





[image: Cover: Disease Is a Mirror, A Lyric Memoir by Emily Greenquist]










[image: ]









Copyright © 2023, Emily Greenquist


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


E-ISBN: 978-1-64742-696-5


For information, address:


She Writes Press


1569 Solano Ave #546


Berkeley, CA 94707


Cover and interior design by Tabitha Lahr


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.


Excerpts and images in Disease Is a Mirror originally appeared in Syracuse University’s Wordgathering: A Journal of Disability Poetry and Literature and Nebulous Magazine.


Thorough efforts have been made to secure all permissions. Any omissions or corrections will be made in future editions.











for Pete, with love


[image: ]











[image: ]

Credit: Emily Greenquist















Introduction

FROM THE AUTHOR
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To the Reader



My sister, Dorigen, and I, Emily, are so named because of our dad’s affinity for Chaucer’s The Canterbury Tales. The eldest by nearly five years, Dorigen is the brilliant, steadfast heroine of “The Franklin’s Tale.” While my namesake is Princess Emily, the prize object fought over in “The Knight’s Tale” (decidedly less of a feminist story, which my father received an earful about in my teen years, but a name chosen with love, nonetheless).


Analyzing this classic Middle English text in college helped my dad find his true calling—to be a teacher—and (I can say this from experience) he was an exceptional one. I got to be his solid B student for English rhetoric during the final semester of my senior year of high school because I let everyone in administration (i.e., his colleagues) know that I wasn’t mature enough to be taught by him a moment sooner.


My schooling started with a series of art schools from kindergarten through eighth grade, and then our dad further gifted us with scholarly educations when he started teaching at a prestigious college-preparatory private school, an institution that our single-parent family couldn’t otherwise afford. I’m grateful to him for that gift of creative and critical thinking, which not only launched my love of learning a variety of disciplines, but also provided me with clarity into how I best learn: through experience, reflection, and by writing (or crafting) it all down.


I now find myself writing and creating about my experiences to better understand a disease recently discovered and developing within me. In my stories and art and dreams, I realized that each new experience or physical trauma often reflected an old pain that also needed healing.


There isn’t a known cure for my illness nor a complete cure for the wounds of my past; there are only acts of perpetual healing, both unconscious and deliberate. I recognize my scars, which continue to reshape my ways of living, and I hope that my sharing helps you with your own acts of perpetual healing, caregiving, self-discovery, or making sense of a sudden and surreal medical reality.


In honor of our dad, who passed away from his illness, cancer, approximately ten years before the writing of this book, I will take a cue in literary form from his beloved The Canterbury Tales. The many experts in my journey will be referred to not by name but by their specialty: the Neurologist, the Lab Coats, the Tarot Reader, the Courtyard Rabbit, et al. Gender, age, and other external features are also often obscured to imply an argument against how people of arbitrary categories may coincidentally respond to illness collectively. Based on my experience, all of us, including myself, respond to illness in the same way: clumsily and with love.


If you prefer a tangibility, then consider assigning each character an animal or an ornament that they may personify or hold and speak through. Any chosen form will act just as clumsily and lovingly, as the reality of fully understanding illness will remain just as illusive and transitory.
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Chapter 1

WE START WITH WHAT IT ISN'T: A TIMELINE
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Early July 2019


It started with a dull pain in my left side; I rolled out of bed with it, and it gnawed at me. The pain existed where my waist dipped in, and then deep, further in, in somewhere previously unknown to me. I assumed I slept on my side wrong, unconsciously contorting my body in such a way that my age (thirty-nine) was beginning to show, or maybe we just needed a new mattress. The pain grew over days and weeks. At the office, when I stood and spoke to colleagues, I found myself squeezing my left hand to my left waist and slightly bending down, folding, a conversational crumpling over. In the evenings and weekends, I lay on the couch for hours, buried under covers and watching back episodes of RuPaul’s Drag Race while I waited for this mystery side pain to go away already. I dismissed the pain’s significance like I would a lingering cold; as the discomfort intensified over time, I simply grumbled to my husband, Pete, and I napped about it.
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July 20


