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A modo de prélogo

A principios del afio 2014, cuando empecé el Master de Investigacion en
Enfermeria y Salud, mi profesor de antropologia, entonces, y director actual de
tesis pidi¢ a las ocho enfermeras, una psicéloga y a mi (“humanista”), alumnas
de ese master, que escribiéramos un ensayo sobre lo que puede aportar la

antropologia o la filosofia a la enfermeria.

Hace ya mas de tres afos escribi que para una persona que no ha
estudiado Enfermeria, y que hasta ese momento no habia tenido ningun
contacto con el &mbito clinico, resultaba dificil reflexionar sobre qué pueden
aportar la antropologia a las ciencias de la salud porque mi respuesta

espontanea era ‘todo’.

La enfermeria no puede desvincularse del trato con las personas y la
filosofia ha reflexionado desde hace muchos siglos sobre quién es la persona,
qué lugar ocupa en el mundo, cuales son sus deseos y temores, qué
dimensiones subyacen en ella, hacia qué fin tiende, etc. En consecuencia,
podria decirse que la enfermeria y la filosofia tienen un objeto-pasion en comun
que es el ser humano. Sin embargo, la aproximacion que hacen cada una de

ellas puede ser, a priori, muy distinta.

Una primera cuestion a favor de la filosofia es que proporciona un
horizonte de sentido que permite trascender la ‘accion técnica’ bajo una
perspectiva trascendente porque, cuando no es reduccionista, puede ensefiar

que la persona tiene mas dimensiones que las que simplemente aparenta.

La enfermeria, si no es con las luces de una mirada antropoldgica, no
puede reconocer en sus pacientes la imagen que la filosofia puede construir de
él. Aparentemente, quiza es verdad que el ser humano se ve como ‘un cuerpo’;
pero no es la evidencia empirica la que dice que no es solo eso, sino que es el
pensamiento filosofico el que permite despegarse “de la carne y de los huesos”

para ir un poco mas lejos.

La actitud de quien ve el mundo con una mirada filoséfica deberia

conducir a la sabiduria: integracion vivida de los distintos niveles de saber,
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aprender a aplicar el entendimiento a cada accion particular como resultado de
una ponderacion prudente y libre. En este sentido, la filosofia se presenta para
los profesionales de la enfermeria como la amalgama capaz de vincular
diferentes experiencias y generar nuevas sinergias de pensamiento y de accion
en continuo crecimiento porque se ha reflexionado sobre ellas. Y no solo eso,
sino que se presenta como la herramienta para descubrir la naturaleza del ser
humano en los rostros que encuentra cada dia, para detectar la verdad en los
misterios de la vida y de la muerte, en cada nacimiento y en cada fallecimiento,
en la alegria y en el dolor. Es decir que este sentido que otorga la filosofia se
da a dos niveles. El primero, en cuanto a ciencia que se interroga por las
primeras y ultimas causas y trata de obtener una respuesta. El segundo, en
cuanto a plataforma de conocimiento que intenta reconocer el significado de la

realidad.

Después de este tiempo, después de haber tratado con profesionales de
la salud y haber conocido el mundo clinico un poco méas de cerca se me ha ido
haciendo evidente todo lo que la enfermeria —y las ciencias de la salud—

pueden ensefiar a la filosofia, a la antropologia filoséfica y a las humanidades.

Si desde la antropologia alguien profundizara sobre el amor, podria
correr el riesgo de quedarse en un marco solamente teérico. Sin embargo, los
enfermeros, en el mejor de los casos, comprenden muy bien cédmo vivir ese
amor, por ejemplo, a través del cuidado de la gente o saliendo al encuentro de
los méas vulnerables. La enfermeria es capaz de encarnar estos valores con los
que un filésofo quizd piensa y profundiza pero quiza no acierta a poner en

practica.

Aungue sigue siendo tarea de la filosofia aportar los valores que sin
duda ayuden a trascender la rutina, es enriquecedor reconocer que existe una
retroalimentacion entre estas disciplinas: la filosofia puede aportar una mirada
multidimensional y profunda sobre quién es la persona mas allad de lo que
aparentemente se pueda observar y la enfermeria puede ensefiar a aterrizar

ese conocimiento y plasmarlo en una realidad tangible y cotidiana.
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Sin miedo a exagerar, podria afirmar que, profundizar en el ambito de la
salud ha sido lo que me ha hecho descubrir el valor de las humanidades: poder
responder a las necesidades e inquietudes del ser humano. Y, precisamente
éste ha sido el objetivo implicito de esta tesis. Como reflexion sobre lo que
pueden aportar las humanidades a la sociedad y al mundo de la salud en
particular, escribi junto con la Dra. Cristina Monforte la carta editorial, que a
continuacion se presenta, que fue publicada en The Lancet (Rodriguez-Prat &
Monforte-Royo, 2017). Simplemente el hecho de que fuera publicada en esta
revista clinica me parece indicativo de la importancia que, en efecto, pueden
tener las humanidades médicas y del impacto positivo que pueden tener tanto
en los profesionales de la salud como en los pacientes.

25 years after Intoxicated by My IlIness. Challenges for Medical Humanities

Authors: Andrea Rodriguez-Prat, Cristina Monforte-Royo

Faculty of Humanities (AR-P) and Department of Nursing, School of Medicine and
Health Sciences (CM-R), Universitat Internacional de Catalunya, Barcelona 08017,
Spain

Communicating with patients at the end of life is regarded as a difficult task, and
speaking openly about death is often avoided. Around 50% of patients are informed
about their diagnosis and prognosis in many European countries. “Silence conspiracies”
are fairly common.® They are defined as the agreement between health professionals
(HP) and relatives/carers to hide from the patient information related to their clinical

condition.

Studies which investigated the desire for death (DD) agree on the importance of
communication between HP and patients for preventing and addressing the DD. Talking
with the patients and giving them the opportunity to identify the reason for the DD is
critical to formulating an adequate response when dealing with the specific issues that

underlie this desire and to relieve suffering.*

What is it that prevents an adequate communication in the clinical context? Why
avoiding to talk about death? Is it because we do not know how to address it anymore?

Why is silence the alternative to facing transcendental issues?
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The year 2017 marks 25 years since the publication of Intoxicated by My IlIness by
Anatole Broyard.® His words are still an excellent means of presenting the humanities as
the source that inspires human experiences. What we are looking for in a doctor is for
them to be someone “who is a close reader of illness and a good critic of medicine [...]
a doctor who is not only a talented physician, but a bit of a metaphysician, too.
Someone who can treat body and soul. There’s a physical self who’s ill, and there’s a
metaphysical self who’s ill [...] He should be able to imagine the aloneness of the
critically ill [...] I want him to be my Virgil, leading me through my purgatory or

inferno, pointing out the sights as we go”.

The humanities can be the basis on which to shape the language of mourning, of
suffering, of death “entering the ill person’s condition [and] looking at it from all sides,
from the inside”.”> They could create narratives to help interpret the illness in order to
detoxicate it and give it meaning. They could find the forgotten words patients might
need to hear for them to create their own stories. They could give HP the tools to be not
only Virgils, but Odysseuses looking for their origin, or Ivan Ilichs unveiling gestures of

care and comprehension on the deathbed.
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Resumen

En el ambito de final de vida, no es infrecuente que algunos pacientes
expresen deseo de adelantar la muerte como manifestacion de sufrimiento
relacionado con multiples factores. Algunos estudios han subrayado la
importancia del sentido de dignidad personal y de la autonomia o control como
factores destacados en relacion a este deseo. Sin embargo, frecuentemente,
estos conceptos aparecen de forma equivoca. Mantener cierto control sobre las
circunstancias ha resultado ser una forma de disminuir el sufrimiento por esta
pérdida de autonomia. No obstante, no es clara la relacion existente entre la
dignidad percibida y autonomia a la luz de la experiencia de los propios
pacientes.

Asimismo, diferentes autores han puesto en diadlogo la reflexion filoséfica y los
estudios empiricos llevados a cabo en el campo de las ciencias de la salud. En
este sentido, la antropologia y filosofia médicas se han extendido como
ciencias que se han preguntado sobre la vivencia de la enfermedad desde el
punto de vista de los pacientes y de los profesionales de la salud. De forma
particular, la fenomenologia ha aportado temas filoséficos valiosos para la
reflexion clinica y estructuras claves para entender el mundo como experiencia
dada a un sujeto intencional capaz de determinar su significado.

Esta tesis doctoral pretende profundizar sobre el deseo de adelantar la muerte,
la dignidad percibida y autonomia en pacientes al final de la vida y reflexionar
sobre ellos desde el punto de vista de los datos empiricos y de la reflexién
filosofica-antropoldgica, mediante cinco estudios.

Los objetivos de estos estudios fueron efectuar una revision sistematica y
meta-etnografia de los estudios cualitativos primarios sobre la relacion entre
dignidad percibida y autonomia en pacientes al final de la vida y sobre la
experiencia del deseo de adelantar la muerte desde la perspectiva de las
personas con enfermedades avanzadas. Analizar desde una perspectiva
fenomenoldgica, particularmente desde las nociones filoséficas desarrolladas
por Kay Toombs, la experiencia vivida de la dignidad percibida y autonomia a la
luz de los estudios cualitativos publicados. Examinar las nociones
contemporaneas sobre la fenomenologia y antropologia de la enfermedad y del
morir atendiendo a la medicalizacién, a los valores y presupuestos morales de
los pacientes que expresan deseo de adelantar la muerte a la luz de los
estudios cualitativos publicados sobre este fenomeno. Y, de forma especifica,
comparar el fenomeno de la interrupcién voluntaria de la hidratacién y de la
alimentacion a la luz de los resultados de los estudios cualitativos sobre el
deseo de adelantar la muerte.

Los hallazgos obtenidos apuntan hacia el hecho de que, tras el analisis de los
estudios sobre dignidad y autonomia, todas las vivencias de los participantes
estuvieron penetradas por el hecho de padecer una enfermedad, por la
influencia del contexto social y por el impacto en la identidad personal.
Partiendo de las categorias halladas en esta revision sistematica, observamos
que es posible llevar a cabo una reflexion fenomenologica a través de las
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nociones de cuerpo objetivo-vivido y a través de la estructura yo-cuerpo-
mundo-otros.

El deseo de adelantar la muerte en pacientes con enfermedad avanzada no
puede entenderse fuera de la experiencia de sufrimiento, siendo éste un
requisito necesario para su aparicion en esta poblacion. Detras de cada
expresion de deseo de morir existen unas razones y significados que permiten
comprender el deseo de morir en los pacientes que lo presentan.

El analisis de los verbatims de los estudios cualitativos sobre el deseo de
adelantar la muerte permiten observar una dimension socio-antropologica
sobre la vivencia del sufrimiento y del morir que presupone la atribuciéon de un
valor sobre uno mismo, sobre los demas y sobre el valor de la vida en el marco
de la medicalizacion que ayudan a comprender desde un punto de vista
biogréfico y social el significado de este deseo de morir.

La interrupcion voluntaria de la hidratacion y de la alimentacion puede
entenderse como una expresion del deseo de adelantar la muerte a la luz de
los estudios cualitativos sobre este fendmeno que debe ser abordada
clinicamente como una manifestacion de sufrimiento no implicito.

En conclusioén, puede decirse que la dignidad es percibida como una cualidad
multidimensional y dindmica, y es experimentada como una forma de identidad
personal. Analizar la experiencia vivida de los pacientes a través de las
verbatims de los estudios cualitativos, desde la perspectiva empirica y
fenomenoldgica, permite profundizar en su experiencia y ayudar a comprender
mejor la enfermedad desde un punto de vista vivencial.

Asimismo, puede concluirse que la expresion del deseo de adelantar la muerte
en pacientes con enfermedad avanzada apunta hacia la necesidad de explorar
individualmente las razones, los significados y las funciones atribuidos, para
comprender la naturaleza de este deseo en cada paciente y poder disefar
planes de atencion individualizados.

El impacto de la medicalizacion estd presente en la experiencia de los
pacientes que expresan este deseo y modula las representaciones sobre el
sufrimiento, el proceso de final de vida y la muerte. Conocer la experiencia de
estos pacientes, sus valores y presupuestos puede contribuir a que recobren el
valor que se atribuyen a si mismos y generar un impacto positivo en el
imaginario social.

Teniendo en cuenta que tanto la expresion del deseo de adelantar la muerte
como la expresion de pérdida de percepcion de dignidad estan condicionadas
por diversos factores, desarrollar planes de cuidado que consideren ‘la mirada
fenomenolégica’ asi como la biografia de los pacientes redundara en una
mejora de la calidad de vida.
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Abstract

In the context of the end of life, it is not infrequent for some patients to express
the wish to hasten death as a manifestation of suffering related to multiple
factors. Some studies have highlighted the importance of the sense of personal
dignity and autonomy or control as related factors. However, these concepts are
often used ambiguously. Maintaining a certain level of control over the
circumstances is a way of reducing suffering for this loss of autonomy.
However, it is unclear what relationship exists between perceived dignity and
autonomy in light of patients’ experiences.

In the same way, various authors have linked the philosophical reflection and
the empirical studies carried out in the field of health sciences. In this sense,
medical anthropology and philosophy have grown as sciences and have
reflected upon the experience of illness from the point of view of patients and
healthcare professionals. In particular, phenomenology has provided valuable
philosophical themes for clinical reflection and key structures to understand the
world as a lived experience by an intentional subject capable of determining its
meaning.

This doctoral thesis aims to examine the wish to hasten death, perceived dignity
and autonomy in patients at the end of life in more detail and to reflect upon
them from a point of view of empirical data and philosophical-anthropological
reflection, through five studies.

The objectives of these studies were: to carry out a systematic review and
meta-ethnography of the primary qualitative studies about the relationship
between perceived dignity and autonomy in patients at the end of life and about
the experience of the wish to hasten death from the perspective of people with
advanced illness; to analyse the experience of perceived dignity and autonomy
in light of the qualitative studies published from a phenomenological
perspective, in particular the philosophical notions developed by Kay Toombs;
to examine the contemporary notions about phenomenology and anthropology
of illness and dying bearing in mind medicalisation, the values and moral
assumptions of patients who express the wish to hasten death in light of the
qualitative studies published about this phenomenon; and, specifically, to
compare the phenomenon of voluntary stopping eating and drinking in light of
the results of the qualitative studies about the wish to hasten death.

The findings point to the fact that, through the analysis of the studies about
dignity and autonomy, all participants’ experiences were affected by the fact
that they suffer from an iliness, by the influence of the social contact and by the
impact of personal identity. Based on the categories found in the systematic
review, we observed that it is possible to carry out a phenomenological
reflection through notions of objective-lived body and through the structure self-
body-world-others.

The wish to hasten death in patients with advanced illness cannot be
understood without the experience of suffering given that, this is a necessary
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requisite for its emergence in this population. Behind each expression of the
wish to hasten death, there are reasons and meanings which allow us to
understand the wish to hasten death in the patients that present it.

The analysis of the verbatims from the qualitative studies about the wish to
hasten death allow us to observe a socio-anthropological dimension about the
experience of suffering and dying which presupposed the attribution of a value
to life in the framework of medicalisation which helps to understand from a
biographical and social point of view the meaning of the desire to die.

Voluntary stopping eating and drinking can be understood as an expression of
the desire to die in light of the qualitative studies about the phenomenon that
should be addressed clinically as a manifestation of non-implicit suffering.

In conclusion, it can be said that dignity is perceived as a multidimensional and
dynamic quality and is experienced as a form of personal identity. Analysing the
experience of patients through the verbatims of the qualitative studies, from an
empirical and phenomenological point of view helps to better understand the
illness in terms of experience.

Furthermore, it can be concluded that the expression of the wish to hasten
death in patients with advanced illness suggests a need to explore the reasons,
meanings and functions attributed to this wish in order to understand the nature
of this wish in each patient and to be able to design individualised care plans.

The impact of medicalisation is present in the experiences of patients who
express the wish to hasten death and it regulates representations of suffering,
the process of the end of life and death. Knowing and understanding these
patients’ experiences, their values and their assumptions can contribute to them
regaining the value that they give themselves and generate a positive impact on
the social imaginary.

Bearing in mind that both the expression of the wish to hasten death and the
expression of a perceived loss of dignity are influenced by various factors,
developing care plans that take into account the “phenomenological
perspective” as well as the biography of the patients would result in an
improvement of quality of life.
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Capitulo 1. Introduccion. El encuentro de dos miradas: de la investigacion
empirica, a la reflexion filosofica

En los dltimos afios, estudios en el contexto de final de la vida han destacado la
importancia de respetar a la persona con sus valores y creencias (Abiven,
1990; Casell, 1982; Karel, 2000; Latimer, 1991; Rendtorff, 2002), han explorado
cual es la experiencia vivida de los pacientes a causa de su enfermedad (Carel
y Cooper, 2013; Charmaz, 1983; Delmar et al., 2005; Kleinman, 1988;
Paterson, 2001; Toombs, 1988) y qué elementos influyen sobre la percepcion
de la propia identidad (Chochinov, 2002; Chochinov et al.,, 2002; Emanuel y
Emanuel, 1998; Steinhauser et al., 2000). En este contexto, no es infrecuente
gue algunos pacientes expresen cierto deseo de adelantar la muerte (DAM)
como manifestacion de un sufrimiento multidimensional relacionado a su vez
con multiples factores (Monforte-Royo et al., 2011; Monforte-Royo et al., 2012).
Tal como han sefialado algunos autores, el expresar el DAM no implicaria
necesariamente la peticion de ninguna intervencion para acabar con la propia
vida (Monforte-Royo et al., 2012) sino que podria entenderse como una forma

de respuesta a este sufrimiento.

Algunos estudios han relacionado este DAM con la pérdida de
percepcion de dignidad (Chochinov et al., 2008; Monforte-Royo et al., 2012) y
han destacado la importancia del sentido de dignidad personal como factor
clave en el cuidado de los pacientes y como una cualidad que hay que
preservar en este periodo de especial vulnerabilidad (Chochinov, 2002, 2004,
2007; Chochinov et al., 2002; Enes, 2003; Jacelon, 2003; Jacobson, 2009a).
No obstante, a pesar de la amplia literatura en el ambito de la salud sobre el
tema, muchos autores destacan el caracter impreciso y equivoco de dignidad
(Haddock, 1996; Jacobson, 2009a; Johnson, 1998; Pullman, 2004; Sulmasy,
2005, 2013); asi como la dificultad que supone encontrar consenso sobre su
significado o sobre el significado que los pacientes atribuyen al término
dignidad.

Otro de los conceptos clave relacionado con la emergencia de un posible
DAM es la autonomia, entendida y relacionada también con control,

autodeterminacion o toma de decisiones. Del mismo modo que se ha hecho



con dignidad, diversos estudios han tratado de analizar qué se entiende por
estas nociones y con qué factores estan relacionadas (Bakitas, 2005; Blackhall,
1995; Delmar, 2013; Drought y Koenig, 2002; Lavoie, Blondeau, y Picard-Morin,
2011; McGrath, 1998; McNamara, 2004; Requena Meana, 2008; Ruhnke,
Wilson y Akamatsu, 2000; Schicktanz, Raz y Shalev, 2010; Schroepfer, Noh y
Kavanaugh, 2009; Volker, 2001; White y Callahan, 2000; Wilson, Ingleton, Gott,
y Gardiner, 2014; Winzelberg, Hanson y Tulsky, 2005). Sin embargo, su
significado es complejo y poliédrico, a pesar de que aparezcan en los
argumentos clave de algunos de los debates candentes de la actualidad. Por
ejemplo, en el informe que publica anualmente Oregon (Public Health Division,
2017), estado donde se aprobd el suicidio asistido en 1994 y es referente en
esta practica, la pérdida de autonomia es la causa principal por la cual, las
personas que desean morir lo solicitan. Del total de las 1127 personas que
murieron bajo el Dying with Dignity Act [Ley sobre el Morir con Dignidad] hasta
enero del 2017, el 91,4% determin6 poner fin a su vida por esta pérdida de

autonomia.

El discurso a favor de la ‘muerte con dignidad’, que cobré fuerza en la
década de los 70 en el &mbito americano con los casos de Karen Ann Quinlan
y mas tarde de Nancy Cruzan (Crigger et al., 1990; Kass, 1993; Kaufman,
2000; Sullivan, 2002), es el que ha planteado de una forma mas contundente la
relacion entre dignidad y autonomia en el contexto de final de vida. La
autonomia, en este ambito, aparece como fundamento de la dignidad, y los
valores personales de los pacientes son resaltados como absolutos. Algunos
estudios de disefio cuantitativo han analizado cual es la relacién que existe
entre ambas variables (Chochinov et al., 2002; Coenen, Doorenbos y Wilson,
2007; Doorenbos, Wilson y Coenen, 2006; Hack et al., 2004; Hall et al., 2014).
Y en estudios de corte cualitativo, tanto los focalizados en la percepcion de la
dignidad (Brown, Johnston y Ostlund, 2011; Chochinov et al., 2002; Enes,
2003; Franklin, Ternestedt y Nordenfelt, 2006; Pleschberger, 2007) y en el
control (Schroepfer et al., 2009; Volker, Kahn y Penticuff, 2004a, 2004b), como
los que exploraron el deseo de adelantar la muerte (Coyle y Sculco, 2004;
Dees et al., 2011; Lavery et al., 2001; Mak y Elwyn, 2005; Pearlman et al.,



2005) o las vivencias asociadas al suicidio asistido o eutanasia, también se

describi6 esta relacion.

No cabe duda de que en la conexion entre los conceptos de dignidad y
autonomia cobran especial relevancia los aspectos culturales. En las ultimas
décadas, en el contexto de la cultura occidental y desde el punto de vista de la
historia de las mentalidades, se ha producido un cambio radical en cémo se
entienden el dolor, el sufrimiento y la muerte. En numerosos paises, los
debates clinicos, éticos y publicos acerca de la eutanasia y el suicidio asistido
han ido en aumento. Con frecuencia la defensa de estas practicas es justificada
desde unas coordenadas antropoldgicas y culturales que defienden valores,
como el de la autonomia, como irrenunciables. En un estudio de van
Wijngaarden et al. (2015), por ejemplo, se observé que algunos de los ancianos
a los que habian entrevistado y que habian solicitado eutanasia o suicidio
asistido no lo habian hecho debido a su sufrimiento fisico o a causa de
depresion, sino por considerar que no ‘valia la pena seguir viviendo’. La
extensidon de expresiones como muerte autoproclamada, autoelegida o
autodeterminada son indicativas de este cambio de mentalidad y actitud ante la
muerte que, asimismo, normaliza el acceso a la muerte como acto voluntario.
La forma en la que hablamos sobre la muerte es indisociable de la construccion
de un imaginario colectivo! sobre el sufrimiento y el morir. En el caso de las
sociedades occidentales, este imaginario —como veremos con mas detalle en la
seccién 7.4.2 y en el cuarto articulo de la tesis— presupone, por un lado, el
deseo de autonomia y autodeterminacion, el ideal de una vida auténtica; y, por
otro, el rechazo u ocultacién del sufrimiento y de la muerte. De esta forma,
algunos estudios sociologicos observan que, en las sociedades occidentales,
puede darse cierta tendencia a vivir al margen de la muerte, obviando que el
ser humano es mortal y finito (Ariés, 2005; Arregui, 1994; Baudrillard, 1980;
Bayés, 2003; Jiménez Aboitiz, 2012; Walter, 1994).

L El concepto de imaginario fue acufiado por el Edgar Morin en la década de los 60. Este
término hace referencia al conjunto de representaciones culturales, simbolos, costumbres,
recuerdos, etc. que tienen un significado comin para todas las personas que forman parte de
una comunidad.
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La vivencia del sufrimiento, el dolor, la enfermedad y la muerte tienen
una significacion especifica dependiendo del marco referencial que le
proporciona cada cultura particular (lllich, 1976; Le Breton, 1999; Morris, 1991).
Cuando el hombre y la mujer modernos dicen hoy “sufro, no quiero vivir asi”, lo
dicen desde el peso de la tradicion cultural, religiosa, social, etc.2 que les
antecede. Si bien es verdad que cualquier expresion fruto de las experiencias
humanas mas profundas —como lo es el sufrimiento— ha sido registrada y
representada a lo largo de la historia, la forma en que se ha hecho y los
significados que se le han atribuido pueden variar. Como dijo el médico y
antropodlogo David Morris (1991):

“La comprension del dolor requiere muchos tipos de conocimiento, pero
el que mas solemos desdefiar o ignorar, como he mostrado, concierne al
vinculo que une dolor y significado. El punto que quiero destacar es que
la humanidad —en todas las culturas y en todos los tiempos— ha
comprendido el dolor, de modo persistente, como un suceso que exige
interpretacion. El dolor no solo hiere, sino que suele frustrar, confundir,
chocarnos. Parece que no podemos sufrir un dolor a secas, sino que
casi siempre nos vemos obligados a buscarle sentido” (p. 19).

Como puede observarse, el dolor no solo es padecido organicamente
sino que también es interpretado y vivido biograficamente por la persona que lo
sufre. De esta forma, la presencia de nuevos valores como la autonomia,
autodeterminacion, autenticidad, individualismo, etc. en la sociedad, en los
medios de comunicacién, en los medios académicos, en la cultura popular de
masas influyen en como entendemos las vivencias, las actitudes y los deseos

de los pacientes manifestados en los contextos clinicos.

En los paises occidentales la representacion social de estas realidades —
como la sociedad las concibe y experimenta— esta estrechamente relacionada
con el nacimiento de la clinica moderna y con la medicalizacion (Foucault,
1978). Por medicalizacibn podemos entender “el proceso a través del cual
problemas que no son médicos pasan a ser comprendidos y tratados como si lo

fueran” (Conrad, 2008, p. 5). Asi, la vida, los procesos de enfermedad, la

2 En esta tesis, aunque en algunos casos se detalla de forma explicita, las nociones de
tradicion, sociedad o cultura hacen referencia a la civilizacion occidental, cosmopolita,
tecnoldgica.
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muerte, el duelo serian realidades redefinidas y articuladas a través del
paradigma médico. La medicalizacion de la muerte y el morir ha sido
relacionada con una creciente confianza en la ciencia, racionalidad y progreso
como capaces de aportar soluciones a los problemas humanos (Conrad, 2008).
En consecuencia, la intervencion médica con frecuencia tiene que ver con la
prescripcién de farmacos para tratar problemas que se manifiestan en ambitos
clinicos pero que, en realidad, no lo son (por ejemplo, alguien puede sentir
tristeza ante la muerte de un ser querido sin por ello tener un problema médico
(Parens, 2013)).

La muerte y el morir como hechos biograficos —no exclusivamente
biolégicos— estan mediados por las culturas de personas situadas en contextos
particulares y es, desde esa vision particular, que es posible reconocer en la
voz de las personas que se encuentran al final de su vida un reflejo de los
valores y coordenadas que definen los paradigmas de cada momento3. Es por
eso que, en la experiencia vivida de numerosos pacientes, muchas de las
expresiones utilizadas permiten reconocer estas representaciones sociales
sobre el sufrimiento y el morir que, en parte, son fruto de este marco

referencial.

Tal y como se ha presentado hasta ahora, el significado del sufrimiento y
de la muerte humanos no puede ser neutro o aséptico sino que forma parte de
la urdimbre biologica, racional, afectiva, ética y conductual tanto en su
dimension individual como social. Un exceso de dolor o sufrimiento puede
generar emociones negativas (desesperanza o miedo) que lleven a la razén a
querer erradicar este sentimiento a través de la accion (suicidio u otras
acciones relativas a la muerte voluntaria como el solicitar la eutanasia o suicidio
asistido). Sin embargo, es evidente que de la base organica y fisiol6gica de la
que parcialmente esta compuesto el sufrimiento (physis) a las consecuencias
practicas que pueden derivarse de éste (ethos), se despliega todo un abanico

cultural y social que permite modular distintas respuestas posibles generadas

3 En este punto puede advertirse que algunos socidlgos defienden que la experiencia no se
modula culturalmente sino que se construye culturalmente.
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por el cambio de las mentalidades, actitudes y manifestaciones, en este caso,

en torno a la muerte, sufrimiento y sentido de la vida*.

Esta tesis esta dividida en dos partes. En la primera parte se trataran de
identificar algunas coordenadas clinicas, antropologicas y filoséficas del DAM.
De forma especifica, se introduciran las nociones de dignidad y de autonomia
como factores que han sido relacionados con el DAM y la fenomenologia de la
enfermedad y de la corporalidad como marco para comprender la experiencia
vivida de los pacientes que se encuentran en estas circunstancias. Asimismo,
se presentaran algunas bases para aproximarse a la muerte y al deseo de
morir desde una mirada filosofica y se trataran de describir algunas
coordenadas contextuales que permitan entender, desde la historia de las
mentalidades, la génesis de algunos de los presupuestos que se han extendido
en el contexto de final de vida. El objetivo de esta primera parte es enmarcar,
contextualizar y sefialar los grandes ejes desarrollados posteriormente en los
articulos. Asimismo, cuando sea oportuno se justificardn las preguntas de

investigacion u objetivos de esta tesiss.

En la segunda parte, se presentardn los articulos que constituyen la
parte esencial de esta tesis, junto con las preguntas de investigacion, objetivos,
metodologia, discusion, implicaciones para la practica, lineas de investigacion y

conclusiones.

El punto de partida de esta tesis se encuentra en los resultados
obtenidos en el seno de las investigaciones llevadas a cabo por la Catedra
WeCare: Atencion al final de la vida¢. En el afio 2011, la Dra. Cristina Monforte
presentd su tesis doctoral que tenia por titulo ‘El deseo de adelantar la muerte
en pacientes con procesos avanzados de enfermedad’. En esta tesis, el tema
de la dignidad aparecié como un factor relacionado con la emergencia del

deseo de adelantar la muerte desde la perspetiva de los propios pacientes. Sin

4 “Hacer del dolor un simple dato biologico es insuficiente en la medida en que su
humanizacién es la condicion necesaria para que se presente a la consciencia, y porque entre
una realidad espacio-temporal y otra, los hombres no sufren del mismo modo ni en el mismo
momento” (Le Breton, 1999, p. 138).

5 En el punto Capitulo 8 del compendio se desarrollan de forma méas extensa y concreta las
preguntas de investigacion y objetivos generales y especificos de esta tesis.

6 Para mas informacion sobre la Catedra WeCare puede consultarse: www.wecare. uic.es/inicio/
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embargo, no era claro qué significado tenia para los pacientes la expresion de
la “pérdida de dignidad”, ni en qué se fundamentaba el deseo de
autodeterminacion de algunos de los pacientes en relacion con la dignidad y su
propia identidad. Es por eso que en una primera etapa de la presente tesis se
ahondoé en la revision de la literatura biomédica que giraba en torno al concepto
de dignidad en el contexto de final de vida y en una segunda etapa sobre el
concepto de autonomia, control y autodeterminacion en esta misma poblacion.
Finalmente, se identificé que en la literatura cientifica faltaba una revision mas
exhaustiva y sintesis de estudios sobre la relacion entre dignidad y autonomia
en la experiencia de los propios pacientes. De este modo, bajo el marco del
deseo de adelantar la muerte, se ha profundizado en el concepto de dignidad y
autonomia en el contexto de final de vida. De forma paralela, aunque en la tesis
se presente como un resultado posterior, se ha llevado a cabo un analisis
filosofico que ha permitido observar este fendmeno a través de una mirada

antropologica.

Por dltimo, podria decirse que los capitulos 2-5 y 6-7, aungue planteen
temas comunes, podrian distinguirse como secciones diferentes en tanto que la
perspectiva y el lenguaje utilizados son distintos. A pesar de esto, el hecho de
haber tratado las nociones de deseo de adelantar la muerte, dignidad o
autonomia desde una perspectiva empirica facilita que en el desarrollo ulterior
—filosofico-antropolégico— puedan asumirse con mayor riqgueza estos conceptos

y se pueda profundizar en ellos considerando su complejidad.



Primera parte:

De la investigacion empirica, a la reflexion filosoéfica



Capitulo 2. El deseo de adelantar la muerte en pacientes al final de la vida

En el contexto de enfermedades avanzadas, no es infrecuente que algunos
pacientes expresen un cierto deseo de adelantar la muerte (Bellido-Pérez et al.,
2017). En una reciente revision sistematica sobre instrumentos clinicos que
evallan el DAM se ha sefialado que, en este ambito, el DAM podria tener una
prevalencia de entre el 1,5 al 37,8% (Bellido-Pérez et al., 2017). Este amplio
rango obedece, principalmente, a la naturaleza de las muestras de pacientes
estudiadas, a la falta de precision conceptual del concepto evaluado y a los
diferentes instrumentos de evaluacion utilizados; todos ellos aspectos que
limitan la comparacion de los resultados. A pesar de las dificultades halladas,
se han llevado a cabo diversos estudios para comprender cudl es la naturaleza
del DAM, cuales son los factores asociados (fisicos, psicoldgicos, sociales y
existenciales/espirituales) (Albert et al., 2005; Monforte-Royo et al., 2011,
Monforte-Royo, Porta-Sales y Balaguer 2016; Villavicencio-Chavez et al.,
2014), qué implicaciones éticas y legales puede tener (Materstvedt, 2015;
Ohnsorge et al., 2012) y cuéles son las razones, significados e intenciones de
las personas que expresan este deseo de morir (Coyle y Sculco, 2004; Nissim,
Gagliese y Rodin, 2009; Ohnsorge, Gudat y Rehmann-Sutter, 2014a;
Ohnsorge, Gudat y Rehman-Sutter, 2014b; Pearlman et al., 2005).

En la linea de comprender los factores que contribuyen a la aparicion del
deseo de adelantar la muerte, estudios cuantitativos han tratado de identificar
los siguientes aspectos etioldgicos o factores relacionados: el malestar general,
el dolor, la disnea, la incapacidad de realizar actividades placenteras, el ser
dependiente, el ser una carga para los demas, la pérdida del sentido de la vida,
la preocupacion por un sufrimiento futuro, el deseo de control sobre el
momento de la muerte, la pérdida de autonomia, la pérdida del sentido de la
dignidad, etc. (Guerrero-Torrelles et al., 2017; Robinson et al. 2017; Rodin et
al., 2007; Villavicencio-Chavez et al., 2014). En algunos estudios, también se
ha visto que la depresibn o la desesperanza son factores precursores o
antecedentes del DAM. Por ejemplo, en un estudio llevado a cabo por Breitbart
et al. (2000) se observo que en los pacientes que presentaban deseo de morir,

era cuatro veces mas probable que estuvieran deprimidos frente a los que noy
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en otro de Akecthi et al. (2001) se vio que de su muestra de 1721 pacientes,
220 fueron diagnosticados con depresion mayor y de entre estos el 51,4% tuvo
ideacion suicida. Con todo, la evidencia clinica apunta a que el DAM es un

fendmeno multidimensional y, por lo tanto, no reductible a factores aislados.

Hasta el momento se ha utlizado el DAM para referir diferentes
conceptos. Por ejemplo, algunos autores lo utilizan para referirse a
pensamientos genéricos 0 vagos en torno a la muerte; otros para describir la
intencidn de finalizar con la vida y con las peticiones explicitas de eutanasia y
suicidio médicamente asistido. En cualquier caso, muchas veces se han
utilizado estas expresiones como sin6nimos, aspecto que resalta su naturaleza
subjetiva y las formas diferentes en que puede ser interpretado. En algunos
paises, el creciente debate sobre la eutanasia o el suicidio asistido no ha hecho
mas que aumentar esta posible confusién entre un ‘deseo de morir pero sin
considerar adelantar la muerte a través de la accion’ respecto a ‘actuar con la
intencidn de quitarse la vida (a través del suicidio o suicidio asistido)’
(Ohnsorge, Gudat y Rehmann-Sutter, 2014a).

Dada la confusién terminolégica y conceptual, un grupo de expertos
internacionales en el &mbito (Balaguer et al., 2016, p. 8), liderado por nuestro
equipo, consensud una definicion operativa del DAM? como una “reaccién al
sufrimiento, en el contexto de una enfermedad que amenaza la vida” en que el
paciente no atisba otra salida que la de acelerar su muerte. Este deseo puede
expresarse de forma espontanea o tras ser preguntado, pero debe distinguirse
de la aceptacion de una muerte inminente o el deseo de morir que puede surgir

de forma natural, aunque preferiblemente pronto8. En este sentido, atender y

7 Los objetivos de este trabajo fueron consensuar una definicion operativa del DAM en el
contexto-situacion de pacientes con enfermedades que amenazan su vida; asi como unificar
las expresiones que hacen referencia al DAM. De esta forma, se pretendio delimitar el
fenomeno del DAM a una situacion clinica particular y proponer a los profesionales de la salud
una terminologia para evitar esta equivocidad terminoldgica. La expresién deseo de adelantar
la muerte (DAM) es la traduccion literal de wish to hasten death (WTHD), término consensuado.

8 La definicion que se consensué a nivel internacional incluye no solo la precision conceptual y
terminolégica del uso de la expresion del deseo de adelantar la muerte, sino también de sus
factores relacionados. A continuacion se expone la definicion y factores relacionados tal y como
se consensuaron: “The wish to hasten death (WTHD) is a reaction to suffering, in the context of
a life-threatening condition, from which the patient can see no way out other than to accelerate
his or her death. This wish may be expressed spontaneously or after being asked about it, but it
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comprender la naturaleza del sufrimiento, conocer la biografia, actitudes,
creencias, pensamientos desde el punto de vista de los propios pacientes, es
especialmente relevante en la practica clinica puesto que de modo inevitable,

este malestar, afecta a todas las dimensiones de la persona.

De esta forma podria definirse el deseo de morir como un deseo general
que abarcaria distintos grados de intencionalidad —por ejemplo, desde la
aceptacion de la muerte a la peticion de eutanasia—, y el DAM como un deseo
gue se daria en el contexto particular tal y como se ha definido (Balaguer et al.,
2016). Segun esta definicion operativa, las vivencias fuera de este contexto de
sufrimiento no implicarian necesariamente ser denominadas propiamente como
DAM. Bajo este marco, tampoco todo deseo de morir racional, por ejemplo, por
estar cansado de vivir, podria entenderse como tal, partiendo de la base de que
el DAM se ha acufiado —en un sentido estricto— en el contexto de una

enfermedad que amenaza la vida e implica sufrimiento.

Algunos autores también han observado que el DAM puede variar en
frecuencia en el tiempo, a la vez que puede ser expresion de cierta
ambivalencia por parte de los pacientes. Por ejemplo, Chochinov et al. (1995)
observaron que el deseo de morir puede coexistir con un deseo de vivir y
Ohnsorge, Gudat y Rehman-Sutter (2014a) que este deseo puede tener otras
intenciones y significados en los pacientes que no necesariamente tengan que
ver con que quieran morir, aunque ellos asi lo verbalicen. De esta forma, podria
decirse que el deseo de morir y el deseo de vivir pueden presentarse de forma
intermitente, e incluso, paraddjicamente, coexistiendo en algunos momentos o

situaciones.

Un caso interesante que permite reflexionar acerca del deseo de morir

es la interrupcion voluntaria de la nutricién y de la alimentacién (VSED?Y). Hasta

must be distinguished from the acceptance of impending death or from a wish to die naturally,
although preferably soon.

The WTHD may arise in response to one or more factors, including physical symptoms (either
present or foreseen), psychological distress (e.g. depression, hopelessness, fears, etc.),
existential suffering (e.g. loss of meaning in life), or social aspects (e.g. feeling that one is a
burden)” (Balaguer et al., 2016, p.8).

9 En adelante se utilizara este acrénimo para mencionar la interrupcién voluntaria de la
nutricion y de la alimentaciéon siguiendo la expresion inglesa que estd mas extendida que la
espafiola: voluntary stopping of eating and drinking.
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el momento, el VSED es un fendmeno bastante desconocido en la practica
clinica sobre el que no hay mucha evidencia empirica. Por ejemplo, en paises
como Holanda se ha estimado que entre un 1,4%—-2,09% (que equivalen a
1700-3900 muertes/afio) de personas murieron por VSED entre el afio 1999 al
2003 (lvanovi¢, Buche y Fringer, 2014). Y en un estudio llevado a cabo en
Oregodn, se identifico que de las 307 enfermeras que participaron en el estudio,
102, en los ultimos cuatro afios habian cuidado a algun paciente que habia
muerto por VSED (Ganzini et al., 2003). Sin embargo, no hay evidencia sobre
la prevalencia de las muertes por VSED mas alla de las que se reportan en
pocos estudios (Chabot y Goedhart, 2009; Ganzini et al., 2003; Ivanovi¢ et al.,
2014).

Con todo, un dato en el que coinciden la mayoria de estudios publicados
es sobre la urgencia de profundizar en las necesidades fisicas, psico-
emocionales, existenciales de los pacientes que se encuentran en estas
circunstancias. Recientemente, Bolt et al. (2015) analizaron el rol e implicacion
de los médicos de familia al confrontarse con pacientes que deseaban morir a
través del VSED. En este estudio se describe el VSED como la actitud de
enfermos adultos o de ancianos que, sin deterioro cognitivo significativo, siendo
capaces de ingerir alimentos e hidratarse, de forma consciente y voluntaria
decidieron dejar de hacerlo. En este sentido, algunos autores han definido el
VSED como una forma de suicidio —parecido al suicidio asistido— a través del
cual se persigue acabar con un sufrimiento inaceptable o insoportable (Bolt et
al., 2015). Por ejemplo, Thimothy Quill (2015) sostiente que, aunque el VSED y
el suicido asistido son practicas similares en muchos aspectos, el VSED
pareceria ofrecer a los pacientes un mayor control sobre el proceso de finalizar
la vida (al no provocar la muerte inmediata, y ser, de algin modo, reversible) y
permitiria mantener la independencia del paciente respecto a los profesionales

de la salud, al no hacer necesaria su intervencion.

Desde un punto de vista ético, el VSED plantea la cuestion acerca de
gué acciones!0 deberian llevar a cabo los profesionales de la salud ante el

paciente que voluntariamente deja de alimentarse con el fin de morir y en qué

10 Aqui la palabra accion quiere contraponerse a omision.
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medida los profesionales tienen el deber de entrometerse en la decision de

alguien que libremente desea la muerte.

El VSED como desafio ético, a la luz de la evidencia clinica sobre el
DAM (Monforte-Royo et al., 2011, 2012), pone de relieve la necesidad de, en
primer lugar, entender qué subyace detras de este fendmeno complejo. Si la
ética se pregunta por las acciones libres del ser humano, por aquello que es
capaz de hacer u omitir, por el modo en que puede alcanzarse el bien de las
personas (en este caso pacientes con enfermedades avanzadas) se hace
patente que la actuaciéon de los profesionales ante tales casos dificilmente

pueda ser neutra.

Los estudios cualitativos publicados sobre el DAM han ayudado a
profundizar sobre el significado que los pacientes atribuyen al DAM cuando lo
expresan. Hasta el afio 2010, siete articulos habian sido publicados en
Australia (Kelly et al., 2002), Canadéa (Lavery et al., 2001; Nissim et al., 2009),
China (Mak y Elwyn, 2005) y Estados Unidos (Coyle y Sculco, 2004; Pearlman
et al., 2005; Schroepfer, 2006). Desde entonces siete articulos mas han sido
publicados también en paises europeos (Alemania (Pestinger et al., 2015; Stiel
et al., 2010), Holanda (Dees et al.,, 2011) y Suiza (Ohnsorge et al., 2012;
Ohnsorge, Gudat y Rehmann-Sutter, 2014a, 2014b), ademas de otro publicado
en Tailandia (Nilmanat et al., 2015). Estos estudios que en total suman una
muestra de 255 pacientes (280 participantes si se cuentan los familiares y
profesionales del estudio de Pearlman et al. (2005)) suponen una base valiosa
para entender la experiencia de las personas que manifiestan DAM.

A la luz de esta mirada cualitativa, puede identificarse que el significado
que los pacientes atribuyen al DAM no solo puede ser visto como un deseo
‘auténtico’ o ‘genuino’ de morir sino también como una experiencia
estrechamente ligada al sufrimiento fisico, psico-emocional, social e incluso

espiritual-existencial, asociado a funciones e intenciones,

11 Numerosos estudios han destacado la complejidad de la expresion del DAM mas alla de las
variables clinicas con las que se ha relacionado (p.e depresion, desesperanza, etc.) (Akechi et
al., 2001, Breitbart et al., 2000; Chochinov et al., 1995; Robinson et al., 2017; Rodin et al.,
20009).
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El afrontamiento del DAM atendiendo a su origen multifactorial puede ser
crucial a la hora de distinguirlo de la simple peticién de eutanasia o suicidio
asistido. En consecuencia, profundizar en los valores y actitudes por las cuales
los pacientes expresan conscientemente o no el DAM asi como ahondar en sus
significados puede ser clave para poder desarrollar planes de cuidado
adecuados a las necesidades reales de los pacientes. En este sentido, algunos
factores asociados al DAM —vinculados a los significados atribuidos por los
pacientes— son especialmente controvertidos y dificiles de definir sin acudir a
una mirada filoséfica que reconozca los sustratos morales y socio-culturales en
la voz de los pacientes. Por ejemplo, la pérdida de percepcion de dignidad
puede ser uno de los factores predictores del DAM; sin embargo, dignidad
frecuentemente es utilizada en la literatura de forma ambigua, es objeto de
discusion y da lugar a opiniones contrapuestas. Esto mismo ocurre con el uso
del término autonomia que, en este contexto de DAM, puede ser utilizado tanto
como pérdida de control sobre las funciones fisicas, como deseo de control
sobre el proceso de final de vida (decidir como y cuando morir) e incluso puede

ser vista como el fundamento de la dignidad*2.

En consecuencia, ahondar sobre cdédmo se entienden dignidad y
autonomia y qué relacién existe entre ambas en la experiencia de los pacientes
al final de vida resulta crucial para superar los interrogantes que surgen ante
esta falta de claridad conceptual en la literatura. De hecho, dependiendo del
estatus normativo que se le asigne tanto a dignidad como autonomia se podran
dar respuestas distintas ante preguntas relevantes: ¢Qué vinculo hay entre
autonomia y dignidad? ¢Es la autonomia su fundamento? ¢ Siguen
manteniendo su dignidad las personas dependientes? ¢La pérdida de
funcionalidad fisica y control puede contribuir una pérdida de sentido de la

vida? ¢ Morir con dignidad significa decidir como y cuando morir?

Dando un paso mas, tal y como afirma Ohnsorge (2015), el debate sobre
algunas cuestiones bioéticas con frecuencia se ha dado contraponiendo
principios fundamentales. Por ejemplo, tal y como se ha dicho, en el discurso

sobre la eutanasia es comuUn la alusibn a la defensa de la autonomia,

12 En los apartados siguientes se desarrollard con mayor profundidad cémo se entienden
‘dignidad y autonomia en la literatura cientifica en el contexto de final de vida'.
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autodeterminacion y dignidad; y, paraddjicamente es frecuente que se utilicen
estos principios para defender posiciones contrarias. En estos casos, puede
entenderse esta divergencia —sigue apuntando Ohnsorge— no como un
“desacuerdo moral” sino como un conflicto interpretativo™® generado por las

distintas formas de entender el mundo.

En efecto, tanto dignidad como autonomia refieren al sistema de valores
y creencias de los pacientes generados dentro de micro y macro contextos. Por
micro-contexto puede entenderse todo aquello de la biografia junto con las
actitudes, creencias y pensamientos de la persona que marca su personalidad,
su manera de ver y vivir la vida y por macro-contexto el marco cultural, legal,
social, historico que igualmente influye en como la persona entiende el mundo

y construye significados a través de su experiencia.

Por eso, profundizar sobre cdmo perciben su dignidad y autonomia los
pacientes al final de la vida, como expresan tales percepciones, y cdmo son
entendidas por sus interlocutores (familiares, profesionales) es uno de los

objetivos de esta tesis (primer articulo).

Asimismo, la existencia de nuevos estudios llevados a cabo en contextos
europeos permite cuestionarse ¢,Por qué algunos pacientes con enfermedades
avanzadas desean adelantar su muerte? ¢Qué significa para ellos ese deseo?
¢, Cual es la vivencia de la persona que lo experimenta? ¢Hasta qué punto hay

aspectos comunes en los que lo sienten?

En consecuencia, otro de los objetivos de esta tesis y el tercero de los
articulos presentados fue actualizar el conocimiento del DAM —a la luz de los
estudios cualitativos publicados— en base a una representacién mas amplia en
términos de diversidad ético-cultural y conocer si esta diversidad influye de
algin modo en el DAM expresado. El andlisis de las citas extraidas de los
estudios cualitativos sobre el DAM permite identificar algunas afirmaciones que

reflejan presupuestos sobre el valor de la persona y el valor de la vida bajo la

13 para un autor tan representativo como Alasdair Maclntyre, este tipo de conflicto interpretativo
no tiene posible solucién. Basta leer el capitulo introductorio o prélogo de Tras la virtud (2001).
En consecuencia, solo puede optarse por una u otra tradicion y vivir en ella de la manera mas
honesta posible. Agradezco este comentario al Dr. Xavier Escribano.
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caracterizacion de un marco referencial que encaja bien con lo que se ha
definido como medicalizacion. Por eso, otro objetivo de esta tesis fue analizar
esta mirada atributiva, que presupone valores morales y creencias, que es
capaz de reconocer, ratificar, desacreditar o reforzar la identidad y percepcion
de la dignidad de los pacientes (cuarto articulo) a la luz de las expresiones
verbales extraidos de los estudios cualitativos sobre el DAM. Entender estos
valores puede ser igualmente crucial a la hora de entender la vivencia de quien

expresa cierto deseo de adelantar la muerte.

Finalmente, el deseo de morir entendido como un deseo general que
abarcaria distintos grados de intencionalidad —por ejemplo desde la aceptacion
de la muerte a la peticion de eutanasia o a la muerte por VSED- conecta con el
dilema ético ya planteado acerca de las acciones (u omisiones) que deben
llevar a cabo (0 no) los profesionales de la salud. Asi pues, los Gltimos objetivos
de esta investigacion fueron comparar el fenémeno de VSED a la luz de los
resultados de los estudios cualitativos sobre el DAM y analizar si el VSED

puede considerarse como una expresion concreta del DAM (quinto articulo).

En el siguiente capitulo, se abordara el concepto de la dignidad en el
ambito de la literatura biomédica, teniendo en cuenta que es uno de los

antecedentes del DAM en los pacientes que se encuentran al final de su vida.
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Capitulo 3. La dignidad en la literatura biomédica en el contexto de final
de vida

3.1 Breve historia del binomio dignidad-autonomia en el contexto del final
de vida

A partir de los afios 60 el abuso cometido hacia algunos grupos vulnerables de
la sociedad (personas enfermas o con alguna discapacidad, personas ancianas
0 nifos), la atencion precaria recibida por los pacientes que no presentaban
esperanza de curacion, el recuerdo de los experimentos con humanos
realizados en los campos de concentracién nazis; junto a la emergencia de
algunos casos extremos que cuestionaban el limite de la intervencion médica,
desperto la necesidad de establecer una ciencia ética y clinica que protegiera a
las personas en el contexto sanitario. A esta ciencia nueva se le llamo bioética
(Potter, 1971).

En 1962 un grupo de no-profesionales —el llamado ‘God Commitee’ de
Seattle— recibié el cometido de seleccionar a pacientes que potencialmente
podian ser sometidos a tratamiento sustitutivo renal con hemodialisis. La falta
de conocimiento en la materia y la aplicacion de unos criterios arbitrarios hizo
que el ‘God Commitee’ se conviertiera en un escandalo nacional e hizo detener
su actividad. En 1963 sali6 a la luz que a 19 ancianos del Jewish Chronic
Disease Hospital (Brooklyn), sin previo consentimiento, les habian inyectado
células cancerigenas para comprobar si su cuerpo las rechazaba. De 1965 a
1971, nifios discapacitados y hospitalizados en el Willowbrook State Hospital
(Nueva York) fueron inyectados con el virus de la hepatitis sin su
consentimiento ni el de sus padres. En 1968 el Dr. Henry Beecher public
datos relativos al experimento de Tuskegee, un estudio longitudinal (1930-
1972) en el que habian participado mas de 400 hombres de raza negra a los
cuales se les habia inyectado la bacteria de la sifilis (Treponema Pallidum). El
objetivo de este estudio fue observar el desarrollo natural de la sifilis cuando no
es tratada (recuérdese que la comercializacion de la penicilina —tratamiento que
se habia demostrado eficaz en contra de la sifilis— data de principios de la
década de 1940). En el afio 1976 se tomé la decisibn de que a Karen Ann
Quinlan, una mujer con una anoxia prolongada, se le retirara la ventilacion

artificial tras un afno en estado de coma. Su caso abrido el debate sobre la
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limitacion del esfuerzo terapéutico en el contexto de progreso tecnoldgico

actual.

En esta misma época, revistas cientificas como New England Medical
Journal y The Lancet, dos de las revistas mas prestigiosas en el &mbito clinico
posicionadas en primer y segundo lugar teniendo en cuenta su factor de
impacto, empezaron a publicar articulos que debatian sobre la eutanasia, el
derecho a morir con dignidad y el cuidado que merecen las personas en
situaciones de final de vida (Clark, 2002). Hasta entonces, los pacientes con
cancer habian sido centro de la atencion médica cuando era esperable su
curacion. Sin embargo, junto al desarrollo de una incipiente filosofia de los
cuidados paliativos™, la atencién empezé a focalizarse no solo en los aspectos
curativos, sino también en los aspectos de cuidado y acompafiamiento que
tenian el presupuesto de que la vida es valiosa, merece y puede ser vivida
hasta el final. Esta nueva aproximacion hacia las personas con enfermedades
avanzadas tuvo que ver con la consideracién de los factores psicolégicos,
sociales, existenciales o espirituales como claves del bienestar de los
pacientes. De este modo, el lema de “ya no hay nada mas que hacer” fue
substituido por la conciencia de “curar a veces, aliviar a menudo, consolar
siempre” y con la consideracibn de que los aspectos vivenciales de la
enfermedad, la impronta que genera en la biografia del paciente son elementos

cruciales a tener en cuenta (Casell, 1982).

El concepto de dignidad, en este contexto ayudd a centrar la idea de que
la persona es alguien que posee un valor irrenunciable e inviolable a pesar del
proceso penoso que pueda vivirse en la enfermedad. El desarrollo de un
cuidado que atiende a la dignidad de la persona, precisamente, tiene que ver

con la consideracion de que la persona es siempre un fin y un bien en si

14 a filosofia de los cuidados paliativos, impulsada por Cicely Saunders (1965), contribuy6 a la
promocion de un cuidado que integrara y relacionara todas las dimensiones de la persona
saliendo al paso de la extendida idea de que nada méas puede hacerse con el enfermo terminal
gue se encuentra en sus Ultimos momentos de vida. A la inefectividad del tratamiento curativo
le puede proseguir un tratamiento paliativo que atienda tanto al control de sintomas como a la
depresidn, miedo ante un futuro incierto, angustia, pérdida de sentido de la vida, pérdida del
sentido de dignidad, etc.
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mismo, alguien que merece toda la atencion y respeto de los profesionales de

la salud hasta el final de sus dias (Saunders, 1965)15.

Sin embargo, la nocién de dignidad rapidamente fue equiparada a la de
autonomia. La posibilidad de encarnizar terapéuticamente a los pacientes y no
tener un criterio claro sobre los limites de la intervencién médica, el manejo
inadecuado del dolor y de los sintomas, el hecho de vivir con un sufrimiento
‘insoportable’, las condiciones penosas en las que algunos pacientes con
enfermedades avanzadas mueren, y la presencia de casos limite que reclaman
el derecho a que se pueda determinar la propia muerte para evitar estas
circunstancias ‘indignas’ de la persona (como lo serian el dolor, la pérdida de
funcionalidad fisica, de autonomia, la incapacidad de disfrutar de las
actividades de la vida ordinaria, etc.) bajo el amparo de la ley, generé en
diversos paises el surgimiento de movimientos a favor de la ‘Muerte con
dignidad’ (Hendin, 2009; Montero, 2013). La idea de morir con dignidad —que
se desarrollard en el apartado 5.1- presupone que la persona no posee una
dignidad intrinseca puesto que el valor de la persona puede depender de las
circunstancias en las que vive. Asimismo, presupone que la dignidad se
fundamenta en la autonomia y que la capacidad de establecer la propia ley, el
poder autodeterminar la propia vida de acuerdo a los valores y deseos

personales es lo que define la propia dignidad.

Desde el punto de vista de la historia de las ideas, no es nueva la
interrelacion de estos dos conceptos. Pico della Mirandola (2003) en su
conocido discurso sobre la dignidad del hombre, precisamente destacé que lo
gue hace que el ser humano sea un ser Unico es la capacidad humana para

configurar su vida.

Las tesis kantianas se consideran fundantes del discurso moral moderno
sobre la dignidad (Shell, 2008). En primer lugar, Kant define dignidad como

“aquello que constituye la condiciéon para que algo sea fin un si mismo” (Kant,

15 No hay que olvidar que los cuidados paliativos fueron promovidos bajo una idea cristiana de
la persona y del enfermo (Coward y Stajduhar, 2012). La idea cristiana del cuidado por un lado,
considera la dignidad intrinseca del ser humano como realidad inseparable de la imagen de
Dios que hay en cada individuo. Y por otro, considera que en cada persona sufriente esta el
mismo Cristo paciente (Juan Pablo II, 1984).
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2002, p. 2, Abs. (Il 60)), no relativo a un valor contingente o a un precio (objeto
de evaluacion condicional) como sostuvo Hobbes (1914)16. Este principio
encuentra su consecuencia practica en el imperativo de tratar al otro (a la
humanidad) y a uno mismo como tal; y en €l encuentra su fundamento la moral.
En segundo lugar, la dignidad seria una condicién de la persona en virtud de su
naturaleza racional a partir de la cual cobra sentido el concepto de autonomia.
Para Kant, autonomia tiene que ver con la responsabilidad de actuar de

acuerdo con la ley-deber moral guiada por la razén.

La recepcién del concepto kantiano de dignidad, a menudo, adna la idea
de dignidad entendida como la condicion intriseca que da valor a la persona y
dignidad entendida como capacidad del agente moral que puede decidir de
forma auténoma, conviertiéndose en ley para si. Asi, por ejemplo, Goodin
(1981, pp. 91-95 citado en Pullman, 1996, p.199) afirma que “el hombre se
dirige hacia una existencia dignificada y merecedora [digna] de respeto moral,
exclusivamente y en tanto que, se convierte en auto-legislador [de su propia
vida], vence la natural necesidad y esta dispuesto a [responsabilizarse de] sus
propias acciones”. En esta ultima definicidn, a diferencia del planteamiento de
Kant, el sujeto auto-legislador no busca obedecer a una ley que pueda ser
védlida de forma universal sino que la auto-configuracion moral estara
determinada por lo que le dicte su propia conciencia asumiendo que el juicio

gue emita sera subjetivo y no debera imponerse como norma para los demas?’.

Desde la Optica clinica, la identificacion de la dignidad con la autonomia
puede enmarcarse en el auge del modelo principialista anglosajon que defiende
que, precisamente el principio de autonomia, debe ser el pilar que fundamente
los protocolos de bioética. Como consecuencia de los abusos cometidos a
personas que fueron intervenidas sin consentimiento, etc. se empez6 a
destacar la necesidad de respetar a los pacientes en sus “convicciones éticas”,

reconociéndolos como agentes autonomos (Davis, 2008, p. 24).

16 “v¥ como en otras cosas, asi en cuanto a los hombres, no es el vendedor, sino el comprador
quien determina el precio. Porque aunque un hombre (cosa frecuente) se estime a si mismo
con el mayor valor que le es posible, su valor verdadero no es otro que el estimado por los
demas” (Hobbes, 1914. Capitulo X, 16).

17 Charles Taylor en Sources of the self (1992), desarrolla de forma magistral y exhaustiva el
origen de este yo moderno.
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Por el contrario —o mutatis mutandi de forma complementaria—, el legado
de la bioética europea aporta una vision distinta, precisamente porque resalta
la centralidad del concepto de la dignidad en el marco de toma de decisiones
clinicas y defiende que no puede ser reductible al concepto de autonomia
(Rendtorff, 2002). En el Final Report on the Project Basic ethical principles in
European bioethics and biolaw, se identifico la dignidad, junto a la autonomia,
integridad y vulnerabilidad como marco para proteger a la persona de un
desarrollo tecnolégico deshumanizado. Tras examinar y discutir qué significa el
concepto de dignidad se definié como “una cualidad de la persona como tal. [La
dignidad] actualmente se refiere a tanto el valor intrinseco de una persona
como al valor intersubjectivo de cada ser humano en su encuentro con el otro
[...] La dignidad tiene que ver con uno mismo y con el otro: yo debo actuar con
dignidad y debo tener en cuenta la dignidad del otro” (Rendtorff, 2002). Esta
definicién, puede servir como marco para disefiar guias para la practica clinica,
salvaguardando el valor inherente de la persona humana y protegiéndola de las
concepciones que entienden que las personas, en estas circunstancias, ya no
tienen valor. En un plano normativo puede ser dificil acordar cuales son las
consecuencias de afirmar que existe una dignidad intrinseca —baste considerar
la imprecisa definiciébn de dignidad intrinseca tal y como es presentada por la
Declaracion de los Derechos humanos (Organizacion de las Naciones Unidas,
1948)—, pero reconocer a otro ser humano como ser humano es necesario para
respetar a la persona y protegerla de cualquier reduccionismo en el que se
pueda caer, especialmente en estados avanzados de enfermedad donde la

vulnerabilidad del ser humano se hace patente.
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3.2 La dignidad en la literatura biomédica en el contexto de final de vida

“¢ La dignidad humana —es un concepto util en bioética, que proyecta luz
sobre el amplio espectro de temas bioéticos, como la investigacion con
embriones y la reproduccion asistida, el desarrollo biomédico o el
cuidado de las personas con discapacidad y las que se encuentran al
final de la vida? ¢O es, por el contrario, un concepto inatil- en el mejor
de los casos un vago sustituto de otros conceptos, y en el peor, un mero
eslogan que camufla argumentos que no convencen y sesgos
inarticulados?” (Schulman, 2008, p. 3).

