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  Pref ace    

 The purpose of this book is to analyze several clinical, ethical and legal questions 
related to the use of sedation at the end-of-life. Indeed, it focuses mainly on seven 
ethically relevant questions related to palliative sedation (PS). These questions are 
addressed by an interdisciplinary team of internationally renowned specialists in 
the fi elds of bioethics and palliative medicine. Each of the contributors analyses a 
particular question or dimension of the general topic from the perspective of his/
her respective discipline (palliative medicine, bioethics, law, philosophy and theol-
ogy). Thus, the book as a whole offers helpful clinical, ethical and legal criteria to 
provide guidance to health care professionals, patients and their relatives in the 
adequate use of PS. Among them are, for instance, the specifi c goals of care at the 
end-of-life; the inviolability of human life; the respect for the dignity of the dying; 
the ethical principles of therapeutic proportionality, double effect, participation in 
decision- making, etc. 

 The book’s content is the result of the contributions presented at an International 
Seminar held at the Pontifi cia Universidad Católica de Chile (August 2011). During 
this event, each of the contributors received comments and suggestions from the 
other experts to improve the fi nal draft of their text. This mutual feedback enabled 
not only the elaboration of a revised version of each chapter, but also the possibility 
of bringing the experts into a collaborative dialogue. The improved versions of the 
chapters were in turn submitted to external peer review. Taking into account the 
reviewers comments, each author produced the fi nal version of his/her text, which 
is the one included in this book. 

 This fruitful international academic collaboration took place in the context of 
research projects, funded by the Chilean Government’s National Funds for the 
Development of Science and Technology (FONDECYT: Fondo Nacional de 
Desarrollo Científi co y Tecnológico, Project No. 1110721) and the Pontifi cia 
Universidad Católica de Chile (Projects No. DGP08-120A002 and DGP09- 
PADH016), as well as by the Manuel Velasco-Suárez Award for Excellence in 
Bioethics 2010 (granted to the Editor by the Pan American Health and Education 
Foundation (PAHEF), the Pan American Health Organization (PAHO) and the 
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Mexican Government). Hence, the book represents a tribute of gratitude from the 
Editor for the generous funding received from these institutions. 

 Sedation has been widely used in medicine since a long time, for instance to 
alleviate pain and discomfort associated with invasive procedures and surgery, as 
well as to treat extremely agitated psychiatric patients. Nevertheless, its use for 
symptom-control in advanced stages of incurable diseases was fi rst published in 
1990 and it was not until 2000 that the term ‘palliative sedation’ (PS) was coined. 
Since then, sedation has been progressively accepted as a therapeutic tool in the care 
for dying patients (palliative medicine). 

 ‘Palliative sedation’ is currently considered to be a last resort therapeutic tool for 
the management of severe, refractory symptoms at the end-of-life. Indeed, the use 
of sedatives to alleviate the suffering caused by severe symptoms that have not 
responded to the usual therapeutic interventions seems to be clinically prudent and 
ethically correct. Nevertheless, in spite of the improvement of medical knowledge 
related to the use of palliative sedation during the last decade, available empirical 
evidence is still limited and important points of controversy persist. Indeed, a review 
of the medical literature suggests that the prevalence and the spectrum of the indica-
tions of sedation in the terminally-ill has been progressively expanding over the past 
years, including nowadays its more frequent use for the management of psycho- 
spiritual symptoms (e.g. ‘existential suffering’). Moreover, the use of sedatives is 
associated with some adverse side-effects and/or risks, such as respiratory depres-
sion and low blood pressure. Although the literature shows that these risks and 
adverse effects do not occur when sedatives are used by professionals in an appro-
priate way, they may indeed occur when using sedatives in inappropriately high 
doses and/or when the dose is increased too rapidly. In this context, some authors 
have expressed their concerns about the occurrence of imprudent uses, sub-standard 
applications and actual abuses of sedation at the end-of-life, which may represent a 
form of ‘slow euthanasia’ or ‘euthanasia in disguise’. 

 Hence, available empirical evidence about the current use of sedation at the end-
of- life raises a number of interesting and controversial clinical, ethical and legal 
questions. This book focuses mainly on seven ethically relevant questions, which 
represent its very  leitmotiv . These questions are:

    1.    Whether there is an ethically sound difference between PS and euthanasia and 
physician-assisted suicide.   

   2.    Whether the principle of double effect can be appropriately applied to justify the 
use of sedation in some cases at the end-of-life.   

   3.    Whether PS might be ethically acceptable in the case of patients that are not 
imminently dying (agony).   

   4.    Whether decisions to limit medically assisted nutrition and hydration are essen-
tially linked to PS or whether they should be regarded as independent issues.   

   5.    Whether sedation is an adequate response to ‘existential suffering’.   
   6.    Whether sedation could ever be used in the case of patients who are not able to 

give their informed consent (e.g. patients with cognitive impairment of diverse 
origins, etc.).   
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   7.    Whether clinical guidelines for the use of PS are desirable to orient health care 
professionals, patients and relatives in the adequate use of sedation at the 
end-of-life.    

  Actually, these are the questions that the different contributors address, analyz-
ing the points in which a certain consensus about the adequate use of sedation at the 
end-of-life has already been reached, but also critically refl ecting on aspects where 
important controversy still persists. 

 Introducing the reader to the current state of the debate, Taboada (Chap.   1    ) 
describes the clinical scenarios, the different terms/defi nitions and some of the 
existing guidelines for ‘palliative sedation’. It becomes evident that the current 
debate includes a variety of aspects such as: (1) the defi nition and terminology (e.g. 
palliative, terminal, deep continuous sedation, palliative sedation to unconscious-
ness, etc.); (2) the types of sedation that are included under these expressions (inter-
mittent vs. continuous, mild vs. deep); (3) the clinical indications (physical 
symptoms vs. existential suffering); (4) the concomitant administration vs. with-
drawal of medically assisted nutrition and hydration; and (5) the ethical foundations 
of its clinical applications and its difference with euthanasia and physician-assisted 
suicide. 

 Referring to the framework provided by the European Association for Palliative 
Care (EAPC), Taboada alerts the reader about the existence of inadequate uses, 
substandard applications and abuses of ‘palliative sedation’ in terminally-ill patients. 
A critical analysis of some of the existing guidelines suggests the need for re- 
thinking the clinical, ethical and theological foundations of this therapeutic inter-
vention at the end-of-life, a task that is successively undertaken by other 
contributors. 

 Sullivan (Chap.   2    ) analyses the role of sedation in the context of the broader 
‘goals of care’ at the end-of-life. Based on a refl ection on the anthropological and 
ethical foundations of the practice of medicine as such, Sullivan proposes to shift 
the focus of the ethical discussions about ‘palliative sedation’ to a deeper analysis of 
‘goals of care’ at the end-of-life. He suggests that this shift can help to clarify the 
distinction between ethically appropriate and inappropriate applications of pallia-
tive sedation. 

 This author argues that ‘palliative sedation’ should share certain features with 
ethically appropriate ‘goals of care’ in palliative care generally. And since these 
goals preclude intentionally hastening death, he states that the ethical distinction 
between palliative care and euthanasia is important, and that appropriate ‘palliative 
sedation’ – as a set of practices distinct from euthanasia – is clinically achievable. In 
order to achieve this in practice, the author urges that beyond the development of 
clinical guidelines, there is also the distinct but equally important task of developing 
clinical tools and educational resources that teach clinicians how to formulate ‘goals 
of care’ regarding ‘palliative sedation’. 

 The concrete way in which ‘palliative sedation’ is actually performed in clinical 
practice is addressed by Walker (Chap.   3    ). In fact, the author gives the reader a bed-
side perspective on palliative sedation for the treatment of refractory symptoms, 
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most notably agitated delirium and dyspnoea, which are the primary symptoms 
requiring palliative sedation. 

 This author also describes the practices used at one of the world’s leading cancer 
centres (namely the University of Texas’ MD Anderson Cancer Center). He  provides 
in this way an insight into the benefi ts and risks related to this clinical intervention 
and also a sense of the aspects that need to be carefully monitored when performing, 
in a responsible and prudent way, sedation at the end-of-life. 

 Although palliative sedation is most often used to relieve physical symptoms at 
the end-of-life, many guidelines for palliative sedation specify that ‘existential suf-
fering’ is also a legitimate indication for this intervention. This is perhaps one of its 
most controversial indications. In fact, most of the chapters of this book deal with 
this issue in one way or the other. So, Rodin et al. (Chap.   4    ) focus specifi cally on 
‘existential suffering’ as an indication for palliative sedation, with a consideration of 
the clinical and ethical questions and controversies which this practice may raise. 
These authors suggest that the validity of existential suffering as a criterion for pal-
liative sedation is undermined by the ambiguity in its defi nition and by the practical 
diffi culties in its assessment. Indeed, this term has been used by some to include 
virtually all psychological symptoms. The suggestion to limit this term to mortality- 
related concerns may not improve specifi city in its usage, since mortality is inevita-
bly a context that shapes all psychological concerns near the end-of-life. 

 It is interesting to note that Rodin et al. regard ‘existential suffering’ as a symp-
tom that arises not exclusively ‘within the patient’, but also from the social context. 
Hence, they suggest that mobilizing support of the family, any others who may mat-
ter, and the multi-disciplinary palliative care team at the end-of-life may all help to 
diminish or alleviate existential suffering at the end-of-life. They even state that the 
occurrence of intolerable suffering at the end-of-life may be secondary to the failure 
to institute appropriate interventions earlier in the course of the disease. Thus, Rodin 
et al. consider that the use of deep continuous sedation until death to treat ‘existen-
tial suffering’ raises a number of ethical questions, for instance, that it may be 
regarded as a form of euthanasia in that it causes a ‘social death’ and the permanent 
loss of awareness at a crucial moment of a person’s life. Moreover, they suggest that 
the use of deep continuous sedation can also become a covert form of ‘slow eutha-
nasia’, particularly when the criteria of refractoriness and unresponsiveness to other 
interventions, including temporary sedation, have not been met. Hence, they con-
clude that the justifi cation of palliative sedation for existential distress will require 
greater uniformity and clarifi cation regarding the defi nitions of existential distress, 
the criteria for intolerability and refractoriness to treatment, and an early routine 
referral to mental health experts for the evaluation and treatment of existential 
distress. 

 In Chap.   5    , Boyle shows how the ethical principle of double effect can help to 
clarify the moral issues surrounding palliative sedation, specifi cally by drawing the 
distinction between hastening a patient’s death intentionally or as a consequence of 
the unintended side effects of sedatives. Aware of the fact that this traditional ethical 
principle has been frequently misunderstood or misapplied, before developing its 
application to palliative sedation, Boyle gives an accurate account of its origins and 
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essential content. This author argues that in its application to end-of-life care,  double 
effect states that it can be morally good to shorten a patient’s life as a foreseen and 
accepted but unintended side effect of an action undertaken for a good reason, even 
if it is agreed that intentionally killing the patient or shortening the patient’s life is 
wrong. Nevertheless, certain conditions need to be fulfi lled. Following Anscombe, 
Boyle reformulates the conditions of double effect as follows: that the action having 
the bad side effect be good in itself (that is, independent of the bad side effect), that 
it be done for a good purpose, that the action causing the bad side effect be propor-
tionate to the evil caused, and most importantly the intentional condition – that the 
bad effect not be a means to the good effect. 

 It is interesting to remark that, when dealing with the specifi c question about the 
moral justifi cation of the use of sedation at the end-of-life, Boyle analyses sepa-
rately two problems: the suppression of consciousness as such on the one hand and 
the risk of shortening life on the other. He thinks that the application of double effect 
proceeds in the latter, but not in the former. Nevertheless, in the case of the inten-
tional suppression of consciousness, the author introduces a further interesting dis-
tinction. He states that, although the principle of double effect does not usually 
prove to be necessary for justifying the ethical permissibility of suppressing a 
patient’s consciousness in the context of the management of refractory symptoms, 
its application is actually relevant to those cases in which sedation might prevent the 
patient from executing important moral and religious duties at the end-of-life. So, 
Boyle remarks that in such cases the prevention of the opportunity for executing 
moral duties should occur only as an unintended side effect of the treatment, if there 
is a proportionately serious reason for doing so. This distinction is relevant to cases 
of ‘existential suffering’, which is an issue that the author also explores in this 
chapter. 

 With regards to the problem of shortening a patient’s life through the use of seda-
tives at the end-of-life, Boyle emphasizes the importance of the distinction between 
intending and foreseeing. He specifi es that although the medical literature suggests 
that the risk of actually hastening a patient’s death through the use of sedatives is not 
the rule, but rather the exception, double effect can indeed be applied to justify its 
use, but only if the expected shortening of life caused by the sedation is a side effect 
and not an intended result. 

 So, Boyle’s conclusion is that “double effect is an important tool both clinically 
and in public debate for situating end-of-life treatments, and for getting clear about 
whether or not actions that look like intentional killing really are that. In the light of 
that clarifi cation, the acceptance of terminal sedation as a part of palliative care for 
the dying is not precedent for euthanasia, although some questionable uses of termi-
nal sedation may in fact be intentional killing.” 

 Similar questions connected to the precise content, extension and applicability of 
the principle of double effect to the case of sedation at the end-of-life are further 
explored by Miranda (Chap.   6    ). In agreement with Boyle, this author emphasizes 
that the principle of double effect has been frequently misinterpreted and misap-
plied, due to a lack of a proper understanding of its philosophical foundations and 
specifi c content. Hence, he accurately examines the type of actions that need to be 
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justifi ed by this principle, stating that only those acts that cause effects or a state of 
affairs that would be never lawful to directly intend – either as an end or as a means – 
fall under the fi eld of application of double effect. In doing so, the author stresses 
the importance of both the distinction between intended and foreseen effects and the 
idea that this principle presupposes the existence of intrinsically bad actions, which 
would be always morally wrong to pursue. 

 Miranda reviews the interpretation of the principle offered by contemporary 
authors within the Natural Law tradition (such as Grisez, Finnis and Boyle) and 
takes into account two different types of criticisms that have been made to their 
position: Aulisio’s criticism, stating that double effect can be also applied outside an 
‘absolutist’ tradition, and Anderson’s objection, suggesting that even within an 
‘absolutist’ context, double effect does also apply to the sort of harms that it would 
be lawful to directly intend. The analysis of these criticisms gives him the opportu-
nity to clarify important points concerning the precise content and proper fi eld of 
application of the principle. 

 After making these important clarifi cations, the author analyses in depth the 
question of whether the administration of drugs that reduce a person’s awareness are 
the type of actions that need to be justifi ed by the principle of double effect. His 
accurate analysis of the scope of application of this principle leads him to the con-
clusion that palliative sedation does not need to be justifi ed by double effect reason-
ing, but rather by the principle of totality and proportionality in medical care. In 
other words, he suggests that in order to justify the act of reducing a patient’s level 
of consciousness – which might be considered as a bad effect – it is suffi cient to 
have proportionately serious reason. Like Boyle, Miranda does not see a serious 
reason to hold that reduction of consciousness as such is an effect that would be 
always wrong to directly intend as a means for a proportionately serious clinical 
necessity. Nevertheless, he specifi es that if sedation would hasten a patient’s death, 
the application of the principle of double effect would be necessary to justify this 
bad effect, as it corresponds to the type of effects that would be always wrong to 
directly intend. Similarly this occurs with the total and permanent abolition of a 
patient’s consciousness, which also corresponds to a state of affairs which would 
never be lawful to directly intend. 

 In Chap.   7    , Keown offers an overview of some basic concepts central to a legal 
and ethical analysis of palliative sedation. In particular, this author deals with the 
concepts of ‘sanctity of life’, ‘best interests’ and ‘autonomy’ which are key to under-
standing when palliative sedation is legally and ethically defensible. The author 
suggests that only after these basic concepts have been soundly understood is it 
possible to address specifi c questions such as, for example, whether it is ethical and 
lawful to administer sedatives with intention to shorten a patient’s life, or when the 
patient is not ‘terminally ill’, or as a response to ‘existential suffering’, etc. 

 Keown’s proposal is that the most important concept underlying the ethical and 
legal analysis of palliative sedation is the ‘inviolability of life’. Indeed, he argues 
that respect for the patient’s autonomy – in spite of its evident importance – ought 
to be always subordinated to the respect due to basic human goods, among which 
human life is the fi rst. In fact, it is a necessary condition for exercising freedom. 
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 An interesting clarifi cation in the context of the current debate about sedation at 
the end-of-life is Keown’s distinction between medical judgments based on the ben-
efi ts related to a patient’s ‘quality of life’ and judgments about what can be consid-
ered as a ‘benefi cial quality of life’. According to this author, the former can have a 
place in medical decision-making, while the latter may result in arbitrary discrimi-
nation against certain types of patients and an eventual lack of respect for the invio-
lability of their lives. 

 In the context of drawing the ethical and legal difference between palliative seda-
tion and euthanasia, Keown stresses the importance of distinguishing between 
‘direct’ and ‘oblique’ intentions of our actions, a distinction that had been already 
addressed both by Boyle and Miranda in the previous chapters, as the difference 
between ‘intended’ and ‘foreseen’ effects of human actions. In accordance to his 
previous affi rmation of the inviolability of human life as the most fundamental cri-
terion to judge the ethical and legal justifi cation of the use of sedatives at the end-
of- life, Keown strongly rejects acts that directly intend to hasten a patient’s death. 

 Given the fact that legal regulations vary from country to country and since the 
International Seminar that led to the preparation of this book was held in Chile, an 
analysis of the legal situation regarding palliative sedation in Chile was necessary. 
This task was undertaken by Vivanco (Chap.   8    ), who focused her analysis mainly on 
three questions: (1) whether palliative sedation is legally justifi able in the context of 
contemporary medicine, (2) whether it can be conceived as a patient’s right, and (3) 
whether it can be distinguished from other legally non-admissible acts, such as 
euthanasia or medically assisted suicide (which are actually illegal in most 
countries). 

 This author argues that although in Chile there is no explicit legal regulation 
regarding either palliative sedation or euthanasia, the former can be considered as a 
part of the patient’s right to adequate palliative care, while the latter would be con-
sidered illegal, as it is contrary to the Chilean Constitution. In order to draw such a 
clear-cut distinction between palliative sedation and euthanasia, the author analyses 
the differences between both according to: (1) the agent’s intention, (2) the content 
of the informed consent, (3) the procedure, and (4) the expected result. 

 The interest of this chapter in the context of the overall aim of the book rests 
precisely in the fact that it provides an insight about the situation in Latin-American 
countries (exemplifi ed in Chile), where little has been published about this subject. 
And it is certainly interesting to be aware of some cultural differences regarding 
these controversial issues. 

 An accurate exploration of the contextual history of end-of-life care is provided 
by Henry in Chap.   9    , particularly as it relates to the contentious advent of sedation 
as a therapy of choice for the palliation of a subset of terminally-ill patients. This 
historical account enables both a better understanding of the need and potential use 
of clinical guidelines for sedation of terminally-ill patients and recommendations 
for future research in the fi eld. 

 The author compares the practical orientations proposed by the main clinical 
guidelines, focusing his attention especially on the statements that relate to the 
seven ethically relevant questions that constitute the book’s  leitmotiv . It is  interesting 
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to note that there are actually some signifi cant differences in the solutions  proposed 
in different countries. 

 Henry suggests that the published literature to-date regarding the use of pallia-
tive sedation continues to identify inconsistencies and variances in application with 
regard to its prevalence in current practice, the overall effect (outcome) of sedation 
on the patient, the family and health care team, the practice and impact of providing 
(or not) hydration and nutrition in the dying process when sedation is employed, and 
the decision-making processes in place when this therapy is being used. 

 The author concludes that clinical tools (namely clinical protocols and pathways) 
derived from well established guidelines can improve the consistency and quality of 
care. In fact, he suggests that the main usefulness of guidelines, consensus state-
ments and frameworks on palliative sedation is to help mitigate unnecessary and 
inappropriate uses of this therapy. 

 Henry’s conclusion is strongly criticized by Scott (Chap.   10    ), who sustains a 
very critical standpoint on the publication of clinical guidelines, suggesting that 
they can have quite negative effects on judicious medical decision-making. Hence, 
the author insists on the need for education, to train medical personnel in the habit 
of making prudent clinical judgments in each particular situation. He states that 
although guidelines may have a role in clinical practice, they entail the risk of being 
used in a mechanical way that might end up substituting the individual’s clinical and 
ethical reasoning when faced with diffi cult situations. Hence, the publication of PS 
guidelines cannot replace the need for a permanent education of health care profes-
sionals, patients and family members on sound criteria for appropriate decision- 
making regarding sedation at the end-of-life. 

 The chapter concludes by suggesting the current need for re-thinking the clinical, 
ethical and theological foundations of an adequate use of sedation in the context of 
the specifi c goals of end-of-life care. 

 The book’s main contribution is doubtless its interdisciplinary approach to a 
topic that might seem to be quite narrow, but has actually the particularity of open-
ing up a broad spectrum of very profound questions connected to the ‘meaning of 
life’ and the value of a ‘good death’. What is truly at stake here is the way in which 
our societies understand the right of terminally-ill patients to receive a profession-
ally competent, integral and humane care at the end-of-life, a care that enables a 
peaceful and dignifi ed death, always respecting the ‘inviolability of human life’. 

 The World Health Organization’s defi nition states that palliative care affi rms life 
and regards dying as a normal process, neither hastening nor postponing death. 
According to this defi nition, the so-called ‘right to die with dignity’ cannot be con-
ceived simply as a right to self-determination with regards to death, but rather as a 
right to live one’s life to the end and to be assisted by others in the dying process. 
Under this perspective, the dying process is understood to pose special ethical chal-
lenges to medical professionals as well as to society as such.  

 The experience with palliative care patients shows that each patient is unique and 
cannot be replaced. In spite of the similarities of clinical conditions, each individual 
has a specifi c constellation of symptoms, which in turn present themselves with dif-
ferent degrees of intensity in each case. Moreover, the personal experience with the 
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disease, with the medical profession, with the family, with the friends and with 
society differs as well, generating dissimilar psychological reactions among termi-
nally ill patients. Also the spiritual resources and the coping mechanisms vary 
according to their respective religious and cultural background. Dying persons have 
the right to receive integral and competent assistance at the end-of-life, addressing 
the different sources of suffering of the dying person and their relatives (‘total 
pain’). Palliative medicine was originally conceived as an active and competent 
answer to these  ethical demands. This is precisely the framework in which the ade-
quate use of  palliative sedation can fi nd its foundations.

  Dying persons correspond doubtless to one of the most vulnerable groups in our 
societies. Hence, their life and dignity deserve our special attention and protection. 
If we accept the premise that a person’s moral quality is shown mainly in the way in 
which he/she treats the most vulnerable people, then we may argue that future 
 generations will be able to judge the moral quality of contemporary societies by the 
way in which we treat the most vulnerable, among which the dying are an important 
group. Hence, the care for the dying offers a privileged  context to test our most 
fundamental moral attitudes. Indeed, not only the truth of our unconditional respect 
for human life and dignity are put to trial, but also the meaning and value we attri-
bute to pertaining to the human family.  

  Santiago, Chile     Paulina     Taboada    
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1.1            Introduction 

 The use of sedation is not new in medicine. In fact, sedation is widely used to allevi-
ate pain and discomfort associated with both invasive procedures such as surgery, as 
well as severe burns (Claessens et al.  2008 ; Cherny and Radbruch  2009 ). Similarly, 
in Psychiatry it is used in extremely agitated patients, or in those suffering from 
severe panic attacks. Still, the fi rst descriptions of the use of sedation for symptom- 
control in advanced stages of incurable diseases were published in 1990–1991, and 
it was not until 2000 that the term ‘palliative sedation’ (PS) was coined (Claessens 
et al.  2008 ). Since then, sedation has been progressively accepted as a therapeutic 
tool in the care for dying patients (Palliative Medicine) (Claessens et al.  2008 ; 
Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ). 

 During the last decade, medical knowledge about PS has signifi cantly increased. 
Several clinical studies (Ventafridda et al.  1990 ; Fainsinger et al.  2000 ; Muller- 
Busch et al.  2003 ; Morita et al.  2002 ), systematic reviews (Engstrom et al.  2006 ; 
Cowan and Walsh  2001 ; Royal Dutch Medical Association Committee on National 
Guideline for Palliative Sedation  2009 ), and clinical guidelines (Cherny and 
Radbruch  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; Morita et al.  2005 ; Morita 
 2004a ; Beel et al.  2002 ; Jackson  2002 ; Cowan and Walsh  2001 ; Quill and Byock 
 2000 ; Quill et al.  1997 ; Pomerantz et al.  2004 ; Veterans Health Administration 
National Ethics Committee  2006 ; Cassell and Rich  2010 ; Jansen and Sulmasy 
 2002 ) have been published. However, the available empirical evidence is still limited, 
and the debate continues. Diverse studies show an enormous variation in the preva-
lence of PS in different centers, which fl uctuates between 10 % to more than 50 % 
of the patients (Cherny and Radbruch  2009 ; Ventafridda et al.  1990 ; Fainsinger 
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et al.  2000 ; Muller-Busch et al.  2003 ; Morita et al.  2002 ; Engstrom et al.  2006 ; 
Cowan and Walsh  2001 ; Royal Dutch Medical Association Committee on National 
Guideline for Palliative Sedation  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; 
Morita et al.  2005 ; Morita  2004a ). These data suggest a lack of uniformity in the 
clinical criteria applied for its use (Morita  2004a ). In fact, this is precisely one of 
the several aspects that are under debate today. Other controversial points are: the 
concepts, defi nitions and terminology (‘palliative sedation’ vs. ‘terminal sedation’); 
(Beel et al.  2002 ; Jackson  2002 ; Cowan and Walsh  2001 ) the types of sedation that 
are included under the concept (intermittent vs. continuous; superfi cial vs. deep); 
the clinical indications (physical symptoms vs. existential suffering); the concomitant 
administration of vs. the withdrawal of medically assisted nutrition and hydration 
and other life-prolonging medical interventions (Claessens et al.  2008 ; Royal Dutch 
Medical Association Committee on National Guideline for Palliative Sedation 
 2009 ; Quill and Byock  2000 ; Quill et al.  1997 ); etc. However, the most debated 
issues are connected with the ethical foundations of PS and its conceptual difference 
with euthanasia and physician-assisted-suicide. 

 In the following, I shall start with the description of two real clinical cases, to 
introduce some aspects of the current debate on the concepts and defi nitions of 
‘palliative sedation’, as well as the controversies related to its clinical applications. 
A critical analysis of the content of some of the guidelines for the use of PS that 
have been proposed in different parts of the world suggests a current need for 
re-thinking the clinical, ethical and theological foundations of this therapeutic inter-
vention at the end-of-life. Although I will refer to some of the ethically relevant 
questions connected to the use of PS, I will not enter into a deep analysis of these 
issues here, as this will be the task of the following chapters.  

1.2     Clinical Settings: Examples of Real Cases 

  Case 1 

 29 years-old woman with an end-stage brain tumor (glioblastoma). She has had a 
very low intake of fl uids and nourishment for several months and is currently 
cachectic and bed-bounded. The tumor’s mass effect has been causing her mild 
headache and confusion over the past weeks, for which she is currently under treatment 
with steroids and opioids, with a partial response. 

 Due to tumor involvement at the level of the brain stem, she developed shortness 
of breath and was admitted to an Acute Symptom Management Unit. Attempts to 
relieve her dyspnoea with oxygen and with increasing doses of opioids has failed. 

 As the patient did not have the capacity to participate actively in medical 
decision- making (due to her mental confusion), the use of sedation was proposed 
to the parents and fi ancé as a last resort therapy to relieve her respiratory distress. 
They hesitated, as they understood that inducing a state of unconsciousness 
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would  prevent them from the possibility to communicate with her during her last 
days of life. But after witnessing her increasing respiratory distress, they ended 
up accepting the treatment. Before starting sedation, they requested a priest to 
come and give her Holy Communion and the Blessing of the Sick, as they were 
all practicing Catholics. 

 Sedation was effi ciently induced with low doses of Midazolam i.v. and the mod-
erately sedated patient did not look distressed anymore. She died peaceful 4 days 
later, in the company of her parents and fi ancé. 

 In such a case, one can assume that death was caused by respiratory arrest due to 
tumour compression at the level of the brain stem and not by the use of sedatives.  

  Case 2 

 59 years-old lady with an invasive ductal breast carcinoma and a scamous carcinoma 
of the vagina. In spite of the intense radio- and chemotherapy, the disease is now 
widely disseminated. In fact, she has multiple lung, pleural, hiliar, brain and subcu-
taneous metastases. Her symptom assessment reveals an appropriate control of 
physical symptoms, but a persistent state of enormous anguish. 

 She is married to a supportive husband, who visits her daily at the Acute Symptom 
Management Unit were she has been recently admitted. They never had children, as 
they got married rather late. The source of her current anguish seems to be related 
to a deep questioning of some important life-decisions and the overall meaning of 
her existence. Her emotional state might be labeled as ‘existential suffering’. 

 The patient requests her attending Palliative Care Physician “to be put asleep, as 
she cannot bare this horrible anguish anymore.” The husband agrees with the 
patient’s request. The attending physician hesitates whether this is a case for pallia-
tive sedation and decides to consult with other colleagues. 

 In the mean time, each time the doctor enters the patient’s room, she inquires: 
“Why am I not asleep yet? I have already told you that I cannot stand this anguish 
anymore!” The patient’s strong insistence provokes a distress reaction in the doctor, 
who decides to initiate a continuous i.v. infusion of Midazolam. 

 Nevertheless, mild sedation does not seem to work well for the patient. In fact, 
every time the doctor enters the patient’s room, she keeps asking why she is not 
asleep yet. Hence, the doctor decides to increase the doses of Midazolam after each 
visit. Since this strategy does not work, the physician decides to add Phenobarbital. 
After 3 days, a state of unconsciousness is fi nally reached and the patient dies. 

 According to the advanced stage of her cancer, the estimated prognosis of this 
patient was less than 2 month. Nevertheless, she actually died in a few days, prob-
ably due to respiratory arrest caused by the rapid increase of sedatives, combining 
the use of benzodiazepines and barbiturates. 

 These two cases confront us with questions related to the distinction between 
‘palliative sedation’ and euthanasia. In order to draw this distinction, we fi rst need 
to clarify the concepts.   
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1.3     The Debate on Terms, Concepts and Defi nitions 

 A review of the medical and bioethical literature reveals that not all the authors 
understand the same thing when referring to sedation as a useful therapeutic tool 
in Palliative Medicine. In fact, several defi nitions have been proposed in the lit-
erature (Claessens et al.  2008 ; Cherny and Radbruch  2009 ; Cherny  2006 ; 
Krakauer  2009 ; Beel et al.  2002 ; Jackson  2002 ; Cowan and Walsh  2001 ). Strictly 
speaking, defi nitions come in various sorts: operational, descriptive and conceptual 
defi nitions. Therefore, when liming a concept, one tries to give an ‘conceptual defi -
nitions’ of it (e.g. knowledge is justifi ed true belief). Thus, grasping the essential 
elements of the subject under study is a fi rst necessary step to provide a good 
‘conceptual defi nition’. 

 In regard to specifi c ‘conceptual defi nitions’, one has to be careful to defi ne the 
term taking into account what it actually is. And PS is fundamentally an action type. 
Hence, it should be defi ned in a way apropos for action types, for example, it should 
note the object, the intention of the agent and the circumstances. From this per-
spective, ‘palliative sedation’ could be defi ned as the medical act of administering 
sedatives with the deliberate intention of reducing the level of consciousness of a 
terminally ill patient as much as needed to achieve a proportionate good therapeutic 
goal, as is the relieve of severe and refractory symptoms at the end of life. Boyle 
(Chap.   5    ), Miranda (Chap.   6    ) and Keown (Chap.   7    ) provide good examples of this 
sort of action-type defi nition of PS when undertaking an accurate analysis of the 
problem as to whether the administration of drugs that have the effect of depriva-
tion of consciousness in the patient, is or is not an action that could (or should) be 
justifi ed by the application of the so called ‘principle of the double effect’ (PDE). 

 Indeed, the common idea underlying the various defi nitions of PS used in the 
current bioethical and medical literature is that it is “the intentional administration 
of sedative drugs in dosages and combinations required to reduce the consciousness 
of a terminal patient as much as necessary to adequately relieve one or more refrac-
tory symptoms.” (Claessens et al.  2008 ) 

 Nevertheless, one can fi nd also important differences among the various defi ni-
tions of PS used in the literature. The differences refer mainly to:

    1.    The inclusion – or not – of the requirement to limit PS exclusively for patients 
during agony (i.e. during the last hours or days of life only) (Claessens et al. 
 2008 ; Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ; Royal Dutch 
Medical Association Committee on National Guideline for Palliative Sedation 
 2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; Morita et al.  2005 ).   

   2.    The level of unconsciousness to be reached (i.e. mild, moderate or deep seda-
tion) (Claessens et al.  2008 ; Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer 
 2009 ; Royal Dutch Medical Association Committee on National Guideline for 
Palliative Sedation  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; Morita et al. 
 2005 );   

   3.    The foreseeable reversibility vs. irreversibility of the intervention (‘palliative’ 
vs. ‘terminal sedation’ or ‘continuous deep sedation to death’) (Claessens et al. 
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 2008 ; Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ; Royal Dutch 
Medical Association Committee on National Guideline for Palliative Sedation 
 2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; Morita et al.  2005 );   

   4.    The inclusion – or not – of psycho-spiritual symptoms (e.g. ‘existential suffering’) 
among its clinical indications (Royal Dutch Medical Association Committee 
on National Guideline for Palliative Sedation  2009 ; Morita et al.  2000 ; 
Morita  2004b ; Breitbart et al.  2000 ; Cherny  1998 ; Rousseau  2005 ; Taylor and 
McCann  2005 ).     

 So, for example, in relation to the foreseeable reversibility or irreversibility of 
the induced sedation, the Sociedad Española de Cuidados Paliativos (SECPAL) 
proposed in 2003 a conceptual distinction between ‘palliative’ and ‘terminal’ seda-
tion (Fundacio Víctor Grífols i Lucas  2003 ). Even though not all the authors 
acknowledge this conceptual distinction, nor accept the use of this terminology 
nowadays, the idea of stressing the irreversibility of the intervention in the case of 
so-called ‘terminal sedation’ seems to point to a clinically and ethically relevant 
aspect of the medical decision-making. Indeed, the tendency among the experts 
today is to replace the expression ‘terminal sedation’ by the expressions ‘continuous 
deep sedation’ to death (CDS) or ‘palliative sedation to unconsciousness’ (PSU) to 
refer to the pharmacological induction of a deep coma which is predictably going to 
be maintained until the patient’s death (Cherny and Radbruch  2009 ; Royal Dutch 
Medical Association Committee on National Guideline for Palliative Sedation 
 2009 ; Berger  2010 ). 

 Another controversial aspect concerning terms and defi nitions of PS stresses 
the present need for clarifying the underlying concept. This is the question regard-
ing the relationship between PS and medically-assisted nutrition and hydration 
(MANH). When a patient has been sedated, he or she loses the spontaneous abil-
ity to take fl uids and nourishment. The extent of this effect will obviously depend 
on the level of sedation. In this context, some authors – like Quill and Rietjens – 
have proposed that discontinuing hydration and nutrition is a  typical component  
of sedation at the end-of-life (Quill and Byock  2000 ; Quill et al.  1997 ). 
Accordingly, they suggest to introduce this idea in the very defi nition of ‘terminal 
sedation’, which is defi ned as “the administration of drugs to keep the patient in 
deep sedation or coma until death, without giving artifi cial nutrition or hydration.” 
(Rietjens et al.  2008 ) Although these authors’ proposal has not found wide accep-
tance among palliative care specialists, it has certainly motivated a broad debate 
that points to the need of a serious refl ection on the very concept of PS and its 
medical, ethical and theological foundations. 

 If we agree that PS should be best analyzed as a type of action, then the inten-
tional  omission  of artifi cial nutrition and hidration (ANH) is (or could be) conceived 
as a separate act from the administration of PS. The theoretical and practical impor-
tance of this distinction shall become more evident along the different chapters of 
this book. Indeed, what is actually controversial is not so much the meaning of the 
terms, but rather whether these two separate types of actions to which these terms 
refer are morally permissible or not. There seems to be general agreement on the 
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ethical justifi cation of the act of administering sedation temporarily to address 
refractory physical symptoms. Conversely, many have problems with administering 
sedation continuously, paired with an omission of ANH (when    informed by an 
intention to dehydrate the patient.) 

 Coming back to the issue of defi ning PS, Cherny and Radbruch ( 2009 ) made an 
interesting contribution by listing the different categories of clinical settings in 
which sedatives are used in Palliative Medicine:

 –    Transient sedation for noxious procedures;  
 –   Sedation as part of burn care;  
 –   Sedation used in end-of-life weaning from ventilator support;  
 –    Sedation in refractory symptom management at the end-of- life ;  
 –   Emergency sedation;  
 –   Respite sedation;  
 –   Sedation for psychological or existential suffering.    

 These authors suggest that  only  “sedation in refractory symptom management at 
the end of life” corresponds to the concept of ‘palliative sedation’. Accordingly, the 
European Association for Palliative Medicine (EAPC) states that “therapeutic (or 
palliative) sedation in the context of palliative medicine is the monitored use of 
medication intended to induce a state of decreased or absent awareness (uncon-
sciousness) in order to relief the burden of otherwise intractable suffering in a man-
ner that is ethically acceptable to the patient, family, and the health-care providers.” 
(Cherny and Radbruch  2009 ) This concept of PS is in harmony with the goals of 
Palliative Medicine, as defi ned by Cherny: “1. To optimize physical and psycho- 
spiritual comfort; 2. To optimize functional capacity (when possible) and 3. To 
respect the patient’s ‘natural death’.” (Cherny  2006 )  

1.4     The Debate Concerning Clinical Applications 

1.4.1     Clinical Indications 

 In Palliative Medicine a distinction is usually made between ‘diffi cult’ and ‘refrac-
tory’ symptoms (Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ). 
‘Diffi cult symptoms’ represent an important challenge for clinicians. However, 
despite the diffi culties in their management, these symptoms respond – at least 
potentially – to interventions (invasive or non-invasive), within a reasonable frame 
of time. On the other hand, ‘refractory symptoms’ are those symptoms that cannot 
be controlled in spite of aggressive therapeutic efforts or they fail to respond to 
treatment within a reasonable time frame. 

 This distinction becomes relevant when it comes to analyze the available data on 
the prevalence of PS in diverse centers. Differences in technical knowledge, clinical 
experience and/or availability of medications might lead to labeling symptoms as 
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‘refractory’ when they are actually not. Indeed, to defi ne a symptom as ‘refractory’ 
it is required that: (1) No conventional treatment has been effective or available; (2) 
The expected effect cannot be achieved fast enough; (3) The conventional interven-
tions have had unacceptable adverse effects in the individual case (Cherny and 
Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ) Cherny and Radbruch ( 2009 ) sum-
marize these criteria stating that “sedation would be potentially indicated in patients 
with intolerable distress due to physical symptoms, when there is a lack of other 
methods of palliation within an acceptable time frame and without unacceptable 
adverse effects (refractoriness)”. 

 A review of the medical literature reveals that the symptoms that most fre-
quently behave as ‘refractory’, requiring the use of sedation at the end of life are: 
agitation, delirium, shortness of breath, pain, severe and uncontrollable nausea and 
vomiting, myoclonus, etc. (Cf. Table  1.1 ) (Claessens et al.  2008 ; Cherny and 
Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ; Ventafridda et al.  1990 ; Fainsinger 
et al.  2000 ; Muller-Busch et al.  2003 ; Morita et al.  2002 ; Engstrom et al.  2006 ; 
Cowan and Walsh  2001 ; Royal Dutch Medical Association Committee on National 
Guideline for Palliative Sedation  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; 
Morita et al.  2005 ; Morita  2004a ). Some Palliativists state that psycho-spiritual 
symptoms (including so-called ‘existential suffering’) should also be included 
among the indications of palliative sedation (Morita et al.  2000 ; Morita  2004b ; 
Breitbart et al.  2000 ; Cherny  1998 ; Rousseau  2005 ; Taylor and McCann  2005 ). This 
indication is obviously controversial and has not been universally accepted so far.

   Hence, another reason that may explain the enormous dispersion in the preva-
lence of PS in different centers could be the lack of uniformity in its clinical indica-
tions. While some groups may limit the use of PS exclusively for the management 
of refractory  physical symptoms , others may include also  psycho-spiritual symp-
toms  among their common indications. Indeed, the literature shows that the use of 
palliative sedation for the management of psycho-existential suffering is on the rise 
(Morita et al.  2000 ; Morita  2004b ; Breitbart et al.  2000 ; Cherny  1998 ; Rousseau 
 2005 ; Taylor and McCann  2005 ). 

 Moreover, authors – like Berger ( 2010 ) – have recently questioned the use of PS 
as a ‘last resort’ intervention for the management of ‘refractory’ symptoms only, 
suggesting that this requirement reduces the patient’s autonomy to choose PS among 
the various therapeutic options at the end-of-life. Hence, Berger proposes to use PS 

   Table 1.1    Frequency of symptoms treated with sedation   

 Symptom 
 Claessens et al. 
(Multicentric) 

 Ventafrida 
et al. 

 Fainsinger et al. 
(Multicentric)  Porta 

 Delirium/agitation  12–60 %  11 %  9–23 %  44 % 
 Dyspnea  12–63 %  33 %  0–13 %  35 % 
 Pain  10–51 %  31 %  1–4 %  19 % 
 Psychological distress   1–27 %  –  –   6 % 
 Nausea/vomiting   6–10 %   5 %  0–6 %  – 
 Others   3–67 %  –  1–11 %  – 
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in a more liberal way, which for this author means every time a patient (or his 
surrogate) requests this intervention. Nevertheless, such a proposal does not corre-
spond to the standards of ‘good clinical practices’ recommended by Palliativist 
nowadays (Cherny and Radbruch  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; 
Morita  2004a ; Morita et al.  2005 ; Beel et al.  2002 ; Jackson  2002 ; Cowan and Walsh 
 2001 ; Quill and Byock  2000 ; Quill et al.  1997 ; Pomerantz et al.  2004 ; Veterans 
Health Administration National Ethics Committee  2006 ; Cassell and Rich  2010 ; 
Jansen and Sulmasy  2002 ).  

1.4.2     Methods 

 For the purposes of this chapter, it is not necessary to enter into a detailed analy-
sis of the different PS’ techniques used by specialists today, but rather to stress 
the fact that the main therapeutic goal of PS is to reduce the level of a patient’s 
awareness as much as needed to alleviate one or more severe and refractory 
symptoms. In this context, the most commonly used drugs are benzodiazepines, 
antipsychotics and barbiturates (Claessens et al.  2008 ; Cherny and Radbruch 
 2009 ; Cherny  2006 ; Krakauer  2009 ; Royal Dutch Medical Association 
Committee on National Guideline for Palliative Sedation  2009 ; Verkerk et al. 
 2007 ; Braun et al.  2003 ; Morita et al.  2005 ). Since the opioids – known for their 
strong analgesic power – are not good sedatives, their use is not recommended 
for this purpose (Claessens et al.  2008 ; Cherny and Radbruch  2009 ; Cherny 
 2006 ; Krakauer  2009 ; Royal Dutch Medical Association Committee on National 
Guideline for Palliative Sedation  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; 
Morita et al.  2005 ). 

 The different ways of implementing PS may vary with regards to its  depth  and 
its  continuity  in time (Claessens et al.  2008 ; Cherny and Radbruch  2009 ; Cherny 
 2006 ; Krakauer  2009 ; Royal Dutch Medical Association Committee on National 
Guideline for Palliative Sedation  2009 ; Verkerk et al.  2007 ; Braun et al.  2003 ; 
Morita et al.  2005 ). Thus, according to its depth, sedation can be classifi ed as 
 mild, moderate, and deep  (Cherny and Radbruch  2009 ). According to its tempo-
rality, sedation is classifi ed as  continuous, transient, or intermittent  (Cherny and 
Radbruch  2009 ). The most controversial clinical practice today is  deep continu-
ous sedation (DCS) , in which it is foreseen that the patient will die after having 
spent his/her last days in a deep coma. This delicate context explains why this 
type of sedation has important ethical, anthropological and theological implica-
tions. Different studies have shown that the indication of sedation at the end-of-
life may raise ethical concerns both among health care professionals, as well as 
among patients and their relatives (Cherny and Radbruch  2009 ; Pomerantz et al. 
 2004 ; Veterans Health Administration National Ethics Committee  2006 ; Cassell 
and Rich  2010 ; Jansen and Sulmasy  2002 ; Jansen  2010 ; Boyle  2004 ; Porta-Sales 
et al.  2002 ). Such concerns are usually connected with the fear of adverse effects 
and other important risks related to the use of sedatives. 
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 Indeed, an important adverse effect of sedation at the end of life is that the patient 
looses the capacity to exercise the so-called ‘mental properties’, including rational 
reasoning, free decision-making and communication with other fellows. To lessen 
the impact of this problem it is usually recommended to use the lowest level of seda-
tion needed to adequately alleviate symptoms (Claessens et al.  2008 ; Cherny and 
Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ; Royal Dutch Medical Association 
Committee on National Guideline for Palliative Sedation  2009 ; Verkerk et al.  2007 ; 
Braun et al.  2003 ; Morita et al.  2005 ). 

 Among the potential risks of sedation are paradoxical agitation and the eventual 
hasting of death (Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ). 
Nonetheless, available data suggest that palliative sedation does not accelerate death 
in terminal patients, if one considers the overall numbers (Claessens et al.  2008 ; 
Cherny and Radbruch  2009 ). However, in individual cases there might be a small 
risk of hastening death, due to respiratory depression, aspiration or low blood pres-
sure (Cherny and Radbruch  2009 ; Cherny  2006 ; Krakauer  2009 ). Hence, whenever 
the use of sedation is considered, one would need to accurately balance its benefi ts 
and risks. And the relative weight of these risks will probably vary in the context of 
agonizing patients as compared to patients with a longer life expectancy. 

 Precisely because of the adverse effects and risks associated to the use of seda-
tives, standard clinical practices suggest an accurate, permanent monitoring of 
respiratory rate and blood pressure, as well as the availability of antidotes. Thus, in 
those cases in which the implementation of these precautionary measures is not pos-
sible, the use of sedation is not recommended (Cherny and Radbruch  2009 ; Cherny 
 2006 ; Krakauer  2009 ).  

1.4.3     Inadequate Uses, Imprudent Applications and Abuses 

 Published data reveal the existence of inadequate uses, substandard applications and 
abuses of PS in terminal patients (Cherny and Radbruch  2009 ; Pomerantz et al. 
 2004 ; Veterans Health Administration National Ethics Committee  2006 ; Cassell 
and Rich  2010 ; Jansen and Sulmasy  2002 ; Jansen  2010 ; Boyle  2004 ; Mounjt  1996 ; 
Brody  1996 ; Broekaert  2000 ; Levy and Cohen  2005 ). Nevertheless, little is known 
about the real prevalence of these situations (Cherny and Radbruch  2009 ).

 –     Inadequate uses  of palliative sedation occur when sedatives are administered to 
a patient with the intention to alleviate symptoms, but in clinically inappropriate 
circumstances. For example, in cases in which the symptom-assessment has not 
been carefully done and the symptoms are labeled as ‘refractory’ when they are 
actually not; or in situations in which reversible factors that could have been 
corrected to alleviate symptoms have not been considered. 

 In addition, inadequate use of sedation has been reported in the case of physi-
cians experiencing the burned-out syndrome in the care of extremely complex or 
very demanding patients (Cherny and Radbruch  2009 ).  
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 –    I  nadequate omissions  of PS have bee also reported (Cherny and Radbruch 
 2009 ). This might be the case of physicians who unnecessarily delay the decision 
to start PS due to the fear of eventual adverse effects or risks; or when health 
professionals prefer not to implement sedation to avoid the time-consuming 
decision-making process that would be necessary to implement this therapy 
(Cherny and Radbruch  2009 ).  

 –    Substandard applications  occur when the indication of PS is adequate (consid-
ered in itself), but does not comply with the standards recommended for ‘good 
clinical practices’ (Higgins and Altilio  2007 ; Levy and Cohen  2005 ; Broekaert 
 2000 ). For instance, in cases in which the information provided to patients and 
relatives has been insuffi cient; when the process of informed consent has not 
been adequately conducted; when inappropriate drugs (e.g. opioids) have been 
used; or when the monitoring of hemodynamic parameters and respiratory rate 
have not been adequately done.  

 –    Abuses  of sedation occur when a physician uses sedative drugs with the  pri-
mary intention  of hastening death (Cherny and Radbruch  2009 ; Pomerantz 
et al.  2004 ; Veterans Health Administration National Ethics Committee  2006 ; 
Cassell and Rich  2010 ; Jansen and Sulmasy  2002 ; Jansen  2010 ; Boyle  2004 ; 
Mounjt  1996 ; Brody  1996 ; Broekaert  2000 ; Levy and Cohen  2005 ). In fact, it 
is well known that among the risks of using high doses of sedatives are respira-
tory depression and hemodynamic collapse, which may lead to the patient’s 
death. Thus, a physician can actually abuse sedation by indicating doses of 
sedatives that are signifi cantly higher than those needed to control the symp-
toms adequately, with the covert intention of accelerating the patient’s death; 
or by using deep sedation in patients who do not have refractory symptoms, 
with the intention to provoke death as a means to alleviate a severe suffering 
(Cherny and Radbruch  2009 ; Pomerantz et al.  2004 ; Veterans Health 
Administration National Ethics Committee  2006 ; Cassell and Rich  2010 ; 
Jansen and Sulmasy  2002 ; Jansen  2010 ; Boyle  2004 ; Mounjt  1996 ; Brody 
 1996 ; Broekaert  2000 ; Levy and Cohen  2005 ).    

 These types of abuses of PS have been called ‘slow euthanasia’ or ‘euthanasia in 
disguise’ (Cherny and Radbruch  2009 ; Mounjt  1996 ; Brody  1996 ). The expression 
refers to an ethically unacceptable clinical practice, that is also illegal in most coun-
tries of the world. Nonetheless, the literature suggests that these forms of abuses of 
sedation tend to be more frequent precisely in those countries in which euthanasia 
or medically-assisted suicide have been legalized (Cherny and Radbruch  2009 ; 
Mounjt  1996 ; Brody  1996 ). 

