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PRAISE FORIncurable Optimist








“This book is an inspiration. Read it to find your own bravery and to salute the bravery of Jennifer Cramer-Miller.”


—DELIA EPHRON, author of Left on Tenth: A Second Chance at Life







“A raw, heartfelt, and transformational read for anyone needing levity in the face of adversity. I love how Jennifer’s humor-laced resilience beautifully encourages the reader to always make room for joy and hope!”


—JULIE BURTON, author of The Self-Care Solution: A Modern Mother’s Must-Have Guide to Health and Well-Being and owner of ModernWell







“This book! Omg! The triumph of this journey! . . . a JOYOUS story . . .”


—LINDA SIVERTSEN, author, co-author, and ghostwriter of eleven books including two NYT bestsellers, and host of the Beautiful Writers Podcast







“Wonderful! I started crying so many times as I read . . . engaging, moving, funny.”


—KATE HOPPER, author of Ready for Air: A Journey through Premature Motherhood and Use Your Words: A Writing Guide for Mothers







“If you ever want to read an inspirational book, and occasionally laugh out loud, I encourage you to read Jennifer Cramer-Miller’s memoir. It is uplifting and gives new meaning to the word ‘hope.’”


—HERTA FEELY, author of 2018 National Indie Excellence Award and 2016 New Apple Award Winner Saving Phoebe Murrow







“In this deftly crafted memoir, Jennifer Cramer-Miller takes us on her volatile journey of navigating a chronic, life-threatening disease. Generously infused with humor and hard-won wisdom, Incurable Optimist reminds us that hope—and human connection—can help us overcome insurmountable odds. An insightful, inspiring, and joy-filled read.”


—LAURA WHITFIELD, author of Untethered: Faith, Failure, and Finding Solid Ground







“Jennifer Cramer Miller’s optimism is born of living with reality, with the operative word being living. Anyone dealing with disappointment, hopelessness, or fear will be inspired by Jennifer’s infectious optimism.”


—BETSY GRAZIANI FASBINDER, author of three books including Filling Her Shoes: A Memoir of an Inherited Family, and podcast host of the Morning Glory Project







“Beyond inspiring—a page turner that reveals the resilience of the human spirit surrounded by unconditional love and support. Great read.”


—AMY S. PEELE, award-winning author of a medical murder mystery trilogy, Cut, Match, and Hold







“If you’re looking for a wonderful, uplifting, and real look at what it’s like to be living with illness, look no further. With a crystal-clear writing style, Jennifer Cramer Miller describes the fears and desperation after diagnosis while bravely holding onto resilience, joy, and hope.”


—JULIE JO SEVERSON, author of Oldest-Twin Cities: A Guide to Historic Treasures and co-author of Here in the Middle: Stories of Love, Loss, and Connection from the Ones Sandwiched in Between
















[image: image]









Copyright © 2023 Jennifer Cramer-Miller


All rights reserved. No part of this publication may be reproduced, distributed, or transmitted in any form or by any means, including photocopying, recording, digital scanning, or other electronic or mechanical methods, without the prior written permission of the publisher, except in the case of brief quotations embodied in critical reviews and certain other noncommercial uses permitted by copyright law. For permission requests, please address She Writes Press.


Published 2023


Printed in the United States of America


Print ISBN: 978-1-64742-527-2


E-ISBN: 978-1-64742-528-9


Library of Congress Control Number: 2023906715


For information, address:


She Writes Press


1569 Solano Ave #546


Berkeley, CA 94707


Interior design by Stacey Aaronson


She Writes Press is a division of SparkPoint Studio, LLC.


All company and/or product names may be trade names, logos, trademarks, and/or registered trademarks and are the property of their respective owners.


Names and identifying characteristics have been changed to protect the privacy of certain individuals.














Author’s Note





This book recounts my journey with kidney failure. Although I’ve navigated a rocky road since the age of twenty-two, my socioeconomic status and skin color were not roadblocks along the way. Unfortunately, this is not the case for many of my fellow kidney patients.


Currently serving as the Minnesota Board Chair for the National Kidney Foundation, I know that Black individuals have a three to four times higher rate of kidney failure than whites. Hispanic and Latino individuals have a 1.3 times higher rate than whites. Native Americans, Asian Americans, and Pacific Islanders also face a higher risk of kidney disease. Yet there are disparities in access to care. That’s why the National Kidney Foundation and kidney community are focused on improving health care equity and accessibility.


I’m excited about the innovations in the works to benefit kidney patients. Portable dialysis machines are ahead, and eventually, bioengineered kidneys could eliminate waiting lists and immunosuppressive medications. Hope is on the horizon. Both now and in the future, equal access is essential so that the best treatments benefit kidney health for all.


This is a work of nonfiction—a true story shared from my memory. We know memories are imperfect. Even so, I relied on mine (as well as notes and journals I’d kept along the way). The color of a shirt or the exact words spoken may not be exact (I didn’t record and photograph everything, after all), but the essence is accurate. Plus, I have scrambled a few names and identifying details to protect the privacy of select individuals.


It is also worth noting that I am not a doctor, so nothing in this book about my health experiences should be considered medical advice or expertise. In addition, I speak for only myself and do not represent the views, positions, or endorsements of any organizations.


