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Foreword



Dreams turn into nightmares and back again to dreams in this book—an open, clearly written, and honest description of the journey Eliza Livingston and her body went through at the behest of colon cancer. Each chapter is ushered in with a dream—some terrifying, some comforting—but the reader is quickly anchored in the painfully clear details of seeking and receiving medical treatment. From having to convince ER doctors that she was more than a lady with a stomachache to playfully naming her stoma “Stella” and making it one of the characters from A Streetcar Named Desire, Eliza Livingston makes it clear why the word living is part of her name. She shares her real emotions, her fears of rejection by medical staff, and her worries about distressed family and friends.


People are social creatures, more like ants than eagles, needing social contact for our very survival in addition to our well-being. Yet the diagnosis (and treatment) of cancer often brings with it social isolation, pulling us from our friends, family, and work, making us feel like pariahs, unwelcome among people who live the fantasy that they are immune to disease and death. Add to that the burden of having a colostomy, with worry that at any moment it could reveal itself through odor or leakage, and social withdrawal is a natural response. By writing this book, Eliza makes it clear to us that she is not ashamed of her cancer, her fear, or her stoma named Stella. And she sends a clear message to other cancer patients that they should not be ashamed either. She transforms this cancer experience from the awful to the everyday by taking us through her everyday experiences.


I have been conducting research on the provision of emotional support for cancer patients for twenty-five years, running groups for most of those years, and listening to cancer patients help one another. It is clear to me that a kind of “social glue” quickly develops. Patients in the same boat speak one another’s language; help one another through difficult times; find ways, as Eliza does, to joke about the grimmest things; and find new meaning in their lives as they face their own mortality. One might think that facing such fears of pain, dying, even death would be demoralizing. But we have found it to be remoralizing, helping cancer patients to put their illness into perspective by seeing their lives in a different way, with meaning given by the relationships they make and sustain. This book is written in that spirit and will be helpful to those facing cancer, as well as their families and friends. Smiles of recognition will cross your face as you read this book, as will pangs of fear and sadness. It will remind you that cancer is a human experience, not just a physical one.


David Spiegel, MD
Willson Professor in the School of Medicine
Associate Chair of Psychiatry and Behavioral Sciences
Medical Director, Center for Integrative Medicine
Stanford University
Author of Living Beyond Limits
and Group Therapy for Cancer Patients









Introduction



In the last decade, as women have raised public awareness of breast cancer, it is being discussed more openly than ever before. That discussion and dissemination of information has been the genesis of cancer support communities, especially among women. This attention and insistence on blunt disclosure of the epidemiology, morbidity, and mortality rates of breast cancer has undoubtedly been responsible, in some measure, for the dramatic increase in funding for research and the release of new chemotherapies.


In contrast, colon cancer still remains a disease of secrecy and shame. Colorectal cancer—cancer located in either the colon or rectal tissue—is the third-most-common malignancy in the world, and second only to lung cancer, causing more deaths than any other. American Cancer Society statistics reveal that in 2004, there were 146,940 new cases of colorectal cancer diagnosed in the United States,1 and 19,200 Canadians were diagnosed with colorectal cancers.2 In both countries, colorectal cancer is the second-leading cause of death from cancers, killing more people than AIDS and breast cancer combined.3


When a woman learns that she has breast cancer, she is unfailingly welcomed into a sisterhood. There is direct support offered individually or through support groups, there are books for her and for her family and caregivers, and there are events such as Breast Cancer Awareness Week and Race for the Cure.


When a person learns that he or she has colon cancer, neither the support nor the networks of information that might mitigate and soften the impact of the disease are forthcoming. Many people remain in hiding with their disease, and adequate literature geared to the lay public is not easily available. An exception is Mark Pochapin’s informative and useful 2004 book, What Your Doctor May Not Tell You about Colorectal Cancer.


In obituaries, the deceased is often listed as having died from complications of breast cancer, lymphoma, leukemia, or brain cancer. It is only in the last few years, especially since Katie Couric’s courageous crusade to expose colon cancers to public scrutiny, that the deceased might be listed as having died of colon cancer. Has it become more acceptable to die from a disease suffered by a young, strong, good-looking man such as Ms. Couric’s late husband? What are the cultural values that consign mention of this disease to hushed conversations in hallways?


When asked, I am very open about the nature of my cancer. Not infrequently, I have been told of a person’s colon cancer only after my disclosure. Her type of cancer might have been identified as another kind—stomach cancer is a popular one. Only when it is known that I have colon cancer does the person feel “safe” in acknowledging the true nature of her disease.


The secrecy and shame associated with colorectal cancer is also evident when we note that people are commonly advised, in both publicrelations campaigns and HMO patient-information literature, to have a simple screening procedure, a flexible sigmoidoscopy, or preferably a colonoscopy.4 Yet the number of people who actually do so is relatively small: fewer than 40 percent in the over-fifty age bracket, when the incidence increases markedly. Many of the same women who faithfully go to their doctors for yearly Papinocoleau smears, a cervical cancer screening test, avoid screening for colon cancer.


Why do we prefer to take the risk that we may be growing a tumor of the GI tract rather than call attention to it by either requesting a screening test or bringing to the provider’s attention symptoms that might herald an early cancer? Why is it that people who actually have colon cancer tend often to identify it falsely, seemingly embarrassed to have a cancer affecting the organs of elimination?


We as a society seem to have an endless tolerance for the vulgar vernacular that describes bodily functions. These terms are uttered with snickers (look at that ass!), in rage (you flaming asshole!), and in frustration (oh, shit!). We routinely hear and read these and other obscenities in the popular media.


Yet when the reality of someone’s GI function comes into question, we generally have difficulty speaking of the anatomy and physiology of the elimination of waste. There are terms that accurately describe the organs associated with this function: colon, bowel, intestine, viscera, rectum, anus, and feces. Typically, these words are spoken with reluctance and unease.


When the subject of colon cancer comes out of the darkness and into the light, people struggling with the disease will be relieved of the added burden of shame and secrecy. And those not afflicted will feel more comfortable asking their doctors for referrals to get appropriate screening tests before symptoms arise.


There is no denying that being visited with colon cancer has been devastating in its effect on my life. It is also the case that having this disease has been a catalyst for personal transformation. I have learned new ways of being, thinking, and living that I attribute directly to this experience.