En el afio 2003 Ruth Macklin publicé su polémico articulo ‘Dignity is a useless
concept’ ['La dignidad es un concepto inutil'] (Macklin, 2003) a través del cual
defendia que la nocion de dignidad podia eliminarse del discurso ético sin
miedo a perder ningun contenido valioso. Desde entonces, algunas voces se
han posicionado a favor y en contra del eslogan planteado por Macklin.
Precisamente, Adam Schulman, en la cita recogida arriba, encabezo6 el informe
comisionado por el President’s Council on Bioethics sobre la ‘Dignidad humana
y bioética’ retomando la pregunta acerca de la utilidad de la dignidad en el

discurso bioético.

Algunos abusos cometidos a lo largo del siglo XX (experimentacion
humana, encarnizamiento terapéutico) han dado pie a que distintas
declaraciones*® hayan intentado normativizar el concepto de dignidad. Sin
embargo, la multiplicidad de puntos de vista (ontoldgico, utilitarista, feminista,
personalista, etc.) a través de los cuales, se reflexiona sobre este concepto,
dificulta el consenso sobre su significado y reconocer hasta qué punto puede

ser util.

Parte de la falta de consenso sobre qué significa dignidad, sin duda,

tiene que ver con las mdltiples disciplinas desde las que se aborda el término?9.

18 por ejemplo, la Declaracion Universal de los Derechos Humanos (1948), la Declaracion de
Helsinki (1964), la Declaracion de Alma Ata (1978), la Declaracion Universal sobre el Genoma
humano (1997), etc. También se llevaron a cabo diversos Proyectos de investigacion para
proteger a poblaciones vulnerables, como la Research Involving the Fetus (1975), Research
Involving Prisoners (1976), Research Involving Children (1977), Psychosurgery: Report and
Recommendations (1977), Disclosure of Research Information under the Freedom of
Information Act (1977), Research Involving Those Institutionalized as Mentally Infirm (1978).
Para una informacion mas detallada ver Daniel F. Davis (2008).

19 por ejemplo, desde la filosofia, desde las ciencias empiricas, juridicas, etc.
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La nocion de dignidad, desde la perspectiva filoséfica, con frecuencia se ha
tratado como un concepto abstracto y universalista (cfr Macklin, 2003). Es
decir, como un concepto que se aplicaria de forma general, sin atender a las
particularidades de cada situacion especifica. Por el contrario, desde una
perspectiva empirica parece concebirse de un modo particularista, relativo a las
circunstancias y valores de cada persona. Del mismo modo, la defensa del
derecho a morir bajo el eslogan de “dignidad” no hace méas que dificultar la
comprension de este término. Como consecuencia de esta falta de claridad
terminoldgica, en el apartado siguiente trataran de describirse algunos
escenarios (contextos) y sentidos (significados) de dignidad en la literatura
biomédica®.

3.3 Los escenarios y sentidos de dignidad en la literatura cientifica en el
contexto de final de vida

En la literatura biomédica se podrian distinguir tres escenarios o ambitos en los
que se utiliza el concepto de dignidad al final de la vida: dignidad como
cualidad de la persona (en relacion con la percepcion de identidad tanto desde
el punto de vista de los pacientes como de los profesionales de salud y entorno
social inmediato) (Bayer, Tadd y Krajcik, 2005; Chochinov et al., 2002; Enes,
2003; Franklin et al., 2006; Jacelon, 2003; Li, Richardson, Speck y Armes,
2014; Pleschberger, 2007); pérdida del sentido de dignidad como mediadora
del deseo de adelantar la muerte (Monforte-Royo et al., 2012; Pearlman et al.,
2005; Vehling y Mehnert, 2014); y como argumento estratégico de movimientos
a favor de la eutanasia y del suicidio asistido bajo la expresion ‘muerte digna’
(Batavia, 2000; Chin et al., 1999; Hendin, Foley y White, 1998; Miller, 2000;
Sampaio, 1992; Sullivan, Hedberg y Hopkins, 2001).

Existen algunas revisiones narrativas (Haddock, 1996; Street y Kissane,
2001) y sistematicas (Guo y Jacelon, 2014; Ostlund, Brown y Johnston, 2012)
sobre dignidad al final de la vida. Del mismo modo, numerosos autores han
profundizado sobre su significado desde un punto de vista teérico (Johnson,

1998; Pullman, 1996; Sulmasy, 2005) y se han planteado qué significa la

20 En este apartado es preciso distinguir entre los escenarios en los que aparece dignidad, de
los sentidos de dignidad. Si bien es verdad que se entrelazan, es distinto hablar de los
contextos en los que aparecen que hablar de como se entiende dignidad en cada uno de ellos.
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‘muerte con dignidad’ (Abiven, 1990; Cooper, 1997; Guo y Jacelon, 2014;
Pullman, 2004; Sampaio, 1992; Toombs, 2004). A pesar de esto, son
frecuentes las alusiones a su equivocidad y a la carencia de una definicion
comun. Partiendo de esta falta de consenso mencionada en la literatura,
Chochinov et al. (2002) fueron los primeros en plantear un estudio cualitativo
que explorase el sentido de dignidad bajo la perspectiva de los propios
pacientes. Hasta entonces, numerosos profesionales de la salud habian
insistido en la importancia de reconocer la dignidad como una cualidad
inherente del ser humano. Sin embargo, tal y como apuntan Chochinov et al.
(2002) era necesario definir de forma operativa qué significa dignidad para
poder concretar en la practica clinica una atencion que respondiera a como los
pacientes perciben su propia dignidad. En otras palabras podria decirse que
una de las grandes aportaciones del estudio de Chochinov et al. (2002), radica
en el hecho de conectar este ideal filoséfico de dignidad con el contexto clinico
en el que se encuentran los pacientes. Considerar el punto de vista de los
pacientes, sus experiencias, su voz en primera persona se ha visto como un
testimonio valioso que permite comprenderlos y atenderlos de una forma mas

adecuada teniendo en cuenta sus necesidades reales.

Desde entonces, se han llevado a cabo numerosos estudios ahondando
en esta percepcion desde el punto de vista de pacientes con enfermedades
avanzadas (Brown et al., 2011; Chochinov, 2002; Enes, 2003; Ho et al., 2013;
Ho et al., 2013) y ancianos (Bayer et al., 2005; Franklin et al., 2006; Jacelon,
2003; Pleschberger, 2007); estudios transversales para detectar factores
relacionados con la percepcion de dignidad (Chochinov et al., 2002; Hack et al.,
2004); e intervenciones para evaluar su sentido y mejorar su percepcion
(Chochinov et al., 2008; Hall et al., 2009; Periyakoil, Stevens, y Kraemer, 2013).
En esta linea, ademas del de Chochinov, se han disefiado algunos modelos de
dignidad para favorecer su cuidado y proteccion (Martinez et al., 2016; Ostlund
et al., 2012; Pleschberger, 2007; Vladeck y Westphal, 2012).

Asimismo, el reconocimiento del sufrimiento extremo, la falta de control
sobre el dolor y el malestar emocional que, con frecuencia, suponen los

procesos terminales de enfermedad -que para algunas personas es
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experienciado como una pérdida de sentido dignidad—, se han visto como

factores que podrian mediar la emergencia del DAM.

Partiendo de este marco, numerosas organizaciones de distintos paises
del mundo?! estan impulsando la defensa a favor del derecho a morir a través
de la despenalizacion del suicidio asistido y de la eutanasia (“Death with
dignity,” 1982; Miller, 2000; Sampaio, 1992). Tanto investigadores como
pacientes han afirmado que, en estas circunstancias, la muerte seria preferible
a la enfermedad y que este proceso final de deterioro y sufrimiento no seria
“‘digno” de la persona (Batavia, 2000; “Death with dignity,” 1982; Quill, 1991;
Sampaio, 1992). Bajo este presupuesto, en distintos lugares del mundo el
programa que aboga por la implementacion y legalizacion de estas practicas se

ha denominado ‘muerte con dignidad’ (Van Brussel, 2014).
3.3.1 Los sentidos de dignidad

Los diferentes discursos en los que se ha reflexionado sobre la dignidad
pueden llevar a dudar sobre si es posible y Gtil hablar de este concepto.
Aschroft (2005) resolvié la cuestion aduciendo que “hablar de dignidad no es
nada mas que entender las formas en que se utiliza en el lenguaje ordinario” (p.
680); mientras que Singer y Kuhse (2003) y Macklin (2003) han afirmado que
“‘la dignidad es un concepto inutil” porque es un concepto vacio que no aporta
mas significado que el que ya lo hacen, por ejemplo, las nociones de
autonomia o de respeto. Sin duda, hay parte de razbn en estas
consideraciones pero el problema del relativismo linglistico es nuclear. En la
medida en que las palabras solo tienen sentido en el uso se hace dificil llegar a

su significado.

Haddock en ‘Towards further clarification of the concept 'dignity’’ ['Hacia
una mayor clarificacién del concepto de ‘dignidad”] (1996) planteé de una
forma interesante como comprender este concepto a la luz de la interaccion

entre a) lo que significa en si y b) los pensamientos y valores asociados a su

21 por citar algunos ejemplos: la ‘vzw Recht op Waardig sterven’ y la ‘Association pour le droit
de mourir dans la dignite” en Bélgica, ‘Dignitas’ o ‘Exit’ en Suiza, la ‘Dying with dignity’ en
Canadd y Estados Unidos, ‘Derecho a Morir Dignamente’ en Espafia y la sociedad japonesa a
favor de la muerte con dignidad.
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percepcion. Partiendo de esta distincion propuesta por Haddock se trataran de
describir los tres niveles de dignidad que se suelen mencionar en la literatura:
dignidad en sentido intrinseco (referida al ser humano como cualidad o
propiedad intrinseca), dignidad como cualidad empirica (cobmo es percibida por
el propio sujeto y por los demas) y ‘muerte con dignidad’. Mientras que los dos
primeros sentidos darian respuesta a “lo que significa en si” el tercero tendria

que ver con “los valores y pensamientos asociados a esta percepcion”.

La idea de muerte con dignidad se desarrollara después de esclarecer
los términos de autonomia, control y autodeterminacién puesto que no puede

comprenderse qué significa esta expresion fuera del marco de la autonomia.
a) Sentido intrinseco

Muchos de los estudios que, desde algun punto de vista, tratan sobre la
dignidad hacen referencia a un primer nivel intrinseco (Ashcroft, 2005;
Chochinov et al., 2002; Leung, 2007; Pullman, 1996; Sulmasy, 2005). Algunos
autores se han referido a éste como dignidad fundamental que designaria el
valor intrinseco e inalienable que toda persona posee y que no puede variar ni
erosionarse en funcion de las circunstancias (Leung, 2007; Pullman, 2004).
Esta idea de dignidad tendria que ver con que “la persona no conoce gradacion
[...] esta dignidad no puede ser destruida ni aniquilada, es indestructible. [...] no
depende de la realizacion de las capacidades de la persona” (Seifert, 1995, p.
139 citado en Torralba (2005, p. 357)).

Este sentido de dignidad es al que se alude cuando se habla de los
derechos humanos: “la libertad, la justicia y la paz en el mundo tienen por base
el reconocimiento de la dignidad intrinseca y de los derechos iguales e
inalienables de todos los miembros de la familia humana” (Organizacion de las
Naciones Unidas, 1948). Sulmasy (2013) en su interesante analisis l6gico-
conceptual también recalcd que la dignidad es un valor intrinseco que alguien

posee en virtud de su condicion humana.

Desde un punto de vista historico, esta nocién intrinseca de dignidad a
menudo se ha fundamentado en discursos religiosos. Por ejemplo, suele

mencionarse que la dignidad se fundamenta en la idea de que el ser humano
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ha sido creado a imagen y semejanza de Dios, tal y como se relata en el libro
del Génesis (Gen 1: 26-27). Sin embargo, esta concepcion de dignidad ha
quedado desdibujada y, a menudo, substituida por el concepto mas amplio de
sacralidad o santidad de vidaz2 que también haria referencia a la idea de que la
persona es un absoluto y un fin en si misma (Jacobson, 2009a; Jordan, 2010;
Pullman, 1996). La idea de que la vida es una realidad sagrada tiene su origen
en el presupuesto de que la vida humana, en si misma es sagrada y
trascendente; y, en consecuencia violarla o destruirla podria entenderse como
un sacrilegio injustificable (Kass, 1990). Aunque podria pensarse que la idea de
sacralidad tiene que ver con un principio religioso, autores como Bayertz (1996,
p. xiii) sefialan que no es necesariamente asi. Segun este autor, la santidad de
vida podria definirse como “el principio moral absoluto que protege la vida de
ser danada”. En este sentido, tal y como apunta Keenan (1996), el término
‘santidad de vida’ referiria no tanto a un deber hacer —en calidad de esta
santidad- sino a lo que no se puede hacer: en este caso, transgredir los limites
de la vida. Sea como fuere, la reminiscencia a la herencia judeocristiana en el
contexto occidental es clara: mientras que para algunos autores catélicos la
dignidad seguiria siendo el reflejo dela imago Dei, para otros seria expresion de

una espiritualidad secularizada, no dependiente de ninguna tradicion religiosa.

Por el contrario, la asuncion de la sacralidad de la vida ha sido puesta en

entredicho por fildsofos como Singer (1983; 1988) o Kuhse (1981), quienes

22 ‘santidad de vida’' (sanctity of life) es un concepto desarrollado principalmente en el ambito
anglosajon que podria equipararse a la nocién de dignidad humana, que tiene su origen en el
ambito europeo. Ambos conceptos tienen en comdn que se presentan como aquella cualidad a
partir del cual la vida humana se concebiria como sagrada e inviolable. La expresion ‘santidad
de vida’ empezé a predominar en los debates académicos y civiles de forma paralela al
nacimiento de la bioética. Segun Bayertz (1996, pp. vii—viii), tres fueron los escenarios en los
que se utilizé el término de ‘santidad de vida’ como argumento fundamental para proteger la
vida humana: 1) En las Cortes Supremas de Estados Unidos que empezaron a legislar a favor
del aborto. 2) En los debates sobre el final de la vida en relacion a los tratamientos invasivos
(qué momento es el oportuno para terminar con un tratamiento [por ejemplo en las unidades de
cuidados intensivos]) y en relacién a la legislacion y préactica de la eutanasia y del suicidio
asistido. 3) En las discusiones relativas a la intervencion tecnolégica en la reproduccion
humanay en la inseminacién artificial. En estos tres escenarios ‘la santidad de vida’ aspiraria a
tener un estatus normativo en las legislaciones de los diferentes paises de modo que se
protegiera eficazmente a cada individuo desde su concepcion hasta su término natural. Sin
embargo, el concepto de ‘santidad de vida’ no esta exento de polémica y ambigliedad. Por un
lado, se cuestiona si hace referencia a la vida humana de forma exclusiva o si por el contrario
también incluiria otras formas de vida animal o vegetal. Por otro lado, algunos detractores
también cuestionan cual es el origen y fundamento de esta ‘santidad’ y alegan que no es
posible huir de un postulado religioso (Kuhse, 1981; Singer y Kuhse, 1988).
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asumiendo la ética utilitarista del ambito anglosajon, han insistido en que no
existe esta supuesta ‘santidad’ y que su defensa solo es comprensible desde
un marco fideista y no desde la I6gica racional. Como se vera en el siguiente
punto, en el contexto de la literatura cientifica al final de vida, la alusién a la
dignidad intrinseca es mas bien escasa y no suele considerarse en un plano
practico, aplicado en el ambito de las ciencias de la salud. Como mucho, se
habla de dignidad intrinseca para distinguirla de los otros niveles de dignidad,
pero no deja de circunscribirse a un mero apunte tedrico. Con esto se quiere
decir que la mayoria de estudios hablan de la dignidad en funcion de cémo los
pacientes perciben su identidad en relacion a las circunstancias y a la
enfermedad, y muy pocos hablan de este sentido intrinseco. No obstante, en
algunos estudios si que se refleja como algunos pacientes se quejaron al verse
tratados como enfermos o pacientes en lugar de personas, y cOmo quienes
consideraron la dignidad como un valor irrenunciable tuvieron una actitud mas

positiva frente a la enfermedad (Chochinov, 2007; Enes, 2003).
b) La dignidad como cualidad empirica

En el segundo nivel estaria la dignidad personal (dignidad dinamica o personal)
relacionada con la percepcion del individuo y los de su alrededor (Chochinov et
al., 2002; Jacelon, 2003; Leung, 2007; Street y Kissane, 2001). Tal y como
apuntan Street y Kissane (2001) la dignidad es percibida por una persona
dentro de un contexto determinado. Y en este sentido, dignidad es un
constructo encarnado y dindmico, sensible a la relacion con los demas. Tendria
que ver con la imagen que construye el sujeto a partir de la vivencia de la
enfermedad: lo que define la dignidad seria Gnico para cada paciente
(Chochinov, 2004). Es decir que la dignidad se mediria en términos de
construccion subjetiva condicionada por factores fisicos, psicoldgicos vy

sociales.

En este punto, como ya se ha dicho, destaca el modelo empirico de
dignidad de Chochinov et al. (2002), quienes exploraron el sentido de dignidad
a partir de la experiencia vivida por pacientes en cuidados paliativos a través de
los siguientes ambitos. El primero es el relacionado con la enfermedad en si:

pérdida de funcionalidad psiquica y corporal, control de sintomas, ansiedad
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ante la muerte e incertidumbre del pronéstico. El segundo es el relacionado con
como el sujeto gestiona la situacion y se percibe a si mismo: sentido de la
continuidad personal, preservacion del rol social, espiritu de lucha, autonomia,
sentido de la vida, desesperanza y aceptacion de la enfermedad, entre otros. Y,
el tercero, es el relacionado con los factores sociales: privacidad, soporte
social, calidad del cuidado, manejo de los asuntos no resueltos, dependencia
de los demés y percibirse como una carga. Aunque otros autores también han
desarrollado otros modelos de comprension de dignidad, podria decirse que

aportan poco mas al ya planteado por Chochinov y su equipo (2002).

Como consecuencia de la creciente atencion por preservar el sentido de
dignidad, se han construido y validado algunos instrumentos para evaluar su
percepcion en pacientes con enfermedad avanzada. En el afio 2008 Chochinov
et al. (2008) publicaron la primera escala para cuantificar la percepcion de
dignidad de los pacientes (Patient Dignity Inventory [Inventario de dignidad del
Paciente]), partiendo de las categorias halladas en su modelo empirico de
dignidad (Chochinov et al., 2002). Poco mas tarde, Periyakoil et al. (2009;
2010) construyeron dos escalas (Dignity Card-Sort Tool y Preservation of
Dignity Card-Sort Tool) para evaluar los factores que podian influir en la
pérdida y salvaguarda de dignidad al final de la vida; y, recientemente Viug et
al. (2011) otra escala para analizar la auto-percepcion de dignidad. En la
actualidad, el Patient Dignity Inventory es el que ha tenido mayor acogida en el
ambito clinico y ha sido traducido, validado y utilizado en paises como
Alemania, Italia y Espafia (Albers et al., 2011; Guo y Jacelon, 2014; Hall et al.,
2009; Rullan et al., 2015; Vehling y Mehnert, 2014).

Por altimo, otro uso comun de dignidad tiene que ver con nociones como
respeto, mérito, estima, juicio o valoracién (dignidad interpersonal) De hecho,
esta acepcion es la mas fiel a la antigua voz romana de dignitas y se
corresponde con las distintas definiciones de dignidad tal y como aparecen en
algunos diccionarios (Merriam Webster, 2017; Real Academia Espafola,
2014a). En este sentido, se concebiria la dignidad como el atributo, mérito o
estima que la persona acumula durante su vida (Sulmasy, 2013). Esta muy

relacionada con coémo la persona es reconocida por los demas y con la
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dignidad en sentido moral. Es decir, con el habito de actuar de forma coherente

con los principios, virtudes y valores (Nordenfelt, 2004).

Como se ha sefialado, el término dignidad a menudo se fundamenta
partiendo de la nocidon de autonomia. Asimismo, es comun la alusion a la
pérdida de autonomia como motivo por el cual desear adelantar la muerte y
como derecho (el de autonomia) a través del cual defender la muerte
voluntariaz3. De esta forma, en el siguiente capitulo se tratara de abordar el

concepto de autonomia en el contexto de final de vida.

23 Baste considerar que en algunos paises, como por ejemplo en Estados Unidos, al
movimiento de “Derecho a morir dignamente” se le llama o se le ha llamado Self-determination
Act.
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Capitulo 4. La autonomia y control en la literatura biomédica en el
contexto de final de vida

En el ambito biomédico, la autonomia actualmente se concibe como un modelo
y un valor irrenunciable. En 1978 con el informe Belmont (National Institutes of
Health, 1979) y poco después con los Principles of Biomedical Ethics de
Beauchamp y Childress (1979) se formalizaron las tesis del extendido modelo
principialista de bioética donde precisamente la autonomia se erige como pilar
fundamental (Callahan, 2002; Nordgren y Fridlund, 2001).

Con frecuencia, se define autonomia como “la capacidad humana de
autodeterminacion e independencia” relacionada con la eleccion racional libre
(Mesler y Miller, 2000). Aqui puede observarse que, a pesar de que en la
practica clinica autonomia podria entenderse, por ejemplo, como pérdida de
funcionalidad fisica o de control sobre las actividades de la vida diaria, en
algunos discursos se relaciona con la identidad personal y con el sistema de
valores y creencias del paciente. En este sentido encuadra perfectamente la
descripcion que Feyto (2011) propone sobre el tema en un editorial sobre Los

fundamentos de Bioética de Diego Gracia:

“La beneficencia y la autonomia son principios que se explican desde la
referencia a un sujeto, portador de un sistema de creencias, desde el
cual define su proyecto vital y, conforme al cual determina los bienes que
le permiten llevarlo a cabo. Este es un ambito privado, en el que nadie
puede ni debe interferir. Se refiere a los maximos a los que una persona
aspira, los que dotan de sentido su actuacion moral, la guia de sus
comportamientos y convicciones” (p. 10).

Como ya se ha mencionado, autonomia a menudo también se entiende
como control y como autodeterminacion. Como control referiria a los ambitos
sobre los que los pacientes tienen cierto sentido de dominio y a su influencia
sobre cémo se perciben (Chochinov, 2004, 2007). Es decir, tendria que ver con
la funcionalidad fisica (Chochinov et al., 2002), con la capacidad de mantener
las actividades de la vida diaria (Chochinov et al., 2002; Schroepfer et al., 2009;
Volker et al., 2004b), con mantener la independencia respecto a los demas
(Chochinov et al., 2007; Ostlund et al., 2012), con el recibir informacion

adecuada y decidir en coherencia con los propios valores y posibilidades
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(Lavoie et al., 2011), asi como con la forma en que el paciente —y su entorno—
se percibe a causa de esta pérdida de control. En cambio, autonomia como
autodeterminacion, estaria ligada fundamentalmente al derecho a elegir y
controlar el proceso de final de vida (Chapple y Ziebland, 2006; Lee et al.,
1996).

Parte de la complejidad en definir lo que se entiende por autonomia es
que aparece en multiples contextos bajo aspectos distintos. En la literatura
cientifica sobre el final de la vida, autores como Volker et al. (2004b) o
Schroepfer et al. (2009) han sefalado la importancia del control en pacientes
con enfermedades avanzadas. Los primeros han descrito con precision las
areas sobre las que pacientes desean tener cierto tipo de dominio (Volker et al.,
2004b), asi como las estrategias que pueden utilizar los profesionales de salud
para favorecer este control (Volker et al., 2004a); y Schroepfer et al. (2009) han
detallado qué rol juega el sentido de control en pacientes en estados terminales
de su enfermedad.

En la meta-etnografia publicada sobre pacientes con DAM se describio
la autonomia o control bajo tres aspectos (Monforte-Royo et al., 2012). Por un
lado, el déficit o la disminucion del control se presentaron en conexién con la
percepcion de pérdida de la propia identidad ligados al deterioro fisico
resultado de la enfermedad (pérdida de la funcionalidad fisica, incontinencia,
etc.). Esta pérdida de control se asocié a sintomas de distrés emocional:
sentimientos de inutilidad, desesperanza, ansiedad o depresién; asi como con
la pérdida o transformacion del rol social. El segundo aspecto, hizo referencia a
la falta de dominio sobre la propia vida y sobre el futuro como consecuencias
de esta pérdida de control sobre uno mismo. Y el tercero, hizo alusién a cémo
la posibilidad de control sobre las circunstancias del proceso final de la
enfermedad, al menos sentir que se sigue teniendo cierto dominio sobre algun

aspecto de la vida, alivia el sufrimiento y ansiedad en estos pacientes.

Otros autores como Ganzini et al. (2006) o Emanuel et al. (2000) han
presentado el final de vida de pacientes con enfermedad terminal, como un
progresivo deterioro de su autonomia y han encontrado en el suicidio asistido o

eutanasia una forma de superar esta limitacion. Es decir, el decidir sobre las
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circunstancias de la muerte supondria, para estos pacientes, estar por encima

de la pérdida de control que supone una enfermedad mortal.

A pesar de la alta aceptacion del suicidio asistido y eutanasia en los
lugares donde estan despenalizadas —recogida a través de encuestas sobre la
actitud u opinion publica de la sociedad general en torno a este tema—, un dato
interesante es que muy pocas personas lo acaban solicitando realmente
(Onwuteaka-Philipsen et al., 2003). Este hecho, en parte, puede justificarse
porque el tener cierto control sobre las circunstancias que se ha mencionado
mas arriba, puede ser vivido como una forma de libertad, autodeterminaciéon y
alivio para los pacientes (Coyle y Sculco, 2004; Monforte-Royo et al., 2012). En
otras palabras podria decirse que, en la medida en que los pacientes pueden
mantener cierto grado de control, el recurrir a la muerte no se veria como algo

necesario.

Volviendo al primer punto, el dltimo campo desde el que se habla de
autonomia es en relacion con la dignidad percibida en personas al final de la
vida. Algunos autores han descrito la relacién que, en efecto, hay entre ambos
conceptos (Ho et al., 2013; Pullman, 2004; Street y Kissane, 2001; Van
Brussel, 2014), sin embargo, tras revisar la literatura, se hacen evidentes los
multiples sentidos que se le da a este binomio, las distintas conclusiones que
se derivan de los estudios y la presencia no explicita de presupuestos sobre

quién es la persona y sobre el valor de la vida.

En sintesis se podria decir que autonomia, en un sentido amplio,
aparece como factor crucial en pacientes en fases avanzadas de la
enfermedad, vinculada a la propia identidad (dignidad), y al deseo de control

sobre las circunstancias y el proceso de final de vida.

33



Capitulo 5. Dignidad y autonomia en la literatura biomédica en el contexto
de final de vida

Como se ha dicho, a pesar de que se ha hablado de dignidad-autonomia como
lugar comun (Walsh y Kowanko, 2002) no es claro en qué medida estos
conceptos se relacionan entre si. En este punto se tratara de describir, en
primer lugar, qué se entiende por ‘muerte con dignidad’ como expresion
inseparable tanto de autonomia como de dignidad y, en segundo lugar, qué

vinculo se ha encontrado en estudios cientificos sobre este binomio.
5.1 ‘Muerte con dignidad’

El concepto de muerte con dignidad, como se ha dicho mas arriba, alude al
derecho a elegir una muerte voluntaria en pacientes con un sufrimiento extremo
y sin expectativas de curacion (Sampaio, 1992). En la actualidad, los paises o
regiones que han legalizado practicas de ‘muerte digna’ son en el continente
americano: Oregdén (1994), Washington (2008), Montana (2008), Vermont
(2013) y California (2015) en Estados Unidos; Canada muy recientemente,
desde julio de 2016; y en Europa en Suiza (1942)24, Holanda (2001), Bélgica
(2002) y Luxemburgo (2008) (“History of death with dignity,” s.f). Y en otros
muchos paises existen movimientos semejantes que promueven la
despenalizacion del suicidio asistido y de la eutanasia. También existen casos
en los que por un tiempo alguna de estas practicas se ha legalizado y al cabo
de un tiempo se ha vuelto a penalizar como es el caso del Territorio del Norte

en Australia, Colombia y Nuevo Méxicoz?s.

Aungue algunos de estos movimientos empezaron haciendo hincapié
sobre el ‘derecho a morir, finalmente el lema ‘muerte con dignidad’ se ha
impuesto como eslogan que engloba las posiciones a favor de la muerte

voluntaria (Street y Kissane, 2001)?°. Autores como Pannuti y Tanneberger

24 Suiza ofrece un ejemplo singular puesto que es el Unico pais donde esta despenalizado el
suicidio asistido sin la participacién de un médico. La ayuda en le morir esta permitido bajo
condiciones estrictas y siempre bajo el supuesto de que se ayuda a morir por razones
altruistas. Ver por ejemplo Hurst y Mauron (2003).

25 La eutanasia o suicidio asistido en estos paises estuvo despenalizada entre los afios 1995 a
1997, 1998 a 2000, y 2014 respectivamente.

26 Algunos de los nombres que se han utilizado hasta el momento son: Derecho a Morir (con
Dignidad), Dignidad, Morir con Dignidad, Derecho a la Autodeterminacion (o a Elegir), etc.
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(1993), Coope (1997) o Johnson (1998) han visto las limitaciones vy
ambigledades de este término y se han cuestionado si es verdaderamente
‘digna’ la muerte que plantean estos movimientos autodeterministas. No
obstante, es recurrente encontrar en los medios de comunicacion noticias que
hagan referencia univocamente a la ‘muerte con dignidad’ aludiendo al deseo
de morir de pacientes en situaciones extremas 0 a la eutanasia y suicidio

asistido?’.

De una forma clara, Street y Kissane (2001) en el estudio ya citado

enfatizaron la sutil manipulacion del lenguaje que puede llevarse a cabo:

‘Imagenes emotivas de indignidad son frecuentemente utilizadas para
definer dignidad por asociacion. Por ejemplo, en la siguiente
transcripcion de un caso llevado a las cortes sobre el grupo de eutanasia
voluntaria Compassion in Dying versus el estado de Washington, la
dignidad es asociada con ser adulto y separado de la dependencia
infantil.

Un adulto terminal, competente y enfermo... Tiene un fuerte y libre
interés en elegir una muerte digna y humana antes que ser reducido a
un estado infantil de inutilidad, sedacion e incontinencia.

Esta asociacion inmediatamente engendra una respuesta emcocional de
acuerdo y disgusto en muchas personas. El uso de palabras como
inutilidad, sedacion e incontinencia se ajusta a los miedos de muchos, ya
gue la declaracién de la Corte no especifica en qué consiste una muerte
digna y humana” (p. 95).

En otras publicaciones también se encuentran afirmaciones semejantes.
Por un lado, usando un lenguaje metaférico y emotivo que propicia esta
respuesta sensible (Kade, 2000; Quill, 1991). Y por otro, reafirmando
cuestiones como la importancia de ser autbnomo o independiente como valores
absolutos, sin tener en cuenta otros criterios de valoracion. Por ejemplo, el

primer caso publicado sobre una paciente que muri6 por suicidio asistido refleja

27 Un caso emotivo seria por ejemplo el de los gemelos Marc y Eddy Verbessem de Bélgica.
Eran sordos de nacimiento (1968) y con el tiempo fueron diagnosticados de una enfermedad
ocular degenerativa por la que se iban a quedar ciegos. Ante tal prondstico solicitaron morir
bajo la eutanasia, practica a la que tuvieron acceso en el 2014. Lo destacable de este caso es
gue cuando murieron todavia no se habian quedado ciegos -ni padecian sintomas
relacionados con la ceguera— pero alegaron padecer un sufrimiento psicolégico insoportable
debido a la anticipacién de su pronostico (Gordts, 2013).
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perfectamente los puntos que se han sefalado (Quill, 1991). EI médico que
tratd a Diane, una mujer diagnosticada con una leucemia terminal, insiste en
gue era una persona extraordinaria, independiente, que deseaba morir y, sobre
todo, controlar las circunstancias de su final de vida. El articulo cierra con dos
emotivas despedidas: la del médico con su paciente y la de la paciente con su

familia:

‘cuando mos conocimos, estaba claro que ella sabia lo que hacia, que
ella estaria mas horrorizada de quedarse y sufrir. En nuestra triste
[tearful] despedida, ella me prometié una reunién en el futuro en su lugar
preferido al borde del Lake Geneva, con dragones nadando al atardecer
[...] Dos dias mas tarde, su marido me llamé diciendo que Diane habia
fallecido [...] La encontraron en su cama, cubierta con su fulard
preferido. No habia signos de lucha. Parecia estar en paz [...] Su marido
y su hijo quedaron muy tranquilos. Hablamos de la persona remarcable
que Diane habia sido...” (Quill, 1991, p. 693-694).

A grandes rasgos, podrian sefialarse algunas coordenadas para
comprender a qué se denomina ‘morir con dignidad’. El presupuesto de partida,
tiene que ver con el llamado ‘argumento de la autonomia’, esto es la
consideracion de que la autonomia y la autodeterminacion son los valores que
fundamentan el sentido de dignidad de una persona y que hay que respetar
como ‘sentimiento privado’ (Batavia, 2000; Crigger et al.,, 1990; Sampaio,
1992). Autonomia como fundamento de la dignidad se entiende en dos
sentidos. Por un lado, refiere al derecho de cada paciente a ser respetado en
sus valores y decisiones y en consecuencia pueda actuar conforme a ellos; y
por otro, a la posibilidad de mantener las capacidades fisicas y cognitivas sin
las cuales no podria ser independiente. Bajo este prisma, cualquier persona
tendria derecho a poner fin a su vida en el momento en que no hubiera
esperanza de curacién y se perdiera la calidad de vida. Con frecuencia,
subsistir dependiendo de respiradores y sondas de alimentacion, es visto como
una forma ‘indigna’ e inhumana de vivir, como un hecho artificial que liga la vida
de una persona a una maquina alargando su existencia de manera innecesaria
(Sampaio, 1992). De nuevo, la alusion a que la persona tiene el derecho de
vivir como quiera sus ultimos instantes asi como de ponerle término también es
constante; incluso es visto como una forma de compasién y solidaridad para

con la familia y el enfermo (Compassion & Choices, 2008).
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En esta linea, Chin et al. (1999) y Ganzini et al. (2003; 2009; 2002) entre
otros, han profundizado en algunas de las caracteristicas de los pacientes que
han solicitado suicidio asistido y que da luz sobre la relevancia del argumento
de la autonomia. Por ejemplo, a un mayor nivel educativo, econémico y a una
menor adhesidn o pertenencia a tradiciones religiosas/espirituales es mas
frecuente que se dé un mayor deseo de autonomia y un mayor deseo de morir.
Otros investigadores también han sefialado cuéles son las causas y factores
relacionados que conducen a los pacientes a solicitar estas practicas (Ganzini
et al., 2003; Lee et al., 1996; Schroepfer, 2008; Sullivan, Hedberg y Fleming,
2000; Sullivan et al., 2001; Tolle et al., 2004; Wilson et al., 2007). A pesar de
gque a menudo se sefialan como causa de la muerte voluntaria cuestiones
econdémicas, el miedo a ser una carga para los demas o la falta de control
sobre el dolor (Lee et al., 1996); estos autores subrayan como el denominador
comun de los pacientes es la importancia que atribuyen a la pérdida de
autonomia y control sobre el momento de morir. Chin et al. (1999) en el estudio
de casos-controles que llevaron a cabo, confeccionaron dos grupos
distinguiendo entre los pacientes con enfermedad terminal que solicitaban el
suicidio asistido y los que no. Destacd que el grupo compuesto por pacientes
que deseaban morir tenia mas control sobre sus funciones fisicas y actividades
que el otro grupo. Sin embargo, destacaba en ellos el miedo a una pérdida de
control futuro, es decir, “fueron sus valores personales los que les llevaron a
tomar una direccién u otra, no la intensidad objetiva de sus incapacidades”
(White y Callahan, 2000, p. 334).

5.2 La relacion entre autonomia y dignidad en la literatura biomédica

Como ya se ha dicho, tanto desde un punto de vista teérico como empirico se
ha reflejado el vinculo existente entre dignidad y autonomia en pacientes al
final de la vida. En los apartados anteriores se ha tratado de definir como se
entiende cada uno de ellos por separado y, simplificando, podria subrayarse
qgue dignidad en tanto cualidad empirica, puede asociarse a la funcionalidad
como pérdida de autonomia y de control e influir en la forma en que la persona
se percibe a si misma (identidad). Autonomia, en tanto que valor asociado a la
identidad personal puede asociarse con dignidad. Es decir, algunas personas
entienden que la vida pierde su valor —concebido como dignidad— en la medida
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en que pierden el control sobre su vida y circunstancias y ya no pueden

disfrutar de las actividades cotidianas.

Street y Kissane (2001) han encuadrado la dignidad como autonomia y
autodeterminacion en el contexto del discurso a favor de la muerte con
dignidad. Y han sefalado el reduccionismo que entrafia concebir dignidad
como calidad de vida y la importancia de un cuidado adecuado por parte de los
profesionales de salud. Asimismo, en palabras de una de sus pacientes, han
definido estos conceptos a la luz de ser capaz de definir los propios limites y

valores, en lugar de que sean los demas quienes lo hagan.

Nordenfelt (2004) habl6é de este binomio vinculandolo a conceptos como
identidad, integridad, imagen personal, respeto y confianza. A causa de la
enfermedad es frecuente que los pacientes asocien la transformaciéon de su
imagen fisica a la fragmentacion de su identidad. El resultado es la aparicion de
una pérdida de autoestima y confianza, asi como la ruptura con un entorno que

ya no les ve igual (Jacelon, 2003; Street y Kissane, 2001).

Chochinov et al. (2002) también encontraron en su estudio cualitativo
sobre la dignidad, categorias asociadas a autonomia, control o independencia.
En este sentido es interesante distinguir entre los distintos niveles desde los
que entienden dignidad. El primero, referiria al ambito de la funcionalidad:
como se ve afectada la autonomia o independencia como consecuencia de la
enfermedad; y el segundo, a un dmbito mas interior: capacidad de seguir

manejando la vida y elegir segun los valores personales.

Enes (2003) en un estudio fenomenolédgico observo que tanto pacientes
como profesionales sanitarios relacionaron la nocién de dignidad con tener
control sobre las decisiones, sobre el cuerpo, sobre la conducta y sobre lo que
sucede. Esta forma de control también fue relacionada con preservar la
identidad. Y en otro estudio desde el punto de vista de los profesionales de
salud (Walsh y Kowanko, 2002) se hallaron resultados similares al identificar
dignidad con control sobre las circunstancias y acceso a la informacion para

poder salvaguardar la autonomia.
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Por dltimo, como ya se ha dicho, un dmbito desde el que se suele hablar
de dignidad y autonomia es en las investigaciones sobre el deseo de adelantar

la muerte.

En consecuencia a lo planteado en los capitulos anteriores, ahondar
sobre como se entienden dignidad y autonomia y qué relacion existe entre
ambas en la experiencia de los pacientes al final de vida resulta crucial para
superar los interrogantes que surgen ante la presentada falta de claridad

conceptual en la literatura cientifica.

Dando un paso mas, tal y como afirma Ohnsorge (2015), el debate sobre
algunas cuestiones bioéticas con frecuencia se ha dado contraponiendo
principios fundamentales. Por ejemplo, tal y como se ha dicho, en el discurso
sobre la eutanasia es comun la alusidon a la defensa de la autonomia,
autodeterminacién y dignidad; y, paraddgjicamente es frecuente que se utilicen
estos principios para defender posiciones contrarias. Por eso, profundizar sobre
como perciben su dignidad y autonomia los pacientes al final de la vida, cémo
expresan tales percepciones, y cdmo son entendidas por sus interlocutores
(familiares, profesionales) es uno de los objetivos de esta tesis y el primero de

los articulos presentados.
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Capitulo 6. La experiencia de la dignidad y de la autonomia en pacientes
al final de la vida. Una mirada fenomenoldégica

Tal y como han afirmado tanto filosofos como profesionales de la salud,
ciertamente, la filosofia puede ayudar a profundizar sobre quién es la persona,
cudles son sus dimensiones o qué significa estar sano o enfermo. De forma
particular, la fenomenologia puede ser un método adecuado para “describir y
ordenar la experiencia” asi como para conocer y comprender de forma
sistematica las percepciones y vivencias en primera persona del sujeto de esa
experiencia (Carel, 2011, p. 1). De esta forma, en este capitulo se presentaran
algunas nociones de la fenomenologia de la corporalidad y de la enfermedad,
partiendo especialmente de la filosofia desarrollada por Toombs?®, que trataran
de enmarcar el segundo articulo de esta tesis. El objetivo del segundo articulo
es establecer un didlogo entre los datos de los estudios cualitativos (las
expresiones verbales obtenidas de los estudios sobre dignidad percibida y
autonomia -primer articulo (Rodriguez-Prat et al., 2016)- y los conceptos
trabajados desde la fenomenologia de la corporalidad desde el analisis

toombsiano.

La fenomenologia de la corporalidad inspirada y desarrollada por, entre
otros, Husserl, Merleau-Ponty y Sartre —los grandes representantes de la
filosofia fenomenolégica— ha sido aplicada de manera retrospectiva por algunos
autores a temas y problemas frecuentes en los campos de la salud y de la
practica clinica. La mirada fenomenoldgica puede aportar una perspectiva
interesante, precisamente porque hace posible una reflexion a partir de la
experiencia del paciente, y en este caso de forma particular, teniendo en
cuenta vivencias muy concretas relacionadas con la dignidad, control o
autonomia a partir de la experiencia del propio cuerpo. Entre estos autores,

cabe destacar a Richard Zaner, S. K. Toombs, Drew Leder, Fredrik Svenaeus o

28 Toombs, que fue diagnosticada de esclerosis multiple en 1973, es una autora interesante en
el ambito de la fenomenologia de la enfermedad y de la corporalidad, puesto que sus trabajos
parten de su formacién y su experiencia como paciente de esclerosis mdultiple. Actualmente es
reconocida como una de las maximas voces en las areas de fenomenologia de la corporalidad
en este contexto de enfermedades crénicas. Por la riqueza filosofica y experiencial de su
discurso fenomenolégico del estar enfermo parece interesante establecer una comparacion
entre algunos conceptos desarrollados por la autora y los temas que emergieron en los
estudios cualitativos sobre dignidad y autonomia.
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Havi Carel %

, por ejemplo, que tienen la comudn preocupacion de la
deshumanizacién de la medicina, entendida como la comprension del cuerpo o
enfermedad exclusivamente a través de parametros mecanicos, naturalisticos o

biolégicos.

En oposicidn a la concepcion cartesiana del cuerpo como maquina —que
puede encontrarse en el nucleo del paradigma moderno biomédico—, la
perspectiva fenomenoldgica tiene como objetivo reevaluar la experiencia de la
enfermedad vivida en primera persona. Por ejemplo, a través de la experiencia
el cuerpo es percibido como vulnerable, susceptible al dolor, limitado, falible,

etc.

El punto de partida de este enfoque es la distincion entre el cuerpo
objetivo de la ciencia y el cuerpo vivido de la experiencia. Es importante
establecer la diferencia entre estas dos perspectivas. En primer lugar, el cuerpo
objetivo es definido como una realidad material, con propiedades fisicas (forma,
color, textura) similar a otros objetos. Este cuerpo objetivo puede ser estudiado
y analizado desde fuera, en tercera persona, bajo la perspetiva del
conocimiento neutral de la ciencia natural como en el caso, por ejemplo, de la
anatomia, fisiologia o neurologia. En segundo lugar, el cuerpo vivo y vivido
refiere al cuerpo a través de la experiencia subjetiva, como el centro de
orientacion a partir del cual las dimensiones espaciales del mundo son
organizadas, como la capacidad de movimiento, accién y relacién con otros
seres, como un oOrgano de sentidos (capaz de sincronizar cualidades
sensoriales) y como campo de localizacion de las sensaciones (Husserl, 1997,
pp. 143-161). Mientras que el cuerpo objetivo ocupa una posicion en el
espacio, junto a otros objetos, en una dimension espacial geométricamente
determinable, el cuerpo vivido inhabita en el espacio y mantiene una relacion

simbidtica con él.

Gracias a este nuevo paradigma del cuerpo vivido, en contraste con el

paradigma del cuerpo objetivo, es posible dar voz a la experiencia de los

29Ver por ejemplo: Zaner (1971), Toombs (1988, 1992, 2001, 2004), Leder (1990). Por el
mismo motivo que Toombs, el tabajo de Havi Carel (2007, 2011; 2013) merece especial
atencion. La perspectiva de Carel en torno a la fenomenologia de la enfermedad se basa en su
propia experiencia como paciente de una enfermedad respiratoria (lymphangioleiomyomatosis).
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pacientes y rehumanizar ciertos aspectos de la practica clinica. De esta forma,
serviria de contrapeso a la excesiva objetivacion o naturalizacion del proceso

de enfermedad en la que a menudo se ha caido.
Algunas caracteristicas del cuerpo vivido segun Toombs serian:

1) “El cuerpo vivido no es un objeto similar a otro objeto fisico 0 animado. Sino
el medio a través del cual aprehendo el mundo e interactuo con él” (Toombs,
2001, p. 5). Mi organismo encarnado es siempre vivido, experimentado dentro

de un entorno.

2) La relacion con el cuerpo vivido es existencial, mas que objetual u organica.
Como dice Sartre, es por eso que yo no puedo entender mi cuerpo como un

“organismo bioldgico” o una suma de organos (cfr Toombs, 2001, p. 52).

3) Hay una identificacion esencial con mi cuerpo por la que no percibo ninguna
separacion entre mi cuerpo y el yo (self) por la que puedo expresar “yo soy mi

cuerpo” antes que “yo poseo un cuerpo”.
4) El cuerpo vivido implica:

- En términos heideggerianos estar-en-el-mundo. Esto es que el cuerpo vivido
se encuentra temporal y espacialmente situado. Es el centro de las
coordenadas de ‘mi mundo’ por lo que no puedo separarme del aqui y del

ahora ni tomar distancia respecto a mi cuerpo.

- Poseer una corporalidad intencional que revela una relacién dinamica entre el
cuerpo y el mundo por la que se hacen posible los proyectos existenciales que

expresan la propia personalidad (Toombs, 2001, p. 6).

- Generar significados como consecuencia de la interaccion cuerpo-mundo. El
cuerpo vivido percibe el mundo y a través de su vivencia lo integra de una
forma unitaria y le da un nuevo significado. En este proceso el sujeto
encarnado refleja la propia identidad a través del propio lenguaje corporal
(manera de andar, manera de moverse, etc.), proyecta un significado a la vez

gue se identifica y es reconocido (cfr Toombs, 2001, p. 7).
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5) La experiencia del propio cuerpo es limitada. No puedo aprehender todos los
aspectos de mi cuerpo de una forma total o directa. El cuerpo es en parte,
extrafio para mi mismo en cuanto que en él se dan “eventos, procesos y
estructuras sobre las cuales no tengo control y sobre las cuales no puedo tener
una consciencia o un conocimiento total” (Toombs, 2001, p. 7). Esta
experiencia de “extrafieza” del cuerpo vivido es aprehendido, en cierto sentido,
como un “otro” (other than me) y es especialmente recurrente en la
enfermedad. Concretamente la autora utiliza la metafora de la enfermedad
como una presencia escondida que necesariamente esta fuera del control del

sujeto.

Partiendo de las caracteristicas del cuerpo vivido segin Toombs resulta
posible encontrar este esquema en las vivencias de pacientes que se
encuentran al final de sus vidas. En primer lugar, podria decirse que existe un
cuatrinomio inseparable yo-cuerpo-mundo-otros. El cuerpo dafiado por la
enfermedad3? “no solo ha interrumpido nuestra sensacién normal de salud. Ha
abierto una enorme falla o fisura en nuestro mundo” (Morris, 1991, p. 35). La
enfermedad marca los limites del contexto existencial en el que vive el sujeto
desde que recibe su diagndéstico (ambito del conocimiento) hasta que percibe
los primeros sintomas de la enfermedad (ambito del padecer) sin poder
distanciarse de si mismo. El impacto de la enfermedad sobre el cuerpo suele

generar un cambio en la identidad personal:

“Todo el que ha soportado un periodo de dolor intenso probablemente se
ha hecho, en silencio o abiertamente, las siguientes preguntas,
incesantes: ¢Por qué yo? ¢Por qué me sucede esto? ¢Por qué no
termina? De subito, carecemos del conocimiento que necesitamos. La
combinacion de duda y temor puede disparar una avalancha de
preguntas relacionadas. ¢ CoOmo me voy a ganar la vida si no puedo ir al
trabajo? [...] ¢ Estoy condenado a pasar el resto de la vida con dolores?
Estar con dolor a menudo es estar en crisis. Es un estado en que
experimentamos mas que incomodidad fisica. El dolor no solo ha
interrumpido nuestra sensacion normal de salud” (Morris, 1991, p. 35).

El cambio de imagen fisica, la pérdida de los roles sociales y

profesionales, la incapacidad de acometer acciones habituales antes de

30 En la cita original el sujeto es dolor y no enfermedad.
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contraer la enfermedad son indisociables del cuestionamiento sobre la propia
identidad: ¢quién soy, qué me queda cuando lo voy perdiendo todo, cuando ya

Nno me reconozco?

La enfermedad replantea mi situacién espacio-temporal de ser-en-el-
mundo de modo que la pérdida de la vida silenciosa de los 6rganos” que es la
salud (Le Breton, 1999) se torna ruido en la conciencia a través de todos los
movimientos automaticos y ‘silenciosos’ que en la enfermedad no pueden
darse por supuesto: respirar, comer, ir al bafio, bafiarse, desplazarse, coger
determinados objetos, etc. En la enfermedad, la persona que ha contraido
alguna discapacidad es especialmente sensible a la relaciébn inseparable
cuerpo-mundo. De esta forma, la capacidad de expresién de la propia identidad
también se ve condicionada ante el futuro incierto, el limite de las posibilidades
y la pérdida de actividades que la persona percibia que la definian. En un nivel
mas funcional también se puede perder esta capacidad de expresion: la
manera de moverse, de hablar, de relacionarse con el entorno puede verse
truncada a través del cuerpo enfermo que a la vez afecta a como soy visto y
reconocido por los demas. Por ultimo, la enfermedad hace evidente los limites
del cuerpo humano. El sujeto no tiene un control absoluto sobre su cuerpo, del
mismo modo que no lo tiene sobre “la vida de sus organos”. En este punto
puede generarse la paradoja de que se dé cierta extrafieza del cuerpo: que el
sujeto no se reconozca en su cuerpo o0 que vea la enfermedad como una

intromision ajena a él mismo que consume su vida.

En los verbatims® de los participantes de los estudios cualitativos sobre
el DAM, esta idea puede observarse a través de lo que podriamos llamar
‘identidad dividida’, es decir, bajo la vision dualista de que existen dos ‘yo’: el
‘yO’ que uno era antes de contraer la enfermedad y el ‘yo’ que se da durante la
enfermedad. Algunos de los pacientes se refirieron a si mismos en términos de
'yo auténtico’ y de 'yo enfermo‘. El yo auténtico fue descrito como el auténtico

yo (digno), que desea vivir y define verdaderamente quién es la persona y

31 E| término verbatim hace referencia al uso exacto de una cita o sentencia. En metodologia
cualitativa los verbatims refieren a las citas (en inglés también quotations) extraidas de
entrevistas o discursos transcritos, narrativas escritas o de estudios originales obtenidas de
estudios primarios.
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como quiere ser recordada. En cambio, el yo enfermo fue visto como
inauténtico, indtil, sin ganas de seguir viviendo debido a la pérdida de calidad
de vida. Tal y como se observa en los estudios cualitativos, la vivencia de la
enfermedad, la percepcion de la propia identidad y dignidad, el impacto de las
relaciones sociales sobre uno mismo, etc. son realidades dinamicas,
fluctuantes e incluso ambivalentes. Retomando la idea que encabezaba este
capitulo, en efecto, la fenomenologia puede aportar algunas coordenadas
interesantes para comprender la experiencia de los pacientes teniendo en
cuenta que su objeto es ese mundo oscilante de la enfermedad que se
presenta a la conciencia. La huella de la enfermedad en tanto que tiene una
impronta biografica, puesto que afecta a toda la persona, no puede ser
explorada desde ambitos aislados como lo seria atender solo a la dimensién
fisica u organica de la enfermedad, sino desde una perspectiva mas amplia que
atienda también a los aspectos vivenciales y existenciales de la persona. De
esta forma, en el segundo articulo de esta tesis ‘A philosophical view on the
experiences of dignity and autonomy through the phenomenology of illness’
(Rodriguez-Prat y Escribano, 2017), parafraseando a Havi Carel (2011), se
presenta la fenomenologia no como un sistema cerrado sino como una practica
capaz de ahondar y sistematizar la experiencia humana. En este segundo
articulo, se quiso partir de los temas que emergieron en el primer articulo
precisamente para conectar la realidad clinica en la que se encuentran tantos
pacientes, con la construccion tedrica planteada principalmente por Toombs.
De nuevo se quiere insistir en la idea que ha fundamentado esta tesis:
profundizar en los mismos conceptos desde miradas distintas pero sobre todo

complementarias.
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Capitulo 7. La muerte humana: entre lo bioldgico y lo biografico

En este capitulo, se pretende enmarcar el fendmeno del deseo de adelantar la
muerte teniendo en cuenta algunos conceptos desarrollados desde la filosofia y

antropologia sobre la muerte y el morir.

La aproximacion al fendmeno de la muerte es compleja. Desde un punto
de vista fisico nos encontramos con cierta indeterminacién (¢ cual es el
momento exacto en el que se produce la muerte?). Desde una perspectiva
antropolégica vemos como ahi donde hay constancia de la existencia de homo
sapiens hay evidencia de que la muerte ha sido objeto de reflexiébn y de
representacion®2. Y desde un punto de vista filoséfico podemos observar c6mo
no hay sistema que no haya abordado el tema de la muerte.

Aceptando la limitacion que supone pretender enmarcar un fenémeno
concreto como lo es el deseo de adelantar la muerte a partir de unos apuntes
breves sobre el 6bito humano, se tratara de iniciar la reflexion sobre qué es la
muerte, qué experiencia se puede tener de ella y qué elementos del DAM,
expresado por pacientes con enfermedades avanzadas, pueden identificarse
como una manifestacion propia de la cultura de la muerte en el marco de la

sociedad occidental.
7.1 Marco preliminar

La muerte es una realidad comun a todos los seres vivos que tiene que ver con
el término de la vida, con el fin de las operaciones de un organismo y con la
corrupcion de su naturaleza (physis). Esta idea de la muerte que podria
definirse como fisica pondria de manifiesto que el morir iguala a todos los seres
vivos y hace inevitable el proceso de descomposicion y destruccién inscrito en
la naturaleza. Sin embargo, la muerte humana plantea algunos interrogantes
que trascienden la dimension fisica. Desde un punto de vista clinico determinar
el momento de la muerte de alguien, como se vera mas adelante, no responde
a una cuestion fija, calculable o facilmente objetivable. Tras la muerte de

alguien es posible que algunas de sus funciones sigan en activo. Asimismo,

32 Ver por ejemplo Edgar Morin (1994), Hans Jonas (1992).
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desde un punto de vista clinico, el establecimiento del momento en que se
produce la muerte parece que ha obedecido més a una labor de consenso que
al hallazgo del ‘instante’ real (Arregui, 1994; Schumacher, 2011; Youngner,
Arnold y Schapiro, 1999).

Desde un punto de vista fenomenolégico, entendido desde la presencia
de la muerte en la conciencia humana y su significacién sobre la vida, se
constata que la muerte en la persona no puede ser solo una cuestiébn o un
acontecimiento biologico (physis) que se da al término de la vida sino que es
una certeza biografica que acompafa al ser humano el transcurso de su
existencia. La forma de vivir el tiempo en el ser humano permite anticipar la
muerte y vivir con la conciencia de la propia mortalidad: el presente es
incomprensible fuera de su proyeccion en el futuro. En este sentido, la
anticipacion de la muerte podria presentarse como la reflexion mas radical ya
que determina la vida humana. También podria decirse que la experiencia de la
muerte es inseparable de la mediacién racional porque, en tanto que el ser
humano es consciente de su finitud, puede establecer unas metas organizadas
en torno a un fin 0 a un proyecto vital, que le den un sentido (Arregui, 1994;
Thielicke, 1984). Asimismo, la muerte, a pesar de ser una realidad que
acompafia la vida humana, no aparece como una realidad transllcida. Es por
esto que la falta de inteligibilidad absoluta de la muerte -no hay una
experiencia en primera persona sobre la muerte ni sobre lo que ocurre en el
mas all4, no siempre es clara la causa del exitus, etc.— marca una brecha
insalvable respecto a la muerte bioldgica. La muerte, entonces, se presenta
como el enigma fundamental de la vida convirtiendo al hombre en un

interrogante para si mismo.

La anticipacion de la muerte en la conciencia humana genera una
respuesta afectiva y emocional (pathos) que a su vez puede redundar en el
plano del comportamiento individual y social (ethos)*®. La muerte como pathos
puede ser temida, sufrida e incluso deseada de forma anticipada. En las
concepciones modernas de la muerte y del dolor, la tecnificacion de la medicina

ha supuesto un cambio en la forma de sentir y vivir la muerte y la enfermedad

% La impronta patica de la anticipacion de la muerte podria vivirse en forma de miedo,
angustia, ansiedad, desmoralizacion, desesperanza, anedonia, etc.
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(Ariés, 1984, 2005; lllich, 1976; Le Breton, 1999; Thielicke, 1984). El avance
desigual de la técnica y de la respuesta ética en torno a éstas ha generado la
coexistencia de actitudes paradojicas y contrapuestas en las sociedades
occidentales. Por un lado, se habla de la muerte como un tabd, como algo
incluso “obsceno” (Gorer, 1955); y, por otro, hay una cierta idealizacion tanatica
bajo la forma por ejemplo, de la muerte como opcion voluntaria. Trasladando la
afirmacion de Morris (1991) sobre el dolor, a la muerte, podria decirse que “la
humanidad —en todas las culturas y en todos los tiempos— ha comprendido [la
muerte], de modo persistente, como un suceso que exige interpretacion [...] y

que obliga a dotarle de sentido” (p. 19)**.

Tal y como se ha presentado hasta ahora, la significacion de la muerte
humana forma parte de la urdimbre biologica, racional, afectiva, ética y
conductual tanto en su dimension individual como social. Un exceso de
sufrimiento puede generar emociones negativas que lleven a la razén a querer
erradicar este sentimiento a través de la accion (physis->pathos->logos-
>ethos35) pero de physis a ethos se despliega todo un abanico cultural y
sociologico que permite modular distintas respuestas posibles mediadas por el
cambio de las mentalidades, actitudes y manifestaciones, en este en caso, en

torno a la muerte, sufrimiento y sentido de la vidas3®.

De una forma esquematica podria decirse que la reflexion filosofica en
torno a la muerte puede situarse dentro de las coordenadas de physis (muerte
biolégica), pathos (actitudes), ethos (comportamiento) y logos (concepciones

sobre la muerte). Partiendo de este esquema, en los siguientes apartados se

34 También es interesante esta cita de Le Breton (1999) “El dolor que sentimos no es,
entonces, un simple flujo sensorial, sino una percepcién que en principio plantea la pregunta de
la relacién entre el mundo del individuo y la experiencia acumulada en relaciéon con él. No
escapa a la condicién antropolégica de las otras percepciones. Es simultaneamente sopesada
y evaluada, integrada en términos de significacion y de valor. Va mas alla de lo puramente
fisioldgico: da cuenta de lo simbdlico” (p. 13).

35 Este esquema conceptual al que se hace referencia para nombrar el orden de lo fisico, de lo
afectivo, de lo comportamental y de lo mental/intelectual (physis, pathos, logos y ethos),
procede originalmente de Jacinto Choza (1991).

36 e Breton (1999). "Hacer del dolor un simple dato bioldgico es insuficiente en la medida en
gue su humanizacion es la condicidon necesaria para que se presente a la consciencia, y
porque entre una realidad espacio temporal y otra, los hombres no sufren del mismo modo ni
en el mismo momento” (p. 138).
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profundizara, cuando sea conveniente, en cada uno de ellos tomando como

punto de referencia el DAM.
7.2 De la muerte bioldgica a la muerte biografica
7.2.1 La muerte como hecho biolégico

En un primer nivel de reflexién, la muerte aparece como una realidad fisica y
biolégica. Siguiendo la terminologia aristotélica, la muerte seria el momento del
cese de la vida, el término de sus operaciones vitales y la pérdida de la unidad
de un organismo como un todo (Aristételes, 1987, 2003). Por eso, la muerte
como fenémeno natural inscribe al ser humano en un proceso de destruccion y

corrupcioén que le iguala a los demas seres vivos (Luper, 2014).

Desde un punto de vista médico, la muerte sigue siendo determinada por
el cese de las actividades organicas aunque no existe consenso sobre el
momento exacto en que se produce (Morin, 1994, p. 71). Un dato que
ejemplifica este hecho es que, en la actualidad, existe Unicamente un

diagndstico que se refiere al estar muerto y no al morir.

Son dos las posiciones en torno al momento exacto en que se produce
la muerte biol6égica. Por un lado, los defensores de la muerte cerebral declaran
que la muerte tiene lugar en el cese del funcionamiento del cerebro (neocdrtex
y sistema cerebral). Y por otro lado, otros autores sostienen que la muerte se
da ante el cese del conjunto organico o biolégico como una unidad funcional
(cese de la actividad neuronal, fallo total e irreversible de las funciones del
encéfalo, muerte del sistema nervioso como un todo (Arregui, 1994, p. 71,
Schumacher, 2011). En todo caso, no deja de ser interesante observar que los
debates en torno a la definicién bioldgica de la muerte®’, al menos en los
altimos 50 afios, no pueden separarase del discurso sobre los avances

cientificos y la capacidad técnica de prolongar la vida a través de la donacion y

37 El caso de la muerte es muy interesante, porque, a diferencia de otros fenémenos fisicos o
fisioldgicos, su aspecto enigmatico o misterioso se manifiesta ya a nivel biologico. Ni siquiera la
“muerte bioldgica” es una evidencia. Hans Jonas, entre otros, polemizd con la idea de una
muerte cerebral y le dedica un capitulo entero en su Técnica, medicina y ética. Agradezco este
comentario al profesor Xavier Escribano.
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trasplantes de 6rganos y a través de 6rdenes de resucitacion3s. Es decir, que la
creacion de nuevos escenarios en los que los limites de la vida se desdibujan,
de alguna forma obliga a repensar qué es la vida y cudndo acontece la muerte.
En este sentido, otro debate abierto no resuelto discurre en torno quién debe
decidir sobre los limites de la vida y de la muerte. A partir de la década de los
60 el surgimiento de voces criticas hacia algunos abusos tecnol6gicos por parte
de profesionales de la salud (ver p.e Potter, 1971) junto con el nacimiento de la
bioética, propiciaron el cuestionamiento sobre si deben ser exclusivamente las
disciplinas médicas las que establezcan los limites de la vida, antes que, por
ejemplo, la bioética (filosofia) o la teologia (Pernick, 1999, p. 9). Como puede
verse, la dificultad que supone el estudio unilateral (en este caso meramente
bioldgico) de una realidad compleja como lo es la muerte apunta hacia la

necesidad de un dialogo multidisciplinar.

