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Abstract

The concept of physician-assisted dying is a divisive topic that most people are reluctant to talk
about. In Europe, some States oppose it by criminalizing all forms of euthanasia and assisted
suicide and there are States who support it by legalizing some aspects of it. As there is no
consensus on the issue, the debate about it will not likely be settled soon. The questions could
be raised: Do we have a right to decide on our death? What do we mean exactly by end-of-life
decisions? My papers objective is to reveal a topic often treated as a ‘taboo’. Starting with a
review of the relevant terms the reader will gain an up-to-date knowledge on what each of them
means. After the evaluation of the terminology, the paper will explore the domestic legislation
of Belgium, Switzerland, Hungary and the United Kingdom on assisted dying and palliative
care. The legislation of the presented countries illustrates the wide variety of ways, which end-
of-life decisions are regulated, based on different perceptions of the States. Nevertheless, all of
them are Member States of the Council of Europe which, through the European Court of Human
Rights (ECtHR) and the European Convention on Human Rights (ECHR), has taken an
influential position in the sphere of human rights. Through analyzing the articles of the ECHR,
1 will address how end-of-life decisions are a component of one's fundamental human rights.
Further, the paper will discuss the work of the ECtHR, by researching five cases brought before
the ECtHR, in which applicants claimed that their human rights had been violated in connection
with end-of-life decisions. Exploring the topic, it will be explained that as there is no consensus,
the Court’s margin of appreciation doctrine is used in assessing how States ensure the rights in
relation to assisted dying. Therefore, despite the presumed decisive position of the ECtHR, the

main actors deciding on the regulation of end-of-life decisions are the States.

1. Introduction

The name and condition of Daniel Karsai might be known to most people in Hungary and across
Europe. He was a human rights lawyer, who had amyotrophic lateral sclerosis (ALS), a terminal
and incurable illness.! In its advanced stage, most muscles are paralyzed and the patient cannot
control them due to the gradual degeneration of the brain’s and spinal cords’ nerve cells.? As

the cognitive ability of the patient is usually not affected, the patient is aware of him/herself and

! Déniel Karsai v Hungary App. no 32312/23 (ECtHR [Chamber], 13 June 2024).

2 National Institute of Neurological Disorders and Stroke: Amyotrophic Lateral Sclerosis (ALS) Viewed:
30/09/2024 Available at: https://www.ninds.nih.gov/health-information/disorders/amyotrophic-lateral-sclerosis-
als.
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his disease.> Mr. Karsai approached the ECHR to make an exception to the criminal ban on
physician-assisted dying in Hungary so that he could end his life with dignity when he felt that
his suffering became unbearable.* However, the Court found no violation and decided that
Hungary has a wide margin of appreciation on whether they legalize or criminalize physician-

assisted suicide.’

On the opposite part of the continent, in the Netherlands patients facing “unbearable suffering
with no prospect of improvement” irrespective of whether physical or mental can request
assisted dying.® The decision of a Dutch woman Zoraya Ter Beek made headlines all over
Europe, as she was granted euthanasia on the basis of a psychiatric illness. Being physically
healthy, her motive was that she struggled with mental illnesses such as depression, autism, and
personality disorder.” After 3 years of waiting Zoraya got the final approval and died on the 16™
of May at the age of 29.8

The case of Alfie Evans from the UK may also sound familiar, Alfie was a young boy struggling
with a progressive neurological degenerative condition.® He was treated in the hospital for over
a year and was held on artificial ventilation, however, his condition didn’t improve, and his
illness was terminal.® His parents’ wish was to transfer Alfie to Rome, where he was promised
to have further ventilator support and operations that could help him breathe in the Bambino
Gesu Hospital. The medical team did not agree and argued that his brain tissues were severely
damaged and further medical treatment would be futile and inhumane.* After a long legal
debate between the parents and the hospital, his life support was removed and 5 days later Alfie

Evans died.*?

All these three cases pose quite controversial questions relating to decision-making in end-of-

life setting. Does a person possess the right to decide on his or her death? What happens if

3 Ibid.

4 Déniel Karsai v Hungary App. no 32312/23 (ECtHR [Chamber], 13 June 2024).

5 Ibid.

5 The Netherlands, Termination of Life on Request and Assisted Suicide Act (2002) Article 2.

7 Sherwood Harriet, The Guardian. Dutch woman, 29, granted euthanasia approval on grounds of mental
suffering Viewed: 30/09/2024 Available at: https://www.theguardian.com/society/article/2024/may/16/dutch-
woman-euthanasia-approval-grounds-of-mental-suffering.

8 Rupa Subramanya, The Free Press, She Was 29. And Doctors Helped Her Die Viewed: 30/09/2024 Available at:
https://www.thefp.com/p/zoraya-ter-beek-dead-assisted-suicide.

% Wilkinson, D., Savulescu, J., Alfie Evans and Charlie Gard-should the law change?. BMJ (Clinical research
ed.), 361,k1891. (2018) https://doi.org/10.1136/bmj.k1891.

10 Jonas, M., Ryan, S., (2021) The Discourse of Dignity in the Charlie Gard, Alfie Evans and Isaiah Haastrup
Cases, Medical Law Review, 29(1) 24-47, https://doi.org/10.1093/medlaw/fwaa038.

1 Ibid.

12 Ibid.
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someone decides to voluntarily ‘give up her right to life’? Do patients have a ‘right to die’?
What happens if a patient’s relative does not want to give it up, and wants to pursue further
treatment, even though treatment proved to be futile? Euthanasia is an ancient Greek term
adapted as "good death" in English,™® meaning that instead of a painful, and undignified death,
through euthanasia patients can experience a relatively “good death.”** Besides euthanasia,
which tends to be the most well-known term, there are other end-of-life decisions relating to
palliative care that can pose legal and ethical questions. The laws governing assisted dying
practices vary from nation to nation because there is no comprehensive regulation about end-
of-life decisions within the framework of international law.'® Nevertheless, the issue’s
pertinence from a human rights perspective is undeniable.’® My aim in this paper is to explore
how palliative care and different types of assisted dying: physician-assisted suicide and
euthanasia can be attached to one’s basic human rights. I would like to investigate how countries
in Europe legislate these acts domestically and to what extent these legislations differ from each
other. Exploring the exact national regulation on end-of-life decisions in four countries, namely:
Belgium, Switzerland, the United Kingdom, and Hungary will outline an extensive spectrum
of types of end-of-life legislation. Additionally, I aim to explore how assisted dying is viewed
by the European Court of Human Rights, by researching five cases and elaborating on how the
ECtHR assesses them, and what kind of similarities and differences can be seen between the
cases. I wish to draw a conclusion on its jurisprudence and answer three research questions.
First, to which human right is the question of end-of-life decisions most closely related? My
hypothesis is that in this regard the most relevant right under the ECHR is the right to respect
for private and family life. Secondly, have the ECtHR’s decisions had an impact on Member
States’ domestic legislation on end-of-life decisions? My hypothesis for this research question
is that these decisions are not that influential on the State’s legislation because the ECtHR grants
a margin of appreciation to countries in issues regarding end-of-life. However, it could generate
the start of a public discussion on end-of-life decisions, which eventually could lead to changes

in domestic legislation. Despite this negative hypothesis, thirdly I asked, whether there is an

13 Honderich T., (2005) The Oxford Companion to Philosophy (2 ed.) Euthanasia
https://doi.org/10.1093/acret/9780199264797.001.0001 .

14 Guenter, L., Assisted Death in Europe and America: Four Regimes and Their Lessons (2010; online edn,
Oxford Academic, 1 Jan. 2011), https://doi.org/10.1093/acprof:0s0/9780199746415.001.0001.

15 Zaman, S., Inbadas, H., Whitelaw, A., & Clark, D. Common or multiple futures for end of life care around the
world? Ideas from the 'waiting room of history'. Social science & medicine (1982), 2017, 172, 72-79.
https://doi.org/10.1016/j.socscimed.2016.11.012.

16 Frank, B., Gwyther, L., 'Human rights issues', in Cherny, N., and others (eds), Oxford Textbook of Palliative
Medicine, 5 edn, Oxford Textbook (Oxford, 2015; online edn, Oxford Academic, 1 Apr), 323-334
https://doi.org/10.1093/med/9780199656097.003.0101.
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evolution in the European Court of Human Rights’ jurisprudence regarding the issue. To which
the answer is affirmative, ECtHR is developing in assessing the issue of end-of-life decisions

more precisely.

