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Introduction 

With rare exceptions ‘eugenics’ is generally speaking not a term that is favourably used. In 

the context of this paper the term refers to terminating human life affected by disability, 

particularly ID, in various medical practices. In support of these practices people say they are 

justified on the ground that human life can be ‘defective’, and that the human condition will 

be improved when ID can be eradicated. Their critics defy this view as ‘eugenic’, which is not 

a term that the agents and recipients engaged in such practices use themselves. Instead they 

assert that what they are supporting aims at ameliorating human suffering, it is not about 

improving the human condition. They therefore reject the accusation of  being driven by a 

notion of inferiority of the lives of the human beings involved. 

This paper will refer to these positions as informed by two opposing perspectives that will be 

presented respectively as ‘internal’ and ‘external’ to the contested practices. Before we start 

elaborating on these two perspectives, it is important to put in a caveat on how they want to 

be read. In actual reality, distinctions neatly separating them are often intertwined, and 

hybrid variations occur. Regarding some of the issues that will be discussed readers may find 

themselves switching positions, depending on experience and expertise. Mapping the 

landscape as characterized by two opposing perspectives will be useful nonetheless in view 

of the task of the present paper. The aim is to describe moral issues arising from practices 

that are questioning the lives of persons with disabilities, particularly people with ID. In 

taking this aim the paper deliberately focuses on one particular interest. It calls on scientists 

and academics who have devoted their professional life to improving services for persons 

with ID and their families. In this respect the paper takes its inspiration from the Convention 

for the Rights of People with Disabilities (CRPD) adopted by the United Nations in 2006 and 

seeks to support disability advocates in their concern about how ‘the new eugenics’ may 

affect its mission. The purpose is to support them in working towards social justice and 

equality for all human beings with disabilities, and make this position publicly known. The 

ultimate goal of the paper is to prepare the case for a public statement in the form of a 

position paper to be adopted at the 16th World Congress of IASSIDD in Glasgow, August 

2019. 

 

‘Eugenics’ 

In this paper the term ‘eugenic practices’ refers, as indicated, to the termination of human 

life in three different contexts. It describes current developments that involve ending the 

lives of infants that are born with a severely disabling condition (‘mercy killing’), of future 

infants that will be born with a disabling condition when carried to term (‘preventing 

suffering’), and of other persons with ID directly or indirectly subject to practices of 

euthanasia or physician assisted suicide. 

In bringing the termination of human life in these three categories under the heading of the 

‘new eugenics’ the paper draws attention to earlier episodes in which this was practised. 
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Eugenics is a program of social and moral reform that aims at improving the quality of 

human life by improving the human genome pool.1 In the early twentieth century legislators, 

government agencies, scientific organizations, and social institutions throughout the western 

world pursued the goal of sanitizing society by isolating and marginalizing its alleged inferior 

members, mainly to prevent reproduction. People with ID have always been a key target 

group of such programs. By naming practices of terminating human life affected by ID as the 

‘new eugenics’ the paper investigates difference and similarity with the ‘old eugenics’. 

Eugenics per se does not include coercion. In fact some of the leaders of the early eugenics 

movement were opposed to state-enforced reform, while reversely coercion is what gave 

the first generation eugenicists their bad reputation.2 In our days the practices of medicine 

addressed in this paper are not embedded in explicitly laid out policies operated by public 

institutions or government agencies. As will be discussed later, these practices are much 

more ‘consumer-’ or ‘market-driven’ than they are ‘state-driven’. This is particularly true in 

the area of reproduction. The ideal of enhancing the quality of the human gene pool seems 

to develop in the twenty-first century bottom-up rather than top-down.3 

Nonetheless, as the paper will show, there is also a similarity. It regards the justification of 

terminating the lives of human beings affected by ID in current medicine. Both then and now 

the practices at issue are justified because these lives are considered ‘defective’ and of ‘poor 

quality’. The paper takes a critical stance in view of descriptions such as ‘mercy killing’, or 

‘the prevention of suffering’, or ‘procreative beneficence’ and opposes the utilitarian ethics 

that generates them.  

Historically, ‘eugenics’ refers to a movement that was at the peak of its popular hearing at 

the turn of the twentieth century. It united people in favour of a social-Darwinian view of 

the human race. Darwin had taught that life is a competition for survival of the fittest, which 

implies, for any natural species, that only the healthy and strong among its members will 

survive in the long run. Social-Darwinists did not only apply this principle to the members of 

the human species, but to human societies as well. A strong and healthy society could not 

afford to accept or ignore the presence, let alone the procreation, of members affected by 

disabling conditions, both socially, physically, and intellectually.4 The presence of an ‘inferior’ 

underclass implied a political concern about people whose lives were a mixture of poverty, 

illiteracy, and ‘feeblemindedness’. It became the main target of the eugenics movement that 

                                                           
1 AGAR N. (2004). Liberal eugenics: in defense of human enhancement. Oxford: Blackwell; WILKINSON S. (2015). 
Prenatal screening, reproductive choice, and public health. Bioethics 29:26–35). 
 
2 See for example KING D. (1998). The Persistence of Eugenics. GenEthics News 22. http://www.hgalert.org-
/topics/geneticDiscrimination/-eugenics.htm (accessed April 10 2018); also AGAR N. (2004). Liberal eugenics: in 
defense of human enhancement. Oxford: Blackwell (quoted from WILKINSON S. (2015). Prenatal screening, 
reproductive choice, and public health. Bioethics 29:26–35). 
 
3 REINDERS H S. (2000). The Future of the Disabled in Liberal Society. An Ethical Analysis. Notre Dame: Notre 
Dame University Press. 
 
4 HAWKINS M. (1997). Social Darwinism in European and American Thought 1860-1945: Nature as Model and 
Nature as Threat. London: Cambridge University Press. 
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gained influence in the late nineteenth, and succeeded in shaping public policy in the early 

twentieth century.5 Using legal instruments such as forced sterilization, society intended to 

protect itself against being burdened – socially, morally, and economically – by perceived 

unfit and inferior human beings.6  

To bring contemporary practices in medicine that involve terminating human life under the 

heading of eugenics, then, is to look at these practices from a historical vantage point. In 

doing so the present paper takes what the introduction named an ‘external’ perspective. Its 

approach is to invite the reader to stand back and see the similarity with what happened in 

many western countries about a century ago. The moral force of the historical equation with 

the ‘old eugenics’ would not be as strong as it is, were it not for the fact that the eugenics 

movement is seen to have provided the pretext for the massive killing of people with ID in 

The Third Reich. For that very reason the connection with the original eugenics movement is 

vehemently opposed by those in support of current medical practices of genetic testing, 

mercy killing, euthanasia, or physician assisted suicide. In adopting an internal perspective 

they will categorically deny that terminating human life in their particular context has 

anything to do with ‘eugenics’.   

In this paper we do not intend to defame healthcare professionals by the emotivist use of 

inflammatory language. The term ‘eugenics' was coined by a historical movement with 

identifiable characteristics, which makes it possible to ask in which respect the practices 

discussed in this paper are similar, and in which respect they are different. It is instructive in 

this connection to make a distinction between ‘negative’ and ‘positive’ eugenics. The 

distinction goes as far back as Sir Francis Galton, one of the leading figures of the early 

eugenics movement.7 Historically, ‘positive eugenics’ (PE) has meant promoting the idea that 

healthy, high-achieving people should have children, or have larger families; introducing 

institutions and policies that encourage marriage and family life for such people. NE has 

meant restrictions of freedoms, for example, the restriction of immigration based on 

putatively eugenically undesirable traits such as race and ethnicity, and, for the same reason, 

prohibition of marriage and procreation, as well as sterilization.8 In our own time PE refers 

particularly to the endeavour to produce what are called ‘designer babies’. It aims explicitly 

at maximizing the quality of human life by means of reproductive techniques. Examples are 

establishing sperm banks where eugenically desirable traits like ‘intelligence’ are selected, 

and the practice of preimplantation selection of ‘high quality’ embryos in IVF clinics that 

produce more ‘healthy’ and ‘talented’ children. 

                                                           
5 SELDEN S. (2010). Eugenics and the social construction of merit, race and disability. Journal of Curriculum 
Studies 32:235-252. 
 
6 TRENT J W (1994). Inventing the Feeble Mind. A History of Mental Retardation in the United States. Berkeley 
CA.: The University of California Press. 
 
7 WILSON R A. (Undated). Eugenics: positive versus negative. http://eugenicsarchive.ca/discover/connections/-
5233c3ac5c2ec50000000086 (accessed April 10 2018). 
 
8 Ibid. 

http://eugenicsarchive.ca/discover/connections/-5233c3ac5c2ec50000000086
http://eugenicsarchive.ca/discover/connections/-5233c3ac5c2ec50000000086


 
 

5 
 

NE, in contrast, refers to the same goal of enhancing the human condition but with a wide 

spectre of (radically) different means, for example the ‘mercy killing’ of new born children 

affected by disability whose lives are considered to be an unbearable burden. The present 

paper mainly addresses the ‘negative' case. It aims at practices in contemporary medicine 

involving the termination of human life affected by ID for reasons of ‘poor quality’. Insofar as 

PE feeds on negative images of people with ID, it will also briefly be addressed. 

As indicated, supporters of these practices strongly reject labelling what they endorse as NE. 

They insist that these practices are only acceptable when particular moral and legal 

‘safeguards’ are in place. Accepting that human life affected by ID may result eventually in 

defective QoL, they do not regard this as a sufficient reason for terminating it. In their view 

‘poor quality of life’ is a necessary, but not a sufficient condition for terminating disabled 

human life. All existing euthanasia and abortion laws do in fact specify conditions that have 

to be fulfilled for killing in the context of medicine to be justifiable and legitimate. 

Accordingly, from an ‘insider’ perspective, the morality of terminating human life affected by 

ID is guided by a host of moral and legal qualifiers. Such qualifiers enable to identify when 

acts of this kind should be disqualified as manslaughter or murder. Frequently mentioned in 

this connection are distinctions between ‘reversible’ and ‘irreversible’, or ‘bearable’ and 

‘unbearable’, or ‘voluntary’ and ‘involuntary’. Discussions on these acts from an internal 

perspective address the validity of such distinctions as ‘guidelines’. 

 

‘Disability’  

For the purposes of the present paper it is important to understand that both perspectives 

distinguished above also depend on different views on ID. The difference plays out at various 

levels. First, there is a difference regarding the causality of disabling conditions. Those who 

defend the option of ending human lives in a medical context tend to consider the cause of 

disability to be inherent to the physical and/or mental conditions of the persons involved. 

Some human beings are born with, or have acquired irreversible conditions that bar them 

from ‘normal functioning’. 

Their antagonists dispute this conception of disability because they do not think of disability 

as an individual trait inherent to a person’s biological or psychological condition. In their 

view disability is caused by the interplay between individual and environmental factors, such 

that an individual trait may, or may not result in a disability, depending on how a person’s 

social environment responds to its manifestation.9 While the first position finds disability in 

the person, and holds it responsible for a poor QoL, the second position finds disability in the 

interplay between an individual condition and its socio-historical circumstance. It typically 

refers to physical or mental traits of the person involved as ‘impairments’, and limits the 

notion of ‘disability’ to the social effects of living with a particular impairing condition in 

one’s particular environment. 

                                                           
9 SHAKESPEARE T. (2006). The Social Model of Disability. Ed. DAVIS L J. The Disability Studies Reader. Second 
Edition. New York/London: Routledge, 197-204. 
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Second, given these different conceptualizations of disability there is a corresponding 

difference on how to respond to a verdict of ‘poor quality’. If one takes it to refer to the 

disastrous effects of ‘defective’ and irremediable physical and/or mental traits inherent to 

the person, then the option of ending that person’s life presents itself as thinkable. On that 

view further questions will be raised before seriously considering it as a possible option. Is 

the condition stable? Are medical interventions feasible to improve the person’s QoL? Does 

it involve a great deal of suffering? Depending on how such questions are answered the 

verdict of ‘poor quality’ may be taken as both a necessary and sufficient condition to 

consider ending that human being’s life. On the other hand, if one adopts the conception of 

disability as the result of social interaction then the most likely response to such verdicts is 

to ask which factors creating the environmental response are amenable to change. Different 

conceptions of disability, in other words, invoke different strategies of responding to the 

person’s needs. This is a crucial difference in adopting an ‘internal’ or ‘external’ perspective 

on the issue of terminating disabled human life.  

Third, the previous points seem to presuppose that QoL is an uncontested concept. It is not. 

Particularly in connection with ID scientists and ‘lay people’ may find themselves in dispute 

about what ‘truly’ constitutes quality of life. Three different angles can be distinguished. In a 

medical context the verdict of ‘poor quality’ will depend on the prospective judgments. The 

questions raised regard estimated problems in health and development as predicted by 

healthcare professionals. In the context of support services, however, the concept of quality 

of life is taken in a much wider sense, in which it not only refers to health conditions, but 

also to social and material conditions. What both approaches share, however, is the drive 

towards objective standards to make QoL measurable, even when the actual ‘instruments’ 

used are different. In this respect both are different from a third perspective that reflects the 

world of people who are experienced in living with ID, or in sharing their lives with someone 

with such a condition.10 Personal experience may typically change people’s conception of 

QoL, especially when rewards of overcoming bleak medical prognoses are underestimated.11 

It is not just that different approaches to QoL open up a range of different responses to a 

verdict of ‘poor quality’, it is also that the verdict itself will not go uncontested. Particularly 

the use of health related quality of life (HQoL) as an indicator for end-of-life decisions occurs 

only in the medical world, and even there is not generally accepted. 

Fourth, from the internal perspective ‘end-of-life’ decisions are typically framed in respect of 

doctor-patient relationships. Issues raised about such decisions regard the responsibilities 

attached to these roles, usually couched in the language of moral obligations, duties, and 

rights, for example ‘the right to die’. From the conception of disability as conditioned by 

                                                           
10 HATTON C. (1998). Whose Quality of Life Is It Anyway? Some Problems With the Emerging Quality of Life 
Consensus. Mental Retardation 36:104-115. 
 
11 For the remarkable example of a young man whose progressive muscular disease left him deaf and blind but 
who with the assistance of support professionals and friends developed his own communication device and 
managed to graduate from high school, and who judged his QoL to be A minus, see REINDERS H S. (2013). 
Disability and Quality of Life: An Aristotelian Discussion. In BICKENBACH J E, FELDER F, SCHMITZ B. Disability 
and the Good Human Life. Cambridge: Cambridge University Press, 199-218. 
 