This is not to say that I wanted or that I needed this experience. Such a theory flies in the face of both reality and compassion. To blame the victim who is already struggling with cancer, claiming that he or she needed it or wanted it, is to add an unwarranted burden to an already heavy load. In reality, colon cancer strikes randomly and often without warning.


I write this book in the hope that it will be helpful to those living with cancer, especially colon cancer, and to their family, friends, and care providers. It is only one story, however, and in no way a prescription for how things should or should not be. Living with Colon Cancer is not a documentation of “the Truth.” Rather, it is the telling of my story, and there are as many stories, each different in the filtering of perceived truths, as there are people in the book. Although I use my own name in this book, others are identified by pseudonyms to protect their privacy.










Chapter 1



Role Shift


Becoming a Patient


DREAMING THE SACRIFICE


June 1996




Spread-eagled over the surface of a rectangular stone altar, my ankles and wrists are bound to the four corners of the slab with rough leather thongs. A tunnel-like opening above me admits narrow shafts of weak light. A square of deep blue sky at the end of the aperture is cloudless.


I am wearing wide linen pants and a loose tunic of the same cloth. An enormous hooded figure, a celebrant, perhaps a priest, looms above me. Dressed entirely in black, his face is obscured by a cowl thrown over his head.


In his raised hands, he holds long knives that arc into shimmering crescent moons. I am horrified to see him carve a huge X into my belly, ripping it open and pulling the skin back on itself. He reaches in and pulls out loops of thick blackish cording, throwing it down in disgust. I, too, am repelled.


Raising his knives once more, he again cuts the mark of an X deep into my flesh, this time in the middle of my chest. Pulling roughly at my ribs with one hand, he uses the other to scoop out my beating heart.









The waiter sets down a plate on which is artfully arranged a fillet of wild salmon, a hillock of wild rice, a bundle of bright spring asparagus, and two orange nasturtiums with purple streaks blazing from their centers. The enticing arrangement of the food strikes a starkly dissenting note with the growing turmoil in my belly. Earlier I sampled the fried calamari with skordalia sauce. Perhaps the richness has thrown my bowels into this chaos. Yet, contrary to expectation, the cramping has not been relieved by a trip to the bathroom.


Listlessly pushing the food around my plate, I sip San Pellegrino in the hope that it might magically calm my stomach. Before the waiter can remark on my barely touched plate, I catch his eye and ask, “Could you wrap this up for me so I can take it home? This is all delicious, but I’m just not hungry.” He studies my face briefly, smiles, and nods in agreement.


By Friday, three days later, the pains have become more intense, rolling over and through me in waves, eerily similar to the contractions of labor. I have been unable to eat since Tuesday, and drinking is becoming more difficult. Charles has made daily trips to the pharmacy, returning with Fleets enemas, castor oil, and citrate of magnesia. These serve only to increase the amplitude of the pain.


Charles insists on driving me the thirty miles to work that evening. Soothed by the steady hum of the car, I carefully stretch back and shut my eyes as we loop through the mountain roads.


Charles ventures, “Are you sure you should be doing this?”


“I’ll be OK.” Offering reassurance that I myself doubt, I am perplexed that this pain has lasted so long, that it is not abating with time. Yet in some way it feels as if a mysterious puzzle were lodged in my belly; I have only to find the key to discover its secrets, and then everything will return to normal. As I walk toward the double doors of the hospital, Charles calls out, “I’ll pick you up anytime!” I turn and nod, smiling to reassure him. “Thanks, honey. I’ll call you later.”


The navy cotton scrubs I slip into have “Eliza Livingston, CNM,” embroidered in deep burgundy floss across the pocket. Next, I pull on clean, high, white sneakers and tie my hair back with a silver barrette shaped like a lazy figure eight. Dropping two pens into the pocket of the scrubs, I throw on a white lab coat, push open the double doors marked “STOP: LABOR AND DELIVERY: AUTHORIZED PERSONNEL ONLY,” and walk out to the OB floor.


I make rounds on my patients, reviewing their prenatal charts, labs, progress notes, nursing notes, and orders. After seeing one patient, and before seeing the next, I retreat to the call room, take some deep breaths as the pain washes through me, and try to compose myself. Minutes later, poised and smiling, I return to the labor-and-delivery unit to resume periodic patient evaluations.


The laboring women work diligently to prepare their bodies for delivery, responding with sighs, groans, and shrieks to the rise and fall of the contractions grabbing their bellies. They are immersed in the holy agony that heralds the arrival of a tiny infant into waiting hands and arms and hearts. And I, too, labor with intense pain, pain that, like theirs, overwhelms me in rhythmic waves, subsiding only when I feel I can stand it no longer. Comforting them at the same time that their contractions are being mirrored within my own body is surreal.


The staccato tap-tap-tapping of the fetal heart makes irregular squiggles on the narrow strip of paper that flows from the squat gray machine at the side of the bed. A laboring mother named Luisa is dozing, released just now from the embrace of the last contraction. Sitting down on the bed, I absentmindedly stroke her legs.


The low grunts that she makes at the peak of her contraction suggest that she will be ready to deliver soon. I check her cervix: eight centimeters and paper thin. “You’ll soon have a baby in your arms,” I say. Smiling, I sit with her through another contraction. “You are doing such a good job!” During the lull before the next one I explain, “It’s not time to push yet. If you really feel you can’t help it, try blowing out in little puffs, as if you’re blowing out a candle, and keep doing that until the urge passes.” She watches me inhale deeply and then exhale in a rhythmic fluttering of shallow pants. She nods, inhales, and slowly lets out the air in light staccato breaths. “Good, Luisa. I’ll be back in a few minutes. You’re on the home stretch!”


Stepping out to the hall, I walk down to the OR scrub area, take a mask and high paper boots from the shelves, and put them on the delivery table outside Luisa’s room.


It is ten-thirty. Since arriving only three hours ago, my patients’ labors have progressed, and the pain in my own gut has intensified, rolling over me in waves, before slowly ebbing.


I inform the clerk at the nurses’ station that I’ll be back in the call room for a few minutes, and I hurry out of the unit. After crawling carefully onto the narrow bed, I curl around my belly. The pain pulls at me, pulls me up to lean against the wall. Finding no relief, I bend over like a jackknife being squeezed closed, grabbing my ankles tightly. Panting, I stifle the groans that form in my throat. Rivulets of sweat run down my neck and face.


Is there a meaning to this pain that leaves me pleading for mercy? I know only that no baby will be my reward for this struggle. I remember my dream, the sense of entrapment, as I lay there spread-eagled on the subterranean altar. Now I am trapped by my body itself, the pain weakening and immobilizing me.


