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Chronic pain, which affects 70 million people in the United States alone-more than diabetes,
cancer, and heart disease combined-is a major public health issue that remains poorly
understood both within the health care system and by those closest to the people it afflicts. This
book examines the experience of pain in ways that could significantly improve how patients and
practitioners deal with pain. It is the first volume of a new collection of titles within the acclaimed
Culture and Politics of Health Care Work series called How Patients Think, intended to give
voice to the concerns of patients about their own medical care and the formulation of health
policy.Since surviving a near-fatal car accident, Lous Heshusius has suffered from chronic pain
for more than a decade, forcing her to give up her career as a professor of education. Inside
Chronic Pain, based in part on the pain journal Heshusius keeps, is a stunning memoir of a life
lived in constant pain as well as an insightful and often critical account of the inadequacies of the
health care system-from physicians to hospitals and health insurance companies-to understand
chronic pain and treat those who suffer from it. Through her own frequently frustrating
experiences, she shows how health care providers often ignore, deny, or incorrectly treat chronic
pain at immense cost to both the patient and the health care system. She also offers cogent
suggestions on improving the quality and outcome of chronic pain care and management, using
her encounters with exceptional medical professionals as models.Inside Chronic Pain deals with
pain's dramatic and destructive effects on one's sense of self and identity. It chronicles the chaos
that takes place, the paralyzing effect of severe pain, the changes in personality that ensue, and
the corrosive effects of severe pain on the ability to attend to day-to-day tasks. It describes how
one's social life falls apart and isolation takes over. It also relates moments of happiness and
beauty and describes how rooting the self in the present is crucial in managing pain.A unique
feature of Inside Chronic Pain is the clinical commentary by Dr. Scott M. Fishman, president of
the American Pain Foundation. Fishman has long tried to improve the lives of patients like
Heshusius. His medical perspective on her very human narrative will help physicians and other
clinicians better understand and treat patients with chronic pain.
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A VOLUME IN THE SERIESThe Culture and Politics of Health Care Workedited by Suzanne
Gordon and Sioban NelsonA list of titles in the series is available at .InsideChronic PainAN
INTIMATE ANDCRITICAL ACCOUNTLOUS HESHUSIUSWith a Clinical Commentaryby Scott
M. Fishman, MDForeword by David B. MorrisILR Pressan imprint ofCornell University
PressIthaca and LondonA modern chronicler of hell might look to the lives of chronic pain
patients for inspiration.—MELANIE THERNSTROM, Pain, the DiseaseThe act of verbally
expressing pain is a necessary prelude to the collective task of diminishing pain.—ELAINE
SCARRY, The Body in PainThough we want to be neutral in our feelings toward patients, we’ll
admit among ourselves that chronic-pain patients are a source of frustration and annoyance:
presenting a malady we can neither explain nor alleviate, they shake our claims to competence
and authority. We’re all too happy to have [a pain specialist] take these patients off our hands.—
ATUL GAWANDE, Complications: A Surgeon’s Notes on an Imperfect ScienceContentsNote
from the Series Editors by Suzanne Gordon and Sioban NelsonForeword by David B.
MorrisAcknowledgmentsIntroduction1 A Life Altered2 That Which Has No Words, That Which
Cannot Be Seen3 Pain and the Self4 Pain and the World of Pain Management5 Pain
Medicine6 On Science and Time7 Pain and Others8 Where Are We with Chronic Pain? A
Patient’s PerspectiveClinical Commentary by Scott M. Fishman, MDResource GuideNotesNote
from the Series EditorsIn 2008 two books appeared with the title How Doctors Think. One was
written by Jerome Groopman, a New Yorker writer and oncologist. Groopman’s book appealed
to a popular audience of patients and their families and became a bestseller. The other, by
Kathryn Montgomery, a professor of medical humanities, was subtitled Clinical Judgment and
the Practice of Medicine and addressed a more scholarly audience.As soon as I heard about
these new books, my first thought was, great, it’s really important for patients to know how
doctors think. My second was, what about doctors learning how patients think? As patients we
have lots to say that would be beneficial not only to other patients but also to our doctors,
nurses, and anyone else who cares for us when we are most vulnerable. Indeed, there is a vast
literature of narratives that catalogue patient encounters—often more like collisions—with the
medical system and those who practice within it. But how many doctors and other caregivers
ever read these narratives? Reflecting on this, we tried to think of ways that these narratives by
patients who have suffered in the system might have more value and reach a clinical audience
as well as a popular one. In the end, we decided to present the patient’s thought processes and
experiences in a novel way that combines rather than counterposes the patient’s and clinician’s
perspective by bringing them together in one book. This book—the story of a woman whose
chronic pain has made her an expert patient—is the first in a new collection to be published
under the rubric “How Patients Think” within our series The Culture and Politics of Health Care
Work.In this collection we will ask clinicians to listen, reflect, and learn from patients and
describe how they—as doctors, nurses, or others—respond to the experiences of those they



care for. In fact, we will bring together not just two but actually three points of view. Each book
will be introduced with a foreword by a nonclinical observer of the medical system and those
who work in it. This person is likely to be a medical sociologist, anthropologist, ethnographer, or
policy expert and will provide some context for the story and dialogue that follows. In this case,
David Morris is a long-time scholar of the problem of pain who was also involved in the earliest
discussions of the idea for this collection.The bulk of each book will then be devoted to a short
but rich narrative written by a patient who has a particular illness or medical problem. As is the
case in this particular book, the patient may have found the medical system wanting in
approach, behavior, and even philosophy. Finally, a concluding section will be written by a
clinician involved in the care of this particular problem or group of patients. The purpose of this
clinical commentary is not to enter into a debate or argument with the patient. The doctor or
other clinician will not try to argue the patient out of his or her feelings and beliefs, dispute the
validity of the diagnosis, or question if the patient really was treated as described. Rather, the
clinician will use his or her expertise to understand the patient’s account and to help others—
both patients and clinicians alike—learn from it.As the initial volume in the collection, this book
serves as a template. David Morris, who is all too familiar with patients whose pain has been
poorly managed, leads us into this ill-charted terrain in which those who vow to do no harm
inadvertently do precisely the opposite. Lous Heshusius, the author, invites us along as she tries
to navigate this harrowing journey through the world of pain, where she encounters health
professionals of various types who have difficulty providing the kind of guidance and help she so
desperately needs. Finally, Scott M. Fishman, a physician who specializes in pain medicine,
stands back and reflects on Heshusius’s experience and helps us understand, from the
clinician’s point of view, how things could go so wrong and how we can all learn to right
them.Sometimes the clinical commentator and patient will not agree about the dotting of every i
and crossing of every t. In this case, for example, they do not entirely agree about the benefits or
potential side effects of a therapy that the author found enormously helpful. Nonetheless, the
three participants in this journey—and those who will be presented in subsequent volumes—join
in their fundamental understanding that clinicians and patients must work not in isolation but
together if medicine is to fulfill its promise.Suzanne Gordon and Sioban NelsonForewordDavid
B. MorrisIn a memoir remarkable for its rare combination of intimate selfrevelation and careful
research, Lous Heshusius recalls a moment that brings her face-to-face with the unexpected
consequences and unanswerable questions that typify chronic pain. Suddenly, gazing at a photo
that shows her prior to the automobile accident that damaged her neck, she grasps the
transformation that has utterly shattered both her life and her identity. “I had become someone
else,” she writes. “‘A crumbled woman,’ is how one of my daughters described me. A strange
shadow of my former self. Yet, I have an intimate knowledge of this person in the picture. I know
how she thought, felt, loved, walked, and worked. The kind of mother she was. I know the
shades of her emotions. I understand how her mind worked. I like this woman. I want to be her.
How did she slip through my fingers?”“Crumbled” is the word she also uses to describe the



twisted steel beams of the wrecked car that precipitated her injury. She too is wrecked. Her
closing question—less an inquiry than a lament—highlights more than the experience of loss so
central to the experience of chronic pain patients. It also points toward larger questions implicitly
raised by the new series on how patients think that her book initiates.As the series editors point
out, two books with the title How Doctors Think describe the myths and realities of clinical
judgment. As Dr. Scott Fishman writes in a clinical commentary that follows Heshusius’s
narrative, physicians are always constrained by their need to calculate (on behalf of the patient)
a balance between risk and benefit.1 Doctors also calculate the risk-benefit balance, as
Fishman explains, for doctors themselves. “Calculation” may be the key term here. Patients, as
Lous Heshusius helps us recognize, think differently. Which is why this book, difficult as it may
be for doctors, nurses, social workers (as well as for patients and family members) is such an
important addition to the literature of patient narratives. At times angry, and certainly sorrowful,
her narrative can help us navigate the pain that so often comes with the sudden shock of an
unimaginable, total disruption of our everyday lives and purposes.The scene in which Lous
Heshusius examines an old photo—comparing the wrecked patient with her healthy alter ego—
holds iconic power to evoke some of the distinctive qualities that mark patients’ thinking. It is
thinking in which far more goes on than the exercise of judgment and the calculation of risks and
benefits. It is a thinking in which feeling, intuition, and memory play a more important role than
the instrumental reason basic to scientific research and to clinical medicine. As patients cross
the chasm that divides a healthy past from a pain-filled present, memory does not involve the
accurate recall of information, which computers perform flawlessly and unfeelingly, but an
imperfect, uncontrolled upwelling of what the distinguished chemist and philosopher Michael
Polanyi called “personal knowledge.”2 It is a way of thinking, unlike clinical medicine based on
best practices, that must push beyond what is objectively or measurably knowable: I know the
shades of her emotions. I understand how her mind worked. I like this woman.”Doctors don’t
usually think this way both because they can’t afford to (given the current market model of
medicine) and because they are trained not to. They may eventually, however, come to see both
medical and economic value in recognizing how patients think. Empathy—highly valued in
medical education today—would seem impossible without an effort to understand the distinctive
patterns of patients’ thinking. The way patients think clearly affects behaviors relevant to medical
care. It affects compliance. It affects return visits and doctor-shopping. It affects the possibilities
of healing.How we think, in short, is as important as what we think about, and thinking may have
as many variants as pain. Just as cancer pain differs from neuropathic pain, low back pain, or
the pain of migraine, thinking includes significantly different styles. Martin Heidegger’s What Is
Called Thinking? (1954) devotes its entire first half to an extended reflection on a single
sentence from the pre-Socratic philosopher Parmenides. For Heidegger, rigorous philosophical
thinking clearly differs from the ordinary process later described by neuroscientist Antonio
Damasio that involves reason in complex cortical networks connected to memory and emotion.3
Doctors, in effect, need to unlearn ordinary thought in order to pursue a calculating, logic-based,



evidence-based, analytical, objective, risk-benefit thinking in which reason is an instrument for
achieving clinical results. Patients, by contrast, embrace a far less instrumental style of
reasoning. Joan Didion, in The Year of Magical Thinking (2000), describes how her bereavement
included a “disordered” thought process not simply emotional but almost mythic in its power to
remake actuality.4 Lous Heshusius shows how pain puts into play not only personal knowledge
and emotional intelligence but also nonconscious mental actions ranging from habit to
dreamwork.Pain may have an uncanny power to throw us back on thinking styles absolutely
basic to who we are—and we are all different. Differences in ethnicity and in culture affect the
experience of pain. Patients from minority groups—African Americans and Latinos, for example
—often receive less emergency room medication for pain than do white patients, just as
minorities in poor neighborhoods have more limited access to pain-relieving drugs. Lous
Heshusius is thrown back on the thinking basic to her life as an academic. Pain sets her a
problem that she tackles with the skills of a researcher or project manager in search of
specialized expertise: “There have been some 240 appointments with doctors and specialists,
and nearly 500 appointments with alternative professionals to date. Add to that about a dozen
appointments for tests and assessments…. I also attended a ten-day residential pain clinic. I
have seen my prolotherapist in Vancouver thirteen times so far, a full day of travel each time. Add
countless hours have been spent making lists of questions for all these professionals, keeping
track of prescriptions, bills, insurance correspondence, learning about chronic pain…all this on
top of ’managing’ thousands of hours of pain.”How far is the experience described by Lous
Heshusius representative? Scott Fishman sees her dilemma within the health-care system as all
too common. Still, generalizations about pain patients or about chronic pain need adjustment for
real-world variants. Some people in pain are thrown back on thinking styles more closely
connected with churches and spiritual practices than with universities. Others, skeptical of all
professions, clergy and doctors alike, refuse to classify themselves as patients or to enter the
medical system. Still others have no health insurance and thus no access to the world of pain
medicine. These nonpatients may ride out their affliction with native stoicism, resignation, prayer,
alcohol, or unrelieved anguish. Because the medical research on pain draws almost entirely on
patient populations for its statistical findings, we know very little about how nonpatients deal with
chronic pain. Anecdotal evidence suggests that some people in chronic pain (remaining outside
the medical systems that define them as patients) invent personalized coping styles that permit
them to achieve, by their own accounts, successful and happy lives.There is growing medical
literature on “pain beliefs.” The beliefs that patients hold, knowingly or unknowingly, alter both
pain intensity and pain-related quality of life. Beliefs about pain, for example, have more
influence on quality of life than does pain intensity. Moreover, pain patients function better when
they believe in their own self-efficacy, believe that they have some control over their pain, and
believe that they are not severely disabled.5 Some pain beliefs can cause direct harm, and
among the most harmful pain beliefs for patients is the cognitive-emotional state known as
catastrophizing, or “characterizations of pain as awful, horrible and unbearable.”6I want to be