 
 

7 
 

social environments the spectre of responsibilities is widened. The individual aspect of ‘end-

of-life’ decisions is abandoned and replaced by questions regarding collective responsibilities 

for the social and cultural conditions of (the debate on) these decisions. The way society at 

large responds to ‘disability’ is taken to be a major factor in how individual people arrive at 

their views on the QoL of the human beings involved. We will see the importance of this 

point on several occasions in later sections of the present paper. 

Fifth, following from the previous points, the two perspectives distinguished here tend to be 

inhibited by people from different academic disciplines. The conception of disability as a trait 

inherent to the person is more likely to be found among medical doctors, scholars in health 

law, bioethicists, and scientists from various medical fields. In popular parlance, the ‘medical 

model of disability’ is obviously reflected in positions taken by people at home in disciplines 

constitutive of that model. In contrast, the socio-cultural conception of disability as the 

interplay between individual traits and environmental responses is more often represented 

by people from the social sciences, history, and disability studies. We repeat here that, as 

indicated before, these demarcations are frequently blurred. For each of the disciplines 

listed here it is true that in actual reality people may find themselves at cross-purposes with 

colleagues in the same discipline. Researchers from both worlds are at cross purposes with 

one another on the concept of disability and its implications. Traditionally people from the 

medical world – paediatrics, psychiatrists – have contributed much to the knowledge of 

conditions nowadays named as ‘intellectual disabilities’. In more recent times researchers 

from other academic disciplines – special educators, psychologists, sociologists – have begun 

to investigate a wider spectrum of factors and conditions that actually may influence their 

understanding of people’s cognitive abilities, including their scientific instruments for tests 

and assessments. 

In the last couple of decades the disciplines from the social sciences have gradually come 

under the influence of critical disability studies. The perspective on disability in society at 

large has shifted, and the scope of thinking about ID changed in ways that have influenced 

governments, politicians, lawmakers – public officers in general. Many are familiar with 

seeing people with ID from the perspective of citizenship. Globally the most significant sign 

of this trend has been the adoption of CRPD in 2006. To date researchers across social 

scientific disciplines may find themselves at cross purposes on many issues, both theoretical 

and practical, but not with regard to their core business, which is to look at persons with ID 

and their families in terms of people with support needs. They aim to investigate the factors 

that can help to improve the effectiveness of the supports that have been developed and 

implemented. 

Another landmark is the universal support for the International Classification of Functioning, 

Disability and Health (ICF) adopted by the World Health Organization in 2001. It expresses 

the view that disability is the product of an interplay between individual and environmental 

factors, and so informs the expanding agenda of investigating these factors in a multi-

disciplinary community of researchers. 
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Quality of Life 

Given the crucial role of the concept of QoL already addressed above, it is necessary to go in 

more detail regarding the different scientific approaches. In a medical context QoL is usually 

specified as health related QoL. In the international community of disability researchers, 

however, the concept is taken in a much broader sense. A number of ‘life domains’ is taken 

into consideration to determine a person’s QoL, of which ‘health’ is only one, sided by a 

number of other domains such as relationships, social inclusion, material well-being and 

rights. The result is that poor results in one domain may be compensated, eventually, by 

high performances in other domains. A life in good health but without friendships does not 

evidently outrank a life in poor health that is shared with many good friends.12 

As a consequences of these diverse conceptualizations the measurement instruments used 

in both contexts differ. HQoL instruments provide information about the effects of a specific 

treatment or therapy on the patient’s condition. This approach implies the possibility of 

using the obtained information in clinical practice to assess end-of-life decisions. Whether 

they actually are so used depends on particular circumstances and local jurisdictions. 

In contrast, QoL measurement instruments in the social sciences provide information about 

the effects of policies, programs, and treatments in a support context. The information in 

this context is not exclusively related to health conditions, nor is it used in connection with 

end-of-life decisions.13 Particularly in the past twenty years research has established that 

QoL-oriented services and supports can have significant positive effects on the lives of 

people with intellectual disabilities and their families.14 

With regard to differences between disciplinary perspectives on QoL the concept of QALY’s 

also must be mentioned here. The term appeared in the 1980’s in the discussion on new and 

costly medical interventions, first with regard to assessing their benefits for alternative 

medical conditions, second with regard to respective benefits of alternative interventions for 

individual patients. The decisive question is whether these interventions are cost-effective in 

the sense that their life-prolonging benefits outweighed the costs attached to these benefits. 

The concept of a QALY was introduced to facilitate the calculation.15 In view of its origin it is 

                                                           
12   In the field of intellectual disability the approach by R.L. Schalock is widely accepted. The standard reference 
is SCHALOCK R L, and VERDUGO M A. (2002). The international hand-book on quality of life for human service 
practitioners. Washington, DC: American Association on Mental Retardation. Another widely known approach 
is RENWICK R, BROWN I, RAPHAEL D (1994). Quality of life: A new conceptual approach to service provision. 
Journal on Developmental Disabilities 3: 34–46. 
 
13 Early in the 1990’s a Dutch professor in special education by the name of Ad van Gennep coined the term 
‘kwaliteit van bestaan’ (‘quality of existence’) to avoid any association with the medical use of ‘quality of life’ in 
the context of end-of-life decision-making. In the world of human services in The Netherlands the alternative 
term has become the standard use. 
 
14 SCHALOCK R L. (2004). The Concept of Quality of Life: What we Know and What we don’t Know. Journal of 
Intellectual Disability Research 48:203-16. 
 
15 PARMENTER T R. (1996). The Use of Quality of Life as a Construct for Health and Policy Development. Quality 
of Life in Health Promotion and Rehabilitation. Conceptual Approaches, Issues, and Applications. Eds. RENWICK 
R, BROWN I, and NAGLER M. London: SAGE, 89-103. 
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not immediately evident how the concept may enter into the process of clinical end-of-life 

decision-making. But gradually the notion of QALYs seems to trickle down into the clinical 

practice of Neonatal Intensive Care Units (NICUs) regarding the question when life-sustaining 

interventions on (very) preterm neonates ought to be withheld. As we will see later, 

introducing QALYs in the prospective assessment of these interventions includes considering 

how foreseeable effects of ID may determine children’s HQoL.16 

 

The Aim of the Present Discussion 

Developments in the field of ID as indicated suggests that practices of NE do not easily 

accord with what social scientists consider to be their core business. Their goal is to improve 

people’s QoL by improving the supports they need, which makes considerations concerning 

termination of lives affected by ID appear as counterintuitive. Again, in actual reality 

members of the same discipline may have different opinions in this connection. For example, 

both in geriatrics and paediatrics there are those who in principle oppose end-of-life 

decisions that aim, directly or indirectly at their patients’ death. They emphatically will assert 

that improving QoL of their patients is also their core business. At the same time there are 

social scientists who will accept that end-of-life decisions are in general undesirable, but that 

incidentally may be unavoidable, perhaps even morally commendable. As indicated, 

conceptual boundaries drawn to demarcate distinct views on the matter are blurred in 

reality, and opposing positions are represented across disciplines and perspectives. 

The aim of the present discussion, however, is not to target incidental cases or examples of 

eugenics, however described. Instead, it is to draw attention to expanding eugenic practices 

as a social phenomenon. It addresses social and cultural trends reflected in this expansion. 

As we will see, contestable assumptions and presuppositions about what it is to live with a 

disability largely go unquestioned in the context of decisions to end human life affected by 

ID. The practices of medical eugenics appear to be incapable of questioning the presumption 

about ‘normal’ functioning bodies and minds. In short, ending human life affected by ID 

feeds on preconceptions that in many ways are prejudicial, and as such are questionable 

from the perspective of professionals and scientists working towards high quality human 

services.      

 

The Task of Fact-finding I: Neonatology 

To warrant the claim to a quiet progress of eugenic practices it is necessary to produce 

reliable factual accounts. Historically speaking, reliable accounts from the past are at hand. 

The eugenic program in Nazi Germany for exterminating people with ID, for example, has 

been well-documented.17 So has the legal enactment of programs for forced sterilization in a 

                                                           
 
16 KIND P, LAFATA J E, MATUSZEWSKI K, RAISCH D. (2009). The Use of QALYs in Clinical and Patient Decision-
Making: Issues and Prospects. Value in Health 12 (Supp. 1):27-30. 
17 ADAMS M B. (1990). The Wellborn Science: Eugenics in Germany, France, Brazil and Russia. Monographs on 
the History and Philosophy of Biology. New York: Oxford University Press; BURLEIGH M. (1994). ‘Death and 
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variety of western countries.18 However, contemporary programs orchestrated by public  

agencies are not the main vehicle for the practices under consideration in this paper, which 

means that building the claim for rising eugenics based on factual evidence will be a more 

complex task. It requires interpreting actual developments in medicine against in view of 

culturally transmitted preconceptions of disability. But there are examples. Studies have 

shown that the ‘old’ eugenics at the turn of the 20th century too was reflected in social and 

cultural trends.19 Similar studies regarding contemporary society are harder to come by but 

they exist too.20 The reason is most likely that actual developments will be more diffuse than 

historical studies would allow. One aspect of this regards the disputed nature of eugenics. 

What some regard as clear-cut examples of rising eugenics is for others a manifestation of a 

more benign and compassionate way of practising medicine. Any claim to a description of 

eugenics in contemporary medicine will therefore be heavily contested. Nonetheless, to 

describe them in these terms is to claim that with the recognition of important differences 

there is a relevant similarity with the views underlying eugenics in previous times. 

 

The Groningen Protocol 

A case in point is the so called Groningen Protocol (GP) that has been developed since 2004 

in the hospital of the University of Groningen in The Netherlands.21 It poses a system of rules 

to determine when the lives of new born infants with life threatening conditions can be 

legitimately terminated. ‘Legitimately’ here refers to legal standards. The GP was developed 

by pediatricians, though in close cooperation with a local criminal prosecutor. It was an 

attempt to enable pediatricians to come clean about cases of ‘mercy killing’ they had 

performed at a time when Dutch law did not provide a legal space to do so. By holding 

themselves publicly accountable pediatricians wanted to push the courts to draw the line 

between legitimate and illegitimate killings of new born infants. Not only had such killings 

                                                           
Deliverance’.: Euthanasia in Germany 1900-1945. Cambridge: Cambridge University Press; FRIEDLANDER H. 
(1995). The Origins of Nazi Genocide: From Euthanasia to the Final Solution. Chapel Hill, NC: University of North 
Carolina Press; EVANS S E. (2004). Forgotten Crimes: The Holocaust and People with Disabilities. Chicago IL.: 
Ivan R Dee; 
 
18 WILSON R A. (2018). The Eugenic Mind Project. Cambridge MA.: MIT Press. For the USA specifically see 
COHEN A. (2016) Imbeciles: The Supreme Court, American Eugenics, and the Sterilization of Carrie Buck. New 
York: Penguin Books; BLACK E. (2012). War Against the Weak: Eugenics and America's Campaign to Create a 
Master Race. Expanded Edition. Washington DC.: Dialog Press; .  
 
19 HALL A L. (2016), Conceiving Parenthood. American Protestantism and the Spirit of Reproduction. Grand 
Rapids, MI.: Eerdmans. 
 
20 See for example VANDIJCK J. (1994) Manufacturing Babies and Public Consent: Debating the New 
Reproductive Technologies. New York: New York University Press. Also WILSON, 2018. 
 
21 See VERHAGEN A A E, SAUER, P J J. (2005), The Groningen Protocol — Euthanasia in Severely Ill Newborns, 
The New England Journal of Medicine 352: 959-962. 
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been reported from advanced centres of pediatric medicine in various countries, 22 there 

also seemed to be public support against incriminating well-meaning, benevolent doctors. 

Accordingly, the GP aimed at bringing this area of troublesome medical decision-making into 

the open, and in doing so to force legal authorities to respond.23 The key defense indicated 

the reason for counting on public support for its case. The new born infants whose lives had 

been terminated faced a life of ‘unbearable suffering’, according to the authors, while their 

prospect in life would inevitably be limited to a life of ‘poor quality’. Putting these children – 

and their parents – out of their misery was depicted as a benign act. The question here is 

how the claim to unbearable suffering regarding these children was constructed. 

The authors of the GP reported three kinds of cases that involved decisions to withhold or 

withdraw life-sustaining treatment of ‘neonates’, two of which they claimed – without much 

opposition – to be generally uncontested by pediatricians.24 Opponents of the GP too have 

argued that there are morally acceptable cases wherein the obligation to preserve life has 

ended. They point to cases where either the prognosis of death is certain or almost certain, 

which in their view makes causing death by withdrawing life-sustaining treatment an 

acceptable outcome.25 We shall turn to their argument below in order to show that also 

here the notion of ‘poor quality’ is entering into the justification of such actions. 

 

‘Unbearable Suffering’ 

The GP goes a step further, however, when it considers the third case: disabled infants that 

will survive their illness on their own, even after life-sustaining treatment is withdrawn, but 

whose fate in the eyes of their doctors and parents is too horrific to contemplate. These are  

…. infants with a hopeless prognosis who experience what parents and medical experts deem to be 

unbearable suffering. (.…) This group also includes infants who have survived thanks to intensive care 

but for whom it becomes clear after intensive treatment has been completed that the quality of life 

will be very poor and for whom there is no hope of improvement.26 

On two counts their description of this case is highly problematic. The first regards the 

notion of unbearable suffering. Human beings can suffer from many different things, one of 

which is physical pain. As a physiological and neurological response to some kind of affliction 

pain can be treated by palliative care, even in severe cases. Physical pain can be unbearable, 

                                                           
22 EURONICGROUP (2000): End-of-life decisions in neonatal intensive care: physicians' self-reported practices in 
seven European countries. The Lancet 355: 2112 – 2118. 
 
23 Typically the frontrunners in the campaign for legalized in euthanasia in The Netherlands – doctors admitting 
and documenting cases without cover of the law, are praised for their ‘bravery’. 
 
24 VERHAGEN, A A E, SAUER, P J J, 2005. 
 
25 CHERVENAK, F. A., MCCULLOUGH, L. B. and ARABIN, B. (2006), Why the Groningen Protocol Should Be 
Rejected. Hastings Center Report 36, 5: 30–33.  
 
