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Introduction


As a psychologist for the past twenty-five years, I have been excited to see the recent surge of interest in the intersection of trauma and well-being, particularly as it was long overlooked or downplayed. The patients I treat and their life stories vary widely, but many were so emotionally devastated by exposure to a single traumatic event or set of experiences that they still feel the effects months, years, or even decades later. Trauma isn’t at the heart of every illness or pathology, of course—the truth is vastly more complicated than that. But for many millions of people, it is hugely consequential in explaining, at least in part, their dysfunction, their dysregulation, and, sometimes, the entire narrative of their lives.


There is considerable discussion, in academic, medical, and lay circles, about what trauma is and what it is not, and, especially, whether someone’s trauma meets the criteria for an official diagnosis of PTSD (post-traumatic stress disorder). Often the debate focuses on the events that triggered the onset of trauma symptoms and whether they can, in fact, be considered traumatic. Everyone agrees, it seems to me, on disturbing incidents or circumstances that—by their very nature—are easily recognized as traumatic. More recently, thankfully, understandings have broadened beyond these single occurrences (such as sexual assault, war, or an accident) to incorporate ongoing incidents, or daily stressors, including childhood neglect, emotional abuse, poverty, and racism, among many others. The list is long. Truly, traumatic events come in many shapes, sizes, and expressions.


Even with this wider understanding, I find it is helpful to view trauma not through the lens of the instigating experience, but by looking at its impact on someone’s life and their perception of it and response to it—including how well they are functioning in the aftermath of their experience. I believe that this approach allows us to help the largest number of people who have undergone something traumatic and are struggling in their daily lives. This viewpoint underlies my main reason for wanting to write this book.


In recent years, I’ve noticed, both in my work and beyond, that even as we embrace the nuance of trauma, there are many people who endure difficult events and situations—and are deeply affected by them—but seldom receive acknowledgment of any kind. Their experiences are rarely categorized as traumatic by the medical establishment, by the mental health community, or by our culture at large, and instead are dismissed as routine, run-of-the-mill, or ubiquitous, and their ongoing struggles are shrugged off as “to be expected” or “totally normal.” Many such people have come to me for help with deteriorating mental health, physical and cognitive symptoms, and a vague feeling that something in their lives isn’t quite right.


My patient Marcus spent two months in the intensive care unit after a serious case of pneumonia damaged his lungs and left him unable to breathe on his own. Now, two years later, his lung issues are resolved and he has been declared fully fit by his doctors. Yet he considers himself anything but. He struggles with PTSD, and it impacts him daily. A copyeditor in his early fifties, Marcus has intrusive thoughts about his critical illness. He often replays vivid images in his mind of the tiny hospital room where he was housed, sometimes tethered to the bed by restraints, and is bombarded all over again by the feelings of helplessness and terror that he endured during those days. He is afraid to go to sleep, as he worries that when he wakes up he will find himself in the hospital again, back on a ventilator, struggling to breathe and teetering on the precipice of impending death. Usually he falls into fitful sleep on the couch, bathed in the light of endless TV shows, and nearly every morning, he wakes up with scratches on the backs of both hands—from trying to pull out the peripherally inserted central catheter lines that feel like they are still there. He is barely functioning at work and home. His chronic insomnia has left him forgetful, unfocused, and on edge, constantly irritable and on the defensive. He is perpetually worried about losing his job and scared that the next time his wife walks out after he starts another argument with her, she won’t come back.


Another patient, Rosaria, is navigating severe anxiety after her healthy right ovary was removed during a scheduled ovariectomy, instead of her diseased left ovary. Now she is facing a lifetime of infertility, an excruciating reality for a young woman who, along with her husband, had visions of a large biological family like the one in which she’d been raised. She has transmogrified almost overnight from a trusting person into a deeply suspicious one who expects to be betrayed. Visits to the doctor and, indeed, to health care providers of all kinds are now a source of great distress—it takes her days to work up the courage to attend even routine doctor, dental, or eye care appointments and she worries constantly about how she will manage if she ever needs surgery again.


Clark battles debilitating depression. He is grieving the loss of his job as a managing director of mergers and acquisitions at a large bank in the Midwest and mourns the disappearance of his identity as a “provider” for his family—all problems that followed the development of glaucoma. This all-too-common chronic eye disease, characterized by distorted vision, difficulty recognizing faces, and blind spots, has limited his ability to function and forced this fiercely independent fellow to rely on other people. Now he speaks to himself harshly in diatribes filled with blame, rarely leaves the house, and sits in the dark ruminating about how life used to be before an eye disease upended his world so profoundly.


As I’ve listened to Marcus’s, Rosaria’s, and Clark’s stories and those of multiple other patients, I’ve been able to tell them that they have medical trauma, a diagnosis that surprises them at first but then begins to make all the sense in the world. It’s a common reaction, I find. Medical trauma lacks a formal definition, but I believe the following is helpful—it’s the one that I apply in my work and that I’ll be using throughout the book: Medical trauma is the physical and emotional distress and the cognitive dysfunction caused by difficult medical events, experiences, or health care interactions, often leading to lasting struggles in everyday life. This definition is broad—intentionally so—because the types of situations that can lead to medical trauma are extraordinarily diverse and don’t fit neatly into a box—not even remotely. For example, the instigating event or circumstances might be the heartbreak of a miscarriage or stillbirth, experiencing debilitating pain during a medical procedure, the daily stress of caring for a loved one with dementia, living in fear of a cancer recurrence or a second heart attack, or growing up with a parent with a chronic or terminal illness, and can manifest in multiple ways in someone’s life as they continue to be affected down the road.


Even if viewed through a very cautious epidemiological lens, medical trauma likely impacts tens of millions of people around the world, with millions of new cases arising every year—yet only a small percentage of people have an understanding of this, with an even smaller number receiving treatment. In my case, I first became aware of medical trauma in the context of critically ill patients while working at Vanderbilt University Medical Center. Almost a quarter of a century ago, I helped launch a then-fledgling research program focused on the cognitive and mental health outcomes of patients who had spent time in the intensive care unit. Now known as the Critical Illness, Brain Dysfunction, and Survivorship Center (CIBS Center), this program is part laboratory, part clinic, and part crucible, and over my years there I have learned much of what I now know about the long shadows cast by trauma in the lives of people with a diverse array of medical experiences.


