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FOREWORD

Professor Beverley Clarke is a pioneer in the
investigation and understanding of the concept of
suffering. She has collected large amounts of clinical
data on epilepsy, rheumatoid arthritis, migraine, and
spinal cord injury. Professor Clarke has demonstrated
that suffering should be considered distinct from
pain. She has combined information from clinical,
research, philosophical, and legal areas in showing the
importance of suffering in all these areas. This book is
the product of a comprehensive and thoughtful analysis
of available literature and information from many
sources.

In my opinion this book provides an assembled text
on many complex issues, and it represents many years of’

work on such an important subject.

DR. ADRIAN R. M. UPTON;,

M.A., M.B., B.Chir., LRCP, MRCS, FRCP(C), FRCP(E),
FRCP(G), Professor of Medicine—Neurology, Director of
Neurology and Epilepsy Clinics, and Director of Diagnostic
Neurophysiology, McMaster University Medical Centre,

Hamilton, Ontario, Canada






PREFACE

The impetus for writing this book comes from my early experiences as a
physiotherapist treating two young, injured military men in a veteran’s hospital.
(The stories of these two young men, Dan and Roger, like other stories in this
book, are imaginative conglomerations of events inspired by my many experiences
as a clinical physiotherapist. These stories are not real-life reports.) The first pa-
tient, “Dan,” was a soldier who, on a particularly hot summer day, dived into a
lake to cool off and broke his neck. (I use the term patient here because it is specific
to those who are receiving medical care.) Prior to his injury, Dan was a vigorous,
fun-loving, intelligent family man who enjoyed a beer or two with his pals. After
the accident, he was physically helpless and in a constant rage, lashing out at
everyone. Dan and I worked together several times a day for over seven months
in the rehabilitation hospital. Ours was the typical physiotherapist—patient rela-
tionship. I pushed him as hard as I could to achieve everything that was humanly
possible, and he tried with all his heart and soul to help himself. Sometimes he
called me “Bubbles” and sometimes I was the battleaxe from hell. But we worked
hard together. Dan made some improvements, but it soon became apparent that
he would never become the person he once was. Eventually Dan was discharged to
a long-term care facility. Three months after his discharge, I heard that Dan had
committed suicide. I cried.

“Roger,” the second patient, was a young airman whose plane crashed on an
icy mountaintop. Roger was paralyzed from the waist down, and both his arms
had to be amputated because of frostbite. My first encounter with Roger occurred
on the day his mother died. Roger and I started the long and difficult process of
rehabilitation, and once again I was sometimes “Bubbles” and most of the time
I was the “devil’s handmaiden.” Roger and I worked, argued, talked, laughed,
and worked some more, day after day. After several months Roger was discharged
from the hospital. For a long time, I never knew what had happened to him. One
day, I had a phone call from a friend of mine who was a nurse working in the
United States. She told me about a patient of hers by the name of Roger who had
asked her to give me a message. She said Roger was an outpatient at her hospital.
She said he seemed happy, was involved with a wheelchair sports team, was living
independently, and self-managing minor health problems. He asked her to say
“hi” to Bubbles and tell her “I'm doing okay.” Those two patients and countless
others troubled me throughout my professional life. Why did one person survive
suffering while another did not? The psychologically pat answers of medicine only



explained medicine’s need to fight disease and death. I could not dishonor my
patients by giving such explanations. I pursued my clinical career, assumed the re-
sponsibilities of academic life, and continued to explore the question of suffering
in medicine. This book is the result of twenty-five years of treating those who suf-
fer and another twenty years of scientifically exploring the issue of suffering and
health. This book argues that suffering is a life experience that is separate from,
and only sometimes caused by, pain. Individuals suffer when there is a perception
of threat to the idea of self and how this self should act in the face of adversity.
Failure to incorporate suffering into clinical treatment plans results in a loss of
human potential and an escalation of health care costs.
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Introduction

The dynamic of suffering is complex and rarely addressed outside the con-
text of palliative care both in medicine and in the society at large. Linguistically,
the word suffering is nonspecific and is used to describe many experiences, such
as hardship, adversity, pain behaviours, discomfort, anxiety, and even religious
devotion. Some believe that suffering is inevitable, immeasurable, the second-
ary component of pain, and that if pain is eliminated, suffering stops. If pain is
treated and suffering does not stop, then either the pain intervention is ineffec-
tive or the individual is not being truthful. Clinical practice and research evidence
refute these viewpoints. I argue in this book that the experience of suffering is
an entity separate from pain; has universal, measurable characteristics; and is
only sometimes directly related to pain. Further, it is the expression of suffering
that is idiosyncratic, not the experience per se. Failure to recognize suffering as
a phenomenon separate from pain results in incomplete problem identification
of patient complaints, ineffective treatment interventions, inappropriate referrals
to psychology, increased health care expenditures, and an escalation of human
misery. Suffering is not a pathological experience.

Current research studies of persons with chronic pain provide evidence that
suffering occurs only when individuals perceive a threat to their idea of self and
their personhood.* Some perceptions are the result of physical and/or emotional
limitations due to impairments, disability, loss, workplace challenges, upset fam-
ily systems, and sometimes pain intensity and/or chronicity. Cultural, religious,
and societal beliefs about suffering may be associated with social values that can
impact on treatment outcomes. For example, in cases involving automobile ac-
cidents, personal injury claims, or workplace accidents, the outcome of suffering
and pain may be monetary gain. There are many legal and administrative process-
ing pressures on patients to maintain the status quo with regard to their health.
The fear that legal claims may not be successful may increase suffering. Health
professionals’ lack of understanding of basic legal principles of tort law may add
to patient fears because patients may be labeled as malingering when behaviours
are inconsistent with the natural history of the illness or disorder. If health pro-
fessionals have a basic understanding of the legal system, they can help patients
improve their health status even though litigation is still in progress. In situations

*E. Cassell, The Nature of Suffering and the Goals of Medicine, 2nd ed. (Oxford: Oxford University
Press, 2004).



involving terminal illness, bereavement, or chronic disability, those who suffer
may be regarded as role models. Becoming a symbol of bravery is isolating to the
individual and may also result in further deterioration of health. The challenge
to health care providers is to identify those who suffer and to develop best meth-
ods of practice to resolve patients’ concerns. To achieve this goal requires a clear
working definition of suffering as an entity distinct from pain, and a valid and
reliable measurement tool to identify those who suffer. Further, clinicians must
have an understanding of how cultural, religious, and societal factors may affect
suffering. Suffering-specific strategies must be developed and incorporated into
treatment plans.

This book begins with a poem written by a patient that depicts the powerful im-
pactof suffering on a person’s idea of self. The following chapters clarify the issues
mentioned here by presenting a working definition of suffering, a discussion of
factors that contribute to further suffering, a method of identifying those who suf-
fer and key elements of their suffering, as well as strategies to relieve suffering.

The book is divided into three parts. Part One, “Suffering: What Man Has Made
of Man,” consists of seven chapters that introduce current theoretical perspec-
tives of suffering in contemporary society. Universal characteristics of suffering
are identified. The dynamics of the relationship between suffering and health are
outlined, and the scientific rigor required to assess the construct of suffering is
described.

Part Two, “Identifying Those Who Suffer: Now Is The Time to Know,” contains
four chapters that describe a measurement tool, the “Measurement and Assess-
ment of Suffering Questionnaire” (MASQ); the statistical results of reliability and
validity testing of the tool; methods of clinical application, data scoring, and data
collation; and the usefulness of the questionnaire in clinical decision making.
While it is recognized that factors contributing to an individual’s dream of self are
highly individual, issues relating to personhood are more universal. Consequently,
normative data scales are of critical importance in determining the impact of suf-
fering on personhood. Personhood encompasses every aspect of an individual’s
lifestyle and how the individual believes he or she should manage adversity. The
importance and limitations of developing normative standards of care are fully
explored, and key components of suffering in chronic illness are delineated. Part
Two concludes with guidelines for treatment. Specific end-of-life issues in pallia-
tive care are beyond the scope of this work.

Part Three, “Caring for Those Who Suffer: The World Is Too Much with Us,”
consists of five chapters that explore how patients can be helped to resolve suf-
fering. Information is provided about the roles of various health care profession-
als who assist patients from onset of suffering to survival and reentry into the
community at large. A brief history of the origins of the professions of nurses,
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physicians, chaplains, physiotherapists, and social workers are explored. The
scope of practice and the constraints imposed on each professional who assists
those who suffer are illustrated. Issues relating to professional autonomy, ethics,
and responsibility are outlined so that individuals who seek help have knowledge
about the type of assistance available to them.

In Part One, the first chapter, “Suffering in Medicine: A New Aspect to an Old
Problem,” shows that traditional definitions of suffering and contemporary so-
cietal understandings of suffering are in conflict. A clear, concise definition of
suffering is presented, free from psychological and spiritual/religious bias. The
universal characteristics of suffering, in which there is a loss of central purpose,
increased self-conflict, and impaired interpersonal relationships, are delineated.
It is argued that suffering is a phenomenon that is unique and only sometimes
related to pain.

The problem of suffering in contemporary medicine is portrayed through a let-
ter from “Marlene,” a young woman who has severe kidney disease, and the story
of Mr. Whitehead, a patient with advanced Parkinson’s disease. “Marlene” has
dreams of a future, but she suffers because she believes her dreams will not come
true. Her story is one of loss of the idea of self and personhood. Marlene reaches
out to anyone in cyberspace who may be able to help her understand her suffering
because health care professionals and her family, while well intentioned, do not
understand suffering from her perspective. The story of Mr. Whitehead is about
a man who is distraught because of the loneliness and anger he feels because his
friends have labeled him a “hero.” His story shows the power of self-conflict in
suffering. The chapter concludes with a brief overview of the challenges to clini-
cal decision making when suffering is understood as a phenomenon that is only
sometimes related to pain. The problems of diagnosing versus assessing suffer-
ing, the challenges in assisting those who suffer, and the difficulties surrounding
the development of suffering-specific treatment strategies are outlined. These
issues are explored more fully in later chapters.

Chapter 2, “Suffering Is Not Pain: The Evidence,” provides objective data to
support the theory that suffering and pain are separate phenomena and are only
sometimes related. This research evidence was obtained from over 350 patients
with epilepsy, arthritis, migraine headache, and spinal cord injuries. The chap-
ter focuses on incorporating these research results into clinical practice. The
significance of recognizing suffering as a distinct construct is explored through
examples of the resolution of medical legal issues that are based primarily on tort
law. The importance of acknowledging suffering as an entity separate from pain
is discussed from the perspective of health care reform in which escalating health
care delivery costs are of paramount concern. The story of Neil illustrates this
point further and shows the impact of suffering on an individual’s life.

Introduction 3



Chapter 3, “The Power of Religious and Spiritual Beliefs,” focuses on tradi-
tional spiritual/religious teachings about health and suffering and the power of
these beliefs on those who suffer. Judeo-Christian, Hindu, Buddhist, Confucian-
ist, North American and African aboriginal, and Islamic traditions illustrate the
diversity of beliefs about suffering and the challenges these beliefs present to the
management of chronically ill patients in culturally diverse societies. This chapter
presents the argument that even in contemporary societies, where people may
state that they have no spiritual beliefs, clinical studies show that when illness
occurs people often refer back to early childhood teachings. Health care delivery is
most cost effective and humane if health care professionals are aware of the basic
tenets of their patients’ spiritual lives.

Chapter 4, “Suffering and Culture,” reviews common understandings of culture,
ethnicity, and nationality in contemporary society and illustrates the differences
between individuals’ ideas of self and self-identity. The importance of understand-
ing the ethos or characteristic spirit of a culture or community is critical to effective
health care delivery to those who suffer, particularly if power differentials between
health care professionals and patients are to be eliminated and when suffering
is addressed as an entity separate from pain. The dynamics of xenophobia (i.e.,
the undue fear of strangers) in dominant cultures and minority cultures within a
pluralistic society are examined because of the impact of these issues on suffer-
ing. A discussion of the importance of health care providers being knowledgeable
about the differences between assimilation and acculturation in multicultural,
pluralistic societies shows the challenges patients currently face when they try to
resolve the experience of suffering. The importance of cultural sensitivity and how
attitudinal shifts may be accomplished when addressing suffering are explored
through the story of Marron, a young woman of aboriginal heritage who suffered
asevere spinal cord injury. Marron’s story illustrates the fact that for some patients
successful treatment outcomes are the result of combining both scientific meth-
ods and culturally specific health care practices. In Marron’s case, her need to be
freed from her belief that she had been “cursed” by paranormal spirits is explored
from the perspective of cultural traditions rather than psychological pathology.
The systemic challenges to the health care system and the demands placed on
individuals and health care providers are illustrated.

Exploration of developmental psychosocial tasks in chapter 5, “Crises of Suf-
fering across the Life Span” shows how failure to accomplish these psychological
tasks can escalate the process of suffering in chronic illness. This chapter also
shows how various understandings of what constitutes a family impact on the
achievement of psychosocial development tasks. Family dynamics are very briefly
reviewed both from a family systems and an ecosystem approach to care. Chal-
lenges to family systems and individuals who suffer are illustrated through the
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story of Robbie, a young child who despite severe handicaps was able to maintain
an intactidea of selfand personhood. Health care organizational policies may also
be in conflict with the life tasks of patients and their families. Failure to consider
the importance of these issues and the potential for serious harm to patients and
their families is illustrated through the story of Mr. Cjenchuck and his relation-
ship with his very ill adolescent daughter. In this story, the father and daughter’s
relationship was thought to be improper by some health care professionals who
did not understand the psychosocial tasks of father and daughter over the life span
or the cultural demands on the family.

Chapter 6, “The Language of Suffering,” presents the story of Laura, a young
woman who was severely injured in a car accident that took the lives of her fam-
ily. Through examples of Laura’s poems and the story of Laura’s experience in
a rehabilitation facility we learn about the language that is sometimes used to
express the universal characteristics of suffering and about the effect that current
medical practice has on escalating the process of suffering. Key contributors to
suffering in clinical practice are the loss of patients’ personal power and the fact
that autonomy has become simply an act of obtaining permissions to avoid legal
litigation. The concept of autonomy is examined from its historical roots and its
social ramifications both in contemporary society and, more specifically, in clinical
practice. The challenge that changed social beliefs presents to the goals of ethical
health care delivery is explored, with emphasis on the effects the lack of autonomy
has not only on those who suffer but also on their health care providers.

“Medical-Legal Disclosure of Suffering,” chapter 7, argues that both medical
and legal discourse may contribute to suffering. Without a clear understanding
of the historical origins of legal systems, the purpose and process of the law may
be misunderstood by clinicians and inadvertently result in harm to the patient.
Examples of the mechanisms of the legal system that can contribute to suffering
are traced from the British legal system to current American or Canadian law,
because both the American and Canadian systems have evolved from the British
system. A brief history of the origins of the law shows that contrary to common
belief the law is a process with origins based on contracts and monetary resti-
tution. Justice is often regarded in those terms rather than in the ethic of caring
for the sick and curing ailments of the individual. That is not to suggest that the
ethics of law are immoral, but rather that its tenets have origins that are different
from those of “care and cure” of medicine. Differences between medical and legal
definitions of suffering and similarities between medical and legal discourse and
loss of patients’ autonomy are considered. A critique of current justifications for
the loss of personal power due to medical and legal discourse explores the ethical
considerations critical to the effective management of suffering and health in a
pluralistic, multicultural society. The failure of health care professionals to have
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at least a basic understanding of the purpose and limitations of legal systems can
result in an escalation of suffering.

In Part Two, chapter 8, “Power Differentials and Suffering” argues that restora-
tion of the personal power and autonomy of patients who suffer because of chronic
illness may be restored if health care providers have objective measurement tools
to identify those who suffer and provide patients with the information and orga-
nizational mechanisms to achieve these objectives. Suggestions to achieve these
goals are presented through examples of patient information packages and con-
sent forms that are designed based on the moral imperative of personal respon-
sibility, both in clinical practice and clinical research. These examples show that
it is possible to obtain individuals’ consent in ways that are not based solely on
contractual permissions. In addition, the importance of collecting both objective
and subjective data from those who sufter is discussed. Examples of pertinent data
collection from patients with arthritis, epilepsy, migraine headaches, and spinal
cord injuries, based on results from research studies that identify components of
suffering, show that suffering is not disease specific.

The purpose of chapter 9, “How to Assess Suffering,” is to illustrate a valid and
reliable, self-administered questionnaire, the MAsQ. The MASQ not only iden-
tifies those who experience suffering but it also delineates key items for further
exploration by clinicians. Raw data may be collated in either a long- or short-form
format. The long format is most useful in cases where therapeutic interventions
are applied. The short format is most useful in cases where determinations of
monetary compensation for workplace accidents or other insurance claims re-
quire specific objective data of an individual’s suffering. Examples of patient raw
data scores are given and interpreted to show the usefulness of raw data scores in
clinical practice.

Chapter 10, “Standards of Care,” demonstrates the need to have comparative
data critical to the development of standards of practice. Normative data results
obtained from a sample of 166 patients with arthritis and roo individuals with epi-
lepsy are reported for suffering and pain items. Methods of calculating normative
scores from raw data are illustrated, and examples of the clinical interpretation
of normative data show the usefulness of normative data to clinicians who must
make referrals for treatments. The availability of normative data is particularly
important in the management of suffering if reports of individuals’ idiosyncratic
expressions of suffering are not to be confused with the universal characteristics
of the experience.

Chapter 11, “Key Components of Suffering in Chronic Illness,” provides a brief
description of the natural history of arthritis, epilepsy, migraine headache, and
spinal cord injuries. These descriptions delineate research studies done on groups
of patients who, although they all had chronic illnesses, experienced vastly dif-
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ferent impacts on ideas of self and personhood from these illnesses. In spite of
these differences, individuals identified the same items as factors contributing to
their suffering. These data refute the common opinion that suffering cannot be
assessed and that the process of suffering is disease specific and idiosyncratic.
Further, they show that the arguments presented in this book are not merely
speculative theories but ideas supported by objective evidence. A call is made for
more research to be done in this area to test these hypotheses. The chapter con-
cludes with a discussion on the value of effective communication skills of both
individuals and health professionals and the necessity of marrying objective data
with subjective clinical communication competencies, factors essential to the care
of those who suffer.

In Part Three, chapter 12, entitled “The Resolution of Suffering,” begins with
a poem written by a health care student and describes the conflicts of individu-
als who suffer when they ask the question “Who am 1?” A variety of methods of
identifying suffering through the analysis of common types of stories patients tell
clinicians about the process of suffering are given. Key story types explored are
restitution, chaos, and quest stories. Analyses of these story types show how the
dynamics of storytelling relate to ideas of self, personal power, and autonomy.
Guidelines are given to assist clinicians in addressing the issue of suffering as it
relates to restoration of the self and personhood in everyday practice. This chapter
shows how medicine’s current belief that science is the answer to all of human-
kind’s problems can cause or enhance suffering. The current practice of third-
party interpretations of patients’ stories is particularly harmful to those who suffer
because this process robs people of personal power. Specific steps to restructuring
the self are given. The focus of the chapter is to show how restoration of the self
and personhood can occur through interactions with health care professionals in-
volved in the individual’s care. Even slight changes in methods of clinical listening
and assessing patients will aid in the restoration of the self, and at least prevent the
process of suffering from escalating.

While chapter 12 explores the care of those who suffer from a theoretical per-
spective, the thrust of chapter 13, “The Roles of Health Care Professionals,” is to
illustrate the nature and challenges of contemporary health care environments on
health care professionals and the impact these factors have on those who suffer.
Professional responsibility and the power of personal and professional autonomy
in suffering are examined. The specific roles of physicians, nurses, and chaplains,
who are usually the first frontline health care professionals that those individuals
who suffer meet, are described and illustrated through the story of Rev. John. The
profession-specific challenges and the barriers to effective care are outlined. The
argument presented is that the resolution of suffering demands that patients have
realistic expectations of their health professionals, and this objective can only be
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achieved if individuals have at least a basic understanding of both the organiza-
tional and external professional constraints placed on their care providers.

“Habilitation and Rehabilitation” is the title of chapter 14. The environmental
constraints of health care professionals who assist patients in the restoration of
personhood as they reenter their communities are explored through analysis of
the roles of the physiotherapist and social worker. Issues of professionalism, pro-
fessional autonomy, and ethical practice are once again examined, but this time,
within the context of rehabilitation and reentry into the community at large. The
role of the physiotherapist in suffering is illustrated through the story of Eric, a
crusty old soldier and gentleman, who was in acute respiratory distress, and his
relationship with Clare, a “sassy” young physiotherapist assigned to his care. This
story clearly demonstrates the need for all health care professionals to address
suffering and shows how effective team work, directed in part by the patient, can
help restore patients’ dreams, idea of self, and personhood.

Chapter 15, “The Wounded Spirit: Reclaiming Personhood,” involves the
problem of patients who have suffered and are left with a wounded spirit. Both
surviving and the hope of thriving after suffering require an understanding of
the concept of a wounded spirit. Examples from the poetry of the patient Laura,
whose family was killed in a car accident in which she was also severely injured,
show the difficulties individuals experience when they try to find a new rhythm
for their lives. Patients are often bombarded by the resurgence of memories from
the past, and it is important for families and health care clinicians to realize that
such occurrences are normal life events and not usually indicators of pathological
emotional illness. The wounded spirit is explored also from the perspectives of
those patients who have developmental disorders as well as those patients who
have acquired injuries and/or chronic illnesses. The variety of understandings
about the nature and value of work in contemporary society show that work is one
method through which personhood is reestablished and the ability to thrive after
suffering can be achieved. Work, either for monetary gain or solely for emotional
restoration, is a method of achieving reentry into the world at large.

Chapter 16, “Surviving and Thriving,” focuses on barriers to surviving suffering
that can occur when health care clinicians fail to recognize the differences between
sorrow and depression and the power of fear, anxiety, and loneliness on an indi-
vidual’s fragile new ideas of self and personhood. Sorrow is often a common and
prolonged expression of suffering, but it is not a psychological illness. Depres-
sion is identified as an emotional illness with distinct characteristics. While some
individuals who suffer may also have depression, this experience is not a given.
Surviving and ultimately thriving after suffering are shown to occur when health
care providers acknowledge the differences between the above factors and ensure
that problem identification is accurate. The chapter presents for consideration the
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value of facilitating the innate human creativity all people possess as an effective
approach to the care of those who suffer. This chapter shows that to thrive after
suffering, individuals must be able to define and redefine their problems and be
able to choose appropriate strategies to resolve difficulties.

The care of those who suffer and the maintenance of health demand that health
care professionals and patients understand that the process of suffering in medi-
cine falls outside the specific contexts of religious and spiritual teachings. That is
not to say that these teachings are not to be respected and valued, for they are in-
tegral to the individual’s beliefs about self and personhood, but in the restoration
and maintenance of health, medicine must be clear about identifying the problem
at hand. It is not the role of medicine to determine the value of suffering, as may
be the case in some spiritual traditions. In health care, suffering has no intrinsic
value. The objective of medicine is the maintenance and restoration of health. Not
only information, but also knowledge and objective evidence about suffering are
needed to provide ethical, client-centred, cost-effective, evidence-based care. The
challenges are many in multicultural, pluralistic societies. This book provides a
framework to address the complexities of managing suffering in clinical practice
outside the realm of palliative care. In addition, health care practitioners and others
are given a useful tool, the MAsQ, to identify those who suffer and to determine the
nature of their suffering. Guidelines for practical, empathetic, and compassion-
ate treatments are outlined. Understanding suffering from the perspective of an
individual’s felt experience, outside the construct of the world politic, is a critical
first step towards humane care of those who suffer. Many examples throughout
the text are from patients’ expressions of suffering. These clinical scenarios show
that it is the patient who “knows” the felt experience of suffering, and the health
care practitioner who must “serve.”

All case stories presented for clarification are imaginary conglomerates of
events inspired by my many experiences as a clinical physiotherapist. They are not
real-life reports. Names and details of incidents do not refer to specific individuals
alive or deceased. The authorship of the patients’ poetry presented is anonymous
at the request of the poet.
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WHAT MAN HAS
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1/ Suffering in Medicine

A NEW ASPECT OF AN OLD PROBLEM

Suffering in contemporary society has many meanings based on religious,
legal, cultural, and secular societal belief systems. While it is important to un-
derstand the origins of individuals’ beliefs about the nature of suffering, it is not
useful to combine suffering and pain as one entity in medical practice. Clinically,
it has been observed that some individuals who suffer experience little pain and
others who experience considerable pain report little suffering.

The purpose of this chapter is to present an overview of the problems of suffering
in modern medicine. The chapter begins by: (a) examining definitions and charac-
teristics of suffering as an entity separate from pain, (b) delineating the process of
clinical decision making in patients who suffer, and (c) illustrating the differences
between diagnosis and assessment. These issues and other factors contributing to
the power of the experience of suffering and its relationship to health are explored
in more detail in the following chapters. The chapter concludes with a summary of
the key issues of suffering and an outline of the theoretical differences in approach
to treatment.

Defining Suffering

The Oxford English Dictionary defines suffering as “being subjected to something
bad or unpleasant” (1). Common usage and understandings are more complex.
Traditional interpretations of suffering range from religious teachings, in which
suffering has a moral and ethical value, to societal attitudes that consider suffering
to be a heroic act. Some religious teachings are that good people endure suffering
and are rewarded in an afterlife and bad people experience trials and tribulations
for all eternity. Sociological perspectives of suffering occur within the contexts
of human misery, poverty, illness, and political and social reforms. Sociological
evaluations of human suffering are within the context of social resources rather
than individual needs.

A more useful definition of suffering, and the one explored in detail throughout
this text, states that suffering is a process that occurs when some vital part of a
person’s “idea of self” and “personhood” is perceived to be threatened (2). “Idea
of self” refers to those qualities and attributes that an individual believes are criti-
cal to personal existence.

Past medical beliefs embraced the idea that suffering is the secondary component



of pain and that if pain is eliminated, suffering stops. Recent research studies refute
this view and provide evidence to support the hypothesis that suffering and pain
are separate entities that are only sometimes related. Suffering was also thought
to be idiosyncratic and not measurable, but again, research findings support the
argument that it is only the expression of suffering, not the process per se, that is
unique to a given individual (3).

Some contemporary definitions of suffering tend to focus on the idea of an in-
dividuated self. For example, some analyses differentiate among many “selves.” It
is argued that there is a “neurological self” representing the body, or “body self”;
an “agent self,” which interacts at a behavioural level with the environment; and a
“cognitive self,” which operates at a cognitive level to encompass an awareness of
the person’s past, present, and future. In addition, a “dynamic self” is identified
that seems to relate to a developmentally emerging sense of being (4).

Others argue that individuals develop a strong sense of self in childhood that
is a critical determinant of human behaviour (5). As the child develops, this sense
of self is undermined or lost due to negative societal and cultural attitudes. As
a result, individuals begin to lose their sense of an authentic complete self and
develop “safety zones” in an attempt to maintain a sense of wholeness. These
fragmented “safety zones” take many forms. An example of a safety zone may be
the belief that if one earns more money or is always pleasant or helpful, then per-
sonal safety is assured. Proponents of this theory argue that suffering is a process
in which an individual’s incomplete self begins to reemerge in concert with a deep
longing for the nonintegrated parts of the self. The therapeutic task is to help the
patient unify the self (5).

Such theories are firmly rooted in pathophysiology, and while they are very
important in special circumstances such as mental illness, clinical depression, or
terminal illness, suffering per se is usually considered to be a normal life experi-
ence outside the realm of mental and/or emotional incapacity or impairments.
None of the above theories are incompatible with the classic work of Cassell and
others, who view suffering as a perception of threat to self and personhood, but
rather they provide additional insights into suffering, particularly, when patients
are unable to manage adversity (2, 6—8). To be of assistance to those who suffer,
the concepts of “idea of self” and personhood must be understood clearly.

MARLENE’S STORY

Several years ago, | was asked to prepare a talk for a group of professional mental health
care workers on the topic of suffering. In preparation for this meeting, | remembered a
conversation | had with a friend who was upset about all the people who write to chat
rooms for support when their lives are in crisis. My friend was concerned about a young
woman whom | will call Marlene. It seems that Marlene had chronic kidney disease and
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posted a message on an Internet chat room about the fear she was experiencing. She
wrote, “Please, please help me. Can anyone help me? I've had kidney disease problems
for years. A couple of months ago, my doctor sent me to see a kidney specialist who
said | have chronic renal failure. They did a lot of tests and last week when | went back
to get the results from my tests, the kidney doctor walked into the room with a whole
bunch of doctors and the first thing he said to me was ‘you are going to need a kidney
transplant.” He then started to ask me questions such as ‘are your parents and sister
healthy?” He and another doctor then started talking about dialysis or a kidney trans-
plant donor. They were using all kinds of doctor language that I didn’t understand. My
heart started beating so fast that the room was spinning. | thought | was going to pass
out. ’m so shocked that | don’t even think that | even heard it all. It is starting to hit me
now and to be honest, I’'m terrified. | have no one to talk to. My mother is great but |
don’t think she really understands what | am feeling from that scared inside-me place.
When | start to talk about my feelings, she starts crying and then | just want to run away
and hide. No one seems to hear me when I try to tell them that all my dreams and hopes
are lost forever. They keep telling me that I’'m strong and everything will be OK but it
won’t! Nothing will ever be the same. | feel that | am crying inside myself all the time.
Can anyone help me?”

As | read this message, | paused because it occurred to me that this young woman
was writing not only about a perception of the threat to her idea of self but also about
the threat to her dreams of self and personhood. Marlene seemed to believe that she
would not be able to live a “normal” life.

Marlene continued: “l used to have dreams of falling in love and meeting someone
special, being a beautiful bride and eventually having a family, but now | can’t really see
that happening. Is there anyone else who has these feelings, or am | all alone with these
awful fears?” Marlene continued to ask her anonymous cyberspace companions about
various treatment options she had heard about. Questions were about her overwhelm-
ing fear that treatments were painful and wouldn’t work. She kept asking, “How does
it feel to have the kidney of someone who has died in you?” She kept saying, “I feel
alone.” Marlene concluded the letter with “It’s hard to explain what | am feeling right
now. Sometimes | just want to scream and scream until my bad thoughts stop. Am | the
only one who has these terrible thoughts? When I talk to my family, | feel so guilty. . . .|
know they want the best for me and are scared too. | just wish there was someone who
knew how | feel from deep inside me. If anyone can relate to what I’'m saying, please
help me with my questions so that | don’t feel like I'm trapped alone in a long dark
tunnel. Thanks Marlene.”

As my friend and | talked about this Internet posting, | expressed the opinion that
I thought that it showed how suffering is often separate from pain and that suffering
involves a process in which individuals perceive a threat not only to their physical self
but also to the dream or idea of self that they believe is critical to their survival. It was
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extremely distressing to read this message because, to me, it highlighted the failure
of health care professionals to address the issue of suffering in the management of
patients with chronic illness.

Within the construct of suffering, an individual’s idea of self is a cherished ambi-
tion or fantasy about what he/she believes is an acceptable way of managing not
only life but also adversity. Personhood encompasses all aspects of an individual’s
life. Interpersonal relationships; workplace performance and the emphasis on
skill levels; communication competencies; and the personal qualities of honesty,
integrity, and compassion are all key issues. Individual expectations of acceptable
personal behaviour in avocational activities with family, friends, and others are
also aspects of the whole person. Personhood is intrinsically linked to the idea of
self'and involves all aspects of an individual’s life, ranging from past performance
to future expectations. This approach encompasses the whole person in society
at large (9). People suffer when they believe that the dream of self and person-
hood cannot be realized (10-12). Cassell effectively argues that suffering must be
regarded within the context of the patient’s personal and social history (2). The
advantage of the early work of Cassell and others is that suffering can be under-
stood in less convoluted but more comprehensive terms than theories based on
pathophysiology (2-16).

Proponents of this classical definition of suffering argue that relief of human
suffering, in medicine, is dependent on what is deemed to be acceptable both
from an individual and societal viewpoint and is based not only on religious and
spiritual teachings but also on cultural and societal belief systems. Because the
goal of clinical practice is to help those it serves achieve their maximum human
potential, it is critical to have a clear understanding of what suffering means to the
individual and how religious, sociological, and societal attitudes impact on beliefs
and clinical outcomes.

In modern medicine, a useful working definition of suffering must be one
in which the entity of suffering has universal, measurable, characteristics.
Management of suffering in clinical practice involves knowing the patient as a
unique individual and clearly understanding the patient’s internal and external
environments.

Characteristics of Suffering

There are three major characteristics defining the process of suffering. The first
involves a perception of threat to personhood and ideas of self, followed by self-
conflict and loss of a central purpose in life (12).
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Ideas of Self and Personhood

Individuals have a sense of separateness from others. In Marlene’s story she
speaks of the goodness of her family but is distressed because they don’t under-
stand her suffering from “that scared inside-me place.” An individual’s belief of
self is private and is dependent on a belief in the integrity of his/her own experi-
ence. People have a sense of “me” in the world, and world events are interpreted
in relationship to the self.

Individuals believe that circumstances change but they as individuals remain
the same. Each of us possesses a life now and in the future. How individuals in-
terpret their history is central to their sense of self. Marlene seemed to be saying
that with a kidney transplant she would no longer be herself. She was concerned
because she believed that with surgery she would be a damaged person. Her per-
sonhood desires involved meeting a man who would be her husband. Her fear
was that no one would want to be a partner with a woman who Marlene believed
was no longer whole. This last point is critical to understanding suffering. Often
suffering occurs because of an inability to interpret life events and histories in a
manner acceptable to oneself. For example, if an individual has been taught to
present a brave face regardless of circumstances, and suddenly the person is faced
with a catastrophic event in which presentation of a brave face is not possible, the
patient may perceive his/her response to the present situation as a failure. The end
result may be feelings of guilt and shame. Interpretation of past teachings (brav-
ery at all costs) becomes one of failure and shame. Suffering occurs because the
individual has become a victim of a belief that he/she has exhibited unacceptable
behaviour.

No one is ever fully able to predict what he/she may do in any given set of cir-
cumstances, and while people may, at times, be surprised by their own behaviour,
the belief that one “knows oneself” persists. It is possible, however, to change
our idea of self. Behavioural scientists report that in order to change the self (13)
individuals must be able to imagine what they will be like once they have changed.
Often this does not seem possible in the face of illness or disability. The severity
of illness becomes so omnipresent that it seems impossible to see how to survive.
The second challenge is to try to behave in a way that this new self might behave.
This task may be impeded by the expectations of others, individual self-criticism
in relation to others, and the belief that we have specific social roles that we believe
can no longer be fulfilled. Early family experiences teach people how to negotiate a
view of themselves and of others. Conscious awareness of the power of past teach-
ings may prevent the rejection of views that may no longer be relevant. Individuals
become attached to past ideas of self and suffer because these ideas are no longer
true. However, if clinicians and family members know not only that the idea of self
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can change, but also what factors impede change, they may be able to help those
who suffer a loss of idea of self.

Changing the idea of self requires the removal of a previous belief while simul-
taneously replacing this old belief with a new one. Further, pivotal to a compre-
hension of the phenomenon of suffering is the understanding that suffering is
an issue of personhood and not a problem of the body. People have character,
personality, have lived a past, and hope for a future. Individuals live in relation-
ship with family, friends, community, and the environment. We live in a society,
have a culture, and construct a world often through our work. Personhood also
involves our spiritual dimensions and the desires of our inner world. Suffering
occurs when any component of personhood is perceived to be threatened. Patients
often speak of suffering in language that expresses “how much concern or worry”
they have about the perceived negative impact that their illness or injury is having
or will have on personhood issues.

Loss of Central Purpose

All persons have a central purpose in their internal life even if the nature of
that purpose is unknown, unplanned or incoherent (15). In suffering there may
be such decentralization of purpose that people feel they have lost their idea of
self and how this self would/should act. They become focused solely on removing
the cause of the suffering. Personal autonomy, interpersonal dynamics, and the
central guiding purpose of life may disappear. Patients may feel that they are lost,
that they are on the sidelines watching their lives unfold without any passion or
involvement. They may express feelings of isolation and fear and/or have a sense
of being disconnected from society.

Experiences of Self-Conflict

Persons who suffer may experience considerable emotional conflict. They may
not be able to respond to expectations of behaviour, their own and those of others,
even though they continue to try to meet these expectations. If they do defeat the
limitations of illness, they may be perceived as “heroic” and experience the social
isolation of the hero. The following story is an example of how the designation of
“hero” can lead to social isolation and an escalation of suffering.

MR. WHITEHEAD’S STORY

One afternoon, a courtly gentleman with a high-browed face and intelligent blue eyes
lumbered into my office displaying the typical unsteady gait of a person who has had
Parkinson’s disease for a long time. In a quiet, controlled, slurring voice, interrupted
only by periods of laboured breathing, he slowly told me of a conversation he had had
while playing cards with friends. As | listened, | watched his trembling hands and noticed
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the little specks of spittle that collected at the sides of his mouth, which were quickly
dispersed by uncontrollable jabbing aimed in the general direction of the offensive
moisture. Mr. Whitehead had been a renowned electrical engineer who had presented
countless scientific papers at international meetings. Today, he was struggling to tell
me how sad and hurt he felt because a good friend had called him a hero. The comment
was well intentioned but Mr. Whitehead told me that it made him feel like an outsider
in the real world. “l am not a hero;” he protested bitterly, “l am just trying to do the best
I can. | need my friends to see me, not this rotten disease. | am not a disease! | need to
be part of this world, not some saintly hero.”

Mr. Whitehead’s story is not uncommon. Many patients experience the hurt of being
isolated from the world they once knew. We talked about why a dear friend would ex-
press such views, but Mr. Whitehead said he was tired of understanding others’ fears.
He was fighting for his life and felt he did not need another burden.

People who suffer are often told that they are strong and that they must carry on
even though they are not able to do so. Further, if individuals respond to suffering
in perhaps a culturally unique manner, they may experience criticism from those
upon whom they depend for support. Knowledge of cultural, religious, and secu-
lar beliefs as well as the impact of personality on these issues is critical to accurate
diagnosis and effective assessment. These matters must be part of the continuing
medical education of all health care professionals. While medical science searches
for the “truth,” suffering requires an understanding of that which is perceived.
Unlike past homogeneous societies, clinical decision making in contemporary
multicultural societies is complex and challenging.

Clinical Decision Making and Suffering:
Contemporary Challenges

Contemporary clinical decision making in suffering requires knowledge and
understanding of the patient as an individual as well as knowing the “origins”
of the person’s suffering (16). Treatment interventions demand careful attention
to the story the patient relates and involve demonstrating and sharing with the
patient an understanding of the concerns expressed. This approach is differ-
ent from the discursive methods currently employed in medicine, in which the
listener has a preconceived “script” against which the patient’s complaints are
compared for diagnostic purposes. In this latter method, the clinician listens for
information relating to a specific disease or illness. There is usually no sharing of
experience, and only disease-specific information is valued. The diagnosis of suf-
fering, however, demands knowledge of the patient as an individual, knowledge
that encompasses understanding the impact of culture, personality, and societal
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values on the person’s beliefs about suffering. These skills are sometimes referred
to as “empathetic listening” and “nondiscursive thinking,” skills not currently
emphasized in medical education (2, 17-19).

Another challenge to the diagnosis of suffering is to understand that suffering
is not restricted to terminal illness and palliative care. Previous research shows
that some individuals with epilepsy, arthritis, migraine, and spinal cord injuries
may experience suffering and provides evidence that suffering is an entity separate
from the construct of pain (10). Prevailing medical attitudes that consider suffer-
ing to be the secondary component of pain must be re-examined. Current research
confirms the belief that to meet the objectives of client-centred and cost-effective
care, suffering must be assessed as an entity separate from pain (20—22).

Some health care providers, who do not understand suffering as a perception
of threat to idea of self and personhood, believe that the assessment of suffering
is captured in measures of quality of life. This belief is fallacious because suffer-
ing scales measure perceptions of threat to the integrity of the self, while quality-
of-life measures assess the impact of an illness on an individual’s abilities and
opportunities. While it is important to assess quality of life in those who suffer
to further delineate the reactions to personhood, such measures do not identify
those who suffer or describe the nature of individual suffering. In summary, the
major challenge to incorporating measures of suffering into general clinical prac-
tice is the recognition that clinical decision making is not confined solely to the
identification of disease. Consequently, when considering the construct of suffer-
ing, contemporary clinical decision making requires a clear understanding of the
differences and specific purposes of assessment and diagnosis.

Diagnosing and Assessing Suffering

Diagnosis is the art of distinguishing one disease from another. Clinical diag-
nosis is based on signs, symptoms, and laboratory findings during life. Differen-
tial diagnosis involves the determination of which of one, two, or more diseases
or conditions a patient suffers from by systematically comparing and contrasting
their clinical findings. The diagnosis of suffering has long been avoided because
suffering has been thought of as a totally subjective experience. In the area of suf-
fering, the role of diagnosis is to ascertain underlying factors that may be perceived
as threats to self and personhood. The cluster of signs and symptoms of suffering,
which involve perceptions of threat to idea of self and personhood, loss of central
purpose, and self-conflict, are usually not part of the diagnosis or assessment of
patients’ complaints.

Assessment, unlike diagnosis, is the determination of the status or value of a
problem and requires both objective and subjective analyses. In the assessment of
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suffering, the value is simply whether a person suffers or not. Value judgments of
severity are of limited clinical value. The real challenge is to determine the nature
and extent of the perception of threat to the individual’s life. The management
of those who suffer is often the mandate of family members, nurses, therapists,
chaplains, and social workers. Assessment tools that objectively delineate key
characteristics of suffering are critical to effective treatment planning.

Helping People Who Are Suffering: Key Issues

Determinations of suffering require information about what the current illness/
injury means to the patient’s felt experience. These questions are framed within
the context of worry or concern individuals have that their illness will have a signif-
icant negative effect on their idea of self and personhood. Issues such as personal
relationships, job performance, and community acceptance and involvement are
measured. These concerns differ from impact-of-illness scales in which the main
focus is on abilities and opportunities. For example, a suffering question might
be: How much worry or concern do you have that you will never be the person you
once were? The patient’s worry and concern, for example, might focus on feelings
of humiliation because of loss of independence, of not being seen as competent to
make personal decisions, or of being a coward. A corresponding impact-of-illness
question might be: Does your illness/injury prevent you from getting to work on
time? Patient responses might focus on the fact that because of their present im-
pairment or disability, they cannot drive a car and public transportation may not
be available.

Further, suffering questions relate to negative beliefs about threats to the self
and personhood in the future due to aging, loneliness, and sorrow. How has the
individual managed adversity in the past? Does the patient believe the illness or
injury will resolve in a manner compatible with his/her perceptions of body image,
and/or emotional and spiritual stability? What does resolution mean to the patient?
Sometimes a clinician’s anticipation of resolution is different from the patient’s
perceptions.

The above example questions focus on the characteristic of suffering relating to
personhood and loss of central purpose. Determining whether people are experi-
encing suffering also requires inquiring what patients think will happen to them
during the resolution of their illness/injury. Do they fear that they will not manage
pain, impairment, or disability in a manner that is acceptable to them? Are they
worried about how they will cope emotionally in terms of autonomy of decision
making? Are there feelings of guilt or shame? How much effort does the patient
believe will be involved in the resolution of the problems, and do they want to
expend the effort? Do they believe that they will be able to cope with their problems
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within the context of the person they believe themselves to be now and will be in the
future? Do they believe that because of their illness or injury they are no longer ac-
ceptable members of the community at large? These questions must be addressed
by health care providers with their patients if optimal treatment interventions for
the resolution of suffering and/or any underlying pathology are to be achieved.

Responses to the above queries relate to “idea of self” and self-conflict and are
best heard within the context of diagnosing and assessing suffering rather than
within the context of psychological pathology. Some persons who suffer may be
clinically depressed, but others may simply be expressing sorrow. Suffering is not
an illness, and the impact of psychological distress can be determined once the
nature of the individual’s suffering is revealed. It is also important to clearly differ-
entiate between the diagnosis and the assessment of suffering and the treatment
of suffering. Treatments will usually focus on an individual’s personal interpreta-
tion and expression of the experience. Cultural, religious, and societal attitudes
may have considerable influences on outcomes.

Treatment Planning: Development of Strategies

The first challenge is to overcome professional reluctance. The roles of healer,
scientist, and educator are common to clinical practice. Health care professionals
are committed to trying to fix that which is “broken.” Contemporary medicine
is used to being the authority figure. Often this relationship negates the felt ex-
perience of the patient and, in fact, may increase suffering. The management of
suffering demands an equalization of the power differential between patient and
health care clinician. Expectations of “cure” and/or “care” must include and value
strategies that provide comfort.

The first goal is to determine if the patient’s expectations match the clinician’s
knowledge of probability. If expectations and probability are incompatible, the
health care professional must also determine whether he/she is sufficiently skilled
in the interventions needed to assist patients as they attempt to reach their goals.
This approach may involve abandoning the authority role and joining the patient
in their experience of uncertainty. We do not all have the professional knowledge
and/or skills to deal with uncertainty in an empathetic way. It is the clinician’s
responsibility to evaluate his/her skill set.

Prolonged sorrow, for example, may be very distressing to the clinician who
does not have the personal skills to deal with his/her own feelings about death
or possible catastrophic life events. If inappropriate referrals for psychological
counseling are made because of professional skill set inadequacy, the patient
may feel abandoned. Not only is the patient harmed but other clinicians may in-
advertently presume that the person has been referred because of mental illness.
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The end result is that patients feel betrayed by those in whom they put their trust.
Management of suffering does not require heroism on the part of patients or their
clinicians. It does demand an empathetic approach to problem solving.

Further, some health care professionals are not able to accept a sense of cer-
emony in their clinical practice, particularly when the person who suffers must
repeatedly tell the story of his/her suffering. Such clinicians argue that the treat-
ments of suffering are subjective, time consuming, and costly. However, the di-
agnosis and assessment of suffering requires the same amount of time as other
medical evaluations and does not require expensive technological confirmations.
Moreover, failing to engage with patients’ experiences causes them to continue
seeking assistance to no avail. The end result of not addressing suffering is ex-
ceedingly costly, both economically and in human terms (12).

In addition, the question must be asked whether ethical practice permits the
suspension of the patient’s symbols, actions, and sensibilities because of the
health professional’s inaccurate interpretations of the person’s suffering. Even
if clinicians cannot directly address suffering, they can still help patients by ac-
knowledging their own limitations to the patient. Appropriate referrals can then
be made and the patient’s experience of suffering validated and respected.

SUMMARY

There are many challenges in managing suffering in contemporary health care
practice. The construct of suffering as a phenomenon separate from pain is pro-
posed for consideration based on research studies (20—22) that report evidence
that pain and suffering are separate entities that are only sometimes related. Per-
ceptions of threat to idea of self, loss of central purpose, and self-conflict are mea-
surable characteristics that identify the process of suffering. Differences between
diagnosing suffering, which requires empathetic listening skills and assessing
suffering to determine perceptions of threat, are delineated. The treatment of
those who suffer requires slight shifts in approaches to clinical practice towards a
less authoritative stance and an awareness of how individuals are able to change
their idea of self. The identification of suffering is the responsibility of all health
care providers. Referrals to colleagues in psychology and/or psychiatry are made
when the clinician’s skill set is not optimal and/or when patients request psycho-
logical counseling. The management of suffering requires the enhancement of
clinical skills by practitioners in all divisions of medicine, such as nurses, social
workers, chaplains, physicians, and therapists.

This chapter has focused on the theoretical hypotheses obtained from clinical
observations and experience. The following chapter provides objective evidence
to support the theory that suffering and pain are separate entities that are only
sometimes related.
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CHAPTER 1 QUESTIONS

Define suffering as a phenomenon separate from pain. How does this
definition differ from traditional definitions of the past?

What are the universal characteristics of suffering?

What is meant by “idea of self”? How is idea of self different from identity?
What factors contribute to “personhood”?

Give some examples of the “central purpose” of an individual’s life.

What is the difference between the type of question that describes the
impact of illness as opposed to questions that delineate suffering?

What is the difference between assessment and diagnosis?

Why are some health care providers reluctant to address suffering in clinical
settings?

Critically analyze the story of “Mr. Whitehead.” What characteristics and
factors indicate suffering?

Review the story of “Marlene.” What factors differentiate between the
universal characteristics of suffering and the personal expressions of
suffering?
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2y Suffering Is Not Pain

THE EVIDENCE

Science promised answers to all the mysteries of life, and postmodern so-
ciety is the recipient of many of the wonders revealed and described by science. Un-
fortunately, contemporary society seems to have forgotten the revelations achieved
through art and intuition. Consequently, in the attempt to conquer disease, many
in medicine have forgotten that often it is not the disease that is the patient’s real
problem but rather the experience of illness. Suffering is not a disease, but it may
well be the prime cause of the patient’s experience of illness. Academic pundits
may argue about the definitions of physical pain, psychic pain, and emotional
pain, and these arguments have value because they stimulate creative thought,
but in everyday life, those who suffer because of chronic illness or disability may
require a more pragmatic approach.

Clinically, it is critical to understand the nature and origins of individuals’ be-
liefs about the nature of suffering. It is not useful to combine suffering and pain as
one entity. We know that some individuals who suffer experience little pain, and
others who experience considerable pain report little suffering. The most useful
understanding of suffering in medical practice is to acknowledge that suffering
is a perception of threat to an individual’s idea of self and personhood. Pain,
whether physical, emotional, or psychic, is simply only one of many factors that
may contribute to the experience of suffering.

The purpose of this chapter is to provide research evidence that shows that suf-
fering, as defined above, and pain are separate and only sometimes related entities.
The focus is on the relationship between (a) suffering and pain intensity in various
diseases; (b) total suffering scores and pain intensity obtained from patients as-
sessed using a self-administered, valid, and reliable questionnaire (MAsQ); and
() pain intensity and total pain scores in a group of patients with chronic illnesses
such as arthritis, epilepsy, migraine headache, and spinal cord injury. Analyses of
these data will show that some people who experience considerable suffering have
low pain scores, while others with high pain scores have low suffering scores.
These findings support the argument that if pain is eliminated, suffering does
not always abate. The chapter concludes with a discussion that focuses on the
significance of incorporating these research findings on suffering into clinical
practice. The example given explores the relationship between suffering and
monetary compensation in chronic illness or injuries. Emphasis is on cases of
litigation involving tort law.



Research Evidence

Background

Considerable controversy exists about the ability to objectively identify those
patients who experience suffering. Proponents of the argument for objective mea-
sures argue that universal characteristics of suffering such as a threat to idea of self
and personhood, loss of central purpose, self-conflict, and impaired interpersonal
relationships can be identified (1-3). Those against objective assessment argue
that the experience is idiosyncratic and cannot be objectively evaluated (4—6). Our
research team adopts the view that the characteristics of suffering are universal
and measurable and it is only the expression of the experience that is idiosyncratic.
Based on this theory, a self-administered questionnaire, the Measurement and
Assessment of Suffering Questionnaire (MASQ), was designed and validated. De-
tails of the items evaluated and results of statistical analyses relating to the validity
and reliability of the questionnaire are reported in more detail in chapter 8. The
hypothesis that suffering and pain are separate entities that are only sometimes
related was tested on 381 patients who had chronic illnesses and who were at-
tending either a hospital outpatient day program or were attending outpatient
clinics.

Seventy-nine patients had migraine headache, 113 people had epilepsy, 23 had
spinal cord injuries and 166 persons with arthritis were assessed. There were 66
females and 12 males in the migraine headache group with a mean age of 42.77 +
12.22 years. [llness duration was 20.51 + 11.98 years. The epilepsy group consisted
of 58 females and 55 males with a mean age of 41.56 + 11.42 years and the illness
duration was 22.88 + 12.96 years. The spinal cord injury group was considerably
younger, with a mean age of 46.21 + 8.54 years and an illness duration of 10.95 +
11.91 years. There were ¢ females in the group. The arthritis group consisted of 127
females and 39 males with a mean age of 60.31 + 14.23 years. Illness duration was
10.95 + I1.91 years (see table 2.1).

Of the 166 persons with arthritis, each subject was assessed at intake to a hos-
pital outpatient day clinic and after approximately three weeks of treatment. All
other subjects were assessed at intake only. Of the 113 persons with epilepsy, 13
people were part of the pilot study and data were collected and reported on an-
other 100 people. Further, 38 of the 113 people with epilepsy had pain at the time
of assessment and 2 of the 79 individuals with migraine headache had an aura only
and were excluded from the analyses.

Measures of pain consisted of pain intensity, ability to endure the current level
of pain, ability to endure more pain, anticipation of pain, ability to cope with more
pain and belief of restoration of self if pain were removed. Suffering items focused
on how much concern the patient had that their illness or injury would have a
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TABLE 2.1 -

Demographic Data of Participants (N = 381)

Disease category

Mean age

Gender

Duration of illness

Arthritis (N = 1606)
Epilepsy (N=113)
Migraine (N = 79)

Spinal cord (N =23)

60.31+14.23 yrs
41.50 + 11.42 yrs
42.77 £12.22 yr5
46.21 £ 8.54 yrs

127 females
58 females
66 females
7 females

10.83 +11.16 yrs
22.88 +12.96 yrs
20.51+11.98 yrs
10.95 + 11.91 yrs

TABLE 2.2 - Relationship between Total Suffering and Pain Intensity,
and between Total Suffering and Total Pain in Various Diseases

Disease category

Pearson correlation coefficients

Pain intensity

Total pain

Arthritis (N = 166)
Epilepsy (N =100)
Migraine (N =77)

0.343 (p = 0.000)
0.500 (p = 0.000)
0.210 (p = 0.060)

0.462 (p = 0.000)
0.428 (p = 0.000)
0.241 (p = 0.200)

Spinal cord (N =23) 0.576 (p =0.004) 0.648 (p = 0.001)

Note: p = the statistical probability that a phenomenon occurred by chance alone. The lower the

p value the less likely it is that the finding occurred by chance. Correlation coefficient is a statistical
measure of the interdependence of two or more random variables. Ranges in value are from —1 to
+1. Avalue of —1 indicates a perfect negative correlation, o indicates an absence of correlations and
+1 indicates a positive correlation.

negative impact on various aspects of self and personhood. Suffering item details
are presented in chapter 8.

Mean scores, Pearson Correlation Coefficients, and Z score values were obtained
for all groups and subgroups to determine the relationship between total suffer-
ing and pain intensity and total pain scores. Z scores are calculated to determine
the exact location of a score in a distribution. The Z score indicates the number of
standard deviations above or below a given mean.

Data analyses show that the relationship between suffering and pain is not
strong (see table 2.2). The relationship between pain intensity and total suffering
scores is: Pearson Correlation Coefficient r = 0.343, p = 0.000 for the arthritis
group; r = 0.500, p = 0.000 for the epilepsy group; r = 0.210, p = 0.06 for migraine
headache subjects; and r=0.576, p = 0.004 for the spinal cord injury group. If pain
and suffering were the same entity, correlation coefficients would be r =1.0. These
data show that factors other than pain contribute to suffering. Data also show that
the probability of results obtained being due to chance is also slight (1 chance in
1,000, for a p value of 0.000).
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TABLE 2.3 - Mean Differences within Disease Categories
between Pain Intensity and Total Suffering Scores

Disease category Pain intensity Total suffering

Arthritis (N =166) 02.99 +0.83 SD 03.27 +0.65 SD
Epilepsy (N =100) 01.97 +1.37SD 02.31+0.83 SD
Migraine (N = 77) 01.69 + 0.98 SD 02.69 +0.71 SD
Spinal cord (N =23) 02.70 +1.66 SD 02.55 +0.74 SD

Note: Standard Deviation (SD) = a statistical measure that indicates the amount of variability in a

group of scores.

TABLE 2.4 - Correlation between Total Suffering and Pain Intensity for Pain Subgroups

Disease category Pearson correlation coefficients
Epilepsy (N = 38) 0.363 (p =0.02)

Migraine (N = 30) —0.03 (p =0.806)

Spinal cord (N =18) 0.538 (p =0.02)

Note: See table 2.2 for definitions of p and correlation coefficient.

The relationship between total pain scores and total suffering scores is also
weak (see table 2.2). With Pearson Correlation Coefficients of r = 0.462, p = 0.000
for arthritic patients; r = 0.428, p = 0.000 for the epilepsy group; r =0.241, p=0.20
for individuals with migraine headache; and r = 0.648, p = 0.001 for patients who
have had a spinal cord injury.

Mean scores for pain intensity ranged from “a little pain” to “a lot.” The scale
ranged a score from o to 5 (“no pain” to “a great deal” of pain) (see table 2.3). We
then looked at the subgroup of patients who had pain while taking the test. Again,
Pearson Correlation Coefficients were not strong (see table 2.4). The relationship
for the epilepsy patients was r =0.363, p =0.02, and a value of r =0.538, p = 0.02
was found for the spinal cord injury group. In the migraine headache group there
was a very inverse relationship(r = —0.03, p = 0.86). When pain decreased, suffer-
ing increased, and when suffering decreased, pain increased. The p = 0.86 value
indicates a high probability that this finding was due to chance.

Figures 2.1and 2.2 illustrate the fact that pain and suffering are separate entities
that are only sometimes related. If the relationship were strong, one would see the
data points all clustered on the line of fit. This finding does not occur in any of the
groups tested. Some of the data points do fall on the line of fit, which indicates
that in some individuals pain and suffering, while not the same entity, are closely
related.
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These objective research results provide evidence to support the hypothesis that
suffering and pain are separate entities that are only sometimes related.

Traditionally, treatment objectives are to apply interventions that decrease pain
with the anticipation that there will be a corresponding decrease in suffering.
Sometimes this assumption is correct, but in many instances, particularly those
in which there are multiple injuries or progressive disease, it is not. In chronic
illness, failure to recognize suffering as a separate entity can lead to chronic dis-
ability and an escalation of health care costs. To illustrate this point further, we
will consider an example of patient Neal, who had severe shoulder and neck pain
due to a whiplash injury sustained in an automobile accident.