absolutely clear that I cannot and do not offer any medical judgment about Lous Heshusius. Her
narrative, however, describes experience that surely resembles a catastrophe in the original
Greek sense (meaning, “an overturning, a sudden turn”). The nightmares that she narrates so
vividly reflect a life in which daylight thinking, like nighttime dreaming, regularly encounters
incomprehension and terror. For some people, chronic pain is in fact an abrupt descent into
prolonged disaster. “In this book I show as clearly as I can,” Heshusius writes soberly, “what
happens when a life that is going along just fine takes that sudden turn into the hell that is
chronic pain.”The underworld journey—a classic narrative motif—operates for Heshusius less as
an ordering structure than as a submerged metaphor that on occasion rises into plain sight. It is
important, however, to recognize that what she gives us with her journal-based realism must
necessarily take the written form of a narrative, and narratives (never merely an objective record
of facts and events) offer revelations both direct and indirect. Doctors are now taking a serious
look at the possibilities of a narrative medicine, as narrative not only provides a unique access to
patient experience but also reveals how, in less obvious ways, individual and cultural stories help
to shape the individual experience of illness.7 For example, there is both narrative knowledge
and medical value in the recognition that, at moments, dying to Lous Heshusius seems like
welcome freedom: “Death appears kind to me, not like pain, whom I imagine as a devil with
raked horns.” Attention to narrative would reveal that even the act of narration at times, for Lous
Heshusius, resembles a mortal combat between good and evil: “Another reason to write this
book has been to get even with Pain. When I find the words that come close to grasping the
reality of living with severe chronic pain, I rise to Pain’s devilish power.”An established religious
vocabulary linking pain with Satan, sin, and death reflects various traditions that view pain as an
unmitigated evil. What matters here is both its relevance to the experience of a postmodern
academic woman with nontraditional religious views as well as its contribution to her gathering
narrative about a contemporary underworld journey. It is, as Dr. Fishman observes, also a
journey through a health-care system that for many patients is itself “a major source of both pain
and suffering.” With Lous Heshusius as a guide, pain patients can learn much here about the
perils of a modern health-care odyssey. Health professionals can learn how an articulate middle-
class female white patient thinks (with all that thinking entails) when her world is irreversibly
altered by pain. She does not promise happy endings. Chronic pain is like that. We do not know
(such is the honest power of her narrative) if Lous Heshusius will ever fully emerge, like Dante
from a different inferno, into the light. From the rare intersection in this text between patient
narrative and physician response, however, readers may construct a dialogue on pain in our time
that cannot fail to bring plentiful opportunities for personal insight and professional
enlightenment.AcknowledgmentsDuring the years this book was slowly emerging, a number of
people were significantly involved in my life and thus in the making of the book. In the world of
medicine, I am deeply indebted to Dr. Nasif Yasin, specialist in Rehabilitation and Physical
Medicine in Vancouver, for giving me a life back with his skillful prolotherapy treatments. His
humanity and skill will always be with me. I thank Dr. Gordon Ko, director of the Canadian Centre



for Integrative Medicine in Toronto, and Dr. Stan Gerhart and Dr. Charles Meyers for their
compassionate care and open-minded approaches to dealing with my pain problems. My
deepest gratitude goes to psychotherapist Brian Grady, the most vigilant listener I have ever
known, always ready to hear the misery I bring while grounding me back into life. I thank Lynn
Smith for being a most compassionate and excellent masseuse. Thanks also to the staff at the
Royal Jubilee Hospital Pain Clinic in Victoria, in particular staff member Linda Cundiff, for the
patient-oriented atmosphere they create.For encouraging reactions to earlier drafts or to parts of
the manuscript, I would like to acknowledge Gerry Daly, Merry Connor, Leah Fowler, Maxine
Demmler, Alan Cassels, and Arild Solbakken. For their in-depth reading and extensive feedback
I gratefully acknowledge Dr. Annette Grundholm, my daughter Renee Gilsdorf, and professor of
Pediatrics at Brown Medical School, in Providence, Rhode Island, Bonnie O’Connor. Their
comments made me rethink some insights and sharpen others. I was also fortunate that Robert
Amussen agreed to carefully read the manuscript. His marvelous editing skills and sensitivity to
my experiences made reviewing his comments not a task but a great pleasure.Very special
thanks to James Henry, scientific director of the Michael G. DeGroote Institute for Pain Research
and Care at McMaster University in Hamilton, Ontario. I, a stranger, dared to send him my
manuscript. His enthusiastic response and recognition of the importance of knowledge gained
from real life brought welcome encouragement and validation. I also thank him and sociology
professor Arthur Frank of the University of Calgary for establishing contact with Cornell
University Press on my behalf.My many thanks to co-editors of this series Suzanne Gordon and
Sioban Nelson for their immediate enthusiasm for this work and for suggestions on restructuring
certain aspects of the manuscript. It was Suzanne Gordon’s idea to ask David Morris, professor
in both the Department of English and the Center for Bioethics and Humanities at the University
of Virginia, and Dr. Scott Fishman, chief of Pain Medicine at the University of California at Davis,
for their commentary. And while one could not expect full agreement between the way people
living with the complexity of chronic pain see their lives and a professional’s understanding of it,
Dr. Fishman and professor Morris come as close as one could hope. Their own writings on pain
have been important in the shaping of my work, and it is an honor to see their words next to
mine.For their assistance in manuscript preparation I thank editorial director of ILR Press
Frances Benson and her kind and helpful staff at Cornell University Press. I appreciate the fine
editorial work by Ange Romeo-Hall, senior manuscript editor, and by Katy Meigs, copyeditor.
Many thanks also to Andy Stewart for gently and cheerfully dealing with my self-created
program-formatting headaches.I am profoundly grateful to Michael Wheeler and Gerry Daly who
were there to help when I needed it during the most terrible years in Toronto. For their support
and friendship I further thank Maxine Demmler, Norah Harris, Leah Fowler, and Robert Arril, and
for their support from afar my sister Ton Waagmeester, Linda Ware, Michiel Kolman, Loree
Rackstraw, and Leslie Broun.I am grateful to fellow pain sufferers, Liesl Fulton, Annette
Goranson, and Carol Baddeley for validating so much of my experiences by sharing theirs, and
for the solace that brings. I love my cats, Chester, Liefke, Milton, and Hombre for their



unwavering daily companionship. I could not live my pained days without them. I also wish to
acknowledge political satirists Jon Stewart and Stephen Colbert: their sanity somehow helps me
to keep mine.To my daughters, Nicolle and Renee, I can only say: Thank you for being there.
Without you I would no longer be here. Your support and love through these years has been vital
to my survival.I dedicate this book to all sentient beings in pain—whether unavoidable,
undertreated, ignored, or inflicted.IntroductionHow do you put hell on paper? Love would be
easier. Or joy, or pleasure. Things people desire. Then you can evoke that which cannot be said.
The reader will gladly fill in the meanings left unsaid by words. Trying to speak of chronic pain,
on the other hand, the unsaid meanings are not easily imagined. For who wants to know what
constant pain is like? How to tell of this dark, dark place?Always inadequately. It means
searching for ways that tell what is nearly impossible to describe, for pain has no external
referent. We cannot point to pain. It is internal, subjective, and undesired, making the telling
about it extremely difficult. Why, then, attempt to do what seems unattainable? This book is a
lengthy answer to that question, summarized by Elaine Scarry when she says that the act of
verbally expressing pain is a necessary prelude to the collective task of diminishing pain.1I read
Scarry’s words in the midst of working on this book and they struck a nerve. For as the pain
persisted, from weeks to months to years, and became chronic and severe, I had come to
experience that, indeed, living with chronic pain—though intensely personal—is not a rugged,
individual process but involves every aspect of one’s life and every person in one’s life. Chronic
pain involves complex pathways involving body and mind, emotions and the brain, and
diminishing it is not often something a doctor can do on her or his own. Instead, diminishing pain
is a multifaceted effort that calls for receptivity and engagement on the part of many.However,
the chronic pain experience is so invisible, so undramatic from the outside—we look normal, we
are not terminally ill—that it is an illness still largely hidden from view, its nature ill understood
except by the sufferer. In this book I show as clearly as I can, what happens when a life that is
going along just fine takes that sudden turn into the hell that is chronic pain.I was born in the
Netherlands where I had a very good childhood. I became a teacher and took a teaching job in
South America where I met my former husband, who was from the United States. We moved to
Illinois and later lived in various places in the United States. We had two daughters. I left the
marriage in the mid-1970s and went to graduate school to study special education and
educational research methodology. I became a university professor, first at the University of
Northern Iowa, and for the last two decades at York University in Toronto, where I greatly enjoyed
teaching and doing research.Life was good—until that inattentive moment when I did not see the
car coming. It happened in the countryside, two hours north of Toronto. It was a late September
afternoon in 1996. It had just started to rain and darkness was setting in. My small Pontiac Firefly
had no chance against the large dark green Buick that hit me at ninety kilometers per hour while
I was pulling away from a stop sign. I was unconscious for half an hour and still have no memory
of any of it. A matter of momentary inattention. A lapse that altered my life. And possibly the lives
of the people in the other car.The police officer who came to the hospital that night, told me they



had found me inside the car and had feared I was dead. It took them twenty minutes to get me
out, trapped as I was between the driver’s door and the crumbled steel of the passenger seat
that was pushed up against me. I had been hit from the passenger’s side, my car pushed across
the intersection, thrown into the ditch, and turned on its side. The officer questioned me as I lay
there, having barely regained consciousness. I asked if he could come back the next day as I
was too exhausted. “No,” he said, “tomorrow is my day off.”For me, tomorrow turned out to be the
beginning of the kind of life I could not have imagined. Since the accident, pain has altered and
tormented every aspect of my life. For the first few years I continued to work part time, albeit with
great difficulty, taking two sick leaves. Eventually, the pain became so constant and severe that I
had no choice but to go on disability leave. In 2002 I moved to Victoria, British Columbia, to be
closer to my daughters and to escape the harsh Toronto winters that invariably made living with
pain worse. By the time I moved, I had seen over twenty doctors and specialists and had been
subjected to an array of medical treatments. Some brought temporary relief. Some made the
pain worse. None brought a cure.From the very beginning of this tormenting journey I scribbled
notes on whatever was happening with me. This practice was crucial for my psychological and
emotional survival and resulted in hundreds of pages of notes, jotted down initially with no intent
to do anything with them. When in 2004 I finally found some relief with prolotherapy, I began to
realize that there was enough “data” to organize these notes into a book.2 Given that too little is
known about the day-to-day suffering of those in pain and the impact chronic pain has on a life—
and hence, too little attention and too few resources are directed our way—I felt my story
needed to see the light of day.I decided that if I were to engage this difficult task, the only way to
proceed would be with total honesty. That means that as my story takes shape there are many
moments of despair, bewilderment, and grief, and many moments of feeling abandoned by
doctors and friends alike. Often these moments appear as they did in my journals in all their
sharpness. I ask the reader to bear with me, as I slowly learn to place these moments in the
larger contexts of cultural and human complexities and suffering of all kinds.On its website, the
American Pain Foundation (APF) cites the figure of 75 million people in the United States living
with pain, 42 percent of them—roughly 31 million—for longer than one year. Pain, according to
the APF, affects more Americans than diabetes, heart disease, and cancer combined. The
estimate by the National Institute of Neurological Disorders and Stroke puts the figure of people
living with pain at 90 million.3 The Canadian Pain Coalition estimates the figure for Canada to be
almost 6 million.4 “The problem is absolutely enormous,” Russell Portenoy, chair of Pain
Medicine at New York’s Beth Israel Medical Center, told Steve Sternberg and reported in a USA
TODAY article on May 8, 2005. He added, “It rivals every serious public-health issue, whether
you’re talking about heart disease, cancer, obesity or anything else.” Yet most people never see
the pain in these millions of sufferers, even when they stand next to them on a bus or in the
supermarket. And while doctors can see heart disease, cancer, obesity and most other
diseases, they, too, cannot see pain.The problem is also costly. The APF estimates the annual
cost in the Unites States of chronic pain, including health-care expenses, lost income, and lost



productivity, to be $100 billion. In Canada these costs are estimated to be $45 billion, which
includes the cost for long-term disability.5Chronic pain and the problems and questions it
generates is no respecter of national boundaries. Most of my story takes place in Toronto and in
Victoria, British Columbia. I also attended a pain clinic in Amsterdam and one in the United
States near Seattle. The debates about how to diagnose and treat chronic pain are much the
same internationally and characterized by much uncertainty and contradictions.At the
Congressional Briefing on Pain on Capitol Hill held June 13, 2006, chronic pain was referred to
as the “silent epidemic.”6 It is an invisible epidemic, the severity of which is greatly
underestimated because few people know about our lives in any depth. David Morris, in The
Culture of Pain, captures the lack of knowledge about our lives well: “Chronic pain may push us
toward an area of human life we know almost nothing about…. It places people in utterly
different worlds of feeling. It surrounds them with silence. In many ways the person in chronic
pain might as well be standing on the moon.”7Ralph Waldo Emerson said of pain: “He has seen
but half the universe who has not been shown the house of pain.”8 I hope my tale will take the
reader some way into that house of pain, and in doing so contribute to its eventual lessening.1
A Life AlteredThe DescentThe emergency room nurse told me I had been in a serious accident
about two hours north of Toronto. “You will feel pain in places where you never thought you could
have pain,” she said. I had no memory of the accident—and still don’t. I had visited another land,
noticing nothing of police cars and ambulances. I had been to an alternate, beautiful reality.
When I came to, I felt myself inside a brilliant light. Opening my eyes, I saw smiling faces of
young men against a clear blue sky. The color of the air was of golden sunshine. The world felt
wonderful. I felt rested. Not a touch of fatigue. I felt such joy. I was in a space lighter and more
beautiful than I had ever known, than I knew was possible. A space I wanted to dwell in
forever.But it rained. It was late September, the afternoon darkening. I was five minutes away
from a friend’s house when I did not see the car coming. The faces above me belonged to three
paramedics who were holding a large umbrella over me. I saw no sky. There was no sun. Just
worried faces looking at me. I was on a stretcher. They were getting ready to put me in the
ambulance. I learned later that had my bones not been so strong, as indicated by bone density
tests, my neck would have been broken. I might have gone to that other side forever. Often, in
the terror caused by the pain that followed, I have wished for that. Such a painless journey it
would have been. Straight to paradise.When the nurse said those words, I remember thinking:
“Oh, you don’t know how healthy I am. I’m never sick! I’ll recover from this in no time!” But she
was right. What she didn’t tell me, however, was that I would see numerous doctors and
specialists and that still my pain would continue. Now, after more than eleven years, three family
doctors, two neurospecialists, four pain specialists, two neurological surgeons, a psychiatrist, an
anesthesiologist, a neuropsychiatrist, an osteopathic physician, three chiropractors, a holistic
physician, a wellness physician, two acupuncturists, two physiotherapy programs, three
individual physiotherapists, one emotional release therapist, a marijuana specialist, a pain/
trauma therapist, two psychotherapists, a cognitive therapist, two osteopaths, a biofeedback