When the pain subsides, I dial the MD call room and try to sound offhand. “I’m having some stomach problems; I’m OK now, but I just want to let you know that I may have to go down to the ER later to get checked out.”


“If you feel sick, go to the ER now; there is no reason to wait.” There is a pause before the doctor speaks again. “I’ll cover the floor.”


Returning the receiver to the cradle, I throw my lab coat over my shoulders, walk into labor and delivery, and casually inform the nurse, “I’m going down to the ER to get this cramping checked out—Dr. Jessup will be covering for me.” I can feel another pain beginning, and I rush to the elevators. At the lower level, walking down the narrow corridor to the emergency room, I question the actual need for leaving work. Can this be any more than constipation?






Hints to help you beat the odds....
paying attention to your body....


If you “have a feeling” that something that is going on in your body is deadly serious, pay attention to your hunch. Because most stomachaches are benign and resolve spontaneously, it is easy to convince yourself that everything’s fine—that this will pass. When their own health may be compromised, even those in the business of providing healthcare may avoid acknowledging signs and symptoms of serious illness.







The ER is a cluster of small rooms lined with tan plastic chairs. Wheezing, coughing, groaning, grimacing men, women, and children fill those chairs, and more are restlessly milling about. Some have towels pressed to mounds on their heads or arms, and one has a Ziploc bag full of ice resting against his foot. Struggling babies cry with hoarse, weak wails. Overhead lights cast shadows on the tired faces of both staff and patients. A gray stained carpet is scattered with popcorn kernels and postcard ads that have fallen out of last year’s magazines. This feels more like a clinic in the third world than an urban medical center in the United States.






For your information.... emergency room stressors....


As more and more Americans are without medical insurance, many tend to use emergency room visits for routine and nonemergency care. This overloads the system, forcing personnel to become primary care providers as well as acute care emergency staff.









I take my place against a wall and lean into it for support. Swaying to the ebb and flow of the pain, to the sound of deep coughs from old men, to the croupy cries from babies wrapped in thick layers of cotton flannel, and to the rhythmic pat-pat-pat of a mother’s hand on her baby’s back, wave after wave of pain sweeps over me.


The triage nurse finally calls me into her cubicle.






For your information.... triage nurses....


Triage nurses evaluate the status of waiting patients and decide in what sequence they will be admitted for examination and treatment. Patients may not be seen in the order in which they enter the ER—they are seen according to the triage nurses’ assessment of their status.1







From a place of exhaustion and perhaps boredom, she asks a few questions (Where is the pain? How long have you had it?) and takes my temperature and blood pressure.


“What pain medications have you taken?”


“Nothing for pain.” I pause and add, “Only some citrate of magnesia.”


The nurse’s head remains bent over her clipboard. “Well, it will be a while before the doctor can see you; go ahead and take a seat in the waiting room.” Grabbing the edge of the desk, I pull myself up to resume my place against the dull gray wall.






Hints to help you beat the odds . . . help from an ally


Try to have an ally with you to keep track of and write down the scenario as it unfolds. An emergency room can be so busy that personnel have difficulty focusing on any one patient; an ally can help by asking questions and advocating for you.







An hour passes—an hour of stabbing pains relieved by brief gaps of quiet. I ask the triage nurse where I am on the list of waiting patients. She responds brusquely that there are many sicker people who need to be seen first. I remind her that I have patients upstairs and need to get back to work. She sighs wearily and suggests that if I need to go back to work, I can go. When it is my turn to be seen, the ER clerk will call me in labor and delivery.


Faced with the prospect of caring for patients as my own focus becomes increasingly blurred by the pain, my reply is terse, “I’ll wait.”






Hints to help you beat the odds . . . communicating your distress . . .


The importance of being clear about the level of pain you are experiencing cannot be stressed enough. Hospitals are frequently understaffed, and amid the demands of many needy patients, the silent sufferer may be left unattended or even ignored.







Returning to my position in the waiting room, I look around, watching the sad little faces of sick babies, hearing the wheezes of old men leaning into uncertain futures, seeing the brusque nurses and tired aides beckoning to this one or that one to step forward, and studying the marks on the walls and the stains on the shabby chairs. People in pain, patiently waiting to be seen, to be medicated, to be admitted, to be reassured, to hear good news, to be sent home.


“Eliza Livingston!” A nurse in worn green scrubs gestures for me to follow and ushers me into a narrow cubicle. Below the striped canvas curtains hanging from metal shower hooks, I can see the feet of people moving about in the adjoining cubicles. There is barely space to walk around the bed. As a nurse, I have passed rows of beds such as these, each one offering an illusion of privacy. The air thickens with the murmur of low voices punctuated by exclamations of pain, the intimate sounds of bodily functions responding to disease, and tired voices reciting the litany of discharge orders. The nurse hands me a wrinkled gown printed with pale tan flowers and snaps at the shoulders.


A harried doctor rushes in and asks a few brief questions: “When did your pain start? What medications have you taken?” Between the pulsations of pain, I tell him that I have been unable to eat since Tuesday and unable to drink since yesterday. I add that I have not had a bowel movement in three days, that I have tried enemas and citrate of magnesia, and that neither has relieved the cramping or constipation.






Hints to help you beat the odds . . . if you have persistent abdominal pain . ..


If you have persistent abdominal pain that increases in severity over time, seek the advice of a physician or nurse practioner. Assuming it is simply constipation and treating it as such with laxatives or bowel stimulants can be a risky course. The pain, especially if colicky, may be an indication of serious disease or malfunction, such as a tumor interfering with the passage of bowel contents.2







He absently notes my responses as he listens to a message from a disembodied voice behind the curtain, “Patient in 1C allergic to penicillin; what do you want to give her?”


He orders the voice to give ceftriaxone.


“And start an IV on this patient. Give her seventy-five of Demerol.”


The scratch of pen on paper pauses, and he nods in my direction. “And we’d better get some abdominals on her, too.” And then he is gone.






For your information . . . abdominal x-rays . . .


Abdominals refers to x-ray films of the abdomen.







Scant minutes pass before the nurse returns with a warm blanket and a loaded syringe. I watch her jam the needle into the port of the IV tubing and slowly push the plunger. Feeling the Demerol sweep over me, releasing the tension in my body and offering respite from the relentless pain, I float into a light sleep.


The doctor returns and repeats some of the same questions. I wince as he presses into my belly.


