Global Campus
Europe

UPPSALA UNIVERSITY
European Master's Degree in Human Rights and Democratisation

Academic Year 2018/19

Right to Life, Duty to Live?

The Case of Euthanasia for Persons with Dementia

Author: Petra Komel Gentilini

Supervisor: Professor Anna—Sara Lind









Abstract

Every three seconds a person develops dementia and with the aging world population the
number of people affected by it is only expected to grow in the following years. Therefore as
it is important to address end-of-life decisions including that of euthanasia; this work centers
around the case of euthanasia for persons with dementia. In the context of this research the
term euthanasia applies to situations in which a physician ends or assists in ending a life of a
patient who is continuously and unbearably suffering, mentally or physically, and has no
prospect of recovery. It encompasses explicit requests of patients that are capable to confirm
their consent and cases in which a third person decides on behalf of an incompetent patient.
First, the focus of this research is dedicated to answering the question whether euthanasia
itself could be considered as a possible future human right. Hereby, the prospects of its
development are addressed through the provisions of the existing human rights framework as
established at the level of the United Nations and the Council of Europe. | argue that the
present position of the two analysed human right bodies reflects positive indications towards
the right of passive euthanasia. However, the practice of physician-assisted suicide and active
euthanasia is still regarded as controversial. Nonetheless, this does not necessarily mean that
the door is closed for the future establishment of a human right to euthanasia. Furthermore,
this work deals with addressing a potential human right to euthanasia concerning persons with
dementia. I argue that completely excluding persons with dementia from the scope of a human
right to euthanasia qualifies as discrimination. Nevertheless, as persons with dementia are a
vulnerable group they should be granted special support and protection when exercising this
right. Lastly, this work presents the unique challenge that the progression of dementia poses
on the proposed human right to euthanasia. Here, | argue that if the purpose of advanced
directives is to give voice to the voiceless, persons in the advanced stages of dementia remain

unheard.

Key words: euthanasia, human rights, dementia, advance directive, decision-making

capability, the Netherlands.
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Prologue

On 31 December 2013, 93 year-old Irena, a fully independent grandmother with an
impeccable memory, suffered an ischemic attack, interrupting the blood flow to her brain.
Upon waking up in the hospital, she no longer recognized her family and had been diagnosed
with vascular dementia. At first Irena was able to move independently but quickly she was
confined to bed. After spending the next three months of her life at the hospital and at the
rehabilitation centre, she had been moved to the retirement home where she required 24 hour
care. This disease transformed Irena, stealing her memories and her words, leaving behind a
weak body with an empty stare. Three years later, on the 27" of January 2017, Irena lost her

physical life.

As Irena’s granddaughter I directly experienced how dementia robbed her of her
independence as well as how it robbed me of my grandmother. Doctors at the retirement
home made it clear that there was no possibility of improvement and that it was only a matter
of when her body would give up. While driving back home from one of my visits, a question
hit me - would I rather decide to lose my life or lose myself the way she did?
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The Power of Language

Language and the words used when discussing dementia and persons living with it can have a
great impact on how they are viewed and treated within the society as well as how they see

themselves.

Knowing the amount of fear, stigma and negativity often attached to ‘dementia’, this work, in-
line with the guidelines issued by DEEP?, avoids using terms such as: suffering; demented
patient; victim; burden; or living death. Instead it consistently talks about persons with
dementia. The reason behind this decision is to highlight that behind dementia there are
humans with life stories and memories who each experience and perceive dementia in a
unique, subjective way. Hence we should not allow dementia diagnosis to define their entire

existence.

! DEEP 2014, pp. 2-3.
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Introduction

If you don’t want to die too late, you will have to die too early. Simply because dying on time

is too difficult.?
Henk Blanken, My Death Is Not My Own

Introduction to the thesis topic

Centring around euthanasia for persons with dementia, this work will deal with cases similar
to the one presented in the prologue. Deriving from the Greek words eu and thanatos which
together stand for good death,® euthanasia is a more controversial issue than its etymological
origins belies. Due to its ethical, medical, legal and religious dimensions, euthanasia
represents one of the most complicated issues relating to several human rights. With the
improved life expectancy globally®, developments made in medical technology and religious
organizations losing their influence, the debate over legalising euthanasia is gaining its

momentum worldwide.’

The issue of euthanasia becomes even more controversial when it comes to persons diagnosed
with dementia. Unfortunately there is already a great deal of stigma attached to dementia,
making the possibility of providing euthanasia for these cases an uncommon topic of public
debate. Every three seconds a person develops dementia® and the number of people affected
by this disease will continue to rise as our population ages. In light of these concerning
forecasts for the future and my own personal experience, this work will shed light on this
issue and aims to contribute to this discussion by offering a perspective grounded in a human

rights framework.

Despite some countries, such as Belgium and the Netherlands, having an established
euthanasia law, dementia poses unique problems as to the exercising of this legal procedure.
Euthanasia may be legal in those countries but it is not expressed as a right. This leaves those
seeking euthanasia in the event of a dementia diagnosis without a guarantee that their wishes

expressed in an advance euthanasia directive written while still mentally competent will

2 Blanken 2018a (emphasis added).

® For a more elaborate definition of euthanasia see chapter 2.
* World Health Organization 2017a, p. 2.

® Kilda and Gusha 2016, pp. 73-4.

® Alzheimer's Disease International 2018, p. 32.
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indeed be honoured.” Doctors are allowed to euthanize individuals but are not obliged to do
so. A central argument in favour of establishing the euthanasia law is one’s right to self-
determination. The paradox in cases of dementia is that the last word in the advanced
dementia is not owned by the individual or his family but by the acting doctor whomever that
may be.? In reality, few doctors are willing to perform euthanasia on individuals that are no

longer mentally capable of making a well-founded request for a dignified death.®
Research questions

This work will use a human rights framework to address several research questions in

connection with euthanasia for people with dementia.

Euthanasia being one of the most complex human rights issues, the first and primary research
question will be if euthanasia itself could be considered as a possible future human right; what

are the prospects of developing a Right to Euthanasia?

This question will be addressed through the following sub-questions:

1) Do any of the provisions within the existing human rights framework lend themselves
to the creation of a human right to euthanasia?

2) Have there been any developments in the European Court of Human Rights case law
or jurisprudential developments elsewhere that could indicate a trajectory towards
considering euthanasia as a human right?

The second guiding research question addresses a potential human right to euthanasia
concerning people diagnosed with dementia in all stages of the disease. This question will be
divided into the following two sub-questions:

1) How should this human right be practiced in compliance with the human rights of
persons with dementia?

2) What are the unique conditions posed by dementia on the proposed human right to
euthanasia?

" Blanken 2018a.
8 Blanken 2018b.
® Dresser 2018, p. 117.
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Methodological considerations

As euthanasia can be deconstructed in multiple scientific strata, it is important to point out
that its density inter alia combines law and ethics. These are the two main components, and
this thesis aims at showing the nexuses in which they intertwine, touching upon the end-of-

life decisions when relevant as well.

For the first part of the research, an analysis of numerous human rights treaties, and
documents on international inter-governmental decisions will be examined; also relevant case
law of the competent international tribunals and bodies will be scrutinized and taken into
consideration. In order for the analysis to be as precise and pertinent as possible, the focus
will be given to both international human rights protection system, as recognized within the
United Nations, and the most prominent component of the European regional human rights
protection system, i.e. Council of Europe and the role of its respective documents. While the
motivation for scrutinizing the United Nations system stems from the idea of framing the
answers concerning a universal human right to euthanasia, which could potentially also be
founded upon the decisions of the international community, and later transmitted to national
legislations, the focus on the European system evolved from the fact that European Court of
Human Rights still remains the only human rights court, which had established a significant
collection of the case law on end-of-life decisions. Moreover, another reason for focusing on
the European system stems from the fact that | present the limits of legal euthanasia in
practice, through evidence from the Dutch practice.

Within the scope of the above mentioned systems, the thesis primarily examines the
Convention on the Rights of Persons with Disabilities for the latter includes the rights of
persons with dementia and the European Convention on Human Rights for the purpose of
analysing the prospect of establishing a human right to euthanasia based on its principles.
Moreover, several other international human rights treaties, such as: the International
Covenant on Civil and Political Rights; the International Covenant on Civil and Political
Rights; the Convention Against Torture and Other Cruel, Inhuman or Degrading Treatment;
the Universal Declaration on Bioethics and Human Rights; the Oviedo Convention on Human
Rights and Biomedicine and the European Social Charter were taken under examination in

cases in which their content could present significant added value to the subject of the thesis.

14



Lastly the unique challenge accompanying the progression of the dementia is presented
through the analysis of theoretical and philosophical discussions. In order to show how this
problematic is reflected in practice the evidence from the Dutch practice is analysed. This is
done through the examination of Euthanasia Code 2018 and annual Regional Euthanasia

Review Committee's reports.

15



Delimitations

Largely governing the existing legislation related to euthanasia requests is the issue of
unbearable suffering without prospect of improvement.® In cases of mental diseases this
unbearable suffering remains insufficiently understood, especially when individuals are not
perceived mentally competent to voice it.'* However this research only focuses on persons
diagnosed with dementia, both in early and advanced stages without being limited to
individuals who expressed their wishes in an advanced directive while still mentally
competent. This flexibility allows for an exploration of the impact that euthanasia as a human
right would have on persons in both early and advanced stages of dementia. However this

work does recognize that advance stage dementia presents its own difficulties.

The thesis addresses the research questions from a human rights, legal, philosophical and
ethical perspectives but does not include any religious or medical dimensions. | decided to
exclude religious dimensions as I believe euthanasia should be an individual’s personal choice
and does not infringe upon anyone’s right to religion.'? Other than defining dementia and
providing a topical explanation of its effects on mental capacity and decision-making, this
work does not go into more medical details as the medical science is not the focus of this

work.

The definition of euthanasia and of dementia as discussed in the first chapter further

determine which aspects are excluded or included in the scope of the research.
Chapter Progression

In order to prevent any uncertainties which may occur due to the breadth of the term
‘euthanasia’, this work starts with a chapter clarifying the definition of euthanasia and
dementia which was used in the context of the research. At the same time this chapter also
clarifies which aspects of both euthanasia and dementia are included in or excluded from the

research.

The second chapter turns to euthanasia as a possible human right. To analyse this research

question, the notion of human dignity is first discussed, as it is the foundation of all human

10 Verhofstadt et al. 2017, p. 238; Government of the Netherlands 2019.
1 Verhofstadt et al. 2017, p. 238.
12 Taylor 2007, pp. 505-509.

16



rights, especially in the context of euthanasia. Euthanasia is sometimes referred to as a
dignified death.*® Accordingly, the notion of ‘dignity’ seems essential for analysing the

possibility of euthanasia as a human right.

In the third chapter euthanasia as a human right is addressed from different aspects, with the
help of two sub-questions. The sub-questions discussed are:
1) Do any of the provisions within the existing human rights framework lend
themselves to the creation of a human right to euthanasia?;
2) Have there been any developments in the European Court of Human Rights case
law or jurisprudential developments elsewhere that could indicate a trajectory towards

considering euthanasia as a human right?

In the following chapters the focus is devoted to applying a human rights framework to
euthanasia in the cases of persons with dementia. As a point of departure the legal capacity
that they enjoy under the Convention on the Rights of Persons with Disabilities is studied in
chapter four. After outlining the legal capacities, chapter five examines whether a human right
to euthanasia could be compliant with the rights of persons with dementia and how this

practice should be properly conducted.

This is followed by chapter six which presents the unique challenge posed by progression of
dementia on euthanasia practice. In order to present the limits of legal euthanasia in practice,

it is explained through evidence from Dutch practice.

The work ends with an overall conclusion in which findings to my research questions are

being discussed.

B Allmark 2002, p. 255.
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1. Definitions

1.1. Defining Euthanasia

In the 17" century, the term euthanasia was first used in a medical context by sir Francis
Bacon. He referred to a simple, happy and painless death, which prevented the physical
suffering of the body and for which the doctor was indirectly responsible.** Since euthanasia
is a broad concept, presently there are many different interpretations of its meaning.™ This is
reflected (and complicated) by the fact that the majority of states do not provide a formal
definition in their legislation.'® Generally, euthanasia is any action or omission that causes or
intends to cause the death of a patient, in order to prevent said patient’s suffering.’” Though
euthanasia may be definitionally broad, it is important to delineate and clarify its different

forms.

1.2. Forms of Euthanasia

Euthanasia can be categorized as either active or passive depending on the actions of the third
party.'® A further division into voluntary and involuntary euthanasia determines whether or
not the person in consideration had expressed their wish or not, and whether their will is
respected or not. There may be various combinations among the above-mentioned forms of

euthanasia.

1.2.1. Active and Passive Euthanasia

Active euthanasia is interpreted in terms of causing death in an active way, that is, the way in
which a third person ensures that a given person receives a deadly active substance in a
certain way.'® In this sense, the euthanizer acts upon the euthanised. Usually, this is

performed by a lethal injection or an overdose of tablets.”

Y Sarafis et al. 2013, p. 22.

> Dimmock and Fisher 2017, p. 123.

18 Groenhuijsen 2007, p. 4.

7 sanchini et al. 2014, p. 1.

'8 In this chapter of thesis, third person refers to a physician.
19 Sarafis et al. 2013, p. 22.

% Dimmock and Fisher 2017, p. 124.
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Unlike active euthanasia, passive euthanasia refers to cases in which medical treatment is
withdrawn or withheld in order to hasten death.”* Examples include switching off a life
support machine, not resuscitating a person, abolishment of the existing treatment or not
opting out for a medical procedure or intervention that could result in a prolongation of
patient’s life.? It is important to keep in mind that not all withdrawals or withholdings of life
prolonging medical treatment are considered passive euthanasia.?* For any medical action to
be defined as euthanasia there must be something done or not done with the purpose of

causing death® which must be in the patient’s best interest.?

Many people perceive passive euthanasia as morally more palatable than active euthanasia.
Many find it harder to see a third party Kill a patient by a deliberate act than allowing a patient
to die by withdrawing the treatment.?® However, scholars such as James Rachels are correct in
that there is no ethical difference between passive and active euthanasia. Switching off a life
support machine is just as much of an action as administering a lethal injection is?’, and in

both cases the third party’s objective is to end the patient’s life.?®

For the purposes of this work, the focus is solely on active euthanasia. This decision is
motivated by the fact that dementia is a mental disorder which primarily attacks the brain and
when the individuals make request for euthanasia they often want it to be performed before it

is too late, and their body is giving in.?

1.2.2. Voluntary and Non-Voluntary Euthanasia

Voluntary euthanasia implies that a competent patient made an explicit and voluntary request
whereas in the case of non-voluntary euthanasia a guardian or a physician decides on behalf
on an incompetent patient.*® Both voluntary and non-voluntary euthanasia will be discussed
as the issues of voluntariness, competence and consent are of major importance when it comes

to persons with dementia.

! Murray 2017, p. 67.

22 Australian Human Rights Commission 2016, p. 4.
2% Garrard and Wilkinson 2005, p. 65.

* Euthanasia.com 2019.

% Garrard and Wilkinson 2005, p. 65.

**BBC 2014

*" Ibidem.

%8 Garrard and Wilkinson 2005, p. 65.

* Bomford 2019.

% polaris and Lehmann 2016, p. 176.
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1.2.3. Physician Assisted Suicide and Euthanasia

Euthanasia is generally defined as a physician intentionally, directly and knowingly acting
with aim of causing death of another person (e.g. administering a lethal injection). In the case
of physician assisted suicide the physician intentionally, directly and knowingly provides the
means of death to another person for self-administration (e.g. providing a prescription for a

lethal injection or dose of drugs).**

Both euthanasia and physician assisted suicide are included in this interpretation of forms of
euthanasia as they share the same purpose, which is putting an end to a patient’s unbearable
suffering and helping them die when they explicitly request it. The only difference is in the
person who makes the last step. If |1 were to accept the distinction between the two, assisted

suicide is simply not applicable in the advanced stages of dementia.

1.2.4. Euthanasia as Interpreted in this Research

In the context of this work, the term of ‘euthanasia’ applies to situations in which a physician
ends or assists in ending a life of a patient who is continuously and unbearably suffering,
mentally or physically, and has no prospect of recovery. It encompasses explicit requests of
patients that are capable to confirm their consent and cases in which a third person decides on

behalf of an incompetent patient.
1.3. Defining Dementia

The syndrome of dementia is a progressive neurodegenerative process which, by affecting one
or more cognitive domains, causes disability, dependency and decline in a person’s ability to
function and perform everyday activities.* Dementia is a general term for several diseases
which are mostly progressive, can affect behaviour, personality, perception, cognitive abilities
or memory®, but all types of dementia can impair decision-making capability®*. However no
diagnosis of dementia automatically equates to incapability® as capability may change over

time and as the individual might have the capability to decide on some less complex decisions

*! Strinic 2015, pp. 2-3.