La comparacion entre la muerte en el mundo animal y la muerte humana
tal vez sea la que refleje mejor esta brecha que separa a unos y otros. Morin
(1994), por ejemplo, sostuvo que la conciencia animal ante la muerte es
explicada sobre todo como un instinto de toda la especie y no como una
inteligencia de la muerte individual (cfr 1994, p. 58). De modo que la
conciencia, que solo puede ser individual, supondria una ruptura entre la
inteligencia especifica e instintiva animal y la persona. Solo para el hombre, la
muerte se presenta como un horizonte que encuadra su entera existencia y su
forma de entenderla. En otras palabras: “la descripcién del deceso humano en
términos exclusivamente bioldgicos, resulta de todo punto insuficiente y es
preciso considerarlo también desde la perspectiva biografica, que es la

especificamente humana” (Arregui, 1994, p. 184).

La muerte biolégica solo puede ser concebida como ‘pura pasion’.
Pasion, que deriva del griego pathos, podria traducirse por aquello que es
padecido o sentido. La muerte como pasion seria como el suefio3? que
sobreviene y que no se puede controlar mediante la voluntad: acontece en la

persona. Incluso, adelantando la cuestion sobre la muerte voluntaria, puede

38 pPara un informe detallado sobre la definicién de la muerte véase (Youngner et al., 1999).

39 La comparacion “muerte” — “suefio profundo” ha sido abordada por autores diversos. Por
ejemplo, puede verse en Schumacher (2011, p. 8, 71, 122, 142, 144-7, 162, 208 y 217).
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verse con claridad como la persona que quiere dejar de vivir tiene que recurrir a
causas terceras para provocarse la muerte, incapaz, por su mera decision, de
‘suprimir su vida biol6gica’. La imposibilidad de ser auténticamente agente de la
propia muerte tendria que ver con que es la persona la que pone las
condiciones para que algo le mate, pero el acto de morir(se) no esta
absolutamente en sus manos. Esto implica que mientras se esta produciendo
no puede ser revertido a voluntad: es el impacto de la bala lo que mata, no la
accion de apretar el gatillo, es el choque contra el suelo el que produce la
muerte de quien se ha lanzado desde un atico. Es por eso que, una vez se ha
desencadenado el mecanismo que conducird a la muerte, ya no se puede
volver atras por propia decision. Sin embargo, volviendo al esquema inicial, se
hace evidente la imposibilidad de plantear exclusivamente desde una
perspectiva bioldgica (physis) el fendmeno de la muerte fuera de las demas
dimensiones. El hombre, como diria Holderlin es Unico en temer la muerte
porque se ‘“relaciona con ella” (citado en Arregui, 1994, p. 88). En el ser
humano hay una anticipacién, en mayor o menor medida, de su propia muerte
gue condiciona la forma de ver la vida, de asumir el sufrimiento, de programar

sus proyectos vitales y de orientarla con un sentido.
7.2.2 La muerte como acto biografico

“Se podria afirmar que entre las especies animales vivas, la humana es
la Unica para quien la muerte estd omnipresente en el transcurso de la
vida (aunque no sea mas que en la fantasia); la Unica especie animal
gue rodea a la muerte de un ritual funerario complejo y cargado de
simbolismo; la Unica especie animal que ha podido creer, y que a
menudo cree en la supervivencia y renacimiento de los difuntos; en
suma, la Unica para la cual la muerte bioldgica, hecho natural, se ve
constantemente desbordada por la muerte como hecho de cultural”
(Thomas, 1983, p. 11).

La muerte, segun Heidegger (1951) —referencia indiscutible de la filosofia en
torno a la muerte— es la posibilidad mas radical (propia) de la existencia (cfr pp.
253-298). La muerte irrumpe las relaciones con el mundo, como fin de toda
posibilidad y como aquella realidad insuperable. A diferencia de una vision
metafisica (Ontica) de la muerte que concebiria el deceso humano como el fin

de la vida humana, Heidegger sostiene que la el ser humano es un ser-para-la-

51



muerte de forma que, la muerte, se presenta como su posibilidad definitoria y
suprema, como aquella presencia que acompafia la vida del ser humano de la
cual éste no se puede desprender. La vision heideggeriana (ontolégica) en
torno a la muerte, por tanto, podria concebirse desde el analisis de la estructura
del ser y definiria el modo en el que el ser humano es: alguien que en su
identidad mas profunda esté sellado por su condicion mortal y tiende hacia su

muerte.

El morir como acto biografico, por lo tanto, significa que la muerte, no
puede ser concebida como el fin de una serie de procesos biolégicos, sino
como el momento en el que se clausura la existencia individual de una
persona, se descompone toda posibilidad de proyecto, se rompen “todos los
vinculos en los que vivimos, nos movemos y somos, (precipitandonos) en una
ausencia total de relacion [...] anulando la totalidad de nuestro enorme mundo
subjetivo” (Thielicke, 1984, p. 41).

La conocida distincion de Heidegger entre verenden y ableben (1951,
pp. 260-272) puede aportar luz sobre la distincion de la muerte biologica y la
muerte biografica. Mientras que el primer término haria referencia al cese
sistemético de funciones vitales de un organismo (muerte biologica), la muerte
para el Dasein® serfa entendida como ableben (Haugeland, 2000, p. 66), es
decir, el momento final y Unico para el Dasein a través del cual accederia a la
muerte como tal. En este caso, la muerte es considerada como un fenbmeno

exclusivo del ser humano.

Morir para la persona implica cierto caracter de sorpresa e inadaptacion.
Es mas, podria decirse que la conciencia anticipada de la muerte parece poner
en cuestion al ser humano como animal prodigiosamente adaptado a cualquier
medio. Siguiendo a Morin (1994) “la manifestacion absoluta de la inadaptacion
de la persona a la realidad es la muerte. Aquel que no puede soportar la idea
de la muerte muere por ello” (p. 79) de forma que el suicidio podria presentarse

como la maxima expresion de esta inadaptacién. Esta inadaptacion tiene que

40 Ahondar sobre qué significa Dasein mereceria un estudio detallado y concienzudo sobre la
obra heideggeriana. De forma simplificada, y para no apartarnos de los objetivos de la tesis,
aqui, Dasein, se podria traducir por ser humano. Para un estudio exhaustivo ver, por ejemplo,
Colomer (1986), Wrathall y Malpas (2000), Carel (2006), etc.
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ver con gue, de alguna forma, la muerte se escapa del esquema que cualquier
ser humano puede proyectar sobre su vida. Es dificil plantearse la realidad
fuera de ese centro neuralgico que es el ‘yo’ bajo el que comprehendemos la
realidad. Apartarse mentalmente de ese nucleo implicaria desplazarse a un
cierto vacio, a una especie de ‘vida sin mi’ dificil de entender. De forma
paralela, la inadaptacion de la muerte tiene que ver con ese contraste entre un
yo inconmensurable, que puede tener anhelos de inmortalidad, que querria
tener una libertad absoluta y otro yo finito y mortal. La muerte, bajo esta
perspectiva, no encajaria con las aspiraciones mas profundas del ser humano:
ser, querer, estar con los seres queridos para siempre. Es en este sentido que
se genera la tensién entre la muerte que seria comprensible como hecho
natural para quien tiene condicién mortal, y la muerte como realidad repulsiva
para el ser trascendente personal. De este modo, el suicidio puede presentarse
como el rechazo de una realidad que no coincide con la vida que uno querria
vivir al margen del sufrimiento, del dolor y de una muerte sobre la que no

tenemos un control total.

La muerte como acto biografico tiene un impacto sobre todas las areas
de la vida humana: afectiva, emocional, existencial, espiritual, etc. La
conciencia de la muerte altera el mundo afectivo (pathos), genera un abanico
de respuestas que da lugar a las distintas actitudes y posibilita que la persona
desarrolle una conducta no fijada por la pauta instintiva de la naturaleza (ethos)
(cfr Arregui, 1994). La persona humana es capaz de situar la muerte en
algunas de estas coordenadas hasta el extremo de concebir una construccion
racional a favor de la muerte voluntaria partiendo de la posibilidad individual de
autodeterminar y tomar cierto control sobre el proceso y momento de morir

(logos).

Las corrientes en pro de la eutanasia o del suicidio asistido son un
ejemplo paradigmatico de este planteamiento a favor del “derecho a elegir’ la
propia muerte. Incluso es frecuente identificar estas practicas como actos de
compasioén y solidaridad que realizan tanto los familiares para evitar que su ser
querido sufra, como los pacientes para evitar ser una carga para los demas
(Callahan, 1992; Tuten, 2001). Si antes se ha definido la muerte biolégica como
pasiva, la muerte biogréafica se caracterizaria por concebir la posibilidad de
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autodeterminacion y de evitar todas las limitaciones —pasivas— que supone por
ejemplo un proceso avanzado de enfermedad. En este contexto, la muerte
voluntaria se plantea con frecuencia como una accion que liberaria al ser
humano de este proceso de morir ‘indigno’ y como una accion moralmente
aceptable fruto de una legitima autodeterminacion (Ganzini et al., 2003; Kade,
2000; Quill, 1991; Sampaio, 1992; Van Brussel, 2014).

Si es posible autodeterminar la propia muerte, fuera del marco de las
patologias psiquiatricas (physis), ha sido objeto de numerosos estudios y
disputas (Améry, 1976; Andrés, 2016; Battin, 1995; Camus, 1985; Rehman-
Sutter, Gudat y Ohnsorge, 2015). Hasta el momento, las voces predominantes
han defendido que la mayoria de los suicidios tienen una causa fisiopatoldgica
(Asociacion Americana de Psiquiatria, 2014), mientras que una minoria ha
sostenido que el ser humano es capaz de juzgar que es preferible la muerte a
la vida y tomar las acciones necesarias para fenecer. Desde el punto de vista
de la historia de la filosofia, el deseo de adelantar la muerte podria situarse, por
un lado, en la tradiciébn romantica e idealizada de la muerte y, por otro, en la
tradicion de la ‘muerte voluntaria’, expresion acufiada por Cicerén en De
Senectute, que haria referencia a la libre autodeterminacion racional de poner

fin a la propia vida.

Ramoén Andrés (2016) en su interesante ensayo sobre la historia de la
muerte voluntaria en Occidente, refleja muy bien cédmo el pensar en el suicidio
exclusivamente como una enfermedad supondria caer en un cierto
reduccionismo basado en entender la vida humana como una maquina
organicista y reflejaria la incapacidad de atribuir la decision a favor de la muerte

voluntaria a una causa moral, espiritual o existencial:

“Es err6neo pretender, como asi lo sugiere una significativa parte de la
medicina psiquiatrica de las Gltimas décadas, que el noventa por ciento
de los suicidios cuenta con una base patologica. Seria inocente dar por
buena esta propuesta. Aceptandolo, no hariamos mas que evidenciar un
tenue reconocimiento de nuestra condicién, manifestar la ignorancia de
la compleja trama de la realidad, de matiz incontable. Que el ser humano
posea un nada desdefiable componente neurético, evidente en su
comportamiento desde la aurora de los tiempos, no significa que su
existencia deba contemplarse bajo el estigma de la enfermedad. Se trata
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de una conditio, no de una patologia. Pensar lo contrario, como bien
sefiald Karl Jaspers hace ya bastantes décadas, resultaria reduccionista
e intelectualmente rudo [...]: 1o mas sencillo parece ser admitir una
enfermedad mental; en esto se ha ido tan lejos como en considerar loco
a todo suicida. El problema del suicidio queda despachado poniéndolo
fuera del mundo cuerdo. [...] El suicidio no es consecuencia de la
enfermedad mental como la fiebre lo es de la infeccion’™ (Jaspers, 1959,
citado en Andrés, 2016, p. 11).

Asimismo, Margaret P. Battin, entre otros, en Ethical issues in suicide
(1995), a pesar de posicionarse a favor de la muerte voluntaria (y racional),
pone en duda que los actos humanos puedan llevarse a cabo de una forma
completamente racional, al margen de las emociones o de las circunstancias.
El punto de inflexion, sostiene Battin, no es el acto en si —que la persona ponga
fin a su vida-, sino que la accion haya sido tomada siguiendo un proceso
l6gico-racional. Para ello la autora define algunos supuestos bajo los cuales
seria justificable la muerte voluntaria como accién respetable en una cultura o
contexto social determinado (cfr 1995, pp. 132-135). En primer lugar, una
condicion sine qua non para legitimar esta decision a favor de la muerte
voluntaria es que fuera fruto de un discurso logico y coherente desde sus
premisas hasta sus conclusiones. En segundo lugar, esta decisién tendria que
sostener una visidn realista del mundo, de forma que se diera cierta
adecuacion entre el individuo y la realidad. En tercer lugar, la decision tomada
por la persona que quiera poner fin a su vida tendria que estar fundamentada
en una informacion valida. En cuarto lugar, el suicidiosolo seria admitido si el
objetivo fuera evitar el dolor. Y, por dltimo, esta decision a favor de la muerte
voluntaria tendria que ir en la linea de respetar los valores fundamentales de la

persona.

En el caso de las personas con enfermedades avanzadas —Unico caso
qgue Battin arguye se escapa del tabu del suicidio y estaria mas aceptado a
nivel social-, estos indicadores son de especial interés. El respetar los valores
fundamentales de la persona muchas veces es el argumento clave de las
propuestas pro-eutanasicas o pro-suicidio asistido. El ya citado argumento de
la autonomia, desde un discurso filosofico, también se ha relacionado con el

concepto de autenticidad que, citando a Ferrara estaria vinculado a la idea de
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la “auto-coherencia de un todo simbdlico y de la propia historia de vida” (1998,
p. 70).

a) La muerte biogréfica y el ideal de la autenticidad

La idea de la autenticidad del yo es proxima a la de realizacion personal, como
el prototipo de artista romantico que es capaz de autodefinirse a través de su
personalidad Unica (Ferrara, 1998; Taylor, 1994). Segun esta concepcién, se
poseeria quien fuera capaz de autorrealizarse, concepto contiguo al de

autodeterminacion y libertad.

Para Heidegger (1951, p. 331 y ss) la idea de autenticidad es central
para comprender coOmo este ser-para-la-muerte puede vivir su existencia
autoposeyéndose. Segun este autor, el ser humano tiene dos formas de vivir
hacia la muerte (0 ser-para-la-muerte): auténtica o inauténticamente. Vivir
auténticamente significa asumir la condicidn finita y contingente del ser humano
(Smoot, 1977; Zimmerman, 2000). Es precisamente esta identificacion
profunda con su condicion, la expresion de que el ser humano ha alcanzado la
maxima libertad. Por el contrario, la existencia inauténtica seria aquella en la
que el Dasein huye de esta conciencia sobre la muerte y se deja llevar por el
ruido de la vida ordinaria, se identifica con la masa anénima de personas que

viven sin un proyecto propio.

Heidegger retoma la nocién de posibilidad para definir el morir auténtico
como la posibilidad distintiva del Dasein. La muerte es vista como ‘la
posibilidad definitoria del ser humano” (Arregui, 1994, p. 24) que informa las
demas posibilidades, haciéndolas finitas. En este sentido, el ser humano tiene
cierta capacidad de apropiarse de su propia muerte en la medida en que la
muerte es el momento final en el que, no solo se clausura, sino que se asume
toda la existencia. Esta asuncion de la existencia también denota ser de

acuerdo a los fines propios de cada ser humano.

En algunos de los estudios sobre el suicidio asistido y la eutanasia este
ideal de realizacion del yo aparece como una forma de reclamar el derecho a la
autodeterminacién (Ganzini et al., 2002, 2003). Con frecuencia, los procesos

avanzados de enfermedad suponen un deterioro fisico y psicoldgico,
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relacionado con malestar emocional y con una pérdida de control sobre la vida
y circunstancias. Del mismo modo, las relaciones sociales se ven debilitadas y
el ‘enfermo’, a causa de este contexto global, puede plantearse cuél es su
identidad. Para estos pacientes, la actitud frente a la muerte voluntaria podria
ser la respuesta al no querer perder la imagen que tienen de si mismos ni a
someterse a lo que va a suponer el proceso de enfermedad. En algunas
investigaciones sobre la experiencia vivida al final de la vida, se constata el
sufrimiento de quien observa el declive progresivo de sus capacidades y su
pérdida de autonomia en relacion a esta imagen propia (Chochinov et al., 2002;
Lavery et al., 2001; Street y Kissane, 2001; Toombs, 2004). Por ejemplo, en un
articulo de Thimothy Quill (2015) se describe el suicidio asistido como una
forma de auto-preservaciéon en lugar de auto-destrucion. A través de los
resultados mostrados en los estudios cualitativos de pacientes con
enfermedades avanzadas, puede observarse que una experiencia comun es la
de la pérdida del yo, entendida como la percepcion de desintegracion de la
propia esencia o identidad (‘ya no soy la persona que era antes de la
enfermedad”) (Charmaz, 1983, 1995; Lavery et al., 2001; Pearlman et al., 2005;
Street y Kissane, 2001). De esta forma, el poder ejercer cierto control sobre las
cincunstancias generaria cierto alivio para los pacientes y podria llegar a darse
la paradoja de que quien quisiera morir lo haria precisamente para no perder
esta identidad o dignidad que percibe como fragil y vulnerada y conseguir, asi,

mantener esta auto-afirmacion (Kade, 2000; Quill, 1991).

En los movimientos a favor de ‘la muerte digna’, de entre los factores
que indican los morituri como causa de su decision, precisamente resaltan los
gue tienen que ver con aspectos vinculados a la cuestion de autoposesion
ligada a la realizacion personal. Tal y como se plantea en los estudios antes
citados (Ganzini et al., 2003; Kade, 2000; Quill, 1991), puede constatarse como
la voluntad de morir esta conectada con el ideal de ser fiel a uno mismo y
concebirse como expresion libre de su autoposesion. El extremo de este
planteamiento autodeterminista puede encontrarse en las “Celebraciones de
los que mueren con valor” (Celebration of Dying Bravely) (Van Brussel, 2014)
donde el que va a morir a través de la administracion de los farmacos letales

organiza su Ultima fiesta y es elogiado como el héroe libre y valiente que es
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capaz de enfrentarse a su destino. En el estudio de revision de las noticias
publicadas en los medios de comunicacién belga, Leen Van Brussel (2014)
recoge algunos casos, a propésito de las muertes de Mario Verstraete, Hugo
Claus, Marcel Engelborghs o Amelie Van Esbeen, que pueden ayudar a
entender este fenomeno. Por ejemplo, ante el fallecimiento tras haber solicitado
la eutanasia de Hugo Claus, artista mediatico de Bélgica, se publicé el
siguiente comentario en De Morgen, uno de los diarios mas populares del pais:
“El nos dejé en la forma que queria. Cuando fijé la fecha de su muerte, no dijo
adiods sino que ‘celebrd’ su adios” (citado en Van Brussel, 2014, p. 184). Esta
actitud en torno a la autolisis, ha sido identificada por algunos pensadores
como fruto de la cultura narcisista. Jean Améry (1976), por ejemplo, que fue un
defensor acérrimo de la muerte voluntaria, sefiala que “algunos afirman que el
suicidio es una crisis de narcisista” (p. 114). Morin (1994) también lo dijo de una
forma poética: “y esta es la razdn por la cual tantas veces la muerte es un mal

hijo de la ociosidad, el veneno del amor a si mismo” (p. 64).

El ideal de la autenticidad también tiene que ver la antigua idea platénica
que distinguia entre un yo propio, Si se quiere, auténtico, que superaria la
muerte; y otro impropio, que seria una céarcel y obstaculo para esta substancia
inmortal. El testimonio de numerosos relatos de personas con enfermedades
avanzadas hacen referencia a esta falta de identificacion de su cuerpo con su
yo y a la necesidad de superar esta brecha (Kleinman, 1988; Street y Kissane,
2001). Améry (1976) expres6 este dualismo en términos de enajenacion y no
posesion del cuerpo enfermo que continta siendo parte del yo:

‘cuando quisiéramos escapar de nuestra piel para huir del dolor, tal

como lo formula una expresion corriente, nos resulta a la vez extrafio y

propio: la piel de la que nos queremos desembarazar, que queremos

abandonar, sigue siendo nuestra, es parte integrante del Yo’ (pp. 70—

71).

La decision de autodeterminar la muerte, se ve entonces, como la ultima
forma de control sobre la vida, de realizacion, y como el triunfo de la libertad
gue ha conseguido, finalmente poseerse. Desde Rilke a Heidegger se ha
propuesto la cuestion de la apropiacion e interiorizacion de la muerte como fin

de la existencia humana. No obstante, es cuestionable el hecho de que la
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muerte sea lo que realice el sentido de la vida y que en si misma sea un fin en
términos teleoldgicos. En tanto que el ser humano se plantea la muerte como
un objetivo, queda implicita la idea de plenitud; pero no puede derivarse de
agui que, de hecho, la muerte conduzca a alcanzar ese yo inmortal

autoposeido.
7.3 La anticipacion de la muerte y la vivencia temporal de la mortalidad®

Una cuestion clave en la experiencia Unica del hombre frente a la muerte es
gue es capaz de anticiparla. Anticipar la muerte significa, entre otras cosas, que
el ser humano tiene el “deseo de predecir [su] advenimiento; el deseo de
protegerse de ella; el deseo de identificar los riesgos de su encuentro” y que
desde esta perspectiva anticipatoria configura su vida de una forma particular
(Kellehear, 2007, p. 17).

Para Heidegger, por ejemplo, el ejercicio de la anticipacién de la muerte
actualizaria al ser humano como ser-para-la-muerte haciéndole consciente de
la muerte como posibilidad. De esta forma, mediante la reflexién anticipada de
la muerte sentiria la angustia propia del Dasein que se dirige hacia la muerte
con autenticidad y, apropiandose de la muerte, se haria libre. La cuestion sobre
la anticipacién del futuro en la vida humana, tiene que ver con su forma de
experimentar la temporalidad. Toombs (1988, 1992), citando a Husserl,
propone que el analisis de la conciencia revela una distincién radical entre el
tiempo objetivo y el tiempo vivido. Mientras que el primero seria el tiempo
entendido como chronos: mecanico, sucesivo, medible, cuantificable (seria el
tiempo de los relojes, de los calendarios); el tiempo vivido seria kairos: el
tiempo de la experiencia vivida, el tiempo cualitativo, subjetivo, personal. En
este sentido, el tiempo como chronos no se podria anticipar como experiencia,

en cambio como kairos, si:

“‘Los momentos de dolor... no siguen la secuencia ordenada y regular de
los segundos y minutos que se marcan en la oscilacion de un péndulo o

41 Este apartado fue presentado en la 12 Jornada de fenomenologia del cuerpo y andlisis del
dolor, organizadas por el Proyecto de Investigacion “Fenomenologia del cuerpo y analisis del
dolor” (FIS 2013-43240P), en colaboracion con la Facultad de Medicina y Ciencias de la Salud
de la Universitat Internacional de Catalunya y SARX. Serd publicado de forma ligeramente
modificada en la revista Health Aging and End of Life.
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en el tictac de un reloj. El tiempo de un reloj es isotropico. Los valores de
su unidad son uniformes. El tiempo de cuando uno esta enfermo es
anisotrépico. Su valor varia con la intensidad del dolor, con la compafiia
del peso emocional, con la presion de los problemas...” (Schrag, 1982,
p. 122 citado en Toombs, 1990, p. 232).

Tal como sefialan algunos autores, la medicina moderna con frecuencia
ha sobredimensionado la enfermedad como realidad exclusivamente objetiva y
espacial (Toombs, 1990) de modo que podria correr el riesgo de desatender la
parte vivencial de la enfermedad. Desde la fenomenologia de la enfermedad se
ha puesto el acento en una dimension mas subjetiva y experiencial, que
entenderia la enfermedad también desde esta dimension temporal. El tiempo
aqui seria definido como una secuencia interrumpida que abarcaria el
presente, el pasado y el futuro de la persona. San Agustin, en su Libro X de las
Confesiones establecio que el presente es la verdadera realidad temporal
porque no puede darse un auténtico acceso ni al pasado ni al futuro fuera del
presente. De este modo, la expresion correcta para referirse al pasado seria el
“‘presente del pasado” y la correcta expresidon para referirse al futuro el
“‘presente del futuro”. Sartre (1993) desde una tradicién totalmente distinta
también sostuvo que “el unico método posible para estudiar la temporalidad es
abordarla como una totalidad que domina sus estructuras secundarias y les
confiere su significacion” (p. 139) resaltando la idea de que en la experiencia, el
pasado, el presente y el futuro son una unidad inseparable que solo puede
comprehenderse desde la globalidad. Bajo este marco conceptual, se entiende
bien que la anticipacién del dolor, la anticipacion del futuro confiere un

significado al presente.

La vivencia del tiempo comprendido cualitativamente permite a la
persona viajar en su tiempo, proyectarse en el futuro y anticiparlo. Autores
como Heidegger, Sartre, Bloch o Pieper han descrito a la persona como un ser
que tiende al futuro y este futuro seria visto como el lugar de realizacion de los
proyectos. Esta categoria de posibilidad, segun Heidegger, seria la ultima y
original determinacion del ser humano. O dicho de otra forma podria
entenderse el ser humano como alguien que, fundamentalmente, puede llegar

a ser.
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Con Heidegger y la nocion de ser-para-la muerte el ébito humano
también se circunscribe en la temporalidad entendida como una dimension
omniabarcante (1951, p. 260 y ss). El Dasein, que esta abierto a la “infinita
multiplicidad de posibilidades de la existencia” (Schumacher, 2011, p. 73),
tiende hacia el futuro entendido como fin y marco de la realizacion. El futuro es
comprendido no como el tiempo que habra de llegar sino como el locus donde
el Dasein alcanzard lo que potencialmente puede llegar a ser. La muerte,
entonces, se presenta en un doble sentido como fin: como fin temporal de la

vida (término) y como realizacion del ser en sentido teleologico.

Si entendemos a la persona como alguien abocado a un futuro que se
presenta como el escenario de sus posibilidades, para las personas que
padecen alguna enfermedad avanzada este escenario puede presentarse de
forma dramatica. Y concretamente la muerte y el dolor pueden aparecer como
la interrupcion irreversible de los proyectos futuros y como fin de toda
posibilidad. Dicho de otra forma también podria decirse citando a Sundstrém
(2001, p. 115) que “para un paciente con dolor, el pasado, asi como el futuro es
tragado o absorbido por el horrible hoyo del presente. Pero en la mayoria de
los casos —donde el dolor severo no es omnipresente— el futuro, la anticipacion
individual y temida emerge como una realidad vitalmente importante”. Aqui se
ve claro como no es el dolor presente lo que, muchas veces, lleva a pensar en
el dolor futuro sino que es ‘la sombra del futuro dolor’ lo que es temido. Kay
Toombs (2001) también lo expresa de una forma grafica “el futuro (seria) como
el horizonte del presente” (p. 3). Y este futuro en parte es construido desde el
almacenamiento individual de experiencias que cada uno tiene y sobre el cual

interpretamos la realidad (Toombs, 2001, p. 6).

Toombs recogiendo la tradicibn husserliana sobre esta cuestion,
afirmando que el pasado y el futuro son los que proveen horizontes al presente,
apunta a la posibilidad de anticipar un futuro que esta por venir (cfr 1990, p.
229) y de anticipar un dolor futuro como parte de la experiencia presente (1990,
p. 232). Asimismo, el futuro, a través de la conciencia dolorosa del presente,
también podria perfilarse como un horizonte liberador en los casos en que

fuera anticipado como libre de sufrimiento.
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Volviendo la mirada a las experiencias relatadas en algunos estudios
cualitativos con una poblacion de final de vida, una realidad evidente es que su
hoy estd penetrado por el hecho de padecer una enfermedad. En estos
pacientes destaca el hecho de tener poca esperanza de vida (menos de un afo
entre los que reciben tratamiento paliativo), la pérdida de funcionalidad fisica y
de independencia se hacen acuciantes, se manifiesta un dolor que a veces es
descrito como insoportable, prevalecen estados depresivos o desesperanzados
(Breitbart et al., 2000; Dees et al., 2011) y aparece la percepcion de pérdida del
sentido de la dignidad, del sentido de la vida, pérdida de autonomia; junto con
las subsiguientes consecuencias: dependencia, miedo a ser una carga para los
demas, etc. (Chochinov et al., 2002; Chochinov et al., 2007; Guerrero-Torrelles
et al. 2017; Kissane, Clarke y Street, 2001; Monforte-Royo et al., 2011; Vehling
y Mehnert, 2014).

El DAM, tal y como fue definido en el estudio de consenso antes citado
(Balaguer et al., 2016), es una reaccion que tiene que ver con una situacion de
sufrimiento. La anticipacion de la muerte es inseparable de la conciencia de un
cierto deseo de que no se produzca. Sin embargo, puede darse una inversion
de modo que se desee morir. Volviendo al esquema inicial, el DAM en este
nivel, podria emplazarse en la esfera de pathos como una reaccion psicoldgica,
emocional y existencial en el contexto de una enfermedad que supone una

amenaza para la vida.

Siguiendo con la definicion de Balaguer et al. (2016), el DAM es una
reaccion a un sufrimiento por el cual el paciente no puede ver otra opcién para
acabar con éste que la muerte misma. Aqui el pathos seria encauzado a través
de logos, que daria una valoracién sobre la propia vida. En este punto puede
verse especialmente la diferencia entre la anticipacion de la muerte de forma
cognoscitiva (conciencia de la muerte), la anticipacion de la muerte en el
sentido de desear que se produzca antes, y su consecucion a través de la
accion (poner fin a la vida de forma activa). Alguien puede desear morir y, sin
embargo, no llevar a cabo ninguna accién por la cual termine con su vida; para
llevar a cabo la accidn es preciso que intervenga la voluntad. En consecuencia,

entender que la expresion del DAM puede entrafiar distintas intenciones,
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significados o consideraciones e implicar distintos modos de actuar es crucial

para entender como este deseo es elaborado por la persona.

Desde la perspectiva de los estudios cualitativos sobre el DAM, una
experiencia comun es la alusién directa al miedo a un sufrimiento futuro
imaginado. Por ejemplo en las siguientes citas escritas en un tiempo verbal
futuro pueden servir para ver con claridad cémo esta proyeccién en el tiempo

es fuente de angustia, temor y sufrimiento anticipado:

“Ellos van a hacerse todo encima, van a tener que estirarse ahi y tener a
alguien que les haga todo y van a sufrir todo el tiempo, ahi no hay
felicidad, van a adelgazarse 60-70 libras, y se van a pasar sus ultimas
semanas de vida solo con dolor y agonia y la gente vendra, la gente
estara molesta, y ellos estaran molestos” (Lavery et al., 2001, p. 363).

O esta otra aporta el matiz de que el miedo es causado por la
incertidumbre futura:

“Nunca antes he estado en un hospital. No conozco lo que ahi sucede.
Nunca he estado enfermo antes. He visto a otros pacientes gritando de
dolor y ellos sufrieron... [...] Solo escucharlos producia mucho dolor...
Debe ser insoportable tener que gritar asi...” (Mak y Elwyn, 2005, p.
345).

O:

“Va a ser extremadamente terrible [...] las complicaciones y todo eso me

provocardn mucho dolor y sufrimiento. Anticipo un futuro que sera asi.

Muy grave, me da mucho miedo cuando pienso sobre esto” (Mak y

Elwyn, 2005, p. 346).

También es interesante que en algunos estudios sobre las motivaciones
gue conducen a algunas personas a solicitar el suicidio asistido expliciten que,
con frecuencia, esta peticiobn de adelantar la muerte tiene que ver méas con el

miedo a un sufrimiento futuro que con un sufrimiento actual.

“Tenia mucho miedo de cémo seria el final. Estaba preocupado por el
dolor. Estaba preocupado por la falta de aire. Y si, él tenia miedo de
morir en la miseria” (Ganzini et al., 2003, p. 387).

Otras veces la anticipacion del sufrimiento futuro estuvo determinada por

la experiencia de personas cercanas a las que los pacientes de estos estudios
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cualitativos vieron sufrir (Chapple y Ziebland, 2006; Schroepfer, 2006).
Volviendo a Toombs (2001), el “futuro es construido desde el almacenamiento
de experiencias individual que cada uno tiene y sobre el cual interpretamos la
realidad” (p. 6).

Finalmente, un dltimo nivel de anticipacion de la muerte serian la
eutanasia y el suicidio asistido como formas en las que este sufrimiento fisico,
psicoldgico o existencial es encauzado por la voluntad y aniquilado a través de
la accion. Como ya se ha mencionado anteriormente, aunque se podria pensar
que el DAM implica la peticion explicita de una practica de muerte voluntaria,
algunos estudios han demostrado que no es necesariamente asi (Monforte-
Royo et al., 2012) y que incluso puede haber niveles de intensidad en este
deseo (Ohnsorge, Gudat y Rehman-Sutter, 2014a; Schroepfer, 2006). Aunque
algunos autores hablan del deseo de morir como expresiones que podrian
significar aceptar la muerte, deseo de ‘irse’, permitir a la enfermedad que siga
Su curso, moverse hacia otra realidad, estar cansado de vivir o suicidio racional
(Nissim et al., 2009; Ohnsorge, Gudat y Rehman-Sutter, 2014b); desde la
vivencia de los pacientes que expresan este deseo de morir, pueden
observarse ciertas diferencias respecto a las del DAM cuando se hace en un
contexto de enfermedad avanzada. De esta forma, como ya se ha dicho en el
Capitulo 2, podria distinguirse el deseo de morir como un deseo general que
abarcaria distintos grados de intencionalidad —por ejemplo desde pensamientos
genéricos que no siempre se corresponden con un deseo real de acabar con la
vida, con la peticion de eutanasia—; del DAM como un deseo que se daria en el
contexto particular del proceso de enfermedad. Mientras que el DAM podria
abordarse clinicamente partiendo de las razones o motivos que lo originan; el
deseo de morir, en algunos casos podria verse como la reaccion natural (e
incluso esperable) de quien se encuentra en las ultimas semanas de vida. Por
ejemplo, en los estudios de Nissim et al. (2009) y Ohnsorge, Gudat y Rehman-
Sutter (2012) emergieron los temas de “aceptar la muerte” y de “dejarse ir”. En
ambos casos, este “desear morir” estuvo relacionado con un deterioro
progresivo y con un cierto “cansancio de seguir luchando” contra una muerte

proxima e inevitable. Aunque es verdad que puede haber sufrimiento en la
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experiencia de final de vida, (el sufrimiento) no es incompatible —aunque

parezca contradictorio— con aceptar la situaciébn o con morir en paz.

7.3.1 La experiencia de la muerte, del morir y los sentidos del deseo de

adelantar la muerte

Tal y como sostuvo Heidegger (cfr. 1951; cfr. Carel, 2006) el Dasein no puede
experimentar su propia muerte. Esto significa que la experiencia personal sobre
la propia muerte siempre se da desde la conciencia de la propia finitud o desde
la experiencia agdnica. Anatole Broyard en Ebrio de enfermedad (1990), trae a
colacion una cita del psicoanalista britanico D.W. Winnicott en la que afirma:
“He muerto [...] Vamos a ver: qué estaba ocurriendo cuando mori? Mi plegaria
ha sido atendida. Estaba vivo cuando mori”. Esta falacia puede servir para

iluminar la imposibilidad de vivir la propia muerte fuera de su anticipacion.

Es interesante esta reflexion porque, desde la experiencia vivida de los
pacientes que desean adelantar su muerte, se podria decir que no tienen un
acceso directo a la muerte. La muerte no puede ser querida en si porque no
hay experiencia de ella, pero si que se puede desear lo que supone la muerte
para la vida, sobre todo, en tanto que dejar de sufrir. De este modo, si ho hay
un acceso directo a la muerte es licito preguntarse si es verdaderamente la
muerte lo que se desea cuando se expresa que se desea morir. La muerte, en
Su proyeccion sobre la existencia humana, puede ser aprehendida como el fin
del sufrimiento y del dolor propio y ajeno, como el paso a una vida mejor, como

la nada, etc.

Uno de los temas que emergio del analisis de los estudios cualitativos
sobre el DAM fue la realidad de que muchos de los pacientes que expresan su
DAM, lo hacen atribuyendo a esa expresién, no un DAM entendido de forma
literal, sino un significado ulterior que tendria que ver con “lanzar un grito de
ayuda”, “acabar con el sufrimiento”, “evitar el sufrimiento a los demas”,
“controlar el proceso de morir’ y “manifestar un deseo de vivir pero no de este

modo”.

En este sentido es necesario recurrir a la fenomenologia del deseo o de

la voluntad para entender cuéales son las estructuras que dinamizan el DAM.
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Alexander Pfander en Fenomenologia de la voluntad (2007, p. 31) sostiene que
“‘un hecho de volicidon en sentido estricto lo tenemos en cambio, cuando no solo
anhelamos, esperamos, apetecemos 0, en suma, deseamos, Sino que
queremos cierta vivencia representada [...] En cambio, algo puede ser muy
bien objeto del deseo sin por ello ser querido”. En los pacientes que desean
adelantar su muerte se ve muy bien cémo pueden atribuir distintos significados
a estos deseos y no en todos los casos expresan que lo que quieren es la
muerte como un fin en si mismo. Dicho en otras palabras, podria decirse que
aunque la muerte se presenta como el objeto del deseo, en algunos casos el
significado subyacente a esta expresion revela que no necesariamente la

muerte es lo que es querido.

Pfander (2007) también sostiene que en la estructura del deseo se
puede distinguir entre lo que es el deseo en si respecto a la realizacién de lo
deseado. En este sentido, como se ha dicho, la distincion entre considerar,
tender hacia, decidir y ejecutar el deseo de morir puede marcar la diferencia
entre el DAM como fendémeno clinico que surge como respuesta del sufrimiento
relacionado con multiples factores en el contexto de una enfermedad que
amenaza la vida y la realizacion de practicas como la eutanasia o el suicidio,
que podria entenderse bajo el marco de deseo de morir tal y como se ha
descrito antes. En este sentido, este autor también distingue entre
representacion y deseo. La representacion podria entenderse como la accion
de hacer presente a la conciencia una realidad concreta, sin embargo, este
gesto no puede confundirse con el deseo de la cosa en si. Un hombre puede
pensar en la muerte como fin de su sufrimiento sin por ello desear realmente
morir. A la representacion debe unirsele el deseo, la volicion. Entre la
representacion (concepcion racional, intelectiva sobre el objeto del deseo en la
conciencia) y el deseo (que se daria entre el ambito de physis y pathos) se da
la cultura, es decir, la construccion de un significado particular de acuerdo al
micro-macro contexto en el que vive el individuo. “En la conciencia del deseo,
lo que ante todo es objeto de la atencion es mas bien la representaciéon de lo
deseado” (Pfander, 2007, p. 46). En el caso de los pacientes que desean
adelantar la muerte, es muy importante partir de esta distincion entre deseo y

representacion para comprender la naturaleza compleja de este fendmeno. En
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los verbatims de los estudios cualitativos, la muerte fue representada
principalmente como el fin de todo sufrimiento propio y ajeno o, en palabras de
una paciente entrevistada en uno de los estudios sobre el DAM, “un vehiculo
para, para, detener mi vida” (Coyle y Sculco, 2004, p. 703). En este punto, es
necesario recurrir a la antropologia o historia de las mentalidades para
identificar algunos elementos que contribuyen a la formaciébn de la
representacion de la muerte en la cultura occidental contemporanea vy
entender cual es el trasfondo que conecta la expresion del DAM con la

realizacion de la muerte voluntaria.

7.4 La mediacion cultural en la representacion de la muerte
contemporanea

‘Los hombres, segun su condicion social o su historia personal, no
reaccionan de la misma manera frente a una herida o enfermedad
idénticas; no tienen el mismo umbral de sensibilidad. No existe una
actitud establecida en relacion con el dolor, sino una probable, pero
incierta, reveladora a veces de resistencias insospechadas, o a la
inversa, de unas debilidades inesperadas, una actitud que también se
modula segun las circunstancias. La anatomia y la fisiologia no bastan
para explicar estas variaciones sociales, culturales, personales e incluso
contextuales. La relacion intima con el dolor depende del significado que
éste revista en el momento en que afecta al individuo. Al sentir sus
horrores, éste no es el receptaculo pasivo de un 6rgano especializado
gue registra vaivenes impersonales de tipo fisioldgico. La manera en que
el hombre se apropia de la cultura, de unos valores que son los suyos,
de su relacion con el mundo, suponen un entramado decisivo para su
aprehension. Porque el dolor es, en primer lugar, un hecho situacional’
(Le Breton, 1999, p. 9).

En esta cita de Le Breton puede verse el entramado complejo que
componen las manifestaciones en torno al dolor. La vivencia del sufrimiento, el
dolor, la enfermedad, la muerte, el duelo, etc. tienen una significacion
especifica dependiendo del marco referencial que le proporciona cada cultura
particular (lllich, 1976; Le Breton, 1999; Morris, 1991). Como hemos visto, la

brecha que separa la muerte como realidad biolégica y como realidad
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biografica da pie a que se articulen multiplicidad de respuestas atendiendo a

creencias y valores que pueden cambiar a lo largo del tiempo*?.

De esta forma, la anticipacion de la muerte también se daria dentro de
un marco de valores y creencias generando una serie de contestaciones
individuales y colectivas que l6gicamente influyen en la actitud del hombre ante
la muerte. Dicho al revés, “la manera en que el morir y la muerte ocurren son
también indicativas de la sociedad en la que vivimos” (Brotea, 2011, p. 5). En

este sentido, sigue exponiendo Le Breton (1999):

“El dolor que sentimos no es, entonces, un simple flujo sensorial, sino
una percepcion que en principio plantea la pregunta de la relacién entre
el mundo del individuo y la experiencia acumulada en relacion con él. No
escapa a la condicién antropoldgica de las otras percepciones. Es
simultaneamente sopesada y evaluada, integrada en términos de
significacion y de valor” (p. 13).
El hecho de que el sufrimiento de la persona dependa, parcialmente, de
los contextos particulares supone que el DAM puede ser tamizado e

interpretado a partir de los valores de las distintas sociedades.

7.4.1 El deseo de adelantar la muerte a propdsito de la historia de las
mentalidades

En los dltimos afios, numerosos autores han coincidido en que la actitud del
hombre ante la muerte ha sufrido una transformacion radical (Arieés, 1984,
2005; Arregui, 1994; Gorer, 1955). Durante siglos el hombre habia vivido
considerandose como creatura de Dios, como alguien que no dispone de su
propia vida en su totalidad. Basta pensar en la condena social del suicida, en el
planteamiento religioso de la muerte, en las batallas ultimas de los enfermos
medievales que se jugaban el destino eterno en la aceptacion final de la
voluntad divina. Tal y como describe Aries (1984, 2005), en la Edad Media, la
muerte ideal era aquella que permitia al moribundo y a su entorno social
prepararse, tomar conciencia de la situacion vivida: ‘se moria sabiendo que la

muerte estaba llegando’ y, lo contrario, una muerte subita, era vista como el

42 para un andlisis detallado del cambio de actitud de la muerte desde la Antigua Roma hasta
nuestros dias ver, por ejemplo, Ariés (1984, 2005).
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peor de los castigos (“a subitanea et improvisa morte libera nos Domine™). La
presencia de una nueva actitud mas o menos generalizada del hombre ante la
muerte manifiesta un profundo cambio de mentalidad fundado en la
emergencia de valores como el individualismo y la autonomia y la
transformacién de los horizontes morales y de sentido (Taylor, 1992, 1994,
2005).

La muerte inadvertida, tal y como denomina Ariés (2005) a la actitud
contemporanea del hombre ante la muerte, seria aquella que ya no tiene un
espacio social y no es representada por el imaginario colectivo. Se caracteriza
por darse en un contexto hospitalario, frio, anénimo, donde la muerte es
ocultada y la gente no quiere hablar de ella (Baudrillard, 1980; Kellehear,
2007). La muerte ha pasado a ser el tabu que antafio era el sexo (Gorer, 1955).
Se da desde el anonimato y la trivialidad. Si antes la gente detenia su vida
cotidiana para dejarse llevar por toda una serie de ritos funerarios y de duelo,
actualmente, la muerte se ha convertido en un suceso sobre el que conviene
no pensar y en la medida de lo permitido, hacer que altere lo menos posible la

vida ordinaria.

En los paises occidentales la representacion social de estas realidades —
como la sociedad las concibe y experimenta— esta estrechamente relacionada

con el nacimiento de la clinica moderna y con la medicalizacion.

Los avances de la técnica y el prestigio in crescendo de los médicos
hicieron que, especialmente a partir de finales del siglo XIX, se diera un cambio
de roles en el escenario de la enfermedad entre los médicos, enfermos y
familiares particularmente (Aries, 2005). Si hasta entonces, la enfermedad
habia formado parte de un proceso vital normalizado, asumido como algo
propio de una naturaleza que en todo caso se encargaria de restablecer; la
literatura posterior —como puede observarse de forma magistral en La muerte
de Ivan lllich (Tolstoi, 1995)— reflejo una nueva tendencia a recurrir al medico
como el personaje sobre el que depende la vida del ser humano, como aquel
gue conoce el destino y es capaz de interceder a favor del enfermo. Dejo de

ser el enfermo quien poseia el control sobre su enfermedad para cederlo a

43 Baste considerar esta invocacion de la Letania de los santos.
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favor del médico e incluso de los familiares. Desde este momento, a menudo
son estos ultimos los que deciden por el enfermo e incluso guardan silencio

sobre su diagndstico.

La extension de técnicas anestésicas, sobre todo a partir del siglo XX,
supuso un hito en la historia de la medicina. A partir de entonces, se hizo
posible el manejo del dolor y en cierto sentido el control de la enfermedad: “Por
muchos triunfos que consiga la mente, por muchos dones que enriquezcan la
humanidad, no habra en el transcurso de los siglos una hora mas dulce que
aguella en que la esperanza, la duda y el temor contemplaron, en medio de
profundo silencio, a un cerebro audaz decretar con voluntad casi divina la

muerte del dolor” (Weir Mitchell citado en Martina M., s.f, p. 10).

Esta vision esperanzada sobre la vida humana ha propiciado que, en el
caso de la civilizacibn moderna, con frecuencia se dé una resistencia a aceptar
la muerte y el dolor (lllich, 1976). En algunos estudios, se ha obsevado que
algunas personas entienden la muerte como un accidente que la técnica en un
futuro sera capaz de evitar (cfr Arregui, 1994; Morin, 1994; Thomas, 1983) o
como una enfermedad —la Ultima— sobre la que llegara a intervenirse (Callahan,
1989), como un accidente que también requiere de intervencion técnica. De
esta forma se ha forjado —en expresion de lllich (1976, p. 52)— el mito del
meédico que lucha contra una muerte evitable en manos del poder curativo de la

medicina.

La muerte hacia los afios 1930 empez6 a ser ‘desplazada’ al hospital
(Aries, 2005; Baudrillard, 1980). En el contexto de la medicalizacién este
desplazamiento puede entenderse bajo dos formas: el traslado del cuidado y la
extension de la idea de ser una carga para los demas. La idea del traslado del
cuidado tiene que ver con el traslado fisico del moribundo al hospital (la muerte
“ocurre” en el hospital). EI acompanamiento del que muere pasdé a ser vivida
por los médicos en lugar de la familia o el sacerdote como habia sido habitual
en un pasado (Ariés, 2005; Walter, 1994). Este hecho supuso que los procesos
de final de vida se circunscribieran a un contexto médico, tecnificado, salubre,
‘digno’, discreto, higiénico, privado (Walter, 1994, p. 59). La privacion de la

muerte como escenario doméstico también comporté para la familia una
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pérdida de los ritos y gestos del cuidado que durante siglos habian
acompanado a los moribundos. El traslado del proceso de final de vida al
hospital gener6 para los familiares y entorno social inmediato el
desconocimiento de como tratar a sus enfermos. Asi pues, la muerte no solo
empezd a ser omitida sino que paso a estar bajo el tabu de lo obsceno, sucio,
de lo que conviene evitar (Gorer, 1955). Aries (1984) también describe este
proceso como un momento de mentiras donde enfermos, profesionales de la
salud y familiares ocultan la presencia cada vez mas cercana de la muerte a
través de ‘pactos de silencio’ y hacer ver que en realidad la enfermedad no es
tan grave: “se recubre la muerte [con] la enfermedad” (p. 471). El médico se
convirtié en el nuevo maestro de ceremonias de este escenario, controlando el
proceso de morir y privando al paciente de este momento a través de farmacos.
Ariés describe esta nueva situacion con una cita ilustrativa del jesuita F. de
Dainville, cuando al ser intubado en una unidad de reanimacion intensiva

afirmé: “Me frustran en mi muerte” (Ariés, 1984, p. 471).

La identificacién de estar enfermo con ser una carga para los demas se
ha extendido como una de las imagenes mas recurrentes de este imaginario
social. A partir de Francis Bacon y Descartes la medicina empez6 a
presentarse como un medio a través del cual se podia combatir la muerte
(Callahan, 1989; Le Breton, 1999). Este hecho supuso que progresivamente el
proceso de morir dejara de ser visto como un hecho propio de la experiencia
humana —que admite un acompafiamiento cercano a través del cuidado—y se
perdiera la posibilidad de atribuirle un sentido. De esta forma, la imposibilidad
de responder bajo el lenguaje del cuidado ante el paciente enfermo junto a la
pérdida de sentido de este acompafiamiento, contribuiria a que la identidad del

enfermo en la modernidad empezara a ser vista como pesada y molesta.

Paralelamente, mientras se pretenden alejar las fronteras del mundo de
la muerte de la vida cotidiana, como sefiala Baudrillard (1980), el proceso de
morir empieza antes con la estigmatizacion social, con la propia conciencia
sobre el estar muerto para una sociedad que valora lo Gtil por encima de lo
demas. Acogiendo el eslogan de Kellehear (2007) sobre la ‘muerte social’,
podria decirse que uno empieza a morir en la enfermedad. La definicion de
muerte social es muy interesante porgue sirve de marco para entender cOmo
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algunas sociedades han desterrado a las personas que no son consideras
dignas porque han perdido la autonomia, son una carga para los demés o ya
no son productivas. La actitud individualista con la que se ha caracterizado
estas sociedades (Taylor, 1994), también ha influido en esta nueva actitud
sobre la muerte. La muerte, entonces, seria vista como una pérdida del yo (de
la propia individualidad) y si, como hemos dicho, la muerte empieza en la
enfermedad, la pérdida del yo también tendria lugar cuando el paciente recibe
su diagnostico. Es entonces cuando empezaria a dejar de vivir aunque lo

deseara: “Deseo vivir pero no puedo vivir’ (Mak y Elwyn, 2005, p. 345).

7.4.2 Muerte voluntaria y el deseo de adelantar la muerte en el contexto de
la medicalizacion

La normalizacién de la eutanasia y del suicidio asistido, es decir, verlas como
un derecho propio de la persona y como una practica recurrente en las
sociedades occidentales, reflejan bien este cambio de actitud respecto a la
muerte. Algunos estudios han identificado que la muerte ideal seria la que se
produce sin sufrimiento, sin que uno se dé cuenta de que se esta muriendo
(Emanuel y Emanuel, 1998; Sullivan, 2002; Vig y Pearlman, 2004). De hecho,
numerosos estudios sefialan que gran parte de la poblacion de hoy tiene un
fuerte afan por controlar el proceso de morir e incluso que el sufrimiento y el
miedo al proceso de morir son mas temidos que la muerte misma (Coyle y
Sculco, 2004; Lavery et al., 2001; Pearlman et al., 2005; Thomas, 1983).

Tanto la eutanasia como el suicidio asistido son dos indicadores claros
de como la construccion racional sobre la muerte puede generar nuevas
actitudes frente a hechos naturales a través de la articulacion de valores
determinados. Estas practicas, en tanto que inciden artificialmente en el
proceso natural de la enfermedad, han sido vistas como una consecuencia de
la medicalizacién. La intromision de la técnica —en este caso a través la
intervencion meédica y de farmacos letales— es la que hace posible que la
persona que solicita morir, en efecto, muera por una causa tercera distinta a la

de la evolucién de su enfermedad.

En el caso de los estudios cualitativos sobre el DAM, a través de las

narraciones obtenidas, puede reconstruirse un marco que ayude a entender
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como la medicalizacion puede mediar e incluso configurar la experiencia de
este deseo. Como ya se ha dicho, para comprender la naturaleza del DAM es
necesario recurrir a la biografia, creencias y valores de los pacientes. En este
sentido, las expresiones de los pacientes se presentan como una fuente
valiosa, no solo para profundizar en la naturaleza compleja del DAM, sino
también para comprender los presupuestos, valoraciones y juicios que los

pacientes tienen respecto a si mismos, a su entorno social y a su situacion.

De esta forma, en el cuarto articulo (Rodriguez-Prat y van Leeuwen,
2017) de esta tesis se analizaron todas los verbatims de los estudios
cualitativos sobre el DAM —identificados previamente en el estudio de la
actualizacion de la meta-etnografia sobre el DAM (Rodriguez-Prat, Balaguer,
Booth y Monforte-Royo, 2017)— considerando cuatro presupuestos: 1.
Presupuestos sobre el valor (moral) que se atribuyen los pacientes en términos
de dignidad, autonomia y autenticidad 2. Presupuestos sobre las interacciones
sociales en términos de como los deméas atribuyen un valor al individuo (y a su
vida) en el contexto de una enfermedad 3. Presupuestos sobre el valor de la
vida 4. Presupuestos relacionados con la medicalizacion como marco

contextual en el que el DAM es expresado.
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Segunda parte:

Del marco teodrico, a los estudios realizados
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Capitulo 8. Preguntas de investigacion y objetivos
Preguntas de investigacion:

1. ¢Como es experimentada por las personas con enfermedades
avanzadas la relacion entre dignidad percibida, autonomia, control y

autodeterminacion?

2. El sentido de dignidad personal (como las personas perciben su propia
dignidad), en personas con enfermedades avanzadas, ¢ puede influir en

la vivencia de su enfermedad y en su toma de decisiones?

3. ¢Qué aporta la fenomenologia de la corporalidad y de la enfermedad en
el analisis de los estudios cualitativos publicados en los que se establece
la relacion entre la dignidad percibida y la autonomia en pacientes con

enfermedad avanzada?

4. ¢Cudl es la experiencia del deseo de adelantar la muerte expresado por

personas con enfermedades avanzadas?

5. Los distintos contextos y marcos legales ¢ pueden influir en la toma de
decisiones de las personas que expresan el deseo de adelantar la

muerte?

6. ¢Qué valores y presupuestos morales pueden identificarse en las
narrativas de los participantes de los estudios cualitativos sobre el deseo
de adelantar la muerte, desde el punto de vista de los pacientes,
profesionales de la salud y familiares, considerando como marco

contextual la medicalizacion?

7. ¢Puede considerarse la interrupcion voluntaria de la hidratacion y de la
alimentacion en personas con procesos avanzados de enfermedad, una

expresion de deseo de adelantar la muerte?
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Objetivos
Objetivo general:

1. Abordar los temas del deseo de adelantar la muerte, dignidad,
autonomia o control en las personas con procesos avanzados de
enfermedad desde la perspectiva de la literatura biomédica y filoséfica

(antropoldgica).
Objetivos especificos:

1. Efectuar una revision sistematica y sintesis interpretativa (meta-
etnografia) de los estudios cualitativos primarios sobre la relacién entre

dignidad percibida y autonomia en pacientes al final de la vida.

2. Analizar desde una perspectiva fenomenoldgica, particularmente desde
las nociones filosoficas desarrolladas por Kay Toombs, la experiencia
vivida de la dignidad percibida y autonomia a la luz de los estudios

cualitativos publicados.

3. Realizar una revision sistemética y sintesis interpretativa (meta-
etnografia) de los estudios cualitativos primarios sobre la experiencia del
deseo de adelantar la muerte desde la perspectiva de las personas con

enfermedades avanzadas.

4. Analizar desde los datos aportados por los estudios cualitativos sobre el
deseo de adelantar la muerte expresado por los pacientes, las posibles
diferencias contextuales, atendiendo especificamente a la influencia que
puede tener el hecho de que la eutanasia o el suicidio asistido estén
despenalizados.

5. Examinar las nociones contemporaneas sobre la fenomenologia y
antropologia de la enfermedad y del morir atendiendo particularmente a
la medicalizacion y a los valores y presupuestos morales de los
pacientes (familiares y profesionales de la salud) que expresan deseo de
adelantar la muerte a la luz de los estudios cualitativos publicados sobre

estefenébmeno.
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6. Comparar el fenomeno de la interrupcion voluntaria de la hidratacion y
de la alimentacion a la luz de los resultados de los estudios cualitativos
sobre el deseo de adelantar la muerte.
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Capitulo 9. Metodologia

Esta tesis se presenta en la modalidad de compendio de publicaciones. Los articulos

gue forman parte de la tesis son:

1. Patient Perspectives of Dignity, Autonomy and Control at the End of Life:

Systematic Review and Meta-Ethnography

2. A philosophical view on the experiences of dignity and autonomy through the

phenomenology of illness

3. Understanding new and old patients’ experiences of the wish to hasten death:

A systematic review and meta-ethnography

4. Assumptions and moral understanding of the wish to hasten death: a

philosophical review of qualitative studies

5. Ethical challenges for an understanding of suffering: Voluntary stopping of

eating and drinking and the wish to hasten death in advanced patients

En este apartado, se tratara de profundizar en algunos aspectos

metodoldgicos en relacion directa con los objetivos especificos de esta tesis.

Parte de lo que aqui se describe podra encontrarse en el apartado de
métodos de los articulos. Sin embargo, se tratara de ahondar en aquellos aspectos

gue en los manuscritos son tratados de forma tangencial o no son abordados.

En la figura 1 puede verse de forma esquemaética la relacidon entre objetivos y

estudios que se han llevado a cabo.
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Figura 1. Organizacioén de los objetivos y estudios de la tesis

Articulo 1

W

Objetivo 1

v

Objetivo 2 > Articulo 2
Objetivo 3
Obijetivo 4 > Articulo 3
Objetivo 5

L 4
Obijetivo 6 > Articulo 4
Objetiva 7 > Articulo 5

Estudio 1:

Tal y como se ha descrito en el capitulo anterior, el primer objetivo de esta tesis fue
efectuar una revisidon sistemética y sintesis interpretativa (meta-etnografia) de los
estudios cualitativos primarios sobre la relacion entre dignidad percibida y autonomia

en pacientes al final de la vida.
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Para ello, se disefid una estrategia de busqueda con términos MeSH
combinados con texto libre que se aplicé en Pubmed, Web of Science, CINAHL,

Psycinfo y Cochrane Library, desde su inicio hasta el mes de julio de 2015.

Tras aplicar la estrategia de busqueda a las diferentes bases de datos los
estudios fueron seleccionados en tres fases teniendo en cuenta la pregunta de
investigacién y los criterios de inclusion. En primer lugar, se revisaron las 186
referencias seleccionadas por titulo, en segundo lugar, por abstract y finalmente por

texto completo.

Se realizd una revision sistematica y sintesis interpretativa siguiendo el
método meta-etnogréfico de Noblit y Hare (1988). Este método consiste en realizar,
mediante un proceso inductivo, comparaciones constantes de los conceptos
encontrados en los distintos estudios, con el fin de obtener una sintesis
interpretativa. De acuerdo con los autores una meta-etnografia busca interpretar y
comprender una realidad a partir de mdltiples hechos, casos y narraciones. Asi
como examinar de forma critica el fendmeno, comparando de forma sistematica

estudios cualitativos para extraer conclusiones comunes (Noblit y Hare, 1988).

Se decidi6 optar por este método por dos motivos: por su amplio uso entre los
investigadores; y por su capacidad de integracion de estudios heterogéneos ya que
no solo sintetiza los hallazgos sino que es capaz de resaltar las diferencias entre

estos y generar una mayor comprension del fenomeno.

Este ultimo punto fue decisivo ya que se dio cierta heterogeneidad en los
estudios incluidos y en sus objetivos particulares. La sintesis de los estudios
cualitativos primarios no se focalizé en el total de datos y resultados, sino que
planteé como objetivo explorar aquellos aspectos de los estudios que relacionaban
la dignidad percibida con la autonomia y control (entre otros muchos que se
manifestaron). La meta-etnografia de Noblit y Hare, en este sentido, parece ser la

mas flexible para poder realizar este tipo de sintesis.

Para la sintesis final de los 21 estudios se siguieron los siete pasos
propuestos por los autores (Noblit y Hare, 1988). La primera y segunda etapas
consistieron en definir el tema de investigacion, concretar los criterios de inclusion,

realizar la busqueda sistematica y seleccionar los estudios. La pregunta de
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investigacion que se establecié fue: ¢(Coémo se percibe la relacién entre dignidad y
autonomia, control y autodeterminacion al final de la vida? En la tercera etapa se
llevdo a cabo la lectura y relectura de los estudios incluidos hasta identificar los
conceptos claves y secundarios en cada uno de ellos. Una vez obtenidos estas
nociones principales, se utiliz6 el método de comparacion de las traducciones
reciprocas, que se refiere al proceso de examen de los conceptos clave en relacion

a otros conceptos dentro de cada estudio y entre los estudios.

El proceso de andlisis y comparacion se realizd por orden cronolégico de
publicacién de los estudios incluidos, empezando por el mas antiguo y analizando
los conceptos clave.