therapist, two craniosacral therapists, ten days in a private residential pain clinic, about a dozen
massage therapists, uncounted painkillers, and a losing fight with the insurance company, I
continue to suffer daily from stabbing neck and head pain, from migraines, from referred pain
throughout my left shoulder and upper back, and from neuropathic pain that causes swelling in
my neck and at the back of my skull and that causes a stinging and burning sensation.As time
went on, I came to understand that the words “chronic pain” essentially mean “You have had
pain now for over half a year and we have no real clue what to do about it.” Then, guided by the
war-and-control metaphors of much conventional medicine, many drugs are prescribed, toxic
substances injected, and burn-or-cut-the-nerves procedures carried out, none of which offer
certainty, all of which carry risks. There was no one to help me sort out the piecemeal and
contradictory information doctors and specialists would provide, nearly all of which was new to
me. One pain specialist did his best, but his full waiting room and his fast mind—way too fast for
me—did not often allow for a coherent explanation in the short time he had available.I used to
divide my life into “Before” and “After”: before and after I had children; before and after I left my
marriage; before and after the love of my life appeared and had to part. Clearly, these continue to
be significant milestones in my life. But nothing has divided in two the before and after of my life
as did the accident that left me a victim of the chronic pain that has tormented me ever since.
Albert Schweitzer said, “We all must die. But if I can save him from days of torture, that is what I
feel is my great and ever new privilege. Pain is a more terrible lord of mankind than even death
himself.”1Death. How often have I wished I could lie down and simply die. I can put it in writing:
had it not been for my two daughters, I would no longer be here. A Google search on the relation
between chronic pain and suicide brings up almost a million hits. Many articles note a
significantly higher rate of suicide ideation and suicide attempts among those living with chronic
pain than for the general population. The Johns Hopkins Arthritis Center reports a two to three
times higher rate of actual suicides for chronic pain patients than for the general population.2 In
his review of research dealing with the impact of chronic pain on life habits, James Henry,
scientific director of the Michael G. DeGroote Institute for Pain Research and Care at McMaster
University, cites reports that among medical illnesses, chronic pain is the second major cause of
suicide after bipolar disorder, and ahead of depression and psychotic disorders.3Ongoing
intense pain then is for many chronic pain sufferers worse than the idea of death. Yet no one
responded when I expressed suicidal thoughts, which during the worst years were present on a
daily basis and about which, out of absolute despair, I tried to talk with six health-care
professionals. “Let’s not go there,” was the immediate response from one of them. The others
simply said nothing. Tellingly, however, it did show up in some of the reports they wrote to each
other.Many times I have promised God, who I had set aside some forty years ago for the notion
of Spirit or Creative Force, that I will never complain about anything anymore if He or She would
relieve me from this pain. Many times I have moaned and whispered, “Please, let it pass!” with
the strong sense I was directing my prayer to something more personal than a spirit or a force.
“Ik kan het niet meer,” I moaned, falling back into Dutch, my native tongue. “I can’t go on



anymore.” Though I left the Netherlands over forty years ago, my mother tongue still rises up in
me in moments of great intensity or great despair.Why I Write This Book: Witnessing Lives in
PainCarol Jay Levy in A Pained Life, her account of her struggle with pain from trigeminal
neuralgia, gives as the reason for not writing her story sooner that the story would not have had
a happy ending.4 When at last a neurological implant took her pain away she could write
because her story now had a happy ending. How we want happy endings. In The Wounded
Storyteller Arthur Frank refers to stories that tell about restoring the former state of health as
“restitution narratives,” which, he says, are the ones that get attention.5 But the world also needs
to witness the stories of pain that go on with no end in sight. Those where health is not restored.
Those that end in despair. In death. How else can the torment of chronic pain be understood,
rather than greatly underestimated, as I now know it is? The entire range of pain stories needs to
be acknowledged to encourage political and social progress on the pain-management front.It is
difficult to imagine a life in chronic pain. Apart from being invisible and inexpressible, the
intensity, frequency, and duration of pain attacks differ for everyone and can change over time.
NBC’s The Today Show aired a series on chronic pain beginning on March 28, 2005. It noted six
defining characteristics: (1) when it interferes with activity, (2) when it interferes with
concentration, (3) when it disrupts sleep, (4) when one self-medicates, (5) when it strains
relationships, and (6) when it appears regularly—meaning three times a month or more. These
defining characteristics, while offering an initial screen, are so broad that they do not provide a
means to diagnose the severity of the pain or to imagine what a life in pain is like. The ubiquitous
1–10 pain scale does not do so either.I once attended a demonstration organized by a company
that designs products for pain relief. Before the demonstration began, the presenter asked, “How
many of you, right now, have a pain level of 10 on a scale from 1 to 10, in which 10 is the worst
pain you can imagine?” About a dozen people raised their hands. They had been walking
around, chatting, and having refreshments before the demonstration started. I was stunned. At a
10 I am on the floor, motionless, with gunshots going off in my head. Some months later I am in
my specialist’s office for injections. I can hear every word said by the patient behind the curtain
on the cot next to mine. The specialist asks, “What’s your pain level today on a scale of 1 to
10?”“About a 10.” I am stunned again. At a 10 level of pain I could not have possibly come to the
clinic. When my turn comes I tell him what I overheard. “At a 10 I am motionless on the floor.” He
explains that the scale—used only for intrapersonal comparison—has no comparative value.
One person’s level 6 bears no necessary comparison to another person’s level 6. A 2007 special
issue on chronic pain by Newsweek calls this scale—so far, according to the magazine, the best
that clinicians have been able to come up with—“absurdly imprecise.”6If the goal is to be
precise, it must be said that the pain scale is imprecise even for intrapersonal comparisons.
Every time I have to indicate where my pain is on this scale, I hesitate. Typically, the pain patient
is asked to mark the scale according to how the pain is “Now” or “Today.” There is of course a
distinct difference between a 2 and a 9, or between a 3 and 8. But the shorter the distances
between numbers, the more the meanings of these distances start to blur. After eleven years of



this, I still don’t know what, exactly, the difference between a 6 and a 7 is or between a 6 and an
8. Nor what a 3 really means. Or a 4. Just as important, the doctor has no idea. There is nothing
to back up the number. Therefore, a 5 is not always a 5. It depends on my day. The pain’s
fluctuations—often within minutes or within hours—blur these numbers. My mood of the day
blurs these numbers. Whether or not I have taken painkillers blurs these numbers. My inexact
memory of what the pain was like last time I marked the scale a certain way—which, in order for
the scale to be valid, one would need to assume I can remember—blurs these numbers. The
way a particular doctor behaves toward me blurs these numbers.Fluctuations in chronic pain are
typical. I never make morning appointments, because the pain is typically too severe for me to
go anywhere. Thus my afternoon marks are a serious understatement of the severity of the pain I
live with. I tell doctors about the morning pain, but we largely believe only what we can see, and
doctors are not exempt from this human tendency—in fact, their scientific training reinforces it. A
physician who read the manuscript for this book told me, “I will never again say to myself when
listening to a patient talking about pain, ’It can’t be that bad—she seems pretty normal to
me.’”One of my pain specialists told me of his frustration over how to define chronic pain to an
insurance representative. He finally said, “Imagine someone stabbing you in the back, not once,
not twice, but many times a day, day after day, month after month, year after year, and you don’t
know why he is stabbing you.” He shook his head as he told me this.I tried to explain chronic
pain to an acquaintance who couldn’t understand why I couldn’t teach anymore or take a trip,
and why I couldn’t just take some pain killers and wouldn’t that get rid of the pain? Trying to
come up with a picture that would make the invisible visible, I heard myself say, “Imagine you
wake up every morning and you need to go to a clinic down the road for painful treatments that
take a couple of hours and for which only a mild anesthetic can be given. You have to do that
every day, at least once, sometimes more often—for years on end. Possibly for the rest of your
life.” “Oh…” he said, falling silent, struggling to get that image into his head. Coming up with
concrete images that resemble what the chronic pain experience is like may be crucial in the
struggle to give voice to this insidious disease that few understand and many don’t even believe
is real.Another way to show what living chronically in pain is like is to register the frequency and
intensity of the pain and the consequences for daily life. Using various pain diaries I kept for
medical and legal reasons during the worst years and estimating the number of hours for the
subsequent years, I can roughly calculate the number of hours I have suffered from pain.
However, these hours are not all the same when it comes to pain intensity. The literature on pain
rarely distinguishes between levels of pain or systematically indicates their different
consequences. For me, the following three levels of pain have been almost separate illnesses
each with its own set of consequences.Severe pain (for me, I would mark between an 8 and 10
rating on the scale) means to me pain so intense that it completely disables. Pain that paralyzes.
Pain that erases the mind and can make you irrational. Pain that makes it impossible to work, to
drive, to converse, to sleep. Pain that is hardly responsive to medication. The kind of pain that
makes you suicidal. That kind of pain lives off the scale, somewhere between 11 and infinity. For



then, all of me is pain. It is an altered state in which the notion of ranking is no longer valid. To
call total pain a 10, or any number at all, feels strange—a number only makes sense if there is
another number to compare it with. When pain is total, there is no entity with which to compare
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families and became a bestseller. The other, by Kathryn Montgomery, a professor of medical
humanities, was subtitled Clinical Judgment and the Practice of Medicine and addressed a more
scholarly audience.As soon as I heard about these new books, my first thought was, great, it’s
really important for patients to know how doctors think. My second was, what about doctors
learning how patients think? As patients we have lots to say that would be beneficial not only to
other patients but also to our doctors, nurses, and anyone else who cares for us when we are
most vulnerable. Indeed, there is a vast literature of narratives that catalogue patient encounters
—often more like collisions—with the medical system and those who practice within it. But how
many doctors and other caregivers ever read these narratives? Reflecting on this, we tried to
think of ways that these narratives by patients who have suffered in the system might have more
value and reach a clinical audience as well as a popular one. In the end, we decided to present
the patient’s thought processes and experiences in a novel way that combines rather than
counterposes the patient’s and clinician’s perspective by bringing them together in one book.
This book—the story of a woman whose chronic pain has made her an expert patient—is the
first in a new collection to be published under the rubric “How Patients Think” within our series
The Culture and Politics of Health Care Work.In this collection we will ask clinicians to listen,
reflect, and learn from patients and describe how they—as doctors, nurses, or others—respond
to the experiences of those they care for. In fact, we will bring together not just two but actually
three points of view. Each book will be introduced with a foreword by a nonclinical observer of
the medical system and those who work in it. This person is likely to be a medical sociologist,
anthropologist, ethnographer, or policy expert and will provide some context for the story and
dialogue that follows. In this case, David Morris is a long-time scholar of the problem of pain who
was also involved in the earliest discussions of the idea for this collection.The bulk of each book
will then be devoted to a short but rich narrative written by a patient who has a particular illness
or medical problem. As is the case in this particular book, the patient may have found the
medical system wanting in approach, behavior, and even philosophy. Finally, a concluding
section will be written by a clinician involved in the care of this particular problem or group of
patients. The purpose of this clinical commentary is not to enter into a debate or argument with
the patient. The doctor or other clinician will not try to argue the patient out of his or her feelings
and beliefs, dispute the validity of the diagnosis, or question if the patient really was treated as
described. Rather, the clinician will use his or her expertise to understand the patient’s account
and to help others—both patients and clinicians alike—learn from it.As the initial volume in the
collection, this book serves as a template. David Morris, who is all too familiar with patients
whose pain has been poorly managed, leads us into this ill-charted terrain in which those who
vow to do no harm inadvertently do precisely the opposite. Lous Heshusius, the author, invites
us along as she tries to navigate this harrowing journey through the world of pain, where she
encounters health professionals of various types who have difficulty providing the kind of
guidance and help she so desperately needs. Finally, Scott M. Fishman, a physician who
specializes in pain medicine, stands back and reflects on Heshusius’s experience and helps us