The patients I treat at the center have survived life-threatening illnesses and injuries, have been pulled back from the brink of death by advanced medical care and given another shot at life, and yet many of them struggle with PTSD, depression, anxiety, and panic disorder with greater frequency than they experience feelings of joy and elation at the promise of a new day. At first, this contradiction didn’t make sense to me—why did they have these trauma symptoms? Why weren’t they able to grab life with both hands on the other side of their brush with death, and why were they despairing when they might have been celebrating? Yet when I dug deeper and listened to the details of what was going on in their lives, I began to see how their hospital stay and all it entailed, physically, mentally, cognitively, socially, and spiritually, could be perceived as traumatizing and could lead to subsequent struggles.


Motivated by this knowledge, I started a peer support group for intensive care unit survivors to help them tackle the myriad difficulties in their lives that accumulate after critical illness. More recently, I created a group for people with medical trauma, as I have now seen it emerge following so many illnesses, conditions, and experiences that it is almost ubiquitous—and doesn’t only rear its head after a stay in intensive care. While common themes in our support groups abound, including people feeling unseen and unsupported in many areas of their lives, one consistent and particularly striking shared belief is that their struggles are “normal,” that their lives should be negatively impacted going forward given what they’ve undergone. “Of course I’m terrified I’m going to have another heart attack,” says one member of our medical trauma support group. “It’s the first thing I think about when I open my eyes in the morning and the last thing I think about at night.” Yet before she joined our support group, she had never understood that shouldering this burden was a form of medical trauma, that her anxiety was negatively impacting her day-to-day functioning and was contributing to a greater likelihood of her having another cardiac arrest. Most importantly, perhaps, she had never known that she could seek help and receive support and treatment.


Medical trauma can be described via many different frameworks, but one that can be helpful is looking through the lens of “external” or “internal.” That is, whether the event or situation that led to trauma originated outside someone—such as being intubated and isolated during COVID or experiencing a medical procedure that went badly, things that are done to you, if you will. Alternatively, traumatic events can originate inside people—including having a stroke or developing Parkinson’s or cancer. Trauma can stem from acute illnesses, a condition like a heart attack, pneumonia, or sepsis, that come on rapidly and last for a short period, or from chronic conditions that often progress slowly and remain, sometimes for an entire lifetime, as is true for many illnesses like diabetes, multiple sclerosis, or schizophrenia. It can arise in the wake of life-threatening illnesses, surgeries, or other events that take people to the precipice of death, or, in other instances, in life-altering situations that lead to sometimes dramatic changes that never improve or abate. Far too often—even in the relatively enlightened age in which we live—medical trauma can involve malpractice, mistreatment, dismissal, and minimization by health care professionals—people who pledge to do no harm and who should know better.


Medical trauma can also occur in response to the experience of others close to you, affecting people who witness difficult health-related situations unfolding in the lives of their family members and loved ones, who, as a result, sometimes experience rates of PTSD higher than those observed in patients themselves. As I write this, I’m thinking of a colleague named Holly, whom I’ve worked with for several years. She continues to fight the effects of trauma initiated by her husband’s protracted battle with cancer. She suffers from insomnia, startles anytime her phone rings, and struggles with episodes of depression—but her focus remains on her spouse’s care, without a thought for her own. I’ve seen other examples of medical trauma in people living with family members with a progressive or chronic illness or who struggle with a mental illness, especially if suicidal ideation or attempts are involved.


My wife, Michelle, and I experienced medical trauma—though we didn’t know it at the time—when we navigated the ordeal of our newborn daughter, Caroline, being misdiagnosed with a rare metabolic disease. Shortly after her birth, we were told she had 3MCC, a condition that affects one in 50,000 babies and leads often to brain damage and sometimes to death. I remember, as if they were yesterday, our terrifying meetings with a kind genetic counselor in the early weeks and months of Caroline’s life. The counselor helped us plan for a future with a chronically ill child facing a profoundly uncertain life course, likely punctuated by seizures, comas, and various developmental abnormalities. Fear and anxiety coursed through us, palpable and oppressive, an ever-present backdrop to our days, and only minimally addressed by the well-meaning professional who educated us and provided guidance.


Even though additional rounds of testing revealed that Caroline did not have 3MCC after all, this trauma left a lingering impact that has persisted over the years and sometimes emerges in unhelpful ways. While I’m generally a trusting person, my faith in the truth and objectivity of test results eroded and I became more skeptical about laboratory findings. I became hypervigilant about my family’s health, especially Caroline’s, and grew frantic whenever she developed routine health problems, experiencing again that familiar lurch of fear in my stomach. As each of her annual physicals approached, my anxiety increased to the point where it would almost have been easier to have her miss them so I wouldn’t find out any unwelcome medical news.


For many people, medical trauma leads to distress, and while it can be short-lived for some, for vast numbers of others, it can result in changes in both physical and mental health that can be disruptive and, in some cases, severe. When problems are addressed, however, there is a way forward, a path to recovery and to healing. To start on this journey, the first step is to recognize that medical trauma is real and widespread, that it can dramatically impact people’s day-to-day functioning, and that support and treatment are available.


Often my patients tell me that they thought it was normal, and therefore acceptable, to live in a constant state of stress or fear after a dementia diagnosis or stroke, or when a loved one needed long-term inpatient psychiatric care. Or they thought they were the only ones who were struggling—and were embarrassed that they weren’t coping. Others have told me that their doctors have brushed off their concerns. I always let my patients know that some anxiety or stress is normal, and even healthy, but anytime it impedes our ability to fully thrive in our lives, it’s time to assess and seek support. No one needs to struggle alone with the symptoms of trauma.