A final note of clarification: In 2017, the Minneapolis Park Board changed the name of Lake Calhoun (referenced in this book) to Bde Maka Ska, which restores the original Dakota name in honor of the Dakota people. When the events in this book took place, however, the name was Lake Calhoun, so I wrote this name for accuracy.
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If there’s anything half so much fun as being alive,I’d like to know what it is.”


—FREDERICK BUECHNER














PART ONEFAILING








“There is nothing certain, but the uncertain.”


—Proverb














1.Fallout






ONE MORNING AT THE TAIL END OF MY TWENTY-SECOND year, while downing coffee with my roommate, my face felt peculiar. Squishy. Leaning toward Lisa over the table in our apartment’s tiny kitchen, I said, “Check this out. Don’t my eyes look smaller?”


“Too much salt?” Lisa asked, before blowing steam from the top of her mug.


“Maybe.” I pressed my fingers into the puffy skin that surrounded my upper and lower lashes.


It was Saturday, my energy lagged, and the warm cocoon of my duvet called. Eventually, I motivated myself to shower under a flow of hot water and throw on jeans and a chunky November-style sweater. Another glance in the mirror. Typically, I would blame a little puffiness on the regular suspects, PMS or MSG. But on this day, the skin around my eyes resembled spongy marshmallows.


I wondered if more coffee might help. It didn’t. My brain felt as dull as the Seattle sky outside the apartment windows, where falling raindrops played percussion on glass. Lisa took off to hawk hosiery during her Nordstrom shift downtown. I stayed in. As the hours ticked by, my legs felt tight, and my inner voice vacillated between calm dismissal (it’s nothing) and far-flung possibilities (bubonic plague?). I had no idea to what extent—but I was not okay.


Sprawled on the couch with the television on, I called my boyfriend, Nick, and vented about my dilemma.


“I’ll come over tonight with some booze to flush you out,” he offered, sounding lighthearted.


“Skip the booze. Just come over,” I said, pressing my lips together. “There’s no party potential tonight.”


Six months earlier, Lisa and I had graduated from college. I met Nick in college too, but with more credits to complete, he still lived close to campus, thirty-five miles south of our apartment.


That night, after Lisa came home from work, Nick arrived with a bottle of wine. The three of us sank comfortably into the couch, but my mind was far from relaxed. Although I tried to silence my inner alarm, my eyes seemed worse, the skin around my ankles felt taut, and I had no fitting reference for these symptoms.


“Drink up.” Nick handed me a glass filled to the brim.


“Jen, wine won’t do it. You need a doctor,” Lisa said firmly.


“I don’t have one.” During the past four years of college, the student health building was an easy walk across campus. But I hadn’t needed a doctor since graduation, and as a recent resident of Seattle, I knew nothing of the city’s medical clinics.


“Get one.”


The next day, I dialed my parents and explained that I felt off. “Maybe I’m coming down with the flu?” I said in a measured voice. I didn’t want to alarm them, but that didn’t work. Although their Minnesota home was miles from Washington, they jumped into action.


Monday morning, Dad reported he’d gotten a referral to a Seattle internist from his doctor in Minneapolis. They set an appointment for the next day, Tuesday, at 11:00. I noted it on my calendar and dashed out the door so I wouldn’t be late for work. I snagged the bus from our Capitol Hill apartment to my office in Pioneer Square, where I worked as a public relations intern.


Same routine as always. I raced into the building on Occidental Avenue, jogged through the lobby to catch the elevator, and stepped into the office on the sixth floor where everyone buzzed—twenty or so professional bees in a frenzy of creative production. After some quick nods to the bigwigs in a conference room on the perimeter of the open space, I sat at my designated intern cubicle. I resumed updating a CEO database and tried to ignore my swollen eyes, feet, and fingers.


I was excited about this choice internship at Cole & Weber, a subsidiary of a national PR firm, Ogilvy & Mather. When my boss, Stacy, selected me from two hundred applicants, I let out an involuntary squeal and shimmied a happy dance. With my foot in the door and my work in the mix, I planned to secure a future position. I wanted to put my newly earned business degree to work. So I intended to be the perfect intern.


That’s why I reluctantly approached Stacy to tell her I had a doctor’s appointment the next day and had to leave before my lunch break. She tried to scrutinize my face, but I lowered my head. Fine with me if she saw the same hard-to-tame, medium-length brunette hair and freckles splattered on my nose—but I didn’t want her to stare at the swelling surrounding my brown eyes. “Everything okay?” she asked. She was three years older, and our relationship was strictly professional. But at this moment, she seemed more concerned about me than my performance.


I forced a perky tone. “Oh, I think so. Just need to be sure.”


My daytime internship was for career advancement, but the pay wasn’t much. So at night I sold costume jewelry and taffeta prom dresses at a department store. Late ’80s fashion was ripe with Lady Diana–inspired shoulder pads, vivid colors, and lots of chunky costume jewelry to complete the look. Pushing accessories and special occasion dresses covered the extra money I needed to pay my rent. That night, as I exchanged pleasantries and sold boatloads of gold necklaces and silver earrings, I couldn’t ignore the discomfort that pressed against my skin.


On Tuesday, I drove to the University District to explain my symptoms to a doctor. A nurse drew my blood and asked me to pee in a cup. Then I waited alone in an uncomfortable wooden chair propped against the wall and focused on the vinyl wallpaper and tiles—a study in beige on beige. The fluorescent fixtures hummed overhead, blanketing me in a harsh, artificial light. Windowless clinic rooms are never cheerful, but thankfully in my young life, I hadn’t seen many. The doctor walked in and sat down at the little desk next to me.