understand, from the clinician’s point of view, how things could go so wrong and how we can all
learn to right them.Sometimes the clinical commentator and patient will not agree about the
dotting of every i and crossing of every t. In this case, for example, they do not entirely agree
about the benefits or potential side effects of a therapy that the author found enormously helpful.
Nonetheless, the three participants in this journey—and those who will be presented in
subsequent volumes—join in their fundamental understanding that clinicians and patients must
work not in isolation but together if medicine is to fulfill its promise.Suzanne Gordon and Sioban
NelsonNote from the Series EditorsIn 2008 two books appeared with the title How Doctors
Think. One was written by Jerome Groopman, a New Yorker writer and oncologist. Groopman’s
book appealed to a popular audience of patients and their families and became a bestseller. The
other, by Kathryn Montgomery, a professor of medical humanities, was subtitled Clinical
Judgment and the Practice of Medicine and addressed a more scholarly audience.As soon as I
heard about these new books, my first thought was, great, it’s really important for patients to
know how doctors think. My second was, what about doctors learning how patients think? As
patients we have lots to say that would be beneficial not only to other patients but also to our
doctors, nurses, and anyone else who cares for us when we are most vulnerable. Indeed, there
is a vast literature of narratives that catalogue patient encounters—often more like collisions—
with the medical system and those who practice within it. But how many doctors and other
caregivers ever read these narratives? Reflecting on this, we tried to think of ways that these
narratives by patients who have suffered in the system might have more value and reach a
clinical audience as well as a popular one. In the end, we decided to present the patient’s
thought processes and experiences in a novel way that combines rather than counterposes the
patient’s and clinician’s perspective by bringing them together in one book. This book—the story
of a woman whose chronic pain has made her an expert patient—is the first in a new collection
to be published under the rubric “How Patients Think” within our series The Culture and Politics
of Health Care Work.In this collection we will ask clinicians to listen, reflect, and learn from
patients and describe how they—as doctors, nurses, or others—respond to the experiences of
those they care for. In fact, we will bring together not just two but actually three points of view.
Each book will be introduced with a foreword by a nonclinical observer of the medical system
and those who work in it. This person is likely to be a medical sociologist, anthropologist,
ethnographer, or policy expert and will provide some context for the story and dialogue that
follows. In this case, David Morris is a long-time scholar of the problem of pain who was also
involved in the earliest discussions of the idea for this collection.The bulk of each book will then
be devoted to a short but rich narrative written by a patient who has a particular illness or
medical problem. As is the case in this particular book, the patient may have found the medical
system wanting in approach, behavior, and even philosophy. Finally, a concluding section will be
written by a clinician involved in the care of this particular problem or group of patients. The
purpose of this clinical commentary is not to enter into a debate or argument with the patient.
The doctor or other clinician will not try to argue the patient out of his or her feelings and beliefs,



dispute the validity of the diagnosis, or question if the patient really was treated as described.
Rather, the clinician will use his or her expertise to understand the patient’s account and to help
others—both patients and clinicians alike—learn from it.As the initial volume in the collection,
this book serves as a template. David Morris, who is all too familiar with patients whose pain has
been poorly managed, leads us into this ill-charted terrain in which those who vow to do no harm
inadvertently do precisely the opposite. Lous Heshusius, the author, invites us along as she tries
to navigate this harrowing journey through the world of pain, where she encounters health
professionals of various types who have difficulty providing the kind of guidance and help she so
desperately needs. Finally, Scott M. Fishman, a physician who specializes in pain medicine,
stands back and reflects on Heshusius’s experience and helps us understand, from the
clinician’s point of view, how things could go so wrong and how we can all learn to right
them.Sometimes the clinical commentator and patient will not agree about the dotting of every i
and crossing of every t. In this case, for example, they do not entirely agree about the benefits or
potential side effects of a therapy that the author found enormously helpful. Nonetheless, the
three participants in this journey—and those who will be presented in subsequent volumes—join
in their fundamental understanding that clinicians and patients must work not in isolation but
together if medicine is to fulfill its promise.Suzanne Gordon and Sioban NelsonForewordDavid
B. MorrisIn a memoir remarkable for its rare combination of intimate selfrevelation and careful
research, Lous Heshusius recalls a moment that brings her face-to-face with the unexpected
consequences and unanswerable questions that typify chronic pain. Suddenly, gazing at a photo
that shows her prior to the automobile accident that damaged her neck, she grasps the
transformation that has utterly shattered both her life and her identity. “I had become someone
else,” she writes. “‘A crumbled woman,’ is how one of my daughters described me. A strange
shadow of my former self. Yet, I have an intimate knowledge of this person in the picture. I know
how she thought, felt, loved, walked, and worked. The kind of mother she was. I know the
shades of her emotions. I understand how her mind worked. I like this woman. I want to be her.
How did she slip through my fingers?”“Crumbled” is the word she also uses to describe the
twisted steel beams of the wrecked car that precipitated her injury. She too is wrecked. Her
closing question—less an inquiry than a lament—highlights more than the experience of loss so
central to the experience of chronic pain patients. It also points toward larger questions implicitly
raised by the new series on how patients think that her book initiates.As the series editors point
out, two books with the title How Doctors Think describe the myths and realities of clinical
judgment. As Dr. Scott Fishman writes in a clinical commentary that follows Heshusius’s
narrative, physicians are always constrained by their need to calculate (on behalf of the patient)
a balance between risk and benefit.1 Doctors also calculate the risk-benefit balance, as
Fishman explains, for doctors themselves. “Calculation” may be the key term here. Patients, as
Lous Heshusius helps us recognize, think differently. Which is why this book, difficult as it may
be for doctors, nurses, social workers (as well as for patients and family members) is such an
important addition to the literature of patient narratives. At times angry, and certainly sorrowful,



her narrative can help us navigate the pain that so often comes with the sudden shock of an
unimaginable, total disruption of our everyday lives and purposes.The scene in which Lous
Heshusius examines an old photo—comparing the wrecked patient with her healthy alter ego—
holds iconic power to evoke some of the distinctive qualities that mark patients’ thinking. It is
thinking in which far more goes on than the exercise of judgment and the calculation of risks and
benefits. It is a thinking in which feeling, intuition, and memory play a more important role than
the instrumental reason basic to scientific research and to clinical medicine. As patients cross
the chasm that divides a healthy past from a pain-filled present, memory does not involve the
accurate recall of information, which computers perform flawlessly and unfeelingly, but an
imperfect, uncontrolled upwelling of what the distinguished chemist and philosopher Michael
Polanyi called “personal knowledge.”2 It is a way of thinking, unlike clinical medicine based on
best practices, that must push beyond what is objectively or measurably knowable: I know the
shades of her emotions. I understand how her mind worked. I like this woman.”Doctors don’t
usually think this way both because they can’t afford to (given the current market model of
medicine) and because they are trained not to. They may eventually, however, come to see both
medical and economic value in recognizing how patients think. Empathy—highly valued in
medical education today—would seem impossible without an effort to understand the distinctive
patterns of patients’ thinking. The way patients think clearly affects behaviors relevant to medical
care. It affects compliance. It affects return visits and doctor-shopping. It affects the possibilities
of healing.How we think, in short, is as important as what we think about, and thinking may have
as many variants as pain. Just as cancer pain differs from neuropathic pain, low back pain, or
the pain of migraine, thinking includes significantly different styles. Martin Heidegger’s What Is
Called Thinking? (1954) devotes its entire first half to an extended reflection on a single
sentence from the pre-Socratic philosopher Parmenides. For Heidegger, rigorous philosophical
thinking clearly differs from the ordinary process later described by neuroscientist Antonio
Damasio that involves reason in complex cortical networks connected to memory and emotion.3
Doctors, in effect, need to unlearn ordinary thought in order to pursue a calculating, logic-based,
evidence-based, analytical, objective, risk-benefit thinking in which reason is an instrument for
achieving clinical results. Patients, by contrast, embrace a far less instrumental style of
reasoning. Joan Didion, in The Year of Magical Thinking (2000), describes how her bereavement
included a “disordered” thought process not simply emotional but almost mythic in its power to
remake actuality.4 Lous Heshusius shows how pain puts into play not only personal knowledge
and emotional intelligence but also nonconscious mental actions ranging from habit to
dreamwork.Pain may have an uncanny power to throw us back on thinking styles absolutely
basic to who we are—and we are all different. Differences in ethnicity and in culture affect the
experience of pain. Patients from minority groups—African Americans and Latinos, for example
—often receive less emergency room medication for pain than do white patients, just as
minorities in poor neighborhoods have more limited access to pain-relieving drugs. Lous
Heshusius is thrown back on the thinking basic to her life as an academic. Pain sets her a



problem that she tackles with the skills of a researcher or project manager in search of
specialized expertise: “There have been some 240 appointments with doctors and specialists,
and nearly 500 appointments with alternative professionals to date. Add to that about a dozen
appointments for tests and assessments…. I also attended a ten-day residential pain clinic. I
have seen my prolotherapist in Vancouver thirteen times so far, a full day of travel each time. Add
countless hours have been spent making lists of questions for all these professionals, keeping
track of prescriptions, bills, insurance correspondence, learning about chronic pain…all this on
top of ’managing’ thousands of hours of pain.”How far is the experience described by Lous
Heshusius representative? Scott Fishman sees her dilemma within the health-care system as all
too common. Still, generalizations about pain patients or about chronic pain need adjustment for
real-world variants. Some people in pain are thrown back on thinking styles more closely
connected with churches and spiritual practices than with universities. Others, skeptical of all
professions, clergy and doctors alike, refuse to classify themselves as patients or to enter the
medical system. Still others have no health insurance and thus no access to the world of pain
medicine. These nonpatients may ride out their affliction with native stoicism, resignation, prayer,
alcohol, or unrelieved anguish. Because the medical research on pain draws almost entirely on
patient populations for its statistical findings, we know very little about how nonpatients deal with
chronic pain. Anecdotal evidence suggests that some people in chronic pain (remaining outside
the medical systems that define them as patients) invent personalized coping styles that permit
them to achieve, by their own accounts, successful and happy lives.There is growing medical
literature on “pain beliefs.” The beliefs that patients hold, knowingly or unknowingly, alter both
pain intensity and pain-related quality of life. Beliefs about pain, for example, have more
influence on quality of life than does pain intensity. Moreover, pain patients function better when
they believe in their own self-efficacy, believe that they have some control over their pain, and
believe that they are not severely disabled.5 Some pain beliefs can cause direct harm, and
among the most harmful pain beliefs for patients is the cognitive-emotional state known as
catastrophizing, or “characterizations of pain as awful, horrible and unbearable.”6I want to be
absolutely clear that I cannot and do not offer any medical judgment about Lous Heshusius. Her
narrative, however, describes experience that surely resembles a catastrophe in the original
Greek sense (meaning, “an overturning, a sudden turn”). The nightmares that she narrates so
vividly reflect a life in which daylight thinking, like nighttime dreaming, regularly encounters
incomprehension and terror. For some people, chronic pain is in fact an abrupt descent into
prolonged disaster. “In this book I show as clearly as I can,” Heshusius writes soberly, “what
happens when a life that is going along just fine takes that sudden turn into the hell that is
chronic pain.”The underworld journey—a classic narrative motif—operates for Heshusius less as
an ordering structure than as a submerged metaphor that on occasion rises into plain sight. It is
important, however, to recognize that what she gives us with her journal-based realism must
necessarily take the written form of a narrative, and narratives (never merely an objective record
of facts and events) offer revelations both direct and indirect. Doctors are now taking a serious



look at the possibilities of a narrative medicine, as narrative not only provides a unique access to
patient experience but also reveals how, in less obvious ways, individual and cultural stories help
to shape the individual experience of illness.7 For example, there is both narrative knowledge
and medical value in the recognition that, at moments, dying to Lous Heshusius seems like
welcome freedom: “Death appears kind to me, not like pain, whom I imagine as a devil with
raked horns.” Attention to narrative would reveal that even the act of narration at times, for Lous
Heshusius, resembles a mortal combat between good and evil: “Another reason to write this
book has been to get even with Pain. When I find the words that come close to grasping the
reality of living with severe chronic pain, I rise to Pain’s devilish power.”An established religious
vocabulary linking pain with Satan, sin, and death reflects various traditions that view pain as an
unmitigated evil. What matters here is both its relevance to the experience of a postmodern
academic woman with nontraditional religious views as well as its contribution to her gathering
narrative about a contemporary underworld journey. It is, as Dr. Fishman observes, also a
journey through a health-care system that for many patients is itself “a major source of both pain
and suffering.” With Lous Heshusius as a guide, pain patients can learn much here about the
perils of a modern health-care odyssey. Health professionals can learn how an articulate middle-
class female white patient thinks (with all that thinking entails) when her world is irreversibly
altered by pain. She does not promise happy endings. Chronic pain is like that. We do not know
(such is the honest power of her narrative) if Lous Heshusius will ever fully emerge, like Dante
from a different inferno, into the light. From the rare intersection in this text between patient
narrative and physician response, however, readers may construct a dialogue on pain in our time
that cannot fail to bring plentiful opportunities for personal insight and professional
enlightenment.ForewordDavid B. MorrisIn a memoir remarkable for its rare combination of
intimate selfrevelation and careful research, Lous Heshusius recalls a moment that brings her
face-to-face with the unexpected consequences and unanswerable questions that typify chronic
pain. Suddenly, gazing at a photo that shows her prior to the automobile accident that damaged
her neck, she grasps the transformation that has utterly shattered both her life and her identity. “I
had become someone else,” she writes. “‘A crumbled woman,’ is how one of my daughters
described me. A strange shadow of my former self. Yet, I have an intimate knowledge of this
person in the picture. I know how she thought, felt, loved, walked, and worked. The kind of
mother she was. I know the shades of her emotions. I understand how her mind worked. I like
this woman. I want to be her. How did she slip through my fingers?”“Crumbled” is the word she
also uses to describe the twisted steel beams of the wrecked car that precipitated her injury. She
too is wrecked. Her closing question—less an inquiry than a lament—highlights more than the
experience of loss so central to the experience of chronic pain patients. It also points toward
larger questions implicitly raised by the new series on how patients think that her book
initiates.As the series editors point out, two books with the title How Doctors Think describe the
myths and realities of clinical judgment. As Dr. Scott Fishman writes in a clinical commentary
that follows Heshusius’s narrative, physicians are always constrained by their need to calculate



