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PART I


My Big Molecule
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THE CALL


I am standing at a gas station in Gunnison, Colorado. My eighteen- year-old son and I are traveling to Durango to watch my two other sons compete in the Colorado State High School Mountain Bike Championship when the call comes through. I answer away from the car while he pumps the gas just in case it’s bad news.


“You have a lymphoproliferative disorder,” says the hematologist. I am a pediatrician. I know what this means. This is a malignancy. Some prefer to call it “cancer.”


The doctor says it looks like non-Hodgkin’s lymphoma. He says we can do a bone marrow biopsy; a CT scan of my chest, abdomen, and pelvis; or both. I vote for both. The doctor tells me he hopes that it’s not aggressive, then hangs up.


This phone call plunges me into an abyss of worry, loss of control, imagined worst-case scenarios, questions with no answers, grief, and sadness. This definitely counts as bad news.


I am about to give an Academy Award-worthy performance in betraying nothing of my shock or crushing emotional pain to my son. He’s a freshman in college and needs to study. He does not need to worry about his mom having cancer. He has no clue I’m even sick. I certainly don’t look sick.


My son drives. We make our way through Ouray and over Red Mountain Pass toward Silverton. It is spectacular, one of my favorite drives in the entire state—dramatic, awe-inspiring beauty at every turn.


Whenever we have a cell signal, I google non-Hodgkin’s lymphoma. This is a terrible idea. Everything looks horrendous. I read about one-year remission rates, five-year survival rates, scores for risk, endless drugs, and options for treatment plans.


How do they even begin to figure out a treatment plan? Do they plug in my age, symptoms, blood test results, and bone marrow and scan results, and some machine spits out my chemo formula? Is there an app for this?


Though I know I shouldn’t, I keep reading and reading. All of the credible sites weigh in: Cedars-Sinai, Mayo Clinic, American Cancer Society, Dana-Farber. All fail miserably in telling me what I want to hear: that there is a cure and that I will be cured. I do not want to hear any euphemistic cancer lingo from my doctor: remission, five-year survival, treatment options, promising clinical trial. I want to hear the word “cure.”


I tell my husband when we get to Durango. He’s already in bed and asks me an innocent question about taking a short hike the next day. I immediately start sobbing and reply that no, I cannot go on a short hike because I have cancer.


He knows that I’ve been undergoing tests and tells me we’ll do what we need to do to beat it. I tell him I’m worried about losing my hair. He tells me that that’s the least of our worries.


As if. I love my hair. I want to look nice. I don’t want to look haggard and sickly. I want to look fit and healthy. There is a certain amount of vanity in my personal concerns, especially now that I feel damaged, diseased, and gross.


For the next two days, I try not to inflict myself upon others. I do not want to tell my kids. They don’t need this. They are here this weekend to race mountain bikes for twenty-four miles.
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THE PAIN


And when it’s raining


Raining hard


That’s when the rain will


Break my heart


Raining, raining


In the heart


—U2, “ONE TREE HILL”


I awaken to walk the dogs, as I do first thing every morning. I love the city of Durango. I love bike races. I love doing things outdoors with my family. And I loved mornings. But now mornings are the worst. This morning my first thought is, I have cancer.


I need to write a will. I need to close my solo rural pediatric practice. I need to call the crematorium, and my husband needs to start dating.


I am not who I was less than twenty-four hours ago. That person is gone. I sob for the first couple of hours of the morning, sitting alone in the truck. Wailing, moaning, thrashing, bawling. Floods of tears. By midmorning I have cried as much as I can. Eventually, it gets boring.


I go up to watch the races, support the team, see my kids, and avoid my friends. I don’t want to tell them a thing. They used to think I was awesome; now I’m a cancer patient. It’s already defining me. My husband suggests that it’s not healthy to wallow so much. I respond with my typical scorched-earth emotional overreaction: everything’s fine, and I know that he’s happy I’m dying.


After the races, my youngest son drives us back home by a different route. The song “Cancer” by Twenty One Pilots randomly plays from his Spotify. Obviously, it’s all part of the greater conspiracy. I hide my sobbing over Wolf Creek Pass. As we drive by the Sangre de Cristo Mountains, I look out the window at Little Bear and Blanca Peaks, Crestone Peak, and Crestone Needle. I have climbed them all.


