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ABSTRACT

Medical advancements and improved scientific knowledge has introduced various benefits to
society, while also creating contentious debates and issues concerning the impacts these medical
advancements and/or procedures have had on human rights. In particular, the impact on human
rights that medical and scientific advancements have arisen in regards to specific forms of genetic
engineering, euthanasia and physician-assisted suicide. This dissertation is aimed at specifically
focusing on the dichotomy of ideologies and legislation concerning the rights to human dignity
and privacy in relation to the medical advancements involving genetic engineering, euthanasia and
physician-assisted suicide. Genetic engineering is broadly considered to be an umbrella term that
comprises various medical technologies, including preimplantation and prenatal genetic testing
and selection, as well as genetic editing. Preimplantation and prenatal genetic testing enables the
detection of a disease or defective condition of an embryo or foetus, while genetic editing enables
the alteration of an embryo or foetuses genes to remove mutations or defective conditions to
improve the overall living condition of the embryo when it is born. These different practices within
the broad realm of genetic engineering use medical technologies to essentially “pick and choose”
what physical and medical traits an individual should bear, in an attempt to avoid offspring with
serious illnesses or unwanted conditions that could potentially cause the individual a lifetime of
suffering. Although it is important to note that genetic engineering has also confronted a plethora
of ethical and legal objections, a specific form of medical technology within the broad framework
of genetic engineering, specifically preimplantation and prenatal genetic testing, is still generally
more accepted on a global scale, both by society and by legislatures, than the practices of genetic
editing or euthanasia and/or physician-assisted suicide, which aims to restore an individual’s
human dignity, privacy and autonomy by assisting these individuals suffering from severe illnesses
or defective conditions to peacefully conclude their undignified lives. Euthanasia and/or physician-
assisted suicide, essentially involves an individual or medical practitioner administering a lethal
agent to a patient in order to relieve them of their severe and chronic suffering. This dissertation
intends to analyse the bioethics and international law concerning the dichotomy present between
the application of preimplantation and prenatal genetic testing utilized in the selection process of

a life to attempt to ensure an individual without illnesses, with the more dominant prohibition on



euthanasia and/or physician assisted suicide to terminate the life of a human being suffering with
those very same traits, conditions and/or illnesses that preimplantation and prenatal genetic testing
intends to detect and then allow an individual to either terminate the embryo or foetus, or not. This
bioethical debate seems to be increasingly contradictory, whereby preimplantation and prenatal
genetic testing, although still facing criticism by some states, is being introduced and accepted far
more commonly across the globe, while the option of an individual having the freedom of
autonomy to make an informed decision to bring an end to their suffering through euthanasia
and/or physician assisted suicide, is largely rejected. This dissertation essentially explores the
irony present in bioethics in the manner in which there exists far greater societal and legislative
support for preimplantation and prenatal genetic testing and selection to effectively allow the
avoidance of chronic suffering, than there is for the protection of the human dignity and autonomy
of individuals by terminating the severe chronic suffering caused by these very same conditions

that the former medical interventions intend to eradicate.
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I. INTRODUCTION

Two individuals meet, fall in love, get married, create a baby together, grow old, and eventually
die peacefully. This is the general utopian “ideal life” that society has imprinted on us. However,
this reality differs immensely for many. The ability to even create another life in the “traditional
sense” is either impossible for some or simply unwanted out of fear that the offspring might inherit
a debilitating life threatening disease. The fear of bringing another life into this world, that might
have to suffer as a result of one’s genetic makeup is a contentious issue that many individuals have
to confront. In fact, it is so common that it has led to medical and scientific advancements that
assist one in detecting potential unwanted conditions in an embryo or foetus, without the dread of
passing on these defective genes, through the medical technology utilized in the practice of
preimplantation and prenatal genetic testing and selection. However, the international support for
the legalisation of this practice is far more than the support for the termination of suffering through
euthanasia and/or physician-assisted suicide. Although euthanasia and/or physician-assisted
suicide are practiced to terminate suffering of an individual with a fatal and debilitating disease or
disorder, it is often treated with a more somber outlook than other medical interventions, and in

most countries, even criminalized.

As science and technology have improved rapidly over the years, so has the vast horizon of
freedom of choices granted upon individuals. This freedom of choice or autonomy of individuals
enables them to make choices regarding their very existence, how they choose to live or endure it,
and if they choose to terminate it. The increase in awareness of human rights and autonomy has
had many advantages, but it has also brought many challenges to the very area it originates from,
the law. Freedom of choice and autonomy has had increasing debates confronting legal, ethical
and moral issues within the legal sphere, particularly regarding medical related topics. This has
brought upon the concept of bioethics. Although the concept of bioethics is not strictly confined
into a single uniform term, it has been referred to in many legal and philosophical literature as a
sub-category of ethics that investigates all ethical concerns and dilemmas that arise from medical,

biological and healthcare fields.! The manner in which the application of law and bioethics has

! Mirjam Sophia Clados Bioethics in International Law: An analysis of the intertwining of bioethical and legal
discourse (unpublished philosophy doctorate dissertation, Ludwig-Maximillians University, 2012) at 3.



been applied internationally, has either hindered or supported the autonomy of an individual to
make an informed decision to either alter the beginning process of a life to avoid suffering, or to

end a life that is experiencing suffering.

This paper will analyze the impact that bioethics has had on human rights from an international
law perspective. Bioethics here refers to the moral and ethical considerations related to two specific
yet contrary areas of medical interventions, the selection of life through preimplantation and
prenatal genetic testing, as well as the termination of life through euthanasia and/or physician-
assisted suicide. The analysis of the impact of bioethics on human rights will particularly be
focused on the possible dichotomy of laws and societal support offered for medical interventions
related to preimplantation and prenatal genetic testing, and selection, while euthanasia and/or
physician-assisted suicide are still largely criminalized by most countries and still deemed taboo
by society. This dissertation will pay attention to the manner in which human rights are affected
as a result of these contradictions of international laws and societal support regarding the different
forms of preimplantation and prenatal genetic testing and selection, and euthanasia and physician-
assisted suicide, particularly the rights of human dignity and privacy which essentially form the

basis of an individual’s overall autonomy in order to avoid or terminate suffering.

The discussion on this dichotomy of ideologies concerning the human rights impacted by bioethics
will be approached in the following manner, Chapter I will discuss the concept of bioethics and
how the science of eugenics has essentially shaped the development of medical interventions in
limited ways, such as genetic engineering and the different types that exist today. Chapter II will
discuss the dichotomy of societal support between preimplantation and prenatal genetic testing
and selection, and euthanasia and/or physician assisted suicide. Chapter III will then discuss the
impact that these aforementioned medical technologies have had on the right to human dignity and
privacy of an individual, and whether it restricts the potential autonomy of that individual which

they ought to be entitled to.



I1.

LITERATURE REVIEW

In reviewing the literature on the impact of bioethics on human rights on an international scale,
between preimplantation and prenatal genetic testing, and euthanasia, one notes that a dichotomy
exists between the international legislative and societal support for preimplantation and prenatal
genetic testing selection, and euthanasia and/or physician-assisted suicide. Although much
literature and research has been published on euthanasia and the legal implications as a result of
it, in a largely negative light, only a few researchers have actually considered the possible
contradiction of laws and the impact on human rights of the significantly larger approval of
medical advancements that promote preimplantation and prenatal genetic testing, and the general
disapproval of medical interventions aimed at practices of euthanasia. Hence, there exists a gap in
the literature concerning why a clear dichotomy exists between the support of human rights
concerning preimplantation and prenatal genetic testing and selection to avoid suffering, and the

lack of support of human rights concerning euthanasia in the termination of life to end suffering.?

1. Bioethics as a field not a discipline

In terms of the reviewed literature, it is also vital to understand the context in which bioethics is
being applied and/or understood within the research utilized, as well as the context to be
understood when referring to bioethics within this dissertation. Bioethics in itself is often defined
as a branch of practical ethics related to the medical field, which is ultimately rooted in the notion
of philosophy.? Bioethics is generally either considered in a broad or narrow notion, the broad
notion of bioethics encompasses the study of ethics in medicine, medical law and medical politics,*
while the narrow notion of bioethics refers to a mere inquiry into medical ethics on a philosophical
basis.’ There has been various research published in support of both the broad and the narrow
notion of bioethics, however it seems that some scholars prefer the narrow notions of bioethics to

be applied, as this notion and/or approach believes that aspects such as medical law and medical

2 Cinzia Picciocchi ‘Bioethics and Law: Between Values and Rules’ (2005) 12 Indiana Journal of Global Legal
Studies 2(6) at 471.

3 Sarah Chan ‘A bioethics for all seasons’ (2015) 41 J Med Ethics at 18.

* David Benatar ‘Clinical Ethics: Bioethics and health and human rights: a critical view’ (2006) 37 J Med Ethics at
17.

5 Tbid at 17.



politics do not fall within the concept of bioethics and thus should be excluded from its definition.®
These scholars believe that referring to bioethics as a concept that encompasses all fields merely
related to medicine, often leads to the creation of erroneous assumptions that medical law and
medical ethics are one and the same.” However, the problem with giving too much prominence to
the narrow notion of bioethics, can also lead to the complete isolation of bioethics, under the
pretence that it does not greatly impact and/or rely on areas such as law, politics and the economy.®
In fact, this idea that bioethics does not greatly rely on other areas such as law or politics could not
be further from the truth, as despite much debate on what exactly bioethics constitutes and whether
it relies on other fields, what cannot be disputed is that bioethics has ultimately relied on the legal
arena in order to place its research into effect through policies.’ The field of bioethics has been
vital not only in preventing future medical related disasters, but it has also greatly assisted in the
information and research available on the advancements that have taken place in the medical and
scientific fields, such as preimplantation and prenatal genetic testing, euthanasia, or even
reproductive cloning, which is one very clear way that bioethics has effectively depicted its
reliance on law through domestic legislatures and international agreements, which have either
resulted in the enactment of laws and policies for or against certain medical practices that have
become available through these medical advancements.'® Thus, it is important for bioethics to be
interpreted in a manner that neither restricts nor extends the bounds of its concept. Merely relying
on a definition that is too narrow or broad seems insufficient in capturing the entirety of the concept
of bioethics and the impact and reliance it has had on various areas and fields in society, even
outside of the medical field. Bioethics should be interpreted in a manner whereby it is not equated
to and/or made synonymous with law or politics, but rather remains cognizant of the relationship
it has with external actors of the medical arena, such as lawyers, economists and politicians.!" This
cognizance of bioethics’ overlapping relationship with external actors sourcing from various other
fields, is not only necessary to the overall definitional concept of bioethics, but it is also necessary

to have awareness of the particular external area of bioethics that the specific information was

¢ Supra note 4 at 17.

"Ibid at 17.

8 Duncan Wilson ‘What can History do for Bioethics?” (2013) 27 Bioethics 4 at 215.

% Susan M Wolf ‘Law and Bioethics: From Values to Violence’ (2004) Journal of Law, Medicine and Ethics 32 at
294.

10 Ibid at 293.

' Supra note 4 at 17.



10

sourced from during the application of bioethics in either research and/or practice in order to

discern the context attached to it.'2

Some researchers have suggested that an increasing problem that has emerged not only within the
concept of bioethics on paper, but also within research published on bioethics, is in fact the issue
of the contribution of external actors, such as lawyers, economists and politicians who have an
interest in the topic, as these researchers argue that they tend to dangerously overstep their
knowledge within the field of bioethics, by making uneducated conclusions regarding their
opinions of bioethics in relation to medical interventions, and presenting it as factual evidence.'?
These researchers rely on this argument by asserting that various research which has been
published on bioethics and often times included in academic or medical journals, containing
information concerning bioethics while the source is neither a medically or scientifically trained
individual.'* Hence, in light of this perspective, when bioethics is viewed as a discipline, whereby
any individual that is not formally trained within the medical field can mould the concept as it sees
fit, then it potentially leads to the creation of a problematic slip into assumptions of a field that is
very much related to the medical field, and which according to this perspective, strictly requires
such expertise only.!> This perspective is essentially centred around the idea that while bioethics
ought to be considered as a field on its own, it also requires formal standards and understanding to
be met, and without these standards, this particular view determines that the concept of bioethics
will remain a subject where external actors will “erroneously” feel justified to dictate its concept,
applicability and morality, while lacking any special knowledge or expertise required in order to
make the necessary informed statements on it.!® However, this particular perspective of bioethics
posed is vulnerable on an argumentative basis as it fails to consider that bioethics encompasses
more elements that require a contributory approach of a variety of different expert knowledge and
skillsets to inform the relevant context of bioethics which is being applied, as opposed to the field

of bioethics only strictly being dependent on medical personnel and scientists to inform society of

12 Supra note 3 at 17.

13 Supra note 4 at 17.

4 Ibid at 18.

15 Cascais AF ‘Bioethics: History, Scope, Object’ (1997) 10 Global Bioethics at 19.
16 Supra note 4 at 18.
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all the relevant components that encompass the entirety of what constitutes bioethics.!’

While bioethics ought to be considered a field of its own, other researchers correctly suggest that
this doesn’t require that this field be isolated from the external actors that are necessary to
adequately inform the concept of bioethics, nor that there has to be a single strict definition of what
bioethics constitutes or what actors can contribute to it.'® While the overall aim of bioethics is to
effectively inform policies in a justifiable and applicable manner, it also importantly aims to
provide an appropriate structural approach to moral disagreements,'® especially those which arise
in response to the increase in medical advancements and technology over the recent years.?’ Thus
it is important that bioethics is considered in a view that is neither isolated from the external actors
and the areas it impacts, nor is it entirely reliant on the context created by these external actors.
Rather bioethics should be understood as a term whereby experts in the medical and science fields
are able to contribute to the “bio” aspect, while external actors, being from the legal, philosophical
and sociological fields, contribute to the relevant aspect within their expertise that encompasses
the “ethics” aspect.?! In a nutshell, further research and understanding of bioethics as a field of
study, should be conducted by the contributory efforts of a team of scholars consisting of different
experts, each with knowledge in a different aspect of bioethics, namely being medicine, ethics and

law.22

ii. The impact of bioethics on human rights

Bioethics in its current understanding is generally regarded as a field that provides critical views
not only on medical advancements, but also on international human rights frameworks.? In fact,

the most prominent characteristic that underlies the relationship between law and bioethics, is the

17 Supra note 15 at 19.

18 Supra note 3 at 18.

19 Ibid at 18.

20 Paul R Ehrlich ‘Bioethics: Are Our Priorities Right?” (2002) 53 BioScience 12 at 1207.

2! Supra note 4 at 18.