 An eventual explanation for this apparently paradoxical phenomenon might be 
the fact that the use of sedation as a means to hasten a patient’s death seems to be 
socially more acceptable than the current euthanasia-techniques used in those 
countries nowadays. In addition, the use of sedation as a method to perform eutha-
nasia may allow the physicians to bypass the formalities required by the different 
legislations that are in force today (i.e. Holland, Belgium and Luxembourg) 
(Claessens et al.  2008 ; Cherny and Radbruch  2009 ; Mounjt  1996 ; Brody  1996 ). 

P. Taboada
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Hence, the use of sedation at the end-of-life raises several important ethical issues 
not only among palliativists and bioethicists, but also among patients and relatives 
(Taboada  2006 ; Tulsky  2006 ; Moyano et al.  2008 ; Hospice and Palliative Care 
Federation of Massachusetts  2004 ; de Graeff and Dean  2007 ).   

1.5     Some Ethical Issues Related to PS 

 Among the ethically relevant questions connected to the use of PS are:

    1.    Whether there is an ethically sound difference between PS and euthanasia and 
physician-assisted-suicide;   

   2.    Whether the principle of double effect can be appropriately applied to justify the 
use of sedation in some cases at the end-of-life.   

   3.    Whether PS might be ethically acceptable in the case of patients that are not 
imminently dying (agony);   

   4.    Whether decisions to limit medically assisted nutrition and hydration are essen-
tially linked to PS or whether they should be regarded as independent issues;   

   5.    Whether sedation is an adequate response to ‘existential suffering’;   
   6.    Whether sedation could be ever used in the case of patients who are not able to 

give their informed consent (e.g. patients with cognitive impairment of diverse 
origins, etc.).   

   7.    Whether clinical guidelines for the use of PS are desirable to orient health care pro-
fessionals, patients and relatives in the adequate use of sedation at the end of life.     

 The following chapters of this book address these and other relevant questions 
related to the current practice of PS from the perspective of different disciplines, 
such as Palliative Medicine, Philosophy, Law and Theology.  

1.6     Concluding Remarks 

 The critical analysis of the clinical realities, current trends and existing guidelines 
for the use of PS leads to the conclusion that sedation can be considered as a useful 
therapeutic tool in the care of terminally ill patients. Nevertheless, due to its adverse 
effects and inherent risks, sedation should be used under accurate monitoring and 
as a last-resort intervention, reserved exclusively for the management of severe, 
refractory symptoms at the end-of-life. 

 A review of the medical literature suggests that the spectrum of the indications 
of sedation in the terminally ill has been progressively expanding over the past 
years, including now more frequently the management of psycho-spiritual  symptoms 
(e.g. ‘existential suffering’). Some authors have reported an increase in imprudent 
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uses, sub-standard applications and actual abuses of sedation at the end-of-life, the 
later being called ‘slow euthanasia’ or ‘euthanasia in disguise’. These facts should 
motivate a serious refl ection on the clinical, ethical and theological criteria that 
ought to be used by health care professionals, patients and family members for the 
adequate use of sedation at the end of life. 

 Currently, there is a trend to promulgate clinical guidelines for the use of PS in 
different parts of the word, as has been accurately described and discussed by Henry 
and Scott (Chaps.   9     and   10    ). Although these guidelines can have a positive role in 
promoting ‘good medical practices’ and orienting medical decision- makings, they 
may also entail the risk of being used in a mechanical way that might end up substi-
tuting the person’s clinical and ethical reasoning in diffi cult situations, as Scott sug-
gests (Chap.   10    ). Hence, the promulgation of PS guidelines cannot replace the need 
for a ongoing education of health care professionals, patients and family members 
in sound criteria for appropriate decison-making regarding sedation at the end-of-
life, as Sullivan proposes (Chap.   2    ). 

 Moreover, since there are important differences in the content of the various PS 
guidelines proposed in different parts of the world, a critical analysis suggests the 
current need for re-thinking the clinical, ethical and theological foundations of the 
use of sedation at the end of life. This is precisely the task that has been undertaken 
by several experts in the following chapters of this book.
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2.1            Introduction 

 The term  palliative sedation  covers a range of current practices. Some have argued 
that the ethical boundary distinguishing palliative sedation from euthanasia is 
becoming blurred in a number of these practices (Ten Have and Welie  2014 ; Hauser 
and Walsh  2009 ). Recent policy frameworks and guidelines that have been devel-
oped by health care institutions or groups of clinicians in different countries are not 
consistent in terminology or the medical and ethical guidance that they provide 
(Taboada  2011 ; Claessens et al.  2008 ). 

 A shared understanding of goals of care among health care professionals, 
patients, their family and other caregivers is an important guide for clinical and 
ethical decision making regarding interventions at the end of life and an essential 
component of person-centred and holistic palliative care (Haberle et al.  2011 ). This 
chapter addresses various ethical controversies surrounding palliative sedation in 
relation to goals of care. The central argument is that, by maintaining the focus in 
decision making on appropriate goals of care that are informed by well-established 
principles of good palliative care and ethics, the distinction between palliative seda-
tion and euthanasia can be clarifi ed in practice and the overall good of the patient 
promoted. Two extremes in palliative sedation may be averted by considering and 
discussing goals of care: sedating inappropriately when the intention is to hasten the 
patient’s death; not sedating appropriately or proportionately to address the patient’s 
goals, such as to relieve or manage distressing symptoms or to prepare for death. 

    Chapter 2   
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 My argument proceeds in three steps:

    1.    Appropriate goals of care are ones that are informed by well-established principles 
of good palliative care and ethics. Here I draw upon the defi nition of palliative 
care of the World Health Organization (WHO), canons of good health care 
implicit in the nature and meaning of health care, and the components of the 
patient’s good. Examples of appropriate goals of care in decisions regarding 
palliative sedation are provided. Other goals of care that have generated ethical 
controversy are also discussed.   

   2.    Discussing goals of care in decision making regarding palliative sedation serves 
to clarify the intention of health care professionals, to promote communication 
and a shared understanding among health care professionals, patients, family 
and other caregivers of the overall good of the patient, and to provide guidance 
for a plan of care that can be assessed and reviewed according to whether it 
meets the needs and goals of patients, their family and other caregivers.   

   3.    I urge the development of education, tools and other resources for health care 
professionals, patients, family and other caregivers to help them understand and 
refl ect upon appropriate goals of care at the end of life, and to facilitate commu-
nication and discussion of these goals.      

2.2     Principles of Good Palliative Care 

 A consensus exists among providers of palliative care that “at the heart of palliative 
care is the affi rmation of life, not the choosing of death.” (Scott  1991 ) Good pallia-
tive care has, as its fundamental concern, respecting the inherent dignity and worth 
of the person who is seriously ill or dying, and this is manifested through efforts to 
enhance what remains of his or her life. In euthanasia, by contrast, the emphasis is 
placed on the patient’s death and on ‘getting it over with’. On this view, the patient’s 
remaining life is held no longer to have much meaning or value. 

 The World Health Organization (WHO) has defi ned palliative care as care that, 
among other things:

•    provides relief from pain and other distressing symptoms;  
•   affi rms life and regards dying as a normal process;  
•   intends neither to hasten nor postpone death;  
•   integrates the psychological and spiritual aspects of patient care;  
•   offers a support system to help patients live as actively as possible until death;  
•   offers a support system to help the family cope during the patient’s illness and in 

their own bereavement;  
•   uses a team approach to address the needs of patients and their families, includ-

ing bereavement counseling, if indicated;  
•   will enhance quality of life, and may also positively infl uence the course of 

illness;  
•   is applicable early in the course of illness… (World Health Organization  2011 ).    
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 These well-established principles of good palliative care are consistent with the 
nature and meaning of health care as a healing and comforting profession. They 
imply certain canons of good health care that Daniel P. Sulmasy has helpfully 
identifi ed, and which I have reformulated in relation to palliative care as follows:

   Restoration: Interventions should aim to restore a patient as much as possible to a 
state of functioning, well-being and comfort.  

  Proportionality: Interventions should be appropriate to the goals of care being 
sought, such as to extend life, restore or maintain function, relieve or manage 
distressing symptoms, as well as take into account the relation of expected likely 
benefi ts and risks of harm and burdens for the patient.  

  Parsimony: Only as much of an intervention as is needed to achieve the desired 
response in the patient should be used.  

  Totality: Decisions regarding interventions should aim at the overall good of the 
patient rather than only a part.  

  Discretion: Clinicians should recognize and observe both the limits of their own 
expertise and the limits of medical interventions (Sulmasy  2011 ).    

 The WHO defi nition of palliative care also stresses that such care “integrates the 
psychological and spiritual aspects of patient care.” In other words, it is holistic care 
and promotes the overall good of the patient. 

 Edmund D. Pellegrino has distinguished among four components of the overall 
good of the patient (Pellegrino  2006 ). There is the  medical good  or what the inter-
vention of health care professionals hopes to accomplish through interventions to 
address a biological and/or psychological issue and to bring about as much restora-
tion of a patient’s functioning, well-being and comfort as possible. There is also the 
 patient’s perception of the good . This might include the medical good. It might also 
differ from the medical good depending on the patient’s beliefs, plans for life, val-
ues, and level of tolerance of interventions. Beyond the medical good and the 
patient’s perception of the good, there is also what Pellegrino calls the  human good . 
This is the set of basic goods that all human beings require in order to live and thrive 
as human beings. Finally, and ultimately for Pellegrino, there is the  spiritual good  
of the patient or those deep and inspiring principles that characterize the patient’s 
seeking of transcendent beauty, truth, goodness and authentic relationships. Good 
palliative care is care that aims for the overall good of the patient by taking into 
consideration all components of the patient’s good.  

2.3     Appropriate Goals of Care in Relation 
to Palliative Sedation 

 There is a dialogue in Lewis Carroll’s  Alice’s Adventures in Wonderland  between 
Alice and the Cheshire Cat that is insightful:

  ‘Would you tell me, please, which way I ought to go from here?’ 
 ‘That depends a good deal on where you want to get to,’ said the Cat. 
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 ‘I don’t much care where —’ said Alice. 
 ‘Then it doesn’t matter which way you go,’ said the Cat (Carroll and Green  1998 ). 

   Without goals, there would be no direction for decisions regarding alternatives 
for treatment and care. Some authors consider goals of care only in relation to pro-
moting patient autonomy. Although the patient’s perspective is fundamental to 
person-centred palliative care, appropriate goal-setting cannot only depend upon 
the patient’s input but should involve their family and other caregivers and health 
care professionals. The patient depends upon family, other caregivers, who also are 
affected by decisions regarding treatment and care. Formulating appropriate goals 
of care is contingent upon understanding the patient’s diagnosis, prognosis, the 
availability and limits of treatments, and the principles of good palliative care, 
towards which health care professionals can contribute. The practice that works best 
in palliative care, therefore, is communication and discussion among patients, their 
family, other caregivers, and health care professionals leading to a shared under-
standing of goals of care. 

 Appropriate goals of care in palliative care are those informed by well- established 
principles of good palliative care, such as the ones elaborated above. This point has 
several implications for palliative sedation. First, the distinction that is maintained 
in the WHO’s defi nition of palliative care between such care and hastening death is 
clear and robust, and it should hold also for palliative sedation. The hastening of 
death is not an appropriate goal of palliative sedation. Likewise, if we consider the 
canons of good health care and the components of the patient’s good elaborated 
above, the hastening of death restores nothing to the patient but rather aims to end 
the patient’s life. 

 Second, the WHO defi nition of palliative care emphasizes holistic care that 
addresses the overall good of the person who is seriously ill or dying. The implica-
tion of this for palliative sedation is that the relief or management of distressing 
symptoms might not be the only appropriate goal of care. Considering the good for 
the patient or the spiritual good might entail that the patient and his or her family or 
other caregivers have the goal of maintaining consciousness, lucidity of thinking 
and communication for as long as possible in order to complete plans or prepare for 
death. Even when relief or management of distressing symptoms is the only or pri-
mary goal of care for the patient, decisions regarding palliative sedation must take 
into account the canon of proportionality, i.e., whether sedation is an appropriate 
measure for addressing the sort of distress experienced by the patient, and that its 
benefi t is proportionate to the reduction or loss of the capacity for consciousness in 
the patient, which is a human good. 

 Third, the WHO defi nition of palliative care stresses that such care is applicable 
early in the course of a serious illness. Discussions of goals of care should also be 
held early on, but they could, and typically do, change over time for the patient, his 
or her family and other caregivers. Examples of ethically appropriate goals of 
palliative care are to conserve the function and resilience of the patient, to relieve or 
manage distressing symptoms temporarily until alternative interventions become 
available, or to provide respite for family and other caregivers. If sedatives are used, 
reversibility is a key consideration in relation to these goals of care. 
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 There are, however, two other goals of care cited in the literature on palliative 
sedation that have generated some controversy among ethicists. I wish to review and 
comment on what I take to be the principal objections to them. 

 The fi rst has been described by Greene and Davis as the goal to “dissociate the 
patient’s consciousness from the symptoms” (Greene and Davis  1991 ). Daniel 
P. Sulmasy claims that this goal of care is different from that of trying to relieve or 
manage the symptom itself and can generally be determined by the type and dose of 
sedative that is used (Sulmasy  2011 ). He reasons that, when the goal of palliative 
sedation is to dissociate the patient’s consciousness from the distressing symptoms, 
a continuous state of unconsciousness is not merely foreseen as a side effect but 
rather what is intended. According to Sulmasy, suppressing the capacity for con-
sciousness, which is a human good, is an act that does not meet one of the condi-
tions for the application of the Principle (or Rule, as Sulmasy prefers to call it) of 
Double Effect, namely that the act be neutral or good. 

 It could be argued, however, that, in aiming to dissociate the patient from aware-
ness of the distressing symptom, the health care professional might not have started 
out intending unconsciousness. This is the argument that Timothy E. Quill et al. 
have recently put forward in the practice they call ‘proportionate palliative sedation’ 
or PPS, in which the depth of sedation is progressively increased to achieve relief of 
suffering (Quill et al.  2009 ). Sulmasy maintains that this still does not get around the 
requirement of the Principle of Double Effect. In PPS, the heath care professional 
intends reducing the patient’s capacity for consciousness to dissociate the patient 
from his or her suffering continuously until death, only the health care professional 
does so by intending incremental reductions. These are not two distinct effects that 
follow from the same act of palliative sedation but “two degrees of the same effect.” 

 Sulmasy’s reasoning implies that only the goal of relieving or managing intrac-
table and intolerable symptoms is ethically appropriate for palliative sedation, and 
the use of a sedative is proportionate when it is capable of doing something 
to relieve those  particular  symptoms, and not merely to reduce consciousness. 
It is  not  justifi ed ethically for the sole goal of alleviating the distress that might 
arise from a patient’s  awareness  of those symptoms, such as in the experience of 
terminal dread. 

 I would argue that, although the  capacity  for consciousness is a human good, 
the  content  of consciousness, e.g., the distress that the patient is aware of, might 
not be. In that case, the health care professional may ethically intend to suppress 
this distress (i.e., act for the reason of alleviating something that is humanly not 
good). Moreover the  degree  to which a patient’s awareness and responsiveness is 
reduced (the degree to which dissociation of awareness of a distressing symptom 
is required in order for the patient to tolerate the symptom) is a relevant ethical 
factor in the analysis. Mild reductions in the patient’s level of consciousness, even 
if continuous, might actually enable patients to tolerate their symptoms better or, 
if time-limited, to carry out functions and activities that are humanly good (such 
as conversing or praying) when they are resilient. Thus dissociating the patient’s 
consciousness from the symptom could sometimes be an appropriate goal of 
palliative sedation. 
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 Another practice of palliative sedation that has generated ethical controversy 
regards the goal of relieving or managing a patient’s so-called ‘existential suffering’ 
(Boston et al.  2011 ). Part of the controversy has to do with the non-specifi c meaning 
of ‘existential suffering’ that has resulted in a wide range of defi nitions. Perhaps it 
would be better to clarify this term by distinction, as the Ancient and Mediaeval 
philosophers were accustomed to do. Existential suffering is  not  reducible to a par-
ticular ‘symptom’ that is due to some psychosomatic disturbance (e.g., dyspnea or 
delirium), although it might be infl uenced by and have an effect on the experience of 
such symptoms. Nor is existential suffering  simply  the awareness of an aversive 
symptom such as severe pain (such as might be prompted by a nurse asking the 
patient to rate pain on a scale of 1–10). It is, rather, the patient’s understanding and 
judgment that such a symptom amounts to  a limitation or a loss  for that person in 
realizing his or her values, hopes, and relationships, which has a deleterious effect on 
the patient’s overall good. Such suffering is manifested by feelings, for example, of low 
self-esteem, lack of purpose or meaning in life, guilt, regret, doubt, despair, loneliness, 
and alienation. Note that this experience is different than what might be classifi ed as 
psychological symptoms or psychiatric disorders. This existential suffering relates to 
the patient’s negative self-assessment or judgment regarding the meaning and value 
of his or her continued existence and future, and the meaning of death. In this sense, 
such suffering is a human issue that has a philosophical and spiritual origin. 

 The relevant ethical question here, it seems to me, is not whether the goal of 
relieving or managing existential suffering, as defi ned, is ethically appropriate 
within palliative care (it can be, in my opinion), but whether the use of sedatives to 
address it is a proportionate measure. It would not be a means that is proportionate 
to this goal as there is nothing in the sedative medications used that is specifi c to 
attaining that goal. Pharmacological and technical solutions are not fi tting solutions 
for what are essentially human issues of a philosophical or spiritual nature. Holistic 
measures such as counselling, social support or pastoral care are better suited and 
have shown to be effective (Chochinov et al.  2005 ). I should note, however, that 
holistic care is not possible in every circumstance, e.g., in response to a crisis, when 
patients are reluctant or resistant, or when resources are not readily available. Mild 
to moderate levels of sedation might be ethically justifi ed by the Principle of Double 
Effect, as explained above, in those instances when the patient’s existential and 
spiritual distress is refractory. Mild to moderate palliative sedation could also play 
a secondary role in enabling holistic interventions for some patients (International 
Association of Catholic Bioethicists  2011 ).  

2.4     Clinical and Ethical Benefi ts of Goals 
of Care Discussions 

 Discussing goals of care in decision making regarding palliative sedation serves to 
clarify the intention of health care professionals, to promote communication and a 
shared understanding among health care professionals, patients, family and other 
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caregivers of the overall good of the patient, and to provide guidance for a plan of 
care that can be assessed and reviewed according to whether it meets the needs and 
goals of patients, their family and other caregivers. 

2.4.1     Clarifying the Intentions of Health Care Professionals 

 Goals of care discussions are one practical way to maintain the ethical distinc-
tion between appropriate palliative sedation and euthanasia because it requires 
health care professionals to refl ect upon and express the reasons why they are 
offering and administering palliative sedation. The health care professional’s 
intention is ethically relevant and important in the ethical analysis of the pro-
posed use of sedatives. 

 Against critics who argue that it is always impossible to disengage the health 
care professional’s intention of relieving or managing distressing symptoms from 
that of hastening the patient’s death in those instances when this is foreseen as a 
likely effect, Lynn A. Jansen has urged a distinction between a narrow and a broad 
sense of intention: “…on one sense of intention, call it the  broad  sense, an action is 
intentional if it is done with self-awareness and knowledge of its consequences. But, 
on another sense of intention, call it the  narrow  sense, an action is intentional only 
if it is part of the agent’s plan in acting.” (Jansen  2010 ) 

 A moral agent is only responsible for what he or she intends in this narrow sense. 
This way of ethical reasoning is consistent with the aforementioned Principle of 
Double Effect, but it could be defended ethically, according to Jansen, even without 
appeal to this Principle if one accepts that the reason(s)  for which  an agent acts 
conditions the meaning of his or her action. 

 In the ethical analysis of palliative sedation, I believe that the health care 
professional can distinguish between the ‘narrow’ goal of relieving or managing 
intractable and intolerable distress in the patient, if this is his plan of care in 
consultation with the patient and his or her family and other caregivers, from the 
‘broad’ foreseen effect of hastening death in some cases, and express this nar-
row goal in the health care professional’s plan of care. 

 Focus on discussions regarding goals of care would also exclude the possibility 
of reasoning by appeal to ‘ultimate’ intentions. Daniel P. Sulmasy has distinguished 
between ‘the end of the agent’ (which could include an ‘ultimate intention’) and the 
‘end of the act’ (which corresponds to Jansen’s ‘narrow intention’) (Sulmasy  2011 ). 
Thus if a health care professional were to reason that he or she ‘ultimately’ intends 
the relief of a patient’s suffering  by means of  hastening the patient’s death, he or she 
would have to specify this as one of the goals in the plan of care. This would not be 
an indication for appropriate palliative sedation. 

 Furthermore, where there are explicit goals discussed regarding the plan of care 
for the patient, disingenuity is easier to detect in a health care professional than if 
there has been no such discussion. If sedatives are deliberately given in higher 
dosages than are necessary for the expressed goal of relieving or managing the 
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patient’s distressing symptoms or distress, this would indicate either a medically 
injudicious practice or a (narrow) intention to hasten the patient’s death. 

 On a policy level, a focus on clarifying the intentions of health care professionals 
through discussing goals of care would circumvent some policy decisions regarding 
palliative sedation that I consider to be either ineffi cacious, if their aim is to protect 
vulnerable patients, or centred more on serving the interests of health care profes-
sionals than those of patients, their family and other caregivers. 

 Because of an alleged uncertainty related to determining the intention of health 
care professionals, some policy frameworks and clinical guidelines have urged that 
continuous palliative sedation should only be given to patients who are imminently 
dying, often estimated to be within 2 weeks of death (Verkerk et al.  2007 ). This 
gives health care professionals the assurance that they did not intend to hasten the 
patient’s death, because there is emerging evidence that there is no statistically sig-
nifi cant difference between the survival rates of patients who received palliative 
sedation and those who did not, within this timeframe (Maltoni et al.  2009 ; Sykes 
and Thorns  2003 ). Estimates of when death is imminent are imprecise and uncer-
tain. Such a policy provision could entail that persons who could benefi t from pal-
liative sedation to relieve or manage their distressing symptoms would not receive 
it on the grounds that they are assessed not to be imminently near death. Discussing 
and formulating goals of palliative sedation for patients who are at  any  stage of a 
serious and life-threatening illness is a more practical and ethically just manner of 
promoting clarity in the intention of the health care professional in administering 
palliative sedation. 

 A mirror problem regards policies on the withdrawal of medically-assisted 
nutrition and hydration with the initiation of continuous palliative sedation in 
some protocols and clinical pathways (e.g., the Liverpool Care Pathway in the 
United Kingdom). This practice is justifi ed when death is assessed to be imminent 
because research shows that such withdrawals do not have a statistically signifi -
cant impact on the patient’s survival. This ethical justifi cation, however, still does 
not address the fundamental issue of the health care professional’s  intention  in 
withdrawing medically-assisted nutrition and hydration. A moral agent is not less 
responsible for omissions than actions. If the health care professional’s reason for 
not feeding or hydrating the patient is to have the patient die, then that is what he 
or she intends. The withdrawal is ethically inappropriate regardless of whether the 
patient happens to die because of complications due to his or her disease, let’s say, 
rather than from dehydration. (For an explication of this point, see Tollefsen 
 2006 ). A policy that stipulates generally that it is appropriate to withdraw medically- 
assisted nutrition and hydration with the initiation of continuous palliative sedation 
obscures the distinction between palliative care and euthanasia, which is based, as 
I have shown above, on the ethical relevance and importance of intention. 
Discussing and formulating goals for withdrawing medically-assisted nutrition 
and hydration from patients receiving continuous palliative sedation, on a case-
by-case basis, is a more practical and ethically appropriate manner of promoting 
clarity in the intention of the health care professional. It also serves better the 
interests of the particular patient.  

W.F. Sullivan



23

2.4.2     Promoting Communication and a Shared Understanding 
of the Overall Good of the Patient 

 Discussing and formulating goals of care enhances communication among health 
care professionals, patients, family and other caregivers, and contributes to a shared 
understanding of the patient’s overall good. Research has shown the effi cacy of such 
collaborations in end-of-life decision making in alleviating the burden experienced 
by many patients and their family and other caregivers, helping them to make sense 
of various interventions in light of identifi ed and agreed upon goals, prioritizing 
multiple goals, and resolving goal confl icts (Kadjian et al.  2008 ). A shared under-
standing of the overall good of the patient provides guidance regarding whether and 
when to initiate palliative sedation, and its duration and depth. As noted above, 
sometimes the medical good that health care professionals aim for might not be the 
patient’s perception of his or her own good. Policy frameworks and guidelines pro-
vide general guidance as to the clinical and ethical criteria for appropriate palliative 
sedation, but health care professionals cannot apply them to justify the appropriate-
ness of palliative sedation for a particular patient without understanding what the 
patient’s goals of care are. Conversely, many families and other caregivers experi-
ence signifi cant distress over decisions regarding palliative sedation (Claessens 
et al.  2008 ). This could be mitigated by the health care professional’s facilitation of 
discussions regarding ethically appropriate goals of palliative sedation and available 
alternatives, if any, to meet those goals.  

2.4.3     Applying the Canons of Good Health Care Concretely 

 A focus on discussing and formulating goals of palliative sedation provides a practical 
basis for applying the canons of good health care. For example, discussing appropriate 
goals of care for palliative sedation helps to formulate a concrete plan of care in 
light of those goals. This plan can guide the proportionate administration of palliative 
sedation according to the patient’s condition and response, and the review of those 
goals when circumstances change.   

2.5     The Need for Education, Tools and Other Resources 

 While affi rming the advantages of discussing and formulating appropriate goals of 
care for palliative sedation, I acknowledge the need for developing education, tools 
and other resources, to enhance the capacity of health care professionals, patients, 
family and other caregivers to participate knowledgeably and meaningfully in such 
discussions. Stone has published, for example, a tool that I have found useful for 
teaching family physicians to formulate and discuss goals of care at the end of life 
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(Stone  2001 ). Peereboom and Coyle have written on communication strategies to 
facilitate goals of care discussions (Peereboom and Coyle  2012 ). Other examples of 
education and tools that would be useful for health care professionals engaged in 
palliative care are those that will help them to assess distress in patients, to familiar-
ize themselves with a range of interventions and resources possible for addressing 
such distress, and on the use of sedatives.  

2.6     Conclusion 

 In this chapter, I have argued that, by maintaining the focus in decision making 
regarding palliative sedation on appropriate goals of care that are informed by well- 
established principles of good palliative care and ethics, the distinction between 
palliative sedation and euthanasia can be clarifi ed in practice and the overall good 
of the patient promoted. I have affi rmed that hastening a patient’s death is not an 
ethically appropriate goal of care for palliative sedation. I have argued that clarity 
regarding the intention of health care professionals in offering and administering 
palliative sedation can be promoted through goals of care discussions and the for-
mulation of a concrete plan of care in light of those goals. Focusing on appropriate 
goals of care for palliative sedation also complements the efforts of policy frameworks 
and clinical guidelines to provide ethical and legal parameters for appropriate palliative 
sedation on uncertain or contentious issues such as sedation for existential suffering, 
limiting continuous sedation to those who are imminently dying, or concomitant 
withdrawal of medically-assisted nutrition and hydration. Focusing on appropriate 
goals of care for palliative sedation also enhances person- and family- centred holistic 
care of persons who are seriously ill and dying. It enhances communication among 
health care professionals, patients, family and other caregivers and provides 
guidance for decision making regarding palliative sedation based on a shared under-
standing of the overall good of each patient. It holds health care professionals 
accountable to a plan of care in palliative sedation that is assessed in light of the 
patient’s condition, response and other circumstances. It allows for fl exibility in 
providing palliative sedation, to take into account changing goals of care over the 
course of the patient’s illness. In summary, two extremes in palliative sedation may be 
averted by considering and discussing goals of care: sedating inappropriately when the 
intention is to hasten the patient’s death; not sedating appropriately or proportionately 
to address the patient’s goals, such as to relieve or manage distressing symptoms or 
to prepare for death. I urge developing education, tools and other resources, to 
enhance the capacity of health care professionals, patients, family and other caregivers 
to participate knowledgeably and meaningfully in discussions and formulations of 
goals of care to guide decision making regarding palliative sedation.     
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3.1           Introduction 

   [The patient stated], ‘Let me up, get out of my way, I’m leaving. Get your hands off of me.’ 
 Delirium had settled in with a vengeance now, and I wondered if it was the underlying 

disease, an infection, or an assemblage of causes that tangled his synapses and made us 
the enemy. 

 Haloperidol, lorazepam (watching for a well described paradoxical reaction), and 
hydromorphone were administered subcutaneously; he calmed down some, but within 15 to 
20 minutes, he was up again, screaming, fi ghting, and cursing the demons that were taking 
his last breath. We gave more of the same medications, but nothing seemed to help. I called 
his surrogate and discussed the limited options that were available. She was quizzical as to 
what had happened, why his abdomen was infected, and why he was delirious; I told her I 
didn’t know, at least not right now. After a brief conversation, we elected to try a light seda-
tion with midazolam, as he was obviously in the throes of a terminal delirium and needed 
sedation. The infusion was started and soon he was calm, the evil spirits tossed aside, a 
therapeutic lethargy calming his soul compliments of the soporifi c charms of pharmaceuti-
cals. (Rousseau  2009 ) 

   This vignette, reported by Rousseau, illustrates the dire situations that palliative 
care and hospice practitioners can encounter and how important palliative sedation 
can be to resolve a crisis situation. 

 Palliative sedation is an important and necessary therapy used by practitioners of 
palliative care. This treatment of last resort for refractory symptoms is accepted as 
ethical practice (Burt  1997 ). Although controversy exists regarding the use of 
 palliative sedation for existential distress, this chapter will not address this contro-
versy in depth, nor will it discuss the ethical and legal issues that are well addressed 
in other chapters. Instead, this chapter is designed to give the reader a bedside 

    Chapter 3   
 Clinical Aspects of Palliative Sedation 
for Refractory Symptoms 

             Paul     W.     Walker    

        P.  W.   Walker      (*) 
    Palliative Care and Rehabilitation Medicine, MD Anderson Cancer Center , 
  Houston ,  TX ,  USA   
 e-mail: pwwalker@mdanderson.org  

mailto:pwwalker@mdanderson.org


28

 perspective on palliative sedation for the treatment of refractory symptoms, most 
notably agitated delirium and dyspnea, which are the primary symptoms requiring 
palliative sedation. Some of the practices used by The University of Texas MD 
Anderson Cancer Center’s acute palliative care unit will be discussed.  

3.2    Assessment 

 A refractory symptom is one that “cannot be adequately controlled despite aggres-
sive efforts to identify a tolerable therapy that does not compromise consciousness” 
(Cherny and Portenoy  1994 ). Clearly, practitioners who are experts in symptom 
management should be involved in the assessment of the patient (Cherny  2006 ). 
Once a refractory symptom is determined to be present, it is important to ensure that 
palliative sedation is appropriate for the situation before it is discussed with the 
patient and/or family. Braun and colleagues ( 2003 ) have outlined four requirements 
for palliative sedation:

    1.    A terminal illness must be present.   
   2.    The patient must be suffering from a refractory symptom.   
   3.    Death must be imminent (within days).   
   4.    A do-not-resuscitate order must be in effect.    

  In many situations it is diffi cult to estimate accurately prognosis. For this reason, 
and because of the risks of aspiration, respiratory depression, and cardiovascular 
compromise associated with palliative sedation, it must be viewed as a treatment 
with guidelines such as those listed above used to determine the most appropriate 
situations for its administration. 

 Any time a physician sedates a patient at the end of life, the potential exists for 
confusion and misunderstanding of the situation and the goals of care. Thus, the 
European Association for Palliative Care has published a framework to guide proper 
practice. It recognizes that “inattention to potential risks and problematic practices 
can lead to harmful and unethical practice which may undermine the credibility and 
reputation of responsible clinicians and institutions as well as the discipline of pal-
liative medicine more generally (Cherny and Radbruch  2009 ).” This framework 
outlines four “problem practices” to be avoided:

    1.    Abuse of palliative sedation: sedation is used with the primary goal of hastening 
the patient’s death.   

   2.    Injudicious use of palliative sedation: sedation is used in inappropriate clinical 
circumstances. This may occur when a physician or caregiver overlooks revers-
ible causes of distress, does not adequately assess or discuss symptom control 
with other experts, resorts to sedation out of frustration and burnout, or uses 
sedation to alleviate the family’s distress rather than the patient’s.   

   3.    Injudicious withholding of palliative sedation: palliative sedation is indicated but 
not used. Sedation may be deferred while therapeutic options are continued that 
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do not provide adequate relief. Avoidance of diffi cult discussions or concerns 
about hastening death may adversely infl uence the clinician in this situation.   

   4.    Substandard clinical practice of palliative sedation: sedation is indicated but 
attention to care is insuffi cient. Many potential areas of concern exist, including 
inadequate consultation with the patient, family members, or staff members 
regarding indications for sedation, goals of care, potential outcomes, and risks; 
inadequate monitoring of symptom distress or relief; inadequate assessment of 
psychological, spiritual, or social factors; inadequate monitoring of physiologic 
parameters and potential for drug toxicity; escalating the drug dosage too quickly 
without titration to effect; use of inappropriate medications (e.g., opioids) for 
sedation; inadequate continuing care of the patient’s family; and inadequate 
attention to the emotional and spiritual well-being of distressed staff members.    

3.3      Discussion with Patients and Families 

 Before discussing palliative sedation with the patient or family it is important to 
consider religious or other specifi c family concerns. Assistance from a chaplain, 
social worker, or counselor is helpful in this regard. These professionals are also 
invaluable in recognizing the psychosocial/spiritual suffering that usually accompa-
nies physical symptoms: as noted by the biopsychosocial model, rarely is one pres-
ent without the other (Turk et al.  2002 ; Turk and Fernandez  1990 ). It is also 
important to address the option of palliative sedation with the patient in the presence 
of signifi cant family members, if the patient has the mental capacity to understand 
the situation. If the patient is experiencing delirium and is unable to participate in 
the discussion, which can often occur in end-of-life situations, then the patient’s 
surrogate decision maker needs to be consulted. 

 The timing of this discussion can present a problem for the clinician. On the one 
hand, it can be helpful to patients and families to have time to consider the option of 
palliative sedation when the clinician thinks the course of the illness may eventually 
necessitate it. This can give those involved time to understand what palliative sedation 
entails and allow important life issues or tasks to be addressed. The knowledge that 
this option is available can be reassuring in its own right, such as if a patient fears suf-
focation at the end of life. On the other hand, distressed individuals, especially family 
members suffering vicariously, may demand the sedation immediately, even if the 
physician believes that other options are still available to assist the patient. 

 Educational hand-outs can be used to help the patient and family understand 
what is being proposed. The acute palliative care team at MD Anderson uses the 
 Journal of the American Medical Association  Patient Page, which describes pallia-
tive sedation (Brender et al.  2005 ). This 1-page tool, in basic English or Spanish, 
describes the goals of palliative and hospice care and explains how sedation is used 
to ‘relieve extreme suffering’ when “all other means to provide comfort and relief 
to a dying patient have been tried and are unsuccessful,” that “palliative sedation is 
not intended to cause death or shorten life,” that “the timing of death is diffi cult to 
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predict and could be anywhere from hours to days after palliative sedation is 
initiated,” and that “it is imperative to maintain open communication.” It is hoped 
that families will be reassured by this educational page that palliative sedation is an 
accepted practice that differs from euthanasia and is appropriate for their situation.  

3.4    Documentation 

 It is important to document the discussion with the patient and family about pallia-
tive sedation in the patient’s record. The acute palliative care team at MD Anderson 
has instituted verbal rather than written consent, believing that the presentation of a 
document requiring a signature at this time of high distress for all involved presents 
a needlessly over-legalized approach to patient care and may be driven more by 
physician concern for litigation than by concern for the patient’s best interests. After 
describing to the patient and/or family the symptom and how the treatment is fail-
ing, the physician describes palliative sedation and its risks, including the possibil-
ity of shortening life. The physician then completes a standardized sticker used to 
document the discussion in the patient’s record (Fig.  3.1 )

  Fig. 3.1    Example of a form used to document discussion of Palliative Sedation          
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3.5       Symptoms Requiring Sedation 

3.5.1    Agitated Delirium 

 As discussed in Chap.   1    , the percentage of patients sedated for refractory  symptoms, 
and the type of symptoms treated, varies widely among different settings. Agitated 
delirium is one of the most frequently reported symptoms requiring the use of pallia-
tive sedation. More than 80 % of advanced cancer patients develop delirium in their 
last hours to days of life (Elsayem  2011 ). Elsayem and colleagues published a retro-
spective report from the MD Anderson acute palliative care unit showing that of a 
total of 186 patients, 82 % received palliative sedation for delirium, 6 % for dyspnea, 
and 6 % for other symptoms, including bleeding and seizures (Elsayem et al.  2009 ). 

 The progressive nature of delirium is not often discussed in the literature on pallia-
tive sedation. When delirium is fi rst diagnosed and is found to be irreversible, the 
clinician’s goal is to control the agitation while allowing the patient to have  meaningful 
interaction with family members. A minimally sedating neuroleptic drug such as halo-
peridol, prescribed on an around-the-clock basis, is usually the treatment of choice in 
this situation. Often it reduces hallucinations and agitated thoughts and the family 
reports improvement in the patient’s condition. However, it may become necessary to 
increase the dose to manage the agitation. Often switching to a stronger neuroleptic 
drug such as chlorpromazine is required. Doses may need to be increased until the 
patient is sedated peacefully but is no longer interactive. Attempts to reduce the dose 
often result in the return of extremely agitated behavior. This is, effectively, palliative 
sedation. Sometimes this process occurs rapidly, leaving the family with many ques-
tions. However, family members are often relieved at this point if they understand that 
all attempts were made to control the agitation but that the deeply sedating dose of 
haloperidol or chlorpromazine was necessary. 

 In other situations, escalating the dose and/or switching to a stronger neuroleptic 
drug does not effectively control the agitated behavior. At this point, because the 
patient’s agitation can cause extreme stress for family, nurses, and physicians and 
can result in harm to the patient and those around him or her, an alternative approach 
to palliative sedation is required to alleviate the patient’s distress. In most settings, 
this is accomplished by starting a midazolam continuous infusion with initial bolus 
doses (Cherny  2006 ).  

3.5.2    Dyspnea 

 The sensation of breathlessness can worsen and become terrifying for those with 
disease involving the lungs and structures supporting respiration. The respiratory 
function of a patient with lung cancer can progressively deteriorate until the patient 
is severely disabled. Some patients may develop hypoactive delirium at this late 
stage, losing awareness and becoming unconscious. Others, unfortunately, remain 
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lucid and have progressively worsening dyspnea. These patients may experience 
profoundly distressing sensations of gasping for breath or of suffocating. Oxygen 
administration, inhaled bronchodilators, increased doses of opioids, and a bedside 
fan can all prove insuffi cient. Sedation, by altering conscious perception, can pro-
vide these individuals with much-needed comfort, sometimes at low enough doses 
that the patient can still interact with family and friends.  

3.5.3    Pain 

 Although pain is mentioned in the literature as a refractory symptom that may require 
palliative sedation, the acute palliative care team at MD Anderson has not found the 
need to sedate patients for poorly controlled pain (Elsayem et al.  2009 ). This may be 
related to the availability of other resources within the group to address pain, such as a 
multidisciplinary psychosocial team and nurses that are skilled in symptom control. 

 Great attention is given to the multidimensional construct of pain (Lawlor et al. 
 1997 ), which recognizes psychosocial and spiritual factors that distress patients and 
can be expressed as physical pain. This is often termed “total pain” by palliative 
care/hospice teams and “somatization” in the psychiatric literature. Often this type 
of pain has a very complicated and diffi cult presentation; staff with psychosocial 
expertise are needed to help the patient manage the pain effectively. 

 In addition, it is helpful to have many strong opioid drug options available to 
allow sequential opioid rotations, which provide more options for pain management 
and can greatly assist with management of opioid toxicity. In the acute palliative 
care unit at MD Anderson, interventional approaches to pain management are rarely 
needed. Careful maintenance hydration is usually provided to most patients, which 
may lessen the incidence of opioid-induced neurotoxicity (e.g. confusion, halluci-
nations, hyperalgesia, allodynia) caused by prerenal failure and accumulation of 
opioid metabolites. Fortunately, this team has been able to manage pain without the 
need for palliative sedation as a rule, and some may even fi nd palliative sedation for 
problems related to pain to be somewhat controversial because it is diffi cult to 
exhaust all the options available.  

3.5.4    Existential Distress 

   To die, to sleep- 
 No more- and by a sleep to say we end 
 The heartache and the thousand natural shocks 
 That fl esh is heir to-‘tis a consummation 
 Devoutly to be wished. (Hamlet (III.i.68–72)) 

   As mentioned in other chapters, palliative sedation for existential distress is a different 
consideration than for refractory symptoms. The European Association for Palliative 
Care has published criteria for special consideration of sedation in these situations 
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(Cherny  2006 ; Cherny and Radbruch  2009 ). It recommends that use of sedation for 
refractory existential or psychological distress abide by the following considerations:

    1.    Consider only for patients in the advanced stages of a terminal illness with a 
documented do-not-resuscitate order.   

   2.    Consider only after repeated assessments by experts in psychological care who 
have established a relationship with the patient and have instituted trials of ther-
apy for anxiety, depression, and existential distress.   

   3.    Evaluate on the basis of opinions from professionals of various disciplines who 
work with the patient (e.g., social workers chaplains, nurses). An interdisciplin-
ary case conference may facilitate this.   

   4.    In rare situations, sedation may be appropriate and proportional to the situation. 
Initiate on a respite basis with planned reversal after an agreed interval.   

   5.    Consider continuous sedation only after repeated trials of respite sedation with 
intermittent therapy.    

  Presently use of palliative sedation for existential distress remains controversial. 
A summary of the pros and cons of utilizing this approach include (Cherny  2006 ; 
Rousseau  2001 ):

  Pros: 

   1.    The goal of care is to relieve suffering.   
   2.    Existential distress leads to profound distress and debilitation.   
   3.    It is not desirable to offer protracted trials of therapies that do not provide relief.   
   4.    There is no standard therapy for existential distress.   
   5.    Respite sedation (24–48 h) has been reported to break the cycle of anxiety, 

distress and catastrophizing.    

  Cons: 

   1.    It can be diffi cult to establish that existential distress is truly refractory.   
   2.    Existential distress may be very dynamic and idiosyncratic.   
   3.    Treatments have low intrinsic morbidity.   
   4.    Viable alternatives may remain including therapy for depression, anxiety and 

family discord.   
   5.    Existential distress does not necessarily indicate a state of advanced physiologi-

cal deterioration.   
   6.    Clinical observation shows that psychological distress and the desire for death 

may be very variable.   
   7.    Psychological adaptation and coping is common in the clinical setting.    

3.6       Medications 

 Many excellent chapters in palliative medicine texts discuss medication use in pal-
liative sedation (Cherny  2006 ; Cowan et al.  2009 ; Krakauer and Quinn  2010 ). Here 
is provided an overview with some additional observations. 
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3.6.1    Medication Route 

 Although many agents that are used for palliative sedation come in an oral formulation, 
it is best to use an intravenous or subcutaneous formulation so that the agent is consis-
tently administered regardless of the patient’s level of agitation or ability to swallow. 
The intravenous route is largely used in the hospital setting, and the subcutaneous route 
is often used in the home setting and when an intravenous site is diffi cult to access, 
which is not uncommon with the profound cachexia that occurs with some terminal 
illnesses. The intramuscular route is not recommended because it requires frequent 
painful injections, undermining the intent of palliation.  

3.6.2    Neuroleptics 

 These agents represent the fi rst-line drugs used for delirium, the condition that most 
often results in the need for palliative sedation. An important advantage of the neu-
roleptic class of drugs is the absence of respiratory depression as a side effect. This 
may reassure the clinician when rapid escalation is required. 

 Haloperidol is the drug of choice for the initial treatment of delirium because it is 
one of the least sedating neuroleptics, although it is possible, if rare, for deep seda-
tion to result from the use of haloperidol alone. Caraceni and colleagues report using 
haloperidol for palliative sedation in 35 % of cases (Caraceni et al.  2012 ). This drug 
is known for its strong dopamine antagonism, which results in possible extrapyrami-
dal side effects (pseudoparkinsonism, acute dystonic reaction, akathisia, tardive dys-
kinesia). Anticholinergic effects, prolonged QT interval, neuroleptic malignant 
syndrome, and lowering of the seizure threshold are additional potential adverse 
effects. The drug may be administered via the intravenous or subcutaneous routes. 

 Chlorpromazine is a more heavily sedating neuroleptic, often used when the delir-
ium cannot be controlled with escalating doses of haloperidol. Extrapyramidal side 
effects are less common with chlorpromazine than with haloperidol, but anticholin-
ergic effects (constipation, xerostomia, blurred vision, urinary retention), prolonged 
QT interval, neuroleptic malignant syndrome, and lowering of the seizure threshold 
can occur with chlorpromazine as well. Orthostatic hypotension can also occur. 

 Levopromazine (methotrimeprazine) is another neuroleptic used to induce seda-
tion. Its sedative effect occurs rapidly. This drug also has analgesic properties. 
However, levopromazine it is not available in the United States.  

3.6.3    Benzodiazepines 

 Midazolam, the agent most commonly used for palliative sedation (Cherny  2006 ; 
Burke et al.  1991 ; Chater et al.  1998 ; Collins  1997 ; Johanson  1993 ; Fainsinger et al. 
 1998 ; Morita et al.  1996 ; Nordt and Clark  1997 ), is a short-acting benzodiazepine 
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that is reliably absorbed subcutaneously, allowing for administration via continuous 
subcutaneous or intravenous infusion and intermittent intravenous or subcutaneous 
boluses. Its ability to be administered subcutaneously is helpful in hospice care, 
especially in the home setting. Its rapid action and ability to be titrated carefully are 
additional advantages. One other benefi t of midazolam (and benzodiazepines in 
general) is its anticonvulsant effect, which may provide extra assurance when risk 
of seizure is also present. 

 Paradoxical agitation and the development of tolerance are recognized disadvan-
tages of the benzodiazepine drug class. However, respiratory depression is the most 
dreaded side effect, although this can be avoided by judicious dose increases and 
careful monitoring. 

 Determining whether changes in respiratory pattern are due to a recent increase in the 
drug or to the natural progression of the patient’s condition usually falls to the bedside 
nurse monitoring the sedation. This skilled caregiver must consider temporal events 
such as recent dose adjustments as well as rely on clinical bedside acumen and experi-
ence with patients at the end of life to make this determination. If respiratory depression 
due to excess benzodiazepine administration is suspected, a decrease in the infusion rate 
usually remedies this. For seriously concerning episodes, the administration of fl umaze-
nil, a benzodiazepine antagonist, can rapidly reverse this effect. However, it will also 
reverse the sedation; therefore, it is important to be reasonably certain that the mid-
azolam is causing the respiratory depression before administering fl umazenil. 

 In the setting of agitated delirium or dyspnea, when escalating doses of medica-
tions have not provided adequate symptom control, the addition of a midazolam 
infusion to the medications already present is often helpful. The urgency of establish-
ing adequate comfort for the patient usually mandates the addition of the midazolam 
without subtracting the previously used medications. The medication regimen may 
be simplifi ed once the symptoms are controlled. 

 Lorazepam is a common intermediate-duration benzodiazepine agent that may 
be helpful for controlling severe distress while waiting to have a discussion with the 
family about palliative sedation. It is often used in the hospital setting for anxiety 
episodes. Although its short-term use does not imply a plan for palliative sedation 
as such, it can be a helpful temporizing measure.  

3.6.4    Anesthetic Agents 

 Propofol is the most promising agent in this class of drugs (Collins  1997 ; Krakauer 
et al.  2000 ; Mercadante et al.  1995 ; Moyle  1995 ; Tobias  1997 ). It acts more rapidly 
and has a shorter duration of action than midazolam, allowing almost instant onset 
of sedation effects and quick titration (Krakauer and Quinn  2010 ). Benefi cial effects 
other than sedation include anxiolytic, antiemetic, and anticonvulsant effects 
(Cowan et al.  2009 ; Berger et al.  2000 ). Pharmacokinetics of this agent do not 
appear to be signifi cantly affected by liver or kidney disease (Krakauer and Quinn 
 2010 ; Mirenda and Broyles  1995 ). Thus, it may be the drug of choice for the rare 
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situations in which other sedating agents have not been effective (Cherny  2006 ). 
However, propofol is expensive and can cause pain at the injection site, necessitat-
ing reliable intravenous access. In addition, vials are at risk for contamination, 
which could introduce an infection (Krakauer and Quinn  2010 ).  

3.6.5    Barbiturates 

 Phenobarbital, pentobarbital, thiopental, and amobarbital are included in this group. 
These drugs may be used in anesthesia but are often not as readily available outside 
of the operating room in modern hospitals. However, they may be helpful in settings 
where other agents are ineffective, unavailable, or too costly. The effective use of 
thiopental and amobarbital for palliative sedation is reported by Greene and Davis 
(Greene and Davis  1991 ). The advantages of these agents are their low cost and 
anticonvulsant properties. Phenobarbital also has the advantage that it can be admin-
istered subcutaneously. Disadvantages of barbiturates include drug interactions and 
tolerance (Cowan et al.  2009 ). Truog and colleagues suggest that this class of drugs 
could be used in the care of the terminally ill but note that the use of barbiturates for 
palliative sedation may be confused with their use for euthanasia and physician- 
assisted suicide; these agents are well known as the principal drugs used to induce 
death by physicians performing euthanasia in the Netherlands as well as in physi-
cian-assisted suicide and the execution of prisoners by lethal injection in the United 
States (Truog et al.  1992 ).   

3.7    Implementation and Monitoring 

 Although many guidelines have been published about palliative sedation in general 
terms, very little information is available to guide a clinician through dose escala-
tion and monitoring of this therapy (Cherny and Portenoy  1994 ; Braun et al.  2003 ; 
Rousseau  2001 ). Palliative care trainees and young physicians in the fi eld may fi nd 
themselves at a disadvantage because the type and level of training offered for pal-
liative sedation varies by institution. In addition, nursing staff responsible for patient 
care can encounter signifi cant diffi culties if the severe agitation or distress of a 
patient is not managed rapidly and safely. 

