Biopolitics in end-of-life care

WALTER GUANDALINI JR.

Doutor e Mestre em Direito do Estado (UFPR). Professor de Direito (UFPR e UNINTER).

GUSTAVO SOARES GUANDALINI

Pos-doutor em Biofisica pelo Armed Forces Institute of Pathology (EUA).
Residente na University of Pennsylvania (EUA), na New York University (EUA) e
no Gerogetown University Hospital (EUA). Fellow em Eletrofisiologia Cardiaca na

University of Pennsylvania (EUA).

Artigo recebido em 22/6/2018 e aprovado em 19/11/2018.

CONTENTS: 1 Introduction « 2 Medical decision-making in end-of-life care « 3 Double dilemma
« 4 To kill someone « 5 Exception in the hospital « 6 Sonderkommandos « 7 Hippocrates « 8
Conclusion « 9 References.

ABSTRACT: This paper analyzes the biopolitical construction of ethical criteria
adopted when providing end-of-life care. The evaluation of how medical knowledge
prescriptions are applied to patients’ living bodies, and how legal power prescriptions
are applied to health professionals’ living bodies, evidenced that medical practice
undergoes a double dilemma: on the one hand, the lack of criteria for the choice of
non-curative treatment; on the other, the technological blurring of the demarcation
line between life and death. This insecurity turns the hospital environment into a state
of exception, where all of us become exposed to the violence of a force-of-law directly
applied to our bodies as bare life. Using the Brazilian legislation as a singular starting
point, general concepts are discussed reflecting current paradigms in end-of-life care.
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A biopolitica do cuidado terminal

SUMARIO: 1 Introducdo » 2 DecisGo médica sobre cuidado terminal « 3 Duplo dilema « 4 Matar
alguém « 5 A exce¢do no hospital « 6 Sonderkommandos « 7 Hipdcrates « 8 Conclusdo « 9 Referéncias.

RESUMO: O artigo analisa a construgao biopolitica dos critérios éticos adotados
no cuidado de pacientes terminais. Avaliando como as prescricdes do saber médico
incidem sobre os corpos vivos dos pacientes, e como as prescricdes do poder
juridico incidem sobre os corpos vivos dos profissionais de saude responsaveis
por seu tratamento, pode-se perceber que a pratica médica se submete a um
duplo dilema: por um lado, faltam critérios balizadores da opcao pelo tratamento
nao-curativo; por outro, a tecnologia obscurece a linha de demarcagao entre a vida
e a morte. A incerteza cria no hospital um estado de excecao no interior do qual
todos permanecemos expostos a violéncia pura de uma for¢a-de-tet, a se aplicar
diretamente sobre nossos corpos como vida nua. Tomando como ponto de partida a
legislacao brasileira, sao discutidos conceitos gerais referentes ao paradigma atual
do cuidado de pacientes terminais.

PALAVRAS-CHAVE: Biopolitica - Bioética - Estado de Excecao . Cuidado Terminal
- Responsabilidade Legal.
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La biopolitica del cuidado terminal

CONTENIDO: 1 Introduccion « 2 Decisién médica sobre cuidado terminal « 3 Doble dilema
« 4 Matar a alguien « 5 La excepcion en el hospital « 6 Sonderkommandos « 7 Hipdcrates
« 8 Conclusion « 9 Referencias.

RESUMEN: El articulo analiza la construccién biopolitica de los criterios éticos
adoptados en el cuidado de pacientes terminales. La evaluacion de como las
prescripciones del saber médico inciden sobre los cuerpos vivos de los pacientes
y como las prescripciones del poder juridico inciden sobre los cuerpos vivos de
los profesionales de salud responsables de su tratamiento, se pudo percibir que la
practica médica se somete a un doble dilema: por un lado, faltan criterios balizadores
de la opcidn por el tratamiento no curativo; por otro, la tecnologia oscurece la linea
de demarcacion entre la vida y la muerte. La incertidumbre crea en el hospital un
estado de excepcion dentro del cual todos permanecemos expuestos a la violencia
pura de una fuerza de tey, a aplicarse directamente sobre nuestros cuerpos como vida
desnuda.Tiendo como punto de partida la legislacion brasilena, se discuten conceptos
generales sobre el paradigma actual del cuidado de pacientes terminales.

PALABRAS CLAVE: Biopolitica - Bioética - Estado de Excepcion - Cuidado Terminal
« Responsabilidad Legal.
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1 Introduction

hysicians actions without curative intent (letting die) can be perceived as acts of
Peuthanasia or assisted dying (killing) by the general population, the government
and the judicial system. This relatively new phenomenon coincides with the advent
of mechanical ventilation and the creation of intensive care units, in the latter half
of the twentieth century. This has created the perfect setting for an ethical debate
around the issue of forgoing life-sustaining treatment. In fact, debate around these
issues has emerged in all three disciplines of law, medicine and ethics. Each of
these disciplines has started grappling with how best to address the complex matter
of physicians withholding and withdrawing life-extending technologies (LETs)
(BEAUCHAMP, CHILDRESS, 2012, p. 177).

Developed societies started facing these issues decades ago, when they started
the process of universalization of access to tertiary critical care. In many cases,
specific legislation was developed to structure such practices, ensuring a legal
framework that protects patients and physicians. Nevertheless, developing societies
lagging in providing universal access to tertiary critical care are only now beginning
to face these ethical issues. Consequently, they were also late in creating legislation
establishing the appropriateness of end-of-life practices.

Brazil is an emblematic example of this current issue, given the universalization
to health care access ensued in the mid-90’s and the lack of specific legislation
establishing when it is appropriate to withhold or withdraw life-sustaining therapies
in end-of-life. Following Blank’s advice on the necessity of comparative studies to
a thorough comprehension of the problem (2011, p. 203), this article takes the
Brazilian legislation as a background to examine the more general issue, in modern
Western societies, of the state of exception (as described by Agamben) to which
physicians and patients are submitted during the care of terminally ill patients in
intensive care units.