22 Supra note 8 at 220.

23 Judit Sandor ‘Bioethics and Basic Rights: Persons, Humans, and Boundaries of Life’ in Michel Rosenfelds et al
(eds) The Oxford Handbook of Comparative Constitutional Law (2012) at 1144.
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manner in which bioethical principles were reflected and recognized to an extent through the
terminology of human rights in legal instruments.>* Bioethics is associated with four main
principles that have since been incorporated and enshrined in the international human rights
frameworks,? notably, autonomy, the power to make informed decisions; beneficence, the positive
duties that physicians owe patients; nonmaleficence, the physician’s duty not to harm patients, and
justice, that all patients are treated fairly and equally.?® These bioethics principles, while not human
rights themselves have merged human rights norms with bioethical concerns, and this essentially
laid the foundation of the development of some of the first international instruments that portrayed

bioethical concerns, both the Nuremburg Code?’ and Declaration of Helsinki,?®

although not
legally binding, these instruments further promoted the importance of protecting the interests of
patients and the autonomy and informed consent of individuals when it comes to medical
interventions.?’ Although there is no single definition of bioethics utilized across the globe, one is
able to discern its meaning from the different definitions it holds in various instruments,*° in fact
the most dominant definition within the international legal framework seems to be derived from
one of the first organisations that expressly addressed the relevance of bioethical issues, the United
Nations Social, Educational and Cultural Organization (hereinafter referred to as “UNESCO”),
which developed the Universal Declaration on Bioethics and Human Rights (hereinafter referred
to as the “UDBHR”),*! which defines bioethics as “ethical issues related to medicine, life sciences
and associated technologies as applied to human beings, taking into account their social, legal and
environmental dimensions”.’> The UDBHR represented one of the first international legal
documents to set out bioethical standards with human rights, and is a core feature of the manner

in which bioethics and law have influenced each other, in that the international legal community

recognized the need for an updated text that specified human rights within the context of the

24 Daniel Sperling ‘Law and Bioethics: A rights-based relationship and its troubling implications’ (2008) 11 Current
Legal Issues at 39.

25 Supra note 1 at 118.

26 Basil Varkey ‘Principles of Clinical Ethics and their application to practice’ (2021) 30 Medical Principles and
Practice at 17.

27 Nuremburg Code, 1947.

28 Declaration of Helsinki, 1964.

29 Supra note 15 at 11.

30 Ibid at 12.

3 UNESCO’s Universal Declaration on Bioethics and Human Rights, 2005.

32 Ibid at article 1.
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principles of bioethics.>* Hence, the UDBHR was necessary as the existing human rights
framework did not effectively cater to the new concerns that bioethics revealed. Human rights are
largely considered to be obligatory in an international context, while bioethics principles are rather
considered as exploratory notions of what ought to be permissible within the fields of healthcare
and science.** While the UDBHR remains quite broad, it represented a significant step in
advancing bioethics from a mere philosophical debate to the expression of specific human rights
that exist within a particular principle of bioethics, in order to guide the regulations and practices
of advancements in the medical arena.’ Bioethics raises various questions including those posed
around life and death, human embryo research, and reproductive cloning, which have all had a
significant impact on the development of international legal frameworks with bioethical concerns,
comprising both international legally binding and non-legally binding treaties.?® While its impact
in the domestic framework has largely resulted in the incorporation of some bioethical principles
into national legislation, the constitutions of these domestic regions remain largely untouched.’’
The developments in case law of bioethical questions both internationally and domestically have
effectively created a framework within which new bioethical issues can be disputed and addressed
in order to keep up with the continuous changes due to medical advancements. Hence, the
relationship between law and bioethics, while rooted in the human rights discourse, continues to
be a complementary one of mutual influence and consideration for the dichotomy between legal

frameworks and the values of bioethics.?®

As mentioned before, bioethics should be viewed as a field of its own, unfortunately the reality is
that it is often erroneously viewed in a sense that it is synonymous with human rights, specifically
in relation to rights in healthcare, which can lead to problematic assumptions that erroneously
equate morality with law.?® While the jurisprudence of law is explicitly not under debate in this

dissertation, it is still important to note the differentiation between the two types of jurisprudential

33 Howard Wolinsky ‘Bioethics for the world’ (2006) 7 European Molecular Biology Organisation 4 at 354.
34 Ibid at 355.

35 Ibid at 355.

36 Supra note 23 at 1145.

37 Ibid at 1146.

38 Supra note 1 at 124.

39 Arthur Scheller Jr ‘Law and Morality’ (1953) 36 Marquette Law Review 3 at 319.
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theories of law in order to understand why law is not necessarily synonymous with morality. The
jurisprudence of law is based on the notion that two theories of law exist that essentially critically
analyse the philosophy and theory of legal systems in order to comprehend the nature and purpose
of law, as well as what makes it valid and why society follows it.** The two main theories that are
debated in legal jurisprudence are namely natural law and legal positivism.*! Natural law is
generally understood to assert that all law must be able to be justified on a moral basis in order for
it to be deemed a legitimate and valid law.*? In terms of the natural law theory, a legal system has
to fully incorporate the elements of natural law in order for it to be regarded as a valid system of
law, which includes promoting the common good for all, encouraging good acts, and avoiding
those deemed as evil acts.*® It is also known that many natural law theorists believe certain
misconceptions of legal positivism as they tend to consider that positivism is completely separate
from ethics, in that anything that an authority dictates as law, whether moral or immoral, is law by
virtue of it being sourced from a recognized source of authority.** However, legal positivists
dispute this perspective of positivism as a misconception of the theory of positivism, as most of
these theorists argue that positivism is in fact rooted in the notion that there is no guaranteed link
between law and morality, and rather the validity of a legal system is based on whether it conforms
to the standards of that particular society.* Legal positivism itself is complex and can be further
categorized into inclusive positivism and exclusive positivism, with exclusive positivists believing
that it is practically impossible for law to incorporate morality, while inclusive positivists believe
that law can in fact incorporate moral principles, and as such law and morality while somewhat

related, are not synonymous.*6

As such, it is no new phenomenon that the law is neither synonymous with morality, nor is it an

extension of it.#” This is evident in various legal systems and societies where law operates, as legal

40 Denise Meyerson Understanding Jurisprudence 1 ed (2006) at 1.

#I William C Starr ‘Law and Morality in H.L.A Hart’s Legal Philosophy’ (1984) 67 Marquette Law Review 4 at 673.
42 Supra note 39 at 322.

43 Supra note 41 at 674.

“ Ibid at 675.

45 Supra note 40 at 4.

46 Danny Priel ‘Farewell to the Exclusive—Inclusive Debate’ (2005) 25 Oxford Journal of Legal Studies 4 at 675.

47 Supra note 4 at 19.
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systems and laws can always be defective on a moral basis.*® An example of such immorality
experienced in legal systems that have enforced laws despite being immoral and/or unethical,
would be the Apartheid legal regime in South Africa prior to 1994, where the minority white
population ruled and created an unjust legal system aimed at discriminating and oppressing the
majority black, coloured and Indian populations.*® Although morality is not synonymous with law,
it is most definitely still somewhat related to it, as throughout history it has been depicted that a
law or a legal system can legally operate and be enforced without necessarily being moral or
ethical, but in addition to this law can also incorporate moral principles, as is also evident
throughout history that many democratic legal systems and human rights frameworks have in fact
developed and emerged in response to immoral and unethical legal systems, such as was the
manner in which the United Nations was established in a global response to the atrocities witnessed
in World War I1.5° It is against this backdrop of the existence of the distinction yet still interrelated
relationship between law and morality, that one must also understand the existing distinction

between legal rights and moral dilemmas.

Despite literature being divided over the natural and positivism legal theory debate, a large portion
of literature seems to support the notion that law and morality are not synonymous but that they
are in fact relative, which raises queries regarding whether this view is still applied in practice
today, considering legal rights and morality, especially when considering legal rights in
healthcare.’! A vast amount of literature has also reflected the natural law ideology that laws and/or
legal rights must be moral in order for them to be enforceable.”? Although this seems somewhat
“just” in order to prevent a fundamentalist society that blindly enforces laws, regardless of the
discrimination or negative consequences it may have on individuals, it also presents an issue
concerning the level of morality that ought to be applied as well as the factors that ought to be

considered in order to deem a law or legal right as just. Many issues arise from aspects of both

8 Supra note 4 at 19.

4 Mavis B Mahlauli, End Salani and Rosinah Mokotedi ‘Understanding Apartheid in South Aftica through the
Racial Contract’ (2015) 5 International Journal of Asian Social Science 4 at 205.

59 George P Smith ‘Human Rights and Bioethics: Formulating a Universal Right to Health, Health Care, or Health
Protection?’ (2005) 38 Vanderbilt Journal of Transnational Law at 4.

5! Supra note 4 at 19.

52 Supra note 41 at 674.
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these theories of law, particularly concerning the question of when a law in a society would simply
exist based on an individual’s rights, as opposed to trying to resolve society’s moral or ethical
dilemmas with the particular law itself. For example, the pertinent issue concerning medical
interventions, such as preimplantation and prenatal genetic testing and selection, and euthanasia
and/or physician assisted suicide, is the centre of great debates concerning moral and ethical
dilemmas, however whether a particular state has determined these practices legal or not is based
on the enforced laws within a particular society, which is usually subject to that particular society’s
recognized legal standards or constitution which generally embodies principles of human rights.
As many societies require their laws to abide with principles of human rights, then one would
generally think that the practices of preimplantation and prenatal genetic testing and selection, and
euthanasia and/or physician assisted suicide, would be more socially and legally accepted, given
that they are directly related to the promotion of an individual’s human rights to dignity and

privacy.

The notion of human rights is neither grounded in natural law, nor legal positivism.>* Legal
positivists believe that human rights are sourced from an authority making rule power that governs
a particular society, while natural law theorists believe that natural rights derive from a divine
origin that are universal and inalienable, and thus human rights are inherent to all individuals.>*
Human rights in the contemporary sense, constitute a set of standards and norms that govern how
individuals ought to be treated by both state and non-state actors alike, as they are rooted in the
foundation of principles that are thought to be necessary for individuals to live a satisfying life.>
Human rights are referred to as rights that are inalienable and universal, which essentially entails
that all individuals across the globe, regardless of one’s nationality, race, religion, gender or social
class, are inherently entitled to these rights in virtue of them simply being human beings.>
However, it was not until after the gross atrocities that took place in World War II, where millions

of individuals were abused, tortured and murdered under the Nazi regime, that forced the

53 Louis Henkin ‘Introduction: The Human Rights Idea’ in David Weissbrodt, Fionnuala D Ni Aolain & Mary
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Degree in Human Rights and Democratization thesis, Uppsala University, 2016) at 21.
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17

international community to cooperate in prioritizing the proper recognition and protection of
human rights through the establishment of the United Nations in 1945 in an effort to ensure
international peace and security.’” Soon after its establishment, the United Nations then proceeded
to adopt what has become known as the core foundation of international human rights, the
Universal Declaration of Human Rights (hereinafter referred to as the “UDHR”).>® The UDHR
represented the international community’s first shift to the adoption of an international agreement
that set out the rights and freedoms that all individuals across the globe ought to be entitled to. The
UDHR codified the basic human rights of individuals into a document,*® which outlined the
international standard of how states ought to treat their citizens in order to ensure that all

individuals’ basic human rights are upheld and protected.®®

Human rights in international law are adopted through various international treaties and
declarations, the most significant being the UDHR, adopted by the General Assembly of the United
Nations.®! While the UDHR was not intended to be legally binding itself,*? it is a declaration that
has significantly influenced the development of other human rights instruments and treaties that
effectively provide legal binding force to similar rights listed in the UDHR, namely the
International Covenant on Civil and Political Rights (hereinafter referred to as the “ICCPR”),%
and the International Covenant on Economic, Social and Cultural Rights (hereinafter referred to
as the “ICESCR”).** The UDHR, ICCPR and ICESCR together are collectively referred to as the
international bill of rights,® as they enshrine numerous human rights, including the rights related
to dignity and privacy, which are of particular significance to this dissertation as these rights are
central to medical interventions involving either the potential beginning and/or the termination of

an individual’s life. Some research has attempted to oversimplify this contentious issue by

57 Supra note 53 at 23.

58 Universal Declaration of Human Rights, 1948.

59 Marci Hoffman ‘International Human Rights Law’ (2013) American Society of International Law.

60 Ibid.

61 Jack Donnelly and Daniel ] Whelan International Human Rights 6 ed (2020) at 6.

62 Karin Mo The Practical Implementation of Human Rights — Universal or Contextual? (unpublished Faculty of
Theology thesis, Uppsala University, 2015) at 29.

%3 International Covenant on Civil and Political Rights, 1976.

%4 International Covenant on Economic, Social and Cultural Rights, 1976.

5 Danwood Mzikenge Chirwa ‘The Right to Health in International Law: Its implications for the obligations of state
and non-state actors in ensuring access to essential medicine’ (2003) 19 SAHJR at 546.



18

presenting it as a mere debate between the right to life versus the right to choose to die.%® However,
this over simplification is not the most suitable when considering medical interventions and the
various rights it impacts. Many scholars have also argued that the right to life is also intrinsically
linked to the quality of the life it purports to protect as most international frameworks encompass
the notion that an individual ought to have a right to life and liberty, hence arguments in literature
attempting to separate the quality of life from the right to life seem rather illogical.®” Although the
right is infamously recited and listed in human rights instruments, the notion of a right to choose
to die, although not recognized in most regional and international human rights instruments, is
increasingly gaining prominence given the emergence of medical and scientific advancements.®
The contentious debate concerning whether the existing framework of human rights supports the
right to choose to die in cases of suffering, through the existing human rights of human dignity
and privacy, is one that will be analysed further in this dissertation, in order to further comprehend
the dichotomy of a predominately larger societal and legislative support for the avoidance of
suffering, as opposed to the termination of suffering. The issues that bioethics presents to human
rights are not only contentious but have been increasingly divisive across the world in various

states and legal systems, particularly with the advancement of medical technology and science.®

iii. Medical advancements utilized in the beginning and the end of life - eugenics, genetic

engineering, preimplantation and prenatal genetic testing and selection, and euthanasia

Technological and scientific advancements in the medical and science fields in relation to various
medical interventions such as eugenics, genetic engineering and euthanasia, have rapidly increased
in recent decades.’”® Eugenics is mentioned in this dissertation as it is necessary to understand the
origins and development of medical and scientific interventions in human life in order to

comprehend many of the fears and challenges confronted with enabling the utilization of a more
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modern medical intervention such as genetic engineering, which has essentially branched off the
science of eugenics in a way with regard to its shared element of “improvement”.”! In this way,
eugenics could be said to have somewhat informed the “basis” in the science arena, of which
certain elements of the science has led to the development of other medical advancements in recent
decades, particularly that of genetic engineering. Eugenics in itself essentially encompasses the
ideology of improving the human gene pool, which has largely been deemed a negative medical
intervention in that it was historically utilized by state powers and authorities in its negative form
to limit the reproduction of individuals with certain disabilities and traits that were deemed to
constitute an individual that was considered to be less than perfect.”? Eugenics, like genetic editing
and preimplantation and prenatal genetic testing and selection, is related to an improvement of life
through medical technology and science, however they differ greatly in their purpose and overall

impact on society.