2. Methodology

During my research, I pursue a comparative approach and compare the legislation of assisted
dying in different countries. I identify the similarities and differences between them and outline
a wide range of models on end-of-life decisions. I also compare the ECHR’s relevant articles
and the different cases before the ECtHR regarding end-of-life decisions. Mostly using sources
in English, I researched academic papers, the most relevant laws and criminal codes of the
chosen countries, the cases before the European Court of Human Rights and the European
Convention on Human Rights. Additionally, I used qualitative deep-interview analysis, based
on the interviews I conducted with three Hungarian experts: Dr Aniko6 Kussinszky (Senior Legal
Advisor at Office of the Commissioner for Fundamental Rights), Dr. Katalin Hegedis
(Chairman for the For Dignity Foundation [Méltosageért Alapitvany]), and Dr. Péter Stanicz
(human rights lawyer represented Mr. Karsai before the ECtHR). In the first part of my paper,
[ will evaluate all the relevant definitions connecting to the issue. The reader will gain an insight
into the theoretical framework of end-of-life decisions. In the second part, I will give a detailed
overview of each country’s (Belgium, Switzerland, the United Kingdom, and Hungary) national
legislation on end-of-life decisions. Lastly, I look into the the link between human rights and

end-of-life decisions by investigating the decisions of the European Court of Human Rights.

3. Specific remarks on end-of-life decisions

Since the beginning of medicine, the doctor's main responsibility has been to help their patients
and refrain from harming.!” However, controversy regarding this concept is definitely not a new
one as medical futility emerged in the early periods of medicine as well, with Hippocrates

teaching his students “fo refuse to treat those who are overmastered by their diseases, realizing

17 Ko, Danielle N., and Craig D. Blinderman, 'Withholding and withdrawing life-sustaining treatment (including
artificial nutrition and hydration)', in Nathan Cherny, and others (eds), Oxford Textbook of Palliative Medicine, 5
edn, Oxford Textbook (Oxford, 2015; online edn, Oxford Academic, 1 Apr. 2015), 323-334
lhttps://doi.org/10.1093/med/9780199656097.003.0108.
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that in such cases medicine is powerless.”*® People now have a different medical profile, they
have more comorbidities — meaning that different medical conditions are present
simultaneously in the patient — and a longer life expectancy as well.*® This advancement in the
healthcare industry and society made decision-making complex at the end of life. "Doing
everything medically possible" and "ensuring the patient does not suffer" must be balanced.?
It also made the establishment of an adequate system necessary, capable of providing comfort
and care to people with terminal illnesses, which are hospice care and palliative care. While
both approaches are used when dealing with a fatal illness at the end of life, there are differences
between them. Palliative care’s main objective is to maintain the terminally ill patient’s life
quality and the patient’s care partners through managing the patient’s symptoms effectively and

t.?! Palliative care must be personalized

providing spiritual, social, and psychological suppor
starting as early as a person’s diagnosis and can happen alongside curative treatments for the
disease.?? Hospice care is provided during the final months of a patient's life,? placing a big
emphasis on supporting and comforting the family of the patient. It may may happen at a

nursing home, at home of the patient, a hospice, or a hospital.?*

3.1. Withholding/withdrawing life-sustaining treatment

Today, the main essence of the withholding or withdrawing life-supporting treatment is to cease
the pursuit of further therapeutic options for the given problem of the patient.?® It can include
the medical treatments being withheld or withdrawn, or a decision not to transfer the patient to

1.26

the hospital.”® Another important aspect that must be highlighted is that withholding or

withdrawing treatment is not a form of abandonment, because it should include a plan that

18 Scannell, K., & Henry, S. C. (2002) Medical Futility. The Permanente journal, 6(1), 52-54.
https://doi.org/10.7812/TPP/02.989.

¥ Hamidi, M., & Joseph, B. (2019) Changing Epidemiology of the American Population. Clinics in geriatric
medicine, 35(1), 1-12. https://doi.org/10.1016/j.cger.2018.08.001.

20 yan Beinum, A., (2023) Challenging the logic of lifesaving in the intensive care unit. Social science &
medicine 321, 115769. https://doi.org/10.1016/j.socscimed.2023.115769.

21 Max Watson, and others (eds), 'Introduction’, in Oxford Handbook of Palliative Care, 3 edn, Oxford Medical
Handbooks (Oxford, 2019; online edn, Oxford Academic, 1 July 2019),
https://doi.org/10.1093/med/9780198745655.002.0012.

22 Mount, B., Hanks, G., McGoldrick, L., (2006) The principles of palliative care, ABC of Palliative Care
(Second edition).

23 National Institute on Aging, What Are Palliative Care and Hospice Care? Viewed: 17 September 2024,
Available at: https://www.nia.nih.gov/health/hospice-and-palliative-care/what-are-palliative-care-and-hospice-
care.

2 Ibid.

%5 Chambaere, K., Bernheim, J. (2018) End-of-Life Decisions. In: MacLeod, R., Van den Block, L. (eds)
Textbook of Palliative Care. Springer, Cham. https://doi.org/10.1007/978-3-319-31738-0_91-1.

% Tbid.
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provides further care or symptom management for the patient.?” A wide range of procedures are
commonly withdrawn or withheld at the last stage of life, for example: “cardio-pulmonary
resuscitation, intubation, mechanical ventilation, artificial nutrition and hydration, kidney
dialysis, surgery, and antibiotics treatment.”?® According to the Islamic, Orthodox Jewish, and
Catholic authorities artificial nutrition and hydration differ from other medical treatments and
must be assessed in another way, for example, the Catholic church believes it to be a humane
care.?® However, in the countries’ jurisprudence, artificial nutrition and hydration are treated
the same as other medical treatments.’® Whether to differentiate between withholding or
withdrawing is a subject of discussion. On one side a moral distinction could be made as
withholding is an act by omission, and withdrawing is an act by commission. On the other side
according to the Western bioethical perspective, there is no need to morally distinguish one
from the other.®! The developed countries’ jurisprudence seems to favor the second approach
and leans toward accepting moral equivalency between the two.>? It is also worth mentioning
that while there is no legal or ethical distinction, the two acts can have different moral or
psychological effects on the physician, the patient, or the family members.® While in developed
countries (examples) it tends to be legal most of the countries have a different approach to
withdrawing or withholding treatment.®* On the contrary in developing countries (examples) it

is illegal or doesn’t have a certain legal status.®®

?7Ko, Danielle N., and Craig D. Blinderman, 'Withholding and withdrawing life-sustaining treatment (including
artificial nutrition and hydration)', in Nathan Cherny, and others (eds), Oxford Textbook of Palliative Medicine, 5
edn, Oxford Textbook (Oxford, 2015; online edn, Oxford Academic, 1 Apr. 2015), 323-334
lhttps://doi.org/10.1093/med/9780199656097.003.0108.

2 Ibid.

2 May, W.E. (2008) Caring for Persons in the “Persistent Vegetative State” and Pope John Paul II’s March 20
2004 Address “On Life-Sustaining Treatments and the Vegetative State”. In: Tollefsen, C. (eds) Artificial
Nutrition and Hydration. Philosophy and Medicine, vol 93. Springer, 2008. https://doi.org/10.1007/978-1-4020-
6207-0_3.

% Tbid.

31 United States (1982). President's Commission for the Study of Ethical Problems in Medicine and Biomedical
and Behavioral Research. United States code annotated. United States, Title 42 Sect. 300v as added 1978.

32 Chambaere, K., Bernheim, J. (2018) End-of-Life Decisions. In: MacLeod, R., Van den Block, L. (eds)
Textbook of Palliative Care. Springer, Cham. https://doi.org/10.1007/978-3-319-31738-0 91-1.

% Ibid.

34 Mendelson, D., & Jost, T. S. (2003). A Comparative Study of the Law of Palliative Care and End-of-Life
Treatment. Journal of Law, Medicine & Ethics, 31(1), 130—-143. https://doi:10.1111/1.1748-
720X.2003.tb00063.x.