En cuarto lugar, se determind la relacion entre los distintos estudios. Para ello
se elabord un cuadro donde se indicaron las categorias que emergieron de los
estudios (nivel mas descriptivo) y que sirvi6 como base para abstraer los temas y
subtemas de todos ellos (niveles mas abstractos que engloban las categorias
halladas en los distintos estudios). La quinta fase consistié en traducir los estudios
entre ellos. Es decir, en “deconstruir’ los estudios, identificar distintas metaforas o
conceptos partiendo de palabras o frases de los estudios originales. Este punto
permiti6 comparar los distintos resultados y extrapolarlos a los de los otros estudios.
En la sexta fase, se sintetizaron estas traducciones dando lugar a los distintos
niveles de temas, subtemas y categorias finales. Por ultimo, en la séptima fase, se
expreso la sintesis de los estudios incluidos que dio lugar a una comprensién global
del fendbmeno de estudio y se presentd como respuesta a la pregunta de

investigacion establecida a priori.

Para reducir los sesgos fueron releidos los estudios incluidos y se llegé a un
consenso en las categorias que emergieron entre los miembros del equipo

investigador.
Estudio 2:

El segundo objetivo de esta tesis fue analizar desde una perspectiva
fenomenoldgica, particularmente desde las nociones filosoficas desarrolladas por
Kay Toombs, la experiencia vivida de la dignidad percibida y autonomia a la luz de

los estudios cualitativos publicados.
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Partiendo del estudio anterior, ‘Patient perspectives of dignity, autonomy and
control at the end of life: systematic review and meta-ethnography’ (Rodriguez-Prat
et al., 2016), fueron analizados algunos de los conceptos que emergieron, desde la
fenomenologia de la enfermedad y la corporalidad desarrollada por esta fildsofa.
Una de las razones por la cual se analizaron los conceptos identificados en la meta-
etnografia a la luz de lo que esta autora ha trabajado, es porque Toombs tiene
Esclerosis Mdltiple y su filosofia parte de su experiencia como persona que vive con
una enfermedad cronica de estas caracteristicas. Es decir, su reflexion tedrica va de
la mano de su experiencia vivida, al igual que los pacientes con enfermedad

avanzada analizados en el estudio realizado.

Los verbatims de este estudio proceden de estudios cualitativos primarios
publicados en revistas cientificas internacionales del ambito biomédico, tal y como
ya se ha descrito. Posteriormente, partiendo de las citas obtenidas en la revision
sistematica, seleccionamos de forma intencionada (purposively) aquellas que
reflejaban mejor los conceptos desarrollados desde la 6ptica de la fenomenologia de
la corporalidad y enfermedad. Se utilizdé la meta-etnografia realizada para mostrar
como las narraciones de los propios pacientes, profesionales de la salud y familiares
se comprenden mejor y pueden ser clasificados tedricamente a través de de una

perspectiva fenomenoldgica.

En la fase analitica, como se ha explicado, se profundiz6 en las citas teniendo
en cuenta los comentarios de los estudios primarios**. En este estudio, podria
cuestionarse el problema de hacer depender el testimonio de terceras personas en
argumentos fenomenoldgicos puesto que el acceso a los datos se dio a través de
estudios primarios y podria cuestionarse si esta aproximacion indirecta a la
informacion permite un analisis fenomenoldgico ulterior. Sin embargo, esta limitacion
de indole metodologica, también podria plantearse en los estudios cualitativos
primarios puesto que también se produce la misma situacion al analizar o interpretar
datos procedentes de estudios originales. Esta limitacion estaria superada

metodoldgicamente gracias a los procedimientos de rigor y a analisis que se llevaron

44 En este estudio, puede perderse en algiin momento la visién de conjunto de todas las citas puesto
gue no fue posible mostrarlas todas debido al limite de extensién marcado por la revista en que se
publico el articulo. Para ver todas las citas de los estudios incluidos puede consultarse el material
suplementario.
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a cabo teniendo en cuenta las pautas propuestas por autores de referencia en
sintesis cualitativa (Paterson et al., 2001; Pope, Mays y Popay, 2007; Sandelowski y
Barroso, 2006). En este sentido, ademas, se trabajé meticulosamente a través de la

triangulacion de investigadores.

Asimismo, la descripcidn de la experiencia vivida por parte de Toombs, como
enferma que padece esclerosis mdltiple, en tanto que es una descripcion
fenomenoldgica, no trata Unicamente de verbalizar una experiencia personal,
meramente individual. La fenomenologia es un arte de describir la experiencia, pero
de una manera eidética, es decir, procurando desvelar estructuras universales, y en

este sentido, transladables a otros individuos en situaciones vivenciales semejantes.

Las declaraciones de los pacientes vendrian a corroborar que la descripcion
fenomenoldgica de la corporalidad por parte de Toombs tiene una validez para
esclarecer, comprender, interpretar esas multiples experiencias. Toombs
proporciona un andlisis y bagaje conceptual apto para comprender con profundidad

universal experiencias que parecen meramente individuales.

En ese sentido, la practica clinica adquiriria un modelo conceptual —-no
meramente biografico, o individual- para aproximarse a la experiencia vivida por
parte de los pacientes. La experiencia no solo proporciona una vivencia inefable e
incomunicable, sino que viene soportada por estructuras de sentido que pueden ser
comprensibles e interpretables por otras personas, a partir de su descripcion

conceptual.
Estudio 3:

El tercer objetivo de esta tesis fue realizar una revision sistematica y sintesis
interpretativa (meta-etnografia) de los estudios cualitativos primarios sobre la
experiencia del deseo de adelantar la muerte desde la perspectiva de las personas

con enfermedades avanzadas.

A la luz de la nueva evidencia clinica sobre el DAM se disefid una nueva
estrategia de busqueda que fuera mas sensible y especifica que la anterior. Se

identificaron términos MeSH con texto libre que estuvieran directamente
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relacionados con la pregunta de investigacion. La estrategia fue aplicada a Pubmed,
CINAHL, Web of Science y PsycINFO.

De nuevo, se siguié el método meta-etnografico propuesto por Noblit y Hare
(1988) para la sintesis de los estudios. Sin embargo, como en este caso se trataba
de una actualizacion de la literatura, se siguieron las guias propuestas por France et
al. (2016).

El cuarto objetivo consistio en analizar desde los datos aportados por los
estudios cualitativos sobre el deseo de adelantar la muerte expresado por los
pacientes, las posibles diferencias contextuales, atendiendo especificamente a la
influencia que puede tener el hecho de que la eutanasia o el suicidio asistido estén

despenalizados.

En el proceso analitico se revisaron todas las citas de los participantes para
identificar aquellos conceptos que explicaran el DAM desde la perspectiva de los
pacientes. Para ello, se utilizo el software Atlas.ti 7 que sirvio para editar las citas y
ordenar los cédigos que fuimos generando a través de los sucesivos analisis (lectura
y relectura de los estudios). A partir de aqui, se prestd especial atencion a aquellos
estudios donde la eutanasia o el suicidio asistido son legales como es el caso de
Holanda y Suiza. Para ello se tuvieron en cuenta las narraciones de los
participantes y otras referencias de los estudios primarios que pudieran hacer
alusién a estas practicas. Concretamente, en estos estudios se hizo explicito —a
diferencia de los demas estudios- el hecho de que se habia contactado con
asociaciones o médicos a favor del Derecho a Morir (como Dignitas o Exit en Suiza)

como medio para poner fin al sufrimiento.
Estudio 4:

El sexto objetivo fue examinar las nociones contemporaneas desde la
fenomenologia y antropologia de la enfermedad y del morir atendiendo
particularmente a la medicalizacion y a los valores y presupuestos morales de los
pacientes (también desde la perspectiva de los familiares y profesionales de la

salud) que expresan deseo de adelantar la muerte.
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Partiendo de los verbatims que se habian seleccionado para la meta-
etnografia sobre el DAM (Rodriguez-Prat et al., 2017), y tras obtener una explicacion
de la experiencia del DAM desde una perspectiva clinica, se observé que la mayoria
de los verbatimstambién reflejaban valores y presupuestos que encajaban dentro de

un marco referencial comun.

Se elabor6é una tabla con todas las citas de los pacientes, familiares y
profesionales de la salud (a diferencia de la meta-etnografia en la que solo se
incluyeron las citas de los pacientes) y se analizaron teniendo en cuenta los valores

y presupuestos que reflejaban.

De esta forma, identificamos cuatro tipo de presupuestos que suelen
mencionarse tanto en los discursos clinicos como ético-filosoéficos en el contexto de
final de vida; y que desde una perspectiva ética-filoséfica pueden ayudar a entender

con mayor profundidad la biografia de los pacientes.

Consideramos que unas coordenadas adecuadas desde las que analizar las
expresiones verbales de los participantes podrian ser: la consideracion que el
individuo tiene de si mismo a propésito de padecer una enfermedad; la
consideracion que el individuo tiene de si mismo en relacion a su trato con los
demas; y, por ultimo, la atribucion de sentido y valor de la vida. En una fase analitica
posterior, se identificaron algunos conceptos clave, valores y presupuestos morales
para comprender estas coordenadas a la luz de las citas sobre el DAM: dignidad

personal y social; autonomia y autenticidad; y, valor y sentido de la vida.
Estudio 5:

El dltimo objetivo de esta tesis fue comparar el fendmeno de la interrupcién
voluntaria de la hidratacion y de la alimentacién a la luz de los resultados de los

estudios cualitativos sobre el deseo de adelantar la muerte.

En este estudio comparamos los resultados obtenidos en la primera meta-

etnografia publicada por nuestro grupo (Monforte-Royo et al., 2012)*°, con los

45 Este articulo se trata de un estudio de sintesis, con impacto en el mundo cientifico, ha sido muy
citado en trabajos posteriores. Y al tratarse de un trabajo de sintesis, se ha constituido en obra
referente a la hora de explicar el significado del DAM en pacientes avanzados (ver por ejemplo:
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hallazgos obtenidos por el equipo de Bolt et al. (2015) sobre el VSED. Para ello
analizamos los datos de los pacientes que habian fallecido por VSED del citado
estudio, y nos preguntamos en qué medida los factores fisicos, psicoldgicos,
sociales, existenciales, demogréaficos podian estar relacionados con los identificados

en la meta-etnografia original (Monforte-Royo et al., 2012).

https://scholar.google.es/scholar?hl=es&g=what+lies+behind+the+wish+to+hasten+death&btnG=&Ir=
[Acceso 27 Abril 2017)).
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Capitulo 10. Articulos publicados
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Primer articulo: Patient perspectives of dignity, autonomy and control at the
end of life: systematic review and meta-ethnography
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Presentacion del primer estudio de esta tesis:

En el afio 2014 van Brussel publico un articulo que tenia como objetivo analizar la
contingencia de los conceptos de autonomia y de dignidad en el contexto de la toma
de decisiones al final de la vida, partiendo de su descripcion en los medios de
comunicacion belga, donde la eutanasia esta despenalizada. En este estudio, se
presentan los medios de comunicaciéon como un espejo que refleja el discurso de
una sociedad sobre un tema determinado y como uno de los canales claves en la
difusién del material que permite a las personas entender y construir sus realidades
sociales” (Van Brussel, 2014). Van Brussel describe y analiza casos de personas
gue murieron por eutanasia. En ellos puede verse la relacion entre el discurso sobre
la muerte digna y el ideal de la muerte como consecuencia de una eleccion
auténoma y valiente, donde los morituri incluso celebran que van a morir. Por el
contrario, el padecer una enfermedad incurable y sufrir sus consecuencias hasta el
final, es descrito como algo vergonzoso e indigno. A raiz de estos casos se observa
con claridad como la percepcién de dignidad e identidad se presentan como
conceptos analogos y que la pérdida de independencia y de autonomia es detectada

como una amenaza para la dignidad.

En este articulo (Van Brussel, 2014), se describe la manifestacion mas radical
de esta vision autbnoma sobre la muerte a raiz de las articulos recogidos en prensa
sobre las fiestas en las que se celebra la despedida de quien va a morir. En estas
noticias se recogen las ultimas palabras de personas mayores o con enfermedades
avanzadas que quieren autodisponer de si y darse muerte en el momento que ellos
decidan: cuando la enfermedad todavia no les ha dejado en un estado de deterioro

fisico ni cognitivo, cuando todavia no padecen un sufrimiento insoportable.

En efecto, el modo en que las personas viven y conciben la enfermedad, el
morir y la muerte ha cambiado de forma sustancial en las Ultimas décadas. De forma
exponencial se ha extendido el ideal de la autonomia respecto a la vida y a la
muerte, sin embargo, con frecuencia tanto desde la opinidn publica como desde la
teorizacion filosofica se hace referencia a conceptos que, sin duda tienen que ver
con un ideal de plenitud humana, pero que en ocasiones estan poco fundamentados

en estudios empiricos o en las posibilidades clinicas de los pacientes que se
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encuentran al final de su vida. Ante declaraciones en las que se elogia a los que
deciden quitarse la vida y se celebra la muerte voluntaria como manifestacion de
autonomia se pueden plantear muchas preguntas: ¢Es la muerte con dignidad
sindbnimo de muerte determinada? ¢ Es ético y digno de la persona quitarse la propia
vida? ¢Es indigno para la persona sufrir? ¢Pueden los valores personales influir en
la toma de deciones de las personas en el contexto de final de vida? ¢Cudl es la
experiencia vivida de las personas que se encuentran en estas circunstancias para

que prefieran morir antes que seguir viviendo?

De esta forma, la motivacion inicial del estudio realizado como parte de esta
tesis, fue explorar como los pacientes que se encuentran al final de su vida perciben
su propia dignidad en relacion a la autonomia. Explorar con profundidad este
binomio desde la experiencia vivida como algo previo a la construccion teérica y
entender cual es la realidad de los pacientes que se encuentran en estas
circunstancias me parece el primer paso para poder disefiar planes de cuidado
adecuados para cada persona y para promover un ‘cuidado con dignidad’ que

atienda a la persona hasta el final de su vida.
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Abstract

Background

Res=earch in the and-of-life context has explored the sanse of dignity experienced by
patients with advanced disease, examining the factors associated with it. Whersas certain
perspactives regard dignity as an intrinsic quality, independent of extemnal factors, inthe
climical setting it is generally equated with the person's sense of avtonamy and control, and
tappears o be ralated to patients’ quality of life. This study aims to explore the relationship
betwesan parceived dignity, auvtonomy and sense of contral in patients at the end of life.

Methods

Wi conducted a systematic review and meta-ethnography using reciprocal translation and
ling-of-argument synthasis. The search sirategy wsed MeSH terms in combination with free-
text searching of the Pubmed, Web of Science, CINAHL, PsycINFO and Cochrane data-
hases, from their incaption until 2015, This idantified 188 aricles, after excluding duplicates.
The inclusion criteron was paimary quaitative studies in which dignity, autonomy and con-
trod at the end of life were explored. Studies were evaluated using the CASP guidalines.

Results

Twenty-one sludies recording the experiences of 400 paricipants were identified. Thres
themes emergad: a) dignity mediated by the loss of funchionality, linked fo the loss of con-
trof; b) dignity as identity; and c) autenomy as a determining factor of perceived dignity,
understood as the desire for control over the dying process and the desire for self-determi-
nation. We propose an explanatory modal which highlighis that those patients with an intrin-
sic sense of dignity maintained a positive view of themselves in the face of their illness.

Conclusion

This synthesis illustrates how dignity and autonomy are intertwined and can be perceived
as a multidimensional concept, one that is cless 1o the notion of persanal identity. The ability
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Abstract

Background: Research in the end-of-life context has explored the sense of dignity
experienced by patients with advanced disease, examining the factors associated with it.
Whereas certain perspectives regard dignity as an intrinsic quality, independent of external
factors, in the clinical setting it is generally equated with the person’s sense of autonomy and
control, and it appears to be related to patients’ quality of life. This study aims to explore the
relationship between perceived dignity, autonomy and sense of control in patients at the end
of life.

Methods: We conducted a systematic review and meta-ethnography using reciprocal
translation and line-of-argument synthesis. The search strategy used MeSH terms in
combination with free-text searching of the Pubmed, Web of Science, CINAHL, PsycINFO
and Cochrane databases, from their inception until 2015. This identified 186 articles, after
excluding duplicates. The inclusion criterion was primary qualitative studies in which dignity,
autonomy and control at the end of life were explored. Studies were evaluated using the
CASP guidelines.

Results: Twenty-one studies recording the experiences of 400 participants were identified.
Three themes emerged: a) dignity mediated by the loss of functionality, linked to the loss of
control; b) dignity as identity; and c¢) autonomy as a determining factor of perceived dignity,
understood as the desire for control over the dying process and the desire for self-
determination. We propose an explanatory model which highlights that those patients with an

intrinsic sense of dignity maintained a positive view of themselves in the face of their illness.

Conclusion: This synthesis illustrates how dignity and autonomy are intertwined and can be

perceived as a multidimensional concept, one that is close to the notion of personal identity.
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The ability to regard dignity as an intrinsic quality has a positive impact on patients, and the
design of care strategies should take this into account.

Introduction

Safeguarding the dignity of patients at the end of life (EOL) has become a key objective of
clinical practice [1-4]. Numerous studies have sought to clarify what is meant by dignity [4—
11], to identify the variables associated with it [12-15], to examine how it is perceived by
patients, families, and professionals [2,15-18], and to explore ways of assessing and
enhancing it [20-22].

Broadly speaking, there are two ways in which the notion of dignity is evoked [6,7,23]. One
is to consider it as something intrinsic and ontological, what some authors refer to as basic
dignity. From this point of view, dignity is an irrevocable feature of personhood that does not
depend on, or vary, according to circumstances. The second perspective refers to what is
called dynamic dignity, that is, a personal quality that is related to people’s perception of
themselves and of the context in which they live. In the present study, dignity is considered to
be a fundamentally intrinsic feature of the human individual [11], although it is acknowledged
that what it entails in practice will depend on how patients see themselves and are seen by
others, and also on how the nature of the illness in question affects the person’s life and
identity.

In the EOL context, another key issue is how the perception of dignity is mediated by the
person’s sense of autonomy or control. Although the two terms (autonomy and dignity) are
sometimes regarded as distinct concepts, this is not always the case in the EOL setting.
Indeed, a loss of autonomy or control among patients is often interpreted as a loss of self, and

of the sense of dignity [24].
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Research conducted to date on the perception of dignity and autonomy has contributed to an
understanding of the needs and concerns of patients facing the EOL, and of the kind of care
they require in order to improve their wellbeing. However, although the terms autonomy and
dignity are frequently used in the literature [25] the link between them remains ambiguous.
Paradoxically, dignity — especially when it is understood as autonomy — often appears as a
key argument in clinical, legal, and philosophical debates, where it may be invoked to support
opposing positions. A clear example of this is how the notion of dignity may be used both to
support and challenge the act of euthanasia and assisted suicide, with opposing conclusions
being reached on the basis of the same principles [23].

Given the lack of clarity and consensus that has been highlighted by many authors
[2,4,5,9,23] the aim of this study was to explore, by means of a systematic review and
interpretative synthesis, the primary qualitative studies that have focused on autonomy and
control as mediators of the patient’s dignity at the EOL, as perceived by patients, families and
health professionals. The goal in doing so was to analyse how the relationship between

autonomy and dignity is interpreted in this context.

Methods

The search strategy combined MeSH terms with free-text searching and was applied to
Pubmed, Web of Science, CINAHL, PsycINFO and the Cochrane Library, from their start
date until November 2015. Several trials were required to achieve a sensitive and specific

search strategy (see Table 1). The reference lists of the retrieved studies were also reviewed.
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Table 1. Final search terms for the strategy applied in the databases.

1 Patient [MeSH]
Patient 2 Disease [MeSH]
3 Iliness [MeSH]
4 lor2or3
5 Death [MeSH]
6 Palliative [Text Word]
End of life 7 End of life [Text Word]
8 Hospice [MeSH]
9 5or6or7or8
10 Dignity [Text Word]
11 Dignified dying [Text Word]
Die with dignity 12 Dignified death [Text Word]
13 Die with dignity [Text Word]
14 10orl1lorl2orl13
15 Control [MeSH]
16 Autonomy [MeSH]
Autonomy 17 Self-determination [MeSH]
18 150r16or 17
Final strategy 19 4 and 9 and 14 and 18

The inclusion criteria were as follows: primary qualitative studies in which dignity, autonomy
and control at the end of life were explored (patients with an advanced disease and older
people), as perceived by patients themselves, by their relatives and/or by health professionals.
Studies involving paediatric samples were excluded. A total of 21 studies were included in the

systematic review. Figure 1 shows the process of study selection.
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Records identified through database Additional records identified through
searching other sources
(n=1224) (n=44)

Y Y

Records rejected on first screening due to duplication or title

(n=1082)
A 4
Records screened Records rejected due
(n=186) »  to abstract* (n=134)
y
Full-text articles assessed Full-text articles
for eligibility » excluded* (n=31)
(n=52)

Y

Studies included in
qualitative synthesis
(n=21)

Fig 1. Flowchart of search results. *Studies excluded because of method, participants or topic.

A systematic review and interpretative synthesis was performed using the meta-ethnography
approach developed by Noblit and Hare [26], This is an inductive method that involves
making constant comparisons of the concepts found in different qualitative studies in order to
enable a critical examination of a phenomenon and to extract common conclusions [26].

This study did not require ethical approval. Each of the included studies had been approved

by the corresponding local ethics committee.

Quality Assessment
The studies included were evaluated using the CASP guidelines for qualitative research (see
S1 Table) [27], with the exception of three reports [28-30], whose design was not compatible

with these guidelines. However, we considered that all the studies could contribute to an
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understanding of the phenomenon, and consequently none of the reports was excluded due to

its quality [31,32].

Findings

Description of the Studies Included

The studies selected had been conducted in the USA [24,28,33-37], Canada [2,30,38,39],

Sweden [40,41], the UK [16,42,43], China [44-46] and Austria [17]. Fifteen of the 21 studies

dealt exclusively with patients [2,17,24,28,29,35,37-42,44-46], three exclusively with health

professionals [33,34,36], and three considered the views of patients, health professionals and

family members (see Table 2) [16,30,43].

Table 2. Description of studies included in the review

Author(s)

Participants

Geographical location

Setting

Quill [28]

Patient with acute myelomonocytic leukaemia
requesting physician-assisted suicide

New York, USA

Not specified

Bolmsjé [40]

Ten terminally-ill patients diagnosed with advanced
cancer

Lund, Sweden

Lund University Hospital and a
Lydiagarden centre for
rehabilitation of cancer patients

Patient with non-Hodgkin lymphoma requesting

[33]

three executive directors, two chaplains, 1 regional
manager, 1 medical director, and 1 physical therapist

Kade [29] physician-assisted suicide Not specified Not specified
Thirty-five nurses, 9 social workers, 5 bereavement
Mesler and Miller | and/or volunteer coordinators, 3 nurse assistants, .
USA 12 hospices

Lavery et al. [38]

Thirty-one men and 1 woman with HIV-1 or AIDS

Ontario, Canada

HIV Ontario Observational
Database (HOOD), a provincial
epidemiological database

Chochinov [30]

Patient with lung cancer with metastases to the liver,
brain and adrenal glands.

Manitoba, Canada

Not specified

Chochinov et al.

Twenty-three men and 27 women with terminal

Manitoba, Canada

Urban extended care hospital
housing a specialized unit for

2] cancer palliative care
Eight terminally-ill patients (4 women and 4 men), 7
HPs (3 nurses, 1 doctor, 1 social worker, 1 chaplain Lo .
Enes [16] and 1 physiotherapist) and 6 relatives (4 women and Surrey, UK Hospice inpatient unit
2 men)
Ganzini et al. [34] | Thirty-five physicians (8 women and 27 men) Oregon, USA Not specified

Coyle and Sculco
[35]

Seven terminally-ill patients with cancer who had
expressed a desire for hastened death

New York, USA

Urban cancer research centre

Volker et al. [36]

Nine oncology advanced practice nurses (from 39 to
55 years old)

Texas, USA

Members of the Oncology Nursing
Society

Volker et al. [37]

Seven people with advanced cancer diagnoses

Texas, USA

Recruited via oncology advanced
practice nurses

Mak and Elwyin
[44]

Six advanced cancer patients who desired euthanasia
while receiving palliative care.

Hong Kong, China

Unit followed the UK model of
multi-disciplinary team palliative
care with a multi-disciplinary team
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Pearlman et al. [24]

Thirty-five patients who pursue a hastened death

Washington, USA

Patient advocacy organizations that
counsel persons interested in PAS,
hospices and grief counsellors

Chapple et al. [42]

Eighteen patients with terminal illness who discuss
euthanasia and physician-assisted suicide

Oxford, UK

Interviews were contributions to
the website DIPEX (Personal
Experiences of Health and IlIness;
www.dipex.org)

Franklin et al. [41]

Twelve people aged over 85 years (10 women and 2
men)

Orebro, Sweden

Not specified

Pleschberger [17]

Twenty residents of nursing homes

Vienna, Austria

Not specified

Nissim et al. [39]

Twenty-seven ambulatory patients aged 45-82 years
with advanced lung or gastrointestinal cancer

Toronto, Canada

Outpatient clinics at a large cancer
centre

Brown et al. [43]

Fourteen clinical nurses, 3 general practice nurses, 8
patients with a diagnosis of a life-threatening illness
and 5 carer

Scotland, UK

Not specified

Sixteen older Chinese palliative care patients with

Terminal cancer patients receiving

Ho et al. [45] terminal cancer Hong Kong, China palliative care services in a major
public hospital in Hong Kong
Eight men and 10 women (aged 44 to 92 years)
diagnosed with stage IV cancer, with a life Patients enrolled in the out-patient
Ho et al. [46] expectancy of no more than six months, living in the | Hong Kong, China palliative care programme of a

community either at home or in a long-term-care
institution

major public hospital

Overview of Themes

Three broad themes emerged from the synthesis of studies. The first theme was dignity

mediated by the loss of functionality linked to the loss of control and of the value ascribed to

one’s life. The second theme was dignity as identity, specifically in relation to self-identity

and the impact of social factors. Finally, autonomy as the basis of dignity was understood as

the desire for control over the dying process and the desire for self-determination. Table 3

indicates the presence of these themes in each of the studies, while Table 4 presents some

quotations that represent each theme.
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Table 3. Themes, subthemes and categories identified in each study
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loss of functionality ‘Life without dignity no longer being worthy of
Value of one’s own living’
life v |V V| v v |/ v 9
Quality of life v v v v v Vv |1
Body image v v AR AR arars v |V 12
Self-ldentity Loss of the self v/ | v vV v 9
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Table 4. Some quotations from participants in the primary studies that illustrate each theme

Theme: Dignity mediated by the loss of functionality

Subtheme: Loss of control

Other related themes

“Um, the ability to perform simple things like, you know, going to the bathroom on your own and not through a
bag, um, breathing with your own lungs, not dependent upon a machine to keep the body parts functioning, um
being able to do anything, I mean as long as you can think then you can live, but if you can’t [sic] no longer
even formulate a thought due to dementia or you know the ravages of the disease. You know, if you were to
stand there in your former self, would you want to see yourself in that position? I know I wouldn’t. You get to
the point where there’s no return, you know, I can understand somebody saying, well geez, you know, like I
used to be somebody, but now, like I mean, you know, I’'m no better than like a doll, somebody has to dress me
and feed me and I guess it’s uh, I don’t know how to explain it, really” [38].

Dependency
Inability to perform
daily living activities
Loss of identity

“Well it’s the same thing as living in your own home you know. You are your own person. And... and if
anybody started telling me to do this do that you know, and you’ve got to be in bed at a certain time and you’ve
got to have help being undressed and all that, I think... God Lord, that... would be the worst thing that could
happen. That would really be losing dignity. [ wouldn’t have any then” [2].

Loss of independence

“To the most—the simplest things, and when they were gone, he didn’t have a reason... So it wasn’t just the
diarrhoea or the lack of driving; it was just losing, like, his definition—what his sense of vitality was. And when
that was gone, then he was ready” [24].

Loss of identity
Loss of control

Subtheme: Value of one’s own life

“I recognized only later that my patient’s goal was to be released from a life that had robbed her of her
independence and dignity” [29].

Loss of control over
one’s circumstances

“You talk about dignity... I've decided what I aim to do [I always wear make-up anyway, which I can’t do now],
I’m going to make sure that I always have my make-up on; make sure everything is very clean, very tidy and my
nails properly done...” [16].

Inner dignity
Physical image

“He told me that if all you can look forward to is your next enema, and you don't even like that much, what is
the point of living?” [34].

Loss of the value of life

Theme: Dignity as identity

Subtheme: Self-ldentity

“You’ve become a bag of potatoes to be moved from spot to spot, to be rushed back and forth from the hospital,
to be carried to your doctors’ appointments or wheeled in a wheelchair, and it really does take away any self-
worth, any dignity, or any will to continue to live” [38].

Loss of self-esteem
Feeling of being useless
Loss of the value of life

“I think to be calm is dignity. I’ve never been a calm person and I hate myself sometimes for that... I'm
becoming more calm. I’ve control... To be in control of your emotions; that’s dignity” [16].

Inner dignity

“When I lost my hearing people started to ignore me. They didn’t treat me as a human being anymore and then
when I lost my eyesight there was nothing left. I couldn’t go anywhere and couldn’t do anything. For example, I
can’t hold the telephone and it’s impossible for me to put it back if no one helps me. My friends want me to
contact them as well but I can’t without asking the girls and they have so much to do and are in such a rush so |
forget to ask when they are in here” [41].

Loss of social
recognition

Inability to perform
daily living activities

Subtheme: Social factors

Interviewer: “Would you feel that your dignity was taken away if your children needed to help you?”
Participant: “Well, yes if I knew... I wouldn’t want them to take on the burden of doing that. That I have to
depend on people just to look after me, to wash me, to take me to the bathroom and to cleanse... clean me up... [
know this happens but I wish it didn’t happen to me” [2].

Dependency
Fear of being a burden
on others

“It’s going to the loo... in privacy... with locks on the doors... and not leaving a mess in the loo... for other
people to clean up. Em, trying not to make nasty smells... I know this sounds silly ’cos... Its dignity...” [16].

Independence
Importance of privacy

“I’m not comfortable, and I can’t do anything, so as far as I’'m concerned in quality of life I’'m not living; I'm
existing as a dependent non-person. I’ve lost, in effect, my essence” [24].

Dependency
Loss of the self

“I don’t want to be a burden to my family and I want to have a say in the kind of care that I receive... But life
here is harsh. | have no say in what to eat or when to eat, and my life revolves around the working routine of
staff members. I have to wake up and eat breakfast at five o’clock every morning because this is when the
morning shift starts working” [45].

Fear of being a burden
on others
Loss of independence

Theme: Autonomy as a determining factor of perceived dignity

Subtheme: Desire for control over the dying process

Participant: “If I’'m going to be rolling around in my own faeces because I have no control, then forget it.”
Interviewer: “Ok. Why—why is that such an important thing?” Participant: “Oh, it’s the dignity and wholeness
of my body, as well as spirit. And, it is, it’s cruel too for others to have to do this when there’s no end in sight,
other than death. To just, to clean me up. I just don’t want that... Dignity is that [ have control over my body,
when, when, not, not a virus that is going to take my life. I'm the one who’s going to decide when my life will
end, not a virus, and not with great pain. Not anything else other than in, in my control. It is my control, my
choice to do” [38].

Loss of identity
Desire for self-
determination

“The patient said, ‘I don’t want strangers in my house. I’'m doing fine. My wife’s taking care of me. I just don’t
want people there 24 hours a day telling me what to do. And so | have had people refuse hospice because their
understanding is that hospice takes control of their personal lives. They are very afraid of people coming in and
they don’t want anybody to take over the role of their caretaker’” [36].

Desire for
independence
Importance of privacy
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“I will do things my way and the hell with everything and everybody else. Nobody is going to talk me in or out
of a darn thing... What will be will be; but what will be, will be done my way. I will always be in control” [24].

Decision making

Subtheme: Desire for self-determination

“So she was a control person. You know, we are talking big time control... You know, I am in charge here. She
sort of self-directed her medical care... It was a control issue, not a pain issue...’] want to be in control of my
destiny. I don’t want to go out as, you know, incontinent, in pain, crying, you know tearful person. | want to go
out with some dignity’” [34].

Loss of functionality
Loss of the value of life
Desire for self-
determination

“She just felt this was not dignified at all for a woman who had been in control all of her life. And she knew the
end was near anyway. And she said, ‘I want to do it on my terms. I want to choose the place and time. | want my
friends to be there. And I don’t want to linger and dwindle and rot in front of myself*” [34].

Desire for control over
the end-of-life process
Desire for self-
determination

“When I saw her she was very, very weak and very dehydrated. And again, I told her, I said, ‘Gee, you’re within
a couple days probably of losing consciousness just from dehydration, and we could make sure that you just
slept and did not suffer and it would just be a short time.” She had the 15-day wait and she had 4 days before the
medicine could be prescribed. And I told her that I didn’t think she would be able to do that unless she could
solve the nausea and dehydration that she would last for 4 days consciously and to take the medicine. And she
sort of struggled into a sitting position, asked her husband to get her a glass of water, and said, ‘I’ll get the fluids
down somehow.” And sort of forced... See, this is the paradox, this is where you learn that lesson about the
control issue—she actually reversed the natural process to prolong her suffering, in order to be in control, to
push the button herself” [34]

Desire for control over
the dying process
Desire for self-
determination

a) Dignity mediated by the loss of functionality

A key theme in the studies included was the perception of dignity being diminished due
to a loss of functionality. In most of the studies this was reflected in the idea that the
illness reduced control over one’s body and over daily activities and circumstances. An
emerging sub-theme here concerned the value that patients ascribed to their life, which

was often expressed in terms of quality of life [2,29,30,34,35,38,40,42,44-46].

Loss of control

Loss of control emerged both in relation to bodily functions and to daily activities and
circumstances. A loss of control over one’s body (incontinence, loss of mobility, of
cognitive functions, etc.) was a central feature in 18 of the studies [2,3,16,17,24,28—
30,33,35,36,38,40,42,45,46]. Some patients stated that diminished functionality
undermined their sense of dignity. Participants in many of the studies [2,15,22,26-

28,34,36,39,41-43,45] described their inability to perform daily living activities, which

was often related to feelings of hopelessness and of being useless.
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Value of one’s own life

In 11 of the studies this loss of functionality was associated with a diminished quality of
life, and it was interpreted as a loss of the value of life [2,17,24,28-30,33,34,42]. By
contrast, in those cases where patients highlighted an inner dignity linked to personal or
spiritual values, a positive sense of dignity was maintained in spite of the loss of
autonomy or control [30,40,43]. Being aware of this inner dignity enabled patients to
feel that life still had value and meaning despite their current circumstances. These
personal values were expressed in terms of having a positive impact on family ties [46]

or in the form of religious or spiritual beliefs [17,30].

b) Dignity as identity

The second main theme that emerged concerned dignity as identity. In some way,
dignity was seen as part of the patient’s identity and as something that was undermined
by the dependency and fragility produced by the illness. This theme emerged with two
sub-themes: self-identity (how the person sees him/herself), and social factors related to

how the person believed he or she was seen by others.

Self-identity

Self-identity was related to physical image, the loss of self-esteem, and the loss of the
self. The latter involved the perception that one’s identity or personal essence had been
lost. Participants in many interviews described how the inability to look after
themselves led to this feeling of a loss of self. In one study [38], some of the
participants described the loss of their sense of dignity as a kind of disintegration of the
self. Enes [16] referred to this notion as being human and maintaining the individual

self.

102



For many participants their physical deterioration led to changes in their body. This was
seen as altering their identity and as breaking the link with the person they had been
prior to the illness. Some participants identified the loss of autonomy with being seen as
“vegetables” [38,40,44] or with being treated as objects of little value, like “a bag of
potatoes to be moved from spot to spot, to be rushed back and forth from the hospital”
[38].

Another feeling associated with the loss of the self, and in some cases with physical
deterioration, involved a loss of self-esteem. This loss of self-esteem was in turn
associated with a feeling of being useless, since patients felt they had lost their social
role, as well as with an awareness of their own vulnerability and their inability to

manage daily living activities [2,29,37,38,42].

Social factors

In all the studies the participants made reference to how their illness influenced their
immediate social context. This concerned both the impact of their needing adequate care
and attention, as well as how this affected their relationships and their perception of
themselves.

In the majority of studies the idea of being a burden was related to the loss of social
role, coupled with a feeling of being useless and a loss of the value of life. This
occurred when the patient, who had previously occupied a certain role within the
network of social relations, lost this status and felt that he or she was no longer seen as
important or ceased to perform a set of functions due to the illness. Those patients who
had occupied a key role within the family, who had once held a notable professional
position or who had always valued their independence found it particularly difficult to
have to depend on others and to lose their position of influence. Note, however, that in

the study which Ho et al. [45] carried out in China, where a strong sense of the family
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unit still exists, this loss of social role led to a strengthening rather than an undermining
of relations. The imminent death of a relative consolidated relationships within the
family and was seen as an opportunity to pass on knowledge to younger generations.

A key issue in patients’ awareness of their dependency was when they needed a
professional or relative to help with personal hygiene, eating, getting dressed or using
the toilet [2,40,41,44]. In such cases this help was seen as humiliating and as an
intrusion into one’s privacy. Some patients expressed their fear of becoming a financial
burden on the family, and, especially, of requiring kinds of help that they would never
have wished to need [2,16,30,38,42].

Relatives and patients stated that health professionals could influence the patient’s
perceived dignity through the care, empathy and attitude they showed [2,16,30]. The
wife of a man receiving ‘dignity therapy’ [30] said that one objective for professionals
should be “helping the patient to feel that he is still of value”, and she said that her and
her husband’s dignity had been maintained as a result of the care they had received in
the hospital. By contrast, in studies such as that by Pleschberger [17] or Pearlman et al.
[24] some patients said that they had been treated like objects, highlighting how this had
made them feel ashamed. In 18 studies, mention was made of the fear of being
vulnerable and fragile in relation to one’s surroundings, and this was related to seeing
oneself as dependent or as an object of contempt [2,24,34,35,38,42]. Some patients
referred to how upsetting it was to think that they would be remembered as being

useless and incapable.

c) Autonomy as a determining factor of perceived dignity

The third theme encapsulated two situations: desire for control over the dying process
and desire for autonomy in the form of self-determination. Initially, the loss of control
over one’s life and circumstances was linked to the loss of control over the body and
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basic functions [28,29,34,42], to the fear of suffering [24,28,29,34,37,39,42,44], and to
control over how one would die. Subsequently, however, it was related to more inner
aspects, that is, to the patient’s self-perception and to the feeling that life like this was

not worth living.

Desire for control over the dying process

A view shared by most participants was that their dignity had been diminished by the
loss of control over their life and circumstances: physical functioning, pain, suffering
and how they would die [2,3,16,17,24,28-30,33,35,36,38,40,42,45,46]. For many of
these patients, the fact that they were no longer in charge of their own body was
experienced as undermining their dignity and as stripping life of its value. Although a
loss of physical functioning, for example, is a common occurrence among patients with
advanced disease, the participants in the studies included emphasized a strong desire for
control and autonomy. These patients expressed feelings of impotence and frustration
associated with the awareness of their progressive and inevitable deterioration, with a
suffering that seemed meaningless.

In some studies [28,42] the medical impossibility of controlling pain, the adverse effects
of treatments such as chemotherapy [26], or the cognitive effects (delusions, personality
changes, etc.) of certain drugs were equated with an ‘undignified death’.

The fear of suffering emerged in response to uncertainty about the future and
irreversible deterioration. This fear was associated with feelings of anguish and despair,
as well as with the corresponding fear of making others suffer. In the majority of cases
this fear of suffering manifested as the expectation that the future would bring
unbearable physical, emotional or existential pain. In some studies this kind of response

to expected suffering was related to a previous negative experience involving the death
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of a relative or friend. Upon recalling this pain and suffering some patients reacted with
fear or resistance as they did not wish to go through the same process [24,35,44].

In a similar vein, in those studies that explored the desire or wish to hasten death or the
motivations that led patients to request physician-assisted suicide or euthanasia, this
wish was related to the perception of a future that would be worse than death itself [44].
In other words, death here is seen as a way of putting an end to suffering. For example,
in the case studies of Quill [28] and Kade [29] both patients had requested assisted
suicide and this decision was taken prior to their finally losing control over their body or
experiencing unbearable pain. What stood out here was their fear of suffering and of the

pain to come, and their belief that the dying process would be intolerable.

Desire for self-determination

The desire for self-determination can be regarded as a basic principle among those
patients for whom the right to choose and to make their own decisions was of
paramount importance. Two categories emerged here: the desire for independence, in
the sense of ‘Do what I want’, and the right to decide.

Patients who defended the notion of self-determination were described as people
showing a strong and independent character in the different areas of their lives [24,34].
Hence their desire to have control over how they die is regarded both by themselves and
by the authors of the studies concerned as being a natural consequence of their character
and of their approach to life. In other words, they do not wish their lives to be subject to
external rules that restrict their freedom, or to be determined by aspects of their illness
or the need for help from others [16,24,28,29,34,42,46].

Common to these patients was a belief in the right to choose how they would die and
what treatments they would accept or refuse. Likewise, people who showed a strong

desire for control appeared as active participants in the process of their medical care,
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and they were not prepared to accept paternalistic attitudes on the part of health staff.
The possibility of a hastened death was seen as the ultimate opportunity for control and
freedom that a patient could have [34,35,42]. Thus, being able to exercise this freedom
was interpreted as a way of rising above one’s circumstances, including —

paradoxically — their imminent death.

Discussion

This systematic review and interpretative synthesis confirms, from a theoretical and
empirical point of view, that patients’ perceived dignity at the EOL is related to their
sense of autonomy and ability to control physical functions and their immediate
surroundings. The illness experience, the transformation of identity and the influence of
the social context are aspects that have been referred to in numerous settings [46-53],
and in this regard the present synthesis, which takes multiple factors into account, can
help to clarify the different ways in which the concept of dignity has been used in
relation to autonomy.

The first theme to emerge from our analysis, namely perceived dignity mediated by loss
of functionality, is a constant feature in research on the illness experience. In the EOL
context, and regardless of whether the specific focus of a study was perceived dignity
and control, the wish to hasten death (WTHD) or attitudes towards physician-assisted
suicide (PAS) and euthanasia, this theme was an inevitable starting point given that the
experience of dignity is determined by the patient’s illness. In studies such as those by
Chochinov et al. [2], Volker et al. [37], Pearlman et al. [24], Brown et al. [43] and Ho et
al. [45] the loss of functionality was expressed in terms of illness-related problems or
experiences that have an impact on perceived dignity. In other studies the loss of

functionality was expressed directly as ‘disintegration’ [38], ‘loss of the self or essence’

107



[24,38] and ‘perception of suffering for self” [44].

The second theme identified, namely dignity as identity, was defined in terms of self-
identity and in relation to how patients perceived they were seen by others. Numerous
authors have highlighted the impact that the physical transformation produced by illness
can have on personhood [5,16,48-52]. Street and Kissane [5] stated that ‘dignity is
embodied’ since individuals know themselves and are known through their corporality.
Hence the illness experience can imply a separation between an individual’s sense of
him or herself as a person and the ‘altered’ body that is no longer recognized as one’s
own [50]. This phenomenon was referred to by Franklin et al. [41] as ‘the
unrecognizable body’.

The question of identity is also linked to certain emotions such as self-esteem that
involve an appraisal of oneself [2,16,24,29,37,38]. Another common emotion is the fear
of ‘losing oneself’, that is, of ceasing to be the person that one once was and, therefore,
of letting others down. Shame may also be felt as a result of the loss of privacy inherent
to the need for help with daily activities, or due to the lack of control over oneself and
one’s everyday life.

It should also be noted that the view of self cannot be separated from how the person
feels that he or she is seen or treated by others. Chochinov et al. [2], as well as those
studies that have applied his model of dignity, place particular emphasis on what is
referred to as the ‘social dignity inventory’, which has to do with how the quality of
interactions with others influences a person’s sense of dignity. In studies of the WTHD,
euthanasia or PAS, patients often refer to the fear of making others suffer and regard the
wish to end their own life as an altruistic gesture [35,53]. The category of ‘being a
burden on others’ has also been highlighted by several studies, and at times is reinforced

by patients’ fear of being seen as vulnerable or incapable by their loved ones. These
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ideas would likewise be related to the aforementioned ‘loss of self’. Interestingly,
however, the EOL situation has also been understood as an opportunity to strengthen
the sense of ‘connectedness and belonging’ with respect to close friends and relatives
[16,24,44].

The final theme that emerged from our systematic review was autonomy as a
determining factor of perceived dignity. In the literature on the WTHD, euthanasia and
PAS, one repeatedly finds support for the idea of a ‘dignified death’, the premise being
that a person’s dignity depends on his or her ability to maintain autonomy and control.
A meta-ethnography of the WTHD [54] found that this wish arose “as a kind of control
over one’s life”. In the present analysis, the sub-theme ‘desire for control over the dying
process’ would be linked to this wish to maintain a degree of control over certain
aspects of one’s life, which does not necessarily imply taking some kind of action to
hasten death. However, the second sub-theme, ‘desire for self-determination’, would be

directly related to an explicit wish and willingness to end one’s life.

Explanatory Model

This synthesis provides an explanatory model that integrates in a dynamic way the
various themes explored in the study (see Fig 2). Based on this model, one could say
that the experience of all the participants was shaped by their illness experience, the
social context and the impact of illness on their personal identity.

At the most descriptive level of analysis (process of identifying categories) we found
that the majority of patients related the perceived loss of dignity to various factors: ‘loss
of bodily functions’ in the context of ‘daily activities and circumstances’; a diminished
sense of the ‘value of one’s own life’; loss of ‘quality of life’; a transformation of ‘body
image’; a ‘loss of the self and self-worth’; feeling ‘dependent’, ‘vulnerable’ or that one
was ‘a burden’ in the social sphere. The perception of dignity was also influenced by a
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‘fear of suffering’, especially in relation to the ‘desire for control over pain’, ‘over the
body’ and ‘over the manner of death’, as well as a strong desire for independence, for
the ‘right to choose’ and for a ‘decision-making’ capacity.

At the more interpretative level of analysis, however, there was a consensus among the
research team that these categories could not be defined as isolated elements. Rather,
and given that the person is a holistic being, these categories need to be considered from
a more integrative perspective in which the physical experience of illness is inseparable
from its influence both on personal identity and on others (i.e. on the social context).
For example, the analysis suggests that perceived dependency is the primary mediator
of a diminished sense of dignity. In this case, dependency cannot be understood in
isolation from the impact of the illness (which is the root cause of this dependency),
from the new care relationship that emerges in the patient’s immediate surroundings, or
from the construction of a new identity that is determined by the illness and a new way

of life marked by anxiety, frustration, fear and uncertainty, etc.
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Fig 2. Explanatory model. This figure shows the dynamic integration and synthesis of the themes,
subthemes and categories emerging from the lived experience of perceived dignity, autonomy and
control.

Within this framework, two contrary positions can be observed. Those patients who
emphasized the awareness of an internal or intrinsic sense of dignity maintained a
positive view of themselves in the face of their illness [16,36,40,45] By contrast,
patients whose sense of dignity was based on values such as autonomy, the ability to
control their circumstances or quality of life found that their dignity was undermined
[24,28,29,34,38,42].

One of the key themes to emerge from the present analysis concerned the desire for
control over the dying process among patients whose sense of dignity was based on
autonomy. Although there is some controversy regarding what motivates people to
request euthanasia or assisted suicide, the results of this synthesis indicate that, when

faced with a lack of control over pain, the inability to enjoy everyday life or the
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possibility of being a burden on others, then people with a strongly independent and
‘controlling’ nature are more likely to express a wish to hasten their death.

By using the methodology developed by Noblit and Hare [26] we were able to include a
heterogeneous set of studies involving different methodologies, such that the final
sample comprised 400 participants. In relation to the importance ascribed by Noblit and
Hare to recognizing not just similarities but also points of difference, there was one
concept that only featured in the study by Ho et al. [45], namely ‘transgenerational
unity’. This category reflected the importance given in Chinese culture to the
connection between different generations, this being regarded as part of spiritual unity
within the family. The study by Brown et al. [43] was likewise the only study in which
health professionals stated that when a patient or his/her relatives perceived a sense of
burden, then this was the time to implement strategies aimed at increasing the patient’s

independence and at providing the care needed to ensure that he or she felt well treated.

Limitations

One limitation of the present research is that although the majority of studies reviewed
included people with advanced cancer, the final sample comprised participants with
different symptoms and disease processes, and this may hamper the transferability of
results. Furthermore, none of the studies included had the specific aim of describing the
relationship between dignity and autonomy, and given the findings of Sandelowski et al.
[55] this could reduce the frequency effect size. Another potential limitation is that
although we designed a sensitive and specific search strategy, the subtlety with which
the concepts defined by our search terms appear may have limited our findings in the
databases used. Finally, mention should be made of the small number of countries in

which the reviewed studies were conducted: the 21 studies included covered only six
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countries. With the exception of China, there may therefore be a degree of cultural

homogeneity.

Implications for Practice

Given the intrinsic value of dignity, the fact that a person’s sense of dignity can be
influenced by a range of external factors suggests that specific steps need to be taken to
preserve it. The different therapies or models of dignity that have been developed to
date illustrate the positive impact that these interventions can have on the individual
concerned [2,43]. Clearly, these preventive or therapeutic measures must take into
account the different aspects or areas of life on which a patient’s sense of dignity is
based. In this regard, the results of this systematic review suggest that the loss of
functionality coupled with dependency and the feeling of being a burden on others is
one of the factors most likely to lead to a diminished sense of dignity. Consequently,
anticipating possible frustration and empowering patients in those areas where they can
make their own decisions and be more autonomous may prove to be beneficial.

The results of the review also suggest that health professionals need to be aware of the
importance of taking into account the intrinsic or internal dignity of the people for
whom they care. In fact, such awareness is important for caregivers, relatives, and even
society as a whole, since on different levels they each can influence the extent to which
an individual feels dignified or not. This way of seeing the other may favour the
wellbeing and self-perception not only of the patient but also of the family members and
professionals who are involved in his or her care. Consequently, there is a need to
develop individualized treatment plans that foster this way of treating and caring for
patients, and also to ensure that professionals receive adequate training in how to

implement them.
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Lines of Future Research

Given the influence of the family and social context, the various models of dignity that
focus on the patient [2,3,43,56] could usefully be complemented by research into the
strategies that family members could best implement in order to safeguard the perceived
dignity of their loved ones. Likewise, although some guantitative research has examined
patients’ desire for control at the EOL, there are, to our knowledge, no studies exploring
the experience and meaning attributed to this desire by patients themselves. A deeper
understanding of this wish for control could help in the design of interventions to

ameliorate this loss of self-identity or dignity in relation to autonomy and the WTHD.

Conclusion

Although dignity can be considered to be an intrinsic feature of human life, the results
of this systematic review highlight how it is a complex, multifaceted and dynamic
concept, one that is closely linked to the notion of personal identity. A more in-depth
understanding of the experiential context of patients at the EOL may help to ensure that
they are not reduced to their circumstances. Furthermore, given that the sense of dignity
is readily influenced by a number of external factors, it is important to develop care
plans that address the areas of life on which a patient’s dignity is based, and thus

contribute to an improved quality of life.
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S1 Table. Methodological quality of included studies assessed with CASP Critical Appraisal
Skills Programme: qualitative research checklist.
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1) Was there a clear statement of the aims of the research? Consider:
— What the goal of the research was AR AR AN AR AR AR AR AR AR AR A AR AN AR AR AR ARA
— Why it is important? A AR AR AN AR A AR AR AR AR AR AR A AR AR AnAns
— Its relevance? AR AR AR A A A A AR AR AR AR AR AT AR A A A S

2) Is a qualitative methodology appropriate? Consider:

— If the research seeks to interpret or
illuminate the actions and/or subjective AR AR AR AN AR A AR A AR AR AR AR AN AR A AraAnd
experiences of research participants

3) Was the research design appropriate to address the aims of the research? Consider:

— If the researcher has justified the research
design (e.g. have they discussed how they |-- |V |V |V |V |V |/ |/ | V|V |||/ ||V |V |V
decided which methods to use?)
4) Was the recruitment strategy appropriate to the aims of the research? Consider:

— If the researcher has explained how the
participants were selected

— If they explained why the participants
they selected were the most appropriate to
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provide access to the type of knowledge N
sought by the study

— If there are any discussions around
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not to take part)
5) Were the data collected in a way that addressed the research issue?

— If the setting for data collection was
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— If it is clear how data were collected (e.qg.

focus group, semi-structured interview, AR AR AR AN AR AR AR A AR AR AR AR AN AR A ArAnd
etc.)
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— If the researcher has made the methods
explicit (e.g. for interview method, is there
an indication of how interviews were
conducted, did they used a topic guide?)

— If methods were modified during the
study. If so, has the researcher explained ol el Rl I R I Rl I Rl S Rl e Rl VA Rl N
how and why?

— If the form of data is clear (e.g. tape
recordings, video material, notes, etc.)

— If the researcher has discussed saturation
of data. el R A e R R R R R e R A A A A R R
6) Has the relationship between researcher and participants been adequately considered? Consider whether
it is clear:

A A AR AR AR AR AN AR AR AR AR AT AR AT AR A ANt
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CASP: Critical Appraisal
Skills Programme [27]

Bolmsjo [40]
Mesler and Miller [33]

Lavery et al. [38]

Chochinov [30]

nes [16]
Ganzini et al. [34]
Coyle and Sculco [35]

Volker et al. [36]

Volker et al. [37]
Mak and Elwyin [44]

Pearlman et al. [24]

Chapple et al. [42]

Franklin et al. [41]
Pleschberger [17]

Nissim et al. [39]
Brown et al. [43]

Ho et al. [45]
Ho et al. [46]

If the researcher critically examined their own ro

infl

uen

ce during:

— Formulation of research questions

v

v

— Data collection, including sample
recruitment and choice of location

v

v

v

— How the researcher responded to events
during the study and whether they
considered the implications of any changes
in the research design

7) Have ethical issues been taken into consideration? Consider:

— If there are sufficient details of how the
research was explained to participants for
the reader to assess whether ethical
standards were maintained

v

IV

v

— If the researcher has discussed issues
raised by the study (e. g. issues around
informed consent or confidentiality or how
they have handled the effects of the study
on the participants during and after the
study)

— If approval has been sought from the
ethics committee

8) Was the data analysis sufficiently rigorous?

— If there is an in-depth description of the
analysis process

— If thematic analysis is used. If so, is it
clear how the categories/themes were
derived from the data?

— Whether the researcher explains how the
data presented were selected from the
original sample to demonstrate the analysis
process

— If sufficient data are presented to support
the findings

— To what extent contradictory data are
taken into account

— Whether the researcher critically
examined their own role, potential bias and
influence during analysis and selection of
data for presentation

9) Is there a clear statement of findings? Conside

— If the findings are explicit

v

— If there is adequate discussion of the
evidence both for and against the
researcher’s arguments

— If the researcher has discussed the
credibility of their findings (e.g.
triangulation, respondent validation, more

than one analyst.)
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— If the findings are discussed in relation to
the original research questions N
10) How valuable is the research? Consider:
— If the researcher discusses the
contribution the study makes to existing
knowledge or understanding (e.g. do they
consider the findings in relation to current N\ I\
practice or policy, or relevant research
based literature?)
_—Ifthey identify new areas where research | | Aol A g g 0000707
is necessary
— If the researchers have discussed whether
or how the findings can be transferred to
other populations or considered other ways | | NN Y
the research may be used
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S2 Table. Quotations from participants in the primary studies that illustrate each theme

Theme: Dignity mediated by the loss of functionality

Subtheme: Loss of control

Other related themes

Interviewer: “Ok and what do you mean by dignity?”

Participant: “Um, the ability to perform simple things like, you know, going to
the bathroom on your own and not through a bag, um, breathing with your own
lungs, not dependent upon a machine to keep the body parts functioning, um
being able to do anything, | mean as long as you can think then you can live, but
if you can’t [sic] no longer even formulate a thought due to dementia or you
know the ravages of the disease. You know, if you were to stand there in your
former self, would you want to see yourself in that position? I know I wouldn’t.
You get to the point where there’s no return, you know, I can understand
somebody saying, well geez, you know, like I used to be somebody, but now,
like I mean, you know, I’m no better than like a doll, somebody has to dress me
and feed me and I guess it’s uh, I don’t know how to explain it, really.” [38]

Dependency
Inability to perform
daily living activities
Loss of identity

“I am so angry when I have only one side that works, when I have been a hands-
on person all my life. I get angry and frustrated because I can’t do things that
used to be so easy for me to do.” [30]

Inability to perform
daily living activities

“But I guess that [dignity] is something that I’ve lost... [Knowing] it’s going to
get worse. | know it will [be] quick, or I hope so. When I get to the point where |
can’t go to the bathroom anymore or where I can’t... all the things that | still have
control over... | suppose maybe you get to the point where you have to be all
plugged into a whole bunch of stuff and tubes and everything else. But maybe
you go so far down the road those tubes... Maybe it doesn’t matter anymore. But
I’m not looking forward to that day... You know, I just heard in the last couple of
minutes you sort of... [I’'m] worried and scared. But it’s just something that you
thought about the timing and circumstance of... | guess | worry about it more
than | think...Yeah. I don’t know what’s in store and I think my fate is, you
know, the time and what it brings me sort of thing. It doesn’t make it easy.” [2]

Inability to perform
daily living activities
Fear of future
suffering

“Well it’s the same thing as living in your own home you know. You are your
own person. And... and if anybody started telling me to do this do that you
know, and you’ve got to be in bed at a certain time and you’ve got to have help
being undressed and all that, I think... God Lord, that... would be the worst thing
that could happen. That would really be losing dignity. I wouldn’t have any
then.” [2]

Loss of independence

“She was totally bedridden. She was messing her sheets and stuff like this, and
Mother just—I mean, she’s just—she was a very fastidious person. And she
just—she—well, basically, she thought the quality of her life was appalling. She
couldn’t do anything. All she could do was lie in bed.” [24]

Loss of quality of life

“To the most—the simplest things, and when they were gone, he didn’t have a
reason... So it wasn’t just the diarrhoea or the lack of driving; it was just losing,
like, his definition—what his sense of vitality was. And when that was gone,
then he was ready.” [24]

Loss of identity
Loss of control

“The nurse was over there, basically, manually helping her along... And she just
said, ‘This is not worth it’... And a lot [had] to do with her as a person where she
just was so independent. The whole idea of nursing to her was just abhorrent.”
[24]

Loss of independence
Social identity:
perceived
vulnerability

“I am afraid of the day when I can’t even get out of bed.” [41]

"No one told me that I had cancer in the beginning, not my doctor or my
children”, said an 82-year-old home-dwelling female patient. ‘They didn’t want
me to be upset, | guess, but | have a right to know. | finally got the answer from a
second doctor that I consulted, and honestly, I wasn’t upset to hear the news. I
mean | have lived a long life and all my children have grown up. | am not afraid
of dying... but I don’t want any more painful medical procedures. After talking to
my attending nurse, | signed off my advanced care directives so that my family
members don’t have to make those difficult decisions for me.”” [46]

Loss of control over
information
Decision making
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Subtheme: Value of one’s own life

“I recognized only later that my patient’s goal was to be released from a life that
had robbed her of her independence and dignity.” [29]

Loss of control over
one’s circumstances

“My patient was suffering at the core of her being without agonizing pain,
anorexia, or night sweats. She had become increasingly dependent on others for
virtually all activities. Her dignity, her self-esteem had been stripped away. The
vitality of her being had passed. Yes, her life, as she defined it, had become
futile.” [29]

Dependency

Loss of self-esteem
Inability to perform
daily living activities
Loss of the value of
life

“You talk about dignity... I’ve decided what I aim to do [I always wear make-up
anyway, which I can’t do now], I’'m going to make sure that I always have my
make-up on; make sure everything is very clean, very tidy and my nails properly
done...” [16]

Inner dignity
Physical image

“He told me that if all you can look forward to is your next enema, and you don't
even like that much, what is the point of living?” [34]

Loss of the value of
life

“It would be a comfort to me to think that when I’ve come to a point where I'm
clearly dying, you know there is no further treatment available for me and if I am
in lots of discomfort, I would like to be able to say, ‘Can you get my kids to
come and see me,” and maybe, I don’t know, my friend, that’s a minister or
whatever and say goodbye. And then [er] you know can you just do what has to
be done, give me an overdose of morphine or whatever it is. Because actually my
Mum was in hospital for about three months before she died. And she had sort of
raging osteoporosis having taken lots of steroids for another condition. And she
was in terrible pain and she had made a living will actually. [Um] And they had
to give her so much morphine in the last few weeks, to be honest she was talking
rubbish and coming up with ideas. She told us there was something she wanted
to tell me and that she had murdered twelve children. And I said, ‘Oh Mum, you
know that is your mind playing tricks because of the drugs. You haven’t
murdered anybody’. But she still insisted that she had. And I just wish that she
could have gone a month or two earlier before she went through all that indignity
that is dying really. [um] And | would feel the same about myself [...]. I just
think that when you’ve come to that stage, only you know when that is, how bad
that has to be, you don’t need to go through the physical indignities of throwing
up, being smelly, being incontinent, whatever it might be.” [42]

Loss of functionality
Fear of future
suffering

Desire to hasten death

“I can’t do anything. Since they amputated my legs I just
wheel around in my wheelchair.” [41]

Inability to perform
daily living activities

“I just lie here; you see I can’t move, my body just won’t let me. I used to be
very active and travel a lot.” [41]

Loss of functionality

“If you lose your mind you will soon lose in value.” [17]

Loss of the value of
life
Loss of functionality

“Dignity is really about living a normal life... being able to eat what I like, do
things that I enjoy, and be with my family give me dignity.” [45]

Performing daily
living activities
Independence

Theme: Dignity as identity

Subtheme: Self-ldentity

“You’ve become a bag of potatoes to be moved from spot to spot, to be rushed
back and forth from the hospital, to be carried to your doctors’ appointments or
wheeled in a wheelchair, and it really does take away any self-worth, any
dignity, or any will to continue to live.” [38]

Loss of self-esteem
Feeling of being
useless

Loss of the value of
life

“I think to be calm is dignity. I’ve never been a calm person and I hate myself
sometimes for that... I’'m becoming more calm. I’ve control... To be in control of
your emotions; that’s dignity.” [16]

Inner dignity

“She [patient] used to be a pretty dynamic lady. She has a brain tumour and it -
she had everything because of her high steroids... She put on so much weight that
her body image... changed... and she finds that the way she eats is so grotesque...
way of eating. She knows that she’s wrong and she’s like: ‘I lost - | lost my body
image and I don’t care.’” [16]

Physical image
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“Said [to the patient], “Well, what do you want to do?’ And she said, “Well, what
am [ allowed to do?” And I said, “What you want to do’. She said, “You mean |
can decide what I want to do?’ I said, “Yeah, what do you want to do?’ She said,

‘I want to take all these tubes out and I want to go home and to go back to church Inner dignity
and do clog dancing.’ I said, ‘Well, what if... not your spirit, not your soul... but

your physical body isn’t going to do that? What else is important?’” [36]

“Everybody needs their space. Even though you need to be compassionate, still Need for
respect their space. When I’m really in pain, just totally a mess, let me have my independence

space. I don’t know about other people, but that’s one thing about me. When I’m
really, really bad, I just want to be left alone.” [37]

Importance of privacy

"I've seen patients yelling in pain and they were suffering... so intolerable... Just
to hear them was very suffering... It must have been so unbearable to have to
yell like that. If they could endure it, they wouldn't have yelled." [...] Someone
with a tube ticking up the bottom, a tube sticking into the nostrils, another
somewhere else- | mean, what for? Can you save them?" [44]

Loss of the value of
life
Suffering

“When I lost my hearing people started to ignore me. They didn’t treat me as a
human being anymore and then when | lost my eyesight there was nothing left. |
couldn’t go anywhere and couldn’t do anything. For example, I can’t hold the
telephone and it’s impossible for me to put it back if no one helps me. My friends
want me to contact them as well but I can’t without asking the girls and they
have so much to do and are in such a rush so I forget to ask when they are in
here.” [41]

Loss of social
recognition

Inability to perform
daily living activities

“I am highly pleased anyway, as long as you can help yourself it is wonderful in
this place. But when you cannot help yourself and get ill then it is not that jolly
any longer.” [17]

Loss of the value of
life

“I stopped worrying about this and that as I really have little control over things...
all I am concern about is living in the moment and spending time with my
family.” [45]

Inner dignity
Living the present

Subtheme: Social factors

“I wish I didn't have to vomit, pass waste, and so on uncontrollably. Looking
disgusting is never dignified. Being sad, angry, scared, and so on hasn't got
anything to do with dignity if you the staff, I think you can keep your dignity
even if you do look distinguishing. I'm just now wondering whether perhaps
losing one's dignity is like getting into situations where you would normally feel
embarrassed and ashamed. There probably aren't too many situations where you
can lose your dignity in the eyes of those closest to you. Getting to know one
another is important.” [40]

Loss of functionality
Inner dignity
Social identity

“I'm scared of ending up like a vegetable. | can't even think about that - being so
dependent that I can't manage anything... helplessness and pain. There's some
hope in being able to go through a difficult crisis and pull back again. Think
what it must be like to need help going to the toilet, help washing yourself,
perhaps not being able to talk, express oneself.