“Ten years ago I had surgery for a bleeding ulcer; can this pain be from surgical adhesions?”


“Maybe,” he pauses. “We’ll get some films of your abdomen just to check it out.”






Hints to help you beat the odds . . . telling your story . . .


Try to give as complete a medical history as possible; medical histories contain important information that will help lead to a correct diagnosis.







I snooze again while waiting for the orderly to take me to x-ray, and I continue to doze as he pushes me through the halls. The radiology technician asks me to get down from the gurney and stand against the film plate. He helps me to the floor, but I am unable to stand straight, and I slide from side to side against the plate. “Stand straight and tall, straight and tall.” I know what he wants; I just can’t do it. I open my eyes but am unable to focus—the entire room spins like a carousel on uneven ground, and the face of the diligent technician becomes a blurry swirl of features. I slump over the plate, and he agrees, “Well, I guess this is the best you can do . . . it’s OK . . . hold still now.” I hear the thunk-chunking sound signaling that I can move again, and I feel his arms helping me onto the gurney. Back in the curtain-lined cubicle, I sleep.






For your information . . . narcotic effect augmented by stressors . . .


The effects of a narcotic analgesic can be intensified by various stressors, such as exhaustion and lack of sleep.







“The x-rays are normal.” The doctor’s voice startles me. “You can go home now, but come back if the pain persists. I’m sending you home with some pills you can take for the pain.” He disappears, and I fall into a dreamless sleep.


I am awakened by a nurse shaking me and speaking to me in loud tones, as if I am deaf or unfamiliar with the language, “Eliza, wake up, wake up, Eliza, you can go home now! Here’s your prescription.” A plastic packet is shoved into my palm. “We have called your husband to come get you; you can go home now!” I try to see her face, to understand her words. “If you still have the pain tomorrow, come back to the ER. Now sign here.” She holds up a clipboard, bracing it with her hand as I feebly sign my name.






For your information....  discharge instructions....


Patients being discharged are asked to sign a document stating that they have been given discharge instructions, including any medications and directions as to when and under what circumstances to seek further medical attention.







I sleep on the gurney as I am pushed down hallways; I sleep in the wheelchair as I am wheeled out to the car; I sleep in the car as it winds through the mountains; and I sleep at home between the blue-and-white thick flannel sheets.


The cramps start again that evening as the Demerol wears off. My abdomen feels bloated and hard. I am unable to eat or drink. In my pocket, I find the Ziploc bag containing the pills that were given to me last night. The label reads “Hydrocodone bitartrate 5 mg with acetaminophen 500 mg. Take 1–2 tabs every 4–6 hours.” Another note, “Take with food,” has been scratched out. Fearing that narcotics will serve to mask whatever is going on and very likely exacerbate it, I put the pills aside. When I shuffle to the bathroom, I notice that my urine is meager in volume and the color of ripening apricots.


My son Andrew calls but, too tired to speak or even to think clearly, I pass the phone to Charles. Andrew is an internist and a cardiology fellow at Scripps. I can hear Charles struggling to describe what has happened at the ER and can feel his frustration at trying to answer Andrew’s questions.


“Yeah, I will,” Charles nods into the phone before handing it back to me.


“Mom, you need to see a surgeon. Go back to the ER, and don’t let them send you home until you see a surgeon. OK?”


“OK.” I feel embarrassed to be making a fuss about constipation and a bellyache. The medieval dream-figure who sliced through my belly appears in my mind, the mysterious man who cut out the debris and rot inside me.






Hints to help you beat the odds . . . paying attention to your dreams . . .


In ancient times, dreams were seen as prophetic. People often looked to their dreams for signs of warning and advice. Dreams provided vital clues for healers and were used to help reach diagnoses. Today, dreams are likely to be prematurely dismissed as meaningless, “coming from nowhere.”







Sunday morning, we start back through the mountains, but wanting to avoid my workplace, we go to a different hospital. The ER doctor, after phoning my hospital for the results of the x-rays, determines that I am probably just dehydrated. He orders the nurse to start an IV. I can feel my tissues sucking in the moisture like a dry sponge. Perhaps he is right, perhaps I am just dehydrated. I want to believe him.






Hints to help you beat the odds . . . know the signs of dehydration . ..


Pay attention to the warning signs of dehydration,3 including:




	Dry or sticky mouth


	No or scant urine output; concentrated urine appears dark yellow


	Sunken eyes


	Lethargy or coma (severe dehydration)










Years later, I am appalled to read his notes in my chart: “(Pt.) in NAD [no apparent distress] lying comfortably.” The writing is hard to decipher, but it looks like “constipation” is the diagnosis, followed by “doubt appendectomy, gall stones, small bowel obstruction, urinary tract infection.”


I ask to see a surgeon, but Dr. Metzger instead pronounces me cured by rehydration and writes my discharge orders.






For your information....  rehydration....


Rehydration refers to the IV fluids given to correct dehydration. Dehydration commonly results from inadequate fluid intake or from repeated diarrhea and/or vomiting that depletes the body of fluids.







He admonishes me not to take any medication for the pain, declaring that if I had had an obstruction, the Demerol I was given Friday night would only have compounded the problem. Am I somehow at fault for having allowed the administration of Demerol?


The nurse starts to disconnect the IV, and I beg her to let me stay, to get a little more fluid. The shift is changing, and the doctor coming on pokes his head through the curtain. “Dr. Metzger has already discharged you, so . . .”


“I don’t think I can go home,” I appeal to the physician.


“What do you want to do?” He remains poised for flight.


“Can I just finish this IV bottle?” My skin feels painfully dry, and the parched membranes of my mouth make it difficult to speak or swallow.


He frowns. “Well, maybe not the whole bottle, but . . .” He disappears as the curtain he has been holding falls closed.






For your information . . .
diagnostic labs for suspected dehydration . . .


When a diagnosis of dehydration is being considered, the following labs may be drawn:4




	Blood chemistries (to check electrolytes, especially sodium, potassium, and bicarbonate levels)


	Urine specific gravity (a high specific gravity indicates significant dehydration)


	Blood urea nitrogen (BUN)—may be elevated with dehydration)


	Creatinine (may be elevated with dehydration)


	Complete blood count, or CBC (to look for signs of concentrated blood)










Some time after midnight, the nurse returns with discharge instructions, including (1) make an appointment to be seen in the internal medicine clinic in one to two days, and (2) return to the hospital for nausea, vomiting, fever, chills, or increased abdominal pain. Increased abdominal pain? It is hard to imagine this pain increasing.