% Blank, R.H. (2011). End-of-life decision making across cultures. Journal of Law, Medicine & Ethics, 39, 201—
214 https://doi.org/10.1111/j.1748-720X.2011.00589.x.
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3.2.  Alleviation of pain or other symptoms

Managing pain and symptoms during the final stages is a key element in palliative care, usually
by administering progressively higher dosages of morphine or sedatives.®® Regarding
symptoms besides pain, other four intensify near death: lack of appetite, drowsiness,
dyspnoea,®’ and fatigue.>® What seems to be problematic with this decision, and may arouse
fear is that if the physician provides the opioids in a higher dose, it may have different side
effects, or it hastens the death of the patient.*® Actively and intentionally hastening the death of
a patient without their consent is considered illegal around the world.*® Nevertheless, relieving
the pain is an essential part of both palliative and hospice care, and has a significant role during
the process of withdrawing life-prolonging therapies. Another term, which must be discussed
is palliative sedation, which means the usage of drugs to achieve various states of
unconsciousness, in patients who are close to death to relieve their unbearable and refractory
symptoms.*’ On the one hand, it can be light sedation, during which the patient can
communicate, and on the other hand, it can be deep sedation, which means that the patient can’t
do that. Ethical concerns could be raised especially with deep sedation as it could have life-
shortening side effects.*? For this reason, all types of sedation should be proportionate for the
intended purpose of relieving suffering and deep sedation can only be applied in the patient’s
last phase of life, meaning the last days.*® Sedation that is continued until the last moment is
continuous deep sedation, and it is often the subject of controversy as some fear that it results in

t.** The fear stems

a potential grey area between euthanasia and intensified symptom treatmen
from the fact that physicians do not need explicit permission from the patient to apply

continuous deep sedation, therefore it provides more space for abuse than euthanasia, for which

36 Chambaere, K., Bernheim, J. (2018) End-of-Life Decisions. In: MacLeod, R., Van den Block, L. (eds)
Textbook of Palliative Care. Springer, Cham. https://doi.org/10.1007/978-3-319-31738-0 91-1.

%7 Difficulty with breathing. (Oxford Reference, Dyspnoea, Viewed: 20/10/2024 Available at:
https://www.oxfordreference.com/display/10.1093/oi/authority.20110803095738703.

38 Cheung, W. Y., Barmala, N., Zarinehbaf, S., Rodin, G., Le, L. W., & Zimmermann, C. (2009). The association
of physical and psychological symptom burden with time to death among palliative cancer outpatients. Journal
of Pain & Symptom Management, 37(3), 297¢304. http://dx.doi.org/10.1016/].jpainsymman.2008.03.008.

39 Chambaere, K., Bernheim, J. (2018) End-of-Life Decisions. In: MacLeod, R., Van den Block, L. (eds)
Textbook of Palliative Care. Springer, Cham. https://doi.org/10.1007/978-3-319-31738-0 _91-1.

40 Ibid.

41 Bookbinder, M., & McHugh, M. E. (2010). Symptom management in palliative care and end of life care. The
Nursing clinics of North America, 45(3), 271-327. https://doi.org/10.1016/j.cnur.2010.04.002.

42 Hasselaar, J. (2019). Palliative Sedation: A Medical-Ethical Exploration. In: MacLeod, R., Van den Block, L.
(eds) Textbook of Palliative Care. Springer, Cham. https://doi.org/10.1007/978-3-319-77740-5_92.

43 Ibid.

44 Ibid.
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t.*> However, the distinction can be made because, during palliative

consent is a requiremen
sedation, the death is attributed to the illness and not to the act of the physician and the sedatives’

dosages are different as well.*®

3.3. Assisted dying: Euthanasia, physician-assisted suicide, and assisted suicide

Euthanasia is the most well-known term regarding end-of-life decisions, however, what exactly
falls under is not precisely known. An obsolete categorization of euthanasia based on morality
divided it into passive and active forms, meaning passive euthanasia = “letting die” and active
euthanasia = “’killing”.*” An opposing argument by James Rachel written in 1975 became highly
publicized, stating that no moral distinction could be made between the two, because “letting
die”® also requires an act, the act not to do anything, and in fact, it is often slower and more
painful.*® Based on nowadays perception the categorization of euthanasia into passive and
active forms is an outdated classification.®® The Netherlands’s definition describes euthanasia
well, stating that it means: ‘the administering of lethal drugs by a physician with the explicit
intention to end a patient’s life on the patient’s explicit request.”! According to this approach,
the act specifically entails injecting the patient with two different kinds of drugs: first,
barbiturates, which put them into a coma, and then, neuromuscular blockers, which paralyze
the respiratory muscles.®® Another important distinguishment should be made on the basis

consent of the patient: voluntary euthanasia, involuntary euthanasia, and nonvoluntary

% Quill TE, Lo B, BrockDW. (1997). Palliative options of last resort: a comparison of voluntarily stopping eating
and drinking, terminal sedation, physician-assisted suicide, and voluntary active euthanasia. JAMA. 278(23):
2099-2104. https://doi.org/10.1001/jama.278.23.2099.

46 Broeckaert B. (2011) Palliative sedation, physician-assisted suicide, and euthanasia: “same, same but
different”. The American journal of bioethics: AJOB ;11(6):62—64.
https://doi.org/10.1080/15265161.2011.577518.

47 Brassington I. (2020). What passive euthanasia is. BMC Med Ethics 21(1), 41. https://doi.org/10.1186/s12910-
020-00481-7.

48 Rachels J. (1975). Active and passive euthanasia. The New England journal of medicine, 292(2), 78—80.
https://doi.org/10.1056/NEJM197501092920206.

49 Ibid.

%0 Aniké Kussinszky in discussion with the author, 17th October 2024, Katalin Hegediis in discussion with the
author 7th October 2024, Péter Stanicz in discussion with the author, 8th October 2024.

51 Onwuteaka-Philipsen, B. D., Brinkman-Stoppelenburg, A., Penning, C., de Jong-Krul, G. J., van Delden, J. J.,
& van der Heide, A. (2012). Trends in end-of-life practices before and after the enactment of the euthanasia law
in the Netherlands from 1990 to 2010: a repeated cross-sectional survey. Lancet, 380(9845), 908-915.
https://doi.org/10.1016/S0140-6736(12)61034-4.

52 Materstvedt, L. J., Bosshard, G. (2015). Euthanasia and palliative care. In: Cherny, N; Fallon, M; Kaasa, S;
Portenoy, R; Currow, D. Oxford Textbook of Palliative Medicine. Oxford: Oxford University Press, 314-322.
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euthanasia.’® According to the legislation of States legalizing euthanasia, it can only happen
upon the request of the patient, therefore it can only be voluntary euthanasia.>® The involuntary
nature means that the patient is capable of making a decision, but did not request euthanasia,
while the nonvoluntary nature means that the patient is not capable of voluntarily requesting
euthanasia, because he is not mentally competent to make a decision.>® In most European
countries these terms are not even called euthanasia and are regarded as “the termination of life

without the patient s explicit request ”, which is illegal in all jurisdictions around the world.>®

How the two other concepts of assisted dying (PAS and assisted suicide) differ from euthanasia
is based on the execution of the acts. While during euthanasia the physician is the final actor,
during PAS and assisted suicide the patient is.>” Physician-assisted suicide means that the
patient voluntarily self-administer the lethal medication, which was provided to him by the
physician.’® On the contrary, during assisted suicide, the lethal drug is handled to the patient by
a layperson and not a medical professional.>® While PAS is legal in a number of countries (the
Benelux countries, Germany, Austria, Spain, and some States in the USA), assisted suicide is
considered to be illegal in most jurisdictions, with an exemption in Switzerland.®® A common
thread in the different forms of assisted dying is that all of them can only happen if the patient

voluntarily requests it.5
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4. National legislation on end-of-life decisions

4.1. Belgium

Belgium is considered to follow a liberal approach in assessing end-of-life decisions in contrast
to other European countries, as they legalized physician-assisted suicide and euthanasia with
the Euthanasia Act, which came into force in September 2002.%? According to the Belgian
model assisted dying and palliative care exist side by side, but rather than being opponents of
each other, assisted dying becomes part of palliative care, when the latter proves to be futile.®3
This is a unique approach compared to the other countries I will elaborate on. In fact, the
legalization of euthanasia is seen to have contributed to the advancement of palliative care.®*
Nothing proves this better than the fact, that a law concerning palliative care was also adopted
in the same year.®® The law ensures that each and every citizen is entitled to be informed about
his condition and to receive adequate palliative care, including that it is accessible to the
patients.®® A notable development is that by the precise legislation of active aid in dying and

palliative care the amount of life-ending procedures performed without the consent of the

patient has declined.®’

Regarding the exact decisions in the sphere of end-of-life, the Belgian law is wide-ranging,
from which I will only deal with the most relevant sources according to the subject of my
research. The first one that should be mentioned is the Law on Patients’ Rights, Article 8 of it
ensures that grants patients can refuse or withdraw their consent for a ‘medical intervention’.®®
This right also ensures an ‘advance refusal’, which means that the patient can make a written

statement refusing a given medical intervention prior, while he is able to do 50.%° The physicians
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should avoid continuing a treatment that has proved to be futile, therefore withholding or
withdrawing treatment can also be performed out without the patient’s explicit request.”® Going
further, Article 11 of the Law on Patients’ Rights states that a physician must provide
assistance to a patient experiencing pain near death and to sufficiently relieve their suffering.’*
Palliative sedation or terminal sedition is not explicitly mentioned in the legislation, however,

some related principles are covered in the Law on Patients’ Rights.”