These mountains are among the most challenging, dangerous, and rewarding in all of Colorado. Summiting these fourteen-thousand-foot peaks, otherwise known as “the fourteeners,” is among the greatest accomplishments of my life. I have climbed all except one: Culebra Peak.


I’m glad I get to see these mountains again, here in the final thirty-six hours of my life. The more I think about my cancer, the shorter my anticipated life span becomes. In fact, I’m not sure I will survive the five-hour drive home.


The next morning I walk the dogs, make breakfast for the kids, do the laundry, clean the kitchen, and get ready for work, all as usual. When I get in the car and start to put on my seat belt, I ponder the stupid futility of doing so.


Why am I putting on this dumb seat belt? What are the chances I’m going to get in a car accident in the three-mile drive to school versus getting cancer? Oh. Wait. I do have cancer. There’s a 100 percent chance of that. Looking at it statistically, there is no reason to wear the seat belt. I’m already toast.
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THE LIFE REVIEW


My decision to go into pediatrics was heavily influenced by a child I saw as a medical student in the mideighties. We’d just had our leukemia lecture as part of our pediatrics rotation, and immediately afterward, in the clinic, I picked up the next chart in the rack before walking in to see my patients.


This six-year-old girl had fevers, fatigue, gum bleeding, bruising, leg pain, and weight loss. The more she talked, the more I knew that she had acute lymphocytic leukemia, the most common pediatric blood cancer. She bravely listed her painful and scary symptoms without whining or complaining, oblivious to the dreaded diagnosis to come.


This moment crystallized a sequence of events that would in so many ways come to shape my life: absorbing information; combining it with my knowledge; applying it to the case of a living, breathing person; and impacting, if not always saving, a child’s life. She was treated and survived to remission, and that’s the last I knew of her.


I practiced pediatric emergency medicine for ten years, then hung my own shingle and opened a solo rural practice in the foothills outside of Denver. While my family is my proudest accomplishment—my husband in particular loves being categorized as an “accomplishment” —my career is a close second. I feel fortunate to love my job every single day. I love walking into my office, I love my employees, and I love taking care of the infants, children, teens, and young adults who come to see me.


Coming in at a very close third are my various milestones in competitive and recreational sports. My husband and I share a deep mutual love of recreation in Colorado. For years we were avid rock climbers, whitewater kayakers, backpackers, hikers, “fourteenerers,” skiers, and mountain bikers and have shared these passions with our sons.


Aside from a little hiatus for pregnancies and then raising young kids, I’ve always sought out amateur sports competitions. I completed a full-distance, off-road XTERRA Triathlon and a local half-triathlon when my youngest son was around five. I was slow, but I finished both.


After that, I started in on mountain bike races and bicycle motocross (BMX) because our sons were competing in these events. BMX is crazy fun, and it took hold of me. I’ve been racing BMX for seven years, and I didn’t even start until fifty. In mountain biking, I love the scenery, slowly grinding up the hills, then screaming back down them. My screaming down is not objectively very high velocity, but it feels fast to me. I compete in the old lady categories, and my kids are not impressed. I love a flowy, smooth, winding trail, with mom-sized obstacles on the downhill.


This past summer my legs hurt more than they usually did at the end of BMX races. Recovery was harder. I’m “old,” but I never once thought I was sick. Endurance mountain bike rides and races were the biggest problems. I had to stop and turn back on approaches before even getting to steep ascents I’d routinely conquered the season prior. My first thoughts were, Maybe I need to train more. And train harder. Maybe I have a little bug. Maybe I’m having a bad day. Maybe I’m a little tired.


There was a tangible difference from the prior summer to the most recent. In the previous season, I could power up steep hills at altitude and felt great. Then gradually I had to get off the bike and sit down to recover my aching legs and bring down my heart rate. I was immediately fatigued by muscle pain, as if I’d been riding for many miles at a fast pace. Suddenly, I was finding myself remarkably, debilitatingly short of breath.