 Although Krakauer and Quinn ( 2010 ) as well as Cherny ( 2006 ) have outlined 
some basic starting points for drug administration, the acute palliative care team 
at MD Anderson has developed a standardized approach based on its own experi-
ence and the pharmacokinetics of midazolam. This approach uses bolus doses 
and a continuous infusion of midazolam, dose changes may be guided by an 
algorithm at the discretion of the practitioner (Table  3.1 ). The aim is for rapid but 
safe dose escalation until the patient’s symptoms are controlled. Accompanying 
nursing guidelines for monitoring palliative sedation with midazolam are pre-
sented in Table  3.2 .
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    The Richmond agitation sedation scale is used to monitor the level of sedation 
and ensure that agitation is adequately controlled (Sessler et al.  2002 ; Ely et al. 
 2003 ). This bedside tool rates the level of agitation and arousal on the basis of the 
patient’s response to verbal (stating the patient’s name and asking him/her to open 
his/her eyes and look at the speaker) and physical stimulation (shaking the patient’s 
shoulder and/or rubbing the patient’s sternum) (Table  3.3 ).

   Table 3.1    Palliative sedation with midazolam dose escalation guidelines      

 Step  Dosage (mg/h)  Step  Dosage (mg/h) 

  Step 1:   1   Step 6:   8 
  Step 2:   2   Step 7:   10 
  Step 3:   3   Step 8:   13 
  Step 4:   4   Step 9:   16 
  Step 5:   6   Step 10:   19 

 A loading dose and bolus doses of Midazolam 1–2 mg may be administered every 15 min IV or 
every 60 min S.Q. Notify physician if symptoms are not controlled after 2 consecutive boluses. 

  NOTE: Continuous IV infusion may be titrated every 2 h per physician  
  NOTE: Continuous SQ infusion may be titrated every 4 h per physician  
  Disclaimer: These guidelines are not intended to replace independent medical or professional 

judgement of physicians or other healthcare providers.  

   Table 3.2    Nursing monitoring guidelines for palliative sedation with Midazolam   

  Monitor and record respiratory rate and RASS every 30 min until desired symptom 
control/sedation is achieved  

 Then q1 h for fi rst 24 h 
 Then q2 hourly 
  If respiratory rate becomes <8/min unexpectedly  
  (i.e. Assessed as due to midazolam and not the patient expiring)  
 The infusion is to be stopped and the physician notifi ed. 
 Flumazenil 0.2 mg will be available at the bedside for the reversal of respiratory depression as needed. 
 Physician to assess status of palliative sedation daily. 
  Continue appropriate nursing care (e.g. turning, mouth care, bed baths, skin care and 

bowel management)  

   Table 3.3    The Richmond agitation sedation assessment scale (RASS)   

 +4  Combative  Overtly combative, violent, immediate danger to staff 
 +3  Very agitated  Pulls or removes tube(s) or catheter(s); aggressive 
 +2  Agitated  Frequent non-purposeful movement, fi ghts ventilator 
 +1  Restless  Anxious but movements not aggressive or vigorous 

 0  Alert and calm 
 −1  Drowsy  Not fully alert, but has sustained awakening (eye-opening /eye contact) 

to voice (≥10 s) 
 −2  Light sedation  Briefl y awakens with eye contact to voice (<10 s) 
 −3  Moderate sedation  Movement or eye opening to voice (but no eye contact) 
 −4  Deep sedation  No response to voice, but movement or eye opening occurs to physical 

stimulation 
 −5  Unarousable  No response to voice or physical stimulation 
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   A score of 0 to −4 on the Richmond agitation sedation scale indicates adequate 
 control of agitation while avoiding sedation to the point of complete unresponsiveness. 

 As a general rule, the lowest level of sedation necessary to achieve the desired goal 
should be administered. Relief from dyspnea, for example, may occur with light or 
deep sedation. The level of communication possible with the patient may vary with the 
level of sedation. The acute palliative care team at MD Anderson has proposed a strat-
egy to determine whether adequate relief from dyspnea has been achieved; the strategy 
varies depending on the level of patient interaction possible (Table  3.4 ).

   While palliative sedation is being administered, assurance of pain control, requiring 
the continuation of opioid medications, is also needed. Attention should also be given to 
nutrition and hydration. The general consensus is that although nutrition and hydration 
needs vary for each particular situation, they should not simply be stopped because pal-
liative sedation has been initiated. Reports on palliative sedation in terminally ill patients 
show that median survival times from initiation of the sedation range from 1.9 to 6.1 days 
(Cowan et al.  2006 ; Cowan and Walsh  2001 ; Fainsinger et al.  2000 ). Survival duration 
has not been shown to be reduced when sedation is titrated to the point of comfort 
(Ventafridda et al.  1990 ; Stone et al.  1997 ; Rousseau  2000 ; Sykes and Thorns  2003 ). 
Two studies showed no difference in survival duration between patients who received 
palliative sedation and those who did not (Chiu et al.  2001 ; Maltoni et al.  2009 ).  

3.8    Conclusions 

 Palliative sedation is an accepted and important therapy of last resort for manage-
ment of distressing refractory symptoms at the end of life. Adherence to medical 
and ethical guidelines is important to prevent misuse of this therapy. Until we reach 

   Table 3.4    Suggested goals of care for palliative sedation   

  Delirium   Richmond Agitation 
Sedation Scale 
(RASS) 

 RASS of 0 to –4 
 (i.e. no evidence of restlessness or agitation allowing for 

light or deep sedation as required but avoiding sedation 
to the point of the patient being unarousable) 

  Dyspnea   Options vary depending on the level of communication 
possible 

  1. Patient gives a numerical score for dyspnea that he/she 
has previously said would be acceptable 

  2. Patient states “No” to the question: “Are you short of 
breath?” 

  3. Patient indicates (nods head or use of other body 
language) that he/she is comfortable/not short of 
breath. 

  4. If patient is unresponsive he/she appears calm and 
restful. 

  Control of distress from: Pain, 
Bleeding, Seizures, Existential 
Distress  

 Each goal to be determined individually (e.g. absence of 
seizure activity, patient not distressed by bleeding, no 
voiced existential distress, reduction of pain to an 
acceptable score) 
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a time when a solution to all diffi cult symptoms is available in all cases, palliative 
sedation will continue to be a necessary and ethical strategy to ensure the comfort 
of the terminally ill.     
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4.1            Introduction 

 Palliative sedation refers to the monitored use of medications intended to induce a 
state of decreased awareness or unconsciousness in order to relieve otherwise 
intractable suffering in a manner that is ethically acceptable to the patient, family 
and health-care providers (Cherny et al.  2009 ). This sedation may be categorized as 
mild (the patient is awake but the level of consciousness is lowered), intermediate 
(the patient is asleep but can be wakened for communication), or deep (coma) 
(Materstvedt and Bosshard  2009 ). Proportionality is considered to be an essential 
ingredient of palliative sedation such that the amount and duration of medication 
used should be only that which is necessary to adequately relieve one or more symp-
toms (Broeckaert  2011 ). 

 Although palliative sedation is most often used to relieve physical suffering at 
the end of life, many guidelines for palliative sedation specify that existential suffering 
is also a legitimate indication for this intervention. This chapter is focused on exis-
tential suffering as an indication for palliative sedation, with a consideration of its 
assessment and application in the practice of palliative sedation in different settings 
and the clinical and ethical questions and controversies that this practice may raise. 
The use of deep, continuous palliative sedation prior to the end of life is not 
addressed here, because such an intervention would inevitably shorten life and 
therefore would raise different ethical, legal and clinical questions.  
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4.2     What Is Existential Suffering? 

 Existentialism is a philosophical attitude associated with nineteenth and twentieth 
century European philosophers, especially Martin Heidegger, Karl Jaspers and 
Jean-Paul Sartre, who stressed the unique position of the individual as a self- 
determining agent with personal responsibility for authenticity and meaning in their 
life (Guignon  2005 ). The term existential suffering has most often been used in the 
palliative care literature to connote the loss of hope and meaning in the context of 
impending mortality. For example, The National Hospice and Palliative Care 
Organization (NHPCO) has defi ned existential suffering as that which arises from a 
loss or interruption of meaning, purpose, or hope in life (Kirk et al.  2010 ). Yalom 
( 1980 ) refers to existential pain as an individual’s confrontation with his or her 
ultimate fears and concerns, and Schuman-Olivier et al. ( 2008 ) consider that an 
individual’s confrontation with the dying process is essential in the diagnosis of 
existential suffering. 

 Schuman-Olivier et al. ( 2008 ) suggest that existential distress may be catego-
rized as acute, which occurs when the threat of imminent death triggers fear and 
panic; subacute, which occurs when death would be imminent only if treatment 
were withdrawn or withheld; and chronic, when prognosis is greater than two 
weeks. However, psychological distress of all kinds is not necessarily maximal near 
the end of life. In fact, some research suggests that while depression may increase 
near the end of life (Lo et al.  2010 ), anxiety is most common at the onset or recur-
rence of a life-threatening illness (Li et al.  2011 ; Rodin et al.  2013 ). 

 Some, such as Rousseau ( 2001 ), have included a wide range of psychological 
symptoms in the defi nition of existential distress, including hopelessness, disap-
pointment, loss of self-worth, remorse, meaninglessness, and disruption of personal 
identity. In that regard, Morita ( 2004a ) found that existential suffering for which 
palliative sedation was administered in palliative care units in Japan included not 
only intractable feelings of meaninglessness or worthlessness, but also a sense of 
burden, dependency, death anxiety, fear, panic, the wish to control the time of 
death, and social isolation. Such broader defi nitions may come to include almost 
all psychological disturbances that may occur near the end of life. Indeed, some 
have questioned whether existential suffering at the end of life is simply part of 
the human condition (Hauser and Walsh  2009 ). This variability of defi nitions 
across settings is understandable, since there are no widely accepted measures or 
clinical criteria to defi ne existential suffering, nor any agreed upon thresholds for 
its refractoriness.  

4.3     Clinical Conceptualizations of Existential Suffering 

 A review of the literature suggests that not only is there no universally accepted 
defi nition or measure of existential suffering, but also that this term overlaps sub-
stantively with other clinical constructs, particularly demoralization and impaired 
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spiritual well-being. Demoralization was initially defi ned by Jerome Frank ( 1974 ) 
as a psychological state characterized by feelings of impotence, isolation, despair 
and meaninglessness of life. 

 Kissane et al. ( 2004a ) developed and validated a measure of demoralization in 
palliative care settings, although its use has not been reported in relation to palliative 
sedation. Spiritual well-being, according to Canada et al. ( 2008 ), is a related multi-
dimensional construct applied to health care that refers to the comfort that is derived 
from one’s values and beliefs, the sense of inner peace and the sense of meaning 
about one’s life and the world. We have shown (Lo et al.  2011 ) that spiritual well-
being is linked not only to religiosity, but also to self-esteem, social relatedness, and 
to freedom from physical suffering. However, the boundaries between impaired 
spiritual well-being and demoralization are not clear and both are indistinguishable 
from existential suffering.  

4.4     Disturbances That May Contribute to or Overlap 
with Existential Suffering 

 The etiology of existential suffering is not well-understood, perhaps because this 
state has not been well-defi ned nor systematically investigated. Existential issues 
are likely to become salient in the context of impending mortality (Rodin and 
Zimmermann  2008 ), as we have shown with regard to spiritual well-being in patients 
with cancer (Lo et al.  2011 ), and refl ect the capacity to fi nd meaning, comfort from 
personal beliefs and a sense of connection to others. 

 The loss of the will to live is explicitly or implicitly included in most defi nitions 
of existential distress, although the latter may also arise from depression and other 
psychological disturbances, a relative lack of social relatedness, and/or inadequately 
treated physical suffering (Khan et al.  2010 ). In that regard, we demonstrated (Lo 
et al.  2010 ; Rodin et al.  2009 ) that depression, hopelessness, and the desire for a 
hastened death all may arise from a fi nal common pathway of disease-related, indi-
vidual and social factors. The desire for a hastened death arises in the context of 
multiple risk factors, including physical suffering, lowered self-esteem, loss of 
meaning, depression and demoralization. Further, although existential suffering has 
been distinguished from other psychological disturbances by its relationship to 
the end of life by Schuman-Olivier et al. ( 2008 ), we (Lo et al.  2010 ) found that both 
the cognitive–affective and somatic symptoms of depression grow toward the end of 
life in patients with advanced cancer. Thus, proximity to death may not be a valid 
distinction between depression and existential distress and impending mortality 
may instead be an irreducible contextual factor for all psychological disturbances at 
this stage of disease. 

 Major depression is the psychiatric disorder that may overlap most with exis-
tential suffering. Indeed, some of the symptoms of existential distress are included 
in the Diagnostic and Statistical Manual of Mental Disorders (DSM-IV-TR) crite-
ria for major depression (American Psychiatric Association  2000 ). These include 
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the presence, for at least two weeks, of either depressed mood or anhedonia, and 
at least four additional symptoms that include: changes in appetite or weight, 
sleep and psychomotor activity; decreased energy; feelings of worthlessness or 
guilt; diffi culty thinking, concentrating, or making decisions; or recurrent thoughts 
of death or suicide. There is considerable overlap between the clinical features of 
depression and the broader defi nitions of existential suffering and they may be 
considered to be mutually reinforcing states. It has also been suggested that the 
diagnostic threshold for major depression is so low that it has caused normal sad-
ness to be regarded as a psychiatric disorder (Horwitz and Wakefi eld  2007 ). In a 
similar vein, it has been suggested that the designation of existential distress as a 
clinical disorder represents the medicalization of normative distress (Betts and 
Smith-Betts  2009 ).  

4.5     Existential Suffering as an Indication 
for Palliative Sedation 

 Despite ambiguity about its defi nition, features, thresholds of severity, appropriate 
treatment and criteria for proportionality or refractoriness, existential suffering has 
been accepted as an indication for palliative sedation by many governing bodies, 
such as the Royal Dutch Medical Association ( 2009 ), the European Association of 
Palliative Care (Cherny et al.  2009 ), the NHPCO (Kirk et al.  2010 ), and by an inter-
national consensus panel (de Graeff and Dean  2007 ). It has not been endorsed by 
the American Medical Association (Levine and the American Medical Association 
 2011 : AMA CEJA Report 5-A-08) which has indicated that existential or emotional 
distress is best treated by other means. Other bodies, such as the Calgary Health 
Region (Braun et al.  2003 ) have reserved judgment, stating only that the role of pal-
liative sedation for the treatment of existential suffering deserves further study. 
Similarly, the Palliative Sedation Task Force of the NHPCO Ethics Committee was 
unable to reach agreement on the use of palliative sedation for existential suffering 
that is “primarily nonphysical in nature” (Kirk et al.  2010 ). In fact, that organization 
urged great caution and multiple careful discussions among interdisciplinary team 
members, families, and patients when considering the use of sedation for existential 
suffering. In view of the dynamic nature of existential suffering, it was also recom-
mended that trials of intermittent sedation for respite be instituted fi rst when a deci-
sion to proceed with sedation is reached.  

4.6     Survey of Palliative Sedation to Treat 
Existential Suffering 

 The earliest studies that examined palliative sedation indicated that it was used for 
the alleviation of physical symptoms in dying patients, but did not mention psycho-
logical or existential indications. These surveys found that palliative sedation for 
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terminally ill patients was employed in 16–50 % of patients at the end of life 
(Ventafridda et al.  1990 ; Fainsinger et al.  1991 ). Questions have been raised subse-
quently about the higher end of this range, since palliative sedation is intended to be 
only a last-resort treatment option in rare cases that are refractory to all other 
treatments (Kirk et al.  2010 ). A German seven-year retrospective review of 548 
patients in the last 48 h of life (Muller-Busch et al.  2003 ) demonstrated an increase 
in the general use of palliative sedation from 7 % in 1995 to 19 % in 2002, and also 
an increase in patients’ and relatives’ requests for sedation in the fi nal phase of life. 
They noted that whereas palliative sedation was primarily used in the 1990s to treat 
physical symptoms, particularly dyspnoea, gastrointestinal pain, bleeding, and agi-
tated delirium, there has been growing trend for it to be used to treat psychological 
symptoms after the turn of this century. 

 More recent studies have demonstrated considerable variability in the use of 
palliative sedation within and among different countries. In a 2004 study of all 
palliative care units in Japan (Morita  2004a ), continuous deep sedation was found 
to be used in 1 % of all patients who died in these settings. However, whereas pallia-
tive sedation was used to treat “psycho-existential distress” in more than 10 % 
of these deaths in 3 of the institutions and in 0.5–5 % in 26 others, it was not used 
at all for this purpose in 52 institutions. The psychological disturbances for which it 
was used included feelings of meaninglessness and worthlessness (61 %), burden 
on others and discomfort with dependency (48 %), death anxiety (33 %), the wish 
to control the timing of death (24 %), and social isolation (22 %). A Dutch study 
(Van Deijck et al.  2010 ) indicated that existential suffering was the indication for 
palliative sedation in 16 % of 316 cases. A multinational study (Fainsinger et al. 
 2000 ) that examined sedation for uncontrolled symptoms in 387 palliative patients 
in inpatient palliative care programs in Israel, South Africa, and Spain found that 
palliative sedation was used for existential distress in 5 % of these cases in Madrid, 
1 % in each of Cape Town and Durban, and not at all in Israel. This wide variation 
in the use of palliative sedation to treat existential distress may refl ect cultural dif-
ferences in attitudes toward this practice, assessment and documentation, or overall 
treatment approaches.  

4.7     Understanding Differences in the Use of Palliative 
Sedation to Treat Existential Suffering 

 Methodological limitations and variability across studies of palliative sedation often 
limit the comparisons that can be made among them (Muller-Busch et al.  2004 ). In 
particular, there has been variability and ambiguity about the types of palliative 
sedation that were used and in the defi nition of existential suffering. Further, some 
studies do not specify the use of palliative sedation for existential suffering but men-
tion that it was used for similar or related problems. For example, in a review of 13 
series and 14 case reports, Cowan and Walsh ( 2001 ) found that existential distress 
was not listed as one of the indications for palliative sedation but that in 9 % of cases 
the indication was “anguish.” However, anguish was not defi ned in this study or in 
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an earlier study by Stone et al. ( 1997 ), which found it to be the indication for palliative 
sedation in 27 % of cases. 

 There has been consensus in guidelines and in the literature that palliative 
sedation should only be used to treat symptoms that are unbearable and refractory 
to treatment. Cherny and Portenoy ( 1994 ) describe a refractory symptom as one 
that cannot be adequately controlled despite aggressive efforts to identify a toler-
able therapy that does not compromise consciousness. However, the criteria to 
establish refractoriness are rarely specifi ed in reported studies. In the Morita 
( 2004a ) study of palliative sedation for “psycho-existential distress” in Japan, vir-
tually no information was provided regarding the severity or duration of the 
symptoms for which palliative sedation was used, and only 59 % of the patients 
who were treated with palliative sedation had received prior specialized psychiat-
ric, psychological or religious care. Although 89 % of those who were depressed 
had received antidepressant medication, the dose and duration of treatment and 
nature of these medications was not described. In their retrospective review of 
palliative sedation in Germany, Muller-Busch et al. ( 2004 ) found that palliative 
sedation was used for refractory physical symptoms, but psychological symptoms 
were not specifi ed as refractory nor was the duration or severity of symptoms and 
previous treatments documented. Similarly, the criteria for refractoriness were not 
reported in other studies of palliative sedation (Fainsinger et al.  1991 ; Stone et al. 
 1997 ; Rosengarten et al.  2009 ).  

4.8     Ethical Issues 

 Much of the ethical debate surrounding palliative sedation for existential distress 
and for other indications is related to whether or not it shortens survival. A large 
number of studies have found that palliative sedation does not affect the survival 
of patients at the end of life (Stone et al.  1997 ; Maltoni et al.  2009 ; Sykes and 
Thorns  2003 ), although Rady and Verheijde ( 2010 ) note there are a variety of 
mechanisms by which continuous deep sedation may do so. These include the 
effect of deep continuous sedation, in hypoxic and dehydrated patients, on cir-
culation and respiration, on airway and pharyngeal tone and on the ability to 
swallow or cough, all of which may increase the likelihood of aspiration and 
hypoxia. It has been reported that approximately one third of palliative care physi-
cians believe that continuous deep sedation can shorten life (Morita  2004b ). Stone 
et al. ( 1997 ) note that a lack of observed difference in survival times between 
sedated and nonsedated patients does not necessarily mean that sedation does not 
alter survival, since the demonstration of such an effect would require the design 
of a randomized controlled trial. It may be more feasible to determine the impact 
of palliative sedation on survival in patients with an otherwise longer expected 
survival, but the gravity of the intervention and the diffi culty obtaining informed 
consent in this circumstance may preclude the possibility of applying such 
methodology. 
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 It has been suggested that palliative sedation is a complex intervention that is 
closer to physician-assisted suicide and involuntary active euthanasia than is ordi-
narily acknowledged (Baumann et al.  2011 ) and deep continuous palliative seda-
tion has been referred to as “slow euthanasia” (Billings and Block  1996 ; Douglas 
et al.  2008 ). In that regard, a recent study indicated that the growing use of pallia-
tive sedation in the Netherlands after the legalization of euthanasia may refl ect its 
use as an alternative to euthanasia (Rietjens et al.  2008 ). However, although the 
potential effect of palliative sedation on survival continues to be debated, it has 
been noted that deep continuous sedation results in the “social death” of the 
patient (de Graeff and Dean  2007 ) and that, from the patient’s point of view, it 
makes little difference whether they are dead or continuously sedated (Materstvedt 
and Bosshard  2009 ). 

 Whereas assisted suicide or euthanasia refers to the ending of the life of a com-
petent patient who has requested such an intervention, the paradigm of palliative 
sedation is that of a medical treatment of last resort for a state of suffering for which 
there is medical responsibility. However, the validity of the distinction between 
palliative sedation and euthanasia is undermined when it has not been determined 
that the symptoms that it is being used to treat are unbearable and refractory. 
Palliative sedation is also distinguished from euthanasia and assisted suicide by the 
absence of an explicit intention of the medical caregiver to end or shorten the life of 
the patient. However, this distinction may be only theoretical, since the presence of 
such an intention is diffi cult, if not impossible, to ascertain both because such an 
intent is illegal in most jurisdictions and because the intention of clinicians in this 
context may be multiple, ambiguous, and uncertain, even to themselves (Jansen 
 2010 ). Some have suggested (Cherny  1998 ) that inference about intentions can be 
made based on clinical actions, although such determinations are inevitably specu-
lative. However, since continuous deep sedation at the end of life produces the psy-
chological or social death of the patient, it may be argued that the same safeguards 
that are applied to assisted suicide or euthanasia should be applied to palliative 
sedation, particularly when used to treat existential distress. This may be particu-
larly important in the current context in which criteria for duration, severity or 
refractoriness of existential suffering are rarely documented or reported. 

 All of the guidelines for palliative sedation require that the suffering which it is 
used to treat be intolerable to the patient and refractory to all other means of 
 intervention. Therefore, the judgment to apply palliative sedation requires a com-
prehensive diagnostic assessment of the symptom and its potential causes and an 
adequate consideration and trial of all other treatment possibilities. Asking the 
patient which symptoms have been refractory, as reported in some studies (Claessens 
et al.  2011 ) does not meet medical criteria for the determination of refractoriness. 
According to accepted guidelines, palliative sedation is not intended to be merely an 
accession to the wishes of a competent patient to temporarily obliterate conscious-
ness or to permanently end their life. Although it has been suggested that existential 
suffering can be as distressing and refractory as physical suffering near the end of 
life (Rousseau  2001 ), its nature has not been clearly or consistently defi ned in the 
consideration of palliative sedation and there are no well-established strategies for 
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evaluating and managing refractoriness (Crenshaw  2009 ). Indeed, the absence of 
clear criteria for the assessment and treatment of existential distress have left some 
to suggest that its treatment with deep continuous sedation until death may blur 
the boundary with assisted suicide or euthanasia and to express concern that pallia-
tive sedation not become a substitute for intensive treatment of existential suffering 
(Bruce and Boston  2011 ).  

4.9     Interventions for Existential Suffering 

 The relief of existential suffering is considered to fall within the general framework 
of palliative care, defi ned by the World Health Organization ( 2002 ) as an approach 
that improves the quality of life of individuals and their families facing problems 
associated with a life limiting illness, through prevention and relief of suffering by 
means of identifi cation and impeccable assessment and treatment of pain and other 
problems, physical, psychosocial and spiritual. It should be emphasized that physical 
and existential suffering may be inextricably linked and that relief of pain and other 
physical symptoms may be the most effective intervention to relieve existential 
suffering and improve quality of life. However, some (Materstvedt and Bosshard 
 2009 ) have argued that consciousness is a necessary component of quality of life 
and therefore that the state of unconsciousness produced by palliative sedation may 
not qualify as one in which the quality of life has been improved. 

 Schuman-Olivier et al. ( 2008 ) suggest that initial management of existential 
distress should include psychopharmacologic interventions, hypnosis, meditation, 
relaxation, imagery, brief psychotherapy, pastoral or spiritual interventions, and 
nursing interventions. Spiritual care may include empathic listening, support in the 
search for personal meaning, reframing one’s perspective of suffering in the context 
of life’s incongruities (Puchalski et al.  2006 ), and aspects of spirituality related to 
peace and coping. There is empirical evidence that psychological and pharmaco-
logical interventions can diminish symptoms of depression and anxiety in patients 
with advanced and terminal disease (Li et al.  2011 ). This is relevant in view of the 
association and overlap of existential distress with these symptoms. Supportive- 
expressive therapy with the terminally ill (Rodin  2009 ) may also help patients to 
process the meaning of the illness, the sense of loss, the disruption in personal rela-
tionships, and the damage to the sense of competence or mastery. It may also 
enhance refl ective awareness and help patients fi nd meaning in both their prior and 
current life experiences. 

 A recent systematic review by LeMay and Wilson ( 2008 ) suggests that there is 
promise in a number of manualized interventions to treat existential distress in 
patients with advanced disease. These include Supportive-Expressive Group 
Therapy (SEGT) (Spiegel and Spira  1991 ), the Healing Journey (Cunningham  2002 ), 
the Life Threatening Illness Supportive-Affective Group Experience (LTI- SAGE) 
(Miller et al.  2005 ), Cognitive Existential Group Therapy (CEGT) (Kissane 
et al.  2003 ,  2004b ), Meaning Centered Group Psychotherapy (Greenstein  2000 ; 

A. Portnoy et al.



49

Greenstein and Breitbart  2000 ), Meaning Making Intervention (MMI) (Lee et al. 
 2006 ), and Dignity Therapy (Chochinov et al.  2005 ). However, it has not been 
reported that any of these treatments have been systematically applied to patients 
who are being considered for palliative sedation for existential distress. Most 
importantly, it may be optimal to intervene earlier to prevent existential distress at 
the end of life, since the clinical deterioration closer to the end of life may not allow 
participation in such interventions at that time. 

 Semi-structured psychotherapeutic interventions delivered prior to the end of life 
have also been developed to prevent subsequent existential suffering. Dignity 
Therapy is an example of such an intervention, which makes use of a narrative 
approach to bolster the patients’ sense of worth, meaning, and purpose, with the 
hope of decreasing their level of despair (Chochinov et al.  2005 ,  2011 ). Another 
promising intervention that may help to prevent existential distress in patients with 
advanced cancer is termed CALM (Managing  C ancer  A nd  L iving  M eaningfully) 
(Nissim et al.  2012 ). CALM is a brief, individual psychotherapy that is designed to 
address the specifi c problems and risk factors and to decrease symptoms of depression 
and death anxiety and to improve spiritual well-being (Lo et al.  2014 ).  

4.10     Guidelines for the Use of Palliative Sedation 
to Treat Existential Suffering 

 To assist in decision-making regarding palliative sedation for existential suffering, 
the following clinical guidelines were proposed by Rousseau ( 2001 ): (i) The 
patient must have a terminal illness; (ii) a do-not-resuscitate (DNR) order must be 
in effect; (iii) all palliative treatments must be exhausted including treatments for 
depression, anxiety, and any other contributing maladies; (iv) a psychological 
assessment by a skilled clinician should be completed; (v) an assessment for spiri-
tual issues by a skilled clinician should be completed; (vi) if nutritional support or 
intravenous or subcutaneous hydration is present, discussion should be initiated 
regarding the benefi ts and burdens of such therapy in view of impending palliative 
sedation; (vii) informed consent should be obtained from the patient for a prede-
termined interval, such as 24–48 h, then downwardly titrating the sedative until 
consciousness reappears. 

 The temporary use of palliative sedation prior to the initiation of continuous 
increasing sedation is not well documented in the reported surveys of palliative 
sedation. Rousseau ( 2001 ) recommends that once palliative sedation has been initi-
ated, the dosage of the sedative agent should not be increased unless the patient 
awakens and has fi ndings that could reasonably be interpreted as evidence of suffer-
ing. It has been suggested that the use of temporary sedation may break a cycle of 
anxiety and distress that precipitated the request for palliative sedation and nullify 
the need for further sedation (Cherny  1998 ). When the dosage of medication is 
increased without an overt clinical indication, Cherny suggests that this might imply 
that the clinician is intending to hasten death. In that regard, because of the risk 

4 The Use of Palliative Sedation to Treat Existential Suffering: A Reconsideration



50

that palliative sedation may be instituted as a response to physician burn-out, he 
also recommends the importance of routine case conferences and/or consultation 
with other palliative care consultants before palliative sedation is initiated.  

4.11     Conclusions 

 The principle that psychological distress be given the same importance as physi-
cal distress seems justifi able in view of its impact on quality of life and well-being 
and its potential contribution to suffering at the end of life. From that perspective, 
the use of palliative sedation to relieve intractable suffering of this kind seems as 
valid as that to relieve physical suffering. However, the consideration of deep 
continuous sedation for the treatment of existential suffering at the end of life 
raises many unanswered questions. 

 Most importantly, the validity of existential suffering as a criterion for palliative 
sedation is undermined by ambiguity in its defi nition. This term has been used by 
some to include virtually all psychological symptoms. The suggestion (Schuman- 
Olivier et al.  2008 ) to limit this term to mortality-related concerns may not improve 
specifi city in its usage, since mortality is inevitably a context that shapes all psycho-
logical concerns near the end of life. The variability in the defi nitions and applications 
of the term existential suffering or distress may also limit comparisons that can be 
made across studies. We have developed a self-report measure of existential distress, 
now being evaluated, that may be of value both in judgments about palliative sedation 
and in the evaluation of the impact of interventions to relieve distress. 

 The use of deep continuous sedation to treat existential suffering also raises 
questions about its being used as a covert form of slow euthanasia, particularly 
when the criteria of refractoriness and unresponsiveness to other interventions, 
including temporary sedation, have not been met. Although the withholding of 
artifi cial nutrition and hydration has been regarded as a separate decision (Geppert 
et al.  2010 ), this intervention most commonly accompanies deep continuous 
sedation. Deep continuous sedation until death may, in any case, be regarded as a 
form of euthanasia in that it causes a “social death” and the permanent loss of 
awareness and personhood. It has been suggested that a trial of intermittent sedation 
be used, in addition to other forms of treatment, before implementing continuous 
sedation until death. However, the effectiveness and risk of intermittent palliative 
sedation in such patients have not been systematically evaluated. The justifi cation of 
palliative sedation for existential distress will require greater uniformity and clarifi -
cation regarding the defi nitions of existential distress, the criteria for intolerability 
and refractoriness to treatment, and the routine earlier referral to mental health 
experts for the evaluation and treatment of existential distress. 

 Existential suffering is most often considered to be a symptom within the patient, 
but should also be considered to arise from the social context. Mobilizing support of 
the family, signifi cant others and the multi-disciplinary palliative care team at the 
end of life may all help to diminish or alleviate existential suffering at the end of 
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life. The occurrence of intolerable suffering at the end of life may be secondary to 
the failure to institute appropriate interventions earlier in the course of the disease. 
Continued advocacy for the routine early referral and evaluation of existential 
distress by mental health experts specialized in end of life care may prevent or 
diminish such suffering at the end of life.     
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5.1            Introduction: Defi nitions and Clarifi cations 

 Let me begin with (a) some clarifi cations about how I will understand and use the 
key terms in clinical and moral discussions of sedation at the end of life, and (b) a 
brief account of what the ethical doctrine of the double effect is. 

5.1.1     Terminal Sedation 

 I understand ‘sedation’ to refer to medical steps taken to reduce a patient’s level of 
awareness or consciousness, including those steps taken for the sake of reduction of 
consciousness to complete lack of awareness or unconsciousness. This term does 
not make reference to the reasons why sedation is chosen, but I will focus on one 
common goal of sedation, namely to provide palliative care, that is, care designed to 
promote the comfort of patients by limiting or eliminating pain and other suffering. 
Palliative care is an ingredient within many health care treatments. Palliative care is 
not limited to cases in which curing the patient is not possible, but plays a central 
role in the treatments of such patients. It has an especially prominent role within 
hospice care for those facing death. Thus, patients who (1) cannot be cured of ill-
ness, (2) are in pain and other distress, and (3) face imminent death are among those 
for whom palliative care is a central element of treatment. Sedation as an element in 
palliative care for these patients will be the focus of my discussion. 

 Sedation can be provided in various degrees. One can decrease a person’s level 
of conscious awareness without causing that person to be unconscious; such  sedation 
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might be suffi cient for the palliative treatment goals for some patients. Sedation to 
some level of unconsciousness is also possible and achieving that end point may be 
necessary for palliative treatment for some patients. Sedation to unconsciousness 
can be temporary or continuous and potentially permanent; again the former may be 
suffi cient palliation for some patients and the second may be necessary for other 
patients. 

 I will focus on decisions to undertake and sustain continuous sedation aimed at 
maintaining the patient in an unconscious condition until he or she dies. I will call 
continuous sedation at the level of unconsciousness until death simply, ‘terminal 
sedation’. This measure raises especially puzzling moral issues. 

 My defi nition differs from some commonly in use. Perhaps the most important 
competing defi nition is that in which the withholding of nutrition and hydration is 
taken as part of the defi nition of terminal sedation, even though it does not itself 
contribute to sedating the patient (Rietjens et al.  2004 ; Tannnsjo  2010 ). My objec-
tion to this defi nition is that since the withholding of nutrition and hydration does 
not contribute to sedating the patient, it raises moral questions distinct from those 
raised by the terminal sedation itself. Another competing defi nition settles a ques-
tion which my defi nition leaves open by defi ning ‘terminal sedation’ as a form of 
palliative care and by assuming that palliative care is distinct from euthanasia 
(Hawryluck et al.  2002 ). Although I agree that the stipulated purpose is palliation, 
that purpose can also be realized by ending the patient’s life. Stipulations are not 
suffi cient to separate terminal sedation from euthanasia, as is clear from the fact that 
it sometimes is a case of intentional killing. 

 I will address just two kinds of moral issues raised by decisions to use terminal 
sedation. These issues are hardly exhaustive of the moral questions that arise in 
these decisions. However, they seem to me very important for the general ethical 
assessment of terminal sedation. 

 Issues of the fi rst kind arise from the characterization of terminal sedation, as I 
have defi ned it. They arise because continuous sedation at the level of unconscious-
ness up to the point of death seems to involve permanently depriving the patient of a 
central human good. So central a human good, in fact, that defi nitively removing the 
possibility of conscious life seems not very different from ending life. That causes 
people to wonder how in principle terminal sedation can be morally justifi ed. 

 Issues of the second kind do not arise in all cases of terminal sedation but when 
the sedation, or other conjoined measures, such as withholding nutrition and hydra-
tion or perhaps some uses of opioids for pain management, are expected to shorten 
the patient’s life. In these cases terminal sedation may seem to be a euphemism for 
euthanasia, ‘slow euthanasia’ as it has been called (Sumner  2011 ). 

 I will address these two moral questions through the lens of the ethical doctrine 
of the double effect, as developed within the Catholic tradition of moral refl ection. 
Many people both within the Catholic tradition and outside it make use of some of 
the concepts of this doctrine to approach these and related moral issues. More gen-
erally, ideas connected to double effect have gained a place within common sense 
morality. In this chapter I will try to show how double effect helps clarify the moral 
issues surrounding terminal sedation.  
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5.1.2     Double Effect 

 Before developing the application it is necessary to say something about the  doctrine 
of the double effect itself. In the case before us double effect provides that it can be 
morally good to shorten a patient’s life as a foreseen and accepted but unintended 
side effect of an action undertaken for a good reason, even if it is agreed that inten-
tionally killing the patient or shortening the patient’s life is wrong. 

 This doctrine began in Catholic moral theology. The expression ‘double effect’ 
was used by St. Thomas Aquinas ( Aquinas ) in his discussion of killing in self 
defense; in this early, perhaps original, philosophical use of the term St. Thomas 
referred to the fact that actions have a plurality of results, not all of which need be 
intended. This idea has played a role in Catholic moral thinking ever since, and in 
the mid-nineteenth century was formulated as a set of conditions for the permissibil-
ity of actions having bad side effects: the classic formulation is that of the Jesuit 
moralist J. P. Gury ( 1869 ):

  It is licit to posit a cause which is either good or indifferent from which there follows a 
twofold effect, one good the other evil, if a proportionately grave reason is present, and if 
the end of the agent is honorable – that is, if he does not intend the evil. 1  

   Gury elaborated these three conditions into four, by construing the condition of 
honorable intention as two. The fi rst addressed the distinction between a means and 
a side effect: if the bad effect – that is, the result which would render that action 
simply wrong were it intended – is the means to the good effect, then it cannot be a 
side effect and is intended. Thus, the key requirement that the good effect be brought 
about ‘immediately’, that is, not by means of the bad effect. The second of these 
extrapolated conditions – that one intend only the good effect – excludes cases in 
which the bad effect is not brought about as a means to the good effect, but is nev-
ertheless intended because it functions an independent goal. An example would be 
‘bonus’ effects – results that emerge as side effects of bringing about a goal but then 
recognized as independently useful or benefi cial and so (ordinarily) intended. 

 Gury’s fi rst two conditions – that the ‘cause’ be morally good or indifferent and 
that there be a proportionately grave reason for doing what brings about evil side 
effects–refer to the further moral considerations that are needed for a complete 
assessment of an action meeting the conditions for upright intention. An action done 
with an honorable intention might still be wrong if either of these conditions is not 
satisfi ed. The fi rst condition rules out actions that are morally wrong independent of 
any consideration of the action’s further results that might be intended or accepted 
as side effects but not intended. Perhaps his thought here is that since the behavior 
a person chooses to activate – for example, for the sake of self-defense – has both 
defensive and destructive results, one can distinguish the chosen performance from 
the results and ask of it whether that performance is morally permissible. In some 
cases, telling a lie or committing adultery, for example, the action is impermissible 

1   This is my translation of Gury ( 1869 , p. 7) in Boyle ( 1980 ) at 528; this textbook went through 
many revisions well into the twentieth century. It was fi rst published in 1850. 
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in virtue of considerations logically prior to those concerning intended or accepted 
results. To take a relevant case, a physician’s prescribing analgesics, described in 
just that way, is morally indifferent; therefore, it meets this fi rst condition and so the 
results, intentions and other circumstances of this chosen behavior will determine 
its permissibility or impermissibility. In this respect the action is unlike acts of adul-
tery or lying, which as so described are wrong. 2  The second condition requires that 
the action which has the bad effect be important enough to justify the bad effect. So, 
for example, it excludes actions that would impose very harsh burdens on some 
people as side effects of actions that promise only small benefi ts to others. 

 At least in this original conception, the doctrine holds that absolute moral prohi-
bitions refer to intentional acts of certain kinds, but not to actions having results of 
the same kind as the results of actions of the prohibited kind, if those results are not 
intended. For example, an action that involves intentional killing of an innocent 
person is held to be absolutely prohibited. But that prohibition does not necessarily 
apply to an action that brings about the death of an innocent as a side effect of doing 
something else. Killing some bystanders as side effects of a military action can be 
morally permissible; it will be if the action is necessary and focused, and if the 
deaths of the bystanders are not intended as a bonus or a larger plan to demoralize 
the enemy. ‘No intentional killing’ does not imply ‘No killing as a side effect’. In 
bioethics, much of traditional morality, including traditional medical ethics, holds 
that euthanasia, understood as intentionally ending or shortening a person’s life for 
the sake of removing suffering, is simply impermissible; however, using pain killing 
drugs, such as opioids, is not euthanasia but possibly palliation that might be mor-
ally justifi ed, even if one thinks that earlier death is a likely risk of the intervention. 
Again: ‘No intentional killing’ does not imply ‘No causing of death as a (non- 
intended) side effect of doing something otherwise good.’ This central element of 
the doctrine of the double effect was named ‘the principle of the side effect’ by 
Elizabeth Anscombe ( 2001 ). 3  

 Relatively little has been said about why this specifi c and very important norma-
tive signifi cance is attributed to the distinction between what an agent intends in 
acting and what the agent accepts as a side effect of doing something else. 
Nevertheless, I believe that in the context provided by a commitment to the  existence 
of absolute prohibitions plausibly does have this moral signifi cance. These are pro-
hibitive norms that exclude acts of certain kinds, and do so on the basis of elements 
contained within the description in virtue of which acts are of that kind. Consequently, 
moral absolutes apply prior to the all-things-considered assessment of an action; 
such considerations cannot remove or overturn the impermissibility of the action. 

2   This account of the Catholic formulations of double effect is lightly adapted from Boyle ( 2004 ); 
for a fuller story with references see Boyle ( 1980 ). 
3   Anscombe’s ( 2001 ) defi nition of the principle of the side effect is the following: “the prohibition 
on murder does not cover  all  bringing about of deaths that are not intended. Not that such deaths 
are not often murder. But the quite clear and certain prohibition on intentional killing (with the 
relevant ‘public’ exceptions) does not catch you when your action brings about an unintended 
death.” So much seems clear. But notice that the principle is modest: it says “where you must not 
aim at someone’s death causing it does not necessarily cause guilt.” (p. 61) 
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 The reference of moral absolutes, however, must be limited so as to avoid 
 contradiction, if they are to guide our choices. For example, an absolute prohibition 
of killing, if understood broadly as prohibiting causing death, will lead to contradic-
tion in cases where refusing to kill one will cause the death of another. The need to 
limit moral absolutes does not imply that the limitation must be to intentional acts 
of the kind prohibited. However, the distinction between what one intends in acting 
and what one brings about as a side effect that is not intended marks a relevant dif-
ference in human power, since one can always choose not to perform an intentional 
action, but often cannot avoid doing what has bad side effects. That distinction, 
therefore, provides a reasonable limit to the reference of absolute prohibitions, and 
so avoids the potential for contradiction in a moral system that includes absolute 
prohibitions. 4  

 As noted above, double effect doctrine includes more than this ‘principle of the 
side effect’ which limits the reference of absolute moral norms. Serious moral jus-
tifi cation is obviously in order when one does what will bring about a bad side 
effect. For a bad side effect is a result of one’s action which, if intended, would 
render the action simply wrong. If it is a side effect of a morally bad action or a 
trivial action, it cannot be justifi ed morally; if there is anything else about bringing 
about a side effect that might make doing so wrong, for example, that it would be 
unfair to those on whom the bad side effect falls, then it is not justifi ed. 

 Variations on this traditional conception of the doctrine of double effect have 
become quite common in modern normative and applied ethics. But virtually all 
these variations reject the absolutist context of Catholic and other forms of tradi-
tional morality. That, I have just suggested, is an essential part of the context in 
which double effect was justifi ed in the Catholic tradition (however implicit that 
justifi cation has remained). Outside that context the objections to various versions 
of double effect seem to me to be overwhelming, and so, for this discussion of the 
relationship between terminal sedation and double effect, I will work with the 
understanding of double effect as limiting the application of absolute prohibitions to 
intentional actions. I will briefl y suggest at the end of this chapter why this is not a 
retreat into sectarian ethics.   

5.2     Norms for Inducing Unconsciousness 
and the Value of Consciousness 

 I now turn to the fi rst of the moral issues I plan to address: the moral justifi cation of 
sedation, and, in particular, of terminal sedation, as I defi ned it above. 

 Everybody, not only medical personnel in clinical settings, often takes steps to 
reduce or remove, at least temporarily, their own or others’ level of conscious aware-
ness; most fi nd no moral issue in doing so. Taking sleeping pills or using relaxation 

4   For a development of the issues raised by this way of justifying double effect see Boyle ( 2008 ) 
and Boyle ( 2011 ). 
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techniques to facilitate sleep is intentionally acting for the sake of the health and 
other benefi ts being asleep provides and causes; abuses surely are possible, but just 
as such acting to reduce or remove consciousness seems permissible. Similarly, 
anesthesia is sometimes used for the sake of achieving a therapeutically benefi cial 
level of unconsciousness for the sake of enhancing the prospects of the success of a 
surgery. 

 Therefore, however valuable consciousness may be, common sense morality 
seems to indicate that seeking unconsciousness, that is, intentionally acting for the 
sake of inducing unconsciousness, is not generally morally problematic. Terminal 
sedation to the point of unconsciousness, does, however, raise a more serious moral 
question, because the sedation intended is to be continuous until death. 

 The reasons for this special concern about intentional terminal sedation are not 
mysterious. The person facing death ordinarily has issues to deal with, good-bys to 
say, religious actions to carry out – such as prayers to offer, sacraments to receive, 
and suffering to be offered up. These actions are sometimes morally required, and 
these responsibilities cannot be fulfi lled by one who is unconscious. Such consider-
ations do not, however, ground an absolute prohibition against terminal sedation. 
They would at most ground a prohibition against terminal sedation for those capable 
of rational human action such as prayer and conversation. However, even for those 
who can think and choose as they face death, these considerations do not reasonably 
ground a duty heroically to maintain the condition of consciousness once fi nal 
prayers and goodbyes are completed and the prospects of agonizing death or com-
plete incapacity are imminent. 5  

 These considerations suggest that suppressing the consciousness of a dying 
 person is not absolutely prohibited, but can be morally done (1) if there is a serious 
palliative reason for this step, (2) if there is no palliative option to inducing uncon-
sciousness, and (3) if fulfi llment of grave responsibilities is not prevented. The com-
mon sense moral evaluations I mentioned above support the stringency of the 

5   The relevant teaching of the Catholic Church, especially the papal magisterium since Pope Pius 
XII (  1957 ), supports the skepticism expressed here about the existence of an absolute prohibition 
of terminal sedation (although I should add that the specifi c procedures I have called terminal seda-
tion has not been expressly addressed by the Church’s papal magisterium or that of the Catholic 
bishops of the whole world). Pope John Paul II, in the encyclical,  Evangelium Vitae  (John Paul II 
 1995 ) – which contains the most recent full-scale papal teaching on end of life matters – reaffi rmed 
the constant modern teaching of the Church: “Pius XII affi rmed that it is licit to relieve pain by 
narcotics even when the result is decreased consciousness and a shortening of life, “if no other 
means exist and if in the given circumstances, this does not prevent the carrying out of other reli-
gious and moral duties.” In such a case, death is not willed or sought, even though for reasonable 
motives one runs the risk of it; there is simply the desire to ease pain effectively by using the 
analgesics which medicine provides. All the same “it is not right to deprive the dying person of 
consciousness without a serious reason”: as they approach death people ought to be able to satisfy 
their moral and family duties, and above all they ought to be able to prepare in a fully conscious 
way for their defi nitive meeting with God.”(John Paul II  1995 ) Paragraph 65. The internal quotes 
are from Pope Pius XII ( 1957 ); also cited is the Congregation for the Doctrine of the Faith’s 1980 
“Declaration on Euthanasia” ( Sacred Congregation of the Doctrine of faith ). The later does not add 
to Pius’s teaching. 
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conditions that must surround this moral permission, since it permits much more 
than actions with temporary sedative goals such as using sleeping pills and anesthe-
sia. These do not compromise, but ordinarily are a part of, a plan of living in which 
responsibilities to God and others are carried out. By contrast, terminal sedation 
compromises and often renders impossible those essential activities at an especially 
important time in life, so the continuous or permanent character of terminal sedation 
implies that undertaking it must be justifi ed by very stringent conditions, such as 
those I have suggested above. 

 It is worth noting that the moral assessment I have been developing does not 
make use of the doctrine of the double effect; there is no suggestion that causing 
unconsciousness may be permissible only if it is a side effect of doing something 
else. Inducing reduced or complete unconsciousness seems to be the point of seda-
tion, in the case of terminal sedation as in the morally unproblematic cases. 6  

5.2.1     The Goodness of Consciousness 

 Consciousness is obviously a great good; and if basic human goods are somehow 
the basis of moral obligation, it might seem that acting to suppress consciousness is 
simply wrong. Some explanation of the precise goodness of being conscious is, 
therefore, required. 

 Consciousness is evidently a human good. A person’s being conscious plainly 
is a precondition for human action, and for distinctively human activities. 
Consciousness is clearly a pre-condition for the realization of the distinctively 
human activities that are important as a person faces death – especially religious 
actions, facing up to one’s situation and making peace with and reaching out to 
others suffering because of one’s predicament. This fact about consciousness does 
not, however, establish that consciousness as such is more than an all purpose 
empowerment, a means to what is more basically and fi nally good and fulfi lling 
for human beings. 

 If consciousness were itself a component of the human good, not simply a 
 pre- condition for the realization of some of the human goods, then I agree that it 
would be simply wrong to choose permanently to suppress it. But I believe con-
sciousness is not a basic human good but instead two things that are closely related; 
fi rst, as already noted, it is an empowerment that allows the pursuit of several basic 
human goods, notably goods such as friendship, moral integrity, and religion. 
Second, it is an element in a temporally signifi cant pattern which is part of the good 
of biological health. 

6   This point seems to be supposed by Pope John Paul’s differential treatment of suppressing con-
sciousness on the one hand and shortening life on the other (John Paul II  1995 ), quoted above note 
5. He uses double effect language to explain what is going on in the latter – death is not willed or 
sought – but not in the former. Pope John Paul is careful not to suggest the morally important 
intentional strictures of these actions are not the same. 
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 The relationship between consciousness and human goods such as moral  integrity 
and religion is no more than that of a necessary condition for their realization for the 
following reason. The consciousness that can be suppressed by human action is an 
aspect of the biological reality of humans as animals. Only such human powers can 
be directly accessed by manipulating the human body, as happens in sedation. The 
specifi cally spiritual powers of human persons – free will, knowledge and under-
standing of truth – are not biological realities, and so are not identical with the 
conscious awareness humans share with higher animals. This is shown by the fact 
that conversation, study and refl ection are the ways a person activates, and others 
access, these more spiritual powers. The exercise of rationality and choice certainly 
presuppose biologically based consciousness, but these remain ontologically and 
causally irreducible to biological events and structures. It is the exercise of these 
spiritual powers in which the morally and spiritually central human goods that are 
so emphasized by the popes as important at the time of death can be realized. 

