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Reproductive medicine and the concept of ‘quality’

Abstract

Selection in reproductive medicine today relienommative assessments of what ‘good life’ con®i&tJ his paper
explores the terms under which such assessmentsaaie by focusing on three particular conceptsjodlity’ —

quality of life, biological quality and populatiajuality. It is suggested that the apparently cotifig hypes, hopes and
fears that surround reproductive medicine can puskite because of the different forms of normasissessment that
these concepts allow. To ensure clarity in bioethiteliberations about selection, it is necessahjidghlight how these
differing forms of normative assessment are madailiand invoked in practices of and debates abpubdective
medicine.
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Introduction

Technological interventions into human reproducto® among the most bioethically controversial
today. Whether such interventions aim to prevamtninate, promote, enable or direct
reproduction, justifications are subject to intehaeethical scrutiny, especially as pertains any
vulnerabilities on the part of the individuals wéw@ their targets [1,2]. Yet, at the same time,
reproductive medicine represents hope for largebausof couples who are unable to reproduce
without assistance as well as for couples who arddmed by a fear of genetically transmitting a
life of suffering to future offspring [3,4]. Andrfally, as reproductive medicine continues to expand
from the treatment of infertility towards the stegrof reproduction through genetic screening,
counselling and selection, many suggest that dangdrype about future possibilities emerges
[5,6].

In the following, | will show how the concept ofuglity’ can help us to situate these apparently
conflicting hypes, hopes and fears. In particlarill focus on three different concepts of ‘quglit

— quality of life, biological quality and populatiqquality — as a way to show how differing forms
of normative assessment of what ‘good life’ corssedtare central to the controversies that
surround reproductive medicine today. It is exaittlgttempts to set the terms of this normativity
that bioethical controversies arise: What is & ‘Worth living'? Is there such a thing as ‘good
stock’ that should be collectively promoted? Wisaam embryo ‘worthy of implantation™? Which
‘kinds of living’ are so poor that they should beyented through termination of pregnancies? By
exploring how the concept of ‘quality’ is mobiliseddifferent ways in practices of and debates
about reproductive medicine, | will show how deyetents in the reproductive field can at one and
the same time generate eugenic fears, hopes terireralleviate suffering, and, many would say,
exaggerated expectations about a disease-freefutur
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‘Serious disease’ and quality of life

Over the last decades, reproductive medicine hlasged its remit to include preconception,
preimplantation and prenatal screening of partreargyryos and foetuses in situations of so-called
(potentially) ‘at risk’ pregnancies [3,6,7]. Thefsems of assisted reproduction, where selective
rather than ‘merely’ facilitated reproduction (iiefertility treatment) is at stake, have been high
controversial from their beginnings, especiallyigit of an all-too-recent eugenic past. | willugt

to the bioethical controversies surrounding sedeckater. For now, what | want to highlight are the

contested justifications that are most often gifarthese screening technologies.

What links the genetic screening of couples, embeyal foetuses in reproductive medicine today
is ‘serious disease’. This form of reproductive o aims to provide prospective parents with as
much genetic information as possible about theitnea (carrier screening), embryos
(preimplantation genetic diagnosis) or foetus (ptahscreening) on the basis of which they then
can make informed decisions about whether or nbetn or terminate a pregnancy. For some, any
kind of genetic screening is unethical whateverjtiséfications, while for others, ethical dilemmas
relate more to the question of what grounds arkcseriit for terminating a pregnancy or selecting

an embryo. And it is here that attempts to defil@tvs meant by a ‘serious disease’ are contested.
As pointed out in a recent report from the Unitadg€lom’s Human Genetics Commission, at the
level of the family, what constitutes “serious” cenmns on the one hand “conditions that are
considered to lead to a very poor quality of lfi@ fthe future child]” and on the other “whetheeth
family feels it could cope with the demands of ddctvith such problems” [12]. To find consensus
on this — whether through public debate, legistapvocesses or institutionalised ethics

commissions — is needless to say a great challenge:

“quality of life judgements are subjective, and..ngkc disorders are variable in terms of severity
and health outcomes. There is evidence to sudgaispéople with genetic disorders, their families
and professionals all have different views abouttviconditions give rise to a poor quality of
life... For example, there is no agreement on whetkarg born with Down’s Syndrome is to be

born with such a poor quality of life that it wouteé better not to have been born” [12].

Quality, in the senses invoked in these debateseras ‘quality of life’. It is not a corporal ordd

physiological quality, rather it is a form of quglthat is located in a subjective realm whichssdl
to tell us something about the ways in which coapbfe is experienced, negotiated, coped with
and/or taken advantage of [13]. It concerns thbtgloif families to cope with bearing and rearing
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children suffering from certain conditions as wadljudgements about the quality of life a child
would have living with certain debilitating diseasaich as Tay-Sachs or Myotonic Dystrophy. The
distinction between life and living is key, as Ivese deliberations, the normativity of what ‘good’

versus ‘poor’ quality of life is, relates to noteof a ‘life worthliving’.