He was tall and thin, with brown leather shoes that he undoubtedly chose for comfort over style. His face looked serious—no smile or friendly eye twinkle, and his white hair matched his white doctor’s coat. He delivered his words softly, but they hit hard. “I’m sorry, young lady. The result indicates your kidneys are damaged.”


I gave him a few seconds to tell me it was a joke, but he didn’t seem like the jokester type, and come to think of it, how unfunny of a joke would that be? My mind raced with nonsensical thoughts. Yet this doctor was no-nonsense (his practical shoes . . . case in point), and this situation was the farthest thing possible from a joke.


I didn’t realize at the time that these few moments with this unfamiliar man would forever link to the moment my life changed forever.
















2.Holes










HIS WORDS ECHOED IN MY MIND—YOUR KIDNEYS ARE damaged, your kidneys are damaged—as the walls seemed to fold in. Is this room getting smaller? “You will need to have a biopsy to determine the extent and cause of the damage,” he explained. His eyes traversed from my newly created medical file to my stunned face.


“A biopsy?” Isn’t this a cancer word? I fidgeted in my chair and stared at him like he was speaking a foreign language.


What happened to the standard doctor line? You have a simple case of (fill-in-the-blank) and I will prescribe (fill-in-the-blank) and voilà, better in three to four days. I’d take a cold, maybe the flu, a simple strep throat—one of those familiar ailments, please. But “biopsy” fell outside my medical comfort zone.


He said they’d found protein in my urine (officially known as proteinuria), which was causing the fluid retention. Protein has no place in urine. The tiny filters in healthy kidneys, the nephrons, do not allow protein to pass through, just as a coffee filter does not let coffee grounds pass into your coffee pot. My kidneys’ nephrons were like a lousy coffee filter with holes. Microscopic holes. But still, I didn’t yet realize the power of things I could not see.


“The biopsy will help us diagnose what’s causing your kidneys to leak protein,” he explained.


Right away, I called home. My mom booked the first flight from Minneapolis to Seattle. I learned later she’d experienced an immediate sinking feeling after my initial call three days earlier. She’d heard something in my voice, and ripples creased her tight-knit maternal fabric—she felt sure I was experiencing something far from the flu.


My parents urged me to have the biopsy in Minneapolis, my hometown, because my dad knew and trusted a nephrologist, Dr. David Brown. My dad built custom homes, and years earlier, he contracted a lovely place for Dr. Brown and his wife. But we’d never expected to seek Dr. Brown’s expertise in kidney care.


Lisa sat by my side when I called Nick to tell him the news. He asked, “What are they looking for with a biopsy?” His voice shook.


“The cause of damage. I’m going to Minneapolis to find out what’s going on, and then I’ll be back for Sarah’s party.” Lisa stood to face me, cocked her sweatpants-clad hip, and widened her ice-blue eyes. (Sarah was another Seattle resident and college friend.)


“Jen,” Lisa said, narrowing her gaze, “Sarah’s party is not your top concern. It’s in two weeks.” Nick said the same thing, but two weeks seemed like a long time to me.


“Well, I better be on the mend by then,” I suggested to Nick on the phone, to Lisa in the room, and to the Fix-It gods who may have been eavesdropping.


I had met Lisa in a freshman communications class. I sat directly behind her and focused on the back of her head. Her blond hair, the thickest golden mane I’d ever seen, became a visual distraction to the long lecture. She also picked her lower lip repeatedly, as if it helped her concentrate. We chatted after class and quickly became friends.


After college, Lisa and I lived for a short stint with our friend Cindy in a duplex apartment in Seattle’s Capitol Hill neighborhood. A cast of characters (hidden homeless men scared us silly when we’d hear, “Goodnight,” as we walked past the nearby bushes) and a series of unfortunate events (a Peeping Tom and subsequent robbery) made us want to bolt out of there quickly. Cindy took a job with Pan Am to fly the friendly skies, and Lisa and I moved into the apartment close to the Space Needle on Queen Anne Hill.


Lisa’s retail job suited her. She had a great sense of style (inherited from her mom, who sold clothing for couture designers) and preferred work she could leave behind at the end of the day. Hosiery wasn’t her dream department, but she didn’t miss the textbooks and tests of our college days. At night, after work, we donned sweatpants and ponytails, ate grocery store sushi, cracked open cans of Diet Orange Sunkist, and laughed out loud watching David Letterman.


The next day, I picked up my mom at the airport, and her Julie Andrews–esque auburn hair, fair complexion, and lovely countenance ushered in a familiar wave of safety. We stopped at the grocery store, picked up a few items, and headed home.


“Nice,” Mom said when she took in our greige-stained wood floors and freshly painted walls. I showed off our new digs and set her suitcase in my room. After we unloaded the groceries into our spare cabinets and nearly empty refrigerator, she said, “You don’t have any food. What do you girls usually eat?”


Lisa and I shared a glance. “Stuff that doesn’t go in the oven,” I replied, and we laughed. The three of us sat together at our little white hand-me-down card table (this was the first time we actually set the table too), and the Mom-made hot dinner nourished us.


“What do you think is going on?” Mom asked as she lowered a napkin to her lap.


“I don’t know . . . it doesn’t make sense. I eat healthy, I’m not into drugs—I even floss. Sometimes.”