% Taylor and Close 2018, p. 303.

% Ibidem.

% Darby and Dickerson 2017, p. 270.

% Rodgers and Kass 2018, p. 924; Pennington et al. 2018, p. 778.
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but has none when it comes to more complex ones.*® In essence, capability, like decision-

making can be measured in degrees.

While age is the strongest known risk factor, it is a common misconception that dementia is a
natural and inevitable consequence of aging.®” The most common cause of dementia is
Alzheimer’s disease which represents 60—70% of all dementia cases. However there are
numerous other causes of dementia, namely dementia with Lewy bodies, vascular dementia,
and frontotemporal dementia.*® The boundaries between different causes are blurred while
numerous causes often coexist.® Being a major cause of disability and dependence it impacts
the psychological, physical and social well-being of not only the individuals afflicted by

dementia but also their families, care-givers, communities and societies.*’

A lack of understanding and awareness of dementia often results in stigmatisation and barriers
to diagnosis and care.** Persons with dementia are often victims of discrimination and denied
their human rights both in care homes and more generally in their community. They are also
less likely to be diagnosed and receive proper care and support for any concurrent health

problems that might cause a faster decline if left untreated.*

Currently approximately 50 million people worldwide are affected by dementia, a figure that
is predicted to grow to 82 million by 2030 and 152 million by 2050. It ranks as the second
largest cause of disability for individuals aged 70 and older, and the seventh leading cause of
death.*

1.4.  Stages of Dementia

Dementia usually progresses in three stages but each individual experiences the progression
differently. It all depends on the impact of the disease and individual’s personality and
physical well-being before becoming ill.** In addition, it is also common that individuals have
more than one type of dementia. There are three stages of the natural course of dementia

% Rodgers and Kass 2018, p. 922.

" World Health Organization 2018, p. 6.

% The University of Queensland Australia 2017; Darby and Dickerson 2017, p. 270.
% World Health Organization 2017a, p. 2.

“0 Taylor and Close 2018, p. 303.

*! World Health Organization 2017b.

“2 World Health Organization 2017a, pp. 14, 22.

** World Health Organization 2018, p. 6.

“ World Health Organization 2017b.
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through which the capabilities of individuals worsen and eventually the ability to function

comes to an end.*®
1.4.1. Mild Dementia

In this very early stage of dementia, which usually lasts the first year or two*, an individual
can still maintain a social life and largely function independently. This stage is often
overlooked and its symptoms are often attributed to the aging process.*” Main symptoms at
this stage are forgetfulness, issues with organizing, planning, concentrating on tasks and

becoming lost in familiar places.*®
1.4.2. Moderate Dementia

As dementia progresses to the middle stage, brain damage is already extensive enough to
cause difficulties in performing daily activities, expressing thoughts and more serious
memory issues than in the earlier stage.”® An individual in this stage might forget recent
events, might be unable to remember their personal history, may not remember their address

and become lost in their home.*

At this stage individuals start needing help with personal care. Those suffering from this stage
of dementia often experience increasing difficulty with communication and organizing their
thoughts. They may have trouble understanding what people around them are saying and
trying to communicate. Social isolation often ensues as they may be unable to follow
conversations. Individuals experience mood changes such as depression, aggression, repeated

questioning, wandering and frustration.>
1.4.3. Advanced Dementia

In this last stage of dementia individuals become completely dependent and inactive. Their
communication is limited to using only words or expressions. Memory disturbances increase

and they may not remember their family members and may think that they are in another time

*> Dementia Care Central 2018.
**World Health Organization 2012, p. 7.
" World Health Organization 2017b.

*8 Dementia Care Central 2018.

** Ibidem.

0 Alzheimer's Association 2019.

%! Dementia Care Central 2018.
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period. At the very end of this stage they may be incapable of any verbal communication and

they are most likely to be confined to a bed.>

1.4.4. Dementia as Interpreted in This Research

In the context of this work, the term of ‘dementia’ applies to a neurodegenerative process
which can deprive individuals of their capacity to make autonomous end-of-life decisions.
However there is no certainty as the process of the disease is different with each individual. It
encompasses persons in all three stages of the disease progress, namely the mild, moderate,

and advanced dementia.

Now that the interpretation of both euthanasia and dementia has been clarified, the following
chapters examine the possibility of euthanasia as a human right. As human rights are deemed
to be founded on the notion of human dignity this will be the point of departure.

52 |bidem.
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2. The Notion of Human Dignity

2.1. Introduction

In order to analyse the possibility of euthanasia as a human right this chapter touches upon the
notion of human dignity, which is perceived as the foundation for human rights® as well as a
justification for imposing limitations on governmental power.>* The term ‘dignity’ is
etymologically connected to value and worth but today there are many different
interpretations of it.>® The notion is invoked on both sides of the arguments, or as Smith better

said ‘[sJometimes, it appears to be a sword; other times it is used as a shield’.

2.2. Human Dignity in Human Rights Documents

Human dignity has a fundamental moral and legal value which has been declared throughout
the last 100 years or so by communities of faith, international bodies and sovereign
countries.®” Dignity appears in many national constitutions®, international conventions and

declarations.>®

Following the decision to open the Preamble of the Universal Declaration of Human Rights
(UDHR) in 1948 by stating that the ‘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 ...” many documents, declarations, legislations and policy papers have

been based on the notion of human dignity across the globe.®

In 1986, the General Assembly of United Nations (UN) set international standards in the field
of human rights and one of those standards requires that all human rights instruments ‘derive

from the inherent dignity and worth of the human person’ (Resolution 120/41).* Another key

> Kateb 2011, p. 4.

> 0'Mahony 2012, p. 559.

*® Kaczor and George 2017, p. 69.

>® Smith 2012, p. 128.

> Barilan 2012, p. 2.

%8 By the end of 2012 the notion of human dignity appeared in the constitutions of 162 countries which accounts
for 84% of sovereign member states of the UN. (see Barilan 2012, p. 2).

% Foster 2011, p. 85.

% Barilan 2012, p. 2; Universal Declaration of Human Rights 1948, Preamble.

%1 Barilan 2012, p. 2.
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document guiding both international law and the global order, the Geneva Conventions, also

place importance on dignity in its Common Article 3 and in its Additional Protocol 1.%?

All the above mentioned international human rights documents refer to human dignity in
connection with term ‘inherent” which stipulates that it is something basic to any human being
and that this inborn value cannot be legitimately taken away by the authorities.®® Furthermore,
the provision under Article 1 of the UDHR stating that, ‘all human beings are born free and
equal in dignity and rights’ applies to everyone ‘without distinction of any kind’.®* Nontheless
the notion of dignity remains vague. Its interpretation is therefore, ‘left to intuitive

understanding, conditioned in large measure by cultural factors’.*®

There are also a few human rights charters which do not mention dignity explicitly such as the
European Convention on Human Rights (ECHR or ‘Convention’).%® Despite no mention of
dignity itself in the Convention, there is a general agreement which says that dignity is both
the ultimate aim and the foundation of human rights systems.®” This agreement is reflected in
the statement of the Strasbourg Court in Pretty v United Kingdom stating that: ‘the very
essence of the Convention is respect for human dignity and human freedom’.®® Another
important statement is that of the Council of Europe (CoE) which pointed out that, ‘the end of
life and the questions it raises in terms of dignity of the person is one of the current concerns

of Council of Europe Member States despite variations in cultural and societal approaches’.®®

2.3.  Human Dignity and Euthanasia

The UNESCO Universal Declaration on Bioethics and Human Rights states that, ‘ethical
issues raised by the rapid advances in science and their technological applications should be
examined with due respect to the dignity of the human person and universal respect for, and

observance of, human rights and fundamental freedoms’. ° However, in spite of the

%2 Foster 2011, p. 86.

% Schachter 1983, p. 853; Sulmasy 2008, p. 476.

8 Universal Declaration of Human Rights 1948, Art. 1,2.

® Schachter 1983, p. 849; Andorno 2009, p. 229.

% Foster 2011, p. 86.

%7 Dupre 2009, p. 198.

% ECtHR, Pretty v. United Kingdom 2002, para. 65.

% Council of Europe 2014, p. 6.

" Foster 2011, p. 88; Universal Declaration on Bioethics and Human Rights 2005.
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established international agreement on the importance of the notion, there is no universal

understanding of what dignity actually entails’.

In debates over euthanasia the notion is applied in diametrically opposite ways, both by
advocates and opponents.”® The conflict stems from the confusion of perceiving dignity as
something inherent to a human-being. All too often this disregards any possible external
characteristics and the more every-day interpretation of terms such as ‘dignified” and ‘dignity’
carrying the connotation of self-respect, status, poise and stateliness.”® Scholars defending the
role of dignity in bioethics often refer to two dimensions of dignity. First dimension is
subjective, reflecting individual's perception of dignified death whereas the second dimension
is general and applies to all human beings.™ So if dignity can be achieved through the
enjoyment of human rights but at the same time it is also an inherent and permanent constant
for all humans can we really talk about life without dignity?”

| believe that human dignity means much more than simply the respect of an individual’s
human rights or it being an inherent characteristic which is inviolable. Dignity understood in a
more personal, subjective dimension is of utmost importance for all of us and each individual

should have the right to determine their idea of a dignified death.
2.4. Concept of Dignity and Personal Autonomy

A core element of dignity is personal autonomy which plays a big role in euthanasia
debates.’® Autonomy in this context is understood to be reflected in any decision made by an
individual that has provided their informed consent. Informed consent is made when the
individual understands their medical condition, their range of treatment, care and palliative
options, as well as the consequences of each choice, and after due consideration, still decides

to execute the decision.”’

Accordingly, an individual’s dignity is respected if, and to reiterate, only if, their autonomous

requests and choices are fulfilled and respected.” In cases of euthanasia requests, when an

"t 0'Mahony 2012, p. 557.

2 Azize 2007, p. 57.

® 0'Mahony 2012, pp. 561-62.

7 Dresser 2017, p. 109.

’ Ibidem.

"8 Stoecker 2017, p. 41.

" Kaczor and George 2017, p. 78.
’® Ibidem.
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individual makes an autonomous end-of-life decision, attributed dignity leads to acceptance
and respect of the choice made, as a way of reaffirming the individual’s value and dignity.”
Although the question of cases in which it is impossible to obtain informed consent remains.

This is often the problematic in dementia cases and will be further discussed in chapter seven.

2.5. Conclusion

As mentioned in the introduction to this chapter, human dignity which all human is
understood to be the basis for human rights and therefore a human right to euthanasia must
rest on this notion. Hence, if there were to be a universal understanding of what exactly
human dignity entails which would acknowledge also the subjective dimension this could
establish the base for euthanasia as a human right. Especially as all human rights systems

claim to (and should) be guided by unwavering commitment to protect dignity.

If euthanasia would be added to the catalogue of existing human rights this would mean that
individuals could enforce their euthanasia claims with the help of international human rights

law regardless the legal status of euthanasia in their country of origin.

Now that the point of departure, namely the notion of human dignity has been examined, the
following chapter analyses the possibility of euthanasia as a human right.

" Kaczor and George 2017, p. 78.
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3. Euthanasia as a Human Right

3.1. Introduction

As euthanasia is one of the most complex human rights issues, this chapter addresses the
prospects of developing a human right to euthanasia through analysing the provisions within
the existing human rights framework. In the context of this work, a right to euthanasia does
not equal the absolute right to die. Instead it refers to right to dying with dignity in order to
prevent further suffering. As defined in chapter one, this work applies the term ‘euthanasia’ to
situations in which a physician ends or assists in ending the life of a patient that is
continuously and unbearably suffering, mentally or physically, and is without prospect of
recovery. It encompasses explicit requests of patients that are capable to confirm their consent

and cases in which a third person decides on behalf of an incompetent patient.

Currently there is no human rights treaty or document which explicitly provides a human right
to euthanasia. As all human rights are interdependent, indivisible and interrelated, a human
right to euthanasia should be created in accordance with existing human rights. This includes

not violating any other human right.

This chapter addresses the possible future human right to euthanasia through analysing five
human rights often invoked both by critics and supporters in euthanasia discussions. These
are: 1) right to life; 2) right to privacy; 3) prohibition of torture, inhuman and degrading
treatment; 4) principle of non-discrimination and 5) right to health. Another aim of this
chapter is to find any developments from the European Court of Human Rights case law or
jurisprudential developments elsewhere which could indicate a trajectory towards considering

euthanasia as a human right.
3.2. Rightto Life

In today’s understanding of human rights, the individual is placed at the centre; its dignity and
the protection and promotion as such is both the raison d’étre and the ends of human rights.
This analysis starts at the beginning, with the respect for the life of each individual, which is

closely related and can be seen as an expression of human dignity.®

8 Ziebertz and Zaccaria 2019, p. 1.
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Despite the right to life ranking as one of the most fundamental provisions of international
human rights documents, there is no existing agreement on the definition of when life begins
or ends.® These definitions differ between countries, reflecting a diversity of values and
worldviews. There are also key distinctions and conflicts on this issue within countries
themselves arising when legislation and religious convictions clash.®? The right to life is
often referred to as an absolute right but we should remember that this does not always apply
(e.g. abortion, euthanasia, death penalty, use of lethal force in self-defence).® Therefore, the
right to life requires a strict interpretation due to the limited circumstances in which it can be
legitimately deprived.®* Unsurprisingly, the right to life is used as one of the main arguments

by both supporters and opponents of legal, regulated euthanasia.

3.2.1. The Right to Life at the United Nations

In 2018 the Human Rights Committee (HRC or ‘the Committee’) adopted General Comment
No. 36 on Article 6 (right to life) of the International Covenant on Civil and Political Rights
(ICCPR) which amended and replaced the two earlier general comments, namely No. 6%° and
14%® adopted in 1982 and 1984.

The opening paragraph of Article 6 states that ‘[e]very human being has the inherent right to
life. This right shall be protected by law. No one shall be arbitrarily deprived of his life’.’
This statement makes it clear that the state parties have both positive and negative obligations

towards the right to life.

In its general remarks given in the General Comment, the Committee, touches upon the
relation between the right to life and end of life choices. They state that the right to life
‘concerns the entitlement of individuals to be free from acts and omissions that are intended
or may be expected to cause their unnatural or premature death, as well as to enjoy a life with
dignity’.% This statement implies that Article 6 does not include the right die on one’s own

terms. Deprivation of life is defined as, ‘an intentional or otherwise foreseeable and

8 Ziebertz and Zaccaria, 2019, p. 2; Sartori 2018, p. 25.

8 Ziebertz and Zaccaria 2019, p. 2.

& Ibidem.

8 Sartori, 2018, p. 25; UNHRC, General comment No. 36 on Article 6 of the International Covenanct on Civil
and Political Rights, on the right to life, para. 10.

% UNHRC, General comment No. 6 on Article 6 (Right to Life).

% UNHRC, General comment No. 14 on Article 6 (Right to Life) Nuclear Weapons and the Right to Life.

" ICCPR 1976, Art. 6.

8 UNHRC, General comment No. 36 on Atrticle 6 of the International Covenanct on Civil and Political Rights,
on the right to life, para. 3.
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preventable life-terminating harm or injury, caused by an act or omission. It goes beyond
»89

injury to bodily or mental integrity or threat thereto.
Further in the document The Committee explicitly refers to euthanasia. The Committee has
determined that the signatory states allowing the medical facilitation of the termination of life
for adults experiencing physical or mental pain and suffering and wish to die with dignity,”
‘must ensure the existence of robust legal and institutional safeguards to verify that medical
professionals are complying with the free, informed, explicit and, unambiguous decision of
their patients, with a view to protecting patients from pressure and abuse’.” This statement
shows that when signatory states provide all necessary safeguards, the practice of euthanasia
IS not considered as a violation of Article 6 of the ICCPR. Nonetheless none of the three
mentioned comments views the right to life as containing the right to die with dignity, which
is often heralded by supporters of access to euthanasia. Interestingly, while the Committee
acknowledges that some state parties to ICCPR legalized euthanasia, and included mental
suffering as one of the reasons, the HRC remains reluctant to consider termination of life for

minors despite it being legal in some states.

3.2.2. The Right to Life in ECtHR Case Law

There is no doubt as to the right to life as an obligation for the Member States of CoE; they
have both a positive obligation to protect the individual and criminalize offences against them
and in certain circumstances also a negative obligation to protect the individuals against
themselves.?? Nonetheless there is no clear definition about what these obligations actually

entail.®
a) Prettyv. UK

The inaugural case examined by the European Court of Human Rights (ECtHR) in relation to
the termination of life as being in a person’s best interest was Pretty v. UK in 2002.%* Mrs.