26 VERHAGEN and SAUER, 2005. 
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but unbearable pain can be alleviated, which means that unbearable suffering from pain in 

new born infants is unnecessary.27 

Suffering can also be psychological or ‘existential’. People can suffer from anxiety, or loss, or 

disappointment, or hopelessness. This kind of suffering cannot always be alleviated, because 

it originates from how people see their lives are going. Whatever cause this psychologically 

induced suffering may have, new born infants cannot suffer in this sense. Such experiences 

are mediated by mental representations about some aspect of one’s life, which require the 

operation of cognitive faculties that new born infants have not yet developed.28 Moreover, 

given the description of infants that are said to suffer unbearably, such cognitive abilities are 

unlikely to be developed in the future. Claiming ‘unbearable suffering’ for these children is 

therefore a far from clear proposition. Thirdly, the authors of the GP reported that 21 infants 

in their third group (N=22) were diagnosed with spina bifida, a condition that frequently has 

been treated successfully.29 Persons and families involved in no way consider their lives to 

be burdened by ‘unbearable suffering’.30 

An analogous problem holds with regard to the notion of ‘poor quality’. To date there is no 

theory of QoL that does not include a subjective dimension, which is to say that someone’s 

QoL is in some sense necessarily related to his or her own perception. This again raises the 

question of whether the concept is at all applicable to new born infants. The least is to say 

that in their case the claim of ‘poor quality’ can only be prospective. The argument for the 

GP implies that, according to the parents and doctors involved, at some point in the future 

the child will experience its life as of poor quality. 

To summarize: while the connection between poor quality of life and unbearable suffering 

provides the moral basis for terminating the life of severely disabled infants whose condition 

matches the description, upon closer inspection that connection falls apart. It cannot be 

applied critically to new born infants. What remains of the moral justification that the 

authors of the GP provide for terminating their lives here and now is that they will at some 

point experience “what parents and medical experts deem to be unbearable suffering.”31 

                                                           
27 HIMELSTEIN B P, HILDEN J M, BOLDT A M, et al. (2004). Pediatric palliative care. New England Journal of 
Medicine 350:1752–1762. 
 
28 CHERVENAK F A, MCCULLOUGH, L B and ARABIN, B, 2006. 
 
29 DE JONG, T.H.R. (2008). Deliberate termination of life of newborns with Spina Bifida, a critical reappraisal. 
Childs Nervous System 24, 1:13–28. 
 
30 “Erroneous societal  assumptions about  the quality of  life of  people with spina bifida and/ or hydrocephalus 
should not be used to justify active termination of their life on the grounds of disability.” EUROPEAN INSTITUTE 
OF BIOETHICS (2015). Euthanasia on Newborns and The Groningen Protocol. Https://www.ieb-eib.org/fr/pdf/-
20150204-groningen-eng.pdf (accessed March 22 2018). See also WILKINSON, J.A. (2011). Position Paper on 
The Groningen Protocol. Disability Stereotypes, International Human Rights, and Infanticide. International 
Federation for Spina Bifida and Hydrocephalus. 
 
 
31 Following the GP there are other ‘safeguards’ that must be met, but the decisive step is in its construal of a 
poor quality of life as indicated by the condition of ‘unbearable suffering’. 
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The Similarity of ‘Old’ and ‘New’ Eugenics 

As it stands, the argument reveals what the authors of the GP presumably believe to be true 

about disability, ID in particular. Public support for their practice suggests that a significant 

number of people outside medicine by and large believes the same. The attempt to get their 

practice legalized depends on the notion that they have served their patients’ best interest 

by sparing them a life of unbearable suffering, and therefore ought to be exempted from 

prosecution. The conclusion presents itself that the prospect of a ‘poor’ QoL for disabled 

infants necessarily depends on representations of what people believe to be true about the 

lives of the infants involved, like those born with spina bifida. Apparently these are lives that 

no human being should be ‘forced’ to live. 

The position underlying the GP is seriously flawed, however. Particularly children with 

congenital disabilities have never known themselves other than with these conditions. The 

assumption that the child’s projected response to this condition will amount to ‘unbearable 

suffering’ is unwarranted. To them living with a disability is the ‘normal’ state of being, in 

which they the experience the world around them. When a child with a disability suffers 

psychologically, this is most likely induced by negative responses from its social and cultural 

environment. Anxiety, distress, disappointment, any of these experiences can be part of 

what it is to live with ID, but this suffering results from how others react to that condition. 

‘Nature’ and biology may produce the impairing conditions of human life, but they do not 

produce meanings. That is to say, they do not produce socio-cultural representations of 

what it means to live with such conditions. In the case of spina bifida there will no doubt be 

parents and medical experts who deem living with that condition unbearable, but it doesn’t 

follow that the children will experience the same.32 It does follow, however, that their 

suffering, when it occurs, will be fueled by the belief held in their social and cultural 

environment that their lives must be unbearable to the point of not being worth living. 

It is at this point that the similarity with the ‘old’ eugenic practices of killing disabled new 

born infants becomes apparent. Ultimately the justification of these killings depends on the 

assumption that some infants with ID ought to be spared a life that humans ought not to 

live. This indicates why the termination of human life under the GP constitutes one of the 

practices of the ‘new’ eugenics. Fact is that, first, experiential accounts of quality of life by 

disabled children do not differ from accounts from within their peer group without similar 

conditions,33 that, second, doctors tend to underestimate disabled persons’ quality of life as 

                                                           
 
32 See JOTKOWITZ A B, GLICK S. (2006). The Groningen protocol: another perspective, Journal of Medical Ethics 
32:157–158. The authors point to an important fact about medicine’s predictions of QoL for children with a 
disability: “We do not allow surrogates to give informed consent for euthanasia in an adult and there are 
certainly cases where one must overrule the parents if they are clearly acting against the best interests of the 
child. (….) The parents who agree to the decision are relying on experts to predict the future for them without 
having experienced it.” 
 
33 TYSON J.E. and SAIGAL S. (2005). Outcomes for Extremely Low-Birth-Weight Infants: Disappointing News, 
Journal of the American Medical Association 294:371-73. 
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compared to self-reports,34 which generally differ with how non-disabled people rate living 

with a disability, and that third, medical predictions about quality of life do not appear to be 

very reliable.35 

Finally, it is worth mentioning that the GP has been defended by referencing its particular 

cultural background in the country of origin, i.c. The Netherlands. The authors, Lindemann 

and Verkerk argue that some misconceptions about the GP defy clarification. They can only 

be understood in reference to its social and cultural context.36 However, to the extent that 

this is true their comment supports the point of the analysis presented here. It indicates the 

connection with a context of legitimacy provided by a society that is apparently open to 

accept negative judgments on the QoL of infants with ID on the part of pediatricians who 

have produced the GP. Contrary to their intentions the authors inadvertently affirm this 

conclusion when they write: “It is precisely those babies who could continue to live, but 

whose lives would be wretched in the extreme, who stand most in need of the interventions 

for which the protocol offers guidance.” The GP could not have arrived at its current state of 

recognition in The Netherlands without a cultural environment that shares its negative 

presuppositions regarding the condition of ID. 

 

‘Quiet’ Progress 

What remains to be shown is how the developing eugenic practice in neonatal care is quietly 

progressing. To date the GP has nowhere been followed, so it can hardly be claimed to 

indicate a growing sympathy for the practice it defends. Indeed, do not the extensive 

debates and criticisms suggest just the opposite? Well, yes and no. ‘Yes’ to the extent that 

many in the field of pediatrics have taken a stance against it, but ‘no’ because careful 

reading of their criticisms reveals they are conceding similar beliefs about the lives of 

disabled new born infants. A moderate view is ventilated by Jotkowitz and Glick who 

commenting on the GP write: 

We understand the impetus for the protocol and have no reason to doubt that the originators believe 

that they are acting in the best interests of the infant. We certainly empathize with the parents of 

these children and recognize the personal tragedy of each child born with this disease but take issue 

with the Groningen protocol for a number of reasons.37 

Expressing doubts whether doctors’ predictions of a poor quality of life for disabled infants 

are reliable, they nonetheless regard the births of these children as a tragedy. What these 

                                                           
 
34 LEPLEGE A and HUNT S. (1997). The Problem of Quality of Life in Medicine, Journal of the American Medical 
Association 278: 47-50. 
 
35 CHERVENAK F A, MCCULLOUGH L.B. and ARABIN B., 2006. 
 
36 LINDEMANN H and VERKERK M. (2008). Ending the Life of a Newborn: The Groningen Protocol. Hastings 
Center Report 38 (1): 42-51. 
 
37 JOTKOWITZ and GLICK, 2006. 
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authors do not take into account is the fact that the perception of a tragedy on the part of 

parents frequently changes over time. At a later stage they often testify that sharing their 

lives with a disabled child does not preclude a reasonably happy life.38 

Regarding what they concede despite their opposition of the GP Chervenak, McCullough and 

Arabin go one step further. Opposing the ethical reasoning behind the GP as “woefully 

inadequate” they in fact do accept a case for beneficently ending the life of a disabled infant. 

They write: 

There are ethically justified criteria for when the beneficence-based obligation to preserve life has 

ended: either the prognosis of death is certain or near certain, or the prognosis of absence of any 

cognitive developmental capacity is certain or near certain. Either way, the fetal patient’s condition is 

tantamount to death, and so in beneficence-based clinical judgment, causing death is an acceptable 

outcome.39 

According to these authors there is a case for the absence of cognitive developmental 

capacity that is ‘tantamount to death’. Without specifying what conditions they have in mind 

they conclude that, other things being equal, terminating the life of a patient under these 

circumstances would count as beneficial. Furthermore it is noteworthy that this point is 

argued in connection with accepting late abortions.40 This the authors regard as a ‘solution’ 

that is ‘morally superior’ to terminating the lives of severely disabled infants under the GP. 

Apparently objections to end-of-life decisions are weightier with regard to infants with ‘birth 

defects’ than with regard to fetuses diagnosed with similar conditions.41 Put more generally, 

there appears to be more leniency towards ending the lives of future children with similar 

conditions depending on whether these killings are caused ‘passively’ rather than ‘actively’ 

and prenatal rather than postnatal, notwithstanding the fact that in either case death is 

intended because of the prospect of ‘poor quality’ for the child’s life in the future.42 

In reviewing the death of infants in neonatal intensive care units (NCIU’s) American 

pediatricians found that from 1989 to 1999 two-third of the deaths in NICU’s involved 

decisions to withhold or withdraw life-sustaining treatments. While the overall number 

appeared to be stable, they found significantly increased use of withholding care, i.e. the 

decision not to start such treatment. Their findings suggested “improvement in earlier 

                                                           
38 A plausible explanation for this shifting perspective is that in the early stage parents have not yet discovered 

the grounds on which the perception of tragedy may be contested at a later stage. REINDERS H S (2016). 

Thinking about the “why”-question. Review & Expositor 113:192-197. 

 
39 CHERVENAK F A, MCCULLOUGH L B, and CAMPBELL S. (1995). Is Third- 
Trimester Abortion Justified? British Journal of Obstetrics and Gynaecology 102:434-35. 
 
40 Idem. 
 
41 LINDEMANN and VERKERK, 2006. VOULTSOS P and CHATZINIKOLAOU F. (2014). Involuntary euthanasia of 
severely ill newborns: Is the Groningen Protocol really dangerous? Hippokratia 18:193-203. 
 
42 VOULTSOS and CHATZINIKOLAOU, 2014. 
 



 
 

16 
 

recognition of medical futility and a desire to provide a peaceful death for the dying infant.”43 

In view of these findings it appears difficult to warrant strong claims about increasing 

eugenic practices in contemporary pediatrics, but the expanding ‘grey zone’ between late 

abortion and infanticide is reason to be very cautious in this regard.44 Death can be the 

intended result of medical decision-making at various stages of beginning human lives, 

whenever this outcome is preferred above a predicted future life of ‘poor quality’. The 

Groningen Protocol paves the way to identify such cases openly, but the opposition against 

it in no way rules out covertly spreading decision-making driven by a similar preference. 

 

QALYs in Neonatology 

In this connection we need to come back to the notion of QALYs, for its introduction in ‘high-

tech’ neonatology seems to point in the same direction. Originally developed in the area of 

healthcare spending as tool for decision-makers to maximize utilitarian cost-effectiveness, 

QALYs have also been used in monitoring health status in individual patients, or in measuring 

the impact of particular therapies in clinical studies.45 The two constituents of QALYs are 

HQoL and survival rates. A particular treatment may result in adding considerably more 

years to patients’ lives within a given timespan than an alternative treatment, but when the 

latter produces a higher quality of life for these patients within a shorter remaining life-span, 

it might prove to be the more cost-effective treatment, producing more quality adjusted life-

years than its alternative. 

An example of the use of QALYs in neonatology is found in an American study that looked at 

the practice of non-resuscitating versus resuscitating neonates with very low birthweights by 

using QALYs to determine which of these two practices was most cost-effective.46 The 

researchers found that non-resuscitation is the dominant strategy, apparently because it is 

less expensive and more effective. Summarizing their findings, the authors write: 

While resuscitation would lead to 260 live infants, in a theoretical cohort of 1,000 cases, there would 

be 100 severely disabled, 70 moderately disabled, and 90 non-disabled survivors. (….) From a societal 

perspective, it does not appear cost-effective to resuscitate 23-week neonates over a wide range of 

assumptions. In our model, even if NICU care is free, resuscitation is not cost effective at baseline due 

to extreme long-term costs.47 

                                                           
43 WEINER J, SHARMA J, LANTOS J, et al. (2011) How Infants Die in the Neonatal Intensive Care Unit. Trends 
From 1999 Through 2008. Archives of Pediatrics and Adolescent Medicine 165:630-634. 
 
44 VOULTSOS and CHATZINIKOLAOU, 2014. 
 
45 KIND, LAFATA, MATUSZEWSKI, and RAISCH, 2009. 
 
46 ROBERTSON K R, PARTRIDGE J C, ROGERS E, OTTAVIANI G, CAHILL A G, CAUGHEY A B. (2012). Resuscitation of 
Neonates at 23 Weeks Gestational Age: A Cost-Effectiveness Analysis in the United States. Archives of Disease 
in Childhood 97. Http://adc.bmj.com/content/97/Suppl_2/A52.3 (accessed March 22 2018). 
 
47 Similar findings on the cost-effectiveness of admitting very premature infants to neonatal intensive care 
were reported in an early study from Canada (BOYLE M H, Torrance G W, Sinclair J C, and HORWOOD S P. 
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The relevant point here is that the HQoL measurement involved in computing QALYs can be 

either based on preferences from patients that have had the treatment, or on social 

preferences that reflect the views of the general population.48 Obviously, regarding new 

born infants the reported study assumed the second option. Given the impossibility to rely 

on personal preferences of these infants, relying on the views of the general population is 

the only option left. But the result may be less than reassuring when one realizes that in this 

study two-third of the studied cohort would survive without a severe disability. 

   

The Task of Fact-Finding II: Prenatal Screening and Testing 

More than twenty years ago a well-known molecular biologist from Princeton University by 

the name of Lee Silver predicted in his book Remaking Eden that in a few decades it would 

be considered entirely acceptable to choose the quality of one’s offspring by looking for 

features of excellent quality.49 Referring to Aldous Huxley’s A Brave New World Silver 

claimed that Huxley got the science right but the politics wrong. Improving the human 

condition by improving its gene pool is achieved by the cumulative effect of random 

individual reproductive choices, it is not the declared object of any governmental program. 