THE STORY OF NEAL

Neal has been referred to physiotherapy for treatment of a whiplash injury. He is a bright
young advertising executive who spends a great deal of time in front of his computer.
His job also involves considerable travel by car, and he is expected to play golf and
tennis with business clients. Neal is married with two young children who are used to
rough play with their father and who look forward to their time together.

When patients are referred to physiotherapy, the most common current model
of practice usually involves an initial assessment to identify patient problems by
the physiotherapist (figure 2.3). Problems are identified and treatment interven-
tions begin. Most assessments involve determining the nature of the patient’s
complaints. Areas of focus are pain and swelling, pain location, type of pain (dull,
sharp, or burning pain) and duration and intensity of the pain. Examinations also
involve observation of the anatomy of the affected part, condition of the skin,
palpitation of the muscle, determination of joint range of motion, and evalua-
tion of muscle strength. Rarely are patients asked what impact the injury has on
the patient’s everyday life or what fears the patient may have about the injury or
recovery.

Patients are often anxious to know whether the physiotherapist thinks full re-
covery will occur. At this point the physiotherapist knows the natural history of
the disorder but does not know for certain what degree of recovery will occur. If
the patient believes that the probable outcome of treatment is negative or even
uncertain, then the injuries may be perceived by the individual as a threat to him in
his roles as successful businessman and father. His idea of self may be perceived
as threatened, and suffering occurs. If at some point in the treatment process, the
patient is able to develop a new idea of self, even if he cannot do his job in exactly
the same way or be the same father he once was, suffering ceases. If the patient
cannot form a new idea of self or imagine his life evolving in a new acceptable
way, then suffering persists. In such situations patients do not achieve maximal
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Models of Physiotherapy Practice*:
Problem Identification, Treatment & Idea of Self

Model #1
PERCEIVED
THREAT TO THREAT RESOLUTION** RESULT
SELF PERSISTS OF THREAT
— — —)
Problem Treatments Modified Problems Damaged/changed
(Disorder/IlIlness) Identification Idea of Self

4 ¥ & & @

SELF 2 2
3 3 IMPAIRED
FUNCTION
SELF
| SUFFERING Suffering
Pl —
#%*1) If changed idea of ** 2) If changed idea of self
self is acceptable, is unacceptable,
suffering stops. suffering persists.

*Source: Ref.#9

Figure 2.3

functional return, do not manage their everyday life optimally, and may seek re-
peated treatments for nonspecific complaints. The end result is an escalation of
health care costs. Further, the physiotherapist may be left with the impression that
the treatments were not effective or that the person was not putting his maximal
effort into getting better. In Neal’s case, which involves a motor vehicle accident,
such opinions on the part of the medical personnel may have serious financial
implications if insurance claims are being pursued. If Neal is seen to be not par-
ticipating fully in his treatments, he may be labeled as malingering and his claims
for fiscal compensation may be inappropriately assessed or denied.

Using the same scenario in which Neal has sustained a whiplash injury with
severe shoulder pain and limitation of movement, there is another common set
of events seen not only in physiotherapy clinics but also observed in the doctor’s
office. If the patient experiences suffering and the issue is not identified and ad-
dressed, the patient may try to tell the health care professional about the suffering
using the language of pain. The physician may respond with a prescription for
more or different medications, and the physiotherapist will likely reassess the
patient. Because medicine is an inexact science that relies largely on qualitative
evidence and patient complaints, the physiotherapist will probably identify more
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Model #2 As symptoms, treatments and health care costs escalate, idea of self
diminishes, impairment increases

PERCEIVED

THREAT THREAT ACTUALIZATION

TO SELF PERSISTS OF THREAT RESULTS

(Disorder/ Problems Treatments Increased More Referrals Loss of Self
Tlness) Symptomatology  Treatments

$ ¥ & 38 I

P|P

S|S

Y|Y

c | ¢ | SELF

MMtel

1[0 IMPAIRED
FUNCTION

A|L OR
INCAPACITY

T|O

R|G

Y|Y

SUFFERING

!

Figure 2.4

problems based on these new patient complaints and then try more interventions.
The end result will still be unsatisfactory, and the patient, who originally sought
treatment for perhaps three problems, now complains of several more (see figure
2.4). Usually, the physiotherapist will try to determine the relationship between
the symptoms and known pathophysiology. If little or no correlation between
the symptoms and known pathology is found, the health care provider may come
to the conclusion that either the pain has become chronic, the patient has some
other unexplained pathology, or the patient is not truthful. The patient may then
be referred to myriad other health care professionals where complaints may con-
tinue to escalate. This process is detrimental to both the patient’s idea of self and
personhood and to the containment of health care expenditures. Studies of this
process occurring with physicians are also documented (10-12).

Watkins et al. (11) report that patients who are treated for chronic pain make
an average of 8.6 ambulatory visits to their doctor per year, and those who do
not tell their doctor about pain (one in five patients with chronic pain) make an
average of 5.2 return visits. Further, the authors report that the impact of pain on
lifestyle is comparable between groups. Treatments in the study were traditional
pharmacological interventions and modalities such as acupuncture, massage,
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Idea of Self, Enhanced Functioning and Treatment of Suffering

Model #3
PERCEIVED
THREAT TO THREAT RESOLUTION RESULTS
SELF PERSISTS ~ OF THREAT
— — — —
Integration of Treatments ~ Modified New/Restored Idea
(Disorder/Illness) Problems Problems with Problems of Self

Idea of Self

& 3$ 4 38 3

SELF 2 2 2 2

3 ENHANCED
3 3 3 i FUNCTION

| SUFFERING |

Figure 2.5

and chiropractic interventions. More research is needed to determine if physi-
cian visits decrease further when suffering strategies are part of the treatment
regimens.

In a previously published paper (9) we have shown that the identification of
suffering as an entity separate from pain as soon as the patient is assessed for
physical complaints and the application of suffering specific treatment strategies
prevents an escalation of symptomatology, a resolution of suffering, a preserva-
tion of an individual’s idea of self and personhood, and improvement in physical
function and a decrease in health care delivery costs.

The above examples are applicable to all types of disorders and are independent
of the severity of the experience. The main question is to determine whether the
patient can imagine a self that is acceptable for his life.

The impact of the failure to acknowledge suffering as an entity separate from
pain in clinical practice is illustrated with an example of practice models from
physiotherapy. An enhanced model for care (see figure 2.5) that incorporates
identifying and implementing suffering-specific strategies shows the benefits to
individuals with chronic illnesses as well as to cost containment concerns relevant
to efficacious, client-centred health care delivery systems.

In summary, figure 2.6 compares treatment models in which suffering is or is
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Comparison of Treatment Models and Suffering
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not addressed. The impact of suffering on idea of self and on fiscal expenditures
and abilities to participate in everyday life are illustrated.

Significance of Research Findings: Clinical Challenges

Research evidence (1—-3) shows that suffering and pain are separate and only
sometimes related phenomena. To adhere to the principle of medical ethics in
which all clinicians are committed to “doing no harm,” the issue of monetary
compensation for the effects of injury may negatively intrude. Currently, tort
law, both in North America and Europe, is a legal mechanism for compensating
people for pain, suffering, and loss of enjoyment in life. A study by Wissler et al.
(4) showed that in the United States monetary awards allotted to individuals are
greatly influenced by the characteristics and consequences of the injuries and are
only marginally affected by the cause of the injury and the patient’s responsibil-
ity in the accident. The more severe the injury, the higher the pain and suffering
compensation. Further, disability, rather than degree of impairment, made the
greatest contribution to the allotment of monies, followed by mental suffering,
visibility of the disability, and lastly the degree and duration of pain. The ability of
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health care professionals to objectively assess suffering is of critical importance if
ethical practice is to be maintained.

Without a valid and reliable tool to assess suffering, the veracity of patient
complaints may be challenged. Coupled with the fact that in North America the
amounts of monetary awards are extremely variable, the veracity of the patient’s
story is often questioned. Is the patient telling the truth about suffering, or is the
individual a fraud? The challenge for health care professionals is to avoid becom-
ing engaged in this adversarial argument. Ethically, objective evidence based on
facts must be the goal of all health care assessments.

In the North American tort system, there is considerable unfair variability of
plaintiff awards. The greatest source of differences in the monies awarded is the
calculation of noneconomic damages and the calculation of punitive damages to
the defendant. Economic damages are the easiest to calculate because they relate
to medical bills and lost wages. In the United States, noneconomic damages esti-
mated in 2001 made up 50% of all monies awarded, for a cost of $40 billion. Puni-
tive damages are designed to punish the defendant for highly culpable behaviours.
Less than 4% of all lawsuits involved punitive damages. In the United States, 60%
of all pain and suffering awards are allocated on a purely random basis. Lawyers,
judges, and juries all have idiosyncratic understandings of suffering in medicine.
Because of the nature of the randomness of allocating awards and the fact that
lawyers fees are closely associated with the amount of monies granted, some law-
yers do not want to be able to objectively determine the cost of pain and suffering.
Further, such determinations are objectively difficult to ascertain because lawyers
are forbidden, on the rules of evidence, to make comparisons between cases (11).
Consequently, one person may be given $1,000 for twenty minutes of pain, and
another individual may receive $100,000 for the same event. Without a valid and
reliable assessment tool, determinations of suffering are even more difficult.

Health care providers, often inadvertently, influence the outcomes of awards
to patients for pain and suffering by providing opinions and not facts based on
science. In the following chapters, this issue will be explored in more detail and
an objective, reliable, assessment tool (MAsQ) is presented to show that suffering
can be objectively identified, separate from pain.

In multicultural societies such as Canada and the United States, health care pro-
fessionals must realize that both individuals and health care professionals trained
outside these countries may have different understandings of tort law and its
impact on health. In Europe, attitudes towards fiscal compensation are vastly dif-
ferent from those in North America. For example, in Germany few patients engage
in litigation, possibly because of the availability and nature of insurance coverage
in that country. Lawyers earn less than one-third of the contingency fees paid in
the United States and receive compensation whether or not cases are won. There
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are no awards for punitive damages. All damages awards allocated in every trial
court in Germany are recorded in a book called the Tabellen. This book is published
and used to estimate damages in new cases.

These differences between the German and American systems show the need for
clinicians to provide precise objective assessments of suffering. In North America,
personal liberty is of utmost importance to the personhood of all individuals. Only
with objective evidence will health care professionals continue to provide ethical
care to those who succumb to chronic illness or injury. In countries such as Ger-
many, where the theory is that everyone owes duty to everyone else, the ethics of
medical practice are based on the tenets of fair play substantiated by the Tabellen.
Legal systems worldwide are constantly being revised, as is evidenced by publica-
tions on the need for the European Union to advance the unification of the legal
systems of the various members of the union (12). It is clear that ethical health care
practice is best advanced through a comprehensive understanding of suffering as
an entity separate and only sometimes related to pain.

In chapter 7, entitled “The Disclosure of Suffering: Medical and Legal Dis-
course,” the importance of understanding the tenets upon which the law is based
and their impact on ethical health care delivery will be explored in more detail. All
clinicians and their patients benefit from a clear understanding of the purpose of
the various laws of their respective countries. A failure to comprehend these laws
can result in a violation of medical ethics and facilitate an escalation of patients’
health care complaints with a corresponding escalation of health care costs.

SUMMARY

This chapter has provided the results of Correlation Coefficients that provide
evidence to support the hypothesis that suffering and pain are separate and only
sometimes related entities. To review: Suffering, defined as a perception of threat
to the individual’s idea of self and personhood, is an entity separate and only some-
times related to pain intensity, pain beliefs, and pain coping. Addressing suffering
as separate from pain may also facilitate the reduction of pain. Other scientific
studies show that the risk of suicide in pain patients is double that of controls
(12). This finding supports the need for further investigation of the relationship
between suffering and pain.

The objective evidence shows that suffering as an entity separate from pain is
important also to the component of personhood that involves fiscal compensation
for debilitating illnesses or injuries. Differences between tort law in North America
and Germany show that health care professionals must fully understand suffering
as a unique entity if the medical ethic of “doing no harm” is to be upheld.

To be of clinical assistance to individuals with chronic illness who experience
suffering and pain, clinicians must have at least a basic understanding of factors
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that may impact on idea of self and personhood. The next chapter will explore the
power of traditional spiritual and religious beliefs on individuals who suffer.

CHAPTER 2 QUESTIONS

1 What is the relationship between suffering and pain intensity in patients
with arthritis, epilepsy, migraine headache, and spinal cord injuries?

2 What is the significance of the relationship between pain intensity and total
suffering in patients with migraine headache?

3 What factors constitute “total pain” in the MASQ?

4 Describe a practice model based on the goals of your own profession. What
is the impact of suffering on idea of self and health outcome measures?

5 Using the same model, what health outcomes can be improved if suffering
is identified and treated from intake to discharge?

6 What are the fiscal expenditure and health status outcomes if suffering is
considered to be the secondary component of pain?

7 In the American tort system what percentages of pain and suffering awards
are allocated on a purely random basis?

8 Why is it important to understand the difference between suffering and pain
and issues of personhood?
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3 3/ The Power of Religious
and Spiritual Beliefs

Postmodern medicine has, to a large extent, abandoned its passionate
commitment to the whole person to embrace the cold, distant anonymity of the
technological age. We have forgotten the wisdom of the words of the poets of the
past. The British poet William Wordsworth lamented that “The world is too much
with us” and that “we have given our hearts away” (1). In the poignant words in-
spired by Persian poet Hafiz, “Now is the time to know that all you do is sacred.”
Many others are lost to antiquity (2). In medicine, such losses come at great cost
to those who are ill and suffer and to those whose job it is to heal and cure. As
seen in the previous chapter, failure to understand suffering results in a loss of
human potential and an increase in health care expenditures. To fully understand
the experience of suffering in medicine, it is critical to understand the power of an
individual’s spiritual and religious beliefs, past and present.

The purpose of this chapter is (a) to briefly outline key aspects of personal suf-
fering in several major world traditions, including the Judeo-Christian tradition,
Hinduism, Buddhism, Confucianism, humanism, Islam, and North American
and African aboriginal worldviews, and (b) to show how these belief systems
may impact on clinical practice. Because extensive examination of these issues is
beyond the scope of this text, a comprehensive reference list is provided for those
desiring more intensive study.

Perspectives on Suffering

The challenge to modern health care practitioners is, first, to understand the
origins of patients’ cultural, religious, and spiritual worldviews about health and
suffering and, second, to determine the influence of these belief systems in con-
temporary life.

A Western Worldview: Judeo-Christian Perspectives

Historically, the Western world view embraces the idea of a perfectly ordered
universe in which there is an infinitely good, omnipotent God (3). Suffering occurs
when there is a failure on the part of an individual or his soul to assume its proper
position in the harmony of this ideal order. No suffering is senseless but rather
is deserved or redemptive. In the most simplistic terms this worldview acknowl-
edges that God is good, God is powerful, and evil exists. Because this perspective
embraces the notion of original sin, the main task of the individual/soul, both in



health and wellness, is to try to restore the natural order. Sources of suffering are
imbalances in the body, distorted interpersonal relationships, difficulties with an
individual’s powers of self-possession, self-control, as well as influences from the
external world. Self-possession in this latter sense is often referred to as “the will”
(4, 5). InJudaism, Rosh Hashanah is a two-day holiday in which individuals assess
their actions, existence, and choices in life. It is a time for personal restoration and
is followed by ten days of penitence leading to the holy holiday of Yom Kippur (6).
In the Christian tradition the confession of sins is also a practice of appraisal and
renewal of the self. The Lenten holidays and Easter vigilance are further examples
of Christian self-renewal. Great value is placed on the power of the will and indi-
vidual choice. Some believe that humans choose and even create evil, as is depicted
in stories of the fall from grace in the Garden of Eden.

There are many theories concerning the nature of evil. Some argue that there
are natural evils such as earthquakes, physical pain, and death, and there are
moral evils that are due to actions or omissions attributed to perversion of the
will, knowledge, or love. Suffering is seen to be the consequence of evil in some
form, and as humans we must experience suffering to help us grow in wisdom
and grace. God does not cause or remove evil, but God does walk with those
who suffer. Ancient teachings of privation theories (7) state that God created a
wholly good but hierarchical universe. “Higher beings” have more good in them
than “lesser beings,” and evil is said to be an absence of God. Others believe that
suffering cannot be explained but is part of the mystery of God and all individu-
als can do is enter into an encounter with the mysterious presence of God, who
is always with us even in our suffering (8). People cannot escape suffering, but
they can transcend it. Past teachings described a synthesis between suffering and
pain, and early Christian narratives depicted suffering as powerful and redemp-
tive. These narratives provided a mechanism to transcend the strictures of Roman
ideology. Death was viewed as the ultimate victory for Christian martyrs. The
martyr literature brought into social consciousness the view of the body in pain
and the suffering body. Many aspects of these ancient texts persist in modern
thought.

The effect of illness on the body results in suffering because in illness the body
becomes an obstacle to the person, who can no longer shape the world in a way
that is personally acceptable. Because of the limitations imposed by disease and/
or illness, the patient’s world becomes smaller, with an increased dependency on
others. There is a loss of personal power (self-possession) and autonomy (will). In
Judeo-Christian traditions, people often exert the power of the will through devo-
tion and/or work. Limitations to work due to illness may result in perceptions of
a lack of self-control or willpower. Further, the recollection of how one has dealt
with past adversity and the belief that these methods are no longer viable, result
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in suffering. Individuals suffer if they violate their own principles of behaviour for
whatever reason (9—17).

In Western thought, individuals strive to maintain an idea of self that is in har-
mony with a whole universe, consisting of God, history, the mind, a community of
others, and an ultimate purpose. Consequently, in Judeo-Christian traditions, suf-
fering has a purpose. Suffering is not senseless, because individuals are expected
to learn from adversity and subsequently contribute to the restoration of the per-
fect order of the universe. The infinite goodness of God is omnipotent. Suffering
is away humankind enters into a divine relationship with God. For example, in the
past, physicians were thought to have a divine relationship with God because they
attended the sick (18, 19).

In summary, the key reasons humans sufter are that there is: (a) a failure on the
part of people to be free from the restrictions of the body due to illness, (b) a per-
version of the will, (c) a failure to submit to the will of God, and (d) a loss of central
purpose that is sometimes interpreted in Christian traditions as failing to follow
the teachings of Jesus and in Judaic law, the commandments given to Moses.
Even people in our postmodern age, who often profess to have no belief in Judeo-
Christian principals, may find themselves internally subjected to the demands of
these past familial/societal traditions in times of severe adversity. Clinicians, to be
effective, must have at least a cursory understanding of this worldview if effective,
patient-centred care is to be provided.

As a result of these belief systems, Western contemporary health care delivery
and research focus on the disharmony of the natural order of the body afflicted
by disease. The above depictions of suffering in Judeo-Christian theology are very
brief and are presented merely to provide a glimpse of how these beliefs can im-
pact on health. They are presented to encourage health care providers to commit
themselves to the necessity of lifelong learning about the beliefs of those entrusted
to their care. Just as complex as Judeo-Christian teachings are those arising from
an Eastern worldview.

Eastern Worldview

Hinduism - In early Hindu traditions, the universe is depicted in a series of ever-
widening circles extending into eternity (20, 22). At the centre of these circles is a
private self that is influenced by disturbances in these circles. Due to the complex-
ity of society, the circles are not in fixed orbits and the goal of life is to maintain a
balance between the influences of these circles and the centre (self). Good health
depends on the person’s ability to maintain a state of equilibrium. Health seeking
is areligious obligation. Pain and suffering are not considered to be natural condi-
tions, and nothing is to be gained by suffering.

According to traditional Hindu beliefs, the occurrence of suffering is thought to
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be due to several factors, such as wrongful thinking and disharmony between the
cosmic order (dharma) and the laws of causality (karma). In cases of illness, the
will must be preserved at all costs, particularly in a dying person. A poor prognosis
must not be spoken to the patient for fear of hastening death. In Hinduism, the
relationship between suffering and the self'is seen through the perspective that all
of life is part of the same community of religious thought, mythology, and legal
practices. Reality consists of a non-decaying spirit (self, consciousness) and a
decaying materiality.

Hindu traditions embrace the concept of two “selves.” The true self (Atman) is
transcendental, observing, and unable to unite the body. Only the false self (Aham-
kara), which is phenomenal, has the capability to unite the body parts. Illness oc-
curs because the unity of the body parts is precarious. It is not possible to rely on
the transcendental self, and the phenomenal self is too fragile. Some evidence of
the existence of selfis breathing, blinking, biological functions, moving to another
land in a dream, ability to shift from one sense organ to another, and concentration.
In early Hindu thought the breath was associated with the notion of soul and self. It
was the life force. Later, the concept of the self evolved as a true witness to the events
of life freed from worldly connection. This freed selfis not touched by death and is
considered to be the absolute reality. The true self becomes part of the divine.

The body is considered to be capable of both malevolence and benevolence.
It consists of wind, bile, and phlegm. The common belief is that all things are
connected to the earth. Water is the essence of earth; plants depend on water to
produce flowers, fruit, and seeds; and all is connected to humankind. This belief
then evolved to five humors: earth, wind, fire, water, and ether or space. Body parts
are associated with cosmic elements. For example, some believe the back is as-
sociated with heaven, the stars with bones, and the sun with eyes. Medieval views
linked the body with gods and goddesses, and parts of the body with other spirits.
Some yoga practices followed these beliefs. When the body is no longer viable the
soul transmigrates. In addition, there is a hierarchy of body parts. Speech is the
highest because it is the instrument of social interaction. The power of the mantra
is thought to be the way one could communicate with the gods.

There are six schools of Hindu philosophy; one of the oldest is the Samkhya
philosophy in which there is a belief that there are three unifying principles that
form the natural world. They are called Sattva, Rajas, and Tamas. These principles
are called gunas, and each one is intrinsically bound with the other. Rajas guna
is responsible for action, energy, and preservation, while Tamas is the quality of
laziness, darkness, and inactivity. Sattva is the quality of calmness and purity. In-
dividuals may be defined as having too much of one or the other of these qualities;
the ultimate goal of human life is to achieve a balance between them. The practice
of medicine is derived primarily from the Ayurvedic school of thought.
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In the Ayurvedic (ayur: life, veda: sacred) school of medical thought there are
three mind/body principles that create specific mental and physical characteris-
tics. Physicians practice medicine from a holistic perspective in which the mind,
the self, and the body form the basis of living. These mind/body principles are
called doshas. There are three doshas: Vata, Pitta, and Kapha. Vata is a force that
is conceived as consisting of the element of ether (space) and air. Pitta is viewed
as fire and water, forces that affect life transformations and are critical to the life
process per se. Kapha is seen as the equilibrium between water and earth. Itis con-
cerned both with body structure and lubrication. Kapha maintains body resistance
to illness and is responsible for biological strength and the immune system.

Ayurvedic medicine teaches the importance of eating proper foods, establishing
good sleep habits, exercise, and stress management techniques to maintain health
and facilitate healing. The patient can move from inertia to serenity or from an
undesirable to a desirable state. People are subject to the same laws of the universe
as the elements because they are made up of the same components. Therefore, all
human contact has the potential to affect moral and physical well-being.

Health requires a suppression of negative mental impulses. Old age and con-
genital disorders are seen as natural conditions of life. Common social practice
was to “shop around” for a suitable doctor, a practice not valued in contemporary
medical thought.

Attitudes towards illness are that the laws governing a specific element are
attributed to a specific bodily function. For example, fire and fever are related.
Treatments also focus on the removal of poison, opening of channels, oiling of
passages, and loosening of body parts. Language is very powerful, and great care
is taken with the spoken word.

Buddhism - Buddhism does not recognize an individuated ultimate reality and
does not incorporate the idea of a unique self. Suffering occurs because individu-
als believe in the power of the self. Beliefin an individuated self'is illusionary. The
goal of Buddhism is to rid the world of suffering, and the way to achieve this goal
is to get rid of a belief in this individuated self. It is believed that as reality con-
stantly changes so does the mental and physical self. Everything is impermanent.
The only thing that one may possibly control is the rate of change (23—28).

Several types of suffering occur in Buddhist thought. Ordinary suffering occurs
with everyday events. Suffering occurs when there is awareness that all is decay-
ing. Suffering also occurs because the nature of existence is conditioned or con-
structed. To achieve salvation, it is necessary to deconstruct the self. Spirituality is
the awareness of the contrast between what life is and what it should be like when
considering the body and suffering. In Buddhism, this awareness is true suffering.
The body is seen as an entrapment for the soul.

Patients who follow this tradition may spend considerable effort in trying to
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understand the meaning of the adversity that afflicts them and what deficit in
consciousness may have contributed to their illness. They believe an enlightened
consciousness contributes to wellness and subscribe to a philosophy of trust
and patience. Health care clinicians who wish to assist persons who adhere to
Buddhist traditions must be prepared to address issues from the perspective of
consciousness and patience. Failure to do so may lead to diagnostically incorrect
interpretations of psychological denial and pathological passivity, with subse-
quent clinical outcomes of poor compliance and ineffective treatments. Patients
are often willing to tolerate considerable pain because of the belief that pain and
suffering are a natural part of life and the discomfort associated with these phe-
nomena will pass.

Buddhist patients may have spiritual teachers who may be of assistance to
health care professionals in understanding the relationship between mind and
spirit. Contemporary health care team meetings may expand to include personal
spiritual advisors.

Confucian Belief - This tradition focuses on the ideas that it is possible to perfect
human nature and that learning to be human is a lifelong commitment. The selfis
constantly evaluating and transforming itself. Followers of this belief system have
faith that humankind is good and can become what it once was before the “fall.”
Human uniqueness is not only a responsibility but also a privilege (29, 30).

In Confucianism, suffering is deserved and is endured because people make
mistakes. Life is viewed as a burden caused by self-consciousness. Through
mental and physical discipline, people can transcend the self. Humanity cannot
bear the suffering of others. A valued response is to sacrifice oneself (altruism).
Everyone has the capability to regard heaven and earth as one. There is nothing
that is not oneself. Once a person cannot feel pain or understand suffering, that
person has lost his/her humanity.

Buddhist and Confucian beliefs may seem, at first, to be incompatible with
definitions of suffering in which suffering is seen as the perception of a threat to
a person’s idea of self. Further exploration, however, shows that these viewpoints
are not in conflict, for while Buddhist and Confucian thought do not value adher-
ence to the demands of the self, they do not deny the existence of the self and the
human struggle for coherence. Postmodern medicine neither accepts nor rejects
the self as an inherent cosmic value, but rather sees the self as one of the compo-
nents of human beings.

Islam - In this tradition, God is the basis of life. The Holy Spirit is the essence
of all life and arises from the world of divine commands (31-34). Health, illness,
and death are preordained by God. The body is the vehicle by which the Holy Spirit
manifests and functions in this world. The spirit within a person is a conscious,
changing force which evolves as the body develops. The spirit determines each
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individual’s unique personhood through the person’s commitment to learning,
reflection, beliefs, and worship. Individuals consist of a union between body and
soul and health in the context of well-being. Wholeness is granted from God.

Suffering and illness are indicators that the originally intended wholeness has
been disturbed. Suffering appears to exist within the context of wholeness and
occurs so that one may learn a lesson from wrong doing or because humans must
directly experience the consequences of human sins. Medicine and theology are
closely linked. The prayers of the sick have the highest priority with God, and
those who are ill are encouraged in their devotions.

Medical knowledge and practice is seen to be directed by God. This view may,
in some instances, be in conflict with contemporary medical practice, which
adopts a secular perspective, as it serves a multicultural society. The challenge for
medicine is similar to that of individual health care practitioners who may have to
find methods of dealing with systemic differences that occur between their own
personal religious convictions (e.g., abortion, end-of-life controversies) and that
of the health care organizations (scientific evidence). Modern medicine strives to
develop methods of integrating the cultural beliefs of individuals within the larger
framework of optimal health care delivery strategies.

In Islam, medical practice is a religious necessity for the society at large and
should always be practiced in a climate of respect and awareness of the presence of
God. The patient’s feelings, privacy, and body are treated with the utmost dignity.
The goal of medicine is to help people who are under stress and not exploit their
need. The doctor is the servant of the patient because the patient is in the sanctuary
of his illness.

Three major tenets of spirituality and their relationship to health in Islam are:
() faith (to be safe and at peace), (b) wholeness (integral, not disintegrating), and
(c) piety (conscious of God, protected). The mind is the rational aspect of the soul,
the spirit is the intellect, and the body is the material faculty. The mind and spirit
can work together to overcome the limitations of the body. There is a strong belief
that the choices made by the body, spirit, and mind throughout a lifetime have
consequences extending into eternity. Health is viewed as a blessing. Sickness is a
test and may occur to indicate death is at hand.

If one body system fails, then the spirit becomes disconnected from the body.
Ifillness causes a disconnection of the whole body with the spirit, the body dies.
Both the body and the soul may have illnesses. Sickness of the soul may involve
forgetfulness of the divine presence. Examples are jealousy and avarice. The valued
response to illness is endurance. The sleep of the ill person is sometimes viewed
as a form of worship, and the cries of patients are a litany in praise of God. No
disease is sent without a corresponding treatment. It is a person’s obligation to
maintain health, to seek treatments, and to observe religious traditions. Further,
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it is considered a blessing and privilege as well as an obligation to visit the ill.
To do so is to be in the presence of God. Incorporation or reaffirmation of these
principles in clinical practice has the potential to enhance the practice of client-
centred care.

Aboriginal Traditions

North American - There is a strong connection between health and the power of
the supernatural world in North American aboriginal traditions (35—-37). Healing
occurs through persons whose inspiration and training have enabled them to
become mediators between human beings and the supernatural world. In ancient
times, healing was thought to be the result of a supernatural blessing. Human
beings, the supernaturals, and the world form a unified whole. Human beings
contribute to this universal harmony through rituals. Health is totally dependent
on one’s relationship with the supernatural. Suffering is accepted as inevitable,
and individuals strive to find ways to restore the relationship with the supernatural
in a positive way. Great value is placed on the ability to withstand hardship, cold,
and physical pain.

In North American aboriginal traditions, suffering is not related to pain. Past
reports from various tribal groups on suffering focus on the fear and stress
that occurs when individuals believe that their way of life is threatened (floods,
drought, forest fires, etc.). Death is viewed as a way to prevent overpopulation and
was devised by the creator and a trickster companion.

Disease is believed to be a gradual dying. In dying, the soul moves towards the
realm of the dead and when it reaches its destination the person is dead. Health is
a supernatural gift or a consequence of having good relations with cosmic powers.
Not all injuries have a supernatural origin. Examples include fractures, muscular
strains, and cuts and bruises. Such disorders may be healed by senior members of
the community who are experienced herbalists. Medicine men, who are thought
to be supernatural beings, use supernatural means such as inspirational visions.
Healings may occur either when the medicine man is lucid or semiconscious. Sha-
mans are doctors working in a deep trance and with the aid of a guardian spirit.
The shaman may enter a deep trance and send his soul or one of his souls for
assistance. Shamans are medicine men but are not always doctors.

Diagnoses made by shamans may take two major forms, object and/or spirit
intrusion or loss of the soul. In the case of object intrusion, a damaging spiritual
being of minor dimensions or an object may enter a person’s body, causing pain,
swelling, or wounds. When a spirit acts to cause illness, it is believed that the spirit
has been enraged because the individual has broken a taboo or ritual rule.

Patients who believe their illness is due not only to a disease (viruses, bacteria)
butalso a spirit force may seek care from both a shaman and a medical practitioner.
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Failure to be aware of these worldviews may result in incomplete treatments and
poor outcomes.

In cases of soul loss, the belief is that human beings have two different soul
complexes. One soul complex sustains the individual during consciousness and
one soul, known as the free soul, is active during unconsciousness (sleep, trance).
The two souls interact with each other. A soul may leave the body unexpectedly
due to a shock or injury and go to the realm of the dead. As long as someone’s soul
remains with the individual, the person’s life is not in danger. Only in exceptional
cases is the shaman able to rescue the free soul and restore the person’s life.

Health and life are a supernatural gift. Human beings exist in the supernatural
world before they are born. When one is called to be born, the supreme creator
gives the body the life soul and free soul. Death is set aside and secluded from the
worlds of humans, spirits, and gods. Death holds no fear. In general, the realm of
death is not articulated and beliefs focus on living well and in harmony with the
physical and spiritual worlds.

African - There are approximately 3,000 African tribes and each has its own
religious system (38—42). In general, African worldviews contend that there is
no separation between the sacred and secular. Religion is part of all aspects of
life and is often thought to begin before birth and extend after death. Religion is
not specifically for the individual, because the belief is that to be human is to be
part of a community. The concept of time is unique and defines an individual. For
example, actual time is what is present and what is past. There is no concept relat-
ing to a future. A person’s identity is established partly in his own life and partly
through generations to a time before his birth. In some of the African societies
a person is not considered fully born until he/she has undergone the process of
physical birth, naming ceremonies, puberty, initiation rites, and marriage/procre-
ation. After death the person returns to the original pre-birth state and is present
on earth through those who remember his name. Consequently, it is important
to have children who will remember your name. People may be remembered for
several generations. While remembered, an individual is in a place called the living
dead. Incorporating the value of community and health for persons who subscribe
to these views may be a challenge for health care administrators who are not able
to merge a sense of ceremony involving patient, family, and community with fiscal
restraint.

African religions are older than Christianity and Islam and there are no sacred
scriptures, missionaries, or conversions in this tradition. Religious participation
begins before birth and persists after death. The names of people have religious
meanings. Suffering occurs when the individual experiences hardship, is the
victim of evil spirits, or is punished for contravening customs or traditions. Suf-
fering is not the providence of God. God is holy, wise, and creative. God’s will
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determines everything. God heals the sick even when medicines are used. African
aboriginal teachings hold that God is the originator and sustainer of the universe.
All spirits, people, animals, and plants are of God, and to destroy or remove the
mystical relationship is an affront to God. As in North American aboriginal tradi-
tions, sickness is a religious experience, and people go to both traditional doctors
and medicine men.

Humanism

Humanism is defined as a rationalistic system of thought attaching prime im-
portance to human rather than divine or supernatural matters. It is a Renaissance
cultural movement that turned away from medieval scholasticism and revived in-
terest in ancient Greek and Roman thought (40—42). Contemporary understand-
ings of humanism vary. Some argue that humanism is a religion, others that it
is a nontheistic belief system, and still others maintain that it is an educational
method. Adherents of humanism philosophies divide humanism into three cat-
egories: (a) nontheistic nonreligious humanism, (b) nontheistic religious human-
ism, and (c) theistic religious humanism.

Abasicunderstanding of the tenets of humanism is important because medicine
is based on humanist principles. Terms commonly used to describe humanistic
thought are secular or scientific humanism. Understanding humanism is impor-
tant because it encompasses the educational methods under which all health care
providers are trained. Humanism subscribes to the idea of perfect health for all
and is concerned with solving problems through rational thought.

Secular humanism states that all dogmas or traditions need to be tested using
reason, evidence, and the scientific method. All individuals must strive for personal
fulfillment, growth, and creativity. There is a constant desire to seek truth and to
seek meaning in life both personally and historically. Adversity may present many
challenges to patients who adhere to humanist principles, because the process of
suffering per se does not have an intrinsic value. It does not necessarily provide
meaning or absolute truth; it is simply a process in which there is a perception
of threat to an individual’s idea of self and personhood. Surviving suffering may
result in new life meanings and “truths” for some individuals, but the experience
per se does not have redemptive power. Suffering from the perspective of human-
ism is neither bad nor good. In humanism, viable social and political principles
pertaining to ethical conduct are essential to society. Each individual must strive to
greet the ideas of others with goodwill, tolerance, and reason for the advancement
and well-being of the world. Understanding the spiritual and religious beliefs of
patients is a basic tenet of humanistic thought.

The challenge of addressing suffering and humanism in medicine is twofold.
The clinician must understand humanism as a spiritual tradition and as an edu-
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cational system. In general, postmodern medical organizational systems usually
subscribe to secular humanism, which is devoid of religious traditions. Private
hospitals with religious origins are also challenged by the need to care for patients
who follow humanist philosophies. Public system health care workers may find
considerable organizational resistance to any type of ceremony. The successful
management of suffering involves the ability to integrate evidence-based method-
ologies with a degree of ceremony, which is an integral part of the management of
those who experience the process of suffering. Early identification and treatment
of those who suffer is critical if the goals of ethical practice and cost containment
are to be achieved.

SUMMARY

The world traditions described in this chapter touch only on the very basic
tenets of a select group of belief systems. There are many other traditions and
subcomponents of the above groups, but the issue of idea of self and its relation-
ship to various aspects of human life and the cosmos is evident in all traditions.
Further, while many in contemporary society hold views based on philosophical
humanist perspectives, it must be remembered that ideas of self and personhood
are key issues. Awareness of cultural/spiritual teachings are important, not to
profile individuals, but rather to form a basis for therapeutic dialogue leading to
comprehensive, effective care of the patient.

In addition, issues of culture, ethnicity, and nationality are components of
individuals’ idea of self and personhood in pluralistic multicultural societies. Ef-
fective health care delivery occurs when clinicians fully understand the tenets of
assimilation, acculturation, customs, and rights and practices from a framework
of cultural sensitivity and competency. These issues are examined in chapter 4.

Past mythology may persist, in part, in modern medicine. It is most important
that health care providers have at least a basic knowledge of a person’s cultural
heritage. The value of this knowledge is not to make assumptions about an in-
dividual but rather to have the skills required to be sensitive to potential patient
concerns based on past/present cultural teachings. In contemporary medicine, the
efficacy of treatment interventions may be enhanced if the diverse belief systems
of patients and the various ways individuals pray are recognized. Failure to do so
may result in patients feeling isolated and/or abandoned, factors not conducive to
achieving optimal treatment outcomes.

An additional challenge to contemporary medical practice is that in North
American society, many persons subscribing to Buddhist beliefs have been edu-
cated in other traditions (Catholicism, Judaism, etc.) in their formative years. The
management of suffering may be complicated by these different perspectives.

Again, the unity of theology and medicine in many of these worldviews requires
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understanding and a creative ability on the part of the health care provider if client-
centred care is to be accurately assessed and provided.

CHAPTER 3 QUESTIONS
1 How is suffering viewed in Judeo-Christian traditions?
2 How do Hindu beliefs about “self” impact on health?
In Buddhism, how does the illusionary self relate to the secular “ideas of
self” in contemporary society?
What types of suffering occur based on Buddhist thought?
What are the Islamic beliefs about suffering and illness?
What is the process of healing in North American aboriginal traditions?
How is the self understood in African aboriginal belief systems?

[SN]

What is humanism?

O O ol b

How does contemporary medicine view human suffering?
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4 3 Suffering and Culture

Cultural traditions have a profound effect not only on individuals’ idea of
self but also on the identity of families and the community at large. Cultural tradi-
tions may augment not only the experience of suffering but also its expression.
Insensitivity to transcultural issues can result in ineffective health care treatment
outcomes, increased suffering of individuals, and an escalation of health care
delivery costs.

The purpose of this chapter is to: (a) review common definitions of culture,
ethnicity, and nationality in contemporary society; (b) illustrate the difference be-
tween a patient’s idea of self and self-identity; (c) explore the dynamics of cultural
identity and idea of self; (d) discuss the impact of cultural traditions on health;
and (e) provide a case study in which cultural sensitivity and competency were
important components of successful treatment outcomes.

Culture, Ethnicity, Nationality

Culture

Culture has many definitions. It has been defined as a patterned behavioural
response that develops over time. Giger et al. state that culture can be defined as
the end product of an imprinting on the mind of patterned responses that occur
through social, religious, intellectual, and artistic experiences and that it is also
the result of acquired psychological mechanisms that are affected by internal and
external stimuli (1). Values, beliefs, norms, and practices that are held in common
among members of a group are what shape a culture. Culture guides an indi-
vidual’s thinking and doing and becomes a stereotypical expression of the person.
Culture guides an individual’s actions and decision making while fostering ideas
of self-worth and self-esteem.

Others (2) define culture as a socially transmitted behaviour pattern thatis based
on the acceptance of beliefs, attitudes, language, and practices that are typical of a
community at a give time. These authors argue that geographical, economic, and
social segregation of any ethnic or racial group reinforces the culturally influenced
behaviour pattern. When considering suffering in such groups, these points are of
considerable importance. In health care, changes in usual patterns of behaviour
may be regarded as evidence of pathology when, in fact, the person is simply re-
treating to a time and place of emotional safety because threats to his/her personal
idea of self are perceived.



In thearena of health, individuals may be forced into a culture of chronicillness or
disability. People with asthma, for example, may become part of a culture in which
members advocate for clean air, the abolishment of smoking in public places, or
a fragrance-free society. Others with physical disabilities may lobby governments
for wheelchair-accessible buildings and subsidized public transportation. Other
individuals may find themselves in an illness culture when lifesaving drugs are not
subsidized by public resources. In many such examples, an individual may belong
to several cultural groups. One may be based on illness, another on disability, and
the third on ethnicity. The most useful definition, in clinical practice, is that culture
is the sum of the beliefs, practices, habits, likes, customs, norms, and rituals that
individuals learn from their families during their years of socialization (3).

Culture is the mainstay of personhood; that is, it is how people live in soci-
ety. Adherence to cultural traditions is a conscious experience and functions as
a device for creating as well as limiting human choices. Cultural traditions not
only determine the nature of personal identity but also can mold individuals’ ideas
of self. When considering suffering as a perception of threat to ideas of self and
personhood, it is important to acknowledge that in some cases, cultural traditions
are not always compatible with an individual’s idea of self.

Self-conflict and impaired interpersonal relationships, two characteristics of
suffering, may be magnified when the patient is confronted with conflicting ideas
of self. Conflicts may arise when the person’s idea of self based on past cultural
teachings is incompatible with aspects of the self that are influenced by factors
in contemporary life. While idea of self is determined by internal psychological
stimuli, it is not always influenced by external cultural norms. Idea of self is an
internal perception that reassures an individual of his or her uniqueness in the
world. Culture is the external influence of others that shapes one’s identity in soci-
ety. Factors such as ethnicity and nationality define cultural habits.

Ethnicity and Nationality

Ethnicity - Ethnicity often refers to a common and distinctive racial, national,
religious, linguistic, or cultural tradition. People of a specific ethnic background
usually have a common geographic origin, migratory status, race, language, and
dialect. They have many ties that transcend the boundaries of kinship, neighbor-
hood, and community. People of like ethnicity share traditions, symbols, values,
literature, folklore, music, and food. Their settlement patterns and employment
patterns are similar, and individuals belonging to the group have both an internal
and external sense of distinctiveness. When suffering is experienced, this sense
of distinctiveness may be exacerbated by increasing feelings of isolation from the
community at large, whose cultural demands are beyond those of the individual’s
own cultural group (4).
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In contemporary society, however, ethnicity also refers to non-Western cultural
traditions. For example, in North America, food that is not derived from Anglo-
Saxon traditions is labeled as “ethnic.” Individuals whose first language is not
English are referred to as “ethnics” even though each person may belong to a
different cultural group. In medicine, ethnicity usually refers to an individual’s
origins by birth rather than present nationality.

Nationality - Some scholars (5) argue that nationality and culture are symbiotic.
For health care professionals who have an ethical commitment to care, nationality
is simply the status of belonging to a particular nation. Nationality also can refer
to an ethnic group that forms one or more political nations. When considering
the relationship between culture and nationality, culture is seen to provide mean-
ing to a life because people share a language, memories, geographic territory, and
common practices. In some instances, people choose to become part of another
minority culture rather than be identified with a less favourable minority due to
immigration or political policies. An example is that of immigrants from the
Caribbean who choose not to identify with African Americans. The ethos of the
Caribbean culture is perceived by Caribbean immigrants to be different from that
of African Americans.

Ethos, Ethnocentrism, Xenophobia

It is critical to understand the ethos or characteristic spirit of a culture or com-
munity if respect and validation of others is to be truly achieved. Health care pro-
fessionals who are committed to the preservation and enhancement of the health
of all members of society must guard against ethnocentrism, or the belief in the
superiority of one’s own ethnic group. An example of ethnocentrism in medicine
occurs when health care professionals assume that attitudes based on religious
traditions in which suffering is seen as a punishment for a life poorly lived are
considered to be “primitive” in the eyes of scientific medicine. Many cultures do
not subscribe to the views of medicine.

In health care, as well as in society at large, ethnocentrism may also occur be-
cause of xenophobia, the undue fear or contempt for strangers or foreigners usually
because of inaccurate perceptions of political or cultural practices. It is important
to realize that lack of understanding of the ethos of a culture, ethnocentrism, and
xenophobia occur equally in minority cultural groups as well as in dominant cul-
tures. Consequently, patients may believe that the cultural customs of the domi-
nant society are inferior to those of their own cultural inheritance. Because of such
misunderstandings suffering may escalate in individuals with chronic illnesses.
Failing to understand the ethos of a community or to understand the nature of
ethnocentrism and xenophobia may cause health care providers to fail to hear and
validate the story with the patient. Sometimes individuals voluntarily change their
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nationality and cultural practices. This change usually evolves through either as-
similation or acculturation.

Assimilation and Acculturation

When individuals assimilate, they become more like the dominant culture.
Assimilation may be cultural or due to intermarriage. Some persons totally aban-
don their cultural background, and others absorb parts of the dominant culture
while maintaining part of their original culture. Assimilation is usually a matter
of choice, while acculturation usually occurs over three generations. Accultura-
tion occurs when people are forced to learn the ways of a new culture for reasons
of survival. Individuals who experience acculturation may be living between two
cultures. Immigrants to North America and the aboriginal peoples often live in
two different cultures due to the demands of acculturation. They live both their
own aboriginal or immigrant traditions as well as the customs of the dominant
Anglo-Saxon society. When such individuals experience suffering, self-conflict
may be very intense because patients may emotionally move from one belief sys-
tem to another. In such instances the experience of suffering may be prolonged.
Further, the situation may be even more complex if those same individuals become
physically disabled. They then must embrace the culture of disability.

Because organized heath care delivery is a social institution, governance is deter-
mined by popular politics. Health care providers in North America and throughout
most of the world believe that they have a duty to administer, without prejudice,
to all who are ill, but they are bound, in part, by the rules and regulations of their
health care organization and the political norms of the dominant culture. The end
result of trying to meet the sometimes divergent objectives is that individual health
care providers can also experience considerable self-conflict.

Cultural Sensitivity

Customs vs. Rights

The clinician who effectively manages suffering with cultural sensitivity has
a basic knowledge of the patients’ cultural customs. A constructive approach
towards patients’ attitudes and practices, particularly if those beliefs are differ-
ent from those of the dominant cultures, is advanced through an awareness of
both social customs and human rights policies. Knowledge of cultural beliefs,
language, and practices can help clinicians determine the nature of the patient’s
world view.

Knowledge of the nature and customs of minority groups is critical to effec-
tive health care delivery. Few health care professionals realize that members of a
minority group have the “right” to protect their culture if their identification with
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it has been voluntary. However, some argue that only those born in the country of
origin have established legal rights (6-8). In health care it is important to realize
that some members of minorities who were born and raised in their social cul-
tures did not choose minority status but may find themselves in a minority group
because of circumstance or chronic illness. The relationship between the social
isolation of minority status and the existential loneliness of those who suffer is a
critical factor in understanding the nature of suffering in medicine.

In North American society, individuals and families belong to several cultural
groups. They may belong to particular groups based on the primary characteris-
tics of culture or race, skin colour, gender, age, or religious affiliation. Cultural
identity is also determined by geographic location. Some individuals live in urban
areas and others in rural settings. Marital status, physical characteristics, migra-
tion history, and immigration status are all factors upon which cultural customs
are constituted (9). The purpose of group membership is that individuals have the
need to live in familiar, safe environments. Those who suffer often express the
feeling that they now live in a world others do not know. They become immigrants
in their own lives.

Other group memberships are due to the secondary characteristics of culture
such as educational status, socioeconomic status, occupation, military experi-
ence, and political beliefs. Membership in these groups is due to economic rea-
sons and is entrenched in human rights and freedoms. Some individuals choose
their collective identity for economic and/or political gain. Shared race, language,
or practices are not requirements of this type of membership. The dynamics of
group functioning are usually based on the formal laws of the group and can form
an individual’s social identity. Further, other individuals subscribe to a symbolic
ethnicity. For example, through intermarriage some people may choose to follow
the ethnic customs of their partner rather than their own customs or blend more
than one tradition into their family identity. There are no real benefits or costs to
the individual’s choice in these instances. For health care professionals, whose
task it is to help those who suffer to reintegrate into their respective societies, it is
critical to understand the nature of the group to which the patient once belonged
(12, 13).

Attitudinal Shifts

Cultural groups change slowly over time, even in stable societies. To be useful
to patients who suffer, effective clinicians understand their own cultural back-
grounds and are aware of how their attitudes, beliefs, and practices could nega-
tively influence care. For example, if the health care provider’s culture focuses on
independence of the individual, difficulties may arise in cases where the patient
is from a culture that does not specifically value the individual but rather involves
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the family or the subgroup within the larger group in decision making. In such
situations, the health professional’s task shifts from that of being an authorita-
tive expert providing scientific information to functioning from a more holistic
perspective that includes synthesizing the tenets of personal respect; caring; being
present; and offering protection, reassurance, and compassion as well as scientific
information (14). Such changes involve reassessment of one’s own value system
and the desire to objectively consider the views of others.

Another challenge facing clinicians is the need to be culturally appropriate.
Naive, superficial knowledge about other cultural traditions can be harmful and
unproductive in the management of suffering. To provide the best possible care,
health care providers must have a solid knowledge base about cultural diversity.
Awareness that visible minorities have considerable internal diversity and that
subgroups may have cultural traits or social customs that are vastly different from
the main cultural group helps the clinician avoid stereotyping patients on the basis
of ethnicity and/or presumed cultural practices. Clinicians can avoid making incor-
rect assumptions about any particular individual or group by seeking information
directly from the patient. Questions relating to cultural sensitivity should be part
of every health professional’s initial clinical assessment. Focusing on the fact that
all cultures share similarities and that suffering is a life experience with universal
characteristics leads to the effective care of those who suffer. It is important to
recognize that it is the expression of suffering, not the experience per se, that is
idiosyncratic and culturally bound.

Many health care providers show considerable cultural sensitivity, but some-
times these individuals may lack cultural competency in the administration of
health care planning and delivery (9, 10). To be culturally competent when dealing
with suffering, it is critical to remember that suffering, in medicine, does not refer
solely to pain or a plethora of unpleasant events. Suffering is a perception of threat
to an individual’s idea of self and personhood.

Cultural Competency

Purnell’s model and Lenninger’s Sunrise model for cultural competence and
transcultural nursing practice provides a useful framework upon which to ex-
amine the challenges of cultural competency faced by those who are managing
suffering in medicine (11, 14). Examination of definitions of culture in health care
delivery indicates that cultural customs significantly contribute to the develop-
ment of identity and often ideas of self. When considering suffering as a percep-
tion of threat to idea of self and personhood, understanding the ethos of minority
cultures, ethnocentrism, and the relationship of idea of self to identity is critical
to cultural competency.

56 Suffering: What Man Has Made of Man



Self

Self is often defined as a person’s particular nature or personality, the essen-
tial being that distinguishes the person from others. Idea of self is an internal
perception, a dream or wish that a person holds in which the behaviours and
action that are honorable and acceptable to the person are seen as his/her own.
Sometimes idea of self is culturally bound, and sometimes it is not. Idea of self is
personal and determined by the individual. A person’s idea of self is sometimes
totally incompatible with how the person is perceived by others. For example,
a woman may perceive herself as being risk taking and having a contemporary
worldview. She may see her past and present ways of managing life’s challenges
as daring and bold. Family and friends however may see her as being sensible,
reliable, extremely competent, and subscribing to their culture’s worldview. These
differing perceptions of the individual and family separate the individual from
other family members and give the individual a unique place within the family
constellation.

When faced with overwhelming adversity, illness, or disability, an individual
may be forced to re-examine his/her idea of self. If the expectations the individual
has about his/her behaviour do not match family cultural expectations, the sudden
revelation of these differences may result in interpersonal conflict. Some people
can readily change their internal beliefs about how they must now behave to main-
tain personal integrity. Other patients may have considerable difficulty changing
their idea of self and require help from health care providers. Changes in idea of
self in conjunction with changes in physical and/or emotional performance may
also cause considerable upset within the family complex. Clinicians in these in-
stances must also address family concerns. If clinical assumptions and expecta-
tions of patients are based on stereotypical cultural attitudes, the management of
those who suffer is compromised.

Identity

Identity, on the other hand, is an accumulation of factors such as culture, eth-
nicity, and nationality that determine the social characteristics of an individual.
Identity is also based on external factors determined by others. Cultural identity
is important to individuals because it is a collective identity that does not require
an essential self. Cultural identity provides individuals with guidelines for a suc-
cessful life. While most people are socialized into a collective identity from birth,
anyone can also choose to adopt a new one. Cultural identities are important for
individuals because they determine the values and cognitive symbols for everyday
life. For example, belonging to a cultural identity automatically gives meanings
to marriage, religion, moral behaviour, and language. Cultural identity also gives
individuals social and political power.
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Idea of Self and Self Identity

The relationship between idea of self and identity can be said to be symbiotic.
One may incorporate the cultural teachings of childhood into his/her idea of self
or not. When incorporation occurs, a culturally based idea of self and identity
may be the gold standard to which all future behaviour is compared. Those who
choose cultural groups other than the one inherited at birth may find themselves
in considerable personal conflict as they try to synthesize past and present identi-
ties into a cohesive idea of self. The challenge to health care providers is twofold.
Itis imperative not only to acknowledge and validate the individual’s personal idea
of self but also to understand the origin, nature, and demands of their cultural
identity and how these factors contribute to their everyday life or personhood.

Personhood and Heritage

To understand the many manifestations of perception of threat to an individual,
it is useful to have some knowledge not only of the person’s dream of self but
also of his/her heritage. Factors such as country of origin, current residence,
economics, political experience, reasons for immigration, educational status,
and current occupation are key factors that may have significant impact on health
status, illness prevention, and coping with illness or injury.

When considering the construct of culture and idea of self and identity within
the family unit, determinations of gender roles and power structures are impor-
tant. For example, who is the head of the family? What is the role of the elderly?
How are members of the extended family viewed? What are the priorities within
the family structure? Factors such as family attitudes towards single parenting,
sexual orientation, child-rearing practices, childless marriage, and divorce are
powerful contributors to idea of self. An individual’s idea of self may be incompat-
ible with family expectations and this may only become apparent to the patient and
family in situations of stress and adversity. This familial incongruence may be the
source of a great deal of additional suffering. Suffering in chronic illness, when
considering culture, identity, ideas of self, and personhood, has an additional
set of challenges. Conflict between health care providers and patients and their
families about patient autonomy, acculturation, assimilation, ethnic communica-
tion styles, individualism, and the desire of families to incorporate customs of
health care practices from their countries of origin with Western methods may all
enhance patient suffering. These factors are all components of personhood, that
is, the tasks of everyday life, which may be seen by individuals to be threatened by
the onset of chronic illness and/or disability and by insensitive transcultural medi-
cal practice. When personal autonomy is overruled by the authority of health care
practitioners, idea of self and self-image are damaged. The patient may feel a loss
of power over his/her own life. In cultures where individualism is not valued, ad-
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herence to strict codes of personal autonomy in health care organizations may be
experienced by patients as abandonment. Further, struggles of second-generation
immigrant children can escalate because of the demands of managing chronic
illness from the perspective of immigrant family members who are accustomed
to methods that are different and sometimes not appreciated by current scientific
practice.

Sensitive transcultural care of individuals who suffer involves helping patients
preserve not only their idea of self and personhood but also their cultural identity.
All these factors constitute the construct of personhood. Clearly, cultural compe-
tency depends on knowledge, empathetic listening skills, and effective communi-
cation. In addition to ethno-history, the impact of the patient’s dominant language
and how that language is usually expressed must be known. For example, some
individuals who have recently emigrated from Russia may speak more loudly
when confronting authority figures because of traumatic incidences that occurred
while in their native country. Those behaviours may be misinterpreted as being
abusive or ill-informed. Others, such as people from India, may speak more loudly
because of ancient religious beliefs relating to the power of the voice and respect
given to God.

Knowledge of illness beliefs is useful. Some groups of Asian background may
avoid eye contact because of ancient beliefs that looking at someone directly may
invoke evil and cause illness. Many traditions adhere to beliefs in the “evil eye” in a
variety of formats. Facial expressions, the use of touch, and body language are all
culturally driven and have a variety of meanings. In health care, spatial distancing,
the meaning of time, the use of names and acceptable greetings can all impact on
the establishment of trust, compliance, and effectiveness of treatment interven-
tions. Once again, the health care professional becomes the non-knower and the
power differential again shifts from expert (the patient) to novice (the clinician).
Such shifts may be very threatening to clinicians who not only believe that their
cultural traditions are superior but also that their traditions must take precedence.
In such situations, patients quickly determine those behaviours that are deemed
threatening and either withdraw from care or only give the clinician the informa-
tion the patient believes the clinician seeks. In both cases the end result may be
an increase in suffering, ineffective treatment interventions, and an escalation of
health care costs.

Effective management requires the ability to accommodate and negotiate cul-
tural differences, and restructure individuals’ idea of self and personhood when
necessary. It is critical to know patients’ past patterns and practices of health,
particularly in the fields of rehabilitation medicine. Respectful expressions of care
along with knowledge of the importance of the environment to the individual and
the language and ethno-history of the patient are essential components of ethical,
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efficacious, cost-effective health care delivery. Clearly, culture has a considerable
impact on personhood for the individual as well as the family and social group.

The Power of Cultural Customs on Suffering: A Case Study

The power of cultural customs on suffering is best understood through explo-
rations of ritual, privacy and, spiritual beliefs. The following is a case study that
demonstrates the need for all health care practitioners to address suffering in their
respective fields. The story of Marron takes place in a physiotherapy rehabilitation
facility.