Hints to help you beat the odds . . . communicating directly . . .


Be direct about letting staff know the level of pain you are experiencing. Staff may ask you to rate your pain on a scale of one to ten, ten being the most severe.







The contractions overwhelm me, making it impossible to sleep, or even rest. And with every hour that passes, I feel exhaustion sapping my strength. I wonder if I will reach a point when I simply can no longer cope, when my resources and skills for managing pain wear out, when I will literally go mad from the relentless assault on my body. Winding through the mountains, I can feel the tears sliding down my cheeks and dropping silently onto my shirt.


Weary and discouraged, I lean on Charles as he guides me back into the house. I know that he must be exhausted and frightened as well, but I haven’t the strength to help him. As we open the door, the phone is ringing. It is Andrew, asking what transpired at the hospital. When he hears that I am being sent to the internal medicine clinic tomorrow, he is exasperated.


Last night he spoke with Dr. Metzger, who agreed to have me seen by a surgeon. I can hear Andrew’s frustration and promise to call him after my appointment with the internist. Passing the phone back to Charles, I curl up on the bed, dozing fitfully between the jabs of pain.


Early Monday morning, sixty hours after my initial ER visit, Charles suggests a shower to soothe me. The drumming of the water on the ceramic tile beats out a comforting rhythm, calming me, distracting me from the pain. I lean against the wall for support and rock my bottom back and forth, swaying in the rhythmic motion of a laboring woman. Waves of nausea roll through me.


Charles helps me dress. Despite the July heat, my teeth chatter and my body trembles. He dials the number of the internal medicine clinic. On hold, he cradles the phone as he helps me slip into my sandals.


“I need to bring my wife in. She was in the ER last night.” He pauses. “Abdominal pain.” Another pause. “She can’t. She’s in too much pain.”


He covers the mouthpiece with his hand. “The nurse insists she speak to you. I’m not the patient.” I nod and listen as Charles holds the phone to my ear.


“What are you coming in for? Who told you to call?”






For your information....  telephone triage....


In an effort to discourage unnecessary trips to the emergency room, it is possible to make errors in judgment as personnel try to figure out, over the telephone, whether a patient should come in or stay home.







“The ER doc,” I explain. “He said to come in.” I cannot follow what the voice is saying. “I need to come today,” I interrupt. I can feel hot tears rolling down my cheek. Charles grabs the phone and says impatiently, “I’m bringing her in now. She’s in terrible pain.”


Pressing a soft pillow against my abdomen, I walk out to the car. Back again, weaving through the meandering curves of the mountain road.


When we get to the hospital, I am ushered into the exam room and told to sit on the narrow table. After the medical assistant takes my blood pressure and temperature, the doctor walks in. “I’m Dr. Douglas. So what’s happening with you?” he asks. Once again, I begin to tell my story.


He interrupts, chuckling, “You’ve just been eating too much ice cream lately!” He presses gently on my abdomen; it resists the slightest depression. “Don’t be embarrassed. That’s one of my weak spots, too.” I haven’t mentioned ice cream and can’t remember when I last ate any. Lying on the exam table, listening to his glib diagnosis of ice cream gluttony, I feel as if I am floating through the looking glass with Alice.






Hints to help you beat the odds . . . trying to be heard . . .


If you are in a situation where the healthcare provider is clearly not hearing you, try saying: “You are not hearing me. Please listen to what I am telling you.” Or get an ally who is not intimidated by hospitals to come in and advocate for you. Or ask to speak to another doctor or nurse.







He looks down on me, and the image of his face merges with the dream priest looking down on me before slashing crosses in my abdomen. “Well, just to be sure it’s nothing else, let’s order a flexible sigmoidoscopy.”


“When?”






For your information....  flexible sigmoidoscopy....


A sigmoidoscopy is an exam of the rectum and lower colon using a sigmoidoscope, a flexible tube equipped with a light for viewing the tissues. This test detects about half of all colon cancers.5







He replies casually that he will send a referral and that someone will call in the next few weeks to make an appointment. As he walks toward the door, I ask feebly, “In the meantime, what about this pain and constipation?”


“Oh, take some milk of magnesia,” he casually replies.


“How much?” Near tears, I can’t believe that this visit is ending without resolution. “How often?”


He is in the hallway now and leans against the doorway as he directs, “One tablespoon every six hours until you have a bowel movement.” He smiles broadly, playfully shaking his finger at me. “And no more ice cream!” Years later, I read his notes on this visit, which conclude, “NAD, bowel sounds normative, and mild distension.”






For your information ... NAD...


NAD is medical shorthand for “No Apparent Distress.”







Worn out from the relentless pain, I stumble into the waiting room and fall into Charles’s arms. Leaning heavily into the ample refuge of his chest, I stagger down the hall and through the courtyard to the parking lot. He drives smoothly and carefully, yet I am carried into every twist and turn of the mountain road and feel every bump and jostle.


Crawling into bed back at home, I curl around my aching belly, but I am unable to find a position that is tolerable. Charles tries to help me settle before calling Andrew, but there is little he can do. Rolling from side to side in a futile attempt to dodge the pain, I can hear him saying into the mouthpiece, “OK....  OK.”


Unable to smother my groans, I whisper to Charles, “I have to go back—I am in agony. Something is terribly wrong.”


“I’m taking her back now,” Charles says into the phone. “I’ll call you.”


Back on the curvy mountain road and back to the ER. Charles helps me into a wheelchair and pushes me to the admitting window. I hold my card up to the hand reaching forward. Like an angry puppet popping up on a stage, a woman with furrowed brows and tight lips leans over the counter and snaps, “What did you come back here for? You should have called an advice nurse. That’s what they’re for, to take care of things like this over the phone!” I am too astonished to reply.






For your information . . . gatekeepers of healthcare . . .


There are many gatekeepers in the US healthcare system. One of their key directives is to determine who is sick enough to need inhospital care, who can wait for an office visit with a provider, whose case can be resolved over the telephone, and who needs to be seen in the emergency room without delay. The ramifications of error are grave.







Eventually I am wheeled into an exam room, Charles following closely. I see Dr. Metzger walk past the open door and shut my eyes. I hear him take a chart out of the rack, flip through the pages, sigh, and walk in. “Well, you’re back. Don’t you remember, I said that many times we never know where abdominal pain comes from—we just never know.”