 The partially constitutive role of consciousness within the human good of 
 biological life and health, but only within a pattern of alertness and rest, is indicated 
by observations such as the following: The biological fl ourishing of animals such as 
humans obviously includes conscious awareness. Being especially alert on some 
occasions is necessary for life and health; on other occasions some diminution of 
alertness is needed for healthy living; and at others sleep or states of unresponsive-
ness are needed. It is the pattern, not simply consciousness by itself, that is part of 
the good of health. 

 It follows that when one acts for the sake of greater or complete unresponsive-
ness, that can be a healthy and a morally justifi ed or even required choice. Therefore, 
the choice of sedation is not as such against the only human good that embraces (but 
only within the pattern I have described) the awareness human beings have as 
animals. 

 Consequently, a family or physician might choose terminal sedation for the sake 
of the only health one might pursue for a person so wracked with pain or upset that 
anything like normal biological functioning is out of the question. Here the appear-
ances of good, the removal of this pain and distress, is the best that can be done – is 
all that can be done. When that is all of the good available, acting for it is not 
irrational. 

 Of course, this account of the value of consciousness will not sit well with those 
who hold that positive experiences are the foundation of what makes anything good, 
and negative experiences the foundation of what makes things bad. However, such 
broadly ‘hedonistic’ conceptions of value seem incapable of explaining the central 
goodness of substantive achievement by making good choices and developing  virtue 
(which often does not register as pleasurable), and a person’s deep interest not only 
in experiences, but in the survival and welfare of his or her fullest self in its full 
reality. 

 Moreover, on this experiential view of human good the difference between 
 terminal sedation and euthanasia is bound to vanish, since being alive is valuable 
only as a condition for having those positive experiences. On that conception of 
the value of human living, the absolute prohibition against intentional killing will be 
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irrational. The existence of a general, morally signifi cant difference between 
 terminal sedation and euthanasia presupposes that the latter is simply wrong while 
because of the difference in intention the former might be morally permissible. If 
euthanasia is not wrong, then separating terminal sedation from it is morally 
pointless. 

 To sum up the line of reasoning of this section so far: consciousness refers 
ambiguously to: (a) the awareness humans have of themselves and their environ-
ment insofar as they are sophisticated animals having a developed central nervous 
system, and (b) the human capacities to conceptualize, judge and choose. The 
 former awareness is part of the basic human good of health, but only as an element 
in a pattern of wakefulness and sleep. One does not necessarily choose contrary to 
this human good when one chooses sedation, even terminal sedation. The latter 
awareness is what is essentially exercised in the realization of several important 
goods, but whatever its complicated relationship to the central nervous system, this 
level of consciousness involves an order of reality not in the reach of actions on the 
human body, such as medical interventions, but is accessible only in discussion and 
refl ection. The consciousness explainable in biological terms is surely necessary for 
choice and understanding but it is not an ingredient in the goods realizable by exer-
cising these powers.  

5.2.2     Some Implications of This Account: 
Applying Double Effect 

 When one believes that a patient’s condition is unlikely to allow for a level of con-
sciousness that would sustain acts of understanding and choice, then it is not possi-
ble that suppressing consciousness will be fl awed morally because it prevents the 
realization of these goods. These goods are simply not available in the patient’s 
condition; indeed in this condition it would be irrational to hold that terminal seda-
tion is undertaken to suppress the realization of the goods that can be realized in 
choosing and understanding. This is the clear case in which the condition that termi-
nal sedation should not prevent the carrying out of moral and religious duties is met. 

 So far, double effect has not proved necessary for assessing the permissibility of 
the suppressing of consciousness that is central to the moral understanding of termi-
nal sedation. But it does seem to be relevant in some cases similar to but importantly 
different from the clear case in which the terminal sedation is called for medically 
and does not prevent the execution of moral and religious duties. 

 What should we say about cases where some real possibility – but hardly a cer-
tainty – remains that a dying person might have the chance to make important 
choices and do important things if not terminally sedated? Suppose that the situa-
tion otherwise calls for terminal sedation. 

 In cases of this kind, I think double effect considerations do apply. For the pre-
vention of the opportunity for executing moral duties occurs only as a side effect 
and is not intentional prevention. That prevention is a side effect of choosing to 
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provide palliative care for the dying person. The other conditions of double effect 
will be satisfi ed if the other conditions are observed. However, when the likelihood 
is signifi cant that choosing terminal sedation would have the effect of preventing 
carrying out such responsibilities – that is, when the patient’s condition is such that 
without terminal sedation, the patient very likely will be able to understand duties 
and make free choices in respect to them – the terminal sedation is much more dif-
fi cult to justify. Even in such cases, the prevention will not be intended but a side 
effect because probability or improbability of an outcome does not settle whether or 
not it is intended or accepted as a side effect. However, if the patient can think and 
choose or be expected to do so before death, the seriousness of the palliative reasons 
for sedation are likely to be doubtful, and other palliative options are likely to be 
available. In such cases, the reasonable conditions for justifi ably suppressing con-
sciousness until death are not met, even supposing that the prevention of thought 
and choice is a side effect only. 

 This analysis is relevant for assessing a perplexing form of terminal sedation, 
namely its use as a solution to one particular kind of case within the loosely defi ned 
category of is called ‘existential suffering’. 

 The kind of existential suffering I have in mind is the form of suffering often 
distinguished from pain. Suffering in this sense includes a more rational assessment 
of one’s predicament as bad, or in the extreme, as hopeless. It also involves a 
 person’s practical response to that assessment, sadness in the face of an evil one 
cannot get around. This particular form of ‘existential suffering’ is obviously a part 
of what many dying people experience. The reasoning of the previous paragraphs 
suggests that this form of terminal sedation cannot be justifi ed as a general remedy 
for existential suffering, even on the supposition that the interventions involved in 
the sedation did not include the intention of death. The application of the double 
effect that could justify accepting as a side effect the removal of the capacity to 
choose and understand in cases where the terminal sedation is chosen for the sake 
of dealing with debilitating pain and biologically based distress  cannot  be easily 
extended to its use to remove the consciousness one has of one’s unhappy situation. 
In such cases of terminal sedation (to unconsciousness) the aim would remain 
 palliation, but the palliative effect would be sought and intentionally realized by 
making it impossible precisely to think and will. 

 For the kind of existential suffering on which I am focusing is not simply pain or 
other distress, as when one cannot catch one’s breath, but suffering, which essen-
tially includes judgment and volition, and is an element in a person’s self in such a 
way that the goods of self integration, relating to others and to God are implicated 
in dealing with it. If this form of existential suffering is in fact an element that 
emerges within the human self as a free and responsible agent, and challenges the 
person to deal with God, others and him or herself in appropriate ways, it follows 
that the removal of consciousness to avoid precisely meeting these challenges is not 
undertaken for the sake of the biological health available, but precisely to make 
impossible those activities for which it is a pre-condition. In that case consciousness 
is suppressed so that further thought and willing – the substance of this form of 
existential suffering – cannot exist. 
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 Suppressing a function of the human person has seemed morally questionable to 
many traditionally minded moralists. But that is not the normative foundation of the 
preceding argument. I agree that thought and choice, intelligence and will, are 
important human functions to say the least. But the normatively central fact is that 
suppressing the capacity to think and choose  so as not to deal with  the thoughts, 
choices and reactions that would be called for appears to be choosing against the 
goods of personal integrity, sociality, and religion. 

 I believe that resisting terminal sedation for the sake of dealing with this form 
of existential suffering is a perspicuous example of the concern that there be a 
very serious reason for suppressing consciousness at the end of life. Choosing 
terminal sedation for this reason appears to be a case of refusing to live life to its 
end. That said, I have given a sharp defi nition of a form of ‘existential suffering’, 
and have supposed that it is easily distinguishable from more biologically based 
misery. Sorting this out in practice is likely to be very diffi cult. But dealing with 
severe pain and other biological distress is a different matter than dealing with 
suffering in the larger sense; medicine is proportioned to the former; talk, prayer 
and conversion are what address the latter on its own terms.   

5.3     Terminal Sedation and Euthanasia 

 The second moral issue to be addressed concerns the relationship between euthana-
sia and terminal sedation. Euthanasia is intentional killing for the sake of relieving 
pain and suffering. Terminal sedation is inducing unconsciousness for palliative 
reasons. These are obviously distinct kinds of human action. They can be diffi cult 
practically to distinguish only when terminal sedation is expected to hasten, or 
involves the risk of hastening, death. In such cases double effect will be useful by 
directing decision makers to the question whether the terminal sedation in fact 
involves the intention to shorten life. If it does then the action is morally indistin-
guishable from euthanasia; if not, it remains palliative care only. 

 I emphasize that double effect is needed for this clarifi cation  only when  termi-
nal sedation is expected to have life shortening effects. In fact the clinical litera-
ture I have seen suggests that such cases are not the rule but exceptional (Fohr 
 1998 ; McIntyre  2009 ,  2011 ). 7  Apparently, opioids in large doses can suppress 
breathing; but opioids are not normally used for sedation. Other analgesics and 
sedatives do not generally have life shortening effects (Regnard et al.  2011 ). 

7   See Fohr “It is important to emphasize that there is no debate among specialists in palliative care 
and pain management on this issue. There is a broad consensus that when used appropriately, 
respiratory depression from opioid analgesics is a rarely occurring side effect. The belief that pal-
liative care hastens death is counter to the experience of physicians with the most experience in this 
area. No studies have shown that patient’s lives have been shortened through the administration of 
appropriate pain medication.” (p. 319) My attention was drawn to this statement by Sumner ( 2011 ), 
pp. 50–55. 
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 In the cases of terminal sedation in which sedating the patient is expected to have 
life shortening effects (however rare they may be), it might seem that it is arbitrary 
whether one calls the action palliative terminal sedation or euthanasia. In both cases 
death is hastened; in both cases the suffering is ended. Supposing that the morally 
signifi cant differences are to be found in the agents’ intentions, there are likely to be 
at least some cases in which it is very diffi cult, especially for third parties, to deter-
mine what action is being done. 

 However, the kinds and doses of analgesics and sedatives used for the sake of 
ending a person’s life are ordinarily distinguishable from the kinds and doses used 
for continuous sedation (Hawryluck et al.  2002 ). Given that these matters are not 
interior to agents but public, and given that the intentional meaning of such public 
matters as the size of a dose, and the increases in dosage as recorded in a patient’s 
chart can be clarifi ed in conversation, the intentions involved are generally 
accessible. 

 The conversational and forensic articulation of intentions considers the agent’s 
account of what he or she did and why. If the agent’s means, that is, the chosen 
behavior (including refraining from doing something or stopping doing it) is 
revealed as obviously and straightforwardly contributing to the acknowledged goal, 
then the intention is clear, but when it remains unsettled after conversation about 
how what the agent did was thought to contribute to what the agent proposed as the 
goal, one has ground for suspecting that the full intention is not acknowledged. In 
the case at hand, if the expected shortening of life caused by the sedation is a side 
effect only, no further sedatives beyond those required to realize the state of unre-
sponsiveness in which the patient is comfortable should be used. If further pain- 
killers or sedatives were used, one might then ask why, and pursue the possibility 
that they might have life shortening effects and that those effects were sought as a 
bonus to the sedation. If it emerges that shortening life is being treated as a bonus, 
the terminal sedation involves intentional killing. 

 This clarifi cation of intentions is especially important in cases of terminal seda-
tion in which nutrition and hydration are withheld. As I noted in my initial defi ni-
tion of terms, some who discuss terminal sedation defi ne it as including the 
withholding of nutrition and hydration. These steps are no doubt closely conjoined 
in clinical practice; nevertheless, they seem to me practically and morally distinct – 
a point that seems to be acknowledged by the fact that those who regard the con-
joined items as one clinical reality nevertheless separate them for moral purposes 
(Rietjens et al.  2004 ). 8  

 Moreover, it is, I believe, a mistake to suppose that, because withholding nutri-
tion and hydration is not an action but a choice not to act, it belongs in the morally 
separate category of an omission, of allowing rather than doing. One can choose not 
to do something or to stop doing it. Often that will mean doing something else. 
Clearly that is a choice; instead of doing something one can do for some purpose 
one embraces, one chooses not to realize that goal. 

8   See quotation in note 9 below. 
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 Such choices are quite different from cases in which a person just does not do 
what he or she could and should do. These latter are omissions in the strict sense. 
They do require special moral consideration ( Aquinas ; Boyle  2008 ). But choices 
not to act have the same structure as choices to act. Our responsibility for them is of 
the same kind as in other choices, as is clear from cases in which one chooses not to 
do something benefi cial for another and refrains for the sake of seeing the other 
harmed. 

 So, the intentions precisely of the decision to withhold nutrition and hydration 
also need to be articulated as required by double effect. The key to this articulation 
is identifying the precise reason for withholding the nutrition and hydration. Is the 
reason that the dying patient cannot absorb the nourishment or hydration? Is it that 
the provision of hydration and nutrition makes the patient uncomfortable, or risks 
other undesirable events such as vomiting? Is it that the dying patient cannot benefi t 
and will not be harmed by withholding these things? Or is the reason that the 
absence of nutrition and hydration will end the patient’s life sooner and so end 
sooner the ordeal for all concerned? 

 Luke Gormally ( 2010 ) objects to the withholding of nutrition and hydration 
conjoined to terminal sedation on the supposition that the general reason for with-
holding nutrition and hydration in this context is shortening life. I agree that this 
is a reason for some, particularly among those who see terminal sedation with with-
holding nutrition and hydration as an option preferable to euthanasia. Moreover, 
there is evidence that some physicians who practice terminal sedation conjoined to 
withholding nutrition and hydration intend the shortening of life, in the withholding, 
the sedating or both (Rietjens et al.  2004 ). 9  

 However, the possibility that there are other reasons for withholding nutrition 
and hydration in this context cannot be excluded a priori. I believe that the possible 
reasons I suggested in the two paragraphs above cannot be excluded without pay-
ing attention to the actual intentions of the actors in the situation. I suggest, there-
fore, that clear headed conversation about the reasons for withholding nutrition 
and/or hydration in various clinical circumstances cannot be cut short. The fact that 
the expected shortening of life due to withholding nutrition and hydration is some-
times very brief, together with my own experience in speaking to clinicians who 
have proposed as reasons considerations very like those I have suggested, warns 
against a general exclusion of conjoining terminal sedation and withholding nutri-
tion and hydration as necessarily a case of euthanasia.  

9   “Of all physicians, 36 % reported having made their most recent decision to perform terminal 
sedation without the intention of hastening death. The physicians partly had the intention to hasten 
death in 47 % of cases and had the explicit intention in 17 % of cases. This explicit intention 
involved sedation only in 2 % of the physicians’ most recent cases, only the foregoing of artifi cial 
nutrition or hydration in 14 % of cases, and both sedation and the foregoing of artifi cial nutrition 
or hydration in 1 % of cases.” (Rietjens et al.  2004 , pp. 180–181). 
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5.4     The Public Relevance of Double Effect 
Based Moral Analysis 

 The approach to the moral issues surrounding terminal sedation which I have taken 
in this chapter has been unabashedly Catholic. I approach double effect as formu-
lated and understood within the Catholic tradition of moral inquiry. This might lead 
some to believe that my assessments are essentially religious and theological, and 
so incapable of being ingredients within the so called ‘public reason’ that is the 
basis for law and the policies of pluralistic institutions and professions. 

 As noted above, double effect emerged within Catholic moral thinking. However, 
there is nothing about that doctrine as such that is specifi cally religious. As I 
explained double effect, it is a procedural rule that guides the formulation and appli-
cation of moral norms. The heart of double effect is the principle of the side effect 
which limits the reference of moral absolutes to intentional acts, and thereby blocks 
their application to actions having side effects of a kind that would render impermis-
sible an act of intentionally being them about. This rule, therefore supposes that 
there are norms that are absolute. 

 Moral absolutes are out of favor among secular moralists nowadays, and 
Catholicism seems to be one of a relatively few current communities in which moral 
absolutes are accepted as an essential part of the foundation of moral life. 10  But even 
this conviction is not strictly religious. The existence of moral absolutes is not a 
matter of religious dogma, but of morality that Catholics believe to be rationally 
defensible and accessible generally to human beings. 

 Double effect is a further step removed from religion or sectarian ethics. For it 
does not pretend to establish the truth of those absolutes, being instead a rule for 
limiting and applying them. Double effect does not say that intentional killing is 
always wrong, it says rather that this moral truth does not and cannot imply that any 
action that leads to death is always wrong; sometimes whatever we do, some lives 
will be lost or some other very great goods damaged. So, double effect blocks the 
move from intentional killing is wrong to all causing death is wrong. 

 It follows that double effect can have application wherever a norm is put forward 
as absolute. That norm need not be anything as strategic or general as the norm 
prohibiting intentional killing of the innocent, nor need such a norm be as central to 
an ethical system as the absolutes of Catholic morality are within that system. 

 The point is that any prohibition which a society, institution or profession has 
reason to hold to be absolute, that is, as infeasible by considerations not included in 
the characterization of the kind of act prohibited, would be reasonably limited by 
the principle of the side effect. The objection that double effect is religious dogma 
is, therefore, off target, and the supposition that its application presupposes 

10   Elizabeth Anscombe ( 1958 ) noted that the existence of moral absolutes is central to Christian 
morality; that the unanimous rejection of moral absolutes by philosophers of all stripes in contem-
porary moral philosophy is the most salient feature of this movement; and that silence on the 
importance of this salient fact is a sign of a certain provinciality of mind. 
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 traditional Catholic justifi cations and very general absolute prohibitions against 
such things as idolatry, adultery, murder and lying is false. 

 Double effect regulates the application of prohibitions that are reasonably judged 
to be absolute, that is, not defeasible by other moral considerations. The relevance 
of double effect is not affected by the particular moral reasoning in support of hold-
ing any prohibition to be absolute. Consequently, the question about the public use 
of double effect, in the larger euthanasia debate and elsewhere, reduces to the ques-
tion whether there are reasons for maintaining some public rules as absolute. It does 
appear that there are cases where it is reasonable for a society, institution or profes-
sion to treat as absolute some of the norms by which it operates. For example, in the 
area of private killing, a polity may have good reason to adopt a public norm forbid-
ding all private killing of one person by others. The ground for this might be quite 
far removed from a general ethical doctrine such as the sanctity of life doctrine, and 
it might include a number of pragmatic and institutional considerations, such as the 
importance of communicating to everybody that individuals do not have any discre-
tion about the matter. 

 In the more limited context of a profession’s ethics, the medical profession 
might judge that for the sake of its integrity and the trust of the public its ethical 
codes must include some absolute prohibitions such as that against intentional 
killing. 11  I believe that the medical profession and society in fact have very strong 
reasons to prohibit certain actions by doctors. Killing patients, even at their request 
and for benevolent motives, is one of those plausibly prohibited actions. Now, 
how far can such a ban extend? To all intentional killing of patients? Surely. 
Should the prohibition extend to those decisions to treat and not to treat that pre-
dictably shorten life? Surely not, since the principle of the side effect will remind 
us that absolute prohibition will require limitation. Medical professionals can 
avoid intentionally killing patients, but there are many situations in which how-
ever they decide their decisions will have life shortening side effects or other 
unacceptable effects. 

 The arguments only suggested and surely not developed in the preceding few 
paragraphs seem to me to be at the heart of the public debate about end of life 
issues. 12  Neither the complaint that double effect, a rule for limiting the conclusions 
of such arguments, is unsound nor the objection that a religious sanctity of life 
 doctrine is being imposed is reasonably taken to be center stage. If double effect 
points to a reasonable limitation of moral absolutes, it is not out of line to appeal to 
it to block inferences from the moral permissibility of withholding extraordinary 
treatments or taking risks to patient’s lives to help them (where the bad effects are 
not intended) to the public legitimacy of euthanasia or assisted suicide (where death 
is the intended goal). 

11   See Edmund Pellegrino’s ( 2005 ) list, based not on a general sanctity of life doctrine but the 
requirements of good medical practice. 
12   See Grisez and Boyle ( 1979 ) for a development of such considerations, especially those based on 
justice and respect for individual liberty, but not, as a public policy matter, on the sanctity of life. 
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 Consequently, double effect is an important tool both clinically and in public 
debate for situating end of life treatments, and for getting clear about whether or not 
actions that look like intentional killing really are that. In the light of that clarifi ca-
tion, the acceptance of terminal sedation as a part of palliative care for the dying is 
not precedent for euthanasia, although some questionable uses of terminal sedation 
may in fact be intentional killing.     
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6.1            Introduction 

 A question arises in relation to the problem of palliative sedation as to whether the 
administration of drugs that have the effect of deprivation of consciousness in the 
patient, is or is not an action that could (or should) be justifi ed by the application of 
the so called “principle of the double effect” (PDE). To answer this question it is 
necessary to establish exactly the fi eld of application of this principle, that is to say, 
what are the bad effects whose production must be justifi ed under the PDE. Is it 
necessary to justify, by virtue of the PDE, every human action which has an effect 
that in any sense could be called “bad”? If the answer is No, then what bad effects 
are to be included in the fi eld of its application? In this chapter, I seek to demon-
strate that the fi eld of application of the PDE is more limited than what is sometimes 
thought, to conclude fi nally that the deprivation of consciousness, in itself, does not 
have to be justifi ed by virtue of the PDE. With this objective, I will proceed as 
follows: fi rstly, I will briefl y expose the meaning of the PDE and the elements that 
constitute it; secondly, I will analyse the link between the PDE and the doctrine of 
intrinsically evil acts; thirdly, I will show some improper uses of the PDE and I will 
explain why they are improper; fourthly, I will answer certain possible objections to 
the thesis that I am defending; fi fthly, I will refer to the relationship between PDE 
and the principle of totality; and fi nally, I will present the arguments which, in my 
view, prove that the deprivation of consciousness is not an effect which, in itself, 
should be justifi ed by virtue of the PDE.  
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6.2     The Principle of the Double Effect: 
Meaning and Elements 

 The PDE establishes that a bad effect which will always be immoral to intend—that 
is, to procure as the end of the action or as a means to achieve a further end—could, 
however, be justifi ably tolerated or accepted if it arose only as the side effect of an 
in itself permissible action which is necessary to achieve a good of proportionate 
importance. 1  The paradigmatic example of this type of effect is the death of an inno-
cent human being. He who  intentionally  kills an innocent human being necessarily 
commits a “homicide”, an action always evil or unjust and which, therefore, is abso-
lutely forbidden. On the other hand, a person who carries out an in itself permissible 
action that has the foreseen side effect of the death of an innocent person, not always 
commits homicide: the person acts justifi ably if the action is necessary to achieve a 
good of proportionate importance. 

 The PDE emerges and makes sense, therefore, in the context of a tradition of 
moral thinking according to which there are some bad outcomes that can never 
 permissibly be intended, neither as a means to an end nor,  a fortiori , as ends in 
themselves. This tradition (from now on: double effect tradition) maintains that: 
(i) there are some human actions which are absolutely forbidden, and (ii) that those 
human actions are always described in terms of the effects or state of affairs that the 
agent intends when carrying them out. 

 The main element on which PDE is based is the thesis that sustains that the 
 distinction between intended effects and side effects is morally relevant. This moral 
relevance is explained as follows: if a voluntary action is considered absolutely 
forbidden by virtue of the effect or state of affairs which it brings about, this abso-
lute prohibition can only refer to an action in which that effect is procured as an end 
or as a means, but not to an action from which this effect follows collaterally or 
indirectly, even when the effect has already been foreseen with certainty. To briefl y 
state it, the moral relevance of the distinction between intended effects and side 
effects (hereafter: IE/SE distinction) is that in relation to certain effects or states of 
affairs, the end never justifi es the means, but it can justify the side effects. If, instead, 
we talk about effects that could be permissibly procured as a means to an end, the 
IE/SE distinction has no moral relevance. 

 The moral relevance of the IE/SE distinction is the  central  element of the PDE, 
but it is not the only one. In fact, the PDE does  not  say that it is permissible to bring 

1   An extended formulation of the PDE could be the following: “If by a human action there are two 
effects, a good one and a bad one, and the latter is one of those that is never permissible to intend, 
that action could only be justifi ed when all the following requirements are fulfi lled simultaneously: 
fi rst, that the action, if considered independently from the bad effect, will be permissible; second, 
that only the good effect would be the aim of the action; third, that the bad effect is not chosen as 
a means of achieving the good effect; fourth, that there is no other way less harmful to achieve the 
good effect; and fi fth, that the agent is not compelled more to avoid the bad effect than to attain the 
good effect”. PDE also gets called the principle of indirect voluntary, and, on other occasions, 
doctrine, rule, law or reasoning of the double effect. 
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about any kind of bad effect provided only that the effect is purely collateral: it also 
demands that there should be a proportionally important reason or serious moral 
reason to justify the action. This supposes, fi rstly, that there should not exist a less 
harmful way to achieve the good effect, and, secondly, that the good effect should be 
suffi ciently important in relation to the bad effect, so that the agent is not under more 
obligation to avoid the bad effect than to achieve the good effect    ( Aquinas , ST, II-II, q. 
64, a. 7c; Cavanaugh  2006 , p. 12, 33–34). 2  However, this requirement for a propor-
tionate reason is not an element confi ned to the double effect doctrine. In general, 
moral theories agree that it is not permissible, gratuitously or for trivial motives, to 
bring about damages or bad effects, that is to say, they agree that if an agent is going 
to carry out an action where damage or bad effect follows, this agent must have a 
proportionate reason to act. Of course, the different moral theories could differ over 
the ways to establish the proportionate reason. For example, for some kinds of con-
sequentialism the proportion is established according to a calculation of the good 
and bad in a pre-moral sense. On the contrary, for the double effect tradition the 
proportion is determined by also addressing moral considerations, like the obliga-
tions deriving from the state or activity of the acting person, and other commitments 
previously agreed by that person.  

6.3     Principle of the Double Effect and Intrinsically Evil Acts 

 Not all actions that have a bad effect require justifi cation through the PDE. This 
is due to the fact that there are many bad effects—or bad states of affairs—which is 
permissible to set up as objects of the will ( i.e.  of intention and choice). Accordingly, 
when an action brings about a bad effect of this sort, the only thing necessary for its 
justifi cation is that the agent has a valid reason to act. Among the bad effects that 
could be permissibly intended are, for example, the destruction of a material good 
(even someone else’s property), the destruction or death of a vegetative living, and 
the destruction or death of a non-rational animal. Thus, a fi re- fi ghter can licitly 
intend to destroy a wall to rescue people in a house on fi re; an individual may licitly 
intend to destroy a tree in his garden ( v. gr. , by burning it) if he is allergic to that tree; 
and a subject can licitly intend to slaughter and butcher a cow to feed himself. In 
none of these cases the agent needs to invoke the PDE to justify his actions: it is 
suffi cient to act with a proportionate motive, which is a general requirement to jus-
tify any action which produces a bad effect. Therefore, in these cases the IE/SE 
distinction lacks relevance. In the end, what happens is that if the named effects or 
states of affairs could, somehow, be considered “bad”, they are not so in the sense 
that they render immoral the choice that falls on them. 

 That said, what are the effects or states of affairs which make immoral the choice 
that falls on them? Those which the double effect tradition has presented as such can 

2   The fi rst class proportion could be characterized as a proportion between the action and its end, 
and the second as a proportion between the good effect and the bad effect. 
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be known by looking at those actions considered to be intrinsically evil. In fact, an 
action is intrinsically evil when the will is directed, as to its object, to one of these 
states of affairs. If such a hypothesis occurs, the choice of the will is judged intrinsi-
cally disordered, always evil, and therefore, absolutely forbidden. For each intrinsi-
cally evil action there is, thus, an effect or state of affairs which it is not permissible 
to choose (or intend). 3  If we take two examples of intrinsically evil actions proposed 
by Aristotle, namely, homicide and adultery, 4  it can be observed that, in the case of 
homicide, which is the intentional or direct killing of an innocent human being, 
the effect or state of affairs chosen, and which it is not permissible to choose, is the 
death of an innocent human being; and in the case of adultery, which means 
choosing to have sexual intercourse with a person not your own spouse or with a 
person married to a third party, the effect or state of affairs chosen, and which is not 
permissible to choose, is precisely the extramarital intercourse. 

 The classical double effect tradition did not have a precise rule of general 
application to determine which states of affairs are never permissible to choose, or, 
equally, when an object is bad or when an act is intrinsically evil. For each case 
there is always a special argument (and, sometimes, these arguments are clearly 
physicalistic 5 ) (Sánchez  1605 ; Gury  1862 ). Some contemporary theoreticians of 
natural law have proposed a precise rule of general application for such purpose. 
This is the case of Germain Grisez, Joseph Boyle, and John Finnis for whom is 
intrinsically evil any action which “involves a choice to destroy, damage or impede 
some instance of a basic human good” (Finnis et al.  1987 , p. 293), Each time that 
the description of an action reveals such a choice, the intrinsic malice of that action 
is established. In this way, if the basic human goods are adequately identifi ed, it 
could be known that any action in which the intention is to destroy one of them is 
intrinsically evil. This is the reason why the following examples of actions fall under 
this condition: homicide, which destroys directly the basic human good of life; lie, 
which impedes directly the basic human good of practical reasonableness or authen-
ticity; and contraception, which infringes directly the basic human goods of life and 
marriage (Finnis et al.  1987 ; Finnis  1998 ; Grisez  1993 ). 6  Robert Spaemann also 
appears to present a criterion to recognize intrinsically evil actions. The German 

3   This is nothing but a corollary of the thesis that human actions are specifi ed morally by their 
object, that is to say, by the state of affairs chosen by the acting person’s will, and that a human 
action is intrinsically evil when it is evil because of its species. 
4   Cf.Aristotle  1984 ,  Nicomachean Ethics . II, 6, 1107a8 et seq. 
5   This is what happens, for example, in the case of direct pollution. The moralist of the double 
effect tradition used to declare that the direct pollution, that is, the intentional effusion of semen 
outside the marital act, is intrinsically evil because it is opposed to the end for which semen was 
destined by nature, which is procreation (Sánchez   1605  ; Gury  1862  , p. 166). 
6   About homicide, cf. Finnis et al.  1987 , pp. 298–300. At this point, the authors diverge from the 
traditional concept, because they consider intrinsically evil any direct killing of a human being, and 
not only that of the innocent (cf. Finnis et al.  1987 , p. 317 and Finnis  1998 , pp. 279–282). The lie 
inhibits practical reasonableness ( bonum rationis ), as this good involves “the person’s integrity or 
authenticity —harmony of inner with outer aspects of the person—” (Finnis  1998 , p. 161). About 
contraception, cf. Grisez  1993 , pp. 509, 633 and Finnis  1998 , p. 181. 
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author maintains that if the  traditional canon of this type of actions is reviewed, it 
appears that they are actions which instrumentalize spheres of life where personal-
ity is expressed directly and naturally. These spheres are the organic life, language 
and sexuality. This is why, according to Spaemann, “in the classical philosophical 
and theological tradition the action of intentionally and directly killing innocent and 
unarmed men, intentional betrayal of trust saying untruthful things, and the separa-
tion of sexuality from its integral human context have been kept out of any weighing 
of goods and declared always unjustifi able” (Spaemann  2003 , pp. 223–224).  

6.4     Use and Abuse of the Double Effect Principle 

 In any case, independently of whether it is or is not a precise rule of general applica-
tion to determine which bad effects are never permissible to be intended, the fi eld of 
application of the PDE is more limited than what is sometimes thought. It is not 
unusual, however, to overlook this fact and to invoke the PDE in issues that are out 
of its fi eld of operation. For example, some defenders of the principle illustrate it 
through examples in which the bad effect is environmental pollution. The PDE—it 
is claimed—would allow the justifi cation of environmental pollution caused by 
industrial activity or vehicle traffi c, because environmental pollution is only a side 
effect of such activities, and there is, also, a proportionate reason to carry them out 
(Oderberg  2000 , p. 102;  2010 , pp. 324–325). But this is a mistake. To make the pol-
lution action permissible it is only necessary to have a proportionate reason to act, 
but it is not necessary that the pollution is a side effect. Here we have the same situ-
ation as in the case of an action which damages property: for the permissibility of 
the action damaging property it is only necessary to have a proportionate reason 
to act, but it is not necessary that the damage is a side effect. A fi reman, as stated 
above, can licitly intend to destroy the property as a means of saving a person. It 
is rare, of course, that pollution could be a means to a suffi ciently important end, 
but it is not impossible. 7  

 The PDE, therefore, as a justifi cation principle, only operates where a double 
effect action is justifi ed, precisely and uniquely, because the bad effect produced is 
merely collateral. If the justifi cation of an action that produces a bad effect does not 
demand that such effect be collateral, the PDE is not truly operating, because the 
action is not justifi ed  by virtue of it . In other words, the fact that an action (i) brings 
about a good and a bad effect, (ii) brings about the bad effect merely collaterally, 
and (iii) is justifi ed, does not necessarily mean that such an action is justifi ed by 
virtue of the PDE, because for this it is required that such action  is only justifi ed by 

7   Following the classical examples of blackmailing tyrants, consider here the case of a terrorist who 
says that if we do not start to operate the polluting chimney of our enterprise so as to reach a certain 
level of particles in the air, he will detonate a powerful bomb that he has hidden at the children’s 
playgroup in town. There is no doubt that in this case it would be permissible, in principle, to 
intend to contaminate as a means of avoiding that the terrorist carries out his threat. 
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the fact that the bad effect is merely collateral . So, to know if it is the PDE which is 
justifying an action it is possible to ask the following counterfactual question: Could 
a good end justify an action in which this same bad effect was intended as a means? 
Only in case of a negative answer is it the PDE what provides the justifi cation. 

 Otherwise, the action is justifi ed because the agent has a proportionate reason to 
act, and not  because  the bad effect is collateral, even though the effect is collateral. 
If the proportionate reason were enough to justify the action, we would be in a case 
in which someone could deny the PDE (or the moral relevance of the IE/SE distinction) 
and even so could offer a  truthful  justifi cation for that action. 8  

 The abuse of the PDE—that is to say, its invocation in cases in which it is not 
applicable—seems to be due to a great extent to the irruption of proportionalism. 
In fact, the discussion with proportionalism has meant that some authors in tune 
with the classical tradition of the natural law fall victim to an urge to correct the 
PDE, thinking that the morality of an action can never be determined solely by 
the proportion between good and evil. Nevertheless, the classical tradition of natural 
law—and the double effect tradition that emerges within it—does not deny the 
relevance of the proportionate reason; neither has it denied that certain bad effects 
could be procured as means to a good end. The  fundamental  difference between the 
proportionalist or consequentialist moral doctrine and the moral doctrine of the 
double effect tradition lies in that, for the fi rst, the calculation of the consequences 
or balance of proportionality is always the only relevant factor to establish the 
morality of human actions, while for the second, this calculation is important, but 
it has a radical limit: the person’s dignity. That is to say, according to the double 
effect tradition, each time that the choice of a certain state of affairs implies reduc-
ing a person to a condition of thing, or of mere instrument, the calculation of pro-
portion or consequences ceases: that action must always be omitted. But it is 
evident that not every human action in which is intended an effect that, in some 
way, could be called “bad”, implies a violation of the human dignity. For example, 
to intentionally contaminate the environment as a means of saving a person is not 
an action that violates in itself human dignity. The action of intentional pollution, 
therefore, is not intrinsically evil or always morally disordered: it will only be 
immoral if there is no proportionate reason, that is, if the pollution of the envi-
ronment is done as a means for a bad end or as a means for an end which is not 
suffi ciently important. Neither is the intentional destruction of another person’s 
property an action which, in itself, violates human dignity. Hence, the destruction 

8   From what was explained recently, it follows that the moral relevance of the IE/SE distinction, as 
it is used by the double effect tradition, cannot be proved by any argument based on the fact that 
the rejection of that distinction will take us to the almost complete inactivity or paralysis. This 
argument, which does not prove, is called upon, for example, in: ( Zalba 1987 , p. 687; Oderberg 
 2000 , p. 90;  2010 , p. 342); and, in some way, in (Anderson  2009 , p. 263). The argument fails 
because it overlooks the existence of many bad effects which is permissible to intend as means to 
an end, in such a way that even without assigning any moral relevance to the IE/SE distinction they 
could continue to be brought about. Again: to bring about bad effects like the death of a non-rational 
animal, the destruction of property, the air pollution or, in general, any damage to a non-rational 
being, it is only necessary to have a proportionate or serious moral reason. 
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of property and the other “bad” effects referred to above could be permissibly 
procured as means to a good end. 

 To sum up, only human dignity, which is absolutely inviolable, can be the foun-
dation of absolute prohibitions, that is to say, prohibitions that are kept out of all 
calculation of consequences. The value of sub-human realities is not absolute. These 
realities are essentially instrumental, and therefore can be treated as mere means to 
achieve suffi ciently important ends. The fi rst proponents of the PDE, nonetheless, 
did not invoke human dignity to explain the foundation of the intrinsically evil acts 
and the resulting principle’s scope. However, the idea that the human being is a 
certain end in him/herself and should never be treated as a mere means clearly 
underlies the thesis of the intrinsic malice of the direct or intentional killing of an 
innocent person (homicide), because what is stated in this way is precisely that it is 
in itself unjust to kill an innocent as a means to any end. 

 So, the actions that are intrinsically evil or always morally disordered are 
specifi ed by the effects or the state of affairs which the agent intends or chooses, 
not by the effects produced in a collateral, indirect or incidental form when licit, 
necessary and proportionate actions are carried out. However, this point refers to the 
justifi cation of the moral relevance of the IE/SE distinction, which will not at this 
time be dealt with. 9   

6.5     Objections 

 The idea that the PDE deals only with effects or states of affairs which would be 
always immoral to intend has been defended, in the contemporary discussion, 
mainly by Joseph Boyle. Boyle declares that the principle establishes the conditions 
that make it licit to bring about certain types of damage to people. To the tradition, 
continues Boyle, these damages are of different kinds—including corporal damage, 
like death or injury to the agent or a third party, and moral damage, like helping 
another person to commit sin or get oneself in a situation of sinning—, “but they 
have in common that they are all harms which would be absolutely impermissible 
to bring about intentionally” (Boyle  1991 , p. 476). By virtue of these consider-
ations, Boyle concludes that “[o]utside the absolutist context of the Catholic tradi-
tion, DDE [doctrine of the double effect] is not needed; and those who reject this 
context are not entitled to use it” (Boyle  1991 , p. 477). 

 As has been presented by Boyle, the thesis that the PDE applies only to effects 
that would never be permissible to intentionally bring about has received objections 
from two different sides. Firstly, it has been claimed that apart from an absolutist 
context (that is to say, the context of a moral theory that defends the existence of 
absolute prohibitions) the double effect doctrine is also meaningful. Secondly, and 
from an absolutist context, it has been said that the doctrine also applies to types of 
evils which in some cases would be permissible to intend, as long as it is not 

9   The argument does seem conclusive to me is explained, in a summary form in (Miranda  2012 , 
pp. 263–265). 
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 permissible to intend them when the choice is made. The fi rst of these objections is 
presented by Mark Aulisio. The second, by Robert Anderson. 

 According to Aulisio, Boyle unjustifi ably limits the PDE’s home. For Aulisio, 
“[t]he intention/side effect distinction may operate within a non-absolutist 
framework provided that it functions as a deontic constraint over a certain range of 
action” (Aulisio  1997 , p. 154). Some types of rule utilitarianism would constitute 
an example of this non-absolutist framework. So, adds Aulisio, “[i]t is not hard to 
envision a rule utilitarianism in which agents might be forbidden from ever 
intentionally harming another” (Aulisio  1997 , p. 154). Without dealing here with 
the question of whether, and when, the rule utilitarianism is truly a utilitarianism 
(Spaemann  1991 , pp. 185–187), supposing that such doctrine were to formulate an 
absolute prohibition, even though in a limited fi eld, then Aulisio’s criticism could be 
valid, but only against the limitation of the PDE to the absolutist context of the 
Catholic tradition which Boyle makes, and not against the more general statement 
which I sustain here, namely, that the principle refers to bad effects that it would 
never be permissible to intend. 

 An example of a non-absolutist framework in which the PDE could, in principle, 
operate, is Richard McCormick’s moral doctrine. McCormick—who recognizes 
himself as a teleologian or proportionalist moralist—does not entirely deny the rel-
evance of the IE/SE distinction, and, at the same time, states that there are virtually 
absolute moral norms, such as that which forbids terror bombing (McCormick 
 1978 ). 10  That is why, in McCormick’s theory, the PDE would indeed be relevant to 
judge the morality of the killing of non-combatants in war, because such killing 
would only be permissible if it were indirect and there is a proportionate reason to 
bring it about. However, this redirects the problem to whether a moral doctrine such 
as McCormick’s or the rule utilitarianism can soundly be sustained. Boyle (with 
reason in my view) thinks not, and therefore could still maintain that both theories 
are not entitled to the PDE. 

 Robert Anderson’s objection is that the PDE applies to anything which, when 
the choice is made, would be impermissible to intend, to bring about, or to intend 
not to pursue (Anderson  2007 , pp. 265, 270). 11  So, for example, even if it is not 

10   For McCormick ( 1978 ), the IE/SE distinction is generally applicable, in relation to all kinds of 
evils, and not only to those whose intentional search is considered forbidden in a virtually absolute 
way. McCormick thinks that “since evil-as-means and evil-as-effect are different realities, they 
may demand different proportionate reasons. What is suffi cient for allowing an evil [as a side 
effect] may not in all cases be suffi cient for choosing it as a means” (McCormick  1978 , p. 40). 
However, this thesis also could be subscribed detached of its utilitarian context, in which case it 
simply means that the IE/SE distinction is equally relevant to judge the morality of actions that 
bring about evils which in certain circumstances could be permissible to intend as means. The only 
difference between intending a certain evil of that kind as means and accepting it as a side effect 
would be that the proportionate reason must be stronger in the fi rst case than in the second case. 
11   Anderson ( 2007 ) exposes his criticism in terms of the moral theory of Grisez, Boyle, and Finnis. 
As it was presented before, for these authors the absolute moral prohibitions fall on actions which 
directly attempt against the basic human goods. Therefore, Anderson’s criticism is that the PDE 
also would be relevant to judge the attempt against the non-basic goods. 
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always immoral—but only frequently immoral, adds Anderson—to intend to 
bring about the destruction of property or cause physical pain, both effects could 
be also side effects justifi ed by the PDE. In this way, a woman combing her long 
hair knows that it will cause her physical pain, but such action is permissible 
because the pain is only the side effect of an action in itself good. Equally—con-
tinues Anderson—policemen regularly destroy property as a side effect of carry-
ing out their work. 

 The difference between Anderson’s idea and the one presented in this chapter is 
that he adds the qualifi cation “when the choice is made”. This qualifi cation would 
imply that the PDE could be applied to a much wider spectrum of bad effects, 
because, in certain circumstances, almost anything could become impermissible to 
be chosen or intended. Consequently, the PDE would not be applied only to bad 
effects that having been sought intentionally make the action intrinsically evil or 
evil in its species, but also to those effects which, if intended in the action, make it 
evil in the concrete case in which it is carried out. 

 In his answer to Anderson, Boyle affi rms that the PDE applies to these cases 
“only because the considerations that might justify intentionally damaging the non- 
basic good have already been made and found incapable of justifying the inten-
tional damage” (Boyle  2008 , p. 76). This inability could be due, according to Boyle, 
to the fact that the agent has a further intention to harm a basic human good, or that 
the reasons for overturning the general respect for the non-basic good are not suf-
fi ciently strong. Therefore, what happens here is that “the norm in question has 
been specifi ed so as to be, at this point of the deliberation, practically speaking a 
moral absolute” (Boyle  2008 , p. 77) and because of that it is possible to assess, 
according to the double effect doctrine, the harm referred to by this norm. From this 
Boyle concludes that “adding damage to non-basic goods to the items about which 
double effect is usefully applied makes sense, but only when the norms governing 
choices in which they are damaged are specifi ed so as to become quasi absolute” 
(Boyle  2008 , p. 77). 

 I disagree, both with Anderson’s objection and Boyle’s answer. About the latter, 
it has to be considered that, if the inability to justify the intentional damage to the 
non-basic good derives from the malice of the agent’s further intention, then such 
damage cannot be justifi ed as side effect, because a bad remote end cannot justify 
any action, no matter if the bad effect brought about is procured as a means or 
accepted as a side effect; and if the inability derives from the fact that the reasons 
by which the agent acts are not suffi ciently strong to justify the intentional damage 
of the non-basic good, then neither will they be suffi ciently strong to justify it as a 
side effect. So, although it is undoubtful that in their work policemen will regularly 
destroy property as a side effect of actions which are directed to an important end, 
this does not mean that if they intentionally destroy it—as a means for that same 
end—they would be acting morally badly. For example, with the end of catching a 
dangerous criminal, a policeman could permissibly fi re at him to subdue him, 
despite the fact that he could foresee that, as side effect, the shots will break a 
neighbour’s window in whose house the criminal is hiding. But with the same end, 
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the same policeman could fi re at the same window  to destroy it , when that window 
obstructs the entry to the room where the criminal is hiding. The reason for this is 
that the property, even the third party’s property, being instrumental, can be licitly 
destroyed as a means for a proportionately important end (Finnis  1995 , p. 244). 
Therefore, contrary to Anderson’s views, it seems to me that there is no case in 
which, in the exercise of his work and searching for an equally important end, it 
would be immoral for a policeman to destroy a third party’s property as a means 
whereas it would be permissible for him to destroy it as a certain side effect of the 
action which allows him to reach his end. 12  On the other hand, the case of the 
woman who combs her hair is not appropriate to demonstrate that the PDE is not 
applicable solely to damages which are absolutely forbidden to intend. It is not 
appropriate simply because the physical pain caused by that action could not be a 
means to the end of having tidy hair. In other words, what we are comparing here is 
(i) to procure the physical pain as an end, with (ii) to accept it as side effect. But the 
PDE does not refer specifi cally to the moral relevance of the distinction between (i) 
to intend a bad state of affairs as an end— i.e. , procure it for its own sake—and (ii) 
to accept that same bad state of affairs as side effect (because such relevance is also 
recognized by those who deny the PDE) 13  but to the moral relevance of the distinc-
tion between (i) to intend a bad state of affairs as a means to a good end and (ii) to 
accept that same bad state of affairs as a side effect of an action directed to the 
same good end. 14  

 In short, when Anderson asks “ If the distinction between what is intentional and 
what is a side effect is so important, Why does the distinction never show up except 
in the well-known, much-debated, tough cases in which moral absolutes seem to be 
violated?” (Anderson  2007 , pp. 271–272), it can be answered that it is because, 
apart from the cases which refer to a bad effect which is absolutely forbidden to 
intend, the IE/SE distinction has no relevance as a criterion to determine if an action 
is or is not justifi ed, because the judgement of proportionate reason is suffi cient.  

12   In the hypothetical case that the window of the last example were to be so valuable which is bet-
ter to leave the criminal to escape rather than break the window, then —supposing that this circum-
stance were known by the policeman— it would not be justifi ed to break it in the fi rst case nor in 
the second, that is, neither as a means nor as a side effect foreseen with certainty. 
13   See, for example, Mackie  1977 , p. 160; Bennett  1995 , p. 215; McIntyre  2001 , pp. 226, 229. 
14   For this identical reason, it is not correct to argue in favour of the PDE invoking cases that oppose 
(i) to intend a bad effect for its own sake, to (ii) to accept it as side effect. For example, Aulisio 
points out that “[t]he doctor may foresee that the child will be caused pain by the shot, but if the 
doctor makes it her purpose to cause the child pain we should think ill of her” (Aulisio  1996 , 
p. 195). But Aulisio’s comparison is inadequate because it seems to oppose accept pain as side 
effect and intend pain as an end (as something that is sought for its own sake). No-one, on the other 
hand, would think badly of the doctor if she causes pain to a child when that is a necessary means 
for a good and important end; for example, pain is necessary so that the child’s body liberates a 
substance whose analysis is indispensable to make the diagnosis of a serious illness which the 
child probably suffers. 
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6.6     The Principle of the Double Effect 
and the Principle of Totality 

 If it is true that all sub-human realities, because they lack dignity, may be intentionally 
damaged for serious moral reasons, is it also true that man, by being endowed with 
dignity, cannot be intentionally damaged as a means for any end? Or are there cases, 
on the contrary, in which a proportionately important or morally serious reason 
justifi es damage to a human as a means? Here, I will leave aside the cases of private 
lethal defence, war, tyrannicide and capital punishment, to concentrate only on 
the cases involving innocent human beings, that is to say, human beings who 
(i) are not  guilty  of a serious crime punishable with the death penalty (ii) are not 
aggressors or  nocents  who can only be repelled by lethal force. 

 John Finnis maintains that it is never permissible to intend human harm. This 
leads him to sustain that in any licit action which involves human harm this is in fact 
a side effect (Finnis  1991 , pp. 74–81). An exact assessment of this thesis requires a 
precise defi nition of the meaning of the word “harm” (or “damage”). Indeed, the 
word “harm” contains a certain ambiguity that could make the analysis diffi cult. 
Thomistic ethics teaches that, according to the “principle of totality” (PT), a physi-
cian could, permissibly, intentionally amputate a gangrened leg from his patient 
( Aquinas , ST, II-II, q. 65, a. 1c). But, does that physician intend any harm? 

 If intending harm means to intend that a person is brought to be, in absolute 
terms, in a worse situation than that in which he/she was, then it is clear that the 
doctor who amputates a gangrened leg does not intend to do harm to his patient. 
But if intend to harm means intend to remove or destruct a part of the body of an 
organism when this removal or destruction causes, in itself, a decrease in the physical 
capacities, then it is also clear that the doctor of the example is intending to harm 
( i.e. , intends to cut off the leg). Moreover, it is important to keep in mind that the PT 
authorizes also the removal or destruction of a healthy limb. For example, according 
to the PT it is permissible to cut or destroy a leg stuck on a railway line, when that 
is the only way to stop the person stuck from being crushed by the train. Again it is 
evident that, according to the second meaning of “harm”, here the intention is also 
to harm, insofar as it is intended to cut or destroy the leg as a means to liberate the 
person and take him/her away from the railway line. 