Genetic engineering, also often referred to as genetic enhancement and/or genetic modification, is
essentially a branch sourced from the framework of eugenics in that, broadly speaking, it utilizes
medical technology to effectively enhance the natural condition of a human being or foetus.”
Genetic engineering is essentially a framework or umbrella term that encompasses a broad array
of medical interventions, of which some are more legally and socially accepted than others, such
as genetic editing and preimplantation and prenatal genetic testing and selection, which both assist
in the possible avoidance of suffering of a potential life, by utilizing certain testing and screening
methods on an embryo or foetus to identify defects or disorders that could possibly result in
suffering and ultimately affect the dignity and privacy of a future individual.”* Genetic engineering
in regard to its practice of genetic editing, is currently illegal in most states across the world given
its fears of the potential abuse and unnecessary enhancement of potential individuals, while
preimplantation and prenatal genetic testing and selection, is a much more accepted and well-

established medical intervention that can still achieve the ultimate goal of avoiding the suffering
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of a potential individual.” Preimplantation and prenatal genetic testing and selection enables the
avoidance of suffering by granting potential parents with the unique opportunity to discover
whether their child, while still an embryo or foetus, carries a “defective” gene, disability or disease,
and then offers these parents the ability to decide for themselves whether they are willing to
proceed with the implantation of an embryo or pregnancy of a foetus if a particular gene is present,
or if they would prefer to rather discard the embryo or abort the foetus due to the presence of the
defective gene.”® Hence, preimplantation genetic testing and selection is relied on during the stage
prior to the implantation of the embryo through in vitro fertilisation (hereinafter referred to as
“IVF”), which is a reproductive technique involving various steps including the retrieval of eggs,
embryo culture and the embryo implantation.”” According to various medical research and studies,
the transfer of embryos containing defective genes or “aneuploidies” is directly related to higher
rates of IVF failure, which highlights the significance of preimplantation genetic testing and
selection for viable pregnancies.”® Similarly, prenatal genetic testing, which occurs prior to the
birth of the foetus, involves the testing of the foetus to identify certain genetic disorders or
conditions that could result in potential suffering.”® The overall purpose of preimplantation and
prenatal genetic testing and selection is aimed at granting individuals the ability to undergo testing
to identify particular genes that they would prefer their embryo or foetus to not have in the hope it
would ultimately avoid the development of a particular disease or disability which could result in
suffering.’® Most medical professionals in the genetics field believe that preimplantation and
prenatal genetic testing and selection is beneficial as it allows people to have healthy babies free
of any disability or disorder and therefore free of any suffering, however this can also essentially

place a negative societal value on individuals living with certain conditions, illnesses or
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disabilities.®! As a result, most research has depicted that there is a general acceptance in the
genetics field that it is desirable to prevent the birth of certain foetuses that exhibit particular traits,
conditions or disabilities that could be linked with possible suffering in a living individual.?
Ultimately, the selection of an embryo or foetus undertaken under the auspices of preimplantation
and prenatal genetic testing and selection, should lead to somewhat of a better life for that
particular potential human being, as the practice is rooted in the notion that the selection ought not
to result in perfect and/or superior to normal outcomes, but it should just result in a better outcome

overall, such as the reduction of the possibility or severity of a potential individual’s suffering.

The medical advancements for purposes of selection in the beginning of life, has largely
emphasized the importance of an authorized individuals’ autonomy in selecting whether to proceed
with the implantation of an embryo or the development of a pregnancy based on the discovery of
defective or undesirable genes. Most literature regarding preimplantation and prenatal genetic
testing and selection seems to largely support the role of the law in ensuring the promotion of
increased personal autonomy granted to individuals in these processes.’> However, in complete
contrast to the promotion of increased autonomy of individuals, an evident pattern in literature and
legislation in various countries, calls for a decrease of autonomy granted to individuals when it
relates to the termination of an ill and/or suffering individual’s life. Most research often portrays
euthanasia as a negative medical intervention aimed at removing a life from this earth, and focusses
on how contrary it sits on the spectrum of rights in relation to the right to life, instead of it being
portrayed for what controlled practices of euthanasia offers, a peaceful termination of an ill,
suffering and undignified life.®* Most literature lacks a proper discussion and debate in the evident
unequal standards in how it is more common for societies and legal systems to have encouraged
and promoted human dignity and privacy for the potential suffering of lives with defective genes,
or foetuses, while predominantly discouraging the same human dignity and privacy for ill and/or

disabled and suffering individuals.® Individuals across the world, are now faced with the difficulty
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of having knowledge of the existence and benefits that advanced medical interventions such as
preimplantation and prenatal genetic testing and selection, euthanasia and/or physician-assisted
suicide offers, with the additional layer that their whereabouts or residence in a particular country,
may either prevent or enable their access of such necessary medical interventions for some
individuals, as certain countries have in fact criminalized these interventions, making it

inaccessible to individuals by law.

It is clear from the aforementioned information prominent throughout the available literature, that
the concept of bioethics needs to be interpreted in a manner that ensures that the necessary experts
are relied on to research and gain further knowledge on the working of bioethics. A contributory
and cumulative approach to understanding bioethics will assist in dealing with the impact it has on
society, as bioethics does not only affect the medical field, but legal systems, and social systems
too. It is also vital that although bioethics greatly impacts both the law and morality, it should not
be made out to be synonymous with either. Bioethics is necessary in guiding the vital and co-
dependent relationship that exists between the medical field and the law. It is through bioethics,
that medical and scientific advancements, such as assistance in reproduction in the beginning of
an undefective life, as well as assisting terminally ill and suffering patients in the termination of
an undignified life, have challenged and developed existing social norms and even laws in some
states and sectors of society.®® Some states have managed to cope with the rapid increase of
medical interventions, by simultaneously and timeously adapting these changes to reflect in their
rights and laws. However, an overwhelming number of states and their legal systems have still
failed to adequately adapt and keep up with the increased autonomy and freedom of choice of
individuals within the rapid increase of medical and scientific advancements, which has led to the
present dichotomy of which this paper seeks to discuss. There is also still a lack of literature on
the dichotomy presented by the contradiction of how these medical interventions have been

received and applied socially and legally both in the domestic and international spheres.
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III. METHODOLOGY

The main purpose of this minor dissertation is to utilize research conducted by scholars as well as
legislation in order to dissect the contentious issues behind the dichotomy presented whereby
human rights are affected by preimplantation and prenatal genetic testing and selection, and
euthanasia and/or physician-assisted suicide. The research consists of two categories through
which human rights are affected, namely the selection process in the beginning of life through
preimplantation and prenatal genetic testing, and the termination of life through euthanasia and/or
physician assisted suicide. This purpose of this paper aims to contribute in the exploratory manner
in relation to the lack of proper research undertaken in the dichotomy of societal norms and laws
regarding medical interventions and their impacts on human rights. The gap in relevant literature
has exposed the issues that have arisen as a result of this under-researched problem which concerns
the dichotomy of societal support for medical interventions aimed at avoiding suffering, as
opposed to those aimed at ending suffering. I will largely rely on secondary data, such as medical
articles, news articles, legislation and journal articles pertaining to the protection and/or violation
of human rights through the enforcement of laws established to either promote or criminalize the
abovementioned medical advancements. I believe it to be the best method upon which to approach
this paper, as although there has been much literature published pertaining to euthanasia, there has
been very little literature regarding the contradiction of laws that protect human rights of privacy
and dignity through preimplantation and prenatal genetic testing and selection to avoid suffering
in the beginning of life, while violating those very rights when it is confronted with euthanasia

and/or physician assisted suicide to end suffering in the termination of life.

In the collection of data, the method of qualitive research was best suited for this paper, as the
interpretations of the concepts of bioethics, preimplantation and prenatal genetic testing and
selection, and euthanasia and/or physician-assisted suicide, and how these interpretations have
been applied, are vital in the discussion of the overall impact it has on human rights. I think it is
important to make a comparative analysis on how different scholars and legislators have elected
to either support or reject the two different medical advancements, particularly in the sense that

they both are so intrinsically connected to the rights of privacy and human dignity. Many articles
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and societal norms have resulted in many misunderstandings of the purpose and benefits provided
by both medical advancements, which has resulted in it being utilized by different legislators and
governments in power to enforce certain laws that hinder these medical interventions and violate

these very human rights that the illegality claims to be purporting to protect.
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IV.  ANALYSIS AND DISCUSSION

1. CHAPTER I - UNDERSTANDING THE HISTORY AND DEVELOPMENT OF THE
CONCEPTS OF BIOETHICS AND MEDICAL INTERVENTIONS

1.1 The history and development of bioethics

The concept of bioethics was developed in the early 1970s by philosophers and theorists looking
to establish a field of study that could assist in applying moral standards to a variety of fields and
subjects, such as law, economics, philosophy and healthcare.?” In tracing back the development of
bioethics as a concept, it seems that research published by a professor of anaesthesiology, Henry
Beecher, was instrumental in the developing stages of bioethics.®® Beecher published research in
the late 1960s on issues arising out of advancements in medical and scientific technologies, such
as the extent of the involvement in medicine when a life of an individual could barely be deemed
conscious, as well as when medical treatment being supplied to an individual ought to be
terminated.?® This early development of bioethics, importantly highlighted how the rapid increase
in medical advancements were simultaneously leading to rapid increases in ethical issues relating
to the autonomy and care of individuals in healthcare.’® This research into medical ethics and the
consequences it brought along with it, was initially aimed solely to inform medical experts, who
were regarded as the “most reliable safeguard” to form an appropriate solution against the unethical

issues that challenged patient interests.”!

One of the most significant factors that was vital to the development of the field of bioethics, was

the change experienced in the doctor-patient relationship.”? Prior to the late 1960s, the medical
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field was dominated by medical paternalism, where the doctor with medical expertise was
essentially the only authority responsible for determining the interests of the patient and deciding
on the best suited medical interventions and/or treatments, regardless of the will of the patient.”
Medical paternalism was most dominant in western societies, particularly during the emergence
of politics and debates of healthcare and medical technologies, where the healthcare and medical
treatment of individuals were put at the behest of the State.”* Enabling State policy to dictate the
healthcare and medical treatments available to patients led to an immense number of state endorsed
medical atrocities, such as those perpetrated by the Nazi’s in Germany during World War I1.%°
State policies enabled both Nazi officials and doctors under the regime to commit crimes such as
committing medical experiments, without any consent obtained, on the human beings detained in
the concentration camps.”® These non-consensual medical interventions and experiments included
forms of euthanasia and eugenics, which ultimately resulted in the fatality and/or disfigurement of
almost all the human beings that were forcefully subjected to these experiments.”’ In fact, these
atrocities were of such monstrous proportions that it led to the publishment of the Nuremberg Code
in 1947, which reiterated the need for medical experimentation on human beings to not only be
legitimate, but based on strict conditions, particularly in relation to obtaining the informed consent
of the individual.”® The Nuremberg Code also influenced the UDHR which further emphasizes the
importance of regulating medical experimentation on human beings as subjects.”® This regulation
is emphasized through article 25 of the UDHR which essentially recognized an adequate standard
of living for one’s health and well-being,'®® which led to the recognition of the right to health in
the ICESCR,!%! which the right to health within itself contains various underlying freedoms and
entitlements both for access to treatment for diseases, and against non-consensual medical
experimentation.!?? In addition to this, in 1964 the World Medical Association issued the
Declaration of Helsinki, which contributed to the efforts made by both the Nuremburg Code and
the UDHR, in order to further promote the importance of protecting the interests of patients and
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the autonomy and informed consent of individuals when it comes to them undergoing medical
interventions and/or treatments.!®®> As can be seen from the legislation enacted over the decades,
bioethics has also resulted from the continuous evolution from a period of medical paternalism to
a period where an ever increasing significance is placed on the autonomy of patients and/or

individuals.!%*

Medical and scientific advancements were increasing at a much more unprecedented pace than the
medical profession and medical ethics in the late 1960s could cope with.!®> The ethics issues
brought up were far beyond what constituted medical ethics prior to the 1960s, in fact the issues
that arose in the late 1960s were as a result of medical and scientific advances such as genetic
innovations and further knowledge, expanded forms of contraception, medically safe abortions,
organ transplantation, termination of life, as well as interventions to maintain life over its normal
limits of self-sustainment.!'% These issues led to bioethics formally being recognized in the 1970s,
as it encompassed debates concerning not only healthcare related rights such as autonomy and
dignity of patients, but also the need for amended policies and regulations in respect of various

medical interventions.!?’

Bioethics identified the complexity of balancing medical expertise and
advanced medical interventions and/or treatments, with the need for policy to regulate and
determine the conditions and/or rules concerning medical interventions such as preimplantation
and prenatal genetic testing and selection, and euthanasia, in order to ensure that a balance is struck
between the rights and obligations of individuals and society as a whole.!*® This resulted in a gap
both in research and within society with the medical profession’s practices and treatments, and the
general public’s increasing need to address issues relating to their rights and autonomy that came

along with medical and scientific advancements.!?
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Bioethics is now commonly known as a study committed to understanding the implementation of
ethics and moral standards in the ever emerging medical and biological advances in health care.!'?
Bioethics has essentially been the foundation through which most ethical dilemmas arising from
these medical advancements have been propelled to the forefront of society through the prohibition
and/or enforcement of them through the legal system, where courts have made decisions on their
understanding of the significant implications of the ethical issues that have resulted as a
consequence of the success experienced of the advancements in the medical and biological field.!!!
It has brought up medical and ethical debates to the legal forefront, concerning an abundance of
issues, particularly the modification of embryos and creation of a mutation free life, as well the

112 Tt is a fact that medical and scientific

illegality of assisting in terminating a fatally ill life.
advancements are changing the way individuals live and function in society, as an individual’s life
expectancy is not only increased but also improved.!!3 The challenge with this is that an increased
life expectancy now opens individuals to more risks of developing “elderly” related disabilities or
diseases in their old age, such as Dementia or Alzheimers.!'* In an attempt to reduce the risks of
developing chronic diseases or life threatening illnesses, individuals are also turning to
advancements in genetic innovations to possibly prevent their own offspring from having to endure
similar struggles and suffering in their elderly years.!''> Tt is evident that these medical
advancements and the accessibility of more medical interventions bring about benefits, but these
advantages are also coupled with the unfortunate exclusivity of high costs and policy dilemmas,
making it inaccessible to the individuals in society who require it the most.!!® These ethical debates
concerning medical advancements have been exacerbated by the limelight that has been shone,
particularly over the past few years, on the desperate need to protect individual rights, promote
human dignity and ensure justice prevails for the individual regardless of the opinions of those in

society who oppose the same view.!!” This essentially encompasses the issue that this paper will
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analyse, the dichotomy of laws, human rights and societal perceptions in terms of the avoidance
of suffering through preimplantation and prenatal genetic testing and selection in the beginning of

life, as well as the ending of suffering through euthanasia in the termination of life.

1.2 How the establishment of the system of eugenics has led to certain eugenic elements shaping

the development of the advanced medical interventions

The development of eugenics and how it has evolved throughout history is not only necessary to
comprehend in terms of the scientific development of medical interventions on human beings, but
it is most significant in order to fully comprehend the severe apprehension of societies and
opponent groups to medical interventions that either prevent or end suffering, such as
preimplantation and prenatal genetic testing and selection, and euthanasia. In the early 1800s, the
concept of eugenics was introduced and developed by Sir Francis Galton, who defined it as the
“science which deals with all the influences that improve and develop the inborn qualities of a
race”.!!® Eugenics had a significant impact in Western societies in the 1800s, as it became
increasingly accepted that eugenics could be utilized in order to categorize and divide the “inferior”
human beings apart from the fit human beings.'"® During this period, individuals were deemed
inferior and thus unfit, if they had physical and/or mental disabilities.'?° The aim to utilize eugenics
to limit the genetically inferior groups of populations developed into such a popular ideology in
Western societies that by the early 1900s, most Nordic and Western states had actually enforced
sterilization laws aimed at carrying out social experiments on human beings.!?! These eugenics
social experiments targeted any individual deemed inferior based on mental and/or physical
defects or disabilities and forced them to undergo permanent sterilization.'?> These social
experiments developed from a point of forceful sterilization, to a belief encouraging further
elimination of inferior human beings, which resulted in eugenic policies being directed to further

levels of eradicating the inferior groups through terminating the life of individuals completely,
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often through medical interventions such as euthanasia.!?* This was evident in Germany, where in
1933,'2* eugenics policies were first passed through voluntary sterilizations laws, where over
400 000 individuals were sterilized based on possessing certain defects that included but were not
limited to physical disabilities, deformities, mental illnesses and even addictions such as
alcoholism.'?> These sterilization policies in Germany, quickly developed into the systematic
eradication of individuals deemed inferior, based on nothing more than their race, ethnicity, sexual
orientation or religion, in order to create what was deemed a perfect human race of superior
beings.'?¢ Despite most western societies utilizing eugenics policies in one form or another, the
Nazi regime in Germany during World War II was known for implementing the most violent and
cruel forms of eugenics on individuals, mostly Jewish individuals, simply deemed inferior based
on their race, ethnicity, sexual orientation and even religious association.'?” Due to this, eugenics
has justly become known as a radical, evil and lethal science aimed at eliminating any disabled or
inferior individual,'?® with a complete abandonment of any consideration of morality or rights in
favour of a skewed perception of what was deemed to be in the interests of the welfare of society

by those implicated with the application policies.'?’