Pretty suffered from an incurable motor neurone disease affecting her muscles. The

® |bidem, para. 6; UNHRC, General comment No. 35 on Article 9 (Liberty and security of person), para. 9, 55.
% UN Committee on Economic, Social and Cultural Rights, General Comment No. 14 on the Right to the
Highest Attainable Standard of Health (Art. 12), para. 25.

8 UNHRC, General comment No. 36 on Article 6 of the International Covenanct on Civil and Political Rights,
on the right to life, para. 9; UNHRC, Concluding Observations: the Netherlands, para. 7.

% Sartori 2018, p. 25; Wicks, 2012, pp. 201-202.

% Ziebertz and Zaccaria 2019, p. 3.

% Sartori 2018, p. 27.
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applicant’s condition deteriorated quickly, she was is paralysed from neck down, her speech
was is undecipherable and she was is being fed through a tube. However her decision-making
capacity and intellect were intact. She wished to control how and when she dies as she wanted
to be spared the further indignity and suffering which the natural course of the disease would
bring.” As she was physically unable to commit suicide herself, her husband was willing to
assist her but this type of assistance is illegal under the United Kingdom’s (UK) law.
Therefore her husband could have faced persecution.

Mrs. Pretty submitted that Article 2 of the ECHR contains both the right to life and the right
to die. She argued that the Article protects, ‘not life itself but the right to life’ and that its
purpose is to protect individuals from arbitrary deprivation of life by third parties, not
individuals from themselves. Thus, the article recognises the individual’s right to choose
whether or not to live and protects their right to die to, ‘avoid inevitable suffering and
indignity as the corollary of the right to life’.%° As discussed in the previous chapter, human
dignity is ostensibly achieved through the enjoyment of human rights.

In its assessment, the ECtHR stated that Article 2 sets out the limited circumstances in which
the deprivation of life may be justified.®” Furthermore the Court held that besides the
negative obligations, States also have a positive obligation to take all appropriate steps in
order to safeguard the lives of those within their jurisdiction.®® This obligation implies that
state authorities ought to take preventive measures to protect the lives of individuals from
criminal acts of another individual.”® Moreover Atrticle 2 was also found to apply in a case in
which a mentally ill prisoner demonstrated signs of being suicidal.'®

The Court was not persuaded by the interpretation of Article 2 as involving a negative aspect
as Mrs. Pretty had argued. Additionally the Court stated that the provision is not concerned
with issues to do with quality of life nor personal end-of-life choices and that it cannot,

‘without a distortion of language, be interpreted as conferring the diametrically opposite right,

% European Court of Human Rights 2015.

% ECtHR, Pretty v. United Kingdom 2002, para. 35.

*"Hereby, the Court reffered to ECtHR, Mc Cann and Others v. the United Kingdom 1995, para. 149-150.
%Hereby, the Court reffered to ECtHR, L.C.B. v. the United Kingdom 1998, para. 36.

%Hereby the Court reffered to: ECtHR, Osman v. the United Kingdom 1998, para. 115 and ECtHR, Kilic v.
Turkey 2000, para. 62, 76; ECtHR, Pretty v. the United Kingdom 2002, para. 38.

1% ECtHR, Keenan v. the United Kingdom 2001.
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namely a right to die; nor can it create a right to self-determination in the sense of conferring

on an individual the entitlement to choose death rather than life’.*%

The applicant also argued that if the Convention does not recognize the right to die, those
countries that permit assisted suicide would be breaching it. The ECtHR rebutted that in this
case it is not up to the Court to assess whether a state of law in any other country breaches the
right to life. Furthermore, the ECtHR took a stand that the, ‘infliction of harm on individuals
at liberty, by their own or another’s hand, may raise conflicting considerations of personal
freedom and the public interest that can only be resolved on examination of the concrete
circumstances of the case’.’% This statement can be seen as an indication that end-of-life
cases should be assessed on a case by case basis, and an acknowledgement that in some cases

the blanket ban on euthanasia might constitute a breach of the right to privacy.

b) The case of Lambert and Others v. France

In the case of Lambert a number of applicants disagreed with a judgement made by the
French Conseil d’Etat to legitimise the decision made by the doctor treating their tetraplegic
relative Vincent Lambert in which the doctor decided to discontinue Mr. Lambert’s artificial
nutrition and hydration.’® The applicants submitted that said withdrawal would breach State

obligations under Article 2 of the Convention.**

The Grand Chamber of the Court held that implementing the Conseil d’Etat’s judgement
would not cause any violation of Article 2. In the absence of consensus concerning positive
obligations among Member States, the Court recognised that the latter have a certain margin
of appreciation.’® While there is no consensus among CoE States in favour of withdrawal of
artificial life-sustaining treatment, there is an existing consensus regarding the ‘paramount
importance of the patient’s wishes in the decision-making process, however those wishes are

expressed’.® The Court also found both the legislative framework as provided by the

101 ECtHR, Pretty v. the United Kingdom 2002, para. 39.
1921hidem, para. 41.

183 ECtHR, Lambert and Others v. France 2015, para. 11, 45-51.
1% |bidem, para. 113.

1% |bidem, para. 144.

1% 1hidem, para. 146.
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domestic law as well as the decision-making process to be compatible with the provision of
Article 2.9

The ruling in this case may seem quite permissive concerning the right to die,'*® but the Court
also stressed, ‘that the issue before it in the present case is not that of euthanasia, but rather
the withdrawal of life-sustaining treatment’.*® This statement implies that this permissive
attitude is likely limited to the less controversial practice of passive euthanasia. Overall, the
Lambert case can be seen as a cautious but still ‘very important step in the direction of
recognizing that the individual autonomy in end-of-life decision-making is to be protected,
and if the state chooses to protect it and establishes appropriate safeguards around it, this does

not constitute a violation of the Convention’.*'°

3.3. Right to Privacy

Evidently, one of the strongest arguments for euthanasia is the desire for self-determination,
the individuals urge to decide how and when to terminate their life in accordance with their
personal values and without having any constraints imposed on their decision by others.**

The notion of self-determination right until the end of life is certainly compelling.

End-of-life decision-making is without a doubt one of the most intimate and private events an
individual can encounter during their lifetime. End-of-life planning is no less private or
deserving of less moral protection than marital matters, sexual intimacy, family planning or
reproductive decision-making, all of which fall within the scope of pragmatic instances of the

importance of privacy.'*?

A key issue for this line of argumentation is the question of whom, if anyone, has to right to
decide in the name of those that are unable to make autonomous choices?**® This dilemma is

discussed in chapter five.

7 bidem, para. 181.

1% Tretyakov, 2015.

19 ECtHR, Lambert and Others v. France 2015, para. 141.
10 Tretyakov, 2015.

1 Dowbiggin 2003, p. 176.

112 Beauchamp 2000, p. 289.

3 Klein 1994, p. 137.

33



3.3.1. The Right to Privacy at the United Nations

Article 17 of the ICCPR states that, ‘no one shall be subjected to arbitrary or unlawful
interference with his privacy, family...".*** This vague provision leaves us with two questions
regarding euthanasia: first, whether ‘privacy’ entails end-of-life decisions; and second, if the

prohibition of euthanasia qualifies as arbitrary or unlawful interference.

Until today, HRC only adopted one General Comment on Article 17, namely General
Comment No. 16, adopted in 1988.'" Its interpretation of the Article does not offer any
concrete answers as to the what constitutes ‘privacy’ and what can be understood to be
arbitrary or unlawful interference. However later on, through the reports of Special
Rapporteurs, the HRC offers an interpretation of privacy stating that, ‘[p]rivacy is a
fundamental human right that has been defined as a presumption that individuals should have
an area of autonomous development, interaction and liberty, a ‘private sphere’ with or without
interaction with others and free from State intervention and free from excessive unsolicited
intervention by other uninvited individuals.”**® Therefore if end-of-life decisions would be
seen as a part of the private sphere, the State's prohibition would qualify as arbitrary and

unlawful interference.

3.3.2. The Right to Privacy in ECtHR Case Law

While the right to life in ECtHR case law is perceived as a provision which ‘enjoins the State
not only to refrain from the intentional and unlawful taking of life, but also to take appropriate

»117

steps to safeguard the lives of those within its jurisdiction’™", the right to private and faimly

life is increasingly understood as an entitlement to personal autonomy.*®

a) The Case of Pretty v. UK

In regards to Article 8, Mrs. Pretty submitted that as the right to self-determination,
encompasses the right to make decisions about one’s body as well as what happens to it,

euthanasia is explicitly guaranteed in this Article's provision. According to Mrs. Pretty, this

" |CCPR 1976, Art. 17.

5 UNHRC, CCPR General Comment No. 16: Article 17 (Right to Privacy) The Right to Respect of Privacy,
Family, Home and Correspodence, and protection of Honour and Reputation.

118 UNHRC, Report of the Special Rapporteur on the promotion and protection of human rights and fundamental
freedoms while countering terrorism, Martin Scheinin 2009, para. 11.

1 ECtHR, L.C.B. v. the United Kingdom 1998, para. 36.

18 Hendriks 2018, p. 546.
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entails, ‘the right to choose when and how to die and that nothing could be more intimately
connected to the manner in which a person conducted her life than the manner and timing of
her death’.™® Further, she argued that any reasons for interfering with such an intimate event
must be particularly serious and that the government failed to show that the interference was
justified; in the context of the ICCPR, this can be understood as ‘arbitrary’. The Government
claimed that Article 8 was not engaged as ‘the right to private life did not include a right to
die’ and even if it did, the state is entitled to interfere with rights under Article 8 within the

margin of appreciation.

In its assessment, the ECtHR stated that the concept of private life ‘is a broad term not
susceptible to exhaustive definition’. Furthermore the Court acknowledged that personal
autonomy constitutes an important principle underlying the interpretation of the guarantees
made in Article 8.2 They observed that the ‘ability to conduct one’s life in ysa manner of
one’s own choosing may also include the opportunity to pursue activities perceived to be of a
physically or morally harmful or dangerous nature for the individual concerned’.** In contrast
with its arguments concerning the right to life, the Court now considered quality of life as
taking on significance under Article 8.2 Hereby the ECtHR was not prepared to exclude that
the UK law preventing Mrs. Pretty to exercise her choice, thus constitutes an undue
interference with applicant’s right to respect for private life.?

The second part of the Court’s judgement in Pretty vs. UK focused on how the state’s
interference conformed with the requirements imposed by Article 8; like any other
interference, this one had to be exercised in accordance with the law. As the UK law prohibits

assisted suicide this requirement was fulfilled.

Furthermore interference by the state must have a legitimate aim and be deemed necessary in
a democratic society which implies a proportionality of the interference with the aim pursued.
The Court found that the interference pursued a legitimate aim in safeguarding life, thereby

protecting the rights of others. Regarding the notion of necessity, the ECtHR applied the

9 ECtHR, Pretty v United Kingdom 2002, para. 58.
120 |hidem, para. 59-61

121 |bidem, para. 62

122 |hidem, para. 65

12 |bidem, para. 67
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margin of appreciation doctrine.*** In the absence of consensus between the CoE states as
well as the delicate relationship between euthanasia and ethics, which varies from state to
state, the Court decided that the margin of appreciation ought to be broad. The ECtHR also
found that the interference was proportional to the aim pursued therefore it did not find a

violation of Article 8.1%°

b) Haas v. Switzerland

Although the Court decided that the right to life does not contain a right to die in the Pretty
case, *?° this does not mean that the ECtHR necessarily denies Member States the authority to
allow individuals to decide how and when to die.'*” This follows from the case against
Switzerland in which the applicant, Mr. Haas, had been suffering from an acute bipolar
affective disorder for roughly two decades and had attempted to commit suicide on two
occasions in addition to several stays in psychiatric hospitals. On several occasions, the
applicant attempted to obtain a prescription, from a psychiatrist, for the necessary lethal
substance, namely 15 grams of sodium pentobarbital. This substance is only available in
Switzerland upon prescription by a medical physician. Suffice it to say, all of the applicant’s

attempts were unsuccessful.*?

After the applicant failed to obtain the necessary prescription he invoked Article 8,
complaining that as the prescription would not be met in his case, his right to choose the time
and manner of his death was not respected.’® The court cited the Pretty case but instead of
stating a ‘choice’, it considered ‘an individual’s right to decide by what means and at what
point his or her life will end, provided he or she is capable of freely reaching a decision on
this question and acting in consequence, is one of the aspects of the right to respect for private
life within the meaning of Article 8 of the Convention’.**

Nonetheless, despite granting States a wide margin of appreciation, allowing them to give a

big say to individuals in their end of life decisions, the Court agrees with the Swiss Federal

124 Margin of appreciation doctrine broadly refers to room for manoeuvre the Strasbourg institutions accord to
national authorities in fulfilling their obligations under ECHR (see Greer 2000, p. 5); ECtHR, Pretty v United
Kingdom, para. 68-70.

15 ECtHR, Pretty v United Kingdom 2002, para. 70-78.

125 |hidem, para. 39.
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128 ECtHR, Haas v. Switzerland 2011, para. 7.
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39 |bidem, para. 50-51.
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Court that under the positive obligations under Article 2, States should ‘establish a procedure
capable of ensuring that a decision to end one’s life does correspond to the free will of the
individual concerned’.**! Having regard to the margin of appreciation enjoyed by the State

and to the foregoing the State concluded that there has been no violation of Article 8.3

c) Gross v. Switzerland

Like Haas v. Switzerland, Gross v. Switzerland also refers to a refusal to prescribe a lethal
dose of sodium pentobarbital. However, unlike the case of Haas, the applicant, Mrs. Gross
was an elderly woman who wished to end her suffering which resulted from a progressive
decline of her physical and mental faculties. Her requests for the prescription were denied by
many medical practitioners as she was not suffering from any medically classified terminal

illness. '

Following this denial, the applicant lodged an application with the Court concerning Article 8.
The majority of Chamber held that there had been a violation of Article 8.%** After the
Government informed the Court that the applicant had obtained the prescription and ended her
life during the course of application, the case was declared inadmissible.™*> Despite losing all
its legal value in the strictest sense, this case demonstrates a willingness by the ECtHR to

adopt a procedural perspective on end-of-life issues.**

d) Koch v. Germany

Koch also concerns a request for a lethal drug and like Gross, deals with it from a procedural
approach. Mr. Koch’s wife, having been completely paralysed and in need of artificial
ventilation following an accident, wished to end her life but was unable to obtain a
prescription for the lethal drug.**’” Following the denial of her request, Mr. Koch and his wife

travelled to Switzerland where she committed suicide with assistance from an organisation
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called Dignitas.*® After returning to Germany, Mr. Koch lodged an action for a declaration

that the Federal Institute’s decision to deny access to a lethal drug had been unlawful.**

After the competent domestic court declared his efforts inadmissible,**° Mr. Koch lodged a
complaint to the ECtHR. Accordingly, Mr. Koch claimed the domestic courts had infringed
upon his procedural rights protected by Article 8 in their refusal to examine the merits of his

complaint.***

Due to his intimate relationship with his wife and his immediate involvement in
the realisation of her end-of-life wish, the ECtHR acknowledged his legal standing'*? and that
the domestic court’s refusal to examine his complaint’s merits violated Mr. Koch’s rights in
respect to Article 8'*. Nonetheless, the Court remained reluctant to define what the right to
private life exactly entails. Perhaps a right to assist a loved one in fulfilling their end-of-life
wish? Finally the Court considered that Article 8 of the ECHR ‘may entail a right to judicial
review even in a case in which the substantive right in question had yet to be established’.***

The aforementioned ECtHR judgements share a concern for end-of-life-choices in relation to
Avrticle 8 of the ECHR in that all of them discuss the doctrine of margin of appreciation*
while recognizing that all concerned States expressed fear of abuse of euthanasia practice'*®
which is encompassed in the popular aphorism of a slippery slope or mythologically as a

Pandora’s Box of sorts. That is why these two aspects are further discussed here.

3.3.3.  Margin of Appreciation

The term margin of appreciation refers to the space for manoeuvre that the Strasbourg organs
are willing to grant to national authorities, in fulfilling their obligations under ECHR.*’ It
was judicially developed by the ECtHR and has now become the main conceptual doctrine in
the jurisprudential and institutional architecture of the ECHR. Originally the margin of
appreciation was applied in the context of derogations but has since spread to the

interpretation of obligations under all substantive articles, including obligations under non-
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derogative articles. With the ECtHR case law expanding the scope of ECHR rights so did the

significance of margin of appreciation.'*®

Regarding positive obligations, Member States typically enjoy a wide margin of appreciation
in determining the actions necessary to ensure compliance of needs and resources of the
community and individuals with the ECHR. A wide margin of appreciation is also applied
when the State is required to strike a balance between the competing rights and interests
protected under the ECHR on one hand and the protection of public and private interests on
the other.'*°

When determining the width of the margin of appreciation, the EtCHR often considers
consensus and common values understood as emerging from Member State’s practices.*® The
application of the margin of appreciation means that restrictions may vary from one Member
State to the another or even between regions within one State.'* With the help of comparative
methodology, the ECtHR discovers the degree of European consensus on a certain issue and
the stronger the consensus is, the narrower the margin of appreciation is while the reverse is

true too; the weaker the consensus, the wider the margin of appreciation may be.**

An instructive example of this relativity is the case of Schalk and Kopf v. Austria*>® in which
the Court denied the existence of a right to same sex marriage, formed in reliance of the
margin of appreciation as well as the absence of consensus.*** As former ECtHR President Sir
Nicolas Bratza explained, the Court must seek consensus prior to narrowing the margin in
order ‘to prevent any rapid and arbitrary development of the Convention rights’ while
ensuring ‘legal developments keep pace with, but do not leap ahead of, societal changes

within Europe’. °°’.