The use of Foucault’s archeogenealogical method, by which discourse
and power are conceived as material actions at the borders of social relations,
allowed to demonstrate how the lack of medical and legal criteria that clearly
guide decision-making in end-of-life care turned Brazilian ICUs - and potentially
similar environments in other countries - into spaces of exception. In such setting,
physicians and patients remain exposed to the violence from a raw power, applied
directly to them as bare lives.
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2 Medical decision-making in end-of-life care

Every physician providing care to terminal patients is obligated to make
difficult choices in the final stages of any proposed treatment, within a continuum
of treatment modalities that ultimately reflect three distinct intentions:

1. Curative Modalities: Treatments aiming to maximally prolong life, employing
aggressive interventions even in critical and terminal clinical scenarios. In this
modality, quantity takes precedence over quality of life, and the treatment plan will
even contemplate therapies that might cause harm or suffering, as long as they have
a potential to make patients live longer. They may also be pursued with limitations
of care, when the curative intent is maintained but includes the decision to withhold
or withdraw interventions considered disproportionately aggressive or futile (e.g.
cardiopulmonary resuscitation, mechanical ventilation, antibiotic administration,
dialysis,among others). Such limitations may also include, in addition to those deemed
inappropriate by physicians, patients’ personal preferences about their medical care.
These include, for instance, the decision to not receive blood products based on religious
orientation, or the personal preference to not receive cardiopulmonary resuscitation.

2. Palliative Modalities: Treatments aiming to primarily mitigate symptoms instead
of prolonging life, either exclusively or complementary to curative modalities.
In this strategy, quality takes precedence over quantity of life. This symptomatic
treatment, which is usually administered in conjunction with curative treatments,
becomes more important than the curative treatment itself. This modality accepts
the potential to deteriorate patients’ clinical status to the point it may even hasten
death as a side effect of aggressive symptomatic treatment, something described in
Medical Ethics as the doctrine of double effect (BEAUCHAMP, 2012, p. 164).

3. Terminal Modalities: Variants of medical intervention which, in contrast to those
previously described, aim to bring a disease state to its term, suppressing patients’
conscious existence (terminal sedation) or physical existence (assisted suicide and
euthanasia). Patients’ autonomous decisions about when and how to die outweigh
the pursuit for quantity or quality of life. In terminal sedation, curative treatment
is withdrawn and continuous sedation is initiated until the patient’s death; the
ultimate goal is not only to fully suppress symptoms (palliative modality), but to fully
suppress a patient’s conscious state. In assisted suicide, a physician prescribes the
lethal drugs administered by the patient himself whenever he decides to terminate
his own life. In euthanasia, the physician is the agent who administers the drugs
intended to cause his patient’s death.
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In actual medical practice, these modalities do not exist as absolute
and exclusive strategies. Instead, these are theoretical types in a gradual and
continuous scale, often overlapping with each other, and may be used to typify
decision-making in concrete cases. Nevertheless, they will never exhaust the
content of every medical act practiced in end-of-life care: a physician’s duty
is much more complex than merely choosing the most suitable option. After
formulating the set of acceptable strategies and defining, in conjunction with the
patient or his surrogate, the treatment intention (curative, palliative or terminal),
the physician’s burden remains as the continuous delicate assessment of the
global effects from the proposed treatment. This art entails the weak balance
between the expected and the unforeseen consequences from each decision,
requiring incessant adjustments to keep the initial proposed goal and prevent
the rejected modalities.

Understandably, the responsibility imposed under these conditions to the
physician is heavy. Even though the patient’s desire is of paramount importance
in this decision-making process?, it falls upon the physician the responsibility
to adopt the most suitable strategy fitting the established goal, according to
each patient’s particular circumstance. This involves clinical, ethical and legal
aspects that are only measurable in the concrete situation, such as the physical
and psychological suffering, the patient’s prognosis, the treatment cost, patients
and families’ preferences, and the judicial treatment that end-of-life care receives
in the applicable legislation. Furthermore, patients’ physical and psychological
conditions not always allow their will to be clearly manifested, and even when
they can, they are not always allowed by the legal order (such as those cases in
which patients opt for assisted suicide or euthanasia). Finally, patients’ preferences
are always shaped by medical knowledge, which unilaterally builds the treatment
options based on a scientific discourse not always accessible to the layman.

Butitis not only the layman who may be confused by the medical terminology.
It appears that physicians are not clear themselves. A survey of British physicians

1 Patients’ wishes must always be respected based on the ethical principle of autonomy. Nonetheless,
this autonomy is always exercised within the scope of options established by the physician himself,
which should be appropriate for the actual case. During this autonomous exercise, a patient is able
to decline any intervention, even when it is scientifically sound, based on his personal preference.
Still, it is up to the physician to define which interventions are acceptable (especially those with
curative intent) and should be offered to the patient. The autonomy principle is provided, specifically
in this strict form, in the first chapter of the Brazilian Code of Medical Ethics (Federal Medical Council
Resolution number 1931/2009, Chapter I, XXI).
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provides some clues about the way this decision is taken (SEALE, 2009, p. 1659).
The author sent questionnaires to 8,857 practitioners from different medical
specialties to characterize their decisions and reasoning for patients who died
under their care. He found that in most cases there was significant reflection
surrounding administration of treatment to terminal patients?. When the decision
involved an expectation or an explicit intention to shorten a patient’s life (in spite
of the British legislation prohibiting assisted death and euthanasia), the main
reasons were 1) the perception of no chance of improvement (70.2%), 2) that the
treatment would have been futile (66.7%), and 3) that the patient was expected
to suffer (42%). The least important was the patient’s request or wish?, considered
relevant by only 22.5% of respondents. The study also revealed that physicians
who self-identified as religious or opposed to legalization of assisted death were
less likely to make decisions expected to hasten death, and did so less frequently.