MARRON’S STORY

It was my second day at work in a rehabilitation unit when | received a requisition to
treat Marron, a young woman of aboriginal descent who was complaining of muscle
weakness in both legs and an inability to walk after experiencing a traumatic event.
Apparently, after wild partying, the woman had slipped and fallen and was injured.
While such events may make some smile wryly, in health care, it was just another story.
| entered Marron’s room, and my greeting was met with silence. She did not meet my
gaze as | introduced myself and explained the reason for my visit. Questions began to
surface in my mind. What did the silence mean? Was Marron’s silence a function of her
personality or was it a cultural response? Perhaps it was both. In some cultural tradi-
tions silence is an indication of respect and in others a sign of fear and distress. Had |
been more experienced | would have asked the patient. Time would tell me what silence
meant to this young woman. | had learned from past experience to be slow in making
judgments about the meaning of behaviour. Many thoughts flicked through my mind as
I stood at her bedside. | remembered reading that in the Navajo tradition, personal pri-
vacy was very important and revelations of mating practices or sexual information was
not readily given and often withheld from health care providers. | did not know if this
was an issue for Marron and perhaps a reason for her silence, given the circumstances
of her accident. | knew that it is important not to make assumptions about a patient’s
cultural heritage or to think that traditions were constant across groups and subgroups.
I resolved to ask Marron to explain her belief systems about personal space, touching,
and privacy needs within the context of assessments and treatments offered through
physiotherapy. As | glanced around the room | noticed that there were no visitors in
the room. The nurses later informed me that they had not seen anyone visit during the
week. | took mental note of this observation because my past experience with people of
North American aboriginal decent, who lived in isolated environments, was that family
and community were usually very present when a member of the group was ill. Of more
concern to me was the fact that some of the hospital staff seemed to be interpreting
Marron’s silence as an indication of hostility and noncompliance. Further, because
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there was little scientific evidence that any severe damage to Marron’s spinal cord had
occurred during the accident, it seemed some of the medical staff were beginning to
have suspicions that perhaps Marron was experiencing hysteria.

On physical examination, Marron complained of severe pain in her low back and on
the front of one leg. | began treating her in her room on the ward. Marron always spoke
with a very quiet voice. She seldom smiled. One day, she told me that she felt that the
staff did not like her because she was an aboriginal person and that they thought she
was a liar. Being an experienced and perhaps overly protective therapist, | felt the need
to shield my patient from the power of labels and scientific controversy. | switched our
sessions from the ward to the gymnasium in an attempt to legitimize her impairments
in the eyes of some of the medical staff. Several days later, Marron was discharged from
the hospital as an outpatient. She was to see me the following week at 1 p.M.. On the day
of her appointment Marron did not arrive until 3 P.M., much to the exasperation of our
receptionist. Fortunately, | was free to see Marron at that time. As she entered the gym,
I noticed that she no longer used the gray metal cane that I had given her but rather was
using a carved wooden stick with a beautiful hand grip into which was inserted a series
of bells. | made no comment. We began the stretching and exercises and, after a while,
Marron began to speak. She told me that she had been cursed by the grandmother
of her boyfriend who believed Marron had caused them disgrace. | listened and said
nothing. Marron went on to say that a medicine man she knew in another village gave
her the wooden cane because it had magic that would heal her. She showed me the
cane and | admired its beauty. She said nothing else and | asked no questions because
I did not know what questions would be helpful and which would not. We continued
to work. Later, Marron and | talked about the routines that determined her life, and |
explained the obligations that governed mine. It became clear that Marron believed
that I would be able to help her get better and that she also had great faith in the tra-
ditional healing practices of her culture. She was only a few minutes late for the rest of
her appointments. | never told anyone about the spell, and | argued on her behalf at
team meetings so that she could continue to have treatments as long as she showed
improvement. One day, Marron came in to the gym without the cane, and after she left,
I never saw her again. To me, this was not an unusual experience because | had some
slight understanding of aboriginal traditions and belief systems. From my perspective
this was appropriate and acceptable behaviour.

Some of my colleagues had considerable difficulty accepting this approach to treat-
ment because, from their perspective, Marron was abusing health care resources and
I was not advancing the cause of science. | believed that part of my job was not only
to offer Marron my technological skill but also to support her idea of self and person-
hood. Marron had told me that she believed that she had behaved dishonorably prior
to her accident and that she had disgraced herself and grandparents with whom she
lived. Marron did not know what she was going to do because she felt shunned by her
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community and by the medical staff, who, she believed, thought she was “faking” her
illness. She was afraid that she would be disabled for the rest of her life as punishment
for her poor behaviour. She was very angry, with herself, her family, some of her com-
munity members, and sometimes with me. | interpreted Marron’s behaviours as indica-
tors of suffering. | believed she perceived her idea of self and personhood as being
threatened. Marron’s treatment regime involved not only the exercises | was showing
her to improve her muscle strength and mobility but also a restoration of her idea of
selfand personhood. Restoration of Marron’s idea of self now involved atonement and
forgiveness for her behaviour. She believed she was receiving help from the medicine
man in her village. The nature of her personhood, that is, how she had dealt with ad-
versity in the past and believed she would manage in the future, was expressed, in part,
through her belief in spirits and spells and by attending her village healing circle. Usu-
ally, I prefer not to treat patients who are simultaneously being treated by other health
care practitioners because it makes it more difficult for me to determine the efficacy of
my interventions. Further, there is always the danger of negative interactions between
treatment modalities.

In Marron’s case, no drug therapies were involved, and she believed that traditional
medicine would also help her. | believed that it was important to validate the nature
of Marron’s personhood and that she have the freedom to combine folk methods with
Western medicine techniques. In this particular case, | believed that the art of medicine
(both folk and Western) took precedence over the science. Further, | believed that part
of my therapeutic responsibility was to avoid contributing to her suffering.

After her discharge, Marron did not return for repeated visits complaining of pain,
as is often the case with patients who have had similar problems and in which suffering
is not addressed. While Marron may still have some physical impairments she was not
disabled.

In retrospect, | believe that Marron and | worked together successfully. | did my job,
and she did hers. At the time, | believed that my job was to objectively identify the health
care problem, discuss with Marron the interventions that | believed would be effective,
and be aware of the cultural factors that could influence treatment outcomes. Mar-
ron’s job was to accept my help and to tell me about what would constitute a successful
health outcome for help. Our relationship was not an easy one because | was not sure
that I was addressing all of Marron’s concerns from the perspectives of cultural sensitiv-
ity and competency. My approach was based mostly on past experience and instinct
because my professional training did not include courses in transcultural care.

I learned a lot from Marron. I learned that when providing culturally sensitive
care, it is very important to be clear in my own mind about my obligations both
to the art and science of medicine and to the cultural needs of my patients. It is
important to know about the routines and rituals of the patient and the family as
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well as the community at large. The role of the family and how illness impacts on
family routines and rituals as well as the power structure within the family are par-
ticularly important when addressing suffering. Who makes the decisions in the
family unit? What is the attitude towards individualism? What are the beliefs about
personal space, modesty and touch, and communication methods? It is critical
to know the patient’s place in the family structure, the expectations of the family
subgroup, and the rules and regulations of the larger community group. These
factors must be considered for all patients, but there are other vital factors to be
explored when evaluating the impact of cultural traditions and suffering within
minority groups.

Questions of acculturation and assimilation are pertinent when addressing
suffering with patients from minority groups. From the perspective of health out-
comes, the involuntary transfer of people from one minority group to another may
escalate the process of suffering. For example, had Marron become disabled, she
would have belonged to two minority groups: one group determined by ethnicity
and nationality and the other by health status. How do aboriginal groups view
those who are handicapped or disabled? What would be the challenge to Marron
from the perspective of rehabilitation? Were her parents born in the country in
which they lived? Determinations of when people have immigrated may also play
a significant part in suffering. The expectations of self of first-generation immi-
grants are often vastly different from those of their parents, as are religious and
spiritual practices, the use of herbs, and other complementary health care tech-
niques. Cultural traditions have a significant impact on ideas of self and person-
hood in those who suffer. Cultural sensitivity and cultural competency may well
be critical factors that prevent the development of both physical and emotional
disability.

I have told the story of Marron to my students over the years as I've tried to instill
in them the importance of cultural sensitivity and cultural competence. I believe
that had my undergraduate training involved courses in cross-cultural sensitivity
and competency, I may have been even more helpful to my patients.

SUMMARY

This chapter has explored the relationship between cultural traditions and suf-
fering. It is clear that a full understanding of the concepts of culture, ethnicity,
nationality, and heritage and their relationship to the experience of suffering must
be thoroughly understood. Further, health care professionals must also know that
suffering, defined as a perception of threat to idea of self, personhood, and iden-
tity, occurs not only with individual patients but also with their families and the
many subgroups to which individuals belong. We have explored also the power
of subgroup beliefs on the experience of suffering and have seen how cultural

Suffering and Culture 63



sensitivity and competency enhances everyday clinical practice. Another critical
factor in understanding the nature of suffering in contemporary health care de-
livery is that not only do individuals experience suffering because of threats to
their idea of self that are related to physical and emotional illnesses and/or injuries
but also because critical life-stage tasks are also perceived to be threatened. The
following chapter will explore suffering from the perspective of developmental
life-stage tasks.

CHAPTER 4 QUESTIONS

Define Culture.

Differentiate between ethnicity and nationality.

How does xenophobia impact on health care delivery?

A W N O~

Give examples of ethnocentrism in medicine and describe how
ethnocentrism may negatively affect those who suffer.
5 How does acculturation impact on the health care delivery of individual
patients?
6 Describe the critical components of cultural sensitivity.
7 What are the characteristics of culturally competent health care providers?
8 What is the relationship between idea of self and self-identity in patients
who suffer?
9 How does an individual’s heritage impact on the construct of suffering?
10 Analyze the story of “Marron” from the perspective of cultural sensitivity
and cultural competency.
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5 o/ Crises of Suffering across the Life Span

Personhood is defined as those responsibilities and activities of individu-
als that constitute a life. When considering the experience of suffering, person-
hood has a further meaning. Personhood, within the context of suffering, also
involves an individual’s perception of threat to those developmental psychosocial
tasks and behaviours that must be addressed throughout the life span. Failure to
understand the nature of these tasks and behaviours, and the impact of the variety
of family roles and cultural traditions on an individual’s life tasks, can result in
increased suffering and failed clinical interventions.

The purpose of this chapter will be to: (a) briefly outline some theories of human
psychosocial development across the life span, (b) show how various understand-
ings of what constitutes a family impacts on the achievement of these life tasks,
(c) demonstrate how health care organizational policies may be in conflict with
the life tasks of patients who have chronic illnesses, and finally (d) delineate the
challenges to effective health care of those who suffer. For clarification, examples
will be drawn primarily from the perspective of Western cultural traditions.

The Life Cycle: Developmental Tasks,
Behaviours, and Challenges

Developmental Tasks

The clinical management of the experience of suffering has long been relegated
to the fields of palliative care and mental illness. Treatment has been the domain
of psychologists, psychiatrists, chaplains, and social workers. To the rest of the
medical team, suffering per se was considered to be outside their scope of clinical
practice because suffering is often considered to be the secondary component of
pain. Many still believe that without pain there is no suffering. Currently, few regu-
lated health care professions include the alleviation of suffering in their formal
statements of practice goals and objectives. Yet suffering, defined as a perception
of threat to self and personhood, is encountered by all health care practitioners
in the course of their everyday work. Physiotherapists encounter suffering when
they treat patients whose impairments become disabilities or when families must
suddenly cope with a child who has birth defects or is developmentally impaired.
In such cases treatments may be required throughout the various stages of the
life cycle of both child and parents. Nurses, who have the most contact with pa-
tients, encounter suffering when patients have surgical procedures that may be life



threatening or when individuals await news of the fate of loved ones after health
emergencies. Social workers, chaplains, and many other health care personnel
help those who suffer not only in the field of palliative care but also whenever
there are patient perceptions that life-changing events may be unmanageable. Psy-
chologists and psychiatrists have advanced skills to treat those individuals who are
unable to restructure or adapt to a new idea of self and personhood. Awareness of
the behavioural life cycle tasks and behaviours enhances effective patient-centred
health care delivery.

As previously discussed, suffering does not necessarily correlate with pain, but
occurs when there is a perception of threat to an individual’s beliefs and ideas of
self and personhood. Most of the previous chapters have focused on idea of self.
It is important also to explore more fully the construct of personhood from the
perspective of the psychosocial development of individuals across the life span.
There are many psychoanalytical theories but we will begin first by demonstrat-
ing the need for clinicians to be aware of the many internal demands placed on
patients who suffer using the classical theories of Erik Erikson (1). These theories
were developed from the pragmatic study of people of various ages and abilities.

People face many psychological developmental challenges throughout life. I
became aware of the power of these tasks early in my career when I was working in
a school for physically challenged children. At the time, children with disabilities
were notautomatically integrated into the public school system but attended special
schools. These special schools had the mandate to provide education, rehabilita-
tion, and eventual integration into the regular school system. The school in which
I'worked was fully staffed with teachers, physiotherapists, occupational therapists,
speech therapists, and social workers. The professional health care team was well
integrated with education objectives. Unfortunately, in contemporary health care
many children do not have these resources readily available in public schools.

THE STORY OF ROBBIE

One day, Robbie, a skinny little seven-year-old boy came to school with his hair dyed
green. His teenage mother had dyed his hair in an attempt to make him appear more
normal and less handicapped. Needless to say, the other children had a great deal of
fun at Robbie’s expense. It is difficult to be “cool” and independent when you need
others to wheel your wheelchair and help you go to the toilette. Having green hair in
those days did not help Robbie socialize.

Robbie was born with cerebral palsy, a medical condition in which his arms and legs
were usually spastic and at times flayed about in twisted athetoid contortions. Rob-
bie was the product of a sexual encounter between his mother and her high school
boyfriend. Upon finding out about Robbie’s conception, his father quickly abandoned
Robbie and his mother, as did both the mother’s parents. Robbie and his mother faced
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a life of hardship and poverty. It was a life filled with a series of “uncles” and unconven-
tional parenting practices. Professional meetings with Robbie’s mother were filled with
anger and frustration, but Robbie was a remarkably happy little guy who did very well
in school.

Several days after the hair-dying incident, the occupational therapist asked Robbie
to draw a picture of himself, and he drew a picture of a traditional little boy with arms
and legs intact and sitting in a wheelchair. The child Robbie drew had brown hair (the
natural colour of Robbie’s hair), blue eyes, and a big smile. “That’s me” Robbie said
proudly with a big smile on his face. In spite of his many disabilities Robbie had an
intact self-image. But what about his idea of self? Robbie had many conversations with
both the occupational therapist and the physiotherapist about what he wanted to do
when he grew up and how he saw his future life. He was very clear about differentiating
between impossible dreams and reality.

How did a child with a severe physical disability; an impoverished family life; and a
poor, depressed, emotionally fragile mother maintain such a healthy idea of self? What
was the nature of the family unit and its everyday functioning? If the clinical staff had
so much personal information about Robbie’s conception, why was there not a clearer
understanding of the family unit?

There is a prevailing belief that families are to be examined to determine the ex-
tent to which they contribute to health problems. Opinions of staff are based on
health care organizational attitudes of right and wrong. Rarely are developmental
life cycle tasks taken into consideration when assessing family dynamics. For
example, what were the life tasks of Robbie’s mother, who was fourteen years old
when he was born? Were there internal conflicts between the developmental life
cycle tasks of the mother and those of Robbie? Many health care professionals at
the time were advising very young mothers to not place their children for adoption.
Little regard was given to the fact that the mother’s developmental tasks might not
be achievable or compatible with those of an infant or young child.

Knowledge of the crises that can occur when life cycle tasks are not addressed
is very important to health because the psychosocial tasks of each stage of life
are integrated with each other. For example, in infancy the challenge to the infant
is the dichotomy between basic trust and basic mistrust. Babies test their envi-
ronments and the people in them to determine issues of safety and survival. The
resolution of this dichotomy lays the foundations of the human strength of hope.
In early childhood the challenge revolves around autonomy and personal shame.
Parents of very young children are very aware of how proud young children feel
when they are able to toilet independently and how ashamed the child feels when
mistakes occur. The third stage of childhood developmental tasks involves the
tension between initiative and guilt. Successful resolution results in establishing
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the foundations upon which children begin to develop a personal purpose in life.
School-age children, usually six years old and up in Western societies, have the
much larger world of the neighborhood to operate in, and their challenge is to
reconcile the crises that can occur between feeling industrious and successful
and feeling inferior. Foundations for feelings of personal competency are being
formed at this stage of the life cycle (2).

In puberty, there is considerable confusion about identity and the desire for
an identity separate from others, particularly family members. At this stage, the
foundations of leadership and fidelity are established (3). In young adulthood the
struggle is around intimacy needs and feelings of isolation. Young adults struggle
to develop an ideological worldview. They begin to explore intimate love relation-
ships, and struggles between competition, compassion, and friendship arise.
Adulthood is a time in which individuals are divided between cultural traditions
and creativity. Issues of authority involving generational differences are at the fore.
The main tasks involve care of self and others.

After age fifty-five, the tasks involved require maintaining integrity and avoiding
despair. Mastery of the psychological tasks involved in resolving this dichotomy
results in achieving wisdom (1).

The above very brief summary of the psychological and sociological tasks,
based on Erikson’s comprehensive theory, outlines key issues that may underlie
the experience of suffering. The emerging human strengths required to resolve
development challenges in this theory show that individuals are subject to vulner-
abilities that may, even in ordinary circumstances, require healing. If patients feel
that they will not be able to meet the life challenges because of illness or injury,
suffering may be profound and prolonged.

Clinical Challenges

Assessment and treatment interventions must consider the relationship be-
tween perceptions of suffering and developmental psychosocial crises.

In clinical practice, health care professionals are more effective if they consider
the age and gender of the individual, the age-specific life crises to be resolved,
and the impact of illness or disease on achieving these obligations. Further, in-
complete or distorted performance of life cycle tasks, due to chronic illness, can
negatively impact on future stages of psychosocial development because all these
psychosocial stages are inter-related.

Erikson’s model of psychosocial development, discussed above, is an endog-
enous model of human development based on the principles of rationalism (1).
The importance of understanding psychosocial developmental tasks and the im-
pact of suffering on an individual’s ability to successfully complete these tasks is
only one factor to be considered in helping people resolve suffering. Those who
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suffer may also be helped by therapists who use therapeutic interventions based
on exogenous models of development (4). In this latter model, all ideas derive
from sense impressions of the external world and sense impressions coming from
an individual’s internal state.

Simple ideas become complex through association with other simple ideas. In
suffering there is considerable internal self-conflict, and individuals try to meet
the challenges of a changed external world. Understanding these theories in rela-
tion to suffering, defined as a perception of threat to an individual’s idea of self
and personhood, provide yet another way to help patients. Still other models of
human development, known as structural models of human development, focus
on the relationships between the id (instincts), ego (the internal mediator between
the id and external reality), and the superego, which dominates the ego (5). Once
again, these theories provide methods to help individuals restore an impaired or
changed idea of self.

There are also many other theories that address, moral and ethical develop-
mental stages, cognitive learning processes, as well as cultural and gender-based
developmental methodologies (6, 7). While it does not seem reasonable to expect
every health care provider to be expert in all these approaches to care, medical
education can include these subjects in undergraduate curricula so that all clini-
cians will have a better understanding of the nature of suffering and how patients
may best be helped.

When suffering is understood in medicine as a perception of threat to ideas
of self and personhood, it becomes clear that there are many health care profes-
sionals who can assist the patient to restore or change ideas of self. The idea that
coping and adjusting to adversity demands patients to be quiet and carry on with
their life even though they are also experiencing suffering is the result of incom-
plete problem identification and incomplete application of appropriate suffering-
specific treatment interventions.

In the field of family systems therapy, some (8) argue for an ecosystem approach
to care. Effective family therapy using this approach involves obtaining pertinent
information about family dynamics. Information about what constitutes a family
from the patient’s perspective is critical. What are the family’s values and social
boundaries? What constitutes a harmonious life? How does the family understand
suffering? Is suffering synonymous with hardship? Is there a value in suffering?
What is the family’s worldview? Is all of life suffering? How does the family man-
age suffering? What are the family and community attitudes towards those who
suffer? How do individuals manage internal conflict? Many individuals do not have
families; single senior individuals and homeless people are often without family.
Idealistic attitudes about the composition and/or dynamics of “healthy” families
should be avoided.
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Other ecological theories focus on differentiating between the general popula-
tion and the individual (g, 10). The main thrust is on enculturation and socializa-
tion. The physical environment of the individual and the social environment are
key concepts in these theories. Customs about child-rearing practices, parental
and cultural beliefs, social representations, and caretaker psychology are also key
components (11, 12). The main thrust of ecological theories is that the cultural or-
ganization of human beings is so important that it affects all biological skills, even
those such as eating. These theories advocate linking the individual to the physical
environment in which life is lived as well as the social constructs and dynamics of
the interpersonal relationships in the family and immediate community.

Regardless of the model of care chosen to address suffering, it is important
to have a comprehensive understanding of patients’ family structures and their
dynamics.

Family Dynamics and Suffering: The Challenges

The Family as a System

The family paradigm is often described as a unit in which members function
within a broad social network that evolves over the life cycle (13, 14). Family sys-
tems theory argues that changes in one part of the system are followed by compen-
satory changes in another part. If one member of the family is unable to meet the
developmental age-appropriate challenges required because of illness, disability,
and perceived threats to self and personhood (suffering), then other members
may not be able to actualize their own developmental tasks. For example, young
children who have established an embryonic trust in life as a domain of safety
may find this fragile belief system shattered by the premature death of a parent
or the onset of chronic disability. Further, other senior family members may feel
emotionally shattered as their life cycle task of managing the dichotomy between
wisdom and personal integrity appears to be thwarted because of poor health of
their children (15).

Perceptions of the family differ between therapists who follow an ecosystem
approach to care and therapists who adhere to a family systems approach. The
ecosystem theory of family dynamics consists of four principles. The first is that
individuals are not viewed from the perspective of pathology. Difficulties within
the family unit are the result of interrupted growth and development. The second
principle is that a variety of interventions may be applied to the various subsys-
tems that make up the family unit. These various interventions may all produce the
same effect or outcome. The third principle is that the family is a natural helping
system, and health care providers are most effective if treatment strategies make
use of natural systems and life experiences of various family members. The last
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principle, which is compatible with family systems theory, is that only one part
of the family system needs to change to produce overall change in the whole sys-
tem. The role that the family plays in the resolution of an individual’s suffering is
significant, and clinicians are challenged to fully understand family dynamics if
effective treatment interventions are to be achieved.

For example, if knowledge of the family as a systems unit is incomplete and
clinicians erroneously emphasize a factor such as loyalty obligations, a value that
may not be held by the family, suffering may escalate. Issues of role rigidity, ad-
equacy of problem-solving capabilities, clarity of power boundaries, and effective
communication skills are key issues influencing the effective resolution of suffer-
ing. Often patients react more strongly to how the family as a whole responds to
the illness or disability than the actual threat to self presented by the illness. Some
individuals will sacrifice themselves to protect the family. A high level of engage-
ment of family members with the chronically ill patient may sometimes interfere
with the needs and perceptions of individual family members. When one member
suffers, so does the rest of the family. Each family member’s perception of threat
will be related to their own specific idea of self and how they perceive the threat to
the personhood of the family unit. When assisting those who suffer, it is critical to
recognize not only the nature of the patient’s idea of self and personhood but also
that of individual family members and the family as a unit (16).

Challenges for Care

Family relationships are constantly changing. Children leave home to go to
school and eventually leave the parental home to form other family units. After
the first has left the family unit, the second child may suddenly find himself or
herself in the role of the first child. Roles reverse again when the first returns
home for family celebrations or in times of crisis. Illness or disability may also
produce shifts in social roles within the family. These role changes can have ad-
verse effects on the highly personal expressions of an individual’s achievements,
age-specific psychological and social developmental objectives, and behaviours.
To solve family problems, families use coping strategies that may sometimes seem
inappropriate to others.

When considering suffering, the family unit presents many challenges for the
health care provider. For example, patients with a Japanese cultural background
may have strong beliefs about the value of filial piety, and the necessity of living a
harmonious life (17). Factors that determine a harmonious life in the Japanese tra-
dition are compassion, respect for life, moderation in behaviour, self-discipline,
patience, modesty, humble expectations, and a hesitation to intrude on another’s
time or energy. Such belief systems may impact on how health care providers can
be useful to those who suffer. If effective care depends on gathering pertinent
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information from the patient and family, families who hesitate to take up too
much time during a visit may not provide a complete picture of the problems to
be addressed. Clinicians who have knowledge of the beliefs of others may have a
greater understanding of the nature of their patients’ perceptions of threat to idea
of self and personhood. A major cross-cultural challenge to the role of the health
care provider is to try to understand and relate these family belief systems to those
of the health organizations, whose values are usually grounded in middle-class,
secular perspectives (13—18). One strategy is to begin by working with a family
member who is most acculturated to the social values of the health care profes-
sional or the health care organization.

Problem-solving styles are different for every family. Some individuals who
suffer from chronic illness may sacrifice themselves for the sake of the family.
They may refuse treatments that are costly in order to spare the family financial
hardship. Individuals may refuse treatments in which outcomes are uncertain
so that they avoid family conflict over the feasibility of trying such interventions.
Consequently, key issues of suffering such as a loss of central purpose, impaired
interpersonal relationships, and considerable self-conflict may not be addressed.
In such instances, the severity of the illness may then escalate. A study that ex-
plored the problem-solving skills of families of patients who had end-stage renal
disease who were treated with dialysis over a thirty-six-month period found that
the family’s emphasis on a strong sense of unity was negatively correlated with
the early death of the patient. Other patients may choose to suffer silently within
the family structure. The study showed that behaviours associated with silent suf-
fering, such as withdrawal from family life and profound sorrow, affect all family
members (17).

In clinical practice, health care providers cannot assume that all persons have or
all cultures subscribe to the model of the nuclear family. For example, African fami-
lies often comprise many extended family members. Issues such as child-rearing
practices relating to dependence and obedience, autonomy and self-reliance, and
permissiveness versus authority may be very intricate. An individual’s development
of self-identity and idea of self may be very convoluted and fragile in such cases.
When illness or disability occurs, decision making may often be the province of
people other than those of the traditional nuclear family. Health care organiza-
tions face many challenges around social issues of confidentiality with extended
family members. These issues can be addressed as matters of routine information
gathering on admission to care or at the time of initial physical assessments. If
family members are regarded as a nuisance by hospital staff and the family, suffer-
ing may escalate. These factors are particularly relevant when the issue of the role
of minor children with severe illness is considered.

From ecological perspectives of family dynamics there is no family culture out-
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side an environment context. Ecological theories have explored the relationships
between hunting and gathering societies and the role of the father, as well as the
value various societies place on the child (12-18). Some parents value children
solely for economic reasons. In North America, past practices of having many
children were based not only on religious beliefs but also on the need to have
workers who could help sustain the family unit financially. Particularly in develop-
ing countries, children may be the only aspect of human life that presents family
members with any joy and hope. These attitudes may prevail to varying degrees
in contemporary society. The role of the child and decisions made about children
in modern family units is very important from the viewpoint of suffering. Under-
standing the dynamics of family structures encompasses knowledge both of the
ecological context and of the sociopolitical demands, particularly in cultures
where adults determine the nature and worth of the child (19, 20).

Some aboriginal and African societies do not consider a child to be a full per-
son until weaned. Some groups value children based on gender. In some African
cultures, the life cycle involves a passage from one life at death to another world
where an individual is born and comes back as an ancestor. The role of the adults
for these reborn children is not to mold them or condition them but rather to pro-
vide an environment that will fulfill the child’s needs. Unfortunately, such beliefs
may be viewed by some health care providers as primitive and incompatible with
contemporary science. If clinicians embrace the tenets of medicine as both an art
and a science, then unfamiliar beliefs are respected and suffering is more likely to
be addressed.

In contemporary litigious societies, secular beliefs may dominate. In one of my
classes at the university, a graduate student brought a hypothetical clinical prob-
lem to class. The case involved the relationship between a father and his very ill
young adult female child. The student was to role-play the problem case and arrive
ata care plan.

THE STORY OF MR. CJENCHUCK

Mr. Cjenchuck spent every day with his daughter, taking time away from his place of
business and other children in the family. Because the nature of the patient’s illness
was not life threatening but rather chronic in nature, hospital staff found the father’s
behaviour excessive, and questions about the appropriateness of the relationship
between father and daughter were starting to arise. My student was worried because
some colleagues might be suggesting that the relationship was improper.

In class, our discussion focused on the importance of clearly identifying the prob-
lem. What were the tasks of the patient? How was her inability to reconcile the need to
be independent with a desire not to be isolated being perceived? Did the patient have
a perception of threat to these tasks? What were the dynamics of personhood for this

Crises of Suffering across the Life Span 73



young woman? What was her idea of self? What were the cultural expectations of father
and daughter? What evidence was there of any impropriety? Staff concerns were found
to be speculative and unsupported.

It became evident that the father’s presence was an inconvenience and disruption in
the stafP’s normal routines. We talked further about the father’s age and his probable
life cycle tasks. What were the expectations of the rest of the family? Did they believe
that their father, as protector of the family, should be with the patient? Did the family
trust authority figures? Our discussions were lively, and the student was challenged to
seek further answers.

On her return to class, the student was enthusiastic and energized. As part of her hy-
pothetical role with this family, the student told us that “she spent” considerable time
both with father and daughter. She discovered that the daughter was a first-generation
North American child but the father had been born in an Eastern European country.
The father and his wife believed that the father’s job was to care for his family. He was
the final decision maker, although issues were discussed with his wife and other family
members before any formal decisions were made. The family history was one of per-
secution in Europe, and therefore, the senior family members did not trust authority
figures. The patient felt comforted and safe with the father’s presence. His attention
and caring dispelled her fears of isolation, which she believed would become a perma-
nent condition of her life in the future. In the role-play scenario the issue of idea of self
was gently explored with the “patient,” and the student expressed confidence that not
only did she believe that the patient benefited from the student’s new insight about
the power of life cycle tasks and suffering but the rest of the staff had learned about
the dangers of accepting popular contemporary attitudes about sexual abuse without
objective evidence.

Consequently, the student said that the care plan would involve instituting in-service
teaching sessions to discuss suffering as a threat to an individual’s sense of self and
personhood and the impact of life cycle tasks and behaviours on patient health out-
comes. She told us that the father would now start being seen as a member of the health
care team. Needless to say, the rest of the students were impressed by our colleague’s
approach to problem solving. We asked about how she thought it would be possible to
facilitate so much change, and she said simply, “It’s the job for which | was trained but
I am just beginning to fully understand the nature and dynamics of personal suffering
and health.”

Family units are determined and influenced by beliefs, values, environments, and
religious and cultural systems. Health care providers are well equipped profes-
sionally to deal with the challenges presented by those who suffer once (a) suffer-
ing is seen as an entity separate and only sometimes related to pain, (b) suffering
is understood as a life experience that is characterized by a perception of threat
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to idea of self and personhood, and (c) suffering is recognized as involving a loss
of central purpose in life and impaired interpersonal relationships and results in
considerable self-conflict.

SUMMARY

This chapter presented the argument that knowledge of life cycle developmen-
tal, psychosocial tasks is critical to effective management of those who suffer. The
resolution of suffering is influenced not only by highly individualized perceptions
of selfand the nature of an individual’s personhood but also by the fact that people
may suffer because they are not able to accomplish life cycle psychosocial devel-
opmental tasks. To provide effective care to patients who suffer, clinicians must
be aware of the types of tasks the patient may need to accomplish at various ages
and how illness or injury can thwart the successful accomplishment of these tasks.
In addition, the basic tenets of family systems theory and ecosystems theories of
families and how the family is affected by the suffering of one of its members
were outlined. In health care delivery, human behaviour must be viewed from the
sociocultural context in which it occurs. Explorations of the age-specific stages
of development life cycle tasks show that each stage is integrated with another
and that illness may follow interruptions in the completion of any one of these
life cycle tasks. In-depth study of family systems theory and ecosystems theories
demand attention if effective care of those who suffer is to be achieved.

The resolution of suffering from the perspective of individuals, the family,
and the health care organization requires not only the ability to understand and
implement theoretical approaches to care but also a new approach to patient
communication in which individuals’ personal autonomy is acknowledged and
respected. The next chapter will explore the language of suffering and its relevance
to personal power and autonomy.

CHAPTER §5 QUESTIONS

1 According to the tenets of Erikson’s theories of human psychosocial
development across the life span, what are the key concepts?

2 Choose three psychological milestones. What are the respective
psychological tasks that may be affected when suffering occurs?

3 What are some of the conflicts that may occur between patients who suffer
and their families?

4 How may potential conflicts arise between hospital staff, patients, and

families when patients and families are unable to accomplish their

psychosocial developmental tasks?

What is an ecosystem therapeutic approach to the care of those who suffer?

6 What is a family systems approach to care?

wi
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7 How do perceptions of families differ between an ecosystem and family
systems therapeutic approach to care?

8 What type of care plan could have avoided the conflicts described between
Mr. Cjenchuck’s daughter and family and the hospital staff?
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6 3 The Language of Suffering

Beneficence, that is, doing good, is the primary goal of all health care
providers. The challenge in clinical practice is to do what is considered to be
morally good as opposed to performing self-serving acts that one determines are
for the “good” of the patient but are really attempts to derive personal prestige
and reward. The moral obligations imposed on medical acts of beneficence are
to respect the autonomy of the patient, to do no harm (non-malfeasance), and to
ensure justice prevails (1). Regulated health care providers have a fiduciary rela-
tionship with the patient as determined by their respective professional colleges,
which set the scope of practice and quality of care. Health care professionals have
the trust and confidence of the patient and the responsibility to act solely for the
benefit of the patient. When considering the relationship between health clinician
and patients who suffer, the patient’s primary goal is to restore his or her idea of
self, to resolve issues of self-conflict, and to pursue the central purpose of his/her
life in the face of adversity.

To meet the objective of beneficence with those individuals who suffer, one
must have a clear understanding not only of the language of suffering but also
of the concept of autonomy and its relationship to personal power and personal
responsibility. The preservation of personal autonomy in individuals who have
chronic illnesses and who experience suffering is particularly challenging in cul-
turally pluralistic contemporary societies.

This chapter will explore: (a) some aspects of the language of suffering and its
value when there is a loss of autonomy and personal power, (b) the historical roots
of autonomy and its social ramifications, (c) the problem of patient autonomy in
medicine, (d) the dimensions of personal power and health, and (e) the dimen-
sions of power and the need to hear the patient’s voice.

The Loss of Power and Autonomy: The Language of Suffering

... And then

From reasonableness to the village idiot
Always aware of the fool,

Stumbling here, stumbling there

How long before the idiot succumbs

To the cold winds of winter

A frozen corpse, no telling of past passions



No fire of love, all stiff and awkward

Not even the peace of decomposition

A restlessness, fear, pain

Drained . . . blood . .. spirit. . . personality

All depleted.

And still the frozen zombie gets up and walks
Searching with sightless eyes, a mindless creature
Searching for a soul.

This poem, along with several others, was given to me as a gift from one of my
patients who, on discharge from the hospital, told me that I could use it for teach-
ing purposes as long as I kept the authorship anonymous.

LAURA’S STORY

| first met Laura (not her real name) many years ago when | was working in a rural
rehabilitation unit. | was doing a twelve-month locum in orthopedics and Laura was a
patient of mine who was the sole survivor of a terrible car crash. Her entire family per-
ished in the tragic accident. Laura sustained multiple fractures of both her legs, pelvis,
and right arm. Fortunately, she did not have a head injury.

Laura’s rehabilitation process was long and often physically very challenging. She
seemed to be a quiet, well-groomed, reserved woman. She smiled only occasionally,
but her attendance in the clinic was punctual and she worked hard.

Prior to her accident, Laura was working on a doctorate of philosophy in art history
and continued with her studies while in hospital. Other patients whispered to the staff
that they thought she was a hero, given the circumstances of her accident. Laura told
me she hated the label because all she felt was an all-encompassing fatigue and pro-
found sorrow.

One day, after the resident on the ward had made a referral for Laura to Psychology,
she broke down and tearfully told me about how badly she felt because she believed
that the staff thought she was “crazy.” | tried to explain that seeking psychological help
after a traumatic event was a brave and courageous act and referrals were not made
because she was “crazy” but rather to help. | felt uneasy and more than a bit guilty
saying this to her because although | believed that no one thought Laura was “crazy,”
I was not sure that she had not been diagnosed and subsequently labeled with clinical
depression, a psychological illness. The dual messages that Laura was receiving were
that she was either a hero or mentally ill. Because of my limited skills at that time, I did
not understand the language Laura used to describe the extent of her fear that maybe
she really was mentally ill.

Because the health care team did not understand the language of suffering, we did

not hear or understand the power of her suffering. Perhaps that was why Laura became
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quieter and more withdrawn. Later on | realized that Laura was trying to tell us about
her felt experience. She was trying to tell us about her loss of self and personhood,
which we misheard and labeled as possible mental illness. Suffering is not a mental ill-
ness but simply a life experience. Fortunately, the psychiatrist who treated Laura quickly
discerned the true nature of Laura’s experience. Unfortunately, the rest of the team
seemed to adopt the attitude that Laura’s suffering was outside the boundaries of their
respective scope of practice. It may be that Laura felt that she no longer could trust the
medical personnel and her only way of validating her experience was to write poetry.

In the above poem, Laura talks about becoming “the village idiot” and “always the
fool.” | now realize that suffering involves a loss of the individual’s old self and sud-
denly being confronted with a life that seems the same but is not. It is a new life, one in
which there are few or no internal supports. Some patients feel that they can no longer
trust themselves. It was only after Laura’s discharge and after reading some of her other
works that | became aware of the many concerns she had for her mental health and the
power of the almost existential loneliness that formed the basis of her life.

While in hospital, Laura sometimes spoke of her frustration as being unbearable,
particularly after family/patient meetings. She said staff made decisions for her. She
would complain that no one asked her what she wanted. She did not want people com-
ing into her house to feed her. She told me quite emphatically that she was not a child.
When | asked her, as gently as | could, how she planned to cook with only one arm and
from a reclined position in her wheelchair she began to cry. She told me that it was not
that she did not want help but that she was upset because decisions were made not with
her but about her. After a while, we talked about developing a plan and | asked her if she
would feel comfortable if | asked the occupational therapist to join us. She agreed, and
the three of us worked out a strategy that Laura then presented to her doctor and the
rest of the team. Fortunately, the team agreed to follow Laura’s lead. Often this is not
the case, and such attempts can be misinterpreted; patients can be labeled as being
controlling and uncooperative.

There were other such incidents during Laura’s hospital stay involving various mem-
bers of the health care team, but we still failed to hear the language of suffering, and
each of Laura’s concerns had to reach a crisis state before resolution occurred. The
process of trying to communicate these feelings to staff required a lot of energy on
Laura’s part, energy that might have been spent on enhancing her recovery process.
In retrospect, | still have the uneasy feeling that we missed hearing many of Laura’s
concerns and as a result abandoned her to further suffering.

On discharge, Laura presented me with a gift of a notebook filled with poems and
thoughts that she had written down during her stay in the rehabilitation unit. | used to
read these poems at night before | fell asleep. It occurred to me that in many ways we
had failed Laura because we were so focused on her pain and physical limitations that
we did not hear the language of suffering. Because we did not hear the language of
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suffering we did not acknowledge the importance of her autonomy. We did not realize
that our actions may have robbed Laura of her dignity and need for personal power.

Rereading the first line of Laura’s poem, “from reasonableness to the village idiot,
always aware of the fool,” it’s clear that Laura was writing about the fact that she
believed she was now living in a world that had lost all sense of reason. She speaks
of her loss of central purpose because she was always “stumbling here, and stum-
bling there.” She spoke of living in a place were there was no light, no way out
of her terrible situation. She described herself as a “frozen corpse,” all “stiff and
awkward.” There was no place in her emotional and/or physical world where she
could find peace or comfort. Her great angst was that while the passion of her
soul had died, there was still an energy inside her that persisted. She speaks of
searching, of being mindless, and of looking for her lost self and personhood.
Clearly, this poem speaks to a loss of idea of self and central purpose and feelings
of self-conflict, the universal characteristics of suffering.

Other writings spoke to the need to be silent, to seem to be managing so that
staff and friends would be pleased. She once told me that she felt alone, that she
was living in a different world from the rest of us. Many of her poems passionately
addressed her fear that perhaps she was going mad and that there was no way
out of the dark world in which she now lived. Many of the writings expressed a
profound existential loneliness. She kept asking the reader to look at her and see
if they could see a person, because she had lost herself. In other poems there were
images of suicide, yet this issue was never mentioned to the staff, nor did any of
us address the subject. Did Laura try to tell us and we did not hear? Other images
were descriptive of emotionally hiding away from friends and family while still
participating in normal daily tasks. There were expressions of rage and profound
sorrow. The most significant observation was that the rage expressed seemed to
be directed at her belief that the rest of the people she knew would not let her
back into the world of the living. I decided to share Laura’s poems with the health
care team.

Laura’s poems were disturbing to our staff because they were all dated and we
realized that as Laura became more skilled at pleasing us, her suffering escalated.
Even when her physical health had shown significant recovery, expressions of suf-
fering were still very high. We recognized in Laura’s behaviour elements of many
of our other patients. We then began to explore issues of language and assessment
and diagnosis and we discussed the concepts of autonomy and personal power
as it relates to health care delivery. We examined the history of autonomy and
compared our findings to contemporary life and then spent considerable effort
examining autonomy and its relationship to personal power and human dignity
in clinical practice. The relationship between suffering and autonomy is a prime
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factor in effective health care delivery. There is a critical need for courses in moral
philosophy to be included in the basic education of all health care clinicians. Our
team meetings began exploring the issue of autonomy and its relevance to the care
of those who suffer.

Autonomy and Power

Historical Perspectives

Moral philosophy arose after great political change in Europe. The power of
the monarchies declined, as did the influence of religious authority (2). Egalitar-
ian rights expanded and individuals began to view autonomy in terms of personal
responsibility. Diverse views could only be accommodated in pluralistic societ-
ies if mutual respect was considered to be the moral imperative. Autonomy and
personal responsibility became factors for health care professionals, who needed
to obtain permissions from patients. The problem with viewing autonomy as
permission is that individuals no longer make their own decisions in health care
and in other social arenas; rather, they are asked to either agree or disagree with
the decisions made by others. A health care example is the agreement concerning
when and if further treatments are to be stopped. Individuals either agree or dis-
agree that treatment should cease when certain parameters, determined by others,
are reached. Autonomy has become a form of collective bargaining.

Tauber argues that, because there is no overall societal moral imperative in
modern society, we have become social pragmatists and tend to live without moral
and ethical guidelines (3). Other scholars argue further that without a moral
ethic there is really no such thing as freedom or autonomy (4-8). In democratic
institutions, there is a prevailing belief that freedom and personal autonomy are
key components that must be part of obtaining patient consent. Patients must be
free to agree or disagree to treatments offered without prejudice or fear of future
reprisal (9—11).

Such differing views are a challenge to health care providers, and hospitals now
have ethics committees to advise staff when conflicts arise. Ethical modern health
care delivery must be aware of the social perspectives of autonomy. Modern health
care delivery must encompass the diversity of needs of people from all walks
of life.

The Social Origins of Autonomy

Past understandings of autonomy in North American society are based on the
works of Kant, in which autonomy is the equivalent of self governance, freedom
of action, independence, and liberty. Current views are that autonomy is based on
contracts and agreements (2). These current perspectives have evolved because

The Language of Suffering 81



societies are now very diverse and there is no overall moral imperative to which all
persons subscribe. Further, not all cultures place the same emphasis on the value
of the individual in decision making. For example, Korean-American and Mexican-
American patients often prefer to have decisions made by families (4, 5).

Many persons who subscribe to the spiritual teachings of Taoism, Buddhism, or
Confucianism, traditions that emphasize the power of the community over that of
the individual, may not embrace the construct of individual autonomy. Harmoni-
ous relationships in concert with others are of prime importance to these patients.
Personal autonomy may be interpreted by these groups as an unnecessary burden
on the patient who is trying to get well. Some research studies add support to these
points of view and results show that while many people may practice personal au-
tonomy in everyday life, they may not want to make direct decisions when they are
ill (6). Consequently, postmodern definitions of autonomy embrace both the indi-
vidual and a variety of views based on cultural diversity. Confidentiality becomes a
critical factor in the ethics of autonomy based on contractual agreements (7).

Contemporary understandings of the nature of autonomy in medicine and the
need of those who suffer to be autonomous are germane to ethical, patient-centred
care. Loss of autonomy is manifested through the loss of idea of self and person-
hood. The objective of medicine, then, is to help the patient maintain or restore
his or her idea of self.

Autonomy in Medicine

In health care decision making, the definition of personhood is more confined
than that presented in earlier chapters. From the perspective of suffering, person-
hood refers to all aspects of an individual’s life. The definition of personhood
encompasses ways people have lived their lives in the past, how they live now in
the present, and their anticipations for life in the future. In medicine, personhood
is often viewed from strictly pragmatic terms involving people’s ability to feed
themselves, toilet, bathe, dress, and ambulate independently. Work and recre-
ational objectives and competences are of secondary importance, and issues such
as ambitions and dreams are rarely considered to be within the realm of health
care delivery (8-10).

Autonomy, in medicine, when it refers to permissions, is defined as moral com-
petence (11). In current medical decision making, patients are deemed morally
competentif they can conceive of rules and actions for themselves, exhibit rational
thinking, provide evidence of a moral sensibility, and demonstrate that they think
of themselves as being free to make decisions.

The difficulty with this approach is that patients are often unable to conceive of
rules and actions for themselves when they are ill because they are frightened or
are in psychological and/or physical distress. In addition, patients are unskilled
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in medical practice, and while the Internet provides a great deal of information, it
does not provide knowledge or skills. Because of the prevailing injury or illness,
individuals are often not able to see themselves as free agents. They must then
appoint health care providers to make decisions for them. Health care profes-
sionals have the obligation to make decisions on behalf of their patients based on
rules of beneficence, competency, and justice. Autonomy becomes the province
of the law and lawyers, and moral competency becomes a question of adequacy.
Autonomy in clinical practice is no longer the sole responsibility of the patient
but rather a shared responsibility between patient and health care provider. Often
this relationship does not exist, and personal autonomy becomes an act of profes-
sional paternalism. When patients are able to make decisions for themselves, they
become personally responsible for their actions.

Autonomy becomes self-rule when there is a deep agreement between an in-
dividual’s moral self and the rules this self imposes on itself. In such instances,
patients are able to understand, evaluate, and determine what is at stake and the
consequences of their decisions on the self and on others. The patient is mor-
ally responsible for his/her decision if a moral choice is involved. Moral choices
are those decisions based on a principle or a moral belief, such as those arising
from religious or philosophical teachings or an appeal made to one’s own true
self (7-10).

Not all autonomous views are considered valid in medicine. For example, eu-
thanasia and selling of human organs are usually not acceptable social constructs
and can be a source of conflict within the clinical setting, particularly in situations
involving terminal illness.

In medicine, autonomy not only involves the tenets of morality but also demands
accountability, both of patients and health care decision making (7). Manipulation
of information, failure to provide information, the perception of threat or evoking
fears of retaliation, and coercion limit a patient’s individual autonomy. Those who
are ill or suffering may be afraid that staff will become angered and not treat them
well if they do not agree with the professional’s advice or decisions. Patients may
also be afraid to disagree with the doctors because they fear that they will find
themselves without the medical expertise they need to get well. In these circum-
stances the patient does not have an active voice. He/she either gives permission or
keeps silent. Silence is often a strategy used by individuals who suffer as a method
of maintaining personal power.

The issue of personal power in medical practice is paramount to achieving
autonomy (9, 10). Patients and families must be accountable for their decisions.
Individuals who fail to follow medical advice, or who seek several advisors simul-
taneously and then sue individuals at random for poor advice, must also be held
accountable. However, when considering those who suffer, such activities on the
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part of patients are rarely encountered. In suffering, the health care dynamics
usually revolve around the power differentials that exist between clinicians and
patients.

The Goals of Health Care Delivery

Aspects of Power and Responsibility

Power is commonly understood as the ability to act in a particular way. It is the
capacity to influence other people or to affect the course of events. Power involves
political authority, control, and physical or emotional strength. Responsibility
involves being morally accountable for one’s behaviour. It is an obligation to do
something.

There are many types of powerful people. For example, people with extraor-
dinary skills and knowledge who are willing to take responsibility for their ac-
tions have “real” power. In health care, physicians have “real” power because
they assume full responsibility for their patients. Political leaders may have “real”
power as well when they make policy decisions that affect the health and welfare
of citizens. Chief officers of organizations may appear to have power, but in fact,
decisions and actions are determined by politicians, board members, union rep-
resentatives, and others. Health care administrators have apparent power when
obtaining health care fiscal resources and real power in the distribution of these
monies. Charisma is another form of power in which individuals appear “larger
than life” to others. Charismatic people are able to exert considerable influence
over others and events but they usually do not assume responsibility for their ac-
tions. They do not participate in the actualization of their ideas. In health care,
charismatic people may be professional fund raisers who raise money for various
causes but do not become involved in accountability of the funds raised or whether
the monies are actually used for the purposes proposed by the fundraising event.

In families, there are those who have real power, apparent power, and may even
have charismatic power. As in the community at large, power differentials among
people shift depending on circumstances. Individuals have absolute power when
they exert full control over situations or others.

When objectively considering the issue of suffering in contemporary society, it
is the individual who suffers who should have the real power because he/she is the
only person who knows the felt experience and is the only person accountable for
the behaviours that arise in response to the experience. The responsibility of the
individual is: (a) to maintain the present perception of self by incorporating new
demands on the self caused by the current adversity or (b) to develop a new sense
of self that the individual deems acceptable. In reality, the patient feels powerless
because suffering involves a perception of threat to his/her idea of self.
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The personal management of suffering, particularly in chronic illness, often
seems to be a daunting task for patients. Some individuals can embrace this task
alone and others cannot. Clinical practice shows that people with social support
systems manage better than those without. The successful restoration of the
self requires a shared experience of power, autonomy, and social responsibility
between health care providers and patient. This objective remains challenging to
achieve, particularly if the health care organization’s power structure is hierarchi-
cal in design.

Power and the Health Care Professional

In current clinical practice, the health care clinician is usually regarded as most
powerful and is awarded the respect associated with the knowledge and respon-
sibility assumed. The physician is often the member of the health care team with
absolute power in hierarchical organizational structures (9, 10). The patient may
be the least powerful, as is illustrated by the fact that others determine the veracity
of the patient’s story of suffering as well as the appropriateness of the sufferer’s
response to the experience of suffering.

In fact, the health professional knows medicine but does not know the patient’s
felt experience. Consequently, because of the present power differential between
the clinician and patient, the health professional has considerable ability to influ-
ence the patient and family as well as the society at large. In cases of suffering, the
power of the health care provider can negatively impact patient autonomy if the
construct of suffering as an entity separate from pain is not understood and if the
patient’s voice is not heard.

In the case of Laura discussed above, the patient believed that telling the story
of her suffering would result in her being labeled with a mental illness. She was
convinced that if she did not follow the wishes of her care givers, her care would be
compromised. She sometimes asked why her therapists were trying to “reframe”
her experience. She kept saying that the suffering that she experienced was not the
story that was being retold by others. Her response to these events was to become
silent. She felt that she was powerless. From a therapeutic perspective, silence
can be very powerful because it creates a distance between the individual and the
clinician.

In medicine, clinicians often speak of empowering patients, which is a con-
tradiction in terms. One person cannot empower another. Power is attained by
the efforts of individuals. Opportunities such as those suggested above may be
provided so that a person may develop the skills required to be independent and
subsequently powerful, but the process is personal and determined by the indi-
vidual. For example, rehabilitation medicine is one aspect of health care in which
the therapeutic goal is to assist individuals to become physically and emotionally
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independent. The impact of an individual’s real power on motivation is remark-
able, particularly in cases where the physical rehabilitation outcome far exceeds
scientific probabilities.

Autonomy and Suffering

Managing suffering involves resolving the perception of threat to an individual’s
idea of self, eliminating self-conflict, and developing a new central purpose in life.
The importance of autonomy and personal power is critical to the restoration of
health.

To successfully help those who suffer, clinicians must be willing to sometimes
take the risk of reversing the current power dichotomy. Because autonomy involves
permissions and agreements determined by health care providers, the responsi-
bility for shifting the power relationship is that of the clinician. When pragmatic
power shifts are made, the potential professional risks are that the clinician is now
at the service of the individual and has less absolute power, but he/she still has
the legal and moral responsibilities for the patient’s care. This approach to the
patient-clinician relationship can be very threatening to some health care provid-
ers. Such fears are unfounded because the management of suffering is an integral,
though often undocumented, component of all professionals’ scope of practice.

In the case of the management of suffering, a shift in the real power differen-
tial must occur if health care providers are to be able to provide the patient with
relevant suffering treatment interventions. At times, the patient will have real
power because the health care provider has agreed to accept the patient’s author-
ity about the impact and nature of the suffering. The health professional agrees
with the individual’s determination of the factors that constitute a resolution of
suffering. In return, the patient agrees to assume responsibility for the outcome
of such decisions when there are differences between clinician and patient. The
exceptions are when there is potential harm to the individual and/or others that
is unacknowledged by the patient. In these situations, clinicians who understand
suffering as an entity separate from pain still have real power, but not absolute
power. Clinicians determine the scientific medical care of the patient and have the
specialized skills to manage both the illness and its effects.

The issue of risk is common in medical practice. Health professionals con-
stantly face the potential risks of personal error, accidents, and unexplained or
unknown scientific factors. Risks are taken every day in medicine as health care
professionals try to help those in need. Compared to these real risks, the potential
risks in shifting power differentials in suffering are minimal.

The issue of power differentials is more important to some health care providers
than to others. Studies have shown that physiotherapists, for example, value power
for themselves far less than they value beneficence to their patients (12, 13). Results
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show that physical therapists highly prize values that give benefit to others and
view their own professional success in terms of beneficence (14). In physiotherapy,
treatment of suffering separate from pain does not require a significant shift in the
power differential between therapist and patient. Efficacious care in physiotherapy
demands the skill to recognize suffering as separate from pain and the ability to
implement suffering-specific strategies into assessment and treatment.

All professions have expectations of their members. In professions such as
nursing, social work, and chaplaincy, beneficence is the prime moral value, but
in nursing, the prime objective is to care for the patient during illness and help
the patient not only to understand the nature of the illness but also to obtain the
care needed to restore health. In physiotherapy, the prime goal is to facilitate
motivation to overcome the effects of illness. In professions such as chaplaincy
and social work, the objectives are often to help people redeem the inner self after
the onslaught of illness or injury and help them find a sense of meaning in their
lives. Once again, the power shift in these professions requires acknowledging
and validating the voice of the patient in the management of suffering.

Physicians, on the other hand, have a primary commitment to “curing” a dis-
ease. Caring, in the sense of comfort and consolation is often a secondary com-
ponent. The ultimate legal and moral responsibility for the patient is that of the
physician. Consequently, issues of authority, power, justice, and malfeasance can
be more complex and more challenging for physicians, but not more important
than those facing other health care providers. Extrapolation of scientific evidence
into clinical practice is very difficult, particularly in litigious societies. Physicians
are faced with resolving the demands of absolute power and moral responsibility
with those caused by the shifting dynamics between real and apparent power in
health care delivery.

Patients also have expectations of health care providers that impact on their
autonomy, dignity, and personal power. A study involving occupational therapists
(15) showed that patients’ expectations of occupational therapists were for thera-
pists to show concern, direction, fellowship, and guidance. Patients did not want
to experience the effects of political coalitions between health care professionals
and they did not want to be rejected or treated in a detached manner if they did not
agree with the advice of the therapist.

Patient expectations are of considerable importance in the management of suf-
fering. If health care providers have not successfully addressed suffering in their
own lives and are emotionally stressed by evidence of suffering in others, they
may react to patients in a detached manner in an attempt to self-protect. Detach-
ment is not helpful to patients who suffer. The management of suffering involves
empathetic engagement in the patient’s experience rather than an instructional
approach where the health care clinician is the ultimate authority.
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SUMMARY

This chapter has explored the importance of recognizing the language of suffer-
ing in clinical practice using a patient’s poem as a reference point. Analysis of the
poem revealed the importance of autonomy and personal power when managing
suffering as separate from pain. The historical origins and social manifestations
of autonomy and its relevance in health care practice were discussed. The need for
a shift in the current power differential in which the health care professional is the
ultimate authority to one where the patient and his/her felt experience dominate
was examined. The importance of understanding the language of suffering and its
relationship to the goals of health care delivery were emphasized.

The management of suffering involves not only an understanding of the lan-
guage of suffering but also a willingness to engage in power shifts between health
care professionals and patients and to recognize the importance of the sufferer’s
voice, personal autonomy, and social responsibility.

We have seen in previous chapters how culture and religious and spiritual tradi-
tions impact on the experience of suffering. In this chapter we have made reference
to the litigious component of secular society. It is now important to explore the
impact of legal and medical discourse on those who suffer due to chronic illness
and/or injury.

CHAPTER 6 QUESTIONS

What are some of the key themes expressed using the language of suffering?

What constitutes beneficence in health care delivery to those who suffer?

What are the main tenets of the historical evolution of autonomy?

What are the social origins of autonomy?

What is the nature of autonomy in contemporary medicine?

How does the lack of personal autonomy affect health care outcomes?

Define the various types of personal power. What are their respective

impacts on the health of those who suffer?

What is the relationship between power and professional responsibility?
9 What is meant by personal responsibility?