It’s now twenty years later and we find Silver’s prediction confirmed by the sheer number of 

so called ‘cryobanks’, for profit firms that sell sperm donation services to enhance the 

quality of one’s offspring. The most desirable quality sought among sperm donors is 

‘brilliance’, wherefore genes to be marketed is obtained preferably from students and 

professors on the campuses of Ivy League universities. An early pioneer in this area Robert K. 

Graham, founder of the Repository for Germinal Choice in 1980, said that his motive was to 

improve the human genome pool. "The better the human gene pool, the better the 

individuals who will come out of it," Graham commented, and added with impeccable logic, 

"The poorer the human gene pool, the more useless and detrimental individuals will come 

out of it."50 Graham’s enterprise attracted strong criticism as the ‘Nobel Prize winner’s 

sperm bank’ but the rapid proliferation of cryopreservation services since his initiative 

proved Silver’s prediction right. People in affluent societies are attracted to the idea of 

improving the quality of their offspring in unprecedent ways. To date there are in the US 

more than 100 private companies offering these services nationwide.51 

                                                           
(1983). Economic Evaluation of Neonatal Intensive Care of Very-Low-Birth-Weight Infants. New England Journal 
of Medicine 308:1330-1337). 
 
48 KIND, LAFATA, MATUSZEWSKI, and RAISCH, 2009. 
 
49 SILVER L M. (1997). Remaking Eden. Cloning and Beyond in a Brave New World. New York: Avon Books. 
 
50 CNN, Tricia Escobedo, (2014). A Sperm Bank just for super smart people. Https://edition.cnn.com/-
2014/10/08/health/genius-sperm-bank/index.html (accessed March 23 2018). 
 
51 On the history of Graham’s firm see PLOTZ D. (2006). The Genius Factory. The Curious History of the Nobel 
Prize Sperm Bank. New York: Random House. 
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The use of cryobanks to obtain ‘high quality’ sperm is the clearest example of what we 

earlier identified as PE. People using these services are not so much worried about the 

possibility of a ‘negative’ outcome – i.e. giving birth to a child with a disability – as they are 

committed to a ‘positive outcome’. Apparently the specter of preferable off-spring has 

changed over time. A ‘good breed’ used mainly to be about family, now users primarily want 

talented and gifted children predisposed for ‘brilliance’. The self-acclaimed largest firm in 

the business, California Cryobank, has a special team trying to identify sperm donors that 

pass as ‘celebrity look-alikes’. “It’s art, not science,” says one of the team members.52 

Evidently both providers and users of these services don’t have children with cognitive 

impairments on their minds, rather the opposite is the case. Even though not consciously 

targeting procreation to avoid such children, they are negatively implicated. In the past they 

were seen and named as ‘subaverage’ or ‘subnormal’, which implied ‘normal’ children by 

default.53 They now appear to be at the wrong end of the specter of most desirable children. 

For buyers of donor sperm that seek ‘brilliance’ children with cognitive impairments 

obviously qualify as the least desirable off-spring. 

Notwithstanding the rise of PE, however, the greater concern here is the ever growing 

practices of preventing the birth of children with ID by means of PST. The most important 

facts of the matter are straightforward and simple. There are over 7000 genetic dispositions 

known as responsible for some kind of disease for which at the prenatal stage no therapy is 

rarely available, if at all. Not all these dispositions are targeted as ‘genetic defect’, but the 

detection of those that are leave pregnant women and couples with only two options: 

carrying the pregnancy to term and giving birth to a child with a genetic ‘defect’, or having 

an abortion and terminate the future child’s life. 

Here we will focus exclusively on the condition of Trisomy 21, known as Down syndrome. It 

has become the paradigm case for discussing what the eugenic effect of PST on the lives of 

people with ID may be. 

 

Prenatal Screening and Testing to Enhance Reproductive Choice 

In various countries the option of genetic screening for pregnant women is routinely given. 

The declared aim of this policy is never to prevent the birth of children with ID because that 

would render public authorities vulnerable to the charge of a negative view. Especially since 

the introduction of non-invasive screening and testing procedures (NIPT) less than a decade 

ago public authorities take heed to emphasize nationwide distribution of these procedures 

as an ‘option’ the aim of which is to enhance informed reproductive choice. It is hard not to 

see the political influence of CRPD in the background of this declared policy. 

                                                           
52 Https://www.youtube.com/watch?v=mBObpye84fM (accessed March 23 2018). 
 
53 The world of science was not exempt from this negative image. Till 1992 the now called International Journal 
of Developmental Disabilities carried the name of The British Journal of Mental Subnormality. 

https://www.youtube.com/watch?v=mBObpye84fM
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The bottom line in justifying national screening and testing programs, then, is choice. People 

ought to have the option of choosing whether or not their future child will live with a genetic 

disposition to develop a disease or a disability. To enhance their reproductive freedom, they 

should be given correct and unbiassed information about personal risk factors – maternal 

age, family history – as well as the risks attached to invasive testing methods. The declared 

aim of developing NIPT was to reduce the latter. 

A crucial question here is what counts as ‘relevant information’. What should people know 

to make informed decisions. There is not a textbook on political philosophy that will not 

argue that the use of freedom depends on correct and adequate information, implying that 

deciding in ignorance is a limitation of freedom. Looking at practices of genetic counsellors 

one finds that they usually focus on information derived from a risk analysis, leaving the task 

of weighing various possible outcomes to the ‘patient’. In a major study (involving more than 

700 women in California) Kuppermann et. al. investigated the effect of a broader approach 

to genetic counselling using an interactive  video-, audio-, and text-based computer program 

in which women were encouraged to consider all their options – including the option of 

foregoing testing altogether – in the light of their own values. The findings of their study 

show that 

…. after receiving complete prenatal testing information and the opportunity to explicitly consider 

their values and preferences via an interactive decision-support tool and having financial barriers to 

testing removed, participants were less likely to opt for invasive testing and more likely to forgo 

testing for aneuploidy altogether.54 

By eliminating financial barriers to participate in PST the authors showed that a broader 

approach to relevant information for informed decision-making not only improved patient 

knowledge of the risks involved. It also showed that weighing these risks in view of their own 

values created a moral space to decide not to participate in these procedures at all. Earlier 

studies suggested that women frequently did not experience this moral space, which raises 

doubt about their informed decision-making and the voluntary nature of their 

participation.55 

The results presented by Kuppermann et. al. indirectly corroborate the findings in an earlier 

study by Press and Browner. They showed that routinely presenting the option of prenatal 

testing through information from providers influences women’s perception and knowledge 

                                                           
54 KUPPERMAN M, PENA S, BISHOP J T, NAKAGAWA S, GREGORICH S, SIT A, VARGAS J, CAUGHEY A B, SYKES S, 
PIERCE L, NORTON M E. (2014) Effect of Enhanced Information, Values Clarification, and Removal of Financial 
Barriers on Use of Prenatal Genetic Testing. A Randomized Clinical Trial. Journal of the American Medical 
Association 312: 1210-1217. 
 
55 VANDENBERG M, TIMMERMANS D R, TENKATE L P, VANVUGT J M, VANDERWAL G. (2005). Are pregnant 
women making informed choices about prenatal screening? Genetic Medicine 7:332-338; VANDENBERG M, 
TIMMERMANS D R, TENKATE L P, VANVUGT J M, VANDERWAL G. (2006). Informed decision making in the 
context of prenatal screening. Patient Education and Counselling 63:110-117; SEAVILLEKLEIN V. (2009). 
Challenging the rhetoric of choice in prenatal screening. Bioethics 23:68-77. 
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of these procedures.56 The wider perspective on counseling that includes consideration of 

women’s views and values changed their decisions on participation. Yet what the study did 

not consider was the eventual influence of added information about living with the condition 

that one was tested for. This appears to be true of most if not all studies in this area. 

 

Testing for Down Syndrome 

To date Down syndrome (DS) is the most studied and discussed chromosome ‘abnormality’. 

The introduction of NIPT in recent years have raised the question as to whether they will 

eventually result in the extinction of this condition. Numbers of infants born with DS are 

reported to be decreasing, numbers of ‘elective’ abortion are reported to be increasing.57 At 

the same time, however, studies show the performance rates of children with DS are 

climbing due to Early Intervention Programs.58 The combination of these data invokes the 

question how information on living with DS is included in the practices of genetic counseling.  

The pertinence of this question received support from studies on experienced well-being by 

persons with DS. An American study published in 2011 showed that from a sample of 294 

people with DS in the US, ages 12 and older, nearly 99% indicated to be happy with their 

lives, 97% liked who they are, and 96% liked how they look. Nearly 99% people with DS 

expressed love for their families, and 97% liked their brothers and sisters.59 The authors of 

the study commented: 

In our qualitative analysis, people with DS encouraged parents to love their babies with DS, 

mentioning that their own lives were good. They further encouraged healthcare professionals to 

value them, emphasizing that they share similar hopes and dreams as people without DS.60 

Research from Japan designed after this American study reports similar findings. It found 

that 98% of persons with DS older than 12 years of age in Japan reported to be happy with 

their lives, which led these researchers to claim that their results are relevant to genetic 

                                                           
56 PRESS N, BROWNER CH. (1997). Why women say yes to prenatal diagnosis. Social Science & Medicine 45:979-
989. See for similar findings TSOUROUFLI M. (2010). Routinization and constraints on informed choice in a one-
stop clinic offering first trimester chromosomal antenatal screening for Down's syndrome. Midwifery 27:431-
436. 
 
57 References and discussion will follow below. 
  
58 GURALNICK M J. (1998). Effectiveness of early intervention for vulnerable children: A developmental 
perspective. American Journal on Mental Retardation, 102:319-345; GURALNICK M J. (2005). Early intervention 
for children with intellectual disability: Current knowledge and future prospects. Journal of Applied Research in 
Intellectual Disability, 18:313-324; SPIKER D and HOPMANN M. (1997). The effectiveness of early intervention 
for children with Down syndrome. In M.J.GURALNICK (Ed.) The effectiveness of early intervention. Baltimore 
MD.: Paul H. Brookes, pp. 271-305. 
 
59 SKOTKO B G, LEVINE S P, GOLDSTEIN R. (2011). Self‐perceptions from people with Down syndrome. American 
Journal of Medical Genetics Part A 155:2360–2369. 
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counseling for the couples considering prenatal tests (….) “so that they have a clearer image 

about life with DS and can better visualize their life plans.”61 

So, the question is how accurate information about living with the condition of DS may affect 

women’s informed choices. As indicated, information about the performances of children 

with DS is not regularly included in genetic counselling. A qualitative study on effects of NIPT 

on the prevalence of DS in The Netherlands found that parents of children with DS think 

accurate information is lacking in women and couples taking NIPT, as well in the healthcare 

professionals involved.62 Similar studies in other countries support these findings.63 A study 

from Canada evaluated 20 ‘decision aids’ to support participants in screening and testing, 

but the instrument developed for this evaluation also failed to ask whether these tools entail 

information about living with DS.64 

Until about 2010 when the use of invasive testing for DS was standard, research on genetic 

counseling was mainly concerned with uptake numbers, which means that ‘results’ are rated 

in terms of the overall ‘success’ of participation in screening and testing programs.65 Studies 
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SMITH F E, SHAW A, MONTGOMERY A A. (2012). A qualitative investigation of the decision-making process of 
couples considering prenatal screening for Down syndrome. Prenatal Diagnosis 32: 57–63; TERNBY E, 
INGVOLDSTAD C, ANNEREN G, AXELSSON O. (2015) Midwives and information on prenatal testing with focus on 
Down syndrome. Prenatal Diagnosis 35:1202–1207; TERNBY E, INGVOLDSTAD C, ANNEREN G, LINDGREN P, 
AXELSSON O. (2015). Information and knowledge about Down syndrome among women and partners after first 
trimester combined testing. Acta Obstetricia et Gynecologica Scandinavica 94:329–332. 
 
64 LEIVA PORTOCARRERO M E, et al. (2015). Decision aids that support decisions about prenatal testing for 
Down syndrome: an environmental scan. BMC Medical Informatics and Decision Making 15:76-86. 
Https://bmcmedinformdecismak.biomedcentral.com/track/pdf/10.1186/s12911-015-0199-6 (accessed April 3 
2018). 
 
65 The main concern of studies in this area seems to be the fact of limited uptakes of invasive testing 
procedures. At random examples of early studies regarding invasive tests are SARIDOGAN E, DJAHANBAKCH O, 
NAFTALIN A A. (1996). Screening for Down's syndrome: experience in an inner city health district. British 
Journal of Obstetrics and Gynaecology 103:1205-1211, and FORD C, MOORE A J, JORDAN P A, BARTLETT W A, 
WYLDES M P, JONES A F, MACKENZIE W E. (1998). The value of screening for Down's syndrome in a 
socioeconomically deprived area with a high ethnic population. British Journal of Obstetrics and Gynaecology 
105:855-859; GILBERT R E, AUGOOD C, GUPTA R, ADES A E, LOGAN S, SCULPHER M, ET. AL. (2001). Screening 
for Down's syndrome: effects, safety, and cost effectiveness of first and second trimester strategies. British 
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tended to focus on knowledge and understanding of testing procedures per se as a key 

factor in women’s decision-making. The study by Kuppermann et al. already referred to 

showed that including patient values and preferences meant a significant decrease in the 

demand for NIPT.66 In general it seems fair to say that genetic counsellors are aware of their 

responsibility for clarifying that participants understand what they are consenting to when 

they decide to participate.67 The remaining issue is whether the same is true for clarifying 

the condition that they are tested for. Recalling the findings from the US and Japan regarding 

the subjective well-being of more than 90% of persons with DS, it appears that whatever is 

troubling these people in their lives, it does not seem to be their Down syndrome.68 

In summary, most studies do not mention information about DS as relevant to informed 

decision-making, whereas one would assume that fully informed reproductive decisions are 

be based on information regarding the targeted condition as well. As a rule, the topic is not 

included in the evaluation of genetic counselling on NIPT. There are noteworthy exceptions 

however. An early study by Williams, Alderson, and Farides found that knowledge of the 

condition of DS is very limited among pregnant women, while the information about living 

with DS these women received from professionals in their study did not exceed “medical 

textbook knowledge”.69 They also found that these professionals had no direct experience 

with DS in their social environment. This finding was corroborated in later studies by Brian 

Skotko. Being a pediatrician and the sibling of a young woman with DS, Skotko found very 

inadequate knowledge and understanding of living with this condition among his colleagues 

early in his career.70 He subsequently studied mothers’ experience with Down syndrome in 

                                                           
about antenatal screening for Down's syndrome? A questionnaire survey. Midwifery24:153-62; FRANSEN M P, 
SCHOONEN M P, MACKENBACH J P, STEEGERS E A, DEKONING H J, LAUDY J A, GALJAARD R J, LOOMAN C W, 
ESSINK-BOT M L, WILDSCHUT H I. (2010). Ethnic differences in participation in prenatal screening for Down 
syndrome: a register-based study. Prenatal Diagnostics 30:988-94. Since 2010 studies begin to appear 
investigating the effect of less invasive testing procedures on uptake numbers. Examples here are: CHITAYAT D, 
LANGLOIS S, WILSON D R , SOGC GENETICS COMMITTEE, CCMG PRENATAL DIAGNOSIS COMMITTEE. (2011). 
Prenatal screening for fetal aneuploidy in singleton pregnancies. Canadian Journal of Obstetrics and 
Gynaecology 33:736-750; TWISS PH, HILL M, DALEY R, CHITTY L S. (2014). Non-invasive prenatal testing for 
Down syndrome. Seminars in Fetal and Neonatal Medicine 19:9-14; NICOLAIDES K H, SYNGELAKI A, ASHOOR G, 
et al. Noninvasive prenatal testing for fetal trisomies in a routinely screened first-trimester population. 
American Journal of Obstetrics and Gynecology 207:374.e1-6. 
  
