


Blunt Traumas 
 
 
 
 
  
 
 
 

 



Inter-Disciplinary Press 
 

 
Publishing Advisory Board 

 
 

Ana Maria Borlescu 
Peter Bray 

Ann-Marie Cook 
Robert Fisher 
Lisa Howard 

Peter Mario Kreuter 
Stephen Morris 

John Parry 
Karl Spracklen 
Peter Twohig 

 
Inter-Disciplinary Press is a part of Inter-Disciplinary.Net 
A Global Network for Dynamic Research and Publishing 

 
 
 
 
 
 
 

 
 
 
 

 2016 
 



Blunt Traumas: 
 

Negotiating Suffering and Death  
 
 
 

Edited by 
 
 

Nate Hinerman and Holly Lynn Baumgartner 
 
 
 
 
 
 
 
 
 
 
 
 

Inter-Disciplinary Press 
 

Oxford, United Kingdom



© Inter-Disciplinary Press 2016 
http://www.inter-disciplinary.net/publishing 
 
 
 
 
The Inter-Disciplinary Press is part of Inter-Disciplinary.Net – a global network 
for research and publishing. The Inter-Disciplinary Press aims to promote and 
encourage the kind of work which is collaborative, innovative, imaginative, and 
which provides an exemplar for inter-disciplinary and multi-disciplinary 
publishing. 
 
 
 
 
 
 
All rights reserved. No part of this publication may be reproduced, stored in a 
retrieval system, or transmitted in any form or by any means without the prior 
permission of Inter-Disciplinary Press.  
 
 
 
 
 
 
 
Inter-Disciplinary Press, Priory House, 149B Wroslyn Road, Freeland, 
Oxfordshire. OX29 8HR, United Kingdom. 
+44 (0)1993 882087 
 
 
 
 
 
 
ISBN: 978-1-84888-469-4 
First published in the United Kingdom in eBook format in 2016. First Edition. 
 



Table of Contents 
 
Introduction                       vii 
Nate Hinerman 
 
PART 1 Public Perceptions of Death, Dying and Suffering  
 
   Another Narrative of Death: The Outrage and          3 
   Kurosawa’s Rashomon 
   Shunichi Ueno 
 
   Death in Public: Text Analysis of a Newspaper Debate         13 
   Lisbeth Thoresen 
 
   Ghostbook: On the Internet, No One Really Dies           23 
   Trace Norris 
 
   Ridiculing Suffering on YouTube: Digital Parodies           31 
   of Emo Style 
   Anna Johansson and Hans T. Sternudd  
   
   Case Studies of Prior Self-Knowledge and Synchronistic        41 
   Signs of Approaching Death 
   Huai Bao 
 
   Schopenhauer and Modernity: Disclosing Modern Malaise        51 
   Jordi Cabos 
 
   Dead Baby Bloggers: Making Sense of Death through         59 
   Online Grieving 
   Jennifer Cypher 
 
   What Good Is Religious Belief for Fear of Death and Grief?       67 
   David B. Feldman, Ian C. Fischer and Robert A. Gressis 
 
   The Unhealed Wounds of War: Social Sources of Suffering             75 
   and War-Related Traumatic Experiences 
   Elizabeth Gill 
 
PART 2 The Sufferer’s Right to Choose 
  
   Clare, Agnes and Agency in Suffering              87 
   Holly Lynn Baumgartner 
 



   Autonomy, a Contested Concept: A Systematic Review         99 
   if the Meaning of ‘Autonomy’ in Qualitative Research  
   on End-of-Life Decisions 
   Manya Kendriks and Robert Pool 
 
   On Becoming Osteoporotic: The Fragility of Identity       113 
   Fractured Bones and Shattered Identities 
   Richard B. Hovey 
 
   Another Way to Argue for the Killing/Letting Die Distinction     123 
   Francesca Marin  
 
   Rational Religious Suicide               133 
   Lloyd Steffen 
 
   When the Happy Hour Trolley Enters: Cloaking Death       143 
   through Performance in Palliative Care 
   Holi Birman 
 
   Between Denial and Acceptance: Paul Tillich’s Reflection      151 
   on Suffering and Finitude 
   Andrzej Dańczak 
 
   In the Shadow of the Trenches or History Unmade:        161 
   Doris Lessing’s Alfred and Emily (2008) 
   Luísa Maria Flora 
 
   Young People: Voice, Loss Narratives, and the Development      173
   of Emotional Literacies  
   Sukhbinder Hamilton 
 
 



Introduction 
 

Nate Hinerman 
 

1.  Approaching the Terrain of Suffering, Dying and Death in the 21st Century 
This inter- and multi-disciplinary volume examines various experiences within 

health care systems in the U.S. and around the world as they face unprecedented 
times. Aging and chronically-ill people are increasing demographically, as life-
prolonging treatments for advanced diseases continue to improve. With an 
emerging sea change in health services financing on the horizon, coupled with a 
profound caregiver shortage expected within the next 6-10 years, providers are also 
facing pressure to improve quality of care, and at the same time reduce costs. The 
current model of care delivery approaches rapid overhaul. Hospice and Palliative 
Care services have opportunities to thrive in both the current milieu and in the 
foreseeable future, and this volume explains how and why this is possible. In 
addition, this volume identifies the subtle and significant forces impacting our 
healthcare environment, analyses how major trends are affecting health delivery 
services, and elaborates more precisely the opportunities for hospice and palliative 
care. 

The United States, and a vast number of other countries, face a crisis in health 
care. In part, the crisis emerges from a sea change in how, where, and why people 
are dying. Augmenting this utter paradigm shift in care delivery systems, 
professional caregivers, as opposed to friends or family, do the lion’s share of the 
care for those who are ill, and they do so overwhelmingly in institutional settings 
as opposed to patient homes. Furthermore, an increasing number of behavioural 
psychologists assert that many of the contemporary attitudes toward death an 
explicitly death-denying function. These factors coalesce to create a substantial 
part of the current crisis.  

First, and there is no reason to be simple-minded about the topic: death is 
arguably the most challenging of all human experiences. When we face our own 
mortality, or when our loved ones die, we can be (and usually are) affected 
powerfully in every aspect of our personhood. However, given the magnitude of 
death's significance to living persons, it may seem odd to some that death and 
dying seldom gets discussed amongst friends, family, or even health care 
professionals in today’s America, and in other places in the world. Instead, death 
exists for many as a mysterious, anxiety-producing possibility looming on life’s 
horizon. Given such a perception, it’s no wonder that many avoid, repress, or deny 
altogether the reality of death.  

Second, in much of the world, life expectancies continue to increase, which 
obviously means many are living longer. In part as a result of advances in life-
sustaining technologies developed and perfected primarily during the late 1950s 
and early 1960s, many people have come to view death as something to be 
‘mastered’ (or at least controlled) through continued technological advancements.  
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In addition, the primary causes of death in most countries now are slow, 
progressive illnesses (cancer, heart disease, liver disease) rather than acute 
infectious diseases (diphtheria, syphilis, etc.). These epidemiological transitions 
have pushed end-of-life care from the home to the hospital, in part so that the dying 
can be proximate to important life-extending technologies. Resulting from these 
transitions, caregiving at the end-of-life largely has been (re-)assigned to medical 
professionals, rather than friends and family. The impact of this migration has 
caused the average person to have an increasingly passive role in caring for the 
dying. Even more, many chaplains assert that a serious challenge has arisen 
surrounding how to explore spiritual issues with the dying (i.e. questions of 
meaning, questions of value, and questions of relationship) when the context of 
care they are receiving is almost purely geared towards the biological dimension of 
their personhood.  

Third, infant mortality rates have decreased dramatically over this past century, 
and given that many who are the end-of-life no longer live at home, the average 
American for example is unlikely to be confronted by death early on in the lifespan 
as has been true for every generation prior to 1950. Furthermore, consider the fact 
that one out of every six Americans changes residences annually. Multi-
generational homes, once the norm, are now the exception; cities have become the 
chosen locus for living instead of rural environments (many factors play into this 
migration). Odds are that many cannot actually provide care to their dying loved 
ones even when they would like to due to prohibitive geographic distances. On 
average, families simply do not live as close to one another as they once did. 

Each of these changes in our collective attitudes toward death has contributed 
to a ‘cultural lag’ in terms of our willingness and overall capacity to address 
directly issues of death and dying (including grief). For many, death has become a 
‘medical failure’ rather than a ‘natural event.’ While science tries to ‘tame death’ 
on the one hand, death continues to become increasingly more ‘invisible’ on the 
other. The sum of these attitudes has contributed to a special form of death denial: 
a state in which death is not discussed, confronted, or directly experienced with an 
active and open orientation by most in society. Instead, most take an increasingly 
passive role in caring for the dying, and this trend further pushes dying into 
institutional settings (and more out of mainstream view). Our increasingly passive 
role in providing care to the dying leaves, for many, few opportunities to reflect on 
and consider carefully one's own mortality. 

 
2.  The Conference and the Goal of this Book 

The 11th Global Conference: Making Sense of Suffering, Dying and Death 
convened in Prague, CZ, asking as its orienting question, ‘How does culture 
impact, co-create, and/or produce suffering, particularly in our care environments?’ 
As a component of Inter-Disciplinary.Net’s Probing the Boundaries project, the 
conference brought together physicians, psychologists, therapists, hospice workers, 
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nurses, philosophers, religion scholars, sociologists, artists and film-makers 
interested in researching and reflecting on how culture affects meaning- and 
decision-making during experiences of suffering, dying and death. The conference 
provided a forum for encounter, dialogue and exchange; and it sponsored a 
thorough interaction of ideas, research methods, and points of view regarding a 
wide variety of important issues relevant to making sense of this fundamental 
experience we call ‘suffering’ or ‘dying’.  

As a result of this framework, the conference promoted and sponsored inter- 
and multi-disciplinary encounters by bringing people together from differing 
contexts, disciplines, professions, and vocations, with the aim to engender and 
nurture engagements that cross the boundaries of intellectual work on making 
sense of suffering, broadly conceived. The organizing principle of the conference 
involved a firmly held conviction that inter-disciplinary dialogue about suffering 
can enable people to surpass the boundaries they might usually encounter in their 
respective disciplines, and instead offer new perspectives to ‘try on,’ which may 
perhaps be novel, challenging, and lead to new frontiers of analysis, problem-
solving and meaning-making.  

Indeed, perhaps because of its commitment to inter-disciplinary and multi-
disciplinary discourse, this edited compendium of conference chapters illuminates 
crucial suffering arenas, suggests new possibilities for approaching perplexing 
dimensions of suffering, and creates exciting horizons for future conversations – 
with persons from a wide variety of national and international backgrounds. 

  
3.  Content of the Book 

The book is divided the chapters into two sections. 
 
Part I:  Public Perceptions of Death, Dying, and Suffering 

 
We begin the volume with a literary reflection. Shunichi Ueno’s chapter 

‘Another Narrative of Death: The Outrage and Kurosawa’s Rashomon’ addresses 
the important differences in the way death is portrayed in two Japanese films, The 
Outrage (1964) and its predecessor Rashomon (1950). While it is clear that The 
Outrage strongly resembles Rashomon, the final scene involving a duel differs 
problematically. In Rashomon the duel scenes are given much time and a duel is 
shown as a symbolic representation of empathy; in contrast, The Outrage’s fight 
ends when the husband trips and accidentally falls on the knife, which spoils the 
empathetic interchange. Therefore, Ueno goes on to argue, Rashomon’s remake 
bears no significant resemblance at all.  

Lisbeth Thoresen then considers ways in which print and digital media 
problematise issues of death and dying in her chapter ‘Death in Public: Text 
Analysis of a Newspaper Debate’. Thoresen discusses the portrayal of death and 
dying in public forums, focusing on newspapers. She examines how dying and 
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death are spoken of and formed as problem representations by people exchanging 
opinions and experiences. 

Next, Trace Norris’s chapter ‘Ghostbook: On the Internet, No One Really Dies’ 
discusses how our understanding of death and grief is changing with the existence 
of a permanent digital footprint by way of social media. When a person dies, online 
accounts do not die with them; the current generation, the digital natives, will most 
likely amass a literal lifetime’s worth of day-to-day thoughts and activities. As a 
result, death will not mean the same thing to future generations, nor will grieving 
be the same process for our descendants. Norris predicts that, in the near future, we 
will have to grapple with the meaning and consequences of death in a digital 
world. 

Anna Johansson and Hans T. Sternudd’s chapter ‘Ridiculing Suffering on 
YouTube: Digital Parodies of Emo Style’ introduces the hundreds of thousands of 
YouTube videos that represent and comment on self-injury. It then focuses on 
three particular videos that, in different ways, attempt to parody or make fun of 
self-injury and mental distress as a part of the so-called emo subculture or emo 
style. Johansson and Sternudd discuss what these videos tell us about cultural 
conceptions of suffering and gender.  

Next, Huai Bao’s chapter ‘Case Studies of Prior Self-Knowledge and 
Synchronistic Signs of Approaching Death’ explores a phenomenon known in 
China’s Buddhist culture as yuzhishizhi, which literally means 'pre-death self-
knowledge'. His study examines several cases that suggest prior self-knowledge or 
self-revelation of approaching death. Additionally, Bao analyses two typical cases 
showcasing the synchronistic connection between an individual’s death and 
occurrences prior to the death that bear a meaningful coincidence. He argues that 
these signs should not be ignored as totally meaningless.  

Jordi Cabos’s chapter, ‘Schopenhauer and Modernity: Disclosing Modern 
Malaise,’ claims that suffering in the German philosopher’s works is prompted by 
the non-fulfilment of willing, the struggle among individuals, boredom, abstract 
ability, or misjudgement. Cabos suggests these sources coincide with later 
characterisations of modern malaise. Certain dimensions of modern suffering, 
Cabos argues, may be of great value in better understanding its constituent 
dimensions. 

Jennifer Cypher’s chapter, ‘Dead Baby Bloggers: Making Sense of Death 
through Online Grieving,’ presents findings demonstrating that grieving online via 
pseudonymous weblogging allows people to grieve without fear of repercussions 
and simultaneously to build supportive communities. As part of an online grieving 
community of women with dead children (Dead Baby Mamas, or DBMs), Cypher 
employs participant observation research reveals how a pseudonym + concealment 
combination allows people to grieve in ways that flout social grieving norms 
without fearing repercussion and connect with fellow grievers in the process.  
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David B. Feldman, Ian C. Fischer, and Robert A. Gressis in their empirical 
study ‘What Good Is Religious Belief for Fear of Death and Grief?’ compare 
religious believers and non-believers on measures of death anxiety and grief, 
investigating the relationships between certain religious beliefs (e.g., specific views 
of God and extrinsic vs. intrinsic religiosity) and levels of fear and acceptance of 
death, as well as both painful grief reactions to losses and grief-related growth 
(e.g., deepening relationships with others, discovering new views of life, etc.). 
They conclude religious belief appears to matter in general with regard to death 
anxiety, and grief, the specifics of those beliefs further nuance how religion is 
connected with people’s reactions to human mortality. 

In the final chapter of this first section, Elizabeth Gill’s exploratory research in 
‘The Unhealed Wounds of War: Social Sources of Suffering and War-Related 
Traumatic Experiences’ traces the social sources of a set of traumatic disturbances 
among the ever-increasing numbers of veterans experiencing trauma related 
morbidity/mortality by locating these experiences squarely within existing social 
structural arrangements. Drawing on historical comparative narrative data of 20th 
and 21st century conflicts in the form of memoires and interview transcripts, Gill 
argues moral issues that often accompany participation in conflict, and the sense of 
social isolation and loss of connection that accompany these injuries, are 
contributing factors to the physical, emotional, social, and spiritual suffering of 
‘wounded warriors’.  

 
PART 2: The Sufferer’s Right to Choose  
 
In the second section of the book, we begin with Holly Lynn Baumgartner as 

she examines the self-imposed suffering of two thirteenth century saints, St. Clare 
of Assisi and St. Agnes of Prague, in her chapter ‘Clare, Agnes and Agency in 
Suffering’. Clare and Agnes found agency through suffering and the privilege of 
poverty, allowing them to live on their own terms and shape an ethic for 
themselves and their followers that always focused on compassion for others and 
the belief in taking nothing for one’s self. Reading their suffering in this light 
illuminates a deeper significance and provides some shape to their seemingly 
baffling actions when interpreted from a modern standpoint where palliative care 
and alleviation of suffering are the paradigm.  

In their chapter ‘Autonomy, a Contested Concept: A Systematic Review of the 
Meaning of ‘Autonomy’ in Qualitative Research on End-of-Life Decisions’, 
Manya Hendriks and Robert Pool discuss diverse theories of autonomy and end-of-
life decision-making. Their analysis is aimed at identifying the conceptual variety 
of the notion of autonomy as it is used in qualitative research on end-of-life 
decisions, at improving the operationalisation of the concept as well as exploring 
the intimate relationship between end-of-life decisions and culture. 
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Richard B. Hovey then examines the personal narratives of suffering in those 
living with osteoporosis in his chapter ‘On Becoming Osteoporotic: The Fragility 
of Identity Fractured Bones and Shattered Identities’. The findings from his study 
offer a perspective of how one’s shifting sense of personal identity was expressed, 
how it is influenced and how osteoporosis redefines the way people reinterpret 
their life through a distorted illness perspective. Hovey’s study focuses on the ways 
in which a person’s personal and collective narratives influence one’s changing 
sense of personal identity throughout an illness. Additionally, it suggests that 
healing can be better facilitated through the direct application of adult learning 
theories.  

Next, Francesca Marin debates the moral legitimacy of distinguishing between 
killing a patient and letting a patient die in her chapter ‘Another Way to Argue for 
the Killing/Letting Die Distinction’. She analyses the killing/letting die distinction 
from various perspectives, including the Hippocratic school, therapeutic 
abandonment, types of letting die actions, and letting die for the patient’s good. 
Marin’s goal is twofold: to encourage the inclusion of suffering and dying 
experiences in our lives, and to call for the authentic commitment of health 
professionals and society to caring for the dying. 

In his chapter ‘Rational Religious Suicide’, Lloyd Steffen defends rational 
suicide as a religious as well as secular possibility in ethics. Although moral 
philosophers like Kant never imagined rational suicide, medical technologies have 
made rational suicide a possibility at the end of life. Steffen considers the sacred 
texts and religious practices of several religious traditions, and maintains that pain 
and suffering, catastrophic disability and loss of autonomy can create conditions 
that render suicide a reasonable action. 

‘When the Happy Hour Trolley Enters: Cloaking Death through Performance in 
Palliative Care’ by Holi Birman, explores the relations between volunteers and 
patients in a contemporary Australian palliative care setting. Birman asks how and 
why some people try to cloak death through performance in palliative care as a 
guiding questions for her fieldwork and in-depth interviews. Drawing on the social 
sciences and the philosophic perspective of Friedrich Nietzsche, she considers how 
the shared vulnerabilities of both patients and volunteers animate their everyday 
relations; define what constitutes ‘good’ care; and destabilise self-integrity and 
boundedness.  

Andrzej Dańczak’s chapter ‘Between Denial and Acceptance: Paul Tillich’s 
Reflection on Suffering and Finitude’ focuses on Tillich’s attempt to formulate a 
wider reflection regarding an aspect of suffering that also embraces its possible 
positive features. Dańczak’s considers the idea of ‘the courage to be’ as the 
possibility of integrating the absurd of non-being. He suggests ‘the courage to be’ 
represents a transcendent approach to life as a whole which permits one to look 
beyond suffering itself.  
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Luísa Maria Flora then analyses Lessing’s tribute to her parents in the chapter 
‘In the Shadow of the Trenches or History Unmade: Doris Lessing’s Alfred and 
Emily (2008).’ Flora determines Lessing unmakes history, deconstructs the past, 
and reveals what her parents’ lives might have been, had they been able to live up 
to their potential. After the fictive biographies, she re-narrates their stories, 
revealing them trapped by circumstances and recounting their lifelong ordeals in 
the shadow of the trenches. Flora describes the book as Lessing’s ‘ultimate gift – a 
second chance at living.’  

In the final chapter of the book, Sukhbinder Hamilton’s chapter ‘Young People: 
Voice, Loss Narratives, and the Development of Emotional Literacies’, she 
provides a case study and a pursues an experimental approach to the construction 
of meaning making for young people with regards to loss and grief in everyday 
life. Young people need to be given ownership of their grief but equally 
importantly taught how to use tools such as personal narrative from the moment 
they enter the education system. She contends that only when adults recognise that 
grief is a natural part of life for everyone will young people be able to have the 
emotional literacies to both verbalise and navigate loss.  
 
4.  Conclusion 

Readers should be aware that the papers presented at the 11th Global Suffering, 
Dying and Death Conference were all delivered in English, but English is not the 
native language of many of the participants, including some of those whose 
chapters are included in this volume. The editors have taken some small liberties to 
improve the smoothness of communication at certain junctures in some of the 
chapters, but all such efforts were made only to increase intelligibility. We trust 
that this volume will offer worthwhile insights into the work of this particular 
group of dying and death scholars who came together in a wonderful city at a 
particular moment in time. We also hope that this collection will provide some 
further insight into – and evidence for – the importance of dialogue given the 
inherent difficulties and often unexpected learning opportunities that arise from 
serious inter-disciplinary conversation.  

 
  
 





PART 1 
 

Public Perceptions of Death, Dying and Suffering 
 
 





Another Narrative of Death: The Outrage and  
Kurosawa’s Rashomon 

 
Shunichi Ueno 

 
Abstract 
The Outrage (1964) is based on the Japanese Film Rashomon (1950) directed by 
Akira Kurosawa. Although setting the stage for a story in the American Southwest 
in the 1870s, The Outrage inherits the plot and some key elements of Rashomon. A 
married couple, the bandit and one witness tell their stories about a rape and 
murder. This incident is recounted differently by these four witnesses. The viewers 
are unable to decide what had actually occurred. This situation is called the 
‘Rashomon effect’. Kurosawa’s Rashomon is not offering a collective truth but 
projecting its breathtaking transformation. On the one hand, The Outrage differs 
from the original in the remake because their narratives are different and each film 
inseparably combines its own culture and audiences. In particular, turning the 
spotlight on the narrative of violence, the difference between the two becomes 
more obvious. There are many forms of empathy, and human beings mirror the 
ubiquitous form of empathy within their actions, consciously or unconsciously. 
Even in a duel to the death, or killing people through violence, we can witness 
empathy. In Rashomon the duel scenes are given much time and a duel is shown as 
a symbolic representation of empathy, wherein each character’s true self is 
revealed and the two establish their world into which nobody can enter except 
viewers. In The Outrage the fight ends when the husband trips and accidentally 
falls on the knife. He rises, faces the camera, weakly declaring ‘I tripped’, and 
finally dies. The duel is supposed to be an empathetic interchange, but it ends as 
‘an accident’, which spoils Kurosawa’s intention. Kurosawa rejects the 
intervention of the will of Heaven. Therefore, the remake of Kurosawa’s film does 
not resemble the original at all. 
 
Key Words: Narrative, violence, empathy, The Mentalist, Ludwig Wittgenstein, 
language games, Kurosawa Akira, The Rashomon, The Outrage, Hollywood 
remake, a duel, accident, death. 
 

***** 
 
1. Rashomon Effect  

The ‘Rashomon effect’ is named after Akira Kurosawa’s Rashomon (1950). 
The ‘Rashomon effect’ is the situation in which one event is shown from 
perspectives of several different characters, and the truth is never quite the same to 
different people. The controversy is not solved easily because, in the course of 
telling a story, continuous revision will be inevitably made. In Rashomon, the story 
of a man and wife attacked by a robber is depicted by different versions of the 
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incident. The versions are so apparently dissimilar that the magistrate and 
spectators alike are unable to decide what had actually occurred. It is revealed that 
even a woodcutter, the sole witness, is lying and the incident remains intentionally 
unsettled. In resolving such discrepancies, the spectators examine the different 
informants’ accounts. Firstly, 

 
what do the various people stand to gain from their versions? In 
the case of the film Rashomon, the advantages to each character 
are clear. A bandit presents himself as seductive and heroic; a 
woman presents herself as virtuous and faithful to her husband 
and so on…if only real-world situations permitted such simple 
interpretations, researchers would have it easy.1  

 
Cronk then proposes the logical opposite of the ‘Rashomon effect’, which is ‘the 
audience effect’:  
 

While the Rashomon effect involves variations between 
informants’ statements when there is one interviewer and several 
informants, the audience effect involves variations in statements 
from a single informant when he is exposed to different 
audiences.2  

 
As narrators change, so does the truth. Their objective truth is revealed in the 
interaction between a narrator and the audience. 

In fact, the plot based on the ‘Rashomon effect’ has been applied to many films 
and dramas, especially for the dramatic content of death. Within the interplay of 
subjectivity, narratives present the key question: What is the truth? Who did it? 
One excellent example is the books by Agatha Christie. She accepts the formulas 
and conventions of the genre and ‘most of Christie’s murders—at least the first 
murders—occur early, the bulk of her novels is concerned with the detective’s 
progress to the final peripety, the revelation of the murderer and the explanation of 
what really happened’. She gives some tips: ‘You start with the wish to deceive, 
and then work backwards’.3 Her technique of deceiving is so effective that her total 
readership is estimated at 2 billion with total earnings of $20 million or more. 
These figures show that a wide audience accepts the story Agatha Christie offers as 
the truth. To bring the curtain down on the books, all occasions raise this question: 
whether you accept it or not. Agatha Christie and her readers finally reach a 
reasonable compromise. This truth is not the absolute truth, even if there is 
conclusive evidence or confession. There remains room for more consideration, 
such as a false confession to protect a friend. Readers only accept and enjoy a great 
sense of achievement by the Belgian detective Hercule Poirot. It is collective truth 
caused by communising the one story.  
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Kurosawa’s Rashomon does not offer a collective truth but projects its 
breathtaking transformation. This is a correct interpretation of the ‘Rashomon 
Effect’. Rashomon conveys Kurosawa’s intention that ‘it is human to lie’ that is 
based on the fundamental idea that all humans can creatively respond to constant 
changes in the environment. With each witness telling different stories, it becomes 
increasingly impossible to establish the absolute truth. In Rashomon, four people, 
including one female shaman possessed by the husband, tell their accounts of the 
murder. Each of them controls the plot of discovery, fabricates a story and seeks 
their own interests. As it were, there are four Agatha Christies in Rashomon. The 
truth of the incident then remains veiled in mystery to the end. Yet, the four are 
prepared to retract their statement.  

 
2. Language Games 

The only fact is that a samurai was murdered and his wife was raped. As the 
story around the murder and indecent assault is told, we are thrown into relativism 
because the truth values we utilise make use of in discourse are relative to a person, 
culture, system of belief system, cognitive framework, intellectual perspective or 
conceptual scheme. The twentieth century Austrian philosopher Ludwig 
Wittgenstein says that  

 
Language is not one uniform thing but a host of different 
activities. We use language to describe, report, inform, affirm, 
deny, speculate, give orders, ask questions, tell stories, playact, 
sing, guess riddles, make jokes, solve problems, translate, 
request, thank, greet, curse, pray, warn, reminisce, express 
emotions, and much else besides.4 

 
All these different activities Wittgenstein calls ‘language-games’. For Wittgenstein 
words have meaning and application only within forms of life or as parts of a 
language game.  

 
You must bear in mind that the language game is so to say 
something unpredictable. I mean: it is not based on grounds. It is 
not reasonable (or unreasonable). It is there — like our life.5 

 
The point is  
 

that language has no single essence which can be unearthed and 
stated in terms of a unitary theory. To understand the workings 
of language we must first therefore recognise its variety and 
multiplicity.6  
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It is no exaggeration that Wittgenstein’s language games are projected through 
Kurosawa’s Rashomon on the screen.  
 
3. (Mental) Language Games 

The Mentalist is an American police procedural television series on CBS. 
Patrick Jane, who is a former psychic and a consultant to the California Bureau of 
Investigation (CBI), belongs to the team responsible for investigating the murders 
of a serial killer named Red John. The hunt for this man, who killed Jane’s wife 
and daughter, continues with clues gathered from those who have met Red John. 
The more stories that are offered, the further Red John recedes into the distance. In 
the episode ‘Little Red Book’, thanks to Jane’s trick, Teresa Lisbon is brought 
back and the whole team is reinstated.  

 
Patrick Jane: Say it. I won’t get embarrassed.  
Teresa Lisbon: Say what? Oh, you mean, I thank you?  
Jane: Oh, you’re welcome. Was it so hard?  
Lisbon: The thing is, not dealing with you every day has been 
very restful for me. My back pain’s gone. I sleep really well. So 
I’m not actually so sure I’m grateful to be back.  
Jane: You’re a terrible liar. No offence. Good honest people are 
always bad liars.7  

 
Jane is described as a person of distinguished talent: he has the ability to read 

people through non-verbal behaviour; however in fact, it is exactly the opposite: he 
is a master of narrative or language games. Jane does anything to get what he 
wants and is completely crazed by his desire for revenge. Lisbon is his boss but 
Jane gives her hypnotic suggestions and makes her docile to him by saying 
‘you’re…good honest people’. Liars might feel guilty because they are lying, are 
afraid of getting caught, are excited about having the opportunity to fool someone, 
and think nothing of telling a lie. The reason why Jane can tell a plausible lie and 
act calm and collected on any occasion is that he understands the nature of 
language games and knows how to use them in life.  

In the production of Rashomon, Kurosawa could give his assistant directors 
some insight:  

 
Human beings are unable to be honest with themselves about 
themselves…Even the character who dies cannot give up his lies 
when he speaks to the living through a medium. Egoism is a sin 
the human being carries with him…This film is like a strange 
picture scroll that is unrolled  and displayed by the ego. Some 
say they can’t understand this script at all, but that is because the 
human heart itself is impossible to understand’.8  
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Referring to the original, Donald Richie concludes in A Hundred Years of 
Japanese Film that [Ryunosuke]  
 

Akutagawa’s original story was about relative truth, but 
Kurosawa’s film is about the kind of relative reality which 
perhaps only film can offer…With its psychological modernity 
and its post-war questioning, the film was a literal re-creation of 
the Akutagawa story. The seeming reality of each version makes 
us question that of the others. The author’s original intention had 
been anecdotal, but the film is now considered a contemporary 
existential statement—each one of us invents a personal reality.9  

 
However, in terms of whether the four make a true or false statement he states,  
 

we never create our own realities in a vacuum. Each culture 
configures the context within which each member of a society 
has some latitude to carve out a personal reality. 10  

 
Three different statements in the court, in addition to one eyewitness account 

highlight the relativism of the each person’s individual processes, and a 
microcosmic portrait of the individual creation of reality should simultaneously 
and reciprocally link to the landscape outside the court. In the macrocosmic 
context, even if The Outrage (1964) is the remake of Kurosawa’s Rashomon, the 
two narratives differ because each film inseparably combines its own culture and 
audiences. In particular, highlighting the narratives on violence, the difference 
between the two will be more obvious. 

 
4. Empathy in a Duel 

In the episode of The Mentalist called ‘Ring around the Rosie’, a fake interview 
is arranged. A CBI investigator named Wayne Rigsby interviews the man, who fits 
the psychopath profile but has not committed any actual crimes. Patrick Jane does 
not really care what questions Rigsby asks but gets him agitated over a possible 
‘melanoma’ on his face before sending him in there. Both Luther Wainwright, the 
new team’s superior, and Jane make their assessments. Wainwright’s tests show 
nothing wrong with the man. Jane is not fooled, as one can fake on those tests, but 
a normal person in that situation would have mirrored the other person’s 
movements. Henry Tibbs, the man in question, does not even touch his face once 
like Rigsby does.  

 
Jane: A monster without conscience, void of any human 
empathy. Hey, tests can be fooled. Human behaviour never lies. 
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Normal people … they can’t help but imitate what happens in 
their social world.11  

 
Jane describes Tibbs as void of any human empathy. What then is empathy? 
Psychology Today says,  
 

Empathy is the experience of understanding another person’s 
condition from their perspective. You place yourself in their 
shoes and feel what they are feeling. Empathy is known to 
increase prosocial (helping) behaviours. While American culture 
might be socializing people into becoming more individualistic 
rather than empathic, research has uncovered the existence of 
“mirror neurons”, which react to emotions expressed by others 
and then reproduce them.12 

 
Needless to say, there are many forms of empathy and human beings mirror the 

ubiquitous form through their actions, consciously or unconsciously. Even in a 
duel to the death, or killing people through violence, we can see empathy. The 
viewer’s affective response  

 
can arise in the brief moments immediately preceding violent 
action, moments that engender for the viewer a pleasurable 
empathy. These are moments of desire, in which the spectator 
sees the image on-screen as a kind of reflection of herself or 
himself. And so in The Matrix, Neo opens his coat to show his 
guns’.13  

 
Even in the serial killer genre, the spectator is  
 

incorporated into the film as a subject who shares, even 
momentarily, the gaze of the killer, and who looks at images of 
the dead. Since any crime-image in its interpellation of the 
spectator into the scene of violence involves a tension between 
empathy towards the victim and the thrill of alliance with the 
criminal.14  

 
In Kurosawa’s Rashomon that depicts multiple versions of the same event, the 
spectators must become like Patrick Jane, who is watching the surveillance camera 
and following the activities and movements of people in the reception room all 
along. He is not a viewer who requires some empathy as the imaginative act of 
putting oneself inside the minds of film characters, but a mentalist who reads true 
intentions in words and gestures. There are multiple channels of information, 
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unconscious and conscious, on the screen: words, thoughts, body postures, voice 
modulations and so on.  

 
5. Different Remake 

Set in the twelfth century, Rashomon involves three characters taking refuge 
from a storm beneath the ruined Rashomon gate in Kyoto, Japan. As a priest, a 
woodcutter and a commoner wait for the rain to stop, they tell each other the story 
of how a noblewoman was raped in the forest, her samurai husband killed and a 
bandit arrested for the crimes. Most of the film comprises flashbacks of four 
versions of the crime, as told by a bandit, the woman, the spirit of the samurai 
(through a medium) and the woodcutter, who witnessed the incident. Before the 
film adaptation of Rashomon, Michael and Fay Kanin adapted it for the Broadway 
stage. Subsequently, the play titled Rashomon opened on Broadway on 27 January, 
1959. The Kanins appreciated Kurosawa’s Rashomon as a work of art and did not 
accommodate American audiences who are fond of ‘a who-done-it, a guessing 
game in which one of the stories was eventually revealed to be true’. 15 

The Outrage was directed by Martin Ritt, who experimented with another 
formula, the Western one. He articulated Rashomon’s theme, a philosophic 
abstraction or ‘uncertainty’, as a social theme and projected it onto a realistic and 
believable landscape. Making a film as an alternative version of the ‘Rashomon 
Effect’ was ‘a bold step for Ritt, and in the process he did manage to expand his 
scope as a filmmaker’. 16 In The Outrage, the characters are altered to facilitate the 
cultural shift from twelfth-century Japan to nineteenth-century American West 
context. The bandit becomes Carrasco, a Mexican bandit played by Paul Newman. 
The samurai and his wife become Colonel Wakefield and his wife. The Rashomon 
Gate is changed to the rundown railway station, awaiting a train that rarely stops 
there. The priest becomes a preacher, who has been so spiritually shattered by the 
trial that he decided to leave the ministry and the town. The woodcutter has 
become a prospector and the commoner a con man.  

The duel is one of the most dynamic interchanges between characters because 
both risk their lives. Therefore, the duel scenes are given much time and a duel is 
shown as a symbolic representation of empathy in Rashomon. Most samurai 
movies often depict a duel by emphasising the beauty of the form of sword play. 
Ideally speaking, killing an enemy with a single slash of the sword is desirable. 
Most audiences expect a duel conducted by people who are well-trained in the 
style of martial arts because the movement of a sword reveals the personality of 
each character. However, in Rashomon, although one of the protagonists is 
samurai, a stylish duel is never presented. Both struggle frantically to kill the other, 
keeping a sharp eye on everything the other person does. Extraordinary powers of 
concentration are needed to survive a long battle and in the process each 
character’s true self is revealed. The two establish their world into which nobody 
can enter except viewers.  
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According to the witness (the woodcutter), the duel between the bandit and 
samurai is an awkward and cowardly one, with both men stumbling and retreating. 
The husband finally cringes out of fear and begs not to be killed, as the abject 
bandit slays him and the woman flees. On the other hand, according to the 
prospector’s story in The Outrage, both the bandit and the husband initially 
hesitated to fight. Later, ‘they finally decide to duel, can’t shoot straight and must 
resort to slugging it out in the manner of silent film slapstick comedians’.17 They 
trip, bite and throw things at each other, even falling into the stream and fighting 
there. The wife watches like an interested spectator. The fight ends when the 
husband trips and accidentally falls on the knife. He rises, faces the camera, weakly 
declaring ‘I tripped’, and finally dies. The duel should be an empathetic 
interchange but it ends as ‘an accident’. Why does The Outrage make the death of 
the husband ‘an accident’? This part of The Outrage is a radical change while 
remaking Kurosawa’s Rashomon, by which Kurosawa’s intention is spoiled. Who 
puts the stumbling block there? Was it an unusually monstrous and callous God? 

Kurosawa’s intention is to project the way each person lives on the screen. 
Both the original Rashomon and its remake, The Outrage, converge into the 
commoner’s and the conman’s contention: mankind is made up of selfish, brutish 
liars. ‘Commoner: Well, men are only men. That’s why they lie. They can’t tell the 
truth, not even to themselves.’18  

Once a Buddhist priest becomes a preacher, the death becomes an accident and 
is in the hands of someone with the ability to generate accidents. As adversary of 
the con man, the preacher ‘has been unfortunately silent throughout most of the 
film, giving the upper hand to the con man, who speaks most often and most 
eloquently’.19 However, as the final peripety in the last scene, he mentions ‘God 
Almighty’ and reveals the existence of another character holding power behind the 
scenes.  