10 What is the nature of the power differential between health care
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professionals and those who suffer?
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7 3y Medical-Legal Disclosure of Suffering

The issue of suffering in contemporary medical practice is of consider-
able concern. Legally, the law regards pain and suffering as one and the same
entity, and proof of suffering is found in the realm of psychological illness. Some
clinicians fear that acknowledging suffering as separate from pain will result in
insurance adjusters denying legitimate claims for fiscal compensation to those
individuals who require considerable assistance after traumatic injuries. Against
this argument is the definition of suffering as a perception of threat to idea of
self and personhood. Accepting this definition does not negate the results of im-
pairment or disabilities as determined by quantitative and qualitative measures of
abilities and opportunities (quality-of-life scales) or impact-of-illness measures.
Acknowledging suffering, as defined above, simply takes the experience out of the
realm and stigma of psychological illness and places it within the context of cause
and effect. In medical legal cases, the patient may be entitled to fiscal compensa-
tion because idea of self and personhood are adversely affected due to traumatic
events. Further, suffering, as defined above, would most likely not have occurred
if the impairments had not led to disability or chronic illness.

Many health professionals and their patients do not realize that the prime con-
cern of insurance companies is to be sure that monies are awarded in accordance
with rules and regulations determined by formal legal agreements and the duty
of the law is to uphold these rules when disputes occur. Often patients and clini-
cians believe that the purpose of the law in personal injury disputes is to determine
the rightness or wrongness of an event or the goodness or badness of the people
involved. Consequently, ignorance of the purpose of the law may result in failure
to understand the impact of health care providers’ careless or inappropriate note
taking and inappropriate and incomplete problem identification in determining
the degree of assistance required by patients. Failure of health care providers to
understand the basic tenets of the law in relationship to suffering may result in
poor treatment outcomes and an increase in patient suffering.

The purpose of this chapter is to present a brief introduction to the history of
the law and a description of how rules and regulations are made. The focus of this
chapter also raises questions about: (a) the difference between medical and legal
definitions of suffering, (b) similarities between medical and legal discourse and
suffering and the loss of personal autonomy, (c) the justification for loss of per-
sonal power in legal and medical discourse, (d) ethical considerations in medical



and legal discourse, and (e) cultural implications in pluralistic multicultural soci-
eties and the impact on suffering.

In this section it is argued that it is the ethical responsibility of all health care
practitioners to be familiar with basic tenets of the law as it relates to patient suf-
fering. Issues relating to law and professional misconduct are beyond the scope
of this discussion. For purposes of clarification, examples of legal discourse are
taken from the British, U.S., and Canadian legal systems because both the U.S.
and Canadian systems have evolved from the British system. The need for health
care providers to understand the basic principles of the legal systems of their own
countries is a global medical responsibility.

A Brief History of the Law and Its Impact
on Contemporary Health Care Delivery

Sometimes, patients experience a great deal of distress when legal judgments
appear to violate laws of natural reason and perceptions of justice. If health care
providers can provide patients with brief explanations of how, throughout the cen-
turies, there were many difficulties encountered in determining the relationship
between the law and individuals, patients may be less likely to feel victimized and
abandoned.

The law arises from the needs of society and may be based on religious or so-
cial customs (1—3). In ancient times (500 B.C.), Greek laws were such that claims
were made against manufacturers, bank officials, or accountants. Crimes involved
murder, robbery, and slander. Initially, murder was a crime against a family, but
later became a crime against the state. Generally, the notion of justice is based
on ideas of morality and fairness. Health care providers who are not aware of the
history of the law may not realize that justice was originally based on ownership
of property and possessions. In the language of modern society, justice and fair-
ness relate to monetary gain. The needs of contemporary society are often more
complex, but the underlying basis ofjustice is still very rooted in fiscal compensa-
tion. The component of morality in the construct of justice was not based on the
personal autonomy of individuals but rather on a business ethic involving goods
and property. The implication for health care providers whose responsibility is the
health of their patients is that care must be taken to avoid contributing to the suf-
fering of their patients by engaging in a process in which the patient and his/her
illness become commodities in the marketplace.

In 621 B.C. the Athenians began to codify laws. Draco wrote the first code of
laws, which were very severe (draconian) and the impact of these laws is still
evident in modern society (1). A series of reforms were established in which ju-
rors were paid for their time and sometimes thousands of people were involved
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in decision making. The process of secret ballots was soon corrupted by special
interest groups. Judges had little training, and the procedures were very much
like religious rituals. These practices are evidence of the beginnings of an ad-
versarial system, once again based on a business model rather than on an ethic
of compassion and care. Currently, health care providers must be aware of how
modern adversarial legal processes may impact on the health of their patients. It
is important also to acknowledge that lawyers who are employed to assist patients
must work within the constructs of this adversarial system even at the cost of the
patient’s felt experience. Often patients are afraid of the legal process, afraid that
they will not be believed. Consequently, they may not fully engage in rehabilitation
programs for fear that should there be improvement in their physical condition,
all their legal claims for compensation will be denied. For some patients, the
refusal of a claim for compensation may cause considerable fiscal hardship. For
example, the cost of necessary assistive devices and/or automobile/home adap-
tations critical for rehabilitation may be prohibitive for the patient if claims are
denied.

The Athenians soon realized that some crimes were against society as a whole
and should not be dealt with by the aggrieved individuals who sought vengeance.
The Athenians developed a structure to deal with the predictability of various areas
of potential conflict. The process of presenting arguments was determined. There
were three main precepts. One, the speaker must obtain the good will of the audi-
ence; two, arguments must be presented; and three, there must be a summary
of the arguments presented. These precepts became the basic tool of the courts
and the basis of formal education. Trained orators began to represent clients in
court and the foundations of the legal profession were established. Examples of
the origins of this historic process in contemporary medicine are encountered
by patients who must appear before “discovery” committees of lawyers. In cases
where there is litigation against insurance companies patients can be subjected
to interrogation by panels of lawyers from several insurance companies. The role
of the legal personnel is to determine the veracity of the patient’s complaints and
to determine the monetary value of the case. The objective is to keep potential
monetary compensation negligible or nonexistent. Participation in this process
may be extremely threatening to patients, not only because of the psychological
stress incurred but also because patients may feel their job will be in jeopardy if
extra time is taken away from work to attend these proceedings. Settlement of
such cases may take decades to resolve, with considerable harm to the patient.
Patients may believe that if they show any improvements, such improvements may
negate their legal claim. Lawyers sometimes fail to explain to patients the nature
of the legal arguments being presented and assure patients that the legal issues do
not prohibit improvements to health.
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Health care providers must be scrupulously accurate in reporting the health
status of patients and refrain from giving nonscientific opinions about those in
their care. Clinicians who are aware of the law are better able to assist patients by
advising them of the process, helping them manage stress, and modifying treat-
ment regimes to account for such disturbances.

In the fifth century B.C., Roman class distinctions of people were based on birth
and wealth. A code of laws known as the “Twelve Tables” was passed to create
some equality of rights between the classes. The main tenets of the code focused
on interest rates, property and personal rights, and some aspects of family rela-
tionships. At this time the purpose of the law began to slip away from religious
and social custom to the notion of justice and fair play. Interpretation of the code
by persons other than those who created it was considered to be treachery. Judges
helped to draft the code and were deemed the appropriate people to be appointed
to interpret it. This process formed the basis of modern judicial process whereby
courts now interpret statutes without referring to legislative bodies. Today, in-
formed health care practitioners who are supportive of patients’ decisions to be
involved in litigation can reassure patients that their experiences with the law are
appropriate by explaining, in simple terms, how the court system works. By doing
s0, clinicians can refocus patients’ attention back to improving health.

During Roman rule, difficulties arose because the same laws were applied over
many thousands of miles and involved many cultures. Roman emperors created
many new laws that were not uniformly applied. Judges and lawyers had no access
to new laws made in Rome. The government at the time did not collect and store
the thousands of edicts issued, and by the year A.D. 300 Roman law consisted
of 3 million edicts. Private lawsuits took years to be resolved. While lawsuits are
now settled more quickly, few health care practitioners realize that their patients
may be struggling with the court system for decades, and as a result, accurate
assessments of health care interventions may be severely compromised by such
processes. It is important to ask patients if they are involved in litigation so that
they may be reassured that the clinician will do all that is ethically and legally pos-
sible to be of assistance.

In A.D. 429, the Eastern empire established the Theodosian code, after Emperor
Theodosius II, which codified all the edicts since the time of the Emperor Constan-
tine. That same year the code was also adopted in Rome. About one hundred years
later, the Justinian code was established by the Eastern empire. The first published
version of the Code of Justinian was completed in A.D. 529 and forms the basis
of modern European law; the law of Quebec, Canada; and the law of the state of
Louisiana. The Code of Justinian also forms the basis for the Canadian Charter of
Rights and Freedoms and the U.S. Constitution. The fifth century saw the fall of
the Roman Empire and Europe reverted to religious and customary laws.
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Later in England, under William the Conqueror (1066), the “Domesday Book”
was the census of a new kingdom. The legal relationships that were established
saw the crown as the head of the courts. Trials were based on religious and cus-
tomary beliefs, and in the early stages, implementation disputes were settled by
a series of physical ordeals endured by the accused. If the accused person’s body
healed after a prescribed time, the accused was declared innocent. In 1215, the
Magna Carta was signed and these practices were discontinued. Disputes were
settled by professional fighters. Justice was not an issue. This method forms the
basis of our modern adversarial system in which lawyers are the patient’s profes-
sional fighters. Patient recognition of lawyers as professional fighters can also
be useful in managing feelings of loss of personal autonomy and perceptions of
victimization, symptoms common to those who suffer.

In the sixteenth century, Henry VIII tried to reinstate the Justinian code of the
Romans but failed. At the same time however, England broke away from the Roman
church and established the Church of England with Parliament at the head. Large
sections of religious doctrine became the source of law. The Renaissance in Italy in
the fourteenth through sixteenth centuries saw the resurgence of interest in Greek
and Roman literature and the re-establishment of the codified Roman system. In
France, in the early nineteenth century, Napoleon Bonaparte codified French law
and it became known as the Napoleonic code in 1805. Under this system of codes,
the status of women diminished, minority rights were abolished, and tolerance of
religious beliefs was retained. The code established principles of equality before
the law, and all issues pertaining to the French Revolution of 1789 were included.
Understanding these historical events will help clinicians address patients’ per-
ceptions of unfairness or injustice, factors that may contribute to the development
of clinical depression. Simple explanations of the meaning of equality before the
law may help patients avoid feelings of victimization.

Many social changes have evolved since the signing of the Magna Carta, but
the influence of this document prevails in modern life. For example, in Canada,
the conquest of Quebec led to the Quebec Act of 1774 in which the criminal laws
of England and the civil law of France were instituted. Currently, Quebec law is
based on the Napoleonic code. Many legal systems in countries throughout the
world have been influenced by the these historical events, which have a powerful
influence on the lives and health of those who seek redress through the courts.
In the United States of America, British parliamentary rules and regulations were
overridden by the U.S. Constitution, as the United States of America developed its
tenets as a democratic republic.

While itis important to understand the historical basis of the law, if the relation-
ship between suffering and the law is to be understood, the process of how rules
and regulations are determined in modern life is also important. Historically, the
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legal system has been shown to be and continues to be an organic entity. To do no
harm is the objective of all health care personnel. Professional organizations and
educational institutions are beginning to offer programs to help their members
understand legal rules and regulations. In law, such rules are called statutes. The
value and power of statutes in contemporary society are outlined below, using the
Canadian parliamentary system as an example.

Rules and Regulations: The Power
of Statutes in Contemporary Society

A statute is a document that sets out legal rules that are usually passed by both
Houses of Parliament in the form of a bill and agreed to by the crown. Excep-
tions are made in which some bills do not need approval from the Senate. Statutes
are commonly known as Acts of Parliament and consist of personal, private, and
public Acts. It is important for health care providers to know how specific rules
and regulations established by the statutes affect the lives of their patients. Some
statutes refer to professional practice issues of health care providers and some to
the ethics of patient care.

Common Law

After the Norman conquest of 1066, the statutes developed by the English Royal
courts were not changed. The common laws established by the Royal court applied
to the whole country and not only to local regions. The main purpose of these
rules was to preserve the Royal treasury through the establishment of a central
administration. These rules were part of the court system for three centuries after
the Norman Conquest. Common law is usually not written down or codified but
is derived from centuries of judicial resolution of disputes. Sometimes, complex
judgments involving health are decided according to the tenets of common law.

Case Law

A codification of a common law becomes a statute and is then known as case
law. If a statute is used to contradict an existing common law, it must be presented
in such a way that is it absolutely clear and unambiguous. Statutes are not open to
interpretation. Past judgments or decisions of a court can be used as an author-
ity for reaching the same decision in subsequent cases. Case law is often used in
litigation involving insurance.

Civil Law
The law of any state is based on Roman law rather than English common law.
Civil law consists of a body of rules and regulations that govern the rights and
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obligations among individuals, institutions, and corporations, and relates to con-
tracts, property, family issues, marriage, divorce, tort, negligence, wills, inheri-
tance, insurance, copyright, patents and trademarks, employment, and labour. It
is a private law as opposed to a criminal law. Under civil law, individuals are under
a duty not to cause harm to another. Persons are at fault if they fail in that duty by
not acting according to the expected standard of care. If clinicians are to provide
optimal ethical health care delivery, it is important for health care professional as-
sociation regulatory boards to ensure that professional licensing of their members
is based on a sound knowledge of jurisprudence.

Torts

Torts are civil wrongs committed by one person against another such as to cause
injury or damage. Torts may be intentional or unintentional. An assault is usu-
ally an intentional tort while an unintentional tort would involve negligence. The
law of tort is mainly concerned with obtaining compensation for personal injury
and property damage caused by negligence. It also protects other interests such
as reputation, title to property, commercial interests, and so on. In health care,
intentional torts involve battery and assault and issues around consent. Uninten-
tional torts involve negligence or factors contributing to negligence usually by
health care professionals. Patients, like all citizens, may be involved in intentional
or unintentional torts. Health care professionals who listen to patient narratives to
determine those who suffer and to ascertain the nature of patient suffering must
know at least the significance of these processes to patients and their health.

Criminal Law

Medicine is committed to helping all who suffer, and some patients may be
perpetrators of crimes. Consequently, it is important to have at least a cursory
knowledge of the experiences in which a patient may be involved and to be aware
of the language used to describe these events. Knowledge of the definition of the
criminal code, at least, is critical if care givers are to understand patients’ “felt”
experiences, a factor critical to complete problem identification.

The criminal code is a federal government statute concerned with relations
between individuals and the state. It is concerned with matters in which there is
a breach of fundamental values and rules resulting in a threat to peace, stability,
order, and the well-being of all the citizens. In Canada, the provinces cannot make
criminal law, but they can impose fines and short prison sentences for breach of
provincial laws (highway traffic, municipal by-laws, environmental offences, and
health laws). Categories of criminal offences are indictable offences (murder,
manslaughter, attempted murder, criminal negligence causing death, robbery,
theft of property having value over $10,000, treason, and conspiracy to commit
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an indictable offence) and summary conviction offences. Summary conviction
offences involve causing a disturbance, discharging a firearm in a public place,
loitering, trespassing at night, and vagrancy. Dual hybrid offences are offences
that may be tried either against the crown or as an indictable offence. Until the
crown attorney makes the choice, the offence is deemed indictable.

The above discussion was based on examples of Canadian law. There are many
commonalities between medical and legal discourse both in Canada and the United
States. For example, in the law, jurors are often instructed that while their role is
to give the defendant every benefit of reasonable doubt, their real job is to find
the “truth.” Some legal experts (4) argue that such instructions violate the right
of the accused to the presumption of innocence. It is sometimes further argued
that a criminal trial is an evaluation of the evidence presented to determine if the
state has proved each element of each alleged offence beyond a reasonable doubt.
Misunderstandings of the “truth” are perverted by legal rules such as the use of
“higher burdens of proof.” Burden of proof relates to the duty of a party involved
in litigation to prove a fact or facts, persuasive or legal burden of proofis the re-
sponsibility of the party who, as a matter of law, will lose the case if the facts of the
issue at hand are not proved. “Essential burden” is the duty to show that there is
sufficient evidence to raise an issue for the consideration of particular members of
the court. Misunderstandings of truth also occur because of legal rules that limit
the ability to introduce new evidence, even if it relates to innocence, as well as
rules that permit the exclusion of evidence. The results that occur from using non-
expert jurors also impacts significantly on obtaining the “truth.” Patients who do
not understand the machinations of the legal system may personalize issues that
occur in legal processes and feel that they are not believed and are being labeled a
“liar.” While it is not feasible for health care providers to be experts in the law, it is
their ethical responsibility, particularly in the fields of nursing and physiotherapy
to at least be able to explain basic principles to patients. These latter professionals
usually have the most direct, consistent, and intimate contact with patients, and
they have considerable influence on patients’ attitudes towards health recovery.

The Patient and Medical Legal Disputes

In clinical practice seeking the “truth” in medical legal cases often follows
procedures similar to those described above. In medical discourse, such “truth
seeking” occurs under the guise of scientific evidence. Research evidence is used
to determine whether the patient’s felt experience warrants enough evidence to
support the legal rules even though research evidence is always obtained from
highly controlled settings. Such evidence may then be incorrectly extrapolated to
situations that are outside the boundaries established by the original experiments.
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Consequently, patients’ complaints may then be deemed false because they do
not coincide with the extrapolated evidence. Unlike the law, medicine does not
always follow the strict rules of evidence, and medical opinions may sometimes
be unduly prejudicial. Further, medical discourse may cause harm because of the
nature of “privileged information” between doctor and patient. Referral letters for
second opinions are often written with subtle prejudice. For example, a letter may
begin “Mrs. X has been a patient of mine for several years. She reports persistent
pain in her lower back, which she says causes her considerable distress. In spite
of numerous tests, we have been unable to find any pathophysiology that explains
her complaints. Iwould be most grateful for a second opinion.” Before the second
doctor even examines the patient, the letter suggests to him that the patient visits
the doctor frequently, is anxious, and since science can not explain the reports of
pain the patient is, at best, most likely over exaggerating her symptoms.

Medical discourse may also negatively impact on patients’ health and well
being. A further example is the release of medical information to the courts in
cases where the law must determine legal harm. Legally, confidential conversa-
tions between patient and physician cannot be excluded and may be taken out of
context when determinations of “the truth” are being made. If patients do not
allow the release of their medical information, there is little hope of a positive
resolution to the patients’ problems. Further, all records of what patients say or do
are interpreted by third- and often fourth-party recollections.

An example of how medical information can be misconstrued occurred in
our department when one of our colleagues was involved in a car accident and
admitted to hospital. While the staff member was in hospital he was visited by
the hospital chaplain, a personal friend with whom the patient usually played ten-
nis. A nurse on the ward saw the chaplain enter the patient’s room and, without
consultation with either party, recorded in the patient’s chart that the patient was
having psychological problems that were being addressed by the chaplain. This
unsubstantiated note became part of the patient’s legal medical record and cast
doubt on the patient’s emotional stability. This incident had severe ramifications
for the patient because the car accident resulted in legal litigation. Record keep-
ing must be precise and accurate and relate solely to the health care practitioner’s
scope of practice. Health care practitioners must know the basic tenets of the
law and the potential for harm that exists through ignorance of legal tenets and
precepts.

This brief outline of the history of the law shows that the original purpose of the
law focused on property rights. Issues relating to the individual stemmed from the
belief that human life was also a commodity, and consequently, murder became a
punishable crime. Human rights were also based on economic concerns involv-
ing tithes and taxes. There seems to be little to suggest that the felt experience
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of individuals was considered. In fact, the opposite seems to be evident in early
historical reports of accused persons being subjected to physical trials, such as
the ability to hold a red-hot iron, in order to determine innocence. The concept of
suffering was based on ancient religious dogma that sometimes viewed suffering
as a method of purging humankind of original sin. It is important to understand
the historical evolution of our legal system because while contemporary social sci-
ence recognizes the concept of suffering outside the framework of past religious
dogma, current legal discourse follows past historical patterns. Contemporary
legal practice indicates that the responsibility of legal discourse is that suffering
should not be enhanced (2, 3). Consequently, it may be argued that health care
professionals also have a social responsibility not only to be aware of the impact
of legal discourse on suffering but also to understand the nature of very basic legal
procedures that may impact the health of their patients. Failure to understand the
basic tenets of the legal system may result in clinicians causing patients harm.
This may occur by poor record keeping, the expression of subjective opinions
rather than objective evidence, and by questionable ethical practices associated
with conflict of interest matters that occur when clinicians receive monies for these
opinions from special interest groups such as insurance companies or company
employers (5—7). It is argued that health care practitioners are obliged to refrain
from engaging in adversarial experiences involving patients. To meet these objec-
tives, knowledge of differences between legal and medical definitions of suffering
is useful.

Questions then arise concerning the motivations and processes of legal ju-
ridical discourse, which are a point of reference for further investigation into the
phenomenon of suffering and the law. The term juridical describes legal proceed-
ings and their preparation for judgment by a court of law or judge. Similarities in
medical and legal discourse and professional power as well as possible ethical,
cultural, and spiritual implications are presented for consideration. Spiritual refers
to an individual’s internal belief system, and while these beliefs may be influenced
by religious teachings, spirituality and religious dogma are not synonymous.

Differences between Medical and Legal Definitions of Suffering

The nature of suffering in medicine has been previously discussed (chapters 1
and 2). In summary, suffering in medicine is thought to be a process that occurs
when an individual perceives a threat to his/her idea of self and personhood. Idea
of self may not be reality based but rather a dream of self and how that self behaves
under duress. Personhood relates to all aspects of being human and involves the
present, past, and hopes for the future. In medicine, suffering has no moral value.
It is the expression of suffering not the process itself that is idiosyncratic and cul-
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turally bound. In addition to a perception of threat, the process of suffering also
involves the person’s loss of central purpose, impaired personal relationships,
loss of personal control over events, self-conflict, and a profound sense of mean-
inglessness. Suffering is a distinct phenomenon separate but sometimes related
to pain. Patients with severe pain may not suffer, while others with minimal pain
may experience suffering.

Legal definitions, unlike those proposed for medicine, consider pain and
suffering to be one phenomenon. The Oxford Dictionary of Law defines “pain and
suffering” as the “psychological consequences of personal injuries, in terms of
pain, shock, consciousness that one’s life has been shortened and embarrass-
ment caused by disfigurement. Damages are determined on the extent to which
the plaintiff actually experiences these feelings” (8). The legal definition of suffer-
ing has potential difficulties for the health care provider. How does one accurately
assess the felt experience of “consciousness that one’s life has been shortened”
or “the embarrassment caused by disfigurement”? How does anyone know the ex-
tent to which individuals actually experience these feelings? Attempts to measure
these perceptions are often based on an adversarial approach in which lawyers and
medical personnel try to show that the patient does not actually experience any of
the above feelings. The legal system and the medical system may, unfortunately,
find themselves engaged in a process of trying to prove the patient is a liar, a ma-
lingerer, or psychologically impaired.

Medical and Legal Discourse: Power and Authority Differentials

There are major similarities between the legal process and medicine that may,
in fact, be in common with any social process in which there are those who know
how a social system works and those who do not. For example, lawyers know the
law and clients usually do not. The same disparity in power exists between patients
and doctors and students and teachers. Usually, those who are powerful know the
rules and procedures of the law and those who are powerless are either victims
or perpetrators of crimes. In medicine, the power structure is an even more rigid
continuum, with physicians at the top of the power spectrum, other health care
providers at various points along the scale, and patients at the bottom (g, 10). The
doctor is the ultimate authority, and others contribute to the maintenance of this
power base. The end result of these mechanisms is that the patient/client often
loses personal autonomy. Decisions are made by others, and the person can be-
come “lost” in the pursuit of a medical “cure” or legal argument. Consequently,
suffering may be enhanced in individuals who seek assistance from these groups.

Philosophers of law (2) argue that, currently, suffering and pain must be le-
gitimized by a third-party authority figure such as parents, judges, police, social
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workers, and/or legislators. This authorization depends on the authority figure’s
interpretation of the individual’s verbal, gestured, and/or written expression. Fail-
ure of those in authority to recognize and respond to the individual’s experience has
the potential to impact negatively on the person’s body. In the course of the legal
discourse, the individual’s story slowly transforms into a narrative that no longer
expresses the person’s lived experience. The person suffers not only because of the
threat to self and personhood due to a specific set of events (injury/illness) but also
because of the legal translations of these events. The person becomes a symbol
placed in the centre of the argument about the law as lawyers try to place the story
into categories that can be accepted by a judge. Personal privacy may be forgotten
orviolated and meanings of trauma ignored. The expert is powerful and the client
becomes powerless (10, 11).

Similar parallels can be seen in medicine when symptoms are fitted into diag-
nostic categories and the meaning of the illness or injury is ignored. The trauma
of a perceived threat to the individual’s idea of self because of an illness/injury may
be incorrectly reframed to suit psychological classifications such as depression
or an anxiety disorder. Often, it is the health care provider who verifies or negates
the person’s descriptions of the presence or severity of symptoms. This verifi-
cation takes the form not only of matching the symptoms presented to known
pathophysiology but also making judgments about the individual’s credibility.
This process is particularly evident when the person complains of chronic pain
or when the complaints describe symptoms in which the pathophysiology of the
illness is unknown to the health care provider. In such instances, people may be
labeled as being psychologically impaired or malingering.

Consequently, there may be costly and inappropriate referrals to other health
care professionals or, of even more concern, the patient may undergo a loss of
personal power which he/she may perceive as another assault on idea of self and
personhood (12). In such instances, individuals may once again experience suf-
fering because they are not believed or are thought to be emotionally unstable.
The person experiences suffering due to (a) the initial assault, (b) the process of
collecting “facts” by officers of the law and medicine, (c) the verification of the
person’s story by third parties (doctors, lawyers, therapists), (d) classification of
story components to form legal arguments and medical diagnosis, and finally
(e) determinations of an individual’s credibility about the impact of the assault on
self and personhood by third-party authorities.

If suffering due to medical and legal discourse is to be eliminated, practitioners
must ask the following questions:

1. How and why does the legal/medical discourse of a modern state/organiza-
tion conceal the experienced meanings of those who do not know the system? It
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can be argued that the legal/medical discourse protects the authority of the law
and medicine by placing a value on it that is superior to that of ordinary discourse.
Every profession strives to have a unique language and a scope of practice that
differentiates itself from other professions. Currently, these practices are histori-
cally based and often not applicable in contemporary society. It is conceivable that
with the plethora of technological resources, such as the Internet and specialized
medical devices, available to average people, the face of professional power will
shift to one in which the patients/clients are more powerful.

The survival needs of human beings have not evolved at the same rate as society’s
technological advances. Persons still have the need to care for and be cared for by
others, and the human body remains susceptible to injury and illness. Individuals
still thrive in community with others and the need to communicate and be heard
is still a fundamental human need. It may be that future power differentials in
medicine and law will be more strongly based on precepts rooted in humanitarian
objectives rather than property contract resolution as is currently the case in law.
It may be that a less monetary/opportunistic approach to health and the law will
evolve in a modern society.

2.1f a person becomes ill or is the victim of a crime, does the medical/legal
discourse recognize the harm from the individual’s perspective? Some believe that
if professionals in health care and law were to engage in the felt experience of
clients, it would be too distressing for the professional, given the number of times
such engagements would occur. The caregivers would become ineffective. This ar-
gument seems somewhat fallacious because it ignores the ability of human beings
to listen empathically to a person’s felt experience and then determine the most
reasonable strategies for resolution given the circumstances. One obstacle to such
an approach is the belief in fairness, which has its roots in a barter system. Little
is fair in medicine and law. Is it fair that children are affected with terminal ill-
nesses? Is it fair that seniors are victims of assault and injury? Must compensation
for injury always be monetary? These questions are challenges for postmodern
society as it struggles to aid those in society that are vulnerable and at the same
time control fiscal expenditures.

3. Does the harm experienced by the individual sometimes slip through the ju-
ridical/medical categorizations? Sometimes, lawyers and health care professionals
become so focused on the process of medicine or law that the person is forgotten.
While lawyers win arguments and clinicians defeat diseases, considerable neglect
is experienced by clients/patients. Contemporary medicine strives to educate
health care students in the need for evidence-based decision making, in which
categorizations are necessary, but it must be remembered that medicine is both a
science and an art (13—-17). Students who are trained the art of ethical care usually
advocate for and mentor patients and colleagues. Currently, more investigations
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into qualitative research methods are providing clinicians and lawyers with data
that can be useful in situations in which patient behaviours fall outside statisti-
cal norms.

4. If the harm/illness is recognized, is it re-represented through a vocabulary,
grammar, and gestured style that is familiar to the expert but not to the person
harmed or ill? Historically, clinical practitioners have been trained to listen only
for language that falls into specific patterns that are subsequently translated into
diagnoses of illness. The expert rarely listens to the whole story being recounted
by the patient. Modern medicine demands that students are educated in a process
known as empathic listening in which the clinician acknowledges the patient’s
felt experience and responds in kind rather than using scientific jargon. A reply
of “I know what you mean, my father had the same worries” as opposed to “the
anxiety response rate is 14 percent in subjects with organic manifestations of this
disease” is more helpful to sufferers. The latter response can raise more concerns,
particularly if the patient does not believe that he/she is anxious. Responses of this
type may establish power differentials between clinician and patient in which the
clinician has dominance over the patient. In legal situations, the process is similar
but with an outcome that may cast aspersions on the client’s truthfulness and/or
mental competency.

5. Can the medical/legal discourse of a modern state/health organization even
translate an experienced event in the language of the person harmed? If not, why
not? While it may not be possible to fully understand the indigenously experienced
event of another, the felt experience can be acknowledged and validated, and an
effort can be made to translate professional jargon to the patient/client.

6. Does the legal/medical discourse prevent the use of the other languages?
Is the language of the individual disregarded in favour of legal and/or medical
definitions? It is important for professionals in medicine and the law to consider
implementing a mechanism of care into discourse in which the felt experience is
addressed. Patients may say that they always have pain when what they really mean
is their pain is so severe that it seems to always be present. Words like “always,”
“never,” have less rigid meanings in common language than they do in medicine
or the law. In the disciplines of law and medicine, such words have special power,
often with monetary implications. The language from both disciplines can be
explained to ensure that common language usage and the power of professional
language are understood by both victims and perpetrators. Both medicine and the
law must adopt a neutral stance in addressing the problems of individuals. Medi-
cine does not serve only the good, and law does not serve only the innocent.

Answers to these questions depend on the professional individual’s awareness of
professional jurisprudence, cultural sensitivity, knowledge of spiritual and reli-
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gious traditions, and the common attitudes of the society at large. It is the respon-
sibility of all clinicians to understand the basic mechanisms of the legal system.
Failure to do so may result in considerable harm to patients. One example would
be a therapist who may suggest to a patient who is a victim of rape by a sports star
that legal assistance be sought from the sports club lawyers. The end result may be
disastrous for the patient because the objective of such lawyers is to provide a legal
argument that protects the player and/or sports club and not the person claiming
to be harmed. In other cases patients who seek legal help may become unwittingly
manipulated into becoming a spokesperson for a political cause. Health care pro-
fessionals have the responsibility to be informed and current about any potential
harm to their patient’s health that may result if the patient pursues such a path.
It is the obligation of health care practitioners to advise their patients of potential
harm. Few clinicians are fully aware of the implications of these issues.

Justification for Loss of Power in Medical and Legal Discourse

Conklin argues that in law, the expert cannot understand what clients say
because the meanings of their stories do not fit into the official legal discourse.
Therefore whatever the outcome is to the client, it is considered to be acceptable.
Because the client has simply become a factor in an argument, he/she can be “con-
sumed, excluded or ultimately executed” (2). The person becomes separated from
his/her body in the minds of the legal professionals. Lawyers, police, and others
collect information about this “body” and analyze the “facts,” not the client’s felt
experience. The analysis is done by finding categories that others will accept as le-
gitimate. The client’s behaviour then becomes evaluated by determining whether
it falls under the specified categories. The client’s experience becomes enclosed
within these expert boundaries and may not bear any resemblance to the actual
lived experience. Personal autonomy is not considered.

There are similar parallels in medical practice, particularly in the area of suf-
fering. The patient’s suffering may be disregarded as the focus shifts to fighting
the disease. The patient’s story is interpreted to fit disease categories, and only
when it fits these categories is the story really “heard.” He/she may then become
a symbol of the disease. The patient becomes the Parkinson’s patient, or the MS
patient, or even the fractured knee in room 402. Judgments are then made as to
whether the patient behaves well or badly according to preconceived notions of
behaviour attributed to those diseases or illnesses. The impact of the illness on
an individual’s idea of self and personhood is usually not considered. In those in-
stances when the issue of threat is addressed, patient reactions are often reframed
to suit professional categories of acceptability/unacceptability. Personal autonomy
is not considered.

Medical-Legal Disclosure of Suffering 103



In both legal and medical interactions, everyday language cannot be recognized
because to do so would contradict the professional need to maintain authority.
Individuals suffer initially because of the original assault (illness) and then repeat-
edly as experts begin to recognize the harm and start to translate the suffering into
acceptable professional discourse.

This need for professional authority, which may have had its roots in a paternal-
ism that is no longer relevant, requires a new approach in contemporary society.
While current approaches in medicine favour a multidisciplinary approach, there
is still the problem of professional boundaries and power. The problem that
persists is one of professional authority enacted at the expense of the patient’s
autonomy. If the expectation is that patients and/or clients are totally responsible
for their own well-being, then those who serve may have to face the challenge
of accepting a reversal in the patient/client power differential. The patient/client
then becomes the person who “knows” the true story and the lawyer/health care
provider becomes the one who “serves.”

Ethical Considerations and Suffering

If ethics are the moral principle or the branch of knowledge concerned with
moral principles, and if moral principles refer to the rightness/wrongness and
goodness and badness of human character, is the process of legal/medical dis-
course ethical when considering human suffering? Are these processes ethical sim-
ply because they are accepted standards of practice? Do these practices contradict
other ethical principles such as doing no harm and/or protecting those in society
who are not able to protect themselves? What ethical basis is used to determine
such standards, and are they reasonable in contemporary society? Some argue that
clients/patients are informed prior to treatments and legal interventions. What fac-
tors constitute informed consent? Medicine attempts to clarify this issue when it
comes to the mechanics of care involving “extraordinary measures,” but the issue
of personal power and the power differential between the professional and patient
is usually not addressed. Legal mechanisms are sometimes clarified, but the issue
of autonomy is often ignored. Is the right of legal discourse ethical only within the
prescribed professional boundaries but not in human terms? What is the impact
of an individual’s cultural or spiritual beliefs? Is it possible to legislate behaviour?
Is professional behaviour a belief system based on a clearly defined ethic? What
contribution does medicine make to suffering when it engages in the process of
legal discourse? Are there potential ethical conflicts? Are these conflicts being ad-
dressed? Surely, the ethics of those clinicians who watch surveillance video tapes
of patients prior to providing “independent” assessment must be questioned.
Ethical practice is suspect when physicians take an oath to “do no harm” yet send
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and read the opinions of others about an individual patient prior to administering
a “second opinion.” Is it not unethical for health care professionals to refrain from
informing patients or clients that they are receiving monetary gain from provid-
ing information that can be used against the patient/client? These questions must
become the focal point of contemporary medicine if the goals of medicine and the
efficacy of the law are to be maintained.

Cultural Implications

The cultural implications concerning individual suffering in a modern, pluralis-
tic, multicultural society are very important. How does legal discourse capture the
rightness and/or wrongness of behaviour or the goodness or badness of human
actions if the accepted standards of behaviour are not multiculturally based? Can
these standards be multiculturally based and still fit the dialogue of the law and
or medicine? What is the common understanding of the law and the process of
medicine? In most North American societies, the law and medicine are held in
considerable regard. Individuals from other countries may view the process of law
and/or medicine very differently. Who explains the discourse, and how, to those
who are vulnerable? Is it possible to have multicultural legal and medical discourse
in a fast-changing postmodern world? Further, are the individual’s spiritual tradi-
tions part of the dialogue, or are spiritual rights per se only considered? Do we
simply respect diversity of beliefs but not incorporate them into the process of
medical and legal dialogues? Would incorporation be prudent? These questions
are challenges to be faced if optimal care for those who suffer is to be obtained.
Medicine is attempting to address these questions through undergraduate educa-
tion and through licensing requirements, but the assessment of effective transfer
of knowledge into clinical practice is a challenge (14-17). In the legal system, while
the process remains adversarial, there is now recognition that children and those
who are mentally impaired require special consideration. This is considered to be
a positive step in recognizing the importance of understanding the individual’s
felt experience.

All practitioners are challenged to consider the following question: If legal dis-
course serves the institution of the law, and medical discourse serves the institu-
tion of medicine, then who speaks to the patient’s “felt” experience of suffering?
In the past, the answer to the last question may have been the church. And to an
extent, the answer remains true if suffering is defined within the constructs of
religious teachings. In contemporary society, and especially in medicine, where
suffering is not valued and is perceived to be a threat to an individual’s idea of self
and personhood, answers must be found within the dialogue and discourse of the
professions of medicine and the law.
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SUMMARY

The focus of this chapter was the importance of health care providers having a
basic understanding of the history of the legal system under which their society
operates. The British, American, and Canadian legal systems were used, in part,
as examples to illustrate the need for understanding the impact of laws on human
health. Legal and medical discourse were compared and contrasted to show
how each impact on the power differential between individuals and professional
helpers.

In this chapter, the processes of medical and legal discourse and their potential
impact on suffering were discussed. Previous chapters have explored the impor-
tance of clearly defining suffering in medicine, outside the contexts of religion and
spirituality. These discussions have been supported from evidence of scholarly
theories and clinical practice. The following chapter provides research evidence
that suffering is a measurable construct and illustrates key issues of concern in
chronic illness.

CHAPTER 7 QUESTIONS

1 What are the basic historical precepts upon which the law is based?

2 What common misconceptions are held by patients and clinicians about the
purpose of the law?

3 What was the purpose of the “Twelve Tables”?

4 Upon which code of law were the laws of Europe, the province of Quebec,

and the state of Louisiana originally based?

What is the Napoleonic code?

Upon what legal tenets is the American Constitution based?

What is the purpose of common law?

What is the purpose of case law?

How do the principles of tort law affect health?

10 How does the “truth” in medicine differ from the “truth” in law?

O O ovwun

11 How does medical and legal discourse impact on health?
12 What are the key ethical considerations relating to the health care
professionals, the law, and the patient?
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8 3 Power Differentials and Suffering

The need for personal autonomy and the impact that medical and legal
discourse can have on personal power indicate that a complete assessment of in-
dividuals who suffer requires a comprehensive, objective measurement tool. The
Measuring and Assessing Suffering Questionnaire (MAsQ) is a clinical measure-
ment tool to aid clinicians in determining those patients who are experiencing
the process of suffering and to assist health care providers in planning effective,
relevant, evidence-based treatment programs for those individuals who have a
chronic illness. A more comprehensive treatment of suffering may have a positive
effect on the management of pain and help prevent chronic disability.

This chapter presents: (a) the importance of obtaining informed consent from
patients in both clinical and research environments, (b) the purpose of the MASQ
and a review of key definitions to aid clinicians in data interpretation, (c) a descrip-
tion of the structural elements of the questionnaire, (d) a brief summary of validity
and reliability values obtained from statistical analyses of the MAsQ, and (e) col-
lation of research findings. Examples of demographic data collection pertinent
to the treatment of individuals with chronic illnesses such as arthritis, epilepsy,
migraine headache, and spinal cord injuries are presented.

Informed Consent: Restoring Personal Power and Autonomy

Clinical Practice Requirements

Information Sheets - Patients with chronic illness who suffer often say that with
the onset of illness or injury they find themselves in a foreign world, a social world
that they no longer understand. When managing suffering in clinical practice, it
is important that health care providers give patients the tools needed to help them
understand their changed circumstances. Patients can be given information sheets
that delineate the qualifications of the health care professional with whom the
individuals will work as well as the philosophy of care and organizational policies
of the health care facility. Information may be provided in written form, in concise,
clear language that is free from professional jargon. These information sheets
may be reviewed verbally with the patient prior to obtaining consent, and patients
should be given time to consider the issues at hand. This type of information will
show respect for the patient’s autonomy because consent would be based on an
ethical framework rather than on power. Patients are then more likely to form re-
alistic expectations of their health care provider and the health care organization.



The goals of the relevant health care profession should be clearly described. In
the example provided (see example 1), the profession of physiotherapy is briefly
described. The types of specialized modalities are also described so that patients
have a basic understanding of any procedures that may be used in their care. A brief
outline of what is involved in the treatment plan is illustrated, and issues such as
any clothing, hair products, creams, lotions, or other factors that may impact on
the efficacy of the treatment or evaluation of the patient need to be described.

Patients are usually very concerned about whether they will experience pain,
and if pain does occur, procedures that should be followed should be outlined.
Estimates of rate of recovery and length of time for each treatment are also matters
of concern to patients who are to start treatments. In private clinics or facilities
where a fee for service may be immediate, fee structures should be made available
to the patient prior to beginning treatments. Issues of how confidentiality will be
maintained must be clearly stated. The patient is asked to sign the information
sheet, indicating an understanding of the clinical process offered. Signatures are
dated, witnessed by a third party, and countersigned by the attending clinician. A
copy of the completed information sheet is given to the patient (see example 1).

After the patient has read the information sheet and has had the opportunity to
discuss any issues of concern with the health care professional, the patient may
take the information sheet home and discuss it with family members. If there are
aspects of their care that patients believe will not be addressed in the proposed care
plan, they can discuss their concerns with the clinician. If the issues presented are
beyond the scope of practice of the clinician and the patient wants another health
care professional’s opinion, such referrals can be made free from prejudice. The
process respects the personal power and autonomy of the patient, a factor critical
to those who suffer. Often, the patient simply acknowledges his understanding of
what will happen and is then asked for formal consent (example 2).

EXAMPLE 1 (CLINICAL EXAMPLE)

Brown Physiotherapy Practice Group
Mary Browne, R.P.T., M.C.P.A., CA.F.C.1., B.A,, Ph.D.
For Your Information*

Assessment of the Impact of the IlIness/Disorder on the Patient

Introduction
Welcome to our clinic. Mary Browne, R.P.T,, M.C.PA, CA.F.l., is a registered Physiotherapist
with additional training in acupuncture. Our approach to rehabilitation encompasses a
holistic (whole person) approach to health care delivery.

(If the health care professional has other credentials, they should be stated here.)

*This form is a guideline only.
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Philosophy

Aholistic approach involves considering the impact of illness and/or injury on the whole
person rather than simply focusing on a body part. For example, if you were involved
in a car accident and suffered many injuries, the treatment might involve not only ex-
ercises to improve muscle strength and range of movements but also might involve
determining how the accident and the resulting injuries have impacted on your life
(job, family relationships, school, etc). SUGGESTIONS (general advice) concerning the
impact of your injuries on your coping mechanisms, diet, stress, and modifications to
your home and/or work environments may be made. You might discuss these sugges-
tions with your doctor, work place advisors, family, and any others you may choose to
help you remain independent.

What Exactly Is Involved in Physiotherapy>*

The practice of physiotherapy is the assessment of physical function and the treatment,
rehabilitation and prevention of physical dysfunction, injury, or pain, to develop, main-
tain, rehabilitate or augment function or to relieve pain (the Physiotherapy Act).

You may be asked many questions about how your illness/injury affects you as a
person, how it affects your work life and your family or leisure activities. Often these
questions are presented in the format of written questionnaires to which there are not
right or wrong answers. These assessment forms simply indicate areas for attention.
Your physiotherapist will discuss the purpose and results of the questionnaires so that
you will be fully involved in making decisions about your care.

What Is Acupuncture?
Acupuncture is a therapeutic treatment which consists of inserting fine needles into the
body at specific points along energy pathways or meridians. The age-old practice, which
is widely used to relieve the symptoms of some physical and psychological conditions,
is often integrated by physiotherapists into the treatment of clients with pain or physi-
cal dysfunction (College of Physiotherapists of Ontario, Position Statement 1998).

(If the clinician has expertise in other specialized modalities they should also be delineated).

Treatment Plan
You may bring a friend/family member with you on any or all of your treatments.
What will my treatments consist of?
1 At each visit you will be assessed and treated. The initial visit may involve you
answering questionnaires and being examined by the Physiotherapist. This may

*Physiotherapy is used simply to illustrate the need to inform patients of the professional
scope of practice. The Physiotherapy Act 1991 cited is the Canadian Physiotherapy Act and is
used for purposes of illustration only.
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require the physiotherapist to observe your body while it is still and while it is
moving. It will be necessary for the physiotherapist to touch your body and to
move your body while assessing and treating your injuries and/or impairments.

2 Upon completion of your assessment, Ms. Browne will discuss the specific
treatment plan recommended for you. Some of the following techniques and
modalities may be used as part of the treatment plan: mobilization, massage,
passive and active stretching, exercises, electrical muscle stimulation,
transcutaneous electrical nerve stimulation (TENS), acupuncture, and
acupressure. You are encouraged to ask questions at any time during the
assessments and treatments. Any known complications, risks, benefits, and
potential side effects will be discussed with you.

3 Ms. Browne will explain the general healing process of injury and illness. If the
therapist considers the following to be appropriate for successful rehabilitation,
suggestions may be made to help you cope with distress, diet, as well as
home and workplace modifications. It is your responsibility to consider these
suggestions and discuss them with your doctor and/or other appropriate health
care professionals.

What Do | Wear?
1 Ifyour injury is to your lower limbs only, shorts are required.
2 For upper limbs/shoulder area, female patients are required to wear a bathing
suit/halter top constructed so that the injuries may be assessed.
3 For neck and/or low back injuries as well as hip injuries, a bathing suit or shorts

for males and a bathing suit and/or shorts are required for females.

In some instances in which your illness or injury prevents you from managing activities
of daily living (i.e., dressing, etc.), you are advised to wear clothing that permits the
physiotherapist to assess your difficulties and help you learn ways to dress/undress.
This may involve the physiotherapist watching you perform these activities. If at any
time you feel uncomfortable, you must tell your physiotherapist. You may stop your
treatments at any time.

Will | Have Pain? What Do | Do?

After the initial visit you may be sore because your joints and muscles are stretched. You
must tell your physiotherapist if you have more pain or any other symptoms. If you are
unable to reach your physiotherapist you must call your family doctor.

How Long Will It Take Me to Get Better?

Each person is different. Rate of recovery depends on many factors such as the nature of
your illness, injury, age, general health, previous occurrences, motivation and oppor-
tunities for practicing exercises and treatment, medication, and pain tolerance. Your
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physiotherapist will give an approximate estimate of how many treatments you require
before physiotherapy re-evaluation and/or possible referral to your doctor is required.

How Long Will Treatments Last?
Initial assessments may take from 1to 2 hours depending on the nature and complexity
of the illness/injury.

Treatment sessions initially may last from 30 minutes to 2 hours, depending on the
severity of the illness/injury and the degree of education required so that you can per-
form the exercises safely on your own. Further treatments usually take 1 hour.

Discharge assessments usually take from 1 to 2 hours. If you have been referred by a
doctor, a copy of the assessment will be sent to the doctor with your consent. If you have
referred yourself, the discharge assessment is available upon request.

Fees

What Are the Fees?
Payment of fees is the responsibility of the patient.
Treatment costs are:
$XX for the initial assessment
$XX for each treatment session
$XX for the Discharge Assessment
Payments are to be made after each visit by cash or cheque.

What If | Cancel an Appointment?

A minimum of 24 hours notice to cancel an appointment is appreciated. Failure to
attend 2 consecutive treatment sessions will constitute a discharge from treatment.
Further treatment will involve a re-assessment fee of $XX.

Confidentiality

All medical/health records will be kept confidential and will not be released to anyone
without your written consent except where required by law.

I have read and understood the above policies and agree to abide by these

conditions.

Patient Signature (Date) (Print signature)
(Witness Signature) (Date) (Print signature)
(Physiotherapist Signature) (Date) (Print signature)

[d Acopy of the information sheet was given to the client Date:
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EXAMPLE 2 (CLINICAL EXAMPLE)

Browne Physiotherapy Practice Group
Mary Browne, R.P.T, M.C.P.A., CA.F.C.1., B.A., Ph.D.
Patient Consent*

I, have had the philosophy, the treatment plan, fee structure,
and confidentiality issues explained to me. | am aware that Mary Browne is a Registered
Physiotherapist with additional training in Acupuncture. | understand that my treat-
ments will involve a “holistic” approach to rehabilitation as outlined in the informa-
tion sheet entitled “For Your Information” which | have received and read. | am free to
withdraw from treatment without prejudicing future treatment. My medical records will

be kept confidential as required by law.

Information pertaining to my health and/or rehabilitation may be obtained from or
released to:
Family Doctor My Lawyer My Insurance Co. Other

If other please indicate:
I consent to the above and agree to participate.
Name:

Print Name
Date:

Witness:

Print Name
Date:

Physiotherapist:

Print Name
Date:

A copy of this consent form was given to the client 1
Date:

Consent Forms - Patient consent forms usually contain a brief paragraph stating
that the patient acknowledges that the philosophy of care, the treatment plan, fee
structure if applicable, and confidentiality issues have been explained. In addition,
individuals also confirm that they understand the qualifications of the health care
provider, the approach to care that will be offered, and the nature of the confi-
dentiality requirements as determined by the law. Patients also acknowledge that

*This form is a guideline only.

114 ldentifying Those Who Suffer



they are free to withdraw from treatments without prejudicing future care. They
also indicate who may receive information about their health. Signatures from
the patient, witness, and health care professional are obtained and a copy of the
consent form is given to the patient. Consent now becomes more than simply ob-
taining permissions. The process is a contractual agreement based on an ethical
framework. For those who suffer, obtaining consent is another tool available to
help patients understand the dynamics of the new world of illness or injury. When
health care professionals conduct clinical trials, patients must be asked whether
they would like to participate in this research. Additional information must then
be provided and a research consent form is signed.

Clinical Research Requirements

Information Sheets - Clinical research requirements are determined by individual
hospital and university research advisory committees. The information sheet given
in example 3 is simply a guideline. If the research objectives are complex, more
detailed information is provided to participants. The information sheet must state
the purpose of the study, outline any potential benefits and risks to the partici-
pants, and assure people that their personal information will be kept confidential.
Individuals must also know that any scientific publishing of results will not reveal
their identity. People must know that they may withdraw from the study at any time
without prejudice. This last point is essential, particularly if the clinical research is
conducted with patients who might fear that if they do not agree to participate in
the research, their future care will be compromised. Individuals must also know
who they can call if they have further questions and who to contact in an emer-
gency. A copy of the information sheet is given to the patient.

Consent Forms - The consent form, example 4, contains a brief paragraph that
outlines the purpose of the study and confirms that the participant understands
what is to occur. Issues of confidentiality and freedom to withdraw from the proj-
ect are reiterated. The participant’s signature is obtained and dated, as is that of
the principal investigator and co-investigator if applicable. A copy of the consent
form is also given to the individual.

Providing information sheets and consent forms does not totally nullify the
fact that the health care provider must still ask for permission. Personal power
and autonomy are partially restored because informed consent permits the pa-
tient to enter into a contractual agreement with the health care professional. As
health care providers review the information provided, there is an opportunity for
dialogue between the patient and health care provider which allows the patient to
express his or her autonomy. The patient determines who may or may not receive
information about them albeit within the confines of the law. Personal power is
respected because the patient clearly understands the scope and limitations of
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his or her health clinician and the treatments proposed. Autonomy is improved
because once the patient knows the purpose of the assessment from a whole-life
perspective, discussions of any rehabilitation choices may be discussed with the
clinician. For example, the patient may decide thatitis more important to walk with
braces and crutches than to ambulate using a wheelchair, even though the energy
expenditure involved in walking is considerable, given the extent of the person’s
impairments. In such cases, while the therapist may know that the wheelchair will
allow the patient more personal freedom, it is the therapist’s role to advise the
patient, but the patient is the one who makes the choice. The patient is the one
with the power and the therapist is the one who strives to help achieve the patient’s
goals. This relationship is most common in rehabilitation facilities where patients
have chronic illnesses or catastrophic injuries. Autonomy and personal power in
outpatient clinics or acute care facilities may be compromised, particularly in
fee-for-service facilities where volume of treatments becomes a priority. Health
care professionals need to give priority to the patient’s wishes but always within an
ethical framework. To further address patient autonomy and personal power, the
collection of demographic data may also provide an opportunity for clinicians to
gather more information about the patient’s idea of self and personhood.

EXAMPLE 3 (RESEARCH EXAMPLE)
INFORMATION SHEET: ASSESSMENT OF THE IMPACT
OF THE ILLNESS/DISORDER ON THE PATIENT*

This study is designed to help us understand how you feel about having Arthritis and
how your illness/disorder affects your life. Many researchers have discovered that if doc-
tors, nurses, physiotherapists, and other persons who try to help people with chronic
disorders are able to fully understand what impact the disorder has on the patient and
his life, better more effective treatments can be used.

To find out how patients feel about their disorder, a questionnaire has been designed
(MAsQ) to try and find out which matters are of greatest concern to our patients. You
will be asked a series of 30 questions which ask you to tell us how you feel now. There are
no right or wrong answers. The questionnaire will be given to you before you begin your
treatments in physiotherapy and just before you are discharged from your treatments.
How you answer the questions will not affect your treatments now or in the future. You
are free to withdraw from the study at any time. Your identity and how you respond to
the questions will be confidential. Any information published from the study will not
reveal your identity.

*This form is a guideline only and arthritis is used as an example. Clinicians are advised to
contact the Research Advisory Committee of the hospital/university organization to which they
are affiliated.
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If you would like any further information at any time you may call (name) at
(phone number) , Monday—Friday, g a.m.—5 p.m. In case of emergency, please call
your family physician for instructions.

A copy of the information sheet was given to the client (1 Date:

EXAMPLE 4 (RESEARCH EXAMPLE)
CONSENT*

1, agree to participate in the “Assessment of the Impact of

IlIness/Disorder on the Patient” project. | have had the purpose of the study explained
to me. | agree to fill in the MASQ questionnaire. | understand that all my answers will be
kept confidential and that any public or scientific publications reporting the results of
this project will not reveal my identity. My identity will be protected through an identity
number.

I also understand that | am free to withdraw from the project at any time without
prejudicing my care now or in the future.

| agree to participate in the study.

Name:

Print Name
Date:
Witness:

Print Name
Date:
Principal Investigator:

Print Name
Date:
Co-Investigator:

Print Name

Date:

A copy of this consent form was given to the client [ Date:

The Value of Demographic Data and Patients Who Suffer

The purpose of collecting demographic data is to determine the nature of an
individual’s personhood. In example 5, we see that the MAsQ collects information
relating not only to epilepsy but also to the effects it has on patients. Questions

*This form is a guideline only. Clinicians are advised to contact the Research Advisory
Committee of the hospital/university organization with which they are affiliated.
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relating to factors that may contribute to an inability to work, ambulate, and/or
live independently indicate factors that may impede the resolution of suffering.
Patients are asked if they have experienced any additional losses in the past five
years. This information helps clinicians determine whether grief and mourn-
ing due to death of a family member or friend are part of the patient’s current
distress. The experience of suffering due to chronic illness may be compounded
by additional suffering related to the loss of loved ones. In the case of epilepsy,
stigma is sometimes associated with a seizure disorder and is an important factor
in patients who suffer.

In addition to the above questions relating to selfand personhood, demographic
data collection from patients with migraine headache also includes information
on stress, both at home and in the workplace (example 6). In patients with spinal
cord injuries and patients with arthritis, suffering has been found to be related to
the inability to live and work independently (see examples 7 and 8). Issues relating
to the family, interpersonal relationships, the ability to manage with poor support
systems, feelings of isolation in the community and fears about the impact of age-
ing, disability pension regulations, and personal independence in the future are
part of the qualitative data items described in the MAsQ. All these factors need to
be addressed by clinicians if comprehensive treatment and assessment of suffer-
ing in patients with chronic illness is to be achieved.

EXAMPLE §
MASQ-EPILEPSY [ SEIZURE DISORDERS
RELEVANT SURGICAL INTERVENTIONS

DO YOU HAVE ANY OTHER MEDICAL CONDITIONS WHICH WOULD PREVENT YOU FROM
WORKING?

LOSSES IN THE PAST 5 YEARS:
DATE:

HOW MUCH FORMAL EDUCATION DO YOU HAVE?

AMBULATION: INDEPENDENT INDEPENDENT WITH AID
SUPERVISION WITH AID _____ WHEELCHAIR ____ OTHER __
DO YOU DRIVE? Yes___ No

DO YOU TAKE PUBLIC TRANSPORTATION? BUS TAXI OTHER

DO YOU LIVE ALONE? Yes__ No____
DO YOU LIVE WITH SOMEONE BUT YOU ARE INDEPENDENT? Yes___ No____
DO YOU LIVE IN A GROUP HOME WITH PARTIAL SUPERVISION? Yes__ No____
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DO YOU LIVE IN A LONG-TERM CARE FACILITY WITH SUPERVISION?
Yes No

MEDICATIONS: 1. DOSAGE
2.
3.
4.
5.
ARE YOU TAKING YOUR MEDICATION ON YOUR OWN? Yes____ No

HOW OFTEN DO YOU MISS TAKING YOUR MEDICATION?
Sometimes _____ Never

HOW MANY SEIZURES DO YOU HAVE IN A DAY? _____ MONTH?

WHEN DO THEY OCCUR?

SEVERITY TYPE

WHEN WAS YOUR FIRST SEIZURE? DATE TIME

WHEN WAS YOUR LAST SEIZURE? DATE TIME

ARE YOUR SEIZURES CONTROLLED? YES____ NO ____

Work History

1. DO YOU HAVE A PAID JOB NOW? Yes__ No____
IFYES, Full Time__ PartTime ___
IF NO, Have you ever had a job inthe past? Yes__ No____
IF YES, What was it?