(on behalf of the patient) a balance between risk and benefit.1 Doctors also calculate the risk-
benefit balance, as Fishman explains, for doctors themselves. “Calculation” may be the key term
here. Patients, as Lous Heshusius helps us recognize, think differently. Which is why this book,
difficult as it may be for doctors, nurses, social workers (as well as for patients and family
members) is such an important addition to the literature of patient narratives. At times angry, and
certainly sorrowful, her narrative can help us navigate the pain that so often comes with the
sudden shock of an unimaginable, total disruption of our everyday lives and purposes.The
scene in which Lous Heshusius examines an old photo—comparing the wrecked patient with
her healthy alter ego—holds iconic power to evoke some of the distinctive qualities that mark
patients’ thinking. It is thinking in which far more goes on than the exercise of judgment and the
calculation of risks and benefits. It is a thinking in which feeling, intuition, and memory play a
more important role than the instrumental reason basic to scientific research and to clinical
medicine. As patients cross the chasm that divides a healthy past from a pain-filled present,
memory does not involve the accurate recall of information, which computers perform flawlessly
and unfeelingly, but an imperfect, uncontrolled upwelling of what the distinguished chemist and
philosopher Michael Polanyi called “personal knowledge.”2 It is a way of thinking, unlike clinical
medicine based on best practices, that must push beyond what is objectively or measurably
knowable: I know the shades of her emotions. I understand how her mind worked. I like this
woman.”Doctors don’t usually think this way both because they can’t afford to (given the current
market model of medicine) and because they are trained not to. They may eventually, however,
come to see both medical and economic value in recognizing how patients think. Empathy—
highly valued in medical education today—would seem impossible without an effort to
understand the distinctive patterns of patients’ thinking. The way patients think clearly affects
behaviors relevant to medical care. It affects compliance. It affects return visits and doctor-
shopping. It affects the possibilities of healing.How we think, in short, is as important as what we
think about, and thinking may have as many variants as pain. Just as cancer pain differs from
neuropathic pain, low back pain, or the pain of migraine, thinking includes significantly different
styles. Martin Heidegger’s What Is Called Thinking? (1954) devotes its entire first half to an
extended reflection on a single sentence from the pre-Socratic philosopher Parmenides. For
Heidegger, rigorous philosophical thinking clearly differs from the ordinary process later
described by neuroscientist Antonio Damasio that involves reason in complex cortical networks
connected to memory and emotion.3 Doctors, in effect, need to unlearn ordinary thought in
order to pursue a calculating, logic-based, evidence-based, analytical, objective, risk-benefit
thinking in which reason is an instrument for achieving clinical results. Patients, by contrast,
embrace a far less instrumental style of reasoning. Joan Didion, in The Year of Magical Thinking
(2000), describes how her bereavement included a “disordered” thought process not simply
emotional but almost mythic in its power to remake actuality.4 Lous Heshusius shows how pain
puts into play not only personal knowledge and emotional intelligence but also nonconscious
mental actions ranging from habit to dreamwork.Pain may have an uncanny power to throw us



back on thinking styles absolutely basic to who we are—and we are all different. Differences in
ethnicity and in culture affect the experience of pain. Patients from minority groups—African
Americans and Latinos, for example—often receive less emergency room medication for pain
than do white patients, just as minorities in poor neighborhoods have more limited access to
pain-relieving drugs. Lous Heshusius is thrown back on the thinking basic to her life as an
academic. Pain sets her a problem that she tackles with the skills of a researcher or project
manager in search of specialized expertise: “There have been some 240 appointments with
doctors and specialists, and nearly 500 appointments with alternative professionals to date. Add
to that about a dozen appointments for tests and assessments…. I also attended a ten-day
residential pain clinic. I have seen my prolotherapist in Vancouver thirteen times so far, a full day
of travel each time. Add countless hours have been spent making lists of questions for all these
professionals, keeping track of prescriptions, bills, insurance correspondence, learning about
chronic pain…all this on top of ’managing’ thousands of hours of pain.”How far is the experience
described by Lous Heshusius representative? Scott Fishman sees her dilemma within the
health-care system as all too common. Still, generalizations about pain patients or about chronic
pain need adjustment for real-world variants. Some people in pain are thrown back on thinking
styles more closely connected with churches and spiritual practices than with universities.
Others, skeptical of all professions, clergy and doctors alike, refuse to classify themselves as
patients or to enter the medical system. Still others have no health insurance and thus no access
to the world of pain medicine. These nonpatients may ride out their affliction with native stoicism,
resignation, prayer, alcohol, or unrelieved anguish. Because the medical research on pain draws
almost entirely on patient populations for its statistical findings, we know very little about how
nonpatients deal with chronic pain. Anecdotal evidence suggests that some people in chronic
pain (remaining outside the medical systems that define them as patients) invent personalized
coping styles that permit them to achieve, by their own accounts, successful and happy
lives.There is growing medical literature on “pain beliefs.” The beliefs that patients hold,
knowingly or unknowingly, alter both pain intensity and pain-related quality of life. Beliefs about
pain, for example, have more influence on quality of life than does pain intensity. Moreover, pain
patients function better when they believe in their own self-efficacy, believe that they have some
control over their pain, and believe that they are not severely disabled.5 Some pain beliefs can
cause direct harm, and among the most harmful pain beliefs for patients is the cognitive-
emotional state known as catastrophizing, or “characterizations of pain as awful, horrible and
unbearable.”6I want to be absolutely clear that I cannot and do not offer any medical judgment
about Lous Heshusius. Her narrative, however, describes experience that surely resembles a
catastrophe in the original Greek sense (meaning, “an overturning, a sudden turn”). The
nightmares that she narrates so vividly reflect a life in which daylight thinking, like nighttime
dreaming, regularly encounters incomprehension and terror. For some people, chronic pain is in
fact an abrupt descent into prolonged disaster. “In this book I show as clearly as I can,”
Heshusius writes soberly, “what happens when a life that is going along just fine takes that



sudden turn into the hell that is chronic pain.”The underworld journey—a classic narrative motif—
operates for Heshusius less as an ordering structure than as a submerged metaphor that on
occasion rises into plain sight. It is important, however, to recognize that what she gives us with
her journal-based realism must necessarily take the written form of a narrative, and narratives
(never merely an objective record of facts and events) offer revelations both direct and indirect.
Doctors are now taking a serious look at the possibilities of a narrative medicine, as narrative not
only provides a unique access to patient experience but also reveals how, in less obvious ways,
individual and cultural stories help to shape the individual experience of illness.7 For example,
there is both narrative knowledge and medical value in the recognition that, at moments, dying
to Lous Heshusius seems like welcome freedom: “Death appears kind to me, not like pain,
whom I imagine as a devil with raked horns.” Attention to narrative would reveal that even the act
of narration at times, for Lous Heshusius, resembles a mortal combat between good and evil:
“Another reason to write this book has been to get even with Pain. When I find the words that
come close to grasping the reality of living with severe chronic pain, I rise to Pain’s devilish
power.”An established religious vocabulary linking pain with Satan, sin, and death reflects
various traditions that view pain as an unmitigated evil. What matters here is both its relevance to
the experience of a postmodern academic woman with nontraditional religious views as well as
its contribution to her gathering narrative about a contemporary underworld journey. It is, as Dr.
Fishman observes, also a journey through a health-care system that for many patients is itself “a
major source of both pain and suffering.” With Lous Heshusius as a guide, pain patients can
learn much here about the perils of a modern health-care odyssey. Health professionals can
learn how an articulate middle-class female white patient thinks (with all that thinking entails)
when her world is irreversibly altered by pain. She does not promise happy endings. Chronic
pain is like that. We do not know (such is the honest power of her narrative) if Lous Heshusius
will ever fully emerge, like Dante from a different inferno, into the light. From the rare intersection
in this text between patient narrative and physician response, however, readers may construct a
dialogue on pain in our time that cannot fail to bring plentiful opportunities for personal insight
and professional enlightenment.AcknowledgmentsDuring the years this book was slowly
emerging, a number of people were significantly involved in my life and thus in the making of the
book. In the world of medicine, I am deeply indebted to Dr. Nasif Yasin, specialist in
Rehabilitation and Physical Medicine in Vancouver, for giving me a life back with his skillful
prolotherapy treatments. His humanity and skill will always be with me. I thank Dr. Gordon Ko,
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Charles Meyers for their compassionate care and open-minded approaches to dealing with my
pain problems. My deepest gratitude goes to psychotherapist Brian Grady, the most vigilant
listener I have ever known, always ready to hear the misery I bring while grounding me back into
life. I thank Lynn Smith for being a most compassionate and excellent masseuse. Thanks also to
the staff at the Royal Jubilee Hospital Pain Clinic in Victoria, in particular staff member Linda
Cundiff, for the patient-oriented atmosphere they create.For encouraging reactions to earlier



drafts or to parts of the manuscript, I would like to acknowledge Gerry Daly, Merry Connor, Leah
Fowler, Maxine Demmler, Alan Cassels, and Arild Solbakken. For their in-depth reading and
extensive feedback I gratefully acknowledge Dr. Annette Grundholm, my daughter Renee
Gilsdorf, and professor of Pediatrics at Brown Medical School, in Providence, Rhode Island,
Bonnie O’Connor. Their comments made me rethink some insights and sharpen others. I was
also fortunate that Robert Amussen agreed to carefully read the manuscript. His marvelous
editing skills and sensitivity to my experiences made reviewing his comments not a task but a
great pleasure.Very special thanks to James Henry, scientific director of the Michael G.
DeGroote Institute for Pain Research and Care at McMaster University in Hamilton, Ontario. I, a
stranger, dared to send him my manuscript. His enthusiastic response and recognition of the
importance of knowledge gained from real life brought welcome encouragement and validation. I
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contact with Cornell University Press on my behalf.My many thanks to co-editors of this series
Suzanne Gordon and Sioban Nelson for their immediate enthusiasm for this work and for
suggestions on restructuring certain aspects of the manuscript. It was Suzanne Gordon’s idea to
ask David Morris, professor in both the Department of English and the Center for Bioethics and
Humanities at the University of Virginia, and Dr. Scott Fishman, chief of Pain Medicine at the
University of California at Davis, for their commentary. And while one could not expect full
agreement between the way people living with the complexity of chronic pain see their lives and
a professional’s understanding of it, Dr. Fishman and professor Morris come as close as one
could hope. Their own writings on pain have been important in the shaping of my work, and it is
an honor to see their words next to mine.For their assistance in manuscript preparation I thank
editorial director of ILR Press Frances Benson and her kind and helpful staff at Cornell
University Press. I appreciate the fine editorial work by Ange Romeo-Hall, senior manuscript
editor, and by Katy Meigs, copyeditor. Many thanks also to Andy Stewart for gently and
cheerfully dealing with my self-created program-formatting headaches.I am profoundly grateful
to Michael Wheeler and Gerry Daly who were there to help when I needed it during the most
terrible years in Toronto. For their support and friendship I further thank Maxine Demmler, Norah
Harris, Leah Fowler, and Robert Arril, and for their support from afar my sister Ton
Waagmeester, Linda Ware, Michiel Kolman, Loree Rackstraw, and Leslie Broun.I am grateful to
fellow pain sufferers, Liesl Fulton, Annette Goranson, and Carol Baddeley for validating so much
of my experiences by sharing theirs, and for the solace that brings. I love my cats, Chester,
Liefke, Milton, and Hombre for their unwavering daily companionship. I could not live my pained
days without them. I also wish to acknowledge political satirists Jon Stewart and Stephen
Colbert: their sanity somehow helps me to keep mine.To my daughters, Nicolle and Renee, I can
only say: Thank you for being there. Without you I would no longer be here. Your support and
love through these years has been vital to my survival.I dedicate this book to all sentient beings
in pain—whether unavoidable, undertreated, ignored, or inflicted.AcknowledgmentsDuring the
years this book was slowly emerging, a number of people were significantly involved in my life
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a stranger, dared to send him my manuscript. His enthusiastic response and recognition of the
importance of knowledge gained from real life brought welcome encouragement and validation. I
also thank him and sociology professor Arthur Frank of the University of Calgary for establishing
contact with Cornell University Press on my behalf.My many thanks to co-editors of this series
Suzanne Gordon and Sioban Nelson for their immediate enthusiasm for this work and for
suggestions on restructuring certain aspects of the manuscript. It was Suzanne Gordon’s idea to
ask David Morris, professor in both the Department of English and the Center for Bioethics and
Humanities at the University of Virginia, and Dr. Scott Fishman, chief of Pain Medicine at the
University of California at Davis, for their commentary. And while one could not expect full
agreement between the way people living with the complexity of chronic pain see their lives and
a professional’s understanding of it, Dr. Fishman and professor Morris come as close as one
could hope. Their own writings on pain have been important in the shaping of my work, and it is
an honor to see their words next to mine.For their assistance in manuscript preparation I thank
editorial director of ILR Press Frances Benson and her kind and helpful staff at Cornell
University Press. I appreciate the fine editorial work by Ange Romeo-Hall, senior manuscript
editor, and by Katy Meigs, copyeditor. Many thanks also to Andy Stewart for gently and
cheerfully dealing with my self-created program-formatting headaches.I am profoundly grateful
to Michael Wheeler and Gerry Daly who were there to help when I needed it during the most
terrible years in Toronto. For their support and friendship I further thank Maxine Demmler, Norah
Harris, Leah Fowler, and Robert Arril, and for their support from afar my sister Ton