So, for example, in the UK, the Human Fertilisatéord Embryology Authority (HFEA) requires
that clinics applying for a licence to carry ougipnplantation genetic diagnosis (PGD) for a certain
disease evaluate not only the “known risk” and “eodflinheritance” of the disease, but also the
“severity of the particular case”, the “likely degrof suffering associated with the condition” as
well as the “way it affects the family”. While nexplicitly stated, the HFEA's list of licensed PGD
conditions reads as a list of ‘(potentially) poards of living’ (for the potential sufferers and
families involved) that have been judged by thénarity to be apposite for selective prevention
[10,11]. It is also these forms of reasoning theatengiven rise to a series of ‘wrongful life’ and
‘wrongful birth’ lawsuits in the United States, whkedoctors have been charged by parents with
either wrongfully allowing a life of pain and suffieg to come into being, or wrongfully causing
emotional pain and suffering for the parents assalt of negligent reproductive counselling. As
Shelley Reuter has shown, in one such case, a nailng her doctor testified that “[t]here is
nothing on this earth that would have made me havaby with Tay-Sachs Disease” [8]. And so
the normative assessment of quality of life reiegudgments about the “likely degree of

suffering” — whether on the part of prospectivegmas or the potential child — in particular cases.

Assessing the quality of gametes and embryos

Reproductive medicine, of course, relies on biaabsamples — blood, skin, hair, gametes,
embryos, polar bodies, blastomeres, chorionic, @hnniotic fluid. It is these samples that will be
manipulated and/or biopsied during the course akge testing and assisted reproduction. And
when it comes to ensuring the best possible chdoceasiccess, it is the biological quality of these
samples that is central to reproductive medicirtne development of ‘objective’ criteria with which
to assess sperm, embryo and more recently oocgl@ygoias been a key part of advances in
fertility treatment over the past decades. It gedominantly visual form of assessment (aided by
microscopes) where quality continuums work as wytalcales.

The better the quality of a gamete or embryo, tbheenaesthetically ‘good-looking’ or vibrant it is.
Sperm quality is measured and graded accordingteria of motility, density, morphology,
fructose level as well as pH level. Judgementsraade not only about the number of sperm in a
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sample but also about whether observed sperm lgawel forward movement’, an ‘oval form’ and
‘smooth contours’. Embryos are also visually eveddain their case according to morphology,
number of fragments as well as size of cells. Joges are made about the ‘roundness’, ‘clarity’
and ‘symmetry’ of embryos after which they can bedgd according to morphological scoring
systems [14, 15]. In contrast, agreement on ‘ridiaiocyte quality criteria has not come as far,
although a number of embryologists are working @dmg systems based on microscopy
techniques [16].

Yet, better morphological quality is no guaranteesuccessful reproduction (although it does
improve chances), nor does the morphologicallyssssgquality of gametes and embryos tell you
anything about the future offspring. This has bee@specially clear with the development of PGD
techniques. As put by Sarah Franklin: “Some ‘topdg’ embryos, which are judged by their
morphology to be the ‘best’ for selective reimpkian, may have invisible but lethal genetic or
chromosomal defects that mean they are clinicalgless—but no one can tell this ‘just by
looking™ [17].

What this suggests is that the biological qualftgametes and embryos does not only concern the
aesthetics of their morphology but also the conftyrf their genetics. And since heredity is not
something visible through a microscope, there #rerovays in which the quality of gametes and
embryos is assessed by patients, clinicians anetigests. The first has a long history, namely
appraising the person from which gametes origirfate example, the practice of sourcing ‘quality’
lvy League eggs from university campuses in Amefiocdarge sums when a donor is needed is
well known and has raised a number of ethical guestbout inducement and risks associated
with egg donation. Moreover, sperm banks such gs<dn Denmark are clear about their sources
and screening practices: “The donors are ordin@drysically and mentally healthy men from a
broad cross section of society. Most of them ardestts from institutions of higher education. Each
donor candidate meets rigorous selection critaréhumdergoes a thorough examination prior to
acceptance” [18]. Couples searching for donorgpereided with an extended, 8-page donor profile
which includes detailed information about the démphysique, health, education level, hobbies,
personality, family medical history as well as enpée of handwriting. So the ‘quality’ of a gamete
or embryo also concerns what is considered itstenharedity.