 Surely Finnis uses the word harm in the fi rst sense indicated above, because he 
writes that “therapeutic amputation is not doing harm but preventing the further 
harm that a limb already doomed would do to the health or life of the person” 
(Finnis  1991 , p. 79). However, this seems to indicate that, according to the fi rst 
meaning of harm, in therapeutic amputation there is no harm at all done to the 
patient. But then it seems to me that it is inaccurate to maintain, as Finnis does, that 
the PT “is simply an application of the proper analysis of the third-order [ i.e. , moral 
order] distinction between intention and side-effect” (Finnis  1998 , p. 280). If in 
therapeutic amputation there really is no harm, then the need does not arise to justify 
any harm as side effect. 
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 The double effect tradition states that, in cases covered by the PT, it is  permissible 
to intend precisely the destruction or removal of the limb or body part. For example, 
trying to make clear the difference between the PDE and the PT, Juan de Lugo main-
tains that “the person who cuts off an infected hand to preserve health intends the very 
amputation of the hand” (Lugo  1893 ). 15  Mausbach and Ermecke add explicitly: “The 
norms governing actions with double effect refer exclusively to the permissibility of a 
bad consequence, which  is not directly willed  in itself, but only indirectly in its cause. 
On the other hand, the principle of totality refers to the justifi cation of the  directly  
willed loss of a limb, as a means to save the organism” (Mausbach and Ermecke  1971 , 
pp. 204–205). Finnis, certainly, would agree with Lugo and would concede that the 
amputation is intended, but will add that there is no intention to cause harm. I think, 
instead, that there is no problem with saying in this case that there is an intentional 
harm, because the second meaning of “harm” mentioned above is a correct one. It 
seems to me that it is more exact, therefore, to say that, in the cases that are a matter 
for the PT, it is permissible to intend damage or physical harm (the removal or destruc-
tion of a human body part), and that this permissibility is based on the fact that the 
action responds to the order according to which the human body limbs are parts which 
exist for the good of the whole. When Thomas Aquinas refers to these cases, he says 
without a problem that here one  chooses  a lesser evil to avoid a bigger one:

  … according to the Philosopher in Book V of the  Ethics , the lesser evil, in as much as it is 
preferred to the greater evil, acquires the reason of the greater good; and for this reason 
the corporal doctor of man, if he can, frees him entirely of sickness, but if he cannot, 
he chooses the lesser evil in order to prevent the greater evil ( eligit minus malum, ut occurrat 
magis malo ), such as amputating a limb so that it may not infect the whole body. ( Aquinas , 
In IV Sent., d. 19, q. 2, a. 3, qc. 1c) 16  

   And also says, in the same sense, that it is licit to infl ict harm to avoid a greater evil:

  … medicine never removes a greater good in order to promote a lesser; thus the medicine 
of the body never blinds the eye in order to repair the heel. However, sometimes it infl icts 
harm ( infert nocumentum ) in lesser things if it may be helpful in things of greater  importance. 
( Aquinas ,  ST , II-II, q. 108, a. 4c) 17  

15   Cf. Lugo  1893 , disp. 10, sec. 6, n. 149. 
16   In the same sense, Aquinas says that “a wise workman induces a lesser evil in order to prevent a 
greater ( sapiens artifex inducit minus malum ad vitandum maius ); as the surgeon cuts off a limb to 
save the whole body” ( S. Th. , I, q. 48, a. 6, s. c.; cf.  De malo , q. 1, a. 5, c.). And none of this is 
contradictory with the fact that the fi rst principle of practical reason is “ bonum est faciendum et 
prosequendum, et malum vitandum ” ( S. Th. , I-II, q. 94, a. 2, c.), neither with the fact that Saint 
Thomas affi rms repeatedly that “evil must not be done that good may come” (cf.  In IV Sent. , d. 6, 
q. 1, a. 1, qc. 1, ad 4;  S. Th. , II-II, q. 64, a. 5, ad 3;  S. Th. , III, q. 68, a. 11, ad 3). The reason why 
there are no contradictions is that Thomas Aquinas was using different senses for the word “evil”. 
In the fi rst set of cases he is referring to something that is an evil  secundum quid , while in the 
second he is talking of something that is an evil  simpliciter . This distinction is what also allows 
him to say that “evils of fault must not be done that good may come; but evil of punishment must 
be infl icted for the sake of good ( mala poenae sunt inferenda propter bonum )” ( S. Th. , I-II, q. 79, 
a. 4, ad 4). The evil of punishment is, in fact, a characteristic case of the evil  secundum quid  
(cf.  S. Th. , II-II, q. 19, a. 1, c.). 
17   This is not contradictory with the fact that Saint Thomas says that “any harm caused to another 
person is repulsive to charity, which wants the good for the other” ( S. Th. , II-II, q. 59, a. 4, c.), 
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   The traditional authors, therefore, do not have the need to justify these situations 
in the light of the PDE. Using a common language, it could be said that in these situ-
ations the chosen object, even though it includes a  physical  evil, it is not a disor-
dered object that makes the choice immoral, because such physical evil is within a 
rational order: the order of subordination of the parts to the whole. 

 A similar argument demonstrates that there are some cases in which it is permis-
sible to intend physical pain as a means to a good end. Alison McIntyre gives the 
example of dentists, who are allowed, in order to make a diagnosis, to seek physical 
pain as a means, as happens when they instruct their patient with the phrase “tell me 
when it hurts” (McIntyre  2004 ).  

6.7     The Privation of Consciousness 

 Finally, it is time to ask oneself if the deprivation of consciousness is a bad effect 
that is never permissible to intend, not even as a means to a good end, or if, on the 
contrary, it is a state of affairs that could be licitly intended as a necessary means to 
a proportionately important end. The main source on which I will base my reason-
ing is the speech by Pope Pius XII about the religious and moral implications of 
analgesia (Pius  1957 ). This speech constitutes a fundamental contribution to bioeth-
ics, as it exposses a set of arguments of natural reason useful for achieving a correct 
conclusion in the matters in hand. 

 Pope Pius XII states, as the fi rst point, that it is morally permissible to suppress 
or diminish painful sensations, using analgesia, and also to suppress general sensi-
tivity, through general anaesthesia, when such effects are sought precisely in order 
to alleviate the patient’s pain. The reason for this is based on the fact that man 
retains “the right of control over the forces of nature, of employing them for his own 
use, and consequently of deriving benefi t from all the resources which it offers him 
either to avoid or to suppress physical pain” (Pius  1957 ). Indeed, pain produces 
adverse effects and can prevent the procurement of greater goods. From this it also 
follows that pain never should be considered as an end in itself, but only “as a means 
more or less suited to the end that is intended” (Pius  1957 ). 

 Right away the Roman Pontiff makes clear that the suppression or lessening of 
consciousness and of the use of higher faculties are  phenomena which accompany  
the loss of sense-perception, that is to say, its side effects. This is evident, because 
what the physician normally wants is to achieve a loss of sense-perception and 
not the loss of consciousness, even though that would be an effect that sometimes 

neither with the fact that he says that the prohibition of homicide “forbids at the same time all harm 
to other persons ( omne nocumentum in personam prohibetur )” ( In III Sent ., d. 37, q. 1, a. 2, qc. 2, c.). 
It is evident that Saint Thomas thinks that, in other sense, it could be permissible to cause harm to 
another person: “No-one should despise or cause harm to another without a cause that constrain 
him” ( S. Th. , II-II, q. 60, a. 4, c.); “It is not permissible to cause harm to anyone, unless it is caused 
as a punishment for justice” ( S. Th. , II-II, q. 65, a. 2, c.). 
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 cannot be achieved “without bringing about at the same time total or partial loss of 
consciousness” (Pius  1957 ). 

 However, from the fact that the usual relationship is the one mentioned before—
that is, that the loss of sense-perception is intended and the loss of consciousness 
is accepted only as a side effect—it does not follow that it always occurs like that. 
That is why the Pope adds that “outside the sphere of surgery, this relationship is 
often inverse, not only in medicine, but also in psychology and in criminal investiga-
tions. Here, a lowering of consciousness, and through it of higher faculties, is 
intended” (Pius  1957 ). That is to say, in many permissible activities the privation 
or lessening of consciousness is intended as a means to achieve an end. The Pope 
warns of the  dangers  of such situation and suggests some ways to avoid them, but 
does not state that the intentional privation of consciousness is intrinsically immoral. 

 On the other hand, Pius XII notes that “in sleep, nature itself interrupts more or 
less completely intellectual activity” (Pius  1957 ). Sleep deprives us of  dominium 
rationis , and, nevertheless, “it does not follow that, if a man gives way to sleep, he 
is acting contrary to the moral order in depriving himself of consciousness and mas-
tery over himself in the use of his higher faculties” (Pius  1957 ). In this same line, 
Joseph Boyle (in this book, Chapter   5    ) has provided another suitable counter- 
example: if it were intrinsically immoral to procure the state of unconsciousness as 
a means for any end, then it would be possible to consider immoral the use of sleep-
ing pills, which does not seem reasonable. Likewise, through hypnosis there is an 
intentional suppression of the patient’s consciousness, and, nevertheless, there are 
no moral reasons to oppose a “hypnosis practiced by the doctor to serve a clinical 
purpose, while he observes the precautions which medical science and ethics 
demand” (Pius  1957 ). Therefore, intentional privation of consciousness through 
hypnosis would only be impermissible if the end pursued with it is not morally 
serious or proportionately important, as would happen if a hypnosis were sought 
“for the sake of a mere experience, or even as a simple hobby” (Pius  1957 ). 

 In the context of these reasonings, Pius XII draws his conclusion in the following 
terms:

  Since the natural energies and the blind instincts, left to themselves, are incapable of guar-
anteeing a regulated activity, it follows that the use of the reason and of the higher faculties 
is indispensable both for seeing clearly the precise norms of obligation and for applying 
them to particular cases. Hence derives the moral obligation of not depriving oneself of 
consciousness  without true necessity.  (Pius  1957 ) 18  

18   Italics added. The teaching that there are some actions that are bad in general or according to an 
absolute consideration, but that could become good for some necessity or reasonable cause, is a 
constant in the classical tradition of the natural law. These actions are not the object of an absolute 
or unconditional prohibition. Considered in abstract, they can only be the object of a conditional 
prohibition. That is to say, in contrast to the  ex genere  evil actions, which are not  justifi ed by any 
utility ( pro nulla utilitate ), the actions that are here discussed can be justifi ed by the utility that 
follows from them. When Thomas Aquinas discusses one kind of these actions, he maintains: “… 
something can be evil in two ways: either  per se  or by the consequences that it produces. Thus, that 
which is  ex se  evil, never can be permissible, no matter how great the necessity ( quantumcumque 
necessitas incumbat ), as is shown in the case of rape and other  ex genere  evil actions. But in relation 
to those that are evil due to the danger that follows ( propter periculum sequens ), two things are 
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   Thus, to make permissible the administration of narcotics that produce the 
 suppression or lessening of consciousness in the patient it is  not  required that such 
effects are merely collateral. In other words, it is morally licit to administer the 
narcotics with the intention of producing unconsciousness, provided that this was a 
 necessary  means to achieve a  proportionately serious  end. As was said before, these 
two requirements must always be fulfi lled when knowingly bringing about a bad 
effect (and the privation of consciousness is a bad effect), independently of the fact 
that the effect can or cannot be intended as a means. In this way, if the end that is 
sought can be achieved equally effectively by means that do not cause the suppres-
sion of the patient’s consciousness, then these have to be adopted. Likewise, if the 
good that wants to be achieved as a remote end of the action is not important, critical 
or serious, the action will become corrupted by disproportion. Pius XII states that, 
for example, “one may not weaken consciousness, or suppress it, with the sole end 
of gaining pleasurable sensations”, (Pius  1957 ) and then he adds: “… the dying 
person should not,  without serious reasons , be deprived of consciousness. When 
this state is produced by natural causes, men must accept it; but it is not for them to 
bring it about,  unless they have serious motives for so doing ” (Pius  1957 ). 

 The requirement of proportionality must take into account not only the evil of 
privation of consciousness and the good of pain relief; for a prudent judgement, the 
set of obligations that the dying person has to fulfi l come also into play; for prudent 
judgement, the set of obligations that the dying person has to fulfi l. That is why it 
could be said with Pius XII that “the dying person cannot allow, still less ask the 
doctor, to procure him unconsciousness if he thereby renders himself incapable of 
fulfi lling some serious moral duties” (Pius  1957 ). But,  a contrario sensu , the dying 
person could allow or ask the doctor to  procure  him unconsciousness if he/she has 
already fulfi lled his/her fi nal moral duties, or if he/she could not fulfi l them even 
when conscious due to the extent of his/her sufferings. On the other hand, it must be 
said that, as it is not permissible to seek physical pain for its own sake, but only as a 
means to a good end, neither is it permissible to deprive the patient of consciousness 
with the only objective that he/she avoids a conscious end. At the time before death, 
as in other important moments, human beings need the full use of their  intellectual 
faculties, so that their moral strength can keep them in the exercise of virtue. But, when 
there is an intention of avoiding serious pain, it is permissible to induce unconsciousness 

required so that it is permissible to do it. One is enough caution to avoid that danger. The other is 
the consequent utility ( utilitas consequens )” ( In III Sent. , d. 39, q. 1, a. 2, qc. 2, c.). From this 
Aquinas concludes that, in relation to actions that are evil in themselves ( per se mala ), all will is 
forbidden, that is, both the absolute will and the conditional will ( voluntas ex suppositione ); in 
relation to actions that are good in themselves ( per se bona ) there is no will forbidden; and in rela-
tion to actions that are good for some need ( bona propter necessitatem aliquam ) only the absolute 
will is forbidden, but not the will  ex suppositione  ( In III Sent. , d. 39, q. 1, a. 2, qc. 2, ad 2). This 
means that the agent can carry out that last kind of action, but whenever they are chosen he/she 
must have a justifying cause. (For other examples on actions that are generally forbidden but that 
can be permissibly done  propter aliquam necessitatem aut rationabilem causam , cf.  In IV Sent. , 
d. 32, q. 1, a. 2, qc. 1, ad 4;  S. Th. , II-II, q. 40, a. 4, 3 a. y c.;  S. Th. , II-II, q. 90, a. 1, c.;  S. Th. , II-II, 
q. 95, a. 8, c.;  S. Th. , II-II, q. 169, a. 2, ad 3). 
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precisely because these pains, far from allowing the peaceful use of reason, many 
times “increase the state of weakness and physical exhaustion, check the ardour of 
soul and sap the moral powers instead of sustaining them” (Pius  1957 ). 

 Therefore, in itself the deprivation of consciousness is not an effect that is never 
permissible to intend. Such privation can be licitly intended as a means to a propor-
tionately important end, and, in that way, is an effect that is out of the scope of the 
PDE. Of course, when the drug also produces the effect of accelerating the death of 
the patient then the PDE becomes relevant, because this state of affairs can only be 
justifi ably brought about if it is a side effect of a palliative action in itself permissi-
ble, necessary and proportionate. But death (or its acceleration) and unconscious-
ness are two different states of affairs (Watt  2000 , p. 30). 

 It could also be argued that what is intrinsically immoral or absolutely forbidden 
is not the intentional deprivation of consciousness, but the intentional total and per-
manent deprivation of consciousness. This has a solid basis, because to deprive 
someone completely and perpetually of his/her consciousness does not differ much 
from killing that person. As it is impermissible to intend the death of a patient, it is 
also impermissible to intend the perpetual suppression of their consciousness. I think 
that this could be conceded, but from this the impermissibility of the terminal pallia-
tive sedation does not follow. To justify the permanent character that palliative seda-
tion can have, the PDE is invoked again. Indeed, in terminal sedation the only thing 
that the doctor needs to intend is lessering consciousness as much as required for 
pain relief. The fact that the patient’s unconsciousness lasts until their death is only 
something that happens  per accidens , due to their critical state. In other words, the 
doctor foresees, but does not intend, that the patient never recovers consciousness. 
The doctor only intends the  complete  deprivation of consciousness, because it is 
necessary for pain relief. 

 Therefore, I disagree with the idea that in this kind of case there are not two effects, 
but only two degrees of the same effect (Sullivan in this book, Chap.   2    ). Rather, one 
effect is the complete deprivation of consciousness in the patient (necessary,  ex hypo-
thesi , for pain relief) and another different effect is the fact that the patient, because of 
their terminal state, is never going to recover consciousness before death. These are 
two different effects, and, thus, the total suppression of consciousness can be perpet-
ual or transitory, and consciousness can be suppressed totally or partially in perpetuity. 
A consequence of what I have just stated is that, if there was a drug destined to 
suppress totally the patient’s consciousness  once and forever , it would not be licit to 
use it as a means for pain relief. In this case, there would be an intention to suppress 
consciousness in perpetuity; but this is not what happens in the usual situation.  

6.8     Conclusions 

 The PDE is not applicable in relation to all effects that can, in some sense, be called 
“bad”. Only those effects that are never permissible to intend, not even as a means 
to a good end, are within its fi eld of application. The deprivation of consciousness 
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is not an effect of this kind, because it can be brought about intentionally if it were 
necessary to achieve a proportionate good end, as is the pain relief of a terminal 
patient. However, the PDE is relevant when the drug used to deprive the patient of 
consciousness produces also the effect of accelerating death, or when the patient, 
after being sedated, and due to health deterioration, will not recover consciousness 
before death. Both the death of the patient and the perpetual suppression of his/her 
consciousness are effects that never are permissible to intend, but can be accepted 
as side effects of actions in themselves permissible and necessary to achieve a good 
of proportionate importance.     
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7.1           Introduction 

    ‘Palliative sedation’ raises several profound ethical and legal questions. Is it 
 compatible with the ‘sanctity of life’? When is it in a patient’s ‘best interests’? To 
what extent should a patient’s autonomous wishes determine when it is or is not 
carried out? This chapter does not attempt to resolve these questions directly. This 
is in no small measure because ‘palliative sedation’ is protean concept with no 
 universally agreed defi nition. For example, it may involve sedation which is or is 
not ‘deep’; which is or is not administered with the consent of the patient; which is 
or is not associated with the withdrawal of tube-feeding; which involves or does not 
involve the ‘terminally ill’; and which is or is not administered with intent to shorten 
life. In short, ‘palliative sedation’ can embrace many, many distinct scenarios. 

 Rather than attempt to address the ethical and legal dimensions of each of these 
scenarios, this chapter confi nes itself to offering a broad overview of some basic 
concepts central to any sound legal and ethical analysis of palliative sedation in any 
of its many forms. In particular, it offers a simple explanation of the ‘sanctity of 
life’, ‘best interests’ and ‘autonomy’, concepts which are key to any sound under-
standing of when palliative sedation is legally and ethically defensible. Only when 
these basic concepts have been soundly understood is it sensible to address specifi c 
questions such as whether the administering sedation with intent to shorten the 
patient’s life, or when the patient is not ‘terminally ill’, or as a response to ‘ existential’ 
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suffering, is ethical and lawful. None of these basic concepts is more important than 
that of the ‘sanctity of life’, with which we shall begin. 

 The ‘sanctity’ or ‘inviolability of life’ is, as has been repeatedly judicially 
affi rmed, a fundamental principle of the common law. Since the phrase ‘sanctity 
of life,’ though judicially hallowed, may have distracting theological connota-
tions, ‘inviolability of life’ (IOL) will be used hereafter. The doctrine and the 
principle of the IOL were originally formulated by theologians, but can stand on 
purely philosophical grounds. In  Re A , the ‘Conjoined Twins’ case, Lord Justice 
Brooke referred to a brief the court had received from the Archbishop of 
Westminster. The brief referred to a number of ‘overarching moral consider-
ations,’ the fi rst of which was: “Human life is sacred, that is inviolable, so one 
should never aim to cause an innocent person’s death by act or omission.” 1  Brooke 
LJ observed:

  There can, of course, be no doubt that our common law judges were steeped in the Judaeo- 
Christian tradition and in the moral principles identifi ed by the Archbishop when they were 
developing our criminal law over the centuries up to the time when Parliament took over the 
task. There can also be no doubt that it was these principles, shared as they were by the 
other founder members of the Council of Europe 50 years ago, which underlay the formula-
tion of article 2 of the European Convention on Human Rights. 2  

   The principle appears, accordingly, in declarations on human rights as the ‘right 
to life’. Indeed, a prohibition on intentional killing is central to the pre-Christian 
fount of Western medical ethics, the Hippocratic Oath 3  (and the modern reaffi rma-
tion of that Oath by the Declaration of Geneva 4 ), and many non-believers recognize 
the right of human beings not to be intentionally killed. 5  

 Although foundational to the common law, the IOL has rarely if ever been accu-
rately formulated—put in propositional form—either in judicial decisions or in text-
books on medical/health law. Precisely what it involves is, indeed, mired in 
confusion, in the academy, at the Bar, and on the Bench. This chapter seeks to out-
line the principle, summarize its relevance to the law governing medical decision- 
making at the end of life, and sketch its implications for the important concepts of 
‘best interests’ and ‘autonomy’.  

1   Re A  ( 2001 ) Fam 147, 211. The IOL has historically been formulated in terms of the wrongness 
of intentionally taking ‘innocent’ life. ‘Innocent’ excludes anyone actively contributing to unjust 
aggression. The principle has, therefore, traditionally allowed the use of lethal force in self- 
defense, the prosecution of a just war, and the execution of capital offenders. This has little rele-
vance to doctor-patient context, which is the concern of this book. 
2   ibid 212. 
3   “To please no-one will I prescribe a deadly drug, nor give advice which may cause his death. Nor 
will I give a woman a pessary to procure abortion.”: Mason and McCall Smith  (1994 : 429). 
4   “I will maintain the utmost respect for human life from the time of conception; even under threat, 
I will not use my medical knowledge contrary to the laws of humanity.” ibid 430. 
5   A prohibition on killing is not, of course, exclusive to Western ethics. See Keown ( 1995 ). 

J. Keown



93

7.2     Three Competing Approaches 
to the Valuation of Human Life 

 There are three main, competing approaches to the valuation of human life.

    (a)    Vitalism 
 Human life is the  supreme  good and one should do everything possible to 
 preserve it. The core principle, therefore, is: ‘try to maintain the life of each 
patient at all costs’. Whether the life be that of an anencephalic newborn (one 
lacking the cerebral hemispheres) or a dying centenarian, vitalism prohibits its 
shortening and requires its preservation. Regardless of the pain, suffering, or 
expense that life-prolonging treatment entails, it must be administered: human 
life is to be preserved at all costs. Vitalism is as ethically untenable as its attempt 
to maintain life indefi nitely is physically impossible. Its error lies in isolating 
the genuine and basic good of human life, and the duty to respect and promote 
that good, from the network of standards and responsibilities which make up 
our ethics and law as a whole; and its neglect of concepts and distinctions (such 
as between intention and foresight) vital to that network.   

   (b)    ‘Quality of life’ (QOL) 
 On this approach, there is nothing supremely or even inherently valuable about 
the life of a human being. The dignity of human life, such as it is, is only as an 
 instrumental  good, a vehicle or platform for a ‘worthwhile’ life, a life whose 
value resides in meeting a particular ‘quality’ threshold (howsoever defi ned). 
The lives of certain patients fall below this threshold, not least because of dis-
ease, injury, or disability. This valuation of human life grounds the principle 
that, because certain lives are not worth living, it is right intentionally to termi-
nate them, whether by act or omission. A core principle, therefore, is: ‘one may 
try to extinguish the life of a patient which is of such poor quality as to be not 
worth living’. (Many of those who adopt this approach also believe that only a 
sub-set of human beings, those who meet a criterion such as a particular level of 
intellectual ability, qualify as ‘persons.’)   

   (c)    The inviolability of life 
 Human life is a  basic, intrinsic  good. All human beings possess, in virtue of 
their common humanity, an inherent, inalienable, and ineliminable dignity. The 
dignity of human beings inheres because of the radical capacities, such as for 
understanding, rational choice, and free will, inherent in human nature. Some 
human beings, such as infants, may not yet possess the ability to exercise these 
radical capacities. But radical capacities must not be confused with abilities. We 
may have the radical capacity to speak Swahili but not the ability to do so. All 
human beings possess the capacities inherent in their nature even though, 
because of infancy, disability, or senility, they may not yet, not now, or no lon-
ger have the ability to exercise them. 6      

6   Gormally ( 1994 : 118–119). 
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 The right not to be killed is enjoyed regardless of inability or disability. Our 
 dignity does not depend on our having a particular intellectual ability or having it to 
a particular degree. Any such distinctions are fundamentally arbitrary and inconsis-
tent with a sound concept of justice:

  [E]very human being, however immature or mentally impaired, possesses a fundamental 
worth and dignity which are not lost as long as he or she is alive. Contrary to the view 
of some, human worth and dignity do not depend on acquiring and retaining some 
 particular level of intellectual ability or capacity for choice or for communication. On 
that view of human worth and dignity, it turns out that the relevant level of intellectual 
ability (or whatever other characteristic is asserted to be morally decisive) always 
requires to be determined in an arbitrary fashion. In making the possession of human 
worth and dignity depend on an arbitrary discrimination between individuals, this view 
destroys the indispensable foundation of justice in society. For basic human rights 
belong to us precisely because of our worth and dignity, and if our possession of the 
latter is to be determined arbitrarily so will be our possession of the former. But there 
cannot be a framework conducive to just relationships in a society if  who are to count as 
the subjects of justice  is determined in an arbitrary fashion. That is why recognition of 
the fundamental worth and dignity of  every  human being is the indispensable foundation 
of justice in society. 7  

   Human life is not, then, only an instrumental good, a necessary precondition 
of thinking or choosing or doing, but a basic good, a fundamental constituent of 
human fl ourishing. It is, in other words, not merely good as a means to an end 
but is, like other integral aspects of a fl ourishing human life, like friendship and 
the appreciation of beauty, something worthwhile in itself. Of course some 
 people, like those who are pictures of health in the prime of life, participate in 
the good of life and health to a greater extent than others, such as the terminally 
ill, but even the sick and the dying participate in the good to the extent that they 
are able. 

 Although life is a basic good it is not an absolute good, a good to which all the 
other basic goods must be sacrifi ced in order to ensure its preservation. The IOL 
doctrine is not vitalistic. The core of the doctrine is the principle prohibiting inten-
tional killing, not an injunction requiring the preservation of life at all costs. The 
core principle is: ‘it is always wrong to try to extinguish a patient’s life’. Although 
the doctrine denies that human life is an absolute good, the principle that it may 
never intentionally be taken is an absolute principle, that is, one which has no 
acceptable exceptions. Although the value of human life is not absolute, the prohibi-
tion on taking it is. The core principle prohibits trying to kill, but the IOL also pro-
hibits exposing life to unreasonable risk. It is wrong to take life not only intentionally 
but also recklessly or negligently. 

 To sum up, the doctrine of the IOL holds that we all share, in virtue of our com-
mon humanity, an ineliminable dignity. This dignity grounds our ‘right to life’. The 
principle of the IOL holds in essence that it is wrong to try to extinguish life.  

7   Keown and Gormally ( 1999 ) 4  Web Journal of Current Legal Issues  Part II (emphasis in original) 
 http://www.wjcli.ncl.ac.uk . 
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7.3     Main Features of the IOL and Their Infl uence 
on the Common Law 

7.3.1     Ineliminable Dignity 

 The ineliminable equality-in-dignity of human beings has long been recognized by 
the common law and by international declarations on human rights. As the Preamble 
to the Universal Declaration of Human Rights proclaims: “recognition of the inher-
ent dignity and of the equal and inalienable rights of all members of the human 
family is the foundation of freedom, justice and peace in the world.” 8  Inherent 
human dignity is a core value of English law:

  The recognition and protection of human dignity is one of the core values―in truth  the  
core value―of our society and, indeed, of all the societies which are part of the European 
family of nations and which have embraced the principles of the Convention. It is a core 
value of the common law, long pre-dating the Convention and the Charter [of Fundamental 
Rights of the European Union]. 9  

   Just as inherent dignity is a core value of English law, so is the principle of the 
IOL in which it is grounded. As Lord Goff observed in  Airedale NHS Trust v Bland :

  [T]he fundamental principle [in this case] is the principle of the sanctity of human life―a 
principle long recognized not only in our own society but also in most, if not all, civilized 
societies throughout the modern world, as is indeed evidenced by its recognition both in 
article 2 of the European Convention for the Protection of Human Rights and Fundamental 
Freedoms 1953 … and in article 6 of the International Covenant of Civil and Political 
Rights 1966. 10  

   Article 2(1) of the European Convention on Human Rights provides:

  Everyone’s right to life shall be protected by law. No one shall be deprived of his life inten-
tionally save in the execution of a sentence of a court following his conviction of a crime for 
which this penalty is provided by law. 

   The prohibition on intentional killing was aptly described by the House of Lords 
Select Committee on Medical Ethics in  1994  (the ‘Walton Committee’) as “the 
cornerstone of law and of social relationships” which “protects each one of us 
impartially, embodying the belief that all are equal.” 11  The prohibition applies even 
if a patient is suffering, even if the doctor’s motive is compassionate, even if the 
patient is close to death, and even if the patient autonomously requests a lethal 
injection. In  Bland  Lord Goff observed:

  [I]t is not lawful for a doctor to administer a drug to his patient to bring about his death, 
even though that course is prompted by a humanitarian desire to end his suffering, however 

8   See  http://www.un.org/en/documents/udhr/ . 
9   R (A) v East Sussex County Council (No 2)  [2003] EWHC 167 (Admin) para 86, per Munby J 
(as he then was) (emphasis in original). 
10   [1993] AC 789, 863–864. 
11   Report of the Select Committee on Medical Ethics  (HL Paper 21-I of 1993–4) para 237. 
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great that suffering may be … So to act is to cross the Rubicon which runs between on the 
one hand the care of the living patient and on the other hand euthanasia―actively caus-
ing his death to avoid or to end his suffering. Euthanasia is not lawful at common law. 12  

   Nor is the law concerned to prohibit only active intentional killing. Although there 
is generally no liability for an omission to preserve life, it is well established that it is 
murder to omit to discharge a duty to preserve life with intent to kill, as by deliber-
ately starving to death a child in one’s care. 13  Also refl ecting the IOL, the law punishes 
assisting or encouraging another to commit suicide. Section 2(1) of the Suicide Act 
1961 provides a maximum penalty of 14 years’ imprisonment for aiding, abetting, 
counseling, or procuring suicide or an attempt to commit suicide. The prohibition has 
been updated by section 59(2) of the Coroners and Justice Act 2009 which, replacing 
section 2(1), provides that a person commits an offence if he does an act capable of 
encouraging or assisting the suicide or attempted suicide of another person and the act 
was intended to encourage or assist suicide or an attempt to commit suicide.  

7.3.2     Intention and Foresight 

 The IOL draws an important distinction between intending death and merely 
 foreseeing death as a side-effect of one’s conduct. It adopts the principle of ‘double 
effect’, according to which it is permissible to bring about a foreseen bad conse-
quence if the bad effect is not intended, whether as an end or as a means, and the 
foreseen or foreseeable causing of the side-effect does not violate other moral 
norms, especially fairness. It is therefore ethical and lawful to, for example, admin-
ister palliative drugs to the dying even if they will shorten life. 

 Foreseen causation should not be confl ated with intention. 14  Intention, properly 
understood, always means purpose, not merely foresight plus causality and, despite 
occasional digression, the law (like common sense) always returns to this truth. One 
may intend and foresee a consequence of one’s action (as when one deliberately 
decapitates another person). But one may intend a consequence without foreseeing 
that it will occur (as when one buys a lottery ticket to win a million-to-one jackpot). 
Conversely, one may not intend a consequence even though one foresees it as cer-
tain to occur (like the hangover after a bottle of port). As Lord Goff helpfully put it:

  [T]here can be intention without foresight that the relevant consequence was likely to occur. 
Conversely, there can be foresight of consequences without intention. [W]hen Field Marshal 
Montgomery invaded France on D-Day, he foresaw that many of the troops under his com-
mand would be killed on that very day. Obviously, however, he did not intend that any of them 
should be killed. [I] cannot emphasise too strongly that, because foresight of the consequence 
of death resulting from your act does not necessarily connote an intention on your part to kill, 
it cannot, in my opinion, be right for a jury to be told that the former will, as a matter of law, 

12   Bland  (n 10) 865. 
13   R v Gibbins and Proctor  (1919) 13 Cr App R 134. 
14   See generally Finnis ( 2011 ) (Part Three). 

J. Keown



97

 of itself establish  the necessary intent, however overwhelming the probability of the 
 consequence may be―as witness the example of Field Marshal Montgomery and D-Day. 15  

   Some jurists, like Professor Glanville Williams, have proposed that ‘intention’ 
should be stretched to include ‘oblique’ intent (as Bentham called it) so that killers 
who foresee death as virtually certain but who do not intend it can nevertheless be 
convicted of murder. Williams instanced the villain who places a bomb on a plane 
in order to claim the insurance on a parcel but not to kill the pilot. Lord Goff rejected 
this proposed extension of intention:

  Now I have to confess that, as soon as somebody starts using an expression like ‘oblique 
intention’, I become suspicious; because I suspect that it is only necessary to use the rather 
mysterious adjective ‘oblique’ to bring within “intention” something which is not intention 
at all. And that is exactly what is happening here. For the trouble with this kind of approach 
is that it has distorted the plain meaning of the word. To the question―did the defendant 
mean to destroy the parcel? The answer is, of course, yes, he did. But to the question―
did the defendant mean to kill the pilot? The answer is, no, he didn’t. Indeed, if he saw the 
pilot safely descending by parachute, he would no doubt be delighted; and so it is absurd to 
say that he meant to kill him. Of course, if the pilot is killed by the explosion, I share 
Professor Glanville Williams’  feeling  that the defendant can properly be called a murderer; 
but I do not think that that result can be achieved by artifi cially expanding the meaning of 
the word “intention.” Quite apart from anything else, it can only lead to diffi culties in direct-
ing juries. In a jury system, it is far better, if you can, to use a word in its plain and ordinary 
meaning. And you do not intend something merely because you know that it is virtually 
certain to happen; see the example of Field Marshal Montgomery and D-Day. 16  

   His Lordship added that the parcel bomber should be convicted of murder not by 
way of artifi cially stretching the ordinary meaning of intention but by expanding the 
 mens rea  of murder to include ‘indifference to death’:

  [T]he jurists have become imprisoned within their own favourite concept of intention, to 
such an extent that they have tried, illegitimately, to expand it to include other cases. By 
adopting the solution that the mental element of murder consists of either (1) an intention 
to kill, or (2) indifference to death, we can, I suggest, both satisfy the general sense of jus-
tice as evidenced in the cases, and avoid the trap of using words otherwise than in their 
ordinary meaning―a trap which it is especially important to avoid in systems in which 
judges have to direct juries. 17  

   English law appears to agree with Lord Goff in thus rejecting ‘“oblique intent”’. 
As Professor Peter Skegg has observed, English courts have “tended to say that 

15   Goff ( 1988 ); 104 (30): 45 (emphasis in original). The same example, with Eisenhower substi-
tuted for Montgomery, was later used by the judgment of the court in the leading US Supreme 
Court decision on physician-assisted suicide:  Vacco v Quill  521 US 793 at 802–803 (1997), per 
Rehnquist CJ: “The law has long used actors’ intent or purpose to distinguish between two acts that 
may have the same result. … Put differently, the law distinguishes actions taken ‘because of’ a 
given end from actions taken ‘in spite of’ their unintended but foreseen consequences … (‘When 
General Eisenhower ordered American soldiers onto the beaches of Normandy, he knew that he 
was sending many American soldiers to certain death …. His purpose, though, was to … liberate 
Europe from the Nazis’).” 
16   Goff ( 1988 ); 104 (30): 46 (emphasis in original). 
17   ibid 45. 
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foresight of virtual certainty is something from which intention may be found or 
inferred, and … have stopped short of saying that such foresight is itself a form of 
intent ….” 18  

 Consistent with the law’s rejection of oblique intent is its endorsement of double 
effect. Lord Goff has referred to:

  the established rule that a doctor may, when caring for a patient who is, for example, dying 
of cancer, lawfully administer painkilling drugs despite the fact that he knows that an inci-
dental effect of that application will be to abbreviate the patient’s life. 19  

   Unfortunately, the law’s rejection of oblique intent is by no means as clear as it 
could and should be. The reasoning or dicta of the single judgment in the House of 
Lords in  R v Woollin  20  is ambiguous enough to be read as holding not only that fore-
sight of virtual certainty can be  evidence of  intention but that it  is  intention. It was, 
indeed, so interpreted by the majority of the Court of Appeal in  Re A , the ‘Conjoined 
Twins’ case, where the question was whether it would be lawful to separate the 
weaker twin (Mary) to save the stronger one (Jodie), even though it was foreseen 
that Mary would die. The presiding judge stated: “Unpalatable though it may be … 
to stigmatize the doctors with ‘murderous intent’, that is what in law they will have 
if they perform the operation and Mary dies as a result.” 21  The majority’s adoption 
of ‘oblique intention’, though understandable in view of the ambiguity in  Woollin , 
deprived them of the most cogent and coherent way of resolving the tragic dilemma 
before them: the principle of double effect. According to that principle, the separa-
tion of conjoined twins is justifi ed where the death of the doomed twin is not 
intended and is merely foreseen as a side-effect, and the foreseeable causing of that 
side-effect does not violate the norm of fairness. Given that both Mary and Jodie 
would have died without separation, and that Mary was doomed with or without 
separation, it was not unfair to separate her from Jodie who could, and did, survive. 
The majority explicitly rejected double effect on the ground that the good and bad 
effects did not affect the same individual, as is the case with the administration of 
palliative drugs to a dying patient. However, this limitation has never been a require-
ment of double effect. The principle could, for example, justify the allied bombing 
of Nazi headquarters even if it were foreseen that innocent civilians nearby would 
be killed as a side-effect of the raid. Fortunately, the core common-sense meaning 
of intention asserts itself at points in the judgments of the Court of Appeal in the 
Conjoined Twins case where  Woollin ’s authority in relation to the crime of murder 
is no longer in issue, but rather the issue as framed in civil and human rights law. 
One such point is the following statement by Robert Walker LJ in relation to the 
‘right to life’ in Article 2 of the European Convention on Human Rights:

  The Convention is to be construed as an autonomous text, without regard to any special 
rules of English law, and the word “intentionally” in article 2(1) must be given its natural 

18   Skegg ( 2006 ): 505, 524. 
19   Bland  (n 10) 867. See also  R v Cox  (1992) 12 BMLR 38, 41 (Ognall J). 
20   [1999] 1 AC 82. 
21   Re A  ( 2001 ) Fam 147, 198–199, per Ward LJ. See also ibid 216, per Brooke LJ. 
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and ordinary meaning. In my judgment the word, construed in that way, applies only to 
cases where the purpose of the prohibited action is to cause death. 22  

   That is the position to which English law, too, gravitates, as many cases—includ-
ing those discussed in  Woollin —demonstrate when properly analyzed.  

7.3.3     Acts and Omissions 

 The IOL prohibits intentional killing by act or omission. It therefore prohibits 
 withholding/withdrawing treatment with intent to shorten life. But it permits with-
holding/withdrawing a life-prolonging treatment which is not worthwhile because it 
is futile or too burdensome. The IOL is, therefore, not vitalist: it does not require 
doctors to try to preserve life at all costs. Just as the IOL is not vitalist, neither is 
English law:

  [I]t cannot be right that a doctor, who has under his care a patient suffering painfully from 
terminal cancer, should be under an absolute obligation to perform upon him major surgery 
to abate another condition which, if unabated, would or might shorten his life still further. 
The doctor who is caring for such a patient cannot, in my opinion, be under an absolute 
obligation to prolong his life by any means available to him, regardless of the quality of the 
patient’s life. Common humanity requires otherwise, as do medical ethics and good medical 
practice accepted in this country and overseas. 23  

7.3.4        Worth of Treatment v Worth of Life: ‘Quality of Life 
Benefi ts’ v ‘Benefi cial Quality of Life’ 

 It is always wrong to withhold/withdraw treatment because it is thought that the 
patient, rather than the treatment, is not worthwhile, because death is thought to be 
in the ‘best interests’ of the patient. The IOL distinguishes what we may call ‘qual-
ity of life benefi ts’ (used to judge whether a treatment would be worthwhile, com-
paring its benefi ts and burdens) from ‘benefi cial Quality of life’ (QOL) (used to 
judge whether the patient’s life is or will be ‘worthwhile’).

    (a) ‘Quality of life benefi ts’ v ‘benefi cial Quality of life’     

 Given that the same phrase, ‘quality of life’, is used to refer to these two very 
different concepts, it is not surprising that judges and academics have sometimes 
confused the question whether a  treatment  would be worthwhile with the question 
whether a patient’s  life  would be worthwhile. Examples of its usage in the latter, 
QOL sense (but without advertence to its use in the alternative, former sense), can 

22   ibid 256. 
23   Bland  (n 10) 867, per Lord Goff. 
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be found in leading cases on non-treatment of children (such as  Re J ) and of 
 incompetent adults (most notably  Bland ). In  Re J , where the question was whether 
it would be in the best interests of a disabled, premature baby with a short life- 
expectancy to be ventilated, Taylor LJ stated:

  I consider the correct approach is for the court to judge the quality of life the child would 
have to endure if given the treatment and decide whether in all the circumstances  such a life 
would be so affl icted as to be intolerable to that child . I say “to that child” because the test 
should not be whether the life would be tolerable to the decider. The test must be whether 
the child in question, if capable of exercising sound judgment, would consider the life 
tolerable. 24  

   Similarly, in  Bland,  where the question was whether it would be lawful to 
 withdraw tube-feeding from a patient in a persistent vegetative state even though he 
would die as a result, Lord Keith ruled:

  [A] medical practitioner is under no duty to continue to treat such a patient where a large 
body of informed and responsible medical opinion is to the effect that no benefi t at all 
would be conferred by continuance.  Existence in a vegetative state with no prospect of 
recovery is by that opinion regarded as not being a benefi t , and that, if not unarguably 
 correct, at least forms a proper basis for the decision to discontinue treatment:  Bolam v. 
Friern Hospital Management Committee  [1957] 1 W.L.R. 582. 25  

   To hold, as in  Re J , that life-prolonging treatment may be withheld/withdrawn 
from a child because the child’s life would be ‘intolerable’ involves a judgment that 
the child no longer has a ‘benefi cial Quality of life’. This remains so irrespective of 
the rider that the judgment should made from the child’s perspective. Even if adopt-
ing such a perspective were feasible, the judgment of ‘intolerability’ would remain 
a judgment that the child’s life was no longer benefi cial. Similarly, to judge that 
Tony Bland’s existence was not benefi cial (or, as one learned Lord Justice described 
it, a ‘humiliation’ 26 ) is to judge that his life was no longer worth living. Indeed, a 
majority of the Law Lords judged that it would be lawful to withdraw his tube- 
feeding even though they thought that the doctor’s intention was to kill. 27  Once the 
law endorses the judgment that certain patients have no ‘benefi cial quality of life’, 
and even that patients may lawfully be killed by deliberate withdrawal of treatment 
or tube-feeding, it forfeits any principled objection to the taking of positive steps to 
end their lives. Lord Mustill aptly observed that  Bland  left the law in a ‘morally and 
intellectually misshapen’ state, prohibiting active intentional killing, but permitting 
intentional killing by omission. 28  The misshapenness resulted from the courts mis-
takenly thinking that the key moral distinction is between act and omission when, as 
the IOL holds, it is between intention and foresight. 

24   [1991] Fam 33, 55 (emphasis added). For the current status of the “intolerability” test see  W (by 
her litigation friend B) and M (by her litigation friend, the Offi cial Solicitor) and S and A NHS 
Primary Care Trust  [2011] EWHC 2443 (Fam). 
25   Bland  (n 10) 858–859 (emphasis added). 
26   Bland  (n 10) 831, per Hoffmann LJ. 
27   ibid 876 (Lord Browne-Wilkinson); 877 (Lord Lowry); 887 (Lord Mustill). 
28   ibid 887. 
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 Some judges appear to believe that the IOL is consistent with the QOL view 
that some lives are not benefi cial. For example, Lord Keith said in  Bland  that 
although it was the duty of the state, and the judiciary as one of the arms of the 
state, to uphold the sanctity of life, the principle was not ‘absolute’. While the 
principle forbade the taking of active measures to cut short life, it did not, for 
example, “compel the temporary keeping alive of patients who are terminally ill 
where to do so would merely prolong their suffering.” 29  But once the principle is 
clarifi ed, and clearly distinguished from vitalism, then we should say, with 
respect, that it  is  absolute. It endorses allowing terminally ill patients to die but 
never endorses judging that their lives lack worth, and treating oneself or anyone 
else as free to  try  to hasten their death. Allowing the terminally ill to die is not an 
exception to the principle but an application of it. In short, although the value of 
human life is not absolute, the prohibition on trying to extinguish it, by act or 
omission, is. 

  Bland  raised ethical and legal issues scarcely less complex and profound than 
the Conjoined Twins case. But just as the principle of double effect offered a 
sound way through the thicket of questions raised by separating conjoined twins, 
it also offered a sound resolution to the question of withdrawing tube-feeding 
from a patient in a persistent vegetative state. Had their Lordships in  Bland  held 
that the tube-feeding could be withdrawn on the ground that it was a futile medi-
cal treatment, because it could do nothing to improve Tony Bland’s medical con-
dition (or quality of life), their reasoning would have left the law in much more 
reasonable moral and  intellectual shape. As the IOL is not vitalist it does not 
require life to be preserved at all costs. It regards the core purposes of medicine 
as the restoration to health and well- functioning and, if that cannot be achieved, 
the alleviation of symptoms. As Sir Thomas Bingham MR (as he then was) noted 
in the Court of Appeal in  Bland , the objects of medical care have traditionally 
been understood as:

    (1)    to prevent the occurrence of illness, injury or deformity … before they occur;   
   (2)    to cure illness when it does occur;   
   (3)     where illness cannot be cured, to prevent or retard deterioration of the patient’s 

condition;   
   (4)    to relieve pain and suffering in body and mind. 30     

  As the tube-feeding could do nothing to restore Tony Bland to health and well- 
functioning, its removal could (at least arguably) have been justifi ed on the ground 
that it was a futile medical treatment. This was in essence the approach taken by 
Lord Goff, who drew an analogy between the tube-feeding and a ventilator. 31  

29   ibid 859. 
30   Bland  (n 10) 809. 
31   Bland (n 10) 870. Whether tube-feeding  is  a medical treatment, as opposed to basic care which 
should be provided to all patients, is a matter for reasonable ethical debate, but at least an approach 
which considers whether a treatment is benefi cial involves no judgment that the patient’s life is no 
longer benefi cial. 
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 In the Conjoined Twins case, the presiding Lord Justice delivered a welcome 
reaffi rmation of the key distinction between judging that a treatment is not worth-
while and that the patient’s life is not worthwhile. His Lordship stated:

  Given the international conventions protecting “the right to life” … I conclude that it is 
impermissible to deny that every life has an equal inherent value. Life is worthwhile in itself 
whatever the diminution in one’s capacity to enjoy it and however gravely impaired some 
of one’s vital functions of speech, deliberation and choice may be. 32  

   Moreover, it appears that Parliament has restored the prohibition on intentionally 
withholding/withdrawing treatment or tube-feeding with intent to kill. In relation to 
the determination of the ‘best interests’ of a mentally incapacitated adult, section 
4(5) of the Mental Capacity Act 2005 provides that where the determination relates 
to life-sustaining treatment the person making the determination must not “be moti-
vated by a desire to bring about his death.” As Professor Finnis has pointed out, this 
should be interpreted as prohibiting any intent that death be brought about, either as 
an end or as a means:

  The phrase ‘motivated by a desire’ has been used in the courts … as equivalent to the phrase 
‘infl uenced by a desire’, which is found in the Insolvency Act 1986, s 239(5). These judg-
ments show that the courts treat the motivating desire … as including … all purposes which 
affect the decision-maker’s deliberations and shape or enter into its conclusions―that is, 
all the kinds of purpose which are referred to when one says that in carrying out one’s deci-
sion one has an intent to … or a purpose of …. And all this is reinforced by the way courts 
have spoken of intent and motivating desire in the context of Art.81 of the EC Treaty. 33  

   Moreover, the alternative interpretation, which would allow a carer to withdraw 
treatment as a means of bringing about death provided he or she was motivated by 
a desire to achieve some other end, would gut the obvious protective function of the 
provision. Such an interpretation would allow a doctor to shorten life if motivated 
by a desire to get away early for the weekend.

   (b) ‘ Best interests’: subjective or objective?     