This study exemplifies how the technical-scientific discourse is granted the
authority to decide which modalities will be employed for each individual in
the end of their lives. Such absorption of medical practice by the biopolitical
apparatus imposes upon physicians the responsibility for the decision-making
process and its consequences.Nevertheless, when undertaking such responsibility,
physicians can only decide within the field in which they feel comfortable, in
which their authority is recognized and justified: the field of therapeutics, based
on the scientific discourse.

In the strict field of therapeutics, inquiring a patient’s desire becomes less
important, since it will impact decision-making only as an external element
through the escape valve of medical ethics. The intensity of a patient’s suffering
also becomes less important, as it is simply a manifestation of a patient’s clinical
status. The most relevant is the physical condition of the biological body: is
there perspective of improvement? Is the treatment appropriate? Is this life
worth living?

2 Only in 8.5% of cases doctors reported no decision to administer drugs to alleviate symptoms or to
withhold or withdraw treatment. The decision involved palliative treatment to relieve pain or other
symptoms, without any expectation to hasten death, in 55.2% of cases. The doctors decided to withhold
or withdraw a treatment or to administer medications to relieve pain with the expectation that it might
hasten the end of patient’s life in 28.9% of cases. In 7.4% of cases, the decision was to administer a
medication with the partial or explicit intention to hasten the patient’s death.

3 Besides those already mentioned, the perception that the patient was experiencing pain (37.6%), that
the patient was experiencing other symptoms (30.6%) and the request or wish of relatives (24.8%).
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3 Double dilemma

The growing complexity of life support therapies, resulting from constant
medical advances, promotes a progressive colonization of the dying process by
technology. Consequently, the multiplication of medical interventions during death
creates, for the physician, a double dilemma.

On the one hand, the medical knowledge supporting decision-making in
end-of-life care is unable, by itself, to provide definite criteria that justify the option for
a treatment that lacks curative goals. The growth of multiple possible interventions
for terminally ill patients is translated, in a biopolitical society, as an obligation to
intervene. This obligation increases physician responsibilities and empties ethical
deliberations in extreme clinical scenarios, which in turn are limited to the injunction
“to make live”. An overly simplistic moral, added to the technological sophistication,
makes the option for palliative or terminal modalities justifiable only as a non-option,
only possible in the complete absence of curative intent alternatives.

On the other hand, to the same extent that the technological progress distorts
the distinction between life and death, the assessment of medical acts during
these critical moments also becomes blurred. The mystical belief in technological
omnipotence, capable of prolonging life indefinitely, and in medical omniscience,
capable of performing precise interventions in the moments of need, turns every
physician’s action or inaction decisive for a good or bad outcome - even when a
patient is unquestionably in terminal condition. Medical knowledge, however, is
not absolute. Instead, it is a delicate art incapable to predict with certainty every
possible consequence from interventions performed in critically ill patients.As such,
even when the ethical dilemma is overcome, the technical dilemma remains: what
action should be taken to reach the established goals?

This double dilemma is generally private. Despite the moral injunctions and
the technological possibilities, the decision is usually taken in the particular
relationship between the physician with his supporting staff and the patient with
his family, without any societal participation or direct interference from public law.
The private nature of this decision is usually sufficient to avoid serious conflicts
that might emerge - either from the authority ascribed to the medical discourse,
capable of imposing its truth upon misconceived opinions from vulnerable patients,
or from the freedom provided by the deliberation in petit comité, permeable to
influences of extra-medical values originated from patients and their families. One
way or another, a decision is always taken. The concrete dilemma is solved, and the
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physician proceeds to seeing new patients who continue presenting for care (and
eventually always die).

Nevertheless, few exceptions do exist, and when these dilemmas become
public, their solution is even more difficult. First, when the impossibility to reach
a private consensus leads to litigation, the State presence is demanded to judge
and mitigate the conflict between all involved parties, as exemplified by the well-
known Terri Schiavo case*. Second, when the intended decision directly violates
the current legal order, it again requires the State intervention to restore legality,
such as when one opts for euthanasia wherever this is illegal. In the US, even
in the absence of systematic efforts by states to target health care providers for
routine investigation, this still may happen as a result of intercollegial discord and
miscommunication, when someone knowledgeable about the treatment informs
a hospital supervisor, an ethics committee or a local prosecutor (ALPERS, 1998,
p. 311). The third exception, prevalent in countries that regulated the practice of
euthanasia (the Netherlands, Belgium and Luxembourg), the legislation established
the duty to formally communicate these cases to a public revision committee.
Especially this third exception, by mandating a permanent societal and judicial
control over medical decisions in end-of-life care, provides an advantaged point of
view to properly understand the complexity of such situations.

Inthe Netherlands,euthanasiawas regulated by the “Termination of Life on Request
and Assisted Suicide Act”, from April 1%, 2002. Belgium legislated next, promulgating in
May 28, 2002 the “Act Concerning Euthanasia”, and the Grand Duchy of Luxembourg
authorized this procedure with the “Law from March 16%, 2009 on Euthanasia and
Assisted Suicide” These three norms have similar structure: following a brief definition
of euthanasia as the act practiced by a physician to intentionally terminate a person’s
life, attending his explicit and voluntary request®, they rapidly establish the criteria for

4 After sustaining a cardiac arrest at home, in 1990, Terri Schiavo suffered brain damage leaving her
on a persistent vegetative state. After prolonged judicial litigation since 1998 over guardianship and
appropriateness of withdrawal of sustenance therapies, a Florida circuit court authorized the removal
of Terri’s nourishment in 2000. This was accomplished only in 2005, and Terri died 13 days later. In re
Guardianship of Schiavo, 851 So. 2d 182 (Fla. 2d Dist. Ct. App. 2003), Schiavo v. Schindler, 90-2908GD-003
(Fla. 6th Judicial Circuit, 11 February 2000), and Schiavo v. Schindler and Schindler, 90-2908-GD-003 (Fla.
6th Judicial Circuit, 25 February 2005).