“Flossing is overrated,” Lisa said. She smiled as she moved a chunk of her thick blond hair behind her ear. Mom laughed too, but when her smile faded, I saw a flash of concern flood her eyes. Later, she shared that when I greeted her at the airport, she knew her instincts were right. I was not well.


But for me, until this point, “not well” prompted Vitamin C or chicken soup for my soul. Quick fix. Move on. I thought that’s how it always worked. I had a lot to learn. The next day, Mom and I flew to Minneapolis. It was late November 1987, and the chain of events had just begun.
















3.Punch








THE NEXT MORNING, I SPRAWLED FACEDOWN ON A STIFF, rolling bed in a sterile hospital room. While I waited for the procedure to begin, the thin blanket that covered me was no match for the cold circulating air. My muscles twitched.


While my parents sat together in the nearby waiting room, a nurse by my side shot a magic elixir into my IV, and within seconds the tense, frosty edges melted away.


Dr. Brown stood next to me. “How do you feel?” he asked.


“Floaty.”


A squirt. Cold, slimy gel on my back. Dr. Brown explained he would place five tiny needles into one of my kidneys, guided by ultrasound. Afterward, we’d know more about why my kidneys leaked protein.


“You will feel pressure and hear a loud click from the needle punch,” Dr. Brown said. His description was accurate. The pushing sensation was painless, but the sound startled me—as if a cap gun fired into my back.


“We’ve done one. Okay? Now we will do a couple more.”


Push. Pressure. Punch. Click. Wince. Breathe.


Push. Pressure. Punch. Click. Wince. Breathe.


Push. Pressure. Punch. Click. Wince. Breathe.


Push. Pressure. Punch. Click. Wince. Breathe.


I could not believe this was happening. I was fine less than two weeks ago.


“We’ve got some good samples,” Dr. Brown said. “Now we wait. I want you to stay on bed rest for twenty-four hours.”


An attendant wheeled me from the procedure room, deep in the bowels of the hospital, up to my room on the fourth floor. A nurse placed sandbags on my back to prevent bleeding. As instructed, I lounged as still as possible, but my insides fluttered. What the hell?


Every story begins with a domino moment that starts a chain of events. My first domino had fallen.


I had common goals for my life at the time. As twentysomethings do. I planned to launch into a public relations career after my performance as a star intern. In my professional dealings along the way, or in my robust Pacific Northwest social circle, perhaps, I would meet a rom-com-worthy guy. A soulmate? Sure. He would be so rock-solid, so handsome, so irreverent—oh, the laughter and deep connections—that I would regularly think, How can I be so lucky to have caught this guy? (Though Nick and I had been dating for a few years, he wasn’t the one I envisioned in this scenario.)


Mr. Perfect and I would live blissfully in a lovely and oh-so-happy home, where I’d whip together meals that would be today’s version of Instagram food porn. And like a cherry on top, I’d pump out photogenic babies and display my perfect family on annual holiday cards. All the while, gracefully keeping it together as a how-does-she-do-it professional career woman. Nicely wrapped up and tied with a bow.


Well, maybe that is the amped-up and glossy version. But boiled to the essence, my peers and I expected to travel a path that led us into the epitome of adulthood—career, love, family. Up until this point, happy was my default setting; I’d never really considered an alternate state.


And now, plucked from the West Coast and Puget Sound, I shivered in the frigid winter of Minnesota, in a hospital with Mom, Dad, Dr. Brown, and yet-to-be-understood kidney damage. The end of my twenty-second year spun off the path of grandiose expectations and careened right off a cliff.
















4.Limbo










MY PARENTS AND I HAD TO WAIT A WEEK FOR THE BIOPSY results. The window narrowed on Sarah’s party, but I still entertained the idea. I returned to my parents’ suburban home, where I had grown up with my older brother, Steve. My dad built this home for our family when I started kindergarten and Steve first grade. Like a two-story stationary time capsule made of gray wood siding, crisp white trim, and a gabled roof, it was chockfull of childhood memories.


I retreated into my childhood room, looked at my swollen ankles, and felt the pressure from the extra fluid invading my cells. How sick am I?


When my dad initially presented me with wallpaper options for this space, I chose pink and blue flowers, splattered delicately across a creamy white backdrop. I loved those flowers. A pink shag carpet (think Pepto-Bismol) added even more girly wow factor. An overflowing dollhouse and giant corkboard (pinned to the max with crayon pictures) completed my little heaven.


During my teenage years, primary colors replaced pastels. Bruce Springsteen concert stubs, images of Paris, and a magazine cover of Cindy Crawford (to inspire my perfect self) replaced elementary school art.


Pins pushed remnants of my teenage mindset into that cork because my mom wanted to keep the room inviting for holiday visits. It seemed both familiar and foreign, the younger, preadult version of me on that corkboard ready to say hi.


I called my Seattle friends and delivered the same update over and over: “Yes, I had the biopsy. No, I don’t know anything. Waiting. Will let you know. How are you? Hoping to be back for Sarah’s party. See you soon.”


The following Monday, Mom, Dad, and I sat in the lobby of Dr. Brown’s clinic. It appeared far more polished than the doctor’s office in Seattle, and I stared trancelike at the bronze-toned wallpaper.