Why did you lose it?

2. WHAT DO YOU DO IN YOUR JOB?

3. HOW LONG HAVE YOU WORKED AT THE ABOVE JOB? ____ (months)
4.ARE YOU RECEIVING A DISABILITY PENSION? YES__ NO ____
5. DO YOU HAVE AN UNPAID JOB OUTSIDE THE HOME? Yes____ No____

6. WHAT DO YOU DO IN THIS JOB?

7. HOW LONG HAVE YOU HAD THE ABOVE JOB? ___ (months)
8. HAVE YOU EVER BEEN TRAINED TO DO A SPECIFIC JOB?
Yes_ No____
IF YES, WHAT WAS IT?
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0. DO YOU TELL PEOPLE AT WORK THAT YOU HAVE SEIZURES?
Yes No

10. HAVE YOU TRIED TO FIND PAID WORK IN THE PAST 2 YEARS?

Yes No
11. WHY WERE YOU NOT SUCCESSFUL?

12. SUBJECT’S AFFECT:

EXAMPLE 6
MASQ-MIGRAINE HEADACHES

OTHER MEDICAL CONDITIONS

HighB.P2
SURGICAL INTERVENTIONS

DATE OF ONSET
FAMILY HISTORY OF MIGRAINE Yes __ No____
DETAILS

WHAT WAS THE CAUSE OF YOUR FIRST MIGRAINE
J INJURY d FooD 1 STRESS [J LACK OF SLEEP
(1 STREET DRUGS (J OTHER

(J ALCOHOL

HOW OFTEN DO YOU HAVE A MIGRAINE?

DATE OF LAST HEADACHE:

Describe a Typical Headache
WHAT CAUSES YOU TO HAVE A HEADACHE?

HOW DO THEY START?
SHORTESTEPISODE___ LONGEST EPISODE

LOCATION OF HEADACHE
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AURA: Yes___ No__ DESCRIBE

SEVERITY: None (1) —Alittle (2) — Some (3) —A lot (4) — Sometimes unbearable (5)
DURATION
WHEN DO THEY START? A.M.[P.M.

DO YOU HAVE MOST OF YOUR HEADACHES ON WEEKENDS?
Yes No Some

DO YOU HAVE HEADACHES ON VACATION? Yes__ No____ Some____

How Do You Manage Your Headache
(J MEDICATION [J ACUPUNCTURE [ MASSAGE [J HEAT/MASSAGE
[dYOoGA [J COUNSELLING [ STRESS MANAGEMENT [ REST [ OTHER:

MEDICATIONS

1. DOSAGE __ TIME____ EFFECT
2.
3.
OTHER EFFECTS

DO YOU HAVE ANY ALLERGIES?

ARE YOU BEING TREATED FOR YOUR ALLERGIES?

HOW MUCH DO YOU SMOKE?
HOW MUCH ALCOHOL DO YOU USE?
HOW MANY HOURS DO YOU SLEEP AT NIGHT?
HOW OFTEN DO YOU EXERCISE PER WEEK?

ACTIVITIES OF DAILY LIVING:

DO YOU LIVE ALONE? Yes__ No___
DO YOU LIVE WITH SOMEONE ELSE BUT ARE INDEPENDENT?
DO YOU HAVE THE RESPONSIBILITY OF CHILDREN? AGES?

DO YOU HAVE THE RESPONSIBILITY OF OTHER FAMILY MEMBERS?

DO YOU DRIVE? Yes____ No_____
DO YOU TAKE PUBLIC TRANSPORTATION? BUS ___ TAXI____ OTHER ____
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Occupation
HOW WOULD YOU RATE THE DEGREE OF RESPONSIBILITY THAT YOU MUST ASSUME
AT WORK:

None (1) Alittle (2) Some (3) —— A lot (4) —— A great deal (5)
EMPLOYMENT: FT__ PT_ OTHER

HOW MUCH SICK-TIME HAVE YOU LOST BECAUSE OF YOUR HEADACHES?

HOW MUCH LEISURE TIME HAVE YOU LOST BECAUSE OF YOUR HEADACHES?

WHAT DO YOU DO IN YOUR JOB NOW? (tasks)

HAVE YOU RECEIVED SPECIAL TRAINING TO DO THIS JOB?

HOW LONG HAVE YOU BEEN DOING THIS JOB?

HAVE YOU EVER RECEIVED A DISABILITY PENSION BECAUSE OF HEADACHES? ___

DO YOU HAVE AN UNPAID JOB OUTSIDE THE HOME? (volunteer)
Yes____ No___
WHAT DO YOU DO IN THIS JOB?

HOW LONG HAVE YOU BEEN DOING THE ABOVE JOB?

DO YOU TELL PEOPLE AT WORK THAT YOU HAVE MIGRAINE HEADACHES?

WHAT ACTIVITIES DO YOU NOT DO BECAUSE OF YOUR HEADACHES?

SUBJECT’S AFFECT:

EXAMPLE 7
MASQ—-SPINAL CORD INJURIES

DIAGNOSIS

DATE OF ONSET CAUSE:

RELEVANT SURGICAL INTERVENTIONS

OTHER MEDICAL CONDITIONS
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MEDICATIONS: 1. DOSAGE

2
3.
4
5.
AMBULATION: INDEPENDENT WITH AID ____ SUPERVISION WITH AID ___
WHEELCHAIR ___ OTHER ____
DO YOU DRIVE? Yes No
DO YOU TAKE PUBLIC TRANSPORTATION? BUS __ TAXI ___ OTHER ____
DO YOU LIVE ALONE? Yes__ No_____
DO YOU LIVE WITH SOMEONE BUT YOU ARE INDEPENDENT? Yes__ No____
DO YOU LIVE IN A GROUP HOME WITH PARTIAL SUPERVISION? Yes ___ No
DO YOU LIVE IN A LONG TERM CARE FACILITY WITH SUPERVISION? Yes___ No___
Work History
1. DO YOU HAVE A PAID JOB NOW? Yes__ No____
IFYES, Full Time ____ PartTime _____
IF NO, Have you ever had a job inthe past? Yes___ No____

IF YES, What was it?

Why did you lose it?

2. WHAT DO YOU DO IN YOUR JOB?

3. HOW LONG HAVE YOU WORKED AT THE ABOVE JOB? ____ (months)
4.ARE YOU RECEIVING A DISABILITY PENSION? YES NO

5. DO YOU HAVE AN UNPAID JOB OUTSIDE THE HOME? Yes____ No____
6. WHAT DO YOU DO IN THIS JOB?

7. HOW LONG HAVE YOU HAD THE ABOVE JOB? ____ (months)

8. HAVE YOU EVER BEEN TRAINED TO DO A SPECIFIC JOB?
Yes____ No___
IF YES, WHAT WAS IT?

10. HAVE YOU TRIED TO FIND PAID WORK IN THE PAST 2 YEARS?
Yes____ No___
11. WHY WERE YOU NOT SUCCESSFUL?
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12. ARE YOU INVOLVED IN A VOCATIONAL TRAINING PROGRAM?

13.SUBJECT’S AFFECT:

EXAMPLE 8
MASQ—ARTHRITIS

DIAGNOSIS:

DATE OF ONSET:
MEDICATIONS: 1. DOSAGE

2
3.
4

5.
SURGICAL INTERVENTIONS:

AMBULATION: INDEPENDENT INDEPENDENT WITH AID
SUPERVISION WITH AID _____ WHEELCHAIR OTHER

ACTIVITIES OF DAILY LIVING:

LIVES INDEPENDENTLY:

LIVES WITH SOMEONE ELSE BUT IS INDEPENDENT:

LIVES IN A GROUP HOME WITH PARTIAL SUPERVISION:

LIVES IN A LONG-TERM CARE FACILITY WITH SUPERVISION:

DRIVES A CAR:

TAKES PUBLIC TRANSPORTATION: BUS: TAXI: OTHER:

IS EMPLOYED:

WORKS AT HOME:

How to Use the MASQ

It is strongly recommended that students and novice clinicians read Section 1 of
the text, entitled “Suffering: What Man Has Made of Man,” to familiarize them-
selves with the concept of suffering as an entity separate from pain. The following
presents for review a very brief synopsis of the concept of suffering. In addition,
a quick reference summary of the results of validity and reliability testing of the
questionnaire (MAsQ) and the evidence obtained to support the hypothesis that
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suffering and pain are separate and only sometimes related phenomena in chronic
illness are presented for review.

The MAsSQ

The MAsQ is a self-administered, valid, and reliable tool to identify those who
suffer. The mAsQ identifies those who suffer and also highlights areas of most
concern to individuals. The MASQ provides information that may facilitate the ap-
plication of suffering-specific treatments to patients with chronic illnesses. It may
also assist in the treatment of suffering of individuals who have chronic pain and
enhance other treatment outcomes. Suggestions for the application of the MASQ
in the patient setting are given based on findings obtained from our evaluations of
over 300 patients with chronic illness.

The Value of Using the MASQ

The MASQ is an important clinical tool because it:
Provides a quick method of quantifying patients’ perceptions of threat to
the self and personhood in chronic illness, a factor particularly found to be
useful in the management of patients with chronic pain syndromes
Provides quick “at a glance” quantified data analyses for treatment and
discharge planning
Is a useful clinical outcome measure
Is a thorough and pertinent method for assessing the impact of illness and/
or injury on self and personhood (suffering) and for making decisions about
fiscal compensation in work place and/or motor vehicle insurance cases
Assists in effective evidence-based decision making

Definitions

Suffering: A perception of threat to a person’s idea of self and personhood.

Idea of Self: A person’s internal beliefs about how he/she manages adversity and
still maintains a sense of self.

Personhood: A person’s perceptions about how he/she has dealt with adversity in
the past, and how he/she will manage in the present and future. Perceptions
are independent of external verification, and they focus on whether
anticipated outcomes will be managed in a manner that is acceptable to the
individual.

Pain: An unpleasant sensory and emotional experience associated with actual
or potential tissue damage or described in terms of such damage.

Structure of the MASQ
The MAsQ is avalid and reliable tool to objectively delineate the suffering com-
ponent in chronic illness.
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The MAsQ is a fifty-three-item self-administered questionnaire. Each question
is scored on a 5-point Likert-type scale with a rating of 5 indicating the most nega-
tive response. A response at level 1 has a numerical value of 1 point; a response at
level 2 has a value of 2 points, etc. Time to complete the questionnaire is about
ten to fifteen minutes. To minimize bias of response, individual subscales of the
questionnaire are labeled alphabetically rather than indicating the content. There-
fore, Section A refers to pain, Section B to suffering, Section C to work beliefs and
Section D to self-efficacy. The pain scale (Part A) consists of five items, suffering
(Part B) has nineteen items, work beliefs (Part C) has twenty items, and there are
nine items in the self-efficacy scale (Part D). Subscale clusters are pain intensity
and pain coping mechanisms for the pain scale. Relationships, idea of self; re-
sponse to illness, and coping are suffering subscale clusters. Self and work, family
influences, and coping beliefs are work beliefs subscales. Nine items related to
physical ability (standing, walking, stair climbing, reaching, bending, kneeling,
lifting, carrying 1 & 2) make up the self-efficacy subscale (20—23).

The suffering items in the questionnaire are based on many theoretical works
such as those of Cassell (2004) and others (1-15). Work belief items are derived
and modified from the Health Quality of Life Scales gESI-55 and SF-12 (16-18).
The pain scale was derived from selected items in the McGill Pain Scale (18) and
the self-efficacy items were chosen from the Functional Abilities Confidence
Scale (19).

Summary of Validity and Reliability Analyses of the MASQ

Validity and reliability results were obtained from a sample of patients with
arthritis as well as other patients with chronic illness to determine whether the re-
lationship between suffering and pain was consistent across disease categories.

Validity - Scaling success was 97.3% as determined from a sample of 166 per-
sons with arthritis tested on admission (T1) and on discharge (T2) and confirmed
in samples of subjects with epilepsy n = 113, migraine headache n = 79, and spinal
cord injuries n = 23. Floor and ceiling effects are minimal for all subscales (range
of floor effects 0.0%—2.4% and ceiling effects 0.0%—-6.6%). Subscales show no
evidence of redundancy and are reproducible. The questionnaire was shown to be
sensitive to change because the mean change over time is statistically significant.
Even minor changes were detected as demonstrated by the narrow confidence
intervals for each mean pair.

Reliability - Items are relevant to the hypothesized subscales with item reliability
ata =0.8637, and item total correlations which are all greater than the acceptable
criteria of 0.20. Scaling item reliability at T1 was a = 0.85 and a = 0.9o at T2 is
excellent. There is no evidence of item redundancy. A Pearson Correlation Matrix
showed that all item suffering pairs correlated weakly at p < 0.6.
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The relationship between suffering and pain intensity: Correlation Coefficients
provide evidence to support the hypothesis that suffering and pain are separate
and only sometimes related entities.

Total suffering and pain intensity: Arthritic Sample, N = 166. Subjects were tested
on two occasions, Time 1 (T1) on admission and Time 2 (T2) on discharge.

TI: I'=0.343, P = 0.000
T2:1=0.438, p=0.0001

This relationship is also confirmed in other studies of persons with epilepsy, mi-
graine headache, and spinal cord injuries.
Total suffering and pain intensity in other studies in which testing was done on one
occasion only:

Epileptic Sample, N = 100
I'=0.500

p =0.000

Spinal Cord Sample, N =23
r=0.576

p =0.004

Migraine Headache Sample, N =77
r'=0.210

p=o0.06

SUMMARY

This chapter introduces the MAsQ, designed to measure and assess suffering
in a manual format. Justification for use of the manual is based on both research
evidence and clinical experiences. Key definitions of suffering, idea of self, per-
sonhood, and pain are briefly reviewed and enhance the value of the MASQ as a
clinical assessment tool. Research evidence is summarized in an “ata glance” style
so that clinicians may quickly determine the validity and reliability of the MASQ.
The questionnaire is presented in its entirety. Collation and scoring of both raw
data and normative data are presented in the following chapters.

CHAPTER 8 QUESTIONS

What is the purpose of the MASQ?

Why is the MASQ an important clinical tool?

What is the theoretical basis of the MASQ?

How are items scored?

What is the scaling success of the MASQ?

What is the item reliability at Tt and T2?

7 What evidence is there that items in the MASQ are not redundant?
8 Is the MAsQ avalid and reliable measurement tool?

aAVT A W N

Power Differentials and Suffering 127



9 3 How to Assess Suffering

Raw Data Collation and Interpretation of the MASQ

The aim of contemporary medicine is to provide optimal care to patients
based on objective scientific evidence. Raw data, that is, the actual numerical value
designated by the patient for a specific item or the mean of a group of subscores in
a particular section of the MASQ, provides an opportunity to clearly identify those
areas of greatest importance to patients.

The purpose of this chapter is to (a) illustrate the MASQ, (b) show how to calcu-
late raw data scores, (c) explain criteria for use of either a “long” or a “short” form
and, (d) show the usefulness of raw data scores in clinical practice.

Measuring and Assessing Suffering: The MASQ

The MAsQ is a self-administered questionnaire designed to evaluate responses
on a scale of 1 to 5. As discussed in chapter 5, a score of 5 on any item indicates
the most negative response. The MAsQ is designed to indicate distress in four do-
mains: (1) Suffering, (2) Work Beliefs, (3) Self-Efficacy, and (4) Coping. Raw data
results can be recorded using a comprehensive long format (“long form”), which
indicates the responses for each item, or the short form, which presents a sum-
mary of the raw data for each of the domains. Further, if suffering per se is the only
domain of interest/concern for the clinician, then a short form entitled “suffering
summary” is available. In general, short forms are used when the prime clinical
objective is diagnosis. When treatment planning is the goal, then the long form
is most useful, for it clearly identifies not only the suffering component but also
the impact of suffering on personhood issues such as work beliefs, self-efficacy,
and coping beliefs. In some instances, a physician may wish to determine how a
patient’s scores relate to other persons with chronic illness. To do so, normative
data scores must be calculated from a series of diverse patient samples. Clinicians
can compare an individual patient’s results to other comparable groups to best
gauge the severity of response. Normative data scores are particularly important
in those cases where it is evident that pain is not the prime concern. A descrip-
tion of how to score the results using a normative data analysis is provided in
chapter 1o0.



Administering the MASQ

Patients are given an information sheet that describes the treatment plans to be
administered and consent for treatment is given. If the information to be collected
is to be used for research purposes, the purpose of the study and methods to be em-
ployed must be given to individuals both verbally and in written form. Patients are
reassured that should they not wish to be part of the research, future care will not
be compromised. Issues of confidentiality are clearly defined both in the clinical
setting and research program. Consent forms designed specifically for treatment
and others for research are signed and witnessed. Contact telephone numbers are
provided in case of emergency or if patients have further questions. The instruction
sheets are given to patients prior to the test day so that the patient may ask ques-
tions before agreeing to participate in the study. After these preliminary documents
are explained and consent obtained, instructions for scoring the MASQ must be
brief and concise. The following instructions to patients address this point.

Instructions to Patients

Patients are asked to circle the response to each question that best describes
how they feel currently, to answer all the questions, and not to add up subscores.
Clinicians are advised to not use the word “suffering” when introducing the ques-
tionnaire to patients because this terminology introduces the possibility of bias
of response, as “suffering” per se has many doctrinal associations both religious
and societal. The MASQ adopts a secular stance and as a result neither includes
nor excludes past understandings of the concept of suffering. Scoring of the ques-
tionnaire usually takes between 1o and 15 minutes and provides the clinician with
immediate results.

The Questionnaire

MASQ
I.D.#
NAME DATE

PHONE D.O.B. GENDER

ADDRESS CITY POSTAL CODE
DIAGNOSIS

INSTRUCTIONS:
1. Please answer all questions.
2. Only circle one response.
3. Circle the response that best describes how you feel now.
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Part A

Please select the response that most describes how you feel now. Circle the number on
the scale for each question.

1) How much pain do you have?

sometimes
none a little some alot unbearable
Q) (2) (3) 4) (5)
2) Do you think you will have more pain?
no not likely maybe probably yes
(1) (2) (3) 4) (5)
3) Ifyou had more pain, do you think you could stand it?
yes probably maybe not likely no
Q) () (3) (4) (5)
4) If you had less pain but it never went away, could you manage satisfactorily?
yes probably maybe not likely no
(1) (2) (3) (4) (5)

5) If you were to have no pain, do you think you would be the same person as you were
before your illness/injury?

yes probably maybe not likely no
(1) (2) (3) (4) (5)

OFFICE USE ONLY
Total Subscore: sum of scores = =

# of Items 5

Grand Total =
(same as total subscore)

Part B
Please select the response that most describes how you feel now. Circle the number on
the scale for each question.

Section |
1) How much worry/concern do you feel that your illness will have a bad effect on your
personal life with children?

none a little some alot a great deal
Q) (2) (3) (4) (5)
2) How much worry/concern do you feel that your illness will have a bad effect on your
personal life with a partner?

none a little some alot a great deal
(1) () (3 (4) (5)
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3) How much worry/concern do you feel that your illness will have a bad effect on your
personal life with friends?

none a little some alot a great deal
m (2) (3 (4) (5)

4) How much worry/concern do you feel that your illness will have a bad effect on your
personal life in the future?

none a little some alot a great deal
M (2) (3 4) (5)

OFFICE USE ONLY

I. Total Subscore: =

# of Items 4
Section Il
1) How much worry/concern do you feel that your illness will have a bad effect on you
as you age?
none a little some alot a great deal
Q)] (&) (3) 4) (5)
2) How much worry/concern do you feel about your illness/injury?
none a little some alot a great deal
Q)] (2) 3 @ (5)

3) Do you think that your body works the same way as it did before your illness/injury?
The same — almost the same — half of what | was — much less — not at all

(3% of what | was (%> of what lwas (% of what | was
orwhat I think orwhat | think  orwhat | think
I should be) I should be) I should be)
(1) (2) (3) @ (5)

4) Do you think that your emotional feelings are the same as they were before your
illness/injury?
The same — almost the same — half of what | was — much less — not at all

(3 of what | was (%> of what lwas (% of what | was
orwhat | think orwhat I think  orwhat I think
I should be) I should be) I should be)
(1) (2) (3) 4) (5)

5) Do you think that you will ever be the same person that you were before your illness/
injury?

yes probably maybe not sure no
M (2) (3 4) (5)
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OFFICE USE ONLY

Il. Total Subscore: =

# of Items 5
Section Il
1) Do you think that how you feel now is “normal” in spite of your illness/injury?
yes probably maybe not sure no
Q) (2 (3 @) C))
2) How much anger do you have because of your illness/injury?
none a little some alot a great deal
(1) (2) (3) 4) (5)
3) How much sadness do you have because of your illness/injury?
none a little some alot a great deal
Q) (2) (3) 4) (5)
4) What kind of future hopes do you have for yourself?
high med. high medium low very bad
M (2) (3) 4) (5)
5) How concerned are other people about the fact that you have your illness/injury?
A great deal alot some a little not at all
Q) (2) (3) (4) (5)
OFFICE USE ONLY
lll. Total Subscore: =
# of Items 5
Section IV

1) How much worry/concern do you feel that your illness will have a bad effect on your
job?
none a little some alot a great deal
(1) (2) 3 @) (5)
2) If the problems with your life that you have now never got better, could you manage

satisfactorily?

yes probably maybe not likely no

(1) (2) 3 4) (5)

The next question is about support systems. A support system is those people (family,
friends, neighbours, co-workers, and/or other people) whom you can talk to about your

private feelings.
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3) What kind of support system do you have?
good average fair poor very bad
(1) (2) (3 4 (5)
4) Do you feel that you are managing your illness/injury alone?

sometimes almost nearly
not alone alone alone alone always alone

(1) (2) 3 4) (5)

5) How much are you able to be part of your community?
A great deal alot some a little
(1 (2) (3) (4) (5)

not at all

OFFICE USE ONLY

IV. Total Subscore: = =
# of Items 5

Grand Total = (sum of all subscores)  _

4

PartC
PLEASE TELL US WHAT YOU BELIEVE ABOUT YOUR ABILITY TO WORK
Please circle the answer that most describes how you feel now. Circle only one

answer.
Section |
1. Do you think that you have enough education to get a job?
yes probably maybe not sure no
Q) (2) (3 (4) (5)
2. Do you think that you have to have a job in order to be just like everyone else?
yes probably maybe not sure no
Q) (2) (3 (4) (5)
3. Do you believe that people who work are more respected than people who do not
work?
yes probably maybe not sure no
(1) (2) 3) 4) (5)

4. Do you believe that the only thing that stops you from living on your own is the fact
that you do not have a job?

N/A yes probably maybe not sure

(0) Q) (2) (3) (4) (5)

no

How to Assess Suffering 133



5. How much do you like being around people that you do not know well?

alot a little some not much not at all
Q)] (2 (3) 4) (5)
6. How much worry/concern do you have that other people will be afraid when they

see you having an illness/injury?

alot a little some not much none
M (2 (3) 4) (5)
OFFICE USE ONLY
I. Total Subscore: =
# of Items 6
Section Il
1. How many chores do you do in your home?
alot a little some not many none
M (2) (3) 4) (5)
2. How many close friends do you have outside your family?
very many many some not many none
(10-20) (5—10) (3-4) (1-2) (0
Q) (2) (3) 4) (5)
3. How happy are you helping your family at home?
N/A very happy —— a lot —— moderately —— a little —— not at all
(0 (1) (2) (3) (4) (5)

4. Do you think that your family would be afraid that you would get hurt if you had a
job?

No Family
Contact no not sure maybe probably yes
(0) M (2) (3) 4) (5)
5. Do you think that your family would rather you did not work outside the home?
No Family
Contact no not sure maybe probably ——yes

(0 (1) (2) 3) 4 (5)
6. If you lost your pension benefits, could you manage satisfactorily?

Not on
Pension yes probably maybe not sure no
(0) (1) () (3) 4) (5)

OFFICE USE ONLY

Il. Total Subscore: =
# of Items 6
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Section Il
1. If you had a job, would you be afraid you might get hurt?

no not sure maybe probably yes

(1) (2) 3) (4) (5)
2. Do you think that you might hurt others because of your illness/injury while

working?

no not sure maybe probably yes

(1) (2) (3) 4) (5)
3. Can you get to work on time every day?

yes probably maybe not sure no

(1) (2) (3) 4) (5)
4. Do you think that you can get transportation to work every day?

yes probably maybe not sure no

m (2) (3 (4) (5)
5. Do you think that if you had a job, you would be able to get home every day by

yourself?
yes probably maybe not sure no
Q) (2) (3) 4) (5)
6. Do you think that you would be able to take your medication on time at work?
yes probably maybe not sure no
M (2) (3) 4) (5)
7. Do you worry that your illness/injury would affect how you did your job?
no not sure maybe probably yes
Q) (2) (3) 4) (5)
8. Do you worry that you might lose some of your pension benefits because of
working?
Not on
Pension yes probably maybe not sure no
(0 (1) (2) (3) 4) ()

OFFICE USE ONLY

11l. Total Subscore: = =
# of Items 8

Grand Total = (sum of all subscores)  _

3
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Part D
We would like to know how confident you are that you can do things. Circle the num-

ber on the scale that best describes your level of confidence that you could perform the
activity today. Ifyou do not do an activity, please rate how confident you would be ifyou
had to do these things.

1. How much confidence do you have that you can stand for as long as you want or

need to?
a great deal alot some very little none
Q) (2) (3) 4) (5)
2. How much confidence do you have that you can walk as long as you need to?
a great deal alot some very little none
(1 (€)) (3) 4 (5)
3. How much confidence do you have that you can climb up and down stairs safely?
a great deal alot some very little none
M (2 (3) 4) (5)

4. How much confidence do you have that you can reach above your head without

losing your balance?

a great deal alot some very little none
M (2) (3) 4) (5)
5. How much confidence do you have that you can bend down and return to a standing
position without falling?

a great deal alot some very little none
€] (2) (3 4 (5)
6. How much confidence do you have that you can kneel down and return to a standing
position?
a great deal alot some very little none
(1) (2) 3 4) (5)
7. How much confidence do you have that you can carry a small box?
a great deal alot some very little none
M (2) (3) (4) (5)
8. How much confidence do you have that you can carry a large box?
a great deal alot some very little none
Q) (2) (3) 4) (5)

9. How much confidence do you have that you can lift a box from the floor without
losing your balance?

a great deal alot some very little none
€] (2) (3) 4) (5)
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OFFICE USE ONLY
Total Subscore: =

# of Items 9

Grand Total =

(same as total subscore)

Thank you for answering these questions.

Scoring the Questionnaire
Step 1: The maximum score per question is 5 points.

Example: If the patient scores the following two questions as indicated below:
Question 1: How much worry . . .

(1) (2) (3) (4) (5)

none a little some alot  agreatdeal

Question 2: How much worry . . .

() (2) (3) @) (5)

none a little some alot agreatdeal
Then, question 1 = 1 point and question 2 = 4 points.

Step 2: Please add up the value for each question and divide by the number of
questions in each section. Therefore, the subscore for the above example
would be:

Subscore = sum of the values for each question (1 +4) =5 =2.5
divided by the number of items (2)

Step 3: At the end of each major subsection entitled Part A, B, C, or D please
enter the sum of all subscores obtained for each major subsection divided
by the number of sections. To achieve the Grand Total Score:

Grand Total Score = sum of all sub-scores

number of sections

Data Collation

All professional jurisprudence regulations require health care personnel to
keep accurate records of client assessments, treatment regimens, and outcomes.

Further, multidisciplinary health care delivery programs depend on accurate, con-
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cise communication methods between health care professionals. Comprehensive
record keeping is critical not only to monitor patient progress but also to the de-
velopment of more efficacious interventions.

Data from the questionnaire may be collated in two ways. Raw data (grand to-
tals and/or subscores) may be recorded as described in the following section of
this chapter or the raw data may be converted to normative scores and plotted as
described in the section “Normative Data Collation” in chapter 10.

Raw Data Collation

Long-Form Instructions

On page 1 of the long-form record (figures 9.1—9.4), the grand total scores
obtained from the questionnaire for pain (Part A of the questionnaire), suffering
(Part B), work beliefs (Part C), and self-efficacy (Part D) are outlined. Record the
date of testing at the bottom of each section. Under the comments section, write a
brief interpretation of the results.

On the second, third, and fourth pages of the long form, record the subset
results for each section. Part A (pain) has subscores for pain intensity and pain
coping. Part B (suffering) has four sections. Record the subscores for relation-
ships, idea of self, and response to illness and coping. Under the comments sec-
tion, key points for special attention are noted. Part C (work beliefs), has three
sections. Section I refers to “self,” section II, “family,” and section III “coping.”
Part D (self-efficacy) reports the subscores for confidence in standing, walking,
stair climbing, reaching, bending, kneeling, carrying small box (carry 1) and large
box (carry 2), lifting. Examples of how data may be interpreted clinically are also
presented in figures 9.1-9.4.

Long-Form Scoring and Collation

Step 1: Plot the grand total scores on page 1 of the data summary chart for long
form (see figure 9.1).

Step 2: Plot subset scores on pages 2, 3, and 4 of the data summary chart for
long form (see figures 9.2—9.4).

Review of page 1 of the data summary sheet clearly indicates potential areas
of concern. Pages 2 and 3 of the data summary sheet indicate, more
specifically, areas of distress determined in each part of the assessment.

Application of Long-Form Data:

Integration of Suffering in Clinical Practice

The development of patient information documents is an important component
of successful integration of the construct of suffering into the treatment planning
of those who suffer. Figure 9.1 is an example of a summary of the raw data scores
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obtained from a patient assessed using the MAsQ. This form can be placed at the
front of the patient’s chart to alert other clinicians to the patient’s difficulties. In
the summary (see figure 9.1) a mean score of 4 indicates that the patient is very
concerned about the issues assessed. In this example, the patient’s degree of con-
cern relating to pain and pain management would be described as “moderate.”
The patient is not impaired because of adverse work beliefs and describes a great
deal of confidence in physical abilities with mean scores of 2. From this summary
sheet all health care professionals would be aware that suffering is a main problem
that should be addressed by all health professionals.

Figures 9.2, 9.3, and 9.4 are the detailed scores for each of the domains. In
figure 9.2, Part A, pain intensity is moderate and the patient expressed a moderate
concern about his/her ability to cope with pain (scores of 3).

The main issues of concern in figure 9.2, Part B, are related to idea of self and
ability to cope (scores of 4 and 5 respectively). With scores at level 5 indicating se-
vere distress, clinicians know that these issues are of prime concern to the patient
and require immediate investigation.

Figure 9.3, Part C, deals with work beliefs and raw data scores are in the low end
of the scale indicating a lesser degree of worry. Attention would be paid to issues
relating to family, as it is the area in which the patient is most concerned (scores
of 3). In Part D, confidence is lacking in ability to climb stairs and in reaching for
objects above the patient’s head (scores of 4). In figure 9.4 there is also a moder-
ate degree of concern that the patient believes he/she will have difficulty carrying
objects of various sizes and weights (score of 3).

Raw data collation as depicted above is particularly useful for all health care
professionals. For example, nurses are aware that patients may need additional
care and support after family visits. Physiotherapists have a clear idea of how to
design treatment interventions that will improve not only physical performance
but also foster integration into the family and community at large. Occupational
therapists, psychologists, social workers, and chaplains will all have a clear indi-
cation of where to begin to dialogue about the concerns of the patient and have
insight about the impact of chronic illness on ideas of self and personhood. In our
studies, the importance of raw data collation was found to be clinically relevant
when a large number of patients, after taking the test, approached our researchers
to inquire about how and where they could get help.

Short-Form Instructions

There are two short-form formats available (figs. 9.5 and 9.6). One, format
“short form” (complete) provides summary information about pain, suffering,
work beliefs, and self-efficacy. The second format entitled “short form” (suffering
component only) is useful when only information about the suffering component
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of the MASQ is required. In this form, the grand total score for suffering is re-
corded as well as the subset score for Section I (relationships), Section II (idea of
self), Section III (response to illness), and Section IV (coping). There is space for
the assessor’s comments and signature at the bottom of the form. This format
provides a quick “at a glance” method of indicating areas of concern and is par-
ticularly helpful in confirming diagnosis and referrals for treatment, as well as
when summary data information is required from auxiliary agencies (insurance
companies, workplace evaluations). Examples of scoring and clinical interpreta-
tion of data are also given in figures 9.5 and g.6.

Short-Form Scoring and Collation - In certain circumstances, a quick “at-a-glance”
summary of patient responses is required. The complete short form is most use-
ful when a summary of responses is required and placed in the patient’s medical
record to alert physicians and others of the patient’s difficulties. In this situation,
the person who administered the MASQ would be available for clarification and
further elaboration of findings.

Short Form (Complete)

Step 1: Plot the grand total scores for pain, suffering, work beliefs, and self-
efficacy (see figure 9.5).

Step 2: Record clinical interpretation of the data results in the space provided
at the bottom of the form.

If the information about suffering only is of prime concern, the short-form
(suffering only) data summary sheet is used.

Short Form (Suffering Only)

Step 1: Plot the grand total score for pain (see figure 9.6).

Step 2: Plot the subset scores for section I (relationships), section II (idea of
self), section III (response to illness), and section IV (coping).

Step 3: Record clinical interpretations of data results in the space provided
for comments.

Application of Short-Form Raw Data:

Integration of Suffering in Clinical Practice

The use of short-form raw data analysis is particularly useful to insurance ad-
justers and in cases involving workplace analyses. In such instances, summary
data may be all that is required initially. From this summary, insurance adjusters
can quickly ascertain the area of major concern and lawyers are quickly alerted
to the fact that in this case there is no evidence of malingering, as the patient has
shown that he/she possesses good work beliefs and self-confidence in physical
abilities (score of 2). These data indicate that factors relating to suffering that
involve ideas of self and personhood are of considerable concern to the patient
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(scores of 4 and 5). In the example cited above, the personnel involved would then
be able to explore with the patient factors that may cause the suffering.

In figure 9.6, the summary of raw data scores refers only to the items on the
MASQ that relate to suffering. Figure 9.6 shows that the key issues of concern
are associated with ideas of self, response to illness, and ability to cope (scores of
4 and 5). Using the example cited, insurance adjusters are able to clearly see the
effects of the illness and/or injury on the whole person and determine the degree
of compensation available, thus avoiding causing further harm to the patient that
may occur due to current adversarial investigative methods.

SUMMARY

This chapter has illustrated the usefulness of collating raw data and the im-
portance of providing patients with clinical and/or research information prior to
beginning treatments or enrollment in research trials. Examples of information
packages and consent forms are provided to aid the clinician in the development
of appropriate materials for their own specific areas of practice. Criteria for long-
form as opposed to short-form raw data collation formats are given.

Examples of clinical interpretation of data results are also given. Raw data scores
are useful for long-term treatment planning because details of specific areas of
distress are identified. Sometimes, clinicians require information about where the
patient’s responses fall in comparison with other persons with chronic illness. In
such cases, normative data results are essential. An example of when this type of
information is useful may be in circumstances where monetary compensation is
required. Chapter 10 provides instructions for converting raw data into normative
scores.

CHAPTER 9 QUESTIONS

1 In figure 9.2, the main issues to be addressed are “idea of self” and “coping
mechanisms.” How would you begin to address these issues with a patient?

2 How might the degree of concern expressed in figure 9.2, Part B, interact
with results reported in Part D (self-efficacy) in figure 9.3?

3 How might raw data scores depicted in figure 9.5 be useful in assessing a
patient’s ability to return to work?

4 How would the data presented in figure 9.6 aid in medical legal evaluations

of a patient’s ability to return to work?

What is the value of patient information documents?

Are consent forms necessary to quality of care? Explain.

o U

7 How may objective and subjective data contribute to patient-centered, cost-
effective care?

How to Assess Suffering 147



10 )/ Standards of Care

Normative data are obtained from tests and scales and are used for com-
parison of results from one group or individual to the means and standard de-
viations of another group or to individual sets of measures. They delineate that
which usually occurs in a specific population at a specific point in time and are
an important treatment guide, particularly when specific treatment interventions
such as drug therapy are being considered. Normative data are important in de-
veloping standards of care. The ability to “place” patients along a continuum of
response or clinical outcome, for example, is useful when clinicians must make
determinations of when to refer patients to other health care professionals or to
track significance of specific interventions. Normative data information about
suffering is essential after patients are involved in accidents or when it is impor-
tant to determine the significance of chronicity, in situations involving litigation
or disability compensation, or when crisis intervention is required (1—9).

The purpose of this chapter is to: (a) demonstrate the need for comparative data,
(b) report the normative data results of suffering and pain scores obtained from a
sample of 166 persons with arthritis and 1oo individuals with epilepsy, (c) provide
instructions about how to calculate normative scores from raw data, and (d) pre-
sent examples of clinical interpretation of normative data.

How Does the Patient Compare
with Persons Who Have Similar Disorders?

Normative data scoring methods are used when a clinician wishes to compare
an individual patient’s scores with those of a larger sample or a similar compari-
son group. To date, only complete data sets for the construct of suffering for per-
sons with epilepsy and those with arthritis are available (10). These illnesses are
representative of the extremes of the suffering and pain experiences (epilepsy—
less suffering, and arthritis—severe suffering): therefore, it is possible to “place”
other persons along this continuum. Normative data scoring is important because
its interpretation is thought to be more useful clinically than raw data scores, and
allows health care professionals to better ascertain the dimensions of an indi-
vidual’s clinical complaints. To date, there is no gold standard for suffering per se,
but preliminary descriptive inferential statistics (mean, standard deviation, and
resultant Z scores) have been derived from the 166 patients with arthritis and 100
persons with epilepsy introduced earlier. Z scores are useful because they indicate



how many standard deviations an element is from the mean. If a patient’s score is
below the mean of that of the reference sample, i.e., a negative Z score, the results
are rated as favourable (little or no distress). A Z score of zero indicates moderate
distress and a Z score above the mean, a positive Z score, indicates that the patient
is in severe distress and requires immediate attention.

How Is the Z Score Calculated?
The Z score is simply computed as follows:

Z=(x-X)/SD

Where:

x = the individual patient’s suffering score from one of the MAsQ subscales
% = the mean suffering subscale score based on an established sample

SD = the standard deviation based on an established sample

The following values, obtained from two sample groups that are representative
of the problems of suffering and pain can be used for comparison purposes. The
arthritis sample represents comparative values for individuals with chronic illness
who usually experience considerable suffering. The epilepsy sample is representa-
tive of persons who have chronic illness but usually experience little suffering. The
information below is needed to convert raw data results into normative scores.

Reference Scores

TABLE 10.1 - Arthritic Sample Results

Arthritis (N =166) Mean/x + SD
Total suffering score 3.27 +0.655
Total pain score 2.89 +0.597
Total work beliefs score N/A
Total self-efficacy score N/A

Note: N = total number of individuals in the sample.

TABLE 10.2 - Arthritis (N = 166) Suffering Subscale Scores

Suffering subscale Mean [ X + SD
Idea of self 4.01+0.742
Relationships 3.29 +0.952
Response to illness 3.01+0.808
Coping with life 2.78 +0.724
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TABLE 10.3 - Epilepsy Sample Results

Epilepsy (N =100) Mean/x + SD
Total suffering score 2.31+0.837
Total pain score 3.51+0.631
Total work beliefs score 4.02 +1.01
Total self-efficacy score 2.40 + 0.451

TABLE 10.4 - Epilepsy (N =100) Suffering Subscale Scores

Suffering Scores Mean [ X + SD
Idea of self 2.56 +1.15
Relationships 2.25+1.19
Response to illness 2.39+0.82
Coping with life 2.04+0.74

Instructions for Converting Raw Results into Normative Data Scores

There are six basic steps to follow to determine how patients compare with

similar groups:

Step 1: Administer the nineteen-item suffering component of the MmasQ. Each
item is scored on a scale of 1 to 5, where a low score is best.

Step 2: Compute a mean score for the pain items and each of the four suffering
subscales as indicated on the questionnaire to obtain a Total Subscore for
each section.

Step 3: Calculate the Grand Total Scores as indicated on the questionnaire.
When scores have been previously collated on the raw data forms, the values
may be simply transposed into the following transformation formula as
indicated in figure r10.1.

Step 4: The last step is to compute a Z (standard) score that will put the patient’s
suffering state into a clinical context based on a referent sample of patients
with the same or similar disorder. If the clinician is uncertain as to which
group the patient is most similar, then two Z scores are calculated, one from
the most severely involved group and one from the least involved group.

Step 5: Plot the new values on either the long or short forms (normative data).
You will notice that the scales of these forms are different from those of
the raw data sheets in that the Y-axis depicts the Z score values rather than
the mean values obtained from the 5-point Likert-type scales. Please see
examples 1-3 (figures 10.3 to 10.5).

Step 6: Record the clinical interpretation of the Z score results in the space
provided.
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How To Obtain Total Subscore & The Grand Total For Each Part of The MASQ

PartB
Section IV

1) How much worry/concern do you feel that your iliness will have a bad effect
on your job?

none a little some a lot a great deal

O (2) () 4 )
2) If the problems with your life that you have now never got better, could you
manage satisfactorily?
Y€S ---mmmenm- probably ---------- maybe ---------- not likely ---------- no
(M ) (3 4 (5)
The next question is about support systems. A support system are those people (family, friends,

neighbours, co-workers, and/or other people) who you can talk to about your private feelings.

3) What kind of support system do you have?

good ---------- average fair poor very bad

(1 (2 @) 4) ®)

4) Do you feel that you are managing your illness/injury alone?

sometimes almost nearly always
not alone ----- alone  ----- alone ----- alone ------ alone
(1) 2 (3) 4) (5)

5) How much are you able to be part of your community?

A great deal alot some a little not at all

1 (2) (3) 4) (5
Total Subscore:_17 =34
# of items 5

Grand Total: 4.25+46+2+34=356"*
4

*These values are obtained from Part B Sections |, II, IlI, IV

Figure 10.1



How to Obtain Z Score Values for One Component of the MASQ

For Comparison with a Severely Involved Patient Group (Arthritis)

For example, if a patient scores the MAsQ, Part B, Subsection II, which related
to “idea of self,” as shown in figure 10.2, first calculate the Total Subscores and for
“idea of self.” Then, calculate the Z score for the suffering subscale idea of self. In
this case the value is

X = 4.6 (see figure 10.2).

Therefore, comparison of the patient’s score with those obtained from research
studies would be

X = 4.6 (mean of the patient’s raw data scores [see figure 10.2])

X = 4.01 (mean from the arthritic sample “idea of self” subscale
[see Reference Scores section at the beginning of this chapter]).

SD = 0.742 (standard deviation from the arthritic sample “idea of self”
subscale [see Reference Scores section at the beginning of this chapter]).

Z (for idea of self) = (4.6 - 4.01) [ 0.742 = 0.795 (score to be used by
comparison).

Interpretation of Findings - Transformation of the raw data to normative scores
indicates that this patient has a Z score 0.79 standard deviation units above the
mean, relative to the arthritis sample. This information tells the clinician that the
patient in question is experiencing slightly more distress than a comparable group
of patients with arthritis.

For Comparison with a Less Involved Patient Group (Epilepsy)
Calculate the Z score for the suffering subscale idea of self. In this case the
values are as follows:

X = 4.6 (mean of the patient’s raw data scores [see figure 10.2])

X =2.56 (mean from the epilepsy sample [see Reference Score section at the
beginning of this chapter]).

SD =1.15 (standard deviation of the epilepsy sample [see Reference Scores
section at the beginning of this chapter]).

Z (for idea of self) = (4.6 - 2.506) | 1.15 = 1.77 (score to be used for comparison).

Interpretation of Findings - Transformation of the raw data score shows a patient
score that is 1.77 deviations above the mean relative to the epilepsy sample.
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How to obtain the Z-Score values for one component of the MASQ

PartB
Section I

1) How much worry/concern do you feel that your illness will have a bad effect
on you as you age?

none a little some alot a great deal

(1) @) @) 4) )

2) How much worry/concern do you feel about your illness/injury?

none a little some a lot a great deal

(1 @) (3) 4) ®)

3) Do you think that your body works the same way as it did before your
iliness/injury?

The same------ almost the same ------- half of what | was -------- much less ---------not at all
(3/4 of what | was (1/2 of what | was (1/4 of what | was
or what | think or what | think or what | think
| should be) | should be) | should be)
()] (2) ©) 4) (5)

4) Do you think that your emotional feelings are the same as they were before
your illness/injury?

The same------- almost the same ------- half of what | was ------- much less ------- not at all
(3/4 of what | was (1/2 of what | was  (1/4 of what | was
or what | think or what | think or what | think
| should be) | should be) I should be)
Q)] (2) (3 4) (5)

5) Do you think that you will ever be the same person that you were before
your illness/injury?

YESs —mmmmmmnem probably ---------- maybe ---------- not sure ----------

no
(1 ) 3 (4) (5)

Total Subscore: 23 = 4.6
# of items 5

Figure 10.2

The clinical interpretation of these normative data is that the patient is ex-
periencing more suffering than the patients who are expected to have consider-
able suffering (arthritis patients) as well as those who are expected to have less
suffering (epilepsy patients). In this way the patient being evaluated is “placed”
and determinations of whether referrals to a specialist in psychological care as
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well as application of suffering-specific strategies by all team members will result
in optimal treatment outcomes or whether basic team approaches are sufficient.
Normative data results do not provide all the answers needed to resolve an indi-
vidual’s problems but when considering the relationship between suffering and
pain, they are useful indicators of the dimensions of distress. The last step is to
plot the values obtained.

Clinical Application of Normative Data

To date, unlike pain, there are no substantive theories that delineate suffering.
Consequently, the MAsQ has been designed to objectively identify the perception
of suffering in patients. In addition to determining the degree of worry or concern
individuals have that their illness/injury will have a negative effect on ideas of self
and personhood, health care professionals must have an indication of the signifi-
cance of these perceptions to an individual’s health.

The mean values for the arthritic and epilepsy study groups are listed at the bot-
tom of each section for clinical comparisons.

Example 1 (see figure 10.3) is a summary of the normative data obtained from
each of the subsections (pain, suffering, work beliefs, and self-efficacy) of the
MASQ for patient X. In this example, one can quickly determine the areas of great-
est distress.

The Z scores of the patient are calculated for each main category using the data
from the Grand Total Scores (see figure 10.1) and compared with results from data
of the referent groups, epilepsy and arthritis. On the graph * indicates Z scores
based on the arthritis referent sample and - indicates scores based on the epilepsy
referent sample. This format does not delineate the key item issues of concern but
rather indicates the general areas requiring attention. Comparative data for the
factors, work beliefs, and self-efficacy are only available for the epilepsy group.
More research is needed to determine the impact of suffering on these compo-
nents of personhood.

In this example, when the patient is compared with the arthritis referent sample,
the patient is experiencing more pain and suffering than the arthritis group. When
the patient is compared with the epilepsy referent group, suffering issues still pre-
dominate. The patient’s pain, work beliefs, and self-efficacy concerns showed less
distress than the referent epilepsy group.

Normative data analyses provide the guide. Our research studies have shown
that data from arthritis patients are a valid indicator of severity response and data
from epilepsy patients indicate less concern.

Example 2 (see figure 10.4) shows how the normative data scores may be collated
if only the suffering component is required. In this short form, the Z scores were
tabulated for the factors “total suffering,” relationships, idea of self, response to
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illness, and coping with illness. This short form provides more detailed informa-
tion about the key factors contributing to the patient’s suffering. In this example,
the clinician can quickly compare the patient’s scores with the reference groups
(epilepsy and arthritis). While the total suffering of the patient is considerably
more than the referent groups (2 standard deviations from the mean), the key is-
sues of concern to the patient are “idea of self” (4 standard deviations from the
mean) and “coping with illness” factors (3 standard deviations from the mean).

Referent means are 2.31 + 0.837 SD (epilepsy) and 3.27 + 0.655 SD (arthritis).

Example 3 (See figure 10.5) illustrates the usefulness of determining normative
data when assessing patients and developing treatment plans. Example 3 is the
summary sheet of the Z scores calculated for all four domains (pain, suffering,
work beliefs, and self-efficacy) of the MASQ. Z scores are compared with least-
suffering patients (epilepsy) and most-suffering patients (arthritis).

In example 3, if the patient is compared with the arthritis sample, the patient’s
score indicates more severe pain and suffering than the referent group. When
compared with the epilepsy sample, suffering issues still predominate. Referent
scales for work beliefs and self-efficacy still need to be developed for the arthritis
group. Results indicate that concerns expressed by the patient over work issues
and self-efficacy are less than the epilepsy referent group.

The following examples, 4 (figure 10.6), 5 (figure 10.7), 6 (figure 10.8), and 7
(figure 10.9), outline the degree of pain, suffering, work beliefs, and self-efficacy.
The long form is very useful when applied at initial assessment. The clinician can
then determine key areas that may have considerable significance in determining
the outcome of treatments. Reassessing the patients at discharge and determin-
ing normative scores at that time will objectively indicate the effectiveness of treat-
ments, a factor of considerable importance in cases involving compensation and/
or litigation.

Record Keeping

Once again there is the option to report normative data using either a short or
long format. The criteria for selecting one method over the other are the same as
that explained in the previous chapter. The Y-axis of the graphs indicates the Z score
values so that the distance of the patient’s score from the mean of the comparison
group is clearly delineated. The equation used to calculate the Z score appears at
the top centre of the page, with the codes for the calculations needed placed to the
right-hand side of the formula. Guidelines for interpretation of the Z score results
are shown in the box to the left of the equation. Comparison-group means are found
beneath the graphs. There is space for comments and the assessor’s signature.

The design of the long form parallels the raw data format, but the informa-
tion required to calculate the normative data is also provided. Criteria for when
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to use the long form is the same as the raw data collation. The advantage of the
normative data format is that it “places” the patient in comparison with others
with chronic illness and consequently provides the opportunity to quickly develop
more comprehensive treatment plans.

SUMMARY

The need for normative data and methods used to convert raw data scores into
normative data was illustrated. Methods of transcribing raw data into a norma-
tive data format were given with examples of how to do the required calculations.
Normative data can be displayed using either a long or short format. The main
difference between plotting the raw data scores and the normative data is that
raw data scores are the mean values for each section displayed on a graph and
the normative data represents the Z score values. A Z score indicates how far an
individual’s score is from the mean value obtained from a much larger sample.
The research data presented for comparison are from two divergent groups. The
first group is persons with epilepsy and is depicted as the “least impaired” end of
the spectrum, while the arthritis patients, who are most impaired from the per-
spectives of pain and suffering, are at the other end of the spectrum. Clearly, more
research is needed to more accurately “fix” patients along the continuum, but the
comparative data represent results from over 300 patients with chronic illness.

Examples of the clinical interpretation of the Z scores are provided to demon-
strate how the normative data may be used in clinical decision making. Use of the
MASQ aids in the attainment of a more comprehensive assessment of the indi-
vidual’s health problems in comparison with others who have chronic illnesses.
The next step would be to develop suffering-specific treatment strategies. The
following chapters report the key components of suffering as determined from a
group of over 300 individuals with chronic illnesses.

CHAPTER 10 QUESTIONS

Of what value to clinicians are normative scoring methods?

Why was data obtained from arthritis patients as a referent sample?
What is the purpose of a Z score?

How are raw data scores converted to normative data?

How are Z scores calculated?

How are Z scores interpreted clinically?

N oo AW N

How could the normative data illustrated in examples 1 (figure 10.3) and
2 (figure 10.4) in this chapter affect your care plan for the patient?

8 Based on example 3 (figure 10.5), the long form, how and when would
you use this form to enhance care? Consider issues of idea of self and
personhood.
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11 )/ Key Components of Suffering in Chronic lllness

The universal characteristics of suffering are a loss of central purpose,
unresolved self-conflict, and impaired interpersonal relationships. The differen-
tiation of suffering from pain responses is challenging because patients often talk
about pain intensity and suffering at the same time. Research results as discussed
in chapter 2 show clearly that suffering and pain are separate entities. Further,
many expressions of suffering such as anger, crying, and sadness are common to
those who are in pain and those who also suffer. While the process of suffering
has universal characteristics, it is the expression of suffering not the process per
se that is idiosyncratic and influenced by pre-morbid factors such as personality,
anxiety, depression, and environment. It is therefore critical that clinicians are
aware of common issues of most concern to those who suffer. The Measuring and
Assessing Suffering Questionnaire (MASQ) not only identifies those individuals
who suffer butalso reveals which issues are of greatest concern to patients. Our re-
sults of studies of patients with chronic illnesses such as epilepsy, arthritis, spinal
cord injuries, and migraine headache provide insights into key issues that are held
in common by most patients with chronic illnesses. Results show that suffering is
not disease specific. The ability to identify key factors of concern in suffering will
assist all clinicians.

The purpose of this chapter is to: (a) briefly describe the characteristics of four
major chronic illnesses—arthritis, epilepsy, migraine headaches, and spinal cord
injuries; (b) present a brief description of results obtained from a research study
that used the MASQ to assess suffering; (c) compare research results across dis-
ease categories that show that key factors of suffering are not disease specific;
and (d) review principles of professional communication competencies needed to
achieve a comprehensive assessment of suffering. The focus of the discussion is
to identify key suffering issues.

Suffering in Patients with Arthritis

Arthritis is a condition in which there is an inflammation of the joints. The joints
of persons who have arthritis may be painful, hot, red, and swollen due to inflam-
mation, infection, and/or trauma. There are many classifications of arthritis. Os-
teoarthritis and inflammatory arthritis (rheumatoid) are the most common. The
management of patients with arthritis is complex, involving anti-inflammatory
drug polytherapy, surgery, physiotherapy, occupational therapy, psychology, voca-



TABLE 11.1 - Arthritis Subjects by Age and Diagnostic Category

Disease category N Mean + SD

OA 8o 62.74 +13.13
RA 63 60.75+13.77
Other 23 49.30 +£19.30
Total 166 60.31+14.23

Note: OA = Osteoarthritis; RA = Rheumatoid arthritis.

tional counselors, and chaplaincy services. In the midst of numerous assessments
and interventions, the issue of suffering as an entity separate from pain may be
overlooked.

The results from a study of 166 patients with arthritis have been reported
elsewhere in considerable detail (1, 2). The beliefs of patients in this study are
presented to show the relevance to treatment planning.

The MAsQ was given to a group of 166 persons who had arthritis and were at-
tending a hospital-based outpatient clinic. Individuals were tested on admission
and just prior to discharge. The total time frame selected was three weeks because
it was thought to be an appropriate interval required to meet the criteria for test-
retest reliability (3) and because a great change in suffering scores over such a
short time frame is not expected. This was not a randomized control study with in-
terventions and control groups. Simply, every patient who attended the clinic was
asked to participate. Thirteen people who were initially tested later withdrew from
the project. Patients received physiotherapy, occupational therapy, educational in-
formation, social work, and psychological counseling as determined by the health
care team. The mean age was 60.31 + 14.23 SD years. There were 127 females
in the study. Duration of illness was 10.83 + 11.16 SD years. There were 80/166
people with osteoarthritis and 18/8o were males. Sixty-three (63/166) people had
inflammatory arthritis and 16/63 were males. Twenty-three (23/166) individuals
were categorized as “other,” 5 of whom were males. There were no statistically
significant differences between the age of those with osteoarthritis and those with
inflammatory arthritis. Subjects in the “other” category were younger than those
patients in the previous categories (see table 11.1).

Other disorders include mechanical low back pain, myofascial pain, avascular
necrosis, pseudo gout, and chronic soft tissue pain. No specific interventions to
address suffering were applied. Because these patients were involved with the
initial development and testing of the MAsQ, there were no specific work belief
questions asked. The work beliefs section was added after the initial validity and
reliability testing of the MAsQ was performed. Patients with arthritis were only
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asked to report the degree of worry or concern they had that their illness would
negatively impact on work. Only those persons with epilepsy, migraine headache,
and spinal cord injuries were also assessed for specific work belief items.

As has been previously stated in chapter 2, the relationship between suffering
and pain is not strong and provides evidence that suffering and pain are only
sometimes related entities. Significant (p = 0.000) key issues of concern for per-
sons with arthritis tend to focus on the amount of worry or concern individuals
have that their illness will damage their relationships with their children, partner,
and friends. The desire for a personal life is perceived as being threatened. Practi-
cal concerns about having a job and work performance were important concerns
for 52% of the patients interviewed on admission. The impact of illness with age-
ing, feelings of sadness, anger, and beliefs that pain would return were all key
issues. Twenty percent (20%) of the patients believed that they would never be the
person they once were and 56% stated that they were not able to participate in their
communities.

It is important for clinicians to be aware that measures of suffering differ from
quality-of-life issues and that different treatment interventions are needed to
resolve the respective problems. Quality-of-life scales measure abilities and op-
portunities, while measures of suffering address perceptions of threat to self and
personhood. Suffering is a measure of an individual’s beliefs about how the self
should behave in times of adversity.

Clearly, addressing suffering issues is a critical component of the effective
management of patients who have arthritis. During the course of obtaining this
data, patients asked the researchers where they could get help with their con-
cerns. Patients stated that the issues raised in the questionnaire were ones that
were causing considerable difficulty but those matters were not being addressed
by the patient’s current health care providers. Patients reported a reluctance to
raise suffering concerns with clinicians for fear of being thought “weak” or so-
cially impotent. More resources are needed to help patients with matters relating
to suffering. It was most encouraging to note that while suffering per se was not
addressed in the treatment plans, on discharge, fewer people expressed as much
distress over the above issue as they did on admission (see table 11.2). However,
items relating to perceptions of self were still seen as a major concern for many
people. It is also interesting to note that perceptions of pain severity decreased
prior to discharge (see table 11.3). Many factors may influence perceptions of im-
provement, especially the fact that patients were in a safe environment where they
believed that they would receive help. While clinical practice results support the
need to address suffering as separate from pain, future studies are needed to de-
termine whether treating suffering per se results in even greater improvements in
chronic pain.
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TABLE 11.2 - Areas of Concern in Patients with Arthritis (%)*

Item Tix* Tok**
Job 52.7 33.8
Children 43.7 26.5
Partner 43.1 25.2
Friends 44.3 21.9
Personal life 79.0 48.9
Ageing 81.4 60.9
Degree of worry 70.7 45.0
Body mechanics 74.9 63.3
Emotional stability 59.9 45.0
Restoration of self 71.3 66.2
Feel normal 64.1 48.3
Anger 34.7 32.5
Sadness 47-3 30.5
No community involvement 56.9 38.4

*Responses reported indicate areas of most concern. **T1 =admission. ***T2 =discharge.