In the social screening of gamete donors, it isaesl/hoped that the gamete’s innate qualities will
be transmitted to the future offspring. Howeverwassaw earlier, when it comes to serious
hereditary disease, neither morphological assedsmoersocial screening can tell you anything
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about the genetic status of a particular gameteygmor foetus. For this, genetic diagnosis
techniques based on DNA analysis are used to fgegenetically ‘tainted’ carriers, embryos or
foetuses as a way of selectively preventing tragssiom of a particular hereditary biological quality
That is to say, further to its morphology and sbaragin, the quality of a gamete or embryo is also

assessed by its genetics.

And so, biological quality can be morphologicakggring scales for sperm, oocyte or embryo
quality), socially (social screening of potentiaihgete donors) and genetically (using PGD or
prenatal diagnosis techniques) assessed, witrsthargtion being that the assessed ‘quality’ is
inherent to the biological sample itsdiow, it is crucial to point out differences inlagelective
decisions are made about which embryos to implaaioa which pregnancies to terminate.
Morphological quality estimations are used by docto decide which gametes to use or which
embryos to implant as a way of maximising a couplkeances for a successful pregnancy and
birth. Social and genetic assessments of donoistyas or foetuses are made by doctors and then
communicated to prospective parents who must ulélmanake an informed choice about which

donor or embryo they wish to use/have implanteédbamut whether or not to terminate a pregnancy.

There is, then, a clear distinction between seladt improve chances of successful reproduction
and selection to promote or prevent the transmmssi@ertain biological qualities to future
offspring. It is this latter form of selection thatconsidered ethically problematic, for wheresloe
one ‘draw the line’? One of the ‘slippery slopesproductive medicine is seen to be balancing on
concerns so-called ‘designer babies’ and what getratts it is ethically appropriate to prevent or
allow being transmitted in individual cases [9]. Mover, there is also debate about the ‘widening
scope’ of PGD and prenatal diagnosis criteria ttuitle so-called ‘late onset’ and ‘lower
penetrance’ conditions [11]. The important poinitrtake is that while assessment of the biological
guality of gametes, embryos and foetuses will fexdoctors and patients with information about
the chances of transmitting certain hereditarydrdi does not tell them anything about which of
these hereditary traits is ‘good’ or ‘bad’. Thismative assessment relies again on notions of what

a ‘good life’ or a ‘life worth living’ is, as dis@sed above.

Selection and the eugenic legacy

The question of selection in reproductive medié¢eneithout doubt the most ethically charged.

Whether selection occurs prior to implantationdaling embryo biopsies or through the voluntary
termination of a pregnancy following prenatal diagis, there has been comprehensive ethical
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debate about, firstly, whether any kind of selati®ethically sound and, secondly, if some kinds

of selection are acceptable, which kinds are not@riderstand these debates it is necessary to look
to the history of the concept of ‘selection’ itsilfthe context of human reproduction. Charles
Darwin’s famous hypothesis of an evolution drivgnchance mutations and natural selection
played a pivotal role in #century theorising about the mechanisms of humagrpss. Having
initially derived his law of natural selection frooibservations of animal speciesPDascent of Man
Darwin applied his schematic to humankind, onlgiggest that natural selection ran into a

problem in the so-called civilised countries:

“With savages, the weak in body or mind are soanieated; and those that survive commonly
exhibit a vigorous state of health. We civilisedmen the other hand, do our utmost to check the
process of elimination; we build asylums for théeuile, the maimed, and the sick; we institute
poor-laws; and our medical men exert their utmkitte save the life of every one to the last
moment... Thus the weak members of civilised so@gi@pagate their kind... It is surprising how
soon a want of care, or care wrongly directed,dd¢adhe degeneration of a domestic race.” [19]

This, of course, was the central problem fof aad 28' century eugenicists: how to stop the
degeneration of the ‘stock’ or ‘quality’ of the ratal race. If natural selection was being thwarted
by human intervention, eugenicists argued, therag up to those in authority to steer this selectio
through reproductive policies. In both Europe amdefica, encouraging marriage amongst people
of ‘good stock’, controlled immigration, forced stsation of people of ‘bad stock’ and ultimately
the catastrophic atrocities of the Nazi regimehim 20" century were all sold as attempts to direct
selection in order to improve the ‘quality’ of natal populations. Such policies and programmes
have since been both condemned and abandonetheinitegacy continues to inform contemporary

ethical debates concerning interventions into hunegnoduction.