A nurse escorted us back to a clinic room. The hard edges of the plastic chair mirrored the discomfort of my mind and body. Dr. Brown sported a bow tie and tweed suit, greeted us curtly, and sat down. He adjusted round wire-rim glasses and ruffled through the pages in my chart.


My dad leaned forward on the edge of his chair like a take-charge CEO ready to tackle an issue. I saw a focused anticipation in his brown eyes. Coarse dark hair topped his round face, which made him look younger than his fifty-two years. My mom’s eyes were deep wells of blue, reflecting worry. She rested her hand on mine. Dr. Brown set the papers on the desk and delivered six words: “You have a progressive kidney disease.”


For a moment, I considered myself a character in a cheesy soap opera who gets bad news—the words reverberated inside my mind while my face registered a melodramatic pause. But I was not a character, and this was not a script.


Progressive disease.


Progressive disease.


Progressive disease.


What?


Dr. Brown explained a condition called nephrotic syndrome was causing inflammation in the tiny filters of my kidneys. The three of us sat with dazed expressions as he continued to educate us about my problem. I was grateful to have my parents in the room because I had trouble focusing. As we sat together vested in my outcome, I felt like a middle school student receiving negative feedback at a teacher conference.


“The biopsy indicates focal segmental glomerulosclerosis.”


“That’s a mouthful,” I said, stunned.


“Also known as focal sclerosis or FSGS,” Dr. Brown explained.


“How does this happen?” Dad asked.


“Larry, I can’t answer that. Jennifer has an autoimmune dysfunction, and we don’t know the cause.”


“Do you know the cure?” An excellent question, Dad. But the word itself seemed surreal. Cure. This was uncharted territory—sitting in a small clinic room conversing about a progressive disease that had afflicted me out of the blue.


“What we need to do now is monitor the kidneys and try to stop the damage with a medication called prednisone.”


“Will prednisone fix it?” I asked. I wanted a simple answer and did not realize how complicated the question was.


Dr. Brown told us there is a child-onset nephrotic syndrome that responds well to treatment. “It’s unclear, Jennifer, at twenty-two, if you are experiencing a late child-onset case, or if your case will be more advanced. I would like to consult with some colleagues and see you back here in a few days.”


The child-onset route seemed the better of the two syndromes. So I pinned my hopes on having the kid version. That scenario could make this condition go poof and evaporate with prednisone. I planted this idea firmly in my mind.


Child onset. Please. Child onset.


I wasn’t alone with this diagnosis, and my parents’ concern somehow diluted my own. Deep in my inner-child self, I believed my parents could shield me from outside harm. Later, I’d learn the extensive truths and limits of that belief.


My childhood had been a regular one, filled with youthful things. I loved dolls, played T-ball (I was the pitcher—which is more like a pretend skill, you don’t even have to pitch), ice-skated in the winter, made crafts with my Bluebird troop, made up elaborate stories, dashed around on my bike and skateboard, and sent Ping-Pong balls flying around the basement with my brother. There was a lot of normalness, and I desperately wanted to stay normal.


Steve and I grew up in a relatively drama-free household, but we had typical episodes of sibling rivalry. Being a fan of The Brady Bunch, I reacted to each big-brother injustice with Marcia-like theatrics. “It’s not fair that I am penalized because I was born one year later!” I think I memorized this line from an episode and delivered it often with dramatic flair.


Drama seemed warranted a few times. Steve tossed my favorite doll, Peggy, overboard on a boating adventure. That was traumatic. He also flung the phone receiver at my head once. That was rude. The stuff of a big brother, but we were different kids for sure. Steve was rowdy, and I was obedient and approval seeking.


As youngsters, we had an occasional babysitter named Mrs. Sawyer. She was an older woman and pretty stern by my recollection. She teased her short gray hair (grandma style) and wore old-fashioned glasses with black topping the frame and gold around the rest. They weren’t retro-cool frames on the austere Mrs. Sawyer, and I bet if she were a nun, she would have rapped knuckles with a ruler.


She branded me as the good girl, in contrast to Steve’s rebellious ways. I sat quietly, coloring inside the lines with my box of sixty-four Crayola crayons, while Steve threw balls and Lincoln Logs all over the place. He didn’t concern himself with obedience or approval, much to the chagrin of ole Battle-Ax Sawyer.


Her go-to discipline technique when things got out of hand involved the corner time-out. Steve was always the one forced to sit still in the designated chair. As he fumed, waiting for the release from his prison, Mrs. Sawyer would shake her head and proclaim, “I could take a thousand Jennifers, but only one Steve.”


This might not seem to be a great babysitting technique, but the truth is, I liked that a lot. I always was a fan of pleasing people. And now, what I assumed would please everyone, more than anything, would be to relegate this disruptive illness to the corner and return to my trouble-free kid version of Jennifer.


The haziness of my initial diagnosis mirrored the confusing intersection of time and place in my life. I was not a child, nor was I perfectly positioned within adulthood—I hung in life-stage limbo—the space between reliance and independence. While forging my way into the post-college world, I hadn’t yet put the last puzzle piece into place. Now the image of the puzzle had shifted into something else entirely.


Although I was far from my Seattle home, I had returned to a place where I knew I always fit. I was my parents’ daughter. It became clear my mom and dad would swiftly join forces with me, like my private National Guard, to engage in disaster response.


I had trouble sleeping that evening, focusing on the goal of being an adult with a child’s illness. I remembered when my mom used to tuck me in and wish me sweet dreams, way back when those wallpaper flowers surrounded me. With Steve one room away, our dog Gus asleep downstairs, and my parents nearby at the end of the hall, the world had seemed nothing but safe.