TABLE 11.3 - Individuals with Arthritis Who Rated Pain at the Most Severe Levels

Item T1* (%) T2** (%)
Pain intensity 77.7 37.7
Recurrence 50.3 43.7
Endurance 31.7 24.5
Less but persistent 21.6 23.2

*T1=admission. **T2 =discharge.

Suffering in Patients with Epilepsy

Epilepsy is a term used to describe a seizure disorder (4—7). “Primary seizures”
are also known as idiopathic, essential, or cryptogenic seizures and have no
known cause. Some people inherit a tendency for primary seizures. In these cases,
the first seizure occurrence is usually before twenty years of age. Primary seizures
may occur after this age, but they are usually due to causes such as stroke, tumors,
or trauma.

“Secondary seizures” are also termed “organic” or “symptomatic” and have a
defined etiology. Some possible causes are head injuries, alcohol abuse, tumors,
cerebral vascular disease, or congenital abnormalities of the brain. Seizure activity
may be focal or generalized involving the sensory-motor system. Seizure activity
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is unpredictable, but there are often pre-seizure warning signs that patients may
experience prior to seizure onset.

Management of seizures may involve anticonvulsant polytherapy medications,
neurostimulation (pacemakers), and surgical removal of parts of the brain in
which seizures begin. Many people with epilepsy are well controlled with these in-
terventions, but may experience considerable impairment due to medication side
effects. Some common side effects are tremor of the limbs, slow motor reaction
times, and poor balance and coordination. Other individuals may have intractable
seizures, which result in chronic disability. The issue of the amelioration of suffer-
ing in epilepsy is of considerable concern.

One hundred thirteen (113) individuals with epilepsy were assessed. There were
58 females. The mean age of the sample was 41.56 + 11.42 SD years. Illness du-
ration was 22.8 + 12.96 SD years. Mean seizure frequency was 8.38 + 30.06 SD
seizures/month. Sixty percent (60%) of the patients assessed were seizure free.
Forty-nine percent (49%) had complex partial seizures, 46% were classified as
tonic-clonic, and 5% were unclassified. Thirty-seven percent (37%) of the sub-
jects had more than 1 seizure per month and 63% had less than one seizure per
month. Less than 1% of the patients assessed were uncertain about the number of
seizures experienced. One-third of those persons sampled reported pain, rating it
as severe (levels 4 and 5). Pain was not related to seizures per se but rather to a va-
riety of accompanying complaints such as arthritis, trauma, and previous surgi-
cal procedures.

Ofthe 56 people who worked, 12 had one or more seizures per month and 43/56
who worked were seizure free. Fifty-seven (57/113) people did not work. Of those
individuals, 29/57 had more than one seizure per month. All patients were on
anticonvulsant drug polytherapy.

Issues of prime concern to people with epilepsy focus on concern that epilepsy
will have a negative impact on job performance, relationships with children,
aging, idea of self, being perceived as “normal,” and being able to participate in
their community (see table 11.4). Other issues of concern focused on pain severity,
work beliefs, and self-efficacy (see tables 11.5-11.7).

Both the patients with epilepsy and those with arthritis have many suffering
items in common even though the patients with arthritis were older, with most
patients acquiring the disease in midlife as opposed to persons with epilepsy, who
often have had epilepsy since childhood.

Assessing Suffering in Patients with Migraine Headaches

Migraine headache is thought to occur when a traveling wave of hyperexcitable
nerve cells passes across the brain, leaving in its path a trail of hypoactivity. The
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TABLE 11.4 - Areas of Concern in Patients with Epilepsy

Item Response (%)*
Job 31.8
Children 24.3
Partner 18.7
Friends 15.9
Personal life 26.2
Ageing 28.0
Degree of worry 20.9
Body image 21.5
Emotional stability 22.4
Restoration of self 48.6
Don’t feel “normal” 34.6
Anger 20.6
Sadness 19.6
Not part of community 25.2
Others not concerned 20.9

*Responses reported indicate greatest concern.

TABLE 11.5 - Individuals with Epilepsy Who Rate Pain at the Most Severe Levels

Item Response (%)
Pain intensity 26.3
Recurrence 32.5
Endurance 28.8
Less but persistent 30.0

hyperactive cells are thought to act on nerves and blood vessels in both the au-
tonomic nervous system and the central nervous system, producing severe pain
often experienced on one side of the head.

There are many classifications of migraine headache, such as those determined
by the International Headache Society classification system, which aid physicians
in treatment planning. Management of migraine headache ranges from medica-
tions to control pain, to transcranial magnetic stimulation of the brain. Because
the process of headache development is complex, many motor and sensory signs
(double vision, hemi-paresis, etc.) may be experienced by patients. Further, the
frequency and intensity of headache may impact on an individual to such an extent
that disability is incurred (8-10).

Suffering in migraine is usually thought to be the secondary component of pain
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TABLE 11.6 - Key Issues Relating to Work: Epilepsy

Item Response (%)*
Importance of work 58.3
Enough education 23.3
Work equals respect 27.5
Work does not equal independence 40.8
Family fears work injuries 52.5
Patient fears work injuries 63.3
Patient fears others will be hurt 56.7
Family doesn’t favor work 70.0
Poor work performance 44.2
Poor social confidence 26.7
Fear stigma 32.5

*Responses reported indicate greatest concern.

TABLE 11.7 - Confidence in Physical Abilities: Epilepsy

Item Response (%)*
Prolonged standing 66.7
Walking 67.5
Stair climbing 70.8
Reaching above head 75.0
Bending 71.7
Kneeling 66.7
Carrying a small box 88.3
Carrying a large box 67.5
Lifting box from floor 66.7

*Responses reported are the most positive.

and that if pain is eliminated, suffering stops, but many of our patients state that
they can endure pain but the suffering that is experienced because of the impact of
migraine on self is the greater problem.

Seventy-nine (79) individuals were assessed. Two people did not meet the inclu-
sion criteria. The mean age of those assessed was 42.77 years + 12.22 SD. There
were 66/77 females. The mean duration of headaches was 20.51 + 11.98 SD hours.
All subjects were employed outside the home. Only 6.3% of the people assessed
complained of headache at the time of testing. Seventy-two percent (72%) of the
patients had full time employment, 16% part-time. Fifty-nine percent (59%) were
trained on the job, and 76% reported that they had a great deal of responsibility at
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TABLE 11.8 - Key Suffering Items in Patients with Migraine

Item Response (%)*
Job 49-9
Children 36.7
Partner 44.3
Friends 27.8
Personal life 51.9
Ageing 51.9
Degree of worry 53.2
Restoration of self 31.6
Sadness 25.3
Managing alone 29.0
No community involvement 21.5
Concern of others 31.6

*Responses reported indicate greatest concern.

TABLE 11.9 - Key Issues Relating to Work: Migraine

Item Response (%)*
Job performance 54.4
Physical work increases pain 26.6
Poor emotional workplace 26.6
Work equals respect 50.6
Fear of job loss 15.2
Loss of promotion 12.7
Job selection 17.7
Medications 27.8
Believe job is in jeopardy 13.9

*Responses reported indicate greatest concern.

work. Only 1% of persons interviewed received a pension. Individuals reported a
mean of 9.52 + 18.66 days/year of sick time and a mean of 32.2 + 44.8 days/year in
lost leisure time.

Key issues of concern to individuals with migraine headaches focused on the
fear that migraine would negatively affect job performance; relationships with
children, partners, and friends; personal life; and aging (see tables 11.8-11.10).
These patients had high levels of worry, and many felt they would never be the peo-
ple they once were. The potential negative impact of headache on job performance
was of considerable concern. Persons with migraine believe that people who work
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TABLE 11.10 - Pain Status and Beliefs: Migraine Patients

Item Response (%)*
Pain intensity 6.3
Pain recurrence 20.3
Endurance 29.0
Less pain but persistent 24.0

*Responses indicate greatest concern.

are more respected than those who do not. Over 25% of those assessed stated that
their physical work and emotional work environment tended to increase headache
frequency. Many people felt that they were managing alone, others did not care
about them, and how they felt at the time was not normal. Twenty-nine percent
(29%) said they could endure more pain, and 24% believed that if their current
experience of pain never changed, they would manage satisfactorily. Only 6% of
patients rated pain at the highest level of discomfort.

Assessing Suffering in Patients with Spinal Cord Injuries

Spinal cord injuries may be due to trauma, infection, congenital defects, or
inflammation. The end result may be partial or complete paralysis of muscle
and denervation. Considerable impairments occur, and patients are often totally
disabled or severely impaired. Surgical interventions, medications, and rehabili-
tation treatments are the interventions of choice. Successful rehabilitation out-
comes require months and sometimes years before they are considered optimal.
The restoration of the self (suffering) is long and complex with varying concerns
throughout the rehabilitation process (11).

We report key issues obtained from a group of 23 people who have been labeled
as having reached their maximum physical potential. Diagnoses include paraple-
gia, quadriplegia due to transections of the cord, herniated discs, cervical steno-
sis, spina bifida, and Brown-Sequard Syndrome. Injuries were sustained due to
falling and to motor vehicle, diving, hockey, stabbing, and gunshot accidents. The
mean age of people assessed was 46.21 + 8.54 SD years. There were 16 males and
7 females. Of the total sample, 18 individuals complained of pain at the time of
testing. Mean illness duration was 10.95 + 11.91 SD years. Nine (9) of the patients
lived alone, 14 did not. Of those living alone only 4 of the g considered themselves
to be living independently. None of the individuals tested lived in a group home or
a long-term facility. Eight of the patients (8/23) worked full time.

The relationship between total suffering scores and total pain scores was a sig-
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TABLE 11.11 - Key Suffering Items in Patients with Spinal Cord Injuries

Item Response (%)*
Job performance 30.4
Relationship with children 21.7
Relationship with partner 26.1
Relationship with friends 21.7
Personal life 30.4
Ageing 43.5
General worry 34.8
Body mechanics 69.6
Emotional stability 30.4
Restoration of self 60.9
Don’t feel normal 21.7
Low participation in community 34.8
Concern of others 30.4

*Responses reported indicate greatest concern.

nificant but weak inverse relationship (r = —0.219, p = 0.02) Correlation analyses
of the total sample was r = 0.320, p = 0.320. Again values indicate a weak rela-
tionship between total suffering and total pain scores in which one could account
only for 9% of the variance. Pearson correlation coefficient results between pain
intensity and total suffering for the whole sample was r = 0.575, p = 0.004 which,
while stronger, still only accounted for 25% of the variance.

Key suffering issues as well as aspects of pain in spinal cord—injured patients
were similar to those in persons with other chronic illnesses. Major differences
focused on work beliefs that related to the mechanisms of work such as transpor-
tation, and punctuality. Issues relating to ideas of self and personhood were the
same as those for individuals who had arthritis, migraine headache, and epilepsy
(see tables r1.11-11.13).

Comparison of Experimental Results

Comparison of key suffering items remains consistent across illness categories.
The values reported are the number of individuals expressed as a percentage of all
respondents who expressed the most worry or concern about the various issues.
These individuals scored items at level 4 or 5 (most negative) on the MASQ scale.
The patients with arthritis expressed the most overall concern. These findings may
be due to the fact that these people were older and had been living with chronic ill-
ness for a long time. The belief that the individual would never be the same person
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TABLE 11.12 - Key Work Beliefs in Patients with Spinal Cord Injuries

Item Response (%)*
Enough education 17.4
Work equals acceptance 73.9
Work equals respect 34.8
Number of close friends 206.1
Work equals independence 21.7
Work at home 26.1
Family fears work injuries 73.9
Patient fears injuries 91.3
Fear others will be hurt 91.3
Family doesn’t favor work 69.6
Punctuality 30.4
Job performance 39.1
Loss of benefits 30.4
Depends on pension 47.8
Stigma 60.9

*Responses indicate greatest concern.

TABLE 11.13 - Key Pain Items and Beliefs in Patients with Spinal Cord Injuries

Items Responses (%)*
Pain intensity 39.1
Pain recurrence 26.1
Cope with more pain 52.2
Less pain but persistent 60.9
No pain equals same person 30.4

*Responses indicate greatest concern.

or the person they wished to be was consistent across categories. This item is one
of the critical tenets of suffering as a perception of threat to ideas of self. It is
also interesting to note that despite repeated interactions with medical person-
nel, patients repeatedly reported the belief that they were managing alone and
that no one cared about them. It is also important to note that a large percentage
of people expressed a great deal of sadness rather than anger about their illness
(table 11.14).

There are many items of common concern in patients tested for work beliefs.
Patients with epilepsy, who often have seizures from early childhood and who are
dependent on family for care, and spinal cord—injured people, many of whom

174 ldentifying Those Who Suffer



TABLE 11.14 - Comparisons of Areas of Concern across llIness Categories

Responses (%)
(scored at level 5, the most negative)

Item Arthritis Epilepsy Migraine Spinal cord
Job performance 52.7 31.8 49.9 30.4
Relationship with children 43.7 24.3 36.7 21.7
Relationship with partner 43.1 18.7 44.3 26.1
Relationship with friends 44-3 15.9 27.8 21.7
Personal life 79.0 26.2 51.9 30.4
Ageing 81.4 28.0 51.9 43.5
Degree of worry 70.7 20.9 53.2 34.8
Body mechanics 74.9 21.5 31.6 69.6
Emotional stability 59.9 22.4 19.0 30.4
Restoration of self 71.3 48.6 31.6 60.9
Don’t feel normal 64.1 34.6 20.1 21.7
Anger 34.7 20.6 10.5 4.3
Sadness 47.3 19.6 25.3 13.0
Lack of community involvement 56.9 25.5 21.5 34.8
Others not concerned 22.2 290.9 31.6 30.4
Managing alone 28.1 15.0 20.0 17.4

experienced significant trauma resulting in disability, have work beliefs clearly
related to limitations imposed by the pathophysiology of their respective diseases/
disorders. Patients who had migraine headache were usually more concerned with
job performance and termination issues and factors contributing to stigma in the
workplace. Patients tested strongly believed in the value of work and believed that
people who worked were more respected than those who did not (table 11.15).

Comparisons of pain levels were consistent across illness categories (see figure
11.1). More research is needed because sample sizes were variable across cat-
egories. Clinically, attending physicians were surprised to find that persons with
epilepsy reported such high levels of pain and that this pain was not reported to
clinicians on clinic visits. Subsequent follow-up interviews with patients in our re-
search study revealed that patients did not speak about their pain because they said
that the purpose of the clinic visit was to talk about their seizures. The relation-
ship between pain intensity and pain occurrence in epilepsy is unknown. These
interviews add support to the theory that patients know what language health
care providers understand and to the hypothesis that many people talk about pain
when they really are describing suffering.
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11.15 - Comparisons of Work Beliefs in Chronic Illness
TABLE 11.15 - Comp fWork Beliefs in Ch Il

Responses (%)*

Item Epilepsy Spinal Cord Injuries
Importance of work 58.3 73.9
Not enough education 23.3 17.4
Work equals respect 24.5 34.8
Work does not equal independence 40.8 21.7
Family fears work injury 52.5 73.9
Patient fears work injury 63.3 01.3
Fear others will be hurt 56.7 91.3
Family doesn’t favor work 70.0 69.6
Poor work performance 44.2 39.1
Poor social confidence 26.7 13.0
Stigma 32.5 60.9

*Responses indicate greatest concern.

The MmAasQ was found to be a useful tool to identify those patients who suffer and
to delineate key issues that contribute to an individual’s experience of suffering.
The challenges of managing suffering in clinical practice involve not only under-
standing the language of suffering and its relationship to patient autonomy and
personal power, but also an awareness of issues of prime importance to patients.
While the MmAsQ provides information to foster dialogue between clinicians and
patients, there are many factors that may impinge on effective communication.

Communication and Suffering

The Role of Language

Effective health care delivery depends a great deal on the communication skills
of both the patient and the clinician. Language is used to express ideas, feelings,
and emotions and is a method in which information is exchanged between profes-
sionals, patients, and families. Language is also a way of conveying responses to
given information and for providing directions to manage health care problems.
Language is a very powerful negotiating tool between individuals. In addition to
the spoken word, body language—that is, body and facial postures—may reflect
one’s reactions to situations and others’ words. Body language may vary from
culture to culture (11, 12).

The ability to understand another depends on one’s ability to recognize that
there are many barriers to communication based on different language struc-
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Comparison of Pain Levels and Disease Categories

Reported Pain Levels (Initial Interview)

4.5
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Migraine Spinal cord Arthritis Epilepsy

Figure 11.1

tures. What is being said may be misunderstood if the speaker’s and listener’s
everyday language structures differ. For example, if the therapist is of Japanese
cultural background, formality of language and communication styles may be very
important, while North American methods are less formal, both in words used
and style of speech. Cultural attitudes relating to age and gender often influence
communication between individuals. Older people may prefer to be addressed by
their surname, while the first name may be the choice of younger individuals. The
challenge to health care practitioners is to be aware of cultural, age, or gender
preferences and to realize that in contemporary society, individuals may incorpo-
rate both old-world and contemporary beliefs. The clinician needs to be able to
communicate with sensitivity while avoiding stereotyping.

Expressiveness

Emotional expressiveness, volume of voice, tone, and pitch may mean differ-
ent things, depending not only on personality or pathology but also on cultural
habits. Some individuals are naturally more expressive in the manner of delivery
oflanguage. For example, North Americans of African or Southeast Asian descent
may normally speak louder and more quickly than North American aboriginal
peoples, and immigrant individuals new to a country may speak very softly and
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with hesitation. Interpretations by health care providers of an individual’s intel-
lectual abilities or compliance with instructions must be understood within the
context of illness concerns, personality, and cultural differences.

Some cultures value expressions of politeness more than others. If patients
are perceived as “not getting to the point quickly enough,” when describing their
health problems, the listener must understand that, in some cases, such hesitant
approaches are culturally based. The use of silence may also be a communication
barrier if misunderstood. Silence may be interpreted as an indication of hostility
or noncompliance, but silence may also indicate a need for personal privacy or in
some instances a sign of agreement.

Gestures and facial expressions also convey important information. Expres-
sions of surprise, anger, or displeasure may be expressed through the eyes and
mouth. However, some Asian cultures do not look favourably on persons making
direct eye contact. The meaning of what is being said must be interpreted not only
through the words expressed but also by the body language that accompanies the
language. Knowledge of this duality is particularly important when discussing
suffering with patients.

Competencies

Effective communications depend on one’s abilities to know when to start a
conversation. As we saw with the patient Laura, in chapter 6, whose family died in
a car crash, many medical staff did not know how to start the conversation with
her about possible suffering. Some of us were uncomfortable talking about suf-
fering outside the context of pathology. Perhaps this occurred because we were
psychologically wounded by events in our own lives and were afraid to venture into
the discomfort of suffering with our patient. It is easier to be the authority figure
who analyzes and prescribes than to engage in the process of another person’s
suffering. This approach is not useful when addressing suffering.

Because suffering is not always understood outside the perspective of pathology,
health professionals may fail to acknowledge and respond to patients’ gestures
and questions. While many of us were aware that Laura was probably suffering, we
simply ignored the issue and told ourselves that suffering was outside the scope of
our respective clinical practice. Effective communication depends not only on how
empathetically clinicians listen to individuals’ concerns but also how clearly they
understand the power of patients’ belief systems on these concerns.

Much has been written about the various cultural and religious beliefs individu-
als hold about death and dying, and medicine has been able to incorporate a variety
of treatment interventions into the prevailing medical models of care. Suffering,
on the other hand, is still often thought of as the secondary component of pain
in medicine. In contemporary society, any hardship may be labeled as suffering.
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These past attitudes are not useful in contemporary medicine. New approaches to
care need to be developed.

SUMMARY

This chapter has illustrated the results of applying the MAsQ to identify those
who suffer in groups of people with a variety of chronic illnesses. Patient responses
to questionnaire items clearly showed perceptions of threat to ideas of self and
personhood to be of great concern to all individuals.

All groups scored high on items relating to concern that their illness would
have a negative effect on restoration of the self; relationships with family and
friends; job and community performance; and personal life. The belief that they
were managing alone and that others were not concerned were also key factors.
These findings provide evidence to support the arguments that suffering involves
perceptions of threat to self and personhood.

The need for effective communication and the potential impact of culture on
understanding patient stories was also reviewed. Much more work is needed be-
fore suffering can be optimally managed in clinical practice. Some basic strategies
to assist those who suffer are offered in the following chapter.

CHAPTER 11 QUESTIONS

What is the MASQ?

What are the key components of suffering in patients with arthritis?
What factors are of concern relating to work in patients with epilepsy?

AW N

What are the current theories about the pathology/physiology of causation

of migraine headache?

5 What are the key issues relating to work in patients who have migraine
headache?

6 What are the key personhood concerns of patients who have sustained a

spinal cord injury?

What constitutes expressiveness in patient/clinician communications?

o N

What are the key concepts relating to professional communication
competencies needed to address suffering in clinical practice?
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11~ Caring for Those
Who Suffer

WHEN THE WORLD IS
TOO MUCH WITH US






12

The Resolution of Suffering

Me, myself and you

I see you, love you, and hate you, like you
Care, cheer, fear for you.

But I don’t know you

Know you, know you

Little soul of me.

Fragrant flower, hiding, hiding
Lone, lonely shadows
Dancing, dance, dancing.
Scarlet flashes on barren plains
Salty teardrops

Dripping.

Little spirit

Brave and true?

Crushed beneath some careless heel.
Whispers, whispers,

Sacred shadow swinging wildly
Silver silence haunts the night.

Earthly footsteps
Creeping, closer
Night thieves stealing.
Lost forever!

Calling, calling.

Softly, softly, never fear.

Secret whispers

Play, play, playing

Screeching, raging, ripping, roaring
Swirling mists and numbing fog.
Calling, calling, calling.

Squinting darkness, you, small self
Fumbling, stumbling, heart to heart.
Drumming, strumming

Strains of music

Faintly,

Humming.



Monstrous mania writhes in horror.
Flings my being,

Crushing, smashing.

Searing, screaming

A thousand stars to smear the sky
Blinking.

Confused and helpless

Comes the dawn.

I remember.

I remember you.

You

Brave little soul.

Laughing, fighting, loving

I remember you

Dancing, swirling, lightly glancing
I remember you

Remember you

May I?

Some may interpret the above expressions of suffering using the semantics of
psychic or psychological pain. But the poem is perhaps better interpreted as ex-
pressing the characteristics of suffering in which there is a perception of threat to
the individual’s idea of self, a loss of central purpose expressed by the unanswered
“calling, calling,” and finally the individual’s remembering the old self and the
invitation to healing, as expressed by the words “may I?” Exploration of suffering,
defined as the potential impact of perceptions of threat to an individual’s idea of
self and personhood, has revealed that suffering and pain are separate constructs
that are only sometimes directly related. Religious, spiritual, and cultural tradi-
tions influence suffering across the life span as does the effect of legal and medical
discourse. These factors have the potential to either negatively or positively affect
individuals’ sense of personal power and autonomy. Effective clinicians who hear
and understand the language of suffering need to have high communication skills
and a basic understanding of the factors that may impact on individuals who suf-
fer. Research evidence shows that it is possible to identify those individuals who
experience suffering as well as key factors common to all patients with chronic ill-
nesses (1—6). Interviews with patients reveal that patients often speak of suffering
using the language of pain because they are aware that health care practitioners
may be unfamiliar with the language of suffering (4, 5).

In medical practice, comprehensive problem identification involves analyses
of patient stories about their illness and/or injury. For this task more extensive
methods of problem identification are required than the usual empirical style in
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which the clinician listens for specific signs indicative of disease. While the thrust
of this text is to advocate for the implementation of suffering-specific awareness
and interventions across all health care practice dimensions, specific psycho-
logical interventions, in cases of unresolved suffering, are the province of mental
health care providers and are beyond the scope of this book.

The purpose of this chapter is to: (a) explore a variety of methods to identify the
nature of suffering through analyses of common types of stories patients tell that
indicate suffering, (b) to explore the dynamic of storytelling and its relationship to
self, and (c) to provide some guidelines to assist clinicians in managing the issues
of suffering as it relates to restoration of self and personhood in everyday clinical
practice.

Detecting Suffering, Separate from Pain: Hearing the Story

A key theme in the language of suffering is the expression of a lost self. Patients
may describe themselves as being lost in a world in which they no longer believe
they have a place or in which they are unable to create a world that is acceptable to
them. They may perceive themselves as being irrevocably changed and “invisible”
in the world they once knew. They may express a loss of innocence and the need
to hide away from the world. One patient spoke of feelings of shame and guilt; “If
only I had paid more attention, then this terrible event wouldn’t have happened to
me.” He also expressed feelings of isolation and anger; “People come to me and
tell me their horror stories; don’t they realize that I can’t help them, that I don’t
have the energy to help them? I can’t help them, I need help.” Another young man
spoke of being trapped in a sorrow so profound that he believed that there was no
way of recovering. Sometimes people who suffer speak of the feeling that they are
not understood. Clinicians who understand will not try to convince the patient to
the contrary, but will simply affirm the belief. It is possible to know about some-
one’s experience, but it is not possible to know another’s felt experience.

Individuals may express feelings of not belonging anywhere, of searching for
a place of comfort or safety. They may also express feelings of victimization and
an overwhelming fear that there is more adversity in the future. The language
of suffering also involves individuals asking “why” they were selected for such
trauma. This question is often rhetorical and not an indication that there is a lack
of understanding of current events. Often there is a strong need to keep telling the
story of catastrophe, illness, or injury over and over again.

In situations in which the threat is less powerful, patients may only refer to
these themes in an oblique way. It is important for clinicians to recognize that
storytelling from which a diagnosis is obtained is different from the storytelling
that describes the depth of an individual’s suffering (7-13).
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The Dynamics of Storytelling

Storytelling is a way an individual can navigate through life (7). With serious
illness, there is a loss of old stories and the ways people formerly managed their
lives. Patients are forced to tell a new story, that is, develop a new map about how
they can live life. These stories are not simply about the sick body but rather about
the impact the sick body has on the person’s idea of self and personhood. People
constantly tell stories about themselves to others as well as to themselves. Stories
help repair the damage an illness or event has done to people’s idea of self and to
their perception of where they are placed in life and where they feel they may be
going. Stories reveal patients’ general disposition, as well as the things they value
and perhaps hold sacred, how they view life and the place of humankind in the
cosmos. Does the patient believe that there is a special place for him/her in the
universe? Can a new place be imagined now that health and lifestyle are changed?
What is the individual’s worldview? Clinicians may also obtain important clues
about patients’ self-identity, idea of self, and beliefs about the role of adversity in
human experience from their stories. As with the other types of stories being told,
the health clinician’s role is to hear what patients want and to help them achieve
those goals. Health care providers need to be aware of the types of stories that
are told and to affirm patients’ interpretations of their accounts. Common story
genres include restitution, chaos, and quest stories.

Restitution Stories

In restitution stories, things get better. There are expressions of the belief that
there will be a happy ending because the illness or event is transitory. These stories
are usually about the triumph of medicine and are not really about the triumph of
the self over adversity. Restoration stories are a way of convincing the self that all
is not lost. Clinicians usually like to hear restitution stories because they confirm
professional beliefs. Patients try to oblige the health care provider by telling stories
that indicate that they are following the “rules.” Such patients are often compliant
and undemanding of health care resources. Consequently, personal and potentially
painful introspection on the part of the clinician about the effects of illness, injury,
or death is avoided. Both patients and health care providers tell restitution stories.
Clinicians may tell restitution stories when they want to motivate patients.

Chaos Stories

In contrast to restitution stories, chaos stories are about situations that never
get better. These stories are told as the experiences occur, and they are usually
told without any expression of causality or any sequencing of the narrative events.
These stories produce considerable anxiety because they express the patient’s

186 Caring for Those Who Suffer



vulnerability, futility, and impotence. Chaos stories are about being trapped by the
disasters occurring in the person’s life. While these stories are acutely about the
self, the self'is not heard by others. Such stories are often very difficult for health
care professionals to hear because they may feel a need to solve the problem rather
than simply listen to what the patient is saying. They may have the need to tell the
patient how to objectively solve the problem and avoid ever becoming personally
engaged in the story. Without personal engagement in the individual’s story, the
solutions provided by caregivers will be ineffective. Chaos stories are told because
the patient is trying to find the power of the self by repeating the story in the hope
that a new resolution to the problem will somehow be revealed.

Health professionals may inadvertently contribute to the chaos story when they
bombard patients with “facts” relating to the probability of restoration and/or
adverse treatment side effects. Chaos stories told by clinicians have the potential
to do considerable harm, as patients put their trust in professional abilities. It
is a challenge to present a realistic picture of health problems without destroy-
ing hope.

Quest Stories

Patients who tell quest stories use the narrative in an attempt to manage the
chaos in their lives created by illness or traumatic events. The patient has a voice
and tells the story from a personal perspective. In such situations the illness/injury
is embraced and used to develop a new life map of survival. Quest stories help the
patient manage fears of being powerless and not having any personal autonomy.
These stories allow the patient to move forward through feelings of living in a lost
life to being alive in the present. Quest stories are sometimes thwarted by health
care providers who insist the patient “accept” the illness and/or disability and
then proceed with social customs such as making wills, and preparing for future
catastrophes based on health care provider opinion. The major problem with this
approach is that “acceptance” implies that the person had a choice of whether
to be ill/disabled or not. Nonacceptance implies that they have made the wrong
choice. Insistence on acceptance thwarts the quest for a future, even if that future
is possible only for a few hours. Sometimes, all people want is to have someone
confirm their reality and offer comfort and understanding.

Hearing Stories in Clinical Settings

Individuals tell stories for two main reasons. The first is simple survival and
the second is to be a witness to that which is generally unrecognized. In the first
instance, where survival is the goal, there are no moral responsibilities other
than survival. In the second situation people who tell stories of illness or injuries
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become witnesses who turn those events into a moral responsibility. The telling of
any story forces the listener into an obligation to hear the essence of the message.

The challenge for health care providers is to listen and hear the thrust of a pa-
tient’s story without passing judgment (14). This requirement is often difficult for
those health care providers who have been trained to listen for specific informa-
tion that fits into a preset dialogue that reveals clues necessary for the formulation
of a differential diagnosis. Much has been written documenting that often clini-
cians do not listen to the whole story being told because they are only listening
for specific signs that reveal illness characteristics. It is only when such clues are
heard that the clinician asks patients specific questions. When considering the
phenomenon of suffering all health care professionals must be aware of the spe-
cific “clues” available from the main story types, as these stories are indicators of
the status of the patient’s inner world. By carefully listening to the stories of those
who suffer, the clinician can determine if the main concerns are about a loss of
central purpose, impaired relationships, and self-conflict.

The restoration narrative reveals the patient’s will to live, to cure and to be
cured. Chaos stories are presented as a testimony that is only true at the moment
the story is being told. Quest stories search either for ways of being well or of other
ways of being ill. What relationship the events in the story have to each other may
provide very important information to clinicians, information that can be used to
help the patient.

Stories are coloured by the individual’s culture, religious/spiritual beliefs, and
the society in which the person lives. Expressions of suffering vary and are related,
in part, to an individual’s personality. The challenge of health care clinicians is to
hear the stories with both empathy and intelligence and to assist with the indi-
vidual’s restoration and/or maintenance of the self as determined by the patient.
Clinicians need to understand the difference between empathy and sympathy.
Sympathy is having feelings of pity and sorrow for someone else’s misfortune.
Empathy is the ability to understand and share the feelings of others.

Empathetic listening also involves the ability to recognize that it is the patient’s
story and that the central theme of the story reveals the patient’s perception of
threat to idea of self and personhood. This approach is in stark contrast to the cur-
rent empirical method in which the patient’s story is heard within the context of
obtaining the scientific evidence for cause and effect of disease/injury (15). Empa-
thy requires that the listener be able to share, on a human level, their own stories
which may confirm or reflect an intuitive awareness and experience of thoughts
and feelings that are the same or similar to those expressed by the patient. Em-
pathetic listening helps patients feel less isolated, allows the testing of ideas and
strategies, and provides much needed comfort to those managing traumatic life
events. Empathetic listening respects the nature of the story and validates the per-

188 Caring for Those Who Suffer



son’s idea of self. Sympathy, on the other hand, may be perceived by the patient as
pity. Pity may diminish the individual’s sense of self and may make the patient feel
isolated from his/her community. It may, at times, be a difficult task for clinicians
who are strongly rooted in evidence-based practice, or those who are very rigid
about the rightness and wrongness of how life should be lived, to introduce an
element of ceremony into their practice. Yet cost-effective, ethical care requires
such an approach.

Patients and health care professionals form relationships based on knowledge
and experience. While the clinician uses clinical skills and personal experience
to aid those who suffer, patients also strive to preserve and restore the self. The
dynamic of self preservation is often not taught in the medical education of health
care professionals (16, 17).

Self Preservation

All individuals have a sense of separateness from others (16). That is, we each
have a sense of a unique self. People believe the integrity of their own experiences
and have a sense of a private world. We each are able to determine which events
in life concern us and which do not. Having a perception of personal continuity
over time, we are the same person now that we were one hour ago. While cir-
cumstances change, we do not. How individuals perceive their personal history is
central to personal ideas of self.

While people usually are not a victim of their life history, they may become a
victim of their life events, depending on how they interpret their stories. Usually,
individuals believe they have choices and a purpose in life and that they are respon-
sible for their actions. Consequently, people believe they are identified by their
choices. They see themselves in relation to others, believe the experience of others
is comparable to their own, and assume that others have a sense of personal self.
People become aware of themselves through reflection on experiences. In most
situations, they know what has happened to them, what they have to deal with as a
result of these events, and how their thoughts and feelings are likely to impact on
future events. Sometimes they need help in achieving goals that they have defined
for their life.

Strategies to Preserve the Idea of Self

People have a view of human nature from which they are able to explain them-
selves and their behaviour. They judge themselves in relation to others, and they
react to people in a way that is congruent with their view of them. An individual
has many social roles and consequently many “selves.” However, central to this
variety of roles, are behaviours that are perceived as acceptable to the individual.
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For example, a man may believe that he must keep his feelings to himself when in
distress and as a reward for this behaviour considers himself to be a good, cou-
rageous individual, regardless of the cost in terms of poor health or economic
status. If this belief system fails, the individual may find himself in crisis.

While our early family experiences teach us how to negotiate with others, we
may realize that there may also be times when these early teachings are not useful.
It is important to be able to set aside these early views so that new ways of func-
tioning can be developed. For example, it is important also to recognize that our
understanding of our past is actually based on an erratic memory of past events,
and it is often possible to “rewrite” or “see” our history from another perspective,
which then may make it more compatible with our present circumstances.

Strategies to preserve the idea of self also require support from our external
world. Patients who suffer often find that while they have many people who care
about them and are willing to help, few, if any, know what to do. The impersonal/
personal relationship of the health professional provides an opportunity for fears
and feelings to be validated without the patient having to be concerned that his/her
story has made listeners feel bad. Comfort, reassurance, and empathic listening to
stories of grief, loss, anger, and rage without judgment may be useful.

Sometimes help is needed to preserve or restore idea of self. While individuals
have a tremendous human capacity for creativity, which can be used to restore the
idea of self, there are many obstacles to self-knowledge.

Obstacles to Self-Knowledge

Perceptions of Individuals

Self-knowledge is a necessity of life and in order to plan their lives and make
choices, people have to be able to anticipate their behaviour in the future. People
like to know what to expect in changed circumstances. When individuals become
aware of the dangers of change, they may take refuge in rigid and inflexible no-
tions of themselves as persons. Sometimes, a belief cannot be abandoned because
the belief is central to the way individuals view themselves and others. One can-
not abandon a belief if one sees no alternatives. Health care providers can help
patients with alternative ways of interpreting beliefs of self.

Attitudes in Medicine

There is a prevailing attitude among some health care providers that is some-
times shared by postmodern society at large that science answers all of mankind’s
problems. Consequently, if there is no scientific evidence for a phenomenon, then
it must not exist. Medical practice often adopts the stance that it is the responsibil-
ity of medicine to control and validate the patient’s felt experience.
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Third-party interpreters of the patient’s stories such as nurses, medical residents,
social workers, and therapists, without confirmation from the patient, determine
relevance of events and intensity of experience. The patient’s felt experience may be
dismissed as “catastrophizing,” and patients are advised to “reframe” their experi-
ence, often to suit prescribed medical criteria. In other instances, issues such as
suffering are disregarded because they don’t fit with the health care professional’s
model of practice. Because suffering is often seen as the secondary component of
pain, questionnaires may be erroneously deemed to be measures of anxiety or de-
pression or considered replicas of existing anxiety and depression scales. Suffering
then becomes anxiety and/or depression, symptoms to be remediated with pharma-
cological agents. Suffering may not be considered to be a normal life experience,
but rather, simply a pain behaviour. The impact of such attitudes is that patients
with unresolved suffering may be advised to “smarten up,” or “get on with it,” or be
told “you can’t cry over spilt milk, so forget it and move on.” While such messages
may be delivered more subtly than this, the message to patients is that they must
either follow such advice or keep quiet. The end result is an escalation of suffering.
Often, such behaviours on the part of health care providers stem from unresolved
personal issues of suffering, death, and bereavement in the clinician’s life.

Another prevailing attitude is to tell patients that their efforts to cope with their
illness are “heroic.” The label suggests superhuman courage and strength. Such
a label, when applied to an individual with a devastating physical and/or mental
disability, offers no comfort, especially if the heroic act involves tasks that the
nondisabled perform with ease. This approach escalates the suffering of patients
because it isolates the person from the society to which he once belonged. The pa-
tient now becomes part of a group regarded by the greater community as damaged
or unfortunate and whose very existence depends on being heroic. This approach
distances the clinician from the patient and places the patient in a subordinate
role. Such management methods of patients who suffer calls into question the
ethic of medicine that purports to do no harm.

While health professionals have varying degrees of expertise in human behav-
iour, the methods presented above, while not useful, are not based on malicious
intent but rather on a desire to be kind and compassionate. Knowledge of the
patient as a unique individual coupled with an understanding of the process of
suffering will more effectively enhance clinical care of sufferers.

Specialized skills may be required when stories reveal deep-seated emotional
disturbances. In such cases, a team approach where mental health care providers
lead the team is critical. Suffering per se must be addressed by all persons caring
for the patient, within the limitations of professional expertise. To be helpful to
sufferers, it is important to have at least a basic understanding of the process of
restructuring the self (10).
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Steps to Restructuring the Self

Step 1: To change the self, individuals must first of all have some understanding
of who they perceive themselves to be. When faced with adversity, illness,
or injury, patients are encouraged to think about meditating on “self.” What
am I like? How do others see me? What is my history? Do I believe what I
have been taught about myself from early childhood experiences? What
roles do I play? Do these roles conflict with my natural inclinations? What
conflicts in these beliefs do I encounter? What changes need to occur? Are
my evaluations of my present situation accurate? Probable? Health care
professionals can help patients find answers to these questions.

Step 2: To change past beliefs, an individual must have a goal. Itis helpful
for the person to be able to imagine what he/she will be like after going
through a change. It is useful to try to act the role of this new self even
though, initially, the individual really does not believe he/she is that person.
Eventually, however, the patient can become the new person. To effectively
rebuild the self; one belief at a time is removed and then quickly replace with
another belief. Clinicians may find that patients report feelings of guilt when
they begin to experience the dislodgement of the self from an old belief
set. These feelings of guilt usually arise from feelings of violating the old
pictures of self rather than a violation of the patient’s moral or social code.

Step 3: Often patients experience obstacles to this change of self that must be
overcome. Other people may have an idea of us that they do not want to see
changed. To change ourselves may be a very threatening experience because
we may, in fact, become something unpredictable to ourselves. It is helpful
to remind patients that we are all involved in a life process where facets of
ourselves are revealed to us. We often reinterpret the meaning of our life in
a way that reveals our long-standing but hidden dimensions.

Step 4: Once issues of self are addressed, this new self must be able to visualize
itselfin its current situation. How will individuals manage the world of
work, of personal relationships, now and in the future? Clinicians must
be able to listen to patients’ stories as they evolve from perhaps tales of
restitution, to chaos, to quest, or from quest to chaos. Assistance may
be needed in the development of new stories of personhood that help
the patient achieve his/her new life goals. The journey through change is
determined by the patient and not the clinician. If the journey becomes
impossible, an “I told you so” attitude is not useful or warranted. No
one knows what is possible for someone else. Health care professionals
only know the probability of a set of events occurring. It is not necessary
to repeatedly inundate the patient with this type of information unless
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specifically requested to do so. This task is particularly difficult for health
care providers who have been trained to be paternalistic and authoritative in
their approach to patient care.

Step 5: Clinical reports from patients on the resolution of suffering indicate
that patients are successful if they believe they have a good support
system, are autonomous in decision making, and are able to be creative
in determining their new world (8, g). Creativity, in the sense of its
relationship to suffering may occur when patients discover a special way
of being independent, of caring for family in spite of limitations due to
disability, or by aiding heath care practitioners in ways of workplace and
home modifications. There are several studies that report the benefits of
patients’ expressions of loss and grief in which keeping a journal and/or
other artistic endeavors are helpful (10-12). Health care practitioners need
to encourage and assist patients in determining and expressing their human
creativity. Multidisciplinary teams in medicine may provide the consistency
of support that is required as well as act as an educational resource for the
family and community at large.

The range of expressions of suffering is vast and highly idiosyncratic. The charac-
teristics of suffering that involve a loss of central purpose, impaired interpersonal
relationships, and self-conflict are constant. The list of questions, outlined below,
may be posed to patients to give clinicians a quick indication of which patients
might benefit from answering the MASQ test, and to identify those who need im-
mediate mental health care interventions. The questions listed below are offered
as starting points for dialogue between patients and health professionals. The
characteristics of suffering appear in parentheses.

Quick Clinical Checklist

1. What does this illness and/or injury mean to the patient? Sometimes back
pain is simply back pain. At other times, for example, it may mean that a father
cannot be the parent he believes he should be, and consequently, the person isin a
great deal of distress (loss of central purpose).

2. What does this injury mean to the patient’s family, employer, and friends?
The patient’s family may be concerned about potential financial loss, and the
patient’s employers are concerned about the impact on profit margins due to the
absence of a key employee who may end up requiring a long-term disability pen-
sion (impaired interpersonal relationships).

3. What are the patient’s expectations of recovery? The patient may believe
that full recovery is not possible at the time, while the therapist believes that with
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special modifications of home, car, or the workplace, the patient may continue
with life events that are currently enjoyed (self-conflict).

4. What does the patient think is probable? On the other hand, the clinician
may know that the likelihood of full recovery from an accident or illness is not
likely. However, medical practice is filled with many unexpected results, and while
a reasoned response to patient’s inquiries must be fulfilled, it is not necessary to
advocate the abandonment of hope (self-conflict).

5. Is patient autonomy maintained? A practice in many rehabilitation clinics is
the development of contracts where the patient and clinician determine priority of
goals and how outcomes of success will be determined. For example, is it reason-
able and satisfactory to the patient if he/she is able to walk within the home but
use a wheel chair outside? Telling people that they have accepted their situation
only serves to demean the patient and enforce the power of the clinician (impaired
interpersonal relationships).

6. Are patients receiving comfort within the boundaries of ethical practice? Due
to the prevalence of litigation and the potential for accusations of abuse, health
care providers are extremely cautious about offering any behaviours (physical
or emotional) that may be misconstrued. However, simple behaviours such as
remembering the names of the patient’s family or remembering a patient’s voca-
tional interest are simple ways of helping people feel they are still part of a world
of which they may feel they are no longer a member. Further, one of the most
powerful methods of offering patients comfort is to reassure them that you will
work with them until their goals are achieved and that you will not give up on them
even if the journey is very rough. The only factor that will deter you is if their goals
conflict with your professional code of ethics (loss of central purpose).

7. Is the patient receiving the assistance required to make necessary changes to
ideas of self and personhood? What are the barriers to change? Are they primarily
internal, or due to external forces and events? What is the patient’s disposition?
How is life viewed? Is life a place of adversity and hardship that must be overcome
or worked through? Does the patient believe that every person is unique and has a
value? Does the patient think that he/she will be able to manage now that physical
and/or emotional impairments may have altered the person he/she once was? How
are these views perceived to be threatened? (loss of central purpose).

8. Are there clear indicators to determine when to refer to another health care
professional? Health care providers must be very clear about the skills and com-
petencies they possess and those they do not. The excuse of not enough time to
care for the patient or “it’s not my job” are unacceptable because suffering must
be addressed to varying degrees by all health care providers who are involved in the
care of the patient (impaired interpersonal relationships, self-conflict).

9. How will I avoid feelings of abandonment in my patients if I refer them to
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others for psychological help? Often patients are comfortable with a referral to
another colleague within a discipline or externally if they are assured that their
current health care provider will be available for advice. An approach where clini-
cian and patient “learn together” from a referral source may be very successful
(loss of central purpose).

While the above questions quickly alert health care providers to suffering, they do
not identify the precise areas of concern. Application of the MmasQ will not only
help patients identify key areas of concern but will also help health care profes-
sionals determine the scope and intensity of patient concerns. Patients and clini-
cians may then be better able to work together, prioritize the issues, and try to
resolve suffering.

SUMMARY

This chapter has briefly outlined challenges involved when incorporating suf-
fering as an entity separate from pain into clinical practice. The significance of sto-
rytelling and the clinical information revealed from restitution, chaos, and quest
narratives were reviewed. Self-preservation techniques and effective strategies to
maintain ideas of self were outlined as were common obstacles to self-knowledge.
Clinical guidelines indicate the steps that clinicians may follow to help those who
suffer restructure the self.

There are many psychological schools of thought concerning the dynamics of
self. For example, personal construct theories, trait theory, and stimulus-response
theories are approaches with which some clinicians may wish to become familiar
to improve their existing skill set. Elements of these theories have been mentioned
in the previous sections. It is not an expectation that every health care clinician
will be able to manage all the complexities of suffering that people may experience
throughout the lifespan, but all clinicians have the responsibility to identify those
who suffer when assessing patients referred for care and to provide appropriate
interventions. Incorporation of suffering into clinical practice has the potential to:
(a) affect the impact of the illness/injury on the individual’s idea of self, (b) time
limit the experience of suffering, (c) contain the problems presented, (d) result
in more efficacious treatments, and (e) decrease fiscal expenditures and enhance
human potential. While all clinicians have the obligation to hear and assist in the
resolution of the stories of suffering, not all clinicians have the same skill set.
The following chapters will discuss expectations of specific health professionals
by both patients and health care organizations, and will very briefly describe the
specific roles of each profession with regard to suffering. The expectations of pa-
tients, health professionals, and health care organizations need to be in concert if
individuals who suffer and have chronic illness are to be helped.
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CHAPTER 12 QUESTIONS

What are some common themes that emerge when stories of suffering

are told?

What are the three major types of stories told by those who experience
suffering?

What is the difference between sympathy and empathy?

What is the therapeutic value to those who suffer of empathetic listening by
health care providers?

What constitutes the concept of self-preservation?

How may those who suffer survive emotionally?

What obstacles prevent those who suffer from attaining self-knowledge?
How may current attitudes in medicine hinder a patient’s ability to maintain
or restore “idea of self”?

What are the steps an individual can take to restore his/her idea of self?
What are the key questions a health care provider must ask patients prior to
a full assessment of the individual’s experience of suffering?
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13 3/ The Roles of Health Care Professionals

The challenges of managing the experience of suffering in modern medi-
cine occur throughout treatment from the acute stage of illness or injury to either
complete restoration of health or, in some cases, permanent chronic disability.
Initially, the doctor is the first health care professional to encounter the suffering
of the patient. Issues of concern that focus on the impact of the disorder on the
person’s physical body soon expand to include fears of a threat to the individual’s
idea of self.

Patients look to health care providers to help them survive the trauma of these
events. If patients understand the role and scope of practice of their professional
caregivers, treatment expectations are realistic and efficacious. More importantly,
individuals have a greater sense of control when they know who in the health care
system may have the expertise to address specific problems.

The purpose of this chapter is (a) to illustrate the nature and challenges of
modern health care environments on health care professionals and the impact of
these factors on suffering from the perspectives of professional responsibility and
autonomy and (b) to examine the specific roles and potential suffering-specific
treatment strategies of physicians, nurses, and chaplains. The profession-specific
challenges and the barriers to effective care are the focus of this chapter.

Most people believe they know the role of the doctor, but few are aware of the
environmental constraints under which doctors practice. Adequate understanding
of the relationships between personal responsibility, autonomy, and accountability
in the delivery of care is a critical factor in the management of suffering. The role of
the physician in the management of the experience of suffering as an entity sepa-
rate and only sometimes related to pain is complex and sometimes quite limited.

The Physician

Professional Responsibility and Autonomy

In contemporary practice, doctors have the ultimate moral, ethical, and often
legal responsibility for the patient. Consequently, professional autonomy is of
paramount significance to all physicians in a society where policy objectives to
contain health care delivery costs may conflict with the ethics of providing ad-
equate health care to patients (1). Other health care providers work in concert
with physicians and are also bound by legislative rules and regulations as well as
professional standards of autonomy and accountability.



Professional autonomy is the foundation of accountability because accountabil-
ity demands the ability to understand and evaluate what is at stake when choices
are made and the effect such choices may have on the society at large (2). Profes-
sional autonomy, on the part of doctors, demands that doctors protect patients
from the power of the technological imperative and shield them against third-
party pressures to not only provide less than optimal care but actually undertreat.
The mandate of all health care professional organizations protects the public from
malpractice. Past struggles to avoid losing the balance between the art and science
of medicine are, for the most part, lost, and many contemporary clinicians are
enmeshed in the dichotomy between technology and materialism. It is against this
background that doctors must work to help those who suffer, for whom they still
have the ultimate legal authority and responsibility.

Ethical Considerations

The objective of postmodern medical bioethics is based on a desire to rescue
human values from the throes of technology in a society in which there is no longer
an overriding moral imperative but rather a prevailing materialism. As a result, sci-
ence and statistics may be seen as the adversary of compassionate care. In science,
the body is an object of study and use. Daily news reports are filled with details of
medical studies that involve, for example, organ transplants and in vitro fertiliza-
tion. These procedures are not without risk, and when not successful, the state
assumes fiscal responsibility. Autonomy in medicine has become a politic of free
choice without a real moral imperative. Personhood of individuals, as discussed
in chapter 7, is often disregarded and instead is defined by clinicians as moral
competence and autonomy. Personhood becomes the province of the law and is
really a form of “contractualism” (3). Patients either agree to health care contracts
such as those concerning consent to care, specific treatment interventions, and
end-of-life codes or they do not. In these latter cases patients must either seek help
elsewhere or turn to the courts for legal determinations of ethical responsibility.
Issues of patient competency are determined by third-party evaluations often
based on cultural and religious views not held by the involved individual.

Traditionally, beneficence—that is, doing good—and professional autonomy,
two fundamental tenets of medical practice, resulted in modes of treatment that
are paternalistic in nature (4). The self of individuals was not considered to be
autonomous, and patients relied on clinicians to “do no harm.” In contemporary
medicine, bioethics is now driven by the law, materialism, and consumerism.
Patients have “rights” and “entitlements,” and malpractice suits flourish. In some
arenas, patients are even referred to as clients, customers, consumers, and ser-
vice users. Personhood is often redefined as a determinant of social “normality,”
entitlement, and financial restitution rather than being based on individuals’ in-
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tegrity and personal ethics. Clinicians who adhere to the principles of beneficence
and fiduciary responsibility may find themselves in a constant state of conflict as
they try to balance the goals of providing evidenced-based cost-effective scientific
interventions with compassionate care. Clearly, the environment of contemporary
health care delivery is complex and ever changing. In countries where health care
is sustained by public tax dollars, the system is often more highly regulated in
terms of personal autonomy and accountability than in those systems based on
fee-for-service. In both instances, the real danger is that decision making is based
primarily on fiscal considerations rather than on medical ethics and scientific evi-
dence. Because of these social changes, professional accountability is a pressing
social need in modern life.

This environment is one in which all health care providers must not only di-
agnose, prognosticate, and intervene, but, in the area of human suffering, must
develop a morality based on the force of their own personal will, beliefs about
liberty and freedom, and notions about human good. Many changes in clinician-
patient relationships have evolved from the paternalistic methods of the past that
were based on the ethics of beneficence and fiduciary responsibility. Considerable
confusion persists about the ethics of modern-day health care practice.

Physician-Patient Relationship: Challenges

Contemporary patient-doctor relationships are also very complex. There is
often a dichotomy between doctors’ perceptions of their scope of practice and that
of their patients and colleagues. Patients rarely understand the environmental ex-
pectations placed on physicians, and patients’ own cultural or even generational
expectations of health clinicians are extensive and variable. In general, issues of
rights and freedoms are not well understood and articulated in contemporary so-
ciety (5). Not everyone in a multicultural society has the same cultural rights. Dif-
ferences are based on whether individuals are born in the country in which they
live or whether they are new immigrants. Rights are usually formulated on the be-
liefs of a nation’s founding culture. Usually, all individuals have the same rights
under the law, as well as the right to fight for individual beliefs and practices, but
the implementation of practices that are not held by the mainstream society is
not an entrenched right. Sometimes complex communication problems arise be-
cause issues of rights, responsibilities, and freedoms are not well understood in
medicine. The fiduciary relationship between doctors and patients can be lost
not only because of environmental constraints but also because of patients’ and
doctors’ ignorance of each others’ cultural expectations. Further, physicians may
not do what is in the optimal interests of patients simply because of time and fis-
cal constraints. Consequently, patient-doctor relationships may become more
adversarial than complimentary. In addition to differing cultural expectations,
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technological advances may, unfortunately, impact negatively on doctor-patient
relationships (6-8).

In this technological age, patients sometimes think that the Internet is a source
of knowledge when in fact it is merely a source of information. Consequently, pa-
tients may demand treatments, medications or tests that they have heard about on
the Internet or a newscast. When advised against such actions by doctors, individu-
als may feel they are being discriminated against or that their “rights” have been
denied. Further, health care providers may, in the spirit of adhering to personal
rights to self-determination, expect patients to make medical and ethical decisions
based on knowledge they do not possess. Patients usually do not have degrees in
medicine, nursing, or philosophy. Currently, the role of physicians is to determine
the nature of the illness, confirm the differential diagnosis with appropriate tests,
determine the best interventions, explain findings to the patient, and institute care.
The responsibility of patients is to concisely tell their doctors the story of their
complaints, be sure they understand the doctor’s advice, recognize that their doc-
tor’s responsibility to them is based on legal and ethical regulations, appoint the
doctor to act on their behalf, and then follow the doctor’s instructions. Postmodern
medicine demands a new relationship of beneficence, fiduciary responsibility, and
trust between physicians and patients based on respect for individual and cultural
differences. Because past methods combined with recent technological advances
have enhanced care, there has been an escalation of health care costs. It becomes
clear that one solution to the maintenance of care while controlling health care de-
livery costs is to address suffering as an entity separate and only sometimes related
to pain, because both entities contribute to the development of chronic disability.
The medical and social costs of disability are great both in economic and human
terms. Those who suffer expect that the physician will enter into the relationship
of suffering. We have also seen from the research evidence presented in chapter 2
that it is likely that pain outcomes will improve if suffering is addressed.

The expectations and restrictions on doctors to still practice both the art and
science of medicine are great, and some clinicians control time constraints by
resorting to methods in which the objective is only to improve technological find-
ings. For example, if there is evidence on a magnetic resonance imaging machine
(MRI) that there has been a positive change, the patient is considered to be cured
and is discharged from care, even though the individual is not able to resume a
reasonable life.

It is beyond the scope of this text to suggest resolutions to all these social
difficulties. The main objective of the discussion is to argue that in spite of the
environmental, professional, and ethical pressures on the modern day physician,
most doctors are committed to preserving and restoring both the health and the
human dignity of those seeking medical attention. It is imperative that suffering
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is clearly defined as a perception of threat to idea of self and personhood so that
appropriate suffering-specific interventions may be developed based on the tech-
nical and clinical skills of specific health care providers.

The Role of the Physician and Suffering

Some authors argue for the need to enhance physicians’ skills of empathetic
listening (9), but medical school admissions criteria do not necessarily screen for
applicants who have these skills. Those who suffer expect the doctor not only to
be empathetic but also to provide hope for the best physical outcome and to assist
individuals in the achievement of their optimal emotional restoration (1o0). This
expectation has been explored in terminal illness but not for those who suffer
from chronic illness or injury (11). Patients want doctors to be aware that during
suffering, the central purpose of the patient’s life may be lost or at best changed.
The role of the doctor is to validate the patient’s concerns, hear and share their
stories, and advise patients as they would their own family. Patients need to know
that their doctor will support and assist them in attainment of their goals, even if
the route they have chosen is not one that the doctor would choose for himself]
herself under the same circumstances. Patients depend on their doctor to help
them get the best scientific medical care, to advocate for them when necessary, to
help successfully navigate the medical system, and to protect them from external
sources such as insurance and legal hindrances. The challenge for some physi-
cians is to achieve these goals in the face of social and environmental limitations
(12, 13). Fear of litigation can result in physician behaviours that can destroy all
hope for the patient and family in an attempt to be sure that statistical risks are de-
lineated. Failure to explain to the patient what these numbers mean in relationship
to everyday living escalates the perception of threat to self and personhood. Some
physicians may believe that the patient is not thinking “right” and it is their duty
to correct the patient. This approach, without a full exploration of the patient’s
understanding of the nature of the illness and natural history of the illness or
disorder, may lead to a loss of patient autonomy and personal power. In medicine,
it is expected that the doctor will maintain the patient’s sense of autonomy. This
is particularly true in North American society, where autonomy is seen as an end
product of civil rights. Respect for the individual is the dominant factor in North
American democracy and is a key factor in all judicial and legal precepts. When
patients suffer, they depend on doctors to help them make decisions under the
rules of beneficence. Doctors who help those who suffer must also be concerned
with justice and malfeasance, because patient autonomy may now become a mat-
ter of patient competency.