Shifting Kurosawa’s Rashomon into the nineteenth-century American West 
context may have seemed a good idea in the abstract, but it turned out to be a major 
mistake. Transplanting Japanese culture to Hollywood raises certain generic 
expectations, chiefly the indispensable relationship between the will of Heaven and 
the affairs of man. On the one hand, the characters Kurosawa portrays in his films 
and the circumstances surrounding them still remain within the affairs of man. 
Kurosawa rejects the intervention of the will of Heaven. Therefore, the remake of 
Kurosawa’s film does not resemble the original at all.  
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Death in Public: Text Analysis of a Newspaper Debate 
 

Lisbeth Thoresen 
 
Abstract 
Dying and death are often described as a contemporary taboo, or something we 
don’t like to talk about. At the same time, death and dying are lively debated on 
public arenas such as blogs and newspapers. Death is talked about, but how? We 
have systematically read 60 Norwegian newspaper articles debating dying and 
death. We decided to use, two different head news stories from January 2012 as a 
starting point: a well-known Norwegian author and musician claimed in a feature 
article that his father died before his time in a nursing home because he wasn’t 
offered food and drinks. The second news story claimed that patients die alone in 
Norwegian hospitals. In the following weeks and months professionals and lay 
people debated these and similar issues in different media, as well as in 
newspapers. A key analytical perspective to the debate has been to look for how 
dying and death are spoken of and formed as problem representations by people 
exchanging opinions and experiences. We asked: the opinion or the answer 
presented in the newspaper text; which problem is it supposed to solve? This 
analytical perspective uncovered some themes and problem representations. It 
showed that in the newspaper debate, death is mainly problematized as a medical 
or a political issue, offering solutions to most problems. Facing death as a personal 
or as a religious experience or death as something unknown and uncertain was 
toned down.  
 
Key Words: Print media, public debate, death and dying, text analysis, 
problematisation. 
 

***** 
 
1. Introduction 

When discussing contemporary attitudes towards death in the Western world, 
the writings and conclusions of Philippe Ariès are still a main reference. Based on 
historical research, Ariès describes how attitudes and practice surrounding death 
and dying through history have changed from familiarity and acceptance of death 
to the opposite; from the nineteenth century, death has been ‘pushed out of the 
world of familiar things’; ‘death has become unnameable’, hidden and forbidden; a 
taboo.1 The Norwegian historian Erling Sandmo makes the same observation; he 
describes the history of death as a sad history, because it tells about a shift from 
community to individuality, from the comfort of religion to ‘cold’ science, from 
hope to helplessness.2 This pessimism has been challenged, and today we find 
different and more nuanced views on contemporary attitudes towards death and 
dying.3 A common view among researchers is the centrality of media when it 
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comes to understand death in contemporary society.4 Glennys Howarth claims that 
the presence of death in media makes it absurd to talk about death as taboo.5 What 
media present to us are different stories, imaginations, ideas and thoughts, beliefs, 
attitudes and practices in dying and death. Also in Norway, we recognize an 
increasing interest in and focus on death and dying in radio and television, 
newspapers, films, blogs and on the Internet in general. This said, the 
understanding that death is a taboo, is silenced, absent and strange to most people 
in modern society seems very much alive, and is often repeated among health care 
professionals, researchers as well as lay people in public debates. We find this to 
be a contradiction; there are lively public debates on issues surrounding end-of-life 
care and death, and a repeated argument in these debates is that we are no longer 
able to deal with death or speak about death. This paradox is the starting point for 
this chapter.  
  
2. The Study of a Newspaper Debate 

The media world of death and dying is broad and complex and in this chapter it 
is only possible to explore a limited and defined part.6 I will present a study of a 
Norwegian media debate concerning serious illness, dying, end-of-life care and 
death. I will show this debate legitimate some particular representations of dying 
and death, and how other aspects are not represented. Details of this study have 
been published elsewhere.7 

In the early days of January 2012, two leading news stories in newspapers and 
on television caught our interest. The first story was broadcasted as part of the 
Norwegian Broadcasting news, and told of patients dying alone in Norwegian 
hospitals.8 Hospital nurses were interviewed and declared that they felt bad about 
patients dying alone. The nurses described this as dying without dignity. The 
second media story came a few days later and was a feature article by Ketil 
Bjørnstad, a well-known Norwegian author and musician.9 Bjørnstad described his 
father’s death at a nursing home one year earlier, claiming that his father did not 
die peacefully as the death notice stated; his father died slowly because he wasn’t 
offered food and drinks. Bjørnstad described the last days of his father as terrible, 
even if the staff assured him that his father’s way of dying was natural. Bjørnstad 
added that another reason for the death of his father was too much morphine, and 
he described this as euthanasia.  

The following weeks and months, different aspects of dying, end-of-life care 
and death were debated in local, regional and national newspapers, as well as on 
television and in the social media. As a nurse and researcher in end-of-life care 
practice and end-of-life care theory, I followed this debate with great interest, and I 
also took part in the debate. Together with a colleague, Eivind Engebretsen, who is 
experienced in text analysis, we decided to analyse the ongoing newspaper debate. 
An online database on newspaper articles (ATEKST-Retriever) was used to 
retrieve articles appearing in regional and national newspapers during the period 
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from January 2012 – June 2012 containing the words ‘dying patients’, ‘death with 
dignity’ and ‘dying’.10 The sample consists of around 60 newspaper articles; 
representing varieties in article form, content and length.11 Articles written by 
Lisbeth Thoresen are not part of the sample. Around half of the articles were 
published in Aftenposten, which is the largest newspaper in Norway. What the 
articles have in common is that experiences, understandings, opinions and 
solutions to challenges surrounding dying and end-of-life care are expressed.  
 
3. Analytical Perspective 

The aim of systematic reading the articles several times was to gain a picture of 
existing attitudes and assumptions surrounding dying and death. Text analysis is a 
qualitative method, and there are different courses of action, questions to apply or 
tools to be used.12 A useful analytical approach to carrying out our goal has been 
developed by Carol Lee Bacchi and described in her book ‘Analysing Policy: 
What’s the problem represented to be?’13 Bacchi examines how governing takes 
place by analysing how problems are represented in political documents. Policy is 
very much about ‘fixing’ things.14 The fact that something needs to be fixed or 
solved indicates that there is a problem, or as Bacchi claims, ‘there are implied 
problems’, which means that problems are created or shaped.15 Bacchi describes 
problematisation as the way something is put forward or represented as a problem. 
By studying how policy addresses solutions and actions to solve problems, it is 
possible to understand how something is created or understood as a problem. 
According to Bacchi, every postulated solution has built into it a particular 
representation of what the problem is. Of particular interest to Bacchi, as well as to 
our study, is also to understand more of the roles of experts and professionals in 
governing and in what become legitimate practices and understandings of dying 
and death.  

Bacchi’s approach to policy analysis consists of six questions, all of them 
useful for analysing newspaper debates. The six questions are: 1. what’s the 
‘problem’ of…represented to be in a specific policy? 2. What presuppositions or 
assumptions underlie this representation of the ‘problem’? 3. How has this 
representation of the ‘problem’ come about? 4. What is left unproblematic in this 
problem representation? Where are the silences? Can the ‘problem’ be thought 
about differently? 5. What effects are produced by this representation of the 
‘problem’? 6. How/where has this representation of the ‘problem’ been produced, 
disseminated and defended? How could it be questioned, disrupted or replaced?16 
In this chapter I describe how dying and death is represented in the debate by 
applying question 1 and question 4 to the sixty newspaper articles. The way to 
answer ‘what’s the problem of dying and death represented to be in the newspaper 
debate’, is to identify in the newspaper articles what is suggested as the solution to 
different issues and problems, because this reveals how the issue is being thought 
about. What is left unproblematic or silenced in this problem representation? This 
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second question is a critical one, because it problematizes the problematisations 
and what are not given awareness in the debate.  

 
4. What’s the ‘Problem’ of Dying and Death Represented to be in a 
Newspaper Debate? 

By a close reading and analysis, we found that the themes that were discussed 
in the newspapers articles belonged to four main categories. Dying is represented 
in the newspaper articles as a ‘governing problem’, as a ‘problem of place’, as a 
‘knowledge and competence problem’, and as an ‘awareness problem’. 

The governing problem: The fact that patients die alone in Norwegian hospitals 
was represented in the newspapers as a health policy governing problem. It was 
pointed to how reduced budgets and increased effectiveness in hospitals lead to 
patients dying alone, which to some authors meant dying without dignity. Raised 
health care budgets would lead to death with dignity. It was claimed the end-of-life 
care needed to be highlighted and prioritized in health care politics. One main 
governing aspect at the time of the study was the implementation of the 
Coordination reform from January 2012. The aim of this political health reform 
was to give local health authorities and primary care a greater role; the public were 
to receive health care services close to home too.17 The effects of this reform for 
the seriously ill and dying patients became an issue in the debate, and some 
claimed that dying with dignity was possible if the health care system were better 
organised. Some expressed their concerns about dying patients who were 
discharged from the hospital and to nursing homes or home. The Minister of 
Health answered that even so the Coordination reform; patients could still die in 
hospitals. 

The ‘place’ problem: In many of the newspaper articles, issues concerning 
where people die were highlighted. Statistics were referred to stating that most 
people in Norway die in institutions, and only around 12 % die in their own 
home.18 It was argued that the main reason we have become estranged from dying 
and death is that death has been moved away from home to nursing homes and 
hospitals. To become more aware of death as a natural part of life, dying patients 
should be moved back home. Home is described as the ideal place to die. To the 
dying person, being at home makes intimacy and reconciliation possible. The 
hospital is described in opposite terms; as a place where the dying are separated 
from all things familiar, and a place where he or she loses control and autonomy. 
Anxiety and estrangement are described as part of dying in hospital. Even if many 
of the article authors point to home as the preferred place for dying, there are also a 
couple of persons questioning this ideal. They argue that some people don’t have 
family, friends or even a home.  

The knowledge and competence problem: Bjørnstad’s experiences with the 
death of his father were confirmed by other relatives who were interviewed by 
journalists; they recognized Bjørnstad’s descriptions of what they found to be too 
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early withdrawal of food and drinks from elderly relatives who were close to death. 
Even if some professionals confirmed that Bjørnstad was right; as long as dying 
patients want to eat and drink, this shall be offered, Bjørnstad’s views were largely 
understood as a lack of knowledge about bodily processes in the dying. Bjørnstad 
was also accused of upholding myths about dying and for mixing different 
understandings and concepts of euthanasia. Lack of knowledge and competence 
also among professionals was described, as well as the fact that there is a need for 
more physicians in nursing homes. Some of the writers told of existing guidelines 
and how they worked to improve end-of-life care.  

The awareness problem: The lack of health care policy and governing, 
organisation, staff and money to take care of dying persons with dignity; the way 
death has been institutionalized and professionalized during the last 100 years; the 
claim that lay people as well as professionals lack knowledge about natural dying 
processes, are described as consequences or different aspects of a bigger problem: 
dying and death are no longer part of our lives. In the newspapers articles, death is 
repeatedly described as a phenomenon we have moved away from and don’t relate 
to any longer. Death is described as a taboo, as something we deny and don’t talk 
about. Many of the writers argue that we need to become more familiar with death 
in order to prepare ourselves and others for the fact of death. It is said that the last 
days, weeks and months of life can be experienced as rich and important and even 
the best part of life. To experience this, we need to be more aware and more honest 
about dying and death. Connected to this is how some commented on poor 
communication between patient, relatives and health professionals, and the need to 
strengthen communication skills. 
 
5. Closing Comments 

In an article from 1995 on death in the news, Tony Walter, Jane Littlewood and 
Michael Pickering are encouraging media researchers (and sociologists) to conduct 
content and textual analysis of how death is represented in news, ‘given the 
importance of mortality to the human condition and the key symbolic work which 
media images and discourses of mortality may be said to inform’.19 Today there is 
a rich body of research on representations of death in media. Media research on 
dying and death has to some extent focused upon extraordinary deaths and 
celebrity deaths.20 Reports on war and violence are daily confronting the public 
with the death of soldiers or innocent civilians. Gibson points to the paradox that 
the open and expanding market of death-related stories may contribute to a gap 
between ‘real death’ and the media deaths; that death stories of, for instance, 
celebrities do not prepare individuals for their own process of dying or death, or for 
witnessing the death of relatives.21 Our study contributes with analyses of media 
images and representations of common deaths. As readers, we are told about 
challenges and worries surrounding ordinary people dying in nursing homes, 
hospitals and at home. One may ask if the understandings and attitudes that are 
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found in the newspaper articles reflect values in the Norwegian society, or do they 
shape attitudes? I agree with Howarth that the relation between media and society 
is symbiotic, and that news and debates on dying and death will have an impact on 
how individuals experience and understand dying and death. 22 

What becomes obvious in analysing 60 Norwegian newspaper articles on dying 
and death is how this part of life has become a political issue, but most of all the 
hegemonic position of the health care system regarding how dying and death are 
understood and shaped. The dying person is a patient; family and friends become 
relatives and visitors. When a son raises the question of his elderly father’s eating 
and drinking, the response from the professionals is to point to bodily 
physiological processes and the decreased need for nutrition and fluid. Issues 
concerning the dying become medical facts and practicalities. The medicalization 
of dying and death should indicate that hospitals were the preferred place for death, 
but they are not: in the newspaper articles a good death is connoted to the private 
sphere of life; home and family. This ambiguity is also visible when it is claimed 
that death can become less taboo and estranged from society if we gain more 
competence in understanding physiological processes and changes in the dying 
body. Experts and professionals who take part in the newspaper debate seem to be 
to arguing for the significance of evidence based and precise knowledge, routines 
and guidelines. 23 

As already mentioned, we found that dying, which is in itself a non-political 
phenomenon of life, has become a political issue. Dying is something politicians 
and governments should be responsible for. Where and how people die become 
questions concerning health care budgets, priorities, rights, political government 
and control. Clive Seale has described how the media construction of dying alone 
is a form of ‘bad death’, and how there are always someone to blame if a person 
dies alone.24 It may be the person himself, relatives, paid carers or the society. This 
is partly in line with how dying alone is framed in the newspaper debate; it is 
problematized as a question of health care budgets and priority; the health care 
governors are responsible. The responsibility to relatives to care for, and stay with 
their dying family member or friend is not mentioned.  

Through this media debate, death is described, displayed and explained, but not 
in a diversity of understandings and modes. Death is talked about, but perhaps in 
ways that reduces the richness, existential aspects and uncertainty of death. What is 
more or less invisible are the personal experiences; dying as something intimate 
and personal. It is claimed that in modern society, ‘people stand alone in the face 
of death’.25 Being alone in the face of death seems to something else than being left 
on your own, but this is or similar reflections are lacking in the newspaper articles. 
What is also missing in this debate, are voices from other disciplines and other 
ways of framing or understanding dying and death, like theology, history, 
sociology, anthropology and so on. Perhaps Scott Sullender is right when he claims 
that the media are playing the role of meaning production; something that 
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traditionally belongs to theologians, politicians and historian. According to 
Howart, media may be viewed as social scripts on death and dying, to be adopted 
selectively by individuals. If this is right, more research on the role of media in the 
construction of death should be carried out.26 

The newspaper debate shows that dying and death are talked about, and 
especially in the languages and understandings of medicine and politics. Death is 
not silenced. What we find problematic is how death is reduced to something to be 
handled or managed. The newspaper debate is defined as a public conversation. 
There can be other opinions and other persons taking part in debates on the 
Internet. Analysing Internet debates may correct and supplement our findings.  
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Ghostbook: On the Internet, No One Really Dies 
 

Trace Norris 
 
Abstract 
We are a one generation away from immortality. Our digital personas will outlast 
our physical bodies. Descendants we will never meet will likely have access to the 
information we share on social media today. Our great-great-grandchildren will be 
able to learn intimate details about us that we could never learn about our own 
great-great-grandparents. If someone created a program that could repost the 
content from dead people’s accounts, what would distinguish these ‘ghost 
accounts’ from living accounts? How will our descendants’ understanding of death 
change when a dead relative is as ‘present’ in their lives as that of an out-of-state 
friend or relative? The current generation, the digital natives, will most likely 
amass a literal lifetime’s worth of data of day-to-day thoughts and activities. A 
fine-grained picture of what existence is like (or at least how users desire it to be 
portrayed) is being recorded right now. It would not be unthinkable for a 
descendant to ‘grow up in parallel’ with her ancestors. A young girl could celebrate 
her 16th birthday the same year her great-grandmother’s ‘ghost account’ celebrates 
hers. Death will not mean the same thing to future generations. Grieving will not 
be the same process for our descendants. If a grandchild were to restart his 
grandfather’s feed before his grandfather dies there would be a past and current 
version of his grandfather available. When the grandfather dies, in what way will 
the grandchild mourn his death since he is still ‘alive’ and ‘present’ in the 
grandchild’s life? In the near future, we will have to grapple with the meaning and 
consequences of death in a digital world.  
 
Key Words: Social Media, defining death, technology, digital self, digital natives, 
grief. 
 

***** 
 
1. Technology  

We are currently living in a novel epoch. Never before has the barrier to 
recording ones existence been lower. Prior generations’ best bet for passing on 
information was to write it down on paper and hope that somehow the paper wasn’t 
destroyed. The advent of the internet has drastically changed the likelihood that 
information will survive the ravages of time. Once, a few pictures of great-
grandparents might have made it to their great-grandchildren; today, there is an 
average of 350 million pictures uploaded to Facebook every day.1 
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Assuming no great disaster befalls the database where these pictures are stored, 
they should exist well into the future. Not only will they last, but they will not 
degrade over time. On the blogging site WordPress, there are 43.7 million posts 
published every month.2 This is more recorded human output than has ever been 
available since the dawn of writing. Once again, assuming no disaster, this data 
will also persist into the future.  

This writing represents the collective understanding and experience of the 
segment of society that is online. If we zoom in, we find the individuals whose 
stories, thoughts, dreams and failures make up the millions of posts. This 
represents a record of their lives much the same as a diary did for their ancestors. 
For every few pictures that our great grandparents may have left, we the current 
generation will be leaving, on average, 217 photos to our children on Facebook.3 

These pictures and writings provide current users with access to the day-to-day 
happenings of the media creators. Compared to the thought-out entries of our 
grandparents’ diaries, the average picture of someone's dinner out, or inane 
comments about a TV show may not provide much insight into an individual. But 
the sheer number of posts and tweets will help to generate an accurate picture of 
any given individual.  

Currently the means to analyze all this data rests in the hands of companies and 
their analytics departments. Take, for example, the pregnant teenage girl who 
hadn’t yet told her family, but was outed by coupons mailed to her from Target.’4 

Target used analyses of her online purchasing behavior to give a weighted 
probability that she was pregnant, and then sent her coupons based on their 
analysis. I suspect that in the future, access to these sorts of analytics will become 
more accessible. 

There is more personal data available now, and constantly improving methods 
for looking at this data and finding meaning in it, than ever before in human 
history. This will certainly have unforeseen implications in the future. As the 
digital natives (people born and raised with the internet) grow older, they will 
amass an enormous portfolio of data about themselves, more so than anyone else 
before them. 

 
2. Death and the Internet 

There is currently no consensus for dealing with an individual’s internet 
presence after death. One study found that the average citizen in the UK has 26 
different online accounts.5 With so many accounts and so much personal 
information present in so many different places, managing these accounts after the 
death of an individual could prove problematic. Facebook now has a protocol for 
dealing with an individual's death6, as does Google with their delicately named 
‘Inactive Account Manager’. Yahoo Japan has their ‘Yahoo Ending Service’ which 
works to provide a host of solutions to questions about what to do in the case of 
death, for both the digital as well as physical portion of a person’s existence. At 
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some cost, customers are given options ranging from a company sending out email 
alerts to friends and family revealing the death of a user, to working through 
funeral service options provided by a service. 

But these are outliers in the realm of death and internet services which is most 
likely due to the fact that there aren't that many users of Web 2.0 services that have 
died. This, of course, will change in time. As more and more users of social media 
die the question will arise, ‘what to do with all this content’? There are already 
cases where the content of a deceased person's social media presence has been used 
by others, such as an incident where a dead man suddenly had a profile made for 
him and started attracting friend requests.7 Given the kinds of things that make up 
the majority of user content on social media sites, certainly most of it will be 
relatively useless: 

 
It is nevertheless clear that archaeologists in future centuries will 
be searching digitally as well as physically for traces of the 21st 
century; and what they will find on the internet will resemble 
what they find under the ground: mainly garbage, and graves.8 
 

This of course overlooks the fact that, for a relative of one of these users, this 
might be very useful or meaningful information. As it stands, most of this 
information is left as it is found. Facebook's memorializing feature basically locks 
an account, and removes it from the feeds of other users, so that one's dead uncle 
doesn't show up occasionally in the side panel. But users still have access to the 
content of the page; they can still send messages or leave comments. Being able to 
look into what the deceased's life was like at a given point in time is a unique 
feature of how we document our lives online now. If anything, the march of 
technology has only increased the presence of the dead in society. Oral stories of 
ancestors gave way to written records, which has now given way to actual 
documentation of day to day existence. 
 
3. Ghostbook 

What then will the descendants will do with this lifetime of accumulated data? 
A potential service that might be developed in the future would be one where the 
content of the deceased is reposted chronologically, in effect simulating the 
continued existence of the individual in question. This would allow for the living 
relatives to continue having the presence of the deceased in their lives, even if only 
in some limited capacity. In particular, this might be of use to grandchildren or 
great-grandchildren. This reposting of old content would allow for the child to 
‘grow up in parallel’ with her ancestor. On any given day, she would be able to 
access her great-grandparent’s activity. The clothes might look funny, and there 
might be references made that the descendant wouldn't understand, but the same 
could be said of interactions with grandparents currently. 
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If she knew the grandparent before they died, would she associate the person 
she sees in their online life with the person she knew in the physical world? 
Perhaps she would understand the two to be the same person, simply separated by 
time, but one can't help but suspect that Granovetter's ideas concerning strong and 
weak ties would come into play. Typically, the individual would have strong ties to 
the version of the grandparent she knew in the physical world, and weak ties to the 
version she finds online. The question after the death of the grandparent is, would 
those ties switch? The online presence would still be very real and present in the 
grandchild's life, but the physical grandparent would only become more and more 
remote to her descendant.  

To the user of the reposting service, the account of her ancestor would be 
functionally the same to them as a friend or out-of-state relative. Indeed, often a 
response isn't even expected in many social network interactions.9 This truly 
renders the ghost account in some ways equivalent to a living person's account. 
There is no reason that an individual couldn't develop emotional ties to the ghost 
account, as though it were a living person posting new material. Though the 
material may be quite old, it will be new to the ancestor reading it for the first time. 
Grieving for the death of the grandparent might then be eased by the presence of 
the ghost account, which would probably be showing the grandparent in a more 
hale and healthy state. The grandchild could see their grandparent in happier times, 
perhaps allowing herself to think of the grandparent who went out and had drinks 
with friends the night before, not the one who died in a hospital. The pseudo-
presence of the deceased might be a way to ease grief, or avoid the grieving 
process entirely by choosing to only think of the ghost account.  

 
4. Everyone Is Better in Death 
 The representation of the deceased is of great importance. Large sums of 
money are spent in preserving bodies for viewings and funerals. People want to 
remember the dead as healthy and strong. Thus, so much effort is spent in the 
preparation of the body and the manner in which the dead are mourned. Similarly, 
people curate their online presence to appear as they want themselves to perceived. 
Rarely will a person post an unflattering picture of himself, or admit to some 
failing in a public forum. 
 If an ancestor uses a ghost account to simulate the presence of a relative in her 
life, and that ghost account pulls its content from the material provided by the 
deceased on social media, then the ghost account will not be an accurate 
representation. Rather, it will be the representation that the deceased wished to 
portray. So we are forced to ask, how accurate can we consider the simulation? In 
this scenario, the grandchild is not gaining access to their relative in the same way 
that a diary or personal note might allow them to see who their ancestors really 
were. She is getting an idealized version, further the idealisation is being 
performed by the deceased, rather than by some descendant remembering them 
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fondly. I would wager that the carefully managed content of someone's Facebook 
account would probably paint a picture equal in its lack of accuracy to most any 
speech delivered at a wake. In this way, it's almost as if we've come full circle to 
the pre-literate days of humanity’s past when one’s knowledge of one’s ancestors 
existed only in the curated and remembered tales passed down orally. The accurate 
portrayal of the deceased is probably equivalent in both scenarios. 
 However, there is a bright side in that the massive amounts of data that will be 
collected over the years by a given individual who will allow his ancestors to learn 
a great deal about him, not only by reading what he wrote and looking at what he 
took pictures of, but by using the same analytic methods that companies currently 
use to determine if a customer might be pregnant. The amount of information that 
can be pulled from the data that we willingly provide to social media sites is being 
used to tailor our internet experience so that we receive the best advertisements and 
offers. As those tools filter down to the average internet user, it will prove 
illuminating to turn these tools on our ancestors and perhaps learn more about them 
than they even knew about themselves. In this way, we might challenge some 
inaccurate self-portraits people create with their internet presence. 
 Analytics may provide a means to better understand people we might not have 
known very well in life. Perhaps this might provide some level of insight and 
understanding that can help with the passing of a loved one. If not, then you can 
always check in with their Ghostbook account as a reminder of who they once 
were. 
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Ridiculing Suffering on YouTube: Digital Parodies of Emo Style 
 

Anna Johansson and Hans T. Sternudd 
 
Abstract 
Numerous YouTube videos represent and comment on self-injury, as evidenced by 
a search for this term, which produces about 123,000 results (6 June 2014). In 
previous studies, we have explored how suffering, the body, and gender are 
performed in such personal videos. During our YouTube study, we have also 
encountered a specific category of video clips that merits further discussion: videos 
that in different ways attempt to parody or make fun of self-injury and mental 
distress. What most of them have in common is that they focus on self-injury as 
part of the so-called emo subculture or emo style. The purpose of this chapter is to 
discuss what such videos tell us about cultural conceptions of suffering and gender. 
Our analysis builds on a small sample of three YouTube videos in which emo 
culture and mental distress are parodied and ridiculed through exaggeration. We 
demonstrate that the parodies revolve around two main points: emo as a stylised 
performance of suffering, and emo as queer masculinity. The chapter concludes by 
suggesting that this ridiculing of emo culture builds upon discourses of hegemonic 
masculinity and normative heterosexuality which are also likely to have 
consequences for the understanding of mental suffering, emotional sensitivity, and 
gender in a broader context.  
 
Key Words: Emo, gender, humour, masculinity, mental suffering, parody, queer, 
self-injury, social media, video. 
 

***** 
 
1. Introduction  

Numerous YouTube videos represent and comment on self-injury, as evidenced 
by a search for this term, which produces about 123,000 results (6 June 2014). In 
previous studies, we have explored how suffering, the body, and gender are 
performed in these personal videos through the use of digital technology and the 
YouTube platform in particular.1 During our YouTube study, we have also 
encountered a specific category of video clips that merits further discussion: videos 
that in different ways parody or make fun of self-injury and mental distress. The 
purpose of this chapter is to discuss what such videos tell us about cultural 
conceptions of suffering and gender, drawing on three specific videos as our main 
examples. 

We want to emphasise that these parodies make up only a very small part of the 
total number of YouTube videos about self-injury and mental distress. They are 
also hard to find, because their titles do not necessarily reveal their comic 
approach.2 What most of them have in common is that they focus on self-injury as 
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a part of the so-called emo subculture or emo style. Emo is, according to Seganti 
and Smahel, ‘a global phenomenon which covers a large range of styles of 
emotionally charged hardcore’.3 The term is ambiguous and includes multiple 
scenes, but what is clear from the relatively scant research is that emo subculture is 
often associated with emotionality, and especially with feelings of sadness, 
depression, and loneliness.4 Rather than being parodies of self-injury, then, the 
videos we are concerned with here can be seen as parodies of the specific 
stylisation of mental suffering that is associated with emo culture. Indeed, the 
association between particular music cultures, queer sensibilities, and melancholy 
or emotional sensitivity predates emo, as shown by other scholars.5 We are 
interested in how similar ideas are reproduced in this particular case and in a 
contemporary digital setting. 

A parody, according to the Oxford Dictionary, is ‘an imitation of the style of a 
particular writer, artist, or genre with deliberate exaggeration for comic effect’.6 
Linda Hutcheon describes parody as ‘a form of repetition with ironic critical 
distance, marking difference rather than similarity’ from the parodied object.7 Like 
other forms of humour, it can be fruitful for studying culture, since jokes tell us 
something about norms and power relations, and they might entail both criticism 
and reproduction of hegemonic social orders. 

More specifically, theories of humour often revolve around three concepts: 
incongruity, superiority, and relief. Theories of incongruity see the comic effect as 
resulting from combinations of seemingly contradictory or dissimilar elements. 
Superiority theories, on the other hand, emphasise the ways in which humour is 
used to construct and maintain power relations, where the pleasure derived from 
other people’s misfortunes is understood as that which makes us laugh. Lastly, 
theories of relief point to humour’s function as a temporary respite from social 
constraints and a cathartic means of coping with fear and uncertainty.8 While 
focusing on different explanations, all of these approaches underline how humour 
is, in various ways, constitutive of community and hence also potentially 
exclusionary. In this chapter, we draw partly on the three concepts to critically 
discuss the function and consequences of the parodic videos.  

Theoretically, our approach is also indebted to Judith Butler’s view of gender 
as performative, constituted through repetitive acts that cite cultural notions of 
binary gender – i.e. male and female.9 This implies that gender must always be 
worked on, since it only exists to the extent that it is repeatedly enacted. We are 
interested in the performative effects of the videos and how they are used to 
impose specific ideas about gender. 

 
2. Methods and Material 

Our analysis builds on a small sample of three YouTube videos in which emo 
culture and acts of self-harm are parodied through exaggeration. All of them are 
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explicit in their characterisation of emo style, and they more or less take the form 
of explanatory manuals or scripts on how to ‘be emo’. 

Two of the clips, I Must Be Emo By Hollywood Undead (2012) and I Must Be 
Emo (2006),10 are user-generated videos in which a number of still images and 
stock photos are combined into video montages. Both of them feature the same 
song, Emo Kid by the band Adam and Andrew. The song is important in this 
context. It is not only used as a soundtrack but the videos with their still images 
can also be seen as illustrations of its parodic lyrics. The Emo Kid song narrates the 
fictional diary of a young male, who repeatedly declares, ‘I must be Emo.’ The 
song has been described as ‘poking fun of the stereotypical image we tend to give 
to the … people we call “Emos,” which is characterized by a defeatist attitude and 
shaggy hair’.11 This song is used in numerous YouTube videos that attempt to 
make fun of emo culture – it has sparked what can be described as a small-scale 
Internet meme. The two montage videos in our sample may be seen as typical of 
this trend. 

The third video analysed in this chapter is slightly different. It is the ‘mock 
documentary’ how to be: emo (2006) produced and directed by Xtian Bretz,12 a 
semi-professional short film that uses original content and the format of a 1950s 
instructional video in order to tell the story about Billy, an average teenage boy 
who wants to learn how to be an emo kid. The invisible narrator guides Billy 
through his transformation by giving advice on how to properly perform emo 
identity. While more professionally executed than many other videos, its content is 
reminiscent of YouTube’s numerous other parodic how-to videos on emo culture. 

The three videos are different in form, but what they have in common is that 
they are framed as entertaining, comic, or humorous – although judging from the 
comment sections, the audience does not always agree. We will not go into detail 
about the comments here, but it should be stressed that this type of video is 
described as offensive and provocative by quite a few people, partly because of 
their making fun of sensitive issues. 
 
3. Making Fun of Emo 

Let us now move on to have a closer look at what these videos say about 
suffering and gender. All three construct particular notions of emo culture by 
linking emo to a number of different elements and attributes. We will argue that 
these characterisations revolve around two main points: emo as a stylised 
performance of suffering, and emo as queer masculinity. In the following sections, 
we will show how these two themes are articulated and how their parodic effect is 
achieved.  

 
A. Stylised Performance of Suffering 

As the term emo indicates, and as frequently demonstrated in the videos, emo 
culture is closely associated with sensitivity, and especially with troublesome 
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feelings. This can be seen, for instance, in the Emo Kid song lyrics that speak about 
depression and self-abuse. In the song’s fictional diary, the alleged emo kid states, 
‘My life is just a black abyss, You know? It’s so dark. And it’s suffocating me, 
Grabbing a hold of me and tightening its grip.’ Strong and dramatic emotions are 
also linked to emo culture in the how to be: emo video, in which the narrator 
carefully explains to Billy that he needs to be oversensitive in order to pass as a 
true emo kid: ‘If the store is out of your favourite soy ice-cream, this should make 
you cry and your day is ruined,’ the narrator says – and Billy tries his best to 
follow this advice. 

The videos include numerous other examples of emos portrayed as having no 
sense of proportion when it comes to suffering. The smallest setback seems to 
trigger displays of severe emotional pain and even acts of self-harm. This 
exaggeration of emo sensitivity is obviously part of the parody, and the 
contradiction between seemingly trivial problems and dramatic displays of 
suffering is supposed to make us laugh. 

Furthermore, the emo sensitivity and emotional depth are sometimes 
juxtaposed with emo culture’s alleged obsession with appearance. In the Emo Kid 
lyrics, for instance, the feeling of life tightening its grip on the protagonist is 
metaphorically likened to how tight ‘a pair of [his] little sister’s jeans’ feel – 
which, he claims, ‘look good on me by the way’. The visual portrayal of emos in 
the videos includes certain fashion elements, such as clothes from the thrift store, 
nails painted in dark colours, and dyed black hair. It also involves specific 
embodied practices, such as standing with folded arms, gazing down at the floor, 
and avoidance of eye contact. Billy, for instance, is given detailed instructions on 
how to ‘act as an emo’ through his body posture and fashion style (fig. 1). The 
incongruity between radical despair and vanity and between depth and 
superficiality reinforces the supposedly comic effect. 

Parts of the videos require a more detailed knowledge of emo culture in order 
to appreciate the joke. According to Linda Hutcheon, ‘in recognizing something as 
a “parody,” we are, in fact, inferring not just an intent to parody but also an intent 
to parody a certain text’. To appreciate the parody, then, the viewer must be 
familiar with the style that is being parodied and thus has to recognise sensitivity 
and emotionality as characteristics associated with emo culture. This need for a 
shared frame of reference is highlighted best in the Emo Kid lyrics’ mention of 
fictional emo bands, with names such as Blood Red Romance & Suffocate Me 
Dry, and fictional song titles such as Stab My Heart Because I Love You, Rip Apart 
My Soul, and Stabby Rip Stab Stab – all of them alluding to the elaborated dark 
romanticism that is seen as part of emo culture. 

To some extent, we would argue that the two montage videos not only make 
fun of the specifics of emo style and emo attitude, but also of a digital aesthetic 
that is more generally associated with adolescent distress and self-injury. For 
instance, I Must Be Emo by Hollywood Undead includes still images that we have 
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encountered in several other videos and on websites addressing mental health 
issues. One example is an image of a sitting person who reaches her arm out to the 
viewer, with the words ‘I WANT TO BE FREE’ written on it, which also appears 
in a YouTube video on self-injury that we have analysed in a previous article.13 
However, in I Must Be Emo By Hollywood Undead, a text layer with the above-
mentioned fictional song titles has been added to the image. This visual remix, 
together with the soundtrack of the Emo Kid song, makes fun of this particular 
form of digital expression by placing it in a new context and exaggerating its 
features. The dark romanticism and the emphasis on excessive emotionality, which 
are accentuated through the text overlay, could perhaps be seen as a way of dealing 
with troubling issues by reframing them in a way that might provide relief and 
release liberating laughter. 

 
B. A Real Man Cannot Suffer Like This: Queer Masculinity 

The second point that we want to discuss, queer masculinity, includes the 
articulation of emo by using concepts such as transvestism, homosexuality, and 
feminine boys. Emo culture is constructed as incompatible with hegemonic forms 
of masculinity, for several reasons.14  

First and foremost, in the current binary gender system, (over)sensitivity and 
emotionality are elements usually linked to femininity. When displayed by a 
person identified as male, these attributes appear as anomalies. A man who 
displays strong emotions or expressions of mental pain transgresses conventions 
and might be seen as failing to perform masculinity in the socially prescribed 
manner. 

But this also depends on how such emotions are displayed. As already 
indicated, the videos portray emos as obsessed with appearance, and they include 
several explicit examples of how emos embrace practices and attributes that are 
conventionally associated with femininity. For example, in the Emo Kid song the 
protagonist admits he likes to cross-dress because it makes him feel ‘real deep’, 
stating: ‘I have paint on my nails and makeup on my face, I’m almost Emo enough 
to start shaving my legs.’ 

Feminisation, however, is not only about appearance. In how to be: emo, Billy 
– originally a ‘normal boy with normal habits’ – is beaten up because of his new 
emo look. This upsets him and makes him want to pick a fight with his aggressors 
– the normal thing a normal boy would do. But this is not emo, explains the 
narrator, because as an emo “you solve the aggression the emo way through 
poetry”. Performing suffering through means such as ‘poetry’, typically associated 
with introspection and a delicate sensibility, is here implicitly articulated with loss 
or lack of masculinity. 