Waagmeester, Linda Ware, Michiel Kolman, Loree Rackstraw, and Leslie Broun.I am grateful to
fellow pain sufferers, Liesl Fulton, Annette Goranson, and Carol Baddeley for validating so much
of my experiences by sharing theirs, and for the solace that brings. I love my cats, Chester,
Liefke, Milton, and Hombre for their unwavering daily companionship. I could not live my pained
days without them. I also wish to acknowledge political satirists Jon Stewart and Stephen
Colbert: their sanity somehow helps me to keep mine.To my daughters, Nicolle and Renee, I can
only say: Thank you for being there. Without you I would no longer be here. Your support and
love through these years has been vital to my survival.I dedicate this book to all sentient beings
in pain—whether unavoidable, undertreated, ignored, or inflicted.IntroductionHow do you put
hell on paper? Love would be easier. Or joy, or pleasure. Things people desire. Then you can
evoke that which cannot be said. The reader will gladly fill in the meanings left unsaid by words.
Trying to speak of chronic pain, on the other hand, the unsaid meanings are not easily imagined.
For who wants to know what constant pain is like? How to tell of this dark, dark place?Always
inadequately. It means searching for ways that tell what is nearly impossible to describe, for pain
has no external referent. We cannot point to pain. It is internal, subjective, and undesired,
making the telling about it extremely difficult. Why, then, attempt to do what seems unattainable?
This book is a lengthy answer to that question, summarized by Elaine Scarry when she says that
the act of verbally expressing pain is a necessary prelude to the collective task of diminishing
pain.1I read Scarry’s words in the midst of working on this book and they struck a nerve. For as
the pain persisted, from weeks to months to years, and became chronic and severe, I had come
to experience that, indeed, living with chronic pain—though intensely personal—is not a rugged,
individual process but involves every aspect of one’s life and every person in one’s life. Chronic
pain involves complex pathways involving body and mind, emotions and the brain, and
diminishing it is not often something a doctor can do on her or his own. Instead, diminishing pain
is a multifaceted effort that calls for receptivity and engagement on the part of many.However,
the chronic pain experience is so invisible, so undramatic from the outside—we look normal, we
are not terminally ill—that it is an illness still largely hidden from view, its nature ill understood
except by the sufferer. In this book I show as clearly as I can, what happens when a life that is
going along just fine takes that sudden turn into the hell that is chronic pain.I was born in the
Netherlands where I had a very good childhood. I became a teacher and took a teaching job in
South America where I met my former husband, who was from the United States. We moved to
Illinois and later lived in various places in the United States. We had two daughters. I left the
marriage in the mid-1970s and went to graduate school to study special education and
educational research methodology. I became a university professor, first at the University of
Northern Iowa, and for the last two decades at York University in Toronto, where I greatly enjoyed
teaching and doing research.Life was good—until that inattentive moment when I did not see the
car coming. It happened in the countryside, two hours north of Toronto. It was a late September
afternoon in 1996. It had just started to rain and darkness was setting in. My small Pontiac Firefly
had no chance against the large dark green Buick that hit me at ninety kilometers per hour while



I was pulling away from a stop sign. I was unconscious for half an hour and still have no memory
of any of it. A matter of momentary inattention. A lapse that altered my life. And possibly the lives
of the people in the other car.The police officer who came to the hospital that night, told me they
had found me inside the car and had feared I was dead. It took them twenty minutes to get me
out, trapped as I was between the driver’s door and the crumbled steel of the passenger seat
that was pushed up against me. I had been hit from the passenger’s side, my car pushed across
the intersection, thrown into the ditch, and turned on its side. The officer questioned me as I lay
there, having barely regained consciousness. I asked if he could come back the next day as I
was too exhausted. “No,” he said, “tomorrow is my day off.”For me, tomorrow turned out to be the
beginning of the kind of life I could not have imagined. Since the accident, pain has altered and
tormented every aspect of my life. For the first few years I continued to work part time, albeit with
great difficulty, taking two sick leaves. Eventually, the pain became so constant and severe that I
had no choice but to go on disability leave. In 2002 I moved to Victoria, British Columbia, to be
closer to my daughters and to escape the harsh Toronto winters that invariably made living with
pain worse. By the time I moved, I had seen over twenty doctors and specialists and had been
subjected to an array of medical treatments. Some brought temporary relief. Some made the
pain worse. None brought a cure.From the very beginning of this tormenting journey I scribbled
notes on whatever was happening with me. This practice was crucial for my psychological and
emotional survival and resulted in hundreds of pages of notes, jotted down initially with no intent
to do anything with them. When in 2004 I finally found some relief with prolotherapy, I began to
realize that there was enough “data” to organize these notes into a book.2 Given that too little is
known about the day-to-day suffering of those in pain and the impact chronic pain has on a life—
and hence, too little attention and too few resources are directed our way—I felt my story
needed to see the light of day.I decided that if I were to engage this difficult task, the only way to
proceed would be with total honesty. That means that as my story takes shape there are many
moments of despair, bewilderment, and grief, and many moments of feeling abandoned by
doctors and friends alike. Often these moments appear as they did in my journals in all their
sharpness. I ask the reader to bear with me, as I slowly learn to place these moments in the
larger contexts of cultural and human complexities and suffering of all kinds.On its website, the
American Pain Foundation (APF) cites the figure of 75 million people in the United States living
with pain, 42 percent of them—roughly 31 million—for longer than one year. Pain, according to
the APF, affects more Americans than diabetes, heart disease, and cancer combined. The
estimate by the National Institute of Neurological Disorders and Stroke puts the figure of people
living with pain at 90 million.3 The Canadian Pain Coalition estimates the figure for Canada to be
almost 6 million.4 “The problem is absolutely enormous,” Russell Portenoy, chair of Pain
Medicine at New York’s Beth Israel Medical Center, told Steve Sternberg and reported in a USA
TODAY article on May 8, 2005. He added, “It rivals every serious public-health issue, whether
you’re talking about heart disease, cancer, obesity or anything else.” Yet most people never see
the pain in these millions of sufferers, even when they stand next to them on a bus or in the



supermarket. And while doctors can see heart disease, cancer, obesity and most other
diseases, they, too, cannot see pain.The problem is also costly. The APF estimates the annual
cost in the Unites States of chronic pain, including health-care expenses, lost income, and lost
productivity, to be $100 billion. In Canada these costs are estimated to be $45 billion, which
includes the cost for long-term disability.5Chronic pain and the problems and questions it
generates is no respecter of national boundaries. Most of my story takes place in Toronto and in
Victoria, British Columbia. I also attended a pain clinic in Amsterdam and one in the United
States near Seattle. The debates about how to diagnose and treat chronic pain are much the
same internationally and characterized by much uncertainty and contradictions.At the
Congressional Briefing on Pain on Capitol Hill held June 13, 2006, chronic pain was referred to
as the “silent epidemic.”6 It is an invisible epidemic, the severity of which is greatly
underestimated because few people know about our lives in any depth. David Morris, in The
Culture of Pain, captures the lack of knowledge about our lives well: “Chronic pain may push us
toward an area of human life we know almost nothing about…. It places people in utterly
different worlds of feeling. It surrounds them with silence. In many ways the person in chronic
pain might as well be standing on the moon.”7Ralph Waldo Emerson said of pain: “He has seen
but half the universe who has not been shown the house of pain.”8 I hope my tale will take the
reader some way into that house of pain, and in doing so contribute to its eventual
lessening.IntroductionHow do you put hell on paper? Love would be easier. Or joy, or pleasure.
Things people desire. Then you can evoke that which cannot be said. The reader will gladly fill in
the meanings left unsaid by words. Trying to speak of chronic pain, on the other hand, the unsaid
meanings are not easily imagined. For who wants to know what constant pain is like? How to tell
of this dark, dark place?Always inadequately. It means searching for ways that tell what is nearly
impossible to describe, for pain has no external referent. We cannot point to pain. It is internal,
subjective, and undesired, making the telling about it extremely difficult. Why, then, attempt to do
what seems unattainable? This book is a lengthy answer to that question, summarized by Elaine
Scarry when she says that the act of verbally expressing pain is a necessary prelude to the
collective task of diminishing pain.1I read Scarry’s words in the midst of working on this book
and they struck a nerve. For as the pain persisted, from weeks to months to years, and became
chronic and severe, I had come to experience that, indeed, living with chronic pain—though
intensely personal—is not a rugged, individual process but involves every aspect of one’s life
and every person in one’s life. Chronic pain involves complex pathways involving body and mind,
emotions and the brain, and diminishing it is not often something a doctor can do on her or his
own. Instead, diminishing pain is a multifaceted effort that calls for receptivity and engagement
on the part of many.However, the chronic pain experience is so invisible, so undramatic from the
outside—we look normal, we are not terminally ill—that it is an illness still largely hidden from
view, its nature ill understood except by the sufferer. In this book I show as clearly as I can, what
happens when a life that is going along just fine takes that sudden turn into the hell that is
chronic pain.I was born in the Netherlands where I had a very good childhood. I became a



teacher and took a teaching job in South America where I met my former husband, who was
from the United States. We moved to Illinois and later lived in various places in the United States.
We had two daughters. I left the marriage in the mid-1970s and went to graduate school to study
special education and educational research methodology. I became a university professor, first
at the University of Northern Iowa, and for the last two decades at York University in Toronto,
where I greatly enjoyed teaching and doing research.Life was good—until that inattentive
moment when I did not see the car coming. It happened in the countryside, two hours north of
Toronto. It was a late September afternoon in 1996. It had just started to rain and darkness was
setting in. My small Pontiac Firefly had no chance against the large dark green Buick that hit me
at ninety kilometers per hour while I was pulling away from a stop sign. I was unconscious for
half an hour and still have no memory of any of it. A matter of momentary inattention. A lapse
that altered my life. And possibly the lives of the people in the other car.The police officer who
came to the hospital that night, told me they had found me inside the car and had feared I was
dead. It took them twenty minutes to get me out, trapped as I was between the driver’s door and
the crumbled steel of the passenger seat that was pushed up against me. I had been hit from the
passenger’s side, my car pushed across the intersection, thrown into the ditch, and turned on its
side. The officer questioned me as I lay there, having barely regained consciousness. I asked if
he could come back the next day as I was too exhausted. “No,” he said, “tomorrow is my day
off.”For me, tomorrow turned out to be the beginning of the kind of life I could not have imagined.
Since the accident, pain has altered and tormented every aspect of my life. For the first few
years I continued to work part time, albeit with great difficulty, taking two sick leaves. Eventually,
the pain became so constant and severe that I had no choice but to go on disability leave. In
2002 I moved to Victoria, British Columbia, to be closer to my daughters and to escape the
harsh Toronto winters that invariably made living with pain worse. By the time I moved, I had
seen over twenty doctors and specialists and had been subjected to an array of medical
treatments. Some brought temporary relief. Some made the pain worse. None brought a
cure.From the very beginning of this tormenting journey I scribbled notes on whatever was
happening with me. This practice was crucial for my psychological and emotional survival and
resulted in hundreds of pages of notes, jotted down initially with no intent to do anything with
them. When in 2004 I finally found some relief with prolotherapy, I began to realize that there was
enough “data” to organize these notes into a book.2 Given that too little is known about the day-
to-day suffering of those in pain and the impact chronic pain has on a life—and hence, too little
attention and too few resources are directed our way—I felt my story needed to see the light of
day.I decided that if I were to engage this difficult task, the only way to proceed would be with
total honesty. That means that as my story takes shape there are many moments of despair,
bewilderment, and grief, and many moments of feeling abandoned by doctors and friends alike.
Often these moments appear as they did in my journals in all their sharpness. I ask the reader to
bear with me, as I slowly learn to place these moments in the larger contexts of cultural and
human complexities and suffering of all kinds.On its website, the American Pain Foundation



(APF) cites the figure of 75 million people in the United States living with pain, 42 percent of them
—roughly 31 million—for longer than one year. Pain, according to the APF, affects more
Americans than diabetes, heart disease, and cancer combined. The estimate by the National
Institute of Neurological Disorders and Stroke puts the figure of people living with pain at 90
million.3 The Canadian Pain Coalition estimates the figure for Canada to be almost 6 million.4
“The problem is absolutely enormous,” Russell Portenoy, chair of Pain Medicine at New York’s
Beth Israel Medical Center, told Steve Sternberg and reported in a USA TODAY article on May
8, 2005. He added, “It rivals every serious public-health issue, whether you’re talking about heart
disease, cancer, obesity or anything else.” Yet most people never see the pain in these millions
of sufferers, even when they stand next to them on a bus or in the supermarket. And while
doctors can see heart disease, cancer, obesity and most other diseases, they, too, cannot see
pain.The problem is also costly. The APF estimates the annual cost in the Unites States of
chronic pain, including health-care expenses, lost income, and lost productivity, to be $100
billion. In Canada these costs are estimated to be $45 billion, which includes the cost for long-
term disability.5Chronic pain and the problems and questions it generates is no respecter of
national boundaries. Most of my story takes place in Toronto and in Victoria, British Columbia. I
also attended a pain clinic in Amsterdam and one in the United States near Seattle. The debates
about how to diagnose and treat chronic pain are much the same internationally and
characterized by much uncertainty and contradictions.At the Congressional Briefing on Pain on
Capitol Hill held June 13, 2006, chronic pain was referred to as the “silent epidemic.”6 It is an
invisible epidemic, the severity of which is greatly underestimated because few people know
about our lives in any depth. David Morris, in The Culture of Pain, captures the lack of knowledge
about our lives well: “Chronic pain may push us toward an area of human life we know almost
nothing about…. It places people in utterly different worlds of feeling. It surrounds them with
silence. In many ways the person in chronic pain might as well be standing on the moon.”7Ralph
Waldo Emerson said of pain: “He has seen but half the universe who has not been shown the
house of pain.”8 I hope my tale will take the reader some way into that house of pain, and in
doing so contribute to its eventual lessening.1 A Life AlteredThe DescentThe emergency room
nurse told me I had been in a serious accident about two hours north of Toronto. “You will feel
pain in places where you never thought you could have pain,” she said. I had no memory of the
accident—and still don’t. I had visited another land, noticing nothing of police cars and
ambulances. I had been to an alternate, beautiful reality. When I came to, I felt myself inside a
brilliant light. Opening my eyes, I saw smiling faces of young men against a clear blue sky. The
color of the air was of golden sunshine. The world felt wonderful. I felt rested. Not a touch of
fatigue. I felt such joy. I was in a space lighter and more beautiful than I had ever known, than I
knew was possible. A space I wanted to dwell in forever.But it rained. It was late September, the
afternoon darkening. I was five minutes away from a friend’s house when I did not see the car
coming. The faces above me belonged to three paramedics who were holding a large umbrella
over me. I saw no sky. There was no sun. Just worried faces looking at me. I was on a stretcher.