I have written this book to provide information and guidance for those of you who have been traumatized by medical circumstances, to accompany you on your journey as you gain knowledge about your condition and help you find appropriate and effective treatments. The chapters that follow address the primary concerns I’ve noted while engaging with patients with medical trauma over the past twenty-five years. In them, I provide you with an overview of trauma and how it can stay deep within our bodies, interfering with multiple areas of our lives. You’ll learn how to recognize what medical trauma looks like, how it manifests in someone’s life, when you should address it, and how to do so. I describe the characteristic ways that medical trauma unfolds, how it often expresses itself in a similar fashion across a wide array of illnesses and experiences. We’ll explore common signs and symptoms like avoidance, PTSD, anxiety, depression, profound sadness, treatment nonadherence, emotional dysregulation, hypervigilance, and mood swings that influence behavior and often get in the way of thriving. You’ll learn how many people medical trauma touches—discovering, for instance, that PTSD is a more common symptom in survivors of cardiac arrest than in Vietnam combat veterans1,2—and you’ll discover who is at particular risk. You’ll find a thoughtful review of the latest science, including the work of pioneering clinicians and researchers like Dr. Donald Edmondson at the Center for Behavioral Cardiovascular Health at Columbia University, Dr. Sacha McBain at Rush University Medical Center, Dr. Renée El-Gabalawy at the Health Anxiety and Trauma Lab at the University of Manitoba, and Dr. Michelle Flaum at Xavier University.


I offer effective, evidence-based treatments and strategies that have helped my patients to tackle trauma’s impacts and legacies—including conventional talk therapies as well as trauma-informed body-based therapy modalities like somatics; the adoption of empowering self-help strategies; lifestyle modifications, such as physical activity; nutrition; sleep; spending time in nature; and participation in community to facilitate deep healing. For many, a combination of treatments may work best. I’ve also found that the most successful pathway toward recovery is likely to include the development of curiosity about your stories, a willingness to be a little uncomfortable, an openness to grieving losses and accepting new realities, and a commitment to leaning into hard things.


When I was a bit less gray and a little more spry, I spent long hours reading to my children at bedtime, and one of our favorite books was the classic We’re Going on a Bear Hunt, written by Michael Rosen and illustrated by Helen Oxenbury. In the story, a father and his four young children go on a wilderness outing in search of a bear. Confronted with obstacles at every turn, they realize they can’t go over or under them—they have to go through. This is exactly what they do, and when they come face-to-face with a bear they have to retrace their steps, hurrying through the obstacles again, until their courage is rewarded as they return to the comfort of their home. Ultimately, I wrote Reclaiming Your Life After Medical Trauma to support you as you go through the problems that medical trauma has wrought in your life—not thick, oozy mud, or a big, dark forest, or a narrow, gloomy cave, but the emotional residue of a heart attack, a child’s cancer diagnosis, a debilitating injury, an unplanned caesarean section, or countless other medical events or situations that are more easily tackled with a reliable guide at your side.


You may have been convinced by others—or by yourself—that your experience wasn’t (or isn’t) traumatic, that you should grit your teeth and move on. If that’s the case, I’d like you to consider a different approach. If you are struggling with the ongoing effects of trauma in your life, you don’t have to prove the validity of your story. You don’t need receipts; and you don’t have to score at the top of an imaginary trauma severity scale to be worthy of help. Whether your experience has been mildly disruptive, significantly impactful, or the tragic centerpiece of your life, you’ll find a warm embrace here as we set out on a road toward learning, growth, and transformation. I’m excited for you to begin your journey.
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CHAPTER 1



Invisible Wounds: Understanding Medical Trauma


My patient Tommy struggles to make it to his appointments with me, often canceling, rescheduling, or just not showing up. When I asked him about it, trying to assist in finding a solution that works for him, he confided that this pattern has been going on for years across multiple doctors and medical providers and has contributed to his eroding health—he has advanced periodontal disease and type 2 diabetes, and recently—and very reluctantly—had a cancerous mole removed, all issues that would likely have been postponed or prevented with consistent visits to his primary care practitioner. We were able to link his unhelpful behavior around his health to a negative experience he had during an emergency appendicitis surgery as a child. While the procedure was successful and Tommy was able to leave the hospital after a couple of days, the episode was deeply upsetting for him. He still remembers the pain in his abdomen, the scary ambulance ride to the hospital, and his terror and confusion when masked strangers whisked him away from his parents.


A few days after his return home, he asked his mother why she’d let people take him and cut him open. She looked surprised. “They were doctors, silly,” she said. “They were helping you.” Her answer didn’t change the way Tommy felt inside every time he saw his scar, the panic he experienced when he replayed the scenes of his hospital stay, or his persistent nightmares. Eventually, as he grew older, it became easier to avoid doctors and medical establishments as much as he could, rather than to deal with the fear they triggered in him. This medical noncompliance is a symptom of trauma, one that, over time, has changed the trajectory of his life for the worse.


Tommy’s story reminded me of an incident in my own life that shaped the way I understand trauma—and helps me with my work with patients. Almost twenty years ago, I was involved in a groundbreaking study of PTSD that was funded by the Department of Veterans Affairs (VA) and took place at many leading VA medical centers around the United States—in Detroit, Memphis, New Haven, New Orleans, Seattle, and Albuquerque. With my colleague, psychologist and statistician Dr. Ted Speroff, I traveled to each facility and met with local clinical investigators, laying the groundwork for what became an important research study into how trauma could best be assessed in the context of a brief disability exam. Our trips were notable only for how pleasant they were, filled with camaraderie, laughter, and shared purpose, until one Thursday afternoon when we decided to ride an elevator from the second to the fourth floor at the Raymond G. Murphy Department of Veterans Affairs Medical Center in Albuquerque.


One of my colleagues pressed the elevator button as we started to ride, and as she did, the car lurched, the lights flickered, and the doors, which were supposed to open momentarily, remained tightly closed. We were stuck. I’ve always been claustrophobic, and at that moment, I felt the walls of the tiny nondescript box closing in. Ted, an avuncular combat veteran who was never rattled, watched with a mix of empathy and mild amusement as I paced in small circles, began to sweat profusely, and, uncharacteristically, started uttering a long litany of profanities in a loud voice that was quickly getting louder. A minute or two later, one of the host psychiatrists managed to pry open the elevator doors and we rapidly exited the car, but not before this event—utterly and completely inconsequential in the scheme of things—had left a permanent mark on me.


