastating medical condition like Tay-Sachs disease. Tay-
Sachs disease is a genetic condition that is transmitted following a single gene autosomal
recessive pattern. This means that if two prospective parents are both carriers—
heterozygous for the mutation that causes Tay-Sachs disease—then their offspring each
have a 25% chance of inheriting the deadly combination of two mutations that will cause

Tay-Sachs disease. Tay-Sachs is “a fatal cerebral degenerative disorder”’

that, shortly
after birth causes blindness, deafness, an inability to swallow, muscle atrophy, paralysis,
seizures, dementia, a pronounced startle reflex, and a life expectancy of no more than

31
four years.

Sufferers of such devastating conditions such as Tay-Sachs disease who have no

3% John S. O'Brien et al., "Tay-Sachs Disease: Detection of Heterozygotes and Homozygotes by Serum
Hexosaminidase Assay," New England Journal of Medicine 283.1 (1970), 15.

3! National Institute of Neurological Disorders at the Na