66 KUPPERMAN et al., 2014. 
 
67 ALEXANDER E, KELLY S, KERZIN-STORRAR L. (2015). Non-Invasive Prenatal Testing: UK Genetic Counselors’ 
Experiences and Perspectives. Journal of Genetic Counseling 24: 300-311. 
 
68 See above, notes 44 and 45. 
 
69 WILLIAMS C, ALDERON P, FARSIDES B. (2002) What constitutes 'balanced' information in the practitioners' 
portrayals of Down's syndrome? Midwifery 18:230-7. 
 
70 KIDDER C S and SKOTKO B G. (2001). Common Threads: Celebrating Life With Down Syndrome. Rochester 
Hills: Band of Angels Press. 
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the light of what they had learned about it from their doctors and saw these findings again 

confirmed.71 

A concern frequently voiced in the recent literature is the objection against ‘routinization’ in 

PST as a consequence of the introduction of NIPT.72 In a very short it has become the 

preferred screening method for DS. It is available on the market in 60 countries,73 while in 

over 90 countries it is now recommended by professional societies as an advanced screening 

test.74 In their recent review article Griffin et al. voice the concern that “NIPT will lead to less 

tolerance and support for those living with Down syndrome and the heightened expectation 

of having ‘perfect babies’.”75 The authors suggest that the impact of routinization of an 

‘simple’ blood test is unlikely to increase the quality of informed decision-making, and may 

undercut the moral space for women to decide for themselves whether or not to take a test. 

These concerns should be addressed in their view by increased awareness of the importance 

of pre-test education and counselling. 

In view of this kind of comment push-backs against the routinization of NIPT have begun to 

draw attention towards its potential effect on people living with DS. Earlier on advocacy 

                                                           
71 SKOTKO B. (2005). Mothers of children with Down syndrome reflect on their postnatal support. Pediatrics 
115:64-77; SKOTKO B. (2005). Prenatally diagnosed Down syndrome: Mothers who continued their pregnancies 
evaluate their health care providers. American Journal of Obstetrics & Gynecology 192:670-77; SKOTKO B G, 
CAPONE G T, KISHNANI P S. (2009). Postnatal Diagnosis of Down Syndrome: Synthesis of the Evidence on How 
Best to Deliver the News. Pediatrics 124;751-758; SKOTKO B G, LEVINE S P, GOLDSTEIN R. (2011). Having a son 
or daughter with Down syndrome: Perspectives from mothers and fathers. American Journal of Medical 
Genetics 155: 2335-2347. 
 
72 ALEXANDER et al., 2015. Also See also LEWIS C, SILCOCK C, CHITTY L S. (2013). Non-invasive prenatal testing 
for Down's Syndrome: pregnant women's views and likely uptake. Public Health Genomics 16:223–232; 
VANSCHENDEL R V, KLEINVELD J H, DONDORP W J , PAJKRT E, TIMMERMANS D R M, HOLTKAMP K C A, et al. 
(2014). Attitudes of pregnant women and male partners towards non-invasive prenatal testing and widening 
the scope of prenatal screening. European Journal of Human Genetics 22:1345–1350. 
 
73 Carrying out the research for the present study one of us was surprised to find an announcement of a market 
analysis in his mailbox – probably due to the blessings of data analytics. The description of the report reads, 
“The market overview offers in depth analysis at the regional and country level, for instance North America 
(U.S., Canada and Mexico), Europe (Germany, France, Italy, U.K., Spain and ROE), Asia-Pacific (China, Japan, 
India, Australia, South Korea and Rest of APAC), South America (Argentina, Brazil, Venezuela, Chile, and Peru) 
and Middle East & Africa (UAE, Saudi Arabia, Qatar, Iran, South Africa, and Rest of MEA). (….) Market data 
derived from the authenticated and reliable sources is subjected to validation from the industry experts. The 
report also analyzes the market by discussing market dynamics such as drivers, constraints, opportunities, 
threats, challenges and other market trends.” The report is named Global Non-Invasive Prenatal Testing (NIPT) 
Market Analysis 2017 - Forecast to 2025 and is advertised for the sum of € 3550.- Https://www.research-
andmarkets.com/publication/meveyv9/4540546 (Accessed June 1, 2018). 
 
74 GRIFFIN B, EDWARDS S, CHITTY L S, LEWIS C. (2017). Clinical, social and ethical issues associated with non-
invasive prenatal testing for aneuploidy. Journal of Psychosomatic Obstetrics and Gynecology. Published online 
9 February. Https://www.tandfonline.com/doi/citedby/10.1080/0167482X.2017.1286643?scroll=top&need-
Access=true (accessed March 22 2018). 
 
75 Idem. See also LEWIS C, et al., 2013; KAPOSY C. (2013). A disability critique of the new prenatal test for down 
syndrome. Kennedy Institute of Ethics Journal 23:299–324; VANSCHENDEL et al., 2014; also VANSCHENDEL et 
al., 2016 
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organizations such as the National Down Syndrome Society (NDSS) in the US have lobbied 

for a broader education than only knowledge and understanding of testing procedures. 

More recently it has been reported that as of 2014 the U.S. Preventive Services Task Force 

no longer lists Down syndrome screening as a recommended preventive care service.76 

Apparently, the condition is no longer considered to constitute a ‘medical necessity’ for 

prenatal testing.77 

The concern regarding public health screening programs, then, is what NIPT could do to the 

prevalence of, and, subsequently the support for people with DS in society. Being relatively 

easy to buy as a ‘direct-to-consumer’ product its use could become routine practice without 

sufficient control on accurate information. Responding to this concern, the NDSS in the US 

now supports FDA regulations of screening and testing procedures and endorses further 

legislation on prenatal education. As a governmental agency, according to the NDSS website, 

the FDA can be trusted to provide unbiassed regulations that are crucial to curb uncontrolled 

proliferation of NIPT by market forces. 78   

 

The Disappearance of Down Syndrome 

In 2016 Dutch television broadcasted nationwide and on prime time The Last Downer, a 

documentary in four episodes. Two interviewers with Down syndrome went to question 

various parties involved in the development of screening and testing for DS. The question 

they were investigating was whether the effect of NIPT would result in the disappearance of 

the condition, and, if so, whether that would be a bad thing in the eyes of their respondents.  

Apart from having a TV program made with people directly implicated in the answer to the 

question, one of the interesting things about it was its review in national newspapers the 

next day after the first episode. The journalist who was supporting the two interviewers was 

accused of exploiting the emotional side of interviewing medical experts who basically told 

them they’d better not exist. In contrast, a professor in medical genetics was praised for 

refusing to tell one of the two interviewers in her face why she believes NIPT is important. 

Is DS a disappearing condition? Answers to this question suggested in the media often refer 

to abortion rates of 90% and higher as ‘proof’ that this is indeed the case. While abortion 

rates are an indication of what is going on, in reality the issue is more complicated. To 

mention just one thing, the number of pregnant women participating in screening and 

                                                           
76 LEACH, M. (2015). Down syndrome screening no longer a recommended preventive service. Down Syndrome 
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77 CHEN S C, WASSERMAN D T. (2017). A Framework for Unrestricted Prenatal Whole-Genome Sequencing: 
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78 The new legislation concerns the Accurate Education for Prenatal Screenings Act. The NDSS apparently finds 
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tests-nipts/ (accessed March 27 2018). 
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testing programs – the so-called uptake ratio – widely differs. Some countries have test 

uptakes of over 90% (Denmark) where others do not even arrive at 50% (The Netherlands).79 

Relatively high abortion rates combined with relatively low uptake rates means there will be 

more children born with DS than suggested by high abortion rates per se. For example, the 

case of Denmark combines high test uptake rates >90% with similarly high abortion rates 

(>90%); in contrast in the case of The Netherlands high abortion rates (>90%) with very low 

test uptake rates (25% reported in 2013 climbing to 45% in recent years).80 This is confirmed 

by a population‐based study in The Netherlands. While the termination rate in cases of a 

diagnosis of DS is high, the overall live birth of children with DS rate has increased over 

time.81 

Another variable is ‘advanced maternal age’. As the median age for first pregnancies rises 

more women will fall into the high-risk category. When at the same time the accuracy of 

NIPT rises, uptake ratios may also rise, but abortion rates may fall. This may be due to a 

number of factors. More women decide not to follow up a NIPT screening result with a more 

invasive test to confirm an expected diagnosis, partly because they do not want to risk losing 

their pregnancy, partly because they did not intend to terminate their pregnancy to begin 

with.82 Other intervening factors may complicate the resulting picture even more. Ethnicity 

but also race83 and religious background may play a role as mitigating factors.84 Natoli et al. 

estimated that termination rates also may have fallen due to improved educational and 

health performance as well as increased lifetime expectancy for persons with DS.85  

Furthermore, most authors in the field of epidemiological studies in the prevalence of DS 

recognize the limitations of available registered data-sets, as well as the disparity between 

studies from which data are obtained, and demand more longitudinal studies. All in all these 

findings indicate that any straightforward claim to the disappearance of DS at this moment is 

hard to sustain. Keeping this caveat in mind, the following results have been found in the 

literature. 
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A review study from 2012 suggested that in the US a median 74% of expectant parents after 

a positive test result for DS decided for an abortion.86 Compared with much higher rates 

(>90%) mentioned in earlier studies in the US from the 1980s this suggests a significant 

lower number of abortions. Lacking in this review study, however, were data about 

expectant couples who choose not to participate in PST.87 A more recent study estimates 

that in the period 2006-2010 nationwide 5300 children with DS were born, while 3100 

pregnancies were terminated, which is about 58%. As a consequence of ‘elective’ 

terminations this study estimates a 30% reduction of children with DS that could have been 

born in the US in these years.88 

Compared with other countries the US appears a relatively hospitable environment for 

people with DS. It has been noticed however that the support for pushing back against 

routinely screening for DS from ‘pro-lifers’ and their political allies is often not followed by 

their equal support for programs aiming at an improved QoL of persons living with ID.89 

Another, more technical consideration regarding these estimates is that none of these data 

reflects eventual changes since the widespread introduction of NIPT after 2010. 

These limitations notwithstanding, there are reports from countries where DS is said to 

disappear. By now the case of Denmark is notorious. The arrival of less invasive tests led to a 

marked increase in prenatal diagnoses of DS whereupon the number of DS births decreased 

suddenly and significantly.90 Studies report the birth of less than five children with DS each 

year since the introduction of national guidelines on prenatal screening, while between 20 

and 30 children with DS are detected postnatally. In 2016, according to official figures, 137 

preborn babies were diagnosed the condition in Denmark, and 133 children were aborted; 

just 4 were born. Another well-known example is Iceland. With 2 or 3 children with DS born 

each year, Iceland is reported to be as close to becoming the first ‘Down-free’ country.91 

Research from China reports that the proportion of DS diagnosed prenatally increased from 

7.55% during 1996 to 2002 to 47.70% during 2003 to 2011, varying by region and maternal 

age. During 2003 to 2011, the high termination rate (90%) led to 55% reduction in the overall 

DS perinatal prevalence rate with a variation of 62% and 36% decrease in urban and rural 
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89 LEACH, 2015. 
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areas. Posts on internet fora and social media suggest that social stigma of DS is high in 

China with the effect that children with DS are frequently abandoned. A recent report on 

these developments comments: 

Now that rapidly advancing medical techniques have decreased the prevalence of DS in China, 

chances are that the less common the disorder is, the more stigmatized it will become. It is also 

probable that over the next one or two decades, if rural areas get better access to medical care, Down 

syndrome will altogether disappear from China.92 

A nationwide study in Japan covering three years of experience with NIPT in 55 clinics looked 

at the data of more than 30,000 women involved in the program. From the 342 women 

carrying a fetus with DS 284 opted for the termination of their pregnancy (88%).  Another 

recent study found that from all chromosome ‘abnormalities’ the pregnancies with DS were 

most frequently terminated (93%). 

Reports about abortion rates from other countries seem to vary. A large European study 

shows a much more mixed picture than one gets from either the US, Denmark, Iceland, or 

China. Significant variations in maternal age, number of pregnancies affected by DS, and 

abortions were found in nine European countries between 2005 and 2009 (Austria, Ukraine, 

UK, France, Spain, Ireland, Germany, Switzerland and Denmark). Of the total number of 1598 

prenatally diagnosed cases, 14% were born alive; 83% were aborted (ranging from 58% in 

Ukraine to 97% in Spain).93 

A similar mixed picture comes from a recent review study investigating the impact of NIPT 

on the prevalence of children born with DS. It compares findings from a variety of studies 

(with significant differences in research questions and study designs) from the UK, the US, 

The Netherlands, France, Spain, China, Taiwan, Hong Kong, and Singapore and notices very 

different outcomes.94 This study suggests that after the introduction of NIPT abortion rates 

tend to go down for a number of (western) countries. However, the authors ask for caution 

with regard to their results: 

Ultimately, however, the research included here describes relatively small numbers of women and can 

only give insights into pregnancy outcomes following prenatal testing and we do not know how many 

children with DS were born to parents who chose not to have prenatal testing. Population‐based 

studies of live birth rates are therefore essential to allow us to see the overall impact of NIPT.95 
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The message seems to be that, with a few exceptions, a general trend in the epidemiology of 

DS is still unclear. The overall conclusion from these studies seems to be that the number of 

life births with DS is relatively stable as a result of two factors. With the rise of maternal age 

the prevalence of pregnancies affected by DS is rising, but the effect is ‘neutralized’ by the 

equally rising number of abortions.96 

 

‘Tragedy’ and Beyond 

In view of the picture emerging from the research on PST, what stands out is the absence of 

accurate information about living with the condition of DS. After all, such information has 

been available for quite a while.97 As to the reason why (most) scientists don’t think this 

absence is an issue one can only speculate, but traditional medical views on Down syndrome 

probably have a lot to answer for. The view of a child born with DS as a ‘tragedy’ is most 

likely part of this. When information about DS does enter into the practices of genetic 

counselling it often does not surmount the ‘medical textbook’ type of account. When users’ 

views of NIPT are largely shaped by what they hear from medical professionals, it appears 

that not many will find reason to question the disastrous nature of the condition. Given the 

supposition that most users will not question the received view among health-professionals, 

who needs balanced information about a ‘tragedy’? 