A week later, Ted and I took a plane to New Orleans for another site visit, this time at the Southeast Louisiana Veterans Health Care System, a sprawling complex of clinics and hospitals being rebuilt after the destruction of Hurricane Katrina. The morning following our arrival, we had a meeting in an office building downtown where the mental health clinic had temporarily relocated during construction work. When I arrived in the building’s glimmering lobby, I was too afraid to take the elevator. Instead, I found a stairwell, and although I was far from fighting fit, I trudged up twenty-three floors, and eventually, red-faced, short of breath, drenched in sweat, and deeply ashamed, walked into a crowded boardroom thirty minutes late. A pattern began that day that was equal parts terrifying and disruptive—one of avoidance that had me searching the internet for hours before work trips and vacations to find hotels with accessible stairwells; canceling important visits to big cities like New York and Tokyo because I was afraid I would have to ride elevators, and, for a few incredibly reckless weeks, risking life and limb at work by hopping up and down six flights of stairs on crutches after breaking my ankle in a biking accident.


My young children witnessed my behavior (two of them developed difficulties with anxiety soon afterward), and my long-suffering wife, always patient with me, adapted to a life in which every trip we took was enmeshed in uncertainty as my fear of elevators morphed into a fear of caves, roller coasters with constricting harnesses, crowded subway cars, riding in the back of taxis, and even airplanes. This fear, originating from an unexpected event that lasted just three minutes and bore me no harm or real danger, became one of the defining factors in my life.


The experience, though unhelpful to me in so many ways, was important and even pivotal in my growth as a psychologist. It opened me up to the idea that an event that I would once have viewed as trivial could be profoundly impactful, even harmful, rippling outward over time and space and impacting other people’s lives in negative ways. I had always been a strict legalist with respect to trauma, following the definition from DSM-5 (Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition), the authoritative diagnostic guide used by mental health practitioners across North America. It states in its criteria for PTSD that trauma is “exposure to actual or threatened death, serious injury, or sexual violence.” While my experience was light-years away from meeting this standard, my reaction suggested nonetheless that it had deeply disturbed me. I was aware of the irony that I had apparently been traumatized by an elevator malfunction while evaluating PTSD in hundreds of veterans of soul-destroying wars in Afghanistan and Iraq.


Ultimately, my experience guided me to view trauma not through the lens of the initiating event or circumstances but as a response to them, one that manifests in physical, emotional, and cognitive symptoms and behaviors that can endure for weeks, months, years, or decades—and to understand that each person’s reaction is unique. Just as traumatic events can vary considerably, so, too, can everyone’s experience of trauma, even when people are exposed to similar incidents or situations—whether slightly upsetting or profoundly adverse. One person may be quite unaffected, while another may be irreparably damaged or harmed. I’ve seen this again and again in my clinical practice and in the lives of friends and family, meaning that in key respects, trauma is in the eye (or the body) of the beholder.


I’ve found that this is especially true when it comes to medical trauma. An appendectomy is one of the most common surgical procedures, with more than 300,000 of them carried out each year in the United States alone. It is a simple surgery with a high success rate and could certainly be viewed as ordinary or run-of-the-mill. Yet for my patient Tommy it was more than that. It was a terrifying experience of strangers slicing into his body while his parents stood by and allowed it to happen. In many ways, his reaction was entirely justified. But when he raised his concerns to his mother, she dismissed them, telling him he shouldn’t feel the way he did. I believe that we’ve done something similar on a societal level when it comes to medical trauma—we’ve told people that their traumatic medical experiences don’t count.


I’ve talked to thoughtful experts, and many are as flummoxed and mystified as I by our collective failure to recognize medical trauma—though I think there are a few answers hiding in plain view. In general, we have normalized medical events, surgeries, and procedures because they are so commonplace, and in doing so, we brush right over the fact that they are traumatizing to our bodies. Just like Tommy during his appendectomy, we are subjected to invasive and uncomfortable treatments, and often we experience intense physical pain as well as fear, anxiety, confusion, helplessness, anger, frustration, loss of dignity, and myriad other feelings in connection with our treatment. Yet rarely is our emotional pain addressed in any meaningful way. The intent of Western medicine is to fix the physical problem: We treat the cancer but not the related anxiety disorder; we tend to someone’s sores from an ill-fitting prosthesis but not the depression arising from the loss of a limb; we perform organ transplants but fail to acknowledge the terror that lingers from months or years spent on a transplant wait list.


Medicine celebrates each new advance, pushing forward with ever more complex procedures, techniques, and machinery, yet is slow to stop and reflect and take account of the very real emotional toll of illness, medical procedures, lifesaving interventions, or encounters with health care professionals and systems, whether they are singular and profound or small and nearly constant, like the death by a thousand cuts. In some ways, medicine is given a free pass, as it’s hard to equate something that is supposed to help us with causing us harm instead. If we do stop and think about the possibility, it is easily dismissed—just as Tommy’s mother waved away his worries. However, we ignore it at our peril. When emotional healing is not part of the health care equation, the wound festers, stored in the body as trauma, causing a multitude of physical, cognitive, and psychological issues down the road.


In the introduction, I defined medical trauma as the physical and emotional distress and cognitive dysfunction caused by difficult medical events, experiences, or health care interactions, often leading to lasting struggles in everyday life. Here I provide more concrete illustrations to show how trauma can sit alongside serious illness or injury, or coexist with a chronic condition, or myriad other examples—and yet rarely be recognized for what it is, meaning that it is seldom treated.