Moving on to the regulation of assisted dying, the most significant source of law is the
Euthanasia Act, providing a detailed description of the procedure of legal euthanasia. First
Chapter I Section 2 of the Act starts with a definition and defines euthanasia as the following:
“For the purposes of this Act, euthanasia is defined as intentionally terminating life by someone
other than the person concerned, at the latter’s request.”’® Chapter II. Section 3. describes the
condition which has to be met by the patient to be able to request the ending of his life, and the
physician’s duties. It requires that while making the request the patient is conscious, its request
is voluntary and made in writing, free from any external pressure, and that “the patient is in a
medically futile condition of constant and unbearable physical or mental suffering that can not
be alleviated, resulting from a serious and incurable disorder caused by illness or accident, 14
Regarding the duties of the physician, he must provide every detail to the patient about his life
expectancy, health condition, any potential treatment options, and what their outcome would
be.”™ The physician must also be sure of the permanent character of the physical or mental
suffering of the patient, along with that the request made on their behalf is entirely voluntary,
through several conversations over a “reasonable period of time”.® Additionally, another
physician needs to be consulted to discuss the terminal nature of the disorder and the consulted
physician “must be certain of the constant and unbearable physical or mental suffering that
cannot be alleviated” of the patient by analyzing its medical record and examining the patient.”’
If the patient is “clearly not expected to die in the near future”,’® as the cause of his suffering

is a mental disorder, consultation is required with a second independent physician, it can be a

specialist in the disease in question or a psychiatrist.”® This consulted physician should also be
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sure that every procedural requirement is met. Another criterion in this case is that the time
between the written request and the euthanasia must be at least one month.® Further, Chapter
III. Section 4. makes a crucial distinction and details how euthanasia could be performed on an
advance written request. The patient may prepare an advance directive for the time when he is
unable to articulate his wishes.2! In this case, other criteria for euthanasia include that the
situation of the patient is irreversible and he has lost consciousness.®? Apart from this, the
procedure of euthanasia in this instance is essentially similar to the current written request,
implying that another physician must also be consulted about the condition of the patient
focusing on its irreversibility.2® For euthanasia to be legal the physician is required to register

it with Federal Control and Evaluation Commission.®*

A debated aspect of this law is its amendment, which abolished the biological age requirement
for euthanasia and many consider it to be the proof of a ‘slippery slope’.® It made possible that
euthanasia can be performed on a patient who is a minor, who is judged to have a “capacity of
discernment” and voluntarily request euthanasia, regardless of their biological age.®® In these
cases, the physician is required to consult with a child psychologist or psychiatrist, and the legal
representative of the minor must also consent to the procedure.®” A distinction is made from
adult patients, as minors can only request euthanasia “for constant and unbearable physical
suffering that cannot be alleviated and that will result in death in the short term” 88 Besides this
difference — that they cannot request euthanasia for mental suffering — minor patients have to

t.89

comply with all other criteria set in the Act.®” The argument supporting this view was that

minors with terminal illnesses mature more rapidly.*

Physician-assisted suicide has an ambiguous legal status because it is neither specifically

prohibited by the Euthanasia Act nor criminalized under the Belgian Criminal Code, however,
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it is legal if it is performed according to certain criteria.®* The latest amendment of the Belgian
Criminal Code makes incitement to suicide a crime in Belgium. Article 109 states that
incitement means a deliberate performance of an act likely to cause a person to commit
suicide.%? Despite this new legislation, physician-assisted suicide remains legal in Belgium, and
it was reaffirmed that assisted suicide is distinguished from incitement in suicide.®® Regarding
its relation to euthanasia, during the drafting of the Euthanasia Act, it was intentionally left out,
arguing that in principle physician-assisted suicide is the same as euthanasia. It was suggested
by the Council of State to regulate assisted suicide according to the Euthanasia Act, which was
later confirmed by the Order of Physicians, highlighting how assisted suicide is analogous to

euthanasia if the provisions of the Euthanasia Act are followed.**

4.2. Switzerland

At first glance, thinking of Switzerland’s approach to end-of-life the first thing that can come
into one’s mind is “death tourism”. The legislation of assisted dying and palliative care in
Switzerland may seem futuristic and unusual, contradicting the previously discussed Belgian
model in some aspects, and is even further away from the legislation of the United Kingdom
and Hungary. Compared to Belgium the most prominent distinction is that the Swiss law does
not recognize the concept of euthanasia. Further, palliative care and assisted dying are not in
close collaboration with each other.®® In Switzerland, they refer to assisted dying as
‘Sterbehilfe’, which covers all medical behavior regarding the termination of life, or potentially
shortening life.*® Under the concept of ‘Sterbehilfe’, there are four distinct categories: active,
passive, indirect, and assisted suicide.®” Each category refers to different medical acts or
omissions and is regulated differently. Under passive ‘Sterbehilfe’, they refer to withdrawing

or withholding a life-sustaining treatment, which is legal and there is slightly any distinction
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made between competent or incompetent patients.?® One intriguing feature is that competent
patients have the freedom to decline therapy at any point during their illness, not only in end-
of-life circumstances.” Indirect ‘Sterbehilfe’ refers to alleviating or managing the pain or other
symptoms of the terminally ill patient including terminal sedation.'®° Active ‘Sterbehilfe’ means
ending the life of a terminally patient to relieve his suffering on purpose.'®* Unlike the previous
ones active ‘Sterbehilfe’is illegal under Article 113 and 114 of the Federal Penal Code. Article
113 criminalizes non-voluntary active ‘Sterbehilfe’, which is taking the patient's life against his
will as manslaughter.!%? Article 114 criminalizes voluntary active ‘Sterbehilfe’: euthanasia, as
“Homicide at the request of the victim 1% which is less serious than murder committed without
the consent of the victim. 1% The next provision article 115 legalizes the last category of
‘Sterbehilfe’: assisted suicide, and states that inciting or assisting someone in suicide is a crime
if it was out of selfishness.}%" It logically follows that a person who provides assistance to
someone in committing suicide cannot be prosecuted under Article 115 if his motives are not
selfish.1% Suicide of sick people is recognized as a freedom for which support may be
considered, however, an absolute right to assisted suicide is not recognized.'®” The law makes
the operation of five right-to-die organizations — providing assistance in suicide for people
seeking to terminate their life over medical reasons — legal.}®® The criterion for their legal
operation is that they cannot be profit-making ventures, to comply with Article 115 and must
ensure that the patient asking for assistance understands the implications of their request and is

competent.’% An argument that is often raised against this legislation is that there is no
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comprehensive regulation on the profile of patients who can request assisted suicide.''® The
organizations are allowed to use their own criteria in accordance with their best judgment, as
long as they comply with the law.!'! For instance, Exit—German Switzerland provides
assistance only to members. To become a member, one must be at least 18 years old, have Swiss
citizenship, or foreigners should have a second residency within the country.’'? As for the
request, it must be made in person and must be accompanied by proof that the person has a
terminal illness, or some kind of serious disability that results intolerable pain without prospect
of relief.® While Dignitas got a lot of attention worldwide because it offers assistance in
suicide to foreigners, and because the organization’s non-profit nature is questionable, as it
requires a substantial fee for assistance in suicide.!’* What makes the Swiss model unique
besides the operation of these organizations compared to other parts of the world, is that the
suicide is not assisted by a physician but rather by a volunteer, who is usually a layperson.
Because of this rather liberal approach and slim legal framework, what determines the incidence
of aid in dying in the country is not the legality of assisted suicide but the work of these

organizations.*®

4.3.  United Kingdom

The United Kingdom’s end-of-life decisions regulations are entirely different from those the
two countries previously discussed. To begin with, the legal framework is different as a common
law system operates, meaning that creating precedents through legal rulings is just as important
as the passing of legislation.*'® This approach could greatly speed up the legislation process, if

the judges were to take an activist role, however so far they have declined to do so.!!” Under
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this legislation assisted dying, both euthanasia and any form of assisted suicide is illegal. The
‘Suicide Act 1961’ regulates assisted suicide, while suicide became legal under Section 1 of this
Act, any assistance or incitement in suicide remained illegal under Section 2.!'® The act
qualifies as an offense — for which the sentence can be 14 years — if it is “capable of
encouraging or assisting the suicide or attempted suicide of another”, with the explicit
intention of doing it.!® In practice conviction under this section rarely happens.'? It is visible
that euthanasia is not included in this Act, however, it is criminalized and subject to criminal

penalties under murder.*?! There is no distinct category for euthanasia under murder; neither