The videos’ linking of emo with queerness is further emphasised in explicit 
references to ambiguous gender identities and sexual orientations. According to 
Judith Butler, heterosexuality (or desire for the opposite sex) is required for an 
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individual to be intelligible as a proper man or woman.15 Some of the imagery used 
in the videos depicts acts of gay love, affection, and sexual activities – for instance, 
a couple sitting on a windowsill with their legs forming a heart, or what appears to 
be two young men kissing each other. Phrases such as ‘I dress like a homo/I must 
be Emo’ and ‘Emo is one step below transvestite’ point to a perceived mismatch 
between sex, gender, and desire – and, importantly, this also reproduces a 
hierarchical order in which non-normative gender performances and sexual 
orientations other than heterosexuality are depreciated. In how to be: emo, crossing 
the boundaries between straight and gay is even portrayed as Billy’s last (and 
hardest) challenge in order to prove that he is a true emo.  

In these examples, too, the features of emo culture are parodied through 
exaggeration. But the comic effect is supposedly also meant to be derived from the 
incongruity of the perceived sex of the protagonists (male), their gender 
performances in terms of how they enact their distress, and their queer desire. 
 
4. The Effects of Emo Parodies: A Concluding Discussion 

Having demonstrated how emos are made fun of through references to their 
particular stylisation of suffering and their gender performance, we want to 
conclude by discussing what the effects might be of this type of video. Scholars 
have pointed out that humour can provide relief from social constraints as well as a 
sense of superiority. Against this backdrop, the parodic construction of emos as 
oversensitive, stylised in their suffering, and – hence also – queer young men is 
understood as humorous not only because of the alleged incongruities and 
exaggerations. Making fun of a delicate issue, such as emotional suffering, can be 
understood as transgressive in the sense that it challenges the conventions 
concerning how this topic should be handled – i.e. with care and empathy. 
Furthermore, the parodies might provide an outlet for feelings of insecurity when 
confronted with queer young boys who seem to suffer from emotional problems.  

However, by ridiculing emo boys for being feminine, the videos reinstate a 
hierarchical order of masculinities that might have strong inclusionary as well as 
exclusionary effects. In this sense, these supposedly humorous representations of 
emo culture act as a kind of regulatory device. They impose normative views on 
how emotional problems should be properly enacted, and these views are to a large 
extent entwined with notions of gender. The parodies of emo boys imply that by 
displaying their suffering and sensitivity in particular ways, emos simultaneously 
transgress the conventions of hegemonic masculinity. Becoming an emo and 
embracing emotionality means getting rid of one’s manhood – represented here by 
normative attributes such as aggression and stoicism, and rationality and 
extraversion, as seen in figure 3. 

We would argue that because of the interpretation of sensitivity and suffering 
as weakness or frailty, and the denigration of or contempt for weakness that is 
inherent in a binary gender discourse, the emo kid cannot be recognised as a 
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suffering man. He can only be rendered intelligible as a ‘fag’ or a ‘transvestite’ or 
any other term for non-normative gender performances used in the videos. 
Although framed as humorous, the discourse of hegemonic masculinity and 
normative heterosexuality upon which these parodies rests is both stigmatising and 
potentially harmful. It may include hate speech and acts of violence, such as the 
explicit appeal – overlaid on a photo of a stereotypical emo kid – that reads: ‘Every 
time you masturbate, God kills an emo kid. So kids, please keep touching 
yourselves.’16 While we have addressed the particular case of emo here, we suggest 
that these same discourses are likely to have consequences for the understanding of 
mental suffering, emotional sensitivity, and gender in a broader context as well. 
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Case Studies of Prior Self-Knowledge and Synchronistic Signs of 
Approaching Death 

 
Huai Bao 

 
Abstract 
This study examines cases that are suggestive of prior self-knowledge or self-
revelation of approaching death (due to old age in most cases), a phenomenon 
known in China’s Buddhist scene as yuzhishizhi, which literally means 'pre-death 
self-knowledge' of when death will occur. The knowledge or revelation could be as 
accurate as to the extent of telling the exact date and time range of the death. In 
most cases such a death does not involve illness or pain or any symptoms of 
approaching death that could be observed by physicians but is accompanied by 
painlessness, calm, and contentment. In many cases, individuals pass in a 
meditative state. Some pass in sleep. This phenomenon also exists among those 
who do not identify themselves as religious. Secondly, this study also examines 
two typical cases, among many others, the synchronistic connection between an 
individual’s death and occurrences prior to the death that bear a meaningful 
coincidence. Prima facie evidences of synchronistic signs, perceived as 
‘predictive’ by many observers, of approaching death have been considered in 
psychical research. Whether or not those signs are directly related to the individual, 
they should not be ignored as totally meaningless. 
 
Key Words: Death, dying, synchronicity, parapsychology, Buddhism, ESP, NDE, 
psychical research.  
 

***** 
 

Death is a topic of great scope, about which three questions are most frequently 
asked but will remain unanswered till death actually occurs: When we are going to 
die?; how we are going to die?; and where we are going to die? Of the numerous 
cases that I have studied, life expectancy for those who die of illness or as a natural 
end, if taken into account individually, is not always subject to one’s health 
condition or life habits. Thus, ‘good death’- a happy ending through a conscious 
state and without suffering - is the ‘greatest karmic reward.’1 
 
1. Cases Suggestive of Prior Self-Knowledge of Approaching Death 

Death often involves a terminal illness or occurs quickly with no prior 
knowledge that it will occur. The cases that I have been studying here feature 
individuals who appear to have the said ‘prior knowledge.’ I am interested in 
exploring whether it is ‘real’ prior knowledge, an unconscious revelation, or 
coincidental signs that are concurrently or subsequently interpreted wishfully as 
prior knowledge of the approaching death by those observers to whom the dying 
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subject is significant. The prior knowledge phenomenon has been observed by 
many of my interviewees. The cases that are included in this study are very typical 
of all those that I have collected and are too compelling to be dismissed.2 

Prior self-knowledge of approaching natural death, known as yuzhishizhi in the 
Chinese language, is acknowledged in the Buddhist scene as a form of validation 
and blessing to highly evolved Buddhist practitioners as well as non-Buddhists. As 
has been observed and noted, the self-knowledge can be very precise.3 It may be 
developed from a few days up to one or two years in advance of the death.4 
Yuzhishizhi also typically applies to lay Buddhists. A Singaporean lay Buddhist, 
Chen Guangbie, allegedly wrote down a date on a piece of paper more than ten 
time, when he was surrounded by a group of people watching him. The people 
around him did not have a clue about the date, and he did not explain the 
significance of the date, either.  Later, he passed away on that very date. 5 
Furthermore, Buddhist Master Ruben from Taiwan confirms that those who have 
accomplished spiritualization into a kleśa6 free state through Buddhist practice will 
naturally achieve the knowledge when death will occur.7 I have also collected cases 
of yuzhishizhi in non-Asian cultures. Upon the completion of this paper, a 
colleague at the college in Ontario, Canada where I had been teaching told us a true 
story: Her mother repeatedly whispered “26” and “6” while dying of a terminal 
disease. Her family members all thought that the old lady was going to die on June 
26th, but eventually she died at 6 o’clock on the 26th of that month. None of the 
colleague’s family members is associated with Buddhism or any other oriental 
religions.  
 
1.1. The Post-Dated Letter of Miao Shihao 

Vivian Q. Y. Miao’s father, Miao Shihao, was born in 1916 and died without 
any terminal illness on 10 May 1999.8 In March 1999, her father sent a handwritten 
letter to each of his five children. The content of the letters was no more than a 
common greeting and a routine briefing of each family member’s life. To their 
surprise, all the letters were post-dated to 10 May 1999. Vivian’s youngest brother 
surmised that their father was hinting the date of his approaching death and 
suggested that they all return to their village by that day.  

All the children had arrived by the time he passed, following the perceived 
‘hint’ from the post-dated letter. Vivian claims that the post-dated letter could not 
have been generated by her father’s ‘slip of the pen,’ as her four siblings all 
received letters from him post-dated to May 10, nor does she believe that it was a 
mere coincidence. She contends, ‘If it had been a coincidence, then why did we all 
receive letters post-dated to the same date, and why did that wrong date later 
become his date of death?’ She perceives the ‘coincidence’ as ‘way too 
meaningful’ and ‘beyond any explanation in terms of coincidence.’ 

According to Vivian, her father died peacefully at home without any diagnosed 
terminal illness, surrounded by all his children. According to Vivian, it was 
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impossible for her father to have foreseen the approaching death based on his sense 
of his declining health three months before the death. Vivian has revealed that 
though her father was not religious, nor associated himself with any religion, he 
was a respected philanthropist in their village throughout his life.  

Vivian believes that in the post-dated letters sent to her and her siblings her 
father knew when the death was going to occur and was trying to hint the date of 
his approaching death with the ‘wrong’ dating of the letters, but she is unable to 
explain why her father had not been more explicit in the texts.9 

 
1.2. The Death of Zhou Fengchen 

On 30 April 2014, I visited the residence of Yang Shouyu, the eldest son of 
Zhou Fengchen (1905-1992) in Xianghe, Hebei province, China. For the past two 
decades, Xianghe has been famous for the deceased Zhou Fengchen, a 
philanthropist known as ‘the old lady of Xianghe’ through intense media coverage 
for the following reasons: First, since Zhou passed away in 1992, her dead body 
has not decomposed in room temperature without any antiseptic treatment, a 
condition which remains inadequately explained up to this day. Second, prior to 
her death, she made strange remarks, including predictions about her approaching 
death and after-death, which are now perceived by her family and many visitors as 
the revelation of ESP abilities.10 

Zhou died on the 24th of November 1992. On the 6th of November, Zhou did 
not feel well and began to cough. She was then diagnosed with pneumonia. During 
hospitalization, she vomited intensely. On the 10th of November, she decided to 
discontinue hospitalization and insisted that she return home, saying to her 
children, ‘If you do not let me go home, you will all regret.’ When she realized that 
her idea of leaving the hospital was rejected by her children again, she lost 
consciousness as well as heartbeats, and pulse. When she regained consciousness, 
heartbeats, and pulse after resuscitation, her children took her home. On the 16th of 
November, she requested her family to create 200 red paper flowers, which she 
asked them to burn in their courtyard at 4 p.m. the following day.11 On the 19th of 
November, she asked her family members to clean her body with cold water and 
then apply cooling ointment on it. On the night of the 20th of November, four days 
before she passed, her family took her to Beijing for better medical treatment. 
Lying in the back of the car with her head loosely covered by a blanket, 
surprisingly, she named every spot they had passed by. At 10:45 p.m. on the 24th of 
November, she pulled off her oxygen tube while in the hospital saying, ‘I need to 
sleep now and don’t need this anymore.’ Then she closed her eyes and passed.12 
Zhou’s body temperature remained normal within the following 24 hours. Notably, 
upon dying she announced to over 20 family members surrounding her deathbed 
that [after her death] she would become ‘famous.’ 
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According to Yang Shouyu, Zhou was a compassionate philanthropist all her 
life. She voluntarily became a vegetarian at the age of 38. Yang claims these things 
though Zhou was not associated with any religion.  

During the interview, we focused on questions around validity of prior self-
knowledge of approaching death—if there had really been such knowledge. I 
particularly asked two questions: 1) on what rationale did they associate those 
signs that Zhou had manifested with prior self-knowledge of approaching death? 2) 
If Zhou really had prior self-knowledge of her approaching death, why didn’t she 
tell them more explicitly but instead chose to hint? He claims that he and other 
family members, based on their death bed observations, firmly believe that Zhou 
did have the prior self-knowledge about her approaching death, but not in the 
manner of other elderly people who are not in perfect health, as on several 
occasions she hinted the date range of the death. He assumes that she chose to 
‘hint’13 because ‘she did not want any interference with what had been planned.’  
 
2.  Dying Individuals’ Self-Announcement of Approaching Death 

Many cases that I have studied feature dying subjects making self-
announcements of approaching death right before death. These cases are more 
common than those above and may not seem as ‘miraculous’ as the 
aforementioned cases. Some subjects are aware of the approaching death due to 
diagnosis of terminal illness or declining health caused by old age. This knowledge 
of approaching death due to diagnosis and/or self-sense of declining health is not 
the knowledge that I am talking about here; in fact, many of them have been 
informed by doctors of the approximate number of remaining months or days. 
What I’m focusing on here is the 'knowledge' and ‘announcement’ of the death on 
the day of death, from a couple of seconds to a few hours before death actually 
occurs. Interestingly, this knowledge or announcement also takes the form of ‘hint’ 
and is interpreted by the observer as such.  
 
2.1. The Invisible Boat 

Wang Lili’s father, Wang Haiqing (1943-2013) was diagnosed with brain 
cancer at the age of 70.14 He received radiotherapy for three months till he died. 

After the second radio-therapeutic session, he decided to give it up and return 
home, where he lived for the last seven days. According to Wang Lili, who was 
around the deathbed then, her father was ‘restless’ in pain and discomfort during 
the first five days. He couldn’t eat properly, relying on transfusions, and slept with 
his eyes open at night. On the night of the sixth day, he began to weep with tears 
flowing on his cheeks. On the morning of the seventh day, having been silent for 
six days, he began to talk. He pointed at a wall in front of him, telling his daughter 
that there was a door in the wall, outside of which there was a boat waiting to pick 
him up. Wang Lili looked in the direction he was pointing, and there was no door; 



Huai Bao 
__________________________________________________________________ 

45 

it was a solid wall. She also found that her father’s eyes were ‘much bigger’ than 
usual and had become ‘dim.’ Her father died that night.  

 
2.2. The Visitor 

Chen Bing, Ph.D., describes how his grandmother passed away in his presence 
when he was a teenager.15 His grandmother passed away in his presence in 1959. 
She was eating her meal from a bowl when she put down the bowl and looked out 
of the door, astonished, as though there were a surprising visitor coming. Chen 
looked in the direction in which his grandmother was looking but did not see 
anyone. He turned his eyes back to her, seeing that she was lying down slowly and 
closing her eyes, with her face turning from pale to ‘black and yellowish.’ He tried 
to wake her up, but she had no response. Aside from this in-person experience, 
Chen Bing claims that he has also heard of numerous similar cases of the subject 
having a visitor to receive him or her upon dying. In a case that I studied in Beijing 
in 2012, a dying man in his 90s in hospital claimed that he ‘saw’ the patient in the 
next-door room coming, trying to take him away, and he refused to go. A few 
minutes later, he and his family members were informed by the hospital that the 
patient he mentioned had just died.  
 
3.  Synchronistic Signs of Approaching Death 

The third category of cases falls into the category of what I call ‘synchronistic 
signs of approaching death.’ In these cases, the subject does not directly show any 
prior knowledge of the approaching death, but there are signs either directly related 
to or at a distance with the subject prior to the death that seem to have 
‘synchronistic’ meaning in Jung’s sense. Jung categorises synchronistic 
occurrences into three forms: 
 

1. The coincidence of a certain psychic content with a 
corresponding objective process which is perceived to take place 
simultaneously. 
2. The coincidence of a subjective psychic state with a phantasm 
(dream or vision) which later turns out to be a more or less 
faithful reflection of a 'synchronistic,' objective event that took 
place more or less simultaneously, but at a distance. 
3. The same, except that the event perceived takes place in the 
future and is represented in the present only by a phantasm that 
corresponds to it.16  

 
3.1. The Fortune Cookie Oracle 

The first synchronistic case features my own father, who lived in Beijing, 
China before he passed. At the age of 81, he was very healthy both physically and 
mentally without any disease known to us. Drawing on the results of his last 
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medical examination, his physician claimed that his health was ‘as good as a fit 
man in his 40s.’  

On 9 April 2011, a friend of mine invited me to dinner at the Chinese 
restaurant, Hon’s, on Robson Street in downtown Vancouver. When she asked for 
the bill, the waiter brought two fortune cookies with an oracle slip in each. Having 
received many fortune cookies at Asian restaurants before, all those ‘oracles’ I had 
seen were words of blessing or of neutral suggestions or a list of lucky numbers. 
The oracle that I received at Hon’s that day, however, stated, ‘Something 
unfortunate was going to happen to you within the next week.’ Three days later, on 
the 12th of April, my father passed away in his sleep. The oracle at Hon’s and the 
passing of my father seem to be two coincidental incidents, but the connection 
between them is very meaningful and should not go unnoticed in that the chance of 
receiving a negative fortune cookie oracle randomly is very slim. About the fortune 
cookies: several Chinese restaurant owners in Canada have confirmed my 
presumptions that, firstly, they do not create the fortune cookies by themselves, but 
are provided with such by vendors; second, in their careers, they have never heard 
of negative fortune cookie oracles. 

Given that the coincidence of the first event turns out to be a reflection of the 
second event that occurred three days later at a distance, this case may be 
categorised as a synchronistic one. The oracle may be perceived as a synchronistic 
sign of the approaching death of someone of significance to the subjective state of 
the recipient of the signs.  
 
3.2. Death in the Woods 

In the mid-1990s, Yan Li was working at the Multicultural Centre in Waterloo, 
Ontario, Canada as a voluntary Chinese-English translator.17 One day, a young 
man came to her office carrying a T-shirt on the front of which was printed a big 
Chinese character ‘林.’ He told Yan Li that he was a member of a local Chinese 
martial arts club and that their master had recently died at his 50th birthday party. 
The students decided to decorate the funeral with his favourite Chinese character, ‘
林 ,’ as their master used to have it printed on all the members’ gear and 
accessories. The students wanted to ask Yan Li about the meaning of the character. 
Yan Li explained the meaning and the structure of the character—an associative 
compound that consists of two pictographic characters: two trees lined up side by 
side constitute the woods, and hence, the character means ‘woods.’ The young man 
was astonished upon hearing this as their kungfu master had recently died in a 
hammock hanging between two trees in the woods. One of the trees to which his 
hammock was tied up fell on him while he was resting in the hammock. Yan Li 
later included this story in her English language semi-autobiography, echoing the 
Chinese idiom, ‘A casual saying has turned out to be a prophecy.’ 

The meaning of the coincidence between the obsession of the deceased kungfu 
master with the character ‘林’ and the death between two trees in the woods in this 
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case cannot go unnoticed, either, as the obsession with the character embodies a 
certain psychic content corresponding with the subject’s objective process of 
dying. Even though the obsession was a long lasting state of mind and the death 
could be a momentary, one time occurrence, the two instances may be perceived 
legitimately as synchronistic since they paralleled one another in the graphical 
senseat the moment of the intersection in time and space. Yan Li believes that the 
coincidence was beyond the explanation of ‘a mere coincidence.’ It might be 
maintained that there is significance between the two separate events, given the 
apparently acausal nature in the connection of the two.18 
 
4.  Conclusion 

Research on a subject of such a metaphysical nature is inevitably based on 
empirical experience with a statistical significance, and it should be excluded from 
orthodox academia if there is no scientific verification, not only because the 
relationship between body and mind cannot be verified in our perceived scientific 
sense, but also because, ironically, even the most scientific experiment could be 
influenced by the subjective mind of the experimenter. The cases that I have 
studied have provided statistical significance suggesting that death may come with 
a ‘hint’ prior to its occurrence, which, in some cases, may take the form of 
seemingly ‘self-knowledge’ or self-revelation from the unconscious, and, in others, 
instances or occurrences that reveal synchronistic signs of the approaching death.  

Although I have employed the concept of synchronicity in explaining the 
seemingly acausal principle of connecting separate events, I have expounded the 
presupposition on omnipresent causality even in the seemingly acausal 
orderedness,19 in that causality does not merely take the form of tangible, linear or 
one-to-one orderedness.  

In the first category of the cases, close observers of the death of their loved one 
are more likely to associate the implicit revelation of approaching death with prior 
self-knowledge of approaching death. I would, however, tentatively understand 
these cases as synchronistic, too, since there is still a lack of more adequate 
evidence to prove that it is self-knowledge of the subject, not a subjective, wishful 
interpretation of the incomplete knowledge, a telepathic feeling of an approaching 
significant event, or an outflow of messages from the unconscious. I have come to 
a verification of its suggestive nature through excluding all other possible 
explanations. In whichever case, death is given a special psychical significance of 
mind-body reflection between the dying and those who are significant to the dying. 
 

Notes 
 
1 净空法师 Mater Chin Kung, ‘学佛答问: 香港之五十二 Answering Questions Regarding 
Studying Buddhism: Episode 52 in Hong Kong,’ V.youku.com, November 3, 2006, 
viewed on 25 November 2014,  
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http://v.youku.com/v_show/id_XNjczNzM5NDI0.html?f=21911973, Video blog. 
2 The ultimate purpose of the study is to explore how death and dying as human 
conditions impact the individual and those around the deathbed, including family 
members, friends and others involved in their care. 
3 净空法师 Master Chin Kung, ‘学佛答问 Answering Questions Regarding Studying 
Buddhism’, np. 
4 Ibid., np. 
5 Ibid., np.  
6 Kleśa (or kleshas in Sanskrit or kilesa in Pali) is a Buddhist term which means 
negative mental states cause by destructive and disturbing emotions, including 
such states of mind as anxiety, fear, anger, jealousy, desire and depression.  
7 如本法師 Master Ru Ben, ‘佛學問答第五輯 Answering Questions Regarding Studying 
Buddhism, Volume 5,’ Book.bfnn.org, viewed on 25 November 2014, 
http://book.bfnn.org/books/1000.htm#a52. 
8 Vivian Qiyu Miao, Interviews with the Author, April 2011-August 2014.  
9  In the other cases that I have studied, the ‘self-knowledge’ or revelation of 
approaching death also takes the form of a ‘hint.’ Oftentimes the hint is figured out 
after the death. 
10 Yang Shouyu, Interview with the Author, 30 April 2014. According to Yang 
Shouyu and his family, in her final days, Zhou demonstrated ‘supernatural power.’ 
Oral accounts documented by the Yang family provide a great number of similar 
examples that the family members believe may prove Zhou’s ‘clairsentient power.’ 
11 Creating paper flowers and burning them or paper money are part of China’s 
ancient funeral tradition. 
12 I have noted the pre-death claim of ‘going to sleep’ and removal of the oxygen 
mask in numerous other cases in both China and Canada. 
13 To sum it up, the ‘hints’ that he referred to include but are not limited to Zhou’s 
insistence on discontinuing hospitalisation and returning home on the 10th of 
November, her request of the family to create red paper flowers on the16th of that 
month and burn them all on the 17th, her request of the family to wash her body and 
apply body oil on the 19th, her removing the oxygen mask and deciding that she did 
not need it anymore, and her wanting to sleep on the night of November 24th, 15 
minutes before she was announced dead by a physician. 
14 Wang Lili, Interview with the Author, July—August 2014. At the request of my 
subject, I use pseudonyms in this case. 
15 陈兵 Chen Bing, 生与死——佛教轮回说, Life and Death: Narratives on Buddhist 
Transmigration,’ (呼和浩特：内蒙古人民出版社,1998, Huhhot: Inner Mogolia People’s 
Press), 351. Professor Emeritus Chen Bing (1945—) taught religious studies at 
Sichuan University in Western China before he retired. 
16 Carl Jung, An Acausal Connecting Principle (London: Arkpaper Backs, 1987), 
144-145. 
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17 Yan Li, Interview with the Author, February 2013 and 25 November 2014, 
email. She has included the story in her semi-autobiography, Lily in the Snow.  
18 The meaningfulness of coincidences between separate events, however, has been 
proved and reaffirmed statistically to screen out the ‘meaningless chance’ belief. 
Based on this case and some of the others that have a similar nature, I’d like to 
suggest that there ought to be signs ‘pronouncing’ the upcoming death, only that 
many have passed unnoticed, and some have come to our attention due to what 
seems to be the result of serendipity. 
19  Huai Bao Dhawa, ‘与荣格对话：论共时性背后的因果律  Dialogue with Jung: On 
Causality behind Synchronicity,’ 东西方研究学刊 International East-West Studies 3 
(2014): 92-99.  
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Schopenhauer and Modernity: Disclosing Modern Malaise 
 

Jordi Cabos 
 

Abstract 
In spite of the common account that is given of suffering – that is, what thwarts the 
will to life – in Schopenhauer’s works, a more precise inquiry leads us to an 
appreciation of the significance of this experience in his works. This paper claims, 
on the one hand, that suffering in Schopenhauer’s works is triggered by diverse 
sources and takes various forms, and, on the other hand, that these sources seem to 
coincide with later scholarly characterisations of modern malaise. First, some 
preliminary considerations of modern suffering, as well as the relevance of this 
experience in Schopenhauer’s works, are explored. Second, diverse sources of 
suffering are examined. Finally, several remarks on modern malaise are noted. 
 
Key Words: Malaise, modernity, pain, Schopenhauer, suffering. 
 

***** 
 
1.  Modernity and Its Malaise 
 Generally speaking, it is difficult to agree on the most distinctive features of 
modern malaise. This difficulty is rooted in the fact that, as in the case of 
modernity itself, modern malaise is a multifaceted phenomenon. Defining 
modernity is beyond the scope of this paper, but, briefly, modernity refers to the 
period of time in Western Europe from the seventeenth century to the present, in 
which new forms of capitalist organisation and social structures emerged.1 

In modernity, the body seems to become the hub of an individual’s life. In 
attempting to meet their own needs, individuals are confined to a system of 
production that may not only erode their self-determination but also define their 
inclinations.2 The modern age is associated with an experience of meaninglessness, 
whereby life appears ‘ephemeral, fugitive and contingent’ as it never has before.3 
The problem is not simply how to survive, but what to do when one’s needs are 
met. Although one can no longer speak of an absolute truth, knowledge is still 
needed to lead one’s life.4 

This paper attempts to analyse modern malaise on the basis of the accounts of 
suffering in Schopenhauer’s works. Although suffering may be explained by a 
movement contrary to the will to life,5 it is argued here that suffering in 
Schopenhauer’s works may also be understood as the result of various factors. The 
paper hypothesises that suffering in the German philosopher’s works is triggered 
by diverse sources that appear to resemble later characterisations of modern 
malaise. 

This reflection is divided into three sections. In the first section, the status of 
suffering in the world according to Schopenhauer is clarified. In the second 
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section, diverse sources of suffering are examined. Finally, some brief comments 
on modern malaise are noted. 
 
2.  Schopenhauer and Suffering 
 Suffering is essential to all life. Behind our immediate experience, mediated by 
the representation, there is another entity that is the metaphysical core of reality 
and a source of innumerable miseries. This is the will (der Wille), the internal 
mechanism that blindly governs the existence of everything and whose essence is 
an insatiable willing. It is expressed in a scale of levels that constitutes the 
represented world; these are levels of objecthood of the will. 

In living beings, this will appears as the will to life (Wille zum Leben). Misery 
originates from the set of characters, whereby this will is embodied in sentient 
beings: the more knowledge they acquire, the more pain they feel; in other words, 
the higher the degree of objecthood within the levels, the more evident is the 
suffering that arises.6 Humans represent the highest degree of objecthood, which 
means that they undergo the nature of this will most intensively. Suffering 
encompasses the dissatisfaction of the will, as well as the boredom implied once 
the will is satisfied; suffering is not an accident of the being but becomes the being 
itself.7 Suffering turns into a part of the animal condition – both non-human and 
human – and is just as unavoidable as death. 

This omnipresence of suffering has been used by recent scholars to characterise 
modern malaise. If in the pre-modern world, suffering was associated with ‘natural 
disasters, bad weather, illness, grieving, but – unless the irrevocable was involved 
– things eventually returned to the normal state’, in the modern age, suffering has 
been ‘turned into a permanent state’.8 Modern suffering seems to have lost its 
concrete reference.9 Instead of the concept of cause, Schopenhauer mainly uses the 
notion of source (Quelle),10 which seems to imply, on the one hand, that the origins 
of this experience are not always equal and, on the other, that suffering is triggered 
in varying degrees. In other words, there is no unique place where modern 
suffering dwells, and it takes many and varied forms. 
 
3.  Sources of Suffering 
 One of the sources of suffering cited in Schopenhauer’s works is the will. 
When a transition from will to satisfaction occurs quickly, it results in happiness; 
when it occurs slowly, it results in suffering.11 Suffering is defined as an unfulfilled 
and thwarted will, and thus serves as an obstacle to the will to life: ‘when an 
obstacle is placed between it and its temporary goal, we call this inhibition 
suffering.’12 

However, instead of relieving the dissatisfaction of individuals, modern 
capitalist society further intensifies it, increasing their sense of deprivation.13 
Individuals struggle obstinately – in an attempt to satisfy the will to live embodied 
in their will – to obtain a supposed good that promises them well-being; instead, a 
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considerable degree of misery results. This struggle is examined here, based on the 
consideration of three phenomena: egoism, malice, and injustice. 

Egoism, the correlative of this struggle experienced by living beings, is most 
pronounced in humans. Egoism implies not only that every individual tries to grab 
what he wants from everyone else, but also that he ‘will even completely ruin 
another person’s happiness or life in order to increase his own well-being by some 
insignificant amount’.14 In its most extreme form, egoism manifests as malice, 
which can grow to the point of cruelty. 

Unrestrained egoism can lead to injustice, which can be triggered by violence 
or by cunning. While injustice through violence is achieved by coercion, injustice 
through cunning is based on a lie. In social terms, injustice is manifested in poverty 
and slavery, conditions where an individual’s efforts are exerted not for his or her 
own benefit but for the benefit of others. In order that a few individuals can enjoy 
the most refined luxuries, others are subjected to inequitable working conditions.15 
Recent social criticism has focused on egoism as an explanation for the existence 
of poverty alongside those who accumulate limitless wealth in the hope of escaping 
their feelings of emptiness.16 

In fact, if the first motive of human life is to be free from need, the second 
involves escaping boredom once all one’s needs are met. Schopenhauer’s works 
consider not only the adverse effects of boredom itself but also the problem of 
leisure.17 During periods of leisure, one returns to oneself, choosing the best 
activity according to one’s skills and mental power. Leisure should be used for 
developing oneself. However, in the modern age, people tend to abandon 
themselves to leisure activities that cause them more torment: modern 
entertainment seems to consist of consumption and futile pastimes. 

Individuals choose these occupations based on the satisfaction that the will 
experiences in doing them, carrying alongside it all forms of wretchedness. 
Philistines, for whom oysters and champagne are the high points of existence, 
epitomise this idea. They are afflicted because ‘idealities do not entertain them, but 
… instead, they always need realities to escape from boredom’.18 However, 
realities soon run out, subjecting them to a deeper sense of emptiness. 

As Hannah Arendt wrote a century after Schopenhauer, once modern 
individuals are liberated from necessity, they decide to spend their free time 
focusing on nothing ‘but consumption, and the more time left to [them], the 
greedier and more craving [their] appetites’.19 Hence, boredom constitutes another 
source of suffering not only in the discomfort that it in itself implies but also in the 
damage that the relieving of it can lead to. This seems to evidence that an 
individual’s self-determination does not ensure a good life. 

In fact, if anything has characterised the reflections on modern distress, it is the 
suspicion that reason may not be a good guide in human affairs. According to 
Schopenhauer, although reason is necessary in ‘the full urgency of life’, it ‘can 
easily ruin everything if it gains the upper hand’.20 Reason refers to the ability to 
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form abstract concepts.21 Although it may also play a salutary role in relieving 
suffering (a question that is beyond the scope of this paper), reason does not 
generally make life easier but rather seems to hinder it: ‘our greatest sufferings do 
not lie in the present, as intuitive representations or immediate feeling, but rather in 
reason, as abstract concepts, tormenting thoughts.’22 Reason is neither a symbol of 
distinction nor a conduit for joy; as more recent historical trends seem to confirm, 
Schopenhauer suggests that reason may go hand in hand with misery. 

However, knowledge – considered to be a product of reason – might be the 
only way to minimise suffering; in exceptional cases, it may allow for salvation 
and facilitate the overcoming of vicissitudes.23 The problem is that knowledge is 
usually subjugated to the will. Thus, on the one hand, knowledge is incidental and 
increases human woe; on the other hand, knowledge is the only route by which 
individuals can lead their lives. 

This ambivalence is expressed in Schopenhauer’s works through his 
denouncement of the misjudgement of various truths. Despite the fallibility of 
reason, and of the knowledge that comes through it, some views on existence are 
more accurate than others. These misrecognitions affect three domains, which 
attracted great interest after the publication of Schopenhauer’s works, and may be 
considered sources of modern distress. 

First, the German philosopher denounces the common way in which individuals 
lead their lives in their stubborn pursuit of happiness. To him, this dogged manner 
of chasing happiness is misguided. In Schopenhauer’s view, and contrary to how 
individuals see it, pain and torment are positive, while pleasure and happiness are 
negative. This means that pleasure and happiness need a negation of pain in order 
to exist: ‘the failure to recognize this truth, encouraged by optimism, is the source 
of much unhappiness … [and] in doing so we bring pain down on ourselves, which 
is undeniably real.’24 In other words, the unremitting attempts to achieve happiness 
keep it out of the reach of individuals.  

Second, the disproportionate exertions of modern life, both physical and 
mental, obligate individuals to take care of themselves to preserve their health. 
Illness appears as a healing force of nature that attempts to redress an individual’s 
negligence.25 One’s health becomes a component of the self that must be overcome 
by virtue of an individual’s carefulness. 

Third, one may also lose sight of oneself in the pursuit of a misconceived 
socialisation. On the one hand, individuals tend to lead their lives considering 
others’ opinions more highly than their own: in the modern age, the distinction 
between oneself and others becomes blurred;26 however, when individuals pay 
more heed to others’ opinions, they evaluate their lives on the basis of external 
notions that have a pernicious effect on their own development.27 On the other 
hand, subjecting oneself to society’s demands means considerable personal 
restraint: the greater the individual’s power, the more pronounced is this restraint.28 
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Schopenhauer discloses that, in modern times, an individual must tend to her 
own happiness, health, and development, and this may become a source of 
disquiet. The modern individual lives in an inappropriate manner: only when she 
corrects her life may she find herself again.29 In the face of a non-specific distress 
that is separated from its causes and has varied and mutable forms, knowledge still 
seems capable of helping to alleviate modern malaise. 

 
4. What Remains? 
 Schopenhauer describes a malaise that is not unknown to us. It may appear as a 
disquiet resulting from a dissatisfaction of the will or as an obstacle to its 
fulfilment. In modern capitalist society, individuals are easily persuaded that life 
will be worth living only when deprivation is eradicated. Egoism not only seems to 
constrain individual freedom but it is also a source of injustice. Where individuals 
are liberated from deprivation, they may suffer from boredom. Free time becomes 
a source of misery. Rather than enhancing individual strengths, modern leisure 
activities appear to constrict individual powers, engaging individuals in a kind of 
futile entertainment that denies any idea of self-determination. Trust in the use of 
reason to achieve a good life appears to flounder. Schopenhauer hints that reason 
and knowledge may not be the final determinants in achieving a good life. 
However, individuals need knowledge in order to lead their lives. In other words, 
while knowledge should not be idolised, not all knowledge shares the same status. 
Modern malaise may also be associated with a disregard for how one attains a 
presumed form of eudemonia: through happiness, health, or self-fulfilment. 
Although Schopenhauer’s works were written in a very different era, his revealing 
insights may be applicable to our own time. Given the difficulties we have in 
identifying modern malaise, in defining it, and in proffering a convincing 
diagnosis, modern malaise may perhaps reveal something about us: it may express, 
in various ways, the weight of an age on our lives. 
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Dead Baby Bloggers: Making Sense of Death through 
Online Grieving 

 
Jennifer Cypher 

 
Abstract 
The experience of death and grieving may be universal, but some people involved 
with death and grieving have needs that are not met in our proximate communities. 
Social and cultural norms around grief and grieving are not broken without 
repercussions and responses to death and grief are highly policed and regulated. 
What happens when one’s responses to death or expressions of grief do not follow 
the norms? Where does one find the means of expression and the support of 
others? This chapter will present findings demonstrating that grieving online via 
pseudonymous weblogging can allow people to grieve without fear of 
repercussions and simultaneously to build supportive communities. The practice of 
online grieving is now a large part of the grieving process for many internet users. 
As part of an online grieving community of women with dead children (Dead Baby 
Mamas, or DBMs), a subset of grievers who experience specific issues, many of 
which are not recognized or addressed by family, friends, or healthcare 
professionals, my participant observation research found that DBMs blog whilst 
using a pseudonym, not telling their friends or family that they are blogging in 
order to create an outlet for grief that is usually labeled ‘inappropriate’ or 
‘unhealthy’. This pseudonym + concealment combination allows people to grieve 
in ways that flout social grieving norms without fearing repercussion and connect 
with fellow grievers in the process. What can we learn about responses to death 
and expressions of grief from these findings? We can make recommendations 
about using the internet for grieving, but we also need to take seriously the 
experiences of people who do not fit the ‘normal’ patterns of responses to death 
and expressions of grief. How do we meaningfully accommodate diverse ways of 
grieving, indeed of dying? 
 
Key Words: Online grieving, online anonymity/pseudonymity, grief blogging, 
grieving norms, grieving and diversity, dead children. 
 

***** 
 

1. Birth, Death and Blogging  
The birth and death of my daughter on 12 April 2004 led me into a place of 

deep sorrow and active grieving. Grieving was excruciating in and of itself, but 
negotiating the world around me and the people in it was equally bewildering and 
frustrating because neither I, nor the people around me, really knew what to do or 
how to even be – what was appropriate in this situation?  
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The death of an infant is no longer the common occurrence in our culture that it 
once was. At the time of my daughter’s death, I knew only two families who had 
experienced the death of their infants, and turning to them for guidance and support 
was difficult as they lived over 3,000 kilometres away. People who were proximate 
to me could not offer help based on experience, and this lack led to me perceiving 
their attempts at help (however well-meaning) to be ineffectual, even sometimes 
hurtful. Later in my grieving process, which became part of my research process, I 
realized that other people were having the same issues. 