5 This is a free translation of the concept established in art. 1 of the Law of March 16th, 2009 on
Euthanasia and Assisted Suicide, from Luxembourg. The same concept is seen in the Dutch law (which in
fact explicitly defines assisted suicide) with mere formal differences, as well as in art. 2 of the Belgian law.
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its licit practice® and dedicate nearly two-thirds of their content’ to regulate the duty
to inform the public review committees about this practice:

Section 3 [Termination of Life on Request and Assisted Suicide Act - Netherlands)

1. Regional committees will be established to review reported cases of the
termination of life on request or assisted suicide as referred to in section
293, paragraph 2, and section 294, paragraph 2, second sentence, of the
Criminal Code.

2. A committee consists of an odd number of members, including in any
event one legal expert who also chairs the committee, one physician and
one expert on ethical or moral issues. A committee also comprises alterna-
te members from each of the categories mentioned in the first sentence®.

Section 5 [Belgian Act on Euthanasia)

Any physician who has performed euthanasia is required to fill a registra-
tion form, drawn up by the Federal Control and Evaluation Commission
established by section 6 of this Act, and to deliver this document to the
Commission within four working days®.

Section 5 [Law of 16 March 2009 on Euthanasia and Assisted Suicide - Luxembourg)

Any physician who performs euthanasia or assisted suicide must send in
eight days the registry document established by section 7, appropriately
filled, to the National Commission of Evaluation Control established by
section 6 of this act'C.

6 In section 2 of the Dutch law, in art. 3 of the Belgian law, and in art. 2 of the Luxembourger law, with
minor variations in wording: voluntary, reflected, and autonomous request from the patient; presence
of constant and unbearable physical or psychological suffering; existence of incurable disease without
perspective of improvement; assurance of information to the patient about his situation and prognosis;
lack of reasonable alternatives; the presentation of an independent second medical opinion; respect for
the due medical care when performing the procedure.

7 Sections 3 to 19 in the Dutch law; articles 5 to 16 in the Belgian law; articles 5 to 13 in the
Luxembourger law.

8 Translation from Dutch available at http://www.publications.parliament.uk/pa/ld200405/ldselect/
ldasdy/86/4121603.htm (last visited June 18, 2016).

9 Translation from French available at http://www.ethical-perspectives.be/viewpic.php? TABLE=EP &ID=59
(Last visited June 18, 2016).

10 Translated from original in French available at http://www.legilux.public.lu/rgl/2009/A/0615/A.pdf
(last visited June 18, 2016).
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One can infer the paradoxical effect from the legislation regulating euthanasia.
On the one hand it legalizes the procedure, decriminalizing it and shifting the
decision power over life continuation to the realm of a patient’s own private
liberty. On the other hand, it publicizes this very private decision, submitting
it to control from multidisciplinary committees. These committees, in turn, are
responsible to assess the appropriateness of the medical treatment prescribed, the
legal compatibility with the pre-requisites described by the law, and its ethical-
political adequacy to the values and interests from affected groups. In other words,
the regulation of euthanasia is accompanied by a governmental colonization of the
private relationship between a physician and his patient, publicizing the end-of-life
decision and submitting it to continuous societal control, which in turn increases the
complexity of the dilemma.

Setting aside, for now, a more detailed analysis about the legislation content
and its meaning for a biopolitics of the population, it is interesting to note that the
institution of societal control over end-of-life decisions had a secondary effect to
promote an intense debate about their ethical and legal aspects within the medical
community. Prior to that, given the private and fundamentally consensual character
of decision-making in end-of-life care, medicine was essentially concerned with the
technical aspects of the treatment provided, leaving up to law its legal classification
(pursued only in case of litigation). The publicization of this act, however, made
its classification a relevant aspect of medical practice as a societal practice. Given
their duty to publicly notify, physicians decisions are then submitted to public
control over their legal, medical, ethical and political adequacy (in one expression,
their biopolitical adequacy), which magnifies the scope of deliberation about their
correctness and, consequently, their need for rational justification.

This new situation motivated several studies focused on understanding
classification criteria of decisions taken for terminally ill patients. Two of these
studies aim to identify, respectively, how Dutch and Belgian physicians label
hypothetical cases in end-of-life care.

Buiting et al. (2010, p. 24-29) sent questionnaires to 2,100 Dutch physicians
asking them to label end-of-life practices in six hypothetical cases as either
euthanasia, ending of life, palliative or terminal sedation, or alleviation of symptoms.
Surprisingly (maybe only for non-physicians), the authors conclude that similar cases
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are not uniformly classified by the medical community*. They also found that factors
outside of medical knowledge influence this classification (such as respondents’
willingness to report their practices to the public authority), which in turn reduce
the efficacy of societal control and limits transparency surrounding these decisions.

The results obtained by Smets et al. (2012, p. 19-26) were no different.
Questionnaires were sent to 3,006 Belgian physicians requesting them to label
five hypothetical terminal cases as intensification of pain and symptom treatment,
palliative/terminal sedation, euthanasia, and life-ending without explicit
request. They conclude that there is no consensus amongst physicians about the
classification of euthanasia and other decisions in end-of-life care!2. As a result, it
creates an obstacle not only to societal control over this act, but also to effective
treatment of pain and suffering. Uncertainties surrounding such classification may
lead physicians to avoid providing adequate treatment to their patients due to fear
of eventual legal consequences.

The gravity of this situation is apparent. The biopolitical apparatus constrains
physicians to effectively intervene in the moment of death, explicitly imposing the
duty to prolong life. Furthermore, it rigorously regulates which decisions can be taken,
establishing punishments for both the action or inaction that might result in death
(even in extreme situations when it is imminent and inevitable). Nonetheless, the
same biopolitical apparatus fails to establish clear and consensual criteria to classify
every concrete action that is practiced during the treatment of a particular patient.