Suicidal ideation: I'm afraid of ending up just lying there, not being able to do
anything, and just waiting to die. In that case, I'd rather take an overdose.” [40]

Loss of functionality
Fear of dependency
Desire to hasten death

“Well I think you lose your dignity when you’ve got to be fed. I mean you feel
so foolish. You know I really did not want to be fed. But they kind of... they
forced me. Having to be waited on and looked after and maybe even fed. I don’t
know. But ... oh I would hate that. I like to be independent.” [2]

Dependency
Loss of identity

“Actually for us it's been fairly few patients that ring so clearly in my mind,
where they were just in pain until the end. But even the people that aren't in pain
have to go through so many indignities - you have people bathing you, and
touching you, and there's no privacy. I wouldn't want to go through it; no way.”
[33]

Loss of functionality
Dependency

“And I was on the commode and | had to be wiped and I just about cried my eyes
out because of... you know, | never felt... | said to the nurses, God, who would
have ever thought it would ever come down to this. | got these diapers or
whatever it is that they call it... And that’s presenting a problem. I don’t like to
think of myself as that. Things like that. That’s my dignity and it comes down to
types of things like that really...So I get mad.” [2]

Loss of functionality
Dependency

Suffering in relation to
one’s vulnerability
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Interviewer: “Are there other things that would take dignity away from you?”
Participant: “Having that young woman come in here the other day was very,
very hard on me. Or to ask her to do anything for me, | find it very hard to ask
her anything. I don’t know how to describe it. For one thing, I’ve never had too
much self-esteem | suppose and | always preferred to meld into a wall. | felt
more comfortable there... Uh, things like not being able to go to the washroom
by myself. Oh to me, that would take everything away from me because | am so
modest.” [2]

Loss of functionality
Dependency

Interviewer: “What would take dignity away from your life?”

Participant: “Oh my God, maybe putting me on the toilet seat. These are private
things, you know. I still feel like I like my privacy. Even for my sleeping in, it’s
kind of embarrassing if I’m still sleeping if they come downstairs. You know
I’ve got to be... I’ve got to be up first and get dressed and be here...” [2]

Dependency
Importance of privacy

Interviewer: “Would you feel that your dignity was taken away if your children
needed to help you?”

Participant: “Well, yes if I knew... I wouldn’t want them to take on the burden of
doing that. That I have to depend on people just to look after me, to wash me, to
take me to the bathroom and to cleanse... clean me up... I know this happens but
I wish it didn’t happen to me.” [2]

Dependency
Fear of being a burden
on others

“It’s going to the loo... in privacy... with locks on the doors... and not leaving a
mess in the loo... for other people to clean up. Em, trying not to make nasty
smells... I know this sounds silly ’cos... Its dignity...” [16]

Independence
Importance of privacy

“Telling someone that... that maybe their vision is impaired and they may not be
able to read again is a devastating blow for someone but it doesn’t have any
knock on implications from the point of view, necessarily of their dignity. But
telling someone that they won’t be able to em, toilet themselves, that seems
really sort of - very devastating for someone...” [16]

Loss of functionality
Dependency

“Professional W: *Anything that affects their, I suppose capacity to self-care and
to be ever increasingly dependent on others would have an impact on the fact
there’s a dignified human being.”” [16]

Loss of functionality
Dependency

“After a while, your family, who you love so dearly, will remember you as a
washed-out role model... It will remind them of what they have to go through,
the lack of strength, the weakness, and so forth.” [35]

Suffering in relation to
one’s vulnerability

“When I’m in the hospital, I don’t like to have tubes in me and I don’t like
people coming in and seeing those things in me. I want them hidden because it’s
very uncomfortable for everyone. The last time | was in the hospital, | had a
visitor with me. And it wasn’t a family member. The nurse came in to check my
[urinary] catheter to see how much it drained and to empty it. It just caught me so
off guard. I didn’t appreciate that, because it’s like sharing my urine with other
people.” [36]

Importance of privacy
Social identity

“As far as dignity’s concerned, it’s just like last night [after falling and requiring
paramedic intervention]. My dignity was hurt more than the bruises I’ve got. My
pride and everything was gone at that point. It’s been hard having to stay with
my son. That’s a great break in the independent thing. When I moved down here,
my son said, ‘I never ever expected to have a wheelchair in my front room. I just
can’t accept the fact that I cannot work anymore and have to live with him
because I can’t afford to live on my own because I can’t afford the help.’” [36]

Dependency

“I said, ‘No, you can’t give Neulasta on the same day as Gemzar® [gemcitabine
hydrochloride, Lilly Oncology, Indianapolis, IN]; I’'m going to have to come
back tomorrow.” And so the next morning, I called another nurse, and she said,
‘No, absolutely not; we don’t give Neulasta with Gemzar.” This can be quite
scary. Because you take a healthy patient like me and kill em. It really makes
me mad. I’m really considered what | think is a pretty difficult patient because
I’m so on top of what has to be done to me.” [36]

Decision making

“I can’t move, just lie here... feeling like a vegetable... a useless person...
needing people to feed me.”

“I just don’t want to endure these psychological effects... So much suffering... I
have had the pain for four years... So many psychological effects... How can I
bear it?”

“Wish to live but can’t live; wish to die but can’t die.” [44]

Dependency

Loss of the value of
life

Suffering in relation to
one’s vulnerability
Identity
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“I’m not comfortable, and I can’t do anything, so as far as I’m concerned in
quality of life I’'m not living; I’'m existing as a dependent non-person. I’ve lost, in
effect, my essence.” [24]

Dependency
Loss of the self

“He said that he doesn’t want to just turn into this vegetable kind of person
where you’re not aware of what’s going on, and that everybody around you is
affected; everybody’s having to take care of you, feed you, clean you, give your
medication.” [24]

Dependency
Loss of the self

“One patient reported, ...not wanting to be seen by those that love me as ‘this
skin-and-bone frail, demented person’. In other words, ‘I don’t want that image
of me for me, and I don’t want that image to be kind of a last image that my
daughters and loved ones have of me’. And that’s just a dignity issue.” [24]

Suffering in relation to
one’s vulnerability
Social identity

“I need help with everything; I can’t even go to the bathroom by myself.” [41]

Inability to perform
daily living activities

“It’s horrible not being able to take care of myself. I can always get help but it’s
horrible to wake up when you wet your own bed. Everything you do you’re
dependent on others. For example, when you need to go to the toilet. It doesn’t
feel good to ask for help going to the toilet, just like babies.” [41]

Inability to perform
daily living activities
Suffering in relation to
one’s vulnerability

“I’m scared of being dependent, tied to the bed and not being able to take care of
myself, but there is no point in worrying. | try to enjoy the moment. The sun is
shining or a flower is blooming... things like that.” [41]

Suffering in relation to
one’s vulnerability
Social identity

“[...]1 And that is a horror for me, that I might possibly have to lie in bed from
morning to evening and from evening to morning and that I am dependent on
another person to make every handhold that is important for my care and
support. That | cannot any longer do everything alone, that is a terror for me.
And | say, quite honestly... when I pray, I pray that I may also be spared that.”
[41]

Dependency

“You know they just demand to take over all the time...they could ask.” [39]

Decision making

“I am totally dependent on my wife to carry me down the stairs, out of my home

Loss of social

and into the outside world... My friends just seemed to have disappeared in my | recognition
life.” [45] Dependency
“When I first got sick and was admitted to the hospital, I came out of surgery

feeling very weak...I couldn’t eat under my own strength and the nurses came by Dependency

a few times offering to feed me. | have never been fed since childhood, but if life
has come down to this, I would want my daughter to do it.” [45]

“When I got out of the hospital my daughter became very conscious and
restrictive of my diet. She didn’t allow me to eat fatty food or go out for tea at
my favourite restaurant... I got so angry at one point that I said, ‘‘I am going to
die soon, so just let me eat what | want, and let me die a happy and fulfilled
woman.” [45]

Loss of independence

“I don’t want to be a burden to my family and I want to have a say in the kind of
care that I receive... But life here is harsh. I have no say in what to eat or when
to eat, and my life revolves around the working routine of staff members. | have
to wake up and eat breakfast at five o’clock every morning because this is when
the morning shift starts working.” [45]

Fear of being a burden
on others
Loss of independence

Theme: Autonomy as a determining factor of perceived dignity

Subtheme: Desire for control over the dying process

“It was extraordinary important to Diane to maintain control of herself and her
own dignity during the time remaining to her [...] Knowing of her desire of
independence and her decision to stay in control, | though this request made
perfect sense.” [28]

Desire for control over
the dying process
Desire for
independence

“She was convinced she would die during the period of treatment and would
suffer unspeakably process” [from hospitalization, from lack of control over her
body, from the side effect of the chemotherapy and from pain and anguish]. [28]

Fear of suffering
Loss of control over
functionality

Loss of quality of life

“She was frightened to be leaving, but that she would be even more terrified to
stay and suffer.” [28]

Fear of future
suffering [more than
of death itself]
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“It was also evident that the security of having enough barbiturates available to
commit suicide when and if the time came would leave her secure enough to live
fully and concentrate on the present.” [28]

Security of being in
control

Participant: “If I’'m going to be rolling around in my own faeces because I have
no control, then forget it.” Interviewer: “Ok. Why—why is that such an
important thing?”

Participant: “Oh, it’s the dignity and wholeness of my body, as well as spirit.
And, it is, it’s cruel too for others to have to do this when there’s no end in sight,
other than death. To just, to clean me up. I just don’t want that... Dignity is that I
have control over my body, when, when, not, not a virus that is going to take my
life. I’'m the one who’s going to decide when my life will end, not a virus, and
not with great pain. Not anything else other than in, in my control. It is my
control, my choice to do.” [38]

Loss of identity
Desire for self-
determination

“Reasons for requesting assisted suicide more often had to do with future fears of
suffering rather than current suffering: ‘He was very fearful of what the end
might be like. He was worried about the pain. He was worried about the
shortness of breath. And yes, he was very up-front about being afraid to die in
misery.”” [34]

Fear of suffering

“His family said what he really wants is control, he doesn’t want to lose control.”
[34]

Desire for control

“The option to extract oneself from an untenable situation through a hastened
death sometimes was expressed as an “if-then” proposition; for example, ‘If the
pain gets worse, then I want to be dead.” ‘Pain is my biggest fear. It puts me in
darkness and a lack of will to go forward and a desire to die... The pain wants
me to have a vehicle to just, just stop my life.”” [35]

Fear of suffering

“There’s a fear about having pain and losing dignity when they die. Patients say,
‘When I die, I hear that I may wet myself, or mess myself.” And that’s a big
issue.” Another APN observed that her patient’s increasing weakness ‘was the
thing that took a lot of her control away’ and injured her pride in her ability to
independently manage her complex physical care needs.” [36]

Fear of suffering and
of the loss of control

“The patient said, ‘I don’t want strangers in my house. I’'m doing fine. My wife’s
taking care of me. I just don’t want people there 24 hours a day telling me what
to do. And so | have had people refuse hospice because their understanding is
that hospice takes control of their personal lives. They are very afraid of people
coming in and they don’t want anybody to take over the role of their caretaker.’”
[36]

Desire for
independence
Importance of privacy

“I will do things my way and the hell with everything and everybody else.
Nobody is going to talk me in or out of a darn thing... What will be will be; but
what will be, will be done my way. I will always be in control.” [24]

Decision making

“One family member described her mother as an extraordinarily independent
person, absolutely needing to be in control of her life all the time and already
felt—how shall | put it—she had problems with feeling not in control.” [24]

Desire for
independence

Participant: “I myself want to be in control as long as I can, I don’t want doctors
and nurses controlling me [...] I’'m on morphine, I get a lot of breakthrough pain,
when I get to the pitch where I really can’t cope with anything any more, where
my quality of life is totally gone, | will tell my husband | want a really good day
out with the kids which is when he’ll know that when I go to bed that night I
won’t wake up the next morning: [...] I think that you have to really look into it
seriously, whether this is the right thing for the right person because I think there
is the risk it might be abused. But with myself, if the legislation was there then it
would be nicer for me, so I’'m not on my own, which I know I will be because I
don’t want any of the family here when it happens.”

Interviewer: “Why don’t you want anyone with you?”

Participant: “Because I don’t want them involved, I don’t want them to get in
trouble. [...] In other countries, [...] I believe now, you’re allowed to choose
when you die so you’ve still got your dignity. This country we don’t allow it; [...]
if anybody helps us they lock them up, which is wrong. You’ve taken away that
person’s dignity and nobody should have the right to do that. We should all have
the right to choose when we die and how we die”. [42]

Loss of the value of
life

Desire for self-
determination
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“I never thought about giving up but my fear was that I didn’t know much about
cancer. There are so many people that linger, and | was afraid that | could not
cope. I know I will die, but I don’t want to be lingering and suffering and people
around me to suffer with me. So I thought, ‘I will go for a swim’ and I don’t
know how to swim or I would go to a place like Holland. I just don’t want to be
lingering, like people that can hardly talk and are really suffering and I don’t
want to do that. I t’s the only thing that makes me feel a little bit emotional. I
don’t want to deal with it so I think I would speed up things myself. I don’t want
to be lingering here in palliative care, lying day and day, slowly dying. Oh no, |
don’t want to do that. So, suicide is a way of exiting. I don’t want to talk about
that because | like life and I have lots to live for, but if | come to the point when |
am too weak to do anything, then I don’t want to stay.” [39]

Fear of suffering and
of making others
suffer

Desire to hasten death

Subtheme: Desire for self-determination

“So she was a control person. You know, we are talking big time control... You
know, | am in charge here. She sort of self-directed her medical care... It was a
control issue, not a pain issue...”l want to be in control of my destiny. I don’t
want to go out as, you know, incontinent, in pain, crying, you know tearful
person. I want to go out with some dignity’”. [34]

Loss of functionality
Loss of the value of
life

Desire for self-
determination

“She just felt this was not dignified at all for a woman who had been in control
all of her life. And she knew the end was near anyway. And she said, ‘I want to
do it on my terms. | want to choose the place and time. | want my friends to be
there. And I don’t want to linger and dwindle and rot in front of myself.”” [34]

Desire for control over
the end-of-life process
Desire for self-
determination

“When I saw her she was very, very weak and very dehydrated. And again, I told
her, | said, ‘Gee, you’re within a couple days probably of losing consciousness
just from dehydration, and we could make sure that you just slept and did not
suffer and it would just be a short time.” She had the 15-day wait and she had 4
days before the medicine could be prescribed. And I told her that I didn’t think
she would be able to do that unless she could solve the nausea and dehydration
that she would last for 4 days consciously and to take the medicine. And she sort
of struggled into a sitting position, asked her husband to get her a glass of water,
and said, ‘I’ll get the fluids down somehow.” And sort of forced... See, this is the
paradox, this is where you learn that lesson about the control issue—she actually
reversed the natural process to prolong her suffering, in order to be in control, to
push the button herself.” [34]

Desire for control over
the dying process
Desire for self-
determination

“I don’t want to undergo that (explicative) feeling of helplessness, that there’s
not a (explicative) thing that I or anyone else can do, or “Sometimes I start
yelling at my shrink that this is horrible, that why don’t I die right now? Why do
I have to live through this? Related with: I don’t want to go through the dying
process so I’ll kill myself.” [35]

Feeling of being
useless

Suffering

Desire to hasten death
Desire for self-
determination

“I think that anybody with a terminal illness should have the right to assisted
suicide. I think that should be a fundamental right people have. I wouldn’t like to
be like that sick poor man who was in the news recently who put a plastic bag on
his head. I mean, he must have felt really bad to be able to do that, and I’'m sorry
that he had to do that because he should have had a more dignified option, and he
shouldn’t have had to do it by himself.” [39]

Desire for self-
determination
Right to choose
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S3- Methodological Quality of the systematic review assessed with AMSTAR (a

measurement tool to assess systematic reviews)

1. Was an ‘a priori’ design provided?
The research question and inclusion criteria should be established before
the conduct of the review.

2. Was there duplicate study selection and data extraction?
There should be at least two independent data extractors and a consensus
procedure for disagreements should be in place.

3. Was a comprehensive literature search performed?

At least two electronic sources should be searched. The report must
include years and databases used (e.g. Central, EMBASE, and
MEDLINE). Key words and/or MESH terms must be stated and where
feasible the search strategy should be provided. All searches should be
supplemented by consulting current contents, reviews, textbooks,
specialized registers, or experts in the particular field of study, and by
reviewing the references in the studies found.

4. Was the status of publication (i.e. grey literature) used as an
inclusion criterion?

The authors should state that they searched for reports regardless of their
publication type. The authors should state whether or not they excluded
any reports (from the systematic review), based on their publication status,
language etc.

5. Was a list of studies (included and excluded) provided?
A list of included and excluded studies should be provided.

6. Were the characteristics of the included studies provided?

In an aggregated form such as a table, data from the original studies should
be provided on the participants, interventions and outcomes. The ranges of
characteristics in all the studies analyzed e.g. age, race, sex, relevant
socioeconomic data, disease status, duration, severity, or other diseases
should be reported.
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7. Was the scientific quality of the included studies assessed and
documented?

‘A priori’ methods of assessment should be provided (e.g., for
effectiveness studies if the author(s) chose to include only randomized,
double-blind, placebo controlled studies, or allocation concealment as
inclusion criteria); for other types of studies alternative items will be
relevant.

8. Was the scientific quality of the included studies used appropriately
in formulating conclusions?

The results of the methodological rigor and scientific quality should be
considered in the analysis and the conclusions of the review, and explicitly
stated in formulating recommendations.

9. Were the methods used to combine the findings of studies
appropriate?

For the pooled results, a test should be done to ensure the studies were
combinable, to assess their homogeneity (i.e. Chi-squared test for
homogeneity, 12). If heterogeneity exists a random effects model should be
used and/or the clinical appropriateness of combining should be taken into
consideration (i.e. is it sensible to combine?).

10. Was the likelihood of publication bias assessed?

An assessment of publication bias should include a combination of
graphical aids (e.g., funnel plot, other available tests) and/or statistical
tests (e.g., Egger regression test).

11. Was the conflict of interest stated?
Potential sources of support should be clearly acknowledged in both the
systematic review and the included studies.
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Segundo articulo: A philosophical view on the experiences of dignity and
autonomy through the phenomenology of iliness
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Presentacion del segundo articulo de esta tesis:

En el seno de la Catedra WeCare, donde se investiga sobre atencion al final de
la vida desde un punto de vista clinico, empirico y aplicado, la mirada de
alguien que procede de las Humanidades, muchas veces es, podriamos decir,
de ‘alquimista conceptual’. Si, segun la Real Academia Espafiola por alquimia
se entiende “transmutacién maravillosa e increible” (2014b), podriamos decir
que, volviendo a la imagen de la mirada, la perspectiva filosofica permite tomar
la experiencia ordinaria de las personas (lo que los profesionales de la salud,
pacientes y familiares viven —y padecen— de forma cotidiana) y transmutarla en,
como dice Toombs, “un proyecto reflexivo, que parte de nuestra experiencia del
mundo y se convierte en nuestro foco de reflexion” (1992, p. xi). En este
sentido, es claro como el testimonio de los participantes de los estudios
cualitativos se presta como “voz de la experiencia del mundo” y, el marco
filosofico-antropologico establece las bases para que pueda desarrollarse la

reflexion, tematizando el significado de esta experiencia.

Siendo conscientes también de la limitacion que supone cefiirse al
tamafio reducido de verbatims para la publicacién de un estudio secundario, en
este andlisis, partiendo del nivel mas descriptivo, se pretende llegar a un nivel
mas alto de abstraccion bajo el marco tedrico de la fenomenologia de la
corporalidad de K. Toombs. A la vez que limitacion, la aproximacién directa a la
realidad vivida de los pacientes que viven en estas circunstancias es también
una fortaleza. Este estudio no pretende seguir aportando categorias a la
fenomenologia de la corporalidad sino profundizar en la experiencia vivida para
entender y comprehender esta vivencia desde una mirada integradora, que
incluso, sirva de reflexion e influya en el cuidado que se da a los pacientes.
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ABSTRACT

In the context of the end of life, many authors point out how the experience of identity
is crucial for the wellbeing of patients with advanced disease. They define this identity
in terms of autonomy, control or dependence, associating these concepts with the sense
of personal dignity. From the perspective of the phenomenology of embodiment, Kay
Toombs and other authors have investigated the ways disease can impact on the
subjective world of patients and have stressed that a consideration of this personal world
can promote understanding and recognition of their experience.

Based on the findings of qualitative studies of the perception of dignity and autonomy
in patients at the end of life, this analysis assesses concepts such as being-in-the-world
in illness, embodiment, lived body vs. objective body or the gaze of the other from a

Toombsian phenomenological perspective.

Key words: phenomenology, dignity, autonomy, end of life, qualitative studies.
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I. THE MEANINGS OF DIGNITY AND AUTONOMY IN THE BIOMEDICAL
CONTEXT

In recent years, there has been a growing interest in the situation of people who are at
the end of life. Numerous studies have explored the experiences and attitudes towards
identity, pain, or coping with the prospect of death of patients with cancer or other
chronic or degenerative diseases (Emanuel and Emanuel 1998; Proulx 2004; Chochinov
et al. 2002; Vig and Pearlman 2004; McNamara 2004). In this connection, the concept
of dignity has emerged as a key factor deserving special protection in this time of real
vulnerability (Chochinov et al. 2002; Chochinov 2002; Jacelon 2003; Enes 2003;
Chochinov 2004; Chochinov 2007; Jacobson 2009). Indeed, the safeguarding of dignity
has been identified as one of the goals of clinical practice, an indispensable attribute of
the individual which must be preserved (Johnson 1998; Chochinov et al. 2002; Sulmasy

2005; Antiel et al. 2012; Vladeck and Westphal 2012).

Many studies and reports have attempted to define dignity and the factors related to it,
how it is perceived by patients, by relatives and even by professionals (Chochinov et al.
2002; Walsh and Kowanko 2002; Enes 2003) and also to identify possible interventions
for evaluating it and for improving its perception among people at this stage of life
(Chochinov et al. 2008; Periyakoil, Kraemer, and Noda 2009; Vlug et al. 2011; Ostlund,
Brown, and Johnston 2012; Guo and Jacelon 2014). A key element is the perception of
dignity mediated by the loss of autonomy or control, which has often been interpreted as
a loss of one’s own identity (Quill 1991, Lavery et al. 2001; Ganzini et al. 2003;

Pearlman et al. 2005).

In Towards further clarification of the concept 'dignity’ (1996), Haddock suggested an
interesting approach to understanding dignity in the light of the interaction between

what the concept means in itself and the thoughts and values associated with its
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perception. Taking this approach as our starting-point, we will try to distinguish
between the meanings of dignity and autonomy which are often mentioned in the
literature: dignity in the ontological sense (that is, referring to the human being, as a
quality or intrinsic property), dignity as an empirical quality (that is, how it is perceived
by the subject and others), and autonomy understood as control and self-determination.
This conceptual grounding will serve as a basis for understanding the results of our
earlier meta-ethnography (Rodriguez-Prat et al. 2016) and our phenomenological
discourse (inspired especially by the work of Toombs), which we present and discuss

below.
DIGNITY
Intrinsic dignity

Many of the studies that explore dignity refer to a first intrinsic, metaphysical or
ontological level. Some authors have called this basic dignity, the inherent and
inalienable value which every person possesses and which cannot be affected or eroded
by the circumstances (Pullman 1996; Johnson 1998; Sulmasy 2013). This is the sense of
dignity alluded to in talk of human rights: “the recognition of the inherent dignity and of
the equal and inalienable rights of all members of the human family is the foundation of
freedom, justice and peace in the world” (UN 1948). In his logical-conceptual analysis,
Sulmasy (2013) stressed that dignity is an intrinsic value that a person possesses in

virtue of his/her condition as a human being.
Personal dignity

At a second level is personal dignity (or dynamic dignity), which is related to the
perception of the individual and of his/her immediate environment (Leung 2007). As

Street and Kissane (2001) stress, dignity is perceived by a person within a given
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context, and thus it is an embodied and dynamic "construct”. What defines dignity is
therefore unique to each patient (Chochinov 2004): it is measured in terms of a
subjective construction conditioned by social, psychological and physical factors. For
example, in the following quote from the study by Franklin, Ternestedt, and Nordenfelt
(2006) on views of dignity among elderly people, one can clearly see how the
perception of dignity can depend on various dynamic factors such as the social context,

the loss of physical function or the inability to perform ordinary everyday activities:

“When I lost my hearing people started to ignore me. They didn’t treat me as a human
being anymore and then when | lost my eyesight there was nothing left. I couldn’t go
anywhere and couldn’t do anything. For example, I can’t hold the telephone and it’s
impossible for me to put it back if no one helps me. My friends want me to contact them
as well but I can’t without asking the girls and they have so much to do and are in such

a rush so I forget to ask when they are in here.”

Or, for example: “Oh, it’s the dignity and wholeness of my body, as well as spirit. And,
it is, it’s cruel too for others to have to do this when there’s no end in sight, other than
death. To just, to clean me up. I just don’t want that... Dignity is that I have control over

my body” (Lavery et al. 2001).
AUTONOMY

Another crucial element at the end of life is the perception of dignity mediated by the
experience of autonomy or control. When the sense of dignity is considered in these
terms, it falls within the framework of personal dignity, as defined in the previous

section.

Autonomy is often defined as "the human capacity for self-determination and

independence”, associated with the ability to make free, rational choices (Mesler and
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Miller 2000). However, it also encompasses physical functionality (Chochinov et al.
2002; Enes 2003; Street and Kissane 2001, Guo and Jacelon 2014), the ability to
maintain activities of daily living (Chochinov et al. 2002. Volker, Kahn, and Penticuff
2004a; Schroepfer, Noh, and Kavanaugh 2009), independence from others (Ostlund,
Brown, and Johnston 2012; Chochinov et al. 2007), and the ability to receive and act on
appropriate information in accordance with one’s own values and capacities (Lavoie,
Blondeau, and Picard-Morin 2011). Thus, although in clinical practice the discussion of
autonomy focuses on the experience of disease — for example, on the loss of physical
function or control over the activities of daily life — it is also associated with personal
identity and the patient’s system of values and beliefs. In fact, reports like the one
published annually in Oregon (a state where assisted suicide is decriminalized and
which has established itself as a reference point in debates on the issue) and studies
conducted in the Netherlands (Hall 1996; Veldink et al. 2002. Onwuteaka-Philipsen et
al. 2003; Klinkenberg et al. 2004), the first European country to decriminalize
euthanasia, in 2002, show that many of the people requesting to die do so because of the

loss of autonomy or control over their lives and a loss of their perception of dignity.

In the biomedical field, autonomy is now seen as an indispensable model and value. The
publication of the Belmont Report (National Institutes of Health 1979) and Beauchamp
and Childress’s Principles of Biomedical Ethics (1979) established the principialist

model of bioethics in which autonomy is one of the fundamental components.

To date, studies focusing on the perception of dignity and autonomy have highlighted
the understanding of patients’ needs and concerns regarding their care. However,
although “dignity” and “autonomy” tend to appear side by side in the literature, the link
between the two concepts is ambiguous. Paradoxically, dignity frequently appears as a

key argument in clinical, legal and philosophical debates, and is appropriated by
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opposing positions. A clear example of this ambiguous use of dignity is described by
Pullman (1996), referring to a Canadian Supreme Court debate concerning a request for
assisted suicide from a patient in a state of advanced amyotrophic lateral sclerosis. One

of the five judges asked the question:

“As members of a society based upon respect for the intrinsic value of human life and
on the inherent dignity of every human being, can we incorporate within the
Constitution which embodies our most fundamental values a right to terminate one's

own life in any circumstances?”

As Pullman notes, the speaker expected a negative response from his colleagues.
However, two of the judges, also basing their argument on the question of dignity,

replied:

“Security of the person [...] has an element of personal autonomy, protecting the dignity
and privacy of individuals with respect to decisions concerning their own body. It is part
of the person and dignity of the human being that he or she have the autonomy to decide

what is best for his or her body” (Pullman 1996).

In this case, the equivocal nature of the term “dignity” gave rise to the defense of
diametrically opposed positions.

Il. PERCEIVED DIGNITY, AUTONOMY AND CONTROL AT THE END OF
LIFE: ASYSTEMATIC REVIEW AND META-ETHNOGRAPHY

Given this ambiguity of the relationship between dignity and autonomy, we proposed to
carry out a systematic review and synthesis of previously published qualitative studies
in order to explore this relationship from the point of view of the experience of patients

at the end of life (Rodriguez-Prat et al. 2016). In this section we describe the
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methodology used to carry out the systematic review and meta-ethnography that has

formed the basis for the present study.

In our search strategy, four criteria were used for the inclusion of articles: reference to
patients (although the study samples could also include health professionals and family
members); patients at the end of life (in processes of advanced disease or old age);
reference to dignity or “death with dignity”, and finally reference to autonomy, also
understood as control and self-determination. For the search we used the PubMed, Web

of Science, Cochrane, CINAHL and PsycINFO databases.

After selecting the studies according to their titles, abstracts and full texts, and after
removing duplications, the research team agreed on 21 studies for inclusion in the

conceptual analysis.

For the analysis of the studies we used the meta-ethnographic method proposed by
Noblit and Hare (1988). Through an inductive process, this procedure performs a
systematic comparison of the findings in the primary studies with the aim of obtaining

an interpretative synthesis rather than a mere description of the sum of the parts.

Three major themes emerged from the reading and rereading of the 21 studies. The first
was the concept of dignity mediated by the loss of functionality. The second was dignity
understood as identity. And finally, the third was autonomy as the foundation of dignity
understood as the desire for control over the dying process and as the desire for self-
determination (Rodriguez-Prat et al. 2016).

I11. REFLECTIONS ON THE EXPERIENCE OF DIGNITY AND AUTONOMY
THROUGH THE PHENOMENOLOGY OF KAY TOOMBS

Kay Toombs, who was diagnosed with multiple sclerosis in 1973, has combined her

background as a philosopher with her personal experience of disease. She is the author
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of several scholarly works in the field of the phenomenology of the body, illness, and
disability in chronically ill patients and is acknowledged today as one of the most
important voices in these areas. Thanks to the philosophical and experiential value of
her phenomenological discourse of illness we can establish a comparison between some
of the concepts that she explores and the themes that emerged from the qualitative

studies included in our analysis.

In the following section we outline some basic ideas of the phenomenology of the body
and illness. Then, we apply a Toombsian perspective to the themes that emerged in the

meta-ethnography.
THE PARADIGM OF THE LIVED BODY AND ILLNESS

The phenomenology of embodiment inspired or developed by major figures in the
phenomenological movement such as Husserl, Merleau-Ponty and Sartre, has been
applied retrospectively by certain modern-day authors to explore current issues and
problems in the fields of health and of medical practice. A common underlying
motivation of the work of Richard Zaner, Kay Toombs, Drew Leder, Fredrik Svenaeus
and Havi Carel' is a concern with the dehumanization entailed by an understanding of
the body or illness in purely mechanical, naturalistic or biological terms. In opposition
to the Cartesian conception of the body as a machine, which is at the heart of modern
medicine and the biomedical paradigm, the phenomenological perspective seeks to re-
evaluate the experience of illness lived in the first person: that is to say, the experience
of a lived body which is perceived as vulnerable, susceptible to pain, limited, fallible,

and so on.

The starting point of this approach is, therefore, the distinction between the objective
body of science and the lived body of experience. It is important to establish the

difference between the two perspectives. The objective body is the body considered as a
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material reality, with physical properties (color, texture, shape) similar to other objects.
This objective body can be studied and analyzed from outside, in the third person, with
the view and perspective of the detached, neutral knowledge of natural science — as in
the case, for example, of anatomy, physiology or neurology. In contrast, the living and
lived body refers to the body as it is experienced by the subject itself, as the center of
orientation around which the spatial dimensions of the world are organized: as the
capacity for movement, action and relations with other beings, as an organ of the senses
(capable of synchronizing with sensory qualities) and as a field of localization of
sensations (cf. Husserl 1997 [1952], 143-161). While the objective body occupies a
position in space alongside other objects, with a spatiality which is geometrically
determinable, the living and lived body inhabits space and maintains a vital relationship

with it. That is, it is always directed toward certain tasks or polarized by certain objects.

This distinction between the objective body of science and the lived body of experience
should not, however, lead us to adopt a dualist position in which the two are
diametrically opposed to one another, since in both everyday life and the experience of
illness the body is always approached simultaneously from two perspectives, the
objective and the subjective. Although it is true that there is always an écart (split)
between these two facets that creates an existential tension, the lived and the objective
body are not “two completely separate realities but, rather, different aspects of the same
phenomenon” (Escribano 2013)." For Sartre, this is illustrated in his analysis of the
gaze, which we will return to later. For Merleau-Ponty," the interwoven reality of the
lived and objectified body is exemplified in the image of two hands pressed together,
with each being a touching-touched hand. Because of the experiential divergence

between the subject-body and object-body the two hands alternate the role of ‘touching’

and of being ‘touched’. By enriching the paradigm of the objective body with this new
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paradigm of the lived body, it may be possible to give a voice to the experience of the
patient and thus rehumanize certain aspects of medical practice. At present, the
excessive objectification or naturalization of the process of illness has unjustifiably
minimized the importance of the personal dimension of disease itself, which has

ultimately had a detrimental effect on the doctor-patient relationship.

The relationship with our own body, with the world around us and with others is
profoundly impaired by motor disorders and incapacity, imprecision, and the fatigue
they cause. People with these disorders face a series of new problems: difficulty in using
everyday objects which they had previously used without any problem, a drastic
reduction in their immediate spatiality or what was spontaneously achievable, a slowing
down of their actions and experiences, the transformation of their self-image or the
nature of the personal body, the loss of upright posture, the loss of control over basic

physiological functions, the loss of sensation, and so on and so forth.
DIGNITY MEDIATED BY THE LOSS OF FUNCTIONALITY

The phenomenological paradigm unites body and mind and puts the body at the center
of the surrounding world. Adopting this perspective endorses the fundamental
conjoining of the terms body-self-world, which should not be dissociated from each
other. However, their intertwining and articulation are greatly distorted by the onset of

an illness.

This is why, although the living body is present in every action performed by a person
in good health, it is “invisible”, “forgotten”, “silent” (Sartre 1993 [1943], 429-30). The
healthy individual who wishes to move from one place to another experiences will,
intentionality, directionality and execution through the body as one and the same,
reflecting the extent to which the body is taken for granted as something inherently

unproblematic. At a pre-reflective level, we are unaware of our control over our body
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when we set it in motion. In disease, however, we become acutely aware of our lived
body. As the focal point through which we apprehend the world, as Toombs (1992, 54)
states, illness cannot be seen as a simple organic alteration because the disruption of
physical or functional capabilities goes beyond a mere mechanical dysfunction. So, if
the body is intentional and is capable of responding to the outside world, disease
weakens the person’s communication with the world and represents a disruption of the

intentional locus which renders this relationship highly problematic.

In the studies included in the systematic review, most participants report that disease
entails a loss of physical function: it reduces the capacity to control the body (in the
form of incontinence, loss of mobility, loss of cognitive functions, and so on) and limits
the activities and circumstances of daily life (Bolmsjo 2000; Kade 2000, Lavery et al.
2001; Chochinov et al. 2002; Chochinov 2002; Ganzini et al. 2003; Coyle and Sculco
2004; Mak and Elwyn 2005; Chapple and Ziebland 2006; Ho et al. 2013a; Ho et al.

2013b).

For example, in Lavery et al.’s study of patients with HIV (2001) one of the participants
defined his conception of dignity as: “The ability to perform simple things like, you
know, going to the bathroom on your own and not through a bag, um, breathing with
your own lungs, not dependent upon a machine to keep the body parts functioning, um

being able to do anything...”

Chochinov et al.’s study (2002) of advanced cancer patients and Franklin, Ternestedt,

and Nordenfelt’s study (2006) of the elderly report similar experiences:

“When I get to the point where I can’t go to the bathroom anymore or where I can’t... all
the things that I still have control over... | suppose maybe you get to the point where you
have to be all plugged into a whole bunch of stuff and tubes and everything else. But

maybe you go so far down the road those tubes... Maybe it doesn’t matter anymore.”
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And: “I just lie here; you see I can’t move, my body just won’t let me. I used to be very

active and travel a lot.”

These testimonies of sick people also reflect the fact that they have to consider new
ways of coping with everyday ordinary life. However, the loss of functionality, as well
as the other factors that may affect the perception of dignity, should not in themselves
be seen as something that impairs human dignity. This is because the value judgment
comes later, and it is then, in their a posteriori attributions, that patients may come to
feel that they have lost something of their dignity or, on the contrary, consider that
despite their illness they can continue to live with a degree of normality or give meaning
to their new situation. In the following quote from the study by Enes (2003), for
example, one can see how patients may develop strategies for preserving a positive
sense of dignity: “You talk about dignity... I’ve decided what I aim to do [I always wear
make-up anyway, which I can’t do now], I’'m going to make sure that I always have my
make-up on; make sure everything is very clean, very tidy and my nails properly

done...”

In a series of publications, Toombs herself has described her new relationship with the
world as a multiple sclerosis patient. As a being-in-the-world, someone with a
degenerative disease lives the coordinates of space and time with a heightened
awareness: the effort required in having a shower or walking 100 meters may make us

only too conscious of how we take the body for granted under normal circumstances."
DIGNITY AS IDENTITY

The second major theme that emerged from the studies was the idea of dignity
understood from the perspective of identity: that is, how the subject perceives

him/herself and how s/he constructs an image of him/herself through the eyes of others.
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Identity (loss of the self)

In the “paradigm of the lived body”, illness is experienced not as a specific malfunction
of the biological body, but more fundamentally as the disintegrating world of a
particular person. For Toombs, the emergence of disorder and the experience of

alienation bring with them a new way of being in the world.

The sick person no longer recognizes or identifies with his/her body and experiences it
as an outsider. This is the concept of the “otherness of body” (Toombs 1988, 214). A
sick person is paradoxically a subject who is not united with his or her body, and this
lack of unity is experienced as an estrangement’ between the body and the self. My
body is objectified, and it undergoes a metamorphosis (cf. Toombs 1992). It becomes
something that seems strange or foreign to myself, an “other-than-me” as Toombs calls

it, something in which I cannot recognize myself, but which | cannot shrug off either.

Consequently, when | am ill, the perception of the loss of everything that made up my
“self” is a common feeling (cf. Toombs 2001, 100). The paradox may even arise that
my own body becomes a threat to me because the “self” cannot be separated from its

embodied identity (Toombs 1992, 7).

Among the concepts examined by Toombs, the issue of body image emerged frequently
in our review in relation to the concepts of the body as an object and of loss of identity.
The studies by Bolmsjé (2000) and Pearlman et al. (2005) underline the fear of

becoming a useless and dependent object which has lost its identity:

“I'm scared of ending up like a vegetable. I can't even think about that - being so
dependent that I can't manage anything... helplessness and pain. There's some hope in

being able to go through a difficult crisis and pull back again. Think what it must be like
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to need help going to the toilet, help washing yourself, perhaps not being able to talk,

express oneself.”

And: “I'm not comfortable, and I can’t do anything, so as far as I’'m concerned in
quality of life I’'m not living; I’m existing as a dependent non-person. I’ve lost, in effect,

my essence.”

The notion of body image is intrinsically linked to the idea of the “lived body” in
interaction with the world around it and with the possibility of projecting itself via
“gestural display” (Toombs 1992, 56). It is through the body that a person perceives
reality and generates and expresses meanings in a given context. In this way, one can
say that the subject recognizes him/herself in his/her form of expression. Iliness, by
contrast, may imply a “change in the body’s gestural display” (Toombs 1988, 208). For
example, the inability to maintain an upright posture has been directly related to a loss
of autonomy, dependency and feelings such as helplessness or fragility. The
uncontrollable gestures that may result from an illness can also affect a person’s gestural
display, since the body then ceases to be a free expression of the self. Indeed, the ill
body may communicate in ways the person experiences as inappropriate, and which

may be misunderstood or shunned by others (Toombs 1988, 208-209).

In the experience of patients at the end of life, the body as an entity capable of
transmitting a language is disrupted by the disease. Frequently, references are made to
the lack of recognition of the self in this sick body. Several authors of qualitative studies
who have explored the experience of embodiment in sick people have stressed this
dissonance between the lived body and identity, and in the disharmony caused have

noted that the body may be apprehended as an object.

In the Toombsian concept of “body as an object” the influence of Sartre's thought is

especially striking." In the experience of disease, Toombs emphasizes that the gaze of
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the other has an alienating effect and makes the person an object: “To be looked at is to
apprehend oneself as the unknown object of unknowable appraisals — in particular, of

value judgments” (Sartre 1993 [1943], 267).""

This gaze may originate in the sick person (i.e., the subject is able to look at
him/herself)."" That is, my own act of looking at myself may objectify me, and, in so
far as | see myself from the outside as a body, | can also see myself as an object. The
quote below, referring to a patient admitted to a palliative care unit, draws attention to

the process of physical deterioration due to advanced cancer:

“She (the patient) used to be a pretty dynamic lady. She has a brain tumour and it - she
had everything because of her high steroids... She put on so much weight that her body-
image... changed... and she finds that the way she eats is so grotesque... way of eating.
She knows that she’s wrong and she’s like: ‘I lost - I lost my body image and I don’t

care’” (Enes 2003).

Although the participant in this study does not actually make this point, often the
change in body image is related to a loss of self-esteem (in fact, this quote does suggest
a certain lack of interest on the part of the speaker in taking care of herself) and a certain

disregard for the value of life.

Some patients also reported their concern at being remembered in their current state — as
fragile and vulnerable, with their body ravaged by illness: “One patient reported, ‘...not
wanting to be seen by those that love me as this skin-and-bone, frail, demented person.
In other words, I don’t want that image of me for me, and I don’t want that image to be
kind of a last image that my daughters and loved ones have of me. And that’s just a

dignity issue’” (Pearlman et al. 2005).
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Another interviewee expressed the idea of being treated as an object and how this might

be linked to the loss of self-esteem and sense of dignity:

“You’ve become a bag of potatoes to be moved from spot to spot, to be rushed back and
forth from the hospital, to be carried to your doctors’ appointments or wheeled in a
wheelchair, and it really does take away any self-worth, any dignity, or any will to

continue to live” (Lavery et al. 2001).
Social factors

This section on social factors will make more thematically central and explicit what was
already present in the discussion of identity. Toombs (1992, 2) never considers the
individual as an isolated entity; she always inscribes human nature in a historical, social
and cultural framework which she calls common world: “Even one's unique
biographical situation is to some extent a shared situation. That is, one's stock of

knowledge... is for the most part culturally and socially derived.”

My way of being in the world (the way | smile, say hello, walk) allows communication
with others. And these forms of representation “have the function of establishing a
shared world of meaning” (1992, 8). In some cases, this shared world of meaning breaks
down. On the one hand, the sick person somehow gives new meaning to his/her world,
or the world takes on a new meaning for him/her; on the other, the new world created
between the patient and his/her environment is mediated by the new situation of
“illness” that forces him/her to take on new roles and new ways of seeing and

understanding life.

For patients at the end of life, the meaning of social factors extends to all areas of how

they perceive themselves and others (health professionals, family, friends and the
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immediate social environment) and to the ways in which social and professional roles

change.

Among the most common experiences in these patients are the feeling of vulnerability
and the worry of being a burden to others. We are back to the Sartrean idea of the gaze
of the other. The gaze of the other makes me vulnerable and objectifies me; and, to the

extent that it identifies me with my illness, it objectifies and alienates me.™

The clinical gaze can become “objectifying” in so far as it is unable to comprehend this
subjective, personal world, in need of a human and humanizing attitude that can help to
mitigate this feeling of vulnerability. The following quote from Sartre might apply to
many patients experiencing this tension of living in a body that is dependent on other

people who may seem them as a burden:

“Pure shame is not a feeling of being this or that guilty object but in general of being an
object; that is, of recognizing myself in this degraded, fixed, and dependent being which
I am for the Other. Shame is the feeling of an original fall, not because of the fact that |
may have committed this or that particular fault but simply that I have “fallen” into the
world in the midst of things and that | need the mediation of the Other in order to be
what | am. Modesty and in particular the fear of being surprised in a state of nakedness

are only a symbolic specification of original shame” (Sartre 1993 [1943], 289).

Some terminally ill people object to being treated as patients rather than as human
beings and stress the importance of this aspect of the treatment they receive from health
professionals. The emotional vulnerability that characterizes disease lies in the fact that,
very often, the identity of the “sick” person is configured from this being-for-others (cf.
Toombs 1992, 35). And the fear that others will recognize the limitations imposed by
the illness or weakness itself is easily translated to the fear and guilt of “being caught in

a state of nakedness.”
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In qualitative studies of end of life, this gaze may have different meanings. On the one
hand, the medical gaze, if it fails to take into account the experiential and embodied
world of the patients, may have an alienating effect if its perspective is purely
“objective”. From a Cartesian dualistic approach, the sick body can be converted into an
object of scientific interest, into a “set of dysfunctional organs”. The following quote
from the study by Volker, Kahn, and Penticuff (2004a) illustrates the dehumanization

that may arise:

“When I’'m in the hospital, I don’t like to have tubes in me and I don’t like people
coming in and seeing those things in me. I want them hidden because it’s very
uncomfortable for everyone. The last time | was in the hospital, | had a visitor with me.
And it wasn’t a family member. The nurse came in to check my [urinary] catheter to see
how much it drained and to empty it. It just caught me so off guard. I didn’t appreciate

that, because it’s like sharing my urine with other people.”

On the other hand, the gaze, or the attitude, of the family and the immediate social
environment are also crucial for personal recognition. Although the encounter with
others can be alienating, it may also help a person maintain a positive sense of dignity,

as can be seen in the following statement, made by a woman in a palliative care unit:

“Our dignity [hers and that of her husband] has been maintained because of the care we
have been receiving in the hospital. The staff has been marvelous. They have been
helping us as much as they can. | think part of dignity is trying to make him [her

husband] feel that he is still of value” (Chochinov 2002).
AUTONOMY AS A DETERMINING FACTOR IN PERCEIVED DIGNITY

One of the essential characteristics of the lived body is that its experience of itself is

limited; it does not possess or master itself completely. This means that | am exposed to
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phenomena of which I have no knowledge and over which I cannot exert full control. In
this situation, it is the illness that best embodies the figure of the “other” that
“possesses” me and acts in spite of me. Toombs (1992, 7) uses the metaphor of illness

as a hidden and alien presence which is essentially beyond one’s control.

Although this kind of “blind spot” with regard to the body has always characterized
humankind, the experience of loss of control over life, circumstances and dying process
is perhaps more acute for modern humans (cf. Toombs 1992, 94). The development and
success of technology and science has led to an idea of disease as an unwarranted
intrusion that must be eradicated by medical intervention. Patients consult health
professionals with the unrealistic expectation that they can be completely cured. And to
the extent that their expectations are not satisfied, their frustrations and anxieties
increase, along with their fear of being unable to control the new situation. A direct
consequence of this loss of control is that we now need for others to perform basic
activities: “Illness, in its various forms, always impedes the ability to be self-reliant, to

act on one's own behalf” (Toombs 1992, 94).

Patients at the end of life often refer to a perceived loss of dignity mediated by a loss of
control over their life and their circumstances (Quill 1991; Bolmsjé 2000; Kade 2000;
Mesler and Miller 2000; Lavery et al. 2001; Chochinov et al. 2002; Chochinov 2002;
Enes 2003; Coyle and Sculco 2004; Volker, Kahn, and Penticuff 2004b; Pearlman et al.
2005; Chapple and Ziebland 2006; Pleschberger 2007; Ostlund, Brown, and Johnston
2012; Ho et al. 2013a; Ho et al. 2013b). In these cases, some patients expressed feelings
of helplessness and fear of future suffering, as well as a real frustration at being disabled

and dependent on others.

Patients who expressed a strong desire for self-determination — for example, choosing
practices that hastened their deaths — were often described as taking a particularly active
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part in their clinical process and as being especially sensitive to this loss of personal
autonomy. In some cases, seeking one’s own death was seen as the last attempt to exert

control over life and in a way over death as well.

In his famous case study of “death with dignity”, Timothy Quill (1991) described the
situation of his patient Diane. The report proposes that assisted suicide is a justifiable

way to end one’s life, especially in a patient with a strong, independent character:

“It was extraordinarily important to Diane to maintain control of herself and her own
dignity during the time remaining to her [...]. Knowing of her desire of independence

and her decision to stay in control, I though this request made perfect sense.”

In another case, a family member stressed their mother’s lack of adaptation to the

disease, due to a strong desire for control:

“One family member described her mother as ‘an extraordinarily independent person,
absolutely needing to be in control of her life all the time and already felt—how shall |

put it—she had problems with feeling not in control’” (Pearlman et al. 2005).

Finally, Ganzini et al. (2003) emphasized the desire for control as the main reason for

wishing for death:

“So she was a control person. You know, we are talking big time control... You know, ‘I
am in charge here.” She sort of self-directed her medical care... It was a control issue,
not a pain issue...” [ want to be in control of my destiny. I don’t want to go out as, you
know, incontinent, in pain, crying, you know tearful person. | want to go out with some

dignity.””
IV. DISCUSSION

As Noblit and Hare (1988) point out, it is possible that after the analysis of data a

theoretical (explanatory) model may emerge, one that integrates the results obtained on
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a higher level of abstraction. The systematic review carried out here identified three
broad themes that together gave rise to a more dynamic theoretical model. This
highlights how deeply the different themes and subthemes described above are blended
together, interpenetrating with one another, such that in many of the quotes we have
used as examples one is looking at the same phenomena from different angles. In terms
of our explanatory model it can be seen how the experience of patients cannot be
understood outside of their experience of illness, of the influence of the social context,
or of the impact that their experience has on their sense of identity. A clear example of
this is the fact that, when comparing the 21 studies, the loss of physical function linked
to perceived dependency is the strongest mediator of a loss of perceived dignity. In this
case, dependency cannot be separated from the loss of functionality, from the new social
roles brought about by illness, or from the sense of a new identity marked by fear,
uncertainty, anxiety and hopelessness, etc. In terms of the self-body-world axis it is
clear that any change in one or more of the three components will affect the person’s

experience of the world.

This explanatory model also suggests that the notions of dignity and the lived body both
refer to the person as a whole. From the position of phenomenology, the body is seen
not only as an object capable of certain mechanisms defined in anatomical and
physiological terms but also as something lived, subject to interpretation, experiences,
emotions and desires, and situated in a specific world and culture. Qualitative studies of
dignity show that any change in the particular “world” of the individual patient can
affect his/her perception of dignity. This is why the qualitative perspective can provide
important insights for clinical practice by giving a voice to the experience of patients,
deepening our understanding of the other’s world, and comprehending the body from a

more complete point of view: that is, seeing it as a physical reality, as a field of
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localization of sensations, as the center of action, as the agent of free movement, as an

obstacle, and so on.

Considering the person as an embodied subject (that is, as a whole) has numerous
consequences for clinical practice. Toombs herself (1992; 2001) mentions some of
them: communicating effectively with patients, understanding their physical symptoms,
responding to their needs (especially when they do not correlate with physio-
pathological findings) and to the experiential characteristics of the disease, recognizing
and alleviating suffering and pain, and offering personalized responses (taking into
account the fact that each person is unique and lives reality in a unique way) to the

particular problems of those who seek help.

These practical implications suggested by Toombs are directly relevant to some of the
limitations that patients express in relation to their illness, and which can be seen in
each of the themes identified by our review. First, the loss of functionality was, in most
cases, experienced in a negative way (as something that considerably undermined the
person’s perceived dignity). However, although the loss of functionality may be one
factor that leads patients to experience their illness from the viewpoint of the objective,
biological, mechanical or functional body, the recognition and understanding by others
of their physical symptoms, suffering and pain could help to generate new attitudes and
strategies for coping with illness from a more positive perspective; it may also help
patients to feel that others have a better understanding of what it means to live with

advanced illness.

Second, responding to the experiential characteristics of the disease may favor the
development of interventions that seek to address the sense of lost identity,
disintegration and loss of self or essence that some patients report. It is clear from the
quotes we have used as examples that illness transcends the physio-pathological plane
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and this is something that not only patients but also relatives and health professionals
need to be aware of so as to be able to address all aspects of the ill person’s
predicament. For physicians and nurses, addressing the experiential side of illness
would entail the ability to offer personalized responses to a given individual’s unique
experience. In some of the quotes, for example, one can see how a lack of
communication skills among some health professionals may impact negatively on a
patient’s sense of dignity. Thus, communicating effectively with patients and

responding to their needs is essential for maintaining this social dignity.

Third, as noted above, disease represents a loss of control and autonomy, which in many
cases leads to total dependence. However, this loss of control also draws attention to our
inherent need for the help of others in order to live, and in fact highlights the relational
nature of human beings. Thus, despite the painful experience of illness, some
participants in studies of the end of life report that an awareness of their vulnerability
represented a chance to restore ties with loved ones (cf. Toombs 1992, 111-112), to
promote union with others (Lavery et al. 2001; Ho et al. 2013a; Ho et al. 2013b) and to
see the living of one’s final moments as an opportunity to transmit values to younger
family members (Ho et al. 2013a; Ho et al. 2013b). In other words, dependence on
loved ones may also provide an opportunity for healing, serving as a reminder that a
sense of lived autonomy and control can also be gained by accepting the assistance and
agency of those to whom we are closest. This contrasts with the narrower view of
autonomy as equivalent to the independent actions of a separate self, something which,

for these patients at least, would seem to be an unrealizable ideal.
V. CONCLUSION

Dignity, mediated by autonomy, control or self-determination, is, in the context of
advanced illness, a dynamic and embodied phenomenon within the nexus formed by
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self-body-others-world. By analyzing this experience through quotations drawn from
qualitative studies we have been able to show how patient-generated reports are best
understood and organized from a phenomenological (rather than objectified)
perspective. Indeed, a deeper exploration of the experiential context of patients at the
end of life is one way through which they may come to be seen as more than just
objective bodies, reduced to the circumstances of their illness. Given that the perception
of dignity is influenced by many factors, developing care plans that are informed by a
phenomenological perspective will help to safeguard the dignity of patients (and their

families), thereby helping to ensure a better quality of life.
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NOTES

'See for example: Zaner, R. M. 1971. The Problem of Embodiment: Some Contributions to a
Phenomenology of the Body. 2nd ed. La Haye: Martinus Nijhoff. Toombs, S. K. 1988. Iliness and the
Paradigm of the Lived Body. Theoretical Medicine and Bioethics 9 (2): 201-26. Toombs, S. K. 2004.
Living and Dying with Dignity: Reflections on Lived Experience. Journal of Palliative Care 20 (3): 193—
200. Toombs, S. K (ed.). 2001. Handbook of Phenomenology in Medicine. Dordrecht: Kluwer Academic
Publishers. Toombs, S. K. 1992. The Meaning of Iliness: A Phenomenological Account of the Different
Perspectives of Physician an Patient. Boston: Kluwer Academic. Leder, D. 1990. The Absent Body.
Chicago: University of Chicago Press. Bolmsjo, Ingrid. 2000. “Existential Issues in Palliative Care-
Interviews with Cancer Patients.” Journal of Palliative Care 16 (2): 20. Alongside Toombs, the work of
Havi Carel deserves special mention. Carel is creating a phenomenology of illness from her own
experience as a sufferer of a lung disease (lymphangioleiomyomatosis).

"An example of this ‘écart’ can be found in the well-documented cases of chronic pain in patients who
present no observable cause at the physiological level that might account for their experience of pain.

""This image used by Merleau-Ponty was first developed by Husserl in Ideas I1.
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“Havi Carel also (2007) stated that the experience of disease may favor a reinterpretation of one's life in

99, <

terms of “adaptability” and “creativity”: “gaining control, confronting loss, struggling for normalcy,
reformulation of the self, transcending suffering and courage in the face of adversity.” Thus, it may be
possible to achieve a more profound reconciliation between the biological body and the lived body after
the disruption caused by illness.

YFrom a Heideggerian inspiration, the concept of alienation or estrangement (Unheimlichkeit) is one of
the keys to the analysis made by Fredrik Svenaeus of the existential situation of being ill. (Cf. Svenaeus,
F., 2001. Das unhemliche — Towards a phenomenology of iliness. Medicine, Health Care and Philosophy
3: 3-16).

YIFor an interesting approach to the Sartrean phenomenology of illness, see: Svaneus, F., 2009. The
phenomenology of falling ill: an explication, Critique and improvement of Sartre’s theory of embodiment
and alienation. Human Studies 32: 53-66.

ViThe etymology of the word “object” (ob-iectus) illustrates clearly how an object is “a thing” of little
value which can be thrown away (note the semantical proximity to ab-iectus).

“"In the Sartrean view, the act of looking at oneself as an object can only be done through the objectifying
gaze of the other. It is knowing that | am being looked at, or may be looked at, that makes me aware of
the objectuality of my body. In Sartre the objectifying gaze is the gaze of the other; or the gaze that takes
place through the gaze of others: the feeling of being seen "like this" or "in another way" by the other.

™ “The Other is the indispensable mediator between myself and me. | am ashamed of myself as | appear
to the Other. By the mere appearance of the Other, | am put in the position of passing judgment on myself
as on an object, for it is as an object that | appear to the Other. Yet this object which has appeared to the
Other is not an empty image in the mind of another [...].I recognize that I am as the Other sees me. There
is however no question of a comparison between what | am for myself and what | am for the Other as if |
found in myself, in the mode of being of the For-itself, an equivalent of what I am for the Other [...].
Thus the Other has not only revealed to me what | was; he has established me in a new type of being

which can support new qualifications [...]. Thus, shame is shame of oneself before the Other” (Sartre
1993 [1943], 222).
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Presentacion del tercer estudio de esta tesis:

En el afio 2017 se cumplen 5 afios de la publicacion de ‘What Lies behind the
Wish to Hasten Death? A Systematic Review and Meta-Ethnography from the
Perspective of Patients’ (Monforte-Royo et al.,, 2012), el primer estudio de
sintesis de las experiencias de pacientes en contextos de final de vida que
habian manifestado DAM. Una de las limitaciones que los autores de este
estudio reconocieron, fue que en los articulos incluidos no habia
representatividad de paises europeos. También se incluyé un estudio llevado a
cabo en un hospice chino que habia seguido el modelo inglés por lo que no
quedaba claro si, el modelo explicativo del DAM podria ser generalizable a

poblaciones de paises no occidentales.

Desde entonces, siete estudios sobre la experiencia del DAM desde la
perspectiva de los propios pacientes se han llevado a cabo de los cuales, seis
proceden de paises europeos (Alemania, Holanda y Suiza) y uno de Tailandia.
El hecho de que estos estudios hubieran sido realizados en los paises
mencionados tiene un especial interés puesto que en Holanda y Suiza la
practica de la eutanasia y el suicidio asistido estan despenenalizas y Tailandia
es un pais donde el contexto cultural y social es totalmente distinto respecto al

resto de paises incluidos.