They were getting ready to put me in the ambulance. I learned later that had my bones not been
so strong, as indicated by bone density tests, my neck would have been broken. I might have
gone to that other side forever. Often, in the terror caused by the pain that followed, I have
wished for that. Such a painless journey it would have been. Straight to paradise.When the nurse
said those words, I remember thinking: “Oh, you don’t know how healthy I am. I’m never sick! I’ll
recover from this in no time!” But she was right. What she didn’t tell me, however, was that I
would see numerous doctors and specialists and that still my pain would continue. Now, after
more than eleven years, three family doctors, two neurospecialists, four pain specialists, two
neurological surgeons, a psychiatrist, an anesthesiologist, a neuropsychiatrist, an osteopathic
physician, three chiropractors, a holistic physician, a wellness physician, two acupuncturists, two
physiotherapy programs, three individual physiotherapists, one emotional release therapist, a
marijuana specialist, a pain/trauma therapist, two psychotherapists, a cognitive therapist, two
osteopaths, a biofeedback therapist, two craniosacral therapists, ten days in a private residential
pain clinic, about a dozen massage therapists, uncounted painkillers, and a losing fight with the
insurance company, I continue to suffer daily from stabbing neck and head pain, from migraines,
from referred pain throughout my left shoulder and upper back, and from neuropathic pain that
causes swelling in my neck and at the back of my skull and that causes a stinging and burning
sensation.As time went on, I came to understand that the words “chronic pain” essentially mean
“You have had pain now for over half a year and we have no real clue what to do about it.” Then,
guided by the war-and-control metaphors of much conventional medicine, many drugs are
prescribed, toxic substances injected, and burn-or-cut-the-nerves procedures carried out, none
of which offer certainty, all of which carry risks. There was no one to help me sort out the
piecemeal and contradictory information doctors and specialists would provide, nearly all of
which was new to me. One pain specialist did his best, but his full waiting room and his fast mind
—way too fast for me—did not often allow for a coherent explanation in the short time he had
available.I used to divide my life into “Before” and “After”: before and after I had children; before
and after I left my marriage; before and after the love of my life appeared and had to part. Clearly,
these continue to be significant milestones in my life. But nothing has divided in two the before
and after of my life as did the accident that left me a victim of the chronic pain that has tormented
me ever since. Albert Schweitzer said, “We all must die. But if I can save him from days of
torture, that is what I feel is my great and ever new privilege. Pain is a more terrible lord of
mankind than even death himself.”1Death. How often have I wished I could lie down and simply
die. I can put it in writing: had it not been for my two daughters, I would no longer be here. A
Google search on the relation between chronic pain and suicide brings up almost a million hits.
Many articles note a significantly higher rate of suicide ideation and suicide attempts among
those living with chronic pain than for the general population. The Johns Hopkins Arthritis Center
reports a two to three times higher rate of actual suicides for chronic pain patients than for the
general population.2 In his review of research dealing with the impact of chronic pain on life
habits, James Henry, scientific director of the Michael G. DeGroote Institute for Pain Research



and Care at McMaster University, cites reports that among medical illnesses, chronic pain is the
second major cause of suicide after bipolar disorder, and ahead of depression and psychotic
disorders.3Ongoing intense pain then is for many chronic pain sufferers worse than the idea of
death. Yet no one responded when I expressed suicidal thoughts, which during the worst years
were present on a daily basis and about which, out of absolute despair, I tried to talk with six
health-care professionals. “Let’s not go there,” was the immediate response from one of them.
The others simply said nothing. Tellingly, however, it did show up in some of the reports they
wrote to each other.Many times I have promised God, who I had set aside some forty years ago
for the notion of Spirit or Creative Force, that I will never complain about anything anymore if He
or She would relieve me from this pain. Many times I have moaned and whispered, “Please, let it
pass!” with the strong sense I was directing my prayer to something more personal than a spirit
or a force. “Ik kan het niet meer,” I moaned, falling back into Dutch, my native tongue. “I can’t go
on anymore.” Though I left the Netherlands over forty years ago, my mother tongue still rises up
in me in moments of great intensity or great despair.Why I Write This Book: Witnessing Lives in
PainCarol Jay Levy in A Pained Life, her account of her struggle with pain from trigeminal
neuralgia, gives as the reason for not writing her story sooner that the story would not have had
a happy ending.4 When at last a neurological implant took her pain away she could write
because her story now had a happy ending. How we want happy endings. In The Wounded
Storyteller Arthur Frank refers to stories that tell about restoring the former state of health as
“restitution narratives,” which, he says, are the ones that get attention.5 But the world also needs
to witness the stories of pain that go on with no end in sight. Those where health is not restored.
Those that end in despair. In death. How else can the torment of chronic pain be understood,
rather than greatly underestimated, as I now know it is? The entire range of pain stories needs to
be acknowledged to encourage political and social progress on the pain-management front.It is
difficult to imagine a life in chronic pain. Apart from being invisible and inexpressible, the
intensity, frequency, and duration of pain attacks differ for everyone and can change over time.
NBC’s The Today Show aired a series on chronic pain beginning on March 28, 2005. It noted six
defining characteristics: (1) when it interferes with activity, (2) when it interferes with
concentration, (3) when it disrupts sleep, (4) when one self-medicates, (5) when it strains
relationships, and (6) when it appears regularly—meaning three times a month or more. These
defining characteristics, while offering an initial screen, are so broad that they do not provide a
means to diagnose the severity of the pain or to imagine what a life in pain is like. The ubiquitous
1–10 pain scale does not do so either.I once attended a demonstration organized by a company
that designs products for pain relief. Before the demonstration began, the presenter asked, “How
many of you, right now, have a pain level of 10 on a scale from 1 to 10, in which 10 is the worst
pain you can imagine?” About a dozen people raised their hands. They had been walking
around, chatting, and having refreshments before the demonstration started. I was stunned. At a
10 I am on the floor, motionless, with gunshots going off in my head. Some months later I am in
my specialist’s office for injections. I can hear every word said by the patient behind the curtain



on the cot next to mine. The specialist asks, “What’s your pain level today on a scale of 1 to
10?”“About a 10.” I am stunned again. At a 10 level of pain I could not have possibly come to the
clinic. When my turn comes I tell him what I overheard. “At a 10 I am motionless on the floor.” He
explains that the scale—used only for intrapersonal comparison—has no comparative value.
One person’s level 6 bears no necessary comparison to another person’s level 6. A 2007 special
issue on chronic pain by Newsweek calls this scale—so far, according to the magazine, the best
that clinicians have been able to come up with—“absurdly imprecise.”6If the goal is to be
precise, it must be said that the pain scale is imprecise even for intrapersonal comparisons.
Every time I have to indicate where my pain is on this scale, I hesitate. Typically, the pain patient
is asked to mark the scale according to how the pain is “Now” or “Today.” There is of course a
distinct difference between a 2 and a 9, or between a 3 and 8. But the shorter the distances
between numbers, the more the meanings of these distances start to blur. After eleven years of
this, I still don’t know what, exactly, the difference between a 6 and a 7 is or between a 6 and an
8. Nor what a 3 really means. Or a 4. Just as important, the doctor has no idea. There is nothing
to back up the number. Therefore, a 5 is not always a 5. It depends on my day. The pain’s
fluctuations—often within minutes or within hours—blur these numbers. My mood of the day
blurs these numbers. Whether or not I have taken painkillers blurs these numbers. My inexact
memory of what the pain was like last time I marked the scale a certain way—which, in order for
the scale to be valid, one would need to assume I can remember—blurs these numbers. The
way a particular doctor behaves toward me blurs these numbers.Fluctuations in chronic pain are
typical. I never make morning appointments, because the pain is typically too severe for me to
go anywhere. Thus my afternoon marks are a serious understatement of the severity of the pain I
live with. I tell doctors about the morning pain, but we largely believe only what we can see, and
doctors are not exempt from this human tendency—in fact, their scientific training reinforces it. A
physician who read the manuscript for this book told me, “I will never again say to myself when
listening to a patient talking about pain, ’It can’t be that bad—she seems pretty normal to
me.’”One of my pain specialists told me of his frustration over how to define chronic pain to an
insurance representative. He finally said, “Imagine someone stabbing you in the back, not once,
not twice, but many times a day, day after day, month after month, year after year, and you don’t
know why he is stabbing you.” He shook his head as he told me this.I tried to explain chronic
pain to an acquaintance who couldn’t understand why I couldn’t teach anymore or take a trip,
and why I couldn’t just take some pain killers and wouldn’t that get rid of the pain? Trying to
come up with a picture that would make the invisible visible, I heard myself say, “Imagine you
wake up every morning and you need to go to a clinic down the road for painful treatments that
take a couple of hours and for which only a mild anesthetic can be given. You have to do that
every day, at least once, sometimes more often—for years on end. Possibly for the rest of your
life.” “Oh…” he said, falling silent, struggling to get that image into his head. Coming up with
concrete images that resemble what the chronic pain experience is like may be crucial in the
struggle to give voice to this insidious disease that few understand and many don’t even believe



is real.Another way to show what living chronically in pain is like is to register the frequency and
intensity of the pain and the consequences for daily life. Using various pain diaries I kept for
medical and legal reasons during the worst years and estimating the number of hours for the
subsequent years, I can roughly calculate the number of hours I have suffered from pain.
However, these hours are not all the same when it comes to pain intensity. The literature on pain
rarely distinguishes between levels of pain or systematically indicates their different
consequences. For me, the following three levels of pain have been almost separate illnesses
each with its own set of consequences.Severe pain (for me, I would mark between an 8 and 10
rating on the scale) means to me pain so intense that it completely disables. Pain that paralyzes.
Pain that erases the mind and can make you irrational. Pain that makes it impossible to work, to
drive, to converse, to sleep. Pain that is hardly responsive to medication. The kind of pain that
makes you suicidal. That kind of pain lives off the scale, somewhere between 11 and infinity. For
then, all of me is pain. It is an altered state in which the notion of ranking is no longer valid. To
call total pain a 10, or any number at all, feels strange—a number only makes sense if there is
another number to compare it with. When pain is total, there is no entity with which to compare
it.1 A Life AlteredThe DescentThe emergency room nurse told me I had been in a serious
accident about two hours north of Toronto. “You will feel pain in places where you never thought
you could have pain,” she said. I had no memory of the accident—and still don’t. I had visited
another land, noticing nothing of police cars and ambulances. I had been to an alternate,
beautiful reality. When I came to, I felt myself inside a brilliant light. Opening my eyes, I saw
smiling faces of young men against a clear blue sky. The color of the air was of golden sunshine.
The world felt wonderful. I felt rested. Not a touch of fatigue. I felt such joy. I was in a space lighter
and more beautiful than I had ever known, than I knew was possible. A space I wanted to dwell
in forever.But it rained. It was late September, the afternoon darkening. I was five minutes away
from a friend’s house when I did not see the car coming. The faces above me belonged to three
paramedics who were holding a large umbrella over me. I saw no sky. There was no sun. Just
worried faces looking at me. I was on a stretcher. They were getting ready to put me in the
ambulance. I learned later that had my bones not been so strong, as indicated by bone density
tests, my neck would have been broken. I might have gone to that other side forever. Often, in
the terror caused by the pain that followed, I have wished for that. Such a painless journey it
would have been. Straight to paradise.When the nurse said those words, I remember thinking:
“Oh, you don’t know how healthy I am. I’m never sick! I’ll recover from this in no time!” But she
was right. What she didn’t tell me, however, was that I would see numerous doctors and
specialists and that still my pain would continue. Now, after more than eleven years, three family
doctors, two neurospecialists, four pain specialists, two neurological surgeons, a psychiatrist, an
anesthesiologist, a neuropsychiatrist, an osteopathic physician, three chiropractors, a holistic
physician, a wellness physician, two acupuncturists, two physiotherapy programs, three
individual physiotherapists, one emotional release therapist, a marijuana specialist, a pain/
trauma therapist, two psychotherapists, a cognitive therapist, two osteopaths, a biofeedback