“I remember that,” I apologize, “but the pain, it’s indescribable. Something feels terribly wrong.”


He looks at Charles, rolls his eyes, and shrugs. Charles tells him that Andrew wants me to be evaluated by a surgeon. He also notes that Andrew has spoken to one of the staff internists, who wants to be called. Metzger raises his eyebrows in surprise. “If I decide that, in my judgment, she needs to be seen by a surgeon or an internist, I’ll call one.”






Suggestions for hospital staff . . . listening with an open mind .. .


Set assumptions aside, and listen, without judgment, to what a patient is trying to tell you.







Then he looks at me skeptically and suggests that I have been taking pain medicine.


Exasperated, Charles sputters, “She hasn’t had any pain medicine! She hasn’t had anything to eat or drink for days. Nothing!”


Dr. Metzger appears to doubt our report. He decides to take more abdominal films, and again, he interprets them as normal. “Well, we may never know the cause of this pain,” he repeats. “You know, most of the abdominal pain that comes through the ER—we never know what causes it!”


His inability to make a diagnosis is not surprising, given that he has done so little to figure out the etiology of my symptoms.






For your information . . . etiology . . .


Etiology refers to the reason, the process, causing a syndrome or disease.







I am puzzled that, although I have been seen repeatedly over a period of three days for persistent abdominal pain, no one has done either a pelvic or rectal exam.






For your information . . . digital rectal and pelvic exam . . .


Digital rectal exams, simple procedures that take less than a minute, allow the physician to inspect the rectal tissues for abnormalities and can detect rectal cancers that might have otherwise been overlooked. A pelvic exam is done to help rule out a gynecologic basis for persistent abdominal pain.6







Even his evaluation of my taut abdomen has been cursory and inattentive. And I suspect that he might be misinterpreting the x-rays. I wonder whether he has consulted with a radiologist. He coaxes me to doubt my memory: Perhaps it hasn’t been so long since I have had a bowel movement? And surely, I have tried some pain medications . . . haven’t I?






Hints to help you beat the odds . . . support from your ally . . .


The potential for miscommunication is intensified by the power imbalance between staff and patients. If at all possible, bring a friend or family member who can advocate for you, asking questions, gathering information, and helping the doctors understand your experience, as well as helping you understand their management.











For your information . . . causes of dehydration . . .


Inadequate fluid intake, without question, can cause dehydration. However, the underlying reason for the inadequate fluid intake needs to be explored so that it can be addressed.







Again, he decides that dehydration is the problem and orders an IV.


“But . . . there must be something behind the dehydration,” Charles stammers. “What’s wrong that she can’t drink? That she’s so dehydrated? That she—”


The doctor interrupts, “She’s dehydrated because she’s not drinking.” His voice lifts in triumph. “It’s that simple!”


Toward midnight, at the end of the doctor’s shift, he sends a nurse in to disconnect the IV and prepare me for discharge. Discharge teaching includes instructions for the BRAT diet: bananas, rice, applesauce, and toast. I know this diet. It is prescribed for patients with diarrhea. “I do not have diarrhea.” The tears are swelling in my throat. “I wish I had diarrhea!” Flustered, the nurse flees from the room.


Suddenly, my stomach heaves and, leaning through the metal side rails of the bed, I yell for help. I vomit viscous dark yellow fluid into the murky pink basin that is pushed in front of me. A different nurse is attached to the hand that holds the basin. She touches my hair, offers me a clean towel, and murmurs words of comfort. That tender touch, that voice of compassion from this luminous being kindles in my heart a wavering flame of hope.


Charles asks the doctor who just came in with the new shift about getting a surgical consult. “We only call a second doc if it is, in our opinion, necessary. There is no reason to request a surgical consult for your wife. This is probably just dehydration, and when she gets her flexible sig, that will rule out anything more serious.” He ambles out of the cubicle.






Suggestions for allies ... identifying people who can understand . . .


Look for hospital personnel who seem to have the potential to understand the situation, and work with them as best you can in articulating your concerns.







Convinced that this is far more serious than “simple dehydration,” I am becoming increasingly frightened. I know that I can no longer think clearly. The days of pain and exhaustion have left me weak and rudderless, a wounded ship adrift on a treacherous sea. “Something is so terribly wrong,” I whisper. “I think I am dying.” I feel the nurse’s calm hands smoothing my hair.


“Yes. I know. You need to stay. I tried to tell him but . . .” She shrugs helplessly. “I’ll just take a long time getting you ready to go.”






Suggestions for hospital staff . . . learning to listen . . .


Listen to what your patients are telling you. Overriding their descriptions of their experiences is denying their reality and ignoring information that may be essential in reaching a diagnosis.







This gracious and discerning woman has looked at me and seen the anguish that no one else seems able to appreciate. My secret ally.


Moaning, I lean between the steel bed rails. More dark yellow bile shoots out of my mouth onto the gray linoleum squares. “I’m sorry. I’m so sorry.”


“It’s OK. I just didn’t get the basin to you in time.” The nurse gently draws a cold, wet cloth across my face and props a clean basin by the pillow. Feeling safe for the first time since this siege began, I want her never to leave me.


“Hi.” A hesitant voice drifts toward me. “Hi. My name is John. I am a fourth-year medical student. Can I ask you some questions?”






For your information . . . repeated questioning from staff . . .


Questions, even repeat questions, elicit important information in assembling an accurate medical history and in figuring out what’s going on. In a teaching hospital, the first staff person you might see, after nurses, is often a medical student. He or she collects basic information, frequently repeating questions you have already answered many times. These students are learning, and one of the critical skills they hone is how to take a patient history. Thus the repeat questions. Following the medical student, an intern or resident may examine you and ask more questions, perhaps the same ones. Finally, an attending staff physician may be called into the case by the resident.







A towheaded fellow in green OR scrubs, clutching a clipboard and pen, John stands some distance from the bed as he waits for my response.


“Oh, God, something is terribly wrong.”


“I just have to ask you a few questions, and then the surgeons will come in to see you.” He hesitates, waiting for encouragement. I am unable to offer any, yet my heart leaps at his mentioning that surgeons are on their way. He draws a deep breath and asks, “When did your pain start?”


“Tuesday.”


“Oh, that’s seven days!” He hesitates. “Can you describe the pain?”


“Hmmm. It’s agony.” Hating to let him down, I try to be more precise. “It’s rhythmic. Stabbing.”


He scribbles onto the clipboard. “And can you tell me what you’ve done for it?”