Nonetheless consensus does not necessarily narrow the margin of appreciation. This is the
case when there consensus on the broader context of the issue is lacking or when ‘special
historical or political considerations exist which render a more restrictive practice

necessary’.*® In cases raising moral, social or ethical questions the margin of appreciation
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tends to remain wider. When searching for consensus in controversial issues it is important to
bear in mind that it might take significant time for the attendant jurisprudence to be
established. This permits States time to analyse the comparative social, scientific and

economic developments within and across other States. *>’

Kindly recall that over 16 years were required for the ECtHR’s jurisprudence on transsexuals
to change significantly although during that same period of time European consensus changed
very little."®® Instead what influenced the change in ECtHR's jurisprudence was a continuing
international trend of increased social acceptance of transsexuals and legal recognition of an

increased number of sexual and gender identities.

From the aforementioned case of changing consensus on transsexuals it can be concluded that
the margin of appreciation in cases concerning end-of-life-issues could conceivably narrow
with time too. Amid an improved life expectancy globally there are evermore discussions
concerning the legalisation of euthanasia both in Europe and elsewhere. As the international
trends of social acceptance and legal recognition have already proved to have significant
impact the ECtHR’s jurisprudence, the national legal developments concerning euthanasia

will be further discussed in section 3.7.

3.3.4. Slippery Slope

The slippery slope line of argumentation is often invoked when morally contested social
change is proposed’® therefore its presence in euthanasia discussions is unsurprising. The
fear, additionally fuelled by the Holocaust experience of racially motivated euthanasia, is that
accepting voluntary euthanasia or physician assisted suicide for certain individuals would
inevitably lead to abuse and overuse particularly for the already marginalized.*®*

Accordingly, the slippery slope is based on the claim that acceptance of a particular course of
action will eventually lead to some undesirable and unintended outcome. Even if the original
action is in itself moral, rejecting it might be the ethical thing to do in order to avoid sliding
down the slope of misuse and abuse.’® If we apply this argument to euthanasia that would
mean that accepting the practice of voluntary euthanasia would lead to non-voluntary
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euthanasia. Therefore in order to prevent such a violation, maintaining the criminalization of

voluntary euthanasia is seen as a solution to prevent non-voluntary euthanasia, or murder.

What opened a slippery slope argument in discussions of voluntary euthanasia is the natural
way of understanding the physician—patient interaction as the patient making an autonomous
request for euthanasia and the physician complies with it just in cases where he or she

concludes that it is in the patient’s best interest to die.*®®

There are many different conceptualisations of the slippery slope argument but for brevity’s

sake, this work focuses on the two most invoked in discussions surrounding euthanasia.

The first form, known as the empirical slippery slope, enjoys the most credibility and is most
often used by opponents to the legalisation of euthanasia.’®* This argument claims that the
establishment of practice A (voluntary euthanasia) will, as time passes, and as social and
psychological processes change, change a given society’s values and moral perception of the
less desirable practice B (non-voluntary euthanasia).'®® In other words, the legitimation of

practice A brings practice B closer to the mainstream.

There are two leading formulations of empirical slippery slope arguments against voluntary
euthanasia. The first one charges that the acceptance of a voluntary euthanasia practice would,
with time, lead to its overutilization and routinization, and consequently facilitate the rise of
non-voluntary euthanasia cases. The second formulation argues that the acceptance of
voluntary euthanasia will eventually slide down the slope into an exploitative practice
targeting vulnerable groups.*® However, both formulations lack supporting empirical data.
Instead, research shows that since the enactment of the euthanasia law in the Netherlands, the

d167

rates of non-voluntary euthanasia have decreased™" while there is no evidence of a heightened

risk imposed upon vulnerable groups.'®®

The second kind of slippery slope argumentation takes a logical form.™®® The idea of this

argument is that due to their conceptual similarities, the acceptance of a practice A (voluntary
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euthanasia) logically entails the acceptance of a less desirable practice B (hon-voluntary

euthanasia).!™

Instead of understanding voluntary euthanasia as being a requirement that the physician
makes an independent judgement as to if a patient is better-off dead, we should see the
physician as respecting the patient’s autonomy, independent from well-being, and focusing on
the idea that the patient’s request for aid in dying provides significant evidence about what is
best for them.!* Even though the physician is not required to make an independent judgement
if the patient is better-off dead, they must still judge on if the patient is within the boundaries

of appropriate deference.

The amount of well-being, quality and length of life that the patient is sacrificing all come
into account when trying to trace out the relevant boundaries.!”® This reveals an important
difference between deliberation and decision-making in cases of voluntary and non-voluntary
euthanasia. In voluntary euthanasia the main role of the physician is to facilitate and support
the patient’s deliberation while they do not need to decide on whether death is in best interest
of the patient. On the other hand, in cases of non-voluntary euthanasia this type of decision is

the physician’s sole requirement.*”

3.4. Prohibition of Torture, Inhuman and Degrading Treatment

The third examined right which could entail an argument in favour of euthanasia is the
prohibition of torture, inhumane and degrading treatment. This provision has an absolute,
non-derogable character and as such been accepted as a matter of customary international
law."™

Torture cases clearly present the gravest form of violation but this provision entails many
different types of assaults on physical integrity and human dignity.'”®> Having already
discussed the notion of human dignity in connection with euthanasia, perhaps the prohibition
of euthanasia practice constitutes torture or inhuman and degrading treatment. This possibility

is examined in the passages below.
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3.4.1. Torture

As the definition of torture is ‘subject to ongoing reassessment in light of present-day
conditions and the changing values of democratic societies’ it is really hard to conceptualize
what it concretely entails.!”® Nonetheless, Article 1 of the UN Convention against Torture
(CAT)*" provides a definition of torture which reflects four essential elements of torture: a)
an act inflicting severe pain or suffering, whether physical or mental; b) the element of intent;

c) the specific purpose; and d) the involvement of a State official, at least by acquiescence.'’

In order for the prohibition of euthanasia to qualify as torture it would have to fulfil all the
aforementioned elements hence the following section discusses the presence of these

elements.
a) An act inflicting severe pain or suffering, whether physical or mental:

It is impossible to hold the concerned State responsible for the suffering which leads
individuals to end-of-life-choices, but it can be argued that by failing to legalise and/or
decriminalise euthanasia, the State is causing additional mental suffering while allowing the
existing suffering to persist. As such, States are neglecting their positive obligation to protect

citizens from torture.
b) The element of intent:

According to the ECtHR statement in Peers v. Greece as well as Grori v. Albania, ‘a violation
of Article 3 may occur where the purpose or intention of the State’s action or inaction was not
to degrade, humiliate or punish the victim, but where this nevertheless was the result’.*”® It is
implausible to argue that in prohibiting euthanasia States intend to degrade, humiliate or
punish the victims. However, after considering the ECtHR’s position on the element of intent

this requirement could be fulfilled as the prohibition of euthanasia might leave the individual

8 UNHRC, Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment J.E.
Méndez, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or
punishment 2013, para. 14. In the General Comment no. 20 on Art 7 ICCPR the UNHCR stated that: "The
Covenant does not contain any definition of the concepts covered by article 7, not does the Committee consider
it necessary to draw up a list of prohibited acts or to establish sharp distinctions between the different kinds of
punishment or treatment” (see UNHRC, General Comment No. 20: Article 7 (Prohibition of Torture, or Other
Cruel, Inhuman or Degrading Treatment or Punishment, para 4).

YT CAT 1987, Art. 1. Para. 1; ECtHR never tried to exactly define what the term means but has however adopted
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feeling degraded, humiliated and punished by virtue of not having the right to make end-of-
life decisions. Furthermore by prohibiting euthanasia, States are unnecessarily prolonging the

suffering which is tantamount to a failure to stop or prevent torture.
c) The specific purpose:

Avrticle 1 of CAT specifies several purposes for which intentional torture is inflicted, namely:
obtaining information from a victim or a third person; extraction of a confession; punishment;
intimidation; coercion; and most pertinently, discrimination.'®® According to the former
Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment
Manfred Nowak there is a general acceptance that this list of purposes is only of an indicative
nature, that it is not exhaustive. However only purposes which have ‘something in common

with the purposes expressly listed’ are sufficient.'®*

The chief argument from concerned States in existing case law on end-of-life-issues is usually
to lean on their positive obligation to safeguard the life, health and safety of all its citizens.*®?
It is very difficult to find the purposes of the Governments as sufficient; the only purpose on
which we could argue is that of discrimination. Persons with certain disabilities can be seen to
be discriminated against in their inability to commit suicide themselves, which itself not a
criminal offence while others are permitted this legal alternative under euthanasia prohibition.
Another argument for discrimination is based on economic marginalization as the wealthy can
afford to travel and end their lives in countries with legalised euthanasia such as Switzerland.
Despite the two aforementioned arguments demonstrating discrimination®®® resulting from the

prohibition of euthanasia practice, this cannot be seen as the intent of the Government.
d) The involvement of a state official, at least by acquiescence:

This element does not only involve public officials in the strictest sense, but doctors and
health-care professionals, including those working in private hospitals, other institutions and
detention centres. * Therefore this requirement is relevant to discourse surrounding

euthanasia.
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From the above analysis it can be concluded that not all four obligations which are required
for a conduct to be considered as torture are met in euthanasia case. Lacking is the specific
purpose and the argumentation for the element of intent rests on largely subjective grounds.
As neither of these two elements needs to be fulfilled for conduct to be considered as

inhumane or degrading treatment, this option is examined in section 4.4.2.

3.4.1.1. Abusive Practices in Health-Care Settings

The 2013 Report of the Special Rapporteur on torture and other cruel, inhuman or degrading
treatment or punishment Juan E. Méndez sheds light on certain forms of abuse in health-care
settings which ‘may cross a threshold of mistreatment that is tantamount to torture or cruel,
inhuman or degrading treatment or punishment’.*® It should be noted that the focus on abuse
in these settings is a relatively recent development.

Despite its typical enshrinement in legal frameworks at the national level, informed consent is
still frequently compromised in health-care settings as a result of power imbalances between
patients and doctors, heightened by stigma and discrimination.'®® According to the Report
‘The mandate has recognized that medical treatments of an intrusive and irreversible nature,
when lacking a therapeutic purpose, may constitute torture or ill-treatment when enforced or
administered without the free and informed consent of the person concerned’.®” This
statement can be seen as a step towards passive euthanasia including the stopping of life-
prolonging medical treatments which cannot achieve any therapeutic purpose (Lambert and
others v. France). Of course this requires considering the informed consent of the concerned

person as previously expressed through an advanced directive.

Intrusive and irreversible procedures performed on patients without their full, free and
informed consent are often justified on the grounds of medical necessity.® At this point, the
Report refers to the case of Herczegfalyy v. Austria in which the Court found that

‘continuously sedating and administering forcible feeding to a patient who was physically

18 UNHRC, Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment J.E.
Méndez, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or
punishment 2013, p.1 and para.15.
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degrading treatment or punishment, Manfred Nowak 2008, para. 40, 47.
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restrained by being tied to a bed for a period of two weeks’ was consistent with the provision
of Article 3 because the treatment was viewed as a medical necessity and aligned with
contemporaneous psychiatric practices.'®

As such, the doctrine of medical necessity continues to present an obstacle to prevention from
arbitrary abuse in health-care systems. Accordingly, Méndez clarified that "treatment
provided in violation of the terms of the Convention on the Rights of Persons with Disabilities
— either through coercion or discrimination — cannot be legitimate or justified under the

medical necessity doctrine”.*®

3.4.2. Inhuman and Degrading Treatment

Article 16 of CAT acknowledges that ‘[e]ach State Party shall undertake to prevent in any
territory under its jurisdiction other acts of cruel, inhuman or degrading treatment or
punishment which do not amount to torture as defined in Article 1, when such acts are
committed by or at the instigation of or with the consent or acquiescence of a public official
or other person acting in an official capacity’.*** For a treatment to be defined as inhuman it
must reach a minimum threshold of severity and ‘cause either actual bodily harm or intense
mental suffering’. The difference between torture and inhumane treatment is the severity of
suffering but also that the latter does not need to be deliberate nor inflicted for a purpose.'®
True for both torture and inhuman treatment is that the thresholds for both are jointly evolving

with social changes.'*®

Degrading treatment involves humiliation and debasement as opposed to physical and mental

suffering. As is the case with inhuman treatment, degrading treatment does not require the

element of intent.*®*
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3.4.3. Inhuman and Degrading Treatment in ECtHR Case Law

a) Pretty v. United Kingdom

Mrs. Pretty focused her complaint before the Court on Article 3 of the ECHR. She submitted
that the suffering which she faced qualified as degrading treatment under Article 3. While
acknowledging that the Government is not directly responsible for the suffering which her
disease was causing, she highlighted that the Court’s case law previously established that
States have both negative and positive obligations under this provision. In this case this would
mean that the Government’s obligation was to take the necessary steps to protect her from

suffering which she would have to endure.**

The applicant also argued that as the right under Article 3 has an absolute character there is no
room for ‘striking a balance between her right to be protected by degrading treatment and any
competing interest of the community’.'®® Mrs. Pretty saw this delicate balance as being
disproportionate as the English law imposed a ban on assisted suicide without considering the

individual circumstances of each case.'®’

Another point of dispute in her submission was that margin of appreciation should not be
allowed under Article 3. Even if it was the case, the Government should still take into
consideration each individual’s circumstances while refraining from asserting that all
terminally ill or disabled individuals that are contemplating suicide are, definitionally,
vulnerable, and that the blanket ban is needed for their protection.'®® The Government
submitted that Article 3 was not engaged in this case as this provision primarily imposes a
negative obligation with the exception of three situations which are not applicable in this case.
To further support their claim the Government mentioned that the Court’s case law, ‘indicated
that where positive obligations arose they were not absolute but must be interpreted in such a
way as not to impose an impossible or disproportionate burden on the authorities’.*® Even if
Avrticle were engaged, it did not confer a legally enforceable right to die as States are afforded

a certain margin of appreciation for any positive obligation.?®
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In its assessment, the Court confirmed that Article 3 primarily imposes negative obligations
on States. However taken in conjunction with Article 1 of the Convention, it creates a positive
obligation on States, ‘to take measures designated to ensure that individuals within their
jurisdictions are not subjected to torture or inhuman and degrading treatment or punishment,
including such treatment administered by private individuals’.* As Mrs. Pretty focused her
application on degrading treatment, the Court referred to its previous case law stating that,
‘[w]here treatment humiliates or debases an individual, showing a lack of respect for, or
diminishing, his or her human dignity, or arouses feelings of fear, anguish or inferiority
capable of breaking an individual’s moral and physical resistance, it may be characterised as
degrading and also fall within the prohibition of Article 3°.°%* What may also be covered by
Article 3 is suffering which naturally occurs from illness, whether physical or mental, where it
is, or risks being exacerbated by treatment for which the authorities can be held

responsible.?%

The Court concluded that as the concerned State has not inflicted any ill-treatment on the
applicant, and there was no complaint about the applicant not receiving the adequate medical
care from the State medical authorities, there is no comparable act or treatment on the part of
the State.?® Furthermore the Court found the applicant’s claim that ‘the criminal-law
prohibition on assisted suicide disclose inhuman and degrading treatment for which State is
responsible as they will thereby be failing to protect her from the suffering which awaits her’

as placing a new, extended construction on the concept of treatment.?®

Despite the ECHR being a living instrument any interpretation must also align with the
fundamental objectives of the Convention, meaning that Article 3 must be construed in
harmony with Article 2 of the ECHR.?® As Article 2 does not entail any right on an
individual to require a State to permit or facilitate his or her death, the Court concluded that
there is no positive obligation as requested by the applicant granted under Article 3.2

With this decision the Court redesigned the limits of Article 3 and excluded from it the

obligation to protect and ensure human dignity. Although, perhaps the Court erred, as this
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very notion, dignity, is one of the Convention’s fundamental guarantee, surely is the most
appropriate one to be ensured under this provision. Nonetheless this case did not prevent any
subsequent claims that the blanket ban of euthanasia violates Article 3 as the arguments
before the Court did not contemplate any possibility of the State itself inflicting ill-treatment,
contrary to Article 3, on Mrs. Pretty. Hence the following section presents important points
made in the recent UK Supreme Court decision in the Northern Ireland Abortion Case which

discusses this possibility.
3.4.4. Northern Ireland Abortion Case

In this case, the Northern Ireland Human Rights Commission (NIHRC) challenged the
compatibility Northern Ireland criminalisation of abortion with Article 3. A majority
considered the appellant to be lacking in standing and dismissed the appeal on a procedural
basis. Nonetheless, several members of the Supreme Court, including some in the majority,
proceeded to consider whether the ban on abortion in cases of rape, incest or fatal foetal

abnormality was compatible with, inter alia, Article 3.2%

The UK Supreme Court's president Hale did not consider it necessary to examine the Article 3
claim given her finding that the ban violated Article 8, however she did hold that, ‘the risk of
persecution of the woman, and of those who help her, thus, forcing her to take that risk if she
procures an illegal abortion in Northern Ireland, or to travel to Great Britain if she is able to
arrange that, constitutes ‘treatment’ by the state for this purpose. It is the State which is
subjecting her to the agonising dilemma’.?%® She further added that it cannot be said that all
women will reach the threshold of suffering required for the treatment to violate Article 3.