I’ve divided medical trauma into seven categories (though others may count more or fewer) and will address each of them in turn:


1. LIFE-THREATENING MEDICAL EVENTS


One of the broadest categories of medical trauma involves illnesses, injuries, and experiences that are life-threatening, meaning that your life is in danger and you may die. These can include:



SUDDEN SERIOUS ILLNESS OR INJURY


In my research and clinical work, I have frequently encountered patients who are critically ill, their lives hanging in the balance. Often they have experienced the sudden onset of a serious medical condition or an injury that sent them to an emergency room, followed by a stay in a hospital or intensive care unit (ICU). Such patients include Roger, a Methodist pastor, now retired due to ill health, who spent eighty-seven days on a ventilator in the ICU, followed by nine months in the hospital, after he developed COVID pneumonia in the early days of the pandemic; and Cleo, an attorney specializing in employment law, who experienced severe anaphylaxis after eating a granola bar and landed in the ICU, where she stayed for three frightening days. While Roger’s physical health is almost back to normal, he has developed extreme anxiety in medical settings and recently bolted from an urgent care facility while waiting to be seen for an aching wrist. And Cleo? She’s grateful to have survived her ordeal and is happily back at work and her exercise classes, but she has become extremely fastidious about what she eats. She often spends hours reading ingredient lists and has stopped going to restaurants, though dining with current and potential clients is an essential part of her job. She’s just not convinced by assurances that food hasn’t come into contact with nuts.


DIAGNOSIS WITH SERIOUS OR TERMINAL ILLNESS


Another form of life-threatening event is diagnosis with an illness that may lead to death, such as cancer, heart disease, liver failure, dementia, or Parkinson’s. Often the focus of the medical team is on treating the illness—and symptoms of trauma may be missed or downplayed, or just accepted as par for the course. Andrea, a vibrant tennis-playing mother of two young children, was recently diagnosed with breast cancer. Since then, she has been overwhelmed by emotions and unexpected physical reactions, including insomnia and gut issues. Alternating between tears and anger as she ruminates on how her daughters will manage without her if her treatment is unsuccessful, she spends her time doomscrolling in the early hours. She isn’t sleeping more than four hours a night, feels pain in the pit of her stomach, and experiences frequent episodes of diarrhea. Although she tries to distract herself with funny sitcoms and taking walks in the park bordering her neighborhood, anxious thoughts and worries about the future are never very far away.


EMERGENCY INTERVENTIONS


Sometimes a routine medical procedure, such as a simple surgery or tooth extraction, doesn’t go as planned and emergency measures have to be implemented. I have a patient who went into the hospital for knee replacement surgery, hoping to be home a few days later to enjoy Thanksgiving with her family. Unfortunately, she developed a rare case of sepsis (an extreme bodily reaction to infection) after the surgery and spent the holiday fighting for her life, barely making it home in time for Christmas. While she recovered well from the knee replacement surgery and was able to rejoin her friends on weekly bird-watching walks in a park, she started to struggle with insomnia and anxiety attacks. Often, she’d find herself jolted awake in the middle of the night, panicked about her hospital experience, and as Thanksgiving approached again, she found herself reluctant to leave home and socialize.


The mental health consequences associated with life-threatening medical events are striking. In the last twenty years—the time frame during which the relationship between critical illness and psychological outcomes has been a focus of study—hundreds of clinical investigations have meticulously documented rates of PTSD, anxiety, and depression that rival or exceed those of other clinical populations.1,2,3 Among survivors of intensive care, as many as one in two people report clinically significant symptoms of anxiety up to a year after discharge from the hospital—anxiety that in many cases may wax and wane but never fully resolve. Depression is also pervasive and impacts up to 30 percent of people after critical illness. While in some cases its symptoms can be mild, my colleagues in Germany and I recently published a study of more than two hundred sepsis patients that demonstrated that one in ten had symptoms severe enough to warrant a diagnosis of major depression. As for PTSD, the rates of this chronic and often debilitating condition vary widely, but it is present in between 20 and 40 percent of people enduring a serious acute illness (such as a stroke, an asthma attack, or appendicitis)—making it more common in people after events like a cardiac arrest, a lengthy intensive care hospitalization, or a major unplanned surgery than in combat veterans serving in Vietnam or the Iraq War.


2. LIFE-ALTERING MEDICAL EVENTS


Trauma may also arise from life-altering medical circumstances that disrupt and even derail your life, including chronic illness, debilitating injuries, unexpected medical diagnoses, and ongoing medical treatments. I find that many people navigating this category of medical trauma are well aware that their lives have been severely impacted, often in negative ways, and are often struggling with symptoms of trauma such as anxiety, depression, or sleep and digestive issues—but they don’t realize that they can do something about it.



CHRONIC ILLNESS AND CONDITIONS


According to the Centers for Disease Control and Prevention, more than 120 million people in the United States have one major chronic disease,4 an illness that has lasted one year or more and requires ongoing medical care. They include diabetes, asthma, heart disease, high blood pressure, arthritis, lung disease, obesity, depression, autoimmune diseases, and many others, and can significantly affect people’s quality of life. Recently, I struck up a conversation with a man I’ll call Wilbur, a lanky fellow who sat beside me on a flight from Phoenix to Nashville, and our discussion made me reflect again on how common it is for chronic illness to lead to trauma. After making small talk about college football and where a tourist would find Nashville’s very best barbecue (the Peg Leg Porker), we chatted about our occupations, and I noted that I was a psychologist writing a book on medical trauma. Perhaps feeling that he was in the presence of someone who might understand, Wilbur spoke with a mix of candor and disarming vulnerability as he described his journey with the chronic condition irritable bowel syndrome (IBS).


Now in his early thirties, Wilbur developed an array of gastrointestinal symptoms about nine years ago and had lived with them ever since—bloating, intense abdominal pain, and frequent diarrhea that comes on suddenly, sometimes several times daily, with accidents that often lead to public embarrassment and humiliation. He shared that he was constantly mindful of the location of bathrooms and was terrified of straying far from one, and as a result, his once expansive life had contracted considerably. He was under the care of a gastroenterologist for his physical symptoms, but it struck me that he could use some help for his anxiety and the overwhelming feelings of shame that he told me he felt—emotions that were no doubt exacerbating his digestive issues given the gut–brain connection.


Another form of chronic illness comes in the shape of loss of full use of a limb, or as impairment or loss of hearing, speech, or vision. The condition could have come on quickly, for example, a debilitating injury sustained in a car accident or severe fall, or it may have been a more gradual occurrence, or present since birth. In most cases, it is not easy to live with.