I found that I needed different kinds of support than I could access proximally 
and that I had ways that I needed to grieve, and things that I needed to say, but I 
was not finding safe places to do so. I turned to the internet in order to find and 
create these places. Therefore, deadbabyblog (DBB) was born. I began 
deadbabyblog using the blogger.com platform a few months after my daughter’s 
birth and death. I blogged several times a week and quickly began to connect with 
other parents who were doing the same thing.  

I did not discuss DBB with anyone, not even my partner, for a long time, and 
even now not many people know of its existence (the site is now password 
protected for reasons of ethics, sanity, and privacy). For quite some time, no one 
read it, or commented on it, and then connections were made with other people 
blogging about the same things. Soon, I was part of a community of people with 
dead children of all varieties: multiple miscarriages, stillbirths, neonatal deaths. We 
wrote, we read, we commented, we supported each other and kicked each other’s 
butts at times. Occasionally we celebrated a new birth that resulted in a ‘take home 
baby’ as one poster, who has yet to have a ‘take home baby’ of her own, calls a 
baby that lives. We vented and shared resources The American bloggers pushed for 
October 15th to be declared ‘Pregnancy and Infant Loss Remembrance Day’ in the 
United States and generally participated in what I call ‘blogging practice.’1 

The practice of using Facebook is the latest development in my technological 
engagement with my fellow DBMs. Happily for me, the people that I met through 
deadbabyblog now meet offline as well: we had our sixth, annual DeadBabyMama 
May of 2014 and are planning our 2015 event. 
 
2. Grieving ‘Inappropriately’ 
 Grieving, for me, required expression and communication about things that 
were not pretty, and not widely socially acceptable, at odd times of the day and 
night, and didn’t fit in with scheduled therapy or a support group. Blogging 
allowed me to communicate openly (although pseudonymously) whenever I 
wanted about things that I couldn’t or wouldn’t discuss with my friends, family, or 
therapist. The practice of blogging about my grief became a therapeutic tool of 
sorts, but, more importantly, it taught me how and why to blog, at least under 
certain circumstances, and how blogging could connect people and build consensus 
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on how to grieve children, how to support people with dead children, and what this 
support looks liked.  
 For myself and for many of the bloggers I connected with at this time, certain 
aspects of our grief were considered by others to be inappropriate, unhealthy, or 
even macabre. Standard practices for other deaths were questioned when we did 
them. For example, the practice of announcing the child’s birth/death was, we were 
told, frightening for others, and so we should perhaps refrain from doing it. 
Holding our dead children, bathing, and dressing them, fighting to be allowed to 
spend time with them, was unhealthy. Displaying photos of dead children in our 
homes or on our desks at work was macabre (how the Victorians would have 
laughed). Naming, or not naming, our babies, talking about them, funeral 
arrangements, burial or cremation, holding on to the ashes, involving siblings or 
other family members…every aspect of this grief process was under scrutiny and 
often viewed negatively by someone in our field of family, friends, work 
colleagues, or acquaintances. Heard of the Mommy Wars? Grieving children was 
like that, only the baby is dead. 
 People’s lack of experience with child death leads to a lack of knowledge about 
what to do and how to do it. This is true for people closely involved in the grieving 
process as well as those on the outskirts. This lack of knowledge about child death 
is compounded by a culture that is, in general, death-denying but with strict and 
often unwritten ‘rules’ about grieving that are in no way related to an individual’s 
actual grieving process. These factors make grieving the death of a child and 
finding suitable support extremely difficult. 
 Other social and cultural factors add to the difficulty, confusion, and isolation. 
Family and friends may not live in close proximity to the parents. Decisions about 
birth (home birth, fewer medical interventions, use of midwives) may colour 
people’s perceptions about the birth/death, adding to anger and grief and affording 
opportunities for judgment, blame, and guilt. 

 
3. The Power of Pseudonyms 
 I was already studying blogging when I became a DBM, specifically studying 
people who blogged anonymously. What it means to be ‘anonymous’ has various 
meanings, but for this chapter, I am using it as it was used by my study 
participants; the bloggers I interviewed who were using a pseudonym and 
concealing their blogging from friends and family said that initially they felt 
‘anonymous’ and that at the start of their blogging practice, this sense of being 
‘unknown’ to others was often deliberate and liberating in terms of allowing them 
the opportunity for free expression. I call this practice the ‘pseudonym + 
concealment combination’. This definition of the term ‘anonymous’ fits with other 
work on anonymity and the internet; Palme and Berglund note that online 
anonymity merely means that the ‘real author of the message is not shown’; they 
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call pseudonymity a ‘variant’ of this in which the ‘real author’ is using a 
pseudonym to mask their ‘real’ identity.2 
 At the start of the interview process, I approached the issue of anonymity in 
terms of freedom, so in my interviews I asked people how blogging using a 
pseudonym + concealment related to their ideas about or experiences of blogging 
and freedom. Data from bloggers who used a pseudonym + concealment strategy 
in their blogging practice indicated that it was a stance from which they felt very 
free to express themselves however they wanted; they felt and acted anonymous. 
When I began blogging after my daughter’s death using the pseudonym + 
concealment combination, I felt that I had a high degree of control over my 
presentation of identity and over who could access the blog. This gave me the 
room to express myself freely, and this ability to use the relative anonymity 
provided by a pseudonym had been flagged by my study participants as one of the 
things they found to be freeing about blogging.3  
 The benefits of using the pseudonym + concealment combination to freely 
express myself in a way that protected me (and others) soon became apparent as 
the following example illustrates. One of the most common themes discussed on 
blogs similar to DBB are the things that people do or say that they think will make 
a bereaved parent feel better or the things they do to make sense of what has 
happened that they feel the need to share with you. Many of these things are lovely 
and appropriate expressions of love and grief and are immediately seen as such. 
However, some of these things are insensitive. Telling the parent of a dead child 
that ‘everything happens for a reason’ is, I would argue, not appropriate, and yet 
responses from parents of the dead who reject this analysis of their child’s death 
are often told that we are ‘ungrateful,’ ‘too angry,’ or having an ‘unhealthy’ 
response to our loss. We are not grieving ‘right’ (correctly).  
 Blogging practice using the pseudonym + concealment combination allows the 
parents of dead children a venue in which to air and vent about the things people 
say and do that they feel are inappropriate. The blog also allows for discussion 
through the comments section, and sometimes posters will come to different 
conclusions about what is going on based on how other people are responding to 
their posts. Blogging practice that allows for comments creates conversation and 
community, which seem to be critical aspects of grieving for this group of people. 
 
4. Safety through the Use of a Pseudonym  
 Anthony Giddens proposes that there has been a ‘reordering of private and 
public domains.’4 The establishment of civil society and its accompanying 
administrative positions and institutions, and the development of the state as 
something different from civil society, are contributing factors to the reordering of 
the public and the private. Public and private become opposed, according to 
Giddens, where the public equals the state, and the private domain is that which 
resists state surveillance. The need for privacy is an indication of the level 
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surveillance is still encroaching on private life, along with psychological changes 
such as increases in levels of shame instead of guilt. ‘The more self-identity 
becomes internally referential, the more shame comes to play a fundamental role in 
the adult personality.’5 

 Giddens’s work offers a way to look more deeply into the re-formation of 
identity that occurs during the grieving process. He asks whether the constant 
surveillance by civil society generates both a need for privacy and an idea that 
what becomes private is that which would be unacceptable in civil society and, 
therefore, shameful. These questions are reflected in ideas about and the practices 
of grieving, which also has defined public and private elements, involves public 
and private identities, and is also subject to a high degree of surveillance. As 
discussed above, ‘inappropriate’ grieving, when done in public, is noted, and those 
grieving are shamed for it.  
 Giddens’s argument presents a basis from which to talk about the way bloggers 
use anonymity to create space for the free expression of aspects of their identities. 
If Giddens is correct and the private and public are ‘reordered’ in ways that 
preclude the enacting of what are now private identities in public, then blogs are 
perhaps one place where this very enactment is able to occur. These enactments 
occur in a version of public space (the internet) that allows the actors to remain 
anonymous to some degree; apparently this anonymity is required in order for 
certain identities or aspects of self to be expressed. 
 
5. Forming Subjects, Forming Publics 
 The ability to provide ‘unvarnished’ viewpoints has something to do with what 
‘public sphere’ means on a larger scale.6 One thing that blogs do well is to bring 
the private back into the public realm. As Roberts and Crossley point out, in order 
to have a public sphere, some things must remain private: ‘The forming of publics, 
as a process of collectivization, could only take place against the background of a 
new form of privatization…; that of self and subjectivity.’7 The internet brings self 
and subjectivity into play in public, and blogs may be places where the whole 
notion of what belongs in the public sphere is being upended.  
 An alternative viewpoint might be that people are exercising more fundamental 
rights than merely participating in media and reacting against a more deeply 
entrenched notion of what it means to be free, or practice freedom, than originally 
thought. Hannah Arendt’s insistence on the importance of appearing in public is 
tied explicitly to the enacting of freedom, and in her analysis she points to the 
problematic trend towards individualizing and internalizing freedom that is part of 
the Christian and modern notions of what freedom is. Arendt points out that 
positioning freedom as part of one’s inner life, rather than part of one’s public and 
therefore political life, not only makes it disappear inward but allows the idea that 
politics themselves are anathema to freedom.8  
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 For Arendt, this occurred in the context of totalitarianism, which used politics 
to strip freedoms away in the service of a certain kind of all-encompassing political 
domination. This version of freedom ‘makes us doubt not only the coincidence of 
politics and freedom but their very compatibility.’9 In the context of this study a 
similar thing could be said to be operating at the level of the libertarian ethos of the 
internet and its creators, boosters, and users. A surfeit of freedom is ascribed to 
communities that ‘allow’ people to have largely free reign in activities that look 
nonpolitical (i.e. intellectual pursuits), and freedom from politics is presented as 
the most desirable kind of freedom. 
  
6. From Grief to Collective Politics: Finding New Ways to Grieve Freely and 
Publically 
 And yet, in the absence of agreed-upon social and cultural grieving practices, 
an enactment of collective politics vis-à-vis grieving is exactly what is needed. The 
re-insertion of grief into the public realm is an important way to stop the 
privatization and individualization of grief or to combat the media frenzy around 
certain kinds of grief (funerals for soldiers, royalty, prime ministers) that turns 
grief into a media spectacle rather than a human experience. Re-inserting grief into 
the public realm via the internet, as suggested by Roberts and Crossley, can 
overcome the shame created by the division of public and private noted by Giddens 
and again externalize and re-politicize activities such as grieving, pace Arendt.10 
   

Notes 
 
1 Jennifer Cypher, ‘DeadBabyBlog,’ Viewed on 20 January 2016,  
http://www.deadbabyblog.blogspot.com.  
2 J. Palme and M. Berlund, ‘Anonymity on the Internet,’ 2007, Accessed on 19 
January 2015, http://people.dsv.su.se/~jpalme/society/anonymity.html 
3 Jennifer Cypher, ‘The Pseudonymous Self: Links Between Freedom and 
Blogging Practice’ (Unpublished diss., York University, 2012). 
4 Anthony Giddens, Modernity and Self Identity: Self and Society in the Late 
Modern Age, (Cambridge, Mass: Polity Press, 1991), 150. 
5 Giddens, Modernity and Self Identity, 150. 
6 J.M. Roberts and N. Crossley, ‘Introduction’, After Habermas New Perspectives 
on the Public Sphere, ed. N. Crossley and J.M. Roberts (Cambridge: Blackwell 
Publishing, 2004), 3. 
7 Roberts and Crossley, ‘Introduction’, 3. 
8 Hannah Arendt, Between Past and Future. Eight Exercises in Political Thought 
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9 Arendt, Between Past and Future, 149. 
10 Roberts and Crossley, ‘Introduction’, 3. 
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What Good Is Religious Belief for Fear of Death and Grief? 
 

David B. Feldman, Ian C. Fischer and Robert A. Gressis 
 
Abstract  
It is commonly believed that religious convictions moderate death anxiety and aid 
in coping with loss. However, scant research addresses this issue. We detail the 
results of an empirical study comparing religious believers and non-believers on 
measures of death anxiety and grief. More precisely, we investigated the 
relationships between certain religious beliefs (e.g., specific views of God and 
extrinsic vs. intrinsic religiosity) and levels of fear and acceptance of death, as well 
as both painful grief reactions to losses and grief-related growth (e.g., deepening 
relationships with others, discovering new views of life, etc.). A total of 101 
participants from across the U.S. were surveyed, including individuals with an 
array of ages (19 to 57), education levels, and ethnicities. About half professed 
religious or spiritual belief, and 71 participants lost a loved one in the last 10 years. 
Those with some form of belief did not demonstrate lower levels of death anxiety. 
They did, however, display higher levels of certain types of death acceptance. 
Additionally, those who professed some form of religious belief, in comparison to 
those who did not, tended to have lower levels of grief and greater levels of grief-
related growth. Those believers who viewed God as warm and interested in their 
lives (versus more distant) had significantly lower levels of personal fear of death. 
Similarly, those with high intrinsic religious motivation (seeing religious 
participation as a valuable goal in itself, rather than instrumental to achieving other 
goals) reported lower levels of fear of death and higher levels of death acceptance. 
In short, though religious belief appears to matter in general with regard to death 
anxiety, and grief, the specifics of those beliefs further nuance how religion is 
connected with people’s reactions to human mortality. 
 
Key Words: Fear of death, grief, loss, religious belief. 
  

***** 
1. Introduction and Background 

In his article, ‘Meta-atheism: Religious Avowal as Self-Deception’, 
philosopher Georges Rey articulates and defends a position he calls ‘meta-
atheism’, which he encapsulates as follows: ‘Despite appearances, most Western 
adults who’ve been exposed to standard science and claim to believe in God are 
self-deceived; at some level they know full well the belief is false’.1 In other 
words, meta-atheism amounts to the claim that people who think they are religious 
believers actually are not, but they are self-deceived. 

Meta-atheism is not novel to Rey. Besides having notable contemporary 
exponents (including Mercier, and, to a lesser degree, Dennett), it has enjoyed 
historically important advocates like David Hume (chapter 12 of Natural History 
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of Religion), Søren Kierkegaard (fourth instalment of Attack upon Christendom), 
and John Stuart Mill (second chapter of On Liberty). The list shows that meta-
atheism is not the idiosyncratic view of a few but is held by serious thinkers.  

In our estimation, the most important argument Rey offers in favour of meta-
atheism is that people who avow religious belief behave identically to avowed 
atheists in reaction to certain events.2 Ray offers the following example: If 
someone dies, those who claim to believe in an afterlife will grieve that person’s 
death just as intensely, he claims, as atheists who believe that the deceased is gone 
forever. Rey asserts that this shows that the people who claim to believe that their 
loved one has gone to heaven do not really believe this; after all, if they did, they 
would be happy.  

But Rey does not provide evidence for his premise that avowed religious 
believers grieve deaths as intensely as avowed atheists;3 instead, he appeals to 
readers’ senses of how people behave.4 In this chapter, we report results of a study 
examining evidence for and against this premise. 

Among the American public, it is commonly assumed that religious believers 
are better off than nonreligious because they believe their loved ones have not 
ceased to exist. Similarly, fear of one’s own future non-being is thought to be 
reduced by removing this threat through religious belief. 
 In empirical studies, self-reported religious belief has been shown to correlate 
with bereavement adjustment and lower levels of death anxiety, as well as with 
meaning-making.5 These results and others like them are noteworthy, but most fail 
to provide a complete understanding of the relationship of specific religious beliefs 
with grief and death anxiety.  
  
2. Participants and Procedure 

This study consisted of an online survey of people across the United States. 
Participants were 101 adults (55 males) in 34 U.S. states, from ages 19 to 57, with 
a mean of 29.24 (SD = 7.92). A total of 78 participants identified as white, 8 as 
African American, 8 as Asian or Asian American, 6 as Latino, and 1 as East 
Indian. Education was higher than the national norm, with 82 participants reporting 
at least some university. The sample was balanced regarding avowed religious 
belief, with 52 participants reporting some form of belief. A total of 71 participants 
reported losing a significant loved one during the past 10 years. 
 Participants were recruited through Amazon Mechanical Turk, an online labour 
marketplace where individuals or businesses can post tasks known as HITs 
(Human Intelligence Tasks). Most HITs are brief and can be performed by 
individuals at their computers for payment. Increasingly, researchers use 
Mechanical Turk to gather data, as it enables surveys of geographically far-flung 
areas. We asked individuals to complete our survey, for which they were paid US 
$4.00. 
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3. Measures 
 To measure death anxiety, we used the revised Death Attitudes Profile (DAP-
R). In addition to measuring fear of death, this 32-item instrument measures (a) 
neutral acceptance, which involves accepting death as a fact of life that is neither 
good nor bad; (b) approach acceptance, which involves an acceptance of death 
rooted in a belief that death is somehow positive; (c) escape acceptance, which 
involves accepting death as a welcome alternative to an earthly life of pain and 
misery; and (e) death avoidance, which involves attempts to evade talking or 
thinking about death.  

To measure grief, we first determined which participants had recently lost a 
loved one by asking, ‘In the past ten years, has anyone you felt close to died?’. 
Participants who answered ‘yes’, were asked to report whom they lost and how 
long ago. To assess grief intensity, we used the Texas Revised Inventory of Grief 
(TRIG). This 21-item scale measures cognitive, emotional, and behavioural aspects 
of grief. Participants were asked to answer all questions with reference to the 
individual they lost most recently (average 3.25 years ago). Last, we used the Post-
Traumatic Growth Inventory (PTGI) to measure the positive legacy of grief (i.e., 
grief-related growth). This 21-item scale contains questions about growth in a 
variety of areas, including relating to others, pursuing new life possibilities, 
increasing personal strength, experiencing spiritual change, and appreciating life. 

To measure religious belief, we first asked, ‘Would you say that you have some 
form of religious or spiritual belief?’ to assess whether individuals avowed any 
form of belief. To understand the specifics of believer’s ideas, we used additional 
measures. The Attachment to God scale (AGS) measures views of God as warm 
and caring, on the one hand, or cold, distant, or fickle on the other. The revised 
version of the Religious Orientation Scale (ROS-R) measures motivations for 
being religious, ranging from seeing religion as an end in itself to seeing religion as 
a means to other ends (e.g., status, social connections, etc.). 
 
4. Results 
A. Avowed Believers vs. Non-Believers 
 Our most basic research question was whether people avowing some form of 
religious belief, as opposed to none, would experience less intense death anxiety 
and/or grief.  

To test for such differences regarding death anxiety, we first performed an 
omnibus MANOVA using all subscales of the DAP-R as dependent variables and 
avowed belief status (believers vs. non-believers) as the independent variable. 
Results were statistically significant, Wilk’s  = .43, F (5, 86) = 22.20, p < .001. 
We performed follow-up tests to examine the effects of avowed belief status on the 
various subscales of the DAP-R individually. We performed an independent 
samples t-test in which belief status served as the independent variable, and scores 
on the DAP-R fear-of-death subscale served as the dependent variable. No 
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significant difference was found, t (96) = .15, p = .44. Mean level of fear of death 
was 4.10 (SD = 1.58) out of 7 points in individuals who did not avow religious 
belief and 4.05 (SD = 1.55) in individuals who did. Thus, moderate fear of death 
was experienced on average by the entire sample.  
 However, the results became more complicated once we examined the 
additional subscales of the DAP-R. Avowed believers appeared to experience 
higher levels of approach acceptance (M = 5.05, SD = 1.33) than avowed non-
believers (M = 2.19, SD = 1.39), t (97) = -10.46, p < .001, partial eta-squared = 
.53. They likewise experienced higher levels of escape acceptance (M = 4.57, SD = 
1.38) than avowed non-believers (M = 4.04, SD = 1.73), t (98) = -1.70, p = .046, 
partial eta-squared = .03. However, no difference was found in terms of neutral 
acceptance, t (95) = .51, p = .31, nor death avoidance, t (98) = .29, p = .49. Thus, 
avowed believers are more likely than non-believers to view death as positive and, 
therefore, to accept it as well as to view death as a welcome escape from a broken 
or painful world. 
 Turning to grief, we first performed an omnibus MANOVA using the TRIG 
present and past grief subscales as well as grief-related growth as dependent 
variables and avowed belief status as the independent variable. Results were 
significant, Wilk’s  = .87, F (2, 55) = 2.85, p = .046. We performed follow-up 
tests to examine present grief, past grief, and grief-related growth separately. A 
marginally significant difference was found in level of present grief, with avowed 
believers who lost a loved one reporting slightly lower levels of grief (M = 2.80, 
SD = .83) than avowed non-believers (M = 3.13, SD = .86), t (66) = 1.62, p = .055, 
partial eta-squared = .04. No difference was found in terms of past grief, t (67) = 
.71, p = .24. In terms of grief-related growth, a significant difference was found on 
the Post-Traumatic Growth Inventory (PTGI), with avowed believers who lost a 
loved one reporting higher levels of growth (M = 54.70, SD = 28.94) than avowed 
non-believers (M = 34.75, SD = 24.28), t (63) = 3.01, p = .002, partial eta-squared 
= .13. Thus, though believers and non-believers both recall experiencing 
approximately equal levels of grief immediately post-loss, believers appear to 
experience somewhat lower grief and greater grief-related growth than non-
believers on average three years later. 
 
B. The Specifics of Belief 

So far, the results indicate that avowed religious belief is associated with 
somewhat lowered grief and increased grief-related growth, as well as greater 
positive acceptance of death. Previous analyses did not examine the specifics of 
individuals’ beliefs. Subsequent analyses focus on the believers in our sample, 
examining correlations between specific aspects of their beliefs and grief as well as 
death anxiety. 

The AGS consists of two subscales, each measuring a different negative view 
of God. Someone with an avoidant view sees God as impersonal, distant, and with 
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little or no interest in his or her life. Someone with an anxious view sees God as 
inconsistent or fickle—sometimes warm and responsive, sometimes not. The 
results indicate that people with higher levels of both forms of belief experience 
greater fear of death, r (48) = .23, p = .055 (avoidant view) and r (49) = .50, p < 
.001 (anxious view). Greater levels of avoidant views of God were also associated 
with less approach acceptance and less neutral acceptance of death, r (49) = -.82, p 
< .001 and r (48) = -.27, p = .03, respectively. In addition, higher levels of an 
anxious view of God were associated with both greater present grief, r (36) = -.33, 
p = .02, as well as greater past grief, r (37) = -.27, p = .055. Finally, higher levels 
of an avoidant view of God were associated with lower levels of grief-related 
growth, r (32) = -.57, p < .001.  

Last, we examined the relationship between religious motivation and both death 
anxiety and grief. The Religious Orientation Scale (ROS-R) measures two major 
types of religious orientation. People high in intrinsic orientation view religion as 
an end in itself or a way of life; no additional motivation is needed to practice their 
religion. People high in extrinsic orientation, on the other hand, view religion as a 
means to other ends (e.g., status, social support, etc.). Analyses show that greater 
intrinsic orientation was associated with less fear of death, r (46) = -.30, p = .02, as 
well as greater approach acceptance, r (47) = .64, p < .001. Greater extrinsic 
orientation also was related to more approach acceptance, r (49) = .41, p = .002. 
Given that extrinsically-oriented people tend to use religion as a means to other 
ends, this latter finding could result from these individuals viewing religion as a 
means to a pleasant afterlife. Greater extrinsic orientation also was related to less 
present grief, r (36) = -.30, p = .04. This makes sense, too, given that religion is 
often viewed as a means of obtaining comfort and support after loss. Both intrinsic 
and extrinsic religious orientation were related to greater grief-related growth, r 
(30) = .45, p = .006 (intrinsic) and r (33) = .60, p < .001 (extrinsic). 
 
5. Discussion and Conclusion 

If meta-atheism is the view that there is no difference between the behaviour 
and reactions of avowed religious believers and avowed non-believers, then our 
results show that meta-atheism is false. Although Rey at times writes as though this 
is the case,6 other remarks suggest that he doesn’t intend for meta-atheism to be so 
bold a thesis: 

 
All I want to claim is that for most contemporary adults in our 
culture, there is some level at which they know very well the 
religious stories are false … there may be further levels at which 
they do also believe in God;  it’s enough for my purposes that 
there is a significant level at which they believe it’s false.7  
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 There seems, then, to be two kinds of meta-atheism: ‘strong’ meta-atheism, 
according to which avowed believers do not believe their religious avowals at all, 
and ‘weak’ meta-atheism, according to which avowed believers believe their 
religious avowals on some level, but do not believe them on some other, 
presumably more significant, level. While our findings show that strong meta-
atheism is false, weak meta-atheism is compatible with our results. Weak meta-
atheism could allow for the possibility that avowed believers’ belief ‘on some 
level’ in their religious claims is the reason for the differences we discovered 
between them and avowed non-believers. 

The main problem with weak meta-atheism from an empirical perspective is 
that it is not clear what it predicts. It is not clear exactly what we should expect the 
differences to be between a person who disbelieves in the afterlife on some level 
but believes in it on some more significant level, and another person who believes 
in the afterlife on some level, but disbelieves in it on some more significant level. 
Thus, hypotheses are difficult to derive from this perspective and test. 

In addition to informing this philosophical debate, our findings have potential 
practical implications. According to the results, religious belief appears to provide 
some comfort as individuals contemplate mortality. Nonetheless, it is simplistic to 
conclude that religious belief is therefore good whereas lack of belief is bad. It is 
important to consider the specifics of those beliefs. Among religious believers, our 
results indicated that some beliefs may be comforting, while others less 
comforting. 
 According to our findings, people who endorse views of God that are either 
‘anxious’ (e.g., believing God is fickle and sometimes cruel) or ‘avoidant’ (e.g., 
believing God is distant, cold, or uninterested) appear to experience greater levels 
of grief and death anxiety than people who endorse these views to lesser degrees. 
In a grief-counseling context, it may be a useful strategy for therapists to work with 
such individuals within their own belief systems to clarify ways that the Divine 
may be warmly interested in their lives. 

It also appears important to consider religious orientation. Extrinsic orientation 
historically has been viewed by some as less desirable than intrinsic orientation. 
Our findings suggest that we should not be so hasty in our judgment; following 
loss, extrinsic religious orientation appears to be associated with less intense grief 
and greater growth. 

Mortality and death are unavoidable aspects of human existence. People face 
these realities differently, some using religion as comfort, some not. We hope that 
this study has brought us closer to understanding how specific beliefs influence 
individuals’ experiences of mortality. 
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Notes 
 
1 George Rey, ‘Meta-Atheism: Religious Avowal as Self-Deception,’ Philosophers 
Without Gods: Meditations on Atheism and the Secular Life, ed. L. M. Antony 
(New York: Oxford University Press, 2007): 244.  
2 He calls this argument ‘Betrayal by Reactions and Behavior’ (Rey, ‘Meta-
Atheism’, 23-24). Note that Rey gives ten other arguments in favour of meta-
atheism (see 13-23). 
3 In fairness to Rey, he is aware he does not provide any empirical evidence (Rey, 
‘Meta-Atheism’, 6).  
4 He writes, ‘Consider most religious people’s reactions and behavior at the death 
of a close friend or relative. Their usually quite intense grief and mourning do not 
seem seriously affected by the claimed prospects of a Hereafter (one wonders 
about the claimed exceptions) (Rey, ‘Meta-Atheism’, 23). This is an empirical 
claim, but Rey gives no evidence for its truth. 
5 Jennifer H. Wortmann and Crystal L. Park, ‘Religion and Spirituality in 
Adjustment following Bereavement: An Integrative Review’, Death Studies 32 
(2008): 703-736; James Henrie and Julie H. Patrick, ‘Religiousness, Religious 
Doubt, and Death Anxiety’, The International Journal of Aging and Human 
Development 78 (2014): 203-227; Shirley A. Murphy, L. Clark Johnson, and Janet 
Lohan, ‘Finding Meaning in a Child’s Violent Death: A Five-Year Prospective 
Analysis of Parents’ Personal Narratives and Empirical Data’, Death Studies 27 
(2003): 381-404; Monica M. Gerber, Adriel M. Boals, and Darnell A. Schuettler, 
‘The Unique Contributions of Positive and Negative Religious Coping to 
Posttraumatic Growth and PTSD’, Psychology of Religion and Spirituality 3 
(2011): 298-307. 
6 For example, he asserts that religious beliefs are very similar to psychotic beliefs, 
but then immediately notes that he doesn’t think religious people are psychotic 
(Meta-atheism, 5), suggesting that he doesn’t think they really believe what they 
claim. 
7 Rey, ‘Meta-Atheism’, 245.  
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The Unhealed Wounds of War: Social Sources of Suffering and 
War-Related Traumatic Experiences 

 
Elizabeth Gill 

 
Abstract 
If, as Plato taught in The Republic, citizens mirror the condition of society itself, 
what does the overwhelming presence of broken warriors and our response to them 
say about our society? Empirical evidence of the presence of trauma among 
military personnel, in the form of elevated levels of suicide and PTSD among 
active duty military personnel, serves as a barometer of contemporary societal 
conditions that shape the way we live while illuminating huge, largely ignored 
cracks in the societal foundation. An investigation of people and institutions most 
affected by military conflict points to a society in crisis, a perspective very 
different from the societal rationalization of conflict and the larger narrative of a 
caring and democratic American society. This exploratory research study seeks to 
trace the social sources of a set of traumatic disturbances among the ever-
increasing numbers of wounded warriors experiencing trauma related 
morbidity/mortality by locating these experiences squarely within existing social 
structural arrangements. I argue moral issues that often accompany participation in 
conflict, and the sense of social isolation and loss of connection that accompany 
these injuries, are contributing factors to the physical, emotional, social, and 
spiritual suffering of wounded warriors. More specifically, drawing upon historical 
comparative narrative data of 20th and 21st century conflicts in the form of 
memoires and interview transcripts, I conduct a social autopsy of the warrior’s 
experiences and suffering narratives as a consequence of the experience of war 
trauma resulting in weakened social ties and fewer shared core ethical and moral 
beliefs. This study is but a portion of a more comprehensive examination of social 
and cultural factors deemed consequential to the current crisis within the military 
including: the telling, framing, and analysis of war related events in the media; the 
structural and social isolation of veterans; the de-communalization and de-
ritualization of veterans’ experiences of violence and death; and the medicalization 
of emotion associated with war-related traumatic experiences.  
 
Key Words: Suicide, suffering, PTSD, military, social autopsy, psychomedical, 
moral injuries, wounded warriors.  
 

***** 
 
1. Background Considerations 

Increased suffering, in the form of elevated suicide and post-traumatic disorder 
rates among active military personnel, has been well documented, particularly 
since the Vietnam War. Most recently, according to a U.S. Department of Veterans 
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Affairs report based on the agency’s own data and numbers reported by 21 states 
from 1999 through 2012, every day, 22 veterans take their own lives. During the 
same period, the Army’s suicide rate increased more than 150 percent, from 9 per 
100,000 soldiers to 23 per 100,000, and the Marine Corps suicide rate was up 
about 50 percent, from 16.7 per 100,000 Marines in 2001 to 24 per 100,000 in 
2012.1 During the same period, orders for psychiatric drugs in the analysis rose 76 
percent. The report also looked at a 12-year period between 2000 and 2011 and 
found that more than 936,000 service members had been diagnosed with at least 
one mental disorder. Of those diagnosed, about 85 percent were cases of 
adjustment disorders, depression, alcohol abuse, and anxiety, among other 
conditions. Between 2003 and 2008, the rate of post-traumatic stress disorder 
increased nearly six-fold; by 2011, there were more than 100,000 diagnoses. 
Increasingly, the psychomedical approach is the preferred method of treatment for 
traumatic disorders among service men and women, with doctors following 
standard protocol by prescribing a range of drugs, some not officially approved, to 
treat PTSD symptoms.2  
  
A. Medicalization of Suffering 
 Medicalization is a process whereby a condition or behaviour becomes defined 
as an illness requiring a medical solution.3 Thus, a necessary condition for 
widespread mental health disorders, such as PTSD, is a culturally induced 
readiness to view emotional pain as a disease requiring medical intervention. 
Treating the symptoms becomes paramount, rather than acknowledging and 
confronting the societal conditions producing the disease, thus obscuring the social 
pathologies that generate the illness.4  
 Current therapeutic practices designed to address the crisis assume the problem 
lies with the individual and his/her inability to handle the stressors associated with 
military service during wartime; thus, the medical lens restricts its focus to how 
PTSD affects brain structure and has physical causes, attempting to re-categorize it 
as a physical problem, not a potentially societally induced emotional one. But, 
when hundreds of people commit suicide or experience trauma related illnesses, 
during or after military service, disconnected from friends, family, community 
groups, and public agencies, everyone is implicated in their demise. Patterns of 
private troubles foretell of larger structural and cultural public issues inherent 
within society.5 In order to understand war trauma, it is critical to transcend the 
individual perspective and examine how societal and cultural factors impact the 
outcome of an individual’s experience.  
 
B. Reframing Suicide as a Social Act 
 Emile Durkheim believed that the rate and type of suicide was the outcome of 
social forces linking individuals to the larger society and could tell us something 
important about the state of society as a whole. Believing society to be a moral 
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order, resting on non-rational foundations, including trust and a sense of justice, 
Durkheim felt these foundations were being threatened by the social changes of his 
day and that radical reforms were required to restore social solidarity and social 
order: 
 

The social question…is not a question of money or of force; it is 
a question of moral agents. What dominates it is not the state of 
our economy, but rather the state of our morality.6  

 
Within his theoretical framework, he empirically specified the causal relationship 
between suicide rates and weakened social ties and fewer shared beliefs, values, 
and moral standards such that the familiar and predictable web of rules and 
regulations begins to unravel and, as a result, the individual loses a secure sense of 
belonging and purpose. 
 
2. Methodology 
 Drawing upon historical comparative narrative data of 20th and 21st century 
conflicts in the form of memoires and interview transcripts, I conduct a social 
autopsy of suffering of identifiable ruptures within military personnel stories. Data 
was garnered from thirty-five memoires and dairies of service men and women 
from WWI up to Afghanistan, interview transcripts from five veterans of the Iraqi 
and Afghani conflicts, and several reports generated from the Department of 
Defense, Department of Veteran’s Affairs, and the Center for a New American 
Security. 
 The use of warrior stories offers several unique advantages: they make the 
warrior’s voice accessible and respectable; can be therapeutic for the warrior and 
society by providing an opportunity to integrate war and its consequences into our 
collective and individual consciousnesses; interject meaning into seemingly 
meaningless conflict and suffering; and finally, for the author, represent an assent 
toward self-knowledge and agency. More importantly for the purposes of this 
analysis, the stories become biological reflections of social fault lines. 
 For the purposes of this analysis, warrior texts were used to conduct a social 
autopsy that examines the social organs of society contributing to suffering in order 
to reclaim medical and political institutions’ monopolistic individualistic 
explanations and definitions of their experiences.7 Employing the methodology of 
grounded theory, I sought out and conceptualized latent social patterns and 
structures from which I developed the core category of moral injury. The texts 
were also be examined for evidence of ‘ruptures’ whereby institutions have a 
tendency to reveal themselves when they are stressed and in crisis manifesting in 
weakened social ties and fewer shared core ethical and moral beliefs. Individual 
experiences were linked to the larger social matrix in which they are embedded in 



The Unhealed Wounds of War 

__________________________________________________________________ 

78 

order to see how various social processes and events were translated into personal 
suffering.  
 
3. Analysis and Implications: Moral Injuries and the War Within 
 For the purposes of my analysis, in keeping with Durkheim’s framework 
stressing the linkage between an individual’s sense of morality and the health of a 
society, the data suggest it is imperative to redefine some traumas experienced by 
wounded warriors as moral injuries. The voices of the veteran’s speak of deep soul 
wounds that pierce a person’s identity, sense of morality, and relationship to 
society. According to Shay, these are wounds that can occur when troops 
participate in, witness, or fall victim to actions that transgress their most deeply 
held moral beliefs.8 The perceived conflict between a service member’s beliefs and 
expectations concerning military life on the one hand, and the ever-changing 
realities to which they are exposed in their work and via news and electronic media 
on the other, can become a threat in a soldier’s life and a potential source of 
isolation. The familiar and predictable web of rules and regulations begins to 
unravel causing the individual to lose a secure and predictable sense of belonging 
and purpose. 
 People think of the rules of war, defined as the Code of the Warrior, primarily 
as a way to protect innocent civilians from being victims of atrocities. In a much 
more profound sense, the rules are there to protect both the vanquished and the 
victor by preventing soldiers from becoming monsters which ultimately erodes a 
soldier’s humanity. As French stated: ‘There is something worse than death, and 
one of those things is to completely lose your humanity’.9 In point of fact, a recent 
study of Vietnam veterans supports this notion, finding higher rates of post-
traumatic stress disorder among those soldiers who felt as if they had participated 
in dishonourable behaviour during the war or saw the Vietnamese as subhuman. 
Moral injuries, unseen and consequences delayed, can prove to be as lethal as 
physical injuries. 
 
A. Self-Indictment: Moral Mortification of Self 
 A structured inquiry into this history yields critical lessons for the unhealed 
wounds of war: 1) societal silence and indifference to the suffering of others can—
however unintentionally—perpetuate the problems, and 2) suffering creates the 
need for stories. Although the storyteller is wounded, he or she is not deviant. In 
the postmodern era, wounded warriors, having surrendered their bodies to 
medicine, still possess their own stories. Their voices bespeak conditions of 
embodiment and vulnerability and the societal truism that we need each other. 
They are the moral witnesses, re-enchanting a disenchanted world. 