Focus should be given on the facts of the individual case.**

While Lord Mance rejected the general claim, he did not foreclose the possibility that
Northern Irish authority’s treatment of a pregnant woman, concerning abortion, might in

particular cases violate Article 3.2

Implicit within these two statements is the acknowledgement that the blanket ban may

constitute ‘treatment’ for the purposes of Article 3.

208 The Supreme Court of the United Kingdom, In the matter of an application by the Northern Ireland Human
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Lord Kerr, with whom Lord Wilson agrees, rejected the Government’s claim that those
forbidden to have an abortion ‘had not been ‘treated’ at all by the state’. He further supported
this rejection by stating that, ‘[a]t present, a girl or woman who obtains an abortion in
circumstances other than those narrowly prescribed [by the relevant legislation] commits a
criminal offence and is liable to prosecution. That constitutes ill-treatment in so far as
imposing that sanction on women amounts to a breach of Article 3. Likewise, requiring a
woman to carry to term a foetus who is doomed to die, or a foetus who is the consequence of
rape or incest, when the impact on the mother is inhuman or degrading is, in every sense,
treatment which because of its inhumanity or degrading effect, is in violation of Article 3°.2*?

In cases of both abortion and euthanasia, the suffering is first caused by a condition, which in
the majority of cases is not caused by the State. However, the continued suffering experienced
by pregnant women that cannot access abortion as well as that of people that cannot access
assisted suicide is caused by the criminalisation of said practices constituting inhuman
treatment by a State. In other words, in the context of dignified deaths, blanket bans on

euthanasia preclude many individuals from lawfully accessing assistance in dying.

Consequently they are exposed to agonising dilemma of whether they should risk exposing
their loved ones to the risk of persecution by seeking assistance in dying. Should they travel
without their loved ones by their side, to avoid this risk, and confront death alone in a foreign
country? Those suffering from degenerative illnesses might decide to travel and access
assisted suicide in the early stages as they fear that they would lose their ability to do so later
on. What is left for those who cannot afford to travel or are unable to, those that find
themselves living in a State with a blanket ban on euthanasia is to face the spectre of a death
in which they have no control and which may be painful, undignified and distressing.

As the ban may constitute ‘treatment’ it must meet the minimum level of severity. The
ECtHR explained that, ‘[i]n order for ill-treatment to fall within the scope of Article 3, it must
attain a minimum level of severity. The assessment of this minimum depends on all the
circumstances of the case, such as the duration of the treatment, its physical or mental effects
and, in some cases, the sex, age and state of health of the victim’.?** From this it can be
concluded that if blanket bans constitute treatment for the purposes of Article 3, they will

meet minimum standards in certain cases, such as the one of Mrs. Pretty.
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3.5.  Principle of Non-Discrimination

The principle of non-discrimination is a fundamental tenet of human rights law which

provides for equal enjoyment of human rights by all human beings without distinction.

In end-of-life discussions the principle of non-discrimination is most often brought up by
persons with disabilities. Though suicide is decriminalised in most Member States this choice
is not available to everyone. Persons with certain disabilities that wish to end their life are
often unable to do it without any assistance. By asking a third person for help they expose the
third part to potential persecution. Hence they often argue that this presents a breach of their
right to personal autonomy in conjunction with the principle of non-discrimination and

equality before the law.

3.5.1. Principle of Non-Discrimination at the United Nations

Article 2, Paragraph 1 of the ICCPR states, "[e]ach State Party to the present Covenant

undertakes to respect and to ensure to all individuals within its territory and subject to its

jurisdiction the rights recognized in the present Covenant, without distinction of any kind,

such as race, colour, sex, language, religion, political or other opinion, national or social
n 214

origin, property, birth or other status".”** Vitally, ‘or other status’ implies that the mentioned
list of distinctions is not exhaustive and as such also applies to disabilities etc.

The Convention on the Rights of Persons with Disabilities (CRPD) defines discrimination on
the basis of disability as, ‘any distinction, exclusion or restriction on the basis of disability
which has the purpose or effect of impairing or nullifying the recognition, enjoyment or
exercise, on an equal basis with others, of all human rights and fundamental freedoms in the
political, economic, social, cultural, civil or any other field>.?*> Furthermore in the Preamble
to the CRPD, State Parties recognized discrimination on the basis of disability as a violation
of the inherent dignity and worth of a human being.?*®

Persons with disabilities are often deprived of their personal autonomy and subsequently their
human dignity on the basis of their disability. CRPD reflects this reality when setting out its
general principles. The first general Principle ensures, ‘[r]espect for inherent dignity,

21 |CCPR 1976, Art.2, para 1.
215 CRPD 2008, Art. 2.
218 Ipidem, Preamble (h).
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individual autonomy including the freedom to make one’s own choices, and independence of
persons’, followed by non-discrimination.?!” Moreover Article 5 of the CRPD binds State
Parties to prohibit all discrimination based on disability and ‘guarantee to persons with

disabilities equal and effective legal protection against discrimination on all grounds’.?*8

Although the CRPD does not explicitly mention end-of-life-choices, it does highlight the
importance of the respect for the inherent dignity of all human beings and one of its core
elements, chiefly personal autonomy. Foundational to personal autonomy is the freedom to
make one’s own choices which can provide an underpinning for justifying euthanasia

requests.

3.5.2. Principle of Non-Discrimination in the ECtHR Case Law

a) Prettyv. UK

Amongst other claims, Mrs. Pretty also submitted that she suffered from discrimination as an
effect of the equal application of the blanket ban on assisted suicide; which due to her
disability had a different effect on her as she could not end her life without assistance. She
argued that she was treated differently and less favourably than those without a disability
preventing them from lawfully committing suicide. The Government based its justification for
the blanket ban on the need to protect the vulnerable but the applicant refused to be marked as

vulnerable and needing of protection.?*

In its assessment, the ECtHR found that as the applicant’s rights under Article 8 were engaged
it must also consider the alleged violation of Article 14.?2° The Court continued with stating
that State Parties ‘enjoy a margin of appreciation in assessing whether and to what extent
differences in otherwise similar situations justify a different treatment’. ** Moreover
discrimination can also arise when States fail to treat differently persons whose situations are
significantly different without any objective and reasonable justification.?? However in this
case the Court found that there was an objective and reasonable justification for not
distinguishing between those who are capable and not physically capable of committing

suicide unaided. Building this exemption into the law would, according to the ECtHR,

" CRPD 2008, Art. 3.

218 |hidem, Art. 5.

219 ECtHR, Pretty v. the United Kingdom 2002, para. 85.

20 pidem, para. 86.

22! Ipidem, para. 88; the Court refered to ECtHR, Camp and Bourimi v. the Netherlands 2000, para. 37.
222 ECtHR, Thlimmenos v. Greece 2000, para. 44.
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seriously undermine the protection of life and increase the risk of abuse therefore they

concluded that there was no violation of Article 14.%%

This decision highlights two principles already discussed under the right to privacy section
3.3., namely the margin of appreciation and the argument of a slippery slope. Therefore, as is
the case with Avrticle 6, it is only a matter of time and the direction of Europe and, indeed, the
world’s, winds of social change before the Court’s jurisprudence begins to change on this

matter.
3.6. Right to Health

The right to health is closely dependent upon and related to the realization of other human
rights enshrined in the International Bill of Rights including the already analysed rights to

human dignity, life, non-discrimination, the prohibition against torture and to privacy.**

A prominent argument against the legalisation of euthanasia claims that the solution to pain
relief and suffering lays in States investing more towards genuine medical care for dying
individuals, specifically palliative care.’”® As euthanasia practice is easier, quicker and
cheaper than palliative care, there is a fear that euthanasia will become the norm and that
States will respond with decreasing their investments into palliative care; in effect that
euthanasia will replace rather than supplement palliative care.?”® But can it authoritatively be
said that legalising euthanasia would cause a decrease of States’ investment into palliative

care and that one practice necessarily excludes the other?

3.6.1. Right to Health at the United Nations

The right to health is recognized in many international human rights instruments but the most
comprehensive article regarding it can be found in the International Covenant on Economic,
Social and Cultural rights (ICESCR or ‘the Covenant’).??” In accordance with the provisions
under Article 12 of the Covenant, States Parties, ‘recognize the right of everyone to the

enjoyment of the highest attainable standard of physical and mental health’ and the steps

228 ECtHR, Pretty v. the United Kingdom 2002, para. 88—89.

24 UN Committee on Economic, Social and Cultural Rights, General Comment No. 14 on the Right to the
Highest Attainable Standard of Health, para. 3-4.

225 Ten Have and Welie 2005, p. 7.

226 The Irish Council for Bioethics 2018, p. 4.

22T UN Committee on Economic, Social and Cultural Rights, General Comment No. 14 on the Right to the
Highest Attainable Standard of Health, para. 2.
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required in order to achieve a full realization of this right using the maximum of its available
resources. 2?® Clearly, the Article contains both freedoms and entitlements. The freedoms
include the right to be free from interference and the right to control one’s body and health
whereas the entitlements include the right to a health-care system that, ‘provides equality of
opportunities for people to enjoy the highest attainable level of health’.??° Furthermore, other
than providing for progressive realization, the Covenant also imposes immediate obligations
on States such as the principle of non-discrimination and the obligation to take the necessary

steps to ensure the full realization of the right to health.?*

The right to health contains four interrelated elements. First is that of availability which
indicates that States must provide a functioning and qualitatively sufficient public health
system of which, ‘[t]he precise nature of the facilities, goods and services will vary depending
on numerous factors, including the State party’s developmental level’.?*! The second element,
accessibility, consists of four overlapping dimensions such as non-discrimination, physical
accessibility, economic accessibility or affordability and access to information. The third
element is acceptability which provides that ‘[a]ll health facilities, goods and services must be
respectful of medical ethics and culturally appropriate’. The final element is quality and it
specifies that the health-care system must be medically and scientifically appropriate and of

good quality.?*

When talking about which actions or omissions amount to a violation of the right to health,
the Committee states that it is important to make a distinction between a State’s unwillingness
and its inability to comply with its obligations under Article 12 of the ICESCR. Therefore
what amounts to a violation is when a State, ‘is unwilling to use the maximum of its available
resources for the realization of the right to health’. However this ethic does not apply when it

comes to the core obligations which are non-derogable.?*

Under specific legal obligations of the General Comment the Committee highlights that inter

alia palliative health services fall under the obligation to respect the right to health.?*

Consistently the Special Rapporteur on Torture Méndez stated that the denial of pain relief

228 ICESCR 1976, Art. 12, para 1, 2.

229 UN Committee on Economic, Social and Cultural Rights, General Comment No. 14 on the Right to the
Highest Attainable Standard of Health, para. 8.

20 |pidem, para. 30.

2! Ipidem, para. 12a.

22 |pidem, para. 12.

2% bidem, para.47.

24 bidem, para. 34.
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could constitute inhuman and degrading treatment. He highlighted that, ‘[w]hen the failure of
States to take positive steps, or to refrain from interfering with health-care services, condemns
patients to unnecessary suffering from pain, States not only fall foul of the right to health but
may also violate an affirmative obligation under the prohibition of torture and ill-
treatment’.?> In his report from 2013, Méndez called upon signatory States to ensure full
access to palliative care as well as for its integration into the public health system.?*®
Therefore States that are unreasonably decreasing investment into palliative care, despite
having available resources, would be violating both Article 12 ICESCR and Article 7 ICCPR.

This indicates the strong interdependence and interrelatedness of the two rights.

3.6.2. Right to Health at the CoE Level

The right to health can be found in Article 11 of the Revised European Social Charter (ESC)
stating, ‘the Contracting Parties undertake, either directly or in co-operation with public or
private organisations, to take appropriate measures designed inter alia: 1. to remove as far as
possible the causes of ill-health; 2. to provide advisory and educational facilities for the
promotion of health and the encouragement of individual responsibility in matters of health;
3. to prevent as far as possible epidemic, endemic and other diseases’.”®’ Like the ICESCR,
State Parties to the ESC undertake to pursue the highest possible standard of health attainable
with all of their available means and to refrain from any type of discrimination in this
sphere.?®®

In the framework of the CoE, palliative care is included in several Recommendations of the
Committee of Ministers to Member States. A Recommendation on the organisation of
palliative care from 2003 provided guidelines for implementing palliative care in Europe. The
Recommendation’s preamble considered palliative care as constituting an integral part of the
health-care system and an inalienable element of the right to health, therefore it should be

available to all that need it.%*°

% UNHRC, Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment J.E.
Méndez, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or
punishment 2013, para. 54.

%% |bidem, para. 86.

#TESC 1996, Art. 11.

2% Council of Europe 2015, pp. 9-11.

% Council of Europe 2003b, Recommendation of the Committee of Ministers to member states on the
organisation of palliative care, Preamble.
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The rationale behind the legal inclusion of palliative care in the Recommendation on the
Promotion of Human Rights of Older Persons is that, ‘human dignity should be respected
throughout all stages in every individual’s life, including the terminally-ill and dying, and that
palliative case helps to preserve this dignity by providing an appropriate environment for such
patients and helping them to cope with the pain and other distressing symptoms’.?* As
Europe ages, there is a heightened need for the establishment of functional palliative and end-
of-life-care services which is also one of the points of the Parliamentary Assembly’s

Recommendation on the situation of elderly persons in Europe.?*

The World Health Organization (WHQ) defines palliative care as, ‘an approach that improves
the quality of life of patients and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual’.?** In contrast, the philosophy behind euthanasia decisions is that
individuals wish to end their life and unbearable suffering on their own terms; when they feel

that the time is right and in a way that maintains their dignity.

Certainly, this is not the case of one practice, either euthanasia or palliative care, necessarily
excluding the other, but rather one of cooperation and complementarity between the two.
Individuals should be informed about both euthanasia and palliative care while having the
possibility to request the practice that satisfies them most. For instance, they may choose to

start with palliative care and in the case of dissatisfaction, request euthanasia.

In the discussion above it has been established that palliative care forms an inalienable core of
the right to health and that it is the duty of States to fulfil their obligations and use all
available resources for its realization. As the practices of euthanasia and palliative care do not
inherently exclude one another, and if the States would fulfil their obligations, to which they
have committed with ratification of human rights treaties, the decriminalisation of euthanasia
would not result in any decrease in palliative care investments. However as also

acknowledged by the Committee, today the full achievement of the right to health still

0 Council of Europe 2014, Explanatory Memorandum of Recommendation of the Committee of Ministers to
member States on the promotion of human rights of older persons, para. 72.

1 CoE Parliamentary Assembly 2007, Recommendation 1796: The situation of elderly persons in Europe, para.
11.4.

2 \World Health Organization 2019.
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remains a distant goal across the world, including many State Parties.?* In those cases, States

may abuse, even exploit, the cheaper and quicker practice of euthanasia.
3.7.  National Legal Developments - Current Examples

In recent years there have been many developments made at the national level towards the
legal recognition of the right to die with dignity as well as the legalisation of certain forms of
euthanasia. As shown in the above 3.3.3. section the ECtHR jurisprudence might take quite
some time to change, taking into consideration societal changes and legal developments in
Europe as well as on a global scale. Therefore this section highlights some of the national
developments recently made which might not only have a transnational effect of causing
debates and initiatives in other states but could also contribute to a future recognition of

euthanasia as a human right on the supranational level.