What renders this suggestion plausible is the fact that from the start the advances in the 

science of PST have been sold to the general public as creating an opportunity to avoid 

human suffering. A powerful example of this sentiment is provided by a comment from 

Francis S. Collins at the time when he was Director of the National Center for Human 

Genome Research in the US: 

The mandate to alleviate human suffering is one of the most compelling of all expectations of 

humanity. (….) When genetics is seen to fall into that larger mandate, it is hard to argue with its 

potential goodness. In fact, given that potential, it can be argued that the most unethical approach of 

all would be to insist that genetic research be stopped; because if it were, those individuals, present 

and future, who suffer from the ravages of genetic diseases would be doomed to hopelessness.98 

Striking in this comment is the wholesale opposition between accepting genetics for its 

potential goodness on the one hand, and the ‘most unethical approach’ of insisting that 

                                                           
96 LOANE et al., 2013; MILL et al., 2017. 
 
97 Examples are VANRIPER M, SELDER F (1989). Parental responses to the birth of a child with Down syndrome. 
Loss, Grief and Care. Journal of Professional Practice 3:59-75; GATH A. (1990), Down syndrome children and 
their families. American Journal of Medical Genetics 37:314-316; VANRIPER M, RYFF C, PRIDHAM K. (1992). 
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Subjective well-being and ego development in parents of children with Down syndrome. Journal of Research in 
Personality. 34:509-536. See also note 58 for references to the results of early intervention programs. 
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genetic research be stopped on the other. No one is arguing that genetic research must be 

stopped, of course. But it certainly would help if the medical research community would be 

open to more accuracy in depicting the world of disability experience than Collins’ comment 

encourages it to do. There is much more to the reality of disability experience than only “the 

ravages of genetic diseases” that without the science of genetics would leave people 

“doomed to hopelessness”. Failure to recognize this much more varied reality extends to the 

failure of recognizing where the potential goodness of genetics lapses into its opposite. 

 

Effects 

It is common-place for public authorities responsible for national screening programs to 

underline that children with DS are as welcome as any other, and that they should enjoy the 

same opportunities as other people. The extent to which this is actually true will also differ 

between countries and their jurisdictions. It is difficult to assess the effects of existing 

programs on the lives of people actually living with DS, such as effects on health insurance 

and social security, not to mention inclusive education and other provisions like early 

intervention programs. To date it is uncontested in the DS community that due to the latter 

performance rates of children with Down have improved significantly in the last forty years. 

When it turns out that more ‘advanced’ countries will follow Denmark in the steep decline in 

prevalence of children born with Down syndrome, then the simple question is this: why have 

nationwide available early intervention programs and support services when the birth of a 

child with Down is numerically a rare exception to the rule that after a positive test result an 

abortion will follow? 

So it seems there is an irony in the current situation in the form of a self-reinforcing impact 

of NIPT.99 Accurate information about how children with DS and their families are actually 

doing continues by and large to be absent from genetic counselling, to the effect that with 

the introduction of NIPT test uptake rates tend go up, followed by abortion rates tending to 

go up, the demographic result of which eventually will undercut the viability of the very 

programs that have improved their performance, a fact of which most people engaging in 

screening and testing – including many healthcare professionals – are largely unaware. 

As in other countries, the Danish government declared it does not pursue eradication of DS 

but only intends to enhance the option of informed choice for pregnant women. There is 

reason to pause, however, and think about this claim. A recent study by Lou et. al. found 

that the introduction of, and adherence to national guidelines resulted in marked shifts in 

screening procedures and that this was a crucial factor in producing the outcomes for life 

births with DS in Denmark.100 Of course, governments can stick to the declared policy of 

providing their citizens with the option of informed reproductive choice, but given their 

authorization and support for nationwide screening and testing programs they cannot deny 

responsibility for the result of diminishing their population with DS.  
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Finally a cri de coeur. Entirely absent from the discussion traced in the scientific literature is 

the connection between PST and affluence. In the future DS is likely to become a condition 

the prevalence of which is characteristic for middle- and low income countries.101 Some 

studies have looked at the effect of financial burden of PST for participating individuals in 

western countries,102 and found that money matters, but when it comes to poor countries 

the future will be an entirely different story. 

The percentage of women of advanced maternal age (greater than 35 years of age) delivering infants 

is high in middle- and low-income countries (average 11-18 percent), which do not have universal 

screening, prenatal diagnosis and associated services. The birth prevalence of Down syndrome can 

reach 2-3 per 1,000 live births in middle- and low-income countries, a rate approximately double that 

currently seen in high-income countries.103 

The world may not witness the disappearance of the condition of Down syndrome 

altogether. Children with DS will still be born, and therefore people living with DS will be 

around for decades to come. But most likely they will be found primarily  in poorer 

countries.  

 

Widening the Scope of Prenatal Screening and Testing 

In a sense the focus on DS represents a stage in PST that is rapidly becoming obsolete 

because NIPT opens the avenue towards targeting many more genetic conditions. As a 

consequence of new less invasive and less expensive technologies however, the ‘standard’ 

justification in terms of enabling reproductive choice is called into question. 

Generally speaking the issue is this. When the proliferation of these technologies is left to 

the private sector, meaning the provision of tests ‘direct-to-customer’ without interference 

by healthcare professionals, then PST is likely to send the message of discrimination to 

people with ID and their families. It will be difficult in that case to rebut the disability rights 

argument, also known as the ‘expressivist’ argument.104 The market will unlikely correct 

customers acting on whatever prejudices they may have about living with particular 

disabilities. On the contrary, for-profit providers do have a stake in expanding 

‘preconception care’ responsibilities for potential parents while leaving their prejudices on 

                                                           
101 CHRISTIANSON A, HOWSON C P, MODELL B. (2006). Global  Report on Birth Defects. The Hidden Toll of 
Dying and Disabled Children. New York: March of Dimes Foundation. 
 
102 For example KUPPERMAN et al., 2014. 
 
103 Idem. 
 
104 PARENS E, ASCH A. (1999). The disability rights critique of prenatal genetic testing. Reflections and 
Recommendations. Hastings Center Report 29:1-22. 
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living with a disability intact.105 Their business is to sell as many testing kits as they can.106 On 

the other hand, when – in order to avoid these effects – NIPT remains embedded in a public 

health scheme, there will be too many options to be covered by public health programs. The 

inevitable question will be which conditions to target. The result will be that potential users 

find their reproductive freedom curtailed due to a limited range of conditions about which 

they can get the information they seek regarding their future offspring.107 

The concern for reproductive freedom may be further jeopardized if the question is pressed 

not only what information people can get access to, but whether they are free to decide 

what to do with it. This regards particularly the expanding scope of carrier screening in 

connection with IVF. Utilitarian imperatives may lead healthcare professionals to act on the 

principle of ‘procreative beneficence’, which says that they should decide to use any carrier 

information in order to work for a future child with the best possible prospects. The duty of 

beneficence to future children can and will be set off against parental preference.108 Could 

for example an IVF-clinic even refuse to serve couples with infertility issues when they refuse 

preimplantation diagnostics to select the ‘best’ embryo?109 Thus far organizations such as 

the European Society for Human Genetics have resisted this utilitarian approach towards 

genetic selection. The primary object of expanding carrier screening must remain what it 

thus far has been, it has stated, which is “to strengthen reproductive choices and decision 

making of couples.” 110 The effectiveness of screening programs should be measured by the 

goal of optimizing informed choice in reproductive decision-making and not by a reduction 

of the birth prevalence of disabled children. 

As indicated, further proliferation of NIPT regulated by public health schemes will push the 

question of which conditions are ‘serious enough’ to be targeted by its programs. It is 

                                                           
105 BONTE P, PENNINGS G, and STERCKX S. (2014). Is there a moral obligation to conceive children under the 
best possible conditions? A preliminary framework for identifying the preconception responsibilities of 
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106 For a couple of examples of how the marketing of for profit providers works, see MUNTHE C. (2015). A new 
ethical landscape of prenatal testing: individualizing choice to serve autonomy and promote public health: a 
radical proposal. Bioethics 29:36–45. 
 
107 DE JONG A, DE WERT G M W R. (2015). Prenatal Screening: An Ethical Agenda For the Near Future. Bioethics 
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108 HENS K, DONDORP W, et al. (2013). Dynamics and ethics of comprehensive preimplantation genetic testing: 
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109 DE WERT G, DONDORP W, et al. (2011). Intrafamilial medically assisted reproduction. Human Reproduction 
26:504–509. 
 
110 HENNEMAN L, BORRY P, et al. (2016). Responsible implementation of expanded carrier screening. European 
Journal of Human Genetics 2016: e1–e12; DONDORP W J, PAGE CHRISTIAENS G C M L, and DE WERT G M W R. 
(2016), Genomic futures of prenatal screening: ethical reflection. Clinical Genetics 89:531–538. 
 



 
 

32 
 

striking that a number of commentators who take the disability rights argument seriously for 

this very reason advocate a ‘medical model’ (sic!). In order to regulate the use of screening 

and testing with regard to ‘serious’ conditions one has to fall back on a medical perspective 

on ID that in many ways is responsible for the negative preconceptions that people may 

have of disability in the first place.111  

An area of concern in this connection is Preimplantation Genetic Diagnosis (PGD). Couples 

seeking medical assistance in reproduction through IVF are offered the option of having 

embryonic cells tested on specific genetic conditions before they are implanted to start a 

pregnancy. Obviously the prime candidates to participate in such procedures would be 

persons who are known as carriers of conditions that are perceived as ‘serious enough’ in 

their health effects. But new avenues will be pursued. The next generation of NIPT opens up 

the possibility of testing the gametes of any couple that enters into an IVF procedure. For 

example, it has been reported that preimplantation screening has been used to detect 

abnormal chromosome numbers in IVF embryos derived from genetically normal parents.112 

Traditionally IVF was developed to assist couples for whom ‘natural’ reproduction had been 

unsuccessful, but given technological developments there are already voices according to 

which natural reproduction has become irresponsible.113 Given the growing information 

about the adverse effects of less benign genetic conditions everyone should do everything in 

their power, on this view, to prevent their child to be born with any such condition. 

The risk of an explosion of preconception responsibilities will make general acceptance of 

such extreme views unlikely, but they seem to flag a trend. To limit the justification of public 

health schemes in this area to the goal of optimizing reproductive choice will be increasingly 

difficult. If public regulation and control is to be continued, then the question of what 

conditions to target cannot be evaded. On the other hand, from a disability rights 

perspective the effect of restrictive policies may well be more stigmatizing for people 

actually living with a targeted condition, which can be taken as a reason against any such 

restriction. 

A policy that gave no special status to disabilities, that did not treat them as providing a 

presumptively stronger basis for selection than any other trait or variation would send the message 

that disability did not give prospective parents a privileged reason to screen out embryos or terminate 

a pregnancy.114 

                                                           
111 See MUNTHE, 2015. This author proposes a limited scope of publicly funded programs for which he relies on 
the claim that the severity of some conditions is beyond dispute, leaving testing for all other conditions 
unrestricted to the market. 
 
112 BEAUDET A.L. (2015). Preimplantation genetic screens. Editorial. Science 349:1423. 
 
113 The director of a for-profit center of Surrogate Parenting and well-known radio host by the name of Bill 
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Quoted from BONTE et al., 2014. 
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In support of this view Chen and Wasserman propose a restriction-free policy that does not 

select conditions for reasons of medical severity. Positively they suggest “developing 

procedures that encourage and enable serious reflection about selection, not by limiting 

selection to serious diseases and disabilities.”115 As this proposal seems to rely on public 

regulation of self-regulatory behavior on the part of users and providers in an unrestricted 

environment, based on their “serious reflection”, we are apparently back at square one. 

One is inadvertently reminded of Lee Silver’s comment on Aldous Huxley who supposedly 

had the science right but the politics wrong. If governments want to curb discriminatory 

effects of privatized PST procedures, then they will be forced to make decisions on the 

genetic conditions to be covered by their regulations. That is to say, they will find themselves 

making decisions on the kind of disabilities that are the legitimate target of these 

procedures, a position that Huxley foresaw, even when under very different political 

circumstances.   

To summarize: technological developments in NIPT are going very fast, which in due course 

means the question of screening and testing for what cannot be avoided. On the assumption 

that these procedures are offered as part of public health programs optimizing reproductive 

choice as the justifying goal will come under pressure. Reproductive choice as such does not 

allow a regulative qualification of conditions that are serious enough to be targeted by these 

procedures in the context of public health. 

Given current medical frameworks this means that estimations of ‘poor’ quality of life will 

also enter in the decision-making process in the present field, as has been the case in the 

field of neonatology. Without such qualification, any of the 7000 known genetic conditions 

potentially ought to be a target of screening and testing practices if enhancing reproductive 

choice were all that mattered. 

 

The Task of Fact-Finding III: Other Practices Implicating Intellectual Disability 

The two areas of developing eugenic practices that have been discussed so far are tied in 

with technological developments in two separate areas, life support for prematurely born 

infants and PST respectively. The third task of fact-finding regards medical practices that are 

more difficult to categorize. They concern the termination of human lives affected by 

cognitive impairments in quite diverse settings. Perhaps ‘euthanasia’ will do to categorize 

most of the cases involved, but certainly not all. We did already extensively look at ending 

the lives of newborn infants for reasons of poor QoL, which acts – when they occur – can 

safely be qualified as ‘mercy killings’. The justification given for these acts is that living with 

certain conditions can be so harsh for these children that it is morally preferable not to 

‘condemn’ them to life. In view of developing practices of euthanasia, however, these killings 
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will fail to quality when a patient’s ‘autonomous’ request is taken to be one of its defining 

characteristics. 

Something similar will hold true for most of the cases to be discussed in this third part. In a 

sense, the problem of categorization is actually the main subject under discussion here. 