And now, unsettled, I tossed and turned and pulled up the window shade. Cold air wafted from the chilled panes of glass and hit my face. I looked at the November snow-covered landscape, a frozen version of Seattle rain, and hoped prednisone would bring me back to the place where I belonged.


I saw two outcomes to this situation. Heal or fail. I wanted to heal.
















5.Mortality?










AT MY FOLLOW-UP APPOINTMENT A FEW DAYS LATER, Dr. Brown said there was a consensus among his colleagues that prednisone should be the first course of treatment. Prednisone is an anti-inflammatory prescribed for a wide variety of ailments, from arthritis to asthma to poison ivy. It’s a wonder drug, but a nasty beast in high doses. The list of side effects was bizarre and disturbing.


“You may feel extremely hungry, so be careful about gaining weight.”


“Okay . . .”


“You can avoid weight gain if you are careful, but your cheeks will almost certainly puff into a moon face. Possibly your stomach too,” he continued, like he had recited this script many times before. “Also, muscle wasting—skinny arms and skinny legs. Sticklike.”


“Chipmunk cheeks and twiggy arms and legs?” I said in horror. “Sounds pretty bad.”


Dr. Brown was not done. Weak bones. High blood pressure. High blood sugar. Cataracts. Insomnia. Rat-a-tat-tat. His delivery was flat and matter-of-fact. I was envisioning my upcoming disfigurement, my future as a strangely proportioned Fig Newton character, as he continued to tick off the side effects like a grocery list.


If this moment was superimposed on a modern-day pharmaceutical commercial, his warnings would be the voice-over while I walked jauntily on a sunshiny fairway, laughed over a missed putt, and enjoyed a most pleasant backdrop as the warning “Fat face, fat stomach, weak arms, weak legs, uncontrollable hunger, general onset of shitty life” narrated the picturesque scene.


“You’re freaking me out,” I said.


“I’d be remiss if I failed to mention the possibility of a personality change, Jennifer. You could become manic or anxious.” He seemed committed to this thorough information delivery, like a lawyer covering all the liability bases.


“Is there another option?” I asked.


“No. This is our best option.”


Oh, great. Sign me up, I thought with dismay.


There was no surefire treatment for FSGS, so I was confident this diagnosis fit into the dreaded and highly technical medical classification known as Big Bummer. Dr. Brown explained that a blood test would check my creatinine level, an important measure of kidney function. What glucose is for people with blood sugar issues, creatinine is for kidney patients. So he would continually monitor my creatinine and the amount of protein in my urine.


“How are you feeling?” he asked, scrutinizing my face like a museum painting.


“Swollen and tired. I don’t have much energy, and I don’t pee much.”


He nodded. “I’m not surprised. The protein leak is why you are retaining fluid. Let’s start on the prednisone and see how you do.” Dismal side effects aside, I was motivated to take anything to rid my body of the proteinuria and kidney damage.


Bring it on, prednisone. I started taking it every morning. With each round white pill I swallowed, I set my intention upon closing that protein leak and returning to my apartment in Seattle with Lisa. Sarah’s party, however, had come and gone.


Now I hunkered down in Golden Valley, Minnesota, with two jobs: 1) take prednisone as prescribed and 2) wait until I got better. I had notified Stacy that I wouldn’t be back to complete my internship, and the lost opportunity felt like a robbery.


The first thing I noticed from the pill popping was the insane energy level—imagine the Energizer Bunny fueled with a quadruple espresso. There was no closet I didn’t attempt to clean or shelf of books I didn’t want to alphabetize.


“Mom, I think this prednisone will do it,” I said one morning as I sat down at the kitchen table with a mug of tea. I had about seven days of prednisone coursing through my system, and although I feared the medication might not work, I refused to say it out loud as if airing the thought could jinx my healing.


“Me too,” she said, and sat down by my side with her cup of coffee in hand. As we gripped our hot beverages, I looked beyond the French doors to a vacant bird feeder that hung from a leafless tree branch. The birds had flown south for the winter. Lucky birds. It was cold, and I felt tethered to Minnesota; I envied their freedom.


“I want to learn more,” I said. If there was anything besides prednisone that would help, I wanted to jump on it.


“Should we do research?” Mom asked. “We could go to the biomedical library.” (This was pre-Internet. Now it’s hard to imagine that libraries used to be the go-to source for information.)


My mom had raised me before various labels categorized parenting (helicopter, free-range, tiger); she just lovingly dove into the nooks and crannies of my every day with enthusiasm. I’d looked forward to the fourth-grade Fridays when she volunteered at my school and puffed with pride when other kids said, “Your mom is so nice.”


When a frustrated boy threw a phonics book at her and the kids in the class were all abuzz, she skillfully diffused the moment by distracting us and keeping the room calm. She had been an elementary school teacher before Steve and I were born, and she knew how to practice patience amid chaos.


She learned to play the piano along with Steve and me (we took lessons) and became my duet partner during the recital at our teacher’s house. Together, we tinkered it out, a plucky version of “Come Saturday Morning.”


Everything was better with her hand—homework, holidays, and hamburgers. Books and library visits were right up her alley too, so our medical library adventure would seem reminiscent of what we’d done when I was a kid.