In February 2015 the Supreme Court of Canada released its ruling in Carter v. Canada
concerning physician-assisted death.?** The Court concluded, ‘the prohibition on physician-
assisted dying infringes the right to life, liberty and security ... and that it does so in a manner
that is overbroad and thus is not in accordance with the principles of fundamental justice’.2*
Furthermore the Court disagreed that the right to life requires an absolute ban on assisted
dying or that individuals cannot give up their right to life as this would create a ‘duty to live’
and not a ‘right to life>. 2%

With the Supreme Court acknowledging the importance of the object of the prohibition,
which was to protect vulnerable persons ‘from being induced to commit suicide at a time of
weakness’, the law did not have an arbitrary character.?*’” However the prohibition has been
declared as being overboard as the limitation of individual’s rights is not necessarily
connected to its objective.?*® As a result of this ruling, in a year’s time Canada successfully

legalised assisted suicide.?*°

3 UN Committee on Economic, Social and Cultural Rights, General Comment No. 14 on the Right to the
Highest Attainable Standard of Health (Art. 12), para. 5.

24 supreme Court of Canada, Carter v. Canada (Attorney General) 2015.

3 |bidem, para. 56.

8 |bidem, para. 63.

7 |bidem, para. 90, 86.

8 bidem, p. 336.

%9 Fine 2018.
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The most recent case is that of Common Cause v. Union of India®° from March 2018, in
which the Supreme Court of India made history by granting legal recognition to advanced

medical directives or living wills?**

stating that ‘[t]Jo be autonomous, the patient should be
competent to make decision and choices. In the event that he is incompetent to make choices,
his wishes expressed in advance in the form of a living will, OR the wishes of surrogates
acting on his behalf are to be respected’.?** The Supreme Court also renewed legal recognition
of passive euthanasia and robustly interpreted Article 21 of India’s Constitution, the right to
life, as including the right to die with dignity.>*

There have also been some positive developments in the Oceania region, more specifically in
June 2019, Victoria became the first Australian state to legalise voluntary assisted dying by
passing the Voluntary Assisted Dying Bill which was first introduced in 2017.%* There is

d255

also an ongoing inquiry in Queensland“> as well as in New Zealand where the Euthanasia bill

passed its second reading.”*®

Assisted suicide legislation is also gaining increasing acceptance in the United States of
America. Recently both Maine and New Jersey signed bills which made them the eighth and

ninth states to successfully legalise assisted suicide.?*’

This examples of current national developments indicate that there are indeed some societal
changes and legal developments going on which could in future contribute to the development
of a human right to euthanasia or at least narrowing of the margin of appreciation. At this
point it is important to recall that it took 16 years for the ECtHR's jurisprudence on
transsexuals to change and that what mostly instigated this change was the international trend
of acceptance and legal recognition. From the above analysed developments and the example
of transsexual jurisprudence we can conclude that changes concerning jurisprudence on

euthanasia on both international and national level of other states are on its way.

20 The Supreme Court of India, Common Cause v. Union of India 2018, p. 1.

»! Bandewar et al. 2018, p. 91.

%2 The Supreme Court of India, Common Cause v. Union of India 2018, p. 111.

%3 The Supreme Court of India, Common Cause v. Union of India 2018, p. 69; Bandewar et al. 2018, p. 91.
24 Martin 2019.

%5 Ibidem.

26 NZ Herald 2019.

%7 Hefler 2019; Villenueve 2019.
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3.8. Conclusion

The aim of this chapter was to assess the prospects of developing a human right to euthanasia
through examining the provisions of the existing human rights framework and any
developments - both in the European Court of Human Rights case law and national
developments - which could indicate a trajectory towards considering euthanasia as a human

right.

The present position of the analysed human rights bodies clearly reflects the traditional
distinction between the less controversial practice of passive euthanasia on one hand and

physician-assisted suicide and active euthanasia as less favourable on the other.

First right that this work examined was the right to life. The language used, both at the level
of the UN and the CoE, strictly denies any attempt to interpret the right to life as conferring
the right to die. The ECtHR goes even further by saying that the provision under Article 2 of
the ECHR does not create a right to self determination, which would confer on an individual
the entitlement to choose death rather than life. However in the case of Lambert and Others v.
France, the ECtHR recognizes the importance of patient's personal autonomy in the decision-
making processes regarding the withdrawal of a treatment. This ruling may be seen as quite
permissive regarding the right to die but taking into consideration the Court's emphasis that
this case was not about euthanasia, it is likely that this permissive attitude is limited to the
practice of passive euthanasia solely. As established in the introduction to this chapter, a
human right to euthanasia should not violate any other right. In this context, the UN HRC has
determined that when signatory states provide all necessary safeguards, the practice of
euthanasia is not necessarily considered as a violation of the right to life. However, as the
Committee included mental suffering as one of the reasons it remains reluctant to consider

termination of life for minors despite it being legal in some states.

This work mainly discussed the right to privacy through the case law of the ECtHR, due to the
fact that at the level of the UN there is no discussion revolving the right to privacy in
connection with end of life decisions. It can however be concluded, from their interpretation
of the right to privacy, that if the end-of-life decisions fall within an individual's ‘private
sphere’ this would mean that euthanasia prohibition could constitute an arbitrary and unlawful
interference. In the case of Pretty v. UK, the Court acknowledges that personal autonomy may

also include activities of a physically dangerous nature for the individual. Furthermore, the
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Court was not prepared to exclude that law prohibiting euthanasia could constitute an
interference with the applicant's right to private life. In the case of Haas v. Switzerland, the
Court even considered that it is not only a choice but an individual's right to decide how and
when his or her life will end, provided the individual has the decision-making capacity. This
can be seen as a large step towards the right to euthanasia. Despite the fact the case of Gross
v. Switzerland lost its legal value, it shows the willingness of the ECtHR to adopt a procedural
perspective on end-of-life issues. Common to all the analysed ECtHR's judgements
concerning end-of-life-choices in relation to right to privacy, is that the Court grants the States
a wide margin of appreciation, based on the argument that there is no established European
consensus on the issue. Nonetheless, even if this consensus would become stronger in future it
is difficult to determine when and if this would narrow down the margin. Furthermore, the
ECtHR maintained that interference with the aim of protecting vulnerable groups is
proportionate. A subsection on the slippery slope argument highlights, based that there is no
heightened risk necessarily imposed upon vulnerable groups. However, it is important to point
out that the used research was only focused on the situation in the Netherlands.

Third analysed right is the prohibition of torture, inhuman and degrading treatment. Due to its
absolute character this right could form the strongest foundation for the human right to
euthanasia. After discussing the four essential elements of torture, this work came to the
conclusion that the prohibition of euthanasia does not amount to torture as it lacks specific
purpose and the element of intent stands on mostly subjective grounds. As none of the two
elements need to be fulfilled for conduct to be considered as inhumane or degrading
treatment, this option is examined. The case of Pretty v. UK in which the applicant focused
her application on degrading treatment can be seen as important for two reasons. Firstly
because the Court established that suffering flowing from illness, including mental, which is
or risks to be exacerbated by treatment for which the authorities can be held responsible may
be covered by Article 3. Therefore, a prohibition of euthanasia could constitute as ‘treatment’.
The second reason is that it shows how the Court balances the provision of this absolute right
with other rights, although the implementation of this right should be only a matter of scope.
As the Court did not contemplate the possibility of the State itself inflicting ill-treatment, a
parallel with the Northern Ireland Abortion Case has been drawn. The developments from this
judgement could be of a great importance for the justification of blanket ban on euthanasia

constituting as ill-treatment. Furthermore, the statement of the Special Rapporteur on Torture,
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Manfred Nowak, that forced medical treatments may constitute torture or ill-treatment can be

seen as an important step towards a right to passive euthanasia.

The principle of non-discrimination in context of euthanasia prohibition is most often brought
up by persons with disabilities as the choice of committing suicide, a decriminalised act, is not
available to everyone. CRPD does not explicitly mention the end-of-life-choices but it does
highlight the importance of the respect for the inherent dignity and personal autonomy.
Foundational to personal autonomy is the freedom to make one's own choices, which could be
seen as solid ground for justifying euthanasia requests. In its case law, the ECtHR again refers
to the margin of appreciation and proportionality to conclude that this difference of treatment
in a similar situation does not constitute as discrimination. Therefore, it is a question of time

and winds of social change before the Court's jurisprudence begins to change.

The last examined right was the right to health, which might present the biggest barrier to the
establishment of the human right to euthanasia. This is due to the fact that a human right to
euthanasia might be largely abused since a full achievement of the right to health still remains

a distant goal across the world.

What is evident throughout the discussion revolving the right to euthanasia is the
interrelatedness, interdependence and indivisibility of the existing human rights. For
euthanasia to become a human right it would have to be built in conformity with all of the

discussed provisions, in order to avoid the practice to become an overused norm.

As an answer to the first research question this work argues that each of the analysed
provisions could lend themselves to the creation of a human right to euthanasia. However, this
could only be made a reality with time and winds of social changes in perceiving death and
end-of-life related issues as part of human life and not taboo. Another requirement would
have to be the Member States full compliance with their obligations under international law in
order to ensure a safe environment for all of their citizen by offering qualitative alternatives
for dying individuals. Throughout the analysed ECtHR's case law and presented national
developments we can with certainty conclude that they indicate a trajectory towards
considering euthanasia as a human right. Therefore, the answer to the second research
question is affirmative. However, it is important to highlight that passive euthanasia receives
more support than active euthanasia and assisted-suicide, which are still perceived as

controversial.
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The following two chapters analyse the application of a potential human right to euthanasia

concerning persons with dementia in all stages of the disease.
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4. Legal Capacity of Persons with Dementia within International Law

This chapter, which serves as a point of departure for applying the human right to euthanasia,
discusses persons with dementia as subjects within international law. Like any other
individual, persons with dementia have legal rights and obligations although they face unique
challenges and issues.®® In human rights’ debates concerning the position of marginalised and
vulnerable groups in society, persons with dementia are not given as much attention as other

oppressed groups.®*

Nonetheless dementia presents a human rights issue as diagnosis can lead to discrimination,
marginalisation, social exclusion, inequality and other injustices.?®® Although, dementia is
also often understood as a disability, therefore the human rights of persons with dementia are
protected by the UN CRPD which is ‘diagnosis neutral’ and its language of ‘disability’
includes psychological, physical and cognitive impairments caused by health conditions.?®*

As the prevalence of dementia increases with age, this presents a unique concern with a
rapidly aging global population.?® In response, in 2010 the UN established an Open-Ended
Working Group on Ageing (OEWGA). The Working Group strives to develop a convention
that would promote and protect the rights and dignity of older people and that would be
relevant to persons with dementia. 2® Conceivably, some may view this inclusion as
discriminatory as dementia is not a normal part of aging, and that although its prevalence does

increase with age, young people can also be diagnosed with it.?®*

4.1. UN Convention on the Rights of Persons with Disabilities (CRPD)

The CRPD is the most up-to-date international legal instrument specifically designed to
designate the rights of persons with disabilities.?®> Coming into force in 2008, the Convention
does not create any new rights per se; all the rights enshrined in it already exist in the

international human rights treaties. The aim behind the decision of not establishing any new

28 Doron et al. 2017, p. 1.

29 Mental Health Foundation 2015, p. 6.

200 Cahill 2018, p. 27.

%! Mental Health Foundation 2015, p. 7, 9.

%2 The world population is aging due to declining fertility, increasing life longevity, international migration and
advanced medical technology (see United Nations 2019).

%63 UNDESA 2019; Mental Health Foundation 2015, p. 11.

264 Cahill 2018, p. 173.

%5 Szmukler 2019, p. 34.
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rights and obligations was to explicitly state that persons with disabilities are not an exception
from human rights and that they have the same rights as every other human being.?*® However
the Convention specifies how the principles of human dignity, non-discrimination, equality,
personal autonomy as well as full social inclusion and participation can be fully realised for
persons with disabilities.?®” Another reason that urged the CRPD drafting process was the
perceived need to adjust the international human rights framework to the need of persons with
disabilities. ®°® As a consequence, the rights enshrined in the CRPD were seen as a
reestablishment of the already existing rights that other UN treaties recognised and stated, but

not as providing new rights to persons with special needs.*®°

The Convention’s main aim is to, ‘promote, protect and ensure the full and equal enjoyment
of human rights and fundamental freedoms by all persons with disabilities and to promote
respect for their inherent dignity’.?’® The mantra behind the Convention is, ‘nothing about us
without us’ which is a reminder of the central role that persons with disabilities played in the
development procedure of this treaty.?”* This guiding principle is reaffirmed in Article 33
which states, ‘persons with disabilities and their representative organizations, shall be

involved and participate fully in the monitoring process’.?"2

Unfortunately, persons with dementia, their family members or representative organisations
were not involved in the negotiations leading to the development of the Convention.
Membership on the UN CRPD Committee whose role is to monitor the implementation of the
Convention has also lacked any representation from those affected by dementia. By the
provision granted under Article 33 this can be rectified and in future they can become actively

involved in the monitoring process.?”

For the purpose of the Convention, ‘disability’ is recognized as, ‘an evolving concept and that
disability results from the interaction between persons with impairments and attitudinal and
environmental barriers that hinders their full and effective participation in society on an equal

basis with others’.2”* With this statement the CRPD highlights the change in the approach to

2%¢ CRPD 2008, Preamble (a-d), (y).

87 Szmukler 2019, p. 35.

%8 UN Ad Hoc Committee on a Compressive and Integral International Convention on Protection and Promotion
of the Rights and Dignity of Persons with Disabilities 2001.

?9 1 jtins’ka 2018, p. 117.

# CRPD 2008, Art. 1.

2 Cahill 2018, p. 51.

2’2 CRPD 2008, Art. 33.

273 Cahill 2018, p. 48.

27 CRPD 2008, Preamble (e)
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impairments which were previously viewed as a cause for limitations.?”> More directly,
Avrticle 1 specifies that persons with disabilities, ‘include those who have long-term physical,
mental, intellectual or sensory impairments which in interaction with various barriers may
hinder their full and effective participation in society on an equal basis with others’.?”® From
these two excerpts it can be concluded that the CRPD offers a description rather than a

definition of ‘disability’ and ‘persons with disabilities’.

In terms of the CRPD’s inclusion of persons with dementia, a reference to ‘cognitive’
impairment in Article 1 would make it more explicit even though it may be understood as
comprised within mental or intellectual impairment stated in the article. Nonetheless persons
with dementia are protected under the CRPD as their experiences align with both the
Preamble’s emphasis on impairments, which dementia definitely causes, as well as with

Article 1 as dementia causes physical and intellectual impairments.?”’

Apart from some modern legal capacity legislation, the legal rights of persons with dementia
are still quite unexplored. Additionally the CRPD’s requirement for a fully supported
decision-making legal regime represents significant challenges in terms of operationalising
mental capacity for people with severe cognitive impairment and those with acute learning
disabilities.?’®

4.1.1. From Substitute Decision-Making Paradigm Towards Supported Decision-Making

In 2014 the UN CRPD Committee released General Comment No. 1 that provided guidelines
for State Parties in properly ensuring the right to legal capacity, as set out in Article 12 of the
CRPD, for persons with disabilities including persons with dementia.?”® Article 12 of the
CRPD implemented some new implications to the already existing right.?%° The duty of states,
‘to provide access by persons with disabilities to the support they may require in exercising
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their legal capacity is the most important one. This represents a departure from the

Committee’s observation that State Parties failed to ‘understand that the human rights-based
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278 Mental Health Foundation 2015, p. 11.
2% Cahill 2018, p. 157.

%0 pidem, p. 159.

%1 CRPD 2008, Art. 12(3).
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model of disability implies a shift from the substitute decision-making paradigm to one that is

based on supported decision-making’ as Article 12 does not use any of these two terms.?*?

Some argue that the Committee’s interpretation of the Article differs from the States
interpretation at the time that the CRPD negotiations concluded but other scholars
demonstrated that the approach used by the Committee reflects the drafters’ intentions.
Although the General Comment is not being binding in international law, it represents an
authoritative standard to which States will be held when appearing before the UN
Committee.”®® Nonetheless no State examined to date is as yet fully compliant with Article
12.284

According to the Committee, persons with cognitive and other types of disabilities are often
disproportionately affected by denial of legal capacity and substitute decision-making
regimes. It reaffirms that, ‘a person’s status as a person with a disability or the existence of an
impairment... must never be grounds for denying legal capacity or any of the rights provided
for in article 12°.%% Substitute decision-makers are usually family members, friends or state

appointed representatives.?®

The Committee requires the abolishment of all substitute decision-making practices and to
replace them with supported decision-making, ‘which respects the person’s autonomy, will
and preferences’.?®” At this point it is important to highlight that not all appointments of
outside decision-makers would violate the obligation set in the General Comment. For
example the use of the advance planning tools, such as the advance directives, in which the
individual would choose to delegate decision-making of a particular issue to a trusted person

which would make decision based on appointer’s will and preferences.?®®

289

Unlike some other legal instruments=™, the Committee, distinguishes between legal and

mental capacity stating that the former is a legal concept whereas the latter is a psychological

%82 UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, p. 159.