1122 t,123

the fact that the patient is terminally il1*““ nor the consent of the patien is a mitigating factor
in relation to the offender’s innocence or guilt.'?* What can be used as partial defense and can
reduce the offense from murder to manslaughter in these cases are the following: “loss of
control, diminished responsibility, or suicide pact.”**® Over time, some efforts have been
undertaken to make a distinct offense as “mercy-killing”, however, these proved to be
unsuccessful.}?® Going even further, many attempts have also been made to legalize assisted
dying, which all failed so far.'?’ However, a change could come in the legislation, as a new bill
on the legislation of assisted dying was formally introduced to the parliament recently, and the
parliament is debating on it just now. The Bill suggests that terminally ill people who are
expected to die within six months could choose to end their lives with assistance.!?® As assisted
dying in these forms is illegal, assisted dying is separated from palliative care in any way.
Regarding other end-of-life decisions, the regulation is more indulgent. In the event of a refusal
of life-prolonging treatments, the is made distinction on the patient’s competence. Competent

patients can refuse life-prolonging treatments, as these can only happen with their explicit
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consent.'?® However, the patient cannot challenge the professional judgment of the physician,
meaning that the treatment will not be continued if it does not serve the best interests of the
sick.13® According to the Mental Capacity Act 2005 Section 24, competent patients can make
an “advance decision to refuse treatment” prior to the occasion when they are incapable of
making such decisions.**! This should include the treatments that the patient is refusing and the
situation when it should be applicable.®? In the case of an incompetent patient without any
advance refusals, a proxy or surrogate may make decisions on whether to refuse treatment.'*
Regardless of whether the proxy was chosen by the patient when he was competent or was
judicially appointed, he must make his decision according to the detailed provisions of Section
4 of the Mental Capacity Act 2005.13* In addition to the patient's best interests, the decision-
maker must take into account the patient's beliefs as well as any feelings or desires they may
have had in the past or present.!® As has been repeatedly highlighted, the treatment can only
be continued if it serves the patient’s best interest. Therefore, withdrawing or withholding
treatment is legal if the treatment proves to be futile as was decided in the case of Anthony
Bland by the House of Lords. 3 Another feature that is unique in this legislation is the principle
of ‘Medical Exception’. The concept means that some acts done by medical expertise would
constitute a crime if it was done by someone else, a layperson.'®” Moving forward, managing
pain and other symptoms is also common practice, as it is considered that the aim of the
physician is to minimize the suffering of the patient.® The legal framework does not address
palliative sedation specifically, however, the relevant legal requirements like consent, the best

interest, and the mental capacity of the patient are applicable.*®
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4.4. Hungary

Hungarian legislation on end-of-life decisions is considered conservative compared to
Belgium’s and Switzerland’s. Under this legislation, Act C of 2012 on the Criminal Code
criminalizes assisted suicide and euthanasia.’*® Euthanasia is criminalized under Section 161 as
“Voluntary manslaughter”, for which the sentence is lighter compared to murder.*! Assisted
suicide is criminalized under the next section, Section 162, as “Aiding and Abetting Suicide”,
If the persuaded individual is older than eighteen, the sentence is lighter; if he is younger than
eighteen, the sentence is heavier.}*? A new aspect, compared to the criminal ban in the United
Kingdom, is that the Criminal Code has extraterritorial jurisdiction.*® Therefore, helping
a Hungarian terminally ill patient, who would like to end his suffering to go to Switzerland
constitutes a crime, and the legislation accepts no excuses, even in the sphere of non-Hungarian
citizens. Therefore, the patient’s autonomy to decide on his death can only be exercised through
the right to decide on whether to refuse treatments. This right was introduced into the Hungarian
legal system with Article 20-23 of the Act CLIV of 1997 on Health, which details under what
conditions can this right be exercised and by whom.** Regarding the majority of issues relating
to treatment, the patient is free to make decisions and communicate his wishes, including that
in the event of refusal later he is free to change his mind at any moment, even without
reasoning.!*> As to what treatments can be refused, Article 20 (3) prescribes that life-sustaining
or life-saving interventions can only be refused “if the patient suffers from a serious illness
which, according to the current state of medical science, will lead to death within a short period
of time even with adequate healthcare, and is incurable” **® This section of the Act has come
in for a lot of criticism because it uses vague terms, like “short period of time” or “adequate
healthcare” whose meaning is difficult to define. Additionally, the procedure for the practice
of the right is inefficient, as it is quite circumstantial. Article 20 (4) prescribes that the refusal
should be done through “a public deed or in a private deed with full probative value”, which
can only come into effect after a committee of three physicians has made sure that the “patient
took his or her decision in full cognizance of its consequences” and after which three days later

the patient confirmed his or her wish to refuse treatment.'#’ In practice, this construction is quite
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unrealistic, because if the patient is in the condition to go through the procedure, he probably
does not want to die, and if he wishes to die, he is no longer in a condition to participate in the
procedure. Therefore, there is another option the ‘living will’, meaning that a person chooses
to make the refusal in advance: “a person with full disposing capacity may refuse in a public
deed, for the event of his eventual subsequent incapacity” **® According to Péter Stanicz, the
‘living will” has the biggest potential in ensuring that the patients can decide on their deaths, as
it makes it possible for people to make considered decisions.**® This law is also relevant in the
question of alleviating symptoms and pain of terminally ill patients, as Article 99 regulates how
care for people with terminal diseases at the end of life should be conducted.'* It prescribes
that “the patient shall be entitled to palliative care to mitigate pain, alleviate physical symptoms
and emotional suffering, and to have family members and other significant persons at his or

her side”,*®! aiming to ensure the highest possible quality of living and preserve his dignity.

152
According to Katalin Hegediis, a developed hospice and palliative care could be the alternative

to assisted dying, what is the difficulty is that in Hungary these are not that developed.>

5. End-of-life decisions under international human rights law

5.1. End-of-life decisions under the European human rights protection system

It is visible that withdrawing or withholding treatment, pain and symptom management,
palliative sedation, and refusing treatment are less controversial end-of-life decisions.
Regarding assisted dying, there is no consensus between the states, in fact, their approaches and
attitudes in the domestic legislation towards the issue differ significantly.’® The legal
framework of universal international human rights law barely mentions end-of-life decisions,
therefore I will elaborate on how end-of-life decisions are reflected in the European Convention
on Human Rights (ECHR), and in the jurisprudence of the European Court of Human Rights
(ECtHR). The ECHR, the most significant human rights instrument in Europe, was drafted after
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World War II and finally came into force in 1953 under the auspice of the Council of Europe.!®®
The articles of the treaty include positive and negative obligations imposed on the States.'®
Positive obligations compel countries to take action in order to achieve the intended result,
whereas negative ones demands them to abstain from a particular kind of behavior.*>" The role
of the European Court of Human Rights is to ensure that States respect the specific rights
outlined in the Convention.’®® The Court describes the Convention as a ‘living instrument’,
which means that “the rights enshrined in the Convention have to be interpreted in the light of
present-day conditions so as to be practical and effective.”** This also implies that the Court
formally is not bound by its recent jurisprudence and can depart from it if it has “cogent reason”
to do s0.1%% Exploring how the Court works, according to Article 34 of the ECHR people have
the right to submit a complaint to the ECtHR when the State has infringed upon their rights.6!
Applicants have to be direct victims of the violation and must meet the criteria of admissibility
set in Article 35, which means that they exhausted the domestic remedies, and complied with
the time limit of the Court, which is four months.'%? Each case first has to be determined to be
admissible by the court, which then moves on to consider its merits. Examining end-of-life
decisions in this case law, the doctrine of the margin of appreciation cannot be overlooked.
Through this doctrine, the Court grants a space for maneuvering in how they safeguard the
different rights enshrined in the ECHR.1® The doctrine seeks to protect human rights at the
domestic level because those authorities are thought to be better equipped to evaluate local
needs than international courts.!® Whether the Court grants a wider or narrower appreciation
to the States varies based on each case's unique circumstances and what kind of right in
question. The margin tends to be wider when a consensus is missing on behalf of the States on
how a certain right should be ensured, and when assessing specific issues, especially moral and
ethical concerns,'® like end-of-life decisions. Even though the ECHR does not raise the right

to decide on one’s death in either of its provisions, there are five articles closely relating in
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nature to end-of-life decisions. Victims who claimed that their rights had been infringed upon

in connection with end-of-life decisions also referred to these articles before the ECtHR.1%®

Another source of law worth mentioning, alongside the ECHR safeguards, the human rights
biomedicine and healthcare is the Oviedo Convention, formally Convention on Human Rights
and Biomedicine, which came into force in 1999,%%” and only 29 States ratified it.}°® The most
relevant sections of the Oviedo Convention for this paper’s objective are Article 5 and 6 about
consent in general and in the event of incompetent patients.’®® Article 5 prescribes that “an
intervention in the health field may only be carried out after the person concerned has given
free and informed consent to it”.}"° Article 6 prescribes specific measures on how medical
decisions should be taken in the event of, for example, minors, who are not able to give consent
or adults with mental disability.!"* Assessing the legal weight of the Oviedo Convention, it must
be noted that it is much less than the ECHR’s as it can only be enforced by the States’ domestic
legislation.!’? The Oviedo Convention’s provisions cannot be enforced by the European Court
of Human Rights, or by any other designated international judicial forum.'”® Consequently, I
will move on by addressing the articles of the ECHR alongside the European Court of Human

Rights’s relevant case law.