Later that day, Mom and I made our way east on I-94 to the vast University of Minnesota campus, parked in the closest lot, and hustled down Delaware Street. Bundled up in down jackets, we scurried against the wind and entered the Phillips-Wangensteen Building, the home of the biomedical research library. With tote bags filled with notebooks, pens, and pencils, we were researchers on a mission.


The librarian led us to stacks of medical publications with FSGS research—Kidney International, The American Journal of Kidney Diseases, and The New England Journal of Medicine.


“We scored,” I said to my mom as we plopped many publications on a long wooden table. We didn’t understand what we were looking for, but a surplus of helpful information was indexed and ours for the reading.


“Let’s dive in,” Mom said in a quiet library voice, and buried her nose in a technical article. We became fellow researchers on a quest to unlock the mystery of my sudden diagnosis. But as we tried to decipher complicated kidney research, we quickly realized we had inadequate backgrounds to comprehend the information. Technical, written in nephrology code, most of it went right over our heads.


“Do you understand what you’re reading?” Mom asked.


“A little between the lines.” Statistical references and timelines for morbidity and mortality wove throughout the difficult text. “Must say I’m not loving the stuff about FSGS mortality rates.” These words pinched me, so I skipped over them and didn’t look at the numbers.


Much later, I searched the Internet for this information again and read a 1978 abstract from Clinical Nephrology that studied the long-term prognosis of forty FSGS patients between the span of six to sixteen years. A decade after this study began, eleven patients had normal kidney function, eight patients had compromised kidney function, and the remaining twenty-one patients were deceased, on dialysis, or transplanted. I didn’t want to pollute my thoughts with statistics on the front end of my diagnosis, however; I was too young and invincible to consider my mortality. So I didn’t.


I developed a Teflon coating for my mind. Words like morbidity slid away. I didn’t deny I had a health problem; obviously, that’s why we were there. I just refused to fold frightening statistics into my brain; I knew nothing about the conditions of the people who comprised those numbers, except that they were not me.


“Maybe this is too much,” my mom said. Her face drained of color in the dim overhead lighting.


“No, it’s okay. There’s some good stuff here,” I said. Sure, I understood little of what I read. But this library excursion was more of an empowerment event—reading complicated medical journals felt like taking a stand against our invader. And I say our invader because that’s how my mom made me feel. Like this was ours to battle together.


I left the library with a sense of having accomplished something. That’s the thing about using hope to fuel action—no matter how small, it still feels like action. I set out to do whatever it took. I wanted to live.
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LISA AND THE OTHER THREE IN OUR POSSE, CINDY, SUSAN, and Gillian, kept me up-to-date on all the Seattle parties I missed, the new jobs people landed, and the new boyfriends snagged. I was grateful for the updates, but I couldn’t help feeling envious each time our conversations ended. Their lives advanced while mine stalled.


Nick had moved to London to complete his final credits in a study abroad program, and although we wrote letters, we’d decided to take a break while he was gone.


I’d always liked the way Nick made me feel—my jokes made him laugh, and he doted on me. We told each other everything about everything. Like best friends, we laughed a huge percentage of the time, danced freely at parties, and wore our relationship like a favorite pair of jeans. Go-to. Good fit. Comfy. Still, I didn’t know if we had a forever thing going, so our break became a welcome test.


Boy was I lonely, though. I felt utterly isolated being back in Minneapolis. It didn’t help that my high school friends had scattered throughout the country after graduation. But I knew I had some healing to attend to, and even if my friends were home, I wouldn’t be up for going out with gusto.


After several weeks of ingesting loads of prednisone, my face plumped up like an overfilled balloon. The dreaded moon-face effect was underway. I stared at myself in the mirror in disbelief.


One evening, I curled up on the couch with a throw blanket to ease my constant chilliness (another side effect of compromised kidneys) as my dad arrived home from work.


“I got you something,” he said, tossing me a bag. I pulled out a hardcover book, Love, Medicine, and Miracles.


“Thanks, Dad,” I said as I studied the back cover. The author, Dr. Bernie S. Siegel, a surgeon, recounted his personal experiences with ill patients. He found that stress reduction, attitude shifts, and “taking control” of illness positively impact the outcome.


Not long before, this book wouldn’t have stood out to my dad in the bookstore. But now his daughter was a sick girl in search of love, medicine, and miracles. How quickly our entire world had changed. But I felt determined to beat this.


I smiled. “This might do the trick, Dad.”


I devoured the book. Published in 1986, the many patient recovery stories inspired my mental mission to take control and heal. Success or failure was in my court, and I wanted to ace the healing curriculum like a stellar student. It was attainable. Dr. Bernie Siegel said so. He had seen cases of self-healing from “exceptional patients.”


Apparently, the answer to healing hinged upon my ability to be an “exceptional patient.” No pressure.


Dad cheered me on, and it was a job that suited him well. His eager, wide-eyed look complimented his persona as a positive-thinking advocate; his expression invited action. For years Dad would quote Dale Carnegie, author of How to Win Friends and Influence People, at the dinner table for Steve and me, while my mom rolled her eyes. It was my dad’s version of the family Bible. WWDD: What would Dale do?


His favorite Carnegie book, How to Stop Worrying and Start Living, espoused the basic stop-worry concept Dad promoted. “Think of the worst thing that could happen to you with any situation, and accept it,” Dad had explained.