It is evident that the early utilization of eugenics by many Western states in Europe and America
tainted its reputation to one of a system of pure scientific racism whereby the practice of eugenics
was relied on to eradicate entire communities and populations.'3? Some researchers justly believe
that the system of eugenics was far too sinister and racist to ever be applied in modern day science,
others still believe that a weaker form of eugenics could be relied on and applied today. In terms

of this view, weak eugenics, which is also commonly referred to as liberal eugenics,'?! is said to
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refer to efforts towards the promotion of certain medical advancements and/or technologies in
reproduction selection methods through an individual’s freedom of choice.!*? In this view, the
concept of eugenics has evolved and is able to be separated from the historical violent application
of eugenics which was rooted in an authoritarian basis, to a more liberal sense of eugenics,!
which is considered morally acceptable in that it considers the choice of an individual.!3* However,
this idea that the entirety of eugenics could be applied and utilized today, simply rebranded as
liberal eugenics, is not only dangerous considering its sinister past, but also the actual notion that
a single individual could have any autonomy or freedom of choice within the system of eugenics,
seems contrary to the formal definition of eugenics itself, which is a system aimed at the
improvement of qualities considered superior imposed on a whole population.!*> Thus the consent,
or lack thereof, of a single individual within that population would seem to be insignificant to the
overall system of eugenics given that eugenics policies were largely all rooted in practices that
trumped an individual’s autonomy as these policies concerned compulsory medical interventions
such as sterilization or abortion, or the prohibition of procreation with communities deemed

undesirable based on their physical traits, race, ethnicity or religious association.!3¢

In light of this understanding that the entirety of eugenics can never be removed from the atrocities
of its past acts and the potential of repeating these acts again, it can still be fairly deduced that
specific elements or similarities that are rooted in the science of eugenics has in fact become
somewhat more acceptable in modern day science through medical advancements such as
preimplantation and prenatal genetic testing and selection. Whereby the system of eugenics was
historically aimed at relying on science in order to improve the human race, preimplantation and
prenatal genetic testing and selection has relied on a different aim and purpose for society, one

aimed at individuals who freely opt to utilize its practice, as opposed to one forcibly imposed on
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an entire population. While preimplantation and prenatal genetic testing and selection are entirely
different practices with a different purpose, it is still largely based on the similar notion of
improvement, while the purpose and application differs to eugenics, preimplantation and prenatal
genetic testing and selection aims at improving a potential individual through the direct
identification of certain defective or undesirable genes in an embryo or foetus to prevent it from
possibly resulting in a disability or disease that would result in suffering.'>” While the medical
interventions involved in preimplantation and prenatal genetic testing and selection such as genetic
screening and diagnosis, are somewhat similar to what has been labelled as positive, weak and/or
liberal eugenics, it is not eugenics based on its formal definition, and should thus only be referred
to as preimplantation and prenatal genetic testing and selection, particularly given the stark
difference in the moral distinctions and the practices that are allowed between the terms of

eugenics and preimplantation and prenatal genetic testing and selection.!3®
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2. CHAPTER II - THE DICHTOMOY OF SUPPORT BETWEEN PREIMPLANATION
AND PRENATAL GENETIC TESTING AND SELECTION, AND EUTHANASIA
AND/OR PHYSICIAN-ASSISTED SUICIDE

2.1 Understanding the differentiation between eugenics, genetic engineering and the different

forms of preimplantation and prenatal genetic testing and selection

Although genetic engineering has developed through the evolvement of certain elements of
eugenics, it still differs in various aspects, particularly given that it essentially provides individuals
with the freedom to make choices based on obtained genetic information and technologies in order
to assist with preventing chronic illnesses, diseases and defective traits from passing on to
offspring during reproduction which could potentially cause a lifetime of suffering.!3* Genetic
engineering highly favours the autonomy of individuals, or potential parents, concerning their
health and reproduction,'#? while the past notion of eugenics and related experiments was largely
understood to be applied under duress, enforced by state policy or involuntary mechanisms.'*#!
Most groups who oppose the medical intervention of genetic engineering, do so under the auspice
of its links and/or similarities to what some researchers have coined as liberal eugenics.'** As
previously noted, liberal eugenics has essentially been established as an attempt to reframe the
sinister term in a new light to show the alleged evolvement of eugenics from an immoral and racist
system, based on defining features such as coercion, state mandated policies and collectivism, to
what is considered a more moral system which is said to be based on defining features such as
voluntariness, individualism, and state-neutrality.'** Genetic engineering, while similar in both its
nature of existing as a medical intervention, as well as its aim to improve an individual, is
differentiated on the basis that it is voluntary, private, optional and for the purpose of individuals,
as opposed to eugenic state mandated policies aiming to genetically engineer entire populations
and eradicate diversity.'** While eugenics was motivated by an underlying notion to improve the

human race, genetic engineering is motivated by individuals who freely elect to make informed
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choices concerning their own health, and/or the health of their potential children.

Genetic engineering can be understood as a framework within which various medical interventions
broadly exist, including the similar yet different practices of genetic editing and preimplantation
and prenatal genetic testing and selection. However, it is vital to note that although these practices
are similar in relation to their overall purpose of ensuring a potential individual who is free of
suffering, they are also vastly different in regards to their legality, societal support and
application.!*® Hence, as advancements in medical interventions are generally clustered within the
same framework of genetic engineering and eugenics, it is necessary to comprehend the
differentiation between the two similar yet different practices in order to understand why
preimplantation and prenatal genetic testing and selection is the preferred medical intervention to
ensure that individuals are born without debilitating diseases and conditions that would result in
severe suffering. Genetic editing essentially involves the alteration of defective genes of foetuses
or embryos, in order to create the life of a potential individual without any inherited conditions or
mutations.'#® In short, this correction of the abnormal functioning of the defective gene which aims
to improve the functioning of the gene thereby eliminating the disease and potential suffering, is
achieved through various practices including by effectively inserting a functioning and/or correct
copy of the defective gene into the genome of the cells present in a tissue or organ, or altering
and/or modifying the genetic sequence of the human genome in order to correct the defective
gene.'¥7 In fact, the gene that is targeted during the genetic editing also contributes to the bioethical
debate, given that it can be conducted on both somatic cells and reproductive cells,'*® which has
dire consequences for future generations, given that alterations to the somatic cell gene are solely
restricted to the individual affected, while alterations to the reproduction cell genes can be passed
on to subsequent generations which could result in a much wider impact on the lives of future

individuals, which is seen as both a positive in terms of disease prevention, as well as a negative
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in terms of the passing on of possible associated risks.'* It is largely for this reason, that genetic
editing remains controversial as a dominant proportion of the global community remains critical
of the practice given the reality of the potential dangerous effects on future generations as well as

the serious ethical concerns of the practice.!>

Recent developments in the advancements of the field of genetic editing, CRISPR-Cas 9 (clustered
regularly interspaced short palindromic repeats), has recently become the forefront of increased
ethical and legal concern, where now even therapeutic forms of genetic editing are under much
criticism concerning whether it ever ought to be adopted and if it could be regulated.'*! Although
the practice of genetic editing applied to reproductive cell genes which can be inherited by
subsequent generations is currently prohibited in most jurisdictions’ research and clinical trials,'>?
CRISPR-Cas9 has still proceeded in some regions despite these regulations. CRISPR-Cas9
essentially allows scientists to edit the human genome in order to remove, replace or insert new
genes to the DNA sequence which can be used to eradicate diseases and disorders at a much lower
cost and much more scientifically accurate than ever before.!*? In fact, a scientist in China became
the first to utilize CRISPR-Cas9 in order to edit twin human embryos to disable a gene that was
responsible for enabling HIV to enter healthy cells, which these embryos then subsequently went
on to be born with in late 2018, and represented the first genetically edited twin babies to be born
in history with altered genes to make them immune to HIV.!** Although CRISPR-Cas9 offers a
range of benefits to society in eradicating diseases and disorders that ultimately result in suffering,
its current form still poses too many risks to society given the unpredictable dangers of the potential

future lives of those it modifies, and its ability to create “designer babies” with preferred cognitive
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and physical traits that could essentially raise concerns of inequality and discrimination.'’
According to expert evidence tendered in a South African case, in AB v Minister of Social
Development,'>® “designer babies” refers to a baby whose physical traits were elected on a
cosmetic non-therapeutic basis by its parents prior to the implantation of an embryo or foetus.'>’
While a broad scientific and ethical debate exists on the exact distinction between what actually
constitutes therapeutic versus non-therapeutic forms of medical intervention, it seems that one
evident distinction separating the two applications is that therapeutic forms of medical
interventions are rooted in the notion that it must have therapeutic and/or disease treating ends,
while non-therapeutic forms are rooted in the notion of achieving non-therapeutic aims, such as

enhancing intelligence, sex selection or physical features.!®

It is with the understanding of the potential dangers and fears associated with genetic editing, that
one can comprehend the need to highlight the ethical and legal differences concerning the practices
of preimplantation and prenatal genetic testing and screening. Preimplantation genetic testing,
which was first developed in the 1980’s, has developed into one of the most used and popular
interventions in reproductive medical procedures across the globe.!>® Preimplantation genetic
testing essentially involves a diagnostic procedure that is conducted on various embryos created
through IVF, that then each undergo specific genetic testing in order to identify genetic diseases
or conditions that would effectively result in a suffering life.'®® During this process, the affected
embryos are then discarded, while the unaffected embryos are implanted into the female’s uterus
in the hope of a viable pregnancy that will result in a life that is not suffering from an inherited

161

disease or condition.'® Preimplantation genetic testing comprises two applications, namely

preimplantation genetic screening and preimplantation genetic diagnosis, with the former referring
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to the process whereby embryos are analysed in a laboratory to determine whether an embryo
contains the normal number of chromosomes required in what is regarded as a healthy embryo and
then selected for implantation, while the latter refers to the technique that provides information on
the genetic make-up of the embryo’s cells through an embryo biopsy which involves the removal
of cells that are then tested in a laboratory to identify whether it possesses any single gene disorders
or “aneuploid” and if not it is then frozen in preparation for implantation into a uterus.'®> Although
preimplantation genetic testing is largely utilized for therapeutic purposes to detect genetic
diseases in order to avoid offspring that could potentially suffer, the technology can also be utilized
for non-therapeutic purposes, which are largely regulated or prohibited in most jurisdictions, such
as sex selection and the enhancement of physical traits including behavioural traits, intelligence
and physical features. Preimplantation genetic testing is largely legal in most states and supported
internationally, in fact legislative regulations or frameworks permitting preimplantation genetic
testing exist in various countries including Austria, Belgium, Canada, France, Germany, India,
Netherlands, South Africa and the United Kingdom amongst others, while other countries permit
the practice under professional guidelines such as Australia, Brazil, Japan and the United States.'?
The increase of societal and legislative support for preimplantation genetic testing is evident with
countries that have previously banned the practice but have since introduced legislation to allow
for the practice of it, such as Germany, Switzerland and Austria.'®* However, it is worth noting
that the majority of these countries permit preimplantation genetic testing for therapeutic purposes
relating to high risk or severe genetic disorders,'®> and all of the aforementioned countries,
including South Africa,'%® actually prohibit preimplantation genetic testing for non-therapeutic
purposes such as sex selection, aside from the United States of America, where the practice is

neither regulated nor prohibited.'¢’
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Prenatal genetic testing, while similar, is different concerning the phase which the testing of the
genes occur, as the testing is conducted on the foetus during the pregnancy to detect defective
genes or conditions.!%® Prenatal genetic testing also comprises of two applications, notably prenatal
genetic screening and prenatal genetic diagnosis, with the former referring to screening involving
blood tests or ultrasounds to identify whether the foetus possesses any possibility of genetic
disorders, which if identified, the physician will then likely advise for the latter application, where
a diagnostic test is conducted to confirm the diagnosis, such as chorion villi sampling and
amniocentesis, which is slightly more invasive and does pose a risk of miscarriage.!%® Although
genetic testing is also largely permitted and practiced across the globe, differences in legality exist
concerning the type of prenatal genetic test, with non-invasive applications being permitted by the
majority of countries in Europe, Australia and the United States of America,!’® while invasive
applications are still permitted but not to the same global extent to that of non-invasive
applications.!”! Additional ethical dilemmas also exist with prenatal genetic testing, as some
groups argue that preimplantation genetic testing is preferable given that the testing is conducted
on embryos that have not yet been implanted, while prenatal genetic testing is conducted on a
foetus while in the womb which could carry an additional dilemma for those who perceive a foetus
to have a moral status, as opposed to an embryo in a lab.!7? If the potential parents agree, the
detection of a defective gene in an embryo will likely result in the discarding of that embryo, while
the detection of a defective gene in a foetus will likely result in the termination of that pregnancy.
According to a study conducted in South Africa, the main reason provided by individuals who
pursued preimplantation genetic testing between 2006 and 2016, concerned the possibility to avoid
having a child affected with some severe disorder, as well as a desire to avoid the possible

termination of pregnancy.!”® Preimplantation and prenatal genetic testing and selection is largely
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available worldwide due to the significant benefits it offers to potential parents as it is considerably
much safer than other reproductive procedures, it is associated with minimal errors, it enables
individuals to have offspring free from severe genetic diseases and conditions, and preimplantation
genetic testing offers the additional benefit that could possibly avoid abortions through the early
detection of genetic diseases in an embryo before it is implanted which could assist potential
parents from having to endure the strenuous effects, both mentally and physically, that undergoing
an abortion could create for some individuals.!”* Both genetic editing and preimplantation and
prenatal genetic testing and selection offer many benefits to prevent diseases and/or disabilities
that result in severe suffering, the potential risks involved with genetic editing seem to far outweigh
those of preimplantation and prenatal genetic testing and selection,!”® and stand as evidence as to
why preimplantation and prenatal genetic testing and selection is the preferred option both morally

and legally in most jurisdictions in order to prevent a future potential life of suffering.