5.1.1. ECHR Article 2 on the right to life
Article 2 on the right to life states:

1. “Everyones right to life shall be protected by law. No one shall be deprived of his life
intentionally save in the execution of a sentence of a court following his conviction of a crime
for which this penalty is provided by law.

2. Deprivation of life shall not be regarded as inflicted in contravention of this Article when it

results from the use of force which is no more than absolutely necessary:
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in defence of any person from unlawful violence;
b. in order to effect a lawful arrest or to prevent the escape of a person lawfully

detained;

c. in action lawfully taken for the purpose of quelling a riot or insurrection. ™"

The right to life is “one of the most fundamental provisions in the Convention”, as the Court
described it.1” It includes both types of obligations on behalf of the States. Firstly, States must
protect the individual’s life by abstaining from unlawfully or intentionally taking it away, but
also safeguarding the people’s life within its jurisdiction.}’® They are also obliged to ensure an
adequate legal framework to guarantee protection, by applying preventive measures and there
is also a procedural obligation, meaning that they must have the capacity to carry out an
investigation effectively when these rights are violated.*”” The Court provides a comprehensive
list of numerous contexts in which these obligations are applicable.}’® However, the second part
of the Article suggests that this right is not absolute.!’® Additionally, Article 15 highlights that
derogation is possible from Article 2 in lawful acts of war.'®® As to assisted dying the Court
ruled that there is no ‘right to die’, on the contrary, the Court highlighted that Article 2 makes
the protection of the individual’s life a duty of the State.!8! On the other hand, this obligation
does not mean that it would prohibit the decriminalization of euthanasia, subject to conditions
to prevent abuse of the act.!®? Besides assisted suicide and euthanasia, the margin of
appreciation is also granted to states assessing withdrawing or withholding treatment.®® In this
context despite differences regarding the exact procedures, it is mostly allowed in the Council

of Europe’s Member States, unlike euthanasia and assisted suicide.!8*
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5.1.2. ECHR Article 3 on the prohibition of torture, inhumane and degrading
treatment

Article 3 on the prohibition of torture, inhumane and degrading treatment states:

“No one shall be subjected to torture or to inhuman or degrading treatment or punishment. ™

This article's relevance from the perspective of assisted dying stems from the claim that
depriving someone of the ability to choose how to end suffering, which is unbearable, could
add up to inhumane or degrading treatment.'8 However, there is no case law that would support
this argument, if there were, then the prohibition of assisted dying could not be justified. This
is because the prohibition under Article 3 is an absolute prohibition from which derogation is
not allowed under Article 15 under any circumstances.'®” Besides, States’ negative obligation
to avoid interfering with their rights, a positive obligation arises to protect individuals in three
aspects. These are the following: “an obligation to put in place a legislative and regulatory
framework of protection;, an obligation to take operational measures to protect specific
individuals against a risk of treatment contrary to that provision, and thirdly, an obligation to
carry out an effective investigation into arguable claims of infliction of such treatment.”*%® For
a case of unbearable suffering of a patient to amount to a breach of Article 3 it must reach a
“minimum level of severity” set by the ECtHR to be able to fall within the scope of Article 3.18°
In general, it is not easy to determine whether this factor has been reached, because the
assessment level for it can be relative, details of the case, such as how long the act lasted or
whether the victim was affected physically and psychologically.’®® Moving forward, the
motivation for the act should also be reviewed.!®! Regarding the types of acts, it can be torture,
inhumane treatment or punishment, and degrading treatment or punishment. The difference
between them originates from the intensity of the suffering which they cause.'®? The most
severe form of this act is torture, which is an ius cogens norm in international law.*®® The

difference between degrading and inhumane treatment is that the latter is intended to be
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humiliating or to diminish one’s dignity.'®* According to these criteria, it is unlikely that the
ECtHR will ever rule that the criminal prohibition on assisted dying amounts to either of these

acts.

5.1.3. ECHR Article 8 on the right to respect for private and family life
Article 8 on the right to respect for private and family life states:

1. “Everyone has the right to respect for his private and family life, his home and his
correspondence.

2. There shall be no interference by a public authority with the exercise of this right except such
as is in accordance with the law and is necessary in a democratic society in the interests of
national security, public safety or the economic well-being of the country, for the prevention of

disorder or crime, for the protection of health or morals, or for the protection of the rights and

freedoms of others. ™%

For end-of-life decisions the most relevant provision of the ECHR is the right to private life
because the principle of autonomy offers that individuals might possess a right to end their
lives.1% As to what is in the scope of this right, in addition to the exact provision, which includes
“his private and family life, his home and his correspondence,” the Court has defined the
concept broadly.!®” According to the case law, “private life includes a person’s physical and
psychological integrity” ** as well as one’s health.!%® Moreover, in the first end-of-life related
case Pretty v. the United Kingdom the Court decided that “applicant’s choice to avoid what she
considered an undignified and distressing end to her life fell within the scope article 8 .2%°
More specifically it even decided that this right also encompasses “the right to decide by what
means and at what point his or her life will end” in the Haas v. Switzerland judgment.?®
However, a margin of appreciation is granted to domestic legistlations regarding end-of-life
issues, and how they fulfill their positive and negative obligations under this right. Primarily,

States have a negative obligation with respect to this right to protect against arbitrary
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interferences with it.?°2 The positive obligations arise as States also have to guarantee that the
right is respected between private parties, by providing measures that secure respect for private
life.?%® States have a certain margin of appreciation in how they implement their obligations
under Article 8, the margin will be narrower when a “particularly important facet of an
individual's existence or identity is at stake”?°* however, it is wider when a consensus is
missing between the Member States.?®® Another aspect, which will be important is that the
nature of the right is not absolute and interference by the State is allowed if it pursues a

legitimate aim, necessary and lawful.2%

5.14. ECHR Atrticle 14 on the prohibition of discrimination

Article 14 on the prohibition of discrimination states:

“The enjoyment of the rights and freedoms set forth in this Convention shall be secured without

discrimination on any ground such as sex, race, colour, language, religion, political or other opinion,

national or social origin, association with a national minority, property, birth or other status. ™"’

From the case law of the ECtHR, it is visible that regarding end-of-life decisions, the prohibition
of discrimination is usually linked to assisted suicide.?® The ban on assisted suicide is argued
to create inequalities between people who can commit suicide and those are not able to because
of physical constraints.?®® A different argument that was used by Mr. Karsai concerned
discrimination regarding withholding or withdrawing life-prolonging treatments. The applicant
argued that the Hungarian law resulted in a difference in treatment, for those patients suffering
from a terminal illness who can refuse life-sustaining treatment and who cannot refuse such
treatment because of the nature of their illness, as they do not need life-prolonging treatment.
Regarding discrimination, the first aspect which should be explored is that on which ground it

is based. The article, besides providing a detailed list also includes ‘other status’, which leaves
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space for a broader interpretation.?!’ What falls under the scope of other status is not clear, the
case law provides both a narrow interpretation that uses only personal characteristics as a
benchmark and a more comprehensive perspective that takes into account any situation.?!!
Supporting the latter, the ECtHR stated that the listed grounds are illustrative rather than
exhaustive.?? An important distinction that must be drawn between Article 14 and other articles
is that it cannot be invoked alone, therefore any claim has to be in conjunction with a right
stipulated in the ECHR.?!® Discrimination can either be direct constituting a “difference in the
treatment of persons in analogous, or relevantly similar, situations” *** or indirect meaning that
a “difference in treatment may take the form of disproportionately prejudicial effects of a
general policy or measure which, though couched in neutral terms, discriminates against a
group”?® However, treating people in different situations the same also constitutes
discrimination, as under certain circumstances treating those people differently who, are in
different situations to correct “factual inequalities” is justified and failure to do so breaches
Article 14.21° To make the assessment of these cases reasonable the Court developed the
‘proportionality test’, which firstly weighs whether the aim of the difference in treatment was
legitimate. Secondly, it examines proportionality and if the means employed were appropriate

for reaching the desired aim.?!’