Living with a chronic condition and all that it entails is traumatic—even the act of receiving a diagnosis is traumatic—and the ensuing challenges are often profound. For people like Wilbur, with gastrointestinal (GI) conditions such as Crohn’s disease, irritable bowel disease, or irritable bowel syndrome, anxiety and depression are especially rampant. One definitive study conducted at 4,400 US hospitals over three years showed that 38 percent of people with chronic GI diseases had anxiety and 27 percent had depression—rates that are more than three times higher than the national average. Rates of PTSD are also high, with symptoms occurring in more than one in three people. Research shows that what is true for GI-related conditions is also true for other chronic illnesses. Whether we’re talking about chronic obstructive pulmonary disease (COPD), diabetes, epilepsy, HIV-AIDS, multiple sclerosis, rheumatoid arthritis, or dozens of other chronic conditions, psychological issues, often accompanied by physical symptoms like insomnia, are a frequent companion—with anxiety rates in those who have a chronic illness exceeding 70 percent, rates of major depression of up to 40 percent, and suicide rates that occur with two to three times the frequency of the general population.


3. CHILDBIRTH TRAUMA


While there may be overlap with other categories (such as emergency intervention or medical procedures), I believe that medical trauma associated with pregnancy and childbirth is distinct. Also called psychological birth trauma or simply birth trauma, childbirth trauma refers to a range of experiences that happen before, during, or immediately after the process of giving birth—and I’ve extended it more broadly to include pregnancy as well. I’ve found that these key themes are often present in traumatizing pregnancy and childbirth experiences—pain, fear, anxiety, uncertainty, helplessness, despair, deprivation of dignity, neglect, abandonment, and loss of control. Often many intersect in a single experience—as was the case with Mona, one of my longtime patients.


Mona was on her third pregnancy; things had unfolded easily in the days leading up to her due date, and she headed to the hospital as planned when her contractions began in earnest. But a few hours later, as she started pushing, her baby’s heart rate dropped, and her doctors initiated an emergency cesarean section (C-section). Although her baby was born without incident, a healthy and vital daughter, Mona struggled with the dynamics related to her delivery, with its abrupt and invasive nature, with her feelings of not being in control, and with surgical complications, though relatively minor, that ensued. These difficulties contributed to the development of an anxiety disorder that quickly grew into Mona’s being chronically worried, on edge, and uncertain, not only about health concerns but regarding her baby, too, her other children, her work, until she seemed to be anxious about everything.


I’m delighted to report that Mona is now doing much better due to the benefits of mental health treatment, the presence of great social support, and, perhaps, her natural resilience. The ramifications of psychological birth trauma are far-reaching—affecting the health of the birth mother, her relationship with her child, her ability to breastfeed, her relationship with her partner, and decisions on whether to have more children. Unfortunately, this problem is relatively little studied—though the voices of survivors, reflected in qualitative studies, are compelling.5 Some data show that birth trauma is a common cause of PTSD symptoms (in up to 15 percent of people who experience it), but the suggestion is that many more people are experiencing trauma that doesn’t reach the threshold of a PTSD diagnosis—and so are not receiving the help they need.6,7 Emergency cesarean sections can play a role in the development of PTSD and postpartum depression, with studies showing that over 40 percent of women who undergo one may experience these conditions.


PERINATAL LOSS


The loss of a pregnancy or a baby during the perinatal period, from conception to twenty-eight days after birth, affects one in ten women during their lifetimes and is extremely traumatic. These losses include miscarriage (fetal death before twenty weeks’ gestation), stillbirth (after twenty weeks’ gestation, including on delivery), and the death of an infant (in the first twenty-eight days of life). In the United States, 2.4 million deaths occur in the perinatal period—a number four times larger than annual cancer deaths—and studies show that perinatal loss is associated with many adverse outcomes, such as cancer, diabetes, high blood pressure, sleep disorders, depression, anxiety, suicidal ideation, eating disorders, substance use disorder, and PTSD. Researchers who measured symptoms of trauma in men and women after perinatal loss found that between 30 and 60 percent of study participants met the clinical criteria for PTSD.


Michelle and I struggled after losing twins to miscarriage more than two decades ago. For three months or so after our loss, I dove into my work, as I’m prone to do when confronted with difficult situations, in an effort to assuage my pain, and in the evenings at home, I tried to keep depression at bay by letting the comfort of a log fire in our fireplace wash over me. While family, friends, and colleagues tried to be supportive, often they’d say the wrong thing, be dismissive of our loss, or minimize our grief, and frequently we felt isolated and alone. Studies show that between 10 and 15 percent of all pregnancies end in miscarriage—about twenty-three million cases worldwide—and in the first month after a miscarriage, one in three women have symptoms of PTSD, while one in four have anxiety. Up to 20 percent of men have significant symptoms of depression, as I did, though men are usually quicker to recover than women.8


4. MEDICAL PROCEDURES


According to conservative estimates, there are at least 110 different medical procedures—actions, interventions, or treatments taken by health care professionals to prevent, diagnose, or treat a medical condition or disease. They include surgery, blood tests, X-rays, Pap smears, vaccinations, dialysis, intubation, chemotherapy, and a long list of others, and are performed on large and growing numbers of people annually. For example, more than 300 million surgeries are carried out each year around the globe, with this number accelerating by as much as 25 percent every decade. For many people, these procedures can lead to significant medical trauma, including emotional distress, fear, anxiety, and avoidance of health care facilities and treatment.


One of my colleagues developed a fear of routine preventative care after an abnormal blood test at his annual checkup led to a diagnosis of chronic lymphocytic leukemia. This sudden and upsetting news primed him to be debilitatingly anxious about any medical screenings, often resulting in rescheduling or canceling his appointments at the last minute. And a patient of mine, Carla, struggled emotionally with the effects of chemotherapy for breast cancer—with body image challenges related to losing hair and losing weight, intense worry about the future, and feelings of guilt over the belief that she was unfairly burdening friends and family with her health concerns. She came to dread each session. Mental health difficulties are common in those undergoing chemotherapy—with rates of anxiety and depression of 20 percent and 40 percent.


Medical trauma arising from medical procedures can be linked to pain and discomfort; fear and uncertainty, especially about diagnoses; upsetting interactions with health care professionals; and having previously experienced medical trauma.