283 Cahill 2018, pp. 159-160.

8% |bidem, p. 160.

% UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, para. 9.

286 Cahill 2018, p. 160.

%7 UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, para. 26.

288 Cahill 2018, p. 161; Arstein- Kerslake and Flynn 2016, p. 137.

9 | egal instruments such as: UDHR (Art. 6), ICCPR (Art. 16) and the Convention on the Elimination of All
Forms of Discrimination Against Women (Art. 15); see General Comment No. 1, para. 13.
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one.?® The Committee established that, ‘perceived or actual deficits in mental capacity must
not be used as a justification for denying legal capacity’ and that Article 12 does not permit a
person’s disability and/or decision-making skills to be taken as legitimate grounds for denying
one’s legal capacity. Rather, one’s disability and/or decision-making skills create the
requirement for the provision of support for the exercise of legal capacity in accordance to
individual’s will and preferences.?* This change in perceiving of capacity is very meaningful

for persons with dementia.

Functional assessment of mental capacity, which is often in practice, can be seen as
discriminatory against persons with disabilities as they are more likely to be requested to
undergo the assessment, and subsequently have their legal capacity denied or restricted, than
those without diagnosis or any disability at all, but might still have trouble making the same
decision.?®? Furthermore the procedure of the capacity assessment can be seen as a barrier that
hinders participation of persons with disabilities in society, as mentioned in CRPD Article
12.293

To achieve the paradigm shift provided by Article 12, the Committee has asked States to
abolish substituted decision-making regimes which use the ‘best interest’ standards to impose
decisions on individuals with disabilities that are perceived to lack mental capacity. Instead,
the Committee has proposed that States provide support for the exercise of supported
decision-making based on individual’s rights, will and preferences.?®* In cases when it is
impossible to determine the will and preferences of an individual, the Committee states that
the ‘best interpretation’ of will and preferences must be established, involving those that are

close to the individual such as relatives or friends.?®®

The Committee also states that safeguards for the exercise of legal capacity must involve

protection against ‘undue influence’ on supported persons but at the same time they must also

2% szmukler 2019, p. 34.

1 UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, para. 13.

292 Cahill 2018, pp. 163-164.

?%* CRPD 2008, Art. 1.2.

24 Ibidem, p. 164.

25 szmukler 2019, p. 35; UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on
Article 12: Equal recognition before the law 2014, para. 21.
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respect the rights, will and preferences of the individual which include the right to make

mistakes and take risks.?%

*%® UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal

recognition before the law 2014, para. 22.
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5. A Human Right to Euthanasia for Persons with Dementia

5.1. Introduction

In the light of improved life expectancy across the globe, the emergence of non-
communicable diseases such as dementia are expected to further increase in the following
years. Due to the high prevalence of dementia and its role as a major cause of disability and
dependency the WHO pin-pointed this global epidemic as a public health priority.?” As the
universal human right to euthanasia would apply to all human beings this would also entail
persons with disabilities regardless of diagnosis. Therefore can we really view treating
persons with dementia differently, simply based on impairment affecting their capacity to
consent as legitimate? This chapter aims to address whether a human right to euthanasia could
be compliant with the rights of persons with dementia as enshrined in the CRPD and how this

practice should be properly conducted.

Accordingly, this work analyses provisions of three human rights documents. First, the
CRPD, which is the main international legal instrument designating rights of persons with
disabilities including persons with dementia. The discussion will be based on four
interrelated, relevant rights from the Convention, namely: a) equality and non-discrimination;
b) right to life; c) equal recognition before the law; and d) health.?*® At this point this work
will not discuss any other previously analysed conventions as the CRPD only re-establishes

the already existing rights.

Following this, two documents will be examined, which, in their provisions, offer special
protection to persons unable to consent. This issue of (in)capacity to provide consent is the
main dilemma in terms of discussing euthanasia for persons with dementia. The two
documents are the UN’s Universal Declaration on Bioethics and Human rights and CoE’s

Oviedo Convention also known as the Convention on Human Rights and Biomedicine.

Article 12 which concerns the equal recognition before the law, will not be discussed in detail
again in order to avoid repetition from the previous chapter. Nonetheless there will be a focus
on the rights, will and preferences paradigm introduced by the Committee, in its General

Comment on Article 12, which are important for euthanasia debate.

27 \World Health Organization 2014, p. 6.
2% CRPD 2008, Art. 5, 10, 12, 25.
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5.2. UN Convention on the Rights of Persons with Disabilities
5.2.1. Equality and Non-Discrimination

Persons with dementia are often perceived as a vulnerable group which needs to be protected
due to impairment affecting their ability to consent. Some may argue that the human right to
euthanasia should not apply to them. In my opinion this differentiation would constitute a
violation of Article 5 of the CRPD which states, ‘State Parties shall prohibit all discrimination
on the basis of disability ... .”*° Protection of the vulnerable is of course a legitimate aim but
this is the function of safeguards and the full realization of rule of law.

In General Comment No. 6 on equality and non-discrimination, the Committee affirms that
States should start acknowledging persons with disabilities as full subjects of rights and as
rights holders.3® Furthermore they argued that any kind of medically driven incapacity
approach to disability should neither be seen as legitimized nor a norm for different or
discriminatory treatment of persons with disabilities.*** Therefore any denial of decision-
making based on disability through either functional, status-base or outcome-based systems, is

discriminatory.*%?

Most interesting about the aforementioned Comment is that the Committee did not discuss
any connection between Article 5 and the right to life and the language it uses when
addressing euthanasia practice. The statement says, ‘[d]iscrimination has occurred and
continues to occur, including in brutal forms such as ..., systematic murder labelled
‘euthanasia’.*®® This labelling of euthanasia practice as systematic murder is alarming and
reminds me of extreme anti-abortion crusaders that claim that legalized abortion constitutes
genocide. As there is no proof of actual systemized murder practice in the context of stable
States under the rule of law which have legalised voluntary euthanasia, this association with

the legacy of the holocaust and eugenics is fear-mongering.

Excluding persons with dementia with an impaired capacity to consent is disproportionate. If

States would implement the support decision-making practice that give importance to the

2% CRPD 2008, Art. 5.

%90 N Committee on the Rights of Persons with Disabilities, General comment No. 6 on equality and non-
discrimination 2018, para. 2.

0 |hidem, para. 8.

%02 |pidem, para. 47.

%93 |bidem, para. 7.
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individual’s preference and will, as mentioned in section 5.1.1., as well as develop advanced
decision-making systems and establish effective safeguards, impaired cognitive ability should
not pose any barriers.

5.2.2. Rightto Life

Article 10 of the CRPD states, ‘States Parties reaffirm that every human being has the
inherent right to life and shall take all necessary measures to ensure its effective enjoyment by

persons with disabilities on an equal basis with others’.%%

The Committee, so far, has not written any General Comment on the scope of the right to life
nor has it discussed it in connection with any of the other analysed rights. Nonetheless it was
mentioned in the recent End of Mission Statement by the UN Special Rapporteur on the
Rights of Persons with Disabilities on her visit to Canada. In this statement she expressed her
concern about the implementation of legislation on medical assistance in dying since there is
no existing protocol to show that persons with disabilities have been offered viable
alternatives when eligible for assisted dying procedure. She has also received complaints
about institutionalised persons being pressured to opt for physician assisted dying and that
physicians do not formally report cases involving persons with disabilities. She urged the
government to investigate the complaints mentioned and to put adequate safeguards into place
in order to, ‘ensure that persons with disabilities do not request assistive dying simply because

of the absence of community-based alternatives and palliative care’.3%

This statement of the Special Rapporteur, Ms. Catalina Devandas-Aguilar, does not provide
any indication that euthanasia practice violates Article 10 CRPD. What is more, it shows that
with the State’s engagement and fulfilment of positive obligations, such as the establishment
of adequate safeguards and use of all of its available resources to guarantee adequate and
qualitative health care (palliative care and other alternatives), euthanasia practice request
based on will and preferences can be seen as an option for persons with dementia.
Nonetheless, we cannot forget that the Committee labelled euthanasia practice very critically

and negatively.

%4 CRPD 2008, Art. 10.
%5 UNHRC, End of Mission Statement by the United Nations Special Rapporteur on the rights of persons with
disabilities2019.
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5.2.3. Equal Recognition Before the Law

This section focuses on the support of legal capacity which must, according to the Committee,
reflect respect for the rights, will and preferences of persons with disabilities. Supported
decision-making allows persons with disabilities to, ‘choose one or more trusted support
persons to assist them in exercising their legal capacity for certain types of decisions, or call
on other forms of support, ..., or assistance with communication’. %% The Committee
acknowledges the importance of advance planning as an important form of support for many
persons with disabilities, through which they can communicate their will and preferences at a
time when they might no longer be able to communicate them to the others. Furthermore they
state that ‘[t]he point at which an advanced directive enters into force (and ceases to have
effect) should be decided by the person and included in the text of the directive; it should not
be based on an assessment that the person lacks mental capacity’.*’ In the event when despite
significant efforts it is not possible to determine the will and preferences of the individual, the

‘best interpretation of will and practices’ applies.**®

Despite the expression ‘will and preferences’ frequently appearing in the states of various UN
bodies, including those that do not explicitly prohibit substitute decision-making, so far there
is no authoritative definition as none have been provided in these statements.**® The meaning
of preference is defined by the Oxford English Dictionary as ‘a greater liking for one

»310

alternative over another’>™ whereas will is a bit more elusive. Nonetheless, popularly, more

weight is given to will than preferences when it comes to resolving an act in a particular way.

The distinction between will and desire or currently held preference is usually drawn in
philosophical literature. Kant’s concept of will has been particularly influential, it can be
summarized as: ‘The will, then, as distinct from the ability to choose, is the capacity to
transform felt urges or desires with causal force into motivating reasons for action with
justifying validity. To possess a will is therefore also to be able to test desires to see whether

or not they can be validated as reasons’.*"* Kant’s concept of will is a part of a larger narrative

%% UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, para. 17.

7 bidem.

%% |bidem, para. 21.

%09 5zmukler 2019, p. 38.

#10 Oxford English Dictionary 2019.

11 Schneewind 2004, p. 156-160.
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312 \which makes this definition even more

which among others includes the choice of ends
relevant for our discussion. In accordance with Kant and some more contemporary
philosophical perspectives on the concept of will*** it can be concluded that will manifests
deeply held and reasonably stable and coherent personal values, beliefs, commitments and
perception of good. In other words will can be understood as an expression of personal
autonomy. This definition of will distinguishes it from desire or currently held preference,

even if it is strongly expressed.*!*

In case of persons with dementia, the decision-making impairment can cause inconsistency
between will and preferences. The model of advanced directives clearly illustrates this
problem. Imagine an individual states at Time 1, when their cognitive ability is not
significantly impaired yet, that they want to be euthanized at a certain stage of the disease but
then at Time 2 when their decision-making capacity is impaired, their preferences -which the
person in the advanced directive asks to be ignored- contradict the expressed will and they

refuse euthanasia, what should be done?

Usually honouring the preference expressed at Time 2 would undermine the will and
subsequently the personal autonomy of an individual which would be inconsistent with
CRPD’s first General Principle stating, ‘[r]espect for inherent dignity, individual autonomy
including the freedom to make one’s own choices, and independence of persons’.315 A similar
situation would apply when the individual had not made a written advanced directive, the only
difference being that their life statements, values, choices and commitments evidenced by
people close to them would count heavily in the decision on whether or not to respect the
present preference stated at Time 2.3

However the situation is even more complicated when it comes to persons with dementia as it
is often argued that the person changes and subsequently so does their will. Whether this latter
will should be given more importance than the previous strongly held but divergent will
should be assessed on a case-by-case basis and with close cooperation with persons who have

a close interest in the well-being of the concerned individual.**’

#12 5zmukler 2019, p. 38.

%13 Watson 2003, p. 180-186; Bratman 2000, p. 257.
14 Szmukler 2019, p. 38.

#15 CRPD 2008, Art. 3 (a).

%16 Szmukler 2019, p. 39.

317 |bidem.
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The predicament of protection versus autonomy poses a further question; whether the respect
for rights could override that of a well formulated will?**® Turning to the CRPD as a whole,
there is no provision which would be made for overriding or substitute-decision-making an
individual’s will or preferences based on the substitute-decision-maker’s view on what

constitutes the person’s rights.319

5.2.4. Right to Health

Historically, the views of persons with disabilities, individuals that were perceived merely as
‘patients’ were held less valuable than those of medical professionals. Through the medical
model of disability, they were ‘reduced’ to their impairments and not recognized as right-
holders. The focus was on curing them rather than taking into consideration their will and
preferences. Today they should be recognized through a human-rights based approach as

equal members of our diverse humanity.3?

Unfortunately, in some cases the view of the health practitioner is still held as more valuable
than that of the concerned individual or their supporter. This is often the case in euthanasia
practice for persons with advanced dementia. Even if a person expressed their will and
preferences in an advanced directive, it is the physician that decides. This problematic is

further discussed in the following chapter.

In its report on the right to health, the Special Rapporteur appointed particular attention to the
part (d) of Article 25°% calling on State Parties to, [r]equire health professionals to provide
care of the same quality to persons with disabilities as to others, including on the basis of free
and informed consent, by inter alia, raising awareness of the human rights, dignity, autonomy
and needs of persons with disabilities ...”.3%? Aguilar states that the provision refers to the right
to free and informed consent to medical treatment and experimentation, including the right to

323

refuse treatment.”** This can be understood as an indication to the right to passive euthanasia.

Furthermore the Committee on Persons with Disabilities expressed that State parties have an

obligation not to allow substitute decision-makers to provide consent on behalf of persons

%18 bidem.

%19 Cahill 2018, p. 165.

20 UN General Assembly, Report of the Special Rapporteur on the rights of persons with disabilities 2018, para.
7.
! Ipidem, para. 14.

%22 CRPD 2008, Art. 25(d).

%23 UN General Assembly, Report of the Special Rapporteur on the rights of persons with disabilities 2018, para.

14,
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with disabilities. Instead they should implement supported decision-making regimes and
medical personnel should take measures to ensure that supporters respect the individual’s will
and preferences and that they do not have undue influence over the decisions of individual in
question. ®* In cases where, despite significant efforts, it is not possible to obtain an
individual’s free and informed consent or to ascertain their will and preferences, the standard

of best interpretation of the will and preference should apply as last resort.*?

States should ensure and support advance planning as well as to actively involve the views of
persons with disabilities in implementation of health-care services. These views might often
contradict those of health-care professionals which are trained to act in best interest of the
patient, as many still hold paternalistic views on disability.**® This could be useful for

embedding euthanasia into palliative care as is the practice in Belgium.
5.3.  Protection of Persons Without the Capacity to Consent

Article 7 of the Universal Declaration on Bioethics and Human Rights offers special
protection to persons unable to consent. Any authorisation for medical practice, ‘should be
obtained in accordance with the best interest of the person concerned and in accordance with
domestic law. However, the person concerned should be involved to the greatest extent

possible in the decision-making process of consent, as well as that of withdrawing consent.”*?’

On the CoE level, the Oviedo Convention on Human Rights and Biomedicine similarly states,
‘[w]here, according to the law, an adult does not have the capacity to consent to an
intervention because of a mentally disability, a disease or for similar reasons, the intervention
may only be carried out with the authorisation of his or her representative or an authority or a
person or body provided for by law’. Furthermore, ‘[t]he individual concerned shall as far as
possible take part in the authorisation procedure’.**® This provision of the Oviedo Convention
reflects the substitute decision-making regime which conflicts with the human rights of
persons with disabilities protected under the CRPD.

%4 UN Committee on the Rights of Persons with Disabilities, General comment No. 1 on Article 12: Equal
recognition before the law 2014, para. 41.

%25 |bidem, para. 21.

%26 UN General Assembly, Report of the Special Rapporteur on the rights of persons with disabilities 2018, para.
50, 61, 62.

%7 Universal Declaration on Bioethics and Human Rights 2005, Art. 7 (a).

%28 Convention on Human Rights and Biomedicine 1997, Art. 6 (3).
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As the Oviedo Convention has been opened for signature in 1997, 9 years before the adoption
of the CRPD this conflict does not come as a surprise. However the Draft Additional Protocol
to the Oviedo Convention, of the Committee on Bioethics, proposed in June 2018%° again is
at odds with the positive aspects of personal autonomy while violating the rights of persons
with disabilities as enshrined in the CRPD. This brought the Committee on the Rights of

Persons with Disabilities to call State parties to oppose the draft to the Oviedo Convention.**

5.4. Conclusion

This chapter dealt with the application of a possible human right to euthanasia concerning
persons with dementia. This work agrees that persons with dementia should be treated as a
vulnerable group and therefore granted special protection and support when it comes to
exercising the right to euthanasia. At the same time, excluding them from the scope of
applicability to a human right to euthanasia would constitute as discrimination. With the
support of the well implemented supported decision-making regime, the impaired cognitive

ability should not pose any barriers to the enjoyment of this right.