Preimplantation and prenatal genetic testing and selection practices have also greatly impacted
individuals with genetic diseases and disorders that do not have cures, like cystic fibrosis, Tay-
Sachs disease, Huntington’s disease, and Down-Syndrome, which can also be inherited by a child
from an affected gene from each parent.!”® Through preimplantation and prenatal genetic testing
and selection, the possibility to pursue medical interventions to screen embryos with
preimplantation genetic testing and foetuses with prenatal screening, in order to detect affected
genes were made possible, and as a result such screening programmes have prevented a significant
number of fatalities related to genetic disorders such as, Huntington disease, Tay-Sachs disease or
cystic fibrosis from possibly occurring.!”” Today, preimplantation and prenatal genetic testing and
selection has enabled society with the technological advancements and scientific research to
conduct over 1000 different types of genetic testing in order to allow individuals and families to
hold accurate information to make informed choices and the freedom to decide whether they want

to detect defective genes in their potential children, while embryos and foetuses, and ultimately
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prevent having future children who might suffer from debilitating hereditary diseases or

disorders.'”®

Many prospective parents do in fact elect to have preimplantation and prenatal genetic testing and
selection done in order to identify possible defective or mutated traits in embryos, which further
allow individuals and prospective parents with the opportunity to seek such a method which is
broadly rooted in the realm of genetic engineering, in order to opt to possibly discard the embryo
or abort a foetus in order to ensure a pregnancy free of diseases or conditions that would cause
severe suffering. While this form of preimplantation and prenatal genetic testing and selection
seems rather beneficial in that it is aimed at the avoidance of an individual’s suffering, many who
oppose it claim that potential parents who seek to pursue this method to identify certain defective
genes, might be doing so more for themselves to prevent the risk of a child having a disability
which would potentially create a financial and practical burden on the family.!” Advocates for
disability rights are generally known to be firm opposers of preimplantation and prenatal genetic
testing and selection, usually claiming that these medical interventions are unnecessary as their
argument is based on the notion that the practice, broadly considered a part of genetic engineering,
is rooted in the ideology of eugenic practices as it allegedly intends to eradicate people with
disabilities from future generations,'3” and they allege that scientists will then consider individuals
with disabilities to be inferior if they have defective genes.'8! The disability rights advocates
against preimplantation and prenatal genetic testing and selection argue that when these methods
are utilized to eradicate all genes considered “defective”, then even genes that result in disabilities
will be considered fair play to eradicate, thus further devaluing disabled individuals and how they
are viewed by society.!®? In terms of this perspective, individuals with undesirable traits that cause
disabilities will essentially be viewed as an unnecessary cost to society purely based on their

genetic makeup and/or presence of defective genes,!®3 as this argument is based on the notion that
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individuals with such disabilities are viewed as a negative societal burden who cannot contribute
effectively to society or to an economy, and as such the rationale of cost-effective benefits are
typically relied on to advocate for the eradication of such disabilities through rigid reproductive
selection methods.!®* These advocates rather argue that society ought to separate the idea of
disabilities from the notion of suffering and poor quality of life altogether, however, while this
argument is true for some individuals living with disabilities, it cannot be declared that all
disabilities caused by genetic conditions do not cause severe suffering, because a large proportion
of these genetically caused disabilities do cause severe suffering.!®> In fact, it is necessary to
consider that there is a significant difference between preferring a potential future child to not have
a specific disease or disability, to that of considering a living human being with the same disease

or disability as less valuable or worthy of life.!8¢

The advancements of medical interventions such as preimplantation and prenatal genetic testing
and selection are not aimed at genetically engineering populations, it is rather aimed at granting
potential parents the autonomy to decide whether they personally would want to proceed with the
growth of an embryo or foetus if defective genes are identified. In fact, the arguments in favour of
adopting preimplantation and prenatal genetic testing and selection, at least for therapeutic
purposes, are largely rooted in the notion of preventing severe suffering, thus it should only be
limited to identifying certain debilitating diseases and even some disabilities that are considered
to significantly impair the quality of life of the potential child, as well as their ability to have an
open future, without restrictions based on suffering caused by debilitating diseases or disabilities.
Thus, in order to balance both the respect for the rights of disabled individuals, with the increasing
benefits that preimplantation and prenatal genetic testing and selection offers to society, it is
necessary to distinguish between individuals with disabilities that constitute impairments that do
not cause severe suffering such as deafness for some individuals, with individuals with disabilities
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or diseases that result in severe pain and/or suffering such as Ty-Sachs disease.'®’ This is not to
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say that all embryos and foetuses that present with such traits should automatically be considered
candidates that ought to have undergone preimplantation and prenatal genetic testing and selection,
but rather only those potential parents who voluntarily choose to opt for the practice and who
happen to have embryos or foetuses who exhibit such defective traits, should then be legally
allowed to undertake medical interventions such as preimplantation and prenatal genetic testing
and selection in order to ensure that based on their own private and personal view, preventing the
growth of an embryo or terminating a foetus, after identifying a certain disease and/or disability,
will ultimately be in the best interest of their potential child. It is with the involvement of public
opinion that a just system of legal regulation can be put in place to oversee the adoption of
advancements in preimplantation and prenatal genetic testing and selection in order to ensure that
the rights of individuals are respected and that effective regulation will ensure that a balance is
struck between those seeking preimplantation and prenatal genetic testing and selection for
therapeutic purposes and those who choose to decline it, thereby preventing fears of a slippery

slope towards eugenic practices.

Given the advancements in the field of genetic engineering, it seems logical that while
preimplantation and prenatal genetic testing and selection, offers great benefits to society, it can
also pose risks which often lead to the notion of a slippery slope back to eugenic practices.'8®
However, preimplantation and prenatal genetic testing and selection for therapeutic purposes that
are aimed at ensuring the most open future for a potential child by identifying genes that will
ultimately result in suffering for a particular individual, and/or their subsequent generations should
and is largely allowed, if and only if the potential parent of the embryo which exhibits such
defective traits, freely and voluntarily agrees to do so in an effort to avoid their child’s potential
suffering. If preimplantation and prenatal genetic testing and selection is adopted through thorough
and strict regulations, with the requirement of certain criteria to be fulfilled in order for the practice
be undertaken, then it will assist in avoiding the practice being abused by those with eugenic-

related intentions.'®’ In order to ensure that this abuse is avoided, the adoption of preimplantation

and prenatal genetic testing and selection should be adopted subject to strict criteria that include a
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clear identification of an individual (whether it is a potential parent of an embryo or foetus), that
freely and voluntarily gives fully informed consent to agree to either undergo preimplantation and
prenatal genetic testing and selection for therapeutic purposes to avoid suffering, to be undertaken
on the embryo or foetus of their potential child.!*® Therefore, since preimplantation and prenatal
genetic testing and selection for therapeutic purposes ought to be adopted within the limitations of
the purpose being to spare present and future generations a life of suffering caused by debilitating
diseases or disabilities that have no cures,'”! the same consideration ought to be given to
individuals already living with these same diseases and/or disabilities that can no longer endure
the pain and suffering, and wish to terminate their own lives which they personally consider to be
undignified and of little to no quality, through medical interventions such as euthanasia and/or

physician-assisted suicide.!*?

2.2 Understanding the development and forms of euthanasia and physician-assisted suicide

Prior to the 1800s, very little public mention was made of euthanasia, if it was ever mentioned at
all in medical writings, it was predominantly rejected outright and portrayed in an extremely
negative light.!”® In fact, any form of euthanasia was equated to a severe violation of the
Hippocratic oath taken by physicians, or even considered sinful in terms of what society deemed
the religious law of God.!**Although there was not much public justification and/or support for
euthanasia in the early 1800s, this did not mean that it was not performed in secrecy by physicians
or by suffering individuals themselves. Between the mid and late 1800s, an increasing number of
physicians were relying on various forms of medication and lethal substances to aid their patients
suffering, particularly those suffering of cancer and debilitating diseases, by assisting them to
terminate their lives in a more dignified manner than spending additional months in chronic and
severe pain, without any realistic possibility of a cure or recovery.'>> However, it was not until the

late 1880s, that the American Medical Association took a firm and public stance against
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euthanasia, by announcing their official opposition of voluntary euthanasia.'”® This firm stance
against euthanasia, and ultimately against the termination of an individual’s suffering, essentially
sparked the global debate regarding the ethical and legal consequences of euthanasia and
physician-assisted suicide, with the majority of states and societal groups casting the practice as a
taboo medical intervention that should remain illegal. Despite the largely negative receipt globally
of assisted dying practices, such as euthanasia and physician-assisted suicide, an unprecedented
case in the Netherlands sparked the reignition of support for the movement towards legalising
euthanasia.'®” In fact, this case was not only significant for what it reignited in society, but it also
made history as upon the conclusion of the matter, which involved reconsidering the sentencing
of a physician who assisted in the early and empathetic termination of her own suffering mother’s
life by administering a legal substance,!® the Netherlands became the first country in history to
legalise euthanasia in 2002.'%° This case turned on the wheels for the judiciary in various countries
across the globe, however it only resulted in the legal debate of euthanasia to have been approved
and effectively legalised in seven jurisdictions, including Netherlands, Belgium, Luxemburg,

Colombia, Canada, Victoria, as well as Western Australia.?%°

The development of euthanasia and/or or physician-assisted suicide was not positively received in
most states across the globe, nor has its current global status drastically changed since its early
development. In fact, euthanasia still remains to be perceived by most states as a completely
negative intervention that is solely aimed at harshly removing an individual from this earth, this
view offers no consideration of the benefits it grants to relieving suffering individuals from these
undignified lives. In fact, this view of euthanasia and/or physician-assisted suicide is largely
influenced by the fears of returning to a eugenic system such as the system utilized under the Nazi
regime whereby medical interventions involving euthanasia were relied on to murder innocent

individuals deemed inferior and thus considered unworthy of life.?’! Since the language and terms
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concerning practices of assisted dying invoke memories of negativity related to eugenic practices
or murder, it is vital to understand the actual definition of the terms in order to distinguish eugenic
practices of killing from assisted dying practices such as euthanasia and/or physician-assisted
suicide. Across the globe, euthanasia and/or physician-assisted suicide are defined as two distinct
practices, while the definition and/or interpretation of these practices are not consistent across

202

various regions.=’~ The definition of euthanasia itself can be defined as the purposeful and

intentional death of a suffering individual performed by another individual, in the best interests of
the recipient individual, in order to ease any pain and/or suffering of the recipient individual.?*?
Euthanasia itself can be categorized as either active euthanasia or passive euthanasia.?’* Although
these two categories of euthanasia are not inherently different in their purpose, they are deemed to
rather differ on the basis where a substance and/or procedure is either administered or withheld.?*?
Active euthanasia refers to the process of euthanasia which involves the intentional termination of
a terminally ill or suffering individual’s life by another individual, performed through the
deliberate administration of a fatal substance and/or procedure, in the best interests of the suffering
individual.2°® While passive euthanasia refers to the process of euthanasia which involves the
intentional termination of a terminally ill or suffering individual’s life by another individual,
performed through the deliberate withdrawal and/or withholding of actions to administer a life-
saving substance and/or procedure, also with the overall purpose being to achieve the best interests
of the suffering individual.?’” Although both forms of euthanasia are ultimately motivated to ease
the suffering of a terminally ill and/or pain stricken individual, the largest difference lies in that
during the processes of both forms of euthanasia, active euthanasia involves a direct act as the
cause of an individual’s death, while passive euthanasia involves an omission of any act as the
cause of an individual’s death. Those who advocate for euthanasia, particularly active euthanasia,
rely on the argument that it is in fact morally permissible to relieve an individual who is severely

suffering from a disease or disorder, as the individual is most likely going to die regardless of any
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intervention, hence prolonging their suffering seems far less merciful than allowing the termination

of suffering in limited situations.?*®

Within the context of classifying euthanasia, an additional layer of differentiation exists, this
includes voluntary and involuntary euthanasia. While both these forms of euthanasia are said to be
aimed at achieving the overall benefit of the suffering individual, it differs based on the person
who requests the life ending practice.?”® Voluntary euthanasia refers to the process of euthanasia
whereby a suffering or terminally ill competent individual voluntarily requests another individual
to proceed with the process to terminate his/her life.?!° While involuntary euthanasia refers to
process of euthanasia whereby a suffering or terminally ill individual is neither competent or
conscious to make a valid choice to request euthanasia to terminate his/her life, therefore an
individual with the relevant authority to make such a decision on the incompetent and/or
unconscious suffering individual’s behalf will do so.?!! However, involuntary euthanasia seems
far more problematic that any other form of assisted dying practice, as euthanasia is generally only
supported given that the suffering individual themselves elected to voluntarily request to end their
own suffering.?'> When the suffering individual themselves makes the decision to terminate their
life based on an inability to endure unbearable suffering and pain, it effectively counters the
common slippery slope argument that most opponents to euthanasia usually hold, which is that
legalising euthanasia will surely lead to an abuse of power when individuals are euthanised without
having any choice, let alone consenting to it themselves.?!3 The slippery slope argument against
euthanasia is essentially rooted in the fear that an individual’s autonomy will essentially be
violated and thus revoked if others have access to make the decision of whether individuals ought
to live or die, hence voluntary euthanasia seems to guard against this possible abuse, as it is the
form of euthanasia that is most ethical and aligned with upholding the human rights of human

dignity and privacy, in that a single individual ought to have the autonomy to self-determination
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concerning whether they believe that continuing to endure a suffering life is far worse than the

possibility of a painless death.?!4

Furthermore, in discussing the individual who bears the responsibility to decide on euthanasia, it
is also imperative to consider the individual who possibly assists or aids in the euthanasia process,
which is vital for determining the type of euthanasia applicable in a particular matter. This
information is significant when defining physician-assisted suicide, which is often referred to as a
synonymous term for euthanasia, however the difference between the two lies in the individual
who administers the lethal substance that ultimately caused the death of the other individual '
Physician-assisted suicide involves a physician intentionally and directly assisting a suffering
individual to terminate their own life, at the voluntary request of the competent suffering
individual, by either writing a prescription for a lethal dose of a substance for the individual or
even providing the lethal substance itself to the suffering individual.?'® Many opponents of assisted
dying practices don’t only rely on the slippery slope argument of potential abuse, but they also
contend that physician-assisted suicide violates the moral obligation of physicians in that they
claim that the Hippocratic Oath that physicians and medical professionals have to take entails that
they ought to do everything possible to preserve the life of patients.?!” However, this notion that
physicians ought to do anything and everything seems to contradict the duty to do no harm to
patients, as choosing to rather let individuals endure continued suffering is effectively ensuring
that harm is done to these already suffering patients, especially when there is the alternative of
prescribing them with a lethal dose of medication to draw an end to their suffering and pain, if
these individuals voluntarily chose to do so.?!® Therefore, if physicians are no longer able to
achieve their overall duty to provide care to suffering patients, then it seems morally justifiable

that it is more humane for them to then adhere to the wishes of the patient and assist in bringing
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an early end to their unbearable suffering, rather than prolonging their misery.?!