“Oh, oh . . . here it comes again.” I curl around my belly. “Fleets. Citrate” The coil of pain wrapping around my bowels leaves me speechless.


He waits quietly until the contraction passes and I uncoil myself.


“When was your last bowel movement?”


“Last Monday.”


“Hmm.” He taps his pen against the paper pad on the clipboard. “When was your last period?”


“Due tomorrow actually.” A deep moan shudders through my body as another pain reaches its zenith.


“That’s OK,” he pats my shoulder hesitantly. “I’m going to get the surgeon.”


“Thank you.” Seeing the fear in his eyes, I want to smile, to reassure him, yet my attention and energy are spent. His footsteps fade. A paradox, I think to myself, this young man just beginning his training appears to see a truth that eludes staff physicians with years of experience tucked under their belts.






For your information . . . accurate determination of illness . . .


There is a certain skill in being able to look at a patient, swiftly assess the physical condition, and determine whether that patient is critically ill. This medical student appeared to quickly discern that I needed considerable help and rapid intervention.







“Mrs. Livingston!” I hear a clipped British accent. “Mrs. Livingston. Can you open your eyes?” Moaning acknowledgment, I look up. The face is narrow. Dark eyes shine behind steel-rimmed spectacles. “My name is Dr. Narayan. I am the surgical resident.”


Relieved as I am to hear that the surgical service is finally getting involved, this information nevertheless troubles me. It is July 2. Two o’clock in the morning, maybe one, maybe three, but in any case, I know that the new residents start every year on July 1. And following that line of reasoning, this nice Dr. Narayan may have been on the surgical service only a few hours. Unless, that is, he is a senior resident. I am surprised and somewhat pleased that I am capable of forming these thoughts and reaching this conclusion.


“But I’m very sick . . . I think . . . an attending . . . it’s only July 2—and barely that.”






For your information . . . medical staff training . . .


Traditionally, rotations for interns and residents end and begin on July 1. Thus, on any July 2, it is possible to be cared for by a physician who is only forty-eight hours away from being a medical student. (I learned later that this doctor had already completed three years of surgical residency in England and was beginning his fourth and final year of specialty training.)







“Oh, I assure you, I will be assisting, and Dr. Zang, the attending, will be your surgeon.” He smiles kindly. “I know you’ve told your history far too many times to far too many people already, so I’ll just say that we need to open you up to see what’s causing all this trouble.” He pauses, as if waiting for my response. “I’m afraid we have no alternative,” he apologizes. “The x-rays strongly suggest a blockage in the large bowel.” The x-rays that Dr. Metzger insisted were normal, I think to myself. I am not surprised.






Hints to help you beat the odds . . . clarifying your situation . . .


It is possible for medical staff to miss or misjudge an important part of the puzzle in making a diagnosis. If you believe that some information might have been missed or interpreted incorrectly, it might be helpful to ask if something might be reconsidered.







Remembering the hooded dream priests with their knives pulling out the tangles of rot, I wonder whether that dream were a foreshadowing of these capped surgeons with their scalpels. And what would they discover there in the dark confines of my belly? Flooded with relief at the prospect of surgery, I welcome this pending burst of activity.


Dr. Narayan writes some orders on the chart and hands it to the nurse at his side. Asking my permission, he carefully pulls back the bed sheet to expose my abdomen. He gently touches the skin, noticing the heat, the boardlike rigidity, the distension. “Ah, yes, we need waste no time.”


A tall man with a gentle concern in his eyes approaches the bedside and looks down into my face. Dr. Narayan speaks again. “This is Dr. Zang. He will be the main surgeon, and as I said, I’ll assist.”


Dr. Zang looks at me kindly. “We don’t know what’s causing this blockage: It could be adhesions from your prior surgery. But whatever it is, we need to operate without delay.” He touches my shoulder reassuringly. “We’ll give you something for the pain and nausea right away and be getting you ready for surgery at the same time.”


I close my eyes. What incited these angels of mercy to materialize at my bedside? After days of being dismissed by doctors and staff eager to reduce their ER load, I am being heard. For the first time, I feel that I can begin to relax my vigilance.


A nurse holds a clipboard over me and puts a ballpoint pen in my hand. I reach up to scrawl my name on the consent for surgery.


Dr. Narayan speaks again. “Your son called from Scripps. He is very concerned. Would you like me to call him to tell him what is happening?”


It must be Andrew’s repeated calls that account for this sudden revision of care plan that alerted these surgeons to my plight. A piece of the puzzle slips into place.






Suggestions for allies ...


support from friends with medical backgrounds . . .


Involve medical friends and family members—they can be helpful in providing a link of understanding between you and medical staff.







“Yes. Yes. Please, tell him everything. Anything at all.”


And the nurse, the kindly nurse. If she hadn’t delayed my discharge, would I now be back on the mountain road, winding toward home, toward . . . a fate I shudder to contemplate?


“My name is Dr. Kim. I am the anesthesiologist. May I ask you a few questions?” I nod. She asks about allergies, medical history, and family medical history.






Suggestions for allies and family . . . understanding staff priorities . . .


If you find yourself in a similar position, try to understand that, in the rush of an emergency procedure, there is a rapid mobilization of personnel working in concert to get the patient to the operating room as quickly as possible. There is little, if any, time for questions or explanations. For someone not familiar with this routine, the sudden buzz of activity can be alarming. Understand that priorities have been set, and allow the staff to proceed without interruption.







More people come into the cubicle: I hear the snap of brakes being released, sense the weight of IV bags being tossed onto my legs, and feel the lurch of the wheels turning, rolling me out of the enclosure. The bed is being pushed through corridors as Dr. Kim continues her questions and descriptions of what to expect. Charles, running to keep up with the speeding gurney, leans over and kisses me as I am propelled through double stainless-steel doors marked “STOP: OPERATING ROOMS: NO ADMITTANCE!”


Someone starts another IV. My gown is removed, circles of foam that I recognize as EKG leads are applied, and my hair is caught up in a paper shower cap.






For your information . . . surgery protocol . . .


When a protracted surgery is anticipated, the physician will often want two IV lines in order to be able to quickly and efficiently give medications such as anesthesia, analgesics, and antibiotics. Bloodpressure monitoring and an electrocardiogram (EKG) run throughout the surgery and recovery so that the attendants can monitor vital signs under the stress of surgery and anesthesia.







Dr. Kim leans over me. “Eliza, you should start to feel better now. I’ve given you some morphine for the pain and some promethazine for the nausea.”