Effective problem identification includes measures of suffering and an explora-
tion of the nature of the patient’s perceptions of threat to self and personhood.
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Successful outcomes are based on patient determinations of restoration of their
lives as well as the management of physical and/or emotional illness.

Suffering is a complex construct, often fraught with religious, spiritual, and
cultural overtones. If doctors are to advocate for patients who suffer, they must
address issues of loss of self, loss of an individual’s central purpose in life, and the
impact of existential loneliness on health. Doctors who are not emotionally able
to explore and examine these issues in their own life may prematurely label patient
behaviour as being pathological. When pragmatic perspectives on the part of the
doctor overrule human compassion and empathy, suffering of patients and their
families is increased.

To the patient, the doctor is the ultimate authority and recipient of their trust.
Because courses in cultural practices and philosophy are often not part of routine
medical education, the busy doctor is further challenged to engage in continuous
postgraduate education in these areas or be able to relinquish some of the pro-
fessional prestige involved with being the ultimate authority or power figure and
admit to not knowing. The patient and doctor can then form a mutually interac-
tive relationship in which each learns from and trusts the other. This approach
to the management of health requires an ability and willingness to enter into the
patient’s experience of suffering. Many doctors practice successfully in this way
and patients do not feel abandoned or victimized. Hope, trust, and mutual respect
are maintained. Allied health care practitioners such as nurses, chaplains, thera-
pists, social workers, and psychologists can assist physicians in their treatment of
patients who suffer. Unfortunately, their additional expertise is often unavailable
in this age of diminishing health care fiscal resources.

The Nurse

Professional Responsibility and Autonomy

While physicians may have the ultimate legal responsibility for the patient,
nurses also are legally responsible for their actions and behaviours. Scope of prac-
tice and professional standards established by colleges of nursing govern nursing
practice. Nurses are responsible not only for maintaining and upgrading their
professional nursing skills and techniques, but also for the health of individuals
under their care. Superimposed on these responsibilities are the administrative
obligations of health care organizations for whom the nurse works.

The challenge between best practice and cost containmentis enormous. Further,
cost containment has resulted in the use of less comprehensively trained nurses,
who are paid considerably less money than registered university-trained nurses,
to care for patients in hospital wards and hospital clinics. Often clinics are now
managed by administrators who are skilled in business administration but not in
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the care of the sick. In the community, unskilled personnel are used to perform
nursing care duties in the home that do not involve the use of drugs. Further, nurse
practitioners are being trained to assume duties that were previously performed by
physicians. The role of the nurse as healer, patient advocate, and protector of the
patient is being undermined by systematic changes that favour a materialistic, im-
personal approach to health care delivery. The modern nurse must struggle with
the challenges of upholding the responsibilities of the nursing profession and its
culture of holistic care in an environment of business-driven objectives of health
care organizations and political mandates.

In terms of personal autonomy, the nurse’s job is often the most complex of all
the health care professionals. The nurse has absolute autonomy in the administra-
tion of specialized nursing skills and techniques, but in most instances must still
follow and enforce the instructions of the doctor and other health care providers.
Further, nurses must also foster the empowerment and autonomy of patients (15).
Autonomy and accountability in nursing are closely intertwined. Nurses are ac-
countable to doctors, administrators, patients, and their families, as well as to the
nursing profession per se. To effectively meet all these challenges, nurses must
be well educated not only in nursing but also in the fields of administration, bio-
ethics, and sociology. The advent of nurse specialists who also act as resources to
frontline nurses addresses these concerns. Unfortunately, economic constraints
often eliminate these specialists from the health care team in favour of less costly
personnel with less training. As a result, continuity of care from hospital to home
to clinic and eventually to the workplace is lost, as is the evolution of care from
acute stages of illness to chronic care. The ethical challenges to nurses are signifi-
cant in such environments.

While the nursing profession has been proactive in responding to technological
advances and the resulting escalation in health care costs, on decision-making
boards, nurses often find they are the lone voices advocating for the autonomy of
nurses and patients, and for the administration of ethical care.

Ethical Considerations in Nursing

Nurses are confronted with many conflicts in the delivery of ethical care. They
must be able to determine and differentiate between everyday problems and ethical
dilemmas (16). In contemporary society, where there is no longer a unifying moral
imperative, determination of what is or is not an ethical dilemma, a situation in
which there is a conflict between moral imperatives, is based on individual moral
principles. Nurses face many challenges in this regard. For example, if a clinical
measure is deemed to be morally right but the outcome of such action is likely
to have a bad effect, then a dilemma exists. A nurse is often faced with conflict-
ing moral imperatives established by institutions, the society at large, patients’
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individual cultural and religious beliefs, and the nurse’s own personal principles.
The nurse not only must be able to personally navigate these sometimes conflict-
ing views but must also help patients make the best ethical decisions about their
health. Further, unlike members of hospital bioethics committees, whose role is
to advise and provide guidelines, nurses are accountable for their influence on
patient decision making. Rarely does the process of ethical decision making result
in easy answers (17).

Because of the nature of personal autonomy in nursing, the nurse may be faced
with administrative decisions that are in conflict with nursing codes of practice.
For example, premature discharge of a patient, without full determination of com-
munity resources available to aid the patient, has the potential to result in further
impairments, disability, and even death. It is the nurse who must argue on behalf
of the patient against administrators and sometimes even doctors who want early
discharge of patients in order to free up beds in hospital settings without regard
for the impact on the patient (18).

The nurse is also the gatekeeper of quality care (19—23). Nurses are the health
care professionals who must monitor the quality of care administered by other
nurses, nursing assistants, doctors, students, and other health care professionals.
It is the nurse who most often must report inappropriate care practices to nursing
and/or administrative supervisors. The onus of such ethical responsibility usually
falls to nurses because they have the most contact with patients and those who
interact with them. Frontline nurses are the managers of the health care system
per se. Consequently, ethical nursing care demands highly trained professionals.

Further, nurses play a critical role in infection control and the prevention of the
spread of disease, not only within the hospital but also the community at large.
This responsibility includes the care and management of the physical hospital
buildings. Unfortunately, contemporary society has significantly decreased its
concern for hospital and home caregivers’ hygiene. Hospital personnel no longer
change their clothing, wash their hands, or practice sterile technique to the extent
that was once common. Hospital staff are often seen in restaurants and univer-
sity buildings wearing hospital surgical garments as they “slip out for a coffee.”
Also, hospital buildings are often very unclean, and the general public receives
little education about the possibility or probability of contracting diseases when
visiting hospitals. Young infants are placed on the floor to have diapers changed,
and others are left to play unrestricted in hospital corridors. The relaxation of
basic principles of hospital hygiene presents a further challenge to nurses. Their
valuable time is taken away from immediate care by such issues, and they must
struggle with what modern society considers the rights of individuals over the
rights of those who are ill. Clearly, nursing leadership is paramount to optimal
health care delivery.
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In managed-care situations, there is an even greater challenge to the nurse who
must advocate for ethical care to patients in the face of strict insurance company
restrictions. To be effective, nurses must establish relationships that will meet not
only the expectations of patients but also that of the health care system in general.
The nurse’s prime commitment is to the patient.

The Nurse-Patient Relationship: Challenges

For patients, it is a given that the nurse is technologically proficient. Individuals
expect nurses to care about them personally, to advocate on their behalf, and to
treat them with the dignity and respect they would give to their own loved ones.
The nurse is the person patients trust with their secret fears and vulnerabilities.
Patients turn to nurses for their skill, compassion, and understanding. They trust
nurses to safeguard not only their health but also their human dignity. Nurses are
the people who are most skilled in transcultural care. Patients know that nurses
will try to accommodate differences in cultural practices should they arise between
individuals and the health care organizations. Patients can assist nurses by being
informed about the nature and limitations imposed on and by health care organi-
zations and by having realistic expectations of the power of the nurse.

When patients realize that cultural misunderstandings are simply misunder-
standings and not an infringement of personal rights or entitlements, then health
care delivery improves. Mutual respect is critical to the nurse-patient relationship.
Patients must also recognize that nurses are highly skilled professional health care
practitioners whose prime objective is to heal and facilitate healing of the whole
person (23—26). They are not hospitality workers.

The Role of the Nurse in Suffering

Nurses are usually the first health care professionals to assess the patient.
Initially, the nurse obtains information about the nature of the illness or injury
to determine the severity of the complaints and whether immediate treatment
is needed. If the situation does not require emergency care, the nurse continues
to obtain information about the whole person. When addressing suffering, the
nurse explores the impact of the illness or injury on the patient’s idea of self and
personhood. Enquiries are made about how the patient’s cultural, religious, and
spiritual beliefs impact on his/her perception of threat to self and personhood.
The nurse is often the first and sometimes the only person who hears the com-
plete story of the patient’s illness/injury and its significance to the patient and the
patient’s family. As we have discussed in the chapter on storytelling, the nurse is
the first health care professional who will hear the story in its unedited form. As
patients encounter other clinicians, their stories often become modified to meet
their perceptions of health care providers’ needs. Listening to and interpreting the
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stories demands considerable skill and knowledge about the nature of suffering.
Care must be taken when recording patient responses to avoid misinterpreting
suffering as mental illness. Suffering is a life experience that may affect health. It
is not a disease.

In the process of caregiving, the nurse can assist the patient through the ex-
perience of suffering. The nurse may be the only person the patient feels able to
repeatedly tell the story of suffering to until there is no longer a need for further
narrative. The nurse is the health care provider who is able to help the patient heal
the self even though the illness may remain. Nurses know that thoughts have a
great influence on the body and that the body stores emotions. Many nursing care
techniques such as massage, Rolfing, and reflexology address these difficulties.
Nurses are aware also of the relationship between the human mind, body, and
spirit. It is often the nurse who alerts the physician to the possibility that the pa-
tient might benefit from more advanced spiritual or psychological care than the
nurse is trained to provide.

When addressing suffering, nurses can support patients’ need for care beyond
organizational care plans and often are the first to help patients recognize that a
new central purpose for their life is possible. Through the nurse’s validation of the
patient’s story, the patient may start to resolve issues of self-conflict. Clearly, the
nurse is critical to identifying those who suffer, validating their stories of suffering
and providing empathy and compassion as they try to cope with perceptions of
threat to ideas of self and personhood.

The nurse is also the health care team member who can facilitate and enhance
clinical education to other health care providers about the nature of suffering and
treatments that are likely to facilitate restoration of self and personhood in those
who are chronically ill. The management of suffering in clinical practice always in-
volves close collaboration between health care professionals, and this is especially
so between the professions of nursing and chaplaincy.

The Chaplain

Professional Responsibility and Autonomy

Often there is confusion about the professionalism of chaplaincy in contempo-
rary medicine. Professionalism usually relates to membership in a group based on
educational standards, self-governance, and legislative regulations. To date, there
is considerable diversity in the educational requirements and certification pro-
grams of chaplains. This situation is not unique to chaplaincy, for there are other
accepted and well-integrated health care professionals in hospital organizations
who do not have legislative standing. In North America, chaplains usually have
postsecondary education in religious studies or the humanities and receive exten-
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sive training in pastoral counseling, crisis intervention, and family and marital
therapy. Chaplains are certified in Canada by the Canadian Association for Pastoral
Care and in the United States by the Association of Professional Chaplains. In the
United Kingdom, the professional body is the College of Health Care Chaplains,
and while in the British Isles membership in these colleges is not always manda-
tory, membership is advantageous because the colleges are affiliated with a trade
union (27-30).

There are health care providers who question the professional designation of
chaplains (31). Arguments are often based on disputes concerning professional
boundaries and the fact that chaplains usually have religious affiliations to which
they are accountable and that are outside the jurisdiction of hospitals. Others
argue that spirituality and religion are one and the same and that religion does
not have a place in health care organizations. Issues of concern focus on whether
chaplains violate organizational privacy policies if patient charts are read by chap-
lains either to counsel or to recruit patients. Opponents of chaplains as health
care professionals also argue that chaplains are not bound by the same rules of
confidentiality as other health care providers. Such arguments seem somewhat
scurrilous. It is argued that chaplains under assumptions of priest-parishioner
confidentiality are not obliged to reveal information about patients to other clini-
cians unless the patient gives permission or unless the information indicates that
the patient is likely to harm himself or others. This latter argument against the
role of chaplains appears to be sophistic, because one of the major problems of
confidentiality in hospitals is that some clinicians record information about pa-
tients that is irrelevant to the health care problem and in some cases can even be
considered defamatory.

Finally, another prevailing argument is that patients may not want to be visited
by a chaplain (32). Again, if communications between patients and health care
workers at intake are nondiscriminatory, then patients do not receive unwanted
referrals. Those who argue against the professionalism of chaplains based on
the premise of unwanted referrals fail to acknowledge the power differential that
arises when patient autonomy is dismissed. Failure of health care professionals
to refer patients to other colleagues constitutes a loss of patient autonomy. For
example, do patients have the right to refuse a referral to psychology? If so, why
not chaplaincy? Further, the issue of recruitment of referrals for spiritual care also
appears to be related to power differentials and professional jealousies between
various health care providers in hospital organizations. Conflicts over professional
boundaries and the value of spiritual care and health do not enhance patient care.

Professional autonomy and accountability for the hospital chaplain involves
following the organization’s policies and the regulations of the chaplain’s reli-
gious affiliations and maintaining the ethical and legal standards of contemporary
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society. Hospital chaplains must also ensure that community clergy visits also up-
hold the privacy and confidentiality policies of the institution. The environment in
which chaplains and all health care providers work is fraught with many conflicts.
Understanding and resolving conflicts leads to better care practices for patients.

Ethical Responsibilities: Theology versus Secularism

Because there is no longer an overriding moral imperative in contemporary so-
ciety, it is critical that chaplains are members of hospital ethics committees. Their
responsibilities are to assist in the drafting of consent to care, do not resuscitate
codes, organ donation rules and regulations, as well as other health and policy
issues. They clarify issues involving ethical dilemmas and value issues with staff
members and senior hospital managers, and they assist in pragmatic solutions to
problems. Chaplains ensure that human values are safeguarded in various aspects
of institutional policies and behaviours. The chaplain faces many problems when
the ethics concerning the value of human life and dignity are in conflict with the
fiscal objectives of hospital administrators. Once again, chaplains can be faced
with conflicts around professional boundaries, particularly with some bioethicists
(33, 34). Most contemporary ethics committees value the contributions of both
groups. Contemporary ethical dilemmas in medicine require philosophical, reli-
gious, and spiritual resolutions.

Chaplains are the chief advocates for patients and families, particularly when
difficult ethical choices around end-of-life issues and consent to care must be
made. They assist clinicians who must give patients and their families negative
information about the patient’s health and life expectancy and also act as “cultural
brokers” between health care organizations and patients. Chaplains can also ad-
vise staff who may face ethical dilemmas when their personal moral codes seem
to be in conflict with hospital policies (36, 37). Hospital chaplains, too, may find
themselves torn between the obligations of their faith-based teachings and those
of the secular state. As with other health care providers caught in such conflicts,
the chaplain must then deal with the ethics and morality of either abandoning the
patient or finding a source of reconciliation between conflicting ethical demands.

The Patient-Chaplain Relationship: Challenges

Many patients do not understand the role of chaplains in contemporary society
(37—40). Individuals who do not have a religion-based spirituality may resist as-
sistance from chaplains, who they believe may try to convert them or blame them
for their lack of religious affiliation. However, if patients are given appropriate
information about the various roles of health care providers, such reservations are
dispelled. Instead of viewing the chaplain as a pseudo-professional, clinicians can
point out to patients that the chaplain is not bound by the same rules of confidenti-
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ality and record keeping as the medical staff. Consequently, patients have a choice,
and many find a safe place in which to discuss very personal concerns without
fear of prejudice or recrimination. Further, chaplains do not present themselves as
authority figures. The problems of power differentials that can exist between other
health care professionals and patients, in which the clinician is the authority fig-
ure, do not exist between chaplain and patient in matters of health. The chaplain
will be seen as the authority in matters of religion only if the patient has the same
faith background as the chaplain and chooses to discuss theology.

In cases where patients have a religious belief system and perhaps are very
angry with their misfortune, chaplains are able to give individuals permission to
express their anger at God with the reassurance that they are still cared about.
They are also able to administer religious sacraments when asked. Chaplains have
an advantage over community clergy in that they can deal with problems from a
nondenominational perspective in concert with advice from the rest of the health
care team. Consequently, they can also help patients who hold secular beliefs cope
with adversity through the wisdom of philosophical teachings. Further, although
chaplaincy arose from the Christian religious tradition, the hospital chaplain uses
the teachings of all religious and spiritual traditions to help individuals cope with
illness and disease. At the same time, chaplains can also protect patients from
unwanted proselytizing, both secular and religious.

As a liaison between patients, families, and medical staff, chaplains are sen-
sitive to multicultural customs and have an extensive knowledge of health care
institutional dynamics. Hospital chaplains often have extensive education and
experience in crisis intervention methods. Although chaplains may receive com-
pensation based on institutional agreements, most work many more hours and
provide much more assistance than is contractually delineated.

Patient’s responsibilities to chaplains are to understand that chaplains usually
adhere to a personal moral imperative that is usually based on theology and that
is often beyond the confines of organizational policies. Nevertheless, chaplains
are accountable both to health care organizations, as part of a health care team, as
well as to their faith groups. The relationship between chaplain and patient is one
of interdependency because the patient also has a responsibility to the chaplain to
adhere to the tenets of mutual respect, privacy, and confidentiality. Patients trust
chaplains with the secrets of their souls and chaplains trust patients with the sto-
ries of their experiences (41).

The Role of the Chaplain

The chaplain-patient relationship is perhaps the most profound of the profes-
sional relationships because it is based solely on mutual trust—a trust that under
no circumstances is betrayed. There is a sharing of the deepest understandings of
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self, personhood, and the ultimate reality of God. The following story illustrates
the breadth and depth of understanding required of chaplains who comfort those
who suffer.

A SECRET DIALOGUE WITH THE SELF

There is a person within us whom the outside world seldom sees. It is the “true self” of
our dreams, expectations, or identity. | do not know where it comes from, as it some-
times seems to have little correlation with our abilities, work, or interests.

Years ago, | had a longstanding dream of owning a bar by the beach where I could
spend my days in sunshine, hearing and sharing life stories with people who came in to
the bar. But happily my life changed and so did my dream of myself.

Since | live in a northern country, my dream shifted to a small village near the ocean
where | am part of a small northern fishing community and the people of that place.
Ever since | moved to a home on the ocean, | have wanted a sea kayak. | belong in a
big yellow one slicing through the open ocean. Now, in reality, | have trouble sitting
in plush theatre seats through a whole concert performance. | have not been flexible
enough to touch my toes in the last fifteen years, and | have no interest in working out
to develop my aging body. | seldom have been out in the open water without getting
seasick, and yet, | know | belong in a big yellow kayak slicing through the waves. This
dream is essential to how | see myself.

The inability to make this dream come true is, at best, a very slight suffering, but it
is an example of my hidden true self. | have been to dozens of stores and chatted with
clerks about which kayak | should get. I have read reviews of twice as many kayaks on
line and | even look in the classified ads in the newspaper for a used one. I still have not
bought one. Yes, they are expensive, but that is not my deciding factor. The deciding
factor is that | do not want to fail my identity.

There is less suffering in having an unfulfilled but “could be” realized dream than in
a crushed reality of not maybe even liking kayaking or of being really lousy at it.

My story may seem to be too trivial to be of any real use to those with real suffering,
except thatitis an example of suffering without the fear that drives us away from people
who suffer from loss of loved ones and/or from illnesses or injuries. My kayak has no
basis in my life events; it is a delusion of expectations. My current survival does not
depend on this idea of self. You can quite quickly judge me as “an old fart” and tell me
to “get over it,” or you can say, “If that’s all you have to anguish about, you need a real
life.” If you are trying to be more supportive, you might even say, “You are more than
kayaking. . .,” but for me this story is the dream of my true selfand all that is associated
with being a free spirit, physically strong, and spiritually connected with people and my
universe. It is possible for people to hear stories about the dream of kayaking because it
doesn’t make the listener afraid. But for those who suffer from illnesses or trauma, the
response to their stories may illicit fear. The fear of others who may hear this type of suf-
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fering story is that they know that they, too, can become victims of such circumstances.
Health care providers are keenly aware of how easily the events of their patients’ lives
can happen to them.

Managing suffering in medicine is a real challenge to chaplains and health profes-
sionals. Clinicians may feel the need to measure everything in an attempt to be in
control of events. Theories are developed and tested, and the ethereal mysteries of
suffering are given a score on a 10-point scale that ranges from 1, which means “get
over it,” to a catastrophic 10, “you are fucked.” When such methods fail, the chaplain
may find that, suddenly, there is more than one patient, and one patient may now be
the health care provider him- or herself. As a result, suffering as separate from pain is
often not addressed in medicine.

Suffering is intimately tied to what we believe about ourselves and the universe. |
do believe that we all create some sense of order in our lives based on a conception of
justice involving rewards and punishments owed to me for living a certain way.

In third grade, | remember actually doing my homework once. | was quite proud. It
was complete and neat. | was sure | had done well. Well, the nun teaching the class was
less impressed, and | got my usual “mercy mark.” I thought that if | really worked at
something, | would get A’s. It wasn’t fair, | deserved better. Though | doubt that the nun
gave me a fair shake, | was suffering. | worked, and | didn’t get my expected results. The
world and | were not what | thought we were.

In October 1980, my sister’s youngest son, Christian, died of spinal meningitis in a
hospital in Florida. | had gone down to be with her and her husband. They had moved
a few years before from New York City in order to improve the health of both their sons,
who had northern allergies. Christian had also been born with two holes in his heart
and had these surgically repaired when he was about one year old. He was doing well
and was healthy, happy, and strong. One day he complained of a stiff neck, and later
that day the doctor diagnosed it as meningitis. He was sent to a children’s specialty
hospital and was there a week before he died.

Now, | had been working as a hospital chaplain at a specialty children’s hospital
for several years and was no stranger to the arbitrariness of illness and death’s selec-
tion of a child. | knew that life was fragile and there are no guarantees. My suffering
after Christian’s death was great because this was not supposed to happen to me. | had
dedicated my life to God as a minister and worked where there was death all the time.
God was supposed to keep these tragedies away from my family. We had a deal or, at
least, | decided that we did. Yes. | grieved the loss of Christian and my sister’s grief and
suffering, but my suffering was secret. | am suffering because God broke a deal that |
(we) had made. | knew that this was less than rational even back then, but a truth about
my existence and work had been broken. I had difficulty returning to the children in the
intensive care unit where | worked, not because they might die, but because | didn’t
have a good story to tell myself about why | was there.
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How does one talk about these crazy delusional sufferings without getting two
prescriptions from medical personnel or ending up being admitted for an emergency
psychiatric consultation? | can just imagine the evaluation starting and ending with:
“So John, you actually think that you had made a deal with God?”

How do you help those who suffer? The stories of individual suffering are private and
idiosyncratic. Many people feel they will not be understood. Suffering is a process that
involves one’s dream of self, self-image, and identity. The process of suffering, in which
individuals lose the central purpose of their lives and have considerable self-conflict
and impaired personal relationships with others, the world, and themselves, is com-
mon to those who suffer. Suffering requires a belief system against which one claims
justice and fairness. There is, on the part of the sufferer, a right way expected or owed.

To be useful to others, chaplains spend a lot of time understanding their own stories
and sufferings.

“Suffering is inevitable: misery is optional.”

Reverend John

The issue of suffering in spiritual care presents many challenges for the chaplain
simply because the word suffering has myriad meanings. In medicine, we advocate
for a definition in which suffering is a perception of threat to ideas of self and per-
sonhood. Anindividual’s idea of selfincorporates religious and spiritual teachings,
and the definition of suffering, for medical care, does not usurp these teachings and
beliefs. The definition removes the sense of rightness or wrongness of beliefs from
medical care, which could be the case if the definition included specific religious
and/or legal parameters. For the chaplain, idea of self must be explored more fully
with patients than is possible with other health care providers.

As we have seen, the development of idea of self evolves from early childhood
religious/spiritual teachings, information gleaned from society at large, and from
personal secret dreams of individuals. Personhood involves personal standards
of acceptability of behaviour of individuals based on factors such as culture, psy-
chological life tasks, and spiritual/religious beliefs. Perceptions of threat include
not only the possibility of destruction of one’s current life but also regrets over
past behaviour associated with the resolution of past traumatic events. Anticipated
challenges of the present and future appear to be insurmountable. In addition to
these concerns, which are likely to be germane to all persons, people with chronic
illness must also confront the perception of loss of power due to physical and
emotional impairments and/or disability.

Initially, chaplains spend considerable effort helping patients understand the
nature of their changed present circumstances. For many there is a death of the
idea of the old self, and patients may undergo all the grief and bereavement ex-
perienced with the physical death of a loved one. The chaplain is the person to
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whom one may consciously reveal the secrets of his or her soul without fear of
being labeled as mentally ill. The challenge for the chaplain is to be ever alert for
signs of psychological pathophysiology. When suspected, the chaplain must refer
patients to psychologists and psychiatrists while still maintaining the sanctity of
the chaplain-patient relationship. The chaplain is the guardian of the patient’s
secret self.

Patients may also confess to chaplains their perceptions of “sins” that they
believe have resulted in their suffering. A discussion of the meaning of suffering
is often explored from theological, cultural, and secular perspectives. Issues of
hope, lost dreams, courage, and despair are addressed. Patients and chaplains
may also explore the power of personal loneliness and perceptions of alienation
from Christian and non-Christian existential perspectives. The stories patients tell
chaplains may not be the same type of story they tell the medical personnel. They
often tell chaplains stories of their concerns for restoration of their inner life, now
and in the future, while what they tell medical staff may be about the nature of
their current illness.

Unlike psychology and psychiatry, chaplains are not bound by expectations of
care as determined by codes and models of adjustments, scales of well-being, or
determinants of self-esteem. Individuals are not “fixed” by chaplaincy’s approach
to care. The role of the chaplain in suffering is to embrace those who may be
considered “broken” by others and to walk with them through their emotional
struggles for restoration of the self. In chaplaincy, there are no defined acceptable
clinical outcomes. Chaplains do not prescribe medications. Patients can explore
the “craziness” of the their perception of threat to their idea of self without fear
of being put into psychological categories of mental illness and subsequently
experiencing the stigma that still persists regarding this illness. They can discuss
their failed dreams of personhood without the necessity of external measures of
appropriateness and labels of depression. In short, patients can reveal themselves
and be comforted and supported as they reconstruct their lives.

The role of the chaplain with those who suffer varies considerably throughout
the patient-chaplain relationship. It takes many forms, such as advisor, counselor,
father, friend, pastor, and mother, but it is governed by the overriding ethic that
the patient is extremely emotionally vulnerable and that while the relationship
is interdependent it is not equal. The chaplain is the professional and bears the
responsibilities of professionalism. The ethics of professional integrity in such
interdependent relationships are very complex and require constant vigilance. The
therapeutic thrust of this interdependent relationship is that by sharing life experi-
ences with those who suffer, the patient is reassured that he or she is still a viable
and valued member of the society.

The focus of this discussion has been on the chaplain-patient relationship. The
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therapeutic skills of the chaplain often complement those of the social worker and/
or psychologist, but it is the overriding relationship that determines the course of
treatment. Usually, the patient, nurse, chaplain, psychologist, and social worker
form a “working subteam” to help the patient with the resolution of specific
problems. It is, however, the chaplain whom patients trust to protect them from
perceived emotional and social abuse.

SUMMARY

The management of suffering begins with identification of the experience by
physicians and nurses, who are the first persons to interact with patients often
when illness and/or injury is in the acute stages. Following these initial assess-
ments, care programs are implemented, and in the case of potentially chronic
outcomes or disability, chaplains are the next professionals to meet the patient.
This chapter advances the hypothesis that effective care depends on not only pro-
fessional competency but also on health care providers and patients having the
same expectations of care.

The discussion has also focused on system challenges imposed on health care
professionals who first see the patient in a hospital setting. Issues of professional-
ism and personal autonomy and their relationship to professional accountability
have been explored. It is argued that if patients have a basic understanding of
these issues, then they will form realistic expectations of their care providers. The
restrictions to care are discussed from an ethical perspective. The nature of ethical
practice and its impact on the relationship between the patient, doctor, nurse, and
chaplain show that knowledge of suffering as an entity separate and only some-
times related to pain is critical to effective care of those who suffer.

Each profession has specialized skills to address suffering, which allow for
individual needs of patients based on personal power and cultural demands.
The following chapter addresses the role of physiotherapists and social workers,
who help integrate individuals who suffer into the greater community at large.
Examples are presented from individuals who are either born with developmental
deficits or are disabled due to illness and/or injury.

CHAPTER 13 QUESTIONS

1 What is the relationship between professional responsibilities, autonomy,
and ethical practice of physicians who assist those who suffer?

2 What are the challenges to doctor-patient relationships in contemporary
medicine?

3 What s the role of the doctor in the management of suffering?

4 What factors deter from the effective care of the patient?

5 What is the nature of the work environment of the nurse?
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6 What specific skills do nurses possess to help patients who suffer?

7 What is the role of the chaplain in health care organizations?

8 What are the ethical responsibilities of the chaplain?

9 What distinct therapeutic skills do chaplains possess to help those who
suffer?
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14 ) Habilitation and Rehabilitation

The first health care professionals involved with patients are usually the
physician, nurse, and sometimes the chaplain. Treatment objectives are to address
the immediate physical problems and to identify those who suffer either with or
without pain. Treatment planning may involve physiotherapy; social work; and
in some instances psychology, occupational therapy, or vocational rehabilitation,
as patients learn to control their new physical and emotional environments. Res-
toration of self-image and idea of self and resolution of personhood issues are
the main treatment objectives. The focus of this chapter is on the habilitation and
rehabilitation of individuals with chronic illness. The roles of the physiotherapist
and social worker are used to show that modern medicine not only involves car-
ing for people and curing disease but also fulfilling a social responsibility to help
those who suffer survive and thrive.

Successful treatment outcomes depend on both patient and physiotherapist un-
derstanding the limitations that illness or injury has placed on the patient, recog-
nizing the implications of professional obligations and boundaries on treatment
outcomes, and having realistic expectations of each other’s skills and abilities.

In previous chapters, the issue of suffering was discussed primarily from the
perspective of chronic illness or injury. Chronic illness is commonly thought to
occur when there is an experience of disease onset or traumatic injury. Chronic
illness is also due to developmental disorders, birth injuries, or genetic abnor-
malities. Often the first clinician to deal with issues of rehabilitating patients with
any of these disorders or rehabilitating individuals with acquired chronic impair-
ments is the physiotherapist.

The purpose of this chapter is to (a) to explore the roles of the physiotherapist
and social worker, who assist individuals who suffer either because of difficulties
that prevent reentry into the community or obstacles that prevent full participa-
tion in the community, (b) describe the environmental constraints on health care
providers who deal with the habilitation and/or rehabilitation of individuals with
chronic illness or injuries in Western societies, and (c) discuss issues of profes-
sionalism, professional autonomy, and ethical practice, this time within the con-
text of habilitation and rehabilitation and the goals of optimal care for those who
suffer.



The Physiotherapist

Professional Responsibility and Autonomy

Few patients are aware of the environmental constraints placed on physiothera-
pists and the impact these constraints have on the therapist’s professional respon-
sibilities and professional autonomy. Consequently, patients may have limited
expectations of the care available to them. The main objectives of physiotherapy
are to help patients overcome physical impairments or disabilities and so restore
ideas of self and personhood.

In physical therapy, successful habilitation or rehabilitation outcomes occur
when there is an effective symbiotic relationship between patient and therapist.
The patient has a basic understanding of the professional role of the physiothera-
pistand the therapist is aware not only of the patient’s physical and potential emo-
tional problems, but also of the patient’s culture, religious/spiritual background,
personality strengths and weaknesses, illness and wellness beliefs. Most impor-
tantly, the therapist must understand the nature of the patient’s suffering.

In our current society there are many individuals who offer the application
of modalities common to physiotherapy practice, but only individuals who are
registered and licensed by their respective physiotherapy governing boards are
legally able to call themselves physiotherapists. Physiotherapists undergo ex-
tensive academic and clinical training in universities and hospitals. Professional
responsibility and personal autonomy are the hallmarks of the practice and are
best understood from a historical perspective.

Historical Perspectives and Professional Constraints

Historically, physiotherapy practice dates back to 460 B.c. when practitioners
Hippocrates and Hector firstadvocated massage and hydrotherapy to treat physical
symptoms. Initially, physiotherapists worked solely under the direction of physi-
cians, which may be the foundations of later attitudes that physiotherapy requires
the supervision of medicine. However, the profession of physiotherapy practice as
it is known today did not evolve from medicine but rather from four British nurses
who formed the Chartered Society of Physiotherapy in 1894. Later, schools of phys-
iotherapy were started in New Zealand in 1913 and in the United States in 1914.
Because physiotherapy evolved from the profession of nursing and nursing’s pro-
fessional association was with medicine, the traditional practice of physiotherapy
originally depended solely on physician referrals. Professional responsibility was
based on personal integrity, and personal professional autonomy was limited.

After World War II, treatments were primarily exercise, massage, and spinal
traction, which eventually evolved to include manipulation of the spine and extrem-
ity joints. Approaches to care eventually included the restoration of individuals’
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personhood as physiotherapists helped returning veterans from the two greatwars
to return to work and reintegrate into society after sustaining severe impairments
and disabilities. As was the case with the profession of chaplaincy, the implemen-
tation of physical therapy practice into mainstream medicine was sometimes met
with opposition from other health care providers who perhaps were concerned
about professional boundaries. Although the implementation of schools of phys-
iotherapy were initially met with opposition from some physicians and chiroprac-
tors who may have been concerned about intrusion into their territory of medical
expertise, schools of physiotherapy were established in universities and commu-
nity colleges throughout the world. Physiotherapy services expanded to include
specialty areas such as cardio-respirology, neurology, rheumatology, orthopedics,
and integumentary conditions. Physiotherapists formed professional governing
and licensing organizations and are now regulated health care practitioners with
full professional responsibility and autonomy. In Canada, for example, patients
no longer need a referral from a doctor for physiotherapy treatment. Although
modern-day physiotherapists are usually independent primary care clinicians in
the areas of musculo-skeletal disorders, there is still a close relationship with
medicine in all areas of care. Issues of personal integrity and autonomy are critical
factors for both patients and physiotherapists (1-3).

Along with the freedoms of professional autonomy come responsibilities for
standards of care. Originally physiotherapy was considered primarily an art, and its
theories and treatment strategies were developed through inductive and deductive
reasoning. Since the 1970s physiotherapy interventions have been based primarily
on scientific evidence of efficacy. With the advent of a more scientific approach
to care and the societal objective of containing health care expenditures, the art
of physiotherapy, which includes care of the whole person physically, emotion-
ally, and spiritually, is often diminished, as is the case in many areas of medical
practice. The power of the relationship between physiotherapist and patient in the
delivery of efficacious, cost-efficient health care delivery is well known (4).

The role of the physiotherapist in the management of chronic illness has
changed considerably in the past twenty years. There are fewer rehabilitation
hospitals and fewer in-patient physiotherapy departments. Instead there has been
an influx of private, fee-for-service rehabilitation companies that employ myriad
professionals, one of which may be a physiotherapist. Often these therapists work
as independent contractors or as consultants. Full-time positions are no longer
the norm. In such situations, patients may be seen by the physiotherapist only
long enough to receive a manual treatment intervention and then the patient is
seen by a kinesiologist or physiotherapy assistant to do exercises. Issues such as
suffering and reintegration into the workplace may not be addressed until a crisis
arises. Remediation of such events is very costly. Consequently, in many cases the
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therapist-patient relationship, which has been reported to be crucial to effective
rehabilitation of the whole person, may not develop at all. Even in hospitals, the
value of rehabilitation of the whole person can be ignored. Patients with neuro-
logical disorders, for example, are seen in hospital settings for very short periods
of time and then referrals are usually made to long-term nursing care facilities
where physiotherapy treatments may or may not be available. Physiotherapists
struggle with organizational systems that fail to understand that management
of the whole person and their presenting impairments will lead to a decrease in
the development of permanent disabilities. The cost to health care systems due to
disabilities is great both in fiscal and human terms. Many individuals with chronic
illnesses do not have access to physiotherapy either because of fee-for-service bill-
ing practices or lack of public health care resources. As we have seen in chapter
2, these factors have a significant negative impact, not only on the restoration of
personhood but also on the cost of health care delivery (5).

Further, outpatient care for individuals with neurological disorders is virtually
nonexistent because of the amount of time required to provide care and the limita-
tions on fees paid for such treatments. In the United States, Canada, and Australia,
fee-for-service issues are seen to be barriers to care if patients are not insured or
if insurance packages are insufficient. Current treatments are based primarily
on statistical evidence of cause and effect. To meet these demands, the scope of
physiotherapy practice is now defined as helping individuals prevent disability
and restore physical function after illness and disease. Care of the whole person
is often relegated to “old school” therapists, many of whom are no longer in the
public health care arena, who now work as private practitioners. Most of these
changes have been driven by economics and past responses to political pressures
for physiotherapists to define professional boundaries (6-8).

The advent of managed care has also contributed to these changes in approaches
to care, as managed care companies are usually fee-for-service clinics. Third-party
payers, such as insurance companies, and government-based fee structures often
limit care for those with chronic illnesses or disabilities. The management of pain
is secondary to the management of the physical disorder, and measures of suf-
fering are rarely included in patient assessments. Such fiscal restraints result in
some patients being institutionalized rather than rehabilitated (g). It is important
for patients to understand the nature of social systems’ restrictions to care so that
when they are referred to physiotherapists, they are able to understand the quality
of care available within these constraints.

Ethical Considerations: The Partnership
In spite of the environmental constraints on physiotherapy practice, ethical clini-
cal practice is the main objective of physiotherapy. In Canada, to maintain provincial
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licensing physiotherapists must pass tests relating to jurisprudence. Failure to pass
these tests results in loss of a therapist’s license to practice physiotherapy. Colleges
of physiotherapy regulate and monitor professional performance.

In a study of professional values of 566 American physical therapists in 2005,
issues of benevolence rated as the highest value of importance to therapists and
power rated lowest. Critical issues were caring for others, empathy, justice, re-
spect for others, professionalism, and accountability. Being willing to forgive oth-
ers; working toward the welfare of others; being genuine, sincere, and truthful;
and upholding ethical and legal standards were values held as most important
for those tested. There were no differences based on age for either measures of
benevolence or power, and items relating to social esteem and job security were
associated with clinical competence (10-12).

There are many challenges to the integrity of individual physiotherapists, par-
ticularly when therapists must assess an individual’s abilities and capabilities in
cases involving litigation or return-to-work insurance claims. The potential for
conflict of interest arises when physiotherapists receive additional financial com-
pensation for evaluations of the performance of patients who are currently under
their care. The various colleges of physiotherapy make it clear that the fiduciary re-
sponsibility is always to the patient. Other complications may arise when careless
note taking, imprecise billing practices, or inappropriate commercial enterprise
contradicts the rules of ethical practice. As with all other contemporary regulated
health care providers, the therapist faces severe penalties or loss of license if found
guilty of malpractice or inappropriate methods. Physiotherapists are also obliged
to report competency deficiencies of colleagues to their respective colleges of
physiotherapy (13). Patients need to clearly understand the factors that constitute
ethical practice.

Contemporary health care is optimal when patients understand the qualifica-
tions, capabilities, and organizational restraints imposed on their health care.
Failure to understand the nature of professional autonomy and the demands of
ethical practice may result in experiences in which the patient feels victimized not
only by health problems but also by social structures and the community at large.

The Patient-Physiotherapist Relationship

The relationship between physiotherapist and patient has long been one in
which the therapist functions both as healer and teacher and the patient is the one
who receives the healing and instruction (10). Usually, healing and instruction oc-
curs in agreement with the patient’s goals and desires to achieve both physical and
emotional independence. This relationship is somewhat unique in contemporary
medicine because it fosters the empowerment of patients who may feel a loss of
personal power due to illness and/or injury and the experience of suffering.
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Initially, the main thrust of the relationship is on improving physical abilities.
The therapist and patient discuss the patient’s goals. The therapist offers advice
and assurance that he/she will help the patient achieve these goals if they are
within the scope of ethical practice. A treatment plan is devised and agreed upon.
The therapist tells the patient what he or she must do to achieve these objectives.
Self-efficacy and confidence on the part of the patient are critical to successful
habilitation or rehabilitation. The therapist and patient discuss the significance of
the impairment to the individual’s everyday life. For example, how does the impair-
ment affectjob performance? The responsibility of the patient is to honestly inform
the therapist of any real limitations. Sometimes, in cases of litigation, inaccurate
information is given because patients are afraid to get better because they fear that
their legal case will be compromised. As stated in chapter 6, therapists’ knowledge
of the basic mechanisms of personal injury law helps dispel patient fears. Clearly,
trust is a prime factor in the patient-physiotherapist relationship (14).

In cases of impaired neurological development, the relationship between pa-
tient and physiotherapist may span several years. In cases where there are devel-
opmental delays in children, the whole family is actively involved in the child’s
treatments. The therapist actually has many “patients” other than the child. In
these situations, treatment contracts are complex, involving direct and in some
cultural traditions extended family members. The therapist’s first responsibility is
still to the child. Accountability, in extreme cases, may supersede parental author-
ity and may extend to the authority of the state. Regardless of the circumstances,
the therapist must always advocate for the patient.

Personality traits between therapists and individuals must be compatible. The
patient must be confident that, like all good teachers, when performance does not
match physical and emotional capabilities, the physiotherapist will explore the
reasons why. Unsuccessful relationships usually result when physiotherapists dis-
tance themselves from the personhood of the patient and focus solely on physical
technique, statistical probabilities, and organizational restrictions. Patients need
to feel that the therapist will advocate for them both within health care organiza-
tions and in the community at large and that any personal information given by
the patient will be treated with respect and the utmost confidentiality. To ensure
this process occurs, physiotherapy codes of ethical practice precisely define which
information must be included in patients’ charts. Hospital and clinic charts are
legal documents, and care is taken to ensure that reporting is accurate and does
not cause harm to the patient, particularly in cases involving litigation.

The Physiotherapist and Suffering
Some physiotherapists may feel ill equipped to assist patients with issues of suf-
fering. This may be due to the fact thatas patients give physiotherapists permission
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to physically touch them repeatedly in the course of treatments, perceptions of
intimacy may arise in which individuals reveal considerably more private, personal
information to the therapist than they perhaps would under other circumstances.
Effective physiotherapy involves the challenge of maintaining a professional but
empathetic relationship with patients while also determining what parts of the
stories patients tell actually relate to the nature and effects of the illness or injury
and which ones may be unrelated. Physiotherapists need to be very conscious of
the dangers of incorrectly interpreting patient stories from a psychopathological
perspective. Physiotherapy education addresses these issues, but the management
of suffering per se is not usually part of the physiotherapy curriculum.

Because the thrust of physiotherapy is to restore physical abilities, some thera-
pists feel ill equipped to deal specifically with issues of suffering, which is still
regarded, by some, as either a psychological illness or the secondary component
of pain (15, 16). Further, others believe that if physical performance is improved,
then ideas of self and personhood will automatically follow. This assumption is
notalways true. For example, in cases of severe trauma and disability, the degree of
physical impairment may be so marked that persons may never become the people
they once were. Past ideas of self are lost forever, and self-image is dramatically
changed. The world that the individual once knew no longer exists. In these cases,
issues of suffering are of prime importance and may have a marked impact on
physical therapy treatment outcomes. Failure to acknowledge and address suf-
fering can lead to an escalation of patient complaints and result in impairments
becoming disabilities (17).

Successful rehabilitation outcomes require considerable expertise and maturity
on the part of the physiotherapist if inaccurate labeling of patient behaviour is to
be avoided. Another challenge to be faced is the duality of the person-centered
versus the authority-based medical model approach. Both models have the poten-
tial to do harm in rehabilitation because in each model the health professional is
the person with power and the patient is the subordinate, so the establishment of
trust is of paramount importance. The goal of the physiotherapist is to prevent or
modify disability and restore personhood. Any perception of threat to idea of self
and personhood must be addressed. Exercise for the sake of increasing strength,
endurance, and range of joint motion will be of little value to patients who fear
they will not be able to perform activities of daily living, or work, or pursue avoca-
tional activities.

In chapter 1, we heard the story of Marlene, the young woman who was to un-
dergo dialysis for kidney failure. In her plea for cyberspace help, she justified her
pleas when she said “I used to have dreams. . . .” The role of the physiotherapist is
to help individuals pursue new dreams when pastideas of self and personhood are
irreparably lost. Unfortunately, under current models of care in which the health
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professional “knows best,” conflicts between the patient’s dreams and goals and
the therapist’s goals may result in the patient being labeled as “not accepting his
condition” or being in “denial.”

In spite of the fact that care contracts established between therapists and pa-
tients do allow patients more personal power, physiotherapists always have ab-
solute power in the therapeutic relationship because the patient is the one who
experiences suffering and is vulnerable. The physiotherapist’s validation of the
patient’s perceptions of threat to self and personhood helps the patient develop
timelines in which such issues are the main focus for resolution and determines
the patient’s perceptions of final treatment outcomes. The patient’s suffering is
addressed, while the therapist-patient relationship is still maintained. The fol-
lowing story illustrates the importance of the therapist-patient relationship and
suffering.

THE STORY OF ERIC

Eric was an old soldier in a veteran’s hospital. His lungs had been damaged years ago
when he was in the army. Years of smoking had also taken its toll, and Eric was now in
acute respiratory distress. One day, the head nurse on the ward asked if the physiother-
apist would come, immediately, to see Eric because he was refusing to let the nurses
suction the infected secretions out of his lungs. Clare, a physiotherapist assigned to the
Respiratory ward was young and sassy. Ordinarily, she conducted the morning fitness
class for all the ambulatory patients on the ward. Eric was not one of the “regulars.”

As she entered Eric’s room and approached his bed, Clare was met with swearing
and cursing coming from Eric and the gentle but firm coaxing of the somewhat frus-
trated nurse in charge of his care. Clare introduced herself and told Eric that she and he
were going to get him to cough up his secretions; he responded with another stream
of profanities. Clare, who could “swear like a soldier” herself, responded in kind, and
doing so, she noticed a slight flicker of recognition in Eric’s eyes. It was that recognition
that happens between people when they recognize someone like themselves. Clare’s
empathetic and quick evaluation of Eric was critical because it allowed Eric to see that
his fear and concerns were validated while at the same time being reassured that help
was available. Clare continued with the treatments, and soon Eric attempted to help
her. Finally, he settled down, and the nurse was able to suction the secretions and at-
tend to Eric’s other care needs. Clare left the room telling Eric that she expected to see
him in the morning exercise class in the very near future. Professionally, she was very
worried about Eric because his other vital signs were not good.

Later in the afternoon, the ward nurse called again. This time she said she was calling
because Ericwas insisting that she call the “big mouth” physiotherapist who had helped
him that morning. On the second visit, as Clare approached Eric’s bed she was greeted
with a tired smile, and when the nurse caught Clare’s glance, she winked. At this point
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Eric’s eyes sparkled and the three worked together to help him breathe more easily. In
the first encounter between Clare and Eric, Clare was clearly the person with power. In
the second visit, Eric was in charge. The shift in the power differential between Eric and
Clare helped Eric maintain his idea of self as a competent and powerful person.

In the following days the medical team was able to help Eric further, and eventually,
he was part of the morning exercise class. His new treatment objectives were to be able
to walk to the little restaurant near where he lived and where he usually met his bud-
dies for morning coffee. He and Clare planned a personal exercise program that would
help achieve these objectives. Eventually, the day came when Clare and Eric went for a
short walk outside the hospital grounds, and on return to the hospital, stopped in the
hospital coffee shop for a coffee.

In Eric’s case, the therapist-patient relationship, although somewhat unorthodox,
contributed positively to his health care and is an example of how sometimes unique,
personal, and professional the physiotherapist-patient relationship can be. In crises
when patients believe their lives are threatened, they need to hear “first we are going
to do this” and then “we will work on that,” and most important, “I am not going away,
we are in this together.” Such an approach can be the beginning of patient-therapist
trust. When individuals suffer, some people may respond better to a more formal, sci-
entific, objective approach, but all methods are part of the role of the physiotherapist
who understands the nature of suffering and applies appropriate suffering-specific
strategies to care. Clare, with the help of the nurse, validated Eric’s experience and
empathized and helped restore his autonomy, idea of self, and personhood.

Restoration of idea of self and personhood are important therapeutic objectives in
physiotherapy clinical practice. These objectives can be achieved when the thera-
pist’s role is consistently that of the non-knower and the patient, the knower, is
asked to define whatwill determine success. In most cases of chronic illness and/or
injury this method of care is successful, but when it is not, referrals to other health
care providers are made. The therapist can assure the patient that even though
the referral is made, the physiotherapist-patient relationship remains intact.
Often patients fear being labeled as being mentally ill if they seek help resolving
issues of suffering. If the physiotherapist-patient relationship is very strong, the
physiotherapist may ask the patient for permission to discuss his or her problems
with other health care providers, such as a psychologist or social worker, to ob-
tain advice. If such permissions are not obtained, and advice is sought from team
members without patient consent, the physiotherapist-patient relationship may
be irreparably damaged even though no ethical boundaries have been broken.
Finally, the physiotherapist is also the patient’s advocate in the workplace. Phys-
iotherapists, with permission from the patient, may speak to employers, lawyers,
and insurance company adjusters about the patient’s abilities and limitations
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of physical performance. It is critical that physiotherapists remember that they
are the guardians of the patient’s stories of self and personhood. Physiotherapy
reports must always be free from bias and be relevant only to the problems that
can be addressed by the technical skills of the therapist. The physiotherapist’s
opinions about the validity of the individual’s idea of self and personhood are only
of importance to others if there is a direct connection between these concerns and
the presenting impairment or disability.

The final steps of effective rehabilitation involve the physiotherapist and patient
determining issues that need to be addressed with the help of a social worker to
enable the patient to be integrated or reintegrated into society.

The Social Worker

Historical Profile

Historically, the profession of social work originated in works of charity in
the United States and the United Kingdom and evolved in response to societal
problems that occurred at various times of social change. These changes range
from the upheavals at the dawn of the industrial age to post-World War II social
transformations involving rapid economic growth to the present shifts in soci-
etal norms due, in part, to technological advances. Initially, in the United States
the poor were seen to be a direct threat to the social order, and social workers
became a part of the government policies with a main function of maintaining
the status quo of commerce. In the late nineteenth and early twentieth centuries,
individuals such as Jane Addams and Jessie Taft changed the face of professional
social work as it embraced tenets of social reform and social justice. In medicine,
after the American New Deal policies of 1930, social workers began to address
public health and mental health concerns of both individuals and society at
large (18).

In Britain, hospital social workers were known as almoners, and in 1964 the
Institute of Almoners was renamed the Institute of Medical Social Workers. The
complete amalgamation of social workers and hospital almoners in Britain oc-
curred in 1970. Currently social workers in Britain are members of the British
Association of Social Workers.

Professionalism and Professional Autonomy

Social work demands considerable professional responsibility and autonomy
because it is often caught in conflicts between social policy and the needs of
individuals. In 2000, the International Federation of Social Workers defined
social work as: “A profession that promotes social change, problem solving in
human relationships, and the empowerment and liberation of people to enhance
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well-being. Utilizing theories of human behaviour and social systems, social work
intervenes at the points where people interact with their environments. Principles
of human rights and social justice are fundamental to social work” (1g).

Social workers’ objectives are to address social issues at all levels of life. The
role involves counseling, advocacy of individuals and groups, case work, and the
development and implementation of social policy. Professional accountability is
mandated by professional organizations of social work such as the International
Federation of Social Workers, the National School Association of Social Workers
in the United States, the Canadian Association of Social Workers, and the British
Association of Social Workers. Social workers are responsible not only to their
professional groups but also to the institutions that employ them (20-22).

Because of the broad scope of practice, professionalism in social work has many
challenges. Determinations of an appropriate knowledge base, establishment
of professional boundaries between psychiatry, psychology, and other helping
professions, and determining proper boundaries between worker and client are
key issues. Professionalism in social work may be challenged not only by social
change and reform, but also, by power politics. The complexity of the competing
factors demands that ethical practice in social work be precisely defined.

Ethics in Social Work: Conflicts

The Canadian Association of Social Workers code of ethics states that social
workers are obliged to work in the best interest of their clients. “Best interest”
means that the wishes, desires, motivations, and plans of the client are taken as the
primary consideration in any intervention plan developed by the social worker and
can be changed only when the client’s wishes are documented to be unrealistic,
unreasonable, and potentially harmful to self or others or otherwise determined
inappropriate when considered in relation to a mandated requirement (23).

Social workers’ actions must be taken with the belief that the client will benefit
from the action. Further, the social worker must consider the client as an indi-
vidual, a member of a family unit, a member of a community, and a person with
distinct ancestry or culture. These factors are to be considered in any decision af-
fecting the client.

Others argue that social workers are the custodians of the public values of a so-
ciety and that social workers must guard the moral integrity of that society. Social
workers are involved with social justice issues, access to health care, civil liberties,
and the fair distribution of benefits, burdens, and economic considerations of the
community at large. Social workers must provide accurate information to policy
workers and must be prepared to stand up for what is morally and ethically sound
even if it means sacrificing their job. Social workers are obliged to monitor their
own competence and that of others (24).
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Because social work has a dual responsibility, both to the individual as well as
to the society at large, there is the potential for considerable misunderstanding
of the role of the social worker. For example, in the area of disability, advocates
of the personal tragedy theory of disability view disability as a negative life event
in which individuals require professional and medical assistance. The problems
are viewed as primarily medical and interventions focus on the individual. Others
adhere to the social oppression theory of disability and argue that disability is not
due solely to impairments but also to political inequality. The focus of treatment
interventions are human rights, unemployment, housing, educational access,
and transportation. Some proponents argue that medicine has made individuals
second-class citizens, and a plethora of advocacy groups have arisen worldwide.
These arguments seem to be professional power struggles, the ethics of which are
questionable. When considering the experience of suffering, care must be taken to
ensure that individuals who are ill are not adversely affected by such debates.

Further, postmodern medicine has adopted the view that individuals are solely
responsible for their health, and patients are now commonly referred to as clients
or customers. This change in perspective has important ramifications for the
quality of health care delivery provided to individuals.

Client or Customer?

The issue of nomenclature was previously discussed in chapter 6, which ad-
dresses personal autonomy and power differentials in medicine. When examining
the role of the social worker, the patient/client debate takes on another dimension.
It is sometimes argued that calling individuals “clients” changes the nature of the
fiduciary relationship between the health care provider and the person who is ill
or impaired (25—27).

Clients become objects of political machinations in which their names and cor-
responding illnesses, injuries, impairments, or disabilities are irrelevant. There
is a depersonalization of the person. In some instances, this approach serves the
greater society well. Insurance adjusters may easily deny benefits to a client, and
social workers can quite objectively determine that the client has not adjusted to
his/her disability. If, on the other hand, individuals are considered to be patients,
that is, someone seeking care, such decisions are not made so easily. Patients
have fears and worries that are in common with the fears of the health care pro-
viders. Compassion and empathy become critical outcomes of effective social
work interventions. Because of the duality of the social worker’s role as social
advocate/activist versus professional health care provider, ethical practice in the
profession of social work is of paramount importance and fraught with many
challenges. Few patients are aware of this duality and the potential complexities
(28-30).
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The Social Worker—Patient Relationship

To be an effective consumer of health care services or to be an informed patient is
the social responsibility of all individuals. In health care, itis important for patients
to determine how the social worker defines his or her role. If the social worker visits
an individual based on the policy needs of the health care organization, then expec-
tations are based on social issues rather than the person’s private concerns. In most
hospitals, social workers have a dual role, and informed individuals must have a
basic understanding of the limits and boundaries of this role. Some social workers
do psychological counseling, and others are more concerned with placement, the
practicalities of returning to work after illness or injury, and social fiscal resources.
Often it is the social worker who is the first health care professional to help a patient
determine how to create a new idea of self and explore the possible dimensions of
this changed idea throughout the many aspects of the individual’s life.

Relationships that involve therapeutic counseling are based on trust and mutual
respect. Relationships based on fiscal restraints or policy determinations can be
filled with mistrust and apprehension on the part of the person with a chronic
illness. Sometimes, social workers are also involved with the personal issues of
health care providers, and such relationships are based not only on trust, respect,
and confidentiality but also on the social work code of ethics, which requires so-
cial workers to be vigilant in assessing health care professionals’ competencies.
“In-house” relationships, that is, involving colleagues with whom one works, are
extremely difficult.

The Social Worker and Suffering

Social workers who do personal counseling have the skills to address the many
concerns relating to the perceptions of threat to idea of self and personhood.
Psychotherapeutic assessments and interventions are based on habilitation in
cases of devastating disability, and rehabilitation is the goal in less catastrophic
situations. Issues of mutual trust, empathy, and compassion are in common with
all other health care providers. Special skills focus on determining how to provide
individuals evidence that their stories of suffering are validated. In many instances
of suffering the social worker is the key to helping a person make effective life
transitions. Social workers are skilled in matters of public policy and so are ex-
perts in helping people retrain for new jobs. Social workers assist patients in the
formulation of a new idea of self, and because of their expertise in the machina-
tions of society, they are able to help individuals pursue a new personhood that is
acceptable to the patient as well as the community.