An analysis of the texts revealed that the rules by which one operated and the 
actions one took could not be reconciled with the moral realities of the 
unforgiveable death one caused:  
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I realized that I had taken his soul away from him. In the process, 
my soul was gone.10 
 
Well, I guess I screwed that up, God will never forgive me.11  
 
I literally could not condone any of the things I had to participate 
in to save my own life.12  

 
In short, the soldiers seem to do to themselves what they perceive they did to their 
enemies/victims – conceive of themselves as not worthy of a soul, forgiveness, or 
life.  
 
B. Unknowable, Ineffable and Unjustifiable  
 The voices of the wounded warriors express, again and again, a deep sense of 
lack – the lack of a moral framework in which to make sense of what has 
happened, the lack of words to explain the unexplainable, and the lack of an 
explanation to justify what they perceive to be unjustifiable: 
 

I can’t tell the story of the children I killed. I don’t know who 
they were or who they were hoping to become. I don’t know 
what they dreamed about or where they one day wanted to go. I 
don’t know where their family came from and I don’t even know 
their names. I never will. None of us ever will. I only know that 
I’m the one who ended their lives, and when I was blown up to 
the sky, part of me didn't want to come back down and open my 
eyes on the Iraqi land. Part of me didn't want to ever see my own 
life again.13 
 
. . . No matter what I heard and no matter who told me, I would 
not be able to forget what I had done . . . I could not find any 
place where that memory did not live inside me.14  
 
People thank me for my service, but they really don’t know what 
I’ve done.15 

 
The aforementioned voices bespeak of an estrangement from themselves and 
humanity. It is as if the laws that govern the natural and social world are suspended 
and their sense of self, worldview, and way of relating to others has changed 
completely.  
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4. Holding Organizations and Society Morally Accountable for Suffering 
 The data suggest moral injuries, and the sense of social isolation and loss of 
connection that accompany these injuries, are contributing factors to the suffering 
of wounded warriors. Thus understanding of the wounded warrior’s suffering 
requires more than the quest for psychomdedical solutions and the current focus on 
resilience, training, and preparation; rather, it should encompass carving out space 
within society in general, and organizational structures in particular, for soldiers to 
meaningfully interpret their military service experiences. A civilian controlled 
military means we as a society are responsible for what happens to our military 
members. As the result of a public that fiercely and unconditionally supports a 
military in which we are no longer required to serve a soldier’s reality diverges 
from the public’s sanitized version. Narrative accounts of the wounded storyteller 
serve to narrow the gap between the soldier’s reality and the public’s perception by 
forcing a public examination of wars, of the military asked to fight them, and of the 
consequences of choices made as a society. Stories also afford an opportunity to 
cease relegating responsibility for our vulnerabilities to circumstances and/or the 
individual by holding the organizations in our society morally accountable for 
human suffering.  
 As Bauman stated, ‘at no point is there but one trigger to be pulled by one 
finger’.16 Social organizations, such as the medical and military institutions, 
neutralize the regulatory impact of moral behaviour by distancing action and its 
consequences; obscuring the Other as an object of potential moral conduct; and 
disembodying human ‘objects’ so they are free from holistic moral evaluation. The 
lives of human individuals are rationalized into abstraction and irrelevance; thus, it 
is imperative to construct a moral standard for critical evaluation of the actions of 
individuals within organizations and the very nature of the organization 
themselves. It is important to acknowledge the interrelationship between human 
agents and organizations, and structures must be held accountable for activities that 
undermine human dignity and cause human suffering.17  
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Clare, Agnes and Agency in Suffering 
 

Holly Lynn Baumgartner 
 
Abstract 
This chapter examines the thirteenth century saints, St. Clare of Assisi and St. 
Agnes of Prague, both followers of St. Francis, and the self-imposed suffering they 
pursued. Medieval women of the time did not possess much power within the 
Church, in part because the feminine was tied to the body and its physicality which 
was viewed as less sacred than the spirit which was associated with the masculine. 
However, both Clare and Agnes gained the respect and admiration of the clergy 
from Francis himself all the way up to the papacy through the personal suffering 
they practiced in imitation of the suffering of Christ. This agency allowed them to 
achieve their leadership objectives, including the privilegium paupertatis or 
privilege of poverty so important to their conceptions of piety and penance.  
 
Key Words: Suffering, St. Clare of Assisi, St. Agnes of Prague, women’s 
medieval religious movements, St. Francis, privilege of poverty, San Damiano. 
 

***** 
 
1. Introduction  

Eight centuries ago, Clare of Assisi became the founder of the Order of Poor 
Ladies of San Damiano, sharing her religious vision with her contemporaneous 
follower Agnes of Bohemia (later Prague). Only recently have these remarkable 
women, often overshadowed by their colleague Francis of Assisi, founder of the 
Franciscan order and arguably the most popular saint of all time, been given the 
recognition and research time they so richly deserve. Born into the nobility and 
shielded from the suffering surrounding them in the medieval European world, 
including the violence of war, extreme poverty, and leprosy and other deadly and 
untreatable medical conditions, these women chose, instead, to share in these daily 
tribulations facing the most needy citizens of Assisi and Prague. Turning their 
backs on the protected circles in which they moved, they preferred lives of 
hardship and suffering, fighting their entire lives for the privilege and right to 
poverty or privilegium paupertatis.1 On the surface, they might appear to have 
exchanged one form of dependency – on that of their families – for another – on 
the charity of strangers – perhaps even losing what little power women of noble 
birth could claim. However, I argue that Clare and Agnes, because of the suffering 
they embrace, shape their own strongly delineated ethical stances, in the process 
gaining agency in and approbation from male authority.  
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2. Historical Background 
Clare of Assisi (1194-1253) served as the first Abbess at San Damiano for 

nearly 40 years. She was born a majore, the eldest daughter of Count Scifi. Clare 
lived an intense spiritual life even as a child, distributing food to the poor and 
devoting her time to prayer. At 18, after hearing Francis of Assisi preach for the 
first time, she sought him out secretly for further religious instruction,2 eventually 
fleeing her father’s house to settle at San Damiano outside Assisi. Her younger 
sister and her mother along with many other notable young women, including the 
mayor’s daughter, joined her over the years until ‘In 1268 the pope could speak of 
the order of St Clare as including the daughters of kings and other magnates’.3 
Clare is credited with saving the city-state of Assisi twice and was canonized with 
rare speed within two years of her death. 

Agnes of Prague (1211- c.1282) was the daughter of King Přemsyl Otakar I of 
Bohemia and Constance of Hungary.4 In her life before her vows, she was courted 
or betrothed to such luminaries as the Emperor Frederick II, then his son, and 
finally Henry III King of England. She is known for founding the monastery of St 
Francis in Prague, now the National Gallery, and a Franciscan hospital for the 
poor. Like Clare, she was elected abbess of the Clarian monastery she founded and 
in the process became a strong advocate for the Privilege of Poverty. After her 
death, the nearly unanimous movement to have her canonized was suppressed for 
political reasons. It was not until 1989 that she was canonized by Pope John Paul II 
on November 12 and, in an interesting confluence, the resignation of the 
Communist Party of the former Czechoslovakia followed a week later.  

Although the lives of both women have taken on a legendary status, the realities 
of their stories are only now unfolding with the translation of the Clarian texts. As 
Lady and Princess, their early lives seemed to offer access to a certain kind of 
power, or at least the privileges of the aristocracy. However, at the same time, 
Agnes was ‘shifted about as a pawn on the chessboard of dynastic marriage 
negotiations,’5 and in Clare’s case, Lord Ranieri di Bernardo, Clare’s relative and 
sometime marriage arranger, confessed that ‘Because she had a beautiful face, a 
husband was considered for her…but she never wanted to consent’.6 Noble life for 
medieval women left them subject to fathers, brothers, or husbands and always at 
the mercy of the law, both secular and ecclesiastical.  

With these stories as a backdrop, the pervasive belief that “the religious 
women’s movement of the 13th century can be explained entirely in terms of the 
economic and social distress of women in lower, poorer social levels, that it 
originated with women who could not marry due to a shortage of men and hence 
had to seek some ‘other means of support’ is all the more baffling. This view ‘not 
only contradicts all the sources, but utterly misunderstands them’ neglecting to 
recognize the flowering of religious intent in their fulfilment.7 Contrary to this 
popular understanding, it is often women from the higher economic brackets who 
entered religious life. In Germany, France, and Belgium, for example, 
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predominantly noble or wealthy women comprised these religious communities. 
As Grundmann points out, ‘A commitment to voluntary poverty would be a lie if 
poverty were already compelled by need’.8 By 1216, during Clare’s first years at 
San Damiano, medieval women in general were finally granted permission ‘to 
form female cloistered communities without rule’9 which had major political 
ramifications and became the problematic basis for the life-long struggles both 
saints faced to retain the privilege of poverty and its concomitant suffering endured 
in imitation of the suffering Christ. 

 
3. Suffering 

The Acts of the Process of Canonization (1253) includes the testimony of 20 
witnesses to Clare’s life, all attesting to her penitential suffering and her kindnesses 
and fervent devotion as a spiritual leader. Ioanni di Ventura of Assisi, the house 
watchman or man of arms at Clare’s family home, swore that ‘While she was still 
in her father’s house, she wore a rough garment under her other clothes’10 and 
fasted from childhood.11  

She continued these practices even more assiduously once she entered San 
Damiano. Sister Pacifica de Guelfuccio of Assisi stated that Clare ‘kept so many 
abstinences that the sisters lamented and were alarmed’ to the point of weeping.12 
In a similar fashion, the writer of The Legend of St Clare insists, ‘The very devoted 
children of the holy mother suffered with her and lamented with their tears those 
‘deaths’ which she willingly endured each day’.13 Sister Lucia of Rome felt Clare 
applied ‘great punishment’ to her body and ‘great harshness’ to her life.14 Sister 
Cristiana of Spoleto said of Clare, ‘Very early in her religious life, she was very 
harsh in her sleeping and in her clothing and was strict in what she ate and 
drank’.15  

Clothing was a strong social marker, suggesting class and occupation. 
Understandably, Clare was watchful about her outward manner of dress. Inwardly, 
her clothing became the deliverer of her private penances, a personal suffering that 
accompanied her the whole day through. Sister Benvenuta of Perugia commented 
that Clare ‘was also so severe toward her body that she was content with only one 
tunic of lazzo and one mantle’.16 Additionally, she adds that ‘Clare at one time had 
a certain shirt made of boar’s hide. She wore it secretly under her woolen tunic 
with the skin and its bristles close to her skin,’ and most egregious, The Legend of 
St Clare states, ‘she completely ignored the use of shoes’.17 

At night, Clare selected sleeping arrangements designed to create an uneasy rest 
as if even in slumber she did not want to forget the suffering of Christ or cease her 
practice. Sr. Pacifica described Clare as sleeping ‘on the ground’ with ‘a rock from 
the river for her head’.18 Sr. Filippa confirms, ‘Her bed was vine-branches, and she 
was content with these things for some time’.19  

Her bedding and her clothing were painful and frugal, but it is her eating habits 
that seem to most disturb modern critics. Sister Pacifica explained Clare’s fasting 
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as ‘three days of the week, Monday, Wednesday, and Friday, she did not eat 
anything’.20 Sister Amata poetically observes, ‘the portions of food she consumed 
were so small it seemed she was fed by angels’.21 Whatever the case, Clare was ill 
for more than 28 years and came near death multiple times. Sister Pacifica 
recounted, ‘When [Clare] was so sick that she could not get up from bed, she had 
herself raised to sit up and be supported’ so that she could spin thread to sew altar 
cloths.22 Likewise, Sister Angeluccia of Spoleto asserts that no matter how sick 
Clare was, she would crawl out of bed at night and ‘kept a vigil with many tears’.23 

Agnes of Prague also fasted as a young girl before entering the Order. The 
unknown friar minor who composed her Life and Deeds wrote, ‘not wanting to be 
seen fasting by men, she passed the whole of Lent by fasting so cautiously, that 
besides her nurse and certain of her intimate friends scarcely anyone else was able 
to perceive this’.24 She, like Clare, also practiced bodily suffering to further 
identify with the suffering Christ.  

After her parents died, while in her brother Wenceslaus’s care, Agnes was 
renowned for her attendance at multiple church services across Prague each 
morning. Her Life and Deeds claims, ‘when returning [home]… her feet were seen 
reddened with blood on account of the asperity of the cold; for the reason that as 
one contending to enter into life by the narrow way, she used to keep to hard 
roads.’25 Again, like Clare, Agnes scorned the trappings of wealth, from finery to 
furniture, and instead, rather than flaunting her ‘comeliness in secular attire, 
beneath vestments woven from gold, as was befitted a royal child, she used to 
secretly wear a little cilice.’ She also restructured her bedroom, ‘Avoiding her 
room, decorated with magnificent pomp, she used to lie down upon hard and 
humble straw near [her] delicate bed’.26 

However, it is the four letters from Clare that yield the deepest connection 
between the women and the road of chosen suffering. Not only did the Poor Ladies 
from Italy help Agnes set up her monastery, but Clare herself provided guidance on 
imitating the suffering of Christ. In her first letter (1234), Clare magnifies the 
choices that Agnes has made and speaks to the crux of the matter. ‘For, though 
You, more than others, could have enjoyed the magnificence, honor, and dignity of 
the world and could have been married to the illustrious Emperor with splendor 
befitting You and His Excellency, You have rejected all these things and have 
chosen with Your whole heart and soul a life of holy poverty and bodily want.’27  

In the Second Letter, Clare reminds Agnes that the poor Christ became ‘the 
lowest of men, was despised, struck, scourged untold times throughout his entire 
body, and then died amid the suffering of the Cross.’28 She celebrates this suffering 
stating, ‘If you suffer with him, you will reign with him.’29 Finally, in the Third 
Letter, Clare advocates, ‘We who are well and strong always eat Lenten fare,’ in 
other words fasting almost every day but Sunday.30 

It would be easy to ‘diagnose’ and medicalise the choice to seek out and self-
impose suffering, such as some researchers have done, in an effort to categorise or 
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dismiss it. For example, their intensive fasting is often interpreted as anorexia 
nervosa, but to do so misses the complexity of their historical moment. Severe 
fasting, by today’s standards, is considered appropriate, even commendable, as an 
act of piety and penance. In some ways Clare was ‘a typical woman of penance,’ 
that is, she was an exponent of that form of devotion and spirituality which linked 
the following of the Crucified with a stern regimen of mortification’.31 Anorexia 
requires intensive and continued intervention, monitoring, and counseling to shift a 
patient’s eating habits. However, both Agnes and Clare were capable of adjusting 
their eating practices when counseled to do so, indicating a conscious level of 
control and desire to fast appropriately. Sr. Pacifica states that Francis and the 
Bishop of Assisi ‘commanded her to eat on those three and a half days [she fasted] 
at least a half a roll of bread, about one and a half ounces’.32 Sister Amata confirms 
this indicating, ‘On other days, she fasted on bread and water, until St. Francis 
commanded her to eat something on those days when she had not been eating at 
all. Then, to practice obedience, she ate a little bread and drank a little water’.33 
Not only did Clare comply, she then passed on this wisdom to her protégé Agnes, 
who, Clare writes, ‘commissioned me to clarify’ her dietary habits.34 In her letter, 
Clare admonishes Agnes, ‘I beg you, therefore, dearly beloved, to refrain wisely 
and prudently from an indiscreet and impossible austerity in the fasting that you 
have undertaken. And I beg the Lord your reasonable service and your sacrifice 
always be seasoned with salt’ (emphasis original).35 Clare learns the wisdom of 
sustaining her body and passes her lessons on to her followers. 

 
4. The Politics of Poverty 

Up until the twelfth century, women’s communities were either tied to male 
orders or had external supporters, such as titled families; in either case, the 
communities had to be self-sufficient, meaning they had to own land or business in 
some form. Cusato points out, ‘it was prohibited – lest these women be forced by 
hunger and want to leave the monastery, wandering about in an unseemly search 
for the necessities of life while exposing themselves to very real dangers and 
exploitation’.36 San Damiano, therefore, represented a clear challenge to such 
suppositions because Clare, and later Agnes in her monastery, refused possessions, 
including the holding of property of any kind. Clare’s reliance on the work of her 
hands and the alms begged and shared by the friars did not fit any extant 
ecclesiastical structure. For the papacy, no matter how much respect they might 
have held for the Order of Poor Ladies, to have them refuse to own property and 
therefore not be able to support themselves seemed an impossible conundrum. But, 
for Clare, it was her one, non-negotiable stance. Eventually, she was able to 
convince Pope Innocent III to grant her the privilege of poverty during his lifetime. 
As the first woman to write a Rule, Clare continued to fight throughout her tenure 
as abbess to get her Privilege permanently approved as part of her Rule, which was 
finally delivered into her hands by Pope Innocent IV in 1253. A relieved and joyful 
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Clare died the next day. When Pope Innocent issued his Privilege of Poverty, ‘He 
must have been aware this privilege legitimized an entirely novel form of 
cloistered female community…. Under the protection of this privilege, the 
community of St Clara survived as a new form of female house’.37 

Agnes of Prague also fought for the privilege of poverty which did not extend 
to the other Order of Poor Ladies monasteries. She received affirmation of the 
Privilege in 1238.  
 
5. Suffering Women 

In the medieval Christian world, men were associated with the spirit while 
women were linked to the body, a decisive division promulgated throughout the 
church and its history from Pauline letters to medical texts such as Galen’s to 
philosophical works of the newly discovered Aristotle, all of whom positioned 
women as inferior beings. ‘Because women were defined through their bodies 
alone, they were not capable of truly being an image of God.’38  

By the 12th century, Europe began to wrestle with a ‘democratization and 
feminization of sanctity’ generated by the ‘rise of popular piety’.39 ‘This 
experience of embodiment had the effect of rendering the female body a special 
medium for communication with the incarnate Christ, ushering in forms of 
religious expression grounded in physicality’, a physicality in turn grounded in 
suffering.40 For Clare, ‘the Word became flesh and she herself was flesh. The 
bodiliness of the incarnate crucified Word opened up for her a path into divine love 
and revealed to her the meaning of being the image of God’.41 Clare’s absolute 
belief drew many followers to her, yet having followers did not give her power. 
Instead, the interest she compelled and the belief she, herself, inspired was driven 
by the suffering she endured. 

Francis revealingly recognised her determination in her ability to sustain the life 
of hardship she chose. In her Rule, Clare writes that when Francis ‘saw we had no 
fear of poverty, hard work, trial, shame or contempt of the world, but, instead, we 
held them as great delights, moved by piety he wrote a form of life’.42 (Bartoli 
translates ‘piety’ as ‘respect’.) In either case, the fact that Clare was willing to 
suffer, even eager to do so, garners the admiration of Francis. 

Clare and Agnes gained fame not from what others do to them, but from what 
they choose to do with their lives. ‘Just as in the case of renunciation of marriage, 
so also religious women renounced wealth, possessions, and social position, not as 
a result of compulsion and need, but as a result of free choice.’43 To take on the 
suffering they did gives them not just the option of imitating Christ, but also an 
opening onto all others who experienced suffering. Karper explains, ‘Suffering in 
any form stirred Clare profoundly’ in part because of her ‘experience with her own 
continual infirmities’.44  

The piety of these saints, and the control of the body they exhibit in their denial 
of food and comfort sets them apart because women, who were marginalized by 
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being linked to the body rather than to the spirit, were most commonly defined by 
their lack of control. Clare humbly excuses her female body ‘…although we were 
physically weak and frail,”45 but it is precisely her and Agnes’s ability not to shirk 
deprivation and poverty that gives them agency. Carney claims Clare’s Rule which 
explicates her interpretation of Francis and her ‘understanding of his intentions” 
that establishes her during her lifetimes as ‘one of the true authorities guiding the 
Order and providing it with written source material’.46  

At the same time, commentators have denigrated their lives and suffering as if 
they were deluded or ignorant, but these are literate women. Their literacy 
empowered them to lead others, taking on church structures all the way up to the 
Pope. Their backgrounds help them to be less reluctant to ignore the conventions of 
the time, but it is using their physicality – the suffering of the body through the 
‘privilege’ of poverty – that crafts a powerful ethical stance through which they 
live and for which they fight. For Agnes, ‘Her tug-of-war with Rome over the issue 
of poverty spanned four decades and ten pontificates’.47 In the Life and Legend of 
the Lady Saint Clare, the authority Clare held is evident: ‘Saint Clare…was of so 
great sanctity that not only the Bishops and the Cardinals but even the Pope 
himself desired to see her and speak with her, and oft-times visited her himself’.48 
Likewise, the Bishop of Acre, in a letter recounting his 1216 visit to the Umbrian 
Valley, wrote, ‘The women…are very much offended and disturbed because they 
are honoured by the clergy and laity more than they deserve’.49 Both writers clarify 
the roles of Clare and Agnes in the non-secular world. 

The legitimacy of the Franciscan Order, its viability, the power Clare and 
Agnes were able to wield (while claiming no power at all) to achieve their aims, in 
Agnes’s case even after her royal family fell from power, is due in no small part to 
the suffering they claimed for themselves.  

Although they dedicated live their lives for and in imitation of Christ, they are 
able to live on their own terms. Through the privilege of poverty and the suffering 
it entailed, Clare and Agnes would shape an ethic for themselves and their 
followers focused always on compassion for others and the belief in taking nothing 
for one’s self. Fulfilling this stance would have been difficult if not impossible any 
other way. Reading their suffering in this light illuminates a deeper significance 
and provides some shape to their seemingly baffling actions when interpreted from 
a modern standpoint where palliative care and alleviation of suffering are the 
paradigm.  
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Autonomy, a Contested Concept: A Systematic Review of the 
Meaning of ‘Autonomy’ in Qualitative Research  

on End-of-Life Decisions 
 

Manya Hendriks and Robert Pool 
 
Abstract 
The notion of autonomy has increasingly influenced health care practice over the 
past several decades. The contrast between diverse theories of autonomy – in 
particular liberal autonomy and relational autonomy – has been carved out in 
literature. Each of these theories correlates with a peculiar attitude towards end-of-
life decisions rooted in particular cultures and societies. From a historical point of 
view, autonomous decision-making has been prevalent in Western health care 
whereas shared decision-making is more prevalent in non-Western health systems. 
Yet, when the notion of autonomy is referred to in the qualitative research 
literature on the end-of-life, the contrast is hardly, if ever, mentioned. In this 
literature review we explore the use of the term autonomy in the qualitative 
research literature on end-of-life decisions and analyse how the concept is 
interpreted and used, whether implicitly or explicitly. We provide (1) a first 
account of the qualitative empirical literature on autonomy, and (2) a description of 
the conceptualization of the term based on philosophical literature. Two themes 
resulted from the analysis: unconstrained decision-making and shared decision-
making. The first theme was predominant in the reviewed articles, and in most 
autonomy was explicitly defined from the one-sided theoretical perspective of 
liberal autonomy, whereas the theory of relational autonomy was more often 
implicitly assumed. However, there was a gradual development in which articles 
defined relational autonomy explicitly. This analysis is aimed at identifying the 
conceptual variety of the notion of autonomy as it is used in qualitative research on 
end-of-life decisions, at improving the operationalization of the concept as well as 
exploring the intimate relationship between end-of-life decisions and culture.  
 
Key Words: Autonomy, end-of-life decisions, qualitative research, literature 
review, cultural differences, unconstrained decision-making, shared decision-
making, liberal autonomy, respect for patient autonomy, relational autonomy. 
 

***** 
 

1. Introduction 
The notion of autonomy has influenced health care practices for several 

decades, specifically in Western societies. In the 1970s the doctor-patient 
relationship started to change. As a result of the introduction of life-prolonging 
medical technology, the patients’ rights culture developed and patient autonomy 
became more important.1 The patients’ rights movement, together with the right-to-



Autonomy, a Contested Concept 

__________________________________________________________________ 

100 

die movement, developed from a growing lack of respect for medical authority and 
increasing support for patients’ right to die.2 In the last two decades, the notion of 
autonomy has impacted end-of-life care with advanced directives, palliative care 
and, in some countries, the legalisation of euthanasia and physician-assisted 
suicide.3 

The roots of autonomy can be found in ancient Greek political philosophy, 
which referred to the self-governance of city-states.4 Currently, the term is used in 
an exceedingly broad fashion in Western and non-Western societies.5 The meaning 
of the term in the philosophical literature has been associated with 

 
Liberty (positive or negative) … dignity, integrity, individuality, 
independence, responsibility and self-knowledge, … critical 
reflection, … freedom from obligation, … absence of external 
causation, … and knowledge of one’s own interests.6  

 
The philosophical understanding of autonomy has been extensively discussed 

and diverse theoretical understandings – in particular liberal autonomy and 
relational autonomy – have been developed in the literature. 7 , 8 Each of these 
theories correlates with a peculiar attitude towards end-of-life decisions, rooted in 
particular cultures and societies. These different attitudes may result in divergent 
health care practices. Hence, in the context of health care, autonomy can refer 
either to (1) the patient having the right to make his/her own decisions and give 
informed consent, or (2) the shared decision-making process in which the 
caretakers (physician, nurse and, possibly family members) and the patient come to 
a joint decision. As a result, the term can represent divergent theories about what 
autonomy is in essence.  

The popularity of the concept of autonomy has increased since the second half 
of the twentieth century. This review explores the use of the term autonomy in the 
qualitative research literature on end-of-life decisions and analyses how the term is 
interpreted, implicitly or explicitly. This article provides (1) a first account of the 
qualitative empirical literature on autonomy, and (2) a description of the 
conceptualization of the term based on philosophical literature. 

 
2. Methods 

The terms and definitions relating to autonomy were identified through a 
systematic review using the PRISMA method, an approach that reviews a clear 
formulated question by using systematic and explicit methods to identify, select 
and critically frame relevant research and to collect and analyse data from the 
studies which are included in the review.9 Qualitative empirical literature on the 
concept of autonomy was systematically reviewed in three steps. 

First, searches for potentially relevant articles were carried out within three 
electronic databases PubMed (156), Web of Science (57), EBSCO Host (128) and 
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included reference lists, grey literature and reports (7). Articles were identified 
using a combination of the following key words: autonomy OR self-determination; 
AND end-of-life; AND qualitative research.  

Second, articles that met the following criteria were included: (1) original 
research published in English or Dutch; (2) using qualitative methods; (3) focusing 
on end of life decision-making and; (4) using the concepts autonomy and/or self-
determination in a way that contributes to the article’s main argument.  

Third, content analysis was used to categorize terms and definitions. The 
analysis was performed according to the following steps: 

 
(1) Initial codes were derived from theory – in particular liberal 

autonomy and relational autonomy – prior to beginning data 
analysis. 

(2) The articles were read to obtain an overall impression. 
(3) Sections were re-read to identify relevant text segments. 
(4) The segments were coded. 
(5) Additional codes were developed to revise and refine the 

initial codes of the first step and were sorted into categories 
and sub-categories.  

(6) Categories were compared in order to identify commonalities 
and/or discrepancies. The categories were reviewed until no 
new categories were found.10  

  
Like any review, this study has its limitations that should be recognized. The 
studies included very sparse details on the methods used, making it difficult to 
evaluate the study design and findings. Additionally, it was difficult to incorporate 
results from methodologically different studies. Most qualitative studies were 
conducted in a wide range of countries with varying legal and medical systems 
toward end-of-life care and decision-making. Also, the research populations 
included different groups: opinions of health care professionals, terminally ill 
patients, elderly people, and family members. This can affect the way the research 
respondents or authors review the concept of autonomy and explain differences. 
Hence, it is important to recognize the different contexts in which these studies 
have been conducted. Finally, it is important to recognize the potential influence 
and bias of authors when identifying codes and categories. 
 
3. Results 

The search strategy yielded a total of 267 potentially relevant studies and, 
finally, 28 articles related to autonomy in the context of end-of-life decisions. The 
studies were conducted in various European countries (17), and countries in North-
America (7), Asia (2), Oceania (2) and the Middle East (1). The articles discussed 
topics such as advanced directives, care planning, dementia care, decision-making 
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at the end-of-life, end-of-life care, euthanasia, life-sustaining treatment and 
physician-assisted suicide. Two main themes were identified: (1) unconstrained 
decision-making, and (2) shared decision-making. 

 
A. Unconstrained Decision-Making 

First, in the majority of articles (12) autonomy was considered as unconstrained 
decision-making. Patients were regarded as making autonomous decisions only 
without the interference of others.11  

 

People’s right to be autonomous and to decide about their own 
lives, as long as this does not infringe too much upon the lives of 
others, is a commonly accepted ethical principle.12  

 

Although it is the individual’s right to be autonomous and decide over his/her own 
life, a problem arises when a terminally ill patient becomes increasingly dependent 
on care given by others. However, the patient can regain autonomy by overcoming 
dependence. 13  This dependence can be overcome through the individuals’ 
autonomy and liberty, i.e. without the interference of others. 14  Many articles 
referred to the principle of respect for autonomy, described by Beauchamp and 
Childress as ‘enabling patients to overcome their sense of dependence and to 
achieve as much control as they desire’.15 For example, Braun and McCullough 
discuss how this principle requires health care professionals to provide patients 
with enough information to make an informed choice and give consent based on 
the patients’ own values and beliefs. 16 
 

A key concept for translating respect for autonomy into clinical 
practice is the patient’s authority to make decisions, i.e., the right 
to exercise a preferred level of control over the decision-making 
process and its outcome.17 

 
Furthermore, health care professionals should not attempt to control or coerce the 
patients’ decision-making, and they should enforce the patient’s decision, unless 
there is compelling ethical justification not to do so.18  
 
B. Shared Decision-Making 

A smaller number of articles (10) used autonomy in the sense of shared 
decision-making, both implicitly and explicitly. The implicit use was found in 
articles without a clearly stated theoretical framework, although several phrases 
and expressions seem to represent the notion of shared decision-making. For 
example, the study of Singer et al. suggests that ‘the philosophical basis of ACP 
[advanced care planning] be reconsidered and possibly broadened to account for 
the value of personal relationships’.19 
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In another example, Botti et al. argue that there is little regard for the messy 
realities of choice and that an ‘idealized version of autonomy is one of “informed 
free choice” but for better or for worse sick persons require the help of others to 
make autonomous decisions'.20 Only recently, shared decision-making explicitly 
plays part in the argumentation of empirical research literature regarding end-of-
life decisions. The patient’s family relations are recognized while still 
acknowledging the right to make decisions according to his or her wishes and 
preferences.  

 
In this study, the patients seemed to have different ideas of 
autonomous decision making; some wanted to decide for 
themselves, some preferred shared decision making and others 
wanted their physicians and the health care system to make 
decisions on their behalf … it is therefore necessary to broaden 
the view of autonomy and recognize its relational component, 
which makes it more complicated than is often appreciated.21  

 
Lind et al. explain with their study how patients are interdependent with family 
members, health care professionals and others. Their research data shows it is 
possible for the patient to make autonomous choices while including the patient’s 
family. A view of autonomy that isolates patients in their decision-making could 
deny good end-of-life care. 22 
 
C. Moving against a One-Sided Notion of Autonomy 

Some articles (five) that illustrate autonomy with shared decision-making also 
critically discuss unconstrained decision-making. These articles describe collective 
consciousness, shared concern and interdependence in relation to the individuals’ 
autonomy and liberty.23 In the influential book ‘Principles of Biomedical Ethics’ 
by Beauchamp and Childress, respect for autonomy is defined as a notion of 
independence and a free self as the highest ideal.24 Rather, these articles show that 
it is important to recognize the value of shared decision-making.25 They argue that 
the one-sided attitude towards autonomy is lacking.26 For example Bekkema et al. 
show that respect for patient autonomy can be approached in multiple ways. For 
instance, unconstrained decision-making does not resemble clinical practice in the 
context of end-of-life care since patients become extremely reliant on others for 
care. However, an open active and reflective attitude embracing autonomy as a 
relational construct could lead to more respect for the patients’ autonomy at the 
end-of-life. 27 

These articles reveal the complexity of the concept autonomy, as opposed to the 
rather one-sided notion of unconstrained autonomous decision-making. 28 
According to these authors, end-of-life decisions viewed merely from an 
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individualistic perspective or paternalistic traditions fail to take into account the 
role of social relations.29 
 
4. Discussion 
 The qualitative research literature on autonomy at the end-of-life describes 
unconstrained decision-making and shared decision-making, which relate to two 
important theoretical perspectives discussed in the philosophical and bioethical 
literature: liberal autonomy and relational autonomy.  
 First, the theoretical framework of liberal autonomy was highlighted in the 
majority of the articles because of the reference to ‘not infringing the lives of 
others’, or having freedom of choice until one risks harming another.30 Hence, the 
patient has to live and act according to the motives that are the expression of him 
or herself in order to be autonomous. 31  For instance, the patient should be 
considered an independent actor, able to control and decide on his/her end-of-life 
care. In clinical practice the liberal view of autonomy has been understood through 
the principle of respect for autonomy. Patient autonomy is often described in 
liberal terms in which patients can make autonomous decisions, knowing what is 
best.32 Hence, in end-of-life care, respect for patient autonomy is emphasized as the 
individual’s right to avoid unwanted interference from others, and in opposition to 
medical paternalism.  
 Second, a smaller number of articles illustrated the theory of relational 
autonomy. Its main focus relies on embracing the interrelation of human beings 
and interdependence. This presents an alternative conception of ‘what it means to 
be a free, self-governing agent who is also socially constituted and who possibly 
defines his or her basic value commitments in terms of interpersonal relations and 
mutual dependencies’.33 However, the value of autonomy should not be rejected, 
rather the cultural conception of autonomy as independence and self-reliance is 
misguided. The autonomous self is one that continually remakes the self in 
response to the dynamics of personal relationships.34 At the end-of-life patients can 
become extremely reliant on others and relational autonomy then ‘gives more 
space to the dependence of people’. 35 For health care, and more specifically end-
of-life care, this results in decision-making that is collaborative in nature, focusing 
on relationships, sharing and involvement of others, if the patient wishes.36  

From a philosophical and theoretical perspective it is quite remarkable that a 
majority of the articles focus on liberal autonomy, though there is also substantial 
literature. The complexity and ambiguity of autonomy seems to have been 
underdeveloped in the empirical research literature.  

The explanation for this could be cultural. It is possible that health care 
professionals, patients and family members understand autonomy from a one-sided 
theoretical perspective. Autonomy is not only a theoretical concept but it is also a 
cultural ideal. The Western liberal ideal places high value on autonomous 
individuals and their rationality.37 This one-sided theoretical perspective could be 
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the result of the cultural dominance of liberal autonomy in Western society. In the 
1970s, due to the advance of medical technology, an extensive right-to-die 
movement developed in the U.S. and Europe. Autonomy became part of their 
influential discourse regarding patients’ right to self-determination and choice at 
the end of life.38 This has contributed to ‘the idea of autonomy worldwide as an 
individual’s right to control her own life and even death’.39 Autonomy has become 
the foundation of Western health care, and it serves as an ideal of care and 
emphasizes independence, self-determination and non-interference from others.40 
Autonomy is of such importance that the social status of the individual can be 
influenced by it and it creates negative feelings towards dependence of any sort, 
also referred to as counter-dependence.41 Individuals without autonomy will lose a 
part of their status, their ‘self’, and their position as a competent member of 
society. 42  Hence, dependence is dreaded and individuals go to great extent to 
remain independent throughout their lives and specifically at the end of their 
lives. 43  Consequently, the principle of respect for autonomy has become an 
important feature of end-of-life care. 

Furthermore, other empirical research – which does not focus specifically on 
the end-of-life – shows that misconception and dissatisfaction regarding what 
patient autonomy means is very much present.44 According to Moser et al. it ‘is not 
clear what fostering patient autonomy consists of in daily practice’ for health care 
professionals and patients.45 Consequently, misconceived interpretations can result 
in associating respect for autonomy with the absence of interference in the patients’ 
decision-making and treating the patient as an independent actor capable of making 
decisions. 46  This can also be present in end-of-life care and can explain the 
significant number of articles that refer to decision-making without interference of 
others.  

 
5. Conclusion 

Currently, in the qualitative research literature on the end-of-life, autonomy is 
mostly defined explicitly in terms of the liberal theory of autonomy. The reviewed 
articles depict a clinical practice of end-of-life care in which autonomy was 
explicitly assumed to be a patient’s right.  

It is remarkable that empirical research – with no focus on end-of-life care – 
stresses the importance of relational autonomy, whereas empirical research on end-
of-life focuses mainly on the liberal concept of autonomy. However, in the last few 
years a small number of articles have started to explicitly include a relational 
notion of autonomy and critique the principle of respect for autonomy accordingly. 
The articles presenting relational autonomy attempt to move away from the liberal 
emphasis on ‘respect for autonomy’. Subsequently, respecting autonomy is better 
understood when defined from a relational perspective. This could be considered a 
trend; a gradual development in which articles move from an implicitly assumed 
relational notion towards an explicit reference to the theory of relational autonomy. 
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Perhaps this is the beginning of a shift in end-of-life care towards a focus on 
relational autonomy. The correction of one-sided liberal autonomy – if we may put 
it that way – articulated in the theoretical literature on autonomy, seems to be 
gradually finding its way into the qualitative empirical research about end-of-life.  