therapist, two craniosacral therapists, ten days in a private residential pain clinic, about a dozen
massage therapists, uncounted painkillers, and a losing fight with the insurance company, I
continue to suffer daily from stabbing neck and head pain, from migraines, from referred pain
throughout my left shoulder and upper back, and from neuropathic pain that causes swelling in
my neck and at the back of my skull and that causes a stinging and burning sensation.As time
went on, I came to understand that the words “chronic pain” essentially mean “You have had
pain now for over half a year and we have no real clue what to do about it.” Then, guided by the
war-and-control metaphors of much conventional medicine, many drugs are prescribed, toxic
substances injected, and burn-or-cut-the-nerves procedures carried out, none of which offer
certainty, all of which carry risks. There was no one to help me sort out the piecemeal and
contradictory information doctors and specialists would provide, nearly all of which was new to
me. One pain specialist did his best, but his full waiting room and his fast mind—way too fast for
me—did not often allow for a coherent explanation in the short time he had available.I used to
divide my life into “Before” and “After”: before and after I had children; before and after I left my
marriage; before and after the love of my life appeared and had to part. Clearly, these continue to
be significant milestones in my life. But nothing has divided in two the before and after of my life
as did the accident that left me a victim of the chronic pain that has tormented me ever since.
Albert Schweitzer said, “We all must die. But if I can save him from days of torture, that is what I
feel is my great and ever new privilege. Pain is a more terrible lord of mankind than even death
himself.”1Death. How often have I wished I could lie down and simply die. I can put it in writing:
had it not been for my two daughters, I would no longer be here. A Google search on the relation
between chronic pain and suicide brings up almost a million hits. Many articles note a
significantly higher rate of suicide ideation and suicide attempts among those living with chronic
pain than for the general population. The Johns Hopkins Arthritis Center reports a two to three
times higher rate of actual suicides for chronic pain patients than for the general population.2 In
his review of research dealing with the impact of chronic pain on life habits, James Henry,
scientific director of the Michael G. DeGroote Institute for Pain Research and Care at McMaster
University, cites reports that among medical illnesses, chronic pain is the second major cause of
suicide after bipolar disorder, and ahead of depression and psychotic disorders.3Ongoing
intense pain then is for many chronic pain sufferers worse than the idea of death. Yet no one
responded when I expressed suicidal thoughts, which during the worst years were present on a
daily basis and about which, out of absolute despair, I tried to talk with six health-care
professionals. “Let’s not go there,” was the immediate response from one of them. The others
simply said nothing. Tellingly, however, it did show up in some of the reports they wrote to each
other.Many times I have promised God, who I had set aside some forty years ago for the notion
of Spirit or Creative Force, that I will never complain about anything anymore if He or She would
relieve me from this pain. Many times I have moaned and whispered, “Please, let it pass!” with
the strong sense I was directing my prayer to something more personal than a spirit or a force.
“Ik kan het niet meer,” I moaned, falling back into Dutch, my native tongue. “I can’t go on



anymore.” Though I left the Netherlands over forty years ago, my mother tongue still rises up in
me in moments of great intensity or great despair.Why I Write This Book: Witnessing Lives in
PainCarol Jay Levy in A Pained Life, her account of her struggle with pain from trigeminal
neuralgia, gives as the reason for not writing her story sooner that the story would not have had
a happy ending.4 When at last a neurological implant took her pain away she could write
because her story now had a happy ending. How we want happy endings. In The Wounded
Storyteller Arthur Frank refers to stories that tell about restoring the former state of health as
“restitution narratives,” which, he says, are the ones that get attention.5 But the world also needs
to witness the stories of pain that go on with no end in sight. Those where health is not restored.
Those that end in despair. In death. How else can the torment of chronic pain be understood,
rather than greatly underestimated, as I now know it is? The entire range of pain stories needs to
be acknowledged to encourage political and social progress on the pain-management front.It is
difficult to imagine a life in chronic pain. Apart from being invisible and inexpressible, the
intensity, frequency, and duration of pain attacks differ for everyone and can change over time.
NBC’s The Today Show aired a series on chronic pain beginning on March 28, 2005. It noted six
defining characteristics: (1) when it interferes with activity, (2) when it interferes with
concentration, (3) when it disrupts sleep, (4) when one self-medicates, (5) when it strains
relationships, and (6) when it appears regularly—meaning three times a month or more. These
defining characteristics, while offering an initial screen, are so broad that they do not provide a
means to diagnose the severity of the pain or to imagine what a life in pain is like. The ubiquitous
1–10 pain scale does not do so either.I once attended a demonstration organized by a company
that designs products for pain relief. Before the demonstration began, the presenter asked, “How
many of you, right now, have a pain level of 10 on a scale from 1 to 10, in which 10 is the worst
pain you can imagine?” About a dozen people raised their hands. They had been walking
around, chatting, and having refreshments before the demonstration started. I was stunned. At a
10 I am on the floor, motionless, with gunshots going off in my head. Some months later I am in
my specialist’s office for injections. I can hear every word said by the patient behind the curtain
on the cot next to mine. The specialist asks, “What’s your pain level today on a scale of 1 to
10?”“About a 10.” I am stunned again. At a 10 level of pain I could not have possibly come to the
clinic. When my turn comes I tell him what I overheard. “At a 10 I am motionless on the floor.” He
explains that the scale—used only for intrapersonal comparison—has no comparative value.
One person’s level 6 bears no necessary comparison to another person’s level 6. A 2007 special
issue on chronic pain by Newsweek calls this scale—so far, according to the magazine, the best
that clinicians have been able to come up with—“absurdly imprecise.”6If the goal is to be
precise, it must be said that the pain scale is imprecise even for intrapersonal comparisons.
Every time I have to indicate where my pain is on this scale, I hesitate. Typically, the pain patient
is asked to mark the scale according to how the pain is “Now” or “Today.” There is of course a
distinct difference between a 2 and a 9, or between a 3 and 8. But the shorter the distances
between numbers, the more the meanings of these distances start to blur. After eleven years of



this, I still don’t know what, exactly, the difference between a 6 and a 7 is or between a 6 and an
8. Nor what a 3 really means. Or a 4. Just as important, the doctor has no idea. There is nothing
to back up the number. Therefore, a 5 is not always a 5. It depends on my day. The pain’s
fluctuations—often within minutes or within hours—blur these numbers. My mood of the day
blurs these numbers. Whether or not I have taken painkillers blurs these numbers. My inexact
memory of what the pain was like last time I marked the scale a certain way—which, in order for
the scale to be valid, one would need to assume I can remember—blurs these numbers. The
way a particular doctor behaves toward me blurs these numbers.Fluctuations in chronic pain are
typical. I never make morning appointments, because the pain is typically too severe for me to
go anywhere. Thus my afternoon marks are a serious understatement of the severity of the pain I
live with. I tell doctors about the morning pain, but we largely believe only what we can see, and
doctors are not exempt from this human tendency—in fact, their scientific training reinforces it. A
physician who read the manuscript for this book told me, “I will never again say to myself when
listening to a patient talking about pain, ’It can’t be that bad—she seems pretty normal to
me.’”One of my pain specialists told me of his frustration over how to define chronic pain to an
insurance representative. He finally said, “Imagine someone stabbing you in the back, not once,
not twice, but many times a day, day after day, month after month, year after year, and you don’t
know why he is stabbing you.” He shook his head as he told me this.I tried to explain chronic
pain to an acquaintance who couldn’t understand why I couldn’t teach anymore or take a trip,
and why I couldn’t just take some pain killers and wouldn’t that get rid of the pain? Trying to
come up with a picture that would make the invisible visible, I heard myself say, “Imagine you
wake up every morning and you need to go to a clinic down the road for painful treatments that
take a couple of hours and for which only a mild anesthetic can be given. You have to do that
every day, at least once, sometimes more often—for years on end. Possibly for the rest of your
life.” “Oh…” he said, falling silent, struggling to get that image into his head. Coming up with
concrete images that resemble what the chronic pain experience is like may be crucial in the
struggle to give voice to this insidious disease that few understand and many don’t even believe
is real.Another way to show what living chronically in pain is like is to register the frequency and
intensity of the pain and the consequences for daily life. Using various pain diaries I kept for
medical and legal reasons during the worst years and estimating the number of hours for the
subsequent years, I can roughly calculate the number of hours I have suffered from pain.
However, these hours are not all the same when it comes to pain intensity. The literature on pain
rarely distinguishes between levels of pain or systematically indicates their different
consequences. For me, the following three levels of pain have been almost separate illnesses
each with its own set of consequences.Severe pain (for me, I would mark between an 8 and 10
rating on the scale) means to me pain so intense that it completely disables. Pain that paralyzes.
Pain that erases the mind and can make you irrational. Pain that makes it impossible to work, to
drive, to converse, to sleep. Pain that is hardly responsive to medication. The kind of pain that
makes you suicidal. That kind of pain lives off the scale, somewhere between 11 and infinity. For



then, all of me is pain. It is an altered state in which the notion of ranking is no longer valid. To
call total pain a 10, or any number at all, feels strange—a number only makes sense if there is
another number to compare it with. When pain is total, there is no entity with which to compare it.
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Sandra Krac, “Inside Chronic Pain - a compelling story that must be read and shared!. The first
sentences of the Lous Heshusius' introduction, "How do you put hell on paper? Love would be
easier." grabbed hold of me and I couldn't put the book down. The moving delivery of this
personal undertaking is an eye-opener. Physicians in the `pain field' as well as all other
caregivers would gain tremendous insight by reading Ms. Heshusius' book. I would also
recommend it to `just plain folk' as it will open minds, hearts and understanding to so many
people who are relegated to not leaving their homes. How many of us know people who say that
their mornings are difficult but they do much better in the afternoon? Those words have taken
on new meaning.Having insight into Ms. Heshusius' day made me marvel at the work she
undertook. I emailed and asked her how she was able to complete such a task. Her answer
was `I was able to work one hour a day and that is why it took me so many years to complete this
book.` Her hope to reach people to help them endure less insult through this real illness of
chronic pain speaks to her character.Ms. Heshusius shared her innermost experiences and
thoughts, no matter how private or horrific. Her story is a wake up call. It is an education in 129
pages and the time reading it is very well spent. "Inside Chronic Pain: An Intimate and Critical
Account" should be on everyone's reading list!”

Paul L. Alford, “An important and needed book!. I though this might really be a depressing read,
so much pain and suffering. Well, it was not. Lous says some badly needed things about the
medical industries treatment of pain. We are really just beginning to recognize pain as a
separate entity and Heshusius offers suggestions on improving the system. Many of her
complaints are relevant to the health industry in general: often very short appointment times,
Dr's who don't listen well or spend the appointment buried in a lap-top, differing diagnosis etc. I
was amazed to discover that ms Heshusius had relocated and lives near me. We have
exchanged e-mails. She is writing another book which I look forward to. Recommended.”

Ebook Library Reader, “Through the eyes of pain. This is the best account I have ever read
about what it is like to live with chronic pain. The author had a near fatal 1996 car accident, and
has suffered from severe head/neck pain since. The descriptions are almost poetic. Yet, the
brutal cost of chronic pain is made very clear. Half of of the book, which is based on journals she
kept, deals with the many, many interactions with the world of medicine -- virtually all of them
extremely difficult and frustrating. Treating chronic pain is a trial and error process. I don't think
many people have any idea of what a life in pain is like.  This book will tell you.”

Evelyn, “This was like reading my husband's story.. My husband who has chronic back pain
could really relate to the description and journey of the life of Lous Heshusius. As his wife who
has seen him have to deal with the chronic pain, it was like reading the story that he had lived.
Having some medical commentary with her story was helpful too. This is a great book for people



to read who deal with people who have chronic pain or have chronic pain themselves to see that
their story is probably not that different.”

John T. Zipple, “Inside Chronic Pain. I really appreciate this authors perspectives on life with
chronic pain and moving through our inadequate medical care system. I appreciate also her
candor and honesty in being able to share some really personal thoughts on the subject of a life
changed by chronic pain. It was easy to read and I think should be required for medical school
(and/or many healthcare professions).”

Paige Otis, “Great book for those of you suffering with chronic pain!. Great book for people with
chronic pain! Lots of great ideas. Adding to my library for my neuropathy support group! Could
not put it down!”

Neil D. Pearson, “Must Read Chronic Pain Narrative. It is rare that I have read a book that has
truly changed my clinical practice. "Explain Pain" was one that changed my understanding of
pain. "Inside Chronic Pain' has taken me far beyond this, to greater understanding of the person
in pain.Had you asked me before reading this book if I felt I had a good understanding of the
experiences of people in pain, I would have said yes. Had you asked me whether I thought I
needed to change the way I listen to, and talk with people in pain, I would have said something
like, "Of course, we can always learn to be better", though I would have wondered about how
much better I could get at this. I know that sounds arrogant, but I felt I worked hard at these skills
conscientiously.My answers to these questions would be very different now. After reading the
book, I am listening to my patients in a new, more circumspect and even more compassionate
way. I also find myself choosing different words now when explaining pain to people in pain.
Words that relate to both the pain and the person.The changes I've experienced also extend into
how I am teaching other health care professionals. The impact on those in recent courses can
be summed up by the words of one participant, who told me that he has always been proud of
treating the pain well, and now he knew he needed to treat the person in pain just as much. I
don't think I would have been as successful in helping create this new view without the wisdom I
gained reading Lous' narrative.All this is to say, please read this book.I hope you will share it with
your patients, to help them realize they are not as alone as they feel.I hope you will share it with
their families so they can grasp even more the impact of the pain on their loved-one's life.Most of
all, I hope you will share it with as many health care professionals as you can. We have so far to
go in changing our views of people in pain. With changes in health care professionals' views, we
may even be able to have greater impact on health care policy-makers.From the book's
foreword..."With Lous Heshusius as a guide, pain patients can learn much about the perils of a
modern health-care odyssey. Health professionals can learn how an articulate middle-class
female white patient thinks (with all that thinking entails) when her world is irreversibly altered by
pain. She does not promise happy endings. Chronic pain is like that. From the rare intersection in



this text between patient narrative and physician response, however, readers may construct a
dialogue on pain in our time that cannot fail to bring plentiful opportunities for personal insight
and professional enlightenment."Neil Pearson, MSc, BScPT, BA-BPHE, CYT, RYT500[...]”

The book has a rating of  5 out of 4.4. 12 people have provided feedback.
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