4 To Rill someone

If medicine has difficulties deciding the most appropriate course of action
in end-of-life care, this issue appears simple to the law. For the purpose of this
discussion, we will use the Brazilian legislation as a starting point to the general
issue addressed in this paper, stressing that in essence its regulations on homicide
are no different than those of any modern Western country. Exempt by its nature
from a deep debate addressing different treatment modalities in terminal cases, and
also colonized by the biopolitical apparatus, the Brazilian Criminal Code reiterates

11 Animportant exception occurred in hypothetical cases mentioning the administration of neuromuscular
blocking agents (muscle relaxants) to terminal patients breathing spontaneously, which were classified
as euthanasia by 99% of respondents.

12 In this survey, 81% of respondents classified the administration of neuromuscular blockers (muscle
relaxants) to spontaneously breathing terminal patients as euthanasia.
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the moral injunction to make live by fully protecting the legal right to life. It
punishes every medical intervention that results in a patient’s death - as involuntary
manslaughter from malpractice, as privileged homicide in case of euthanasia (for
reason of moral significance, which ensues smaller punishment according to Brazilian
laws), or as assisted suicide when attending a patient who requests his own life to
be terminated.

These laws provide a naive response to complex dilemmas relating to decision-
making in end of life. It merely informs that homicide is forbidden, commanding
every medical action to be aimed at prolonging lives. The simplistic ethics imposing
the institution of curative options at any cost is thus incorporated, acknowledging
the implementation of palliative or terminal treatments only as “hon-options” when
faced with the inexistence of viable curative alternatives in concrete cases. All this is
accomplished with “the most concise, objective, precise and unequivocal statement of
all the Brazilian Criminal Code”, as claims Bitencourt (2012, p. 124).

Due to the unequivocal precision of the art. 121, the Brazilian Criminal Code
easily disentangles the double dilemma. In case of uncertainties surrounding the
treatment options available to a terminally ill patient, it suffices for the physician to
avoid killing someone, adopting every measure to prevent the “temporal anticipation
of one’s life span” (BITTENCOURT, 2012, p. 125). The dazzling brightness of the
ethical minimum illuminates the path to be followed by physicians providing care to
terminal patients: the path of cure, not illness; the path of life, not death.

As if doctors were that clueless about their duties.

The obviousness from this conclusion reveals that the clarity of the regulation in
fact blurs the problem even further. Bitencourt had stressed that the simplicity of the
criminal type makes it extraordinarily important “to define, with surgical precision,
when life begins and when it is definitely extinguished” (BITTENCOURT, 2012,
p. 114). This definition is necessary in two manners: as to when life is considered
definitively extinct, and to identify the causes that led to its extinction.

The torch of the legal truth does not shed light on such definitions. Limited to
the construction of an abstract and normative hypothesis, the law simply reinforces
the moral injunction from the biopolitical apparatus. It turns back to medicine the
responsibility to solve this dilemma by asking the necessary criteria to identify the
moment of death and its causal relationships with medical actions - both abstract,
invoking medical science concepts, and specific, appealing to expert witnesses and
medical examiners.
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As previously discussed, medicine lacks clear and consensual criteria for
constructing these definitions. Current resuscitation techniques turned traditional
death criteria (cessation of pulse and respiration) obsolete,generating an indeterminate
zone in which the distinction between life and death ceases to be scientific to become
political. In this sense, death acquires a precise meaning only through a decision about
what to do with the artificially living body. The criteria to determine causa mortis have
also become obsolete, as they can potentially be identified with the very last medical
act to interrupt the operation of life-sustaining equipment.

When the law turns back to medicine to define what Kkilling is, it makes the
ethical-technical double dilemma a circular problem, adding a third juridical facet:
How to choose the final goal of a treatment? How to reach such goal? How to not
kill someone?

5 Exception in the hospital

As Giorgio Agamben accurately realized (1998, p. 187), the lives of terminally
ill patients, maintained alive by artificial ventilators and pumps, are already
fully detached from a political life qualified as such (bios). They become, in the
hospital, bare lives (zoé), plain living bodies, mere material support for a number
of biological processes.

Despite maintaining its legal autonomy, this life has become fully dependent
on external technical decisions to keep it connected to life-sustaining equipment.
The biopolitical integration between medicine and government of populations is
consummated in the terminal patient. This instance allows the displacement of the
sovereign decision over life from a political and legal framework to an ambiguous
environment, where physicians and the sovereign play interchangeable roles. The
technological development authorizes physicians to walk through an unexplored
territory in which, until then, only the sovereign could penetrate. In turn, the
hospital bed where the dying patient wavers between life and death delineates
an environment of exception entirely controlled by men and their technology,
converting the patient into bare life. Whether atrocities are practiced within
this space no longer depends on the legal system or on medical knowledge, but
rather on the personal ethical sense from those who provisionally act as the
sovereign - at times the physician, at times the nurse, the respiratory therapist,
the pharmacist, and so on.

Revista Juridica da Presidéncia « Brasilia » v.21 n.125 « Out.2019/Jan.2020 - p.516-539
http://dx.doi.org/10.20499/2236-3645.RIP2019v21e125-1759

529



530

Biopolitics in end-of-life care

The concept of state of exception is employed by Agamben in order to identify
the specificity of modern political societies (1998, p. 8). In these societies, the
scope of bare life completely matches the political space, and bios and zoé enter
an irreducible zone of indistinction. The zoé - which for the Greeks expressed
the simple fact of living, being common to all living creatures and confined to
the private domain of oikos —, becomes politicized and captured by the sovereign
in the Modern era. This sovereign constantly seeks to extract its bios, conceived as
a way of good living fitted to an individual or a group.