5. MISTREATMENT BY MEDICAL PROVIDERS


Medical mistreatment is a form of medical trauma that can be very difficult to talk about because it challenges our notions of what health care providers are and should be. It represents a broad category of patient experiences with individual health care providers or health care systems—and often leads to harm when people are dehumanized or their physical and/or emotional pain is ignored, dismissed, or minimized. Examples of mistreatment include withholding of information, engaging in frank or subtle racial or gender discrimination, verbal abuse, violating emotional or sexual boundaries, not listening, being dismissive of symptoms or downplaying them as psychosomatic, refusal of care, not taking the time to explain treatments, and many more.


I’ve worked in multiple health care systems in the last thirty years, and during that time I’ve witnessed or heard about many such occurrences—stories of physicians who see their patients for psychiatric management and also socialize with them, sending mixed messages about doctor–patient boundaries; providers speaking harshly to their patients in an attempt to establish their dominance; health care professionals who choose not to prescribe clinically appropriate pain medications due to their conviction that a patient in genuine need is “drug seeking.” These behaviors—and so many others—violate professional norms, undermine trust, sow uncertainty, and take a very human toll on often vulnerable people, frequently resulting in trauma.


Medical gaslighting has received particular attention in recent years and refers to patients being disbelieved and invalidated by health care professionals, often causing them to question their own symptoms and experiences, and, sometimes, their own sanity. This phenomenon is especially common in racial and ethnic minority groups—for example, Black patients are much more likely than their white counterparts to be doubted and dismissed. The vast majority of health care professionals I know are thoughtful, caring, and curious—eager to lend a hand and committed to listening to their patients. And yet medical gaslighting is far from rare. I hear stories about it from members of my support groups virtually every week. My patient Billy, a sixty-year-old self-described “country boy,” who started work at his family’s lumber mill before going on to drive a big rig, was proud and appreciative of his good health and bodily strength. He caught COVID in early 2021 and was sick for just a few days, but shortly afterward he began to experience an array of new difficulties: He was too exhausted to go hiking with his son-in-law; he found it taxing to climb into the cab of his semitruck; he was often dizzy, and playing ball with his dog, Willow, caused shortness of breath. At a visit to the doctor, his internist was far from supportive or sympathetic and instead was skeptical. His response to Billy’s profound fatigue and limited stamina? “Just a sign that you’re getting older—you’re not a spring chicken anymore.” His shortness of breath? “I think you’re watching the news too much, old friend. Just turn it off. It’s making you anxious.”


Billy’s symptoms have ebbed and flowed, but mostly, they have continued to worsen—so much so that he lost his job eight months ago due to his emerging physical limitations. One path forward would be to return to see his doctor or perhaps a different doctor. His wife and children have tried to nudge him in this direction, but Billy won’t consider it. He spends most of his time at home alone, watching sports on the big TV in the basement. As with many patients I’ve encountered in recent years, the sting of being dismissed and the suggestion that debilitating physical medical issues are psychological are painful and deeply personal affronts. Frequently, these experiences push people away from pursuing the thoughtful medical care that they desperately need and stand in the way of the healing and recovery that are, sometimes, just around the corner. Very often they inflict their own wounds, too, leading to mental health symptoms and conditions like anxiety, depression, panic disorder, addiction disorders, and others.


6. MEDICAL ERRORS


Medical errors come in many forms, from minor mistakes that are of little consequence to those that are harmful and even deadly. These include giving a patient the wrong medication or the wrong dose, ignoring important drug interactions, operating on the wrong body part, leaving an unintended foreign object (a retained surgical item, or RSI) in a patient, performing a medical procedure on the wrong patient, making a misdiagnosis, interpreting test results incorrectly, sending a patient home from the hospital too early, or carrying out unnecessary treatments, procedures, or surgeries. Any of these events can be experienced as traumatic and can result in meaningful ongoing challenges for the patient. As I discussed in my book Clearing the Fog, I’ll always remember one of my patients who experienced complications immediately after surgery—a surgical towel was left inside her stomach. Emergency surgery was initiated to remove it and all went well, but my patient developed PTSD so severe as a result of the error that she refused to have any additional surgeries—ever. Unfortunately, surgery was necessary for her continued health and functioning, and eventually her inability to agree to more surgical procedures led to her premature death. Sadly, variations on this story are common, with research highlighting that after experiencing medical errors, patients often struggle with mental health conditions, chronic difficulties in trusting health care providers, and avoidance of medical procedures.


7. TRAUMA IN FAMILY MEMBERS/LOVED ONES


A final category of medical trauma involves not patients themselves but their family members or loved ones who may witness their father, spouse, child, partner, or other relative or friend languishing in intensive care, being tossed about by the challenges of cancer, or struggling under the weight of Parkinson’s disease or a mental illness. For four years now, I’ve led a support group for family members of survivors of intensive care, and my coleader, Amy Kiehl, and I have spent long hours commiserating with the eight women who join us every other week as they process the many ways they’ve been impacted by their husbands’ illnesses. Ranging in age from their thirties to their eighties, the women frequently employ the word “trauma” to describe the anxiety they live with; the intrusive thoughts they have of the heart attack, stroke, or seizures, or whatever the condition of record was that initiated the events that landed their spouses in the ICU; the death, sometimes slow and sometimes rapid, of the hopes and dreams they had that will never be realized; and the often dramatic ways they’ve been forced to alter their own lives on the other side of critical illness. Yet they’re far from the only ones impacted. I’ve learned that their children frequently have anxiety disorders and depression and have often not recovered emotionally from the trauma of almost losing their father.


Numerous studies suggest that PTSD in particular is more common in the spouses and children of people who endured a life-threatening or critical illness than in the patients themselves. For example, one investigation reported that 48 percent of spouses of patients who were in the ICU with COVID are living with medical trauma in the shape of PTSD. Parents of children with life-threatening illnesses such as cancer are also at high risk for experiencing medical trauma, especially mental health difficulties, with estimates suggesting that anxiety and depression impact as many as 74 percent of them. Often, family members witness disturbing scenes, invasive medical procedures, and the pain and helplessness of loved ones, and carry the burden of responsibility in medical decision-making while worrying about what the future might bring. Rarely do they seek help for themselves, as their focus is on their sick loved one, while they insist that they are doing just fine.