Since the first emergence of any form of dignified death and/or assisted dying practices, it has been
the target of numerous ethical and legal dilemmas across various regions. Although these
dilemmas have continued until the present day, there is still a large proportion of the population
worldwide that are seemingly in favour of assisted dying practices, which in this context will
include physician-assisted suicide and active voluntary euthanasia. In fact, euthanasia (voluntary
active) is currently legal in Colombia, Canada, New Zealand, Victoria and Western Australia —
part of Australia, where surveys illustrated that while the majority of the population were in favour
of euthanasia, those most resistant to it were actually the politicians in parliament until only very
recently.??® Furthermore, a survey conducted in 2013 in over 47 countries across Europe, reported
that the majority of the population in Western European countries — including Denmark, Belgium,
France, Netherlands, Sweden and Luxembourg — were in favour of assisted dying practices, while
the majority of the population in Eastern European countries — including Kosovo, Cyprus, Turkey,
Georgia and Armenia were against assisted dying practices.??! In comparison to a similar study
conducted in 2008, the largest increase in the percentage of the population in favour of assisted
dying practices in the 2013 survey were identified in Spain, Portugal, Great Britain, Germany and
Italy, while the largest decrease percentage-wise against assisted dying practices were identified
in the Russian Federation, Ukraine, Greece, Belarus and the Slovak Republic.??? This increase in
the public support towards assisted dying practices of certain Western European countries between
2008 and 2013 is significant, given that Germany, and Spain are a few of the more recent European
countries to have joined the group of European countries who have legalised some form of assisted
dying practices, namely Netherlands, Belgium, Luxembourg and Switzerland.??* Since a recent

German Federal Constitutional Court ruling in 2020, where it was confirmed that while no person
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should be forced to do it, every person should have a right to self-determine their own death if the
situation necessitates it.>* Germany is now on par with Switzerland with the legalisation of both
physician-assisted suicide and passive euthanasia, while Belgium, Luxembourg, Netherlands and
Spain have legalised euthanasia and physician-assisted suicide, and Norway, Finland, Sweden and
Austria have legalised passive euthanasia.??®> Despite an increase in a few European countries
moving towards legalising some form of assisted dying practice, it still seems that the public
acceptance for the entirety of Europe remains largely low to moderate.??% It is also important to
note here that the terminology utilized to define each different term related to assisted dying
practices differs across each country, hence this has also contributed to the lack of understanding
which has attributed to a lack of support for the practices aimed at a dignified death.??” The irony
in this lies in the fact that while France is among the European states that prohibit any form of
euthanasia, it also passed legislation in 2016 that empowers terminally ill patients to undergo

continuous deep sedation to relieve suffering prior to their death,??

which some might argue is in
fact closely intertwined with assisted dying practices. Another matter of irony is Germany, the
country that had the most traumatic and negative historical experience of “euthanasia”, as the exact
same term was used by the Nazis when conducting their systematic murdering of thousands of
individuals deemed inferior, which has had a significant impact in the way people across the globe
view euthanasia, is also the country where the Federal Constitutional Court in BVerfG, Judgement
of the Second State of 26 February 2020,?%° recently held that an individual’s express wish to end
their own life must be respected by the state and/or society as an act of autonomous self-
determination which is rooted in human dignity.?3° In fact, a predominant trend that was identified
across the globe in the attitudes that favoured the legalisation of assisted dying practices, was a

compassionate argument underlying the autonomy of an individual in deciding to choose a

dignified death in order to provide some form of relief of suffering for those individuals with
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debilitating diseases or disorders.?’!

As previously mentioned, euthanasia can be classified as either active or passive, as well as
voluntary or involuntary, and it can even involve a physician which will deem the act physician-
assisted suicide. These aforementioned forms of euthanasia, as well as physician-assisted suicide
are not only different in their meaning, process and ethical attributes, but also carry differences in
terms of their legality in various countries across the globe. Some countries have equated all the
aforementioned terminology and encompassed it under the single term of euthanasia, while other
countries separate the terminology and only refer to the particular form of the assisted dying
practice that is intended.?*? As a result, the legal definitions of assisted dying practices varies across
the globe and is not consistent, nor is there universally agreed upon terminology, which has further
contributed to the controversy and confusion surrounding these practices and their legality.?3* In
fact, a report conducted in Canada in 2002 highlighted that an average of 72% of the participating
population believed that euthanasia and physician-assisted suicide was the same, 66% assumed
that withdrawal of treatment also amounted to euthanasia, while 49% thought that providing pain
medication to accelerate death constituted euthanasia.?** The international lack of uniformity and
the failure to conclude a universally agreed concept in the terminology relating to assisted dying
practices has largely contributed to the lack of societal and global support for these dignified
processes of death. These concepts and the significant differentiation between them are vital in
order to effectively comprehend their actual meanings and their beneficial roles within different
jurisdictions. This inconsistency with universal terminology has greatly impacted the
understanding and differentiation of these practices across the globe, as they have largely all been
erroneously painted with the same brush that was historically linked to eugenic practices of
euthanasia which were conducted abusively without the consent of the individuals, nor was it
committed to relieve them of suffering. Thus, the term euthanasia is often emotionally charged

with thoughts and feelings that surge from the past evil uses of similar practices.?>> Although
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unregulated legalisation of euthanasia can no doubt lead to fears of the possibility of reverting back
to past eugenic practices of involuntary euthanasia, a regulated specific form of euthanasia, that is
not only properly differentiated in its terminology, but is also subject to strict criteria, can greatly
benefit society by ensuring the adherence of the human rights of individuals who are enduring
severe suffering. Thus, the significant difference between unethical forms of euthanasia and/or
involuntary euthanasia, is that the practice should always be applied at the wishes of the suffering
individual in line with their best interests. In this way, it seems evident that the two forms of
acceptable euthanasia to be regulated is voluntary active euthanasia, which involves another
individual or proxy administering a lethal substance and/or procedure according to the will and
request of the suffering individual to terminate his/her life, as well as physician-assisted suicide
which involves the physician merely assisting the process by providing the cause of death, while
the suffering individual themselves commits the final lethal act to terminate his/her own life.23¢
Incorporating the regulated practices of voluntary active euthanasia and physician-assisted suicide,
will ensure that the human rights doctrine is upheld, as well as maintain a guard against possible
fears of a slippery slope towards an uncontrollable abuse of power attached to assisted dying
practices.”®” In fact, just preceding the legalisation of assisted dying practices in Victoria,
Australia, an advocacy organisation, Dying with Dignity Victoria, argued that the fears produced
by the slippery slope perspective is more likely to come about in a society where voluntary
euthanasia is prohibited as it will take place “under the radar” without any proper accord for an
individual’s rights or safety, hence the most comprehensive manner to ensure that the slippery
slope argument leading to abuse of the practice is prevented is to ensure that voluntary euthanasia

238 Enacting

is allowed in society through the regulation of a transparent and legislative framework
the legislation to allow for these assisted dying practices will merely create a choice for suffering
and terminally ill individuals to make on their own terms.?3° The proper regulation of these assisted
dying practices are central to their proper functioning and prevention of abuse in society, the

practices of voluntary active euthanasia and physician-assisted suicide ought to be subject to the

236 Supra note 210 at 38.

237 Annemarie Strohwald Dignity in Death: A critical analysis of whether the right to human dignity serves as
appropriate justification for the legalisation of assisted death (unpublished LLM Research Project; University of
Stellenbosch, 2014) at 36.

238 Australian Human Rights Commission ‘Euthanasia, Human Rights and the Law’ (2016) Issues Paper at 12.
239 Keymanthri Moodley ‘The Fabricius decision on the Stransham-Ford case — and enlightened step in the right
direction’ (2015) 105 SAMJ 6 at 435.



52

fulfilment of a set of strict criteria; including that individuals seeking the practice must be mentally

t,4 a request for the practice must be voluntary and sustained or repeated by the

competen
competent individual themselves, the individual must have a debilitating disease, disorder,
condition or illness that is incurable, the individual must be in unbearable severe suffering and/or
pain either physically or psychologically which cannot be alleviated.?*! In addition to the criteria
that the individual seeking the life terminating practice must meet, there should also be additional
procedural criteria to ensure that the process is adhered to properly and that fears of abusing the
practices are avoided, such as compulsory consultation with a second physician before the practice
is conducted, as well as a reasonable but still short mandatory waiting period between the request
made and the provision of the selected practice.?*> Hence, these aforementioned regulations ought
to be the foundational requirements in order to provide sufficient substantive and procedural
safeguards when adopting the practices of voluntary active euthanasia and physician-assisted

suicide across all regions, in order to ensure that the option of a dignified death is made available

to individuals who are in dire need of respect for their human rights of human dignity and privacy.
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3. CHAPTER III — THE INTERNATIONAL HUMAN RIGHTS IMPACTED BY
BIOETHICS

3.1 The human right to dignity in international law

The concept of human dignity is relevant to the international human rights discourse and is
prevalent in both international and domestic jurisdictions.?** Dignity is one of the core rights of
human beings as it is a fundamental feature in expressing an individual’s human value.?** Despite
the dignity and integrity of an individual human being representing such a significant feature of
one’s existence, it is still often violated and as a result it has been stipulated in various international
treaties and conventions in an effort to ensure the protection of this vital right.>*> The Preamble of
the UDHR highlights the significance of the value of human dignity as a core foundation upon

which most human rights rely, as its opening line states the following:

“Whereas recognition of the inherent dignity and of the equal and inalienable rights of all

members of the human family is the foundation of freedom, justice and peace in the world, ... ”.*%%

The Preamble of the UDHR essentially sets the stage for the understanding that the human right
of dignity is in fact inherent in all members of the human family.?*’ The use of the term “inherent”
reiterates the fact of a quality of value attached to every human being,?*® hence dignity is one that
is pre-existing to all human beings, while simultaneously being permanent, unconditional and
cannot be removed by any form of authority.?** Dignity is a non-negotiable value that is shared by
all individuals simply by virtue of existing as a human being.?>° Although human dignity is
regarded as one of the core human rights and is referred to in most international treaties, the actual
exact definition of dignity itself is not offered in the overall framework of international and/or

regional human rights.?*! However, many researchers have concurred that the central core of the
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concept refers to the recognition that each human being possesses intrinsic worth that ought to be
respected and protected by the state.?>? Despite the lack of a concise universal definition, the
language used in most provisions relating to human dignity does provide one with a general
understanding of the values that the right of human dignity intends to represent. Article 1 of the
UDHR states that,

“All human beings are born free and equal in dignity and rights. They are endowed with reason

and conscience and should act towards one another in a spirit of brotherhood”**3

The language in article 1 of the UDHR reflects the notion that dignity applies equally to all people,
which also includes the notion of its applicability regardless of one’s health, condition, genetic
abnormality, illnesses, or disabilities, which may no doubt impact them and their livelihood
negatively.?* This sentiment that all human beings are entitled to dignity and to have this right
protected in the UDHR has influenced various other international conventions to follow suit in
highlighting the significance of the right of dignity. These include but are not limited to, article
13(1) of the ICESCR through the attainment of education that assists in the full development of a
human personality and the sense of its dignity,?>* as well as article 10(1) of the ICCPR which states
that,>%¢

“All persons deprived of their liberty shall be treated with humanity and with respect for the

inherent dignity of the human person”.?>’

Article 10(1) of the ICCPR essentially places an obligation on states to ensure that the human
dignity of individuals is protected against the deprivation of their liberty and humanity.?>® The
right to dignity in regard to preimplantation and prenatal genetic testing and selection, and

euthanasia and/or physician-assisted suicide then not only directly encompasses liberty, but also
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the right to be free from suffering in the form of inhumane torture or treatment.?> Article 5 of the

UHDR states that,

11

o0 one shall be subject to torture or to cruel, inhuman or degrading treatment or

punishment” >

The notion of an individual being deprived of humanity is essentially intertwined with being
treated inhumanely, which highlights an important interrelated relationship between the protection
of human dignity which is listed both in article 1 and article 10 of the UDHR and ICCPR
respectively, with article 5 of the UDHR influencing the binding protection provided in article 7
of the ICCPR which states that,

“No one shall be subjected to torture or to cruel, inhuman or degrading treatment or
punishment. In particular, no one shall be subjected without his free consent to medical or

scientific experimentation”.?%!

Article 7 of the ICCPR is increasingly significant to the realm of bioethics and the advancements
of technologies as it effectively creates a barrier against the possible misuse of practices that could
violate the wishes of an individual, thereby overriding their autonomy in order to achieve medical
and/or scientific advances. This barrier against the abuse of medical and scientific advancements
is ensured by the fact that the provision incorporates that an individual need not to be subjected to
experimentation without their “free consent”.?> Therefore, the medical and scientific practices
being referred to in article 7, are not of a eugenic nature seeing that it concerns obtaining the
voluntarily given consent of single individual to undergo such practices, hence article 7 seems to
protect practices such as preimplantation and prenatal genetic testing and selection, and voluntarily
euthanasia and/or physician-assisted suicide where either an individual gives consent for
themselves, their embryo or their foetus to undergo medical intervention with the aim to avoid or
end suffering. In addition to this protection against the abuse of involuntary practices, article 7 also

prohibits the subjection of individuals to torture, inhuman or degrading treatment, which
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essentially goes hand in hand with the notion of enduring severe and prolonged suffering. The
overall purpose of article 7 is aimed to protect the dignity of individuals, as well as their physical
and mental integrity,?%3 and thus it imposes a duty on state parties to protect individuals from such
harm within their jurisdiction.?®* Aside from the state imposed duty to prevent suffering, one would
consider that there is also a general moral duty on all individuals, especially medical professionals,
to ensure the relief or prevention of the possibility of one having to endure such unbearable
suffering.?®® In this context, pain and suffering refers to both physical and psychological pain that
an individual endures as a direct result of a debilitating disease, disorder, or condition that they

possess or have the potential to possess.

While pain and suffering are often used interchangeably, it is important to distinguish between the
two within the realm of bioethics. Pain may be fleeting or chronic, but it does not always involve
suffering, as some individuals such as mothers who give birth to their children might describe
labour as being painful, but will not necessarily regard it as suffering,>® while the concept of
suffering has rather been defined as severe distress that is directly associated with events that
threaten the intactness of the individual.?®’ Hence, the manner in which pain and suffering is
experienced by the individual is vital in determining one’s severity of suffering. If an individual
feels that their dignity is undermined and that it cannot be restored as a result of severe suffering,
given that happiness or contentment is believed to be the overall aim in life, then the endurance of
unbearable pain and suffering directly contradicts the purpose of the existence of life as human
beings, as it invades one’s personal world by violating their very integrity, autonomy, dignity and
even their physical and mental capabilities.?*® Therefore, suffering plays a central role in the
arguments posed by those in favour of both preimplantation and prenatal genetic testing and

selection for therapeutic purposes and voluntarily active euthanasia and/or physician-assisted
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suicide, as suffering directly impacts the potential quality of life of an individual, which is linked
to an individual’s overall well-being and happiness.?® In fact, the action of relieving the suffering
of an individual, possibly through preimplantation and prenatal genetic testing and selection or
voluntary active euthanasia, is attributed to improving the overall quality of life of that
individual.>’® The improved quality of life is linked with the underlying notion that unbearable
pain and suffering deprive individuals of dignity, and therefore it is often believed that either the
selection of a disease free life (preimplantation and prenatal genetic testing and selection) or death

(euthanasia and/or physician-assisted suicide) is preferable to prolonging an undignified life.