 Though section 4(5) of the Mental Capacity Act 2005 is welcome, the defi nition 
of ‘best interests’ in section 4(6) and (7) is less so, for they defi ne ‘best interests’ 
largely in terms of subjective opinions rather than objective criteria. Section 4(6) 
provides that the person making the determination must take into account, so far as 
is reasonably ascertainable:

    (1)     the person’s past and present  wishes and feelings  (and, in particular, any relevant 
written statement made by him when he had capacity),   

   (2)    the  beliefs and values  that would be likely to infl uence his decision if he had capacity, and   
   (3)    the  other factors that he would be likely to consider  if he were able to do so. 34      

32   Re A  (n 2) 187–188, per Ward LJ. 
33   Finnis ( 2009 ); 95: 101–102 (footnotes omitted), citing  Re MC Bacon Ltd  [1990] BCC 78, 86;  Re 
Hawkes Hill Publishing  [2007] BCC 937, para 33 and, in another context,  R v Greenwich LBC  
[1991] 1 WLR 506, 508. 
34   Emphases added. 
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 Section 4(7) adds that the person making the determination must take into 
account, if it is practicable and appropriate to consult them, the  views  of:

    (1)     anyone named by the person as someone to be consulted on the matter in  question or 
on matters of that kind,   

   (2)    anyone engaged in caring for the person or interested in his welfare,   
   (3)    any donee of a lasting power of attorney granted by the person, and   
   (4)    any deputy appointed for the person by the court, 

  as to what would be in the person’s best interests and, in particular, as to the matters 
mentioned in subsection (6).  35     

  As Finnis comments:

  This appearance of unrooted subjectivity remains a deep weakness in the Act’s 
treatment of best interests, and it is important that commentaries on the Act encourage 
carers to feel confi dent that they have the right, indeed the duty, to consider the  real  true 
interests of the person and not  simply  the wishes and feelings of someone who may be 
incapable of sound judgment, or be in the grip of wrong-headed views about his or 
her own worth, or human worth in general; nor  simply  the views of others involved in 
the case. 36  

   One way of denying worth to incompetent patients is to adopt the judgment that 
the value of life depends wholly on the value people  give  to their life through their 
choices, and that the loss of one’s capacity to choose means that the only value in 
one’s continued existence depends on the value one had chosen to attach to one’s 
life when competent. Such an approach is inconsistent with the ineliminable dignity 
which we all share whether or not we are competent:

  [E]xercises of autonomy … are  not  the fundamental source of worth and value in a person’s 
life. Human beings possess an ineradicable value prior and subsequent to the possibility of 
exercising autonomy. Autonomy itself as a capacity is to be valued  precisely in so far as its 
exercise makes for the well-being and fl ourishing of the human beings who possess it.  But 
it is plain that many exercises of the capacity, that is, many self-determining choices, are 
destructive of human well-being―both in the life of the chooser and in the lives of others 
affected by his or her choices. The mere fact that someone has  chosen  to act or to be treated 
in a certain way establishes no title to moral respect for what has been chosen. The charac-
ter of the choice must satisfy certain criteria in order to warrant our respect. The most basic 
criterion is that a choice should be consistent with respect for the fundamental dignity both 
of the chooser and of others. 37  

   In the leading case on the treatment of mentally incapacitated adults at common 
law, Lord Brandon observed: “The operation or other treatment will be in their best 
interests if, but only if, it is carried out in order either to save their lives, or to 
ensure improvement or prevent deterioration in their physical or mental health.” 38  

35   Emphases added. 
36   Finnis (n 33) 100 (emphases in original). 
37   Keown and Gormally (n 7) (emphases in original). 
38   Re F  [1990] 2 AC 1, 55. 
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In  relation to health care, ‘best interests’ should be understood to include the standard 
objectives of health care practice:

  the restoration and maintenance of health, or of whatever degree of well-functioning can be 
achieved; the prolongation of life; and the control of symptoms when cure cannot be 
achieved. It is in serving these ends that doctors serve the good―and, therefore, the best 
interests―of their patients. And, in the absence of these criteria, how can the courts hope 
to resolve disputes? If the understanding of ‘best interests’ fails to include objective, sub-
stantive requirements there will be no non-arbitrary way of judging whether the testimony 
of relatives and others about a patient’s ‘preferences’ is self-serving; no non-arbitrary way 
of settling differences of opinion; and no objective criteria for determining whether a regu-
latory system is in fact operating to protect patients. 39  

   In short, just as doctors and relatives can lose sight of the inherent dignity of a 
mentally incapacitated patient, so can the patient himself or herself. Misguided sub-
jective views about the patient’s worth should never be allowed to obscure what is 
truly and objectively in the best interests of the patient. 

 Further, section 4’s vaguely defi ned criterion of ‘best interests’, which guides 
those making decisions in relation to incompetent adults, does not apply to ‘advance 
decisions’ made by adults themselves while still competent. There is a real risk, 
therefore, that some patients will make advance refusals of treatment based on a 
misguided opinion that in such-and-such a condition, their life would not be worth 
living, and perhaps refuse treatment in advance of incompetence with intent to put 
an end to their life. It will now be suggested that the courts should make it clear that, 
while there is a right to refuse treatment, there is no right to commit suicide such as 
could impose a duty on others to facilitate death for that purpose, even by 
omission.  

7.3.5     Autonomy 

 Autonomy is a valuable capacity, and part of human dignity, but its contribution to 
dignity is conditional, not absolute. Exercising one’s autonomy to destroy one’s (or 
another’s) life is always wrong because it is always disrespectful of human dignity. 
So: it is always wrong intentionally to assist/encourage a patient to commit suicide 
and, equally, there is no ‘right to commit suicide’, let alone a right to be assisted to 
commit suicide, either by act or omission. 

 The principle of ‘respect for autonomy’ has in recent years become for many a 
core if not dominant principle of biomedical ethics and law. It is not, however, 
unproblematic. Its advocates often fail to agree on precisely what constitutes an 
‘autonomous’ choice or to offer any convincing account of why respect for someone 
else’s choice as such should be regarded as a moral principle at all, let alone a core 

39   Keown and Gormally (n 7). 
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or dominant moral principle. 40  Our capacity for choice is undoubtedly very 
 important, for it is through our choices that we shape our lives and infl uence the 
lives of those around us, for good or for ill. But we should exercise our autonomy 
 responsibly, choosing for good, not ill. Neither the common law nor professional 
medical ethics has ever held that the mere fact  that  I have chosen justifi es  what  I 
have chosen. Consequently, the law refuses to respect various choices, however 
autonomous. It disallows choices to be owned, eaten, or executed, to be the victim 
of actual bodily harm, 41  to possess illicit drugs, or to drive while not wearing a seat-
belt. In the medical context patients have no right to demand whatever treatment or 
drugs they may want, including palliative sedation. A doctor may not amputate a 
healthy limb even on request, and female genital mutilation is prohibited by section 
1 of the Female Genital Mutilation Act 2003, regardless of the woman’s consent. 
The Mental Health Act 1983 allows treatment for mental disorder to be imposed on 
even a competent patient who chooses not to have it. 42  None of these autonomous 
choices need involve a risk of harm to anyone but the person making them but they 
are, nevertheless, disallowed by the law. Other autonomous choices do involve a 
risk of harm to others, which helps explain why they too are rejected by the law even 
when, as with dueling, the risk of harm may be entirely consensual. Choices which 
undermine human fl ourishing or well-being, such as choices to kill or mutilate 
(whether oneself or another), simply lack moral justifi cation. A patient’s demand for 
palliative sedation in order to hasten death is not a demand which a doctor either 
must or should respect. 

 It is occasionally suggested that the decriminalization of suicide by the Suicide 
Act 1961 recognized a right to commit suicide. 43  However, the legislative history of 
the Suicide Act demonstrates that it was not the intention of Parliament to condone 
suicide, let alone establish a ‘“right to suicide.”’ 44  Far from it. The government made 
clear its hope that decriminalization would not give the impression that it regarded 
what it described as ‘self-murder’ at all lightly. 45  As Lord Bingham explained in  R 
(Pretty) v Director of Public Prosecutions :

  The law confers no right to commit suicide …. Suicide itself (and with it attempted suicide) 
was decriminalized because recognition of the common law offence was not thought to act 
as a deterrent, because it cast an unwarranted stigma on innocent members of the suicide’s 
family and because it led to the distasteful result that patients recovering in hospital from 
a failed suicide attempt were prosecuted, in effect, for their lack of success. But while 
the 1961 Act abrogated the rule of law whereby it was a crime for a person to commit 
(or attempt to commit) suicide, it conferred no right on anyone to do so. Had that been its 
object there would have been no justifi cation for penalizing by a potentially very long term 

40   For valuable contributions to the growing debate about the proper role of autonomy see: McCall 
Smith ( 1997 ); 14: 23; O’Neill ( 2002 ); Foster ( 2009 ). 
41   R v Brown  [1994] 1 AC 212. 
42   Section 62. 
43   eg  Bland  (n 10) 826–827, per Hoffmann LJ. 
44   Hansard , HC vol 645, cols 822–823 (1960–1961). 
45   Hansard , HC vol 644, cols 1425–1426 (1960–1961). 
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of imprisonment one who aided, abetted, counseled or procured the exercise or attempted 
exercise by another of that right. The policy of the law remained fi rmly adverse to suicide, 
as section 2(1) makes clear. 46  

   Further, as Professor Skegg has observed, even since the Suicide Act 1961 “it has 
continued to be accepted that doctors are sometimes free—sometimes, indeed, 
under a duty—to prevent patients from committing suicide.” 47  In  Reeves v 
Commissioner of Police of the Metropolis  48  the House of Lords held that police and 
prison authorities owe even competent prisoners a duty to take care to prevent them 
from committing suicide. Suicide may, moreover, be committed by omission, such 
as a refusal to eat, just as it may be committed by an act. In  R v Collins and Ashworth 
Hospital Authority, ex p Brady  Maurice Kay J (as he then was) observed that there 
should be circumstances in which public interests such as the preservation of life, 
the prevention of suicide, the maintenance of the integrity of the medical profession, 
and the preservation of institutional discipline “would properly prevail over a self- 
determined hunger strike so as to enable, even if not to require, intervention.” His 
Lordship observed:

  It would be somewhat odd if there is a duty to prevent suicide by an act (for example, the 
use of a knife left in the cell) but not even a power to intervene to prevent self-destruction 
by starvation. I can see no moral justifi cation for the law indulging its fascination with the 
difference between acts and omissions in a context such as this and no logical need for it to 
do so. 49  

   In  Bland  Lord Goff said that when a patient refuses life-saving treatment “there 
is no question of the patient having committed suicide, nor therefore of the doctor 
having aided or abetted him in doing so”: it was simply that the patient had declined 
to consent to treatment which might or would have the effect of prolonging his life, 
and the doctor had, in accordance with his duty, complied with his patient’s wishes. 50  
While this is no doubt generally the case, his Lordship did not appear to have con-
sidered the scenario where a patient’s refusal of treatment is clearly designed to kill 
himself and where he demands that doctors assist him to carry out his suicidal enter-
prise. Imagine an otherwise healthy diabetic who refuses his regular insulin shot in 
order to end his life and who demands to be kept comfortable in hospital while he 
dies, perhaps as part of a campaign to undermine the law against assisting suicide. 
If the courts were to hold that doctors were under a duty to comply with his demands 
(and could not for example discharge him), then the law against assisted suicide 
would indeed be undermined. If the law were to require, or even permit, doctors 
 intentionally  to help him kill himself by withholding treatment, how could the law, 
without inconsistency, prohibit doctors from providing him with active assistance? 
The courts need to be wary of the right to refuse treatment being manipulated to 

46   R (Pretty) v DPP  [2001] UKHL 61 at [35]. 
47   Skegg ( 1988 ) 111 and authorities there cited. 
48   [2000] 1 AC 360. 
49   [2000] 8 Lloyd’s Rep Med 355, 367. 
50   Bland  (n 10) 864. 
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undermine the law against assisting suicide. It is one thing for doctors to withhold/
withdraw treatment with the intention of respecting the patient’s legal right to refuse 
treatment (even if they feel sure that the patient’s refusal is suicidal). It is quite 
another for doctors  intentionally to assist —try to assist—suicidal refusals and for 
the courts to endorse such intentional assistance. Just as a patient could try to com-
mit suicide by refusing an insulin injection, a patient could equally try to commit 
suicide by demanding palliative sedation accompanied by the withholding or with-
drawal of tube-feeding. 

 Surprisingly, the European Court indicated in  Pretty , 51  albeit cryptically, that the 
UK’s blanket ban on assisting suicide engaged the respect for ‘private and family 
life’ guaranteed by Article 8(1) of the Convention, although the ban was saved by 
Article 8(2). The Court’s interpretation of Article 8(1) was mistaken. The Court 
should have followed Lord Bingham’s opinion in that case that Article 8(1) sought 
to protect certain choices while people are living their lives, not the choice to live no 
longer. 

 Unfortunately, the Law Lords in the  Purdy  case went even further than the 
European Court when they ordered the Director of Public Prosecutions (DPP) to 
issue guidance spelling out the factors he would take into account in deciding 
whether to prosecute Debbie Purdy’s husband should he assist her to commit 
 suicide. 52  As the Lord Chief Justice rightly observed in that case, delivering the 
judgment of the Court of Appeal, such an order would in effect create exceptions to 
the crime, exceptions which Parliament had not chosen to enact.   

7.4     Conclusions 

 The IOL has long been a foundational principle of the common law. This has not 
saved it from being widely misunderstood, in the academy, at the Bar, and on the 
Bench. The root cause of the misunderstanding is the tendency to confuse it with 
one (and sometimes both) of the two alternative approaches to the value of life: 
“vitalism” and “QOL.” The confusion has, inevitably, impaired the law’s moral and 
intellectual coherence. The law would regain its coherence if it:

•    clearly denied that ‘oblique intent’ is intent;  
•   clearly distinguished between ‘quality of life benefi ts’ and ‘benefi cial Quality of 

life’;  
•   adopted a defi nition of ‘best interests’ tied to the objective good of the patient, 

not least to the patient’s life and health;  
•   clearly ruled out any intent to shorten life, whether by act or by omission, and as 

a means or as an end;  

51   Pretty v United Kingdom  (2002) 35 EHRR 1. 
52   R (Purdy) v Director of Public Prosecutions  [2009] UKHL 45. 
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•   recognized that the exercise of autonomy is to be valued to the extent that it 
serves the good of the patient, and that choices which are inconsistent with that 
good, not least choices to extinguish life, have no right to be endorsed;  

•   clearly denied that the right to refuse treatment involves a right to commit suicide 
and to be intentionally assisted to commit suicide.    

 As we noted in the Introduction, this chapter has not sought directly to address 
the many ethical and legal questions raised by ‘palliative’ or ‘terminal’ sedation: that 
would involve an analysis of many different scenarios. Suffi ce it to say that, depend-
ing on the particular circumstances of each case, not least the doctor’s intention, 
‘palliative’ or ‘terminal’ sedation may be ethical and lawful or may be unethical and 
unlawful. Much work remains to be done unpacking the ethical and legal implica-
tions of the many different possible scenarios. 53  Two contrasting scenarios can be 
touched on here. If sedating a patient (who is close to death) into unconsciousness 
is the only way of relieving the patient’s refractory symptoms; if the doctor acts with 
the patient’s informed consent, and if there is no shortening of life, then it is diffi cult 
to see why the doctor should incur ethical or legal censure. (Indeed, a failure to 
provide sedation in such circumstances could expose the doctor to a civil action in 
negligence for failing to discharge the doctor’s duty to take reasonable steps to pre-
vent reasonably avoidable suffering.) Even if the patient’s life is shortened by hours 
or perhaps even days, then provided this is no part of the doctor’s purpose, and there 
is a proportionate reason for allowing the shortening of life, the doctor’s actions 
would appear satisfy the principle of ‘double effect’ (though the greater the shorten-
ing of life, the more diffi cult it will be to satisfy the requirement of proportionality). 
If, by contrast, the doctor sedates the patient in order to shorten the patient’s life 
(even at the patient’s request) then the doctor breaches the cardinal ethical and legal 
principle of the inviolability of life and risks prosecution for homicide. There are 
many other scenarios in between which will require ethical and legal analysis. The 
modest but not unimportant goal of this chapter has been to help lay a sound ethical 
and legal foundation for that project.     
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8.1            Palliative Sedation: The Need for a Legal Analysis 

 Sedation, understood from the medical perspective as: the administration of drugs 
to lessen the patient’s level of consciousness, with the objective of controlling some 
of the symptoms or to prepare the patient for a diagnostic or therapeutic intervention 
that could be stressful or painful (Comité de Ética  2002 ). It is described as “pallia-
tive” when such an administration is done to “lessen the patient’s level of conscious-
ness with the objective of controlling physical or psychical symptoms or both”, 
which can equate to a  primary sedation : to reduce the level of consciousness in a 
patient with an advanced or terminal illness, as much as it is necessary to adequately 
alleviate one or more refractory symptoms and according to the patient’s explicit, 
implicit or delegated consent; or  terminal sedation,  which implies the: deliberate 
administration of drugs to achieve relief, unachievable in any other way, of a physi-
cal or psychic pain, or both, through the suffi ciently deep and foreseeably irrevers-
ible lessening of consciousness in a patient close to death and with the patient’s 
explicit, implicit or delegated consent (Santos et al.  2009 ). 

 Although medical literature has expounded considerably on this subject, the 
need for a legal assessment of the concept which has generated some controversy 
should not be overlooked. Indeed, even though palliative care is a tool used around 
the world as part of good medical practice, developed to benefi t the patient suffering 
psychological and physical effects of specially complex situations such as prostra-
tion, chronic illness, pain and proximity of death, etc. and in relation to which, heal-
ing medicine has few possibilities for application, the alternative of palliative 
sedation has some unique aspects which have been a matter of debate: The fi rst 
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aspect, the deliberate lessening of the patient’s consciousness, an effect that 
 intensifi es at the stage of terminal sedation, and which for some critics could mean 
an escape option for the patient which will bring him dangerously close to the 
 decision to die (Clark  2002 ); the second aspect, the diffi culties of external control in 
relation to the use of a measure regarding real  refractory  symptoms (Cherny and 
Portenoy  1994 ) and, the third, the eventual effect of shortening the patient’s life as 
a consequence of the administration of certain drugs, which would become an 
unwanted result of certain forms of sedation (Kris et al.  2007 ). 

 This controversy, which evidently also involves the legal sphere, requires certain 
defi nitions on the part of the current Law, in particular with three objectives:

    (a)    To establish if the application of palliative sedation is a conduct considered law-
ful in juridical terms, within the exercise of the medical profession.   

   (b)    To determine if it is one of the patient’s rights, from which guarantees peculiar 
to its exercise are derived.   

   (c)    To distinguish this practice from other conducts which may be considered inad-
missible by the local legal system, as can be the case of euthanasia?      

8.2     The Constitutional Code Regarding This Subject 
in Chilean Law 

 Palliative sedation is not a concept directly covered by the Chilean legal system, 
although the constitutional foundations on the right to life, autonomy and health 
protection give us important references for establishing an applicable framework in 
this matter. 

 Indeed, the Chilean Constitution in Article 19, No. 1, guarantees that all persons 
have the right to life, and physical and psychical integrity. This comes from the 
constitutional statement of the 1st Article of the Constitution: All persons are born 
free and equal in dignity and rights. Similarly, in Article 19, No. 9 the fundamental 
right to health protection is recognized, which, understood in the terms expressed by 
the WHO, does not only represent the absence of illness but also the subject’s com-
plete wellbeing, 1  and in its Article 19, Nº 7 recognizes personal freedom as a consti-
tutional right, which not only comprises the physical protection of the subject in 
relation to imprisonment and other illegal or arbitrary detentions and the respect for 
their autonomy:… it is the right of every person, without interference in the sphere 
of personal autonomy by public institutions or third parties, to self-determination 
and to act according to his/her will without limitations other than those imposed by 
the natural environment, the rights of others or the regulations of the constitution 
(Nogueira  2002 ). 

1   «Health is a state of complete physical, mental and social well-being and not merely the absence 
of disease or infi rmity. »: Preamble to the Constitution of the World Health Organization, adopted 
by the International Health Conference, New York, 19th June to 22nd July, and entered into force 
on the 7th April 1948. 
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 From that perspective, palliative sedation, as a form of reducing the suffering of 
the person and the physical and mental pain which are produced in the patient by 
both the disease and the proximity of death, is incorporated in a model which pro-
tects life, but recognizes the person’s own decision taking sphere and in a health 
environment increasingly marked by respect for the quality of life. 2   

8.3     The Rights of Patients in Chile 

 In this country, many areas unique to Bio-Law have had a slow development, 
therefore the legal codes for important topics can often be found more in admin-
istrative regulations and in an increasing jurisprudential development, than in the 
body of the Law.

    (a)     References in administrative regulations      

 It is important to mention Decree No. 40 from the Ministerio de Salud [Ministry 
of Health] published on the 21st April 2005, Reglamento Orgánico de los Servicios 
de Salud [Organizational Regulations for Health Services], whose latest modifi ca-
tion is dated October 2006, which says: the right of patients, or those who represent 
them, to deny or reject diagnostic or therapeutic procedures, this having to be 
recorded in an offi cial document of the Service. 

 This aspect, belonging to the theory of informed consent, is not marginal in terms 
of material recognition, because often the possibility that the patient could reject 
certain therapies or interventions is forgotten, considering, erroneously, that their right 
is purely to agree: “The patient has the right to self-determination and to take free 
decisions regarding himself/herself. The physician will inform the patient of the con-
sequences of his/her decision. A mentally competent adult patient has the right to give 
or withhold consent for any diagnostic procedure or therapy. The patient has the right 
to the information necessary to make his/her decisions. The patient should understand 
clearly what is the purpose of any test or treatment, what the results would imply, and 
what would be the implications of withholding consent” (Vivanco  2009 ). 3 

    (b)     Jurisprudential interpretation     

  Jurisprudence, both from the Courts as from the constitutional judgments in 
our continent has evolved gradually concerning the importance of the patient’s 
informed consent in its negative aspect, that is to say, that which implies for 
example opting for a palliative measure rather than for an aggressive treatment, 

2   This implies, for example, to recognize “an equitable access to palliative care for all terminally ill 
or dying persons” (Recommendation 1418 (1999), of the 25th June, European Council 
Parliamentary Assembly, on the Protection of the human rights and dignity of the terminally ill and 
the dying, Section 9.A.II). 
3   It has to be taken into account that our jurisprudence has also considered the appropriateness of 
the withholding of treatment in the case of patients under age (Vivanco  2002 ). 
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or directly to reject a particular therapy, despite the doctor’s recommendation to 
accept it. However, this recognition has happened slowly, both in comparative 
instances and nationally. 4  

 The legal consideration of the patient’s right to accept or reject, being well 
informed, a measure or intervention, has several consequences for the development 
of these jurisprudential theses:

4   In the case of Chile, from the middle of the nineteen nineties there are the beginnings of jurispru-
dence, in the sense that the patient cannot be forced to accept a therapeutic measure on the basis 
that no-one can be forced to defend his/her own rights, v.g. The judgment from the Corte de 
Apelaciones de Santiago [Court of Appeal in Santiago] in Autos Rol Nº 806-96 [Record number 
806-96] Hospital San José against J.C. rejected the protective injunction lodged by that Hospital to 
force the patient to have a transfusion saying that the lodged injunction has to protect the life of a 
person who is disturbed or threatened by the action of a third party, but cannot pursue the protec-
tion against the voluntary omission of a person to save their life, because no-one can be forced to 
defend his/her own right. In the same way, in 2001 the Corte de Apelaciones de Talca [Court of 
Appeal in Talca] in Autos Rol Nº 60069-01, declared inadmissible the protective injunction in the 
same vein, considering that taking into account the background it can be implied that the person in 
favor and against is the same one, therefore, the injunction is declared inadmissible. Later, the 
court recognized the right to reject medical treatments on the part of a competent patient, when a 
statement is fi led of such decision: v.g. Sentencia de la Corte de Apelaciones de San Miguel en 
Autos Rol Nº 104 2008: [the Appeal Court in San Miguel, Record Number 104-2008] [Fourteenth]: 
that as a consequence, in the cases of prescription of therapeutic treatments on the part of a medical 
doctor regarding a patient, who in a fully competent state of physical and mental faculties, resolves 
to reject the treatment, whether because they believe it will produce a therapeutic deterioration or 
because the patient considers that they will be deprived of the conditions of life that they consider 
essential and minimal, the affected guarantee would not necessarily be the right to life. Indeed, in 
this situation two different opposing interests will be in confl ict over the same fundamental right. 
From the perspective of the sentencing tribunals, the freedom of conscience between two subjects 
becomes contradictory, fi rst the right of the patient required to have a curative procedure, and sec-
ondly, the freedom of conscience of the medical doctors who offer that procedure and who in 
carrying it out are fulfi lling their duty of looking after the health and life of the persons in their 
charge. Fifteenth: that when facing a bioethical confl ict of this nature, the doctrine has orientated 
in the sense to recognize that in the adult individual, in full possession of his physical and mental 
faculties, the prerogative of opposing therapeutic treatment when considered extreme or unbear-
able, or because it can damage, in that individual’s appreciation, aspects that constitute essential 
elements of life and of its quality…/ Sixteenth : that in the terms described, it is important to ana-
lyze the degree of freedom and independence in the decision adopted by Mr. L.S.G. – if in reality 
there has been – and if when it was adopted, he/she acted in full knowledge of it, and in particular 
of its consequences. Nineteenth: that as a consequence the sentencing tribunals have not acquired 
the indispensable and essential conviction that Mr. L.S.G., in full use and exercise of his physical 
and mental faculties, has rejected the prescribed therapeutic treatment./ Twentieth: that, on the 
other hand, according to the medical records attached to the appeal, there is certainty, that without 
the recommended surgical operation, Mr. L.S.G. will die in a short period of time./ Twenty-fi rst: 
that the confl ict between the protected right to freedom of conscience and the right to life, having 
been elucidated as has been done in the preceding reasoning, these sentencing tribunals will opt to 
protect the constitutional guarantee of the right to life as it is protected in Article 19, No.1 of the 
Chilean State Constitution, in the terms that are allowed by Article 20 of the same document … and 
therefore, the medical doctors of this health service are authorized to carry out the necessary pro-
cedures to preserve his life and prompt recovery, including surgical operations required for such 
effect. 
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    1.    The accepting of therapies or procedures, even when disproportionate, by the 
competent patient is a declaration of his/her will, but it compromises the respon-
sibility of the person proposing them (Vivanco  2002 ). 5    

   2.    The rejection of or the request for withdrawal or suspension of disproportionate 
measures, is part of the rejection that the competent patient can ethically and 
legally take and it would generate responsibility on the part of the person impos-
ing treatment or not accepting the expressed wish. 6    

   3.    To supply the suffering individual with medications that could shorten his/her 
life expectancy, in as far as the aim is to palliate the suffering, implies a wish to 
dignify treatment and not the disposition of his/her life: … death caused as a 
secondary effect of the medications applied with the objective of alleviating pain 
or other symptoms in the patient… death considered as a foreseeable but unde-
sirable effect ( Comisión Nacional de Bioética de México ).    

   (c)      The introduction of legal regulations     

  The law which regulates the rights and obligations of people regarding actions 
related to their health care, Act number 20.584, published on October 12 th , 2012 7  
regulate the so called rights of the patients, even though it does not directly refer to 
palliative sedation, has several rulings referring to the patient’s informed consent 
and to the prospective possibility of rejecting treatments or therapies, which we 
transcribe:

    1.    Artículo 10 inciso 1º: [Article 10 section 1]: Every person has the right to be 
informed, promptly and understandably, by the medical doctor or another 
treating professional, about the state of his/her health, of the possible diagno-
sis of the illness, of the alternative treatments available for curing it and the 
risks involved,  as well as the expected prognosis , 8  and the foreseeable post-
operative process, when that goes forward, according to their age, and personal 
and emotional condition.   

5   …the faculty that a competent person has to reject medical treatment, even when they are vital, 
has to be clearly distinguished from direct collaboration in causing death, because in one case, it is 
about a decision proper to the parity currently recognized in the medical doctor-patient relationship 
and of the value of the principle of quality of life when the treatments are onerous, out of propor-
tion or useless, while in the other case, there is an action directly taken to cause death in the indi-
vidual (Vivanco  2002 ). 
6   In some legal systems, it has been recognized as a medical doctor’s obligation to respect the 
patient’s decisions and avoid forced treatment: in Article 2.6 of the Law 41/2002, of the 14th 
November, basic regulator of the patient’s autonomy and the rights and obligations in terms of 
information and clinical documentation (BOE No. 274, dated 15.11.2002) in Spain, expresses: 
Any professional who intervenes in the assistant activity is obliged not only to the correct render-
ing of his technical capacities, but also to fulfi ll the duties of information and clinical documenta-
tion, and to respect the free and voluntary decisions adopted by the patient. 
7   The law obtained the approval of Tribunal Constitucional (Constitucional Court) on year 2012 for 
it to be enacted as law for the República de Chile [Republic of Chile]. 
8   Bold characters are ours. 
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   2.    Artículo 14 incisos 1º, 2º y 3º: [Article 14 sections 1, 2 and 3]: Every person 
has the right to grant or deny his/her will to undergo any procedure or treat-
ment related to his/her health care, within the limitations established by Article 
16./ This right must be exercised in a free, voluntary, expressed and informed 
way, for which it is necessary that the treating professional gives adequate, 
suffi cient, and comprehensible information, in accordance with Article 10./ In 
no case, the rejection of treatments may have as its objective the artifi cial 
acceleration of death, the carrying out of practices of euthanasia or assis-
tance to suicide . 9    

   3.    Article 16: The person who is informed that his/her state of health is terminal, 
has the right to grant or deny his/her wish to submit him/herself to any treatment 
which would have the effect of artifi cially prolonging his/her life, without preju-
dice to the maintenance of normal support. In no case,  can the rejection of 
treatment imply as its objective the artifi cial acceleration of the process of 
death ./ This right to choose is not applicable when as a result of the absence 
of this intervention, procedure or treatment, public health is placed at risk, in the 
terms established by the Health Code. This circumstance should be formally 
recorded by the treating physician in the clinical fi le of the person. / For the cor-
rect exercise of the right established in the fi rst section, the professionals treating 
the case are obliged to provide complete and understandable information. / 
Those who fi nd themselves in this condition will have the right to live in dignity 
up to the moment of their death. As a consequence,  they have the right to pal-
liative care which enables the effects of their illness to be rendered more 
supportable , 10  in the presence of their families and of those in whose care they 
may be, and to receive, when they ask for it, spiritual support./Voluntary dis-
charge can always be requested by the patient, by the person empowered as 
designated by the patient or by the relatives as defi ned in Article 42 of the Civil 
Code, in the preferential and exclusive order established by the said article.    

  If we revise this legal regulation, concerning the characteristics of palliative 
sedation, we may note the following:

    (a)    The right of the patient to agree to or reject medical treatment is recognized, 
therefore, both decisions are given equal value. That, obviously, implies also the 
selection of such therapy or procedure that the patient prefers, which could 
mean to opt for a palliative measure instead of a treatment with little expecta-
tion of success and very damaging for the person receiving it. If palliative seda-
tion is a legally suitable measure within the legal system, the patient has the 
right to opt for it, according to his/her autonomy and ethical views: Greater 
anticipation in planning the taking of decisions by patients with advanced ill-
nesses, will improve the involvement of the patient-family unit and result in a 
better control of the symptoms, avoiding confl ictive situations at important 
moments in the patient’s life. / The perception of death as a medical failure and 

9   Idem. 
10   Idem. 
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clinging on to the maintenance of certain therapeutic attitudes as an escape 
mechanism so as not to face the inevitable, are two attitudes that need to be 
modifi ed (Navarro and Lopez  2008 ).   

   (b)    The effects of rejection are, however, limited by law: the rejection of treatment 
may entail as an objective the artifi cial acceleration of the death process. Note 
that this limitation does not affect the patient’s choice of a terminal sedation, 
because the latter constitutes a choice and not a rejection, notwithstanding that 
choosing one measure means rejecting the other. However, even though the 
rejected measure could have had a benefi cial effect on the prolongation of life, 
the patients who opts for palliative care does not do so because the objective is 
to die, it is because they consider that such care is the most suitable in their situ-
ation of sickness, their vision of quality of life, their values and their right to 
receive a dignifi ed treatment. Additionally, if the death process is accelerated 
the rejection would not be given artifi cially, but naturally and as a result of the 
illness which follows its natural course.   

   (c)    The patient’s rights to palliative care are recognized expressly. Even though a 
distinction has been made between terminal sedation and the use of analgesic 
drugs, which would produce a respiratory deprivation with an unwanted result 
of acceleration of death, could it be lawfully expected that palliative sedation 
exceeds the boundaries of this right, as an option for the patient? In our view, if 
effectively it is about the measure as described in this document, and not about 
the carrying out of a hidden euthanasia (Porta  2000 ), as we will discuss in the 
following paragraph, there are no bases within the revised regulations which 
could be considered as impediments to the application of this measure within 
the concept of palliative care.      

8.4     Treatment of Euthanasia: Differences with Palliative 
Sedation 

 Euthanasia, in Chilean Law, is treated as a form of homicide, conduct characterized 
as: to kill someone. Even though there have been some attempts to modify it, in the 
sense of creating a special criminal type for this conduct, these attempts have not 
succeeded, and there are no grounds for exception or legal justifi cation based on the 
consent of the alleged victim or the pious character of the agent. 

 Figure  8.1  shows the main features of this conduct.
   Euthanasia, thus characterized, as a killing conduct, be it by action or omission 

is carried out by a different person to the patient, with a humanitarian or pious moti-
vation stemming from the suffering condition or the seriousness of the state of the 
patient, acting at the request of the latter or even without their expressed wish, but 
never against it (Vivanco  2006 ). 

 The fact that euthanasia, in the countries that legally accept it, is applied by 
medical doctors and in relation to patients with high levels of suffering or qualifi ed 
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as terminal, brings the conduct closer to the sphere of palliative sedation, but it 
should not be confused:

    1.    Palliative sedation, as has already been explained, is immersed in the concept of 
 palliative care, that is to say, those measures that seek: to alleviate the patients’ symp-
toms of pain and suffering when they suffer a chronic-degenerative illness or are in 
the terminal phase; the patient is treated as an overall complete being by seeking to 
improve their quality of life (Pessini and Bertachini  2006 ). From this perspective, the 
intention of the person applying palliative sedation is this: the medical doctor pre-
scribes the sedative drugs with the intention of alleviating the patient’s suffering in 
the face of certain defi ned symptom(s). In the case of euthanasia, the objective is to 
cause the death of the patients to free them from their sufferings. The sedation alters 
the patient’s consciousness in a way which seeks a state of indifference to the suffer-
ing or to the threat arising from the symptom. When the sedation is deep, conscious 
life is lost. Euthanasia, however, eliminates physical life (Casas  2005 ).   

   2.    The consent of the patients, or of those who represent them, to apply a palliative 
measure of sedation is not intended to terminate life, but only to avoid suffering. 
This differs from the request for euthanasia, which means death at the hands of 
a third party, not the choice of a palliative measure. Precisely for that reason, the 
reproachable aspect of carrying out euthanasia is not the humanitarian intention, 
but the inability of the medical doctor to put himself in the patient’s place and to 
procure a solution that is not homicide.   

   3.    The procedure is also a source of distinguishing between both conducts: in pal-
liative sedation, the objective is the fi ne adjustment of sedative drugs, in eutha-
nasia the objective is to administer lethal drugs.(   16) It may mean different 
concentrations of the same drug, but precisely that indicates what they are being 
used for, and, if that were the case, distinguishes a killing conduct from a col-
lateral result of shortening life.   

   4.    With regards to the result, both types of conduct also differ: in sedation, the 
responding measurement (of success) is the relief of pain, which can and must be 
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  Fig. 8.1       Euthanasia       
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differentiated through an assessment system.(17) However, in euthanasia the 
responding measurement (of success) is death.(18)     

 In this way, even though neither euthanasia nor palliative sedation are  specifi cally 
regulated in the Chilean legal system, clearly both conducts are diametrically 
 opposite, with the result that the fi rst is a punishable conduct, which is contrary to 
the constitutional framework which protects life and the person’s integrity, and 
the second a measure that can be identifi ed with the patients’ rights in using their 
lawful autonomy. 

 This, evidently, does not imply ignoring that sedation can be used invoking pal-
liative objectives, when the reality is to seek to cover up a conduct of euthanasia, but 
such a possibility is one of the many possibilities that exist, in every country and 
legal system, to circumvent the law and to disguise criminal conducts as lawful: The 
keys to avoiding such excesses are, on the one hand, the ethics of the health profes-
sional, and on the other, the information due to the patient, the verifi cation of his/her 
true wishes and the formal and substantial controls of the actions taken, with the 
objective of checking them with the current legal system.     
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9.1           Introduction 

 At its core, medicine strives for a compassionate and skilled response to all patients 
experiencing pain and suffering. Through the concurrent growth of palliative care as 
a medical specialty and an enhanced pharmaceutical armamentarium available to 
clinicians working with patients at the end of life, this core aim can be realized. 
Evidence-based data demonstrates that the range of refractory or intolerable symp-
tomatology is constantly being reduced. Nonetheless, the clinical presentation of 
disease, particularly at the end of life, can be such a distressing experience that 
induced sedation may be the most appropriate and clinically benefi cial treatment. 
This chapter will attempt to present a case for the utility of establishing clinical 
guidelines to support the practice of palliative sedation by exploring the contextual 
history of end-of-life care, particularly as it relates to the contentious advent of 
sedation as a therapy of choice for the palliation of refractory and intolerable symp-
toms in a subset of terminally ill patients.  

    Chapter 9   
 Clinical Guidelines for the Use of Palliative 
Sedation: Moving from Contention 
to Consensus 

             Blair     Henry    

 Our patients come to us complaining not of disease, but of their 
subjective experience of illness. (Mount  2003 ) 
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9.2     Historical Perspective 

 Pharmacological agents with sedative properties (bromide and chloral hydrate) 
were fi rst introduced into medicine in the early part of the nineteenth century. 
Central nervous system depressants such as barbiturates were made available in 
1903, and psychoactive drugs such as benzodiazepines have been a mainstay since 
1959 (Hauser and Walsh  2009 ). These medications were routinely used to help 
patients endure the distressing pain and anxiety commonly associated with noxious 
procedures in medicine, but their use in the context of end-of-life care was seldom 
mentioned in the medical literature (Cherney and Portenoy  1994 ). 

 The use of sedation for sleep induction, as a means to control symptoms in 
advanced disease, was fi rst discussed by Dr. Robert Enck in 1990 (Enck  1991 ). In 
fact, Enck’s article was the fi rst in the literature to use the phrase ‘terminal seda-
tion’ – and he did so in the context of it being an already existing practice, however, 
in reality little was known of its practice prior to this time (Veterans Health 
Administration National Ethics Committee  2006 ; Ventafridda et al.  1990 ). 

 Figure  9.1  presents a historical timeline and broad overview of key events sur-
rounding the introduction and practice of palliative sedation over the past 20 years. 
This timeline has been deliberately set against activities surrounding the larger 
national and international end-of-life movement to provide a fuller context of the 
formal origins of palliative sedation into hospice and palliative care. Understanding 
the concurrent societal issues facilitates realization of why the use of palliative 
sedation was steeped with controversy and concern; a contentious history that still 
exists in the current practice of palliative medicine.

   The modern history of palliative sedation spans two unique decades: 1990 to 
2000 and 2000 to 2010. For the purposes of this article, the fi rst period could be 
considered a decade of differentiation wherein palliative sedation attempted to 
differentiate itself from the growing choice in dying movement. In particular, the 
growing calls for acceptance of physician assisted suicide (PAS). During this period, 
the practice of sedation was suspected of being a form of ‘slow euthanasia’ and 
questions regarding its ethical and legal status were discussed in the academic lit-
erature. This decade is also remarkable for the legal and legislative activity taking 
place particularly in the United States. In 1990, the Nancy Cruzan case was a strik-
ing victory for the ‘right to die’ movement. The court held that if the evidentiary 
threshold is met (prior wishes expressed by) a capable person’s request to refuse 
medical treatment should be honoured, even when the treatment refusal can result 
in death. By 1994, the state of Oregon had passed its Death with Dignity Act, legal-
izing PAS. During the decade other U.S. states attempted unsuccessfully to pass 
similar legislation: New York (1996), Florida (1997), Michigan (1998), Maine 
(2000) and Colorado (2000) (Behuniak  2003 ). 

 It would be against this backdrop that discussions of the utility, merit, and prac-
tice of palliative sedation were initiated. In both national and international forums, 
medical professionals, primarily nurses and physicians, were frequently polled on 
their attitudes and practice relating to euthanasia, PAS, and palliative sedation. In its 
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rather unfortunate introduction in the academic literature, sedation was labelled a 
treatment of ‘last resort’ and often referred to as ‘terminal sedation’- a rather ambig-
uous term which was open to different interpretations: Did the word ‘terminal’ refer 
to the patient or to the proposed purpose of the sedation? (Chater et al.  1998 ; Bloche 
 2006 ) This ambiguity resulted in palliative sedation being viewed suspiciously by 
some physicians as well as large sections of the population who advocated to restrict 
choices in dying. 

 The 1994 article:  Sedation in the management of refractory symptoms: Guidelines 
for evaluation and treatment , by N Cherny and K Portenoy was an essential forerun-
ner to the future development of clinical guidelines for palliative sedation. They 
provided a very important clinical criterion to determine symptom refractoriness to 
aid in the standardization of how patients should be evaluated when considering the 
use of palliative sedation (Cherney and Portenoy  1994 ). 

Decade of differentiation 

1990 Enck’s original article identifying “Terminal Sedation” as a therapy for
symptom control

1990 Cruzan v. Director, Missouri Dept. of Health (1990) Decision conferring a
“right to die”

1994 Cherny & Portenoy publish first “guidelines for sedation in the
management of refractory symptoms”

1994 Oregon Death with Dignity Act passed-legalizing Physician Assisted Suicide 

1997 Vacco v. Quill, 117 S. Ct. 2293 (U.S. 1997) landmark decision regarding the 
right to die, upholding a New York ban on physician assisted suicide and
outlining there is no constitutional guarantee to a “right to die”

1997 Washington v. Glucksberg, 521 U.S. 702 (1997) the Supreme Court of the
United States unanimously held that a right to assistance in committing
suicide was not protected by the Due Process Clause.

Decade of standardization 

2001 Netherlands pass legislation making euthanasia legal

2001 The American College of Physician’s Ethics and Human Rights Commission
issue a position on Physician Assisted Suicide, drawing a clear distinction
between this practice and palliative sedation.

2005 A notable shift in the academic literature away from using the term
“terminal sedation” to the use of “palliative sedation”

2002/ Publication of 9 National and International Guidelines/Framework/Position
2010     Statements outlining the use of palliative sedation as an accepted therapy

(with conditions) for EOL care

  Fig. 9.1    Historical timeline       
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 By the end of the decade, two key legal decisions by the United States Supreme 
Court ( Vacco v. Quill  and  Washington v. Glucksberg ) (Chater et al.  1998 ; Bloche 
 2006 ; King  2000–2001 ; McStay  2003 ) would result in a much clearer demarcation 
of the ‘right to die’ movement. In these two landmark cases, the courts outlined that 
there was no constitutional guarantee to support assisted suicide, and that the legal-
ization of PAS or euthanasia would require individual state legislation. Additionally, 
the Supreme Court established that allowing death (e.g. withdrawing life support) to 
occur was to be considered an event clearly differentiated from the act or the inten-
tion of causing death. 

 The second formative decade: identifi ed here as the period between 2000 and 
2010 can be considered as the decade of standardization. During this decade, 
attempts were made to standardize the practice of palliative sedation. The American 
College of Physician’s position paper clearly articulated that palliative sedation 
was distinct from PAS, and also that it was an ethical and valid form of therapy in 
the provision of palliative care (American Academy of Hospice and Palliative 
Medicine  2006 ). By 2005, the frequency in which the use of the term ‘terminal 
sedation’ was cited had signifi cantly dropped in the literature, and at the end of the 
decade a total of 11 policy-directed documents had been published. It should 
be noted that though signifi cant progress was made over this decade, as seen in 
the publication of policies attempting to regulate the use of palliative sedation, 
regrettably it would be inaccurate to suggest that the actual practice of palliative 
sedation does not remain open to potential misuse and abuse. In fact, in Chap.   10    , 
Dr. Scott presents a compelling case for ongoing concerns over the use and prac-
tice of palliative sedation at the end of life.  

9.3     The Prevalence of Palliative Sedation Use 
in End-of-Life Care 

 The data in Table  9.1  represents a detailed literature review (spanning 20 years) 
describing the frequency that sedation is reportedly used at the end of life. Most of 
the available data comes from either case reports or retrospective studies. However, 
the fi rst prospective study was reported in 1990 by Ventafridda et al. ( 1990 ) In their 
report, the authors followed 120 home-based palliative patients and they observed 
that in 52 % of these patients, the level and degree of physical suffering (typically 
arising in the last 2 days of life) was such that palliation could only be achieved 
through sedation. The remainder of the data reported in the literature suggests an 
extreme level of variability in practice with a reported range of prevalence noted 
between 0.21 and 88 %. Of the cases reported, 62 % fall within a reported 5–30 % 
(patients requiring sedation) frequency range, 15 % of reported cases had a fre-
quency rate less than 5 and 20 % had a reported frequency rate in excess of 40 %.

   The major impediment to compare national or international data can be explained 
in part by the lack of a standard defi nition for sedation being used: in some articles 
the reported frequency referred only to sedation that was deep (rendered patient 
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    Table 9.1    Reported prevalence rates of PST at the end of life   

 Item  Year  Country 
 % PS 
utilization  Special considerations 

 1  1990  Italy  52  63/120 home based palliative patients 
(Ventafridda et al.  1990 ) 

 2  1990–2005  Sweden  40 %  (Engstrom et al.  2007 ; Cunningham  2008 ) 
 3  1991  Canada  16  N = 100 (Fainsinger et al.  1991 ) 
 4  1991  Australia  20  (Cunningham  2008 ) 
 5  1994  USA  25  N = 20 (McIver et al.  1994 ) 
 6  1994–1995  Canada  1  N = 87 “terminal sedation” (Fainsinger  1998 ) 
 7  1995  Germany  7  Sedation increased continuously from 7 % 

in 1995 to 19 % in 2002 (Devulder et al. 
 2004 ) 

 8  1995  Italy  25  N = 401 (Peruselli et al.  1999 ) 
 9  1996  Japan  48  N = 143 (Morita et al.  1996 ) 
 10  1996  Australia  88  N = 50 (Turner et al.  1996 ) 
 11  1997  UK  26  N = 115 (Stone et al.  1997 ) 
 12  1998  Japan  45  N = 157 (Morita et al.  1999 ) 
 13  1998  South Africa  28  (Fainsinger et al.  1998 ) 
 14  1998–1999  Taiwan  27.9  N = 251 (Levisman et al.  1975 ) 
 15  1999  Belgium  7  (Claessens et al.  2007 ) 
 16  2000  Japan  8  N = 248 (Morita et al.  2000 ) 
 17  2000  Israel, South 

Africa and 
Spain 

 15–36  N = 287 (Fainsinger et al.  2000b ) 

 18  2000  Canada  4–10 %  4 % in hospice 10 % tertiary PCU N = 150 
(Fainsinger et al.  2000a ) 

 19  2000  Italy  14.2  N = 331 Continuous deep sedation (Bulli 
et al.  2007 ) 

 20  2000–2001  Netherlands  10  Based on survey of 410 physicians (Rietjens 
et al.  2005 ) 

 21  2001  Netherlands  5.6  (van der Heide et al.  2007 ) 
 22  2001  USA  20-30  (Cowan and Walsh  2001 ) 
 23  2001  Japan  60  N = 209 (Fainsinger et al.  1991 ) 
 24  2001–2005  Netherlands  43 %  CPST in N = 157 (Rietjens et al.  2008 ) 
 25  2002  Germany  19  The annual frequency to apply sedation 

increased continuously from 7 % in 1995 
to 19 % in 2002 

 26  2003  UK  48 %  N = 237 in specialist PCU (Sykes and Thorns 
 2003a ) 

 27  2003–2004  Italy  12  N = 744 continuous deep sedation (Bulli et al. 
 2007 ) 

 28  2003–2004  Germany  3.1  N = 160 deep and continuous in PCU (Stiel 
et al.  2008 ) 

 29  2004  Japan  1  Outlier: 90/9000 used PST for existential 
distress (Morita  2004 ) 

 30  2004  Belgium  5.5  (Devulder et al.  2004 ) 
 31  2004  Spain  17  N = 259 (Gilbert et al.  2004 ) 

(continued)
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unresponsive to verbal commands) and continuous (intended use until death), 
whereas in others, the reported frequency may have included sedation that was light 
(where the patient is in a state of rest, but verbal contact is easily maintained) and 
temporary (intended for short term use only) or in some cases the reported fre-
quency may have included sedation that was a secondary but unintended conse-
quence of a more specifi c treatment. For example, many physicians misinterpret the 
somnolence of dying patients being treated with opioids as palliative sedation 
(Worthington  2005 ). Regrettably much of the earlier reported history of palliative 
sedation teaches us very little about palliative sedation in the context of how it has 
been developed and practiced, its necessity for or in some cases its avoidability, the 
appropriate types of medication to use and the required or appropriate depth and 
length of palliative sedation recommended (Broeckaert et al.  2011 ).  

9.4     Ethical Considerations 

 Many of the recurrent ethical questions related to palliative sedation therapy have 
stemmed from disagreement and a lack of conceptual clarity pertaining to intention, 
justifi cation, application, consequences, and use of this therapy. It is towards this 

Table 9.1 (continued)

 Item  Year  Country 
 % PS 
utilization  Special considerations 

 32  2005  Belgium  5  (Claessens et al.  2007 ) 
 33  2005  Netherlands  7  The use of continuous deep sedation 

increased from 5.6 % of deaths in 2001 to 
7.1 % in 2005 (van der Heide et al.  2007 ) 

 34  2005  Netherlands  7.1  (van der Heide et al.  2007 ) 
 35  2005  Netherlands  12  (Rietjens et al.  2005 ) 
 36  2006  USA  2.3  28 out of N = 1200 (Cowan et al.  2006 ) 
 37  2004–2005  USA  15  Admission to PCU N = 1207 (Elsayem et al. 

 2009 ) 
 38  2006–2008  Italy  36.4  16 out of 44 (Porzio et al.  2010 ) 
 39  2008  Spain  78 %  Referred to as terminal sedation 311 out of 

N = 401 (Vila Santasuana et al.  2008 ) 
 40  2008-09  Korea  56.6  Administered sedative for distressful 

symptoms (Ashby  2010 ) 
 41  2009  Spain  .21  2 cases in 995 patients over 2 years (Guell 

et al.  2009 ) 
 42  2009  Italy  25.1  N = 518 (Alonso-Babarro et al.  2010 ) 
 43  2010  Spain  12  N = 245 at home patients (Alonso-Babarro 

et al.  2010 ) 
 44  2010  Italy  3.3  Based on N = 182 all ALS patients (Sparato 

et al.  2010 ) 
 45  2010  Belgium  7.5  N = 266 (Claessens et al.  2007 ) 
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primary concern that the development of clinical guidelines and policies should be 
directed. Traditionally, the ethical authority for the use of palliative sedation comes 
from the moral imperative of medicine: relieve human suffering (Roy  1990 ; de Graeff 
and Dean  2007 ). However, to suffi ciently address this complex topic a more nuanced 
understanding of the ethical issues is required. 

 In its work on the creation of a policy framework, the Canadian Palliative 
Sedation Task Force (Dean et al.  2012 ) identifi ed several key ethical concerns most 
often cited in relationship to the practice of palliative sedation (see Table  9.2 ).

   In part, policy statements or clinical guidelines should attempt to address each of 
the key ethical issues cited in Table  9.2 , by providing (where possible) clear evidence 
and experience to redress any confl ict or misunderstanding based on insuffi cient 
data or unexamined assumptions (Roy et al.  1994 ). 