After ignoring and brushing off these symptoms, I entered a mountain bike race with my oldest son and had to repeatedly get off the bike, sit down in the dirt, and recover before pedaling a few more strokes. I could not force myself to power up the hills. I ultimately finished the race but knew something was wrong. It was not “just a bad day” or a bug. I had trained. I was sick.


The crippling shortness of breath was beyond a fitness issue; it was pathologic. Had I not been so deeply involved in sports, I probably wouldn’t have noticed that anything was wrong. At that time, walking, daily living, and working were no problem, but biking uphill hurtled me into a sick, deep canyon of ache. Biking was my sentinel event. It gave me the foundational clue.
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THE DOCTORS


After busting through the denial, I accepted that it was not just a little bug or merely needing to train more. I was sick—really sick. I went to see a whole mess of doctors. I saw a gastroenterologist, cardiologist, and gynecologist. I was diagnosed with anemia—the condition of having too few oxygen-rich red blood cells, which makes you feel tired. Anemia is measured as a low hemoglobin, and my hemoglobin was very low. We could not find the cause, and it didn’t respond to common treatment.


It was supposed to be an easy fix. At that point it became clear that there was something more seriously wrong. I knew that cancer was a possibility, but I can’t say that I considered it a realistic one. I’m healthy, except for being sick.


I go to the hematologist. There, I’m delighted to be shown to the exam room in the hallway marked with a sign that reads, “Benign Hematology.” Good. Exactly where I belong!


Passing through oncology, I take in all the incredibly sick cancer patients and feel so sad for them. Some are clearly at late stages in their disease. There are some in wheelchairs and others who need assistance to walk. Most are thin and weak, with skin of a greenish- bronze-yellow color. They’re on their way, variously, to the radiation oncology unit, the bone marrow transplant unit, or the clinical trials unit. I am selfishly glad I am not one of the cancer patients—these poor, unfortunate other people.


My hematologist, Dr. Blood Expert, sees something subtle in my blood cell counts and chemistry. It makes him suspicious of an abnormal cell line and, more specifically, an abnormal protein-producing line. I do not understand or know exactly what clues him in; after all, he’s the expert. He tells me we’re going to do an entire workup.


I had walked into this office hoping to be taken seriously regarding my anemia and, more importantly, my inability to ride a mountain bike up a steep hill at nine thousand feet at fifty-seven years of age. I was anxious that they might brush off my concerns and tell me to take up a more age-appropriate pastime, such as knitting.


I should have known better. This is Colorado. We’re an active state. No one downplays my symptoms. Dr. Blood Expert immediately saw my passions, believed my symptoms, saw a blood disorder, and directed my care with the highest level of concern.


In his office I could tell he thought it might be bad. He had the look of maintaining professionalism and the right dose of honesty but hesitated to spill all the beans before his suspicions were confirmed.


Which brings us back to that drive to Durango, the phone call, and the first time anyone verbalized that I had it.


Cancer. Lymphoma. Non-Hodgkins lymphoma.
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THE BONE MARROW BIOPSY


Shout


Shout


Let it all out


These are the things I can do without


—TEARS FOR FEARS, “SHOUT”


Dr. Blood Expert tells me that my choices are to get the bone marrow biopsy done right away, without sedation, or to wait a few weeks for a sedation spot. No question there: I want this done. Yesterday. No sedation it is.


Now for a brief review of all the things about which I am pissy. I am pissy about the parking lot at the cancer center. It requires an inconvenient left turn, and it is hard to find a spot big enough for my truck. I am pissy that I’m about to need an oncologist. Just saying “oncologist” makes me fussy. This is not so much a personal, specific mad; it’s more global, revolving around the fact that cancer exists in the first place. I hate that I have to come here and that I am now officially a cancer patient.


The staff at the center are all professional, positive, caring, and efficient, which also really pisses me off. I want to scream at each and every one of them. I’m not feeling positive, polite, or engaging or particularly receptive to their caring natures. As everyone continues to look terribly sick in the waiting room, the nurses have their extra- nurturing faces on. These are nice people, and I want nothing to do with any of them. I hate this place.