Generally speaking, practices of terminating human life in a medical context that are mostly 

discussed under the headings of ‘end-of-life decisions’, ‘euthanasia’, ‘physician assisted 

suicide’, sometimes also as the ‘right to die’.116 Usually in such cases, as indicated, a person’s 

own views on how to die as opposed to continue living is an important consideration in 

medical decision-making. Looking at the facts, however, one finds cases involving persons 

whose abilities of expressing their own views are uncertain, if not absent altogether, like 

persons with (severe) ID, or dementia, or Alzheimer’s disease. Even though not ‘fitting’ the 

standard euthanasia case, one finds justifications for terminating the lives of such persons, a 

trend that indicates shifting patterns and perspectives. 

The underlying issue here is the well-known ‘slippery slope’ argument. Supporters of this 

argument reason as follows. ‘End-of-life-decisions’ involving the termination of patient lives 

by their doctors are illegal and should remain so. The fact that there are patients explicitly 

and repeatedly requesting to have their lives ended is not a sufficient reason to legalize such 

acts and take them of the penal code. Legalizing euthanasia may in due course result in the 

termination of lives of patients outside this category, for example persons with an advanced 

stage of dementia. At some point, the argument goes, the legal justification for euthanasia 

will be extended to people that should be exempted from it because they cannot decide for 

themselves. Therefore society had better not embark on this journey at all. The slippery 

slope objection, in other words, questions the viability of safe-guarding the legal justification 

of end-of-life-decisions and keep them limited to the category of requested killings. 

 

Bad Samaritanism 

From the perspective of explicitly limited definitions of EAS terminating people’s lives 

without their explicit request is morally and legally doubtful at best, and unquestionably 

criminal at worst. But the question is whether this means both kind of cases are unrelated. It 

regards the connection between the occurrence of particular acts and the social context 

within which they occur. More specifically, is there a relation between illegal acts of 

terminating a person’s life in a medical context and a socio-cultural environment in which 

the legitimacy of EAS is openly debated and defended? 

On July 25 2016 The Guardian reported the murder of nineteen people in a home for people 

with disabilities in a village outside Tokyo, Japan. The knife-wielding attacker was a 26 years 

old former employee of the facility. After his heinous crime the man turned himself in to the 

police, and declared his motive, explaining that he was angry about being fired and losing his 

job. "It's better that disabled people disappear," the police quoted him as saying, according 

                                                           
116 There are exceptions to the qualification of the contexts of these practices as ‘medical’. Though the main 
focus here is on doctors and healthcare professionals, below a case will be discussed that concerned the killing 
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to local reports. Some 150 people aged between 18 to 75 lived at the facility, according to a 

public broadcaster, all with ID and some with additional physical disabilities and mental 

disorders.117 

About the killer’s background the Associated Press reported that a few months before his act 

he tried to get a letter to a local legislator, outlining his intention to attack two facilities. In 

the letter he demanded disabled people be put to death through “a world that allows for 

mercy killings.” He argued that the government should permit euthanasia for people with 

disabilities. “I envision a world where a person with multiple disabilities can be euthanized, 

with an agreement from the guardians, when it is difficult for the person to carry out 

household and social activities,” the letter said.118 He went then on to state, "My reasoning is 

that I may be able to revitalize the world economy…”119 

This was clearly a horrendously criminal act. After the letter had been traced to its author, 

the killer had been investigated and found mentally disturbed. Only weeks before his crime 

he had been released from the mental hospital to which he was involuntarily committed. 

The point of bringing up this story here regards the justification advanced for his acts that 

linked it explicitly to the wider context of discussing the legitimacy of EAS. Is this a relevant 

fact about this case? 

On November 21, 2017 a Dutch national newspaper reported that a 21 year old employee of 

a residential facility for elderly people had killed a woman with dementia by ejecting insulin. 

The man was suspected of two other murder cases. Only recently – February 2018 – he was 

indicted for seven cases of murder, also by injecting patients with dementia insulin. Nothing 

was reported about his motive for these acts, but his lawyer declared they were acts of 

compassion.120 The case appeared as similar to the murder of nine residents with dementia 

reported in The Netherlands in 1996. The declared motive of the killer in that case, also an 

employee of a caring facility, was that she could no longer bear seeing their suffering. 

Assuming ‘compassion’ as the main motive in such cases one could categorize them as 

‘mercy killings’ but it seems wrong to put them in the same box as the killings of new born 

infants as described in connection with the Groningen Protocol. At any rate a morally and 

legally relevant difference is that the latter were done in open and intense communication 

                                                           
117 The Guardian, Japan knife attack: stabbing at care center leaves 19 dead. https://www.theguardian.com/-
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with these children’s parents. Rather than to qualify the acts reported here as ‘mercy 

killings’ the description of a criminal version of ‘bad samaritanism’ comes to mind. 

With regard to these two cases in The Netherlands one might question their relevance as 

examples of killings in a medical context in a society that openly discusses and accepts the 

practice of EAS. Given the time interval of more than twenty years between them, it might 

seem that such crimes do not frequently occur. One wants to keep in mind however, that 

these are reported cases, which leaves open the possibility of unreported cases, both in The 

Netherlands and elsewhere. Second, like in the Japanese case, also here the perpetrators 

were considered mentally disturbed. Both facts might suggest isolated crimes, then, that 

apparently have very little to do with the debate over time on the legitimacy of EAS, either in 

Japan or  in The Netherlands. They were not reported as instances of anything like 

euthanasia. Interesting in the Dutch case however, is the comment from an employee of the 

caring facility where the murder case of November 2017 took place, when she inadvertently 

linked these murders to the practice of end-of-life-decisions: “It is very awkward for the 

other employees working very hard in that ward (….) It is the place where the medication is 

kept for the last stage when things are really not working anymore.”121 

 

Acts of Killing and Their Socio-cultural Environment 

Are lethal crimes against people with diminished capacities that are mendaciously justified 

as ‘mercy killing’ in any way related to developing practices of EAS? More specifically, are 

they in any way related to a socio-cultural environment in which the legitimacy of such 

practices is openly debated and defended? Put differently, is there a connection between 

these acts and a public sphere in which the legitimacy of EAS is frequently backed up by 

popular polls showing that a large majority of the people is in favor of legalizing them? 

In the Japanese case, The Japan Times reported earlier that voluntary euthanasia was a hotly 

debated issue in the country, and that both the legislative and judiciary powers tended to be 

in favor of legislation but thus far had failed to give guidance on when acts of euthanasia 

could be legal.122 To be sure there are very significant differences between euthanasia and 

mercy killing, but these are not the issue here. The issue is rather whether a cultural climate 

in which terminating the lives of patients is subject to open discussion by respectable people 

facilitates unstable and misguided individuals in thinking that perpetrating such acts is 

acceptable. Think about it as an analogy of the dispute on whether excessive violence in 

children’s TV-programs produces more violent kids. 

As is well-known, any causal connection of such phenomena is very hard to prove. There are 

too many people who may hold similar views on people with ID as the Japanese killer did, 
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and yet don’t engage in similar acts. But perhaps causality is not the issue here either. The 

issue is how particular cultural environments produce structures of moral – and legal – 

justification that at some point are mistakenly taken to coincide with acts of killing particular 

people, even when they should not. In defense of EAS opponents of the ‘slippery-slope’ 

objection deny any such connection and hence insist on the clear demarcation of distinct 

categories. Terminating the lives of people with diminished decision-capacity is ill-conceived 

as a legitimate act because it is involuntary. Killing people without their explicit request 

should be categorized as murder. 

Noticeable, in this connection, is that proponents of legalizing EAS as a distinct and separate 

category do not necessarily insist on the verdict of ‘murder’ when such acts are performed 

by benevolent medical doctors, notwithstanding the fact that occasionally they also engage 

in involuntary EAS. The relevant difference lies, presumably, in the fact that these doctors 

are intentionally subjecting themselves to the transparency and accountability of public 

scrutiny, as we have seen with regard to the Groningen Protocol. In view of such cases the 

question arises whether EAS can be separated and set aside as a distinct category. In actual 

fact patient conditions overlap. In cases where there is no request there still can be a patient 

who is unbearably suffering, including psychological or existential suffering indicated by the 

frequent reference to ‘loss of dignity’. The two kinds of cases are not as distinctly separated 

as objections to a ‘slippery slope’ suggest. There seems to be an intermediate range of cases 

between euthanasia and murder that can be, and in actual fact are identified as ‘mercy-

killing’. 

Also noticeable in the same connection is the repeated assertion that disability advocates 

have nothing to worry about because legal safeguards send the message their lives are not 

at stake. We have seen the same in connection with the prevention of DS where it was 

argued that the introduction of NIPT should in no way be taken to send the message that 

children with DS are less welcome as members of their society. Receiving this message 

appears to be less than reassuring in that disability advocates and self-advocates usually 

begin to worry at this point. A cultural environment that benevolently discusses the legality 

of terminating disabled lives sends a false message, in their view, namely that seeing this as 

an act of mercy is a relevant consideration. They would rather not be at the end of other 

people’s benevolence. Self-advocacy groups such as Not Dead Yet therefore take assertions 

that they have nothing to worry about as suspect. The very fact of these assertion is felt as a 

performative contradiction. If they were truly welcome, it would not have to be asserted. 

What is beyond doubt needs no confirmation. At any rate, as Not Dead Yet in the UK insists, 

to date there is no single organization by and for people with disabilities or terminal illness 

that has joined the argument for legal justification of euthanasia or assisted suicide.123 

So the remaining question is whether the suspicions of self-advocates can be reduced to a 

form of collective hysteria in view of open discussions of EAS. Looking at the perceptions of 
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disability in western culture124 these discussions appear as less than innocent. Two areas of 

concern suggest that ‘death’ has a different meaning in connection with disability than it has 

with regard to non-disabled people. In a study examining over 200 news reports between 

2011 and 2015 from North America about the murder of people with disabilities by their 

caregivers, the motive routinely given for these acts of killing was ‘hardship’. The ‘hardship 

narrative’ – describing the life of the disabled person and his/her family as unbearably 

difficult – is frequently excepted by the media without much questioning. More significantly, 

the same appears to be true for the courts before these killings are tried. The law does not 

excuse them, but otherwise they do seem as excusable given the fact that imprisonment for 

the killers is relatively short, or is not ordered at all.125 Looking at these reports the author 

concludes that the drive to explain them as ‘mercy killings’ produces killer-oriented rather 

than victim-oriented stories in which the actual lives of the disabled persons involved tend to 

disappear.126 Of course, the obvious disparity with EAS is that the medical context is absent 

in these murders, but the verdict of unbearable suffering as the main justifying reason for 

EAS is not dissimilar to what the study identifies as the ‘hardship narrative’. The conclusion 

suggests itself that illegal killings of persons with disabilities are more readily seen as 

excusable, even when criminal, which is a reason to be concerned. 

In a high profile 1993 case in Canada, Robert Latimer a Saskatchewan farmer, murdered his 

12 year old daughter Tracy who lived with both physical and Intellectual disabilities.  He 

characterized his act as ‘mercy killing’, citing her pain, quality of life and disability as 

motivating factors.  While the act itself was shocking, what is more concerning for our 

purposes here was the widespread support he received from both the general public and the 

lower courts, initially being given a minimum sentence well below the legal threshold for 

murder.  This was eventually overturned in the Supreme Court127.  Subsequently he has 

become a high profile advocate for ‘mercy killing’. In 2012 Latimer appeared on a prominent 

Canadian public affairs program 16x9 in support of Annette Corriveau, a mother of two 

disabled adult children who is seeking the right to euthanize them. The promotion for the 

report in the program indicates the bias of what Perry calls a ‘killer-oriented’ rather than a 

‘victim-oriented’ story. It announces “a mother’s plea for mercy” and “a father who has been 

down this road before” for which both have paid a price.128 Subsequently Corriveau 

                                                           
124 The qualification of ‘western’ here should not be taken to mean that other, non-western cultures hold 
persons with disabilities in higher esteem. The point is simply that the available data on this issue in relation to 
EAS originate mostly from western countries. 
 
125 PERRY D. (2017) The Rudderman White Paper: On Media Coverage of the Murder of People with Disabilities 
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appeared on the popular Dr. Phil show to make her case, an audience vote returned 90% 

support for her plea for ‘mercy’.129  

The second area of concern is from another study from the US regarding the other category 

within EAS, physician assisted suicide. It notices that since the Oregon Death with Dignity Act 

(1994) various proposals for legalizing assisted suicide have assigned physicians with the 

authority  to decide whose request for assisted suicide is to be acknowledged. With this in 

mind the study has looked at responses by healthcare professionals to requests that involve 

disability.130 The findings indicate that in the case of people with disabilities the barrier 

against suicide seems to be much lower. Physicians and other health professionals would 

assist in suicides of persons with incurable conditions while offering suicide prevention to 

individuals seen as ‘healthy’. Disability rights advocates have charged this practice as 

unwarranted devaluation of the QoL of people with disabilities.131 Again, the findings of also 

this study suggest that death of a person with a disability is of lesser weight than death of a 

‘healthy’ person, which adds to the view of a socio-cultural environment in which the 

justification of EAS is more readily accepted when it regards people with ID. 

There are opposing views, however. The Washington Post published an article in which the 

author reported the case of a man in his 50s with a severe ID who was kept on a ventilator in 

a hospital in New Hampshire while the prospect of recovery was bleak.132 The patient was 

sedated. Normally a physician would ask what kind of care the patient wants, which in fact 

means to ask about the withdrawal of life-sustaining support. In the present case the man’s 

legal guardian noticed his QoL was deteriorating without the comfort of his favorite things, 

and asked to focus on end-of-life care. This was forbidden by law, however. Regarding 

persons with ID the law of New Hampshire, as in other states in the US, forbids legal 

guardians to make decisions about the withdrawal of life-sustaining equipment. 