 Table  9.3  outlines some of the central ethical principles commonly used in 
addressing the issues identifi ed in Table  9.2 . In spite of the challenge in ascertaining 
intentions and of distinguishing intended from foreseen consequences the differ-
entiation between intended and unintended consequences of an act remains the 
basis for most of our moral censuring in medicine. From a legal perspective, two 
previously cited U.S. Supreme Court cases (Quill and Glucksberg) (Kawamura 
 1998 ) relied on the principle of double effect to justify and sanction the practice 
of palliative sedation.

     Table 9.2    Ethical issues central to the use of PST   

 Why is PST not a form of euthanasia? 
 Can a patient’s free and informed consent ever be obtained in the context of intolerable suffering? 
 Is the use of PST for refractory and intolerable existential distress ethically justifi ed? 
 Is a treatment that relies on the decrease/absence of consciousness a means to remove suffering 

by removing the sufferer? 
 In what stage of the illness is it appropriate to use PST? 
 In what circumstances is the withholding or withdrawing of treatments such as nutrition and 

hydration in PST ethical? 
 Can policy related to PST incorporate suffi cient safeguards to prevent abuse? 

   Table 9.3    Application of key ethical principles to PST   

 Principle  Consideration in PST 

 Intentionality  What is the intention of the medical team? 
 What are the unintended consequences of an act? 

 Proportionality  The titration of sedating medications. 
 Accepting risks that are in proportion to the gravity of the clinical 

indications. 
 Autonomy  Informed consent 

 Advance directives 
 Benefi cence and 

Non-malefi cence 
 Rubric of balance such that PST lies within the usual accepted medical 

guidelines of benefi cence and non malfeasance 
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   Traditionally, applying the principle of double effect in the case of palliative 
sedation one asks: When is sedation, which results in both the relief of suffering and 
the possible hastening of death, ethically permissible? Though an important question 
for consideration, the limited data published to date (Maltoni et al.  2009 ; Sykes and 
Thorns  2003b ; Muller-Busch et al.  2003 ) has indicated that when good palliative 
care is provided to patients, the appropriate use of palliative sedation does not 
shorten life. It should be noted that the level of evidence presented for this conclusion 
is limited in scope, and that clinicians continue to dispute the relationship between 
palliative sedation and the hastening of death. The principle of double effect does 
provide a clear ethical, legal and medical ground to proceed. The principle of double 
effect directs moral reasoning that if a contemplated action has a good and bad 
effect, the act can be considered permissible if the following fi ve conditions are 
satisfi ed: the act in and of itself is either morally good or neutral; the foreseen yet 
undesired results are not intended; the good effect is not a direct result of the bad; 
the good effect is proportionate to the bad; and fi nally, that one is convinced that no 
other way exists to achieve the desired ends (Latimer  1991 ). 

 The concern for potential abuse or misuse of palliative sedation drives home 
the importance of autonomy, informed consent and shared decision-making. 
This is particularly evident in situations where intolerable pain could impact 
decision- making. Discussions with patients and families should occur when 
palliative sedation becomes a possibility. Particular attention to the collective 
patient-family-team perspectives in reaching consensus on palliative sedation helps 
to ensure due process. 

 The moral imperative to address human suffering is often accompanied in the 
ethics literature by the principles of respect for human dignity, benefi cence, non- 
malfeasance, and non-abandonment. The understanding that pain is a subjective 
experience that extends beyond the mere physical dimension to include emotional, 
spiritual and psychological issues is well accepted in palliative care. However, in the 
context of addressing suffering by the use of palliative sedation the perceived 
practice of “ending the sufferer as a means to ending the suffering” resurfaces in the 
contemporary literature on palliative sedation. This emphasizes the necessity for 
vigilance in the form of thorough multi-disciplinary assessments of patients and 
adherence to clear policies and guidelines in the use of palliative sedation. 
Corresponding documentation that symptoms are refractory and intolerable should 
be demonstrated through systematic assessment and continued monitoring prior to 
and during palliative sedation. 

 The implication of a decision to use palliative sedation is that symptom relief 
could not be obtained without intentionally clouding consciousness. To assist in 
understanding the appropriate and ethical use of palliative sedation the principles of 
proportionality and intentionality play a key role. This calls for demonstrated prudence 
and transparency throughout the decision-making process (Simon et al.  2007 ), with 
agreement on a clear treatment goal i.e. relief of suffering, and the proportional use 
of sedative medication to adequately relieve suffering without overshooting that 
goal i.e. only enough sedation to relieve the suffering. 
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 Offering palliative sedation in the last weeks of life has not traditionally been 
identifi ed as a distinct ethical problem (Gevers  2003 ). Understanding that precise 
prognostic certainty is rarely possible in this context the condition of ‘imminence’ 
(Cellarius  2008 ) remains to be acceptably defi ned clinically. The major shift in re- 
addressing this issue is the appreciation that a narrowing of palliative sedation to 
only deep and continuous applications does threaten the notion of proportionality 
(titration to the relief of symptoms only) (Claessens et al.  2008 ). For these reasons, 
the practice of palliative sedation should be regarded as a proportionate procedure 
that is benchmarked against assessed and documented clinical conditions. 

 The inevitable linkage of palliative sedation with presumed life-shortening effects, 
such as the withholding of hydration and nutrition (Jansen and Sulmasy  2002 ) con-
tinues to cause concern. Decision-making regarding the use of nutrition and hydra-
tion (N&H) needs to be made independently of a decision for palliative sedation and 
clear reasons for the use or not of N&H should be documented to justify this decision 
(Broeckaert et al.  2011 ; Rietjens et al.  2005 ). An institution involved in the provision 
of end-of-life care should have in place policies and/or practice guidelines to assist 
decision-making involving the withholding and/or removal of life supportive thera-
pies (e.g. ventilatory support, N&H) and these guidelines should be kept in mind 
whenever considering the use of palliative sedation. 

 Ultimately, agreeing to use the principle of proportionality entails accepting risks that 
are commensurate with the gravity of the clinical indication (Cherny  2006 ). In doing so 
we need to acknowledge that the potential for abuse does exist in palliative sedation, and 
establish guidelines and policy safeguards that ensure that care is delivered within 
accepted medical guidelines (Quill et al.  2009 ).  

9.5     Overview of Current Position Statements, 
Frameworks and Guidelines for PST 

 In the face of widespread medical practice variance; as evidenced in the large range 
of reported prevalence use for palliative sedation (see Table  9.1 ), and given the 
absence of good research data to guide practice – the use of either position statements 
typically issued by professional associations, or medical/clinical guidelines and 
frameworks supported by appropriate professional groups can provide the necessary 
vehicle for enhanced standardization of practice (Rosalki and Karp  1999 ). 

 At present there are a limited number of offi cial guidelines and recommenda-
tions to guide clinical practice (de Graeff and Dean  2007 ). As shown in Table  9.4 , 
between 2000 and 2010 a total of 11 offi cial policy-directed documents on palliative 
sedation, in the form of position statements, clinical guidelines or frameworks, had 
been developed and published. Of these, the Belgium Guideline (2010) was only 
available in Dutch and plans for its translation into English had not yet been 
announced (Broeckaert et al.  2011 ). In addition to these formal reports, three key 
publications by de Graeff and Dean ( 2007 ), Rousseau ( 2002 ), and Byock and Quill 
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    Table 9.4    PST- guidelines, frameworks and consensus statements   

 Name  Type 
 Original 
date/Rev.  Originator 

 1  Continuous PST (Dean et al. 
 2012 ) 

 Framework  2012  Canada- sponsored by 
Canadian Society of 
Palliative Care 
Physicians 

 2  Palliative Sedation Guidelines 
(Broeckaert et al.  2011 ) 

 Guideline  2010  Federation of Palliative 
Care Flanders [in 
Dutch] 

 3  Use of Palliative Sedation in 
Imminently Dying Terminally 
Ill Patients (Kirk and Mahon 
 2010 ) 

 Position 
statement 

 2010  National Hospice and 
Palliative Care 
Organization 
(NHPCO) 

 4  European Association for 
Palliative Care recommended 
framework for the use of 
sedation in palliative care 
(Cherny et al.  2009  Oct) 

 Framework  2009  European Association 
for Palliative Care 
(EAPC) Cherny et al. 

 5  Report of the Council on Ethical 
and Judicial Affairs. Report 
5-A-08 

 Special report  2008  American Medical 
Association 

 Subject: Sedation to 
Unconsciousness in End-of-
Life Care (American 
Academy of Hospice and 
Palliative Medicine  2007 ) 

 6  Guidelines for Palliative Sedation 
(Verkerk et al.  2007 ) 

 Clinical 
practice 
guideline 
(CPG) 

 Dec 2005 
(Revised 
2010) 

 Royal Dutch Medical 
Association 

 7  Clinical Practice Guidelines for 
Palliative Sedation (Alberta 
Health Services  2011 ) 

 Clinical 
Guideline 

 2005 
(Revised 
2009) 

 Alberta Health Services 
(Calgary Regional 
Health Authority 
CPG 1999) 

 8  Clinical Guideline for PST 
(Morita et al.  2005 ) 

 Clinical 
guideline 

 2005  Sedation Guideline Task 
Force in Japan 
(Morita et al.) 

 9  Position Statement on Palliative 
Sedation (American Academy 
of Hospice and Palliative 
Medicine  2006 ) 

 Position 
statement 

 2002 
(Revised 
Sept 
2006) 

 American Academy of 
Hospice and 
Palliative Medicine 

 10  Guidelines on Palliative Sedation 
(Forde et al.  2001 ) 

 Guidelines  2001  Norwegian Medical 
Association 

 11  Sedation in the management 
of refractory symptoms: 
Guidelines for evaluation 
and treatment (Cherney 
and Portenoy  1994 ) 

 General 
guidelines 

 1994  N.I. Cherny and 
R.K. Portenoy 

(continued)
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( 2000 ), were added to the table given their impact and infl uence in establishing 
requirements for consideration into the guideline development process used by 
many of the published sources outlined in the table.

   Typically position statements or medical/clinical guidelines (inclusive of frame-
works) are systematically developed statements designed to assist clinical staff in 
decision making about the appropriate healthcare (therapy, service) needed for 
specifi c clinical conditions (Rosalki and Karp  1999 ) Guidelines are not intended to 
prescribe the detailed management of individual patients. In fact many guidelines 
are typically based on literature reviews, where best treatments are deduced from 
the published data which in turn informs the creation of a guideline. However, well 
designed guidelines can defi ne the most important questions related to clinical prac-
tice and identify all possible   decision options     and their   outcomes     (Field and Lohr 
 1990 ). The key to good guideline development is to identify the processes of care 
through which a patient may pass (irrespective of judgment that might be made 
about them) and to identify decisional nodes or branch points between them and to 
outline the range of possible decisions that might be taken- some guidelines use 
decisional   algorithms     as a tool to represent the process in clear stages. Ultimately, 
clinical guidelines address generic recommendations, which, should then be transi-
tioned into institutionally specifi c protocols and clinical pathways/care plans that 
are meant to affect practice (Woolf  1992 ). 

 It is interesting to note that of the 11 policy-directed documents available in 
the literature, the only one formally listed with the National Guideline 
Clearinghouse repository ( Agency for Healthcare Research and Quality ) is the 
2006 version of Royal Dutch Medical Association Palliative Sedation CPG 
(Verkerk et al.  2007 ).  

Table 9.4 (continued)

 Name  Type 
 Original 
date/Rev.  Originator 

 PST: Therapy in the last weeks 
of life: A literature review and 
recommendations for standards 
(de Graeff and Dean  2007 ) 

 Formative 
review 

 2007  De Graeff and Dean 

 Existential Suffering and palliative 
sedation: A brief commentary with 
a proposal for clinical guidelines 
(Rousseau  2003 ) 

 Formative 
article 

 2001  P. Rousseau 

 Responding to Intractable Suffering: 
The Role of Terminal Sedation 
and Voluntary Refusal of Food 
and Fluids (Quill and Byock  2000 ) 

 Formative 
paper 

 2000  American Society of 
Internal Medicine 
EOL Consensus 
Panel (I Byock and T 
Quill authors) 
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9.6     Contention and Consensus 

 Table  9.5  outlines a comparative summary of the key issues involved in the use of 
palliative sedation – as identifi ed from a review of the various published statements, 
guidelines and frameworks presented in Table  9.4 . The recommendation to use a 
proportionate/titration (‘just enough’) approach to sedation for the palliation of both 
refractory and intolerable suffering can be considered an area of widespread con-
sensus based on it being a recommendation advocated in 9 of the 11 statements 
reviewed. However, contention remains over the issue of existential distress: in 
terms of how it is understood in practice (defi nition/diagnosis), on how to treat and 
ultimately determine if it is refractory in nature, and that if- as a symptom on its 
own, it should stand as a suffi cient indicator for the initiation of palliative sedation. 
Five of the current guidelines acknowledge that existential distress, deemed to be 
both refractory and intolerable to a patient, should be considered permissible to be 
palliated with sedation. However, one of these guidelines made the point that exis-
tential distress called for a ‘special provision’ prior to its consideration. Three of the 
guidelines clearly stated that existential distress alone would not be suffi cient cause 
to employ palliative sedation, and the remaining three guidelines were undecided 
and did not provide a clear recommendation for this application. The prevalence of 
refractory and intolerable existential distress in a palliative care setting is under 
studied, however one informative study by Morita et al. in Japan, where sedation for 
existential distress is allowed, reported that only 90 out of 9,000 patients (1 %) who 
received palliative sedation did so for an indication of existential distress alone 
(Morita  2004 ). In regard to the recommended prognosis wherein palliative sedation 
could be used, all of the published guidelines and statements agreed that its use 
should be limited to only the last stages of life. However, consensus on an exact 
timeframe remains to be achieved. Five of the documents recommend that palliative 
sedation should only be used in patients with a prognosis no greater than 1 and 3 
weeks of life (of which the majority specifi ed less than 2 weeks). Three documents 
stipulated a much tighter prognosis in terms of hours to days of life, and the fi nal 
three documents employed ambiguous criteria, such as: end of life; very advanced; 
and, fi nal stages.

9.7        Guideline Development 

 An exploration and development of the contentious ethical, religious and legal 
issues at the core of palliative sedation are well represented in other chapters of this 
book. However a noteworthy and fortunate effect of having various position state-
ments, frameworks, and guidelines for palliative sedation, has resulted in the cre-
ation of a rather robust and established structure for guideline development. A 
structure that is sensitive to and addresses the procedural aspects of the key deci-
sion-making nodes and processes that should be followed when palliative sedation 
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   Table 9.5    Comparison of PST- guidelines, frameworks and consensus statements   

 Name 
 Recommended 
prognosis 

 Consideration for 
existential distress 

 Proportionate 
sedation 

 1  Canadian Continuous PST 
Framework (2011) 

 <2 weeks  Yes  Yes 

 2  Palliative Sedation Guidelines 
Belgium (2010) 

 <1 week  Yes  Yes 

 3  National Hospice and Palliative 
Care Organization 
(NHPCO) Position 
Statement on Use of 
Palliative Sedation in 
Imminently Dying 
Terminally Ill Patients 
(2010) 

 <2 weeks  Unable to 
recommend 

 Yes 

 4  Dutch Guidelines for Palliative 
Sedation (2010) 

 1–2 weeks  Inclusive but 
never just for 
existential 
distress 

 Yes 

 5  European Association for 
Palliative Care 
recommended framework 
for the use of sedation in 
palliative care (2009) 

 Hours/days  Special 
consideration 

 Yes 

 6  Alberta Health Services- 
Clinical Practice Guidelines 
for Palliative Sedation 
(2009) 

 Few days  Controversial  Induce, maintain 
deep sleep 

 7  AMA Special Report of the 
Council on Ethical and 
Judicial Affairs. Report 
5-A-08 

 Final stages  Not appropriate 
only for 
existential 
distress 

 Sedation to 
unconsciousness 

 Subject: Sedation to 
Unconsciousness in 
End-of-Life Care (2008) 

 8  AAHPM Position Statement on 
Palliative Sedation (2006) 

 Very advanced 
(would not 
alter time of 
death) 

 Not mentioned  Yes 

 9  Japan CPG for PST (2005)  2–3 weeks  Yes  Yes 
 10  Norwegian Medical Association 

Guidelines on Palliative 
Sedation (2008) 

 Few days  Not appropriate 
for only 
existential 
distress 

 Yes 

 11  Sedation in the management of 
refractory symptoms: 
Guidelines for evaluation 
and treatment (1994) 

 Not specifi ed- 
“end of 
life” 

 Yes  Yes 
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is being considered. Based on a review and summary of the literature, Fig.  9.2  out-
lines a recommended clinical guideline structure for consideration and use, which if 
properly applied, would ensure adequate attention is given to each of the critical 
composite stages of the clinical decision-making processes that are involved in the 
use of sedation at the end of life (Cherney and Portenoy  1994 ; de Graeff and Dean 
 2007 ; Dean et al.  2012 ; Kirk and Mahon  2010 ; Morita et al.  2005 ; Rousseau  2004 )

   An important element in any palliative sedation guideline should be the estab-
lishment of clear and consistent terminology and defi nitions, so that end users 
understand what is meant by the terms they employ. Ideally the terminology should 
be standardized internationally; however, much work remains to be done to achieve 
that outcome. Agreement on what to call this practice remains varied, as previously 
noted reference to ‘terminal sedation’ has almost completely abated in the literature, 
however, several other terms such as: Sedation for intractable distress at the end of 
life; Sedation at the end-of-life; Total sedation; Palliative sedation; and, Palliative 
sedation therapy are all commonly used when referring to this intervention 
(Worthington  2005 ). The Canadian PST Working Group proposed a series of terms 
and defi nitions for use in policy development (see Fig.  9.3 ).

   The inclusion of an aim statement, in the guideline, can help to inform those 
referring to this intervention about the exact purpose or goal of care being sought 
after when sedation is applied. Consensus exists in most of the literature that seda-
tion is only to be used for the palliation of intractable and intolerable suffering and 
is not intended to shorten life. A clear aim statement serves as an articulation of the 
overarching intention of an intervention – which in this application, would delineate 
sedation as a means only to a nobler and ethically sound end. 

 The inclusion of a section on indicators and conditions helps the clinician to 
know when (or with whom) palliative sedation should be considered. As previously 
noted, consensus does exist that this intervention should only be used for patients 
with the following conditions: a terminal illness, whose symptoms are found to be 
refractory to alternate interventions appropriate for the condition presented, and 
deemed intolerable by the patient. As noted earlier in the Chapter, a lack of consen-
sus does exist on the indicators for the appropriate use of sedation- however all 
guideline should clearly address if patient’s presenting with non-physical indicators 

1) Terminology and Definitions
2) Aim statement
3) Indicators and Conditions
4) Communications
5) Decision-making and Informed Consent
6) Cultural considerations
7) Type of sedation
8) Drug selection, dosing and titration
9) Hydration, nutrition and concurrent medications
10) Ethical considerations
11) Outcome and monitoring
12) Family Supports
13) Staff Supports

  Fig. 9.2    Key components 
of a PST guideline       
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of suffering (i.e. existential distress) are eligible for this therapy, and also the indi-
cated prognosis of a patient to ensure its use meets the accepted practice standards 
of an organization. 

 The criteria used for decision-making and informed consent are important pro-
cess related components of the intervention that helps to ensure due process, and 
consideration of all factors are in place when deciding to proceed with palliative 
sedation. A guideline needs to consider the interdisciplinary structure of most health 
care environments and that clinical decisions need to consider the opinions and 
input from all related disciplines. A history of inappropriate use of palliative 
sedation- due to inexperienced clinicians, or as a result of caregiver exhaustion can 
be, in part, redressed by a guideline requirement asking for broad and experienced 
consultation prior to initiation of this therapy (Olsen et al.  2010 ). In addition a pro-
cedure aimed to ensure open communication with the patient and family throughout 
the process is very important. Similarly the skill required to appropriately assess 
capacity of patients at the end of life, particularly those experiencing distressing 
symptoms is complex and requires special attention. 

Palliative Sedation Therapy (PST) (also called in the literature “Terminal Sedation”, “Controlled 
Sedation”, “Total Sedation”, “Deep Sedation” and “Continuous Sedation”) is the intentional lowering
of a patient’s level of consciousness in the last stages of life. It involves the proportional and
monitored “use of specific sedative medications to relieve intolerable suffering from refractory 
symptoms by a reduction in patient consciousness” (de Graeff and Dean 2007).

Refractory Symptoms (also called in the literature “Intractable”) are present “if all other possible 
treatments have failed, or it is estimated by team consensus, based on repeated and careful
assessment by skilled experts, that no methods are available for alleviation within the time frame
and risk/benefit ratio that the patient can tolerate”(Cherney and Portenoy 1994). Often geography 
and the relative availability of interventions influence the determination of refractoriness.

Suffering is “a sense of helplessness or loss in the face of a seemingly relentless and unendurable 
threat to quality of life or integrity of self” (Cassell 1999). Although pain, dyspnea, delirium and 
nausea and vomiting are frequent causes of suffering at the end of life, hopelessness, remorse, 
anxiety, loneliness, and loss of meaning also cause suffering. Suffering involves the whole person in 
physical, psychological, and spiritual ways and can also affect family, friends, and caregivers. Family
members frequently feel psychological distress when they see or perceive that their loved one is
suffering (de Graeff and Dean 2007). 

Intolerable Suffering is determined by a patient as a symptom or state that he or she does not wish
to endure (If the patient cannot communicate proxy judgment is sought).

Existential Distress’ (also called in the literature “Psychic”, “Psychological” or “Spiritual” distress or
anguish) (Rousseau 2004; Schuman-Olivier et al. 2008) describes the experience of patients with 
advanced progressive illness who may or may not have physical symptoms but report distress that 
is unrelated to a psychiatric disorder or social isolation, but is related to one or more of: 
meaninglessness in present life; sense of hopelessness; perceiving oneself as a burden on others; 
feeling emotionally irrelevant; being dependant; feeling isolated; or grieving. 

  Fig. 9.3    Terminology and defi nitions       
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 A specifi c guideline section addressing a need for greater awareness and sensitivity 
to the cultural issues, inclusive of spiritual beliefs and practices, was incorporated 
into two of the published guidelines reviewed (de Graeff and Dean  2007 ; Dean et al. 
 2012 ). Literature confi rms the existence of a unique institutional/health care culture, 
and that professional and individual health care provider beliefs and outlooks can 
potentially culminate into an ethnocentric bias that can be at odds with the dominant 
culture. In reality there exists a diversity of beliefs related towards key life events 
such as dying, end of life, and death. Additionally, the value a person or family 
associates with sentience at the end of life, and the wide range of potential meanings 
that can be given to human suffering requires that staff should be trained and profi -
cient with providing culturally competent care at the end of life. 

 A description of the type of sedation method used will be important to guide actual 
practice. As noted a consensus opinion does exist, based on the published literature, 
recommending the use of a proportionate approach to the initiation of sedation, which 
would typically require the initiation of sedation at an intermittent and mild level, pro-
gressing to a continuous and potentially deep level as the situation required. In severe 
and rapid onset states of distress, sedation may need to be initiated in a deep and con-
tinuous manner to appropriately respond to the acuity of the presenting symptom. 

 A section outlining the recommended drug selection, dosing regimen and titra-
tion procedure for the induction of sedation will refl ect local practices, availability 
of medications, and the unique experience of the clinicians involved. Common 
drugs typically mentioned in the literature, as drugs of choice, include: benzodiaz-
epines (midazolam), antipsychotics (neuroleptics), barbiturates (Phenobarbital), or 
general anesthetics (Hauser and Walsh  2009 ). However, the exact choice of medica-
tion should depend of the etiology of the presenting symptom, and considerations 
for interaction with other medications in place. The inappropriate use of opioids for 
the purpose of sedation is a recommendation that has received widespread agree-
ment (Legemaate et al.  2007 ). 

 Integral in the decision to use palliative sedation are the ancillary issues of nutrition 
and hydration support, and the decision related to continuance or discontinuance of 
concurrent medications. The concerns that not providing artifi cial hydration and nutri-
tion will result in hastening the death have been at the heart of the criticism levelled 
against sedation therapy, resulting in it being viewed by some as a form of ‘slow 
euthanasia’ (Billings and Block  1997 ; Cassell and Rich  2010 ). Many of the new 
guidelines have noted the importance of making a decision related to the use (or not) 
of hydration and nutrition concurrent with sedation, however, the prevailing recom-
mendation has been to make this specifi c decision distinct and separate from that of 
sedation- which would mean that any institution employing sedation therapy, should 
also have a policies and procedure guiding the appropriate use of artifi cial hydration 
and nutrition in the context of providing palliative care at the end of life. Similarly, a 
decision related to the ongoing use of concurrent medications will be specifi c to the 
patient and the underlying condition being treated. Patients receiving palliative seda-
tion are not considered appropriate candidates for cardiopulmonary resuscitation and 
a guidelines should include a provision to ensure that the required conversations and 
decision to support this practice requirement be incorporated into the process. 
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 The topic of palliative sedation is frequently associated with ethical concerns 
that should be acknowledged and discussed openly as part of any policy or guideline 
development. Guidelines should explore principles of intentionality and causation 
as it relates to the use of sedation at the end of life; provide an explanation on the 
differentiation between sedation and euthanasia; and the importance of clear and 
transparent decision-making processes. Similarly, guidelines should direct clinicians 
to seek appropriate consultation with the institution’s ethics committee whenever 
ethical concerns arise from specifi c applications of palliative sedation. 

 Integral to the initiation of sedation is the need for the close monitoring and 
outcome assessment of this intervention with the patient. Standard protocols should 
exist to direct the care of patients who are sedated, either in a mild somnolent state 
or in a deeper non-responsive state (i.e. mouth care, skin care, management of 
incontinence, and bowel care, etc.). These protocols should be put into place with 
the use of sedation to ensure optimal patient care is provided. 

 In addition, a guideline should address the unique needs of both the family and 
staff who are caring for the patient receiving palliative sedation at the end of life to 
ensure both are provided with the necessary informational and emotional support.  

9.8     Conclusion 

 The published literature to date, regarding the practice of palliative sedation continues 
to identify inconsistencies and practice variances with regard to its prevalence in 
current practice, the overall effect (outcome) of sedation on the patient, family and 
health care team, the practice and impact of providing (or not) hydration and nutri-
tion on the dying process when sedation is employed, and the decision-making 
processes in place when this therapy is being used. 

 It is known that clinical tools (namely clinical protocols and pathways) derived 
from well established guidelines can improve the consistency and quality of care 
(Rotter et al.  2010 ). However, there is a need for more evidence-based data to inform 
the establishment of these protocols. Further research based on a prospective and 
multi-centered design, using a standardized defi nition of palliative sedation, and 
validated and reliable instruments to collect the required outcome data is needed to 
establish this treatment as an evidence-based practice (Claessens et al.  2008 ). 

 In the following Chapter, Dr. Scott presents a compelling and important argument 
for continued vigilance and concern over what he perceives to be a growing trend in 
the development and current focus on the creation of palliative sedation guidelines. 
He correctly identifi es some key areas of weakness in many guidelines which remain 
valid points of contention related to palliative sedation. In this Chapter, I have tried 
to outline a need to: obtain good evidence supporting the actual impact of sedation 
on the timing of death; the importance of standardized clinical pathways to help in 
the assessment and determination of refractoriness of common symptoms associated 
with the end of life; and further clarifi cation regarding the defi nition, diagnosis, treat-
ment and response to existential distress that will be needed to build consensus on the 
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appropriate role and use of palliative sedation. Without this research, palliative 
sedation has the potential to be used- inadvertently, as an appropriate shortcut to 
achieving a ‘good death’ for all involved in the end-of- life process. Until this research 
is complete, the primarily utility of guidelines, consensus statements and frame-
works- aimed at providing clinical guidelines on the application of palliative seda-
tion, can help mitigate unnecessary and inappropriate uses of this therapy.     
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10.1            Introduction 

 This chapter will examine the arguments against the introduction of Clinical Practice 
Guidelines (CPG) for Palliative Sedation. The fi rst argument will be an historical 
one. The pioneers of palliative care had solid reasons for avoiding the terminology 
of sedation and we are foolish not to heed their warning. The second argument is a 
clinical one. In attempting to curb abuse, CPG imposes conditions that are burden-
some to both patient and clinician. Existing CPG fail to clarify several key points 
and therefore are prone to abuse. Most importantly, palliative sedation is clinically 
unnecessary since the bedside challenges of end-of-life care can be managed using 
the principles of clinical proportionality that are already imbedded in traditional 
palliative care. The third argument examines the track record of CPG as a tool to 
improve care. CPG were designed to disseminate new research evidence in the con-
text of wide expert consensus. It is ill-fi tted for the task of preventing abuse in an 
ethically-charged environment where key defi nitions are controversial. The power 
and reputation of the methodology may, inadvertently, accentuate abuse. The fourth 
argument examines the evidence, albeit limited, for the impact of existing CPG for 
palliative sedation on actual practice and extrapolates from this to the potential neg-
ative impact of widespread introduction. In conclusion, the chapter will argue there 
is considerable risk that dissemination of CPG on palliative sedation will have an 
untoward negative impact on both clinical practice and public attitudes. The concept 
and vocabulary of palliative sedation can and should be avoided by returning to the 
roots of palliative care whereby we frame our task as the control of specifi c 
symptoms. We should develop and disseminate CPG on delirium, respiratory 
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distress and ‘existential’ distress which would incorporate medication algorithms 
but avoid the confusing terminology of palliative sedation.  

10.2     History of Sedation in Palliative Care 

 Discrepancies in vocabulary form a huge part of the present controversy. The terminol-
ogy in this fi eld has never been precise and has grown increasingly ambiguous. The 
terms ‘sedation’ and ‘sedative’ derive from the Latin verb ‘sedare’ – to settle, assuage, 
allay, make calm or quiet. Sixteenth century medical texts advocate “sedation of 
payne…the circulation and the mind” using treatments that assuage an underlying dis-
turbance, thereby allowing or facilitating sleep. The most widely used sedatives were 
alcohol and opium (papaver somniferum – i.e. sleep-bringing poppy). Reliable uncon-
sciousness was not possible until the nineteenth century when the new science of 
anaesthesia developed chemically- induced unconsciousness in order to perform sur-
gery. During the same century, morphine, chloral hydrate and barbiturates were devel-
oped and these remained the armentarium of sedation until the development of 
phenothiazines and benzodiazepines in the 1950s (Diz et al.  2002 ). 

 In recent decades, the lines between sedation, analgesia and anaesthesia have 
blurred. Anaesthesiology no longer relies solely on inhaled agents, often using a 
combination of opioids, benzodiazepines and paralytics to achieve the analgesia, 
unconsciousness and muscle relaxation required for surgery. Shallower forms of 
anaesthesia, referred to as ‘conscious sedation’, are used for short procedures. 
Critical care settings use ‘sedation’ to refer to varying degrees of lowered respon-
siveness required for intubation using a proportionate dose approach to match 
symptom intensity. Thus, the modern scope of the term ‘sedation’ is very broad, 
migrating towards the pole of anaesthesia/unconsciousness, while still maintaining 
the earlier connotations of pain relief, drowsiness and making calm. The defi nition 
of ‘sedation’ demands context, scope and intention. 

 In the early twentieth century, opioids were universally referred to as ‘sedatives’. 
Fears of sedation, tolerance, addiction and respiratory depression led to widespread 
under-treatment of pain and other symptoms (Marks and Sachar  1973 ). Pain in 
advanced cancer was considered inevitable and intractable. Physicians and nurses 
withheld opioids until pain was severe and death imminent. Starting opioids when 
agonal breathing or terminal delirium was observed perpetuated the myth that they 
caused unconsciousness and hastened death. In the 1960s an explosion of interest in 
death and dying arose. In the US, this focused on issues of psychology, law and 
sociology, while in the UK bedside clinicians documented the burden imposed by 
meddlesome medicine and poor symptom relief. Cicely Saunders proposed a new 
framework called ‘hospice care’ which demonstrated a new life-affi rming, energetic 
and optimistic approach to terminal care.

  No, it is not hopeless. Your pain is not intractable. There is much more that can be done. You 
matter to the last moment of your life and we will do all we can to help you not only to die 
peacefully, but also to live until you die. (Saunders  2006 ) 
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   Pioneer hospices developed simple but innovative methods of symptom control. 
Chief among these was the regular ‘round the clock’ administration of opioids to 
control pain through individual fi ne-tuning of doses. Borrowing from the chemistry 
lab, this process became known as ‘dose titration’, the goal being to fi nd the exact 
balance point where analgesia is achieved with little or no side-effects. Hospice 
never referred to opioids as sedatives, battling the entrenched view that symptom 
relief was only possible with and through somnolence. Palliative care taught that 
residual drowsiness after dose titration of opioids was largely due to the effects of 
the underlying disease. A similar approach was advocated for phenothiazines, ben-
zodiazepines, and other psychotropics in the control of nausea, anxiety, depression, 
restlessness, and confusion with doses titrated to achieve symptom relief with mini-
mum effects on alertness. 

 Early papers of Saunders, Twycross, and Mount (Saunders  2006 ; Clark  2002 ; 
Twycross and Lack  1984 ; Mount et al.  1976 ) reveal a paucity of references to seda-
tion other than as a side effect to minimize. A few exceptions can be found which 
refer to the last hours or days of life in which sudden major complications such as 
severe bleeding, asphyxia, seizures or new severe pain were seen as demanding 
rapid increase in drugs in which “emphasis may have to be on sedation rather than 
analgesia” (Saunders  2006 ). Early palliative care literature reported there was no 
crescendo of pain and suffering in the last hours and days of life and did not desig-
nate a symptom as ‘intractable’ or ‘refractory’. There was a steadily growing confi -
dence in the ability of palliative care to achieve signifi cant relief. A diffi cult 
symptom in the last hours demanded rigorous re-assessment and bold titration of 
drugs until distress was relieved along with non-drug measures such as nursing, 
spiritual, and family interventions. These early proponents accepted, and at times 
welcomed, the lowered level of consciousness (LOC) that developed during treat-
ment for severe distress, but always kept their focus on symptoms. 

 While this palliative care approach rapidly gained acceptance internationally, 
there were isolated proposals in the 1980s for deep continuous sedation to uncon-
sciousness for the terminally ill (Scott  1989 ; Greene and Davis  1991 ). They were 
criticized by mainstream palliative care as arising from a lack of skill in using 
 palliative care techniques and/or a disguised form of euthanasia. The looming threat 
of legislated euthanasia gave urgency to early hospice work. This ethical backdrop 
was a pivotal reason for the avoidance and rejection of the concept and terminology 
of sedation. The hospice pioneers considered it essential to maintain life-affi rming, 
symptom-directed methods of care that could never be construed as hastening death 
or putting patients to sleep. It is interesting that the threat of euthanasia in the 1990s 
may have led some palliative care leaders to the opposite strategy i.e. by incorporat-
ing sedation as a therapy, palliative care could present itself as being capable of 
handling all distress without resorting to euthanasia. The fi rst generation of pallia-
tive care would have resisted this temptation to claim complete relief and would 
have rejected the vocabulary and conceptual framework of palliative sedation. 

 The 1990 publication of Ventafridda was a watershed event (Ventafridda et al. 
 1990 ). Clinicians trained in the UK or Canadian palliative care models were shocked 
by the fi nding that 52.5 % of patients in this study had unendurable symptoms 
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 controllable only with sedation-induced sleep. Mount immediately challenged the 
authors (Mount  1990 ) and the report was generally dismissed by palliative care 
leaders as issuing from a relatively new program without strong ties to the original 
hospice philosophy and methodology. Poor standards of palliative care were 
 suspected and/or a misuse of the term ‘sedation’. Palliative medicine reacted by 
publishing data to show that the crescendo of symptoms described by Ventafridda 
does not occur (Lichter and Hunt  1990 ; Fainsinger et al.  1991 ). Although signifi cant 
levels of dyspnea and respiratory secretions were present, there was no evidence of 
a generalized crescendo of suffering as death approached – a crescendo that might 
justify sedation as a ‘last resort’ measure. 

 In 1991, Enck picked up on Ventafridda’s paper, coining the label “terminal seda-
tion” (Enck  1991 ). For the fi rst time, palliative medicine began to examine the con-
cept of purposeful sedation for the dying when symptoms are intractable. Ethicists 
asked “Need they sleep before they die?” (Roy  1990 ) In the mid 1990s, Chater polled 
palliative care experts on their sedation beliefs and practices (Chater et al.  1998 ). The 
study revealed continuing confusion over the bedside meaning of ‘sedation for 
intractable distress’. While many clinicians described a set of practices consistent 
with historical hospice philosophy, some were re-framing how they perceived this 
issue, discussing cases in which symptoms were so severe that the drugs used were 
knowingly sedating the patients. There was a strong consensus in those who used 
‘sedation for intractable distress’ that this was a rare, last-resort measure. Many 
 centres began to publish data on the prevalence of sedation in a variety of palliative 
care settings. Blair, in Chap.   9    , presents a summary of the discrepancies in preva-
lence rates (8–65 %) across countries and settings. It remains unclear how much of 
this variation refl ects differences in practice, populations, or defi nition of sedation. 

 The term ‘palliative sedation’ was fi rst introduced in 2000 and quickly replaced 
earlier vocabulary (Rousseau  2000 ). The 2000–2010 decade was a period of rapid 
acceptance and guideline development. While there continued to be voices of cau-
tion (Battin  2008 ; Von Roenn and von Gunten  2009 ), mainstream palliative medi-
cine seemed increasingly ready to accept the basic tenet that ‘sometimes’ sedation 
to unconsciousness is the only means to relieve severe suffering that is refractory to 
standard palliative care. 

 In summary, early palliative care faced a pervading culture of fear and pessimism 
not unlike our own. They recognized that linking sedation with symptom control 
enhances fear in patient, family, clinician and public and thereby becomes an obsta-
cle to symptom relief. Equally, these pioneers understood that sedation-talk (‘putting 
patients to sleep’) could be misconstrued as euthanasia and therefore act as a further 
obstacle to care. We would be wise to follow their lead in avoiding this vocabulary.  

10.3     Clinical Critique of the Guideline Framework 

 Throughout a 40 year career in palliative care, I have never ordered ‘palliative seda-
tion’ or used the vocabulary of ‘terminal’ or ‘palliative sedation’. The very concept 
or framework encompassed by the term ‘palliative sedation’ fails to capture my 
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clinical reasoning. I do not manage delirium, shortness of breath and pain with 
 standard treatments and then designate a symptom ‘intractable’, turning to a ‘last-
resort’ therapy for severe cases. I do not shift my clinical goal from symptom relief 
to ‘sedation’, nor do I pre-determine that unconsciousness is the only means by 
which symptoms can be relieved. 

 While I agree with Blair (Chap.   9    ) that there has been growing acceptance of 
palliative sedation over the last decade within mainstream palliative medicine, I 
would argue it is a tenuous consensus. Some continue to oppose sedation protocols 
and others are ambivalent, failing to use CPG in their own institutions even while 
supporting CPG at an international level. The sedation framework of The European 
Association of Palliative Care (EAPC) refl ects a series of uneasy compromises and 
seems to accept CPG almost reluctantly, more as a harm reduction strategy than as 
optimal practice (Cherny and Radbruch  2009 ). Concerns over practice in Netherlands 
and Belgium lie behind this framework yet are not tackled head-on. In this section 
it will be argued that CPG for palliative sedation are clinically confusing, burden-
some and ultimately unnecessary . 

    (a)    Proportionality and the goal of therapy    

  Clinical proportionality has been proposed as the key criterion for well- boundaried 
palliative sedation (Canadian Society of Palliative Care Physicians Task Force: 
Dean MM et al.  2012 ). Evidence supports that benefi t is maximized and harm mini-
mized when treatments and drug dosages are ‘just enough’ i.e. proportionate to the 
underlying problem. Yet the literature on palliative sedation fails to clarify what is 
the immediate goal of therapy. For some clinicians, it remains the relief of delirium, 
breathlessness, pain or other symptom. For others the goal is the achievement of a 
comatose state. This leads to two very different ways to judge proportionality; just 
enough to control distress or just enough to maintain deep unconsciousness? Most 
CPG fail to clarify this point and I suspect the ambiguity has been purposeful in 
order to achieve consensus. Proportionality has been a cornerstone of palliative 
medicine which taught us the art and science of dose titration for opioids and other 
drugs of symptom relief. Handling diffi cult cases which require high doses or bold 
increases in dose are core to our specialty. We can continue to anchor our care of 
these patients in the proportionality of symptom relief already imbedded in pallia-
tive medicine without resorting to a label of palliative sedation. Continuously, we 
adjust therapy to achieve relief and in rare cases this will mean using combinations 
of drugs at doses that may well affect level of consciousness (LOC). But this need 
not involve an abrupt shift in goals of care but a gradual, fl exible transition in 
response to changes in the patient’s condition. Framing our clinical reasoning and 
practice as symptom relief is the best way to ensure  proportionality in end-of-life 
care.

    (b)    Level of consciousness    

  There is grave danger in taking our attention away from symptom distress and 
focusing instead on level of consciousness (LOC). The published literature on 
 palliative sedation fails to acknowledge the complexity, variation and uncertainty in 
our understanding of LOC. The measurement tools for LOC remain imprecise, 
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focussing on responsiveness to certain stimuli while other issues of sensation, 
awareness, cognition, and memory are not addressed. For example, a patient can be 
deeply unconscious, by LOC scales, and yet show signs of pain or respiratory dis-
tress that will require titration of opioids and other drugs. The absence of communi-
cation does not mean that suffering is not present. In general, LOC decreases in the 
dying regardless of medication. In early hospice studies, 23 % were unresponsive 
during the last day of life, 67 % were semi-conscious (asleep but rousable) and 10 % 
were alert (Saunders  1989 ). In the majority of cases, decreased LOC is due to the 
underlying illness and not to the medications. We observe a huge variability in LOC 
with frequent fl uctuations over short periods, often without clear correlation to med-
ication levels. In the dying process, a low LOC is the norm. However, unrelieved 
symptoms of pain, dyspnea and delirium can cause the patient to arouse to the point 
of expressing distress. Once these symptoms are better controlled, the low basal 
level of consciousness caused by impending death is re-established. Treatment to 
relieve symptoms in this context may be inappropriately labelled ‘sedation’. 

 Even when aiming at deep continuous sedation, the ability to achieve uncon-
sciousness without distress is incomplete. Here again, we observe oversimplifi ca-
tion and false sense of control. Starting a sedative infusion will not eradicate all 
suffering. In pain control we have come to learn the importance of careful titration. 
When increasing doses of opioids, side effects and toxicity may occur, including 
delirium, hallucinations, twitching of muscles, increased pain sensitivity and even 
seizures. In a similar way, benzodiazepines, psychotropics and barbiturates can be 
associated with disturbing side effects or paradoxical worsening of delirium. Rapid 
tolerance can occur with loss of initial positive benefi t and only partial relief 
achieved despite rapid dose escalation. By using medication doses proportionate to 
symptom intensity we minimize the chance of untoward effects. Purposefully 
increasing medication levels in an attempt to achieve a deep unconsciousness may 
fail in some cases and cause other forms of distress. In those who aim to achieve 
‘deep continuous sedation’, the failure rate to achieve unconsciousness without 
symptom distress may be as high as 17 % (Davis  2009 ).

    (c)    Lack of specifi city    

  Palliative sedation is proposed as a ‘one size fi ts all’ solution to every form of intrac-
table distress. This is a red fl ag for clinicians. Traditional palliative care assesses 
each patient’s unique constellation of symptoms, seeking to understand the physi-
ological mechanism of each symptom and designing treatments to match. 
Individualized therapy continues right until death. For example, the treatments, 
drugs and dosages used to manage severe breathlessness will often be different than 
those for delirium. This personalized, symptom-specifi c approach is often lost in 
discussions of palliative sedation.

    (d)    Intractability and false dichotomies     

 The concept of intractability is pivotal to palliative sedation. The framework is built 
on the premise that symptoms or sources of distress have become ‘intractable’ – i.e. 
out of control. I contend that this is based on a false dichotomy in which an  arbitrary, 
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ill-defi ned line is drawn in what is a complex, ever-changing process of dying – a 
line that shifts depending on the skills, fears and philosophy of the clinician. 
Palliative sedation creates a false ethical dilemma, a choice between suffering and 
unconsciousness which does not match with bedside reality. The literature too often 
employs a series of dichotomies: tractable/intractable, conscious/unconscious, 
dying/not dying, symptom relief/sedation, suffering/no suffering. Such forms of 
black and white thinking are not helpful at the bedside. In the real world of medicine 
we face ambiguity, uncertainty and partially achieved goals. The art of medicine 
demands subtlety, titration, persistence, waiting, innovation and humility. 

 CPG propose palliative sedation be reserved for situations that combine intracta-
bility and imminent death. Evidence points to a shift in the pattern of symptoms in 
the last days of life with delirium and respiratory symptoms increasing while pain 
and other symptoms diminish. No generalized crescendo of suffering occurs and 
there is no evidence that the last days of life are associated with more ‘intractabil-
ity’. Patients are increasingly unable to report symptoms, forcing clinicians to assess 
signs of distress (grimacing, muscle tension, moaning, restlessness, secretions in 
airway, increased work of breathing, changes in vital signs). An experienced nurse 
or physician who has access to the typical drugs of palliative care handles the symp-
toms through frequent reassessment, titration of drugs and nursing measures (posi-
tioning, mouth care etc.). Intractability imposes a radically new decision into 
palliative care. Is there nothing more that can be done? Palliative care philosophy 
was built on the premise that there is always more to be done; a new combination of 
drugs, tweaking of doses, a pillow to be adjusted or a hand to be held. Widespread 
‘marketing’ of palliative sedation for intractable symptoms may undermine what 
has been achieved in palliative medicine over the last four decades. Instead of 
searching for new strategies and seeking expert advice, sedation may appear to be 
an easier solution for the distressed clinician. The 2008 study by Rietjens revealed 
that only 9 % of this sample of Dutch patients receiving palliative sedation had been 
assessed by palliative care in the month prior to death (Rietjens et al.  2008 ). When 
de Graeff studied 113 palliative care consultations for palliative sedation in a Dutch 
cancer hospital, 47 cases (41 %) were deemed not to have refractory symptoms 
(de Graeff  2008 ).

    (e)    Prognosis    

  CPG restrict palliative sedation to those close to death but many extend this to a 
prognosis of weeks. Does this criterion form an effective barrier to abuse? In the 
palliative care setting, there are a series of changes in vital signs (LOC, circula-
tion, respiration) that can give us some sense that a patient may be imminently 
dying in hours to days. However, when vital signs are stable, predicting time of 
death in terms of weeks is prone to signifi cant error. Therefore, prognostication of 
death  cannot form an effective boundary to abuse. If a clinician wants to use pallia-
tive sedation, it will not be diffi cult to justify a short prognosis. Clinicians with 
little experience in palliative care may be faced with what they consider to be 
intractable symptoms at much earlier points in disease. They will be tempted to 
turn to palliative sedation even when death is not imminent, especially since CPG 
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do not give a convincing rationale for the prognostic boundary. Ethicists may 
argue that relief of suffering trumps the prognostic limit. Once the framework of 
palliative sedation is established as normative, I see no way it can be restricted to 
the imminently dying.

    (f)    Burden of Consent     

 CPG consent requirements may be burdensome for patient, family and clinician. 
Responding to Dutch surveys on deep continuous sedation initiated without  consent, 
guidelines mandate consent by the patient or the substitute decision-maker. However, 
this formalized consent process may be an onerous and unnecessary burden for 
patient and family. Certainly ethical practice demands informed participation by 
patients in all aspects of care. The goal of symptom-focused palliative care and the 
concept of titrating medications to match symptom intensity should be explained 
and agreed upon. The suffering of the last days of life calls for a continuation and 
extension of this symptom-directed approach. If aiming at symptom relief and not 
deep unconsciousness, consent can be obtained without burden. “Your shortness of 
breath is not well-controlled today. I think we can do better. You received a few 
doses of a drug last night that seems to have given you relief for a short period. 
If you agree, I am planning to start a slow infusion of that drug today at a low dose. 
You may feel drowsier for longer periods but I think much of your sleepiness is 
because of your illness and not because of drugs.” 

 The formal consent outlined in all CPG will be misconstrued by many patients 
and family. Consent to change goals of care to ‘palliative sedation’ or ‘putting you 
to sleep’ will be viewed as a euphemism for hastened death, despite assurances. 
This adds a further burden of distress at a time of great vulnerability.

    (g)    Existential Suffering     

 Herein lies the exception that betrays the weakness and danger of the whole frame-
work. Some CPG express discomfort with ‘existential distress or suffering’ and label 
it as a ‘controversial’ indication for palliative sedation (Cherny and Radbruch  2009 ). 
Yet most include this ill-defi ned term even in the complete absence of any physical 
symptoms. 

 In a Dutch study comparing sedation before and after introduction of a national 
guideline, ‘existential distress’, as an indication for palliative sedation, increased 
from 18.2 to 25.8 %, and ‘perceived loss of dignity’ rose from 20.1 to 27.0 %. The 
prevalence of continuous sedation without presence of any physical symptoms 
remained high- 11.3 vs. 9.4 % (Hasselaar et al.  2009 ). This absence of concomitant 
physical symptoms is problematic. 

 Some of the cases in the literature do appear to have occurred in the last days of 
life. However, when a crescendo of mental/emotional/spiritual distress occurs 
so close to death, it almost always has physiological roots. Multi-organ failure 
impacts on cognition and emotion, causing voiced and/or behavioural distress. 
Physiologically-driven anxiety and subtle forms of delirium may be misunderstood 
as psychological or existential distress. This requires bold treatment with medica-
tions for anxiety and delirium with doses titrated to relief. 
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 On the other hand, I suspect many of the cases in the literature occur at earlier 
points in the illness, well before the last days. A signifi cant majority of patients 
maintain a positive, life-affi rming outlook in the face of death. A small proportion 
feels overwhelmed and actively seeks death or unconsciousness. Loss of dignity, 
loss of control, sense of burden and other psychosocial constructs appear to be more 
critical than physical symptoms. Anxiety and depression are often present but 
 diffi cult to diagnose since somatic criteria are not applicable. Frequently this desire 
for death or unconsciousness peaks well before the last days of life and the fear of 
the future is more prominent than present distress. Four decades of palliative medi-
cine has accumulated a signifi cant reservoir of skill to assist with this crisis of fear 
and anguish. While medication for the anxiety, insomnia and depression compo-
nents of this suffering is important, much of the response will be non-pharmacolog-
ical. Chochinov’s ‘dignity therapy’ (Chochinov et al.  2005 ) and Brietbart’s ‘meaning 
therapy’ (Brietbart et al.  2009 ) give us promising new possibilities of assisting these 
forms of suffering. Many in our society suffer from mental and spiritual anguish 
that are not terminally ill but nonetheless feel their lives are meaningless and unbear-
able. Just as we persist in seeking more effective ways to ease their distress and to 
protect and comfort them while they search for relief, so too, for those with terminal 
illness. The failure of CPG to exclude the vague concept of existential distress is a 
fatal fl aw that leaves it vulnerable to abuse. Its inclusion may lead to a paradigm 
shift from intractable symptom to ‘unbearable anguish’ or even ‘intolerable life’. 
Once it becomes available for those who no longer feel able to bear with life, we are 
on a very slippery slope that will reach far beyond the terminally ill.