5.2. End-of-life decisions and the United Nations

Palliative care makes up a good amount of the World Health Organization’s work,?8 but other
than that the legal framework of universal human rights does not deal with medical decisions
such as assisted dying. The two most prominent universal treaties, namely, the International
Covenant on Civil and Political Rights (ICCPR) and the International Covenant on Economic

Social and Cultural Rights (ICESCR), both safeguard the same rights as the ECHR, the right to
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life,!® the right to private life,?? the prohibition of torture??! and the prohibition of
discrimination,??? from which the latter is included in both Covenants. As an universal human
rights judicial forum does not exist, where the provisions of these treaties could be
implemented, the European human rights protection system seems to be more significant from
the perspective of end-of-life decisions. Nevertheless, a subsidiary piece of law on the issue,
which could be mentioned is General Comment No. 36 on Article 6 of the ICCPR on the right
to life.?® The most relevant part is paragraph 10, which outlines the controversy that, States
should take adequate measures to “prevent suicides, especially among individuals in
particularly vulnerable situations”, but should allow adults who are “mortally wounded or
terminally ill.” to end their lives.??* The General Comment seeks to resolve the dichotomy by
specifying that the latter can only take place within a State where “robust legal and institutional

safeguards” exist.?®

6. Jurisprudence of the European Court of Human Rights in end-of-life decisions

6.1.  Pretty v. United Kingdom

The ECtHR’s first case relating to end-of-life decisions was the case of Pretty v. United
Kingdom. Mrs. Pretty suffered from a motor neuron condition, which is an incurable
degenerative disease affecting the muscles.??® Her wish was to control her death before reaching
the final stage of her disease, which is undignified.??” She wanted to end her life, but she could
not, as she was physically unable to do so. His husband was willing to help but under Section
2 of the 1961 Suicide Act, he could have been prosecuted for assisting.??® Mrs. Pretty argued
that her rights were violated under several Articles of the Convention, namely Article 2, 3, 8, 9,

and 14.22° Regarding Article 2 she argued that protecting “the right to life and not life itself”,
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should include the “right to choose whether or not to go on living”.%° The Court held that the
right to life “cannot without a distortion of language, be interpreted as conferring the
diametrically opposite right, namely a right to die” ! As to the alleged violation under Article
3, the Court stated that it is “beyond dispute that the respondent State has not, itself, inflicted
any ill-treatment on the applicant”.?*? From the assessment of the Court, it is visible that the
issue of deciding on one’s death most likely falls under the purview of the right to privacy. The
Court acknowledged that the desire for assistance in suicide is a part of "private life," but it
came to the conclusion that, under the second part of the Article, interfering with this "choice"
can be justified as "necessary in a democratic society," since it protects the right of others.?®
As to the freedom of thought, conscience, and religion, Article 9 the Court found no violation
and held that Mrs. Pretty is free to have her belief, however, it holds no relevance in the issue.?®*
The claim of the applicant on the alleged discrimination was dismissed as well, holding that

there is no ‘right to suicide’.?%®

6.2. Haas v. Switzerland

Mr. Haas applied to the ECtHR because he had been experiencing severe bipolar affective
disorder for more than two decades.?® His illness was a burden for him and made him unable
to live in a dignified manner, he had suicide attempts and was treated in psychiatric hospitals
several times.?®” Therefore, he joined Dignitas and asked for assistance in suicide, which
ambition proved to be unsuccessful as well, as he could not find a psychiatrist who would
prescribe him the lethal medication.?*® After exhausting the domestic remedies, the Applicant
filed his claim to the Court complaining of a violation of his “right to choose the time and
manner of his death”.*® The ECtHR noted that what Article 8 encompasses is the “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”.?®® However, the

question in this exact case was the existence of the positive obligation of domestic legislation
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to provide someone the means to end his life in dignity. As unlike Mrs. Pretty, Mr. Haas did not
have an incurable illness which made him infirm, consequently, he was able to commit
suicide.?*! The answer as to whether the right of the applicant in this case has been violated lies
in the margin of appreciation.?*? The Court highlighted that the criteria set to acquire a lethal
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drug “on the basis of a full psychiatric assessment is consistent with the State’s

responsibility and, therefore found no violation. The judgment also states that the positive

obligation lies under Article 2, and not under Article 8.4

6.3. Gross v. Switzerland

The second case filed against Switzerland in 2013 discussing end-of-life decisions concerned
Mrs. Gross an old woman, wishing to terminate her life to escape the misery resulting from the
gradual degradation of her mental and physical abilities.?*® She did not have a terminal illness
therefore she could not get a prescription for lethal drugs that she could end his life with.2%® As
her requests for an exemption had been denied in Switzerland, she filed a case before the Court,
where she claimed that her "right to decide by what means and at what point her life would
end" had been violated.?*’ First, the Court determined that Mrs. Gross's desire to acquire the
fatal medication is an aspect of Article 8, the right to respect for her private life.?*® Further, the
Court examined that States’ positive duty regarding Article 8 contain the implementation of
strategies to ensure that private life is respected between individuals “including both the
provision of a regulatory framework of adjudicatory and enforcement machinery protecting
individuals” **° Regarding the exact situation the Court held that “sufficient guidelines
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ensuring clarity are missing from the Swiss law as the situation of people like Mrs. Gross

was not regulated, therefore found that the applicant’s right was violated.?®! The lack of clear
legal regulation in the matter “is likely to have a chilling effect on doctors”,*? meaning that

otherwise, they might prescribe the lethal medication to someone in a similar situation such as
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Mrs. Gross.?®® However, a year later the case took an unexpected turn, and the judgment was

overruled by the Grand Chamber as it turned out that Mrs Gross had obtained the lethal

d,254 I't.255

medication meanwhile and die without her representative informing the Cou
Therefore, the Grand Chamber ruled nine votes by eight to declare this decision inadmissible
as it does not comply with the admissibility criteria and abused the right of individual

application.?®

6.4. Mortier v. Belgium

The case of Mortier v. Belgium is significant because its subject matter was whether the
procedure of euthanasia complied with the provisions of the ECHR. A patient’s son applied to
the Court, who did not know that his mother had started euthanasia proceedings.®’ As
euthanasia is legal in Belgium, this case did not concern whether the State should provide
euthanasia to a patient, but whether the procedure complied with the Convention. The applicant
argued that as the act was not performed accordingly and a thorough and efficient investigation
into the issue was missing, the State did not fulfill its positive obligations under Article 2, to
save the life of his mother.®® He also argued that due to this failure, his right to private life
under Article 8 was also violated.?®® The Court found the legislative framework in Belgium on
euthanasia to comply with Article 2 of the Convention as it provided safeguards, further, how
the euthanasia was performed in this exact case also did not violate Article 2.2%° Nevertheless,
the Court found a violation of Article 2 on how the post-euthanasia review was carried out,
assessing that it did not afford all the safeguards required by the Convention.?! Specifically,
because the Federal Board for the Review and Assessment of Euthanasia is not independent.?5?
As to Article 8, the Court found that the responsible physician had complied with the law
following the patient’s desire not to contact her children, therefore it found no violation.?%® As
was previously detailed, the margin of appreciation grants freedom to the States concerning

how they fulfill their responsibilities under Article 8., but in this case, the Court’s judgment was
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crucial to establish that no reading of the right to life could prohibit the conditional

decriminalization of euthanasia.?%*

6.5. Daniel Karsai v. Hungary

In its recent ruling on end-of-life matters, the European Court of Human Rights addressed
assisted suicide. The applicant was a 47-year-old terminally ill Hungarian lawyer, Mr. Daniel
Karsai, who was in the advanced stage of amyotrophic lateral sclerosis (ALS).?%° ALS is a
progressive neurodegenerative disease with the final outcome that the patient losing voluntary
control of his muscles, hence the patient becomes completely paralyzed in the end stage, while
his intellectual functions and consciousness are not affected.?®® Mr. Karsai stated that soon he
will be “imprisoned in his own body without any prospect of release apart from death’ making
his existence consist only of pain and suffering.?®’ His aim was to shorten this phase through
physician-assisted dying, but both forms of that are illegal in Hungary. 2% He applied to the
Court complaining about the fact that he cannot end his life with assistance, and that is a
violation of his right to private life under Article 8.2%° Additionally, he complained of a violation
of Article 14 in conjunction with Article 8 articulating that he is discriminated as the law did
not offer an alternative for him to “hasten his death” like for people who were dependent on
life-sustaining treatment, which they have the right to refuse.?’ The Court concluded that
having access to physician-assisted dying concerns the core aspects of his right enshrined in
Article 8, as it is in close connection with respect for his autonomy, and physical and mental
integrity.2’! The Court conducted the proportionality test between the applicant’s desire to end
his suffering through PAD with dignity and the obligation of States to safeguard the lives of
people through the criminal prohibition on assisted dying.?’? Examining this the ECtHR refers
to the margin of appreciation that States enjoys in finding a compromise between these
conflicting interests and concluded that as Hungary remained within their margin it did not

violate Article 8.2 As to the applicant’s claim of a violation under Article 14, the Court’s
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assessment was not that detailed. The ECtHR agrees with the government’s submission that