The intervention of government techniques into the hitherto private space of
z0é requires the sovereign to act outside a strictly legal framework. It manifests
itself precisely on the axis articulating the normative element of regular
government (potestas) — which focuses on the legal subject -, and the anomic
and metalegal element of factual actions extraneous to the law (auctoritas)
- which directly focuses on bare life. The government of men then materializes
in an undecidable limit between life and law, where practiced actions can be no
more than mere facts. These actions can no longer be subjected to reflection, and
their definition is outside the scope of law (Agamben, 2005, p. 50). The exception
becomes the foundation of sovereignty, as a power deciding on the suspension of
law to directly impact on the bodily life.

Although the concept of state of exception has been employed by Agamben
with strict political meaning to understand the foundational structure of
sovereignty in Modernity, it is important to keep in mind the original lesson
from Michel Foucault (2001, p. 23): the government of populations does not
take place at the level of intentions or of central decisions, but in the actual and
effective practices that only materialize in the extremes of power, where it no
longer presents as a homogeneous domination and becomes capillarized. Thus,
the exception manifested within the core of a Constitutional State can only be
understood if the sovereign is not perceived as its generating cause, but as the
casual outcome from a microphysical network of multiple governing bodies. This
network establishes cohesion, opposition, mutual reinforcement and integration,
generating global effects relationships that stem from associations between these
essentially heterogeneous elements (FOUCAULT, 2004, p. 244).

The topological structure of the state of exception can be found in the fact that
the sovereign remains in a zone of indifference, where the boundaries of legal order
are indeterminate (a zone of anomie where the minimum of formal law effectiveness
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coincides with the maximum of their actual application) (AGAMBEN, 1998, p. 36).
Therefore, the formation of this space results from the proliferation of the same zones
of anomie in a myriad of spaces of local and non-governmental power; in practices,
institutions, techniques and instruments of material intervention over living bodies
pertaining to individuals and populations. Agamben (2005, p. 31) himself indirectly
recognized this, by pointing out that the state of exception is found not only in the
concentration camp, but in any place where the same undecidability structure is
created between fact and law.

This is precisely the situation encountered by terminally ill patients: admitted
into a space where the conventional legal order is suspended, allowing practices over
their living bodies that are absolutely unclassifiable by any criteria - either ethical,
medical or legal. The physician evidently does not act as the sovereign, deciding
on the suspension of the legal order in toto; nevertheless, the inability to properly
employ the law creates an “essential fracture between the establishment of the rule
and its application” (AGAMBEN, 2005, p. 31), which can only be filled by deciding
about the state of exception - creating an environment where the application of the
rule is suspended while the law, as such, remains in force.

During the treatment of a terminal patient, the law becomes pure form,
incapable of prescriptions, pure tenure void of meaning. To those responsible for
its implementation, a force-of-law without law - a force-of-taw (AGAMBEN, 2005,
p. 39) - is all that is left, enforcing that norm whose application had already been
suspended. Lacking content, the norm can only be employed under the form of
exception, suspending its own validity and allowing the violence without logos to
undertake a statement without references, making the law cease to exist as such
and become indiscernible from life itself.

The decision is left to the physician: as the guardian of the camp in which
the place to care for terminal patients has become (whether their own home, the
hospital ward or the ICU), he is given the responsibility to permanently decide
between fact and law, between norm and practical application, between exception
and rule - despite its absolute impossibility. Within this undecidability limit, the
legal order can no longer exclude or include, prohibit or permit any conduct.
Beyond this point, the law’s ability to judge a patient’s life is ceased, returning to
the physician the duty to decide on its value and dignity.

The concept of life unworthy of being lived is not, by all evidence, an ethical
concept referring to an individual’'s expectations and desires (AGAMBEN, 1998,
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p. 142). Above all, it is a political concept, in which what truly matters is the
radical metamorphosis of good political life (bios) into killable bare life (zoé).
This metamorphosis is catalyzed by the answer to the following question: “Are
there human lives that lost so much of their quality as legal asset such that
their continuity, both for their bearers and for society, lost permanently all their
value?”When deciding about the future of terminally ill patients, classifying their
artificial lives as worthy or unworthy, the physician is placed at the intersection
between the sovereign decision on killable life and the assumed task to zeal for
the nation’s biological bodies. Their decision between the injunction to make live
and the permission to let die marks, in the hospital, the point where biopolitics
becomes thanatopolitics.

( Sonderkommandos

In his testimony about his experience in Auschwitz, Primo Levi (1998) reports
on the peculiar figure of the Sonderkommandos, those “Special Squads” of working
groups formed by Jewish prisoners to whom the management of gas chambers and
corpses sent for cremation by the Nazi regime was entrusted:

With the duly vague definition,“Special Squad”, the SS referred to the group
of prisoners entrusted with running the crematoria. It was their task to
maintain order among the new arrivals (often completely unaware of the
destiny awaiting them) who were to be sent into the gas chambers, to
extract the corpses from the chambers, to pull gold teeth from jaws, to cut
women’s hair, to sort and classify clothes, shoes, and the content of the
luggage, to transport the bodies to the crematoria and oversee the opera-
tion of the ovens, to extract and eliminate the ashes. The Special Squad in
Auschwitz numbered, depending on the moment, from seven hundred to
one thousand active members. (LEVI, 1998, p. 50).