In a sense this prohibition on subjecting individuals to degrading and inhumane treatment is in fact
very similar to what opponents against the legalisation of euthanasia and/or physician-assisted
suicide advocate for. In fact, the opponent groups who are against these practices aimed at the
peaceful termination of an individual’s suffering, essentially advocate for individuals who are
enduring pain and suffering as a result of diseases or conditions that either threaten the overall
health or quality of life of that individual, to continue enduring the inhumane and degrading
treatment which no doubt violates their right to dignity, as well as their right to be free of subjection
to such cruelty. Therefore, it seems that opponent groups who argue against the practices that aid
in the termination of suffering, contradict the very notion they argue for, by rejecting competent
and suffering individuals from accessing life terminating practices for themselves. The rejection
of practices such as euthanasia and/or physician-assisted suicide seems to also contradict article 2

of the UDHR, which states that,

“Everyone is entitled to all the rights and freedoms set forth in this Declaration, without

distinction of any kind, such as race, colour, sex, language, religion, political or other opinion,

national or social origin, property, birth or other status...”.””!
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According to article 2 of the UDHR, which influenced a similarly phrased provision, article 26 of
the ICCPR,?7? states that no individual regardless of any possible distinction of any kind should be
deprived of their rights contained in this international human rights framework. Hence, this
assurance of all the rights contained in the UDHR and the ICCPR, specifically human dignity,
privacy, and health, cannot be deprived based on the status of individuals who are terminally ill,
dying or even suffering from a severely debilitating disease or condition.?’*> Society across the
globe has largely enabled the views of opponent groups by maintaining laws and rules that prohibit
and prevent bringing permanent relief to competent individuals who are severely suffering through
an undignified life while having to be forced to endure the inhumane torture of “living” with
serious and life-affecting conditions while their personal freedom to act in a manner to terminate
such a disastrous quality of life is restrained and limited.?’”* Supporters of the legalisation of
preimplantation and prenatal genetic testing and selection, and euthanasia and/or physician-
assisted suicide argue that the availability of seeking out these practices to either select
implantation or pregnancy or not, or to terminate a life of suffering does in fact preserve potential
parents and/or individual’s freedom of choice and self-determination and as a direct result
euthanasia and/or physician-assisted suicide enables individuals to choose a dignified death by
electing to terminate their suffering in a peaceful and quick manner. In fact, most individuals who
would seek out such practices are often individuals who are suffering from conditions that cause
chronic pain, as well as life threatening and deteriorating diseases such as cancer, and would either
like to prevent their future children from facing similar suffering or to end their own unbearable
suffering.?’> Therefore, it seems that the effects of the unbearable suffering that an individual with
a terminal illness or debilitating disease or disorder endures, negatively affects both their physical
and mental integrity, and thereby infringes their human right to dignity as listed in the
aforementioned international instruments, as well as in article 1 and 10 of the UDHR and ICCPR

respectively.?’¢
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In terms of regional human rights law, various instruments adopted in the regions of Africa,
America and Europe have also echoed the significance of the dignity of human beings. Article 5
of the African Charter on Human and People’s Rights (hereinafter referred to as the “African
Charter”),?”” reiterates the importance of every individual’s right to have their inherent dignity
respected and recognized.?’® Dignity as previously noted, is also intrinsically linked to the integrity
of an individual, as it refers to the manner in which an individual pursues to live a dignified life
through the adherence of particular morals and/or principles. While article 5 of the American
Convention on Human Rights (hereinafter referred to as “American Convention™),?” states that
every individual is entitled to have their physical, mental, and moral integrity respected based on
the inherent dignity of the human being.?®° Article 1 of the Charter of the Fundamental Rights of
the European Union (hereinafter referred to as the “European Charter”),?8! states that the human
dignity of an individual must be respected and protected and cannot be infringed upon by any form
of authority, which reiterates the human rights ideology of this right being inalienable.?8? The
interrelated aspect between dignity and integrity is important to note as article 3(1) of the European

Charter states that,

“Everyone has the right to respect for his or her physical and mental integrity”.>%

Article 3(1) clearly denotes the idea that the integrity of an individual encompasses both physical
and mental freedom in the adherence of pursuing a life based on certain morals and/or principles.
This can be interpreted in a sense that an individual who pursues a dignified life based on the
general notion of what constitutes decent morals and/or principles, should be able to have the
freedom to determine their own manner of living their respective dignified life while enjoying full
respect for their physical and mental integrity. Article 3(1) is essentially limited by article 3(2)

which prohibits eugenic practices.?®* The existence of article 3(2) listed in the same instrument as
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article 3(1), further assists in preventing the risks of the slippery slope argument which fear that
certain procedures could result in abuse and unethical use, especially when relying on the notion
that is somehow respecting one’s integrity. Therefore, article 3(2)’s prohibition on eugenic
practices is justified given the historical sinister past of those practices aimed at engineering entire
populations in hopes to achieve a population existing only of “superior” beings in the interest of
the welfare of the state, however it does not and should not extend to a prohibition on other medical
advancements such as preimplantation and prenatal genetic testing and selection for therapeutic
purposes and euthanasia and/or physician-assisted suicide, given that the purpose of these practices
is to prevent and/or alleviate suffering and effectively ensure that individuals are free of
humiliation from the unfair and undignified prolonging of one’s severe suffering from a
debilitating disease and/or disorder. Thus, human dignity plays a central role in international
human rights, in that it aims to protect against violations of an individual’s privacy and self-

determination, as well as against inhumane, humiliating and degrading treatment.?%’

3.2 The human right to privacy in international law

The UDHR does not only recognize that every human being is entitled to live with dignity and
have their human dignity respected, but article 12 of the UDHR also reaffirms the respect and
value that ought to be bestowed on an individual through the recognition of the right to privacy.?%

Article 12 of the UHDR states that

“No one shall be subjected to arbitrary interference with his privacy, family, home or

correspondence, nor to attacks on his honour and reputation”.*%’

Article 12 of the UDHR is somewhat given binding effect through article 17 of the ICCPR, as
article 17 reiterates the same protection against the violation of one’s privacy, almost verbatim,

subject to article 17’s addition that nobody should be subjected to “unlawful interference” as well
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as arbitrary interference.?®® This means that article 17 of the ICCPR does not merely require the
state to adopt legislative and/or other measures necessary to protect the right to privacy, but it also
imposes a duty on the state to prohibit any interference with the right, whether sourcing from state
authorities or natural persons.?®® The incorporation of the term “arbitrary interference” highlights
that should the interference of the right to privacy occur, it needs to be reasonably permissible,
lawful and non-arbitrary, and thus proportional to the ends sought by such interference with the
right.?® This similarly phrased right to privacy and a private life is further reiterated in regional
instruments such as article 11 of the American Convention,?®! as well as article 8 of the European

Charter.2%2

Similar to that of human dignity, the term privacy has no uniformly agreed upon definition across

293 Generally, privacy is understood to concern issues

international and regional jurisdictions.
related to protecting one’s personal details, information, and even identity.?** However, the notion
of the right to privacy of an individual encompasses much more than merely protecting private
information and details, it also extends to the right of a personal and private choice regarding the
termination of an undignified and suffering life that individuals ought to have the right to decide
on.?% The right to privacy is directly interconnected with the right to human dignity, as the right
to privacy in human rights instruments aims to protect against violations of an individual’s dignity,
reputation and esteem.?*® The right to privacy is also rooted in the freedom of an individual to take
personal decisions and choices that are free from unjustified interference from state authorities or
society, provided that the decision and/or choice itself are of an inherently personal and private

nature,””’ as is the decision for an individual to undergo medical interventions such as

preimplantation and prenatal genetic testing and selection, and euthanasia and/or physician-
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assisted suicide. Supporters of the legalisation of these medical interventions tend to rely on this
protection of one’s right to privacy to make their own choices particularly when it comes to the
preimplantation genetic testing of an embryo, prenatal genetic testing of a foetus, and euthanasia
and/or physician-assisted suicide, as it essentially entails an option to either avoid or terminate
one’s suffering life in order to protect against the possible imminent threats of inhumane torture
that come along with certain conditions and diseases that could ultimately threaten a living or
future individuals’ right to dignity. Hence, the right to privacy should ideally encompass the right
of'a competent individual to make personal and private choices regarding their own lives, when it
is being threatened by factors that would deteriorate all and any dignity that an “ordinary” life of

a somewhat healthy individual not suffering from chronic pain would likely entail.

3.3 The link between the rights to human dignity, privacy and one’s autonomy

The right to privacy encompasses an individual’s right to make personal choices, and thus privacy is
also directly interconnected with the autonomy of an individual, which is essentially the same as the
notion of privacy being based in one’s autonomous identity which was reiterated by the Constitutional
Court in South Africa in Bernstein and Others, v Bester NO and Others.**® The autonomy of an
individual is not explicitly listed as a recognized right in any human rights instrument, the reason for
this is that while autonomy itself is not a human right, the framework of human rights are considered to
be interconnected, interdependent and interrelated with autonomy, in that one cannot exist and function
without the other.?*® Autonomy could also be interpreted as the manifestation of an individual’s legal
and mental capacity in order to make an informed decision, once the individual is able to properly
comprehend a situation and all the relevant consequences pertaining to it.>°° The human dignity of an
individual is directly linked to the autonomy and self-determination that an individual is entitled to
concerning their life and the right to pursue their own actions freely.*°! This was further echoed by the
Supreme Court of Appeal in South Africa in British American Tobacco South Africa (Pty) Ltd v
Minister of Health,"> where the court supported the notion of the close link between human dignity,
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privacy and freedom, as well as the ability to form opinions and make decisions regarding these
rights.>*® Autonomy itself consists of two ancient Greek terms, “autos” meaning his or her own, as well
as “nomos’ meaning rule, which essentially encompasses the notion that the autonomy of an individual
is linked to them ruling over their own choices and actions.>** Hence, every individual is entitled to
personal autonomy by virtue of them being a human being with human dignity,’®> who is also

considered to be an independent entity.3%

Autonomy is essentially an individual’s freedom to self-determine any and all aspects that directly
impact their personal lives. In Barkhuizen v Napier,>*” the Constitutional Court in South Africa held
that self-autonomy, which is a central component to human dignity, also concerns the ability to
regulate one’s own affairs even if it is to their own detriment.>*® This South African position
concerning the interpretation of autonomy was further depicted in MEC for Education: Kwazulu-
Natal v Pillay,>*® where the Constitutional Court held that an individual is entitled to have their
own individual and personal set of ends respected — essentially understood as referring to
autonomy — and that this autonomy effectively comprises of a central element of the dignity and
freedom of an individual.*'® In fact, advocates in favour of medical interventions such as
preimplantation and prenatal genetic testing and selection, and euthanasia and/or physician assisted
suicide argue that the value of one’s personal self-determination underlies the right to undergo these
aforementioned medical interventions as individuals have a fundamental right to direct the course of
their own lives, and thus this right to self-determination should essentially encompass the right to choose
the timing of one’s termination of their own suffering, given they are terminally ill and satisfy the
relevant safeguards. However this “right” to autonomy and/or self-determination that essentially
underlies the internationally recognized human rights of human dignity and privacy, is not resistant to
influence by external factors of society and/or state control.3'! In fact, state control is one of the main

external factors that limits an individual’s autonomy in the sense that in order for an individual to reside
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freely in a specific state, they are required to abide by the laws and regulations imposed by that particular
state.>'? Such a limitation on an individual’s autonomy is considered rational for the greater good of
society, however the same cannot be said about the limitations imposed on an individual’s autonomy
by society or the state when it relates to more private and personal matters, such as the rules and
regulations concerning preimplantation and prenatal genetic testing and selection, and euthanasia
and physician-assisted suicide. An act undertaken by an individual can only be considered to be
autonomous, if the individual freely makes the decision to undertake the specific act.?!3 Hence, when
an individual’s choice regarding their private medical practices is drastically limited by rules and
regulations imposed by society and/or state, it cannot then be said they have full autonomy with regards

to their own medical choices.

The entitlement of an individual to have the freedom to choose to undertake any actions they wish and
the freedom to choose how to live their own lives, subject to these choices not being harmful to any
other person, is directly linked to the human right of privacy. As mentioned before, the right to privacy
is contained in various international treaties, and it encompasses not only the right to privacy itself, but
also the right to be treated equally and fairly without discrimination based on one’s status or personal
choices.3!'* The right to privacy also provides individuals with protection from external unwarranted
interferences in their private lives and choices.>'> However, as previously noted these rights are not
absolute, and as such the right to privacy within the realm of autonomy is also capped by limitations
imposed by state authorities, if the violation of the individual’s privacy is justifiably reasonable in terms
of the law in an effort to uphold the common interest for the good of society.>'® The issue that arises
here is that society has essentially accepted limitations on various rights of human beings, even when it
is deemed excessive to an extent. These types of excessive limitations on certain rights, are arguably
neither reasonable or justifiably rational, in the sense that they have not been put in place to prevent
harm from occurring to other persons as a result of a choice undertaken by a specific individual. But

rather, these limitations on the autonomy of individuals, and thus the right to privacy, seem to have been
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put in place in order to maintain an arguably outdated societal perspective of medical interventions,
particularly concerning the excessive limitations in the form of the prohibitions on euthanasia and/or
physician-assisted suicide, while preimplantation and prenatal genetic testing and selection
experiences a much less severe blanket prohibition as it is considered more morally accepted within

conditions imposed by the various regions.

3.4 The relationship between preimplantation and prenatal genetic testing and selection, and the

rights of human dignity and privacy

Although preimplantation and prenatal genetic testing and selection is more “ethically popular” on
an international scale, there are still various opponents to these medical advancements, particularly
when undertaken for non-therapeutic purposes, that argue that human dignity is intrinsically linked
to the human genome, also known as a human being’s set of genetics or their DNA, and as a result
the selection of an embryo or foetus directly based on the presence or lack of certain traits could

constitute a violation of human dignity.*!”