De forma paralela, recientemente un equipo de investigacion de la
Universidad de Stirling, liderado por la Dra. Emma France ha publicado un
protocolo para la actualizacion de meta-etnografias (2015; 2016). Hasta el
momento, la actualizacion de sintesis de estudios cualitativos es una practica
bastante novedosa pero, en efecto, tal y como afirman los promotores de estas
guias, puede ser una herramienta valiosa para aportar evidencia sobre las
creencias, experiencias y comprension del mundo de los pacientes y
profesionales de la salud respecto a temas complejos (France et al., 2016). De
esta forma, partiendo de los avances que se han dado en la conceptualizacién
del DAM y teniendo en cuenta la existencia de los nuevos estudios cualitativos
realizados en contextos totalmente distintos a los de los incluidos en la revision
anterior, nos propusimos actualizar la meta-etnografia original siguiendo las

orientaciones metodolégicas propuestas por France et al. (2016)
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Asimismo, el equipo de la Dra. France ha impulsado un proyecto para
consensuar entre expertos, una guia préctica para la realizacibn de meta-
etnografias siguiendo el modelo de Noblit y Hare“®. Con motivo de la
publicacion de ‘Patient Perspectives of Dignity, Autonomy and Control at the
End of Life: Systematic Review and Meta-Ethnography’ (Rodriguez-Prat et al.,
2016) -y gracias al contacto de la Dra. Monforte— pude formar parte del grupo
de expertos para el consenso de esta metodologia sobre meta-etnografias a

través de un estudio que seguia el método Delphi.

Por altimo, este tercer articulo cuenta con la colaboracién valiosa del Dr.
Andrew Booth, académico de referencia internacional experto en revisiones
sistematicas, sintesis sobre la practica clinica basada en la evidencia y
metodologia cualitativa. Tiene mas de dos centenares de publicaciones y ha

participado en numerosos proyectos de investigacion®’.

46 eMERGe Project - a study Developing Meta-Ethnography Reporting Guideline and standards
for research.

47 para mas informacion ver www.sheffield.ac.uk/scharr/sections/ir/staff/booth_a (Acceso 18
Abril 2017).
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Abstract

Objectives: Patients with advanced disease sometimes express a wish to hasten death
(WTHD). In 2012 we published a systematic review and meta-ethnography of
qualitative studies examining the experience and meaning of this phenomenon. Since
then, new studies eligible for inclusion have been reported, including in Europe, a
region not previously featured, and specifically in countries with different legal
frameworks for euthanasia and assisted suicide. The aim of the present study was to
update our previous review by including new research and to conduct a new analysis of

available data on this topic.

Setting: Eligible studies originated from Australia, Canada, China, Germany, The
Netherlands, Switzerland, Thailand, and USA.

Participants: Studies of patients with life-threatening conditions that had expressed the
WTHD.

Design: The search strategy combined subject terms with free-text searching of PubMed
MEDLINE, Web of Science, CINAHL and Psyclnfo. The qualitative synthesis followed
the methodology described by Noblit and Hare, using the “adding to and revising the
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original” model for updating a meta-ethnography, proposed by France et al. Quality

assessment was done using the Critical Appraisal Skills Programme checklist.

Results: 14 studies involving 255 participants with life-threatening illnesses were
identified. Five themes emerged from the analysis: suffering (overarching theme),
reasons for and meanings and functions of the WTHD, and the experience of a timeline
towards dying and death. In the context of advanced disease, the WTHD emerges as a
reaction to physical, psychological, social and existential suffering, all of which impacts

on the patient’s sense of self, of dignity and meaning in life.

Conclusions: The WTHD can hold different meanings for each individual; serving
functions other than to communicate a genuine wish to die. Understanding the reasons
for, and meanings and functions of, the WTHD is crucial for drawing up and

implementing care plans to meet the needs of individual patients.

Strengths and limitations of this study

e This updated review and synthesis of the published literature on the WTHD offers a
more nuanced understanding of the phenomenon.

e The review provides meta-ethnographic analysis of 14 studies which recorded, the
experiences of 255 participants from different cultural backgrounds including
Australia, Canada, China, Germany, Switzerland, Thailand, The Netherlands and the
USA.

e This synthesis highlights suffering as an overarching theme and includes physical,
psychological, social or existential factors.

e The synthesis exemplifies a new approach to the updating of syntheses of qualitative
research.

¢ Included studies offer different conceptualizations of the WTHD with the research

objectives of some studies only touching indirectly upon the phenomenon.
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Understanding patients’ experiences of the wish to hasten death: an updated and
expanded systematic review and meta-ethnography

INTRODUCTION

Few issues in modern society generate as much controversy as euthanasia, and assisted
suicide (EAS) among people facing an advanced illness. Across the world, opinions,
and attitudes towards this issue differ widely. Debate, however, often centres around the
implications for society or the existing legal framework. What is often overlooked is the
common thread that links all those persons who contemplate ending their life: the desire
to die or to hasten their death. Why do some patients with advanced disease wish to
hasten their death? What meaning does this wish hold for them? What is the experience
of a person who feels such a wish? To what extent do commonalities exist among those

who come to feel this wish?

Although the desire to die has traditionally been seen to result from physical
suffering, research suggests that this explanation is reductionist (1), and that such a wish
must be understood in the context of patient experience. Thus, while cross-sectional
studies offer valuable information about what may trigger a wish to die, the fluctuating,
ambivalent, subjective, and complex nature of such wishes requires a more detailed

examination of patients’ experiences.

Several qualitative studies have explored the wish to die in patients with
advanced disease highlighting the important role played by psychosocial, and
existential/spiritual factors, alongside physical symptoms (2,3). Thus, factors such as
loss of self, loss of the sense of dignity, loss of autonomy, fear about the future, fear of
suffering, and fear of being a burden to others are reported among the main triggers of a

wish to hasten death (WTHD). Interpretative analysis of the WTHD suggests that, in
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addition to these potential motivations, attention must focus on the meanings, functions,
and intentions that underlie the expression of a WTHD. Thus, if we are to understand
what patients actually mean when they say that they ‘no longer wish to live in this way’
we must explore their personal history, attitudes, beliefs, and thoughts. Furthermore, it
is important not to confuse, for example, a wish to die in someone who is not
considering actually hastening his/her death with a will to die in someone who takes

action towards dying (4).

In 2012 our group published a systematic review, and interpretative synthesis (5)
of then-published qualitative studies of the WTHD in seeking to understand the
experience of patients with serious or incurable illness who expressed such a wish. The
synthesis included studies conducted in Canada (1,6), Australia (2), China (7), and the
USA (8). At that time, however, no such studies were identified from European

countries.

Five years on, the subsequent publication of qualitative studies of the WTHD,
among similar patient groups, and in different contexts to those featured in our earlier
synthesis, justifies the need for an updated systematic review. In addition, the possibility
of including studies from European countries in which EAS have been decriminalised
(4,9—-11) enables us to explore the extent to which different legal contexts influence the
expression of a WTHD. The aim of the present study was therefore to provide an
updated review of knowledge regarding the WTHD (understood here as any expression
of the desire to die in patients affected by a life threatening condition), taking into

account possible contextual differences.

170



METHODS

This systematic review, and interpretative synthesis updates our previous synthesis (5)
that included studies from 2001 to January 2010. In seeking to incorporate recent
research within the synthesis, we extended our bibliographic search to cover the period
from December 2000 to January 2016. The update employs Noblit and Hare’s (12)
meta-ethnography method, the aim of which is “to compare, re-interpret, and synthesise
the findings (i.e. authors’ concepts, and themes) of separate qualitative studies to arrive
at an exhaustive description of the range, nature, and variety of patients’ experiences”

(13). This method was chosen given its widespread use in health-related research (14).

France et al. (15) propose various models for updating meta-ethnographies,
using the analogy of house-building. This review applies the model they refer to as
‘extending and renovating the original house’ (i.e. adding to and revising an existing
meta-ethnography). France et al. (15) outline potential advantages of using this model:
the output forms a single coherent model or set of findings, rather than two, increasing
its potential usefulness; it can lead to new conceptual insights; and it allows for
innovation within the updated analysis/synthesis, while making efficient use of

resources expended on the original meta-ethnography.

Data sources and search strategy

In seeking recent clinical evidence about the WTHD we revised our original search
strategy to optimise the trade-off between sensitivity, and specificity (see Table-S1).
Relevant MeSH, and free-text terms were identified, and combined. The strategy was
run in PubMed, CINAHL, Web of Science, and PsycINFO with the terminology being

adapted to each database.
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A filter for qualitative studies was used in PubMed (16), CINAHL (17), and
PsycINFO (18). The qualitative PubMed filter was adapted to the specific language

used by Web of Science.

Inclusion and exclusion criteria

To be included, papers had to report primary qualitative studies (i.e. studies using
recognised methods of both qualitative data collection, and qualitative data analysis)
written in English, and focusing on the expression of the WTHD in patients with life-
threatening conditions. Paediatric populations were excluded, as were studies focusing

on older populations in the absence of advanced disease.

One researcher carried out the systematic literature search, which was verified
by another researcher. Screening involved selection of retrieved citations by title,
abstract, and full text. The entire sample was double-reviewed. Disagreements were
resolved by discussion within the research team. Figure 1 shows the PRISMA flowchart

for the selection of studies.
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Figure 1. PRISMA flow diagram for study selection.
Critical appraisal

Included studies were assessed for methodological quality, and rigour using Critical
Appraisal Skills Programme (CASP) guidelines for qualitative studies (19) (Table-S2).

No studies were excluded from this review based on their quality.

Data analysis and synthesis

The synthesis followed the seven steps proposed by Noblit and Hare (12) as follows:
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1) Definition of the research question: What is the experience of the wish to hasten

death expressed by people with advanced illness?

2) A literature search for references to studies for inclusion in the synthesis.

3) Reading the studies in order to identify key and secondary concepts in each of them.
4) Determining how the studies are related. To this end we created a chart showing the
categories that emerged from the studies (more descriptive level), and this served as the
basis for abstracting themes and sub-themes from each study (more abstract levels that

encapsulate the categories found in the different studies).

5) To perform translation across studies, in other words, to ‘deconstruct’ the studies,
identifying different metaphors or concepts on the basis of words or statements in the

original articles.

6) These translations were synthesized, to generate different levels of themes, sub-

themes and final categories.

7) Presentation of the synthesis of the studies included, thus giving rise to a global
understanding of the phenomenon and a response to the research question posed at the

outset.

Supplementary Table-S3 juxtaposes the steps from the previous, and the updated
meta-ethnography, and supplementary Table-S4 shows the comparison of yield between
the original review, and the updated review. Atlas.ti 7 software was used to code, and
memo significant statements to facilitate comparison of the themes, and categories

obtained by each researcher.
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RESULTS

Fourteen articles were included in the updated meta-ethnography [seven from the
original synthesis (2001-January 2010) plus seven additional recent studies (2010-
February 2016)] (Table 1). Of the seven new studies included, six were conducted in

European settings (4,9-11,20,21), and one in Asia (22).

Three studies used grounded theory (1,6,20), with a further study using a
modified approach (21). One was a mixed-method study (2), from which only the
qualitative results were included in the present analysis. One study reported using a
phenomenological approach (2), and three a combination of phenomenological, and
hermeneutical methods (4,7,11). A hermeneutical-ethical approach was applied in one
study (10). The design of one qualitative study was unclear (not specified) (22). Most
studies used in-depth or semi-structured interviews to collect data, except for one that
used narrative interviews (10). Sample sizes ranged from 2 to 35 participants, yielding a
total sample of 255 patients (excluding the relatives interviewed in one study (23)). The
majority of studies aimed to explore the WTHD as expressed by patients with advanced

disease. Only two studies had the main objective of describing suffering (9,22).
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Country’s legislation

Source paper Country Participants Setting on euthanasia and AS
] . HIV Ontario
Lavery et al. Canada 31 men; 1 woman with Observational
Q) HIV/AIDS
Database
Kelly et al. . . Inpatient hospice Neither euthanasia nor
2 Australia 30 termma!ly ill cancer unit and home PC AS are legal
patients .
service
. . Pain and PC unit in
Coyle and USA 7 termlnal!y ill cancer an urban cancer
Sculco (24) patients
research centre
Mak and . . 26-bed hospice in
Elwyn (7) China 6 patients China.
Patient advocacy
organizations that | AS legal since 2009. At
Pearlman et 35 patients counsel persons the time of the study,
al. (23) P interested in AS, AS had yet to be
USA hospices and grief decriminalised
counsellors
2 PC programmes, 2
Schroepfer . . hospital outpatient
(8) 18 terminally ill elders clinics and 6 Neither euthanasia nor
hospices AS are legal
Nissim et al. 27 ambulatory cancer Outpatient clinics at
Canada . a large cancer
(6) patients
centre
Stiel et al. German 10 inpatients and 2 PMD of 3
(20) y outpatients of PMD university hospitals
Support and
Consultation on
The 31 patients with Euthanasia in The Euthanasia and AS legal

Dees et al. (9)

Netherlands

different diagnoses

Netherlands
network; hospice,
hospital and nursing
home

since 2009

Ohnsorge et
al. (10)

Ohnsorge et

2 women with terminal
cancer, and caregivers

PC hospice

30 terminally ill cancer
inpatients/outpatients,

Hospice, a PC ward
in the oncology
department of a

al- (1) Switzerland E.’md their . general hospital & AS legal since 1942
caregivers/relatives an ambulatory PC
service
Hospice, a PC ward
30 terminally ill cancer in the oncology
Ohnsorge et inpatients/outpatients, department of a
al. (4) and their general hospital &
caregivers/relatives an ambulatory PC
service
. 11 women & 4 men Public health
Nilmanat et . with terminal cancer . . .
Thailand . service for cancer Neither euthanasia nor
al. (22) and short life
treatment AS are legal
expectancy
Pestinger et Germany 10 inpatients and 2 PMD of 3
al. (21) outpatients of PMD university hospitals

*PMD: Palliative Medicine Department
*PC: Palliative Care
Table 1. Characteristics of the studies included in the present review
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Description of themes

Five main themes emerged from the analysis of the WTHD expressed by patients with
advanced disease: suffering, which appeared as an overarching theme; reasons for the
WTHD; meanings of the WTHD; functions of the WTHD; and lived experience of a
timeline toward dying and death. Supplementary Table-S5 shows the most

representative statements for each theme together with its corresponding sub-themes.

The greater detail offered by the seven recent studies enabled the six themes
from our previous meta-ethnography (5) to be subsumed under new, broader categories,
without substantially changing their content (Table 2). One new theme emerged from
the present analysis: lived experience of a timeline toward dying and death. Table 3

shows which themes, and sub-themes were present in each included study.

Themes from the original meta-ethnography | Themes in the updated meta-ethnography

()

WTHD in response to
physical/psychological/spiritual suffering
Loss of self

Fear

WTHD as a desire to live but ‘not in this way’ .
WTHD as a way of ending suffering Meanings of the WTHD

i ife: ¢ . Sufferin
WTHD as ’a kind of.cont.rol ove’r life: ‘to have an Functions of the WTHD uttering
ace up one’s sleeve just in case

Reasons for the WTHD

Lived experience of a timeline
toward dying and death

Table 2. Reclassification of themes from the original meta-ethnography in the present, updated meta-
ethnography
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Reasons for the WTHD
Physical factors AR AR AR AR AR AN A A AR AT A araws
Psychological factors AR AR AR AR A AN A AN AR aArans
Social factors AR AR AR AN AR AN AN AR AN AT AT an
Loss of self AR AR AR AR AR A AN A AR AN AT AT ar
Meanings of the WTHD
Cry for help AR AR AN AR AR A AN AR AN AT A
To end suffering v AN AR AR AR A AR AraArans
To spare others from the burden
of oneself AR AR AN AR A AN AN AR AR AN AT e
To preserve self-determination
to the very end AR A AR A AN A AN AR A ans
Will to live but not in this way R AR AR AR A AN AR AR AN AR A
Functions of the WTHD
WTHD as a means of
communicating AR A
WTHD as a form of control ] - VI -
Lived experience of a timeline
toward dying and death AN AN AR AR AN AN A A A A araravws

Table 3. Themes and sub-themes present in each of the studies included in this review

1. Suffering

Suffering emerged as an overarching theme, confirming that the WTHD in people with
advanced disease cannot be understood without taking their suffering into account. As a
theme, suffering referred not only to physical distress (especially pain) but also to
psychological, social or existential aspects. Thus, suffering was a complex, and
multidimensional phenomenon affecting the whole person, having physical
repercussions, and impacting both on their identity, and their relationships with all

aspects of their immediate environment. Suffering was a common denominator for
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understanding the other four themes: reasons, meanings, functions, and lived experience

of a timeline toward dying and death.

“To have pain and also breathlessness, that would be terrible and so much
suffering. My breathing is suffering and this affects my appetite. So many kinds of

suffering... The social situation is suffering...” (7).

2. Reasons for the WTHD

This theme refers to the factors or rational motivations that led to a WTHD being
expressed. As in our previous review (5), the WTHD emerged as a complex reaction to
suffering that was related to all dimensions of personhood. Our analysis indicated that
the theme reasons could be broken down into four sub-themes: physical,

psychological/emotional and social factors, and the loss of self.

Physical factors

In all the studies reviewed, physical factors (symptoms) were a key issue leading to the
WTHD. Participants particularly emphasised a loss of function, and pain, although
aspects such as fatigue, dyspnoea, incontinence, and cognitive impairments were also

mentioned as producing considerable distress (1,4,9,23).

Most participants referred to the loss of physical function; their illness prevented
them from doing the things they once did, stripping them of their independence: “I lost
my dignity, lying in bed in diapers, I am no longer the independent person I used to be”

(9). The loss of function was also linked to a diminished quality of life.

Many patients described severe, and unbearable pain as a factor that triggered a

WTHD. Pain “affected the wholeness of their beings” (22), and their lived experience:

179



“pain affects everything. It makes you tired. It affects how you can eat. It affects other
people, and the fact is that even if you try to hide it, you can’t. [...] pain takes that life
out of you”. Some patients experienced intense, and uncontrollable pain, but stated that
were it not for this they would want to go on living: “It is torturous... thinking when I
am going to die to escape from this suffering. But when | am not in pain, | want to live.
When the symptoms disappear, | want to continue living, as | do not want to depart
from my loved ones” (22). Likewise, some participants (9) stated that their request for
euthanasia stemmed from the continuous pain they suffered. In many cases, they feared
becoming a burden on others, and making them suffer. For others, however, it was
linked to a loss of control over their illness (due to ineffective medical treatment), and to

a feeling of helplessness, to the sense that nothing could remedy their situation.

Psychological/emotional factors

This sub-theme comprised two categories: fear, and hopelessness. Fear was expressed
in most interview studies, encapsulating fear due to uncertainty, fear about future

suffering, and fear of the dying process.

Fear due to uncertainty was linked to inadequate knowledge about prognosis,
and to not knowing what lay ahead. In most cases, fear was associated with a loss of
control over bodily functions, and over one’s life and circumstances, as well as with

physical, and functional decline, and the thought of becoming a burden on family.

Many patients, aware of their progressive deterioration, foresaw a death that
would be painful both for them, and their relatives, and hence they experienced a fear
about future suffering. The experience of pain, and distress, combined with a loss of
function, led some to expect an unbearable suffering ‘worse than death itself’

(9,21,23,24). In some interviews, pain or suffering was explicitly mentioned as “the
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biggest fear” (24). Some reported that they would rather die than suffer further pain of

the kind they had already experienced.

The fear of the dying process resulted from patients’ expectation that they would
be unable to express their needs, wishes or problems due to frailty or cognitive
impairment (21). This fear was linked to not knowing whether the future would be

marked by intense suffering.

The sense of hopelessness felt by patients was associated with the progressive
nature of their illness, a process that would lead inevitably to death, and about which
nothing could be done: “You lie in bed and none of the normal functions come back.
They will never come back and it will only get worse” (9). Some patients said they felt
mentally exhausted, and tired of fighting their illness. One of the interviewees described
his illness as “the end of many dreams for plans [...] the end of it all. There’s no future

really” (2).

Social factors

For many, social factors, such as being a burden on others, making loved ones suffer, or
being dependent, and in need of help, were another cause of suffering, and a reason for
expressing the WTHD. The idea of causing others to suffer frequently caused patients
themselves to suffer. For some, observing their own deterioration, and the impact of this

on loved ones, was more difficult to bear than their own suffering.

Related to loss of function was increased dependency on others resulting from a
deteriorating state. In some cases this dependency left many patients “at the mercy of
others” (9), and feeling useless. Participants complained about needing to be fed,

washed or dressed by others (1,7): “It’s horrible [...] the whole situation. [...] Not being
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able to get out of it, and every morning the same thing: waking up, being washed, lying
there till the evening, the same pain” (4). For those who had been highly independent
prior to their illness, or who had a high level of professional responsibility at work, the
change in role (i.e. to dependency, and vulnerability) impacted enormously on their way

of life, with some finding this difficult to accept.

Some patients said that they felt devalued, and treated as if they were no longer a
person. Thus, further suffering, and a loss of self-esteem could be caused by health
professionals failing to respond to their needs, to convey empathy, and a comforting

attitude, or to respect their treatment choices (4).

“Just one sentence can hurt me, making things even worse... Really bad... When I need
someone to help me, they just hurt my self-esteem [...] I was right but they said I was

wrong... What was worst was that I had to admit to being wrong and agree with them”

(7).

Loss of self

Many participants attributed the WTHD to a perceived loss of self or of identity, due to
the impact of their illness on their life. Physical, psychological, and social factors
(suffering; dependency; loss of control, both mentally, and physically; loss of self-
esteem; or feeling a burden on others, etc.) combined to severely undermine their self-
image, their sense of who they were: “she was going to lose significant ability to be the
person she was” (23). Some studies referred to the loss of self as a loss of the essence,
loss of personality, loss of the sense of dignity (23) or destruction of the self (24). When
participants felt vulnerable, looked down on or inferior with respect to others, then the

loss of self was heightened. In some cases, this led the individual to feel a loss of
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community (1), that is, a loss of close personal relationships accompanied by feelings of

isolation, and a lack of understanding.

Many patients described the experience of being devalued or treated as an
object, as well as the feeling of having lost control over oneself, and of being forced
into a situation that went against all they considered to be important, as losing their
sense of dignity. Some situations -especially those that drew attention to their loss of
control, and independence, notably in hospital settings- were perceived by interviewees
as demeaning, leading them to being felt treated as objects or patients rather than as

individuals (1,23).

Some patients did not wish to succumb to a situation over which they had little
control, and thus the WTHD emerged in response to a perceived lack of purpose or
meaning in life: “I’m just saying to myself when I go to sleep, ‘Just let me die.” I don’t
want to have to wake up and face this. [...] I have nothing to live for, absolutely
nothing. There’s nothing coming up in my life that I am living towards, and if there was
it would be so terrible because it probably wouldn’t happen” (6). For patients such as
this, losing what made life worthwhile, and relevant strips them of the will to live. This
loss of self is associated with a broader series of losses (of quality of life, of autonomy,
of the ability to perform daily life activities, etc.), such that illness is experienced as

progressive loss that will cease only in death.

3. Meanings of the WTHD

Our analysis suggested that the meanings attributed by patients to the WTHD could be

categorised into five sub-themes.
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Cry for help

As a result of their suffering, many participants expressed the need for immediate action
to put an end to their torture, to the misery of the current situation (24). In some cases
this involved an explicit request for help -whether from professionals or someone close
to them- in coping with all they were going through. For other patients, the cry of
despair was the result of their suffering, and the difficulty of accepting their illness, an
aspect revealed in the rhetorical questions that are sometimes posed: ‘Why me?’ or

‘Why do I have to go through this?’ (22,24).

To end suffering

Death was sometimes described as preferable to suffering, or as the lesser of two evils
(4) (“I don’t want to go through the dying process so I’ll kill myself” (24)). Here, the
WTHD becomes synonymous with not wanting to suffer any more, and the desired
death is seen as a release (““a vehicle to just, just stop my life” (24)), as a way of putting
an end to loneliness, fear, dependence, pain, hopelessness, and the feeling that life is no

longer enjoyable (8), or as a means of limiting disintegration, and loss of self (1).

To spare others from the burden of oneself

Advanced illness, and its consequences (i.e. suffering, loss of independence, the need
for help from others) led some people to state that they would rather die than be a
burden to their loved ones, or see them suffer: “No matter how much they love you, you
are always a burden. You automatically become a burden to everyone...” (6); “When |
know that my life has become a burden to my loved ones, I would rather die” (22). The
WTHD can thus represent the desire to spare others from suffering, a gesture of altruism

(24).

184



To preserve self-determination to the very end

The WTHD was also seen as a way of preserving self-determination, autonomy or
control through to the very end of life. For some patients, the possibility of putting an
end to their life, and of exerting some control, became more important as they began to

lose more of their capacities.

“I will do things my way and to hell with everything and everybody else. Nobody is
going to talk me in or out of a darn thing.... What will be, will be; but will be, will be

done my way. I will always be in control” (23).

“I am in control of this body [...] I will do whatever I want to with it” (23).

“I would like to bring about my own death” (11).

Will to live, but not in this way

The WTHD also emerged, somewhat paradoxically, as an expression of “the will to live,
but not in this way”. For some people, not being able to do the things that brought
meaning, and value to their life was a reason to wish for its end. Many patients
mentioned activities that made life worth living (e.g. creative activities, reading, driving,
or enjoying time spent with family, and friends), and they felt convinced that when they
could no longer do any of those things, their life would be meaningless, and they
wouldn’t want to live anymore (23). Some participants referred explicitly to the paradox
of a will to live but not in this way, acknowledging, for example, that they experienced a

wish to die at the same time as undergoing active anti-cancer treatment (10).
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4. Functions of the WTHD

Analysis of the reviewed studies suggested that the WTHD can serve two possible

purposes or functions: a means of communicating, and a form of control.

WTHD as a means of communicating

Although many participants did not refer to this aspect explicitly, the expression of a
WTHD served to communicate feelings, thoughts, and wishes. In the context of extreme
suffering it represented a ‘cry for help’. In some studies patients used the WTHD to
voice concerns about death, and illness (4,24). One patient spoke about how difficult it
was to talk about death with her husband, adding that the verbalisation of her WTHD

had opened a way into this topic (4).

WTHD as a form of control

For some patients, having a sense of their own personal agency brought some relief
from present suffering. In this respect, the WTHD was equated with maintaining some
control over their life, and of avoiding further suffering. In some cases, this control was
expressed through hypothetical plans about how they would end their life if things
deteriorated. Coyle and Sculco (24) refer to this projection into the future as the ‘if-then’
scenario: if my illness progresses, and | can no longer bear to suffer, then I will put an
end to my life. In countries where euthanasia or assisted suicide are legal, this notion of
‘having a plan’ implied making contact with organisations, or professionals that

supported such practices (1,4,9,23).
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5. Lived experience of a timeline toward dying and death

The experience of a WTHD was also associated with the sense that time was running
out. The anticipation of imminent death, and an awareness of the finality of life brought
more suffering, and disquiet, and it was in this context that, paradoxically, the idea of
hastening one’s death came to be seen as a way of putting an end to suffering. Some
participants described how they had had to give up the usual things they did (4,23).
Such inactivity left them feeling that all they could do was wait as time itself appeared
to slow: “waiting and waiting, too often, extended, prolonged, so long, on and on, it
should be over, limited, until the last moment, and from one second to another” (21).
For some people, their WTHD fluctuated over time. In these cases, the wish to
live might become stronger as reasons why the person had wished to die became less
prominent (e.g. their physical pain lessened). However, the balance could then tip the
other way depending on their circumstances, such that, at times, a wish to die, and a

wish to live might both be present.

DISCUSSION

Five years on from our previous meta-ethnography the inclusion, and analysis of seven
additional studies has brought greater understanding of the WTHD. Using an approach
that France et al. (15) refer to as ‘extending and renovating the house’ the inclusion of
recent literature has enabled us to reclassify categories from our original synthesis into a
new set of themes. The new analysis also yielded an additional theme not present in the
earlier review. Statements from participants in the additional studies, as well as
theorisation proposed by study authors, were key to this reconceptualization.

Our findings indicate that the primary, overarching theme for an understanding

of the WTHD in patients with advanced disease is suffering. This extends to different
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dimensions of their personhood, and thus may involve physical, social,
psychological/emotional, and/or spiritual/existential suffering. Many patients referred to
the deep impact of this suffering on their sense of self or identity, as well as on their
immediate surroundings, and their ways of coping with life. These findings are
consistent with a recent international expert consensus statement, which defined the
WTHD as “a reaction to suffering, in the context of a life-threatening condition, from
which the patient can see no way out other than to accelerate his or her death” (25).

Although suffering emerged as the common theme underlying the experience of
the WTHD, one participant in the study by Ohnsorge et al. (4) stated that she was not
suffering, but because she knew that she would die soon, she wanted death to come
faster (without actually having the WTHD). While this is the only case we identified
where a WTHD was expressed outside a context of suffering, we do not rule out the
possibility that other similar cases may exist. Just as for some patients death was seen as
release from their illness, the patient referred to above seems to have gained some relief
from the knowledge that her illness was progressing, and that death was imminent.

The second theme, reasons, captures how a WTHD can represent a response to
physical, psychological/emotional, and social factors in the context of intense suffering,
and a perceived loss of self. Although physical pain was for many years considered the
primary cause of the WTHD, studies conducted since the late 1990s offer a more
complex view (26). Thus, while several authors report a close relationship between the
WTHD and, for example, greater functional impairment, and dependency (27,28), there
is evidence to suggest that psychological, and emotional factors play an important role
in the emergence of such a wish (3,5,26). In terms of a person’s subjective experience, it
is not possible to separate physical symptoms, and functional impairment from the

impact they have on the person’s relationship to his or her surroundings, and the
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psychological or existential suffering that results. Indeed, physical pain, and loss of
functionality are inextricably linked with all other aspects of the self, and as such they
may, for example, lead to feelings of hopelessness and helplessness making it difficult
for the patient with advanced disease to find meaning in life. This multifaceted
suffering, which cannot be reduced to its constituent parts, exemplifies what Cicely
Saunders (29) referred to as ‘total pain’. Some participants felt that were it not for their
physical pain they would not wish to die. However, other statements made by patients
indicate that the experience of pain cannot be understood in isolation from its impact on
the person’s psychological and emotional state and their relationship with the immediate
environment. These apparent contradictions may reflect how researchers have explored
or assessed pain in this context, since instruments used in cross-sectional studies are
unable to capture the full intensity and experiential impact, with qualitative research
offering a more nuanced holistic account of the experience of pain.

In our synthesis psychological factors are prominent as triggers of the WTHD.
Quantitative studies, assessing psychological factors related to the WTHD, could add
valuable, complementary information to the findings of the qualitative studies.
Depression, for example, has been widely reported as a mediating factor for the WTHD
(30,31). In a study by Breitbart et al. (30) it was observed that patients who presented
the desire to die were four times more likely to be depressed than those who did not. In
another study, Akechi et al. (31) showed that, of a sample of 1721 patients, 220 were

diagnosed with major depression and that 51.4% of these had suicidal ideation.

In this synthesis, only three of the 14 included studies (2,23,24) directly referred
to the need to address depression. However, in the light of our analysis of study data,

clear symptoms of depression can be detected: loss of interest or pleasure in usual
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activities, loss of energy, feelings of worthlessness, self-reproach, fearfulness,

pessimism, recurrent thoughts of death (32).

Similarly, it is important to explore and evaluate hopelessness, helplessness,
purposelessness, etc., recurrent states for those who experience the WTHD, as

demonstrated by the majority of the participants in our analysis.

Another factor linked to the emergence of the WTHD is demoralization

syndrome which can be clinically differentiated from depression and is a powerful
mediator of the WTHD in these patients (33,34). Three studies included in this synthesis
refer to demoralization (2,4,9). The fact that participants presented hopelessness, loss of
meaning and purpose, sense of helplessness, social isolation and lack of support among
other findings (35) could be symptomatic of demoralization syndrome, at least in some
of the sample. This finding is especially relevant for clinicians, who could implement
measures for its detection and treatment (36).
Another aspect that was prominent in our synthesis was that many patients referred to
the fear of future physical symptoms or future suffering rather than actual current
physical symptoms. Our analysis identified that many patients had already experienced
episodes of acute poor symptom control with past experience leading them to be fearful
when anticipating the future process. In this way, we can further confirm an overlap
between physical or psychological factors. Furthermore, we can see how the symptom
picture offers a basis for the psychological response to the situation being encountered:
in this case, through fear.

While the authors of the included studies identify diverse reasons for the
WTHD, these are, in fact, inter-related. In some cases it is difficult to differentiate the
physical, psychological, emotional, social, and existential dimensions of patients’

experience. Thus, for example, although aspects such as meaning in life or loss of the
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sense of dignity are often described as psychological/emotional/existential issues, in our
analysis they relate to the sub-theme of loss of self, in other words, a loss of identity that
covers all dimensions of personhood.

The concept of dignity in the context of patients with advanced illnesses is
crucial because it resolves the inevitable difficulty in trying to delineate physical from
psychological suffering. It allows us to understand that patients perceive suffering and
simultaneously attribute meaning to their experience. Dignity has been defined as an
intrinsic and absolute quality of human beings, which can be perceived as a sense of
identity, in relations to physical, psychological, spiritual and social factors mediated by
illness (37). The perception of personal dignity, understood as how a person perceives
themselves in the light of suffering, the loss of functionality, changes in physical image
etc., along with the emotional impact of experiencing illness, holds special relevance. In
this sense, dignity encompasses very different aspects from loss of the sense of dignity
mediated by the loss of functionality (loss of bodily function, cognitive impairment, loss
of value of life, loss of quality of life) through to dignity understood as personal identity
(loss of self-worth, loss of image, loss of self-esteem, loss of social identity: fear of
being vulnerable, shame) (37-41).

The third theme that emerged from our synthesis was meanings. Identifying the
meanings the WTHD may hold (other than simply a desire to die) is crucial for
understanding the complex and dynamic nature of this phenomenon. Some studies point
out how the WTHD can fluctuate over time (42,43), such that an individual may
experience contradictory wishes (7,10,24). Such cases highlight the need for caution
when exploring the meanings that a given individual may attribute to the expression of a
WTHD. Furthermore, although the meanings identified in this updated review were

derived from the statements made by participants, the meaning of a WTHD may also be
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influenced by the values and moral understanding of patients (10,44). In this respect, it
Is important to explore the cultural and personal background of a patient who expresses
a WTHD so as to be able to properly contextualise what is being expressed.

The fourth theme, functions, considers the WTHD as a means of communicating
and as a form of control. All the studies revealed that the WTHD served to express more
than just a desire to die. The communicative function of the WTHD was clear in some
cases, in strengthening family ties and highlighting how important the care and presence
of loved ones was to the patient. In some way, the WTHD is also experienced as a way
of reducing the burden on family members and of saving them from experiencing a
protracted process before death (4,23). Involving relatives in decision-making meant
that responsibilities were shared and helped ensure, to some extent, that the patient
would not be abandoned to their fate. Occasionally, the expression of a WTHD was
used to make relatives, friends or professionals feel that they should do more for the
patient, or to obtain personal gain. In the majority of cases, however, the expression of a
WTHD was a way of communicating the extent of suffering (24).

The WTHD as a form of control featured in our previous meta-ethnography. For
this update, however, our analysis paid closer attention to the legal context, especially in
countries in which euthanasia or AS has been decriminalised. Of the 14 studies, six
(4,8-11,23) refer explicitly to physicians or organisations that could provide support to
persons interested in euthanasia or AS. Making contact with right-to-die organisations
was seen as the final act of control available to someone with a terminal illness. Some
patients who expressed this desire for control ended up dying through the administration
of lethal drugs (9,23). In countries where such practices remain illegal, patients alluded
to hypothetical plans in which the possibility of suicide was contemplated. Such plans

appeared to generate a sense of control and of relief among patients (without the
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irreversibility associated with euthanasia or AS). Once again, the primary motive for
such control was the wish to put an end to suffering. In sum, the existence of legislation
that permits euthanasia or AS can influence decision-making for advanced patients at
the end of life (4).

The final theme, lived experience of a timeline toward dying and death,
contextualises patients’ statements within a temporal framework. The experience of time
only appeared explicitly (i.e. as a theme identified in the data analysis) in one study
(21). However, when patients in other studies spoke of their experience of progressive
deterioration, fear, anguish, hopelessness, and loss of control, etc. they made implicit
reference to their life past, present, and future. This temporal aspect of the WTHD,
captured not only in qualitative studies (45), highlights the importance of a more
detailed exploration of patients’ experience when seeking to address their doubts, and

concerns.

Strengths and limitations

This updated review and synthesis of the published literature on the WTHD has brought
a more detailed understanding of the phenomenon. For the present qualitative analysis,
two researchers (ARP and ABo) joined two authors from the previous meta-ethnography
(CMR, ABa), and this triangulation of researchers (46) injected a fresh perspective.
Inclusion of studies from countries beyond those from the earlier meta-ethnography
(specifically, Germany, The Netherlands, Switzerland, and Thailand) increases the
transferability of results. So far, we have been unable to identify published studies of the
WTHD in Africa, South America, and the Middle East. As in our previous review, we
achieved data saturation in the present study. Only one new theme (‘lived experience of

a timeline towards dying and death’) was identified, a theme already implicit in the
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earlier meta-ethnography. Other themes that emerged encapsulated previously identified

themes, which were here reclassified, and reconceptualised.

One limitation of the present study concerns the difficulty of synthesising
findings from primary qualitative studies. Not all studies used the same
conceptualisation of the WTHD, and the research objectives of some studies only
touched indirectly upon the phenomenon. Likewise, not having access to the original

interviews limits the available data.

Implications for practice and future research

The WTHD is a complex phenomenon to which various reasons, meanings, and
functions may be attributed. This highlights the need for professionals to be trained so
that they can respond to and understand the impact of a life-threatening illness on the
individual. Furthermore, an understanding of the factors that can trigger a WTHD may
help to prevent its emergence. From a quantitative perspective, many studies have
linked the emergence of the WTHD with the aforementioned factors. Some of these
even analyse predictors of the WTHD (28,33,47,48). For example, Rodin et al. (49)
used a structural equation model to support the view that depression, hopelessness, and
the desire for hastened death represent final common pathways of distress determined
by multiple risk and protective factors. Vehling et al. (48), using a similar methodology,
showed that loss of dignity partially explains the positive association between the
number of physical problems and demoralization in cancer patients. Robinson et al. (33)
suggest that depressive symptoms, loss of meaning and purpose, loss of control, and
low self-worth are relevant psychological mechanisms that probably contribute to the
development of a desire to hasten death in palliative care patients. Recently, Guerrero-

Torrelles et al. (50) show a model whereby meaning in life (specifically in the sense of
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diminished meaning) and, to a lesser extent, depression have a mediator effect on the
relationship between physical impairment and the WTHD in patients with advanced
cancer. Nevertheless, the large majority of quantitative studies have cross-sectional
designs, which limits the possibility of establishing causality, as well as only studying
variables that could be quantified. In this sense, qualitative studies offer a more in-depth
study of the phenomenon as a whole.

It has recently been suggested (28) that proactively asking patients about a
potential WTHD could be beneficial. Further studies are required to explore this
strategy. Given that social factors contribute to the emergence of a WTHD, future
research should explore how the expression of a WTHD is experienced by the person’s
relatives, and what meanings it may have for them. Systematic guidelines regarding the
WTHD are needed to help health care professionals respond adequately to the needs of

these patients.

CONCLUSIONS

The WTHD in patients with advanced disease cannot be understood outside the context
of their suffering, a prerequisite for its emergence in this population. However, every
expression of a WTHD will have associated reasons (the whys) and functions (for what
purpose), and its meaning may vary by cultural background and lived experience, to not
necessarily be synonymous with a genuine desire to die. In countries where EAS have
been decriminalised, the expression of a WTHD may be seen as a way to end suffering.
All these aspects underline the need to explore the reasons, meanings, and functions that
a person attributes to such a wish, as only by doing so will we be able to understand his

or her experience and develop appropriate individualised care plans.
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Table-S2. Methodological quality of included studies, assessed using CASP criteria:
qualitative research checklist

Reporting Criteria (CASP) N References of studies reporting
(n=14) each criterion
1) Was there a clear statement of the aims of the 14 (1-14)

research?
Consider: (Yes // No // Comments)
- What the goal of the research was

—Why it is important 14 (1-14)
— Its relevance 14 (1-14)
2) Is a qualitative methodology appropriate? 14 (1-14)
Consider:

— If the research seeks to interpret or illuminate the
actions and/or subjective experiences of research
participants

3) Was the research design appropriate to address 12 (1,3-10,13,14)
the aims of the research? Consider:

— If the researcher has justified the research design (e.g.

have they discussed how they decided which methods to
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use?)

4) Was the recruitment strategy appropriate to the
aims of the research? Consider:

-1f the researcher has explained how the participants
were selected

13

(1-10,12-14)

— If they explained why the participants they selected
were the most appropriate to provide access to the type
of knowledge sought by the study

13

(1-10,12-14)

— If there are any discussions around recruitment (e.g.
why some people chose not to take part)

11

(1-9,12,14)

5) Were the data collected in a way that addressed
the research issue? Consider:
- If the setting for data collection was justified

14

(1-14)

— If it is clear how data were collected (e.g. focus group,
semi-structured interview, etc.)

13

(1-9,11-14)

— If the researcher has justified the methods chosen

(4,6,7,9,10,13,14)

— If the researcher has made the methods explicit (e.g.
for interview method, is there an indication of how
interviews were conducted, did they use a topic guide?)

(1,3,4,6-9,11-14)

— If methods were modified during the study. If so, has
the researcher explained how and why?

(10,14)

— If the form of data is clear (e.g. tape recordings, video
material, notes, etc.)

(1-14)

— If the researcher has discussed saturation of data.

(1,2,5-7,9,10,12-14)

6) Has the relationship between researcher and
participants been adequately considered? Consider
whether it is clear:

-1f the researcher critically examined their own role,
potential bias and influence during:

(4.7)

formulation of research questions

(1,3,7)

data collection, including sample recruitment
and choice of location

(1,3,4,6,7)

- How the researcher responded to events during the
study and whether they considered the implications of
any changes in the research design

7) Have ethical issues been taken into consideration?
Consider:

— If there are sufficient details of how the research was
explained to participants for the reader to assess whether
ethical standards were maintained

13

(1-5,7-14)

— If the researcher has discussed issues raised by the
study (e.g. issues around informed consent or
confidentiality or how they have handled the effects of
the study on the participants during and after the study)

— If approval has been sought from the ethics committee

14

(1-14)

8) Was the data analysis sufficiently rigorous?
Consider:

— If there is an in-depth description of the analysis
process

12

(3-14)

— If thematic analysis is used. If so, is it clear how the
categories/themes were derived from the data?

12

(1,3-5,7-12,14)

— Whether the researcher explains how the data
presented were selected from the original sample to
demonstrate the analysis process

(1,3,4,9,10,14)

— If sufficient data are presented to support the findings

(1-8,10,12-14)

— To what extent contradictory data are taken into
account

(11)

— Whether the researcher critically examined their own
role, potential bias and influence during analysis and
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selection of data for presentation

9) Is there a clear statement of findings? Consider:
— If the findings are explicit

(1-14)

— If there is adequate discussion of the evidence both for
and against the researcher’s arguments

9 (1,3,6,7,9,11-14)

— If the researcher has discussed the credibility of their
findings (e.g. triangulation, respondent validation, more
than one analyst)

10 (1,3,6-9,11-14)

— If the findings are discussed in relation to the original
research questions

14 (1-14)

10 How valuable is the research? Consider:

— If the researcher discusses the contribution the study

makes to existing knowledge or understanding (e.g. do

they consider the findings in relation to current practice
or policy, or relevant research-based literature?)

13 (1-9,11-14)

— If they identify new areas where research is necessary

13 (1-9,11-14)

— If the researchers have discussed whether or how the
findings can be transferred to other populations or
considered other ways the research may be used

8 (1,359,11)

Table-S3. The seven stages of meta-ethnography, summarising what each step entailed

in the previous and the present review

Noblit and
Hare’s 7 steps

as)

What each step entailed in our original
meta-ethnography (16)

What each step entailed in the
present, updated meta-ethnography

1. “Getting
started” (the
topic focus)

To analyse the meaning of and motivation
for the WTHD in patients with chronic
illness or advanced disease.

To analyse the WTHD in patients with
chronic illness, advanced disease or
life-threatening illness.

2. Deciding
what is relevant
to the initial
interest

Design a search strategy to identify
qualitative  studies (December 2000-
November 2009).

Design of a revised optimal search
strategy. For inclusion: qualitative
studies  (December  2000-January
2016). Studies from original meta-
ethnography and from update to be
integrated.

3. Reading the
studies

Generate list of key concepts to identify
common and disparate concepts and
themes, both within and across studies.
Findings from the research reports divided
into text units coded by words, sentences
or paragraphs, according to content. Codes
grouped into themes to  define
characteristics or different dimensions of
the phenomenon studied.

Generate list of key metaphors using
Atlas.ti software to identify common
and disparate concepts and themes,

within and across studies. No
distinction to be made during reading
and analysis between previously

reviewed and new studies. Findings
from research reports to be handled in
same way as for the original meta-
ethnography.

4. Determining
how studies are
related

Directly compare concepts from primary
studies using reciprocal translations
(generating  metaphors  to  express
similarities between study findings).

Directly compare concepts from
primary studies using reciprocal
translations (as for the original meta-
ethnography).
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5. Translating
the studies into
one another

Having identified main concepts from each
study, search for their presence or absence
in all the studies. Comparison to begin
with themes identified in the earliest
published article and to proceed in
chronological order of publication.
Translate themes to the whole sample and
to each individual study.

Having identified concepts from each
study, search for the presence or
absence of main concepts in all studies.
Comparison again to follow
chronological order. Translate themes
to the whole sample and to each
individual study. During the analysis,
return to the original themes,
comparing them with the new themes
that emerge. Themes emerging from
the update can confirm or broaden the
original themes, or constitute new
themes.

6. Synthesising
translations

Bring together translated concepts within a
synthesis, starting from identified themes,
and match them with their respective
quotations, resulting in themes within final
synthesis. Finally, derive explanatory
model.

Bring together expanded number of
translated concepts within an expanded
final synthesis. Concepts can confirm
original translated concepts, but might
also lead to new explanatory model.

7. Expressing
the synthesis

Express synthesis as themes with an
accompanying narrative in a scientific
journal.

Again, express synthesis as themes
with an accompanying narrative for
submission to a scientific journal.

Table-S4. Comparison of yield between Original Review and Updated Review

Noblit and Hare’s 7 steps (15)

Original Review

Updated Review

1. “Getting started” (the topic focus)

2. Deciding what is relevant to the initial
interest

3. Reading the studies

7 studies (December 2000-
November 2009)

14 studies: 7 original + 7
new studies (December
2000-January 2016)

4. Determining how studies are related

5. Translating the studies into one another

10 translated concepts

25 translated concepts

6. Synthesising translations

6 themes

5 themes

7. Expressing the synthesis

Explanatory model

New explanatory model
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Table-S5. Classification of verbatim statements from the studies by theme and sub-

theme

Themes, subthemes and quotations

Some of the
related themes

1. Reasons for the WTHD

1.1 Physical factors

“Um, the ability to perform simple things like, you know, going to the bathroom on
your own and not through a bag, um, breathing with your own lungs, not dependent
upon a machine to keep the body parts functioning, um being able to do anything, I
mean as long as you can think then you can live, but if you can’t [sic] no longer even
formulate a thought due to dementia or you know the ravages of the disease. You
know, if you were to stand there in your former self, would you want to see yourself
in that position? I know I wouldn’t. You get to the point where there’s no return, you
know, I can understand somebody saying, well geez, you know, like I used to be
somebody, but now, like I mean, you know, I’m no better than like a doll, somebody
has to dress me and feed me and I guess it’s uh, I don’t know how to explain it, really

(.

L3

Dependency
Progressive
deterioration
Loss of function
Loss of the self
Loss of the sense
of dignity

“... If I'm going to be rolling around in my own faeces because I have no control, then
forget it” (1).

Loss of function
Loss of control

“You turn them over, they're in pain. They're going to shit themselves, they're going to
piss themselves, they're going to lie there and have someone do all their bodily
functions and just, they're going to suffer the whole time, they're going to be no
happiness, they're going to go down to 60-70 pounds, they're just going to, their whole
last weeks of life is just going to be in pain and agony and people coming in, people
being upset, them being upset” (1).

Loss of function
Anticipation of
future suffering
Not wanting to
make others
suffer

“I can’t move, just lie here... feeling like a vegetable... a useless person... needing
people to feed me” (4).

Loss of function
Loss of
independence
Dependency
Loss of value

“But really yes, to see a man, who only exists of pain, who maybe is cognitively
impaired and isn’t able to participate actively in life, this man, who only lies in bed,
not noticing his surroundings...” (14).

Suffering

Loss of physical
function and
cognitive
impairment

Loss of daily life
activities

Loss of value

“I say: I have made my decision. I don’t want you to treat me any longer. Someone
says, now you are probably too weak for chemo. I say: if ’'m not too weak and they
want to give me chemo, I will refuse it, because in the little time that is left to me I
want quality of life, not quantity of life. I decided that a year ago: if this were to
overcome me, then that’s what I would choose” (9).

Loss of quality of
life

Desire for

control over life

“If you get cancer, you’ll get pain. Cancer is a painful disease. It’ll just get more and
more painful” (4).

Progressive
deterioration
Suffering

Lived experience
of time
Anticipation of
future suffering

“Whether it gets better or not, it's destined. I'll wait to die. There's no way out even if
the pain returns. It'll come when it may. I'll just go along with the pain and die.
Nothing would help” (4).

Pain

Suffering
Hopelessness
WTHD as
unbearable
situation with no
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other way out

“The side effects of the treatment are unacceptable... the Prednisone destroys you. For
example, it destroys your muscles. My thighs are so weak I can’t get up from the
floor, and I don’t have the energy to exercise. The whole thing is a vicious circle...
My face... looks like a melon... I look like a frog in heat” (5).

Progressive
deterioration
Loss of function
Loss of image:
shame

“... the terrible weakness and the nausea and just not feeling like you can do
anything... And it’s kind of like goals that I actually have or things that I want to
accomplish are slowly being taken away... it’s kind of like the realm of the possible...
is shrinking” (5).

Progressive
deterioration
Lived experience
of time (there is
no future)
Hopelessness
Losses

“The pain could happen immediately or it could happen an hour or two later. And then
I have to see about seeing [my provider] again. It is a treadmill that I'm on; I can't get
off of it, and I've had it. And I can't live this anymore” (5).

Anticipation of
future suffering
Unbearable
suffering with no
other way out

“Well, the pain that I had before with the rheumatoid arthritis I knew that I could
handle—... But this pain that [ have, I’m not sure—I can’t get rid of it with the pain
medicine always... To give me enough to keep that pain under control, they’d have to
put me out, and I don’t want my son to have to take care of a bed patient” (5).

Not wanting to
be a burden
Unbearable
suffering with no
other way out

“I have fecal incontinence. I can no longer swallow and in hot weather I really envy
people who can drink” (9).

Loss of physical
functions

Loss of control
Loss of the sense
of dignity: shame

“The way to my bed is endless and finally I get there. It takes a lot of energy, but once

Loss of function

I’m in bed, it takes an hour just to gather my strength again” (9). Progressive
deterioration
Losses

“I am in pain all the time, I am in pain at night, [ wake up with pain and I go to bed Pain

with pain. If they could take away half my pain I wouldn’t be thinking about Suffering

euthanasia” (9). Will to live but

not in this way
Hastened death
as a way of
ending suffering

“I was simply nauseous and my energy was just running out. And I said that I wished
that, just for a short period of time, I could eat normally and not have to fight to keep
it down and that I wanted to have a little more energy. Then I stopped the chemo and
indeed I had that improvement” (9).

Consequences of
the medical
treatment

“Yes, I could not tell it, because I have just no pain now. That’s maybe less [the idea
that her illness should proceed faster]. If I had pain now or so, then I would say:
immediately. But then... I will have to wait. That’s not my business. That’s God’s
business” (11).

Pain as mediator
of the WTHD
Ambivalence
Wish to live but
not in this way

P: “It’s horrible, I can tell you. It’s horrible. [...] the whole situation. I: The situation.
Not being able to get out of it. P: Not being able to get out of it, and every morning the
same thing: waking up, being washed, lying there till the evening, the same pain” (12).

Dependency
Suffering
WTHD:
unbearable
situation with no
way out (other
than death)
Despair
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“I sit back and I say, ‘since I’'m already dying, and since I’m already gone, lost my

Hopelessness

energy. Why? Why do I also have to take these disgusting pills?’ and it seems that Tired of fighting
every day there’s something more, something more disgusting” (7).

1.2 Psychological factors
“... the end of many dreams for, plans, complete halt to things I was doing, want to do. | Hopelessness
The biggest thing is the weakness, which I absolutely hate, not being able to do things, | Progressive
to realise that this is virtually the end of it all. There’s no future really. You can’t plan | deterioration
anything” (17). Limitation of

activities

Loss of function
Lived experience
of time

“Sometimes I start yelling at my shrink that this is horrible, that why don't I die right | Fear of the dying
now?...Why do I have to live through this?” (3) process
Unbearable
suffering
Loss of meaning
“I don’t want to undergo that [expletive] feeling of helplessness, that there’s not a Helplessness
[expletive] thing that I or anyone else can do” (3). Hopelessness
“I just don’t want to be in so much suffering... to endure these psychological effects” | Suffering
.
“Not much hope, nor would there be any miracles... You doctors can’t help when the | Progressive
patients deteriorate and then drop dead...” (4). deterioration
Hopelessness
“Someone with a tube sticking up the bottom, a tube sticking into the nostrils, another | Hopelessness

somewhere else. I mean, what for? Can you save them?” (4).

Loss of meaning

“T asked the doctor, ‘Doctor, do people with cancer get a lot of pain?” He answered,
‘In the majority they do.” Then I asked, ‘Is it possible not to be like that?’ He
answered, ‘Possible, I suppose.” Ah...” (4).

Fear of suffering

“Some don't have loved ones around. They have nobody to care for them. Others have
relatives but they don't care... I only have one daughter. If she doesn't help, who is
going to help?... So miserable that I cannot express in words” (4).

Hopelessness
Fear about the
future

Lack of social
support

“My first husband, he suffered a long time. He had on those machines, and I used to
say, ‘God,’ I said, ‘don’t let me go under those machines” (6)

Fear of suffering

“I never thought about giving up but my fear was that I didn’t know much about
cancer. There are so many people that linger, and I was afraid that I could not cope. I
know I will die, but I don’t want to be lingering and suffering and people around me
to suffer with me. So I thought, ‘I will go for a swim’ and I don’t know how to swim
or I would go to a place like Holland. I just don’t want to be lingering, like people that
can hardly talk and are really suffering and I don’t want to do that. It’s the only thing
that makes me feel a little bit emotional. I don’t want to deal with it so I think I would
speed up things myself. I don’t want to be lingering here in palliative care, lying day
and day, slowly dying. Oh no, I don’t want to do that. So, suicide is a way of exiting. I
don’t want to talk about that because I like life and I have lots to live for, but if I come
to the point when I am too weak to do anything, then I don’t want to stay” (7).

Anticipation of
future suffering
Progressive
deterioration
Not wanting to
be a burden
WTHD as a way
of ending
suffering
WTHD so as to
spare others from
burden

Having a plan
Will to live but
not in this way

“It is such an aggressive form of cancer. I saw all my energy going down the drain-
what I could still do last week I can’t do at all now. I really enjoyed my life, but now I
have just to wait and see how things go and what death will look like” (9).

Hopelessness
Suffering

Will to live but
not in this way
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1.3 Social factors

“I think it's very important for every single person to feel that they belong, and, and
that they fit in a community, in a city, in a country, in a world, ah, in nature. The, the
ah, and I think when we no longer feel that you have these linkages, and that the
linkages are valued for everything that you're connected with, whether it, you know,
family or friends or, you know, associates, or whatever, and your community, and city
and all the rest of. Once the once, once you perceive that, that your relationships, all
the links with, with other living things have deteriorated, and then, and they're not
valued, then you've lost face. Dignity, then, has for me, has an awful lot to do with
face” (1).

Loss of
community

Loss of the sense
of dignity
Disintegration
Loss of value

“No matter how much they love you, you are always a burden. You automatically
become a burden to everyone. Even to your own missus” (17).

Being a burden

“After a while, your family, who you love so dearly, will remember you as a washed-
out role model... It will remind them of what they have to go through, the lack of
strength, the weakness, and so forth” (3).

Not wanting to
be a burden

Fear of losing
one’s own
value/dignity in
the eyes of others
Loss of the self

“For them to see me in pain is suffering. To see family rushing around is so
suffering... That makes me suffer. They spend a lot of money... I fear the rushing
around would make her [wife] ill, burdening her” (4).

Suffering

Not wanting to
make others
suffer

“In the future when I can't manage, I would feel very bothersome and very suffering
as if I'm really burdening them. I'm afraid of having others to serve me” (4).

Anticipation of
future suffering

Progressive
deterioration
Not wanting to
be a burden
“I’ve experienced such incredible pain over the last little while and more in the last Pain (affects
week. Such incredible pain that it made me think that death is preferable to this. I’ll sit | everything)
there for 2 hours in terrible pain. Such pain where I can’t yawn even, and I get only Hastened death
half a yawn and my whole insides turn and waiting for the medication to start to work. | as a way of

I’d love to have 48 hours let’s say, I’d love to have this weekend where I could plan to
have a nice weekend and have no pain. I’d love to do that and it doesn’t happen, and
the pain affects everything. It makes you tired. It affects how you can eat. It affects
your mood. It affects other people, and the fact is that even if you try to hide it, you
can’t. So that’s hard, and I know it’s gonna get worse, so that’s hard too. It’s great to
be alive, and pain takes that life out of you, and to sit there for 2 hours with a blanket
around you just shivering, with no solution, is really hard” (7).

ending suffering
Suffering as
something worse
than death

Wish to live but
not in this way
Anticipation of
future suffering

 ...that others are not affected by watching someone else wasting away for 2 month,
willing to die and willing to die, but he does not. That is difficult for the family
members” (10).

Not wanting to
make others
suffer

“I want to present myself as being as normal as possible, but everybody notices it: I
stumble and I am slow and that is just not me because I always was a nimble girl” (9).

Loss of functions
Fear of losing
one’s own
value/dignity in
the eyes of others

“I am burdened myself, I am such a burden to others; I want to end this” (12).

Hastened death
as a way of
ending suffering
Not wanting to
be a burden

“I am not used to somebody helping me. This I feel is tantalizing, this is no life” (14).

Dependency
Loss of control
Loss of value of
life
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“Not wanting to be seen by those that love me as this skin-and-bone frail, demented
person. In other words, I don’t want that image of me for me, and I don’t want that
image to be kind of a last image that my daughters and loved ones have of me. And
that’s just a dignity issue” (14).

Loss of the sense
of dignity

Loss of the self
Fear of losing
one’s own
value/dignity in
the eyes of others
Loss of image:
shame
Anticipation of

cognitive
impairment
1.4 Self - Identity - Losses

“I’m not comfortable, and I can’t do anything, so as far as I’'m concerned in quality of | Loss of quality of

life I’'m not living; I’m existing as a dependent non-person. I’ve lost, in effect, my life

essence” (5) Loss of
independency
Loss of the self
Loss of daily life
activities

“I think passively sitting in my own garden, sitting on my own deck, would still be Loss of function

preferable to, to, to death. Quality of life, the concept of quality of life is shifted. I can | Loss of quality of

live with an inactive life... and I’d still fight a bit to gain incrementally” (3). life
Ambivalence:
wish to live and
wish to die

“Finally the illness that dominates everything will wipe out all life has to offer me, Losing

what I feared most is exactly what will happen to me. I won’t belong anymore, the
emptiness of existence, the lack of independence, being unable to do things myself,
being at the mercy of others whom I will have to beg to do the things I need in a way
that’s suitable for me” (9).

Anticipation of
future suffering
Loss of control
Loss of
independence
Loss of meaning
in life

Loss of daily life
activities
“I just can’t do what I used to. Um, I can’t go out, I can’t go to the store... I can’t Limitation of
write a check for nothing. I, it’s just a lot of things... Oh, I hate it” (6). activities

Loss of function
WTHD
maintaining
meaningful
activities

“There’s not any good reason for me to go on living. Nobody really needs me... I'm
really not serving any purpose. If you don’t, aren’t needed by anybody, you kind of
have a different feeling about life” (6).

Loss of value
Loss of will to
live

Helplessness
“I’m just saying to myself when I go to sleep, ‘Just let me die.” I don’t want to have to | Hopelessness
wake up and face this. Honestly I just pray that I would just die in my sleep. I have Despair

nothing to live for, absolutely nothing. There’s nothing coming up in my life that I am
living towards, and if there was it would be so terrible because it probably wouldn’t
happen” (7)

Loss of meaning
in life

Loss of will to
live

“When I’m in pain, it is not so much the pain, it’s the loss of control and the Desire for
helplessness” (7). control over life
Helplessness
"The energy that [ have always had, the positive (energy), that has made me as a Progressive
person... but exactly this is getting less and less at the moment" (7). deterioration

Loss of the self
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“The past few days even the news doesn’t interest me anymore, [ have less interest in
the outside world. My brain no longer works and to me that is a part of human dignity
and of unbearable suffering. I want to function normally and if I can’t do that” (9).

Progressive
deterioration
Hopelessness
Loss of the sense
of dignity

Loss of will to
live

Hastened death
as a way of
ending suffering

“I have become so weak because of the pain. I can’t walk anymore, I can’t eat
anymore. My children have suffered enough. I don’t want them to go through this
again. Everybody has to lose their parents someday anyway” (9).

Pain
Progressive
deterioration
Loss of self
Not wanting to
make others
suffer

“...claustrophobia of my existence. To put it simply, it is insight without perspective.
Never in my life have I felt any love. If there had been some warmth and love and
safety, I could have grown” (9).

Loss of meaning
in life

Loss of will to
live

“I can’t drive anymore. I loved to paint and draw, but I can’t do that either anymore.
Everything I enjoyed is gone. And then, my sight became worse” (9).

Hopelessness
Loss of meaning
Limitation of
activities

Loss of function

“I’m not interested at all anymore, I just lie here and what’s the point? There isn’t any.

I no longer read. Not books, not newspapers. I have CDs and the Walkman right here.
Well, I've listened to, um, two CDs and that’s enough. And yet I really loved music,
but it’s all over. I’m just not interested anymore...” (9).