He mentioned this concept to me again as we waited to see if the prednisone was working. Sitting at the kitchen table, I said, “That sounds too simple, plus I can think of some pretty bad things, Dad.”


“Dale (note the first-name basis) says if you can prepare yourself to accept the worst, and then actually improve upon this scenario, the hard part is done. Then worry can’t overtake you.” Dad motioned with his arms as he preached his philosophy, a sure sign he believed it was important. This worry-reduction technique was effective for him as a builder because he had to withstand many economic ups and downs in the volatile construction industry. His strategy was to accept the possibility of failure to clear the way for success.


“Yeah, but then I’d have to think about the prednisone not working, and I can’t bring myself to think about that,” I said. I looked down and traced the edges of my place mat.


“I don’t blame you, Jenny,” he replied. His face softened. I think my words reminded him we weren’t talking about the success or failure of a business. “Let’s focus on everything being okay.”


“That I can do.” I half smiled, relieved to be off the hook of going down the accept-the-worst path just yet. Everything will be okay. Everything will be okay.


Dad had developed tools to navigate life. Before this, I hadn’t faced momentous struggles that required life tools. Dad’s ideas led me through the back door of positive thinking and taught me to believe I could set my course through thoughts and action. Dr. Siegel’s book reinforced this idea as well.


Dad had taught Steve and me to be tough against mild ailments. If we asked to stay home from school because of something minor, he challenged the idea with unusual stories of perseverance. One of our favorites (and God only knows where he got this one) was about a guy that “played baseball with a hole in his arm.” So apparently, even if we woke up with a hole in our arm, Dad would encourage us to be brave and learn about algebra anyway. How does one get a hole in the arm? This remains a mystery, but the point was taken.


Dad’s perseverance pep talks did not alter Steve’s accident-prone nature, mixed with some early health scares. There was the time my brother split his lip from a poorly thrown Magic 8 Ball (not a great throwing toy). There was the broken-bone Ping-Pong injury when his friend Freddy tossed the paddle at Steve’s hand. And during elementary school, Steve suffered from severe headaches. They prompted neurological tests, a series of hospitalizations, and a middle-of-the-night rush to the operating room. An appendectomy followed. In contrast, I sailed through my youth without a stitch, a broken bone, or a hospital stay.


After Steve graduated from college in upstate New York, he moved to Philadelphia. My college years in Washington State situated me on the other side of the country. Now he was twenty-three to my twenty-two and had snagged a job and an apartment on the East Coast. I had not seen him for several months, but we chatted on the phone.


Dad never brought up that crazy hole-in-the-arm story in the face of migraines, a ready-to-burst appendix, and sudden autoimmunity. But years later, I would realize his underlying message was a helpful guide—no matter what, keep going.


Meanwhile, Mom and I continued to seek ammunition for my healing arsenal, so we went to a New Age bookstore in Minneapolis. As we pushed past split-beaded entry curtains, the musky aroma of burning incense struck us. It couldn’t have been more different from the biomedical library. Underfoot was a faded, well-worn Persian rug, and many shelves offered a treasure trove of books. Perhaps these pages contained the secret to crack the healing code?


We smelled varieties of incense, tasted samples of herbal teas, and homed in on authors who illuminated visualization techniques. Again, hope-fueled action took place in a space filled with books. We left with a paperback, Creative Visualization, by Shakti Gawain. The pages promised affirmations to guide me toward what I wanted in my life.


I could not put this book down. Each page pulled me into the laws of attraction, a concept I had felt intuitively, perhaps, but never with such clarity and magnetic appeal. Love, Medicine, and Miracles drew the lines, and Creative Visualization filled them in. These books were a timely pair to inspire the idea that my mind could attract what I wanted. Several times a day, and before I went to sleep at night, I envisioned my triumphant return to Seattle with restored health.


I didn’t realize then that mind-body imagery and positive affirmations would provide lifelong tools for me, as Dale Carnegie did for Dad. I would continue to use these resources in the upcoming decades to direct my thoughts, help me let go, and learn to live.


My mom’s dedication to join my pursuit of healing and my dad’s positivity (and books to back it up) compounded into a potent medicine. I knew if their big dose of love could have eradicated my ailment, it would have. But I’d started to learn about the stronger forces beyond the reach of powerful parental love.
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WHEN I SWALLOWED MY DAILY PILLS, I IMAGINED prednisone dissolving into my bloodstream like a pharmaceutical superhero hell-bent on destroying my inflammation. Dr. Brown had mentioned that sometimes nephrotic syndrome resolves from spontaneous remission. That sounded good to me. And so I focused on manifesting it day and night. Spontaneous remission. Spontaneous remission. Spontaneous remission. Please? Pretty please? I recited this intention and imagined a healing golden light encircling my pink kidneys.


Toward the end of December, Steve came home for Christmas. We reminisced about when we used to bound downstairs at the crack of dawn to unwrap the bounty that Santa had squeezed down the chimney. That was when we’d believed in the miracle of a red-suited, white-bearded man with magical gift-delivery skills.


Our family of four attended Christmas Mass together. This service was an obligatory family outing, but I was content to fold into the collection of voices singing familiar songs. Growing up, we attended a progressive Catholic church that welcomed people of all faiths. We sat in folding chairs in a school gymnasium, a very un-churchy setting, and listened to thought-provoking speakers. It felt more like a humanistic PBS hour than it did a devout religious experience, and I liked the engaging speakers and music.
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