The waves of pain soften, and I feel myself floating lazily and peacefully into a sweet haze of opioid relief. My arms are bound to boards extending perpendicular to my body. Spread-eagled. Living the dream.












Chapter 2



Diagnosis


Stage III Colon Cancer


DREAMING DEATH


July 1996




At the end of a summer day, I am being led through a hardwood forest, a weak wash of sunlight barely warming my skin. My feet are bare, and I wear a white linen gown that falls in billowing folds to just above my ankles. The person leading me is wearing a rough, dark robe akin to a monk’s habit. A loose hood conceals his face.


Not sure where I am going, I feel a sense of expectancy mixed with apprehension. We are traveling on a well-marked dirt path and come to a clearing on the banks of a river. A boatman stands in the bow of a wooden skiff hauled up into the shallows at the water’s edge, and with both hands he clasps a tall, wooden pole. His face is also concealed by a loose hood, and he wears the same plain cloak as the person at my side. He nods when he sees us approaching, and my companion suddenly thrusts me forward toward the mysterious figure poling the craft.


Trying to slow my steps propelling me toward the murky stream, it dawns on me that this boatman is Charon, that this river is the River Styx. I panic, looking to either side of me for help, but see only the impassive gazes of oak trees and alders and river willows. Charon nudges his boat further to the shoreline with his pole, and my companion at the same time pushes me forward, closer to the boat. I realize that there is nothing to be gained by protest, that this journey is inescapable.







“Ms. Livingston—Ms. Livingston, Can you hear me?” My eyelids feel heavy as I strain to open them. Where am I?


Huge, cold suns set in shiny metal discs float above me.






Hints to help you beat the odds . . . relaxing into the experience . . .


Operating lights in a surgical suite are round, about twenty-four inches in diameter, and very bright. The lights add to the sense of unreality produced by the drugs for pain and anesthesia. If at all possible, relax and give yourself over to this intense experience, without trying to make sense of it. There will be time for that later.







Masked faces look down. Through the foggy mist of anesthesia, I recognize the kind voice of Dr. Zang. “We removed a tumor from your colon.” The entire room is turning and rocking. “You have cancer.”






For your information . . . symptoms of colon cancer . . .


Colon cancer may be preceded by no or few discernible symptoms. Possible signs of colon cancer may include:1




	A change in bowel habits


	Blood (either bright red or very dark) in the stool


	Diarrhea, constipation, or feeling that the bowel does not empty completely


	Stool that is narrower than usual


	General abdominal discomfort (frequent gas pains, bloating, fullness, or cramps)


	Weight loss with no known reason


	Constant tiredness


	Vomiting












With those words echoing again and again in my head, the dream I have been living, or the life I have been dreaming, ignites. Is my only escape from this inferno to plunge into the waters of the River Styx? Thinking of my children, I feel a physical swelling in my chest, an intense love that obliterates any temptation to surrender myself to a dread disease. I will not leave them. I will defy the Fates that consign me to this ferry bound for Hades.


During those painful days preceding surgery, the possibility of cancer never crossed my mind. I always thought I was more likely to drop dead of a heart attack while brushing my hair one morning than to be found peppered with the wayward cells of malignancy. In its stealthy way, cardiovascular disease crept through my father’s family. When he was barely seventy, a heart attack killed my grandfather one night as he lay back to edit the revision of Pain Mechanisms before going to sleep. At sixty-seven, my robust father was felled by a rogue stroke one Christmas Eve as he settled down to watch his toddler great-grandson carefully setting out cinnamon sugar cookies and Cambric tea for Santa. Among close family members, only my maternal grandmother died of cancer.






For your information . . .
surgical treatment for colon cancer . . .2


Removal of the tumor, along with the removal of a portion of nearby healthy tissue, is the primary treatment for colon cancer. There are three categories of surgical treatments for colon cancer:




	Local excision: If the cancer is found at a very early stage, the surgeon may remove it without cutting through the abdominal wall. Instead, he or she may insert a tube through the rectum into the colon and cut the cancer out. This is called a local excision. If the cancer is found in a polyp (a small bulging piece of tissue), the operation is called a polypectomy.


	Resection: If the cancer is larger, the doctor will remove the cancer and a small amount of healthy tissue around it. An anastomosis then attaches the healthy ends of the colon together. Lymph nodes near the colon will usually be removed and examined under a microscope to see whether they contain cancer cells.


	Resection and colostomy: If the surgeon is not able to sew the two ends of the colon back together, a colostomy is surgically created to facilitate disposal of bodily wastes. The colostomy is needed only until the lower colon has healed; it can eventually be reversed. If the entire lower colon is removed, however, it may be permanent.










I hear another voice, a clipped British accent drifting toward me: “It’s in the bucket! Right where it belongs!” The unmistakable voice of the lanky young doctor who came to the emergency room last night as I was once again being prepared for discharge. I strain to focus on that face—it is so like Andrew’s: narrow, with a strong jaw and dark eyes. Looking intently at me from behind round, steel-rimmed spectacles, he repeats cheerfully, “It’s in the bucket, right where it belongs!” There is not a hint of doubt in his voice or in his sparkling eyes. “We got it all out! You’re going to be fine!”


I feel myself folded smoothly into a shadow of light sleep, dreamy images gliding by. Against the backdrop of the River Styx shimmering in the sunlight, and Charon beckoning, images of people I love tug me toward the living world. More bright lights and quiet voices pull me back into the green-tiled room. I know these rooms: operating theaters. I know the shiny tile covering the floors and walls, the stainless steel of the instruments and tables, the silvery glitter of the huge spotlights, the blue paper drapes, the intricate panel of anesthesia controls that looks sufficient to launch a rocket to the moon. Yet I am ordinarily the one wearing scrubs and mask, looking down at the patient on the gurney, comforting and reassuring.


I hear Dr. Zang’s voice again. “You have a colostomy.”






For your information . . . a colostomy ...


A colostomy is a surgically created opening that diverts the contents of the bowel to the surface of the abdomen, thus bypassing the damaged area of the intestine. A bag attached to the abdomen at the site of the opening, or stoma, collects stool, which the patient empties periodically as needed.


A colostomy may be temporary, allowing the gut time to heal, or permanent, depending upon the circumstances.3 They are far from routine, yet if you have one or are about to have one, they are entirely manageable and not the nightmare that legend describes. The idea of having a colostomy is often more shocking than the reality of having it.
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