For this reason, those who advocate selection bfwws or termination of pregnancies (the latter
being far more common) following genetic diagnasekay, do so by stressing that such selection
must only take place when a couple has given thgilicit, informed consent. It must be a matter
of choice and it must not be a decision made bypaelse, least so by those in positions of
authority, whether they are a doctor, nurse ottip@n. Consequently practitioners working with
reproductive medicine are bound by strict ethicales of conduct which stipulate ‘non-directive’

assistance to couples [20].
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Nevertheless, a crucial part of the bioethical teloa selection today concerns whether or not this
is a form of ‘backdoor eugenics’ [1]. As put by Kand Shakespeare: “The focus may have shifted
to abortion rather than sterilization or euthanaanal to disease rather than social deviancy, but
there are fine lines between these approachesA[§¢. here, reproductive medicine is seen as
balancing on a ‘slippery slope’ where the feahat despite stipulations of non-directive assigtanc
it is nonetheless the interests of the collectingg pressure couples into reproductive decisiohk [2
In these debates, public consultations, striconaliregulations on how reproductive technologies
should be used as well as improved ethical codesrdormed consent procedures are called for in

attempts to ensure that contemporary society stéeas of its eugenic past.

We can see, then, how bioethical deliberations wdether reproductive selection today amounts
to eugenics invoke ‘quality’ or ‘stock’ as regaats aggregated collective — ‘population’, ‘society’
or ‘human gene pool'. It is feared that persongasitions of authority are making misguided
judgements about reproductive selection not so macthe sake of a better quality of life for
future parents or offspring, but rather for theesaka ‘better society’ that would be ‘rid’ of cain
debilitating diseases and thereby less ‘burdengldéther this burden is seen as genetic or socio-
economic). ‘Population quality’, then, is a biologi form of quality, but one that refers not to an
individual or her/his gametes, but rather to thkective biology of a given (usually national)
population. Bioethical critiques that see the neproductive genetics as nothing more than
eugenics suggest that selection resulting fromtgetesting and counselling is in fact dangerously
serving the interests of this collective, at thetaf some of the most vulnerable persons in taday’

society.

Conclusions: life and living

In this article, | have shown how different notiafsquality’ inform and organise practices of
selection in reproductive medicine as well as théal debates that surround them. Grading
gamete and embryo quality, assessing the likelyeegf impact on quality of life associated with a
particular condition and invoking past atrocitiesieh aimed to improve population quality all
speak to a common, yet diverse, will to gauge, engurotect and/or improve individual or

collective vitality, i.e. to optimise life. Yet tke different forms of quality do not necessarily
intersect very neatly: a bad quality sperm or eralwgn result in a healthy child; a good quality
embryo can be genetically ‘tainted’; sufferers eftain genetically transmitted diseases which have

been licensed for PGD or PND may not consider tipeadity of life as low. Yet they are not
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contradictions, rather they show how there arestkfiit concepts of quality used in assessments of

what good life is.

This is where bioethical deliberation in reproduetmedicine comes in: What criteria should be
used to decide what a good quality of life is, dratva life worth living is? What biological quadis
is it ethically justified to deliberately prevent @low transmission of using assisted reproductive
technologies? Does the collective (society, natippaulation, human gene pool) have any

interests that reproductive technologies should tato account?

In recent years, such bioethical deliberation ke increasingly institutionalised such thag it i
possible to distinguish between, on the one haatipmal ethics commissions, public consultations,
regulatory bodies and legislation which aim at aapg some kind of a ‘national public view’ on
how new biotechnologies should be used in an dihiaaceptable manner, and on the other,
informed consent procedures, ethical review boamdscodes of conduct which aim to protect
vulnerable individuals. The former interpellate tulective — a public in need of stewardship —
and they are put in place as safeguards againlifhyeery slope’ that science is often times s&en
be balancing on. The latter interpellate the aitizean individual with rights that need to be
protected — and they are put in place as safegagaiast the potential coercion or exploitation of

vulnerable individuals.

Yet, the introduction of such procedures and regaia have of course not resolved all bioethical
concerns. In the field of reproductive medicinewassaw, some argue that such safeguards have
not prevented a dangerous form of ‘backdoor eugéfilmm flourishing and neither have they
prevented couples from being coerced into termmiggtregnancies following genetic diagnosis.
Others dismiss the suggestion that reproductivacmedmight eventually do away with disease

and suffering as dystopian hype, far removed frioerealities of an imprecise and ‘messy’ science.

At the same time, however, as we have also semmudit just hype and fear that surround
reproductive medicine today. It is also a fieldusated with hope. Hope forleetterlife for future
offspring, families and ultimately society. Whdtdve suggested in this paper is that the co-
circulation of these hopes, hypes and fears areew#ssarily contradictory — e.g. one can easily
hope for the best possible life for one’s futurdd;hwhile fearing the coercion implicated in forms
of reproductive counselling that emphasise theectille. One way to see how they emerge in

cohort is to look at the concepts that organisedt#tmates, and | have shown how different concepts



This paper has been accepted for publication in Clinical Ethics, Vol. 3: forthcoming

of ‘quality’ and the forms of normative assessmntéat they enable, have done this. What must be

kept clear in these debates are the conditionsrumicieh normativities of ‘good life’ are stabilised
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