Soon the phlebotomist is about to cry; she has to stick me three times before she gets any of my blood. I don’t care. I get it. I’ve done loads of blood draws. I reassure her that I’m fine and that I understand that these things don’t always go as planned.


I want to ride my bike. I want to walk the dogs without feeling exhausted. This dumb anemia has left me with zero exercise tolerance. Now merely walking up a flight of stairs is taxing. I haven’t exercised in two months, which also makes me just a bit grumpy.


To my knowledge, my kids haven’t noticed anything wrong. I still do the same things at home, and I’m not missing any work. Work is vital. A few friends, however, are a bit too perceptive, and they’re beginning to show oppressive concern. I haven’t been at the BMX track or on the mountain bike trails, and they notice. My calendar used to have entries like “bike practice,” “bike race,” “son’s lacrosse game.” Now it says “CT scan,” “bone marrow biopsy,” “lab draw.”


At this point, only my husband knows, and I’m maintaining secrecy for the time being. I’m not ready for anyone else to know. I need more information, and I am definitely not ready for my kids to know.


Now for the bone marrow biopsy. Quite frankly I’m petrified as I deal with the cheery and helpful parking attendant who found a spot for my truck, the excessively positive front desk check-in lady, the kind preprocedure phlebotomist, and the preposterously perky medical assistant who guides me to the death chamber procedure room.


The experienced nurse practitioner who will be performing the torture explains that she will use a power drill to enter the bone and that there will be a local anesthetic to numb it. She says it looks and sounds just like any other power drill, and then she holds up the drill and makes the whirr noise. I’m going to barf.


I’m lying facedown as they prepare to drill into my pelvis and suck out marrow. The nurse practitioner explains that because the marrow compartment is finite, the biopsy can cause a jolt as pressure enters a closed space. Super.


I feel dizzy, weak, and nauseated, but I’m also determined to get this done. I’ve not only seen these but also even performed them in training but using what’s called a trocar instead of a drill. The visual is making it worse. This is already painful, and she hasn’t even started.


Soon the local anesthetic is in, and the drill is whirring.


“There we go! I’ve popped into the bone. We’re just sucking out the marrow. Now for the biopsy.”


The biopsy feels like a hot skewer attached to an air compressor, propelled by a train, which is inflating a tire in my pelvic bone. Deep, agonizing pain radiates down my leg, through the table, into the floor, and back up to my spine. I have never felt such a chilling pain.


“Okay! And we’re all done!” says Nurse Ratchet. If I do this again, next time I’m getting the sedation—one milligram below the toxic dose.


The CT scans of my chest, abdomen, and pelvis are normal. There is no mass, the cancer has not spread to my lymph nodes, and my coronary arteries look completely clear! But for now I do not have a specific diagnosis; I’ll have to wait another two weeks for that. For now it’s just garden-variety “cancer.” In my bone marrow, something’s amiss.
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THE WAIT


How do I tell my kids? Clearly I’ve been tired. I haven’t been able to do much of anything. They may have noticed, but I’m not entirely sure.


I decide to tell my two younger sons when they get into the car after school. I tell them I have been seeing doctors and undergoing tests, have cancer in my bone marrow, am getting the best possible care, and will fight this with everything that I have.






OEBPS/html/docimages/sec01.jpg








OEBPS/html/page-template.xpgt
 

   
    
		 
    
  
     
		 
		 
    

     
		 
    

     
		 
		 
    

     
		 
    

     
		 
		 
    

     
         
             
             
             
             
             
             
        
    

  

   
     
  





OEBPS/html/docimages/c01.jpg







OEBPS/html/docimages/cover_ader.jpg
WALDY,
MVYELO,

SURVIVING WALDENSTROM'S
MACROGLOBULINEMIA &
MYELODYSPLASTIC SYNDROME







OEBPS/html/docimages/t01.jpg
WALDY,
MYELO,

SURVIVING WALDENSTROM'S
MAGROGLOBULINEMIA &
MYELODYSPLASTIC SYNDROME

CAROL TURNER, MD

#vantage | Books






OEBPS/html/docimages/ht01.jpg
WALDY, MYELO, & ME