Furthermore, these results could be explained according to the strong 
prevalence of a liberal tradition in Western society focusing on independence. We 
can reflect whether end-of-life issues and decision-making are more focused on 
these ideals considering the extensive right-to-die movement since the 1970s. From 
a theoretical perspective autonomy has been shown to be an ambiguous and 
contested concept. It can, then, become confused with aspects of power, control 
and independence. Hence, an ambiguous concept such as autonomy should be 
approached thoughtfully in empirical research. For future qualitative research on 
end-of-life this would imply researchers’ responsibility to take into account the 
theoretical complexity of the concept of autonomy. 

This development could enable a clear and transparent discussion of the 
concept in end-of-life care and the daily practice of health care professionals, 
patients and their relatives. Further empirical research is necessary to analyse 
whether a well-informed theoretical framework can overcome such misconceived 
assumptions about autonomy or whether these misconceived perceptions are the 
result of ambiguities in daily life. 
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On Becoming Osteoporotic: The Fragility of Identity Fractured 
Bones and Shattered Identities 

 
Richard B. Hovey 

 
Abstract 
A philosophical hermeneutic research approach was chosen to explore the meaning 
of living with osteoporosis, a degenerative bone disease, through consideration of 
personal narratives of suffering. The findings from this study offers a perspective 
of how one’s shifting sense of personal identity was expressed, how it is influenced 
and how osteoporosis redefines the way people reinterpret their life through a 
distorted illness perspective. Consideration was given to how an interpretation of 
these findings may benefit others learning to live with osteoporosis and healthcare 
providers from shared understandings about the meanings ascribed to osteoporosis, 
ageing, and identity. An awareness of the ways in which personal and collective 
narratives influence one’s changing sense of identity becomes central to 
understanding how adult learners as patients’ experience their illness, how we learn 
about illness and how healing can be better facilitated through the direct 
application of adult learning theories. As persons endeavoured to make meaning of 
living with their illness, learning from each other became an invitation for 
discussion, storytelling, and the development of supportive relationships. These 
functioned as educative methods to positively transition the impacted persons’ 
physical, emotional, and social traumas toward the possibility of self-renewal. 
 
Key Words: Osteoporosis, suffering experience, hermeneutics, qualitative 
research methods, chronic illness, transformational learning theory, personal 
suffering.  
 

***** 
 
1. The Disruptive Influence of Illness 

Osteoporosis is sometimes called the silent thief because it steals away bone-
mass without any discernible symptoms.1 Over-time when this illness manifests, 
either through its biomedical diagnosis or from suspicious fracturing of bones, its 
capacity to disrupt and indiscriminately invade multiple dimensions of one’s health 
and lifeworld can become overwhelming.2 Illness changes how we live our life. 
When we are in good health, we simply engage in our worlds; we move, work, 
socialize, and play almost effortlessly and without concern as we actively 
participate within our personal, physical, social, and relational lifeworlds.3 
However, a diagnosis of osteoporosis, with or without a bone fracture, can 
dramatically change one’s sense of identity, and challenges our previously self-
constructed sense of who we are, in our new role and presence in society.4 This 
disorientating event initiates the transformative process of becoming someone 
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other than who we were. The readiness to apply new knowledge is triggered by the 
disorienting diagnosis that moves individuals from experiencing knowledge as a 
series of facts, disconnected from their meaning and context, into a relevant 
context or one that has particular meaning for the adult learner. New understanding 
requires that learners assess the new lived meanings behind words such as illness, 
chronic pain, bone fractures and treatments, the coherence, truth, and 
appropriateness of what is being communicated as well as the truthfulness, 
credibility, authenticity, and expressiveness of the healthcare providers.5 

 
2. Wisdom through Suffering 
 Grondin explains how Hans-Georg Gadamer’s premise of pathei manos, is that 
we become wise through our suffering.6 Indeed, the degree of intensity and 
personal significance of the traumatizing event or experience that caused suffering 
will determine the degree of transformative responses to meet the new situation. 
Mezirow developed the concepts of meaning perspectives, which constitute our 
overall world-view, and meaning schemes, that are the multi-dimensional 
composite elements that contain what we learned to be specific knowledge, ways 
of knowing, our perceptions of values and beliefs about our experiences.7 Grondin 
explains that what Gadamer means by pathei manos, is ‘that true experience is that 
which surprises us, which knocks us back, which confounds our expectations. This 
experience leads us to revise our expectations and opens new horizons to us.’8  
 Illness is such an event, and it does disrupt our lives and creates new personal 
narratives of suffering to describe how we interpret our new (illness) world.9 
Illness provides the context for an irreversibly changed life; one that may be so 
significantly negative that is also changes an ill person’s sense of personal identity. 
Who they were may influence how one views one’s future prospects. The manner 
in which one views these prospects is also intimately related to one’s sense of 
personal possibility and self-perceived capacity for self-renewal. Healing of the 
whole person becomes more than merely the physical aspects of health. It also 
requires the person to re-establish a sense of personal power to engage within a 
self-renewal process that includes hope for a positive future in spite of his or her 
illness.10 The way we speak about and understand an illness profoundly impacts the 
identity that is internalized by a person upon diagnosis and in turn, his or her 
potential for self-renewal. According to Davey, ‘Where the word breaks off (not 
bones), no thing may be.’11 This might mean that when words fail us, an inability 
to describe a human experience has no being for us. It is beyond understanding. 
However, Gadamer does not commit to saying that our unspoken words have no 
being. Yet, although not being spoken has no bearing on their actual existence, we 
have experiences of trauma that render us inarticulate.12 Within the context of 
illness, and identity more specifically, an understanding of how personal narratives 
alter one’s sense of identity and capacity for self-renewal is required. For persons 
living with osteoporosis and their families, the sharing of stories offers a possibility 
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to connect with others, both pragmatically and relationally, about the meaning of 
living with osteoporosis.13 It is also possible that the way in which we recount the 
experience of a specific disease, as persons and as a society, undoubtedly 
influences the experience of individuals living with a chronic illness and for those 
who will be diagnosed in the future.  
 
3. Shattered Identities and Story Telling 
 Just as it literally fractures bones, a diagnosis of osteoporosis also fractures 
one’s self-identity. Persons’ self-interpretation of their identity post-diagnosis is 
influenced by others’ experiences; hence one suffers from a perceived loss of self. 
In addition to the biomedical treatment of the illness, persons are also identified as 
living in a world with, families, social-relational personal networks, employment, 
spiritual beliefs, and daily activities that help locate their sense of belonging to this 
world. However, all of these dimensions of being in our world are precariously 
hinged on the hope for a healthy and meaningful future.14 
 In our everyday language we use the word identity, albeit a complicated and 
unclear concept, as a common way in which we sum-up who we are with regards to 
our social category. This entails a comparison against those with whom we feel we 
best belong, as well as identifying the uniqueness that we self-interpret from 
external and internal influences that we believe best describes our distinguishing 
features, activities, and place in the world. In essence, who we believe we are, what 
we tell people about ourselves, and how we understand ourselves in ordinary 
language becomes our identity.15  
 The personal story, or narrative, becomes an opening into the meaning of 
events, expectations, experiences, and day-to-day engagement in the world. We 
live within our stories regardless if it is an ordinary day or an unusual one; we tell 
it over, to ourselves and to other people. Fearon wrote that ‘ordinary language 
analysis is a valuable and perhaps essential tool in the clarification of social 
science concepts that have strong roots in everyday speech, a very common 
occurrence.’16 The explication of an experience, especially a new and different one 
of exceptional trauma, suffering, or joy finds its expression through the telling of it, 
in ordinary language, about an extraordinary event.17 Finding the right words 
means to use a variety of approaches such as metaphor or comparisons and to 
express our deepest feelings about what is happening to us and how that experience 
is altering our perception of our previously held sense of personal identity.  
 As human beings we create narratives to interconnect and make sense of all 
aspects of our internal and external lives through humanizing our suffering into 
words that reflect how it is to live with challenging conditions.18 The illness 
narrative becomes an opportunity, cathartically and therapeutically, for the person 
telling their experiences to help locate the illness within their life context and to 
help in the process of learning to live with chronic illness.19 The illness narrative 
offers both general understandings of the traumas of being diagnosed with a 
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serious illness, as well as a description of the illness’ particular symptoms and 
characteristics and reveals influencing components of collectively generated 
meanings. Persons diagnosed with osteoporosis create narratives that are specific 
to their understanding and meaning of how their illness will influence the totality 
of their lives.20  
 
4. Learning through Collective Narratives 
 How we formulate our personal narratives often draws on meanings we 
collectively construct as a means to make sense of what is happening to us. The 
personal narrative, in turn, will also inform the experience of others that will be 
diagnosed in the future in a continuous cycle of learning from one another. In this 
way, our personal narratives have an influence beyond personal identity and are 
also informed by elements of the collective messaging. As it is the case with many 
other illnesses and realities, myths and narratives have been created about what it 
means to be osteoporotic. We do not always question these narratives and have 
come to base our understanding of the disease on them, whether we are living with 
the disease or not. These collective narratives directly inform the identity we 
associate to a person living with osteoporosis as it is demonstrated through the 
following narrative of The Witch, The Mirror, and Self-reflection as an exemplar of 
an interpretation.  
 
 The Witch, the mirror, and self-reflection…  
 

You know undoubtedly when you are first diagnosed [with 
osteoporosis] it is traumatic. Have you ever seen the movie Snow 
White and the Seven Dwarves? Remember when the Queen 
diverted into the witch, she looked exactly how it feels. 
 

The Queen asks:  
 

Mirror, mirror upon the wall, who is the fairest fair of all? 
…Then the mirror answered - O Lady Queen, though fair ye be, 
Snow White is fairer far to see.21 
 

The mirror spoke the objective truth: she was not the most beautiful in the land 
(anymore), which was devastating news for the Queen and too much to tolerate 
because her personal identity had been directly linked to being the most beautiful. 
This is not unlike the participant, quoted above, who expressed the feeling of 
becoming other to her self—through a transformation. Becoming osteoporotic to 
her was analogous to another identity, that of becoming a witch. The story of Snow 
White was a shared experience to express her traumatic response to hearing the 
biomedical objective truth. From her perspective, she was no longer herself; her 



Richard B Hovey 

__________________________________________________________________ 

117 

identity was threatened by who she had become in that moment, in her own mind a 
witch.  
 This powerful metaphor captured that moment when told the bad news, an 
objective voice that changed their perception of identity. The vivid image 
effectively expressed what it means to find out she had osteoporosis delivered by 
the voice of the unbiased truth. The traumatic news for both the research 
participant and the Queen came from two objective sources. For the participant, the 
news came from her physician who interpreted and read aloud the results of her 
bone mass density test. The Queen learned her tormenting news from the objective 
voice from within the mirror. A mirror can only reflect back or reveal an image of 
what can be seen when one stands directly in front of it. The image remains 
unchanged; but how the Queen interprets the messaging from the mirror herself 
becomes changed by the mirror’s answer to her question. There is a risk in asking 
such questions, because the answer may not be what you expected to hear. The 
answer she heard was unexpected, unwanted, and in its own right, traumatizing. 
Even in fairytales the objective truth spares no one. One wonders if this participant 
looked at herself in a mirror after she was told about her diagnosis and could no 
longer recognize herself. The fragility of her identity was exposed. Did she see her 
beautiful life shattering right before her eyes? Her image with osteoporosis became 
unattractive with possible deformity, pain, and social isolation. Perhaps this 
narrative was telling us about the fear of her life, to become invisible, like her 
bones, dissolving away.  
 
 Ricoeur wrote about what constitutes the fragility of identity.  
 

It is identity’s purely presumptive, alleged, reputed character. 
This ‘claim’…is lodged in the responses to the question, “Who?” 
“Who am I?” Responses in terms of “What?” of the form: this is 
what we are, we, ourselves. How we are, this way and not 
otherwise. The fragility of identity consists in the fragility of 
those responses in terms of what, claiming to give the recipe of 
the identity proclaimed and reclaimed. The problem is therefore 
carried back a step, from the fragility of memory to that of 
identity.22  

 
 Our identity is linked to how we socially construct ourselves to fit into our 
world as we evolve and change throughout our lives. As we age our memory of 
identity needs to progress through consideration and conjunction of our past, 
present, and projected future. Fragility of identity, a complexity of possibilities 
during our life course, becomes influenced and affected by our successes and 
failures, our joys and traumas, flexibility or inflexible rigidity of character. As we 
age our collective life experiences means that we encounter the world differently as 



On Becoming Osteoporotic 

__________________________________________________________________ 

118 

who we are, our identity, then we did as a younger person. The more varied our 
experiences the greater the likelihood we will encounter people, situations, and 
things that threaten our identity. Confrontation by a serious illness can contribute 
to the fragility to our identity when it is perceived to be a threat.  
 

To be sure, we may find this surprising: is our identity so fragile 
that we are unable to bear, unable to endure the fact that others 
have different ways other than our own of leading their lives, of 
understanding themselves, of inscribing their own identity in the 
web of living together? There are indeed humiliations, real or 
imagined attacks on self-esteem, under the blows of poorly 
tolerated otherness, that turn a welcome into rejection, into 
exclusion - this is the relation that the same maintains with the 
other.23 

 
5. The Transformative Aspect of Self-Renewal 
 The physical symptoms associated with osteoporosis present a particular set of 
new restrictions, challenges, and acquired limitations for those affected. The 
transformative aspect of self-renewal begins with physical considerations because 
pain alienates one from oneself.24 For the person living with osteoporosis, pain 
became an ever-present fear and substantive obstacle on the journey toward self-
renewal. But the question is whether the unique value of the individual is properly 
recognized in this process. For the person suffering with the pain and discomfort of 
osteoporosis, he/she may often realize that the physical symptoms can be amplified 
by one’s sense of loss of personal identity and a sense of loss of control in the 
ability to project a desired identity.25  
 Those who lack the capacity to re-conceptualize and reconfigure an equally 
valuable and meaningful self-concept are more likely to succumb to the powerful 
emotions associated with a loss of independence, social isolation, perceived 
changes in social identity, and the perception of becoming a burden to others.26 
Thinking about oneself in this negative light can create profound emotional trauma 
that is not often recognized within the biomedical view of suffering.27 Being able 
to understand what influences one’s personal narrative and negative self-
interpretation is key to beginning to attribute new positive meanings in view of 
self-renewal. By becoming aware of the factors that shape our thinking during a 
time of crisis or new experience, we may begin to choose new more positive 
meanings. 
 

Notes 
 
1 Osteoporosis Canada, What Is Osteoporosis? (2014): np. Viewed 26 November 
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viewed on 26 November 2014,  
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Does It Mean to Live with Osteoporosis?’ (PhD diss., University of Calgary, 
2006). 
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6 Grondin takes up Gadamer’s idea of pathei manos, that we become wise through 
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to describe our traumas. Davey helps us to understand that we can learn to find the 
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Another Way to Argue for the Killing/Letting Die Distinction 
 

Francesca Marin 
 
Abstract  
Considering end-of-life issues, does it make sense to distinguish between killing 
and letting die? Or should killing a patient (for example, by lethal injection) and 
letting him die (by withholding or withdrawing treatment) be considered morally 
equivalent actions? The killing/letting die distinction has a long tradition in the 
history of moral philosophy. Generally, killing is forbidden (except in cases of self-
defence); nevertheless, sometimes it is morally legitimate to not prevent someone 
from dying (for example when one does not rescue a drowning victim so as not to 
endanger his own life). The distinction seems to be confirmed within medical 
ethics. Since the time of the Hippocratic school, the physician has the duty to “not 
directly kill” the patient; withholding treatment is permissible because in this case 
the doctor is not killing the patient but letting him die. This framework is criticized 
within the contemporary bioethical debate. For example, utilitarianism legitimates 
active euthanasia, arguing that killing and letting die are morally equivalent per se 
because both actions have the same consequences (the death of others) and 
intentions do not influence the moral assessment of an action, but only the agent’s 
character traits. Yet, should the killing/letting die distinction be totally rejected? By 
affirming that it is without moral significance, are there any implications in our 
attitudes toward death and care for the dying? To argue the moral relevance of the 
killing/letting die distinction, this chapter will analyse the types of letting die 
actions, distinguishing the guilty letting die (therapeutic abandonment) from the 
letting die for the patient’s good (withdrawing extraordinary or disproportionate 
medical treatments). The goal is twofold: to encourage the inclusion of suffering 
and dying experiences in our lives, and to call for the authentic commitment of 
health professionals and society to caring for the dying. 
 
Key Words: End-of-life issues, killing, letting die, withholding treatments, 
withdrawing treatments, euthanasia, death, care for the dying. 
 

***** 
 
1. Introduction  

One of the most controversial questions in the bioethical debate concerning 
end-of-life issues is whether a morally relevant distinction between killing a patient 
(for example by lethal injection) and letting him/her die (by withholding or 
withdrawing treatment) exists. The philosophical debate on the moral relevance of 
the killing/letting die distinction has been sparked by advances in medical 
technology, especially life-sustaining ones. Indeed, their use can save or prolong 
life for long periods, create unprecedented existential conditions, and hasten death. 
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As a consequence, especially since the seventies, philosophers have begun to 
discuss the moral significance of the killing/letting die distinction, and question 
whether it provides support for our moral judgments in the decision-making 
process. In other words, they have asked whether, when considering end-of-life 
issues, it makes sense to distinguish between killing and letting die. On the other 
hand, should this distinction affect our judgement concerning its rightness or 
wrongness?  

Generally, the killing/letting die distinction is a common assumption; except in 
cases of self-defence, the duty ‘not to kill’ is often intuitively considered to be 
valid, and moral common sense usually considers it one thing to kill someone and 
quite another to let that person die. Indeed, according to common sense, it is worse 
to deliberately kill someone than to let someone die. Furthermore, the distinction 
between killing and letting die has enjoyed a long tradition in the history of moral 
philosophy and medical ethics. On the one hand, affirming the unavailability of 
human life, Western ethical tradition prohibits intentional killing, nevertheless 
recognizing that sometimes it is morally legitimate to not prevent someone from 
dying. Take, for example, an agent who does not rescue a drowning victim in order 
to not endanger his own life. On the other hand, the distinction between killing and 
letting die seems to be confirmed within medical ethics; indeed, since the time of 
the Hippocratic school, the physician has the duty to “not directly kill” the patient, 
but it is argued that withholding treatments is permissible because in this case the 
doctor is not killing the patient but letting him/her die. 

This framework is criticized within the contemporary bioethical debate, 
especially by those authors who legitimate euthanasia. In particular, utilitarianism 
criticizes the distinction between active euthanasia and passive euthanasia, arguing 
that it rests on the killing/letting die distinction, which is, within this normative 
approach, without moral significance. From this point of view, the fact that one 
action is an act of killing while another action is an act of letting die is not in itself 
a morally important difference and does not support the judgment that the former is 
worse than the latter. 

To argue the moral relevance of the killing/letting die distinction and to address 
the implications that a rejection of this distinction could have in our attitudes 
toward death and care for the dying, the chapter will be developed in two stages. 
Firstly, the link between the active/passive euthanasia distinction and the 
killing/letting die distinction proposed by utilitarianism, in particular by James 
Rachels, will be critically analysed. In this respect, the set of problems deriving 
from that approach, in particular the ambiguities of the expression ‘passive 
euthanasia’ will be addressed. Secondly, the different types of letting die actions 
will be discussed, distinguishing the guilty letting die from the letting die for the 
patient’s good. The goal is twofold: to encourage the inclusion of suffering and 
dying experiences in our lives, and to call for the authentic commitment of health 
professionals and society to caring for the dying. 
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2. A Critical Analysis of the Equivalence Thesis 
Generally, the bioethical debate on euthanasia is characterized by two common 

distinctions: the distinction among voluntary, involuntary, and non-voluntary 
euthanasia and the distinction between active and passive euthanasia. While the 
former is based on the patient’s competence to express or not his or her wish to 
die,1 the latter is underpinned by the acts/omissions distinction and is usually 
criticized by advocates of euthanasia. For example, the American philosopher 
James Rachels describes what he takes to be the two major views about euthanasia 
in medical ethics with these words: 

 
The distinction between active and passive euthanasia is thought 
to be crucial for medical ethics. The idea is that it is permissible, 
at least in some cases, to withhold treatment and allow a patient 
to die, but it is never permissible to take any direct action 
designed to kill the patient.2 

 
For Rachels, the rationale underlying the distinction between active and passive 

euthanasia is the idea that there is a relevant moral difference between an act of 
intentionally killing and an action of intentionally letting die, and that the former is 
morally worse than the latter. In order to show that the active/passive euthanasia 
distinction is without moral significance, he harshly criticizes the killing/letting die 
distinction by defending the Equivalence Thesis. This thesis maintains that killing 
and letting die are morally equivalent per se because both actions have the same 
consequences: the death of others. The Equivalence Thesis is often illustrated by 
introducing parallel examples, identical in terms of the upshot and the agent's 
intentions, yet different in that they are respectively a case of killing and a case of 
letting die (the Bare Difference Argument). The goal of this thought experiment is 
to verify whether the bare difference between the two cases actually makes any 
difference to our moral assessments. After proposing a pair of imaginary cases in 
which Smith actively drowns his cousin in the bathtub in order to inherit his 
fortune and Jones (who also wants the child dead in order to get his inheritance) 
merely lets his cousin drown in the bath after he has slipped and hit his head, 
Rachels provocatively asks: 

 
Did either man behave better, from a moral point of view? If the 
difference between killing and letting die were in itself a morally 
important matter, one should say that Jones’s behaviour was less 
reprehensible than Smith’s. But does one really want to say that? 
I think not.3 

 
Rachels then concludes that the bare difference between killing and letting die 

makes no moral difference to our moral assessments. Nevertheless, other extrinsic 
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features may still be important to render a particular killing worse than a particular 
letting die or vice-versa. Indeed, for Rachels, but also for utilitarianism in general, 
respect for the patient's wishes and/or the minimization of suffering can be morally 
relevant differences for the decision-making process. In other words, by these 
factors, in some cases it may be permissible to let die but not to kill, while in other 
cases it may be permissible to kill but not to let die. 

Furthermore, within this theory the distinction between being alive and having 
a life (biological and biographical life) is crucial in the decision making process 
concerning end of life issues. According to Rachels, ʻto be alive is to be a 
functioning biological organismʼ,4 whereas biographical life is ʻthe sum of one’s 
aspirations, decisions, activities, projects, and human relationshipsʼ.5 From this 
point of view, biological life is valuable only as a means to having a life and 
consequently only biographical life is worth protecting. The distinction between 
being alive and having a life therefore affects the duty ‘not to kill’ because this 
obligation is limited to those with biographical life (except when the patient 
him/herself asks to die), thus it is permissible to kill a biologically living being 
(involuntary euthanasia).6 

There are many weaknesses in this normative theory, first of all in terms of 
terminology and methodology: by adopting the expression ‘passive euthanasia’ and 
by stressing the link between the active/passive euthanasia distinction and the 
killing/letting die distinction, this approach creates ambiguities about the act of 
withholding or withdrawing medical treatments. Indeed, euthanasia aims to 
intentionally end a life, usually by the injection of a lethal drug. In other words, 
when euthanasia is practiced there is the specific intention, in acting, of causing a 
person’s death. On the contrary, by withholding or withdrawing treatment which is 
only prolonging the dying process, is not providing a benefit and is judged to be 
excessively burdensome by the patient, the aim is not to end his/her life, but to 
ensure comfort in his/her remaining days. In this case, hastening the patient’s 
death, although foreseen, is not intended. Withholding or withdrawing 
disproportionate medical treatments thus has nothing to do with euthanasia. As a 
consequence, the expression ‘passive euthanasia’ is inappropriate, misleading and 
unhelpful, and should be avoided.7 Of course, as will be argued in the next 
paragraph, there are types of guilty letting die, but when we have the 
terminological resources to avoid the kind of ambiguities described above, I 
believe we should use them. 

Secondly, by addressing the relation between act and intention, these 
considerations highlight another weakness of utilitarianism: within this normative 
approach, all that matters in our moral experience are consequences, and intentions 
do not influence the moral assessment of an action, but only the agent's character 
traits. Nevertheless, is it true that intentions are not relevant to determining the 
rightness or wrongness of an action? Is it really possible to judge the moral agent 
and his actions separately? A moral human act is actually a composite whole that 
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contains multiform aspects, such as agent, action and consequences, and to 
determine its morality all these elements must be taken into account. The act itself 
cannot be morally evaluated without considering the agent, especially his/her 
intention. 

Admittedly, the fact that intentions influence the moral assessment of an action 
and not only the agent's character traits is confirmed by the parallel example 
proposed by Rachels. Smith and Jones have the same morally bad intention (they 
want their cousin dead to get his inheritance), and this aspect directly leads to a 
negative moral assessment of their actions, respectively of killing and of letting 
die. Indeed, an act inspired by evil intention turns out to be blameworthy even if it 
was a morally legitimate action. As a consequence, because of the presence of bad 
intentions, within the parallel example suggested by Rachels the killing/letting die 
distinction turns out to be neutralized, and moreover irrelevant. 

Thirdly, the distinction between being alive and having a life creates a kind of 
‘schizophrenia’ in the human being because it totally disconnects the human 
biological dimension from the biographical one. What is more, by affirming that 
merely being alive is insignificant when there is no biographical life, the human 
biological dimension is underestimated and considered to be a mere functional 
support for the achievement of our aspirations and projects – when, however, the 
human biological dimension is instrumental for our personal identity because it 
contributes significantly to the development of the human being. Furthermore, the 
expression ‘having a life’ is ambiguous because it describes life itself as a mere 
possession. This is a reductive conception of life and, as correctly pointed out by 
Massimo Reichlin, ‘a categorical mistake’8 because life does not belong to the 
category of having, but to those of being. Finally, the distinction between 
biological and biographical life distorts the moral reflection on the illegitimacy of 
murder, which in this case would simply be considered as the removal of a 
possessed thing, like a theft. 

Noticing the weak points of the Equivalence Thesis, an argument could be 
made for an absolute moral distinction between killing and letting die. 
Nevertheless, this absolutist view is equally problematic because it asserts that 
killing is always morally wrong, including cases of self-defence, and letting die is 
always morally good (even when, for example, the agent refrains from rescuing a 
drowning victim although the action would not threaten his own life). In order to 
obviate these difficulties, the next paragraph will adopt an intermediate position 
which, while preserving a not absolute distinction between killing and letting die, 
addresses the negative moral value of the former and acknowledges the different 
types of the latter. 

 
3. Another Look at the Killing/Letting die Distinction 

In order to value the multiform aspects that characterize the human act, the 
suggested approach refers to a twofold distinction. On the one hand, by 
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distinguishing negative duties (non-interference) from positive duties (helping 
others), a fundamental difference between our moral duties ‘not to kill’ and ‘to 
prevent others from dying’ is addressed: while the duty ‘not to kill’ is negative 
because it sets limitative conditions on the agent’s freedom, the duty ‘to prevent 
others from dying’ is positive because it does not limit one’s freedom, but rather 
widens it. This is why we can always fulfill the former by refraining from killing 
everyone – always, even when we are sleeping. On the contrary, the duty to 
provide aid and to not let people die is impossible to fulfill always and toward 
everyone. For example, it can’t be done while we are sleeping. Furthermore, 
preventing someone from dying could require the use of morally illegitimate 
means, such as the infringement on the rights of a third party, or a commitment too 
onerous for the agent. For example, exposing him or herself to the risk of death. 
Consequently, our negative duty to not do harm is stricter than our positive duty to 
give aid, and killing and letting die are breaches of different duties. 

On the other hand, the cause of an event is distinguished from the conditions: 
while the former permits the occurrence of an effect and must be present for the 
effect to occur, the latter contributes to the occurrence of an outcome but does not 
permit the occurrence of an effect in the absence of the cause. In this sense, killing 
and letting die are causally different; quoting Daniel Callahan: 

 
‘Letting die’ is only physically possible if there is some 
underlying disease that will serve as the cause of death. Put me 
on a respirator now, when I am in good health, and nothing 
whatever will happen if it is turned off. I cannot be ‘allowed to 
die’ by having a respirator turned off if I have healthy lungs. It is 
wholly different, however, if a doctor gives me a muscle-relaxing 
injection that will paralyze my lungs. Healthy or not, those lungs 
will cease to function and I will die.9 
 

To specify, between killing and letting die there is a twofold causal difference. 
Firstly, the agent’s role is different depending on the presence, or not, of a previous 
cause of death, which is not attributable to the agent. Secondly, considering the 
distinction between cause and conditions, killing is the cause for death while 
withholding or withdrawing life-sustaining treatments is not a sufficient condition 
for death, although it could play a role in the cause of patient’s death, obviously in 
addition to other and stronger conditions. 

These causal differences involve the agent having a different moral 
responsibility, although they do not morally legitimate any letting die actions. For 
example, by not providing necessary and ordinary care (therapeutic abandonment), 
a physician wrongly allows a patient to die and is thus culpable for that death. This 
guilty letting die should then be distinguished from letting die for the patient’s 
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good, where medical treatments that are only prolonging the patient’s dying at the 
cost of unbearable suffering are withheld or withdrawn. 

In conclusion, this intermediate position values the multiform aspects that 
characterize the human act, and captures the complexity of agency in its entirety. 
Indeed, unlike utilitarianism, the suggested approach not only focuses on the 
consequences, but also on the agent and his intentions as well as on the 
circumstances in which the action takes place. Furthermore, by distinguishing the 
guilty letting die from the letting die for the patient’s good, this approach avoids 
vitalism, which considers life as an absolute value and legitimates the use of all 
medical treatments, included those that are disproportionate. Finally, the 
acknowledgment of a distinction between killing and letting die promotes a more 
comprehensive view of death and dying: indeed, these events cannot be reduced to 
mere biological facts because they are human acts able to give significance to life 
and living. In this way, the suggested approach encourages the inclusion of 
suffering and dying experiences in our lives, and calls for the authentic 
commitment of health professionals and society to caring for the dying. 
 

Notes 
 
1 While voluntary euthanasia is performed with the patient's consent, involuntary 
euthanasia is performed on a patient against his/her will. Non-voluntary euthanasia 
is when the patient is unable to give consent and makes no request that his/her life 
be terminated. 
2 James Rachels, ʻActive and Passive Euthanasia,ʼ Killing and Letting Die, ed. 
Bonnie Steinbock, Alastair Norcross (New York: Fordham University Press, 
19942), 112. 
3 Ibid., 115-116. 
4 James, Rachels, ʻKilling, Letting Die, and the Value of Life,ʼ Can Ethics Provide 
Answers?: And Other Essays in Moral Philosophy, ed. James Rachels (Lanham: 
Rowman & Littlefield Publishers, 1997), 73. 
5 James Rachels, The End of Life: Euthanasia and Morality (Oxford: Oxford 
University Press, 1986), 5. 
6 Ibid., 23-28. 
7 One of the most explicit attacks on the idea of passive euthanasia was expressed 
by an Ethics Task Force established by the European Association for Palliative 
Care (EAPC) in February 2001: ʻ[…] euthanasia is active by definition and so 
“passive” euthanasia is a contradiction in terms – in other words, there can be no 
such thingʼ. Lars Johan Materstvedt, et al., ʻEuthanasia and Physician-Assisted 
Suicide: A View from an EAPC Ethics Task Force,ʼ Palliative Medicine 17 
(2003): 98. 
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8 Massimo Reichlin, ʻL’eutanasia nella bioetica di impostazione utilitarista. Analisi 
critica dei testi di J. Rachels e H. Kuhse,ʼ Medicina e Morale 43 (1993): 336. 
9 Daniel Callahan, The Troubled Dream of Life. In Search of a Peaceful Death, 
(Washington D.C.: Georgetown University Press, 2000), 77. 
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Rational Religious Suicide 
 

Lloyd Steffen 
 
Abstract 
Suicide is universally held to be a wrongful act—it destroys life and wreaks havoc 
on survivors. Moral condemnation issues from perspectives that hold suicide to be 
irrational because it is contradictory, and it is contradictory because a suicide acts 
to improve a situation but then destroys the recipient who would benefit from the 
improvement. Religions have also condemned suicide in their moral teachings for 
reasons having to do with destroying a most precious gift—life itself. Although 
moral philosophers like Kant never imagined rational suicide, medical technologies 
have made rational suicide a possibility at the end of life, and this raises the 
question as to whether religion can accept the possibility of rational suicide. This 
chapter argues that religious resources can support the idea of rational suicide at 
the end of life, for religion can allow that goods of life can conflict with the good 
of life in certain situations (a natural law perspective). Given that sacred texts and 
religious practices have withheld condemnation from certain acts of self-killing, 
attention will be paid to religious portrayals or discussions of suicide that are not 
condemned, including the death of Samson in the Hebrew Bible, the suicide                                                                                          
e of Judas in the New Testament and the Janist practice of sallekhana, a highly 
regulated fasting suicide practice that is akin to Prayopavesain in Hinduism. This 
chapter will acknowledge that religions endorse general moral prohibitions on 
suicide. Pain and suffering, catastrophic disability and loss of autonomy, however, 
can create conditions that render suicide a reasonable action consistent with the 
value structures of a religious faith community, allowing ethics, including religious 
ethics, to speak meaningfully about rational religious suicide. This chapter defends 
the idea that rational suicide is a religious as well as a secular possibility in ethics. 
 
Key Words: End-of-life, rational suicide, sallekhana, Prayopavesain, religion and 
suicide, Kant, natural law ethics. 
 

***** 
 
1. Introduction  
 Can suicide ever be a rational act? Can suicide be viewed as assisting natural 
dying? Can suicide be viewed as reasonable if it overcomes medical interference 
with the movement toward natural death?  
 In what follows, I want to briefly affirm the possibility of rational suicide, then 
consider what religion has to say about suicide. Does religion support or even add 
to the ordinary moral prohibition on suicide, or does religion represent suicide and 
frame its meaning differently? I shall argue that religion has more allowance for 
suicide than perceptions usually allow. 
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2. Just Suicide, Rational Suicide 
 Establishing suicide as a wrongful act can be accomplished by various ethical 
approaches, and reasonable people of good readily acknowledge a moral 
prohibition on suicide. Ninety per cent of all suicides involve mental illness 
(depression or disorders like dysthymia, bipolar disorder or schizophrenia) or 
substance abuse.1 Such suicide victims are suffering diminished capacity with 
judgment and decision-making capabilities impaired. Suicide in such cases cannot 
be deemed rational, and the moral obligation to prevent suicide in these situations 
of mental or emotional diminishment is widely acknowledged. Because of this 
background, a suicide committed for morally justifiable reasons will be a relatively 
rare occurrence. 
 If the overwhelming majority of suicides are committed by persons whose 
capacity for rational decision making is in some way compromised, kinds of cases 
would make up the remaining ten per cent where persons are making a rational, 
unimpaired decision for suicide? Most of those in that ten per cent category 
involve serious medical conditions where the decision to end one’s life is made to 
avoid pain, to unburden families, and to assert some control over life in the effort 
to preserve ‘dignity’ at the end of life. These would be rational suicides that could 
be morally justified especially by consequentialist ethics but perhaps even on 
deontological grounds under the ‘respect for persons’ principle. That is 
controversial to assert but suicide for reasons of, say, relieving intractable suffering 
is at least on the face an act for which strong justifications for rational suicide can 
be presented and argued, and other kinds of examples can be put forward as well. I 
have argued for this viewpoint elsewhere and hold it to be defensible.2 Let us 
consider how religion approaches this moral question.  
 