However this argument is highly problematic in this
context in that preimplantation and prenatal genetic testing and selection does not involve the
alteration or modification of one’s genes in the way that genetic editing does, in fact it simply
reaffirms the dignity of the potential parent to have the autonomy to decide whether to undergo a
procedure to detect possible defective genes in their embryo or foetus and then to determine
whether they would prefer to discard an embryo or terminate a foetus given the informed
knowledge of the potential suffering of their future child from these genetic diseases or conditions.
In fact, it is actually rational to rather opt for medical interventions involving preimplantation and
prenatal genetic testing and selection for therapeutic purposes in order to test and select the embryo
for IVF or the foetus of an impregnated woman to prevent disabilities or conditions that could
result in chronic suffering, which would ultimately pose a more severe risk to the future life and
dignity of a human being, than would omitting to do so in favour of promoting the so-called

intrinsic dignity of the human genome.?!®
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This type of argument posed by many opponents of preimplantation and prenatal genetic testing
and selection, is often rooted in the notion that the practice would allegedly violate the human
dignity of the human genome of an embryo or foetus. However, it is vital to note that an embryo
or foetus is not identical to the potential future existence of that individual, hence many
jurisdictions including South Africa recognize that the embryo or foetus cannot bear rights,?!* and
thus it’s human dignity cannot then be violated by preimplantation and prenatal genetic testing and
selection as that right is not held by it.>?° Despite the argument of linking human dignity to the
human genome being rather vulnerable, an idea that should rather be considered by those both for
and against preimplantation and prenatal genetic testing and selection in order to reach somewhat
of'a mutual agreement, is that although a future individual in the form of an embryo or foetus does
not have rights, the individual or potential parent who has the authority to decide whether an
embryo or foetus with certain genes that could develop into debilitating diseases or conditions
should undergo preimplantation and prenatal genetic testing and selection, should bear this
responsibility while taking into account the plausible best interests of that future individual.’?! In
light of this viewpoint, the embryo or foetus, while not having rights itself, represents somewhat
of a placeholder of potential rights that might develop in a future individual, therefore
preimplantation and prenatal genetic testing and selection should be undertaken for justified
purposes where it is practiced to avoid or prevent suffering and in that sense it can promote the
future individual’s potential future autonomy.>?? The plausible best interests of a future individual
is rooted in the notion of a child’s right to have their best interests respected, and as a result the
individual with the authority to decide on whether an embryo or foetus should be genetically tested
and selected or not if they possess certain defective traits, is based on how that authorized
individual perceives what the best interests of that future individual would entail at the time of the
decision, hence it need not be an identical conclusion to that which the future individual perceives

as what might have been in their best interests, as long as it is clearly justifiable that the decision
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to undertake or forgo preimplantation and prenatal genetic testing and selection was done in the
best interests of that future potential individual considering the impact the defective traits might

have on the future quality of their life and potential suffering.33

The notion of the future plausible best interest of a future potential individual can also be linked
to the wrongful birth and wrongful life debates. Wrongful birth is referred to as an action that can
be undertaken by the parents of a disabled and/or suffering child as a result of a medical
professional failing to inform those parents of the disability before the child was born, while
wrongful life is an action that can be undertaken by the child itself against the fact that they were
essentially born into life with a disability or a disease causing suffering.*?* While wrongful birth
cases are frequently instituted successfully, wrongful life cases are not, given that the term
wrongful life is difficult to institute as it implies that a life is inherently wrong based on its
existence of possessing a certain disability or disease,*?> which is essentially the argument that
many disability groups advocate against, as an individual’s worth is not decreased based on the
presence of a disability or condition. In South Africa, in H v Fetal Assessment Centre,>?¢ the child’s
action for wrongful life was initially dismissed by the High Court on exception on the failure to
disclose a cause of action, which was then appealed to the Constitutional Court.>?’” The
Constitutional Court upheld the appeal and granted leave to amend the cause of action under the
determination of the High Court to decide on whether the cause of actions exists, as well as to
consider the best interests of the child.??® Wrongful life cases like these are rather contentious
based on the notion that the court is essentially expected to answer whether a child’s life is worthy
of living given their disability or disease,*?* and this ideology of determining another individual’s
worth based on their capabilities or lack thereof directly violates the notion of human dignity,

which is intrinsically linked to the fact that an individual ought to be able to choose for themselves,
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or for their potential offspring, whether they consider their life dignified or not, given their
suffering. Upholding wrongful life cases seems like it could possibly lead to a blanket application
that considers that all lives with disabilities or diseases are inherently unworthy of life, and this
would directly violate the rights of individuals living with disabilities and diseases who personally
consider their life to be dignified and worth living. In light of this, it is possibly worth considering
the pursual of a wrongful suffering action, whereby individuals who are suffering from a disability
or disease, could voluntarily decide for themselves that the endurance of such suffering is wrongful
given that there was a possibility for the medical professional to advise that the embryo or foetus
undergoing preimplantation and prenatal genetic testing of a potential individual would likely
carry defective genes, in order to eradicate the defective embryo or foetus.*** In this way, no
blanket application of one’s worth or lack thereof will be applied to whether the individual
possesses a disability and/or disease or not, and in this way the human dignity, privacy of choices
and autonomy of all individuals are respected, given that an individual and/or potential parent will
decide for themselves, without state interference, whether they should pursue preimplantation and
prenatal genetic testing and selection to identify certain defective genes and decide whether to

continue with an implantation or pregnancy in the best interests of their future child.

3.5 The relationship between euthanasia and physician-assisted suicide and the rights of human

dignity and privacy

The rights of human dignity and integrity are also integral to the debates concerning the
legalisation of euthanasia and/or physician assisted suicide. At present, there is no recognized
human right to die with dignity recorded in any international human rights instruments, however
there are various principles and articles contained in various international human rights
instruments that infer that individuals are in fact entitled to live and thus to die with dignity.?3!
These principles can be inferred from rights concerning dignity, integrity, and privacy amongst

many others. The international and regional human rights framework consists of various
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significant rights that are central to the general notion of a human right to die with dignity.3*

Although the international human rights concerning human dignity, privacy, liberty, and the
prohibition against inhumane treatment essentially lay the foundation for a right to a dignified
death, these international human rights are still in conflict with most domestic legislation which
still in fact largely prohibit the practices that are aimed at alleviating the discomfort and suffering
of competent individuals by terminating their undignified lives.>3* This evident conflict between
the international human rights that conform and effectively support the notion of a human right to
die with dignity and the dominant domestic legislation against that very same right effectively
prevents competent individuals from having the right to choose the time of their own death when
it is essentially the last resort to prevent the continuation of severely debilitating pain, suffering or
a life without dignity.*** Death is an evident part of life, of which the timing and whereabouts of
remain unknown to most individuals, however as individuals are entitled to the freedom to
privately choose how to live their life, this freedom of self-determination should also extend to

choosing the manner and time of the conclusion of their life, if suffering and pain necessitates it.>3*

Severe pain and suffering endured by an individual in most cases is largely responsible for preventing
individuals from the adequate physical capabilities to pursue meaningful endeavours that they might
have yearned for, but instead their unbearable suffering often results in unfulfillment, frustration and
financial hardships, not only for themselves but also for their family and friends as the notion of
suffering may extend beyond just the single patient suffering, especially if the debilitating disease or
disorder has left their body confined to a vegetative state.’3¢ In fact, such unbearable suffering endured
by individuals with debilitating diseases or disorders often violates one’s claim to self-respect which is
intrinsically linked to the rights to human dignity and privacy, in that self-respect here refers to the
understanding that an individual ought to be capable of self-determination particularly in respect to how

they wish to live their own life.3*” The link between self-respect and human dignity was set out in Law
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338 where the court defined that human

v Canada (Minister of Employment and Immigration),
dignity is when an individual or group feels self-respect and self-worth, concerning both their
physical and psychological integrity.*3° In this sense, an individual’s human dignity and ability to live
a life with self-respect, adhering to his/her own wishes, is often violated through the infliction of torture,
which in this context is not referring to someone inflicting pain on another, but rather to the mental
torture of humiliation that is endured when one’s physical and even mental capabilities are impaired to

the extent that they become a physical and financial burden on those around them, which extends their

circle of suffering as they become completely incapable of living their life as they once desired.>*

The unbearable suffering endured by the individual themselves as well as their support system, that has
violently robbed them of their human dignity and liberty, has played a central role in many cases across
the globe, including in South Africa where in Stransham-Ford v Minister of Justice and Correctional
Services,**! the court held that ... the right to life is more than existence, it is a right to be treated as a
human being with dignity: without dignity, human life is substantially diminished. ...”.34* The court
further held here that an individual’s decision on when they wish to end their life is a manifestation of
their own personal human dignity and integrity, and should thus be upheld given it satisfies certain
requirements that ameliorate one’s dignity, such as the endurance of severe pain, possible confusion and
dissociation, inability to care for own’s hygiene, and the high likelihood of dying away from home and
loved-ones without the ability or consciousness to properly say goodbye.*** However, it is worth
nothing that this case was successfully taken on appeal and set aside by the Supreme Court of South
Africa in Minister of Justice and Correctional Services v Estate Late James Stransham-Ford,>**
where the court did not engage on any further discourse regarding the legalisation of euthanasia,
as they considered it to be without purpose given that the Applicant in the High Court matter had
passed away shortly before the appeal was held.** Withholding any decisive judgement on the

legalisation of euthanasia and/or physician-assisted suicide, meant that the Court essentially left
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the door open for similar matters to be heard and disputed relating to the euthanasia and/or
physician-assisted suicide of suffering individuals,**¢ however this opportunity to make a decision
on a similar case has not yet occurred in South Africa.**” The court also held that similar applications
for physician-assisted suicide that are made by terminally ill and suffering individuals who wish to
terminate their undignified lives, should be considered on the merits of each individual case brought
forward.>*® Whether an individual considers a life to be dignified, worth living, and thus free of
humiliation and unbearable suffering is personal, private and should be up to each individual while they
are still competent to decide or to direct an instruction for a physician to assist them when the appropriate

time comes.

While international frameworks have not yet recognized a right to die, many legal jurisdictions have
highlighted the interconnected relationship between the right to life and the choice to die. The right to
life is a very well-known human right enshrined in most, if not all, international and regional human
rights instruments, and is central to the arguments posed by both supporters and opponents of euthanasia
and/or physician assisted suicide. Supporters of euthanasia utilize the right to life when arguing for the
legalisation of euthanasia by relying on the notion that we have a duty to prevent the suffering of

individuals,>*°

while opponents argue that permitting a choice to die contradicts the existence of one’s
life and thus violates the right to life.>>° However, the opponent’s arguments is vulnerable considering
that the terminology of the right to life does not necessarily encompass a duty to continue living and as
such suffering individuals ought to be able to waive their right of living an undignified life depending
on the circumstances.®>! In fact, the Indian Supreme Court held that the right to life enshrined in the
Indian Constitution should be read as a “right to live life with dignity...”,>>? while in South Africa in S

v Makwanyane,’*3 the court held that the right to life incorporates the right to dignity, not just the right

346 Carla Kotze and Johannes L Roos ‘End-of-life care in South Africa: Important legal developments’ (2022) 28
South African Journal of Psychiatry at 1.

347 D J McQuid-Mason ‘Assisted suicide and assisted voluntary euthanasia: Stransham-Ford High Court case
overruled by the Appeal Court — but the door is left open’ (2017) 107 SAMJ 5 at 382.

348 D J McQuid-Mason ‘Doctor-assisted suicide: What is the present legal position in South Africa’ (2015) 105
SAMJ 7 at 527.

349 Suresh Bada Math and Santosh K Chaturvedi ‘Euthanasia: Right to life vs right to die’ (2012) 136 Indian J Med
Res at 900.

350 Ibid at 899.

351 Supra note 346.

352 Supra note 252 at 693.

353 §'v Makwanyane 1995 3 SA 391 (CC).
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to live as “mere organic matter”.>>* This connection between the right to life and human dignity was

further illustrated in Dawood and another v Minister of Home Affairs and others,>>> where it was
held that the right to dignity informs the interpretation of various other rights, including the right
to life.?3¢ Thus, this right to live a life with dignity could be said to be indicative of a right to choose to
die given that a dignified life could be deemed to not exist by a particular individual when he/she is
subjected to a debilitating disease or disorder causing them to endure unbearable suffering, both
mentally and physically, restricting their capabilities and overall quality of life. 3> While a large portion
of the limited case law in favour of assisted dying practices relies predominately on human dignity, the
European Court of Human Rights in Pretty v United Kingdom,’*® recognized the right to privacy as a
justifiable means to assisted dying.*>° The court also recognized that the applicant, who was competent
but severely suffering from a motor neuron disease that left her paralysed, and incapable of talking or
feeding herself, was essentially being forced to endure the rest of her life, against her private choice, in
an undignified manner which directly impacted her quality of life.3* In fact, the court held that the right
to a private life, as listed in article 8 of the European Charter, not only encompasses both the physical
and mental integrity of an individual, but also the notion of autonomy which underlies the right to
privacy, and thus a competent individual suffering from a debilitating fatal disease should have her right
to a private choice respected if she wishes to bring an end to her suffering.3¢! Thus, the right to human
dignity and privacy is infringed when a competent terminally ill patient suffering from a debilitating
disease or disorder is prevented from voluntarily choosing to access practices that will bring an end to

362

their suffering.”’®* The legalisation of voluntary active euthanasia and physician-assisted suicide with

the appropriate safeguards in place, will not only uphold the right to human dignity, but also the right to

privacy, along with the promotion of an individual’s autonomy.>¢3

354

Supra note 353 at para 326.

355 Dawood and another v Minister of Home Affairs and others 2000 (8) BCLR 837 (CC).

356 Tbid at para 35.

357 Suhayfa Bhamjee ‘Is the right to die with dignity constitutionally guaranteed? Baxter v Montana and Other
Developments in Patient Autonomy and Physician Assisted Suicide’ (2010) Obiter at 352.

358 Pretty v United Kingdom (European Court of Human Rights, Chamber, Application No2346/02, 29 April 2002).
3% Ibid at para 67.

360 Ibid at para 67.

361 Tbid at para 61.

362 Rinie Steinmann ‘Law and human dignity at odds over assisted suicide’ (2015) 24 Die Rebus.
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V. CONCLUSION

The dichotomy present in the two halves of one coin, the avoidance of suffering and the
termination of suffering, is a contentious debate in modern bioethics, particularly due to medical
advancements, such as preimplantation and prenatal genetic testing and selection, and euthanasia
and/or physician-assisted suicide. The evident divide is noted not only in the international legality
of these medical interventions, but also in the societal support both for and against these different
medical practices. Preimplantation and prenatal genetic testing and selection, while encompassing
different forms, is significantly more accepted legally and socially, at least for therapeutic
purposes, than the practices of euthanasia and/or physician-assisted suicide. This dichotomy could
be linked to the fact that the terminology of euthanasia is historically often linked to eugenic
notions of murder under the guise of social experiments that disregard autonomy, while
preimplantation and prenatal genetic testing and selection has been linked to a more modern

“liberal” form which is closely connected to upholding the autonomy of individuals.

Preimplantation and prenatal genetic testing and selection within itself encompasses its own
dichotomy of legislative and societal support, between the utilization for therapeutic purposes,
involving the detection of serious defective genes or conditions, is generally legal and regarded as
beneficial, while utilization for non-therapeutic purposes such as sex selection or physical
enhancement is not. The embryo or foetus is still under the authority of its potential parents, and
those are the authorised individuals that ought to be considered when considering the rights
affected by bioethics, as these authorised individuals ought to have the right to privacy to make
their own choice in the best interests of the potential future individual, whether the embryo or
foetus ought to undergo preimplantation and prenatal genetic testing to detect defective genes that
will potentially result in suffering, which would then affect the open future and choices of the
future individual, which could possibly affect the human dignity of the future individual. The
benefits of preimplantation and prenatal genetic testing and selection far outweigh the objections to
it, and as a result preimplantation and prenatal genetic testing and selection, although already
accepted and allowed in many states, ought to be allowed across the globe too, subject to specific
safeguards and rules on how they ought to be utilized, such as restricting it for therapeutic purposes of

detecting and identifying traits of severely debilitating diseases or traits that would negatively impact
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the life and functioning of the future individual in society. While euthanasia and/or physician assisted
suicide are applicable solely to living individuals with rights, it is still considered inherently taboo
both socially and legislatively, as it seems that the interventions aimed at terminating one’s
suffering are considered far more dire and unacceptable by the global majority than simply
discarding an embryo or foetus to avoid potential suffering. Ironically, it seems far more inhumane
to force a living competent individual to endure continuous suffering for an incurable disease or
condition, than to allow them to determine their own time and circumstances of death. Every
competent individual who is terminally ill should be entitled to the right to evade and thus bring an end
to unbearable suffering through a private and person choice to die a dignified death through voluntary
active euthanasia and/or physician-assisted suicide subject to the relevant safeguards being in place to

prevent possible abuses of the practice.

While the medical interventions and subjects of the practices differ which may contribute to the
international divide between the two practices, the continuous link is that of suffering, and its
undeniable impact on the potential quality of life of an individual or future individual. Opting for
a society that completely eradicates all and any hereditary diseases, traits, conditions or disabilities
will neither improve the overall standard of society, nor will it ensure an elimination of all suffering
of mankind.’®* However, ensuring that individuals, in making decisions for their themselves or
their embryos or foetuses, are entitled to the autonomy to decide on either avoiding or terminating
suffering through medical interventions, will no doubt protect their human rights to dignity and
privacy, and thus provide adequate justification on whether they would want to undergo a medical

intervention or not.

364 Supra note 81 at 678.
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