    (h)    Absence of Clinical Necessity    

  Ultimately, there is no evidence that the framework of palliative sedation is  necessary 
in order to achieve symptom relief in the last days of life. Proportionate increases in 
the medications already used in palliative care for delirium, respiratory distress and 
pain can achieve the relief called for in CPG without resorting to the label ‘palliative 
sedation’ or to the process of designating a symptom ‘intractable’.  

10.4     Limitations of Guidelines as a Tool 
for Changing Practice 

 Clinical Practice Guidelines (CPG) are “systematically developed statements to 
assist practitioner and patient decisions about appropriate health care for specifi c 
clinical circumstances” (Field and Lohr  1990 ) but now more widely defi ned to 
include clinical, policy-related and system-related decisions (Brouwers et al.  2010 ). 

 In the last two decades, we have seen exponential growth in CPG development 
with directories and clearing-houses established in order to track the thousands of 
such guidelines and their revisions. Despite the wide promulgation, the evidence for 
effi cacy and effectiveness remains weak. When combined with enthusiastic multi- 
modal implementation strategies, CPG have been associated with measurable 
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improvements in patient outcomes. However, development and publication of the 
guideline alone appears to have limited effect on physician behaviour (Francke et al. 
 2008 ). There is substantial literature on rates of physician adherence to CPG (often 
in 30–60 % ranges) and on the barriers to physician uptake of recommendations. 
These barriers include lack of awareness of CPG existence, lack of familiarity with 
its content, lack of agreement either with guidelines in general or the specifi cs of 
this guideline, lack of confi dence to perform the recommended change, lack of 
 outcome expectancy, inertia of previous practice and external barriers such as fi nan-
cial disincentives, lack of time or staff. Some characteristics of the guideline itself 
encourage implementation – simplicity, specifi city of purpose, ease of use and trial-
ability (ability to experiment with CPG on a limited basis) with elimination of an 
established behaviour being more diffi cult to achieve than adding a new behaviour 
(Cabana et al.  1999 ). 

 Understanding the popularity of CPG is complex. Managing the explosive 
growth of research evidence in medicine is a critical pre-requisite. The rise of evi-
dence based medicine and clinical epidemiology provided tools to judge the quality 
of evidence and facilitated exponential growth in RCT and other studies. The sub-
sequent urgency to transfer best evidence to best practice led to CPG as one tool of 
implementing change (Grol and Grimshaw  2003 ). 

 Even more importantly, governments and third party payers look to CPG as a 
quality management tool to contain rising costs. They act as a standard and 
boundary- making method to decrease utilization of expensive services. Whenever 
there is variation in service delivery among practitioners, hospitals or regions, gov-
ernments perceive an opportunity to ‘rationalize’ care, enhance effi ciency and 
improve the public image of the system. Thus, CPG can become management algo-
rithms and auditing tools, a purpose not envisioned by the professionals who devel-
oped them (Woolf et al.  1999 ). With a large proportion of health care costs spent in 
the last 6 months of life, governments are keenly interested in guidelines that might 
decrease these costs. 

 A third set of motives arise from within the internal politics of medicine, an arena 
of particular risk for palliative sedation and other ethically charged end-of-life deci-
sions. In some cases, specialities have engaged in ‘turf wars’ using CPG to gain own-
ership over specifi c treatments and procedures or to ensure that primary care looks to 
them for leadership in this area. Pharmaceutical companies may infl uence this pro-
cess by sponsoring symposia aimed at developing CPG consensus with the hope their 
drug will be included. Woolf et al. ( 1999 ) provides an interesting discussion of the 
potential benefi ts, limitations and harms of CPG which are particularly relevant to 
palliative sedation. The benefi t to patients incurs from decreasing inconsistency and 
speeding the implementation of new research evidence to the bedside. Potential harm 
is heightened when the scientifi c evidence is lacking or misleading. In fact, literature 
reviews of palliative sedation reveal that a high proportion of this literature consists of 
expert opinion and ethical debate, as opposed to research (De Graeff and Dean  2007 ). 
Whenever recommendations are based on opinions of experts, there remains a danger 
that economic, political, and special interest factors will infl uence the guideline devel-
opment group composition and skew the recommendations. 
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 Guidelines can lead to clinical rigidity, reduction of individualised care and 
impairment of access to a fuller menu of options that may be best for some patients. 
“Algorithms that reduce patient care into a sequence of binary (yes/no) decisions 
often do injustice to the complexity of medicine.” (Woolf et al.  1999 ) 

 CPG, as a tool, was not designed to address a topic like palliative sedation. Far 
from curbing ethical abuses, it may increase harm by escalating prevalence and by 
using the aura of international approval to mask poor practice.  

10.5     Evidence for the Impact of Palliative 
Sedation Guidelines 

 From earliest days, the potential dangers of terminal or palliative sedation has led to 
calls for clinical practice guidelines (CPG) as a means to prevent abuse (Cherny and 
Portenoy  1994 ). 

 To date, sparse data exists on adherence, effi cacy and impact of these guidelines 
but some data from Netherlands and Belgium may help. Soon after the Dutch guide-
lines were published, a survey of 793 physicians demonstrated that 35 % were 
aware of the existence of practice guidelines on palliative sedation. Of those aware, 
83 % had read them and 52 % had used them in patient care. Of those who used 
guidelines, 94 % felt they were ‘supportive’ providing a ‘clear procedure’ and ‘con-
fi rmation/support of decision’. The authors conclude that “practice guidelines on 
medical end-of-life decisions can give physicians advice on how to proceed and can 
also reassure them about the appropriateness of their actions” (Hesselink et al. 
 2010 ). Retrospective questionnaires confi rm a signifi cant increase in prevalence of 
palliative sedation (defi ned as continuous deep sedation to death) in the Netherlands. 
In the period 2001–2005, palliative sedation cases rose from 8,500 (5.6 % of deaths) 
to 9,700 (7.1 %) while euthanasia fell from 3,500 (2.6 % of deaths) to 2,325 (1.7 %) 
(Rietjens et al.  2008 ). The recent survey for the year 2010 reveals that continuous 
deep sedation has risen rapidly to 12.3 % of all deaths while euthanasia has increased 
to 2.8 % (Onwuteaka-Philipsen et al.  2012 ). This dramatic increase was one of the 
factors leading to the development of a national guideline on palliative sedation 
released December 2005 (revised 2009) by the Royal Dutch Medical Association. 
Critics of Dutch practice interpreted the data as indicating Dutch physicians were 
turning to palliative sedation as an alternative or replacement for euthanasia (van 
der Heide et al.  2007 ; Hasselaar et al.  2007 ). Hasselaar and colleagues conducted a 
2003–2005 retrospective questionnaire of 492 Dutch physicians (Hasselaar et al. 
 2008 ) and repeated the data collection with 341 physicians in 2007, 2 years after a 
national guideline was published (Hasselaar et al.  2009 ). The proportion of physi-
cians who followed the guideline for continuous sedation, sometimes or always, 
increased from 52.9 to 89.5 %, a level much higher than in most studies of physician 
adherence to CPG. The authors believe there may be evidence of improved out-
comes as a result of the guideline. The use of benzodiazepines increased from 69.9 
to 90.4 % and the use of opioids alone for sedation decreased from 23.1 to 8.8 % -a 
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shift in drug utilization advocated by the guideline. Secondly, patients were more 
frequently involved in the decision to start sedation (from 72.3 to 82.2 %) -again a 
requirement of the Dutch national guideline. However, the increased use of benzo-
diazepines and the increase in patient participation could have been unrelated to 
guideline development since the same trends occurred where no national guidelines 
exists (Bulli et al.  2007 ). 

 Furthermore, Hasselaar points to some disturbing trends in Dutch practice that 
appear to be more in a direction opposite to that of the guidelines. There is a trend 
towards deeper levels of sedation (78.8 % in 2007 versus 56.3 %) and explicit deci-
sions not to give artifi cial hydration during sedation (in 2007 34.2 % of physicians 
were convinced that sedation shortened life because of dehydration). In an earlier 
Dutch study, hastening death was one of the intentions of the physician in 47 % of 
cases and the explicit intention in 17 % (Rietjens et al.  2004 ). The 2007 survey 
showed physicians remained reluctant to use opioids for pain and dyspnea – “it 
seems that palliative sedation and symptom directed treatments are often regarded 
as opposites rather than supplements” (Hasselaar et al.  2009 ). A substantial segment 
of physicians continued to believe the sedation was not symptom control (29.8–
25.4 %) despite the strong advocacy of the national guideline on this point. There 
was a signifi cant rise in both ‘existential distress’ and ‘exhaustion’ as indications for 
sedation. There was no signifi cant decrease in sedation for non-physical distress 
(without concomitant physical symptoms) (11.3–9.4 %) despite the attempt of the 
national guideline to limit this indication. 

 A steady increase in the prevalence of palliative sedation has been noted in the 
United Kingdom, Belgium and Netherlands (Seale  2009 ; Chambaere et al.  2010 ; 
Rietjens et al.  2008 ; Onwuteaka-Philipsen et al.  2012 ). In Belgium, a retrospective 
study of physicians in 2001, repeated in 2007, revealed a rapid and signifi cant rise 
in continuous deep sedation (“continuously and deeply sedated until death by the 
use of one or more drugs”) from 8.2 % of deaths to 14.5 %. This rise occurred 
 during the same time period as the dissemination of multiple guidelines. Are these 
guidelines limiting the use of palliative sedation, having no impact or inadvertently 
encouraging their use?  

10.6     Potential Dangers of Guidelines 

 Janssens, in his 2012 ethical critique of the Royal Dutch Medical Association 
Guideline on Palliative Sedation, proposes that sedation is “less normal” than 
depicted (Janssens et al.  2012 ). The paper tries to demonstrate evidence of bias 
caused by the pre-existing agenda of the CPG developers. Dutch physicians, for 
political and logistic reasons, wanted to sharply distinguish euthanasia (requiring 
specifi c and time-consuming societal control mechanisms) from palliative sedation 
(requiring no controls since it was “normal medical practice”). This focus on nor-
malizing sedation leads to pushing morally problematic aspects under the surface. I 
would argue that the same criticism can be levelled at CPG for conservative 
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proportionate forms of sedation. Here an equally strong intention is to portray 
 sedation as a part of ‘normal’ palliative care and completely distinct from euthana-
sia. This political agenda can lead to a minimization of defi ciencies. Certainly the 
2009 EAPC framework on sedation does acknowledge the clinical and ethical dan-
gers of palliative sedation (Cherny and Radbruch  2009 ). It defi nes abuse as sedation 
to purposefully hasten death, whether openly or covertly, when symptoms are not 
truly refractory or when the doses used far exceed the requirements of symptom 
control. The framework also attempted to exclude “injudicious use” of sedation 
including the overlooking of reversible causes of distress, the failure to ask advice, 
the demand for sedation coming from the needs of the family instead of the patient 
and sedation that springs from physician frustration or fatigue when faced with 
complex symptoms. While no quantifi cation of abuse has been attempted in the lit-
erature, the rapid increase in prevalence of sedation may hint at its scope. 

 CPG are generally used to introduce new therapies or change practice patterns to 
match new research evidence. Yet in the case of palliative sedation, the rationale of 
international palliative care was to tighten boundaries, prevent abuse and distance 
palliative care from any suggestion of hastening death. Will guidelines limit abuse? 
Some clinicians who are wary of the concept of palliative sedation accept the impor-
tance of CPG as a harm reduction strategy. There is Dutch evidence that CPG may 
change practice in terms of drug choice and consent procedures, but little else to 
guide our speculation on the impact of guidelines. The need to standardize defi ni-
tions and indications and to set other boundaries (prognosis, intractability, propor-
tionality etc.) has wide agreement. However, an analysis of the resulting guidelines 
continues to show wide disparities and ambiguities. 

 There are reasons to believe that CPG will not reduce harm. The publication of 
guidelines with the imprimatur of national and international bodies may increase 
prevalence, stifl e debate and imbed the practice. CPG may even mask abuse. The 
failure of most guidelines to distinguish proportional symptom relief from extreme 
Dutch and Belgian practices and the continued use of ‘palliative sedation’ to cover 
all forms of sedation, may allow extreme practices to ‘hide’ from scrutiny under the 
umbrella of international approval. The potential for abuse may even be higher than 
other end-of-life options. Euthanasia and assisted suicide are monitored, to some 
degree, by the jurisdictions authorizing them. In contrast, there is no legal obligation 
for reporting or auditing sedation. The only evidence collected to date comes from 
voluntary retrospective surveys. 

 Introduction of palliative sedation CPG in an institution or country could lead to 
fear, distrust or misunderstanding of palliative care and thus act as a deterrent to 
optimal symptom relief. It might even lead to decreasing levels of public and insti-
tutional support for palliative care. The promotion of palliative sedation protocols in 
the present cultural and historical context has a high potential to cause misunder-
standing. Palliative sedation reinforces the public fear that pain may become refrac-
tory and that relief requires sedation. The request for permission to sedate will be 
easily misinterpreted as a euphemism for euthanasia. In an era of media attention to 
the right to die, a protocol to put patients to sleep is guaranteed to create a public 
perception that palliative care is associated with the hastening of death. 
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 A protocol on sedation at the end of life that is well boundaried and proportionate 
can be morally acceptable. Blair (Chap.   9    ) provides us with strong arguments in 
favour of CPG and one can point to examples of clinically and ethically responsible 
guidelines for sedation at the end of life (Sykes and Thorns  2003a ,  b ). Nonetheless, 
there is a signifi cant risk that protocols, indirectly, may lead us further towards 
euthanasia. Guidelines may be used to ‘market’ a euthanasia mentality which claims 
that suffering can be avoided by choosing how and when to die. No longer a symp-
tom control therapy, palliative sedation becomes an exit strategy. As we have seen 
in euthanasia and assisted suicide, guidelines give a false illusion of safeguards and 
controls (Pereira  2011 ). 

 Because CPG for palliative sedation focuses on preventing abuse through bound-
aries, one can foresee a gradual pushing or extending of these boundaries. There is 
already evidence for a ‘slippery slope’ in guideline development. Initial discussions 
of palliative sedation spoke of clinical proportionality with titration of drug doses to 
match symptom intensity. Progressively, we encounter guidelines that focus entirely 
on achieving deep unconsciousness without reference to symptoms (Miccinesi et al. 
 2006 ). As for prognosis, we see widening of prerequisites from days to weeks. 
Berger advocates the lifting of requirements for a short survival or even the neces-
sity of refractory symptoms (Berger  2010 ). Similarly, Cellarius concludes “if no 
robust justifi cation for the imminence condition is forth-coming, we should reject 
the imminence condition and accept that cases of ETS (early terminal sedation) will 
occur and will foreseeably and considerably hasten death” (Cellarius  2008 ). In 
terms of indications, the presence of intractable symptoms has gradually given way 
to a broader concept of unbearable distress. The failure of most CPG to draw clear 
lines on the issue of existential suffering is the pivotal weakness. By failing to 
restrict palliative sedation to symptom relief, guidelines facilitate a shift of sedation 
into another option for hastened or designed death. While proportionate palliative 
sedation is radically different from euthanasia, they may share the same ‘zeitgeist’, 
issuing from the controlling pole of medicine where fear of death, failure and impo-
tence drives physicians to either futile life-prolongation or abruptly turning to 
unconsciousness or death as the way to maintain control. In sharp contrast, pallia-
tive medicine recognizes the inability to eradicate all suffering – in our living and in 
our dying- but is inspired by the sixteenth century aphorism “we cure sometimes, 
relieve often, comfort always”.  

10.7     Conclusion: Returning to a Symptom Focus 

 Language and the fears of dying remain the pivotal dynamics in the sedation debate. 
Despite the intention of proponents, the concept and language of palliative sedation 
will increase fear in patients, professionals and the public. And fear spirals into poor 
care and bad law. The CPG strategy relies on boundaries to curb abuse, while, in 
fact, the critical issue is the vocabulary itself. The word ‘sedation’ has a powerful 
impact on our cultural psyche, evoking an instinctual fear of being put to sleep 
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which is really a proxy for our fear of death. When one combines historical 
 connotations and clinical ambiguities attached to the term ‘sedation’ with the media 
focus on Dutch-style practice, we will not win this rhetorical battle. Regardless of 
strict CPG criteria, any therapy whose title contains the word ‘sedation’ will create 
fear and misunderstanding. 

 I contend that the optimal method for minimizing fear is to ensure our vocabu-
lary and clinical focus remains fi xed on symptom relief. We need to engage profes-
sionals, empowering them with knowledge and specialized back-up for challenging 
cases, so that we can return to the symptom focus that revolutionized end-of-life 
care in the 1970s. We need to promote guidelines for ‘Symptom Relief in the Last 
Days of Life’ which incorporates medication algorithms for delirium, respiratory 
distress and pain. We must equip professionals to manage the demoralization and 
psycho-spiritual anguish that leads to cries for death and unconsciousness. 

 We must also engage our culture, recognizing that talk of putting people to sleep 
is not reassuring but fear-provoking. We need to decrease fear by telling stories of 
pain relief and good care, stories of the human spirit overcoming fear and despair, 
of living until we die. 

 The palliative care community sought in CPG a method to rein in the abuse of 
jurisdictions that use palliative sedation, not for symptom relief, but as an exit strat-
egy. From my bedside perspective, harm reduction through CPG development has 
largely failed. The only effective way to distance ourselves from these abuses is to 
abandon the vocabulary of sedation and return to the language and clinical reason-
ing of symptom relief.     
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                   Epilogue  

 The ‘ Leitmotiv ’ of this book is a number of ethical questions that arise from the 
use of sedation at the end-of-life. Among these questions are the following 
(Table  1 ):

     1.    Whether there is an ethically sound difference between palliative sedation (PS) 
and euthanasia and physician-assisted-suicide;   

   2.    Whether the principle of double effect can be appropriately applied to justify the 
use of sedation in some cases at the end-of-life.   

   3.    Whether PS might be ethically acceptable in the case of patients that are not 
imminently dying (agony);   

   4.    Whether decisions to limit medically assisted nutrition and hydration are essentially 
linked to PS or whether they should be regarded as independent issues;   

   5.    Whether sedation is an adequate response to ‘existential suffering’;   
   6.    Whether sedation could ever be used in the case of patients who are not able to 

give their informed consent (e.g. patients with cognitive impairment of diverse 
origins, etc.).    

  Facing these questions, the need for the identifi cation of the anthropological 
foundations of the right goals of care at the end-of-life was highlighted and some 
ethical criteria which facilitate decision-making in health professionals, patients 
and their families regarding the adequate use of sedation at the end-of-life were 
identifi ed (Taboada  2006 ,  2012 ; Cherny and Radbruch  2009 ; Hauser and Walsh 
 2009 ; National Ethics Committee Veterans Health Administration  2006 ; Boyle 
 2004a ; Tulsky  2006 ; Onwuteaka-Philipsen et al.  2003 ). In each of the chapters of 
this book, different authors have made important contributions to the analysis of the 
ethical-anthropological foundations of PS. At the conclusion of this book, it seems 
adequate to offer a synthesis of the main contributions related to each of these ethi-
cal questions. Undoubtedly, the refl ections proposed here do not intend to encom-
pass all the complexity and depth of the ethical-anthropological contributions 
offered in the different chapters of this book. The objective of these closing refl ec-
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tions is – rather – to motivate a personal refl ection and the study of a sensitive topic 
which still needs some answers. 

 I shall summarize the main contributions made for each of the six above men-
tioned questions: 

1     Are There Ethically Relevant Differences 
Between PS and Euthanasia? 

 A refl ection on the ethical-anthropological foundations which guide medical practice 
suggests that the distinction between appropriate and inappropriate uses of sedation at 
the end-of-life is clarifi ed when the focus of the ethical discussion is centred on the 
goals of care at the end-of-life. In this context, it becomes evident that the ethically 
appropriate use of sedatives must share certain common characteristics with the goals 
of care of Palliative Medicine in general (Cherny and Portenoy  1994 ). According to 
the WHO defi nition, what characterizes Palliative Medicine is – among others – that 
it “affi rms life and regards dying as a normal process; intends neither to hasten nor 
postpone death; provides relief from pain and other distressing symptoms” (World 
Health Organization  1990 ). We can therefore say that Palliative Medicine’s own 
objectives specifi cally exclude the intentional acceleration of death. 

 Thus, from a clinical and anthropological point of view, to arrive at an ethically 
appropriate use of sedation at the end-of-life, it is indispensable to clearly formulate 
the ‘therapeutic objective’ which defi nes this medical action (Taboada  2012 ; Cherny 
and Radbruch  2009 ; Hauser and Walsh  2009 ; Cherny  2006 ; Krakauer  2009 ; 
Claessens et al.  2008 ). According to the  lex artis,  the therapeutic objective of pallia-
tive sedation is “to reduce the consciousness of a terminal patient as much as neces-
sary to adequately relieve one or more refractory symptoms” (Claessens et al.  2008 , 
p. 329). This goal of care is completely in agreement with the principles of Palliative 
Medicine which seek to respect life and the dignity of dying patients, providing 
them with all the necessary care to alleviate ‘total pain’ during the last stages of life 
(Cherny and Portenoy  1994 ; World Health Organization  1990 ). 

 On the other hand, the different moral and legal status attributed to PS and 
euthanasia in most of contemporary societies is based on the concept of respect for 

   Table 1    Ethically relevant questions related to the use of PS   

 1.  Are there ethically relevant differences between PS and euthanasia? 
 2.  Is the application of the principle of double effect necessary for the moral justifi cation of PS? 
 3.  Is PS ethically appropriate for patients that are not in a stage of imminent death (agony)? 
 4.  Are decisions to limit medically-assisted nutrition and hydration a necessary condition to 

indicate PS? 
 5.  Is sedation an appropriate answer for the management of psycho-spiritual symptoms, 

including ‘existential suffering’? 
 6.  Can PS be used in incompetent patients, that is, in the case of patients who are unable to give 

an informed consent (e.g. due to cognitive impairment of diverse origin)? 
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the ‘inviolability of human life’ (Keown  2012 ; Finnis  2011 ; Vivanco  2006 ). 
Therefore to judge an action with possible negative consequences – as the eventual 
hastening of death caused by the use of sedatives at the end-of-life – from an ethical 
and legal perspective a distinction is usually drawn between the ‘direct intention’ 
and the ‘oblique intention’ of the acting person, rejecting any action which seeks 
 directly  to hasten death in a patient (Keown  2012 ; Finnis  2011 ; Vivanco  2006 ). This 
distinction coincides with the difference between ‘intended effects’ and ‘foresee-
able effects’ established by the ethical principle of double effect, a principle whose 
applicability to the justifi cation of PS has been accurately analized in this book. 

 Thus, in spite of the undeniable importance of respect for ‘autonomy’, both 
for patients and also for health professionals, respect for autonomy should always 
be subordinated to the respect we owe to the ‘basic human goods’ of which the 
fi rst and most important one is life itself (Gómez-Lobo  2006 ). In fact, life is a 
necessary condition, albeit not suffi cient, for the exercise of autonomy and of all 
the other basic human goods (Keown  2012 ; Finnis  2011 ; Vivanco  2006 ; Gómez-
Lobo  2006 ). 

 Consequently, the relevant ethical and legal differences between PS and euthana-
sia should be sought, basically, at the level of: (a) the ‘therapeutic objective’ (to 
alleviate severe and refractory symptoms vs. to intentionally cause death); (b) the 
content of the ‘direct intention’ and of the ‘oblique intention’ of the acting person; 
and (c) the character ‘intended’ or ‘tolerated’ of the eventual negative effects (appli-
cation of the principle of double effect). Hence, it can be concluded that it is possi-
ble to establish an important and solid distinction between PS and euthanasia, both 
from the ethical and the legal perspective.  

2     Is the Application of the Principle of Double Effect 
Necessary for the Moral Justifi cation of PS? 

 The use of medications which alter a patient’s state of consciousness – like sedatives 
and/or opioids – may give rise to ethical doubts in health care professionals and/or 
the patients and their relatives (Cherny and Radbruch  2009 ; Hauser and Walsh 
 2009 ; National Ethics Committee Veterans Health Administration  2006 ; Boyle 
 2004a ; Tulsky  2006 ; Taboada  2006 ; Onwuteaka-Philipsen et al.  2003 ). It is feared 
that the adverse effects associated with the use of this type of drugs – like hypotension, 
respiratory depression, impairment in the use of mental properties, etc. - could repre-
sent a form of euthanasia (Cherny and Radbruch  2009 ; Hauser and Walsh  2009 ; 
National Ethics Committee Veterans Health Administration  2006 ; Boyle  2004a ; 
Tulsky  2006 ; Taboada  2006 ; Onwuteaka-Philipsen et al.  2003 ). In fact, in contempo-
rary bioethics some authors have used the expression ‘indirect euthanasia’ to refer to 
the use of drugs to alleviate pain and other symptoms, when those interventions 
include the risk of indirectly accelerating death (Tulsky  2006 ). Even though the use 
of the term ‘indirect euthanasia’ to indicate these kind of actions seems inadequate 
from the conceptual point of view, it cannot be ignored that the fear of committing 
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euthanasia could be one of the reasons that explains the under-utilization of opioids 
and sedatives, which some authors have reported specially in Latin American coun-
tries (Eisenschlas  2007 ). 

 With regards to this concern it is worth recalling that when opiods and sedatives 
are used in a clinically appropriate way, the empirical evidence shows that they do 
not produce an acceleration of death (Cherny and Radbruch  2009 ; Claessens et al. 
 2008 ; Regnard et al.  2011 ). Nevertheless, even if in some particular case it could be 
foreseen that some undesirable effects may occur – including the unintentional 
acceleration of death – the ethical tradition affi rms that the use of these therapies 
might be morally correct. Indeed, their ethical legitimacy is usually justifi ed through 
the application of the ethical principle of ‘double effect’ (PDE) (Anscombe  2001 ; 
Boyle  1980 ,  2004b ; Cassell and Rich  2010 ; Jansen  2010 ; Jansen and Sulmasy  2002 ; 
Fohr  1998 ). According to this principle, an action that has simultaneous and insepa-
rable good and bad effects is morally permitted only if the following conditions are 
simultaneously fulfi lled:

 –    the action itself must be morally permitted;  
 –   the good effect, which is the object of the agent’s intention, must not be obtained 

through the bad effect;  
 –   the bad effect, which is foreseeable and inevitable, is not the direct object of the 

agent’s intention (i.e. the bad effect could be foreseeable, foretold or tolerated, 
but should not be intended as the purpose of the action);  

 –   there must be a proportion between the good and bad effects (Gómez-Lobo  2006 , 
p. 107–8).    

 There are authors who add a fi fth condition: that there is no other way of  achieving 
the good effect, without having the bad effect (Anscombe  2001 ; Boyle  1980 , 
 2004b ). On the other hand, some ethicists affi rm that the above stated conditions 
could be summarized in two: (1) that the damages (or adverse effects) are not vol-
untarily intended (but arise as unwanted collateral effects); and (2) that there are 
suffi ciently serious moral reasons to bring about these damages (Anscombe  2001 ; 
Boyle  1980 ,  2004b ). 

 Nevertheless, some authors question the validity and/or the foundations of the 
PDE (Veatch  2003 ; Quill et al.  1997a ; Donagan  1988 ,  1991 ; Quinn  1989 ,  1991 ). 
Among the main criticisms formulated against this ethical principle are the diffi cul-
ties of: (1) accepting the existence of causes that could produce effects that are 
independent from one another; (2) distinguishing between ‘intended’ and ‘foresee-
able’ effects and accepting the fact that foreseeable bad effects could be only indi-
rectly tolerated (and are not necessarily included in the intention of the acting 
person); (3) applying the conditions required by the PDE to certain concrete situa-
tions; (4) admitting the existence of absolute moral norms (i.e. norms which do not 
admit any exception). 

 A critical analysis of these and other objections to the PDE shows that the 
PDE has been frequently misunderstood or incorrectly applied, especially in 
the context of caring for patients at the end-of-life. Indeed, Miranda  emphasizes 
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that the field of application of the PDE is more limited than what is sometimes 
thought (Miranda  2008 ). 

 Therefore, in order to analyse whether the administration of drugs that have the 
effect of depriving someone of consciousness is an action that could (or should) be 
justifi ed by the application of the PDE, it is necessary to fi rst establish which is the 
proper fi eld of application of this principle. We must remember that the PDE is not 
applicable to all effects that can be called bad/evil. In fact, this ethical principle is 
only applied to justify those effects that would never be legitimate to intend, not 
even as means to a good end. 

 Therefore, when asking if the use of sedatives at the end-of-life belongs to the 
fi eld of application of the PDE, it is necessary to identify the negative effects whose 
occurrence requires an ethical justifi cation. It is known that the main negative effects 
which give rise to ethical questions in relation to sedation are: (1) the deprivation of 
consciousness at such a signifi cant time in the life of a patient and, (2) the possible 
acceleration of the patient’s death. 

 The deprivation of consciousness – considered by itself – is not an effect that 
requires an ethical foundation through the application of the PDE, because it can be 
provoked intentionally if it were necessary in order to achieve a good end, as is the 
case in surgical interventions, or in the relief of severe and refractory symptoms of 
a terminally ill patient. Thus, a deprivation of consciousness does not need to be, in 
itself, justifi ed by the PDE. The ethical principle that justifi es this kind of medical 
actions is the existence of a proportionally serious reason (principle of therapeutic 
proportionality or parsimony). 

 However, when it is possible to foresee that the use of sedatives will produce an 
acceleration of the patient’s death, or that the patient, after being sedated, will not 
recover consciousness and/or the sedation will impede him/her from carrying out 
other ethical, legal and/or religious obligations before dying, then the PDE will 
indeed gain relevance. This is so because, both the death of the patient and the per-
manent suppression of consciousness that impede the fulfi lment of important duties 
are effects that it would never be legitimate to procure intentionally. However, they 
might be accepted as collateral effects of actions that are necessary to achieve pro-
portionally important goods, as could be the control of severe symptoms at the end-
of- life, which have not responded to other forms of therapy (Miranda  2008 ). Thus, 
the ethical justifi cation for the use of sedatives in these cases would indeed require 
the application of the PDE, because it would draw the distinction between the accel-
eration of death sought as the aim of the action (euthanasia) or tolerated only as a 
collateral effect of the use of sedatives.  

3     Is PS Ethically Appropriate for Patients 
That Are Not in a Stage of Imminent Death (Agony)? 

 Most of the existing clinical guidelines for the use of PS propose to restrict this inter-
vention exclusively to patients in a stage of agony (that is to say, during the last hours 
or days of life), especially in the case of the so-called ‘deep continuous sedation’ 
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(Cherny and Radbruch  2009 ; Hauser and Walsh  2009 ; National Ethics Committee 
Veterans Health Administration  2006 ; Claessens et al.  2008 ). For example, the Dutch 
clinical guidelines establish that: “besides the presence of medical indications, a pre-
condition for the use of continuous sedation is the expectation that death will occur 
in the reasonably near future, that is, within one or two weeks” (Royal Dutch Medical 
Association Committee on National Guideline for Palliative Sedation  2009 , p. 6). 
The reasons are eminently pragmatic in character and can be grouped in two catego-
ries: (a) that the eventual risk of accelerating death, as an undesirable effect of the use 
of sedatives, does not have any relevance in the agony stage, neither from the ethical 
nor the legal point of view; and (b) that the idea of keeping a patient under sedation 
for longer periods of time (weeks or months) would be counter-intuitive, because it 
would approximate to a ‘social death.’ 

 However, not all authors agree that the imminence of death should be consid-
ered as an indispensable requirement for the ethical and legal justifi cation of seda-
tion at the end-of-life (Keown  2012 ; Miranda  2008 ). In fact, from a clinical 
perspective, there could be situations in which patients who are not in a stage of 
agony could show severe and refractory symptoms, the management of which 
would require the use of PS as a last resource (Cherny and Radbruch  2009 ; Hauser 
and Walsh  2009 ; Cherny  2006 ; Krakauer  2009 ; Claessens et al.  2008 ). It is not 
clear why the use of PS should be proscribed in these situations. In this context, the 
ethical principle of proportionality in therapies should be enough to justify the 
recourse to sedation. On the other hand, the distinction between ‘direct’ and 
‘oblique’ effects (mentioned before) suggests that – when there is a proportionally 
serious reason – the use of sedatives can be ethically and legally permitted, even at 
the risk of accelerating death and/or permanently depriving the patient of con-
sciousness, provided always that these effects are tolerated as collateral effects of 
legal and necessary actions to bring about a benefi t of proportionate importance 
(application of PDE). 

 In this context, it may be necessary to mention that ‘proportionality,’ as an ethical 
foundation for PS, has been criticized for its possible arbitrariness (Cherny and 
Radbruch  2009 ). In fact, the degree of ‘severity’ of a symptom tends to be classifi ed 
according to the subjective assessment that the patient makes of it. On the other 
hand, the refractoriness of a symptom has also diverse interpretations depending on 
the experience of clinical personnel, and/or the therapeutic resources available. 
Thus, a bad application of the ‘proportionality’ criterion could lead to the use of PS 
in a way that does not comply with the international standards of ‘good clinical 
practices,’ a risk that could be even higher in economically deprived sectors of soci-
ety, such as the developing countries (Eisenschlas  2007 ). 

 Therefore, when analysing if the imminence of death is a necessary requirement 
to justify the recourse to PS from the ethical and legal points of view, it is relevant 
to refl ect on the ethical-anthropological implications of the eventual subjectivity of 
the ‘refractoriety’ and ‘severity’ criteria of the symptoms, as well as the ‘proportion-
ality’ criterion in the therapies, depending on the clinical experience and the socio- 
economic context in which they are applied. So, even though – in principle – there 
seem not to be suffi cient reasons to restrict the use of palliative  sedation to situations 

Epilogue



167

of inminent death, there are  prudential arguments that  suggest the need to be 
 especially strict in verifying the compliance with clinical and ethical criteria when 
using PS in a context other than agony.  

4     Are Decisions to Limit Medically-Assisted Nutrition 
and Hydration a Necessary Condition to Indicate PS? 

 Some authors have proposed that to discontinuing hydration and nutrition would be 
a ‘typical’ or ‘essential’ component of the sedation technique at the end-of-life 
(Quill and Byock  2000 ; Quill et al.  1997b ; Orentlicher and Caplan  1999 ; Rietjens 
et al.  2004 ; Verkerk et al.  2007 ). Rietjens, for example, introduces this aspect in the 
very defi nition of ‘terminal sedation,’ which for this author is the administration of 
drugs to keep the patient in deep sedation or coma until death, without giving artifi -
cial nutrition or hydration” (Rietjens et al.  2008 , p. 179). Even though this proposi-
tion does not have wide acceptance among specialists, it leads to a refl ection on its 
clinical and ethical foundations. 

 From a clinical perspective, it is expected that a patient who receives PS for 
the management of severe and refractory symptoms at the end-of-life will lose 
the capacity to spontaneously hydrate and nourish him/herself. This will occur to 
a different extend depending on the level of sedation that is required. In those 
cases in which deep sedation is used, the inevitable clinical and ethical questions 
arise whether to initiate or maintain artifi cial hydration or medically-assisted 
nutrition. During the last decades, the foundations of the prescriptions of artifi -
cial hydration and medically-assisted nutrition in terminal patients have been 
intensively debated (Taboada et al.  2010 ; Palma et al.  2011 ). Among the contro-
versial points are not only questions related to the eventual clinical benefi ts and 
risks associated with these practices, but also questions regarding the ethical 
principles and values that are involved. For example, it has been discussed 
whether artifi cial hydration in terminal patients can: (a) be a means to alleviate 
frequent symptoms, like thirst, or to reverse neurological alterations, like delir-
ium; (b) artifi cially prolong life (or whether its omission could shorten life); (c) 
provoke unnecessary suffering and risks; etc. It is obvious that these questions 
have ethical implications because they are directly related to some relevant moral 
principles and values in the care of terminal patients, like: (1) respect for life and 
the dignity of the dying; (2) the moral obligation of implementing proportional 
medical care; (3) respect for the symbolic value attributed to hydration and nutri-
tion, as a manifestation of the duties of care and companionship towards the most 
vulnerable; (4) the duty not to harm; (5) the obligation to encourage the respon-
sible exercise of patients’ freedom (autonomy), especially in the fi nal stages of 
life; etc (Taboada et al.  2010 ; Palma et al.  2011 ). 

 The majority of palliative care specialists coincide in stating that invasive forms 
of medically assisted nutrition are not part of the usual care required by patients 
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who have lost the ability to feed themselves spontaneously in the fi nal stages of life 
(Cherny and Radbruch  2009 ; Taboada et al.  2010 ; Palma et al.  2011 ). However, 
there seems to be also a certain agreement among specialists on the need to provide 
a minimum degree of artifi cial hydration to those patients whose estimated time of 
survival is greater than one or two weeks, because otherwise their normal loss of 
liquid could cause death by dehydration (Cherny and Radbruch  2009 ; Jansen and 
Sulmasy  2002 ; Cassell and Rich  2010 ; Jansen  2010 ). This suggests that – in prin-
ciple – there should be a moral obligation to assure a minimum of hydration to 
those patients who require to be sedated and whose estimated life expectancy is 
more than one or two weeks. If this were not carried out, those cases in which an 
early death occurs as a consequence of dehydration and not as a consequence of the 
natural evolution of the disease could correspond to acts of euthanasia by 
omission. 

 Therefore, the European Association for Palliative Care (EAPC) proposes that 
prescriptions of PS and indications regarding artifi cial hydration and medically- 
assisted nutrition should be considered as independent decisions, because they cor-
respond – in fact – to separate clinical problems and, are – therefore – based on 
different clinical and ethical criteria (Cherny and Radbruch  2009 ).  

5     Is Sedation an Appropriate Answer for the Management 
of Psycho-Spiritual Symptoms, Including ‘Existential 
Suffering’? 

 Some of the existing clinical guidelines suggest the use of PS both for the manage-
ment of physical symptoms as well as psycho-spiritual symptoms, including the so 
called ‘existential suffering.’ The latter has been defi ned as “the feeling that one’s 
own existence is empty or meaningless” (Royal Dutch Medical Association 
Committee on National Guideline for Palliative Sedation  2009 , p. 6). This subjec-
tive perception of the ‘meaninglessness’ of one’s own existence, particularly when 
death is expected to occur within a few days or weeks, may cause intense anxiety or 
unbearable suffering to dying patients. Under these circumstances, a patient could 
request sedation as a means to no longer feel this insupportable anxiety. Among the 
ethical principles that have been called upon to justify sedation in these cases is the 
respect due to the autonomous decisions of patients (Cherny and Radbruch  2009 ; 
Bolmsjo  2000 ; Roy  1990    ; Breitbart et al.  1998 ,  2000 ; Morita et al.  2000 ; Cherny 
 1998 ; Rousseau  2001 ). 

 As should be expected, at present there is no consensus among specialists on the 
medical and ethical justifi cation for the indication of PS in these cases. In fact, the 
management of psycho-spiritual symptoms and ‘existential suffering’ through seda-
tion is one of the most controversial indications of this clinical practice. Some pal-
liative care specialists ask themselves if the aims of medicine should include the 
alleviation of all forms of human suffering. The majority seems to agree that the 
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relief of psycho-spiritual suffering goes beyond the limits of medicine (Cherny and 
Radbruch  2009 ; Jansen and Sulmasy  2002 ; Cassell and Rich  2010 ; Jansen  2010 ; 
Bolmsjo  2000 ; Breitbart et al.  1998 ,  2000 ; Morita et al.  2000 ; Cherny  1998 ; 
Rousseau  2001 ). We know that human suffering – in its different forms – is an inte-
gral part of human existence and it could never be completely eliminated by medi-
cine (Cherny and Radbruch  2009 ; Jansen and Sulmasy  2002 ; Cassell and Rich 
 2010 ; Jansen  2010 ). 

 Thus, some authors sustain that the management of these kinds of situations 
requires special considerations, which go beyond the strict respect for autonomy 
(Cherny and Radbruch  2009 ; Keown  2012 ; McCall Smith  1997 ; O’Neill  2002 ). The 
reasons adduced for that are fundamentally the following:

 –    The nature of these symptoms makes it very diffi cult to establish criteria to deter-
mine their true ‘refractoriness;’  

 –   The severity of the distress caused by these symptoms could be very dynamic 
and idiosyncratic and the appearance of adaptation mechanisms is frequent;  

 –   The normal interventions for the relief of this kind of symptoms (e.g. psycho-
therapy, spiritual accompaniment, alternatives therapies, etc.) usually are very 
cost-effective.  

 –   The presence of these symptoms does not necessarily indicate progress towards 
psychological deterioration.    

 All these reasons tend to support the need for an integral and periodical clinical 
assessment of terminal patients with psycho-spiritual symptoms and reinforce also 
the need for a multi-professional team-work which includes psychiatrists, psycholo-
gists, chaplains, therapists, ethicists, etc. Such a team could explore the multifacto-
rial causes that are often hidden behind intense psycho-spiritual symptoms. 
Similarly, the intrinsic dynamism and the idiosyncrasy of the answers demonstrate 
the need to give enough time to the different therapeutic strategies implemented, 
without the premature recourse to the wiping out of consciousness. 

 Thus, the validity of ‘existential suffering’ as a criterion to prescribe PS is under-
mined by the ambiguity of its defi nition, as well as by the practical diffi culties that 
the assessment of this symptom and the determination of its refractoriness entail. In 
fact, a review of the literature shows that this term has been used in a way that 
includes virtually all types of psychological symptoms. On the other hand, the prop-
osition of limiting its use to symptoms related to the  distress  caused by one’s mor-
tality itself has not helped to improve its specifi city, because practically all the 
preoccupations at the end-of-life are strongly coloured by the context of mortality. 

 Accordingly, it seems suitable to consider ‘existential suffering’ not only as a 
symptom emerging from ‘inside’ the patient, but also as coming from the exterior: 
from the patient’s ‘social context’. From this consideration a very concrete thera-
peutic proposition is derived, namely, to mobilize all the patient’s family and other 
signifi cant people and all the members of the medical team who could have an 
important role in the relief and prevention of ‘existential suffering’ at the end-of- 
life. In fact, the occurrence of unbearable existential anguish at the end-of-life could 
be secondary to a failure to implement the appropriate interventions during the early 
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stages of the development of the disease. Indeed, several useful therapeutic tools 
have been described for the management of this type of symptoms, coming from 
psychiatry, psychology and spiritual support. They have demonstrated clinical suc-
cess in the alleviation of psycho-spiritual symptoms, including ‘existential suffer-
ing.’ In fact, these interventions help to prevent or deal with existential suffering and 
foster the psychological and spiritual growth of patients at the end-of-life, enabling 
them to face that moment in peace. 

 Not withstanding the foregoing, a thorough analysis has to be made as to whether, 
in exceptional and well qualifi ed cases, the need for the recourse to an intermittent 
sedation could be established, with the objective of offering ‘respite’ periods to 
over-distressed patients, thus gaining time so that the psychological processes of 
bereavement and the adaptation mechanisms can come into play. In other words, the 
possibility of using PS for the alleviation of psycho-spiritual symptoms at the en-of- 
life cannot be totally excluded. But the need to use it in this setting could refl ect a 
lack of the timely application of other support tools that are available today. 

 This has important ethical-anthropological implications, because inducing a per-
manent loss of consciousness at such a crucial life moment could represent a form 
of ‘social euthanasia’, especially if the clinical criteria of severity and the lack of 
response to other types of interventions has not been duly verifi ed. Consequently, 
the eventual ethical justifi cation of PS for the alleviation of ‘existential suffering’ at 
the end-of-life is conditioned to a clarifi cation of the defi nition of the symptom and 
of the criteria for refractoriness and intolerability. It would be desirable to have an 
early referral to specialists in mental health or spiritual accompaniment, so that an 
adequate assessment and a timely management of ‘existential anguish’ can be done, 
avoiding the use of sedation.  

6     Can PS Be Used in Incompetent Patients, 
that is, in the Case of Patients Who Are Unable to Give 
an Informed Consent (e.g. due to Cognitive Impairment 
of Diverse Origin)? 

 The respect for the right of competent and informed patients to actively participate 
in medical decision-making is an ethical principle that is widely accepted today 
(autonomy). In fact, among the ethical criteria that are frequently invoked to justify 
the recourse to PS is that its prescription responds to an express request from the 
patient and/or that there is an informed consent signed by the patient or a valid sur-
rogate (Veatch  2003 ; Finnis  2009 ; Keown and Gormally  1999 ). 

 That is why some clinical guidelines propose that an ‘ethical requirement’ for the 
prescription of PS is to obtain a valid informed consent and do not permit its use in 
those cases in which the patient is not able to give the due consent and/or does not 
have someone that could represent him/her in decision-making (Royal Dutch 
Medical Association Committee on National Guideline for Palliative Sedation 
 2009 ). Besides safeguarding the principle of autonomy, another reason underlying 
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this requirement is the possible misuse of sedation in the case of incompetent 
patients, that is to say, in the case of patients with cognitive impairment of diverse 
origin, for example when they show socially inadequate behaviour and/or their con-
duct could be disturbing to others. The potential risk of abusing the recourse to 
sedation in such cases could be exacerbated in those health centres with shortage of 
staff, as often happens in the most exposed socio-economic sectors in Latin-
American countries (Eisenschlas  2007 ). 

 However, it cannot be ignored that there are some patients with cognitive impair-
ment of different origin – who, by defi nition, are incompetent – who could experi-
ence severe and refractory symptoms at the end-of-life, as any other patient. 
Moreover, with this kind of patients it is not infrequent to have diffi culties to fi nd a 
valid legal representative, especially in low socio-economical settings (Eisenschlas 
 2007 ). The fact that in these situations it is not possible to obtain a valid informed 
consent should not necessarily imply that the recourse to sedation should be totally 
excluded for these patients, as they may need this therapeutic tool as any other 
patient with severe, refractory symptoms. Hence, the danger of abusing sedation in 
incompetent patient should not become an argument to discriminate them by not 
allowing them the access to a therapeutic tool that might be clinically justifi ed. 

 Although incompetent patients correspond, by defi nition, to a vulnerable group, 
in which the exercise of autonomy must be usually subrogated (Finnis  2009 ; Keown 
and Gormally  1999 ), for an adequate decision-taking in relation to the use of seda-
tion at the end-of-life it is not enough to identify a legally valid representative. We 
must also make sure that the decision is really oriented to the ‘best interest’ of the 
individual patient. In this context, it is important to point out that autonomy must be 
subordinated to the principle of inviolability of human life and that the concept of 
‘best interest’ (welfare) has always a double component, ‘objective’ and ‘subjec-
tive’ (Keown  2012 ; Vivanco  2006 ). 

 Consequently, the ethical criterion that requires the informed consent of the 
patient (or a legally valid representative) in order to prescribe PS at the end-of-life 
needs to be refi ned. Without ignoring the importance of the respect due to the 
responsible exercise of freedom (principle of autonomy), a complement to this 
important ethical principle could be proposed in the light of other ethical- 
anthropological criteria, that are perhaps equally relevant, such as the ‘best interest’, 
solidarity and justice, especially with the most vulnerable. A complement of this 
kind would help to do justice to the different clinical scenarios described above. 

 To conclude these refl ections, we want to stress that the variety of ethical and 
anthropological questions that arise at present from the recourse to sedation at the 
end-of-life bear witness to the need to identify criteria which could guide health 
professionals, patients and their relatives in clinical decision- making. Despite the 
fact that PS is considered today as a helpful therapeutic tool for the management of 
severe and refractory symptoms at the end-of-life, the possible adverse effects and 
eventual risks associated with the use of sedatives demands a prudent and well 
founded use of this tool, especially in the case of terminal patients. 

 Among the values and ethical principles that guide an adequate use of PS, the 
following can be mentioned (Table  2 ): (1) The inviolability of human life; (2) The 
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respect due to the dignity of the dying; (3) The therapeutic principle and the 
proportionality in care; (4) The principle of double effect; (5) The respect for the 
responsible exercise of freedom (autonomy); (6) Solidarity and justice. 

Dying people correspond – undoubtedly- to one of the most vulnerable groups 
of people in our society (Taboada  2006 ,  2012 ; Cherny and Radbruch  2009 ; Hauser 
and Walsh  2009 ; National Ethics Committee Veterans Health Administration  2006 ; 
Boyle  2004a ; Tulsky  2006 ; Onwuteaka-Philipsen et al.  2003 ). Consequently, their 
life and dignity deserve our special respect and attention. If we accept the premise 
that an individual’s  moral quality  is expressed – in an eminent manner – by the way 
in which that individual cares for the most vulnerable in society, we could assume 
that future generations could judge the  moral quality  of contemporary societies by 
the way in which we treat the most vulnerable groups, among which are certainly 
the dying. It is precisely here where our respect for human life and dignity, as well 
as the meaning we attribute to the value of belonging to the human family is put to 
the test.

   Palliative Medicine understands the ‘right to die with dignity’ as the right of each 
person to receive competent, holistic and compassionate assistance at the end-of- 
life. This form of accompaniment to the ‘good death’ implies a number of  ethical 
requirements  for health professionals and for society in general. These requirements 
take the shape of a duty to provide medical assistance of technical and humane qual-
ity, which encompasses all dimensions of the person, that is to say, the moral obliga-
tion to alleviate not only physical symptoms, but also the different sources of 
psychological, spiritual and social suffering that usually accompany the dying pro-
cess: the so called ‘total pain.’ Hence, the access to palliative medicine of excel-
lence – both technical and humane – should be considered as a right derived from 
the most fundamental human rights. 

 Santiago, Chile Paulina Taboada    
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