This reported case seems to question the claim that ‘death’ has a different meaning when ID 

is involved. But on a closer look this is seen to be mistaken. Permission to withdraw life-

sustaining equipment is possible on grounds of ‘poor quality’ but it has to be decided by a 

judge whose task is to approve of all the details of the decision-making process.133 Rather 

than protecting the life of the disabled person it seeks to counter the invasion of someone 

else’s will in determining whether continued medical care is appropriate. 
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Legalized Euthanasia in The Netherlands 

There are other examples of blurred distinctions and categorizations. In the late 1990’s The 

Netherlands has legalized EAS, as is well-known, after two decades of public discussions of 

pioneering cases. Individual doctors had decided to take matters in their own hands and 

terminated the life of a patient, sometimes because that patient wanted to die, sometimes 

because of advanced dementia in a patient who had expressed her will not to have to exist 

in that condition, and sometimes because the patient was suffering unbearably in the final 

stage of his/her life. These doctors were prosecuted and convicted by the courts, but the 

courts occasionally withheld from punishing their crimes.134 

This paved the way for the Dutch version of legalized euthanasia, defined as ending the life 

of a patient on his or her explicit and repeated request. To be legally acceptable, this act can 

only be carried out by a doctor, has to be reported to the coroner as an act of killing, and still 

can be prosecuted if the doctor has failed to meet legally established criteria for ‘careful’ 

acting. Regional Review Committees (RRC’s) are established to rule whether these criteria 

have been met in individual cases. The public prosecutor will indict a doctor when a RRC 

reports legally disputable circumstances.135 Contrary to what many assume, euthanasia 

remains a criminal offence in The Netherlands. It can be punished with imprisonment of up 

to twelve years when a doctor is convicted in a court of law. 

However, in the decades since this framework was established some developments indicate 

a widening scope of legally accepted cases of euthanasia. Not only in the sense of a steep 

curve of rising numbers: from 1923 in 2005 to 6091 in 2016, a rise of 217%.136 Also in the 

sense of the changing profile of cases accepted as legally justified by the RCCs. 

Based on an analysis of RCC dossiers it has been reported that the interpretation of criteria 

for ‘careful acting’ has changed on at least three significant points. 137 The original support 

for legalized euthanasia in the 1980s and 1990s in The Netherlands was based on the widely 

shared view that in the final stage of their lives people who are unbearably suffering and for 

whom no other relief can be given, should be able to ask their family doctor to end their 

lives. The vast majority of cases concerned terminally ill cancer patients facing imminent 

death. Twenty years later things have changed significantly. First, the presupposition of a 

longstanding relationship with a family doctor is no longer in place. This change is due to the 

emergence of experts who perform euthanasia but have no obligation to consider other 
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options than the termination of life. Second, the life time expectancy of patients involved 

can exceed the period of a few months to go beyond two years. This is due to an unqualified 

acceptance of self-reported unbearable suffering by euthanasia requesting patients. Finally,  

there has been an expanding range of considered diagnoses. Numbers of euthanasia cases 

reported in in 2002 show cancer 1658, heart-vascular 28, neurological 61, pulmonary 40, 

other (including occasional cases of psychiatry and dementia 95). Numbers reported fifteen 

years later show cancer 4137, heart- vascular 315, neurological 411, pulmonary 214, 

dementia 141, psychiatry 60, age related 244, combination 465, other 104.138 

In view of these changes the earlier point about how particular structures of moral and legal 

justification may be transferred to other cases of ending people’s lives, appears to have 

become true for EAS in The Netherlands. To mention just one thing: the development of the 

Groningen Protocol – as discussed before – would hardly be possible in a society that had 

remained highly critical towards the justification of terminating human lives of incompetent 

patients. Of course it has been noticed that the prime justifying condition of being a 

voluntary, explicit and repeated request by the patient remained unfulfilled in the cases 

reported under the GP. As already indicated however, the reason to eventually forego this 

criterion was already in place. Euthanasia as a voluntary request was introduced in The 

Netherlands largely as leverage to disallow doctors to decide whether a patient’s suffering 

was still endurable or not.139 In other words, to end unbearable suffering had been the 

prime concern of any form of euthanasia to begin with. The necessary but apparently only 

intermediate step had been to tie the evaluation of ‘suffering’ to the voluntary expression of 

the will to die by a fully conscious individual patient. 

In view of this intermediate role of the request as leverage for advancing the legal argument, 

it appears that opening up the discussion about the suffering of infants born with severely 

disabling conditions would be merely a matter of time. Looking backward the Dutch ethicist 

Theo Boer signals the failure to categorize and separate the ‘traditional case’ of euthanasia 

that elicited the country’s support for legalized EAS:  

Apparently, not even the most careful euthanasia monitoring system in the world has halted 

developments which many find reason to refer to as a slippery slope.140 

A final fact about recent developments in The Netherlands in support of this claim is the 

opening of the so called ‘End-of-Life Clinic’ (Levenseindekliniek). On its website it is stated 

that: ”The main focus is on those patients whose requests for assisted dying are more 

complex and often denied by their own physician: psychiatric patients, people with dementia, 
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or patients with non-fatal diseases.”141 The End-of-Life Clinic specializes in cases that were 

intentionally exempted from the legalization of EAS in 2004. 

Throughout the early years of public debate on legalizing EAS its proponents in bioethics and 

health law in The Netherlands have been quick to dismiss the ‘slippery slope’ argument. If 

there are certain categories of people that need to be exempted from its justification, such 

as people with ID or dementia, then that is where society draws the line. In other words, 

slippery slopes are controlled by safeguarding regulations enacted into law. The obvious 

shortcoming of this rejection is that the ‘slippery slope’ objection was interpreted as a 

prospective concern, whereas in fact it is confirmed in The Netherlands as a justified concern 

in retrospect. 

An interesting question in this connection is why the Dutch parliament decided to retain 

euthanasia on the penal code. The answer is that doctors needed to be aware that unless it 

is done according to a set of strict regulations, the act of ending a patient’s life is immoral 

and illegal and thus open to prosecution. After a generation of doctors practicing euthanasia, 

however, the wider public apparently has become used to the idea and rests assured that it 

can be done ‘safely’, so that there is no reason, presumably, not to consider widening its 

scope by changing the strict regulations. The Netherlands are witnessing what was assured 

would never happen is now subject of an apparently respectable public discussion. 

 

Canada’s Medical Assistance in Dying Act 

The observed link between the condition of disability and death arises also in connection 

with the recent passage of legislation allowing Medical Assistance in Dying (MAiD) in Canada. 

Among the criteria for being ‘eligible’ for this kind of assistance are found the usual 

safeguarding requirements (a minimum age of 18, a voluntary request free from external 

pressure, full information about alternative options). But there is also a demarcation of 

patient conditions. Eligible are those patients who “have a grievous and irremediable 

medical condition.” 142 The question of how this condition is defined in a way that includes 

‘disability’:  

A person has a grievous and irremediable medical condition only if they meet all of the following 

criteria: 

(a) they have a serious and incurable illness, disease or disability; 

(b) they are in an advanced state of irreversible decline in capability; 

(c) that illness, disease or disability or that state of decline causes them enduring physical or 

psychological suffering that is intolerable to them and that cannot be relieved under conditions that 

they consider acceptable; and 
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(d) their natural death has become reasonably foreseeable, taking into account all of their medical 

circumstances, without a prognosis necessarily having been made as to the specific length of time 

that they have remaining.143 

The explicit inclusion of disability here raises the kind of questions considered above. A 

disability can be a ’grievous and irremediable medical condition’, apparently independent 

from an existing illness or disease. Thus defined ‘disability’ counts as such as ‘a medical 

condition’. The next criterion of an “advanced state of irreversible decline in capability” 

explicitly includes persons with cognitive impairments also independently from illness or 

disease. Being the cause of intolerable suffering from the patient’s own perspective a 

person’s disability provides the condition that makes assistance in dying of that person legal, 

other things being equal. Disability appears in the purview of conditions for which the law 

opens the legal option of EAS. The potential impact of the law on persons with ID and other 

disabilities has already been foreshadowed with the killing of a man who was unable to 

secure appropriate supports and hence found his life ‘unbearable’.144 There was also a 

recent case of a physician providing the unsolicited advice to a mother of an adult women 

with ID and physical disabilities that assisted dying was now legal, despite his interpretation 

of the current law being completely wrong as it would not currently allow for MAiD in this 

situation.145 

Also the Canadian law is intended to safeguard the demarcation of a category of eligible 

patients, but there is little reason to be assured that this demarcation will prove to be 

stronger than what is found in the Dutch euthanasia law. As a matter of fact, it is reported 

that the new law is currently subject to two court challenges that are asking for a wider 

scope. Both are aimed at removing the ‘reasonably foreseeable’ criterion that attempts to 

limit legal cases to a time span.146 Since the law explicitly exonerates doctors from the duty 

of a fixed prognosis, there does not seem to be a clear demarcation at this point.147 It is not 

readily predictable, for example, how a reliable prognosis in case of intolerable psychological 

suffering from a disability is possible. 

Furthermore, the new law is also the subject of an expert review panel looking at whether it 

should be expanded to include advance requests, persons with psychiatric conditions and 
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mature minors.148 Again, these challenges of the demarcation that the law provides raise the 

question of why one can be assured that there will be no slippery slope in this case.  

 

Diminished Capacity for Decision-making 

The problem of blurred distinctions reappears in another way in assessing ‘requests’ by 

persons with ID or dementia whose capacity for decision-making is doubtful. A Dutch study 

reported 9 cases involving 7 persons with ID in the period 2012-2016 (from a total of 416 

published by RRC’s) and found that a key problem was to determine in what sense and to 

which extent there was an explicit and repeated request made by the person involved.149 

The study concludes: 

Autonomy and decisional capacity are highly complex for patients with intellectual disabilities and 

difficult to assess; capacity tests in these cases did not appear sufficiently stringent. Assessment of 

suffering is particularly difficult for patients who have experienced life-long disability. The sometimes 

brief time frames and limited number of physician-patient meetings may not be sufficient to make a 

decision as serious as EAS.150 

The trend reported in the previous section shows the widening scope of various aspects of 

EAS in The Netherlands but this did not seem to hold for EAS cases where a patient’s explicit 

request is absent. In other words, persons with ID de seem to have been exempted from this 

trend. A large study analyzing EAS from 1990 to 2015 indicates that the numbers of cases 

within this timespan actually have gone down. From 48 and 64 respectively in 1990 and 1995 

(N=5197 and 5146) to 13 and18 respectively in 2012 and 2016 (N=6861 and 7761).151 There 

is reason for caution in reading these numbers, however. The study mentioned above found 

that in the nine cases of EAS involving persons with ID it was particularly doubtful to what 

extent they understood the information regarding alternative options. The circumstance of 

having these assessments made by doctors based on relatively few contacts left room for 

doubt about the adequacy of this procedure.152 These findings concur with those from a 
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study looking at EAS involving psychiatric patients from 2011 to 2014 (N=66).153 Assessing  

the ‘true’ expression of the patient’s will was found to be difficult and contestable. Granting 

patient requests in these cases involved considerable insight in complex and chronic 

illnesses, about which psychiatrists do not always agree. The findings of both these studies 

are significant in view of the fact that considering the option of EAS for most participants 

was induced by the refusal of any other treatment. Furthermore it was also found that the 

confusing picture resulting from the case descriptions led RCC’s to follow the judgments of 

the physician performing the EAS who typically had no longstanding relationship with the 

patient. Overall it seems fair to say that foregoing the voluntary aspect of EAS may not seem 

the biggest threat to Dutch practices, but whether this is actually true depends on how the 

actual process of assessing patient request in these cases is evaluated. From what both 

studies report there appears to be much room for doubt. 

 

Conclusion 

Describing the various practices of terminating human lives affected by ID in terms of the 

‘new eugenics’ is not an innocent move. Given the emotivist force of the term ‘eugenics’ in 

view of its past, using that term in the present connection suggests a link with horrible 

crimes against humanity that have been perpetrated in its name, particularly in The Third 

Reich. Insofar as the proponents of the practices described above are concerned there is no 

such link. Their ranks are filled with scientists, doctors, healthcare professionals, lawyers, 

politicians, ethicists, none of whom has in mind, or is engaged in acts that the Nazis had in 

mind or were engaged in. When the latter disqualified the lives of human beings with ID as 

Lebensunwertes Leben they in fact adopted a collectivist perspective in which their ideal of a 

purified German race led them to eradicate human beings whose lives contradicted that 

ideal. In their effort to build their sanitized collectivist empire disabled human beings were 

seen as ‘useless’ and their presence was an insult to the aspirations of the ‘master race’. 

Nothing of what we have described in this paper is in anyway connected with these, or with  

comparable ideas, nor with the practices of genocide they produced. On the contrary, the 

underlying concern of people engaged in what has been described above primarily regards 

the well-being of human beings with ID and their families. Their perspective on the politics of 

terminating human life affected by ID is individualist rather than anything else, and their 

understanding of well-being is primarily subjectivist. The motivation in support of these 

practices is driven by ‘choice’. The implicitly underlying question is whether persons living 

with ID and their families would have chosen their kind of life if they would have had a 

choice. This is readily seen in the first two practices we have described – neonatology and 

PST. The moral imagination leading proponents to support them feeds on the assumption 

that the answer to that question is negative. The people involved would have rejected living 
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their kind of life. Indirectly the same underlying assumption is also seen in the third, more 

complex case. In considering EAS difficult to read expressions of individual will from persons 

living with ID are perceived in light of the wish to die, even though an understanding of the 

relevant information appears questionable. 

Given the need for all these qualifications of our historical equation then, why describe 

these practices in terms of ‘eugenics’ anyway? The reason is the similarity that links the 

kinds of acts that have been reviewed in this paper with the old eugenics. It regards the 

justification underlying each of them. In one way or another it is based on the preconception 

of a life lived with ID as a life of ‘poor quality’ that is the cause of unbearable suffering for 

the persons and families involved. In the vast majority of cases however, this preconception 

is disproven. People with ID rarely describe their own lives in such negative terms. Even 

when they do it is often because of the environmental responses of rejection they have to 

deal with. 

If this is empirically true, of which we have no doubt, then the received justification of 

terminating human lives affected by ID appears in a different light. Looking at these lives 

‘we’ – as individual people, as professionals, as observers, as ‘the public’ – are inclined to 

think that ‘they’ would rather not exist in the way they do. Seen in this light the medical 

practices of terminating human lives affected by ID are driven by a collective preconception 

that will be contradicted by the persons involved or their advocates when their voice is 

heard. 

Perhaps this is the most pertinent question coming out of our review of developing practices 

in medicine and the scientific research behind it. If in matters of life and death our society 

trumps individual views and concerns of the people involved above anything else, why is this 

not the case here? Is it because given the nature and effect of cognitive impairments one 

cannot really take seriously what people living with ID tell us either in words or gestures? In 

other words, is it because the presumed inability of giving a truthful account of oneself is for 

many of ‘us’ precisely what is means to be affected by ID? These are by no means rhetorical 

questions. They indicate the sense in which a conception of what our culture takes to be a 

human life properly so called appears to be at odds with the conditions of ID. To the extent 

that, empirically, this happens to be the case, there is truly a link with what supporters of the 

‘old eugenics’ believed. The link regards the justification of terminating human lives affected 

by ID in current medical practices as described in this paper. Ultimately they appear to be 

driven by the view that these are lives of poor quality that are in defiance of what a human 

life properly so called is like.    