When it comes to the right to life, the statement of the Special Rapporteur on the Rights of
Persons with disabilities does not provide any indication that euthanasia practice could
present a violation of this right. What is more it shows that with State's engagement and
fulfilment of positive obligations this practice can be seen as an option for persons with
disabilities - including persons with dementia. Nonetheless, we cannot forget that the
Committee on the Rights of Persons with Dementia stated its negative position towards

euthanasia by labelling it as systematic murder.

When it comes to organising the human right to euthanasia for persons with dementia there is
a highlighted importance of advanced planning as a form of support for the individuals to
communicate their will and preferences even when they are no longer able to communicate
them to others. The advance directive must include the exact moment in which the directive
comes into force. When a person did not complete an advanced directive and for some reason
it is not possible to establish the will and preferences - their best interpretation would apply.
As the nature of the disease is said to change the will and personality of the concerned person,

this poses a problem to the effectiveness of the advanced directives. However, CRPD does not

%29 Council of Europe 2018.
%0 UN Committee on the Rights of Persons with Disabilities, Statement by the Committee 2018.
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provide any provision which would allow overriding or substitute decision making an

individual's will and preferences at any time.

Persons with dementia should according to the Special Rapporteur be provided the same
quality of health care as others, based on an informed and free consent, including the right to
refuse treatment. As a human right to euthanasia would present a part of health care the health
practitioners should not be able to decide on behalf of persons with dementia. Instead they
would have to ensure that supporters respect the individual's will and preferences and that
there is no undue influence or pressure over the decisions of the individual. States should
involve views of the persons with dementia in implementation of the right to euthanasia as
their views could show a contrast with that of health-practitioners which are trained to act in

best interest of the patient.

The impaired capacity to consent caused by dementia poses a question of balance between the
protection and respect for personal autonomy. Persons unable to consent are protected under
the Universal Declaration on Bioethics and Human Rights and the Oviedo Convention on
Human Rights and Biomedicine. They similarly state that the person concerned should be
involved in the decision-making process or refusal to the greatest extent possible. However,
both international documents conflict with the supported decision-making regime proposed by
the Committee on Rights of Persons with Disabilities.

Now that it has been established how the human right to euthanasia should be practiced in
compliance with the human rights of persons with dementia, the following chapter examines

the unique challenge that the progression of dementia poses on the proposed right.
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6. The Dilemma Surrounding Dementia and Euthanasia

6.1. Introduction

This chapter aims to present the unique challenge accompanying the progression of dementia
which has already posed problems in two states that have legalized euthanasia for persons
with dementia, Netherlands and Belgium. **! This challenge would persist with the
establishment of the human right to euthanasia and its implementation in compliance with the
CRPD and all of the above mentioned human rights instruments. In order to explain the limits
of legal euthanasia in practice, it will be explained through evidence from Dutch practice
while showing how the diminished validity of advance directive pushes persons with
dementia to die ‘too early’. The decision to present the Dutch practice is based on the
Netherlands being the first country to legalise euthanasia®*?, hence it has the longest standing

practice, as well as by Dutch euthanasia law being the most regulated.3*

6.2. Validity and Effectiveness of Advanced Directives in Dementia

The aim of advanced directives is to provide individuals with control over what happens to
them at the end of their life when unable to make or voice their own decision.*** Although

advanced directives proved to be very useful instruments regarding incompetent patients®®,

their validity in cases of persons with dementia have turned out to be largely debatable.>*®
Persons with dementia differ from other incompetent persons in two key ways. First of all,
dementia is usually a slow but progressive process which results in diminishing competence
through the course of the disease. Secondly, although persons with dementia might be labelled
as incompetent, they remain alert, present in their situation and able to interact with the

environment surrounding them.**’

In the context of dementia most of the euthanasia requests are based on an anticipated loss of

dignity, dependence and unbearable suffering rather than on the contemporaneous situation.>®

! Dierickx et al. 2017, p. 2.

%32 World Health Organization 2001, p. 580.
%3 Blanken 2018a.

%4 Davis 2018, p. 745.

%5 De Boer et al. 2010, p. 201.

%6 Gaster et al. 2017, p. 2175.

%7 De Boer et al. 2010, p. 203.

%38 Dresser 2017, p. 107.
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Persons with dementia have different concerns about the disease and wishes about at which
stage they wish their life to end. Nonetheless many perceive being stuck in a demented state
as intolerably degrading well-before the dementia reaches its ‘advanced’ stage in which the
individual becomes completely dependent, fails to recognize their family members, which can
already occur in the ‘moderate stage’, and may be totally incomprehensible.339

The question is how much validity and effectiveness do advanced directives have after one
loses their decision-making capacity, which usually happens in the ‘moderate’ stage.
Unfortunately the Dutch practice shows that they do not have much validity and give persons
with dementia no guarantee of fulfilment. As persons with dementia remain alert and able to
communicate with their surroundings, they continue to have wishes and preferences and to
formulate subjective experiences. As a consequence, it often occurs that the current will and
preferences expressed through verbal statements or behaviour contradict their formal will and
preferences expressed in the advanced directive.®* This creates a dilemma as to how to
comply with the will expressed in the advanced directive while still respecting the wishes and
preferences of the person with dementia.>** Behind this dilemma lies the moral distress of
‘prospective autonomy’ or simply the identity problem which poses the validity of advance

directives to question.®*?

So can it be argued that an individual in the advanced stages of dementia, unable to remember
their name, relatives or recall their life, is still the same person as the one that wrote the

advance directive?**?

In the philosophical debate surrounding this issue one of the extreme points of view is held by
Partif who argues that the loss of individual identity can be caused by the psychological
changes. Partif believes that the dementia process may decrease the psychological continuity
and connectedness between different stages in life.** He further claims that one body may,

over time, host successive selves.>*

%9 Cantor 2017.

0 De Boer et al. 2010, p. 204.
1 |bidem.

%2 Dresser 1995, p. 36.

3 |bidem.

4 partif 1984. pp. 219-222.
5 Ibidem, p. 303.
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Conversely, Dworkin does not recognize the idea of losing one’s personal identity. He
suggests that the competent and demented stages are stages in a single life that belong to a
single person. He further argues that at a later stage, as persons with dementia lack the
capacity to exercise their autonomy, the former decision enshrined in the advance directive

should remain in force.#

Crucial to Dworkin’s work is the distinction between two types of person’s interests, namely
the experimental and critical interests. Experimental interests are those that reflect the
concerned person’s state of mind and their quality of life experiences which entail
experiencing a wide array of feelings like happiness, pain, pleasure and fear. Critical interests
on the other hand are those reflecting person’s determined life goals and plans and refer to

aims that give our lives a genuine meaning and coherence.

Despite persons with dementia being incompetent they still form the mentioned experimental
interests nonetheless Dworkin’s opinion is that priority should be given to the critical
interests. He argues that the advanced directives written by the competent individuals are the
embodiment of their critical interests and as such should prevail over the preferences of the
person with dementia. By stating, ‘[a] competent person’s right to autonomy requires that his
past decisions about how he is to be treated if he becomes demented be respected even if they
contradict the desires he has at a later point” he gives primacy to what he calls ‘precedent
autonomy’ 347
Dresser criticized Dworkin’s theory by questioning the importance of critical interests. She
believes that people do not necessarily differentiate between the two types of interest and that
experimental interests should override the advance directive when persons with dementia
have a good quality of life based on experimental interests.**® Similar to Dresser, Jaworska
also holds that the current interests of persons with dementia should be taken into
consideration, but not because they would become a different person as Partif argued, but as
she believes that they retain ’the capacity to originate the appropriate bases for one’s

decisions’. She states that if persons with dementia remain able to give some rationale for the

%6 Dworkin 1986, pp. 5-9.
*7 Ibidem, pp. 10-14.
%8 Dresser 1995, pp. 37-38.
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chosen activities, they are still able to value them and other experiences in their lives.

Therefore these values should be taken seriously and could override the advance directive.3*

By giving a strong legal status for advanced directives, the Dutch legislation seems to follow
Dworkin’s argumentation.®*® This statement will be further examined in the following section
in which evidence from Dutch practice of advanced directives in the advanced stages of

dementia is discussed.

6.3. Evidence from the Dutch practice

In 2001 the Netherlands passed the Termination of Life on Request and Assisted Suicide Act
(or ‘the 2001 Act’) which provided physicians the legal ability to terminate life and assist the
suicide of a patient provided that all six ‘due care’ criterion have been met.**! These statutory
due care criterion include the requirement that the physician must be satisfied that the
patient’s request is voluntary and well-considered as well as that the patient’s suffering must
be unbearable, without any prospect of improvement.**?

All physicians’ decisions to perform euthanasia or assist in suicide must be reported to the
Regional Euthanasia Review Committee (Regionale Toetsingscommissie Euthanasie — RTE)
whose role is to assess whether the physician's decisions have complied with the due care
criterion set in the 2001 Act.*>* RTE published an updated version of 2015 Code of Practice,
the Euthanasia Code 2018, which provides guidance to the physicains on how to interpret the
due care criterio. The new Code contains clarifications of sections concerning persons with

dementia.
6.3.1. Euthanasia Code 2018

In cases concerning persons with dementia, the RTE recognizes that particular caution should

be exercised when considering if the statutory due care criterion have been met. Special

9 Jaworska 1999, pp. 106-112.
%0 De Boer et al. 2010, p. 206.

! Tuffrey-Wijne et al. 2018, p. 2.
%52 RTE 2019a.

3 RTE 2019b.
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attention should be also accorded to the criterion relating to decisional competence and

unbearable suffering. **

Nearly all cases in which the Committees were notified about, the concerned person was in
the early stages of dementia, at this point the concerned person generally has sufficient
understanding and decision-making competence in relation to their euthanasia request.
Besides the decline in cognitive ability and capacity to perform everyday activities, the
person’s suffering is often partly determined by fear of further cognitive decline and the
negative impact that it will have on their dignity and autonomy. RTE acknowledges that the
prospect of patient’s perception of the progressive loss skills, functions, personality and the

uncontrollable nature of the process can amount to profound suffering.**

Regarding advanced dementia, the RTE states that it is still possible to grant euthanasia
requests to persons in the advanced stages of dementia even when they are no longer able to
communicate, provided that they completed an advanced directive when they were still
divisionally competent. The directive has to be clear and evidently applicable to the current
situation. In these cases the physician must take into consideration the entire course of the
disease and other specific circumstances when making a decision. The concerned person’s
behaviour and utterances must be interpreted throughout the disease process and shortly
before the euthanasia is to be performed. At this point the physician must be satisfied that
carrying out of euthanasia is in line with the advanced directive, that there are no
contraindications to it and that the person is at a stage of unbearable suffering. Of course, the

rest of the due criterion must also be met to the greatest extent possible.®

The criterion set in Euthanasia Code 2018 and the first recent case of a doctor facing

persecution for breach of euthanasia law after euthanizing a person with severe dementia®’

indicates in terms of advanced dementia stages, that law favours Jaworska’s position.

%4 RTE 2018, pp. 44-45.

*SIbidem.

%8 Ibidem, p. 45.

%7 please see: Boffey, Daniel. 2018. Doctor to face Dutch prosecution for breach of euthanasia law. The
Guardian, 9 November. Available at: https://www.theguardian.com/world/2018/nov/09/doctor-to-face-dutch-
prosecution-for-breach-of-euthanasia-law (last consultation on 12 July 2019).
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6.3.2. Early Death as a Guarantee

‘Every year, ten thousand Dutch people with dementia die. About half of them stated that they
did not want to die like that. They wanted a dignified death. How many got what they asked
for? One hundred. One hundred people on average escape that fate. But only because they
request euthanasia in the early stages of dementia.’**® This statement reflects the complexity
of the challenge that dementia presents and its diminishing effect on the validity of advanced
directives in advanced stages of dementia. Since the Dutch euthanasia laws came into effect,
less than 20 persons got their advanced directives respected in the advanced stages of
dementia.** As almost no doctors are willing to perform euthanasia on patients with severe

360

dementia when persons are not able to make a well-considered request™", the fear of having

their advanced directives refused is pushing some people to ask to die earlier than they would

otherwise have liked to.%%*

6.4. Conclusion

This last chapter aimed to present the unique challenge that the progression of dementia poses
on euthanasia practice and would persist even with the establishment of the human right to
euthanasia. In the more severe stages of dementia, one can only be euthanized if they
completed an advanced directive while still mentally competent. However, the validity and
effectiveness of the advance directives, which are supposed to provide individuals with
control over what happens at the end of their life, become largely debatable when persons

with dementia lose their decision-making capacity.

As persons with dementia remain alert and are able to interact with the surrounding
environment throughout the progress of the disease, their verbal statements and behaviour
often contradict their formal will and preferences expressed in the advance directive. At this
point a question arises, of whether the formerly expressed will and preferences in the
advanced directive should be respected or if the newly established preferences of the
demented person can override it. The Dutch practice unfortunately shows that an advance
directive gives no guarantee of fulfilment once the person entered the advanced stages of

dementia and therefore a large importance is given to the preferences of a person in advanced

%8 Blanken 2018a.
%9 Ipidem; RTE 2017, p. 12; RTE 2019, p. 12.
%0 Blanken 2018b.
%1 Bomford 2019.
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stages of dementia. As the legal requirements of the Dutch euthanasia law make it nearly
impossible for the physician to fully comply with the set criterion, there are almost no
physicians willing to perform euthanasia on persons with advanced dementia. Consequently

this forces people to ask to die earlier than they would have otherwise liked to.

This grey area that the progress poses on euthanasia practice would need to be addressed and
resolved before a human right to euthanasia could be established in order to avoid violations.
Advance directives can be in general seen as a great way of giving a voice to the ‘voiceless’
but as this chapter shows, in the case of persons with dementia, their voice is still very often

overheard.
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7. End Conclusion

This work focused on the case of euthanasia for persons with dementia, which was addressed
through two main research questions. For a more detailed analysis of the proposed research

questions, 1 would like to refer to the conclusions at the end of chapters three, five and six.

The first and primary research question was if euthanasia itself could be considered as a
possible future human right. Thereby | examined the prospect of this right through the
provisions of the already existing human rights network and national developments that could
indicate a trajectory towards considering a human right to euthanasia. In general, human
rights bodies are still quite reluctant when it comes to active euthanasia and physician-assisted
suicide, but on the other hand many positive indications in regard to passive euthanasia have
been noticed. However, this does not necessarily exclude the possibility of euthanasia
becoming a human right in the future. Developments can be traced through the ECtHR's case
law and although they are small, they could someday contribute to a human right to
euthanasia. We must remember that no change happens over night and as euthanasia is seen
as a highly controversial ethical issue, this might take quite some time. In addition to the
mentioned developments in the case law of the ECtHR, a lot of changes reflected in national
legal developments are occurring. They might have a transnational effect, both on other States
and consequently international human rights bodies. It is impossible to determine when a
human right to euthanasia could be established but I would argue that as of this moment the

international society is not ready yet.

My second research question addresses how a potential human right to euthanasia concerning
persons with dementia could apply in all stages of the disease. My first argument is that while
persons with dementia should be granted special protection as a vulnerable group, excluding
them from the scope of euthanasia as a universal human right or euthanasia practice on a
national level (if a certain State would legalise euthanasia) would be discriminatory.
However, the Committee on Rights of Persons with Disabilities shows reluctance to

euthanasia by labelling it systematic murder.

In regards to persons with dementia and euthanasia requests a big importance is given to the
advanced planning as a form of support. This work outlines a short framework on how the
supported decision-making regime envisioned by the Committee should work. Besides the

respect of the will and preferences of the individual, another concept that emerged throughout
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the research of the relevant rights is the great importance of evaluating a person's wishes,
preferences, needs for protection and competences on a case-by-case basis. Not only should
the whole process of the disease be taken into consideration but also their life experiences,
decisions, relations and everything that contributed to the shaping of the will established in
the advance directive. This is extremely important in the advanced stages of dementia when
the individual may give conflicting statements, which as shown in the Dutch practice tend to
diminish the validity and efficiency of the will established in an advanced directive.
Consequently, the most obvious need for further research identified by this conducted
research is how to solve the complex problematic that the advanced stages of dementia pose
on the euthanasia practice. What is lacking is more empirical research, which would pose
persons with dementia in the centre of the research.

To conclude, 1 would like to remind you of the beginning. My decision to write this master
thesis was driven by a personal experience which inspired me to give voice to the voiceless. |
hope that 1 managed to contribute to the discussion of end-of-life choices for persons with

dementia by offering a perspective grounded in a human rights network.
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