Despite enjoying certain privileges while performing their duties (they were
given a decent feed, slept on straw mattresses and did not wear prisoner uniforms),
the Special Squads did not escape everyone else’s fate. On the contrary, none of
their participants could survive to testify what they had witnessed, so they were
periodically killed in the gas chambers and replaced by new prisoners every three
months to one year (in case of prisoners who demonstrated any special skills).
During the three years that Auschwitz functioned as an extermination camp, twelve
generations of Special Squads ensued.
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These prisoners privileged position — and Levi resists to mention privilege; they
were privileged only in the sense that, for a few months, they could eat enough, not
because their status could be envied - did not release them from the concentration
camp. They remained prisoners, subjected to the discretion of soldiers and the
regime; they remained in a situation of exception, in this empty field of suspension
between fact and law, surviving as bare lives for the few months they had until the
next squad would come to load their dead bodies into cremation ovens - just as
they did with those from the previous squad. They are nothing more than victims
from this regime, and perhaps even more serious victims among the prisoners:

Conceiving and organizing the squads was National Socialism’s most
demonic crime. Behind the pragmatic aspect (to economize on able men,
to impose on others the most atrocious tasks), other more subtle aspects
can be perceived. This institution represented an attempt to shift onto
others — specifically the victims — the burden of guilt, so that they were
deprived of even the solace of innocence. (LEVI, 1998, p. 53).

If Agamben (1998, p. 174) is right to claim that we find ourselves in the camp
every time an indistinct line is created between norm and life, the parallel between
the condition of the Sonderkommandos in Auschwitz and physicians responsible
for terminally ill patients is not exaggerated. Despite their privileged position
before their patients, these physicians are also captives. They also await in the
camp until the inapplicability of the legal order over their decision-making about
the value and dignity of those lives is solved - which also decides, necessarily, on
the value and dignity of their own lives. If the sovereign decides the semi-lives of
their patients are unworthy, physicians become completely unpunishable for any
of their acts, immediately recovering their full status as legal subjects. Conversely,
if the sovereign decides these lives to be worthy, then physicians assume the
condition of homines sacri, subjected to punishment without criteria manifested as
pure violence from lawless executioners.

As Michel Foucault (2001, p. 24) explains, power is not a commodity that
can be detained or completely lost, it rather permeates people and propagates
as a network. Through this network, individuals are always in a position to
exercise power and to suffer from its action. Individuals are never an inert or
consenting target for power, but transmission centers through which power
moves independently of their will. Thus, the position of power occupied by
physicians towards their patients does not release them from the sovereign’s
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will in its decision on the exception. It rather keeps them as victims: before
the sovereign, physicians remain as bare life, as inert objects exposed to the
impact of a force-of-taw ruling directly over their living bodies. They escape
the filter of legal subjectivity simply because there are no legal criteria capable of
sorting this action and instructing the implementation of law, therefore limiting
the sovereign intervention. Similar to what had occurred with terminal patients,
whether atrocities will happen no longer depends on the legal system, but only
on the personal ethical sense from those who provisionally act as the sovereign
- the police officer, the prosecutor, the judge, the prison guard.

Most importantly, physicians are not alone in this camp. Every professional
dedicated to caring for terminal patients accompany them, always subjected to
become objects of the employment of a force-of-taw without criteria that classifies
them as murderers. Their patients also accompany them, relying on a medical
decision that, coerced by the biopolitical apparatus, may only subject them to the
permanent injunction to make live. Finally, all of us are virtually found in the same
position, as we all will die and may depend on medical treatment as we near the
end. We all have become bare lives before the arbitrary power of the sovereign; we
all remain arrested within the exception.

7 Hippocrates

Upon receiving the degree granting the privilege to practice medicine,
physicians traditionally swear the Hippocratic Oath. They commit to respect
their professors, to administer medicines aiming only patients’ well-being, to do
no wrong or harm, to leave surgery to craftsmen, to not entice patients, and to
maintain confidentiality of the information obtained during their medical practice,
keeping their life and their art immaculate.

While the old-fashioned character of the oath may be dull, we should focus
on its current aspects. After all, amidst its anachronistic content and the ritual
words mechanically recited during graduation ceremonies, an ethical concept
of what the practice of medicine should be is found, guiding not only the actions
of young doctors, but also social expectations about the profession itself. Behind
the crumbling vows to not give bad advice, to not use the scalpel, and to keep life
immaculate, a solid conception of medicine as priesthood is established, organized
as an exclusive guild strictly dedicated to the practice of good.
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When this professional ethics is reclaimed and secularized in Modernity
- as Apollo is dethroned by Leviathan and the oracle’s counsels are replaced by
techniques for the government of populations -, the priests of Aesculapius are
turned into commissioners of biopolitics. The practice of good is then confused
with the imperative to make live, and the oath to do no harm is reinterpreted
as a duty to maximally extend the lives of individuals and populations. It is no
coincidence that the eighteenth and nineteenth centuries, which witnessed the
subversion of the traditional concept of sovereignty as the supreme power over
the vassals’ death, also witnessed the medicalization of government practices.
The birth of new disciplines such as Public Health and Social Medicine shifted
the core of political supremacy from decisions over death to decisions over
individuals’ lives. The social role of physicians is then transformed, and the oath to
not kill is replaced by the promise to make live, inscribed at the heart of advanced
medical research and the increasingly aggressive nature of treatments provided
in intensive care units.

Reducing living beings to the purely biological reality of zoé, turning vain
the experience of bios in the political community, the biopolitical apparatus
shatters the ethical link between the testifier and his speech. The Hippocratic oath
is transformed into promise, an assertion with denotative value and measurable
by logical and objective parameters of adequacy between words and reality. The
impossible promise of eternal life, however, is never fulfilled, and physicians and
their patients survive amidst the continually frustrated hope of a final victory that
never takes place - even though this promise never ceases to be demanded.

This biopolitical apparatus belief in technological omnipotence prevents us
from realizing that the essence of the oath is the interjection of an impossibility,
manifested by the human inability to articulate an existing reality. Therefore, the
oath may not be a statement or a promise, but only a veridiction; its effectiveness is
found only in its relationship to the subject who utters the oath. As Agamben (2011,
p. 57) explains, the man who vows does not promise an outcome, nor is committed
to a reality. Instead, “the subject constitutes itself and puts itself in play as such by
linking itself performatively to the truth of its own affirmation” Thus, the effect of
the oath does not happen in reality, but within the very man who utters it, whom by
his words is devoted to the truth of his own vow - which explains why it is always
delivered to the gods and accompanied by the conditional sacratio of a curse.