3. Religion and Suicide 
 Does religion add anything to this moral analysis of rational suicide? Is there 
such a thing as rational religious suicide? 
 Religious traditions oppose suicide in teachings, scriptures and practices, but 
some religious defences or condoning of suicide could be deemed morally 
acceptable or at least not held up for explicit condemnation. 
 Judaism opposes suicide for a theological reason: since God holds ownership 
rights to everything God has created, including the human body, our bodies belong 
to God and not ourselves. Human beings have no right to destroy what God has 
entrusted to them, and God’s rules and guidelines are designed to preserve life. 
Self-injury is proscribed, and certainly suicide is forbidden. Only in the case of 
martyrdom is suicide given a pass, as in the case of being forced to convert to 
another religion or facing torture. Judaism acknowledges that the value of life can 
be overruled in coercive situations where a person of faith is facing extreme 
suffering or where suicide may prevent committing a cardinal sin, which would 
include idolatry, murder, or sexual immorality, and under idolatry this would 
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include denigrate or defile God’s name.3 Eliott Dorff relates the story of Rabbi 
Ephriam Oshry, who permitted a man about to be tortured by the Nazis to commit 
suicide rather than betray the location of other Jews, 
 

. . .but Rabbi Oshry did not permit this ruling to be published for 
fear that it would undermine the commitment to life of the other 
Jews of the Kovno ghetto, and, other authors. . . have taken pride 
in the small number of Eastern European Jews who committed 
suicide in the midst of the Nazi terror.4  

 
 The Hebrew Bible contains stories about suicide—an act of intentional self-
killing—where subsequent reflection does not lay censure on the act. The Hebrew 
Bible relates the story of Samson, who brought before his Philistine enemies to 
entertain them.5 He pulled down the pillars in the house where three thousand 
Philistines were gathered, knowing and intending to die. Samson is not condemned 
but is remembered in the tradition as a flawed and failed judge of Israel yet not 
without greatness since he began to rescue Israel from its enemies.  
 King Saul committed suicide by falling on his sword and not allowing his body 
to be defiled by the uncircumcised enemies of Israel6—the Biblical commentators 
do not object. Neither does the Talmud object to the decision of children to commit 
suicide rather than submit to sexual violation.7 Judaism takes a strong stand against 
the voluntary and freely chosen act of suicide but allows that some situations may 
allow a justified exception. Mass suicide at Masada symbolizes even to this day 
Jews accepting death over slavery, and Jews committed communal suicide in 
Europe during the Black Plague (fourteenth century), when Jews preferred suicide 
to the murderous rampages of frightened Christians who tortured and killed Jews, 
blaming them for the spread of plague.  
 The prohibition on suicide in Islam appears to be strict. Suicide ‘. . . trades a 
transient, unbearable life in this world for an even more horrible, eternal one 
beyond,’ which is to say that suicide is an offense against Allah that will earn for 
the person who commits suicide hell and damnation.8 A difficulty that arises in 
Islam is the dispute over what constitutes an act of suicide versus what can be 
legitimately regarded as an act of martyrdom. Suicide is condemned, but 
martyrdom, which can entail wilful self-killing as it did for the Islamic radicals 
who hijacked planes on September 11, 2001, transforms the self-killing into an act 
of high spiritual meaning pleasing to Allah. All the Western religions praise the 
person who loses his or her life through the sacrifice of life—voluntary or 
involuntary—that defines martyrdom. 
 The Christian scriptures only relate one instance of suicide, that of Judas, a 
disciple of Jesus, who is remembered in the tradition for having betrayed Christ to 
the Romans who then subsequently executed him. In the story told in only one 
gospel, Judas, obviously guilty and regretful for what he had done, says ‘I have 
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sinned by betraying innocent blood’ and then ‘away in the temple throwing the 
thirty pieces of silver he received, Judas, . . . departed; and he went and hanged 
himself.’9 Judas’s death is also mentioned in the book of Acts, but in neither story 
is the suicide, if the second story is a suicide at all, specifically condemned—it is 
Judas’s betrayal of Jesus that is remembered and censured rather than the suicide.10 
Judas’ suicide does not come under any specific condemnation. 
 Jesus’ own death could be seen as a version of ‘suicide by cop,’ if in fact Jesus 
knew he would be arrested, tried and crucified by going to Jerusalem and then 
deliberately pursued a course of action leading to this exact outcome. The Christian 
tradition remembers his story as one of sacrifice, however, with Jesus playing the 
central role in a divine drama that would lead to the reconciliation of humanity 
with God over the issue of human sin and unfaithfulness.  
 Christians, be they Roman Catholic, Orthodox or Protestant, oppose suicide and 
regard it as a sinful act, although many Christians take a non-judgmental stance 
against persons who commit suicide for reasons of mental illness or for medically 
related end-of-life decision-making. But the opposition to suicide in general is 
clear. Thomas Aquinas argued that suicide was a sin against self, neighbour and 
God, being an act contrary to nature. Moreover, Thomas insists that suicide defies 
our social obligations and arrogantly denies God the exclusive right to decide when 
a person’s life is over. ‘To bring death upon oneself in order to escape the other 
afflictions of this life,’ Thomas wrote, ‘is to adopt a greater evil in order to avoid a 
lesser. . . . Suicide is the most fatal of sins because it cannot be repented of,’ which 
is why suicide is a mortal sin that would exclude a person from eternal life with 
God.11  
 The 1997 Catechism of the Roman Catholic Church captures the heart of this 
Thomistic understanding and addresses suicide in the context of the “thou shalt not 
kill” commandment. After making the case that God has made human beings 
stewards of life, a gift accompanied by an obligation ‘to accept life gratefully and 
preserve it,’ the Catechism goes on to say: 
 

2281 Suicide contradicts the natural inclination of the human 
being to preserve and perpetuate his life. It is gravely contrary to 
the just love of self. It likewise offends love of neighbour 
because it unjustly breaks the ties of solidarity with family, 
nation, and other human societies to which we continue to have 
obligations. Suicide is contrary to love for the living God.  
2282 If suicide is committed with the intention of setting an 
example, especially to the young, it also takes on the gravity of 
scandal. Voluntary co-operation in suicide is contrary to the 
moral law.12 
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By this last statement the Catechism explains Roman Catholic opposition to 
suicide, including physician assisted suicide, but account is taken of the 
psychological dynamics that can lead a person to suicide due to circumstances and 
psychological conditions beyond an individual’s control. The Catechism 
acknowledges that those who commit suicide may be suffering ‘grave 
psychological disturbances, anguish, or grave fear of hardship, suffering, or 
torture,’ which creates the condition of diminished responsibility. The stance of the 
Church is thus one of compassion:  
 

2283 We should not despair of the eternal salvation of persons 
who have taken their own lives. By ways known to him alone, 
God can provide the opportunity for salutary repentance. The 
Church prays for persons who have taken their own lives.13 

 
 Christian opposition to suicide would in general follow these views: that 
suicide in general is a grave, mortal sin, except that allowance must be made for 
the conditions of psychological distress, suffering and torture that can lead a person 
to the act involuntarily. Modern approaches to suicide among Christians will 
include those who think of suicide as equivalent to murder as well as those who 
would hold that suicide arises from diminished capacity. Some Christians support 
physician assisted suicide as a legitimate choice individuals can make in the face of 
terminal illness accompanied by severe suffering and pain.14 
 Buddhist thinkers recognizes that persons may choose to commit suicide as a 
way to resolve problems and escape suffering, but ‘the state of mind which 
prompts suicide will be a crucial cause of yet another rebirth, along with its 
problems.’ Buddhist scholar Peter Harvey concludes that ‘as an attempt to escape 
from the sufferings of life, suicide is, according to Buddhist principles, totally 
ineffective.’15 Dying with a mind unsettled and burdened with negative karma 
harms at rebirth oneself and deprives others of ‘the benefits one may bring to 
them.’16 Accepting suffering and refusing suicide is a way to cultivate the Buddhist 
path toward enlightenment. 
 There do seem to be some possible allowances for suicide in the Buddhist 
tradition, however. Certain bodhisattvas intentionally gave up their lives for others 
with the act being praised as altruistic and not called suicide.17 Passive self-
starvation is acceptable when a monk is terminally ill and seeks to act so as not to 
be a burden on those who would have to attend him, and also in the terminal 
situation where the person is clearly dying from illness and realizes the meditative 
state that has been the person’s goal is being negatively affected.  
 

Here self-starvation is seen as acceptable when it is because it is 
an unintended side-effect of a more important task, when it is 
part of a compassionate act, or when death is already imminent 
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and further eating would be futile, not even allowing the 
completion of the meditative task.18 
 

 Self-starvation is allowed in Hinduism in the ritual called Prayopravesa, and it 
is considered highly meritorious.19 Those who pursue this may be suffering from a 
terminal illness or profound disability, and merit attaches to the individual who no 
longer has desires or responsibilities. The Prayopravesa ritual appears as well in 
Jainism, a religion that developed in India in the 6th century BCE and is related to 
both Hinduism and Buddhism. Jainism affirms respect for life and, like Hinduism 
and Buddhism, puts ahimsa (non-injury) at the centre of the tradition while also 
affirming the law of karma and deep commitment to nonviolence. Jainism allows 
for the end-of-life practice of self-starvation or sallekhana, a passive form of 
suicide20 Like Hinduism, Jainism integrates a form of passive suicide, sallekhana, 
into its religious practice; and it is honoured as a ritual of high spiritual meaning in 
the Jain tradition. 
 Buddhist tradition recalls that the Buddha relieved Cunda, the blacksmith who 
had prepared a tainted meal that would be the Buddha’s last, of moral guilt for his 
unintended error. The Buddha viewed this meal as of higher value than any other 
except the one eaten at the time of enlightenment.21 If the Buddha perceived a 
problem with the food and ate it anyway, knowing its lethal effect, the conclusion 
is not unreasonable that the concept of suicide describes this death, the same way 
the term is sometimes applied to Jesus’ death in light of his foreknowledge of what 
awaited him in Jerusalem. 
 Secondly, under a Confucian influence, Chinese Buddhism allows that suicide 
may be allowable if done out of compassion, if done in protest of injustice and if 
aimed at improving society, as did Buddhist monks who self-immolated in Viet 
Nam in the 1960s or today in Tibet to protest Chinese occupation. This is not 
considered relevant to ‘normal suicide scenarios.’22 
 And thirdly, in the broader Asian context, the Japanese religion of Shinto, while 
not approving of suicide, seems to condone it through seppuku, a form of ritual 
suicide by disembowelment, which had originally been a prerogative of samurai 
warriors. Japan is a society that has upheld over its history the basic features of an 
honour culture, and samurai warriors believed it better to die with honour rather 
than surrender or become a prisoner of one’s enemy: ‘suicide rather than surrender 
was the honourable act of the Japanese soldier.’23 
 In looking at Asian religions, the prohibitions against suicide are clear, but they 
do not rest on moral absolutes that would prevent extenuating circumstances in rare 
situations from allowing a suicide justified in terms of religious ethics. The suicide 
may not be accompanied by a positive and explicit moral justification, and it could 
be translated into a religiously acceptable category such as sacrifice or martyrdom, 
but explicit condemnation in some cases is withheld. Recall that even Judas’s 
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suicide, the only one mentioned in the Christian scriptures, was not condemned by 
the writers who told the story. 
 
4. Conclusion 
 Moral prohibitions on suicide are universal. Some perspectives would assert 
that the prohibition on suicide is absolute—some versions of Kantianism, for 
example—but my argument here is that an absolutist perspective is limited and 
distorts moral thinking on the issue. Exceptions can be made for rational suicide. 
Rational suicide is the idea that a justified exception to the ordinary moral 
prohibitions on suicide can be lifted due to the press of circumstance and if other 
justice related criteria or conditions are met.  
 The question arises whether the idea of rational suicide finds its ways into 
religious traditions as well, and clearly it does. Religious people in general observe 
the ordinary moral prohibitions on suicide, and they can offer religious support for 
those prohibitions beyond that of ordinary moral thinking. For instance, religions 
can advance the view that the wrongness of suicide rests in the destruction of the 
gift of life entrusted to human beings by transcendent reality, so that the self-killing 
of suicide rejects a gift and even transcendent reality itself. And suicide can be 
seen as defying core values endorsed by a tradition—the value of life, compassion, 
enlightenment and so on.  
 But this too must be said: some stories and teachings put forward in various 
religious traditions do not appear to uphold an absolute prohibition on suicide. 
Religions can actually offer a little wiggle room to indicate that severe moral 
condemnation and support for an absolute prohibition on suicide is not a necessity 
of faith itself. Jainism, a religion that avers the value of life more highly than any 
other (arguably), ritualizes suicide for the person facing a difficult death because 
the decline into dementia could tear at the advances toward enlightenment already 
achieved. Judaism will place certain values higher than life and allow suicide 
rather than what we might call acts of gross impiety. Martyrdom and sacrifice 
notions, when they include the act of wilful self-killing, appear in Christianity and 
Islam as praiseworthy. One can argue over descriptions, but if suicide is a self-
killing intentionally undertaken, religiously framed self-killings that are not 
explicitly condemned (Samson, Judas) or that are placed in a context where the 
meaning of the suicide does not trump other issues of more serious moral 
consequence, appear to receive a pass if not actual approbation.  
 Religion, therefore, does allow reasonable people to think about the issue of 
suicide in a framework of value wherein justifications for exceptions can arise, and 
this amid acknowledgement of a general moral prohibition. That is what rational 
suicide is—the ability to offer a reasoned and reasonable exception to a general 
prohibition. Because religion can effect this end, it is also reasonable to say that in 
the study of the ethics of suicide, attention should be given to rational religious 
suicide as well. 
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When the Happy Hour Trolley Enters: Cloaking Death through 
Performance in Palliative Care 
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Abstract 
This chapter has a sociological and anthropological underpinning and explores the 
relations between volunteers and patients in a contemporary Australian palliative 
care setting. Specifically, it responds to the question: how and why do some people 
try to cloak death through performance in palliative care? To do so, I draw on my 
own fieldwork and in-depth interviews, as well as socio-historic findings across the 
social sciences and the philosophic perspective of Friedrich Nietzsche. I consider 
how the shared vulnerabilities of both patients and volunteers animate their 
everyday relations in the palliative context; inform their understandings and 
assumptions about what constitutes ‘good’ care; and destabilise self-integrity and 
boundedness.  
 
Key Words: Positive performance, palliative care, volunteering, cloaking, denial, 
active forgetting, grief, boundedness, care. 
 

***** 
 
1. Introduction  

This chapter has a sociological and anthropological underpinning and explores 
the relations between volunteers and patients in a contemporary Australian 
palliative care setting. Specifically, it responds to the question: how and why do 
some people try to cloak death through performance in palliative care? By way of 
responding, I draw on my own fieldwork and in-depth interviews, as well as socio-
historic findings across the social sciences and the philosophic perspective of 
Friedrich Nietzsche. I consider how the shared vulnerabilities of both patients and 
volunteers animate their everyday relations in the palliative context; inform their 
understandings and assumptions about what constitutes ‘good’ care; and destabilise 
self-integrity and boundedness. While my doctoral thesis includes other topics such 
as life and death in social research, the ethics of care, and relations of gift 
exchange, my primary focus here is on the performance of volunteers who run 
what is known as ‘The Happy Hour Trolley’ service. My findings are preliminary 
as I am still completing interviewing and data analysis. 

 
2. Auto-Ethnographic Statement 

I began volunteering in palliative care 12 months ago. Since August, I have 
interviewed volunteers from three palliative care sites belonging to one 
organisation in Sydney, Australia. I have interviewed a total of 16 people and 
expect to interview another 4, bringing my data set to 20 interviews. Interviewees 
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are aged 50 - 73, the average age being approximately 65 with the majority being 
retired and from relatively privileged backgrounds. As volunteers, my interviewees 
provide a range of services to patients and their loved ones including pet, 
diversional and music therapy, pastoral care, and ‘The Happy Hour Trolley’ 
service, which involves wheeling a trolley to each room in palliative care, offering 
free alcoholic and non-alcoholic drinks and snacks to patients and their visitors. 
While stories, motivations, and reflections vary, nearly every narrative unfolds 
similarly, with beginnings ranging from the loss of a loved one to a terminal 
illness. This experience is followed by a desire to undertake volunteering in 
palliative care.  

This chapter will focus predominantly on the experience of volunteers who run 
‘The Happy Hour Trolley’ service. However, the idea underpinning this work 
germinated in January this year after my friend, Nic, died from Leukaemia. Not 
long after Nic passed away, I came across an article published by the Australian 
Broadcasting Corporation (ABC) where Nic spoke about his tweeting on social 
media. He said that when something happened in hospital and he wanted to let 
people know, he would think about it for a while, try and avoid making it too 
depressing for people, and add some humour to it so that his posts didn’t make 
people feel too concerned about how he was coping. What struck me as interesting 
was Nic’s explanation of how the thought process involved in ‘positive’ tweeting, 
which began as a performance of sorts, actually became ‘the way’ he thought about 
things: ‘It is not a lie, it is not me trying to put on a brave face, because it actually 
changes the way I think about it and I do think about it more positively’.1 It seemed 
to me that Nic’s online performance transformed him from patient to carer as he 
took into consideration the needs of those around him and that this, in turn, became 
a form of self-care as it transformed his thinking and relationship with his illness. 

 
3. ‘See You Next Week’ 

I soon became aware that positive performance was a key theme animating 
some of the volunteer work where I was conducting my research. I noticed that 
volunteers who provided The Happy Hour Trolley service in palliative care, 
similarly to Nic, expressed a desire to act positively for the sake of those around 
them. Here is Clare: 
 

Interviewer: Do the patients talk about their illnesses or about 
dying? 
 
Clare: We try not to talk about their illnesses to them. I usually 
just say ‘how are you doing today?’ or ‘Keep up the good work. 
See you next week.’ I always make it positive, not negative. I try 
not to be negative in any way. I think that’s the most important 
thing is try to be a little bit jolly. Yeah, just to be positive – try to 
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keep them as positive as possible for their own sake and their 
family as well.  
 

Clare is making a choice to act positively, despite or perhaps because of the 
palliative context, rife with illness, death anxiety, and sadness. Some important 
things going on here are implicated in her Happy Hour ‘performance’. First, there 
is an active denial, or at the least an avoidance, of death in comments such as ‘see 
you next week’. In fact, many patients are likely to have passed away by the 
following week. Second, there is an assumption that to drop the performance by 
failing to be jolly and positive means being negative. As such, positivity and 
negativity are framed in binary opposition. Finally, Clare is resolute that trying to 
keep patients happy is for their own sake and that of their families.  

But why does Clare attempt to avoid and deny death, and what might be the 
benefits and problems associated with this? Is Clare’s desire to keep patients and 
their families happy for their sake alone, or is there also something at stake for 
Clare herself? Whose needs are being prioritised in this performance of the 
‘positive’?  
 
4. The Denial of Death Thesis 

Contemporary western society is commonly understood to be ‘death denying’. 
Sociologists have coined this characterisation as the ‘denial of death thesis’, one 
that first arose in the social science, psychological, and clinical literature between 
1955 and 1985.2 In the hospice/palliative context, Stephen Connor argued that 
unrealistic optimism led to a ‘conspiracy of silence’, and created an ‘atmosphere of 
denial’,3 where, despite both patient and medical staff knowing the truth, they 
withheld discussing it.4 

In the social sciences, Phillipe Aries, one of the founders of the denial of death 
thesis,5 claimed that death in contemporary society is ‘forbidden’, and that this 
enables the rhythm of social life to remain uninterrupted. Aries contends that ‘the 
lie’ of hiding the gravity of a patient’s situation was once a means of shielding the 
patient from the reality of his/her mortality but now the practice of ‘hushing up’ 
occurs for society’s sake and for the sake of those close to the dying person.6 As 
such, acting ‘positive’ in the palliative context is not straightforwardly a denial of 
death alone but a strategy of managing a cultural denial of death. 
 
5. Active Forgetting  

This act of shielding a person or society from death is particularly relevant in 
the palliative care context. The word ‘palliative’ is derived from the Latin noun 
‘pallium’, which means ‘cloak’. Palliate means, quite literally, ‘to cover with or as 
with a cloak… to hide, conceal, disguise.7 I suggest that Clare actively engages in 
this denial of death and, indeed, does cloak the moment with words that suggest 
that the rhythm of life for herself and patients will not be broken: ‘see you next 
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week’. I would like to interpret the benefits of this performance through the work 
of Friedrich Nietzsche, who in The Genealogy of Morality, introduces the idea of 
active forgetting. He explains that when we choose to forget our accumulated pain, 
we can clear space within for positive, affirmative, active emotions, such as 
acceptance and presence in the moment.8 For Nietzsche, forgetting is a 
regenerative force that facilitates fluidity and mobility.9  

For Nic, his positive tweeting indeed seemed to facilitate a new way of thinking 
about the illness experience. For example, Nic explained: ‘I also tweet random 
ideas like while I was going through chemo late at night, I had this idea about a 
movie called Finding Chemo’.10 While he was not forgetting or denying the 
realities of illness as such, Nic actively forgot about himself by focussing on his 
audience: he cloaked the severity of the situation with humour and positivity for 
others. The gift of this performance, implicated in acts of forgetting and cloaking, 
was the transformation of his own thinking process. This transformation 
exemplifies Nietzsche’s claim that actively forgetting is a creative, regenerative 
tool which supports the mobility of consciousness.11  

As my analysis is preliminary, I cannot argue whether the voluntary work of 
people like Clare has long term transformative effects on patients; however, 
volunteers do report receiving positive feedback from patients, even just a smile. It 
is therefore tenable that avoiding talk of illness and keeping things ‘jolly’ enables 
patients to forget their physical and emotional pain, the thought of death and other 
worries associated with their terminal illness, even if only for a moment.  
 
6. Performing Life 

Australian hospice reseachers Alex Broom and John Cavenagh suggest that a 
significant number of patients with terminal illness hold great importance in the 
feeling that they are still ‘alive’ and ‘having fun’. They explain that with good 
humour, the hospice environment and its staff is seen to create a space where 
patients can maintain a sense of ‘living life’, in a context of ‘doing death’.12 For 
their patient participants, it is a surprise that the hospice environment can be 
positive and that they, too, can be positive and happy. Their interviewees 
emphasise the ‘normal’ things that go on, including cups of tea, an afternoon bar 
service, and laughter.13 This mirrors The Happy Hour Trolley service offered by 
Clare and other volunteers. Indeed, in my research, patients, their family members, 
and other volunteers report that the Trolley itself and the sharing of drinks give 
patients a sense of being normal, being back at home or out socialising. They 
associate the ritual of drinking with ‘living’ and being out in the ‘real’ world, 
rather than being hospitalised. In a sense, they invert Nietzsche’s active forgetting 
of the past and instead revive (meaning re-live) rituals of the past by inscribing 
their meaning into the present. This is a means of forgetting the scope of their 
present reality which includes proximity to death. The happy, light-hearted 
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performance of the volunteers and the corresponding performance of patients who 
can act as if they are at home together cloak the reality of the death that awaits.  

Broom and Cavenagh explain that while such performances can bring relief, 
underplaying such narratives of humour and play is a sense of what Barnet Glaser 
and Anslem Strauss call ‘mutual pretence’. All those involved understand the 
significance of being in hospice or palliative care but pretend that the other does 
not.14 This suggests that no one actually forgets what is going on. Broom and 
Cavenagh also raise concerns about the motivation that underpins patient 
performances of humour and happiness. Their research suggests that patients seek 
to be seen as ‘good patients’ and keep carers happy because they want to be loved. 
If this is the case, while Clare tries to perform for the sake of the patients, the 
patients are in turn performing for her, and for others who engage with them, 
because they want to be perceived as good, loveable patients and, therefore, in 
turn, receive ‘positive’ care and love.  

According to the findings of Herman Fiefal, patients do want to talk about their 
feelings and thoughts about death but feel that people around them close off the 
avenues for their doing so.15 Similarly, the well-known work of Elizabeth Kubler-
Ross indicates that patients welcome people’s willingness to talk about their death 
and unfinished activities.16 Glaser and Strauss and psychiatrist John Hinton also 
contribute to this dialogue, describing the degrees of awareness and acceptance that 
patients have about their prognosis. This discourse of the 1960s which argues that 
the ‘hushing up’ of death and ‘conspirational silence’ do dying patients a disservice 
is an argument that prevails in the contemporary clinical literature.17 It is therefore 
important to ask the question, whose needs are being prioritised when The Happy 
Hour Trolley enters, and volunteers perform their version of care? Is Clare’s desire 
to keep patients and their families happy for their sake alone, or is there something 
at stake for Clare herself? Who is caring for whom? In responding to these 
questions, I return to the narrative of loss that motivates the interviewees to 
volunteer in the first place. I explore the possibility that we are not only dealing 
with a denial of death through performative happiness and pretence, but a denial of 
grief.  
 
7. The Weight of Grief  

The word ‘care’ descends from the Old English ‘caru’ and ‘carian’, which were 
related to Old High German ‘chara’ ‘grief, lament’, ‘charon’ ‘grieve’, and Old 
Norse ‘kǫr’ ‘sickbed’. Care, then, is literally rooted in grief, and its association 
with illness can be understood to be closely affiliated with the experience of loss 
through involvement with, or exposure to, death and dying. Indeed, volunteers 
have been through considerable grief following the death of a loved one, and, in 
one way or another, their response to this grief underpinned by loss, is to give care 
to those who are grieving similarly. The word ‘grief’ itself originally meant 
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‘burden’ and so it would seem that the weight of grief is bound up in care itself 
rather than simply being a consequence of it. 

In the context of palliative volunteering, Clare acknowledges intentionally 
refraining from any talk of illness and death. She flags that this is for the sake of 
patients and their loved ones, but my reading of the situation is that underpinning 
Clare’s performance and denial of death is also a desire to avoid grief and loss 
herself. In the face of each dying patient is the vision and associated grief of losing 
her own loved one. It is also an encounter with her own death, for, as Hegel 
explains, an encounter with an Other is always a form of self-encounter.18 As such, 
volunteers like Clare have a need to control the nature of the interactions that 
unfold in order to preserve and protect the self and stay intact. It is this act of self-
maintenance, or self-defence, that underpins their strategies of avoidance. By 
acting ‘jolly’ and using The Happy Hour Trolley as a support mechanism to hold 
the weight of grief that bears upon them, volunteers seek to carve out a new space 
of care for patients and themselves. In palliative care, all are vulnerable to grief 
and loss at every moment, and all are potentially out of control. As Annette repeats 
throughout her interview, ‘It can happen to all of us. That’s why I said today I take 
the trolley, tomorrow we don’t know. We might be one of them. It’s always a 
possibility.’  

Clearly, volunteers have a profound awareness of the precariousness of life and 
their lack of control over it. However, although they choose to surround themselves 
with death, they are not necessarily equipped to hold or respond to death and the 
accompanying grief by facing it directly, particularly in the context of their own 
enduring grief. It seems that they at once face death and seek to avoid it, are 
implicated in grief but may not be able to engage with it. To drop the performance, 
the cloak, the light-heartedness would mean making oneself vulnerable to one’s 
own mortality, to the weight and burden of a grief that can undo one’s sense of 
integrity and boundedness. Julia Lawton’s palliative research explicates the way in 
which the smells, fluids, and matter emitted from the unbounded bodies of patients 
extend the boundaries of patient corporeality, such that patients’ bodies ‘seep’ into 
the boundaries of other people and places. To counter this, strategies such as 
avoidance, and/or the removal of a patient to a side room are employed in cases 
where the effects of the patients’ unboundedness cannot be contained or 
controlled.19 

I am suggesting that grief acts similarly, that it traverses the palliative space 
and encroaches upon people’s consciousness, integrity, and boundedness such that 
they cannot preserve themselves or stay intact. Grief has a life of its own in the 
context of death; without origin or end, it shapes, and takes hold of, the palliative 
space and the identities of those who fill it. It undoes notions of boundedness, 
ownership, and selfhood. It is not bound to, or caused by, any one or any thing in 
particular, yet, it binds: each individual is formed by relations with others informed 
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by grief. As such, ‘happy’ performing and denial may also be attempts to maintain 
the integrity of selfhood and to avoid having one’s boundaries breached.  

 
8. Conclusion 

Volunteer and patient relations involve elements of performativity and a desire 
to act positively because of shared vulnerabilities associated with grief, loss, and 
death. Just as it is difficult to preserve the integrity of the self in an environment 
where grief and death traverse boundaries, so, too, is it difficult to delineate 
boundaries between positive and negative affect in the voluntary caregiving 
context. One might argue that patients need the opportunity to be heard, to, quite 
literally, share their grief. Alternatively, it can be argued that patients share the 
need for diversion and may enjoy brief moments of relief and happiness, or indeed 
be transformed through a mutual performativity, denial, or active forgetting, that 
cloak pain and grief. As such, the purpose of this chapter is not to draw definitive 
conclusions about what constitutes good care but to begin a dialogue that considers 
the underpinnings and implications of performativity and denial in voluntary 
palliative caregiving.  
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Abstract 
Suffering has always belonged to one of the major issues in both philosophical and 
theological reflection. Among many approaches to the problem, an interesting line 
of thought tries to shed light on a paradoxically positive potential present in this 
generally negative aspect of human experience. Many authors attempt to 
demonstrate a wide ambiguity of human experience: evil is often accompanied by 
good. An analysis of the more general structure of reality reveals that some 
negative aspects frequently contribute to the intensity of the positive ones. In 
human beings, this double effect can even foster personal maturity. One of the 
essential dimensions where suffering is experienced is existential anxiety. This 
paper focuses on Paul Tillich’s attempt to formulate a wider reflection regarding an 
aspect of suffering that also embraces its possible positive features. The author’s 
considerations in this regard are based on the use of his original idea of ‘the 
courage to be.’ The concept assumes in Tillich its own particular meaning which is 
neither strictly existential nor situational. For Tillich, all types of anxiety are 
expressions of non-being. The counterpart of non-being is ‘the courage to be.’ It 
can be described as the possibility of integrating the absurd of non-being. 
Therefore, it may be understood and developed only against the backdrop of its 
negation wherein lie the forces of non-being experienced as anxiety. ‘The courage 
to be’ represents a transcendent approach to life as a whole which permits one to 
look beyond suffering itself. It is a conviction of being accepted by a reality that 
infinitely exceeds the person and his experience of himself. This paper also 
contains certain developments of Tillich’s considerations. His reflection is an 
important contribution to theodicy and still actively shapes Christian thought 
although the conclusions do not have a strictly denominational character. Rather, 
representing a method of philosophical theology, they permit a wider discussion in 
the inter-religious area. 
 
Key Words: Suffering, existential anxiety, Paul Tillich, ‘the courage to be,’ 
meaning, philosophical theology. 
 

***** 
 
1. Introduction 

Suffering has always belonged to one of the major issues in both philosophical 
and theological reflection. Among many approaches to the problem, an interesting 
line of thought tries to shed light on a paradoxically positive potential present in 
this generally negative aspect of human experience. Many authors attempt to 
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demonstrate a wide ambiguity of human experience, in which evil often coexists 
with good. An analysis of the more general structure of reality reveals that some 
negative aspects frequently contribute to the intensity of the positive ones. One of 
the essential dimensions where suffering is experienced is existential anxiety. This 
paper focuses on Paul Tillich’s attempt to formulate a wider reflection regarding an 
aspect of suffering that also embraces its possible positive features. 

Existential anxiety is a particular experience of the human being and is strictly 
connected with the capacity for inwardness – the spiritual dimension of life. In this 
inwardness, the whole richness of human existence is lived – the entire intensity of 
experience, thought, joy and fear. Existential anxiety is associated, among other 
things, with probing questions about certain aspects of life, particularly those 
regarding the experience of finitude and the search for meaning.1 

Paul Tillich’s reflection on existential anxiety is a part of his great contribution 
to philosophical theology. He also attempts to reconsider the notion of faith and 
provide an indirect answer about the meaning of religious systems (although the 
considerations represent a Christian point of view) in terms of an ‘immunity’ with 
which it endows believers in existentially challenging moments.2 
 
2. Anxiety 

Anxiety – one of the key concepts for Tillich – is a reaction to the threat of non-
being. Anxiety is comprehended as the counterpart of courage. Tillich 
distinguishes between anxiety and fear. The former is a reaction to being faced 
with non-being. Fear is a response to a definite object. It is intrinsically associated 
with a particular object, whereas anxiety always stems from facing a more general 
threat of non-being.3 For example, we deal with a fear of dying. It can be the fear 
of suffering, agony, and the loss of everything. However, there is also the anxiety 
of death, where death represents non-being and that what is absolutely un-known.4 
Tillich proposes a general rule for understanding anxiety: every kind of anxiety, if 
it is not a fear, concerns the ultimate anxiety of non-being.5 

Thus, anxiety touches the ultimate limit of a man’s personal perspective: the 
awareness of finitude and finitude itself. It marks the journey to the limits of the 
self. ‘Anxiety is a condition in which being is aware of a possibility of its non 
being.’6 In other words: It is ‘awareness of one’s own finitude as finitude.’7 Hence, 
non-being is a part of being of a person. It is not abstract knowledge, a 
sophisticated experience, nor a fruit of a deeper philosophical reflection. Non-
being is a part of existence and, in a way, a part of the experience of all humans.8 

Tillich discusses three kinds of anxiety: the anxiety of fate and death, the 
anxiety of emptiness and meaninglessness, and the anxiety of guilt and 
condemnation. What is important is that they all belong to existence itself. These 
kinds of anxiety are existential, not neurotic, and must be set apart from 
pathological neurotic anxiety.9 
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3. The Anxiety of Fate and Death 
This kind of anxiety touches the very structure of reality of a person: the ‘self – 

world’ correlation, a being, and the subject’s context. It emerges when one faces 
the possibility of losing one’s own self. 

Fate is understood as an event of contingent character; it is not exclusively the 
absolute threat of physical death. Fate is also associated with the unpredictability 
of an event: there is no aim and no deeper meaning related to it. It is paradoxical 
that in many cases we are in a position to name the causal relations leading to a 
particular event, and, at the same time, we perceive it as accidental. An event 
appears to be accidental because it might have had a different outcome or might 
not have happened at all. For its part, contingency generates anxiety that is 
associated with the lack of an ultimate necessity. Fate is irrational as it is not linked 
to any causal necessity, either. What we deal with in these cases is an 
‘impenetrable darkness.’ 10 

The experience of fate is observable, among other things, in an incurable 
disease. Certain diseases may be well-acknowledged as reality from a medical 
point of view – for example, it is possible to predict cancer prevalence in a given 
area over a specified period – however, in individual experience, it is always 
perceived as an act of fate. The statistical explanation does not give any clue to the 
question of why this has happened to a particular person. The ‘why me’ question 
remains without an answer. 

Fate could not cause an ‘inescapable anxiety’ if it did not have an underlying 
dimension of death in the background. Death is actually hidden behind any 
experience of accidental event. Accidental events essentially manifest the fact of 
our being suspended between the past and the future, in a reality in which 
everything must ultimately perish. Death assumes here both metaphorical and very 
realistic meaning.11 
 
4. The Anxiety of Emptiness and Meaninglessness 

Another kind of anxiety is associated with the perception of purpose and sense. 
Everybody feels predestined to lead a fruitful life, to use his spiritual capacities 
fully. This participation in life does not have to presuppose any particular 
knowledge or education. It is the capacity of actively transforming the reality. At 
the same time it is also the possibility of reaching the personal fullness. However, 
this self-realization may run into a contradiction. It implies the experience of 
emptiness and meaninglessness.12 

In this perspective, too, emptiness demonstrates the threat of non-being. It is 
particularly visible in the context of spiritual life (understood here not only in the 
religious sense). Meaninglessness, for its part, is a loss of meaning and purpose. A 
person loses answers regarding the meaning of his existence. This loss may 
become an absolute threat, actually an equivalent of death. Both emptiness and 
meaninglessness describe the strangeness of reality or of its part.13 
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5. The Anxiety of Guilt and Condemnation 
The third sort of anxiety concerns the issue of moral evaluation. Through his 

decisions, work, and actions, a person fulfils his basic destiny and realizes his 
potential, leading to moral self-affirmation. However, all human actions are 
penetrated by certain ambiguity: they oscillate between good and evil. In the case 
of the anxiety of guilt and condemnation, we can see a moral threat to this self-
affirmation. Life contains the dimensions of duty and responsibility. The anxiety of 
guilt and condemnation is associated with the question: What have I done with my 
life? The one who asks is the subject himself. According to Tillich, in certain 
contexts we can turn against ourselves if the answer to this question is not 
satisfactory. It may lead to self-rejection. Condemnation does not mean in this 
context an external punishment. It is an effect of a negative internal self-
evaluation.14 
 
6. ‘The Courage to Be’ 

Every person encounters in his life the above-mentioned forces of ‘death.’ They 
accompany any serious reflection regarding individual existence, which ultimately 
reveals its finite character. The presence of various kinds of anxiety that undermine 
self-affirmation requires an adequate response. For Tillich, it is possible by an 
effort described as ‘courage.’15 

Tillich uses here his own concept of ‘the courage to be.’ ‘The courage to be’ is 
‘the ethical act in which man affirms his own being in spite of those elements of 
his existence which conflict with his essential self-affirmation.’16 It is the 
expression of one’s deepest self. Courage involves the necessity of extreme 
realism: it does not eliminate the obstacles represented by anxiety; it never loses 
sight of them in a general life perspective. Affirmation of one’s own being also 
means the acceptance of one’s finitude and all that represents it during life. 
Courage conveys an attitude rather than an action. Courage is strictly associated 
with a dynamism of life, and, as such, it also implies the process of ‘striving 
toward self-preservation or toward self-affirmation.’17 

There is a necessity of seeking a reasonable balance between courage on the 
one side and fear and anxiety on the other. The process of a constant self-
affirmation involves a nearly continuous confrontation with the ambiguity of life. 
In this context, courage reveals to be ‘the power of life to affirm itself in spite of 
this ambiguity, while the negation of life because of its negativity is an expression 
of cowardice.’18 Courage maintains and exercises its power when confronted with 
real threats in life; otherwise, it loses its vitality and fades. Courage is a struggle 
for safety, perfection, and certainty without ever avoiding risk, imperfection, and 
uncertainty. Only this can oppose non-being. 
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7. Faith and the Concept of God 
This courage requires ‘the power of being’ which significantly exceeds the non-

being experienced in all kinds of anxiety. Courage must be rooted in a power of 
being greater than the power of one’s own self and the power of one’s world. 
Therefore, for Tillich, every courage has religious roots as long as a person tries to 
transcend himself and the world he participates in, thereby touching the absolute 
dimension present in a man’s life.19 

We deal here with the concept of faith that coexists with doubt and a threat of 
meaninglessness. What is more, it is also preceded by the necessity of accepting 
the state of meaninglessness. Acceptance means in this case the recognition that 
meaninglessness cannot be denied.20 Faith in this context means accepting the 
power of being, even in the grasp of non-being. In a way, it is also the act of 
acceptance of the meaninglessness as inherently present inside every personal path 
of faith and understood as a threat.21 What is endless contains the finite as its part. 
It integrates it. For example, the state of felicity encompasses not only itself but 
also the form of anxiety it overcomes.22 This kind of faith is called an ‘absolute 
faith.’ It is non-directional and non-denominational although it may also assume a 
more concrete form of expression. It is not a manifestation of subjective feelings, 
either, but rather taking up the responsibility regarding one’s own life.23 

The notion of ‘the power of being’ paves the way for the formation of a concept 
of God. It is God who transcends all mystical experience and the idea of a personal 
encounter.24 The starting point in this context is again the concept of ‘the courage 
to be.’ The person is not necessarily conscious of the source of his ‘courage to be.’ 
However, it operates in him as long as he preserves the courage of accepting his 
anxiety. In the act of having ‘the courage to be’, the power of being operates in the 
subject, and every act of courage also reveals the very foundation of being.25 It 
leads, in turn, to a deeper understanding of the complexity of the experienced 
reality and of its metaphysical basis. What emerges as the result of this reflection is 
the notion of God as the ground of being. God is not a being among other beings, a 
subordinated part of the entire structure, a mere element of the whole reality.26 He 
is the very foundation of the whole reality, the source of every being. 