214 and concludes that “the alleged

physician-assisted suicide and RWI are different acts,
difference in treatment of the aforementioned two groups of terminally ill patients is objectively
and reasonably justified.”?’® In addition to the margin of appreciation States enjoy in relation
to physician-assisted suicide, the Court also acknowledges that a “certain trend is currently
emerging towards the decriminalization of medically assisted suicide”.?’”® The shift in the
legislation of some European countries (Austria, Italy, Germany, Portugal, and Spain) grants
access to certain forms of physician-assisted death, in order to respect the people’s right to self-
determination.?’”’ Compared to the previous jurisprudence of the Court this judgment is
significant because the Court elaborates on the terms and uses a transparent terminology:

physician-assisted dying covering both voluntary euthanasia and physician-assisted suicide.?’®

6.6.

Comparison of the case law

B Dpa H Violation | Judgement
United Kingdom Pretty v the United 19/04/2002 Article 2, 3, 8,9, 14 No violation [Chamber]
Kingdom
Switzerland Haas v. Switzerland 20/01/2011 Atrticle 8 No violation [Chamber]
. . (14/05/2013) . (Violation of Article 8 [Chamber])
Switzerland Gross v. Switzerland 30/09/2014 Article 8 Inadmissible [Grand Chamber]
Belgium Mortier v. Belgium 04/10/2022 Article 2, 8 Violation of Article 2 [Chamber]
Hungary Déniel Karsai v. Hungary ~ 13/06/2024 Article 8, 14 No violation [Chamber]

1. Table: Summary of cases®’

One of the most important observations is that the Court dealt with a wide range of end-of-life
decisions and situations. The cited cases illustrate the range of situations that could arise starting
with Mrs. Pretty who suffered from a terminal physical illness, making her unable to commit
suicide. A quite big difference between the case of Pretty v the United Kingdom and the other

cases is that Mrs. Pretty relied on five different articles, while the others mostly relied on Article
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8, Article 2, or Article 14. Mr. Haas had a mental illness, and multiple Swiss physicians refused
to prescribe him the lethal drug, while Mrs. Gross desired assistance in suicide because of her
growing old, and eventually found a physician in Switzerland who wrote the prescription for
her. In the case against Belgium, the applicant tested whether his mother’s euthanasia
proceeding was conducted properly, which is an entirely new perspective in the ECtHR’s case
law, not just because it is the first case dealing with euthanasia and not assisted suicide, but
because it was submitted by the son of the patient. Mr. Karsai’s situation could easily be
compared to Mrs. Pretty’s because of the similar nature of their illness, but there are two major
differences. Firstly, the criminal ban on assisted suicide has an extraterritorial effect in Hungary.
Secondly, 22 years have passed during which the perception of assisted dying changed in
Europe increasing the number of countries decriminalizing some forms of assisted dying from
zero to nine (the Netherlands, Belgium, Luxemburg, Switzerland, Austria, Italy, Germany,
Spain, and Portugal). On the other hand, this is still not enough to result in a consensus within
Europe, and the issue will not be resolved until then as it is visible from the decisions of ECtHR.
The Court will not take part in the debate on whether assisted dying should be legalized or
criminalized. It highlights this position in the Pretty case by the statement that “the vast majority
of member States seem to attach more weight to the protection of the individual's life than to
his or her right to terminate it”.*® Maybe the Court’s cautious approach did not change over
the 22 years, but the approach of some States definitely did. A great achievement is that the
Court takes note of this development in the case of Mr. Karsai by mentioning that there is a
trend among countries to decriminalize assisted suicide.?®! Besides this, the Court only deals
with the technical and procedural aspects of the cases, it does not produce guidelines on how
States should act. It strictly does not consider the emotional elements of the cases, and asses all
cases from a technical perspective. Additionally, the Court is also very mindful about viewing
the Convention as a whole, meaning that it interprets the articles in connection with each other,

not individually.

7. Conclusion

The paper's objective was to elaborate on the jurisprudence of the European Court of Human
Rights on the issue of end-of-life decisions and to show how assisted dying is regulated within
the national legislation of four countries (Belgium, Switzerland, the United Kingdom, and

Hungary), whose legislation greatly differ from each other. Besides these different approaches,

280 Haas v Switzerland App no 31322/07 (ECtHR [Chamber], 20 January 2011) §55.
281 péter Stanicz in discussion with the author, 8th October 2024.



there is one crucial common point regarding these countries, which is that their legislation on
end-of-life decisions has been tried before the ECtHR. Researching these cases, it is visible that
the ECtHR acknowledges the right to decide on one’s death as an aspect of human rights falling
under the provision of Article 8, the right to private life. As for the other articles cited by Mrs.
Pretty and Mr. Karsai, the Court did not recognize their relevance. It is visible that Article 2
does not have an opposite right as the ‘right to die’, therefore it is a false allegation. Still, the
right to life has a crucial role but from a different perspective, as it can be read from the case
law the reason why a person’s right to decide on his death could be limited is because of the
positive obligation of States under Article 2 to protect the individuals’ life. It implies that my
hypothesis in this respect has been proven meaning that the most relevant article of the
European Convention on Human Rights on end-of-life decisions is “the right to respect for

private and family life.?®

Moving forward to the next hypothesis, the ECtHR’s decisions were not influential on the
States’ national legislation. In the case of Belgium, the law on euthanasia came into force in
2002 and the ECtHR ruled in 2022 in the Mortier v Belgium case, therefore because of their
timing it is impossible to have a link between them. On the other hand, it should be highlighted
that the Court in that case found that Belgium’s post-euthanasia procedure infringed on the right
to private and family life of the applicant. The cases against Switzerland also demonstrate how
little weight the Court's rulings have in national legislation. First, in the Haas v. Switzerland
case in 2011, the ECtHR concluded that the criteria set in the Swiss law, that a full psychiatric
assessment is needed to acquire a lethal drug is a necessary safeguard and was in line with the
provisions of the ECHR. However, in the Gross v. Switzerland case two years later the Court
first, condemned Switzerland for not having a clear legal framework on who could get the
prescription for the drug. Then it overruled this decision because of the death of the applicant
during the proceedings, which can be considered a step backward on behalf of the Court. The
case of Pretty did not bring a change in the national legislation as well, whether this time the
parliament will change its mind one can only take a guess, as this is not the first time that such
a bill is presented to parliament. As for Hungary, the case of Mr. Karsai led to a social discussion
which is a good starting point, but for the time being it appears that the criminal ban on assisted

suicide will remain in force. Lastly, the doctrine of margin of appreciation is highlighted in each
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of these cases, which implies that it does not wish to take part in the debate on whether to

legalize assisted dying.

Turning to my last hypothesis on the evolution of the jurisprudence of the European Court of
Human Rights, it must be recognized that development is not as conspicuous as many would
expect it to be. In the case of Mr. Karsai, there was great expectation that the Court would take
a concrete position on the issue, which did not happen. What counted as a step forward is the
fact that it used defined terminology as to what physician-assisted dying is, covering assisted
suicide and voluntary euthanasia. It also distinguished the refusal or withdrawal of life-
sustaining or life-saving treatments from physician-assisted dying and did not refer to passive
or active forms of euthanasia, which is an outdated allocation. The use of clear definitions is
significant and leads to a common understanding between States, despite having no consensus.
Further, the Court acknowledged the increasing tendency to legalize some forms of assisted
dying among states, which is also a great improvement, meaning that there is a change in the
judgment on the issue. Despite not actively forming the discussion on assisted dying, the Court’s
work is essential as it sets a common standard for European states in human rights issues. Still,
it is visible that regarding the legislation of end-of-life decisions States are the main actors, and
the Court is not likely to take a more assertive role in shaping the assessment of the issue. How
the debate will continue is up to the States, only the future will tell whether more states decide

to take a more liberal stance and recognize the right to decide on death as a human right or not.
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