Hopelessness
Loss of will to
live

WTHD
maintaining
meaningful
activities

“I lost my dignity, lying in bed in diapers, I am no longer the independent person I
used to be” (9).

Loss of function
Loss of
independence
Loss of the sense
of dignity

Loss of self

“And I don’t feel this is a life for me [pause], carrying on living like this. That’s why
[pause] um, I am [pause] very — how should I put it, so you understand me — I’'m on
the road, on the move a lot and [pause] then I thought, if I can’t live like before, life
has no value, does it? And [pause] I drove my car a lot, and I can’t do that anymore
either. [...] Yes, did a lot of travelling. [...] I feel my life isn’t worth anything at all
any more, if I just lie here and wait” (12).

Loss of activities
(that make life
enjoyable)
Loss of value
Loss of will to
live

Loss of life’s
worth

WTHD
maintaining
meaningful
activities

“Activities with friends not possible—and indeed activities outside or with the family,
I would say, meanwhile completely passed away” (14).

Limitation of
activities

“You’ve become a bag of potatoes to be moved from spot to spot, to be rushed back
and forth from the hospital, to be carried to your doctors’ appointments or wheeled in
a wheelchair, and it really does take away any self-worth, any dignity, or any will to
continue to live” (1).

Loss of control
Loss of the sense
of dignity

Loss of self-
worth

Loss of will to
live
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“Oh, it’s the dignity and wholeness of my body, as well as spirit. And, it is, it’s cruel
too for others to have to do this when there’s no end in sight, other than death. To just,
to clean me up. I just don’t want that... Dignity is that I have control over my body,
when, when, not, not a virus that is going to take my life. I’'m the one who’s going to
decide when my life will end, not a virus, and not with great pain. Not anything else
other than in, in my control. It is my control, my choice to do” (1).

Loss of control
Loss of the sense
of dignity

Loss of self-
worth

Loss of will to
live

WTHD as a way
of self-
preservation

2. Suffering

“To have pain and also breathlessness, that would be really terrible and so much
suffering. My breathing is suffering and this affects my appetite. So many kinds of
suffering... The social situation is suffering...” (4).

Physical factors

“I’ve seen other patients yelling in pain and they were suffering... so intolerable... Just
to hear them was very suffering... It must have been so unbearable to have to yell like
that. If they could endure it, they wouldn’t have yelled” (4).

Anticipation of a
painful death
Fear of suffering

“I just don’t want to endure these psychological effects... So much suffering... I have
had the pain for four years... So many psychological effects... How can I bear it?” (4).

Suffering
Unbearable
situation with no
other way out

3. Meanings of the WTHD
3.1 Cry for helping
“Why do I have to go through this? Why can’t I just die right now?” and, “When I Suffering
pray, I use [sic] to feel the power of God on me... Now I sometimes feel as though I Loss of meaning
am talking to the air” (3). Hopelessness
“When I was in excruciating pain... sometimes, [ wanted to grab a knife and stab Pain
myself, and cut it [pain/cancer] out. I felt angry...why I am suffering so? I did not Loss of
know what to do or how to deal with it. I could not work, so my life was no longer independence

worth living. Continuing to live would only bring more suffering... I could not look
after myself. I made [Buddhist] merits in the morning, offered food to monks. I prayed
every day. I prayed to have the day, during which I was no longer able to perform my
daily activities, as my last day of life... I prayed to die so that my suffering could end.
I did not want to be fed by my children and grandchildren. Just let me die” (8).

(not being able to
perform activities
of daily life)

Not wanting to
be a burden

Loss of life’s
worth

Suffering as
something worse
than death
WTHD:
unbearable
situation with no
way out (other
than death)
Despair

“I suffer so much that I can’t recall when life was lovely and happy. My life is hell.
My life is inhuman. I have such deep pain inside” (9).

Despair
Suffering

Loss of life’s
worth

Loss of meaning
WTHD:
unbearable
situation with no
way out (other
than death)
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“Then all the red lights started flashing for me, because it was in your head, wasn’t it.
Then I thought: No! No, just no. Now I’ve simply had enough. [...] I've tortured
myself enough; I don’t want to torture myself anymore” (12).

Disintegration
Unbearable
situation with no
way out other
than death (end
suffering)

Loss of life’s
worth

3.2 Unbearable situation with no way out other than death (end suffering)

“There were many times when I was in such pain and such misery. I said, let me go...
Finished... no more of this torture” (3).

Hastened death
as a way of
ending suffering
Suffering as
something worse
than death
Despair

Pain

Suffering

“I feel, deep inside, I don’t want to feel hurting [sic]... that I want to end this... I ask
God why he don’t take me, why I suffer so much” (3).

Suffering
Hopelessness
Loss of meaning

“Pain is my biggest fear. It puts me in a darkness and a lack of will to go forward and
a desire to die... The pain wants me to have a vehicle to just, just stop my life” (3).

Fear of suffering
Loss of will to
live

“I can’t bear the dying process so I’ll short circuit it by dying” (3).

Fear of the dying
process

“If the pain gets worse, then I want to be dead” (3).

Anticipation of
future suffering
Suffering as
something worse
than death
Despair

“If T had to go through [an acute episode of shortness of breath] again, I would throw
myself in front of a subway train. I am not going through that again” (3).

Anticipation of
future suffering
Pain

Desire for

control over life

Fear of the dying

process

Despair
““... it should be up to me to decide... when I’ve had enough suffering... One of my Autonomy
landmarks, if I’'m at the point where all I can do is lie on a bed all day long, then to me | Desire for
that’s probably not living anymore” (5). control over life
“I'm inconveniencing. I'm still inconveniencing other people who look after me and Progressive
stuff like that. I don't want to be like that. I wouldn't, I wouldn't. No, I'd rather die” deterioration
(D). Dependency

Loss of the self
Fear of losing
one’s own
value/dignity in
the eyes of
others: shame

3.3 To spare others from the burden of oneself

“There have been times I’ve felt so much a burden on my family that maybe it is best
for me to die just to relieve them of going through the terminal phase of my disease”

Q).

Being a burden
WTHD as a form
of altruism
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“All of a sudden, it dawned on me that there was no solution, and if there was no
solution to my cancer, then why was I hanging around? I got thinking about death as a
practical matter. Why hang around and cause a lot of people a lot of grief?” (3).

Not wanting to
be a burden

“[T]here’s no question about wanting to make provisions for a hastened death should
conditions become so unbearable. I want to spare my family as much of that grief as I
can... [My mother] died of cancer, and we were constantly frustrated by not being
able to do anything for her... And just watched her waste away. And what a terrible
way to go” (5).

Loss of control
Fear of suffering
Not wanting to
be a burden

Not wanting to
make others
suffer

“I hope everyone can accept it... Most important is that my family wouldn't be
heartbroken. If there were no suffering. I would like to see them for longer” (4).

Fear of suffering
Not wanting to
make others
suffer

Wish to live but
not in this way

“That is somehow a vicious circle. If my wife sees me having a hard time, she is
suffering from that. And then, when I see my wife suffering in extreme, and then I am
in a bad shape, because after all, it is my fault” (10).

Not wanting to
be a burden

“When I know that my life has become a burden to my loved ones, I would rather die.
I think of death as a way to release me from this frustration” (8).

WTHD as a way
of ending
suffering

Not wanting to
be a burden
Suffering as
something worse
than death
WTHD:
unbearable
situation with no
way out (other

than death)
Despair
“I always pray that I can release people, eh, that I can free them of a burden, release Not wanting to
the others also. That I do not always have to rely on help, I want... My whole life, be a burden

only worked and always took care of [others] myself... Then after this it’s simply
difficult, if you always have to have other people. That you have to be a burden...That
I’ve never like” (11).

“I would like to go. You see, | want to let people off the hook. I don’t, I don’t like it
that they always have to... they all have a life too and I don’t want to, that I... well”

(12).

Not wanting to
be a burden

“I can’t just walk away like that. One time you think, ‘I might as well give up.” But
that’s easy for me, but not easy for them [family]. There are other people [to
consider]” (7).

Not wanting to
be a burden

3.4 To preserve self-determination in the last moments of life

“I immediately turned to the option of Exit [pause], because I said I’d like to have this
option whatever happens. If things become unbearable for me for some reason, but
I’'m still not dying, then I’d like to be able to grant myself my own death. And I saw to
everything, so that it’s ready, that I have the prescription, and talked to those people.
They’re quasi on call now. [...] This is really only about ending a situation that has
become unbearable, and not having to rely on either being hit by another stroke or
some doctor being understanding after all. I want to be able to keep this in my own
hands for when the moment comes. I was a very self-determined person all my life,
and that’s very important to me” (12).

Anticipation of a
painful death
Desire for
control over life
Hastened death
as a way of
ending suffering
Having a plan
Suffering as
something worse
than death
WTHD as a form
of control
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“I have no desire to commit suicide, but I have no desire to take it out of my hands
either” (7).

Autonomy
Desire for
control over life
Wish to live but
not in this way

3.5 Will to live but not in this way

“See, there’s a problem while planning or pursuing your death... On the one hand, I
am saying all these things, and, on the other hand, I am going down for radiation” (3).

“Wish to live but can’t live; wish to die but can’t die” (4).

Suffering

“It is torturous... thinking when I am going to die to escape from this suffering. But
when I am not in pain, I want to live. When the symptoms disappear, I want to
continue living, as I do not want to depart from my loved ones. Actually, I do not want
to be parted [die]... when I do not experience any symptom. But when I suffer the
symptoms, I again wish to die to escape the suffering” (8).

Pain as mediator
of the WTHD
Hastened death
as a way of
ending suffering

“No, not at this moment, but on those days when I am so miserably sick” (13).

Anticipation of
future suffering
and pain

Having control

4. Functions of the WTHD

4.1 WTHD as a means of communication

“So I was glad that I could talk to him [husband] about it [WTHD]. Actually I was the
only one, I was able to communicate that and [pause] just be able to let go of the
thought, rather than letting it eat into you. Whether you then do it or not is actually
secondary. It’s bad for people if they can’t say to anyone: you know, I have thoughts
like this sometimes. So I really am glad that I was able to discuss it with him
[husband], it did me good as well” (12).

Family
reinforcement

“I shared that I wouldn’t do it until we discussed it together... She didn’t have to
worry about me taking the pills... It wasn’t fair to them... It would leave them
wondering, did they do, you know, contribute to it, did they do all they could... And I
want them to feel comfortable that they’ve done everything” (3).

Manipulation

“I’ve also said these tongue-in-cheek things: so, now I’m starting to collect pills. Yes.
And then the people concerned, the ones you say that to, they’re shocked, and yet it
was said tongue-in-cheek. I: To test their reaction. P: Yes, perhaps sometimes a bit of
deliberate provocation” (12).

Expression of the
WTHD so as to
observe people’s
reaction

4.2 WTHD as a form of control - Having a plan — Just in case / avoiding suffering (future)

“Exit would really just be there for an emergency, and not because that's what I'd
wish. That would only be if 1 felt I couldn't get back off this track [...] Ifit
gets that hard, and I don’t know how to put on my socks or I’m so dead sick that I
think: for Heaven’s sake huuh... then I would wish for it to end, just to be relieved,
just that it ends. [...] Yes, it’s rather just being set free from this state” (12).

Anticipation of
future suffering
Desire for
control over life
Hastened death
as a way of
ending suffering
"If then"

“Yes, | have thought many times, I want to get somebody from Exit, I also registered
at Dignitas, because I thought: 'Yes, well, if it’s so unbearable that, that everybody
around me has to hold their nose [due to tumour ulceration and smell]. That was the
worst, I think, then I wanted to break off the exercise” (13).

Anticipation of
future suffering
WTHD as a way
of sparing others
from burden
Hastened death
as a way of
ending suffering

“Oh, it’s the dignity and wholeness of my body, as well as spirit. And, it is, it’s cruel
too for others to have to do this when there’s no end in sight, other than death. To just,
to clean me up. I just don’t want that... Dignity is that I have control over my body,
when, when, not, not a virus that is going to take my life. ’'m the one who’s going to
decide when my life will end, not a virus, and not with great pain. Not anything else
other than in, in my control. It is my control, my choice to do” (1).

Loss of control
Loss of
independence
Desire for
control over life
Loss of the self
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Loss of the sense
of dignity
Loss of meaning

“...and then this sleepiness and so on, and then at some point at the back of your mind
you say: well, how long am I supposed to put up with this? And then it occurs to you:
well, you don’t have to, you can get out of it any time. But it’s more of a reassurance
[...]It’s areserve” (12).

Loss of function
Desire for
control over life
Hastened death
as a way of
ending suffering
Hopelessness

“I will do things my way and the hell with everything and everybody else. Nobody is
going to talk me in or out of a darn thing... what will be, will be; but what will be, will
be done my way. I will always be in control” (5).

Desire for
control over life

“I just feel sometimes as though cancer is, uh, an opponent. And, it seems to me, it
says to itself, ‘I am in control of this body. This is mine, I will do whatever I want to
with it” (6).

Desire for
control over life
Ultimate control

“I have considered, I do like this physician-assisted suicide. With the assistance of a
doctor, so you won’t have a, a, messy death... and they [doctors] have said that any
time I’m going to want to, it’s up to me. That’s right. I’'m very glad about it. Yeah”

(6).

Desire for
control over life
Fear of a painful
death

“But it [WTD] is a ray of hope. You can say, if nothing works anymore and things are
only getting worse, then you’d still have some way of shortening it” (12).

Hastened death
as a way of
ending suffering
Suffering as
something worse
than death
WTHD:
unbearable
situation with no
way out (other

than death)

"If then"
“When I feel very, very, very wretched, this thought always returns: If you can’t bear | Hastened death
it any more, you can actually cut it short. Right at the last I just could [pause]... if it’s |as a way of

even worse than it is now” (12).

ending suffering
Suffering as
something worse
than death
WTHD:
unbearable
situation with no
way out (other

than death)
“If I would have such a pill in some drawer or the other, and I could take it on my own | "If then"
when I would have the feeling that nothing goes any more, then I would feel
considerably better” (14).
“[When metastasis was diagnosed] I immediately set about the option of Exit... WTHD:
because I said, I would like to have this possibility in any case. If for any reason it unbearable

becomes unbearable for me, but I’'m still not dying, then I would like to bring about
my own death. And I saw to it all, that it was ready, that I had the prescription, and I
talked to these people. That’s sort of there on demand now” (13).

situation with no
way out (other
than death)

215




5. Lived experience of timeline toward dying and death

“I just want to get it over with... Tomorrow is the same thing, the same thing” (6). Despair
Suffering
Tiredness
Hopelessness

5.1 Anticipation of a painful death or agony

“AIDS, that's probably -seeing as I'm 41- that's probably what I'm going to die of. Progressive

That is going to be a very painful death. It is painful, I've seen it. It's painful, it's sad, | deterioration

it's lonely in a way, that you can be surrounded be all the loving people on your life, Anticipation of a

but you, it's lonely because you're gradually rotting away, your flesh is rotting, I hope | painful death

to God in a way that your mind is rotting with it, because then you become totally, Uncertainty

you don't know what's going on” (1).

“It’ll be extremely terrible. It’ll be coming up from here, coming up from there, just
everywhere. I mean the complications and that would give me so much pain and
suffering. I anticipate the future would be like this. Very severe, very scary when I
think about it” (4).

Anticipation of
future suffering
Progressive
deterioration
Fear of suffering

“I am not afraid about death. I am only afraid of an agonizing death. Taking too much
time” (14).

Anticipation of a
painful death
Fear of the dying
process
Suffering as
something worse

than death
“I, I fear some of the, uh, some of the physical stress that may come in the course of | Fear of suffering
my dying. Nobody chooses to die little by little. At least, I can’t visualize that” (6). Fear of the dying
process

5.2 Progressive deterioration

“This sort of disease ultimately leads to death. I have to walk that path” (4).

“You lie on a bed and none of the normal functions come back. They will never come
back and it will only get worse” (9).

Loss of function

“And I would not want to go through this as a daughter (of a patient). Sit down every
day and watch how somebody is running towards death, lying there and finally
waiting to be released” (14).

Not wanting to
lose one’s own
value in the eyes
of others

5.3 Uncertainty

“I haven’t been in hospital before. I wouldn’t know the facts. I haven’t been ill before”

4.

Fear

“Yes, and that is this uncertainty. You can plan nothing and, let me say, only on short
notice, for very short distances” (14).

Loss of control

5.4 Ambivalence

“The goal is now to die... I’m using my flexibility not to devote my time toward how
I am going to die and praying, etc. I’m using my flexibility in time management to do
things that the living do, not the dying” (3).

Ambivalence
WTHD as a will
to live
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Cuarto articulo: Assumptions and moral understanding of the wish to
hasten death: a philosophical review of qualitative studies
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Presentacion del cuarto articulo de esta tesis:

Como se ha dicho, la aspiracion incicial de esta tesis fue abordar el fenbmeno
del DAM —junto con los temas de la dignidad y de la autonomia- desde una

mirada empirica y a la vez filoséfica-antropoldgica.

Verdaderamente el tema de la muerte y su anticipacion es tan
inabarcable como apasionante, de forma que fue dificil encontrar un tema que
pudiera ser de interés filoséfico-antropoldgico y que a la vez pudiera ser una
aportacion para los profesionales de la salud que se enfrentan a situaciones de

final de vida.

En la literatura del ambito biomédico es frecuente la alusion a la
necesidad de explorar los aspectos biogréaficos y culturales para entender el
significado de, en este caso particular, el DAM. De esta forma, tras muchas
conversaciones con el Dr. Xavier Escribano, horas de lectura de sus
recomendaciones bibliograficas y tras mi estancia de investigacion en Holanda
en la que pude trabajar con al Dr. Evert van Leeuwen, surgié la idea de
aprovechar el material valioso de las citas de los participantes de los estudios
cualitativos sobre el DAM y profundizar en algunas de las coordenadas
culturales y morales que los pacientes reflejan a través de sus expresiones

verbales.

De nuevo este articulo no pretende ser sistematico ni exhaustivo, sino un

analisis reflexivo sobre la realidad vivida de los pacientes.
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Abstract

It is not uncommon for patients with advanced disease to express a wish to hasten death
(WTHD). Qualitative studies of the WTHD have found that such a wish may have
different meanings, none of which can be understood outside of the patient’s personal
and sociocultural background, or which necessarily imply taking concrete steps to
ending one’s life. The starting point for the present study was a previous systematic
review of qualitative studies of the WTHD in advanced patients. Here we analyse in
greater detail the statements made by patients included in that review in order to
examine their moral understandings and representations of illness, the dying process
and death. We identify and discuss four classes of assumptions: 1) assumptions related
to patients’ moral understandings in terms of dignity, autonomy and authenticity; 2)
assumptions related to social interactions; 3) assumptions related to the value of life;
and 4) assumptions related to medicalisation as an overarching context within which the
WTHD is expressed. Our analysis shows how a philosophical perspective can add to an
understanding of the WTHD by taking into account cultural and anthropological aspects
of the phenomenon. We conclude that the knowledge gained through exploring patients’
experience and moral understandings in the end-of-life context may serve as the basis

for care plans and interventions that can help them experience their final days as a
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meaningful period of life, restoring some sense of personal dignity in those patients who

feel this has been lost.

INTRODUCTION

It is not uncommon for patients with advanced disease to express a wish to hasten death
(WTHD) (Monforte-Royo et al. 2011). Although the WTHD is regarded by some
authors as being synonymous with notions such as allowing a life-ending process to
take its course, letting go, acceptance of dying, moving on to another reality, being tired
of living or rational suicide (Ohnsorge et al. 2014a), this is not necessarily the case.
Indeed, we would argue that a distinction needs to be made between the WTHD
expressed in the specific context of a disease process and a general wish to die that may
have different degrees of intentionality, ranging from a generic desire that does not
necessarily imply taking steps towards ending one’s life to a formal request for
euthanasia. Furthermore, the WTHD may vary in intensity over time, indicating the
ambivalence that many patients feel about their situation. Some authors also point out
that the WTHD can signify for patients something other than an actual wish to die: for
instance, it may be the expression of a wish to live but not in this way (Monforte-Royo
etal. 2012).

Rehman-Sutter et al. (2015), quoting Chochinov, ask whether the WTHD should
be considered part of a normal adaptation to a life-threatening disease, and if so, where
is the line between normal and pathological. As these authors point out, the answers to
these questions transcend the medical sphere and “depend on philosophical assumptions
about the normative significance of end-of-life care and of dying” (Rehman-Sutter et al.
2015: 5). They go on to say that in arriving at what we wish for “we evaluate and re-
evaluate our moral understandings, self-images, convictions, and deepest commitments”

concerning life and death (Rehman-Sutter et al. 2015: 8).
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As noted above, the expression of a WTHD may sometimes be confused with a
request for euthanasia or assisted suicide. In Western societies there has been intense
debate among clinicians, ethicists and the general public regarding whether or not such
practices should be decriminalised. One feature of this debate has been the emergence
of notions such as self-appointed death, self-chosen death or self-determined death,
indicative of a certain change in mentality and attitudes, of an attempt to normalise
death as a voluntary act. This highlights how the way in which we talk about death and
dying is both a cause and a consequence of our ideas about suffering and death, ideas
that presuppose and generate moral understandings that are circumscribed to particular

situations.

All this suggests that the WTHD cannot be understood without taking into
account the socio-cultural context and the moral understandings of those patients who
express such as wish. Margaret Walker (2007) defines moral understanding as the
background against which people define themselves, act in relation to others and
understand the world. Our behaviour as individuals will also be influenced by the
judgements, ideas and expectations that others have of us (Ohnsorge et al. 2012). Thus,
as Walker puts it, our identity, our sense of who we are, is a narrative that “is threaded
through by another story, one about ‘what this means’. The last involves a history of
moral concepts acquired, redefined, revised, displaced and replaced, both by individuals

and within some communities of shared moral understanding” (Walker 2007: 119-120).

In light of the above, the aim of the present study was to analyse the moral
understandings of patients who express a WTHD (as well as those of their relatives and
healthcare professionals, where such data were reported). The starting point for this
analysis was a recent systematic review and meta-ethnography conducted by our group

of 14 qualitative studies on the WTHD in advanced patients (Rodriguez-Prat et al.
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2017). The results of that review indicated that a WTHD can only be understood by
considering the meanings that patients ascribe to it, in other words, what it is that they
really desire or wish to communicate when they express such a wish. The present study
returns to the studies included in our previous review in order to analyse in greater
detail the verbatim statements made by participants. Our goal in doing so was to show
“how meaning is personally attributed and to examine the moral reasoning that people

make use of when expressing certain preferences” (Ohnsorge et al. 2012: 631).

METHOD

The starting point for this study was the aforementioned systematic review and meta-
ethnography on the WTHD in patients with life-threatening illness (Rodriguez-Prat et
al. 2017). The search strategy used in that review applied a combination of MeSH and
free-text terms to the Pubmed, Web of Science, CINAHL and PsycINFO databases.
Fourteen qualitative studies were finally included, involving a total sample of 280
participants (patients, families and healthcare professionals). These studies had been
carried out in Australia (Kelly et al. 2002), Canada (Lavery et al. 2001; Nissim et al.
2009), China (Mak and Elwyn 2005), Germany (Pestinger et al. 2015; Stiel et al. 2010),
The Netherlands (Dees et al. 2011), Switzerland (Ohnsorge et al. 2014a, 2014b, 2012),
Thailand (Nilmanat et al. 2015) and the USA (Coyle and Sculco 2004; Pearlman et al.
2005; Schroepfer 2006). For more detailed information about the method used in the

systematic review, see Rodriguez-Prat et al. (2017).

Meta-ethnography (Noblit and Hare 1988) is an inductive process in which
systematic and constant comparisons are made between the concepts found in different
studies, the goal being to obtain an interpretive synthesis or critical understanding of a
given phenomenon based on multiple facts, cases and narratives. In the case of our

previous review of qualitative studies on the WTHD the meta-ethnographic method
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enabled us to propose an explanatory model of the phenomenon from a clinical point of
view. In addition, we observed that the majority of the verbatim statements made by
patients who expressed a WTHD reflected assumptions that could be organized within a
common frame of reference. More specifically, examination of these statements led us
to identify four types of assumptions that generally feature in both clinical and ethical-
philosophical discourses in the end-of-life context, and which, from an ethical-
philosophical point of view, can help to understand in greater depth the personal

background of these patients:

1. Assumptions related to patients’ moral understandings in terms of dignity,
autonomy and authenticity.

2. Assumptions related to social interactions in terms of how others assign value to
the individual and to the individual’s life in the context of an illness (related to
the notion of social dignity).

3. Assumptions related to the value of life, in terms of what makes it worthy or
unworthy (assigning value and meaning to life).

4. Assumptions related to medicalisation as an overarching context within which

the WTHD is expressed.

In the sections that follow, we operationalise each of the first three classes of
assumptions, offering a conceptual framework for understanding them in the end-of-life
context and for linking them to the statements made by patients in the reviewed primary
studies of the WTHD. In addition, and given that a person cannot be understood in
isolation from his or her embodied and contextual reality, we also examine those
statements which make reference to medicalisation as an overarching framework within
which many patients experience and attribute meaning to their illness. Consequently,
the fourth class of assumptions, those related to medicalisation, are considered not

225



separately but as a thread running throughout each of the other classes. With the aim of

illustrating each of the concepts that we develop, Table 1 lists some of the most

representative quotes taken from primary qualitative studies of the WTHD.

Table 1. A selection of quotes from primary studies of the WTHD

Themes and subthemes

Moral self-understandings

Images of medicalisation

“Um, the ability to perform simple things like, you
know, going to the bathroom on your own and not
through a bag, um, breathing with your own lungs,
not dependent upon a machine to keep the body
parts functioning, um being able to do anything, |
mean as long as you can think then you can live, but
if you can’t [sic] no longer even formulate a thought
due to dementia or you know the ravages of the
disease. You know, if you were to stand there in
your former self, would you want to see yourself in
that position? I know I wouldn’t. You get to the
point where there’s no return, you know, I can
understand somebody saying, well geez, you know,
like | used to be somebody, but now, like I mean,
you know, I’m no better than like a doll, somebody
has to dress me and feed me and I guess it’s uh, I
don’t know how to explain it, really” (Lavery et al.
2001).

- Dignity understood as
being autonomous,
independent.

- Former self: assumption of
a previous self (authentic
self vs. ill self).

- Loss of self in illness.
- Being dependent on
life-support machines.

“I say: I have made my decision. I don’t want you
to treat me any Ionger. Someone says, now you are
probably too weak for chemo. I say: if I’'m not too
weak and they want to give me chemo, | will refuse
it, because in the little time that is left to me | want
quality of life, not quantity of life. | decided that a
year ago: if this were to overcome me, then that’s
what I would choose” (Dees et al. 2011).

- Self-agency.

- Authenticity achieved
through decision-making
capacity.

- Worthy life: quality of life.

- Quality of life vs.
quantity of life.

- “Medical invasion”:
power of medicine.

“Not wanting to be seen by those that love me as
this skin-and-bone frail, demented person. In other
words, I don’t want that image of me for me, and I
don’t want that image to be kind of a last image that
my daughters and loved ones have of me. And
that’s just a dignity issue” (Pearlman et al. 2005).

- Idea of the preservation of
the self (split identity: image
of the person before and
during the illness).

- There is some kind of inner
authenticity that needs to be
preserved when facing
others.

- Social dignity: how the
person is seen by others and
a sense of maintaining the
self in the eyes of others.

- Social identity: illness
limits your life.

“Finally the illness that dominates everything will
wipe out all life has to offer me, what | feared most
is exactly what will happen to me. I won’t belong
anymore, the emptiness of existence, the lack of
independence, being unable to do things myself,
being at the mercy of others whom | will have to
beg to do the things | need in a way that’s suitable

- Loss of value of life
(emptiness of existence) due
to the lack of independence.
- Value of oneself (dignity):
being able to do things on
your own.

- Representation or
anticipation of future
suffering.

- Life is unenjoyable in
illness.

- llIness that dominates
everything.
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for me” (Dees et al. 2011).

“And T don’t feel this is a life for me [pause],
carrying on living like this. That’s why [pause] um,
I am [pause] very — how should | put it, so you
understand me — I’'m on the road, on the move a lot
and [pause] then I thought, if I can’t live like
before, life has no value, does it? And [pause] |
drove my car a lot, and I can’t do that anymore
either. [...] Yes, did a lot of travelling. [...] | feel
my life isn’t worth anything at all any more, if I just
lie here and wait” (Ohnsorge et al. 2014a).

- Split identity (before and
during the illness).

- Life as not worth it (no
dignity): life has no value, it
is not worth it if the
possibility of carrying out
meaningful activity is lost.

“Oh, it’s the dignity and wholeness of my body, as
well as spirit. And, it is, it’s cruel too for others to
have to do this when there’s no end in sight, other
than death. To just, to clean me up. I just don’t want
that... Dignity is that | have control over my body,
when, when, not, not a virus that is going to take
my life. I’'m the one who’s going to decide when
my life will end, not a virus, and not with great
pain. Not anything else other than in, in my control.
It is my control, my choice to do” (Lavery et al.
2001).

- Dignity as having control
over life.

- Dignity as self-
determination.

- Possibility of deciding
when life is over: (“it is
not a virus that is going
to take my life”).

“Pain is my biggest fear. It puts me in a darkness
and a lack of will to go forward and a desire to die...
The pain wants me to have a vehicle to just, just
stop my life” (Coyle and Sculco 2004).

- Life with pain is not worth
it (in some circumstances it
would be preferable to die).

- Possibility of deciding
when life is over.

- Death is preferable to
suffering: “pain as the
biggest fear”.

“... It should be up to me to decide... when I’ve had
enough suffering... One of my landmarks, if I’'m at
the point where all | can do is lie on a bed all day
long, then to me that’s probably not living
anymore” (Pearlman et al. 2005).

- Values: own decision-
making: not worth living if
losing functionality and
independence.

- Suffering as something
worse than death.

“I immediately turned to the option of Exit [pause],
because I said I’d like to have this option whatever
happens. If things become unbearable for me for
some reason, but I’m still not dying, then I’d like to
be able to grant myself my own death [...] This is
really only about ending a situation that has become
unbearable, and not having to rely on either being
hit by another stroke or some doctor being
understanding after all. 1 want to be able to keep
this in my own hands for when the moment comes.
I was a very self-determined person all my life, and
that’s very important to me” (Ohnsorge et al.
2014a).

- Life is not worth it if in
pain.

- Dignity as self-
determination: “grant myself
my own death”; “keep this in
my own hands”.

- Possibility of having
some control over the
dying process: “I want to
be able to keep this in my
own hands”.

"He didn't want to kill himself: he didn't want to
die. It was about finding any method to be vital and
the list was narrowed down to the most- the
simplest things, and when they were gone, he didn't
have a reason... so it wasn’t just the diarrhea or the
lack of driving: it was just losing, like his definition
-what his sense of vitally was. And when that was
gone, then he was ready” (Pearlman et al. 2005).

- No way of maintaining an
authentic self (losing the
self).

- Dignity as being able to do
ordinary activities related to
being oneself (preservation
of the self).

- lllness seen as a process
of loss.
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“[When metastasis was diagnosed] I immediately
set about the option of Exit ... because I said, I
would like to have this possibility in any case. If for

- Autonomy and self-
determination as core values.

- Having some control
over death: “bring about
my own death” (if things

any reason it becomes unbearable for me, but I'm get worse).
still not dying, then | would like to bring about my
own death. And | saw to it all, that it was ready,
that | had the prescription, and | talked to these
people. That’s sort of there on demand now”
(Ohnsorge et al. 2014b).

1. ASSUMPTIONS ABOUT MORAL UNDERSTANDINGS

The specific meaning ascribed to suffering, pain, illness and death varies across cultures
(lllich 1976; Le Breton 1999; Morris 1991). In Western societies the social
representation of these phenomena (i.e. how society conceives of or experiences them)
is closely linked to the birth of modern medicine and to what is known as medicalisation
(Clark 2002; Illich 1976; van Wijngaarden et al. 2016), the process whereby “‘non-
medical’ problems become understood and treated as ‘medical’ problems” (Conrad
2008: 5). Through this social process, natural phenomena such as illness, death and
mourning become redefined and articulated within the framework of a medical
paradigm. With respect to the WTHD there are four points to consider in relation to
medicalisation. First, if the latter means that the normal challenges of life become
treated as medical problems, then natural stages of our experience, such as illness and
the end of life, may be regarded as problems to be solved by medical science. In this
regard, some authors have linked the medicalisation of death and dying to a growing
faith in the ability of science, rationality and progress to offer solutions to what were
previously regarded as normal features of human life (Conrad 2008). One example of
this would be the prescription of drugs to someone experiencing sadness at the loss of a
loved one, even though the person in question does not have a medical problem (Parens
2013). The second point is that the medicalisation process may lead us to lose sight of
the subjective dimension of the person; the ‘patient’ thus becomes treated as an ‘object’
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whose problem can be solved (Parens 2013), rather than as someone located in a
particular context, a person with beliefs, values and the ability to act in accordance with
them. Third, a medicalised view may lead to physician-assisted suicide and euthanasia
being seen as the “technological solution to the problem of death and (feared) suffering
in the shape of a very effective lethal injection” (van Wijngaarden et al. 2016: 266). The
results of our aforementioned systematic review suggest that death may be seen by
patients as a way of escaping suffering, and thus medical intervention, backed by the
law, would become the means through which this wish is realised. Finally, and as
pointed out by Wijngaarden et al. (2016), the fact that clinicians have to make decisions
about how a person’s life may be prolonged or shortened can influence patients’ own
view of their illness. For example, some patients may reject their dependence on life-
support machines, due to the loss of quality of life that is implied. Consequently, a loss

of control or autonomy may, for some patients, be a reason why they wish to die.

Within a context of medicalisation, therefore, the identity of the ill person may
be redefined through, for example, the use of drugs that affect cognitive functioning or
dependency on life-support machines or systems. With regard to the latter, Ariés (1975)
offers an illustrative quote from the Jesuit historian Frangois de Dainville, whose
response to being intubated in an intensive care unit was to state: “lI am being deprived

of my death”.

Among patients who expressed a WTHD in the studies included in our review,
the fear of becoming dependent on life support machines was sometimes the result of
personal experience or of having witnessed such a situation in a loved one: “My first
husband, he suffered a long time. He had on those machines, and I used to say, ‘God,’ |
said, ‘don’t let me go under those machines” (Schroepfer 2006: S135). Other patients

saw it as inevitable that someone in their condition would not wish to be dependent on
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technology. For example, one man said that his need for artificial ventilation prevented
him from enjoying everyday activities, which for him were what brought a sense of
dignity to his life (Lavery et al. 2001). Another patient felt that dependency on medical
interventions of this kind raised questions about the meaning of life: “Someone with a
tube sticking up the bottom, a tube sticking into the nostrils, another somewhere else. |
mean, what for? Can you save them?” (Mak and Elwyn 2005). These statements
illustrate how medical and technological interventions may influence a person’s
experience of illness and potentially contribute to the WTHD. However, this is not
necessarily the case for all patients who express a WTHD, many of whom will be fully
competent when they discuss such a wish, even though there may have been other times
when they were not, due to the treatment they required.

Some of the statements made by participants in the studies reviewed enabled us
to identify social representations of death and suffering, linked in part to the overarching
context of medicalisation. For instance, some patients referred to their body as a broken
machine, and death as the proof that this machine could not be repaired. In another
recurrent image the end of life was seen as a process of intense and prolonged suffering,
due to the technological possibility of keeping a person alive: “I am only afraid of an
agonizing death. Taking too much time” (Pestinger et al. 2015: 715). In a medicalised
context this, according to Callahan (1989), has to do with exchanging a short life and a

fast death for a long life and a slow death.

Having introduced the contextual framework of medicalisation we will now seek
to illustrate how the statements made by patients reflect assumptions about their own
value as individuals and their moral understandings. Specifically, we will examine

assumptions about dignity, autonomy and authenticity. It will be seen how each of these
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three classes of assumptions can help to understand the premises on which an individual
attributes value to his or her life.

1.1. Assumptions about dignity (the value of oneself)

In the 1950s the term ‘dignity’ began to be used in the palliative care context to refer to
a new attitude towards the care and condition of patients (Clark 2002). The idea of
dignity has since grown in importance, and safeguarding this aspect of a patient’s life
has become a key objective in clinical practice (Chochinov et al. 2002; Guo and Jacelon
2014; Ostlund et al. 2012; Street and Kissane 2001). Many studies of dignity in the end-
of-life context refer to it in ontological terms, such that dignity is understood as an
intrinsic and inalienable value of human life, as something common to all persons
which is not altered by circumstances (Leung 2007; Pullman 1996; Steinhauser et al.
2000; Sulmasy 2005).

On another level, however, dignity may be conceived of as an empirical and
dynamic quality, as part of the person’s sense of identity in relation to physical,
psychological, spiritual and social factors, all of which will be mediated by the
experience of illness (Chochinov et al. 2002; Street and Kissane 2001). Although these
two levels are sometimes discussed separately, they are not mutually exclusive and
dignity may be conceived of as an ontological foundation on which the empirical aspect
is constructed. Dignity can also be understood in terms of value, in the sense of the
value that people attribute to their life at a given moment, together with the factors that
make life something worth valuing. Chochinov et al. (2002) note that dignity overlaps
with concepts such as pride, self-respect, quality of life, well-being, hope and self-
esteem, as well as with the extent to which a person perceives him or herself to be
worthy of honour and esteem from others. Here we have assumed that dignity is a

dynamic quality that is nonetheless founded on an intrinsic and inalienable feature of
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human life, and as such it is similar to the value that a person attributes to him or herself
(i.e. the sense of self-worth). Thus, for the present analysis we identified statements in
which patients made some reference to the notion of self-worth and then analysed them
in light of our operationalised definition of dignity.

Iliness, which for many of the participants in our review was perceived as the
first steps towards death, was the defining context of lived experience for those who
expressed a WTHD (Kelly et al. 2002). Thus, their perception of personal dignity was
mediated by the fact of being ill. In a context of medicalisation, and in terms of what
Kellehear (2007) refers to as social death, one might say that the person begins to die in
illness. This would certainly be consistent with an observation made by Pearlman et al.
(2005: 236), who noted that “patients and their families viewed functional losses as
markers of the patient’s transition from life to death”. The notion of social death is also
interesting because it offers a framework for understanding the tendency for some
societies to exclude people once they are no longer productive or autonomous, or have
become a burden on others. This individualistic attitude towards the value of human
life, which is characteristic of Western society, for example, can also be seen in new
attitudes towards death (Taylor 1992): death as the loss of self (of one’s individuality).
And if, as was suggested above, death begins with illness, then a loss of self will also
occur when the patient receives a diagnosis. It is then that the patient will begin to stop
living, despite his or her wishes: “[I] wish to live but can’t live” (Mak and Elwyn 2005:
345).

Many of the statements made by patients who had expressed a WTHD reveal
ideas, value judgments and assumptions about their identity (who am 1?) and self-worth
(what they believe gives value to their life). When talking about their reasons for

wishing to die, many of them, both explicitly and implicitly, referred to the notion of
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dignity as we defined it above (i.e. as a dynamic concept). For the majority of
participants the value they attributed to life (their sense of dignity) was seen as
something they could lose in the state of vulnerability brought about by their illness
(Dees et al. 2011; Lavery et al. 2001; Pearlman et al. 2005). As the disease progressed
they began to lose control over bodily functions and became dependent on others to
perform certain everyday tasks (going to the toilet, taking a shower, getting dressed,
eating, etc.). In some cases the loss of dignity was also linked to their anticipating a
future in which they would lose their intellectual capacity or even conscious awareness
(Dees et al. 2011; Pearlman et al. 2005; Pestinger et al. 2015). Their advancing illness
was thus experienced as all-consuming, as a process in which aspects of the self would
be progressively lost until nothing was left (Dees et al. 2011; Kelly et al. 2002; Lavery
et al. 2001; Nissim et al. 2009; Ohnsorge et al. 2014a; Pearlman et al. 2005).

In this context, a hastened death was seen as a way of ending the loss of self,
which was often synonymous with a perceived loss of dignity. For these patients, illness
had stripped them of all that had been meaningful in their life, and some of them
expressed their fear of being reduced to the status of a vegetable (Lavery et al. 2001;
Pearlman et al. 2005). Others sometimes felt that their illness was something to be
hidden (Dees et al. 2011), or spoke of the dying process as messy and undignifying
(Schroepfer 2006). Seen as the end of all possibility, the loss of self was described by
participants as a destructive enemy to be feared (Dees et al. 2011; Kelly et al. 2002;
Nissim et al. 2009; Pearlman et al. 2005).

An increasingly mechanistic view of the body has also had an impact on
representations of illness. The body is seen as something that can be repaired, and pain
as an external factor capable of dehumanising the person: "All of a sudden, it dawned

on me that there was no solution, and if there was no solution to my cancer, then why
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was | hanging around? | got thinking about death as a practical matter. Why hang
around and cause a lot of people a lot of grief?” (Coyle and Sculco 2004: 704). In this
context, Walter (1994) argues that the metaphor of death as the Grim Reaper has been
replaced with a factual representation of death as a killer disease. This paves the way for
the myth of the physician who fights death (lllich 1976), and if the latter occurs it is
because medicine has been unable to solve the technical problem of illness.

1.2. Assumptions about autonomy

The debate in some countries over whether euthanasia or assisted suicide should be
decriminalised has raised the possibility of people being killed on request. This kind of
medicalised control over the dying process implies a shift from the idea of death as
something natural and inevitable that all must suffer to death as something to be
mastered or brought under technological control (Ariés 1975). The transition from life
to death thus becomes a matter of choice due to the authority of the self, the latter
having replaced older sources of authority such as the will of God or doctor’s orders
(Walter 1994). This is also reflected in the tension between ‘loss of control’ and the
‘desire for self-determination’ that emerges in a context of medicalisation (Quill and
Battin 2004; Walter 1994; White and Callahan 2000). Whereas loss of control would be
a consequence of having to follow doctor’s orders, the desire for self-determination
would be an expression of what Walter (1994: 54) refers to as the authority of the self:
“l did it my way”.

The statements made by patients who expressed a WTHD show how the
apparent power of medicine to control death and dying has given rise to two opposing
and related scenarios. On the one hand, many people fear that their life will be
prolonged under poor and artificial circumstances, a situation which they imagine will

be accompanied by pain and a loss of both control and, perhaps, dignity (Brody 1989;
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Callahan 1989; White and Callahan 2000). Medical intervention may thus be seen as
something that exerts a high price, draining the patient of energy and impeding the
natural process of dying: “In a sense it’s artificial that I’'m still alive. Even a few years
ago that would not have been the case for me to survive that long, but there are limits to
what any organism will take or can do, and I have reached my limit” (Nissim et al.
2009: 169).

In response to the perceived loss of control, many patients expressed a desire for
self-determination, the right to decide when and how their life should end, which
paradoxically would most likely require medical intervention: “I don’t want to deal with
it so I think I would speed up things myself. I don’t want to be lingering here in
palliative care, lying day and day, slowly dying. Oh no, I don’t want to do that. So,
suicide is a way of exiting. I don’t want to talk about that because I like life and I have
lots to live for, but if | come to the point when | am too weak to do anything, then |
don’t want to stay" (Nissim et al. 2009: 168).

Whereas suffering and pain were seen as placing limits on the possibility of an
enjoyable life, personal agency was invoked as a way of having some control over the
dying process, in this case, by removing suffering through death: “how long am I
supposed to put up with this? And then it occurs to you: well, you don’t have to, you
can get out of it at any time” (Ohnsorge et al. 2014a: 10). In other cases, autonomy was
regarded as the value or quality that underpinned and defined the sense of personal
dignity, and for these patients ‘keeping it in their own hands’ was what defined them as

persons.
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1.3 Assumptions about authenticity

Authenticity has traditionally been understood in different ways. In the broad sense it
has to do with being “faithful to an original [or a] reliable, accurate representation [...]
To say that something is authentic is to say that it is what it professes to be, or what it is
reputed to be, in origin or authorship” (Varga et al. 2016: 1). This definition is
consistent with a view widely expressed in the end-of-life context, whereby those who
find themselves in this situation can — and should — be able to make decisions that
reflect the person they profess to be. Although, from a normative point of view, it is
difficult to determine the basis of authenticity, one of the arguments that is often made
in support of a voluntary death is that patients’ thoughts, desires and actions should be
respected as authentic expressions of who they are (Quill and Battin 2004).

The statements made by patients who expressed a WTHD reveal that the idea of
authenticity often appears in the form of what one might call a ‘split identity’, in other
words, the self before and after the onset of illness. In fact, some patients specifically
described themselves in terms of a ‘former self’ and an ‘ill self” (Coyle and Sculco
2004; Dees et al. 2011; Mak and Elwyn 2005; Nilmanat et al. 2015; Nissim et al. 2009;
Ohnsorge et al. 2014a, 2014b). The former self was viewed as the authentic (and
dignified) self that wished to live, as the true person and as how the patient wished to be
remembered. By contrast, the ill self was described by the same patients as useless, as
having lost the will to live due, for example, to a diminished quality of life. Allusions to
the ill self were thus often made when patients spoke about not wanting to be
remembered as someone depleted and dependent on others. Conversely, certain actions,
such as deciding to refuse further medical treatment, were seen as ways of maintaining

the authentic self in spite of the illness.
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Autonomy was at times seen as an aspect of authenticity, since some patients
experienced illness as being in opposition to their autonomous (authentic) self and as
exerting control over their circumstances. The wish to have some control over the dying
process was thus described in terms of preserving the authentic self (“I am in control of
this body. This is mine, I will do whatever I want to do with it” [Schroepfer 2006:
S136]), or in terms of dignity (“dignity is that I have control over my body [it is] not a
virus that is going to take my life. I’'m the one who’s going to decide when my life will
end, not a virus, and not with great pain” [Lavery et al. 2001: 365]). In this context,
some patients spoke of ‘granting myself my own death (if things get worse)’ as being

the last act that a human being can perform in the name of authenticity.

2. ASSUMPTIONS ABOUT SOCIAL INTERACTIONS

In relation to what we referred to earlier as ‘social death’, the way an individual is seen
by others plays a crucial role in the construction of his or her identity. In the context of
medicalisation there are two issues that are especially relevant in terms of social
interactions: the transfer of care and the idea of being a burden on others. When care of
the dying was transferred to the hospital setting (such that this is where death occurred)
the role of accompanying the dying person passed from relatives or priests to doctors
(Ariés 1975; Walter 1994). The end-of-life was thus confined to a medical context, a
private, hygienic and technological environment (Walter 1994). For the family, the
removal of death from the home meant that they could no longer perform the rites and
rituals associated with care of their dying relative. As a result, death not only ceased to
be a part of people’s domestic experience but also became an object of taboo, an
unpleasant thing to be avoided (Gorer 1955). The doctor became the new master of
ceremonies of this scenario, controlling the process of dying and administering drugs in

order to deprive patients of the experience (lllich 1976; Walter 1994).

237



The equating of being ill with being a burden on others has become widespread
within this context. One of the consequences of medicine being seen as a way of
combating death (Callahan 1989) was that the dying process gradually ceased to be seen
as part of normal human experience, as a final stage of life through which the person
would be accompanied and cared for. The loss of this kind of care narrative, in which
accompanying the dying person was seen as a meaningful act, is one of the factors that
has led to ill people in the modern age being regarded as a burden.

The impact of interpersonal relations — the importance the individual gives to
how others see and value him or her — was evident in many of the statements made by
patients who expressed a WTHD, as well as by relatives and healthcare professionals. It
is interesting to note that in many cases the WTHD was linked to patients’ beliefs about
the value judgments of others (i.e. you think that others believe you are a burden to
yourself and others, that you’re no longer worthy and suffering unbearably) (Coyle and
Sculco 2004; Dees et al. 2011; Kelly et al. 2002; Lavery et al. 2001; Mak and Elwyn
2005; Nissim et al. 2009; Ohnsorge et al. 2014a, 2014b, 2012; Pearlman et al. 2005;
Schroepfer 2006; Stiel et al. 2010). In fact, of the 122 quotes reported in the studies
reviewed, 43 referred to the patient’s social context. Of these, 15 made reference to the
role of relatives and healthcare professionals in the patient’s experience. The remaining
28 quotes, however, referred to patients’ assumptions about how others would view
them in terms of dignity (personal value) and the value of their life (Coyle and Sculco
2004; Dees et al. 2011; Kelly et al. 2002; Lavery et al. 2001; Mak and Elwyn 2005;
Nissim et al. 2009; Ohnsorge et al. 2014a, 2014b, 2012; Pearlman et al. 2005;
Schroepfer 2006; Stiel et al. 2010). In other words, the majority of quotes in which the
social context was referred to as a factor in the WTHD concerned how patients believed

they were seen by others.
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Many of these statements had to do with what one might call social dignity.
Thus, not wanting to be seen by others as ill and frail, and the wish to preserve or
maintain the self in the eyes of others was a common concern among these patients. In
addition, the idea that their illness would also affect those around them was linked for
some patients to a wish to avoid making others suffer. In such situations the WTHD
arose as a way of sparing others from burden, as a form of altruism. This notion of
social dignity was also related to the sense of belonging (Lavery et al. 2001). When
patients felt excluded from their community or social groups as a result of their illness,
this was often experienced as a rupture in their life story. A lost sense of belonging also
occurred when patients could no longer fulfil a previous social role that had given
meaning to their life. For one patient, the value she assigned to herself had to do with
the experience of knowing that she was loved and needed by those around her (Lavery
et al. 2001). She declared that life without love was what was causing her to lose any

wish to keep on living.

3. ASSUMPTIONS ABOUT THE VALUE OF LIFE

Many of the statements made by patients alluded to reasons why life was no longer
worth living. This attributing of value to life can be considered in terms of the
Aristotelian distinction between zoé and bios (Aristotle 1995). Zoé denotes our
biological existence, the ‘bare life’ that is common to us all. In this respect, the loss of
control over bodily functions and diminished functional capacity leading to the loss of
independence (aspects of zoé) was one of the main reasons cited by patients, relatives
and even healthcare professionals for why life had lost its value (Coyle and Sculco
2004; Dees et al. 2011; Lavery et al. 2001; Mak and Elwyn 2005; Nilmanat et al. 2015;

Nissim et al. 2009; Pearlman et al. 2005; Pestinger et al. 2015).
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At times, however, the two views of life, zoé and bios, were intertwined within a
single reality. This was the case, for example, when the suffering (which can be both
zoé and bios) caused by illness was given as one of the reasons why a patient had lost
the will to live. Some patients stated that they would rather die than live with pain and
suffering, because for them a life of pain was not worth living. It should be noted that
the idea that life is no longer worth living cannot be understood within a purely
biologistic framework (zoé). On the contrary, such an attribution requires a rational
judgment (bios).

In Western society, ideas of transcendence or spirituality no longer provide a
frame of reference for many people’s lives (Taylor 1992), and thus the belief that death
is the door to the afterlife and that suffering is God’s retribution on this earth has waned.
This contrasts with the centuries-old Christian view that man is a creature of God, and
therefore is not master of his own life; one only has to think of the social condemnation
of suicide or of the sick in medieval times, their final battle being to accept that their
fate was in God’s hands (Aries 1975). According to Ariés (1975), the ideal death in the
Middle Ages was one that allowed the dying person and those around him to prepare
themselves, to become aware of the situation; one should die knowing that death was
approaching, and thus a sudden death was viewed as the worst of punishments. This
contrasts with what one observes in the statements made by patients in the qualitative
studies we reviewed, for whom death was seen as a kind of salvation, as that which
would release them from their present suffering (Coyle and Sculco 2004; Lavery et al.
2001; Nilmanat et al. 2015; Nissim et al. 2009; Ohnsorge et al. 2014a; Pearlman et al.
2005). Having lost quality of life they felt that the very value of life had been
undermined, which some of them expressed in terms of a tension between quality of life

and quantity of life (Dees et al. 2011). Other patients posed specific questions about the
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meaning of their suffering, asking, for instance, “why me?”, “why [am I] suffering so?”,
“why [am I] hanging around?” (Coyle and Sculco 2004; Nilmanat et al. 2015; Nissim et
al. 2009). For many of them, the WTHD emerged in response to a loss of meaning in
life and of the will to live. Only a few patients held a somewhat more positive view of
their illness, either as a result of their religious beliefs (Ohnsorge et al. 2012) or because

their attitude was one of acceptance (Ohnsorge et al. 2012).

DISCUSSION

Thus far we have analysed the statements made by patients who expressed a WTHD in
relation to different classes of assumptions. In this section we take a more critical look
at the different areas of our analytical framework, namely: medicalisation; assumptions
related to moral understandings: dignity (including social dignity), autonomy and

authenticity; and the value of life.

Medicalisation

Parens (2013) argues that there are good and bad forms of medicalisation. The present
philosophical analysis has mainly considered negative aspects, such as dependence on
life support machines, the depersonalisation of death in the hospital context, or the use
of drugs that prevent a person from being aware of the end of life. However, the
statements made by patients also reveal the positive side of medical intervention, in that
it can help to control pain or other symptoms of the illness. Thus, medical technology
and integrative care can be combined to improve diagnosis or to develop the best
interventions, and this can be done while respecting a person’s dignity or authenticity. A
related issue here is that some patients related their WTHD to the experience of pain.
Therefore, giving them medication to relieve pain or to treat symptoms of depression or
other kinds of psychological distress may be one way of addressing the anguish and fear

that they regard as triggering their WTHD.
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It is also worth noting that many of the quotes (41 of 122) referred to the kind of
future that patients imagined awaited them. While in some cases these ideas were
influenced by their own past experience or that of a close friend or relative who had
gone through something similar, for other patients they were the result of images of
death and dying that were present in the cultural context (Pestinger et al. 2015). This
highlights how important it is for healthcare professionals to understand the emotional
distress (fear, anxiety, uncertainty, hopelessness) experienced by patients at the end of
life, and to provide them with adequate information about their situation. In this respect,
medicalisation can play a useful role in challenging some of patients’ worst fears about
the dying process, and may potentially help them to accept suffering and the final days
of life as meaningful. Indeed, rather than being seen as a prelude to death in which the
person is stripped of value, the end of life may also be an opportunity to establish deep
bonds with loved ones, or to re-evaluate one’s own identity in accordance with what the

person considers to be important and meaningful.

Dignity

As we have seen, dignity was commonly experienced as a dynamic and subjective
quality that could be undermined by the loss of functional capacity or the perceived loss
of self. Interestingly, none of the statements made by patients referred to dignity as an
intrinsic aspect of human life, despite the fact that such a definition often features in
theoretical discussions of the concept. One might argue, however, that the labelling of
certain experiences as undignified rests upon an a priori idea of an intrinsic dignity that

has not been respected.

In this context, Charles Taylor (1989), among others, has highlighted the

importance of mutual recognition — based on an idea of universal and egalitarian
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dignity — as a cornerstone of personal identity. In the clinical context, this kind of
recognition would entail that a person’s dignity is preserved through the care that he or
she receives at a time of great vulnerability (i.e. | offer you the care you need because |
respect you and recognise you as a person with dignity). This recognition of the patient
as a human being (and thus, by definition, as a person with dignity) may go further
towards protecting his or her dignity that would a conception of dignity based on those
aspects of ourselves which we believe make us worthy (or not) of respect from others

(Taylor 1989).

From the clinical perspective, the equating of dignity with autonomy can be
linked to the ethical system of principlism, as developed in the Anglo-American
context, which argues that autonomy is the pillar on which bioethical guidelines are
founded. However, a slightly different view is present within European bioethics, which
highlights the centrality of dignity and argues that it cannot be reduced to the concept of
autonomy (Rendtorff 2002). For instance, the final project report on Basic Ethical
Principles in European Bioethics and Biolaw identified dignity — alongside autonomy,
integrity and vulnerability — as a framework for protecting the person from
dehumanising technological developments. After examining and discussing the meaning
of the concept, the report defined dignity as “a quality of the person as such. It now
refers to both the intrinsic value of the individual and the intersubjective value of every
human being in its encounter with the other. [...] Dignity concerns both oneself and the
other: I must behave with dignity, and I must consider the dignity of the other” (Kempt
and Rendtorff 2008: 240). This definition could be used to guide both practice and
policy in the end-of-life context, where the aim would be to ensure that advanced
patients continue to be treated as human beings with inherent value. From a legal

perspective it may be difficult to agree on what the implications of the notion of
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intrinsic dignity are (one has only to think of the vague definition of this concept that
appears in the Universal Declaration of Human Rights [United Nations General
Assembly 1948]), but recognising the other as a dignified human being is nonetheless a
prerequisite for respecting the person in his or her entirety, especially when that person
is rendered vulnerable by advanced disease.

The privatisation of death in modern society can mean that it becomes an
anonymous event happening to an uninformed individual (the patient) who has no
control over his or her final days. Dying in hospital may thus deprive the person of the
respect and dignity that he or she deserves. The title of a recent research paper is
revealing in this respect: ‘Do the circumstances allow for a dignified death?’ (Jors et al.
2014). As we have seen in some of the patient quotes, the immediate environment of
persons facing the end of life does not always leave them feeling valued or cared for,
and thus we could say that the circumstances do influence a person’s sense of dignity.
This suggests that considering the impact which aspects of the environment (treatment
by doctors and nurses, respect for privacy, etc.) can have on a person’s sense of dignity
is important not only for developing personalised care plans, but also for ensuring that
the training received by health professionals equips them to recognise the dignity
inherent to each individual. However, the ability of patients themselves to recognise that
dignity is a quality they possess simply by being human can also help them to maintain
a sense of personal dignity despite their illness (Rodriguez-Prat et al. 2016). Ultimately,
it is not the circumstances that determine a ‘dignified death’, but rather the person who,

through his or her values and beliefs, attributes value and meaning to life and to the self.

An alternative to hospitalised death can, of course, be found in the hospice
movement, whose philosophy is to offer compassionate and holistic care (from pain

management to emotional and spiritual support) to people facing a life-limiting illness.
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In our systematic review of qualitative studies on the WTHD the samples of patients
were drawn from a variety of settings (in- and outpatient palliative care units, hospices,
large cancer centres and nursing homes). However, we were unable in that review to
determine the possible influence of the setting on patients’ experience, as this would

require a more detailed analysis of primary study data.

Autonomy

A narrative of self-determination could often be observed among those patients who,
faced with the end of life, expressed a strong desire to take control of their
circumstances and the process of their illness. For these individuals, losing control over
their life and seeing the illness affect their functional and cognitive ability, undermining
their ability to make decisions and to live as they would wish, was itself experienced as
a form of suffering, as ceasing to be themselves. In situations such as these it can be
important for health professionals to draw attention to the idea of intrinsic dignity, as
this may help patients to hold on to something that goes beyond their identification with
the ill self, with the person who has lost the most profound and authentic aspects of his
or her identity.

A further point has to do with what might be called a culture of emancipation
focused on individual experience and the rights of patients, as from this perspective the
WTHD might perhaps be understood as an expression of individual liberty that occurs
against a background of medicalisation. Based on our analysis, and in agreement with
van Wijngaarden et al. (2015), we would argue that this culture of the individual with a
strong desire for self-determination could also be seen as a reaction against
medicalisation. In other words, the fact that medicalisation places advanced patients in a
situation that they may experience as dehumanising, due to their dependence on life-

support machines, drugs and medical professionals, etc., may provoke in these patients
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a strong desire for autonomy, for the ability to decide how they will see out their final

days.

Authenticity

Our analysis of patient statements indicated that being authentic was equated with being
independent and capable of making decisions in keeping with one’s life to date.
Through what we referred to earlier as a ‘split identity, patients seek to hold on to the
healthy and autonomous self, the person they were before illness struck. However,
reducing authenticity to autonomy may evoke an illusory image of the human being as
invulnerable, as someone who should not be ill. Whatever the case, the roots of this
romantic idea of authenticity can be found in contemporary narratives about
constructing the self, where self-exploration, individual choice and control are seen as
the basis for a valid identity (Ferrara 1998; Taylor 1992, 1989). From this perspective,
the criterion for moral behaviour becomes decision making by a self-possessed and
bounded individual who is capable of constructing his or her own character (Taylor
1989). Bearing in mind the progressive deterioration that characterises the end of life for
advanced patients, a return to the idea of death as part of life, to the image of a
vulnerable human being, may help patients achieve some form of acceptance during
their final days.

Although, on a theoretical level, this view of authenticity may appear to be
important and to have its echo in the medical decision-making process, it is not clear to
what extent the concept is useful from the perspective of liberal philosophy. One of the
reasons for this is that decision making is often governed by economic criteria that
reduce the scope of choice to the social and economic value that is attributed to the
person (notably less for the ill and older people), thus setting the bounds within which

he or she may choose. From an ethical point of view, and linking the issue of
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authenticity to the idea of burden or ‘social death’, it is, as Rehmann-Sutter (2015) point
out, “problematic if society (or a family) is structured in such a way that those who are
no longer useful start feeling they are nothing but a burden. This is ethically problematic
because it does not treat these people as beings with inherent moral worth” (Rehmann-
Sutter, 2015: 169). Social death in the context of illness has to do with this
(dis)attribution of the value of life and of the person. For some of the patients
interviewed, being ill was synonymous with being useless (Mak and Elwyn 2005;
Schroepfer 2006), and here again, one sees how what we take to be the basis of personal
dignity can have numerous implications. If who you are, what you’re worth or the
foundation of your dignity are decided by society, then it is easy, for example, to be
reduced to your economic value. In fact, being an economic burden on the family was
mentioned by some patients as a reason for their WTHD (Mak and Elwyn 2005). At all
events, this kind of financial pressure will be most strongly felt in those countries where
health care is not adequately funded or insured.

A further point to note is that medical discourse has been associated with
bureaucratic procedures whose impact on the patient can be to heighten the sense of loss
(Walter 1994). Viewing authenticity in terms of decision making (i.e. deciding within
the limits of what is possible) rather than choice making (i.e. the desire for unlimited
self-determination) might help patients to focus on who they are still able to be and
what they are still able to do. There is clearly a tension here between the imposition of
economic criteria, the expropriation of health and the idea of authenticity as something

not subject to extrinsic rules, which ultimately renders it an empty concept.
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Value of life

A topic of recent debate in the clinical context has been whether ‘meaning in life’ may
serve a protective role (psychologically) in patients with advanced disease, and there is
evidence to suggest that those individuals who express a WTHD experience a loss of
meaning in life (Monforte-Royo et al. 2011). In our analysis of patient statements we
observed that a loss of life’s value or meaning was the result of suffering for which
there was no hope of a cure. It was also linked to a sense of diminished autonomy and
control.