The challenge for the social worker is to find a balance between the practicalities
oflife and the fear sufferers have that they are no longer part of the world they once
knew, in which they felt some degree of competency. Discussions revolve around
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fears of loss of rights, the escalation of responsibilities sufferers have to others in
their lives, and the impact of suffering on family and friends. Social workers can
help individuals find appropriate community resources for financial and employ-
ment concerns and access education and social services such as housing and child
care resources. More importantly, the social worker can help with the emotional
rehabilitation of individuals who now must live in a reality that is unfamiliar and
untried.

The social worker also advocates for those who suffer by acknowledging the
patient’s vulnerability to political exploitation based on fiscal objectives both in
health care organizations and the work place. Often those who suffer are unable
to manage returning to their previous work because they now have a sense of the
futility of human endeavors. Institutions usually do not understand the process of
suffering and the social responsibility of society to those who suffer. Education of
the patient and the community at large is one of the goals of the social worker who
addresses suffering. The social worker can help with the restoration of ideas and
beliefs of self and personhood from a secular perspective and can help individuals
find new ways of navigating prevailing social customs and restraints. Because of
their advanced clinical skills, social workers are able to discern the differences
between sorrow and clinical depression in patients and are able to ensure that
patients receive optimal care.

Often social workers are the greatest clinical resource for achieving the goals of
transcultural health care delivery for those who suffer. This knowledge is critical to
effective family consultations and patient advocacy. Sometimes the social worker
is the only health care provider with whom a sufferer feels comfortable discussing
the meaning of his/her changed life because social workers, unlike chaplains, for
example, are seen to be outside the realm of religious and spiritual dogma. They
are the health care providers who are often the most informed about social policy.
Some patients may want to examine their changed idea of self and personhood
from an exclusively secular, pragmatic perspective and believe that this approach
is only possible with a social worker. Achieving the goals of habilitation and re-
habilitation of individuals with chronic illness or disabilities depends to a large
extent on the structural competencies of social workers and their interactions with
multidisciplinary health care providers.

SUMMARY

This chapter has explored the roles of physiotherapists and social workers and
their roles with those who suffer. The main thrust of the arguments presented is
that patients are better served if they understand the challenges and limitations
of health care providers. With such knowledge, patients have more personal
power and autonomy in matters of their health. The relationships between health
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professionals and those who suffer have considerable impact on patients’ ability
to restore or modify ideas of self and to embrace changed aspects of personhood.
Each health care professional has specific therapeutic skills that will facilitate
effective habilitation or rehabilitation of individuals with developmental impair-
ments, chronic illnesses, and/or chronic disability.

Efficacious, cost-effective health care delivery depends on appropriate referrals,
comprehensive assessments, and relevant and effective treatment interventions.
Successful reintegration of individuals into the community is more likely to occur
when there are realistic expectations of physiotherapists and social workers based
on patients’ knowledge of the health care providers’ specific workplace environment
and the rules and regulations relating to professionalism, autonomy, and medical
ethics. In turn, health professionals must understand the cultural, ethical, spiritual,
and religious orientation of the patient. The expectations of the health care provider
and the patient must be in concert. Suffering does not disappear with the discharge
of the patient from the hospital, but rather may persist for a considerable time. The
cause of suffering may never disappear, but the power of the experience may dis-
sipate so that individuals may, at times, experience the joys of life. The challenge to
health care providers is to be able to recognize suffering as a normal life experience
that may or may not be related to pain and to discern when psychological depression
is impacting on the patient’s ability to restore ideas of self and personhood.

The next chapter deals with challenges patients experience as they reclaim as-
pects of personhood after the experience of suffering. Health care professionals
need to understand that individuals may need further care after discharge from
health care facilities. The nature and prevalence of a wounded psyche and the dif-
ferences between surviving and thriving are explored.

CHAPTER 14 QUESTIONS
1 What is the historical evolution of the profession of physiotherapy in
medicine?
2 What are the key professional values identified by physiotherapists?
What challenges to personal integrity face individual physiotherapists who
treat those who have chronic illnesses?

w

What is the nature of an effective physiotherapist-patient relationship?
What is the historical evolution of the profession of social work?

What are the ethical conflicts faced by social workers?

How does the relationship between the social worker and patient differ
from that of the nurse, chaplain, or physiotherapist who treats individuals

N oy

who suffer?
8 What are the various roles the social worker may play in the management of
suffering?
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15 3 The Wounded Spirit

RECLAIMING PERSONHOOD

The arguments previously presented in this book have focused to a large
extent on factors that are perceived as a threat to idea of self and how health care
professionals may help patients restore their ideas of self and cope with suffering.
Suffering involves a perception of threat not only to ideas of self but also to beliefs
about personhood. Personhood issues involve how patients will manage work,
leisure, family responsibilities, and involvement in their communities. Health
care professionals need to remember that comprehensive care of those who suf-
fer requires an awareness that even when issues impacting on idea of self are ad-
dressed and resolved, the reintegration of those who have experienced suffering
into the community may be compromised because individuals who suffer are
often left with a wounded spirit. Past attitudes in which health care professionals
have labeled patients as “not accepting” their illness or disability are not useful
and contribute to the experience of prolonged suffering. Such labeling occurred
because health care providers did not understand the nature of the concept of a
wounded spirit and its impact on health.

The purpose of this chapter is to outline how restoration of idea of self is vital
to resolving suffering, and how individuals may reclaim their personhood. To
provide effective care, health care professionals must have an understanding of
(a) factors that constitute a wounded spirit, (b) the nature of a wounded spirit in
individuals who suffer because of developmental disorders, and (c) the nature of
the wounded spirit and chronic illness and how individuals may reclaim person-
hood through either paid or unpaid work. The discussion focuses not only on the
challenges individuals face when attempting reintegration into society but also on
the responsibility of the health care professionals. Examples are presented from
patients who have epilepsy, arthritis, or cerebral palsy.

The Wounded Spirit

For those who suffer due to chronic illness, the term wounded spirit refers to the
memory individuals have of who they once were and the knowledge that they will
never again be that person or experience their lives in ways of the past. Dreams
of the future may be drastically altered or nonexistent, and fundamental spiritual
and|/or religious beliefs may be challenged. In North American societies, where
competition and productivity are highly valued social and personal goals, some



individuals with chronic illness who are no longer able to meet previous life objec-
tives may experience feelings of worthlessness. They may feel that they are no lon-
ger part of the greater society. The relationship between dreams and well-being is
important. A popular French entertainer who survived a severe health trauma once
commented that although his health crisis had subsided and life now had a new
rhythm, great sadness was felt because he was still unable to dream of a new future
self. Loss of trust in life and the future is a common state of the wounded spirit.
Sorrow often accompanies past memories of a lost idea of self and personhood.
Sometimes memories of past trauma may trigger feelings of fear and dread. Laura,
the patient presented in chapter 2 whose family died tragically in a car accident
wrote the following about trust and loss.

... Fear of death, disease, and injury,
Now become a fear of another beating rather than a fear of losing
Forallislost. ..

Those who suffer often report living between two worlds. One world is that of
everyday life, and the other is a world they inhabit when past memories of either
trauma or hopes of thwarted ideas of self and personhood are remembered.

... The world becomes quiet at night

A time of restoration, faith that a new day

Will dawn.

Except for those of us who dwell in this hollow place.
For us the night is a time for waiting and enduring.

Sometimes, the wounded spirit is expressed by patients as despair that they will
never establish a new rhythm for their lives.

. .. She tried to put the pieces together to form something new.
Just to see if she could,

Just to see what it would be like.

But the pieces all belonged to someone else

And she was left with bleeding hands . . .

It is important for patients, families, and health care providers to understand
that the resurgence of such memories is “normal” and not an indication of patho-
logical illness. In some instances, soothing a wounded spirit may require the help
of a health care professional. Comfort of the patient is often a neglected compo-
nent of modern health care delivery.

For those who are born with developmental deficits, suffering may never be
related to their impairments and/or disabilities but rather to perceptions of threat
to idea of self caused by societal attitudes. Environmental boundaries and restric-
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tive government pension regulations are factors that may contribute to feelings
of worthlessness and of not being part of the general society. The nature of the
wounded spirit in these cases may be due to difficulties in simply trying to es-
tablish an independent idea of self and personhood. People with developmental
limitations may be so bombarded with their practical limitations that dreams of
self are unattainable luxuries.

One of the themes of this book is to challenge the reader to acknowledge and
understand the experience of suffering in medicine as a unique entity, separate
from and only sometimes related to pain. A second theme is to understand suf-
fering outside the domain of palliative care. Some of the processes involved in
suffering, such as loss, bereavement, and grief match those of the experiences of
death and dying, only in suffering, it is the death of an individual’s old dream of
self and the inability to assimilate into a new and different life. Individuals may
be faced with the realization that they may only be able to survive their suffering,
but not thrive. Surviving suffering in chronic illness entails carrying on in spite of
adversity, while thriving implies the ability to flourish, improve physically, be emo-
tionally healthy, be creative, succeed, and prosper. Whether one thrives or merely
survives is a function of the extent of disability, the personality of the individual,
the personal external support systems, societal environments, and unexpected
future life events. The need to survive and flourish is a desire of the individual, not
the health care provider. It is the responsibility of health care professionals to help
individuals actualize their desires or optimize the inevitable limitations.

Clinical experience shows that everyday life is enhanced when the relationship
between restoration of idea of self and personhood is in balance and the changed
idea of self and new personhood is acceptable to the individual. Sometimes such
equilibrium may take an individual a lifetime to achieve or recognize. Unexpected
current life events may trigger distressing memories of past experiences. Care of
the wounded spirit is critical to achieve the societal goals of preventative medicine.
Patients may again need the help of family doctors, social workers, pastors, psy-
chologists, and sometimes psychiatry. Such occurrences are part of the process of
maintaining the self and personhood after the experience of suffering. Failure to
acknowledge and understand the dynamics of the wounded spirit may result in
incomplete assessment of patient health care problems and an escalation of visits
to physicians. Care of individuals also involves care of the family.

Restoring the rhythm of life after suffering due to chronic illness is compli-
cated. For example, a study of families of patients with end-stage renal disease
who were treated with renal dialysis showed that the family’s strong sense of unity
was correlated with early death of the patient. The authors of this study postulated
that the high level of engagement of the family with each other and the patient may
have resulted in the patient deciding to sacrifice himself to protect the family from

The Wounded Spirit: Reclaiming Personhood 233



further suffering (1). In other studies in which families received family counseling,
outcomes were much more positive. This view was expressed in a study of fami-
lies of individuals with hypertension. Those families who received family therapy
demonstrated a 75% lower mortality (2).

Some of the problems that may arise in families with members who have a
chronic illness are rigid family roles, unclear communication methods, poor
problem-solving skills, blurred power boundaries, and unresolved past family
conflicts. Often the patient may react more strongly to how the family responds to
the situation than to the difficulties of the actual illness (3).

Many who experience suffering in medicine and are left with a wounded spirit
have considerable difficulty healing these psychological wounds. In addition to
the power differentials that exist in the medical system, which, as we have seen,
can contribute to feelings of powerlessness in the patient, family power differ-
entials are often forced to shift due to the chronicity of the illness. Sometimes
marital roles change with the once-dominant person now being in a dependent
role. In single-parent families, the children may be deprived of any parental figure
and may even take on the role of the missing parent. The child faces additional
suffering because his/her idea of self as a child is threatened or lost. In cases where
the family member must be institutionalized, family members may believe that
they have failed to manage or tolerate the patient’s disability. Such families may
undergo much personal guilt and be subjected to the disapproval of others in
their communities. This fact is especially true when families belong to a culture
in which family care of the ill is an important value. In such situations, individual
family members may also experience the sorrow of a wounded spirit.

Systems theory has long argued that if one component of the family system
changes, the whole system changes. In contemporary society, where the concept
of family has much variability based on nonmarital unions, nonbiological ex-
tended families, and multicultural traditions, healing of the wounded spirit is very
challenging. Because of this variability, precise problem identification is critical
to successful problem resolution. To achieve this goal, health care providers have
a useful measurement tool such as the MAasQ, which quickly identifies those who
are experiencing suffering so that suffering as an entity separate from pain is not
overlooked and appropriate care is provided.

To help those whose spirit is wounded, clinicians and the community at large
must recognize that the negative power of past memories of self and personhood
is diminished if those who are part of the patient’s world know that with the onset
of chronic illness or injury individuals may feel that they have become “psychologi-
cal refugees” in a world that is no longer familiar (4). As we have seen expressed by
Laura at the beginning of this chapter, some sufferers believe they no longer fit in
with the people and events of their past life and many struggle with feelings of not
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being “normal.” While people with chronic illnesses or disabilities may soon learn
that being different is also normal, unfortunately, the community they belong to
often does not, but rather views people with chronic illness as broken.

The Wounded Spirit and Developmental Disorders

As ayoung physiotherapist,  worked in a school for disabled children. I made a
point of doing therapy with the children outside the walls of the clinic. We would
practice gait training as we walked along a neighboring street and, weather per-
mitting, sometimes did exercises in a little park next to the clinic. On occasion we
would meet people who made comments about how sad it was that “such a pretty
little girl or charming little boy is so crippled.” Later, the child and I would talk
about the encounter and talk about what to say in response to such comments.
These wee children knew that in addition to all the health challenges they had to
manage, they also had the additional job of educating others so that people might
understand that individuals with physical and emotional limitations were normal.
We talked about the fact that all people have limitations but many of these limita-
tions are not readily visible. While I hope that these “talks” helped these children
as they got older, it became apparent that often the children did not interpret
such remarks the same way I did. Usually, the children’s responses were much
more practical and direct. One little boy replied by saying “my mother said that
I’m not supposed to talk to strangers,” and another little girl was fascinated by
the speaker’s gold tooth and in all innocence asked, “Why do you have that shiny
tooth?” While innocence offers some protection for children, often little attention
is paid to the development of ideas of self and personhood as the child ages. In
medicine, emphasis is usually on physical and emotional capabilities, as these
constructs are related to “acceptable” behaviour and performance rather than to
the development of dreams of self and personhood.

In patients with developmental deficits, grief is often experienced throughout
life, as they continue to realize the extent of their physical limitations and lost
opportunities because of their impairments. They may have to mourn the lost op-
portunities, the loss of what might have been if not for their impairments. They
may be bereaved for considerable periods of time and have periods throughout
their lives when they grieve the loss of what society deems as “normal.” However,
if health care professionals understand the process of suffering as separate from
pain, then perceptions of threat to idea of self and personhood of both the patient
and their families may be repeatedly addressed as the child ages. As mentioned
in chapter 5 in the story of Robbie, the little boy whose mother had dyed his hair
green, health care providers cannot assume that disability implies suffering. Rob-
bie’s ideas of self and self-image were not limited by the restrictions imposed on
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his physical capabilities due to his cerebral palsy. In retrospect, it seems that per-
haps Robbie’s mother was suffering, but instead of exploring this possibility, she
was labeled by health care professionals as being mentally ill, and the possibility
of the impact of suffering on emotional health was overlooked.

In cases of developmental deficits, patients and their families experience suf-
fering. When one member of a family experiences suffering, responses to the
experience affect all the other members of the family. In many instances in which
children are born with developmental and/or genetic disorders, the family unit
does not remain intact. Feelings of intense grief, guilt, and sorrow, when unad-
dressed, may result in dissolution of the family. More research is needed to deter-
mine the impact of these events on health and health care costs.

As children get older they have many other questions about their competency
and normalcy. Physically challenged children have a history of questions and
answers that are addressed over the years that aid in the development of idea of
self and personhood. Families can be helped to understand that in spite of physi-
cal and/or emotional difficulties, their children still have the same psychological
life development tasks to address as non-impaired persons do. Issues of trust,
separation from parents, dichotomies between desires for independence versus
dependency needs are examples of life tasks facing all children. Families need the
reassurance that, although it may take their children longer, they will be able to
achieve the goals of personhood. Independence may simply mean being able to
dress oneself and perhaps attend the neighborhood school rather than a special
private school for the disabled. Many of my former patients that I meet in later
years have assumed the responsibility of educating others simply by the example
of their very productive lives.

Some patients who were severely handicapped children later married and now
have families, hold satisfying jobs, and are active members of their communities.
Others live in supported environments and participate actively within these com-
munities. Much can be learned from those who have experienced challenges from
birth, and much of what we learn comes from welcoming people with disabilities
into our lives in friendship.

The Wounded Spirit and Patients with a Chronic lliness

For individuals whose idea of self and personhood are threatened or changed
due to the onset of chronic illness or injury, the process of integration back into
their community is very different from that of children and adults who are born
with developmental delays or disabilities. The resolution of suffering involves
many experiences that in some ways are similar to the events that occur at times
of death or dying.
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Suffering due to chronic illness can involve the loss of overall health as well as a
loss of strength and mobility. Consequently, patients are bereaved. Bereavement is
the time that a person spends actively dealing with what is perceived as the threat
of the actual loss of idea of self and personhood. Grief refers to the thoughts,
feelings, attitudes, and psychological responses that occur within a person during
bereavement. Mourning involves the public behaviours and ritual expressions of
grief that a society deems appropriate and helpful for a person to practice during
bereavement. Patients mourn the loss of their former idea of self and past activities
and promises of personhood. In the case of suffering in medicine, patients are
often abandoned or further traumatized because society may only accept certain
ritual expressions as appropriate or suitable during this type of bereavement.
Health care professionals may determine that crying and other expressions of sor-
row are indicators of clinical depression rather than appropriate expressions of
grief. Sometimes the patient becomes prematurely labeled with a psychological
illness. Others in the community may determine that such expressions of grief
indicate that the person does not want to accept their changed situations or are
being manipulative for personal gain. It is important to realize that people may
have to psychologically say goodbye to their old dreams of self and all that those
dreams promised. Patients may not immediately know what the new idea of self
will be or how this self will accomplish the tasks of everyday living.

Mourning may be an extended process for individuals with chronic illnesses
because it takes a considerable length of time for health care professionals and
patients to determine whether there will be any further improvement in the degree
of impairment. Further, grief is a very normal response to such losses, and the
memory of the extent of these losses may never be forgotten. The memories may
linger but usually with much less power. At other times, grief may be enhanced as
disabilities become worse due to ageing and/or other health problems that may
arise over time. At best, such memories may fade to the point where they are sim-
ply poignant memories of the past.

The failure of health care practitioners to understand the dynamics of the
wounded spirit, may result in its misinterpretation as a sign of psychological
illness in the patient. The process of unresolved grief in chronic illness often re-
volves around health status and barriers to participation in community life. Work
is central to a purposeful life in many cultures.

The Wounded Spirit: Reintegration into the Community

Work serves many purposes relating to personhood. When people work they
meet other people, they help others in the workplace, and they get to know the self
better. It can be argued that people have a “work instinct,” and work is intricately
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bound to maintaining good health, effective family dynamics, satisfying leisure
activities, sacred religious observation, and ethical participation in a community.

Work provides people with a sense of dignity. Work is perceived as a job, a ca-
reer or a calling. Meaningful work is said to involve doing something that (a) has a
social purpose and contributes to society, (b) has an element of moral correctness,
(c) is enjoyable, at least in part, (d) provides one with a degree of autonomy and
recognition for skills, and (e) provides the worker with the opportunity to have
good relationships with others (5). Work allows one to excel and to exercise intel-
ligence, imagination, and skill, key factors of personhood. It can be argued that
some contemporary managers view workers as resources, and this attitude not
only harms the individual but degrades society as a whole (5—7). If the thesis of
work as a determinant of good health is accepted, then what is to be said of those
whom society perceives as not working? How does the lack of recognized work
affect the health of those who are retired or the elderly? What effect does work
have on health when the above criteria of meaningful work are not possible? How
do individuals attain a sense of self-worth when abilities and opportunities for
meaningful work are not possible? (8).

As we have seen, those who suffer because of illness or injury do work; that
is, they do something meaningful and useful in society. They work to preserve or
maintain their idea of self and personhood. They work to find a new central pur-
pose in life. They work often not merely to survive but to contribute. They work to
resolve interpersonal discord with others and they work to overcome self-conflict.
Resolution of these tasks enhances the quality of the individual’s life and curbs
health care expenditures. Clearly, these activities meet the criteria for work.

It is not only health care providers who have difficulties understanding the pro-
cess of suffering as distinct from pain or the nature of the wounded spirit. Society
atlarge often fails to understand suffering outside the contexts of palliative care or
religious and spiritual teachings. Individuals and communities often fail to recog-
nize how the law and spiritual and cultural traditions affect those who suffer. As a
result, those who suffer may be seen to be the creators of their own misfortune and
as a fiscal liability to society. In medicine, viewing suffering outside such constructs
not only enhances the health status of patients but may also result in a decrease
of pain. Much more research in the fields of biological and sociological science is
needed to test these hypotheses. It is also critical to understand suffering from the
perspective of personhood, particularly in the habilitation and rehabilitation of
those with chronic illnesses or disabilities. My research team explored the concept
of work. The results revealed the following information.

In our initial study (6) about suffering in chronic illness, a group of 81/122
patients, who had arthritis for a mean duration of 10.86 + 11.14 SD years were
assessed. Their mean age was 60.27 + 13.35 SD years and 29% of the people were
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taking antidepressant medication. On admission to a day hospital program, 77%
of'the patients were very concerned about how they would manage life in the future.
On discharge, only 45% had this same degree of concern. In these cases there was
little or no change in the degree of impairment. The greatest change was that all
people had an exercise program involving group and individual participation and
access to the health care team as needed. People cared about them and rewarded
them with praise for their efforts.

Patients also reported that life would be very difficult if their present support
system was not available but most patients believed they would cope. People said
that they would adapt to whatever change demanded. While most patients believed
that others expected them to do their best, they sometimes felt more was expected
than was possible. Many individuals also reported that they believed that others
wanted them to be the same as they were in the past. Patients also wanted to be
the same as they had once been. Often expectations of what constituted “doing
my best” were different between patients and others. Patients wanted to be self-
reliant, independent, and active. Only a very small number (less than 2%) did not
have any expectations of themselves, most people expected “a lot” from them-
selves. When patients were asked how they saw themselves in the future, most
people envisioned having their families and other supportive people around them.
Again, many wanted to be active and independent and enjoying life.

An important finding was that nearly 50% of the people who on admission to
the day hospital program said they feared becoming disabled did not have that
fear on discharge. Aging was another concern, as was the belief that individuals
would not make any further gains in rehabilitation. A few people said they had
no thoughts about the future. Other issues of concern that were identified were
loneliness, inability to work or return to work, financial stability, and self-image.
Males were significantly more concerned that they would not be able to manage
alone. Pain was not identified as a major issue by males or females. Clearly, there
are many factors that contribute to prolonged suffering and result in a wounded
spirit. Because of the advanced age of those studied, work consisted primarily of
self-maintenance. In many cases, health care providers and health care systems
become an intrinsic component of an individual’s community life.

In younger people, the issue of work defined as doing something useful or
meaningful in society is also of considerable concern. In a group of 113 people
with epilepsy whose mean age was 41.56 + 11.42 SD years, 43/113 were seizure free.
Fifty-five (55/113) were diagnosed with complex partial seizures, 52/113 had tonic-
clonic seizures and 6/113 were not classified. Fifty-six (56) individuals worked
outside the home and 57 did not. Of those who worked, 12/56 had more than one
seizure per month, 43/56 were seizure free, and in 1/56 case seizure frequency was
unknown. Of those who did not work, 29/57 had more than one seizure per month,
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24/57 were seizure free, and in 4/57 cases seizure frequency was unknown. None
of the patients were on antidepressant medications. All were on anticonvulsant
polytherapy. Of the total group, 49% had multiple medical disorders and 45% only
had epilepsy. Nineteen percent (19%) of the people lived alone, 4% had no family
contact, 36% had no formal job training, 35% were trained on the job, 50% cur-
rently had a paid job, and 80% of those with a paid job worked full time. Of those
with a paid job, 52% were female. In total, 56/100 worked for monetary compensa-
tion. Thirty-five percent (35%) were on a disability pension, but of those with pain
only 45% received a pension. Total suffering scores were significantly higher in the
nonworking group as were measures of pain. Items that assessed self-efficacy or
self-confidence were greater in those patients who worked. Reasons for the above
results were explored further. The first issue was to determine if there were work
belief differences between those who worked and those who did not.

Those who did not work were more likely to believe that one had to work to be
considered “normal.” They believed that their families did not want them to work
outside the home for fear of sustaining injuries or injuring others. This concern
was particularly true with female respondents. Males were more likely to believe
one had to work to be considered “normal,” and potential pension loss was of
greater concern to males. Nonworkers also believed that they did not have enough
education to get a job and could not get transportation to and from work if they
did get work. They also believed that they would not be able to take their medica-
tion on time if working, and they were very concerned that they would lose their
pension benefits if they had a job. They believed that seizures would negatively
affect job performance. Nonworkers also believed that not having a job was the
only barrier to independent living, while those who worked generally did not hold
this view. The inability to work is a factor contributing to the development of a
wounded spirit.

The resolution of suffering depends not only on restoration of ideas of self but
also on the ability to structure or restructure issues of personhood. The examples
above show that thriving after suffering is enhanced if individuals (a) have good
family support, (b) work outside the home, (c) believe others care about them,
(d) have a community of which they are a part and, (e) have confidence (self-
efficacy) in their abilities. Individuals with disabilities or severe impairments who
work are only allowed to earn a small amount of money before their disability pen-
sions are decreased or terminated. These government rules are often insurmount-
able barriers to independent living. In the group of arthritis patients, many had
such difficulties. Most people were unemployed either because of age or disability.
Loss of loved ones, separation from family, and job loss due to retirement were all
key factors of prime concern to health providers rehabilitating the elderly. Further,
most of the elderly patients in the study were diagnosed with clinical depression
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and were managed with drug therapy. There was no evidence that the issue of a
wounded spirit had been considered (g).

SUMMARY

This chapter explored the nature of the wounded spirit and factors that relate to
the reclaiming of personhood after debilitating chronic illness or injury. The con-
cept of a wounded spirit was briefly explored from the perspectives of individuals
born with developmental limitations and those with acquired disabilities due to
chronic illness. The reintegration of individuals with epilepsy into their commu-
nity showed that work is a critical factor contributing to an individual’s positive
idea of self and the attainment of personal power (6, 8). An exploration of work
indicates that work does not simply involve payment for tasks performed. Work
occurs anytime someone does something that is useful and meaningful in society.
In chronic illness, maintenance of the self and personhood benefit society from
the perspectives of both social ethics and fiscal expenditures. Examples of work
and work beliefs were presented from two distinct populations of persons with
chronic illnesses. Results from a group of older patients who had arthritis were
contrasted with a group of younger individuals with epilepsy. Many of the patients
with arthritis were taking medications to treat depression. It may be that many
people who were diagnosed as having clinical depression were actually expressing
their suffering through sorrow and sadness.

In contemporary society there is much concern in the popular press about the
over prescription of medications to patients, particularly the elderly. Understand-
ing the differences between the process of suffering and the expression of the
experience of suffering may help address this problem. Not only do many health
care providers see suffering as a secondary component of pain, some also see sor-
row, one of the expressions of suffering, and clinical depression as one and the
same psychological illness. One of the major challenges to surviving suffering is
the failure to understand the distinctions between sorrow and clinical depression
and the impact of fear, anxiety, and loneliness on those who suffer. The follow-
ing chapter addresses these issues and shows the power of human creativity to
overcome these obstacles.

CHAPTER 15 QUESTIONS

1 Whatis the nature of a wounded spirit?

2 How do the challenges to restoring idea of self and personhood differ
between those individuals who have developmental disabilities and those
with acquired impairments or disabilities?

3 What is the nature of bereavement, grief, and mourning in individuals who
suffer because of chronic illness?
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4 How do individuals with developmental disorders experience bereavement,
grief, and mourning?

5 What role does “work” play in the resolution of suffering?

6 What familial dynamics may contribute not only to suffering but also to its
resolution?
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16 ) Surviving and Thriving

Research confirms clinical observations that suffering and pain are sepa-
rate and only sometimes related phenomena. In medicine, suffering is defined
outside the context of, but not in opposition to, religious, spiritual, or political
teachings. Suffering is a perception of threat to idea of self and personhood and
has distinct and universal characteristics, the expressions of which are personal
and idiosyncratic. In clinical practice, failure to make the distinction between the
process of suffering and the personal expression of the experience can lead to the
development of chronic health problems and even disability.

The influences of religious and spiritual teachings, medical and legal discourse,
cultural traditions, and the conflicts between demands of psychological develop-
mental tasks across the life span are examples of the myriad factors contributing
to the experience of suffering. Key issues of concern, as determined from studies
of over 300 patients with chronic illnesses such as arthritis, epilepsy, migraine
headache, and spinal cord injuries, centre on the degree of concern that patients
have that their illness or injury will have a negative effect on the challenges of age-
ing, their relationships with a partner, children, friends, personal life goals, work
beliefs, job performance, and community involvement.

The importance of understanding the language of suffering and its relevance
to patient power and autonomy has been shown, and strategies for care demand a
multi- and interdisciplinary approach. Measures of suffering need to be included
in patient assessments, and suffering-specific treatments are needed for optimal
patient care as well as cost containment in health care delivery. Suffering is a life
experience that impacts significantly on health and is a concern for all health care
practitioners.

As we have seen in previous chapters, there are many societal beliefs and atti-
tudes that can contribute to or escalate suffering. Failure to differentiate individu-
als’ idiosyncratic expressions of suffering from mental illness also has adverse
effects on health and well-being.

The purpose of this final chapter is to (a) delineate common misunderstand-
ings of the differences between sorrow and depression and between depression
and suffering, (b) discuss the influence of fear, anxiety, and loneliness, and (c) il-
lustrate how facilitating personal creativity can help overcome these obstacles to
surviving suffering and restore personal power.



Obstacles to Surviving and Thriving

Sorrow and Depression

The process of surviving suffering is a profound life experience, and many of
the fundamental tasks essential for personal survival have been explored. We have
seen that suffering is a much neglected and misunderstood concept in medicine
because suffering is often related to pain but hardly ever considered in its own
right. Suffering and sorrow are sometimes perceived as one and the same phe-
nomenon. In the care of individuals with chronic illnesses, differentiation between
the construct of suffering and that of sorrow is valuable. Sorrow is an expression
of profound sadness, unhappiness, mournfulness, ruefulness, grief, heartache, or
bereavement. It is a profound response to adversity that occurs in the human life
experience. Even though patients who experience sorrow may have considerable
difficulty managing everyday tasks, the element of hope that events will improve
is not totally lost (1).

During the process of suffering, individuals may experience all or none of these
phenomena in response to a loss of central purpose in their lives or because of
impaired interpersonal relationships and feelings of self-conflict. Suffering and
sorrow may erroneously be thought to be one and the same, but suffering is an
experience to which sorrow may or may not occur as a response. Sometimes, sor-
row is further mislabeled as clinical or major depression, but psychologists clearly
identify clinical depression as a disease (2). While such classifications may be use-
ful to science, the stigma of mental illness persists in contemporary society and
may negatively impact not only on an individual’s identity but also on ideas of self.
One challenge to contemporary psychology/psychiatry is to accurately differenti-
ate “normal” sadness or sorrow from clinical depression.

Depression has many meanings in contemporary society. Generally, depression
is a term used when individuals have a pessimistic sense of inadequacy in which
there is a despondent lack of activity as well as an accompanying loss of interest or
pleasure in normal activities. In medicine, clinical depression is a mental disorder
and is currently understood to be characterized by a broad spectrum of symptom
type, severity, and course of illness. It is generally defined as “a disease with char-
acteristic affective, cognitive and vegetative complaints which has a typical course
and predictable response rate to treatment” (3). Symptoms and signs vary across
the life span, and clinical depression is often associated with other physical and/
or psychological conditions. The syndrome of depression includes both psycho-
logical and somatic symptoms (3—7). The diagnosis of clinical depression carries
with it a social stigma as do various types of chronic illnesses such as epilepsy and
other types of physical disability. Health care providers should not add to patients’
health care burdens by incorrectly labeling sorrow as clinical depression.
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Suffering is a normal life experience, not a disorder, and is defined as “a state of
severe distress associated with events that threaten the intactness of the person”
(8). This process of suffering continues until the perceived threat is removed or
the integrity of the person is restored. Clinical depression falls within the medical
dichotomy of mental vs. physical disorders.

Depression and Suffering

Suffering is a life experience in which there is a perception of threat to an indi-
vidual’s dream of self and how the individual believes he/she should behave in the
face of adversity. Individuals who suffer lose their sense that life has a central pur-
pose, and they experience considerable self-conflict and impaired interpersonal
relationships. In chronic illness, some cases of prolonged and unrelieved suffer-
ing may lead to clinical depression and a failure to thrive if the patient believes
that he/she is no longer able to be part of the community and has no emotional
support from family or friends. In clinical depression, a variety of symptoms may
occur that reflect a sad and/or irritable mood. Health care professionals label these
symptoms as clinical depression when they deem them to have exceeded normal
sadness or grief and the quality of the experience of depression is moribund in
nature. That is, the individual has a feeling that he/she has little or no internal
vital force left within the body and/or mind; there is no hope. Depressive signs are
characterized not only by negative thought but by marked neuro-vegetative signs
that indicate that there are changes in the brain causing a profound decrease in
normal activity and engagement in life. Unresolved clinical depression may result
in a failure to survive.

When considering the conceptof thriving as opposed to surviving, itis important
to understand the differences between suffering and clinical depression. There are
many theories of the etiology of clinical depression. The literature reveals several
theories dealing with biological factors such as neurotransmitters, hormones, and
biological rhythms as well as genetic predisposition, environmental influences,
and developmental events (5). Clinical depression is said to be multifactorial and
is influenced by a combination of events such as life stressors and lack of social
support. While those who suffer may also have life stressors and lack social sup-
port, the process of suffering is unique because suffering involves a perception
of threat, and it is the patient, not the health care professional, who determines
whether suffering is occurring or not. The expression of both suffering and
clinical depression may be culturally bound, but the nature of the experiences is
different (5—7).

Suffering may originate from any circumstance that the individual perceives
as a threat to any aspect of his/her person. Threats originate from events that
have an intense personal meaning to the individual and that the person labels
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and interprets as life threatening. Such perceptions of threat are highly personal.
The same event can elicit different thoughts, emotions, and actions in different
individuals. What causes suffering in one individual may be inconsequential in
another. Paradoxically, in medicine, suffering can arise from the onset of disease
as well as from treatments if individuals perceive these events as impacting on the
wholeness of the person. Due to the vast and encompassing nature of suffering,
anyone who is aware of themselves as an individual, a person, experiences suffer-
ing at some point in their lives. Conversely, not everyone will have an episode of
clinical depression in their lifetime, despite biology, culture, or environment.

There are also significant differences in the diagnosis of suffering and depres-
sion. While both suffering and depression are subjective experiences, they are
diagnosed in very different ways and by very different experts. When dealing with
depression, medical nosologies such as the American Psychiatric Association’s
Diagnostic and Statistical Manual (currently DSM-1v-TR) or the World Health
Organization’s International Classification of Disease (ICD-10) are used. At least
five of the following symptoms must simultaneously present for at least a period
of two weeks to make a positive diagnosis. They are: depressed mood, anhedonia,
loss of energy, loss of confidence or self-esteem, sleep disturbances, change in
appetite, negative self-concept or guilt, difficulty in concentration, psychomotor
agitation or retardation, and suicidal ideation. The subjective character of the
diagnosis of clinical depression stems from the fact that there are no physiologi-
cal tests to firmly indicate a biological disorder, but rather symptoms serve as the
criteria for diagnosis. The diagnosis of depression is usually made by a physician,
be it in primary care or by a specialist in psychiatry or psychology.

Determinations of suffering, on the other hand, are made by asking the expert,
who in this case is the patient. Although some injuries, losses, or threats seem
to be universal, they are still experienced by individuals in a particular place and
time. Because one can only have indirect knowledge of another’s suffering, the
causes of suffering are idiosyncratic and cannot be anticipated. Currently, there
are no biological markers and no formal diagnostic criteria (8, 9). The diagnosis
of suffering is further confounded, as we have seen, by a lack of understanding of
the language of suffering and the expectations of the nature of suffering in con-
temporary society.

Experts in the field (10) argue that it is necessary to have a deep understanding of
patients as individuals if one is to grasp and relieve their suffering. Until recently,
no systems or tools were available to help the clinician quickly identify those who
suffer. A tool entitled the MAsQ (Measuring and Assessing Suffering Question-
naire), discussed in chapter g of this book, has been developed to facilitate the
recognition of suffering in patients with chronic illness or disabilities. The use
of tools such as the MAsQ not only facilitates the identification of suffering in-
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dividuals by clinicians but also overcomes counteractive mechanisms sometimes
utilized by patients who try to manage their own suffering.

Depression then is a mental disorder diagnosed by an expert clinician based
on the signs and symptoms of patients. While suffering does have universal
characteristics, it is a process that is diagnosed by the person who experiences it.
Treatment objectives for depression and suffering are vastly different. While the
construct of depression is more elaborately defined than the experience of suffer-
ing, the treatment of depression is more straightforward.

Conventional treatments for depression include pharmacology, psychotherapy,
or a combination of both. There are myriad alternative treatments including ex-
ercise, acupuncture, massage therapy, yoga, transcranial magnetic stimulation,
homeopathy, and vitamin therapies. These interventions vary in their degrees of
success and relapse depending on the nature of the depression. Treatments are
aimed at physiological, psychological, and environmental factors thought to be
involved in the etiology of depression. In severe cases of clinical depression, the
main treatment objective is survival rather than thriving. Many long-term drug
therapy regimes inhibit patients’ attempts to thrive because of drug side effects.

In essence, suffering is relieved when the nature of the perceived threat and its
impact on the person is known. When the threat is removed or replaced in im-
portance, suffering is resolved. For example, a dance instructor who is disabled
because of severe arthritis may suffer not only because she believes her body is
unattractive because of joint abnormalities caused by the disease but also because
she is no longer able to dance professionally and consequently unable to earn a
living. If health care providers listen to the story of her fears with “empathetic
attentiveness” and engage in her attempts to restore her idea of self using “non-
discursive thinking,” the patient may be helped to recognize elements impacting
on her integrity and find a resolution to her suffering (10). We have discussed
potential suffering treatment methodologies in considerable detail in previous
chapters. Often patients who suffer are helped by simply assigning meaning to
past behaviours or beliefs, while for others, a deep spiritual transcendence occurs.
In the example of the dancer with severe arthritis, she may discover that she is
more than her physical body. She might realize that throughout her life friends
always commented on her infectious laugh and beautiful smile. Remembering
that children always love her and gravitate to her mischievous personality and ac-
knowledging her gifts of being an excellent teacher might help her resolve suffer-
ing. She may need professional assistance as well, and speaking with her doctor
about using a variety of methods to modify pain may be of value. The patient might
decide to teach children to dance as a way of restoring the central purpose of her
life. In the process of determining a new purpose for her life, this individual might
be able to restore past interpersonal relationships and learn new ways of relating
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to others. Issues of self-conflict may be restored by recognizing the full dimension
of her idea of self rather than focusing solely on the idea of a physically beautiful
dancer. This example shows how individuals who suffer can pass through stages
of surviving as a person to thriving.

A challenge for health care providers is to recognize that suffering is not depres-
sion or pain but a distinct entity with universal measurable characteristics. Suf-
fering may, in some cases, be directly related to pain, and in these situations pain
control is the first priority of treatment. Prolonged unresolved suffering may lead
to clinical depression, and in such cases immediate psychological and/or psychi-
atric care must be implemented, but many health care providers question whether
what is labeled by patients as depression and/or pain is often actually unrelieved
suffering. While injury to personhood can be expressed by a range of emotions in-
cluding sadness, anger, and depression, the affect, that is, the outward expression
of injury, is not the injury itself. Because of negative societal attitudes towards de-
pression, individuals labeled with this problem may experience a profound stigma
attached to their identity. They become known as “Mary, who is mentally ill.” The
challenge for such individuals is to not incorporate pathology into their idea of
self. Patients are more than their symptoms. Recognition of the power of stigma
is important because in some cases depression in chronic illness may actually be
suffering that has not been addressed. Failure to understand the differences be-
tween clinical depression and suffering may affect the integrity of the person who
still has inner unresolved conflicts. Clearly, differentiation of suffering as distinct
from depression is critical to the effective health care management of individuals
with a chronic illness or disability.

Fear, Anxiety, and Loneliness

When people survive suffering they may be left with a wounded spirit, and
thoughts and feelings about old disappointments and sadness over lost dreams
may resurrect. Surviving suffering demands an ability to restructure the idea of
selfand personhood and the ability and opportunity to reintegrate into the general
community. Considerable courage is required to overcome the fear and anxiety
generated by suffering in chronic illness. Not only do patients have to retrain their
body to perform tasks in a variety of different ways, they must readjust every aspect
of their life. The process of resolving suffering may involve times in which patients
experience a great deal of fear and anxiety and times when they fear being over-
come not only by a personal sense of loneliness but also the existential loneliness
common to mankind. The question then arises as to how health care profession-
als may be of further assistance.

Individuals with unresolved suffering may believe that they are committed to
a life in which they are cursed or helpless victims. To some clinicians, the idea of
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being cursed connotes primitive beliefs about witchcraft or the occult, and vic-
timization may be interpreted by psychology as “catastrophizing” (5). Dismissive
negative judgments about the patient’s mental health capabilities may be made by
health care professionals when individuals hold these views. Such professional at-
titudes seem incongruous when nearly every spiritual and religious tradition in the
world acknowledges the existence and power of personal beliefs on health. Failure
to know the patients as whole persons may result in an escalation of suffering
because individuals have no one that can be trusted with their worries and fears.
Consequently, patients are often lonely for someone who understands their fears
outside the context of professionalism. There is profound longing and loneliness
for simple human compassion and kindness over scientific expertise. Patients are
lonely not only for the lost self but also for their lost world. Health care providers
can help patients by simply sitting and listening, often to the same story being
told over and over again. Understanding the need to blame someone or something
for the patient’s predicament is critical to the resolution of suffering. Eventually,
with compassionate care, the individual realizes that sometimes bad things just
happen and no one, especially the patient, is to blame. Sometimes patients are
terrified that other catastrophic events will continue to follow the advent of illness
and disability. They wait for the next bad event. A comforting presence and the
simple reassurance that these fears are not uncommon and that both the clinician
and patient will work together no matter what the future holds can make all the
difference. Failure to address the fear and anxiety patients experience may result
in further deterioration of health. Again, talking about the fears and taking ac-
tion, perhaps through exercise or creative acts of writing about concerns, will
help manage fear and anxiety. It is of considerable value if clinicians can, at times,
relate their own personal experiences of fear and anxiety to patients and show how
these issues can be resolved.

Individuals may also experience much anxiety due to conflicting cultural, re-
ligious, and social beliefs that they once held about their idea of self. While we
have explored the ways various spiritual traditions address suffering, we have not
addressed the belief of some that suffering is a life experience with an intrinsic
value in human existence.

Some individuals may believe that their chronic illness or disability is a punish-
ment or a curse from God for past bad behaviours, while others may believe that
their suffering will bring rewards in an after life. Patients who hold these views
may be overcome at times with a fear that their beliefs are false. These beliefs must
be heard and respected. The role of the clinician now includes giving patients a
“scientific blessing,” which involves helping them understand that they are not
responsible for their illness or disability. The probable scientific factors leading
to the chronic nature of the illness or disability must once again be explained.
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Health care professionals can reassure patients that all people experience these
fears from time to time. Special psychological techniques used in stress manage-
ment classes can help individuals regain a sense of control over their body, mind,
and emotions.

When suffering is unresolved, clinicians must often reestablish new personal
bonds of trust with patients, based on respect for patients’ spiritual/religious
beliefs, even if those beliefs are not values acknowledged by medicine per se.
Kindness and compassion supersedes scientific expertise. Reassurance of the
individual’s worth as a human being and the uniqueness of the person as an indi-
vidual may be of considerable value in assisting the patient’s management of fears
and anxiety about surviving suffering. Health care professionals must also have
the courage and ability to acknowledge their own existential fears and to share
their feelings and ideas with their patients while still maintaining a professional
relationship. Patients must know that the bonds of trust between them and their
health care provider will not be broken.

If we recall the story of Marron, the young woman who believed that she needed
to go to a tribal medicine man to obtain a charm to protect her from a curse that
she believed had been place on her, we remember that acceptance of that practice
by the health care team was pivotal in her successful physical and emotional reha-
bilitation. Health care providers need to be open to the beliefs and cultural tradi-
tions that may be unfamiliar or contrary to the beliefs of the health care provider.
Effective health professionals are willing to work with patients and families when
beliefs are outside the usual boundaries of medicine (g).

To assist clinicians in achieving this goal, accurate objective clinical notes are
required. Some professionals, such as nurses and chaplains, also do reflective
journaling in which they document not only what individuals say verbatim but
also what the health professional determines is the meaning of this information.
Further, clinicians may choose to seek personal advice from their colleagues in
social work, psychology, psychiatry, and chaplaincy when there are deep conflicts
between patient and clinical beliefs. Reflective journaling also can assist the clini-
cian to be sure that he or she is understanding the nature of the patient’s story and
to confirm troubling elements with the patient on subsequent visits.

Therelationship between the patient with chronicillness and the health care pro-
vider may persist intermittently over the lifetime of the patient. Profession-specific
problems will be addressed over the years. The issue of suffering may never arise
again, but health care providers must always be on the alert for the reoccurrence
of further suffering. Early detection depends on simply knowing the patient as a
person, a factor sometimes forgotten in contemporary medicine, where success-
ful treatments are determined by changes in technological tests rather than on the
quality of health of the whole person. All of medicine’s efforts to help with the
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resolution of suffering are in vain if an individual’s creative impulse to survive and
thrive is not respected and acknowledged.

Thriving after Suffering: Creativity and Power

Creativity is often thought of in terms of artistic abilities, but there are many
fields of medicine, such as art therapy and cognitive behaviour therapy, that use
the inherent creative impulse within all human beings as both a diagnostic and
a therapeutic tool. When the health goal is to thrive rather than simply survive,
imagination and intuition may serve patients well. Nearly every physiotherapist
knows that complete rehabilitation of patients with chronic illness or disability
involves more than improving physical performance. Rehabilitation is also a pro-
cess in which the patient’s creative abilities play an enormous part. For example,
the most effective adaptive equipment has come about because patients with dis-
abilities have discovered creative ways and methods to solve the myriad problems
associated with activities of daily living. Many of these “discoveries” have been
incorporated into commercial devices. The ability of patients to restructure ideas
of self and create new lives and careers is remarkable. Because many associate cre-
ativity solely with artistic competence, the ability to thrive after suffering demands
a clear understanding of the construct of creativity outside the parameters of the
fine arts.

Much scholarly work has been done in the field of mental health and creativity,
but much more work is needed in the area of creativity in everyday life, particularly
with those who suffer after chronic illness. Definitions of creativity vary but gener-
ally include the idea of mental and social processes that generate new ideas or
concepts or new associations between existing ideas or concepts. This process
is thought to be driven by conscious or unconscious insight. Everyday creativity
can be defined as “products, ideas or behaviours produced or occurring in day-
to-day activities that are characterized by originality and their meaningfulness to
others” (10, p. 620). In the area of social science research, creativity is seen to have
four domains. They involve the creative process per se, which includes cognitive,
behavioural, and environmental factors. Further, to be creative, one must have
skills in a particular area and must have ideas or behaviours that are produced as
a result of everyday occurrences and that are original and meaningful to others.
The last component is that individuals must be open to being imaginative and
intuitive and have the personality traits that permit them to act upon their creative
impulses (11, 12).

When exploring unresolved suffering and/or the nature of the wounded spirit
in those individuals who for the most part have survived suffering, emotional
creativity is an issue that requires much more consideration and study. Highly
creative people are said to be individuals who are able to recognize patterns of
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behaviour and events from the world around them and make connections between
these events. Creative people are thought to be flexible thinkers who take risks and
are open to challenging assumptions. Further, they are able to take advantage of
chance events and see issues in new ways. These are qualities that are essential to
the resolution of suffering. Factors such as personality, motivation, and cognitive
style can also influence creative performance in everyday life.

To thrive after suffering from chronic illness, individuals must be able to define
and redefine their problems and be able to choose appropriate strategies to resolve
their difficulties. Individuals must be able to have insight into the fullness of prob-
lems (13-16). Some patients who survive suffering do not have enough insight to
be able to deal creatively with everyday life, and they require assistance from health
care professionals, family, and the community at large. Sometimes patients are
put on drug therapy regimes that severely impact on their insight and awareness.
In such cases, individuals may require help to be in touch with reality and make
sense of the world around them in order to live fully. Creativity also demands an
ability to be able to find more than one correct solution to a problem. Health care
providers who have a sincere respect for individuals as whole persons may assist
patients in clarifying issues throughout the course of normal conversations that
occur during treatment sessions.

Family therapists have identified barriers to the creative process (17, 18). Indi-
viduals who have experienced suffering due to chronic illness may have a profound
fear of failure, particularly if they believe they are “cursed” or are to blame for their
illness. Patients who are unable to recognize their emotional, intellectual, and in-
tuitive strengths or the strengths of others, particularly family members, may have
difficulty finding creative ways of managing health-related life problems. Some
people may be fearful of appearing silly, and others may not be able to change old
ways of living, even though those ways may no longer work. Some patients may
have difficulty accessing their imagination, but with the skilled help of profes-
sional health care providers, they may do so and may also access other personal
resources. Societal factors such as stigma and stereotyping based on health status
are also factors that prevent those who suffer because of chronic illness from find-
ing creative solutions to everyday life challenges. In our exploration of suffering in
individuals born with developmental delays, it is evident that individuals can learn
to counteract overt stigma. Many patients overcome barriers by joining self-help
or advocacy groups that work on behalf of disabled persons.

Throughout this book, we have seen the many challenges to the care of those
who suffer. Effective health care delivery depends, first, on an understanding of
suffering as an entity separate and only sometimes related to pain and, second, on
developing the interventions to foster the habilitation or rehabilitation of those
who suffer because of chronic illness or disability. Finally, the challenge of modern
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medicine is to provide client-centred, cost-effective health care within a context
of respect and honor for the diverse beliefs and practices of individuals and the
demands of contemporary society. If health care professionals recognize suffering
as an entity separate from pain and acknowledge its impact on health, patients
may not only survive the experience but also flourish and thrive. The stories and
creative expressions of Robbie, Marron, Laura, Mr. Whitehead, and Marlene have
confirmed the belief that both the art and science of medicine must be applied to
help those who suffer manage suffering and enhance health.

SUMMARY

The failure to understand the differences between sorrow and depression can
hinder the restoration of personhood and act as a barrier to the successful reso-
lution of suffering. This chapter explored the issue of unresolved suffering and
the expanded role of the health care provider with emphasis on the differences
between the ability to survive and the desire to thrive. The inability to discern
between sorrow and suffering and misdiagnosing sorrow as clinical depression
lead to failure to survive and thrive after suffering. Fear, anxiety, and both personal
and existential loneliness are also factors that hinder the resolution of suffering.
Respecting individuals’ religious, spiritual, or cultural beliefs about suffering and
the rewards of exploring these issues with patients when there is a solid trusting,
respectful relationship between health care provider and patient were discussed.
Beliefs that suffering is caused by being cursed or because of past misdeeds may
be driven by the fear that the person is no longer a valued member in the family
or greater society. Individuals may have become “poor Harry” or “heroic John”
rather than “my dear friend Harry” and “my clever friend John.” The natural
human creative impulse may assist people in restoring their sense of personal
power and devising methods by which they not only survive but thrive after
suffering.

Optimal care depends on the ease with which individuals are reintegrated into
society. In addition to a direct “hands-on” approach to care, health professionals
can encourage their respective professional organizations to not only protect the
general public by ensuring its members are licensed but also inform the public
of the need to understand the relationship between suffering and health. Pro-
fessional colleges can also support patient advocacy groups and provide public
education about the capabilities of those who are disabled or those who are living
with chronic illness, and about the nature of suffering and the wounded spirit. In
the past, such attempts have been presented from the perspective of compassion
for the poor unfortunates. Current approaches would be better presented from
the perspective of abilities and advantages to the integrity of society. The issue of
suffering as an entity separate from pain, if incorporated into the undergraduate
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education of all health care professionals, would result in optimal health for indi-
viduals and the containment of health care delivery costs.

CHAPTER 16 QUESTIONS

What is the difference between sorrow and depression?

How is depression defined?

What is the treatment for depression?

What can be done to resolve sorrow?

What is the difference between depression and suffering?

How do fear, anxiety, and loneliness contribute to unresolved suffering?

What is the difference between depression and suffering in individuals with

chronic illness and individuals who do not have a chronic illness?

8 How does the human creative impulse contribute to the individual’s ability
not only to survive but thrive after the experience of suffering?
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Epilogue

Throughout time, every age has been defined by certain characteristics that
have demarcated it from previous times. There have been the Dark Ages, the Re-
naissance, the Age of Enlightenment, the Industrial Age, and ages of disillusion-
ment. Each age has marked a historical, philosophical, and sociological chapter
in the history of humankind. Contemporary medicine, like most postmodern
institutions, is responsive to the technological age. Like the husband who aban-
dons his wife for a younger, more exciting mistress, medicine sometimes seems
to be smitten by the sensuous lure of technology and statistics and appears to be
in danger of abandoning the fragile, unpredictable human person, the patient. It
is no longer acceptable to set aside the teachings of history and the scholars of the
humanities in an uncritical devotion to the promises of science.

The challenge of contemporary medicine is to meet the current technological
age with an intelligent desire to respond to change with integrity and a continued
commitment to the enhancement of the human condition. Technology is not “a
means unto itself,” but rather simply a tool. The goal of medicine remains dedi-
cated to the health and well-being of individuals and the society at large. Every age
has left a legacy in philosophy, art, literature, music, and medicine. Every age has
advanced the industrialization of society and pursued the objectives of scientific
inquiry. Every age has taught horrific lessons about the impacts of war, illness, and
disease and of humanity’s neglect of its own kind.

When evaluating the problem of suffering in contemporary medicine, the
problem of failure to clearly understand suffering as an entity separate and only
sometimes related to pain, we may well agree with the poem written by William
Wordsworth, in 1798:

I HEARD a thousand blended notes,

While in a grove [ sate reclined,

In that sweet mood when pleasant thoughts
Bring sad thoughts to the mind.

To her fair works did Nature link

The human soul that through me ran;
And much it grieved my heart to think
What man has made of man.

Through primrose tufts, in that green bower,
The periwinkle trailed its wreaths;



And tis my faith that every flower
Enjoys the air it breathes.

The birds around me hopped and played
Their thoughts I cannot measure: —
But the least motion which they made

It seemed a thrill of pleasure.

The budding twigs spread out their fan,
To catch the breezy air;

And I must think, do all I can,

That there was pleasure there.

If this belief from heaven be sent,
If such be nature’s holy plan,
Have I not reason to lament
What man has made of man?

It is important for patients to know that all is not lost. Our patients have taught
us much about suffering outside the parameters of pain. From those under our care
we now understand suffering as an experience with distinct universal and measur-
able characteristics. Suffering, in medicine, occurs when patients perceive a threat
to ideas of self and personhood. Perceptions of threat occur during the course of
medical and legal discourse associated with injury and disability. Conflicts that
may arise when individuals are unable to meet the demands of developmental psy-
chological life tasks because of limitations due to chronic illness can also result
in suffering. Power differentials between medical professionals and patients, the
loss of patient autonomy, and the impact of cultural differences and social norms
are all key determinants that can escalate the process of suffering. The nature,
power, and expression of suffering are determined by the patient.

Every age has been rescued by the compassion and creativity of human beings.
In medicine, compassion takes the form of respect for patients as whole persons
and acknowledgement of individuals as members of a caring community. Treat-
ments for unresolved suffering and restoration of a wounded spirit are the respon-
sibility of all health care providers. Because of the many technological resources
available, medicine now has the ability to advance the art and science of medical
practice to a higher level when assisting those who suffer. We have learned how to
hear the unique language of suffering and understand the importance of listening
to patients’ stories, not just to identify physical illness but also to comprehend
the power suffering has over patients, their families, and their communities.
Every health care professional has special clinical skills that can be critical to the
resolution of suffering in persons with chronic illness. Suffering can no longer be
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regarded solely as the secondary component of pain. In respect for our patients, it
seems fitting then to conclude this book with a poem from my patient Laura. The
powerful images in this poem remind us of the profoundly intimate relationship
between the soul, the self, and the all encompassing experience of the loneliness
of suffering. The poem also reenforces the call to all health care professionals for
help. Patient-centred cost-effective care demands the recognition of suffering as
a phenomenon separate from pain and the implementation of suffering-specific
treatment strategies into clinical practice.

SOUL MATES

Dark secret Lover, Black eyes envelop my soul,
Stealing the light.

Down, down, I sink,

Spiraling into your being.

Passionate lover, all embracing,

Muscular arms enfold, grasping my breath.
With frenzied hands, our bodies cling together,
Limbs entangled.

My soul, a coldness so profound,
That I blaze with its fire.

Constant lover, Ever faithful.

Dark eyes flashing in the silent night.

The nothingness of a Sunday afternoon.
You, my dear companion,

Hand clasped in mine.

Your arm around my shoulder.

We wander,

Through the greenness of my life.
Only I call your name,

Dear devoted loneliness.

Only I see your eyes turn to yellow spheres.
Your tongue of flames,

Pierce through my soul.

Dear, secret lover!

My loneliness, my constant heart,
My own true love.

Secret lover,

My soul, My soul, My love.

Epilogue 257






APPENDIXES

Appendix A
SHORT FORM (COMPLETE)
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