Revista Juridica da Presidéncia « Brasilia » v.21 n.125 « Out.2019/Jan.2020 - p.516-539
http://dx.doi.org/10.20499/2236-3645.RIP2019v21e125-1759

535



536

Biopolitics in end-of-life care

When the biopolitical society interprets this interjection of impossibility as an
assertion of reality, the physician’s association to his word ceases to be an ethical
criterion of veridiction to become an objective criterion of truth - capturing him
in a judgement that no longer evaluates his personal commitment to his word,
but rather only considers the objective results of his actions. When converting his
oath into promise, the Hippocratic disciple assumes the responsibility to achieve
the impossible. In this scenario, the conditional sacratio inevitably takes place, and
all the evils fall over him in case of breach of promise - unhappiness in life and
profession, and eternal disgrace amongst men.

8 Conclusion

In summary, this paper discusses the important issue of how and when to
decide a medical intervention is futile and a patient should be allowed to die.
The problem is formulated around the agambenian concept of state of exception,
in which no legislation will ever be sufficient to regulate these complex issues,
exposing patients and physicians to an unchecked power over their lives. The
Brazilian legislation exemplifies the unsolvability of the dilemma in modern
Western societies, given law’s impossibility to rigorously regulate every technical
aspect of the ethical dilemma, as well as the technological discourse inability
to face it on its own terms. The larger biopolitical issue cannot be addressed
with mere bioethical or legal solutions. Instead, it depends on our willingness to
corageously confront multiple powers focused over our lives and deaths in the
biotechnological society in which we live.

Amidst multiple attacks from the biopolitical apparatus, no more promises are
needed. Instead, a permanent memento mori is more important, reminding us the
limits of the human condition and the imprudence of the modern biotechnological
promise, such that we strengthen our difficult resistance to those injunctions
from a power that seemingly only wants our well-being (to make us live!). The
alternative to this has grim implications in multiple scales.

At an individual level, the greatest risk is dysthanasia, the bad death subjecting
patients to meaningless terminal existences and transforming their last moments
into an endless torture. Those surrounding these patients - their families and loved
ones - are also victims of the same empty promise. Believing in the possibility of
another heroic intervention to prolong life beyond its limits, they suffer the guilt for
not trying something else, not infrequently mistrusting and becoming angry at the
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staff providing care, multiplying their suffering from losing their loved ones. Yet, even
when they understand the irreversibility of the dying process and decide to withhold
or withdraw curative intent therapies, they feel guilty and suffer emotional trauma for
giving up on the victory that the biopolitical apparatus had assured to be possible®®.

Health care professionals,in turn - especially physicians,natural leaders deciding
about end-of-life measures, and nurses, whom at the bedside continuously observe
the effects from these decisions - see the purpose of medicine become distorted,
which contributes to their moral distress when the chosen course of action conflicts
with their personal ethical values*‘. Experiencing the same scenario repetitively,
these professionals are inexorably exhausted by the apparatus as they are exposed
to the real risk of unfair punishment if they dare to question the imperative to make
live. On the other hand, fear from unfair punishment may also cause physicians to
not properly manage the pain of dying patients, allowing needless discomfort to
pervade the dying process.

Finally, and perhaps the most serious of all, there is risk to health care systems,
and consequently to society as a whole. If the discussion about the limits - if not the
scarcity — of available resources in health care systems is not ethically acceptable
in the fiduciary relationship between a physician and his patient, this fact cannot
be ignored by policymakers and those responsible for their management. By
disproportionately and systematically investing in lives that are irreversibly bound to

13 Wendler and Rid’s study (2011, p. 342) reviewed 40 publications assessing the effects on surrogates of
making treatment decisions (total of 2,854 participants), the overwhelming majority involving terminal
patients. These effects were assessed quantitatively in 11 papers, and at least one third of respondents
reported negative emotional experiences as a result of their decision. The other 29 papers assessed these
effects qualitatively, and the majority of their respondents also experienced emotional burden. The most
cited were stress, guilt over their decisions, and doubt regarding whether they had made the right decisions.
By all means, the authors do not want to minimize the autonomous exercise by patients and their surrogates.
However, the observation that even for terminal patients - whose death is imminent and probably obvious
even for laymen - the promise from the biopolitical apparatus still prevails is revealing. Unable to be
accomplished, the promise causes feelings of guilt in those participating in end-of-life care decisions.

14 Given the lack of autonomy over end-of-life decisions that nurses enjoy compared to physicians, the
literature on moral distress is more extensive about nursing professionals. However, several publications
report on the moral distress experienced by critical care physicians providing aggressive treatment
to terminal patients. Kompanje et allii (2013, p. 633) acknowledge that most deaths in European and
North-American ICUs occur only when life-sustaining therapies are withdrawn, which demonstrates the
paucity of natural deaths in an environment capable to temporarily keep alive even the most serious of
irreversibly ill patients. The study’s conclusion is expected, claiming that physicians and nurses experience
compassion fatigue and moral distress when, due to conflicts and external social forces, they are forced to
provide disproportionate treatments for the terminally ill.
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imminent death, only to meet the empty promise to make live at any cost and at any
price, the unwanted (but inevitable) side effect is the inability to provide care to all
others who have some reasonable expectation to recover. This is the darker side of
the apparatus: First, because it affects all individuals, who at some point necessarily
rely on the system for assistance. Second, because the physician is submitted to the
Sophie’s choice; in light of limited resources, he has to choose who will be given a
chance to live and, consequently, who will die from lack of opportunity to access the
system. Similar to the Sonderkommandos, this doctor also carries the responsibility
for a crime that is not his (the unforgivable sin to not perform miracles)*, and
analogous to that case, not even the moral solace of innocence is permitted.
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