A recent systematic review of meaning-in-life interventions in the palliative care
context concluded that patients can benefit from being given a space in which to reflect
on areas or aspects that bring meaning to their life (Guerrero-Torrelles et al. 2016). We
have seen in the present analysis that the value or meaning of life can be undermined
when symptoms are not adequately managed (e.g. when a patient is in pain). This
suggests that once the physical and psychological/emotional factors associated with a
WTHD have been identified, interventions that can help patients rediscover a sense of
dignity, of their own worth as a person, including in the eyes of others, may help them

to live out their illness as a process of personal growth and a part of life.

CONCLUSIONS

Medicalisation appears to impact on the experience of patients who express a WTHD
and to influence the way in which they conceive of their suffering, the end-of-life
process and death. In a context characterised by suffering of this kind it is important that
health professionals are able to understand patients’ assumptions and moral
understandings about their situation so as to respond adequately to their needs and help
them, as far as possible, to recover some of the social and intrinsic dignity they feel they

have lost. An idea of authenticity based on decision making or self-agency may help to
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define a space in which advanced patients retain some room for manoeuvre, enabling

them to experience their final days as a meaningful period of life.
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Quinto articulo: Ethical challenges for an understanding of suffering:
Voluntary stopping of eating and drinking and the wish to hasten death in
advanced patients
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Presentacion:

Recientemente Bolt et al. (2015) llevaron a cabo un estudio retrospectivo sobre
el VSED en el que citan la revision sistematica de estudios cualitativos sobre
pacientes con enfermedades avanzadas que habian expresado deseo de
adelantar la muerte (Monforte-Royo et al., 2012), realizada por nuestro grupo.
En ella se describi6 el DAM como un fendbmeno complejo, reactivo a la
presencia de un sufrimiento multidimensional, que va en la linea de llevar a
cabo “investigacion cualitativa para aumentar nuestra comprension de los
motivos de los pacientes que conducen a adelantar la muerte a través del

VSED?, tal y como Bolt et al. (2015) subrayan en su estudio.

A la luz del estudio de Bolt et al. (2015) en Annals of Family Medicine, y
de la réplica que Quill (2015) y de Jansen (2015) hacen a ese estudio,
pensamos que podia ser una interesante aportacion el profundizar en el
fenémeno complejo del VSED apoyandonos en los resultados obtenidos por

nuestro equipo de investigacion sobre el DAM.

Esta reflexidn, pensamos que podia aportar una nueva perspectiva a la
comprension de este fendmeno y ser de interés para los profesionales de la

salud que se enfrentan a él.
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Abstract

Some persons with advanced disease but no significant cognitive impairments
consciously decide to stop taking food and fluids orally, even though they remain
physically able to do so. The question is to what extent voluntarily stopping eating and
drinking (VSED) may be considered an expression of a wish to hasten death,
understood as a reaction to suffering due to a life-threatening illness, in the sense that
the latter has been recently defined. Here, we analyse the data reported in some studies
in relation to primary care patients who died as a result of VSED and examine their
results in light of the qualitative findings of patients that expressed a wish to die. In our
view, VSED is consistent with such a wish, since in these patients it is underpinned by
one or more kinds of suffering. Therefore, prior to interpreting this act as a deliberate
expression of personal autonomy, it is important to explore all possible areas of
suffering, including physical symptoms (either present or foreseen), psychological
distress, existential suffering and social aspects. Failure to do will mean that we run the
risk of abandoning a fellow human being to his or her suffering.
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Ethical challenges for an understanding of suffering: Voluntary stopping of eating
and drinking and the wish to hasten death in advanced patients

Voluntarily stopping eating and drinking” (VSED) is a topic that raises challenging
ethical questions. VSED defined as “an action of a competent, capacitated person, who
voluntarily and deliberately chooses to stop eating and drinking with the primary
intention to hasten death because unacceptable suffering persists”™? leads to crucial
questions about clinical ethics and clinical practice: What is the quality of life of the
patients who prefer to die than to carry on living? What is the good care to provide to
these patients and what is the good for them? What factors contribute to some patients
wanting to die? Should this be understood as an unequivocal case of the WTHD, as a

request to end their life?

In a recent study carried out by Bolt et al." in the Netherlands, the role and
involvement of family physicians when confronted with patients who accelerate their
death by VSED was analysed. The data from this study' suggest that VSED is a
decision taken by adult or older patients with severe disease, short life expectancy, and
dependency on others for everyday care. Importantly, these people are physically able to

take in food and fluids orally, but they are consciously unwilling to do so.

The statements made in this article led us to reflect on whether VSED can
properly be considered a particular case of the WTHD and, if it is the case, what the
implication would be for clinical practice. Our reflection is based on the systematic
review and synthesis of qualitative studies (meta-ethnography) on the meaning of the
WTHD in patients with advanced disease carried out by our group® as well as on a
recent consensus definition of the WTHD in which we participated. This proposal

understands that “the WTHD is a reaction to suffering, in the context of a life-
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threatening condition, from which the patient can see no way out other than to

accelerate his or her death”.*

Our goal is to contribute to the understanding of patients who voluntarily stop
eating and drinking, and, therefore, to help improve the practice of physicians who are
responsible for their care. In what follows, we will also try to compare the data
regarding the VSED and the results derived from our meta-ethnography® which
highlighted that any expression of the WTHD was underpinned by suffering. This
suffering was seen as a response to physical-psychological-spiritual-existential

impairment.

In the study of Bolt et al.,' different levels of suffering are likewise apparent
among the patients who voluntary chose to die by VSED. The most common patient
motives for hastening death reported by family physicians were somatic (79%),
existential (77%), and dependence-related (58%). Other reasons mentioned included
loss of sense of dignity and loss of self, social factors, and psychiatric suffering. These
variables are clearly consistent with the idea of the WTHD as a reaction to physical,

psychological, and/or spiritual suffering.

One conclusion to be drawn from this Dutch study" is that patients with severe
disease may regard VSED as a way of ending their suffering and of exerting some
control over their life. Similarly, the patients considered by our meta-ethnography did
not regard death as an end in itself but, rather, as a way of escaping from overwhelming

suffering.

Furthermore, some patients experienced both a wish to die and a wish to go on
living. This paradox is also observed among patients who chose to die by VSED,* since

the dying phase is then both prolonged and potentially reversible. This reversibility
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would appear to reflect two aspects that emerged in our study,® namely the possibility of
controlling when and how one dies (“to have an ace up one’s sleeve just in case”) and
the “desire to live but not in this way”. Again, we see the idea that death was not always
what the patients wished for but it can also mean to end a life that apart from the context

of their illness would have been wanted.

Some of the points made by Quill® regarding VVSED are also consistent with the
findings of our meta-ethnography.® For example, he mentions the idea of AS as a “last
resort” when faced with extreme suffering. The proximity of inevitable death can lead
some persons to experience an intense need for control, and in such cases, taking
decisions about how one lives or dies may become a good control strategy that reduces
emotional distress or even fosters an improved sense of wellbeing. In this context, the
more extreme the suffering the greater may be the need for control, and thus it becomes
more likely that a person will take such decisions. For a person in such a situation,
being able to decide for oneself how and when one dies may be experienced as a form

of self-determination, as preserving what little is left of the life he/she once had.

A similar paradox is present in other observation made by Quill,®> since he
suggests that for patients like the one he describes AS may have more to do with self-
preservation than self-destruction. However, it is worth remembering that a common
experience reported in studies of advanced patients who request AS®® is a “loss of the
self”, the sense that one’s own essence or identity is disintegrating (“I’'m no longer the
person | was before the illness™). Within this framework, therefore, the WTHD would
correspond to a manifestation of the desire to flee from a reality dominated by suffering,
and thus it is perhaps accepts the idea of destructing a disintegrating self rather than the
wish to assert one’s own individuality. In many cases, as stated above, the idea of a loss

of self is associated with a perceived loss of sense of dignity and meaning in life. This
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raises the question as to what extent the decision — based on personal autonomy — to

end one’s life can be regarded as an act of self-preservation.

Having compared the findings reported in the Dutch study® with those of the
meta-ethnography® and the operational consensus definition of the WTHD* we confirm
that VSED can be regarded as a particular expression of the WTHD. Hence, like the
WTHD, the act of VSED should be understood as being underpinned by one or more
kinds of suffering, the causes of which would need, in clinical practice, to be identified
and, if possible, addressed in some way. Although, in the Dutch study’ only 13% of the
99 patients who died by VSED were said to have reported depressive symptoms, studies
that have analyzed predictors of the WTHD in advanced patients have found that
depression is one of the strongest predictors.®*® Due to the retrospective nature of the
study,’ however, it is not known whether any attempts were made by family physicians
to rule out this factor or, in the event that it was present, to provide treatment. The

evidence to date®!

suggests that proactive intervention in relation to the WTHD may
be a crucial step in alleviating the suffering experienced by many patients and in
widening the focus beyond the desire to die, which has also been described as a “cry for

help”.3,12,l3

Jansen™ notes that VSED is described in the literature as a treatment option
rather than as an activity undertaken by a patient on his/her own. Viewed in this way,
namely as an option that can be potentially supported by the clinician, its ethical
consideration would be very similar to that of AS. In this context, supporters of VSED
have proposed that the practice be brought under the umbrella of standard care, whereas
those who oppose it fear that this would lead physicians to regard it as just another
viable option for those patients who, due to their suffering, wish to put an end to their

life. Therefore, in terms of the ethical challenge posed by VSED, there is a need, as with
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the WTHD, to do all we can to understand what lies behind this complex phenomenon.
For if ethics implies an inquiry into what we are capable of doing or not doing, and into
how the greater good may be achieved, then we need to explore further what it means
when someone expresses the wish to die. Thus, in every case it should be determined
whether the WTHD is either part of a clinical mental condition (depression or
psychological impairments), an expression of wish to end a process of disintegration,
etc. Even if such conditions are ruled out, it would be wise, prior to interpreting this act
as a deliberate expression of personal autonomy, to explore all possible areas of
suffering, including physical symptoms (either present or foreseen), psychological
distress, existential suffering, and social aspects. Otherwise, respecting the autonomous
desire of the patient could be at the detriment of providing good care for and
determining the good of the patient in all those cases in which there is a treatable
condition. Failure to do so would mean that we run the serious risk, both as health
professionals and as human individuals, of abandoning a fellow human being to a fate in

which suffering pervades.
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Capitulo 11. Discusion

Aunque los resultados de cada estudio han sido discutidos en sus
correspondientes articulos, en este apartado se discutiran los resultados a la

luz de las preguntas de investigacion previamente planteadas.
Preguntas de investigacion:

1. ¢COomo es experimentada la relacion entre dignidad percibida y
autonomia, control o autodeterminacion en los pacientes con
enfermedades avanzadas?

En el proceso de codificacion y categorizacion de las narraciones de los
participantes en los estudios primarios se identificaron tres temas que
describian las distintas mediaciones entre dignidad y autonomia: la pérdida de
funcionalidad fisica como mediador de la dignidad, la dignidad como identidad y

la autonomia como factor determinante de la percepcién de dignidad.

El primer tema emergido, la percepcion de dignidad mediada por la
pérdida de funcionalidad, es una constante en estudios sobre la vivencia de la
enfermedad. En el contexto de final de vida, tanto en los estudios focalizados
en la percepcion de la dignidad y control, DAM o actitudes vinculadas a la
eutanasia y suicidio asistido, fue un punto de partida inevitable, puesto que la
vivencia de la dignidad esta condicionada por la enfermedad. En estudios como
el de Chochinov et al. (2002), Volker (2004b), Pearlman et al. (2005), Brown et
al. (2011) y Ho et al. (2013), la pérdida de funcionalidad fue expresada en
términos de los problemas que derivan de la enfermedad en si misma y que
repercuten en la percepcidn de la propia dignidad. En otros estudios, la pérdida
de funcionalidad fue expresada directamente como ‘desintegracion’ (Lavery et
al., 2001) ‘pérdida del yo o e de la esencia’ (Lavery et al., 2001; Pearlman et al.,
2005) y ‘percepcion del sufrimiento del yo' (Mak y Elwyn, 2005).

El segundo tema identificado, la dignidad como identidad, se definio a
partir de la vivencia de la percepcion de la propia identidad también en relacion
a los demas. Numerosos autores han destacado el impacto de la
transformacién fisica en la consideracion personal (Aujoulat, Marcolongo,
Bonadiman y Deccache, 2008; Charmaz, 1983, 1995; Enes, 2003; Kleinman,

264



1988; Paterson, 2001; Street y Kissane, 2001). Street y Kissane (2001)
establecieron que la ‘dignidad es encarnada’ puesto que las personas se
conocen y son conocidas en su corporalidad. Es por esto que la vivencia de la
enfermedad puede suponer una division entre quién se considera la persona y
el cuerpo que ya no reconoce como suyo porque esta “alterado” (Charmaz,
1995). Franklin et al. (2006) llamaron a este hecho “el cuerpo irreconocible” y

Kristeva “el cuerpo abyecto” (citado en Street y Kissane, 2001).

Por otro lado, la reflexion en torno a la identidad esta asociada a ciertas
emociones de valoracién personal como la autoestima (Chochinov et al., 2002;
Enes, 2003; Kade, 2000; Lavery et al., 2001; Pearlman et al., 2005; Volker et
al., 2004b). Otra emocién comun es el miedo ante el “perderse a uno mismo”:
dejar de ser la persona que se habia sido y defraudar a los demas; o
vergienza ante la falta de privacidad y la pérdida de la intimidad que la
necesidad de ayuda para la realizacion de actividades basicas conlleva, o de
falta de dominio personal causado por la enfermedad.

Paralelamente, la consideracion personal no puede separarse de como
la persona se siente mirada y tratada por los deméas. Chochinov et al. (2002) -y
los estudios que han seguido su modelo de dignidad- identificaron como uno
de los temas principales el ‘Inventario de Dignidad Social’ que tiene que ver con
la influencia de las relaciones sociales en la vivencia de la dignidad. En
estudios sobre el DAM, eutanasia o suicidio asistido, son constantes las
expresiones de miedo a hacer sufrir a los demas y de querer poner fin a la vida
como un gesto altruista (Compassion & Choices, 2008; Coyle y Sculco, 2004).
La categoria “ser una carga para los demas” también ha sido destacada en
diversos estudios; y en ocasiones, esta realidad se ha visto reforzada por el
miedo a verse vulnerables e inltiles por sus seres queridos. De nuevo estas
ideas tendrian que ver con la percpecién de pérdida de la propia identidad
sefalado arriba. Por otro lado, las situaciones de final de vida han sido
entendidas como una ocasion para reforzar ‘la conexiobn y sentido de
pertenencia’ con los seres queridos (Enes, 2003; Mak y Elwyn, 2005; Pearlman

et al., 2005). Este aspecto también ha sido reconocido en una reciente revision
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sistematica de intervenciones de sentido de la vida realizada por nuestro grupo

(Guerrero-Torrelles et al., 2017).

El dltimo tema que emergio en esta revision sistemética fue el de la
autonomia como un factor determinante de la dignidad percibida. En la
literatura sobre el DAM, eutanasia y suicidio asistido es recurrente la defensa a
favor de la ‘Muerte con Dignidad’ bajo el supuesto de que la dignidad de la
persona depende de que mantenga su autonomia y control. En la primera
meta-etnografia publicada sobre el DAM (Monforte-Royo et al.,, 2012) se
identificO que este deseo de adelantar la muerte surgié “como una forma de
control sobre la propia vida”. En el presente estudio, el subtema ‘deseo de
control sobre el proceso de morir’ tendria que ver con este deseo de mantener
cierto tipo de control sobre las distintas circunstancias, que no necesariamente
significaria llevar a cabo alguna accion para morir. Sin embargo, el segundo
subtema, “deseo de autodeterminacién”, si que estaria directamente

relacionada con el deseo y voluntad explicitos de poner fin a la propia vida.

En un nivel interpretativo superior se vio que estos temas no podian
entenderse de forma aislada sino entrelazados entre si. Tras el andlisis de los
estudios en los que se relacionaba dignidad y autonomia puede observarse
que todas las vivencias de los participantes estuvieron penetradas por la
vivencia de la enfermedad, por la influencia del contexto social y por el impacto
en la identidad personal (modelo explicativo). Por ejemplo, se encontré que la
pérdida de funcionalidad fisica vinculada a la percepcion de dependencia es el
mayor mediador en la pérdida de sentido de dignidad. En este caso, no podria
entenderse la dependencia fuera del impacto de la enfermedad, la nueva
relacion establecida con el entorno inmediato y la construccion de una nueva
identidad.
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2. ¢ El sentido de dignidad personal (c6mo las personas se atribuyen o no
dignidad) puede influir en la vivencia de su enfermedad y en su toma de
decisiones?

Partiendo de ete modelo explicativo se observaron dos posiciones extremas: en
los casos donde los pacientes subrayaron la conciencia de un sentido
intrinseco de la dignidad se mantuvo un sentido positivo de la dignidad ante la
presencia de la enfermedad. Por el contrario, los pacientes que fundamentaron
su dignidad en valores como la autonomia, la capacidad de control o la calidad

de vida, su percepcion sobre la misma se vio mermada.

Uno de los temas clave que emerge del presente analisis es la respuesta
del deseo de control sobre el proceso final de vida en quienes fundamentan la
dignidad en la autonomia. Si bien es verdad que existe cierta confrontacion
sobre las motivaciones de quienes solicitan la eutanasia o el suicidio asistido,
en esta sintesis se ha hecho mas evidente como las personas con un fuerte
caracter independiente y “controladoras” (como muchas veces se las denomina
en el argot biomédico), en circunstancias de falta de control sobre el dolor,
incapacidad de disfrutar de la vida ordinaria o de ser una carga para los demas,

pueden tener mas tendencia a desear adelantar la muerte.

3. ¢ Qué aporta la fenomenologia de la corporalidad y de la enfermedad a
los estudios cualitativos publicados en los que se establece la relacién
entre la dignidad percibida y la autonomia?

Tras el andlisis efectuado puede entreverse que tanto la nocion de dignidad
como de cuerpo vivido refieren a la persona como un todo. Desde la
fenomenologia, el cuerpo no es visto solo como un objeto capaz de ciertos
mecanismos definidos en términos anatdmicos o fisioldgicos sino también
como un cuerpo encarnado, vivido, sujeto de interpretaciones, experiencias,
emociones, deseos, situado en un mundo y en una cultura determinada. En los
estudios cualitativos sobre dignidad puede observarse que cualquier cambio en
el “mundo” particular de cada paciente puede afectar a su percepcién de
dignidad. Del mismo modo, la vida de cada persona se desarrolla siempre
desde el cuerpo vivido por lo que cualquier cambio puede repercutir en su
experiencia del mundo y, de forma especial, la enfermedad desequilibra

radicalmente la estructura yo-cuerpo-mundo-otros. Es por eso que la
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perspectiva cualitativa puede aportar muchas luces a la préactica clinica: dar voz
a la experiencia de los pacientes, profundizar en la comprension del mundo del
otro, comprender el cuerpo desde un punto de vista mas completo (el cuerpo
como realidad fisica, como campo de localizacion de sensaciones, como centro

de accién, como portador del libre movimiento, como obstaculo, etc.).

En la practica clinica, las consecuencias de considerar a la persona
como sujeto encarnado (como un todo) son innumerables. La misma Toombs
describe algunas implicaciones: comunicarse efectivamente con los pacientes,
comprender los sintomas fisicos, responder a las necesidades de los
pacientes, reconocer y aliviar el sufrimiento y el dolor (en sentido amplio),
responder a las caracteristicas vivenciales de la enfermedad, y atender de
forma personalizada (teniendo en cuenta que cada persona es Unica y vive la
realidad de una forma Unica) a los problemas particulares de quien pide ayuda
(Toombs, 1992).

4. ¢ Cual es la experiencia del deseo de adelantar la muerte expresado por
pacientes con enfermedades avanzadas?

La actualizaciéon de la revision sistematica y meta-etnografia de estudios
cualitativos sobre el DAM ha revelado que, en pacientes avanzados, es un
fendmeno que se produce en un contexto de sufrimiento, identificAndose éste
como un tema dominante, como un denominador comdn presente en los
demas subtemas. De hecho, los Unicos dos estudios cualitativos incluidos en
esta revisidn que no tenian como objetivo principal explorar el DAM, estaban

dirigidos a explorar el sufrimiento (Dees et al., 2011; Nilmanat et al., 2015).

El segundo tema, razones, hizo referencia al DAM como respuesta a
factores fisicos, psicoldégicos y emocionales, sociales, existenciales vy
espirituales conectados con una fuerte experiencia de sufrimiento y de pérdida
del yo. El dolor en algunos estudios emergié como factor catalizador en el
desarrollo del DAM. Algunos de los entrevistados percibieron este dolor como
el factor sin el cual no desearian morir. Aunque el dolor es uno de los
elementos que durante décadas se postul6é como ‘causa’ primaria de DAM,
desde finales de los afos noventa, la mayor parte de los estudios no lo

identifican como factor primordial en el desarrollo del DAM (Monforte-Royo et
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al., 2011). En cambio, gran parte de los estudios han encontrado una estrecha
relacion entre un mayor deterioro funcional, dependencia, pérdida de
autonomia y DAM. Por ejemplo, un estudio reciente (Guerrero-Torrelles et al.,
2017) realizado por nuestro grupo, propone un modelo en el que pérdida de
sentido de la vida y depresiéon median la relacion entre discapacidad fisica y
DAM. No obstante, esta sintesis realizada como parte de esta tesis destaca el
dolor fisico como elemento clave en la emergencia del DAM. Esta disparidad
en los resultados podria deberse a que desde un punto de vista vivencial
(cualitativo), la sintomatologia fisica y el estatus funcional, el sufrimiento psico-
existencial, la nueva relacion que se establece con el entorno social inmediato,
etc., son vividos como una realidad inseparable. El dolor fisico o la pérdida de
funcionalidad pueden llevar a la desesperanza, impactar en la identidad
personal y hacer que disminuya el sentido de la vida. En este sentido, la nocién
de ‘dolor total’ de Cicely Saunders (1965) puede ayudar a ilustrar esta idea de

dolor o sufrimiento multidimensional que afecta a toda la persona.

Asimismo, aunque los autores de los articulos incluidos distingan entre
las diferentes razones o motivaciones que contribuyen a la emergencia del
DAM, de hecho, estan entrelazadas y, en algunos casos resulta dificil de
diferenciar las distintas dimensiones (fisica, psicolégica, emocional, social y
existencial) desde la experiencia. Por ejemplo, aunque sentido de la vida o
pérdida del sentido de la dingnidad muchas veces se encuadran en la esfera de
lo psico-emocional-existencial, en nuestro analisis definimos estas categorias
en el marco de pérdida del yo, que fue definido desde la inclusién de todas las

dimensiones de la persona.

Nuestra sintesis identifico como tercer tema “significados” (meanings).
Identificar que el DAM tiene unos significados que no son propiamente desear
la muerte (como fin en si mismo), es crucial para entender la naturaleza
compleja y dinamica del DAM. En algunos estudios, por ejemplo, se ha
sefalado que el DAM fluctta en el tiempo (Chochinov et al., 1999; Galushko et
al., 2015) y en ocasiones puede ser ambivalente (las personas pueden tener
deseos contradictorios) (Coyle y Sculco, 2004; Mak y Elwyn, 2005; Ohnsorge et
al., 2012). En este sentido, atender a los significados atribuidos a este DAM es
determinante para entender mejor al paciente que lo expresa. Asimismo, es
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importante destacar que aunque los significados identificados en esta
actualizacion emergieron de los verbatims de los participantes, podrian existir
distintos significados en funcion de los valores de los participantes (Ohnsorge
et al.,, 2012; Rehman-Sutter, 2015). Esto implica la necesidad de conocer el
trasfondo cultural y biografico de los pacientes que expresan el DAM a la hora

de entender qué quieren decir cuando lo verbalizan.

El cuarto tema, “funciones” emergié como respuesta a qué finalidad
tenia el DAM para cada paciente (para qué). Se identificaron dos subtemas: el
DAM como un medio para comunicarse y el DAM como una forma de control.
En todos los estudios puede observarse que el DAM sirvidé para expresar ‘algo
mas’ que el deseo de morir. En casos puntuales, la function comunicativa del
DAM se hizo explicita como medio para fortalecer los lazos familiares y resaltar
la importancia del cuidado y presencia de los seres queridos para el paciente.
Incluir a los familiares en la toma de decisiones fue una forma de hacerlos
responsables de su situacién, de asegurar su presencia y, en parte, de poner
los medios para evitar el abandono. En algun caso, la alusién al DAM fue
utilizada para manipular a los familiares, personas cercanas y profesionales,
para ser mejor atendidos o conseguir algun tipo de provecho personal. En la
mayoria, el DAM fue la expresion (comunicacion) del sufrimiento que

presentaban los pacientes (Coyle y Sculco, 2004).

El “DAM como una forma de control”, si bien ya estaba presente en la
meta-etnografia original, en esta actualizacion fue analizado poniendo atencion
a la situacion legal de los paises donde estan despenalizadas la eutanasia o el
suicidio asistido. De los catorce estudios incluidos, en seis (Dees et al., 2011;
Ohnsorge et al., 2012; Ohnsorge, Gudat y Rehmann-Sutter, 2014a, 2014b;
Pearlman et al., 2005; Schroepfer, 2006) se aludié explicitamente a médicos o
institutions que podian dar soporte a las personas interesadas en suicidio
asistido o eutanasia. Contactar con organizaciones de derecho a morir, fue
visto como el “Ultimo control” que la persona podia tener en el marco de una
enfermedad terminal que condicionaba su vida. Algunos de los pacientes que
manifestaron este deseo de control acabaron muriendo por la administracion de
estas lethal drugs (Dees et al.,, 2011; Pearlman et al., 2005). En los paises
donde no son legales, se hizo alusion a planes hipotéticos en los que se
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barajaba la posibilidad del suicidio. De nuevo, el deseo de poner fin al
sufrimiento fue el motivo principal que condujo a estos pacientes a desear este

control sobre el proceso de final de vida.

El dltimo tema, “experencia vivida de la temporalidad respecto a la
muerte y al morir” emergid como una dimensidn que contextualizaba las
expresiones de los pacientes en un marco temporal. La vivencia del tiempo, en
los estudios incluidos, solo aparecié de forma explicita —esto es como tema
identificado en el analisis de los datos- en el estudio de Pestinger et al. (2015).
Sin embargo, en los demas estudios, los pacientes, al hablar de la vivencia del
deterioro progresivo, del miedo, de la angustia, de la desesperanza, de la
pérdida de control, etc., hicieron referencias implicitas a su situacion en
relacion al pasado, presente y futuro. Asimismo, es interesante observar que el
DAM en este marco temporal solo se ha destacado desde los estudios
cualitativos. Profundizar en el contexto vivencial sin duda puede ayudar a
entender mejor cOmo es la experiencia de estos pacientes y salir al paso de

sus incertidumbres y preocupaciones.

5. ¢Los distintos contextos legales pueden influir en la toma de deciones
de los pacientes que expresan el deseo de adelantar la muerte?

A partir de los resultados de esta actalizacion de estudios cualitativos sobre el
DAM se observa que la eutanasia y el suicidio asistido son los medios a través
de los cuales se puede encauzar el deseo de morir. Es decir, los pacientes que
deseaban morir tenian los recursos necesarios para dar cauce a sus deseos.
Hasta el momento no hay ningun estudio que aporte evidencia sobre si la
despenalizacion de la eutanasia o suicidio asistido, aumenta la tasa de
mortalidad de forma indiscriminada o no. Por un lado, defensores del ‘Derecho
a morir’ sostienen que finalmente las personas que mueren por estas practicas
son una minoria respecto a la poblacion diana y que en todo caso, estas leyes,
protegen a los individuos de un proceso de final de vida doloroso e ‘indigno’
(Battin, 1995; Quill, 1991). Por otro lado, sus detractores plantean que con
estas leyes se propicia la génesis de una pendiente resbaladiza que puede
afectar especialmente a poblaciones vulnerables (especialmente a ancianos y a

enfermos terminales). Considerando los hallazgos de nuestro andlisis, y
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teniendo en cuenta las limitaciones de esta valoracion por el tamafio de la
muestra y el acceso indirecto de las fuentes, podria decirse que el hecho de
tener practicas que posibilitan a los pacientes darse muerte hace que mas
pacientes acaben dandose muerte que lo que lo harian los pacientes en paises
donde no estan despenalizadas la eutanasia y el suicidio asistido. En los
estudios de Ohnsorge, Gudat y Rehmann-Sutter (2014a; 2014b), por ejemplo,
aparecen numerosas referencias a las organizaciones de derecho a morir. En
las entrevistas, algunos de los pacientes mencionaron de forma explicita como
habian contactado con éstas y, en algunos casos, los pacientes acabaron
falleciendo por la ingestion de las drogas letales. Sin embargo, en los paises
donde estas préacticas no son legales, el suicidio solo se plante6 como un plan
hipotético. De los pacientes donde estas practicas estan despenalizadas,

finalmente solo un paciente acab6 muriendo por suicidio.

6. ¢ Qué valores y presupuestos morales pueden identificarse en las citas
de los estudios cualitativos sobre el deseo de adelantar la muerte
expresado por los pacientes, profesioanles de la salud y familiares
considerando como marco contextual “la medicalizacion”?

Tras una lectura atenta de todas los verbatims de los estudios cualitativos
sobre el DAM, se identific6 que la mayoria reflejaban valores y presupuestos

que encajaban bien con el concepto de la medicalizacion.

Un dato relevante para este analisis es que los participantes de los
estudios sobre el DAM, en muchas muchas de los verbatims (41 de 122),
describieron su enfermedad, su experiencia del sufrimiento, de la anticipacién
de la muerte en base a afirmaciones que traian a colacién imagenes de que no
siempre se basaban en la realidad que vivian estos pacientes. Por ejemplo, en
muchas de estos verbatims se reflejo la anticipacion de lo que les ocurriria en
un futuro mas que lo que sucedia en el presente. Si bien es verdad que
algunas de estas proyecciones estuvieron condicionadas por las propias
vivencias pasadas o por las de gente cercana que habia vivido situaciones
similares, en otros casos, estas representaciones fueron el resultado de esta
“rica imaginacion” (Pestinger et al., 2015) sobre la muerte y el morir inseparable
del imaginario del contexto cultural de las sociedades occidentales en las que

se sitan los pacientes. Las sociedades en funcién de los valores e ideales
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predominantes, configuran una representacion sobre algunas realidades y en
este caso sobre la enfermedad, el sufrimiento, la muerte, etc. De este modo,
como testigos de su tiempo, los participantes reflejaron en su forma de
verbalizar la vivencia de la enfermedad, no solo su experiencia entendida como
algo meramente individual sino también aquellas imagenes que se han

extendido en las sociedades (post)ymodernas occidentales.

Como hemos visto desde la experiencia de los pacientes es comun la
referencia a la dignidad dinamica como una cualidad vivida de forma subjetiva y
dependiente de las circunstancias. Sin embargo, desde la experiencia personal,
la referencia a un sentido de dignidad intrinseco es practicamente inexistente.
A pesar de esto, en algunas de las citas puede observarse cémo al hablar
sobre esta dignidad dinamica se presupuso una dignidad intinseca que no
habia sido respetada. La actitud moderna de la privacion de la muerte puede
conducir a una defuncidon anénima, entendida como algo que le sucede a un
individuo desinformado, paciente, sin control sobre su proceso final. Esta
muerte hospitalizada podria ser una amenaza para la persona al no estar a la
altura del respeto ni dignidad que merece. Un estudio reciente plantea con su
titulo una pregunta interesante: ‘Do the circumstances allow for a dignified
death?’ ['; Permiten las circunstancias una muerte digna?’] (Jors et al., 2014).
Tal y como hemos visto a través de algunos verbatims, frecuentemente, el
entorno que rodea a la persona al final de la vida no es el que mas favorece

que se sienta cuidada y atendida como mereceria.

En este sentido, Charles Taylor (1992), entre otros, ha sefialado la
importancia del reconocimiento mutuo —basado en una idea de dignidad
universal e igualitaria en los derechos— como aquello que configura la propia
identidad. En el &mbito clinico, este reconocimiento podria proteger la dignidad
de personas en situaciones vulnerables a través del cuidado (tu cuidas al otro
porque lo respetas y lo reconoces como persona digna). De esta forma, la
dignidad personal seria protegida de una forma mas profunda al reconocer a la
persona como ser humano (por lo tanto, por definicibn como alguien digno) que
al atribuir a la persona ciertas caracteristicas por las que nos pensamos a
nosotros mismos merecedores 0 no merecedores del respeto de quienes nos
rodean” (Taylor 1992).
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Desde un punto de vista normativo, podria ser dificil acordar cuales
podrian ser las consecuencias practicas de poseer una dignidad intrinseca,
pero reconocer a otro ser humano como ser humano es necesario para
respetar a las personas y protegerlas de los reduccionismos que podrian

presentarse ante poblaciones vulnerables.

El deseo de autonomia expresado por algunos pacientes encaja bien
dentro del denominado ‘medicalizatcién del control’ (White y Callahan, 2000).
Es decir, con la posibilidad de tener cierto control sobre la forma de morir como
altimo recurso para mantener el sentido de dignidad. Estudios sobre los
factores que motivan la peticion de suicidio asistido en Oregon (Chin et al.,
1999; Ganzini et al., 2009; Lee et al., 1996) identificaron que el denominador
comln en estos pacientes era la importancia que atribuian a la pérdida de
control sobre el momento de morir. De nuevo, la idea de autonomia como

fundamento de la dignidad e identidad personal se hizo presente.

Ser auténtico, en nuestro andlisis operativo, fue descrito como ser
independiente y como tomar decisiones en coherencia con la historia personal.
El deseo de recobrar un yo autbnomo (como el que uno era antes de contraer
la endermedad) puede reflejarse en lo que denominamos ‘identidad dividida’
(split identity). Esta vision, que tiene su origen en el ideal romantico de
autenticidad, consideraria el hecho de que el sujeto es capaz de contruirse,
elegirse, dominar(se) como aquello que validaria su propia identidad (Ferrara,
1998; Taylor, 1992, 1994). Teniendo en cuenta esta perspectiva, el criterio a
seqguir estaria basado en esta interioridad auto-poseida que nos permitiria ser

constructores de nuestro propio caracter (Taylor, 1992).

Tal y como puede verse, seria una autenticidad que aspira a no tener ni
limites, ni reglas extrinsecas que le conducionen, lo que, de hecho convertiria
la autenticidad en un concepto vacio de contenido. Mientras que en un nivel
tedrico podria pensarse que la autenticidad es un valor relevante que tiene su
eco en la toma de decisiones médicas, desde un punto de vista liberal (y
medicalizado) es cuestionable hasta qué punto la autencidad es un valor
respetado. Con frecuencia, los criterios econdmicos dirigen la toma de

decisiones reduciendo el campo de la eleccion a la combinacion del valor
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econdémico-social que se atribuye a una persona (especialmente inferior para
los ancianos y para la gente enferma) y lo que dentro de ese margen de
actuacion puede escoger. También el discurso médico ha sido asociado con
procedimientos burocraticos que han sido descritos, desde la experiencia
vivida, “como un intenso sentido de pérdida” (Walter, 1994, p. 9). Asimilar la
autenticidad a la toma de decisiones en lugar de la capacidad de escoger
dentro de sus posibilidades puede ayudar a que los pacientes pongan la

atencion en lo que todavia son capaces de ser y de hacer.

Por dltimo, retomando como contexto la medicalizacion, es interesante
destacar que teniendo en cuenta que el DAM se da en un contexto de
sufrimiento y los verbatims de los participantes suelen reflejar el malestar por el
gue estan pasando, en nuestro analisis solo se trataron los aspectos negativos
de la medicalizacion. A pesar de que con frecuencia la medicalizacion se ha
visto desde una perspectiva peyorativa, seria ingenuo no reconocer los
aspectos positivos de la medicalizacion. Por ejemplo, conectando con lo que
Clark (2002) sefiala como novedoso en el contexto de cuidados paliativos
puede decirse que la identificacion de nuevas formas de promocion del cuidado
de las personas que se encuentran al final de la vida, el desarrollo de nuevas
perspectivas sobre la condicion de los pacientes con enfermedades avanzadas,
el fomento de una actitud activa en el cuidado de los pacientes que se
encuentran en estados avanzados de enfermedad o el disefio de planes de
cuidado de acuerdo al reconocimiento de la “interdependencia del sufrimiento
fisico y mental” (Clark, 2002, p. 905); sin duda alguna pueden considerarse
como hitos alcanzados gracias a la medicalizacion. Como se ha dicho, algunos
de los pacientes de los estudios incluidos mencionaron que su DAM estaba
estrechamente relacionado con la presencia de dolor. En este mismo sentido,
la administracion de farmacos para aliviar el dolor, para tratar la depresion, el
dolor psico-emocional u otros tipos de enfermedades psiquiatricas pueden ser
un medio eficaz para reducir el malestar que los pacientes identifican como
razones por las cuales desear adelantar su muerte. De esta forma puede verse
como la tecnologia médica y un cuidado integral pueden cooperar de forma
connjunta mejorando el diagnostico y desarrollando las mejores intervenciones

a la vez que se atiende y respeta la dignidad y la autenticidad de la persona.
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7. ¢Puede considerarse la interrupcion voluntaria de la nutricion vy
alimentaciéon como una forma de deseo de adelantar la muerte?

Tras comparar los hallazgos del estudio de Bolt et al. (2015) con los de la meta-
etnografia sobre el DAM, puede verse como el VSED, en pacientes con

enfermedades avanzadas, encajaria como una forma de DAM.

En la mencionada meta-etnografia (Monforte-Royo et al., 2012) se
identificaron seis temas que explicaban la presencia del DAM en pacientes en
estado avanzado de enfermedad: el DAM como respuesta al sufrimiento fisico,
psicoldgico y spiritual, pérdida del yo, miedo al morir, deseo de vivir pero no de
este modo, el DAM como una forma de acabar con el sufrimiento, y como una
forma de controlar el proceso de final de vida (tener un ‘as bajo la manga’, un
por si acaso). El estudio de Bolt et al. (2015) también sostiene la existencia de
sufrimiento global en los pacientes que optaron por VSED. Entre los motivos
descritos por los médicos de familia por los que los pacientes escogieron VSED
se mencionan: los somaticos (79%), los existenciales (77%) y factores
relacionados con la dependencia (58%). Otros factores mencionados fueron la

“pérdida de dignidad”, “pérdida del yo”, factores sociales y sufrimiento de indole

psiquiatrico.

Los médicos de familia percibieron el VSED de sus pacientes como una
forma de acabar con el sufrimiento y como una forma de control sobre la propia
vida (Bolt et al., 2015). De igual modo, los participantes de la meta-etnografia
reportaron que la muerte no era vista como un fin en si, sino como una forma
de escapar de este sufrimiento insoportable. Asimismo, en algunos pacientes
coexisti6 un deseo de morir a la vez que un deseo de vivir. Esta paradoja
también puede observarse en los pacientes fallecidos por VSED, al prolongarse
el proceso de deterioro (que conduce a la muerte) que, sin embargo, es en
cierta manera reversible. Esta reversibilidad corresponderia a la misma
posibilidad de controlar el cdmo y cuando morir (“tener un as bajo la manga, un
por si acaso”) a la vez que puede sugerir el “deseo de vivir pero no de esta

forma” descrito en la meta-etnografia (Monforte-Royo et al., 2012).

En otros estudios (Quill, 2015) también se establecen paralelismos que

conectarian el VSED con el DAM tal y como fue descrito en la primera meta-
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etnografia sobre el DAM publicada (Monforte-Royo et al., 2012). Por ejemplo,
Quill (2015) menciona la idea del suicidio asistido como el Gtlimo recurso frente
a un sufrimiento extremo. Asimismo, desde la perspectiva de los pacientes con
enfermedades avanzadas (Chochinov et al., 2002; Lavery et al., 2001;
Pearlman et al., 2005) una experiencia comun en ellos fue la de la “pérdida del
yo”, entendido como la percepcion de desintegracion de la propia esencia o
identidad (“ya no soy la persona que era antes de la enfermedad”). En este
marco, el DAM encajaria bien como una traduccion del deseo de huir de una
realidad de sufrimiento, que quiza se aproxima mas a la idea de self-destruction

gue al deseo de afirmar la propia individualidad en situaciones de fragilidad.

No obstante, se deberia seguir profundizando en el significado del VSED
y realizar una revision exhaustiva de todos los estudios realizados en pacientes

sobre este tema.

277



Capitulo 12. Implicaciones para la practica, lineas de investigacion y
propuestas de futuro

Las distintas terapias o modelos de dignidad que se han desarrollado hasta el
momento reflejan bien el impacto positivo sobre quienes las reciben (Brown et
al., 2011; Chochinov, 2007; Chochinov et al., 2002; Guo y Jacelon, 2014;
Ostlund et al., 2012). La observacion de que su percepcion es vulnerable a
diversos factores externos deberia orientar algunos aspectos concretos para su
cuidado y preservacion [de la dignidad]. Estas medidas preventivas o
terapéuticas deberian contemplar las distintas areas a través de las cuales los
pacientes perciben su dignidad. Por ejemplo, a la luz de los resultados de la
revision sistemética sobre dignidad y autonomia (Rodriguez-Prat et al., 2016),
destacdé como la pérdida de funcionalidad fisica ligada al ser dependiente o
verse como una carga para los demas, es uno de los factores que mas influyen
en la pérdida de percepcion de dignidad. En este sentido, anticipar su posible
frustracién y proporcionar estrategias para que puedan tomar decisiones y ser

autonomos, puede resultar muy beneficioso.

Los datos que se han analizado en esta revision pueden servir, a los
profesionales de la salud, de guia practica para mirar ‘al otro’ teniendo en
cuenta su dignidad intrinseca. Esta toma de conciencia sobre la dignidad
personal podria trasladarse a los cuidadores, familiares e incluso a la sociedad
entera ya que a distintos niveles, cada uno de ellos puede influir en que una
persona se sienta digna o no. Esta mirada puede favorecer el bienestar y
autopercepcion del propio paciente, familiar e incluso profesional. En
consecuencia, parece necesario desarrollar planes de atencién individualizados
gue contemplen esta forma de atender y tratar a los pacientes, asi como formar

a profesionales desde esta perspectiva.

Teniendo en cuenta la influencia del entorno familiar y social inmediato y
a pesar de que existen numerosos modelos de dignidad centrados en los
pacientes (Chochinov et al., 2002; Enes, 2003; Franklin et al., 2006; Jacelon,
2003; Jacobson, 2009b), se ha indagado poco en las estrategias que pueden
desarrollar los miembros de la familia para salvaguardar esta percepcion de

dignidad en sus seres queridos. Asimismo, aunque existen estudios
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cuantitativos que han analizado el deseo de control en pacientes al final de la
vida, en nuestro conocimiento, no hay estudios que exploren la experiencia y
significado atribuido a este deseo desde la voz de los propios pacientes.
Profundizar sobre la naturaleza de esta voluntad de control, analizar como se
relaciona con la percepcion de pérdida de dignidad y con el DAM, puede
ayudar a disefar intervenciones para aminorar esta pérdida del sentido de la
propia identidad o dignidad en relacion a la autonomia y al DAM.

El DAM como fendmeno complejo con sus reasons, meanings and
functions también requiere la formacidén adecuada de los profesionales de salud
para responder y comprender el impacto que supone vivir enfermedad
avanzada. Conocer los factores que conducen a la emergencia del DAM puede

ayudar no solo para tratarlo sino también para prevenirlo.

Recientemente se ha suscitado (Villavicencio-Chavez et al.,, 2014) la
idea de que preguntar proactivamente sobre el DAM podria ser beneficioso
para los pacientes. Sin ambargo, son necesarios mas estudios para poder
probarlo. Teniendo en cuenta que los factores sociales contribuyen a la
emergencia del DAM, son necesarios mas estudios que exploren como los
familiares o cuidadores viven el DAM expresado por los pacientes y qué
significado tiene para ellos. Asimismo, es necesario que se disefien guias o
protocolos que de forma sistematica puedan abordar el DAM que ayuden a los

profesionales de la salud a atender a estos pacientes.

De forma concreta, desde un punto de vista empirico (contexto clinico)
algunas de las propuestas de investigacion futuras son:

- Analizar la relacion entre percepcion de dignidad, control y deseo de adelantar

la muerte en pacientes con cancer avanzado.

- Comprender el deseo de control en estos pacientes. Explorar de qué forma el
deseo de control o de autonomia se relaciona con el deseo de adelantar la
muerte que puedan presentar. Y, explorar las necesidades de los pacientes

gue expresan mayor deseo de control.
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Para ello se ha disefiado un estudio mixto con una primera fase
cuantitativa en las que se estan administrando cuestionarios para evaluar estas
variables (dignidad, control y DAM) y una segunda fase cualitativa, en la que a
través de entrevistas en profundidad (con un disfieo fenomenoldgico) se
pretende profundizar en el significado atribuido a este deseo de control que
muestran algunos de los pacientes. En la actualidad, este estudio esta en
marcha y cuenta con la financiacion de Recercaixa 2015 (ver Anexo 2).

- Explorar, a través de métodos cualitativos, la vivencia de los cuidadores ante

el DAM que puedan presentar los pacientes.
Desde un punto de vista filosofico:

- Examinar el uso terapéutico de la palabra en el contexto del abordaje del
deseo de adelantar la muerte, prestando atencion a algunos de los
mecanismos sugeridos en la literatura biomédica a la luz del legado filosofico y
literario clasico y contemporaneo sobre el poder curativo de la palabra. Por un
lado, prestando especial atencion a la obra del médico y humanista Lain
Entralgo (1908-2001). Y, por otro, a la pragmatica del lenguaje, es decir, al uso
del lenguaje como elemento transformativo de la realidad, de las convicciones

o0 estado de &nimo de las personas.
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Capitulo 13. Conclusiones

- A pesar de que la dignidad puede considerarse intrinseca al ser humano, su
percepcion, partiendo de esta revision sistematica, se presenta como un
concepto complejo, multidimensional y dinamico, especialmente relacionado
con la nocién de identidad personal. Entender en profundidad el contexto
vivencial de estos pacientes puede ayudar a no reducirlos a sus circunstancias
y, dada la vulnerabilidad que el sentido de dignidad personal muestra a algunos
factores externos, deberian desarrollarse planes de cuidado que contemplaran
las areas a través de las cuales los pacientes perciben su dignidad, para
mejorar asi su calidad de vida y bienestar.

- La dignidad, mediada por la autonomia, control o autodeterminacion, en este
contexto de enfermedad avanzada es un fendmeno dinamico y encarnado
dentro de las coordenadas yo-cuerpo-otros-mundo. Analizar esta experiencia a
través de las verbatims de los estudios cualitativos permite mostrar como a
través de los reportes generados por los pacientes se puede comprehender la
experiencia de la enfermedad. Profundizar sobre el contexto experiencial de las
personas que se encuentran al final de su vida puede contribuir a que los
pacientes no sean mirados exclusivamente como cuerpos objetivos ni
reducidos a sus circunstancias de enfermedad. Teniendo en cuenta que la
percepcion de dignidad se ve condicionada por muchos factores, desarrollar
planes de cuidado que consideren ‘la mirada fenomenologica’ contribuird a
salvaguardar la dignidad de los pacientes (y de sus familias) que redundara en

una mejora de la calidad de vida.

- EI DAM en pacientes con enfermedad avanzada no puede entenderse fuera
de la experiencia de sufrimiento, siendo éste un requisito necesario para su
apariciéon en esta poblacién. Detrds de cada expresion de DAM existe un
porqué y un para qué que justifica este deseo en los pacientes que lo
presentan. Asimismo, el DAM puede tener un significado diferente para cada
paciente en funcion de su propia experiencia vivida y entorno cultural, que no
implica necesariamente un deseo de la muerte en si. La expresion del DAM en
paises donde la eutanasia o suicidio asistido estan despenalizados, fue

también un medio para acabar con el sufrimiento. Todo ello nos sugiere la
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necesidad de explorar individualmente las razones, los significados y las
funciones atribuidos a este deseo de morir para comprender la naturaleza del

DAM en cada paciente y poder disefiar planes de atencion individualizada.

- En este contexto de sufrimiento en personas que se encuentran al final de la
vida, el VSED puede comprenderse como una manifestacion del DAM. Por lo
tanto, explorar la sintomatologia depresiva y otros factores psico-emocionales,
asi como los aspectos sociales y existenciales-espirituales es imprescindible
para no interpretar este acto simplemente como una expresion de autonomia

personal sino como un indicador de sufrimiento.

- El impacto de la medicalizacién est4 presente en la experiencia de los
pacientes que expresan DAM y modula las representaciones sobre el
sufrimiento, el proceso de final de vida y la muerte. En este ambito, es
necesario que los profesionales de la salud conozcan la experiencia vivida, los
presupuestos y los valores de los pacientes para dar una respuesta adecuada
a sus necesidades y devolverles esta “dignidad social” que a menudo
manifiestan haber perdido. Fomentar una idea de la autenticidad basada en la
toma de decisiones por la cual la persona todavia sigue teniendo margen para
la accion, puede contribuir a mirar este proceso de final de vida como un

momento en el que también se le puede encontrar un sentido a la vida.
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Conclusions

- Despite the fact that dignity can be seen as intrinsic to mankind, our
perception of it, based on this systematic revision, is presented as a complex,
multidimensional and dynamic concept. What's more it is closely linked to the
notion of personal identity. Fully understanding the context of these patients’
lives may help us to not reduce them to their circumstances. Also, given the
vulnerability of a person’s sense of personal dignity to some external factors,
care plans that take into account the areas through which patients perceive their
dignity, in order to improve their quality of life and wellbeing should be

developed.

- Dignity, mediated by autonomy and control or self-determination, in the
context of advanced illness is a dynamic phenomenon manifested within the
coordinates self-body-others-world. Analysing this experience through the
verbatims from the qualitative studies allows us to show how, through the
reports generated by the patients, we can understand the experience of illness.
Looking at the experience of people at the end of life in more depth can help
these patients not to be seen exclusively as objective bodies or reduced to the
circumstances of their illness. Bearing in mind that the perception of dignity is
influenced by many factors, developing care plans that take the
“phenomenological perspective” into account will contribute to safeguarding the
dignity of patients (and their families) and will result in an improvement in quality

of life.

-The wish to hasten death (WTHD) in patients with advanced illness cannot be
understood outside of the experience of suffering, given that this is a necessary
requirement for its emergence in this population. Behind each expression of the
WTHD there are reasons and functions that justify this desire in the patients that
present it. Furthermore, the WTHD can have a different meaning for each
patient according to their experience and cultural context; this does not
necessarily entail a desire to die. The expression of the WTHD in countries
where euthanasia and assisted suicide are decriminalised, was also a way of
ending suffering. All of the above suggests that there is a need to explore the

reasons, meaning and functions attributed to this wish in order to understand
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the nature or the WTHD in each patient and to be able to design individualised

care plans.

- The impact of the medicalisation is present in the experience of the patients
who express the WTHD and it regulates the representations of suffering, the
process of the end of life and death. In this field of suffering, it is necessary for
health care professionals to know and understand patients’ experiences,
assumptions and values in order to respond appropriately to their needs and
give them back the “social dignity” which they have often lost. Fostering an idea
of authenticity based on decision making, through which the person still has a
margin for action, can contribute to seeing the process of the end of life as a

moment in which we can find meaning.

- In this context of suffering in people at the end of life, VSED can be
understood as a manifestation of the WTHD. As such, exploring symptoms of
depression and other psycho-emotional factors as well as social an existential-
spiritual aspects is indispensable in order to not interpret this act simply as an

expression of personal autonomy but rather as an indicator of suffering.
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through the Phenomenalogy of lliness,” (JMIMTE16RR) has been accepted for publication in JMP. Congratulations! |
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prepare the final version af your MS.

As you prepare your manuscript for publication in JMP, please consult the style quide dictated by our
publisher Oxford University Press. Please be especially careful o adjust your MS to Joumnal citation style as there
indicated; it will make the process go much mare smoothly. Also, please be sure to provide us with key words and
an abstract af no more than 200 words.

Altached you will also find the consent-to-publish form. (Please note that this is a different form fram the license o
publish pravided directly by Oxford Universily Press: see below). Please submit the form as a scanned PDOF wilh
both your signatwme and that of your co-author. We ask that you please return these materials within the next four-to-
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Finally, you will receive your official acceptance date from Oxford University Press once you have signed your
licerse o publish. (N.B. If you are a UK-based authar and are locking to comply with the HEFCE policy on apen
access in the Research Excellence Framework, you should use the official acceptance date when depositing in your

repositary. )

Congratulations once more and let me know if you have any questions.
With every good wish,

Victor

Wictor Saenz

Senior Managing Editor
The Journal of Medicine and Phillosophy

Reviewer Comments

One minor point, depending on your editorial preferences: Merleau-Ponty's central term, ecard, should probably be
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Anexo 2. Hoja de aceptacion del proyecto competitivo Recercaixa 2015

ACUP K

Obra Social "la Caixa’

Barcelona, 8 de gener de 2016

Benvolguda Dra, Monforte,

Ens plau informar-vos que el prejecte Sufrimiento al final de la vida: Comprender para aliviar,
[Dignidad percibida, deseo de control y deseo adelantar la muerte en paclentes con cdncer
avanrade) que vareu presentar a la convocatéria dajuts a la recerca RecerCaixa 2015, ha estat
un dels seleccionats per a rebre ajut economic. L'import total de l'ajut previst per al vostre
projecte €5 de 69.T84E.

Ens agradaria traslladar-vos la nostra més sincera felicitacio en nom de RecerCaixa, un
programa impulsat per I'Obra Social “la Caixa” amb la col-laboracié de IFACUP,

La convacatria 2015 de RecerCaixa ha estat molt competitiva, S'han presentat 221 projectes
d'elevada gualitat cientifica, gue han estat avaluats per diferents panells d*experts coordinats i
dirigits per I'AGAUR i ratificats per una comissio conjunta Obra Social “la Caixa” — ACUP,

S'han seleccionat dinou projectes, valorats pels experts com de maxima qualitat des del punt
de vista cientific | que, alhora, s'adeqiien a les finalitats de la convocatoria, El vostre ha estat
un d'aguests dinou projectes. Enhorabona.

Aquesta notificacio és confidencial, us demanem que no la feu pdblica. RecerCaixa dura a
terme els tramits necessaris per fer pablics els resultats de la convocataria 2015,

En cas que tingueu algun dubte o vulgueu comunicar-vos amb nosaltres, ho podeu fer escrivint
a info@recercaixa.cat o bé trucant al teltfon 93.581.72.17 (Sra. Alba Maorales) o 93 510 48,70
[Sra. Vanessa Silvana).

Ben cordialment,

Lpiﬂg

lordi Portabella Josep Joan Mareso Enric Fossas
Director de 'Area de Director del Programa President de I'ACUP
Recerca i Conelxement, RecerCaixa

Obra Social "la Caixa”
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Anexo 3. Hoja del consentimiento informado del proyecto de Recercaixa

ESTUDIO “Dignidad percibida, deseo de control y deseo de adelantar la muerte en

pacientes oncologicos”

Apreciado Sr/a:

Nos gustaria invitarles a participar en el estudio “Dignidad percibida, deseo de control y
deseo de adelantar la muerte en pacientes oncologicos”.

El objetivo del estudio es conocer los factores relacionados con la vivencia o
deseo de control en pacientes oncologicos. El beneficio del estudio es conocer los
factores que puedan ayudar a pacientes que estén en su misma situacion, mejorando su
calidad de vida a través de la mejora de la comunicacion entre los profesionales y los
pacientes. También se prevé un beneficio para los profesionales de la salud, que podran

evaluar esos aspectos con escalas adecuadas a tal efecto.

La informacion para este estudio se obtiene a través de una entrevista que le
realizaria la Sra. Andrea Rodriguez Prat, la investigadora principal del proyecto. Ella
concretaria con usted un dia y hora para que pueda explicarle su experiencia sobre el

control y autonomia en el contexto de su enfermedad.

La duracién de esta entrevista sera de 30-60 minutos. Podria ser que para
clarificar algunos aspectos que no hayan quedado claros en la primera entrevista, se le

solicite una segunda entrevista que normalmente es de menor duracion.

Para posteriormente analizar los datos que usted nos haya proporcionado, la
entrevista sera grabada en una grabadora. La informacion grabada es totalmente
anonima y confidencial y sera destruida una vez haya finalizado el estudio.

La investigadora se hace cargo de que para algunas personas hablar de su
experiencia no es facil, pudiendo generar emocion e incluso malestar al hablar sobre

ello. No obstante, la participacion en este estudio no conlleva ningun riesgo.

Todos los datos recogidos seran tratados de forma anénima y confidencial y

serdan eliminados al finalizar el estudio. Los nombres utilizados en la redacciéon del
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estudio seran ficticios para asegurar la confidencialidad del participante. Todo ello de

acuerdo con la Ley Orgéanica 15/1999 de Proteccion de Datos de Caracter Personal.

Si usted acepta participar en el estudio se le proporcionard un documento de
consentimiento informado para que lo firme.

Si deseara mas informacion sobre este estudio contacte con su investigadora
principal en los siguientes datos: Andrea Rodriguez Prat. Correo electrénico:
arodriguezp@uic.es / Teléfono: 650-517-534

L Hospitalet de Llobregat, 4 de mayo de 2016
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Anexo 4. Hoja de informacion al paciente del proyecto de Recercaixa

“DIGNIDAD PERCIBIDA, DESEO DE CONTROL Y DESEO DE AELANTAR
LA MUERTE EN PACIENTES EN PACIENTES ONCOLOGICOS”

Cadigo del centro Caodigo del paciente
PACIENTE:

He leido y comprendido toda la informacion que se me ha facilitado y otorgo el
consentimiento para permitir mi participacion en el estudio: “Dignidad percibida, deseo

de control y deseo de adelantar la muerte en pacientes oncologicos”

Nombre y apellidos:

Fecha: / /2016 Firma:

INVESTIGADOR:

Por la presente declaro que he informado personalmente la naturaleza y objetivos del
estudio “DIGNIDAD PERCIBIDA, DESEO DE CONTROL Y DESEO DE
AELANTAR LA MUERTE EN PACIENTES ONCOLOGICOS” al paciente
anteriormente mencionado.

Nombre y apellidos:

Fecha: / /2016 Firma:

322



Anexo 5. Documento de aceptaciéon del CEIC de Bellvitge

Bellvitge

Hospltal Universitari

INFORME DEL COMITE ETICO DE INVESTIGACION CLINICA
SOBRE PROYECTOS DE INVESTIGACION

El Dr. Enric Sospedra Martinez, Secretario del Comité Efico de Investigacion Clinica del
Hoespital Universitari de Bellvitge,

CERTIFICA

Que el Comité Etico de Investigacion Clinica del Hospital Universitari de Bellvitge, en su
reunion de fecha 9 de Julio de 2015 (Acta 13/15), tras examinar toda la documentacion
presentada sobre el proyecto de investigacion con nuestra ref. PR216/15, titulado:

“DIGNIDAD PERCIBIDA, DESEO DE CONTROL Y DESEO ADELANTAR LA MUERTE EN
PACIENTES EN TRATAMIENTO PALIATIVO", con el modelo de hoja de Informacién al
paciente y consentimiento informado versién 0.1 de fecha 02/06/15.

Presentado por la Sra, Andrea Rodriguez de la Facultat d'Humanitats i Catedra WeCare
(Facultat de Medicina i Ciéncies de la Salut) de la Universitat Internacional de Catalunya, como
investigadora principal y tutelada por el Dr. Josep Porta | Sales de la Unidad de Cuidados

m'm Generalitat de Catalunya
1% Departament de Salut

Paliativos del ICO, ha acordado emitir INFORME FAVORABLE al mencionado proyecto,

Que la composicion actual del Comité Etico de Investigacion Clinica es la siguiente:

Presidente Dr, Francesc Esteve Urbano Médico-Medicina Intensiva
Vicepresidente Dra. Pilar Hereu Boher Meédico-Farmacologia Clinica
Secretario Dr. Enric Sospedra Martinez Farmacia-Farmacia Hospitalaria
Vocales: Dr. Josep M? Arnau de Bolds Medico-Farmacologia Clinica
Dra. Maria Berdasco Menéndez Bitloga-miembro ne sanitario
Dr. Enric Condom Mundo Médico-Anatomia Patolégica

Dr. Xavier Corbella Virts
Sra. Consol Felip Farras

Médico-Medicina Interna
Miembro laico-Docencia Investigacion

Dr. José Luis Ferreiro Gutiérrez Médico-Cardiologia

Dra. Ana Maria Ferrer Artola Farmacia-miembro sanitario

Dr. Xavier Fulladosa Oliveras Médico-Nefrologia

Dra, Margarita Garcia Martin Médico Oncologia Médica

Dra. Laura Lladé Garriga Médico-Cirugia General Digestiva
Sra. Sonia Lopez Ortega Graduado Social-Atencion Usuario
Sra. Gemma Marlinez Estalella Enfermera-Enfermeria

Dr. Sergio Morchén Ramos Medicina Preventiva

Dr. Joan Josep Queralt Jiménez Jurista

Dr. Ricard Ramos lzquierdo Medicina-Cirugia Toracica

Dra, Gemma Redriguez Palomar
Dra. Nuria Sala Serra
Dr, Petru Cristian Simon

HUBc

Fefu Lhmn ol
06507 L Huospialel de Lotuegat

P Tel 032 607 £00

www helhvitgenosplal cat
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||||| Bel IV'tge Generalitat de Catalunya
Hospltal Universitari Departament de Salu

NG

Que este Comité cumple la legislacion espafiola vigente para este tipo de proyectes, asi como
las normas ICH Yy las Normas de Buena Practica Clinica,

Que en dicha reunion del Comité Etico de Investigacion Clinica se cumplid el quérum
preceptivo legalmente.

Lo que firmo en L'Hospitalet de Liobregal, a 9 de Julio de 2015

ellvitge
Hospital Universitan
Comits B

d'ivestigecio GInica,

324



	PORTADA
	170526_Compendio tesis_definitivo (2) (1) (1)