The acceptance of (such) God makes us part of what is the ground of the 
totality.27 In this way faith becomes not an act of ‘grasping’ God, conceived as the 
final act of the reasoning, but rather an experience of ‘being grasped’ by God. It is 
a process present in many situations, in numerous states of the soul, and during the 
entire life. Such an ‘act of faith’ emerges at the limits of human possibilities. It is 
the power of being in which everything participates and of which it is a 
fragmentary expression. The person may realize its presence particularly when 
faced with the anxiety of fate and death and when he attempts to integrate 
meaninglessness and doubt.28 
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8. Suffering – Finitude – Sense 
The situation of existential anxiety is an experience of helplessness and 

ultimately, using Tillich’s concept, of non-being. This kind of anxiety leads a 
person to confront with the dimension of one’s own finitude. It is the sort of 
suffering which also reveals the limits of human existence. 

Faced with this situation, a person’s action is to undertake a struggle that in 
itself can overcome the context of a threat. The fight (a bellic term that 
demonstrates the fundamental mobilization of a person) is a confrontation with 
finitude which undermines the very basis of human existence. An answer to these 
negative aspects of human experience also becomes an encounter with the depth of 
reality. Stimulated by internal rebellion against the absurd underlying the 
manifestations of finitude, a person is embraced by the infinite dimension of the 
reality; ‘the power of being’ leads to its centre: the very ground of being. It is an 
encounter with the Infinite. This encounter does not automatically eliminate all 
obstacles but enriches and endows a person with new forces to live on and to 
strive.29 The reflection regarding interconnected anxiety, human struggle, and the 
ground of being highlights the complex character of reality whose negative aspects 
intensify the perception of the positive ones.30 

The above-mentioned fight may be a result of faith as well as lead to it. It is a 
faith which is characterized by an inner tension. In this context it is not understood 
as a doctrine, but as a way and a process. This process contains creative 
development which includes the necessity of coping with questions, doubts, and 
events that sometimes dramatically shake the foundations of life. This kind of faith 
does not permit ‘the escape from freedom’ but is rather looking for sense amidst 
the tensions of life, embracing in itself also uncertainty and doubt. At the same 
time it is a personal inner movement which allows the encounter with the very 
ground of being.31 Such faith is not an equivalent of a (static) ‘immunity’ regarding 
various dimensions of life, but rather a force for mobilization which attempts to 
transform certain negative aspects (for example anxiety) into positive ones. 
 
9. Conclusions 

‘The courage to be’ represents a transcendent approach to life as a whole which 
permits one to look beyond the existential suffering itself. Courage is a readiness to 
accept the negative aspects of life to be able thus to embrace the positive ones. 
Gradually, it also becomes a conviction of being accepted by a reality that 
infinitely transcends the person and his experience of himself. 

Characteristically, the infinite and absolute reality, the ground of every being is 
encountered in the context of ambiguity of human life. The latter is a succession of 
success, self-affirmation, conquest, etc. However, at the same time, it is marked by 
anxiety which undermines its very basis. The anxiety of death, meaninglessness 
and condemnation may destroy certainty and self-affirmation, but if they are faced 
with the metaphorical ‘courage to be’, they become a door to the very foundation 



Andrzej Dańczak 

__________________________________________________________________ 

157 

of being. Absorbed, never negated, they may be described as keys which enable the 
access to the depth of reality and God. 
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In the Shadow of the Trenches or History Unmade: Doris 
Lessing’s Alfred and Emily (2008) 

 
Luísa Maria Flora 

 
Abstract 
War scars humanity in ways we refuse to recognize. In 2008 Doris Lessing 
publishes her farewell to writing, Alfred and Emily, a tribute to her parents, to the 
aftermath of the 1st World War and to the suffering, both seen and unseen, that is 
the inevitable outcome of any war. The text, an experimental hybrid of fiction, 
memoir and (auto) biography, is a reckoning with the past, imaginatively trying to 
atone for some of the irreparable losses the conflict brought about. Questioning the 
boundaries between the real and the fictional, Lessing creates an alternative 
history, inventing a world in which the war never occurred. She unmakes history, 
deconstructs the past, reveals what her parents’ lives might have been, had they 
been able to live up to their potential. After the fictive biographies, she tells their 
story differently. Showing them trapped by circumstances, she remembers their 
lifelong ordeals in the shadow of the trenches. Permanently haunted by nightmarish 
memories, the father, a right leg amputee with a prosthetic limb, obsessively told 
the same war stories again and again. The mother, nursing the wounded, mourning 
the military doctor she had fallen in love with and whose ship was sunk, devotedly 
tended to her soon-to-be husband. The war brought them together; however ill-
matched a couple they turned out to be, they stuck it out. ‘(…) at times two streams 
of war horrors went on together, my mother’s ‘Oh, the poor boys’ like a descant to 
the Trenches.’ At 88, her time running out, their daughter offers them the ultimate 
gift – a second chance at living. ‘If I could meet Alfred Tayler and Emily 
McVeagh now, as I have written them, as they might have been had the Great War 
not happened, I hope they would approve the lives I have given them.’ 
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***** 
 

My parents’ lives and the lives of millions of people were ruined 
by the First World War. But the human imagination rejects the 
implications of our situation. War scars humanity in ways we 
refuse to recognize.1 
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In 2008 Doris Lessing publishes her farewell to writing, Alfred and Emily, a 
tribute to her parents, to the aftermath of the 1st World War and to the suffering, 
both seen and unseen, that is the inevitable outcome of any war.2 

The continuing trauma and the irreparable damage inflicted by war are a central 
concern throughout Lessing’s nearly sixty-year long career. Her fictional narratives 
and her avowedly autobiographical pieces often call the reader’s attention to war’s 
catastrophic impact on the course of civilization and on people’s lives. Alfred and 
Emily, her leave-taking book, is a reckoning with the past and one final attempt at 
imaginative reparation for some of the irremediable losses brought about by the 1st 
World War. Aged 88, she yet again experiments with literary form, defying the 
always slippery boundaries between the memoir and creative fiction. In Alfred and 
Emily, Lessing addresses war and the trauma that shaped a whole civilization 
through the characters of two of the war-wounded, her parents, Alfred Cook Tayler 
(1886-1948) and Emily Maude McVeagh (1884-1957). 

Certainly not her earliest written effort at understanding them, the 2008 book 
returns to and transforms these characters, bringing them closer to the reader, 
emphasizing their individualities, and showing them as possible epitomes of much 
more than one lost generation. 

 
These two people, these sick and half crazy people, my parents - 
it was the war, it was the First World War, that was what had 
done them in. For years I kept bright in my mind, like scenes 
from a film, what they would have been without that war.3 

 
When she publishes this in 1994, in Under My Skin, her first volume of 

autobiography, she has already devoted to Alfred and Emily a few biographical 
sketches, such as ‘My father’ (1963) or ‘Autobiography (Part Two): My Mother’s 
Life’ (1985), in which they are evoked as parents and as individuals, rather than 
more or less veiled as literary characters.4 The boundaries of biography, memoir 
and fiction writing are also pushed in the 1974 The Memoirs of a Survivor, ‘An 
Attempt at an Autobiography’.5 And the daughter’s epiphany revisited in Under 
My Skin anticipates the work of love and compassion that brings her career to a 
close. 
 

I walk up out of the bush where I have been by myself, and stop 
when I see my parents (…) side by side (…) in front of the 
house. (…) [P]erhaps because of my thoughts in the bush, I see 
them very clearly, but from a child’s view, two old people, grey 
and tired. They are not yet fifty. Both of these old faces are 
anxious, tense, full of worry (…). They sit in clouds of cigarette 
smoke and they draw in smoke and let it out slowly as if every 
breath is narcotic. There they are, together, stuck together, held 
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there by poverty and – much worse – secret and inadmissible 
needs that come from deep in their two so different histories.6 

 
Such revelation, vital to the choices which eventually make Doris Tayler into 

Doris Lessing, has been noticeably qualified by the time she comes to her final 
book. As a young girl empathy is not the daughter’s priority. Fighting for her 
space, trying to flee from what she later comes to realize has a much wider 
significance, her parents’ suffering only pushes her further away. 

 
They seem to me intolerable, pathetic, unbearable, it is their 
helplessness that I can’t bear. I stand there, a fierce unforgiving 
adamant child, saying to myself: I won’t. I will not. I will not be 
like that. (…) Remember this moment. Remember it always. 
Don’t let yourself forget it. Don’t be like them.  
Meaning, never let yourself be trapped. In other words, I was 
rejecting the human condition, which is to be trapped by 
circumstances.7 
 

This last statement, one of the writer’s time-honoured beliefs, is contradictorily 
but also characteristically challenged throughout her oeuvre and becomes 
particularly apt to singularize Alfred and Emily. A fighter till the end, never one to 
be reconciled to ‘things as they are’, Lessing vindicates her own right to re-imagine 
her parents. Near the beginning of Under My Skin, she alerts the reader: ‘we create 
our lives, create memory’.8 

If, by its own nature, the work of memory originates realities which are 
different, or recollected as different, from what is/was actually experienced, it may 
also contain at least the embryonic possibility for alternative realities. The same 
vulnerability which brings into doubt the authenticity of what is remembered may 
enable an alternative existence. Circumstances may change or be changed. A 
fictional life may then be created which is as genuinely true to real-life characters 
as the one they actually experienced.  

 
(…) the Great War, the war that would end all war, squatted over 
my childhood. The trenches were as present to me as anything I 
actually saw around me. And here I still am, trying to get out 
from under that monstrous legacy, trying to get free.’9 
 

To try to get out from under such legacy and to persevere in a condemnation of 
war, maintaining that a better world would have been possible and still is, after 
almost one hundred years, imaginable, the writer invents an alternative history, 
devises another reality, creates a composite text, and innovates one last time. 
Alfred and Emily is an experimental hybrid of fiction, memoir and (auto) 
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biography. The daughter’s memories deliberately seep into the fictional approach 
and her recollections are then suffused with the shadows of the characters formerly 
imagined. As Antonia Byatt’s review mentions:  

 
[it] is an example of a new way of playing the invented against 
the remembered. (…) The juxtaposition in Alfred & Emily makes 
us think (…) about the moral and emotional power of different 
ways of telling a story.’10  
 

Byatt associates Lessing’s text with autobiografiction as proposed by Max 
Saunders in his 2010 Self-Impression: Life-Writing, Autobiografiction, and the 
Forms of Modern Literature. While its suitability to Alfred and Emily is debatable, 
it is suggestive enough to be introduced here: 

 
(…) ‘autobiografiction’ and ‘autofiction’ are comparably double-
jointed, indicating both that auto/biography can be read as 
fiction, and that fiction can be read as auto/biographical. 
‘Autobiografiction’ (…) connotes (…) the literary relationship 
(…) between fiction and a self’s autobiography, rather than 
between fiction and a self.11 
 

The composition of Alfred and Emily reveals Lessing’s intention: while 
offering her parents one last chance to enjoy the much better prospects they might - 
had the war not occurred - have benefited from, she also wants to do justice to their 
sad real existence. Each part of the text must be read, and then reread, in the light 
of the other. Each complements the other; in their very different courses, they both 
show the writer’s attempt at re-imagining her parents’ lives. Fictional situations 
and family reminiscences permeate the whole text. The future that never was meets 
the past (more or less) actually remembered. The fractured narrative structure of 
the book emphasizes the interconnectedness that binds both parts, reveals its 
literary essence, and challenges the reader’s expectations. 

 
In juxtaposing fiction and nonfiction in one volume and clearly 
delineating which is which, Alfred & Emily raises questions 
about our changing attitudes toward memories as we age; about 
the different strengths of fiction and nonfiction when it comes to 
exploring character; and about the inherently subjective nature of 
memoir.12 
 

The fictional characters created for the first part try to be as true to Alfred and 
Emily as the succession of real life memories their daughter evokes predominantly 
during the second part of the text.  
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Writing about my father’s imagined life, my mother’s, I have 
relied not only on traits of character that may be extrapolated, or 
extended, but on tones of voice, sighs, wistful looks, signs as 
slight as those used by skilful trackers.’13 
 

After a brief Foreword and two photos, one of each parent as they were young, 
Part One, ‘Alfred and Emily: a novella’, corresponds to half the text, and invents 
an alternative history where each of them has better lives, productive and 
contented. The novella retrieves biographical information of both parents and 
works from there to give them another existence. These lives are not without 
suffering or adversity; they are plausible, although the complete absence of the war 
may sometimes bring a sardonic smile to the reader’s face.14 Young Emily, active 
talented and motherless, defies her ‘authoritarian’ father’s hopes for her, 
tenaciously refuses a university education, becomes the experienced nurse who 
utterly enjoys her job, later the bored wife, afterwards the widow of Dr. Martin-
White.15 Financially independent, this capable woman, who captivates children 
with her gift for storytelling, founds and directs a network of schools for the poor; 
when funds become inadequate she starts three refuges for girls who got 
themselves ‘into trouble’.16 The fictional Emily McVeagh finds significant social 
tasks for her intelligence and is able to channel all her resourceful energy into 
helping others. Young Alfred is ‘very good at games, particularly cricket’.17 He 
disappoints his unkind mother by rejecting to stay on as a bank clerk; he spends his 
young adulthood between the farm, where he labours and supervises other 
employees, and dancing or the numerous sports at which he excels, or at the music-
hall and the plays he comes up to London to watch. He utterly enjoys ‘hard work 
and hard play’ and in due course becomes the successful farmer he always dreamt 
of being, the father of twin boys, the husband of a solicitous wife.18 In a sort of 
parallel idyllic world – a world where there is no war - in the idealized English 
countryside he cherishes so much, healthy and respected in his small community, 
Alfred Tayler leads a tranquil uneventful and long existence. Emily and Alfred 
meet, have friends in common, at some point they work together; they respect each 
other and are never sentimentally involved. 

This section is completed by one paragraph-each reference to the parents’ 
deaths (page 138) and one ‘Explanation’ (pages 139 to 148) where three photos are 
shown - two of Alfred as a soldier, one of both parents in the hospital ward. It also 
includes a London encyclopaedia article on the Royal Free Hospital where Sister 
McVeagh nurses her soon-to-be husband. These few pages simultaneously link and 
distance both parts, working as an interlude between the first, mostly fictional, part 
of the book and Part Two, ‘Alfred and Emily; Two Lives’ (pages 151 to 274). The 
transition in the text plainly connects the predominantly invented lives of the 
characters with the gloomy reality of their experience of the war and their 
subsequent lives together. Death, the Taylers’ death, opens up the past while their 
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daughter, approaching her own end, feels freer to confront her memories. 
‘Explanation’ makes the (auto) biographical dimension of the whole vividly 
explicit and confronts the always subjective nature of memory and memoir writing. 
This title and the short number of pages are undoubtedly appropriate. History 
already tells the reader what happens to destroy the contented, productive lives of 
Alfred and Emily - the 1st World War happens. 

 
In life, my father’s appendix burst just before the battle of the 
Somme, saving him from being killed with the rest of his 
company. He was sent back to the trenches where shrapnel in his 
right leg saved him from the battle of Passchendaele. ‘A pretty 
lucky thing,’ he might say. But, later, ‘That is, if you set so much 
store on being alive.’19  

 
The war and the traumatic events it triggers decide the very different 

circumstances which actually bring together these two characters and the focus 
necessarily shifts from their rewarding lives in the novella to the Taylers’ long 
years of quiet desperation. 

After the fictive biographies, Lessing tells their story differently. ‘Every novel 
is a story, but a life isn’t one, more of a sprawl of incidents.’20 Their lives have 
barely begun when the war takes one of them into the harsh reality of trench 
warfare, the other into tending to the war-wounded. Trapped by circumstances, 
they endure a lifelong ordeal in the shadow of the trenches. Permanently haunted 
by nightmarish memories, the father, a right leg amputee with a prosthetic limb, 
obsessively tells the same war stories again and again. 

 
Even as a child I knew his [my father’s] obsessive talking about 
the Trenches was a way of riding himself of the horrors. So I had 
the full force of the Trenches, tanks, star-shells, shrapnel, 
howitzers – the lot – through my childhood, and felt as if the 
black cloud he talked about was there, pressing down on me.21  

 
When the war brings them together, the mother is nursing the wounded, 

mourning the military doctor she has fallen in love with and whose ship was sunk. 
She marries Alfred. No matter how ill-matched a couple they turn out to be, they 
stick it out. ‘(…) at times two streams of war horrors went on together, my 
mother’s ‘Oh, the poor boys’ like a descant to the Trenches.’22 United by their 
long-suffering knowledge of war, these disappointed individuals stubbornly stick 
together out of loyalty and a lack of better alternatives. 

‘Two Lives’ shows the couple’s trying situation, the persistent strategies for 
respectable surviving, a few powerful photos of the family, their ‘extraordinary’ 
mud house with Persian rugs and Liberty patterns, their reduced circumstances, 
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‘their long misery’ and all kinds of memories: one particularly meaningful tree, the 
type of meals, the Second World War as experienced in Salisbury or by Harry, 
Lessing’s brother, who only later in life comes to disclose his own war suffering.23 

Significantly, this second part tries to atone for the lifelong conflict between the 
authoritarian mother and the ‘impertinent’ daughter who has to get away.24 Emily 
is presented as a conscientious woman, always exhausted, always dependable 
throughout the long years on the farm and after.  

 
[M]y mother also needed a listener, and to her needs I tried to be 
oblivious. Later, much later, did I see that my mother’s wartime 
ordeals were ravag-ing [sic] her from within just as my father’s 
Trenches were eating away at him.25  
 

Among all the major memories recalled one strikes the reader as especially 
important. For years and years the mother keeps a cabin trunk. Full of evening 
dresses, ‘feathery boas, (…) brocade shoes, (…) satin evening cloaks (…) deep 
strips of diamante or embroidery’ scarves, shawls, ‘little sequined bags and gloves, 
some of white kid, (…) black silk ones,’ it charms the daughter who begs and begs 
to be allowed to play with them.26 And then the mother finally agrees, ‘some new 
disappointment must have overtaken her, telling her that, no, she would never wear 
those frocks,’27 Most clothes are utterly ruined, pierced by moth holes. Realizing 
that ‘getting-off-the-farm’ has become a platitude, Emily gives them to Doris.28 

The mother’s neuroticism is understood as one very gifted woman’s requiem 
for what might have been a more satisfying life. The Taylers survive the war but 
pay a heavy price for staying alive. In her last attempt at compassion, Lessing, 
always responsive to her father’s ordeal, now particularly credits her mother for the 
crucial gift of literature. The father’s obsessed and obsessive memories of the war 
repeat themselves; the mother invents or reads stories for her children. And, 
through hard times, the parcels of books she nonetheless continues to order from 
London nurture Doris’ imaginative life  

 
(…) the great and glorious discovery of literature, an adventure 
that has gone on through my life (...) I owe to her, my mother, 
my introduction to books, reading – all that has been my life.’29 
 

Confronting suffering and grief, memory and the telling of the truth Alfred and 
Emily achieves one last remarkable literary trick. 

 
The main reason, the real one, why an autobiography must be 
untrue is the subjective experience of time. The book is written, 
chapter one to the end, in regular progress through the years. 
Even if you go in for sleights of hand like flashbacks or Tristram 
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Shandy, there is no way of conveying in words the difference 
between child time and grown-up time. A year before you’re 
thirty is a very different year from the sixty-year old’s year.30  
 

(Re) inventing a different life for her parents, one in which she is never born, 
she offers them better lives and deletes herself from history. Imagine not being, she 
tells the reader, imagine yourself not being, and then notice how life goes on 
anyway. In Alfred and Emily’s ‘desire to escape history’s over-determination’ 
everything is personally experienced and nothing is personal.31 Historically, each 
person is insignificant. Yet, by emphasizing the uniqueness and unrepeatability of 
each person, the reader is invited to understand that life can be otherwise, the world 
a different place, if only… 

The text, an experimental hybrid of fiction, memoir and (auto) biography, (re) 
questioning the boundaries between the real and the fictional, creates an alternative 
history, inventing a world in which the war never occurs - ‘interesting, watching 
history being unmade, the past forsworn.’32 Lessing unmakes history, deconstructs 
the past, reveals what her parents’ lives might have been had they been allowed to 
live up to their potential. 

By (re)creating them as characters she prolongs their existences - they 
reverberate in the reader’s mind. Alfred Tayler and Emily McVeagh come together 
as convincing struggling suffering individuals through the present of the text. This 
is arguably the best homage Lessing may have paid them.  

 
If I could meet Alfred Tayler and Emily McVeagh now, as I have 
written them, as they might have been had the Great War not 
happened, I hope they would approve the lives I have given 
them.33 
 

At 88, her time running out, their daughter offers them the ultimate gift – a 
second chance at living. 

 
Notes 

 
1 Doris Lessing, ‘Doris Lessing at Stony Brook: An Interview by Jonah Raskin’, A 
Small Personal Voice (New York: Vintage Books, 1975), 76.  
2 Doris Lessing, Alfred and Emily (London: Fourth Estate), 2008. 
3 Doris Lessing, Under My Skin (London: Harper Collins, 1994), 156. 
4 ‘My Father’ (1963) and ‘Autobiography (Part Two): My Mother’s Life’ (1985) 
were published respectively in A Small Personal Voice (New York: Vintage 
Books, 1975), 83-93, and in Granta, While Waiting for a War. 17 (Cambridge: 
Granta Publications), Autumn 1985, 225-238. 
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5 As described by Lessing in the dust-jacket of the 1974, 1st English edition 
Octagon Press of The Memoirs. Doris Lessing, The Memoirs of a Survivor, 
(London: Picador, Pan Books Ltd), 1979. 
6 Lessing, Under My Skin, 120.  
7 Ibid. 
8 Ibid., 13. 
9 Lessing, Alfred and Emily, Foreword, viii. 
10 A. S. Byatt, ‘The mother of her dreams’ Review of Alfred and Emily, Financial 
Times, 10 May 2008, viewed 17 February 2014,  
http://www.ft.com/cms/s/0/b3886de6-1d55-11dd-82ae-000077b07658.html. 
11 Max Saunders, Self-Impression: Life-Writing, Autobiografiction, and the Forms 
of Modern Literature (Oxford: Oxford University Press, 2010), 7. 
12 Heller McAlpin, ‘Alfred & Emily’ by Doris Lessing’, July 27, 2008 viewed 17 
February 2014,  
http://www.latimes.com/style/la-bk-lessing27-2008jul27-story.html#page=2.  
13 Lessing, Alfred and Emily, 139. 
14 ‘Britain was wealthy and booming, was at a level of prosperity the leader writers 
and public figures congratulated themselves and everybody on. Britain had not had 
a war since the Boer War; nor were there wars in Western Europe, which was on a 
high level of well-being.’ Ibid., 83-4. 
15 Ibid., 54. 
16 Ibid., 135. 
17 Ibid., 7. 
18 Ibid., 25. 
19 Ibid., 31. 
20 Lessing, Under My Skin, 202. 
21 Lessing, Alfred and Emily, 169-170. 
22 Ibid., 172. 
23 Ibid, respectively 220 and 207. 
24 ‘So much has been written about mothers and daughters, and some of it by me.’ 
Ibid., 178. In 1984 Lessing had also published ‘Impertinent Daughters’ devoted to 
her mother. Cf. Granta, Autobiography. 14 (Cambridge: Granta Publications), 
Winter 1984, 51-68. 
25 Ibid., 170. 
26 Ibid, respectively 201 and 196. 
27 Ibid., 201. 
28 Ibid., 205. 
29 Ibid., 184. 
30 Lessing, Under My Skin, 109. 
31 Judith Kegan Gardiner, Afterword, Alice Ridout, Susan Watkins eds., Doris 
Lessing Border Crossings (London: Continuum Literary Studies, 2009), 164. 



In the Shadow of the Trenches or History Unmade 

__________________________________________________________________ 

170 

 
32 Lessing, Alfred and Emily, 229. Lessing is actually referring not to this book but 
to the old Mawonga tree, Pericopsis Angolensis (an old photograph of which is on 
page 219) by her Rhodesian farmhouse, Going back in the 1980s she was 
confronted by an old drunken man who obstinately denies a tree was ever there. 
33 Lessing, Alfred and Emily, Foreword, viii. 
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Young People: Voice, Loss Narratives, and the Development of 
Emotional Literacies 

 
Sukhbinder Hamilton 

 
Abstract 
This chapter is exploratory in design and takes an experimental approach to the 
construction of meaning making for young people with regards to loss and grief in 
everyday life. Although the past four decades has seen an increase in scholarship in 
this arena, something which is missing from contemporary policy and practice, as 
well as the literature, is the child’s voice. Young people appear to lack 
opportunities for ownership of their own grief and partnership through the process 
of loss. Where the child does surface tends to be situated in health rather than 
education. Adults working with children have a set perception of how children 
should be taught to deal with death, often as a reactionary response rather than a 
proactive approach. Adults source the internet because it is rife with material such 
as the Kübler–Ross model from 1969, which is outdated and could even be 
counterproductive. Such models ‘teach’ children about loss and grief 
retrospectively. However, all models appear to be top down, adult led interventions 
which is in direct contradiction to the rights of the child enshrined in the UN 
Convention on the Rights of the Child (UNHCR) since 1989 which argues that 
children have the right to be consulted about matters which affect them. 
 
Key Words: Bereavement, loss, grief, children’s rights, voice, reactionary, 
proactive, narrative, emotional literacies, empowerment. 
 

***** 
 
1. Introduction  

This chapter starts with a case study narrative of a young person who 
experiences significant traumatic loss at a tricky age. A dialogue on the value of 
personal narrative follows. The discussion then moves onto a consideration of 
western notions of childhood and of shielding children from anything that may 
cause unnecessary pain such as discourse about death. An examination of the 
current process of dealing with of loss and grief in the everyday life of young 
people within the context of education will be conducted. The ownership of both 
the grief and the grief ‘cycle’ is discussed and whether a partnership should exist to 
enable young people to navigate within these tricky waters. Finally, the value of 
using narrative as a sense making tool for young people is examined. The young 
person has given permission for her narrative to be used within this chapter and 
also as a tool for learning and teaching. She is now 22 and working with other 
young people who have suffered loss and are in bereavement. 
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2. Narrative: A Fourteen Year Old Sister 
  'The first year I walked around living in my head; I was numb and didn’t really 
feel much for anything or anyone. I remember feeling very alone. My parents had 
completely withdrawn from themselves just as I had, and everyone in my extended 
family constantly told me to be strong for them. I was being told on a daily basis 
by friends and family that I shouldn’t be too upset, that I should move on, that I 
should be there to support my parents emotionally. I remember feeling guilty if I 
ever laughed or enjoyed myself. I remember feeling like a horrible person for 
smiling. I went back to school very quickly as I felt at the time that was what I 
needed to do; however, this ended up having a longer term detrimental effect. I was 
forced into counselling I did not want and could not utilise. It took place during my 
Spanish lessons and consequently negatively impacted my education. I spent my 
time at school, hanging between a thin line of teachers that could not care less and 
teachers who made every attempt to bubble-wrap me to the point of suffocation. I 
remember spending a great deal of my mornings crying on the bus on the way to 
school, crying in the toilets at break and lunch time, and crying in lessons and 
having to leave the room. On one particular occasion, my friends at the time were 
having an argument; I started to cry not because I was upset at the argument but 
because I could not cope emotionally and very frequently became overwhelmed by 
my emotions. They told me that I was attention seeking and to “grow up”. This 
constant form of reinforcement taught me to bottle up emotions and to stop caring 
about things. I remember dreading most days and evenings and just longing to be 
in my bed alone; however, when this did happen, I would usually cry myself to the 
point of exhaustion and/or have horrifying flashback type nightmares, both of 
which usually ended with me sleeping on my parents’ bedroom floor. I learnt to 
start enjoying life again but still suffered from crippling nightmares and suffered 
extremely low self-esteem.  

I felt very alone throughout secondary school and the first year of sixth form. I 
turned to food and occasionally alcohol to pacify my emotions and as a 
consequence put on a lot of weight. I spent a few years still living in my head. 
However, by the time I was 17, I was experiencing my grief from a very fresh, raw 
perspective. I constantly felt the injustice of what I had been through and envied 
those to the point of hatred who spoke about their siblings. I had previously asked 
for and received counselling but the therapist I worked with was indifferent to my 
grief and spent the six NHS (National Health Service) paid sessions I had with her 
covering surface level problems. This contributed to feelings of loneliness and 
guilt. It was in this period I developed a coping mechanism of lashing out at others 
when I was hurting, I hated being touched and did not want physical comfort 
unless I procured it. I spent a lot of time wishing it had been me and believing that 
my parents wished it was me.’ 
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3. Discussion 
 Personal narrative within western society operates within strict boundaries. 
Bochner argues that ‘Too often, personal narratives are demeaned as some sort of 
victim art or confessional.’1 However, Adams presents narratives as a sense 
making tool, that is, something that allows us to make sense of our lives.2 Abrams 
concurs, citing Bennett as arguing that ‘narrative is one of the ways by which 
people make sense of experience and communicate it to others.’3 Abrams also cites 
White who maintains that ‘narrative is a form which is used to “translate knowing 
into telling”.’4 Bochner further states, ‘what we miss when we react too quickly in 
that way is how narrative is issued as a source of empowerment and a form of 
resistance to counter the domination of canonical discourses’5. By this he is 
advocating the power of discourse and also reaffirming its ability to develop 
agency, and so enablement, in the narrator. Beckett and Taylor concur with this 
notion of empowerment, stressing that ‘moving on from a death may in part be 
seen as the construction of a narrative which in some ways lays these distressing 
feelings to rest.’ 6 Personal narrative is subjective, but it is also about personal 
meaning making. This is affirmed by Giorgio who stresses that ‘one’s retelling of 
the narrative offers a certain assertion of authority over the experience’ and that 
‘we assert our own order onto the mess of trauma; we regain control over our lives 
by acknowledging and sharing with others our own truths’7. Tedder avows that 
biographical research sits astride many academic disciplines, however, that the 
most distinct attribute of this type of research is that it explores the way people 
‘make sense of their lives through the collection, analysis, and representation of 
data about individual experiences of life’.8 
 Conversely, despite the body of research which suggests that dialogue and 
narrative develop enablement, there are conventions in the west regarding how 
much personal information one should share. This is particularly pertinent to some 
subjects such as death and bereavement which are very much on the taboo list, 
especially in relation to children. There is a fervent move to shield children from 
anything that may cause them unnecessary pain such as any dialogue about death. 
However, from a global perspective, children face death and bereavement as a 
matter of course. In 2011, the United Nations International Children's Emergency 
Fund (UNICEF) highlighted that 22,000 children died each day due to poverty and 
that they died ‘quietly in some of the poorest villages on earth, far removed from 
the scrutiny and the conscience of the world. Being meek and weak in life makes 
these dying multitudes even more invisible in death’9. These children are rendered 
invisible by the unpalatable nature of their demise as those in the west cannot, or 
will not, allow these deaths to contaminate the childhood of their own children. In 
the twentieth and twenty-first centuries, a particular Eurocentric notion of 
childhood has evolved in the west, one which is very much about what Pilcher 
called ‘separateness’10 and about shielding or protecting children from anything 
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that may cause them anxiety. Uncomfortable questions result in concepts of the 
other and not something that should trouble ‘our’ children. 

Hence, if adults are reticent to enter into dialogue about these subjects, then the 
question arises at what point should death be discussed with young people, if at 
all? As well as disagreement about the correct age to ‘inform’ young people about 
death, adults also have set perceptions of how children should be taught to ‘deal’ 
with death, which is often in a detached, uncomfortable way. However, the 
argument has to be made that children in the west are actually being caused 
significant emotional harm inadvertently. When events of loss do occur, they are 
‘dealt’ with through a reactionary response which often silences children’s voices 
because they are deemed to innocent or fragile to cope with this occurrence. 
 
4. Provision in Schools 

The provision within schools regarding young people’s emotional literacies has 
been at best patchy, and certainly the standard policy of dealing with a bereaved 
pupil has been a reactionary response rather than a proactive approach. Even 
primary schools, which tend to be more nurturing by nature of their size, have 
fallen short. Whether a pupil has lost a granny or gerbil, the response is limited to 
the skillset of the person the information is shared with and also the value the 
informant places on that loss. This response is because there tends not to be a 
bereavement policy or procedure in place. Instead, emotional literacies tend to be 
seen as programmes to teach children to be responsible for their behaviour rather 
than programmes which allow children to explore all emotions, including grief. 
Where a young person does experience loss, the internet is often sourced because it 
is easily accessed. However whilst the internet is rife with material such as the 
Kübler–Ross model, often the adult doesn’t realise that such material can be 
outdated and potentially counterproductive. Equally important, most models tend 
to be ‘top down’ adult led interventions, something in direct contradiction to the 
rights of the child enshrined in UNHCR (United Nations High Commissioner for 
Refugees) in1989, which argues that children have the right to be consulted about 
matters which affect them.11 This lack of consultation is despite nearly twenty five 
years of evolvement in emotional literacy programmes within English schools.  

1990 saw Personal, Social and Education (PSE) introduced as a cross-curricular 
component woven across the whole National Curriculum. However, in the year 
2000, Personal, Social and Health Education (PSHE) became a non-statutory 
framework for schools. This framework was then followed by the Children’s Act 
of 2004 which saw the advent of Every Child Matters (ECM). ECM was meant to 
be a platform for effective cross agency working to ensure that the five outcomes 
of: stay safe, achieve economic wellbeing, enjoy and achieve, make a positive 
contribution, and be healthy, allowed for the needs of all children to be met. These 
five outcomes were also embodied through Social and Emotional Aspects of 
Learning (SEAL) from its introduction in 2005, and this programme was 
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increasingly utilised within Personal, Social and Health Education (PSHE). SEAL 
encompassed five key areas: self-awareness, self-regulation, motivation, empathy, 
and social skills, which developed through a spiral curriculum. The intention was 
that it would be a whole school approach to develop emotional literacy. Hallam 
suggested that the materials were easy to use and ‘linked successfully with 
Personal, Social and Health Education (PSHE)’12. Johnson and Morris concurred 
citing Fisher who, in turn, argued that discussing social issues through a 
‘community of enquiry’ would help students to ‘build their capacity to become 
active and effective citizens’13. One of the vehicles for successful SEAL 
implementation was drama, and hence Johnson’s belief that drama workshops 
which explore social and emotional issues give children a ‘safe context” from 
which they can consider moral dilemmas and from a more personal perspective is a 
useful one’14. As Cusworth confirms, ‘emotional regulation and well-being is 
essential for a child to feel confident and thrive within their education’15. 

In 2007, UNICEF 16 placed Britain at the bottom of 21 of the world’s richest 
countries with regard to child wellbeing. The data was based on six dimensions: 
material well-being, health and safety, educational well-being, family and peer 
relationships, behaviours and risks, and subjective well-being. Thus, this data is 
alarming in its own right, but when contextualised with the knowledge that PSHE 
had been promoted in schools for almost seven years at that point, and within that 
the usage of SEAL for two years, questions arise about the effectiveness of what is 
being done in the name of raising emotional literacy and overall wellbeing.  

The effectiveness of current emotional wellbeing programmes is limited for a 
number of reasons. The first concern is that of the pattern and regularity of 
delivery. A weekly assembly and/or a single, weekly, 20 minute small group 
session, as is the case within many primary schools, is not going to allow a holistic 
development of core skills needed to enhance emotional literacy within young 
people. In secondary schools, the PSHE curriculum is so overloaded that emotional 
literacy often has to take a back seat. The Office for Standards in Education, 
Children's Services and Skills (Ofsted) 17 stresses that many secondary schools fail 
to provide dedicated time for PSHE and often used tutor time to deliver some 
material in an ad hoc manner. Added to this, the current government, in a 
reassessment that took place in 2013, has decided to keep PSHE a non-statutory 
subject and has not reviewed the programmes of study in line with the rest of the 
curriculum. SEAL also has had its funding withdrawn. These moves are a very 
clear message about the emphasis the current government places on this subject 
area.  

The second key issue that impacts the effectiveness of these programmes is the 
knowledge bank and skill set of those delivering these emotional literacy 
programmes. If there is an inadequate understanding of the relevance and 
importance of this area, then that is likely to lead to ineffective dissemination, 
which, in turn, impacts confidence levels of both the teacher and also the pupil. 
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Ultimately, as Cole signposts, research which stresses that the ‘most effective 
PSHE education was delivered by well-qualified staff’18.  

 
5. Conclusions and Recommendations 
 Only when adults recognise that grief is a natural part of life for everyone, and 
that young people need to be able to have the emotional literacies to both verbalise 
and navigate within these tricky waters, will we move forward. Young people need 
to be given ownership of their grief but equally importantly taught how to use tools 
such as personal narrative from the moment they enter the education system. 
Recording narrative in a variety of ways such as pictorially can become an 
everyday tool not just for reflection but also for sense making of their world. As 
seen from the case study, young people should be consulted about what they want 
to happen and equally when they want it to happen. Loss and grief are common 
occurrences in the everyday life of young people, and, until they are given the 
language, and permission to use that language, they will not become resilient 
young people who demonstrate emotional wellbeing even when having to face 
problematic situations. 
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