WHAT MAKES MEDICAL TRAUMA UNIQUE AND UNIQUELY CHALLENGING?


A foundational assumption, and a concept that this book is oriented around, is that trauma is trauma regardless of the cause (medical or otherwise), and this is true with symptoms of trauma—including anxiety, depression, and PTSD. With that said, there are differences, often very obvious ones, in the way that these symptoms are expressed in the context of medical trauma—with clinical features such as hyperarousal, avoidance, and intrusive thoughts and memories often having very specific characteristics (we’ll explore this more fully in chapter 2).


Over the years, I’ve worked with countless people impacted by medical trauma, many of whom came to see me for other reasons, unaware of the connection between their mental health and cognitive struggles and their past medical experiences. I’ve cared for, consulted with, or evaluated patients with acute conditions like acute respiratory distress syndrome (ARDS), COVID pneumonia, and septic shock, as well as with chronic illnesses like cancer, multiple sclerosis, Parkinson’s disease, rheumatoid arthritis, long COVID, and sickle cell anemia. At the same time, I’ve also been engaged with thousands of patients experiencing more “classic,” nonmedical expressions of trauma—including survivors of combat, sexual assault, motor vehicle accidents, and natural disasters. Working with these distinct populations has been instructive, allowing me to reflect on their clinical characteristics and compare and contrast the ways that anxiety, distress, PTSD, and other symptoms of trauma are expressed. I’ve become convinced that in key respects, people enduring medical trauma often have patterns of behaviors and clusters of symptoms that are significantly different from their counterparts.9


This idea that medical trauma has unique expressions and presentations is relatively new, but it is being increasingly studied and embraced by a growing number of patient advocates, medical professionals, and mental health providers around the world. The Enduring Somatic Threat (EST) model, a widely influential theory, offers a way to differentiate between medical and nonmedical trauma and to explain how and why medical trauma is debilitating for so many.10 Developed by Dr. Donald Edmondson, director of the Center for Behavioral Cardiovascular Health at Columbia University Medical Center, EST emerged from decades of research on the mental health and behaviors of people who had survived a myocardial infarction (heart attack) and is useful in understanding the psychological impact of life-threatening medical events of all kinds.


Three insights are especially relevant to understanding some aspects of medical trauma. Unlike nonmedical trauma, a traumatic medical event may not necessarily be confined to the past. Life-threatening or life-altering illnesses or injuries happen within the body, and the traumatic event remains an ever-present and ongoing threat in the shape of a stroke, heart attack, or overactive immune system, or a multitude of other health conditions.


Medical events usually require continued medical treatment, and the impacted person will likely have to engage with medical situations and settings again—running the risk of retriggering their initial trauma.


Symptoms of medical trauma (such as PTSD, anxiety, or a dysregulated nervous system) can make it more likely that another medical event (like the development of cardiac arrhythmia, also known as an irregular heartbeat) will occur, thus keeping someone locked into a cycle of trauma.


At thirty-two, my patient Kamisha was thriving in all aspects of life and enjoying a rare day at home and away from her busy executive coaching practice when she had a ruptured brain aneurysm—a serious neurologic event that is fatal in one in every four people. Luckily, her roommate found her lying on the floor and quickly called 911. A team of paramedics arrived and whisked Kamisha away to the neurological critical care unit at a large urban hospital, where she received lifesaving surgery before embarking on a long and complex course of recovery that ended at a nearby rehabilitation facility about three months later. As about one in five people do in similar circumstances, Kamisha developed severe PTSD and a wide array of symptoms, such as problems with concentration due to worrying excessively about the fact that she had almost died; feeling negative about the world, herself, and her future; and intense emotional distress related to a fear of being alone, which contributed to an unhealthy pattern of dependence on her roommate.


One of her particular challenges was that the source of her trauma—her brain—was inside her and followed her everywhere she went. It was, in effect, a constant reminder of what had happened, there when she went to sleep, and there when she woke in the morning. Moreover, her neurosurgeon advised her that due to her particular circumstances, she was highly susceptible to having another rupture, meaning that her trauma was not consigned to the past, over and done with, but was very much a future-oriented and long-term threat. Her ongoing treatment—appointments, medication, and a modified lifestyle—reminded her almost daily of the event, retriggering her trauma. Her brain felt like a ticking bomb inside her.


In another example, my patient Don, a thirty-five-year-old man, had a severe allergic reaction after eating crab legs at a seafood restaurant. He broke out in hives, his tongue started to swell, and his throat began to close. He rushed to an ER a few blocks away, and there, with the help of epinephrine, his symptoms soon resolved. In the weeks that followed, however, he had intense memories of nearly choking to death, often startling awake at night, and whenever he felt a lump in his throat or an itch on his skin, he was convinced that it was the onset of another anaphylactic reaction. He developed a new sense of hypervigilance, becoming hyperaware of bodily sensations—a racing heart or a feeling of being a bit “flushed”—and was sure that his body was betraying him again. He told me that he just couldn’t get away from the trauma. Even though the choking incident was in the past, it felt ever-present—he had a constant bodily reminder.


For Kamisha and Don and others like them, PTSD appears to dramatically worsen a wide range of health outcomes. People who develop PTSD after a heart attack—to name just one example—are particularly likely to have an additional heart attack, which, if it happens, will significantly worsen symptoms of PTSD. This complex interplay, where mental health and medical issues dynamically influence each other in a vicious cycle, often leads to a spiral of difficulties. A key challenge is how to interrupt this cycle and find healing in the process.


As you can likely see, we’re a nation and even a world buffeted by medical trauma11—and many of us just don’t know it. I’m emphatically not trying to convince you that medical trauma is at the root of most of your ills, but am inviting you to consider the role it may have played or continues to play in the struggles you—or a loved one—might be having. In the next chapter, I’ll explore the ways that medical trauma manifests and how to recognize its symptoms in everyday life.


11 
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