After weeks of pain, and now worry, I went to a nearby clinic, one I visited a few months earlier due to an actual lingering cold. At that time, I couldn’t kick a cough, sore throat, and strong fatigue, yet the Clinic Doctor ruled out strep throat or anything requiring a prescription and sent me home with a shrug and the assignment to rest. During this second visit, when I described my side pain, the Clinic Doctor explained that the body sometimes sends mixed signals: A pain in one place could be alerting me to an illness or injury in another. With that (and a urine sample), I received my first diagnosis in a string of guesses.
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A UTI seemed like a creative leap from a pain in the side, but it had possibility. I had noticed an issue with urination lately, explaining it to myself as a case of the reallys. Sometimes I thought I needed to pee, but then I just sat there and really didn’t pee. Other times I thought I finished peeing, stood up, but then, like an infant, messily really hadn’t stopped peeing. A urinary tract infection was a reasonable, albeit not quite perfect, theory, so I played along. I took the prescribed antibiotics, I publicly drank cranberry juice at neighborhood Chicago restaurants, and I waited for the lab results that I expected would confirm this diagnosis.
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July 23


While the pain continued in that unknowable place deep within me, the skin across my upper left thigh, the skin that I relied on to protect me from all this ache and worry, the skin of that deeply intimate place just shy of my groin, is where I started to go numb.


I gave myself a day of not owning this unsettling development before I phoned the clinic to get my lab results and to share the update. From this call, the Clinic Doctor informed me of three things:




	
The lab results arrived and determined that I did not have a UTI.



	
The development of numbness was worrisome and therefore:



	
I should immediately rush to the nearest emergency room.






Flustered and in near tears, I explained to my manager that an alarmist Clinic Doctor just informed me that my UTI-like symptoms necessitated me immediately stepping away from our hectic software company and rushing to the nearest ER. I felt like a blabbering crackpot suddenly thrown into a science fiction disaster story, chasing a solution to a newly ticking doomsday clock. Thankfully, my boss played the role of the gutsy leader who somehow believed this oddball protagonist and urged me to get some answers.


In the emergency room, pants-less on an examination table, I quickly lost count of the number of nurses, doctors, and soon-to-be nurses or doctors who analyzed me in turn. They announced themselves with a wave of curtains and a list of credentials. Each sequential expert plopped into my sectioned area like a crisp lab coat descending from a seemingly never-ending, cosmic-heights vending machine.


The Lab Coats asked the same questions, differentiating themselves only by their various and accumulating titles. I pitied them. I was their enigma, their game, their “hmmm;” my side pain, irregular urination, and new numbness, their disparate puzzle pieces. Each Lab Coat hoped they would be the genius player whose expertise reasoned out the precise diagnosis that won my dismissal from the ER. Unfortunately, my incongruous and escalating symptoms confounded them, each flipping the curtain to step away for the next “Next!”


Finally, after a series of methodical, handsy leg rearrangements, a call and answer chorus of repeated questions, and two rounds of peeing in a cup (apparently a machine broke, so the Lab Coats needed to redo my urine test, the second time “by hand”), I received my next diagnosis:
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My imagined doomsday clock froze with a jack-in-the-box POP of a Lab Coat presenting a beautiful prize: a logical diagnosis. My leg was numb because a nerve was being pinched. Of course! Plus, I no longer needed to whisper about UTI shenanigans at the office. If anyone asked why I slowly bent over in conversation, I could comfortably say, “Oh, it’s just a pinched nerve; nothing to worry about” and the focus would delightfully shift to something, anything, other than me.


The moment one of the Lab Coats explained to me that wearing too tight skinny jeans can cause a pinched nerve, I assured everyone in the ER who looked anywhere near my own jeans sprawled on a chair that they were just boyfriend cut and not a real threat. (A curtain flips; I sit up and ensure blanket hides my nakedness.) “Hey, excuse me, they’re just boyfriend cut . . .”


Contented, I quite enjoyed the fashion challenge of the prescribed treatment: just “wear loose-fitting clothing” and my body would heal in time. In the heat of summer, I delighted over the possibilities of lavish, flowy dresses, my leg healing as light fabric kissed my skin with each swing in my step. A pinched nerve was a gift (albeit an expensive one that I personally paid for at ER prices), a gift of my finally knowing the cause of this prolonged pain.


I felt relief that my body would soon start to improve with curated, ethereal fashions. I returned to the office, shared the “good news,” and dove back into software as a service, working at the fast pace to which I was accustomed.
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July 24


However, the day after, the Nutritionist had other ideas.


A couple years ago, I started working with a nutritionist who helped me win the battle against irritable bowel syndrome (IBS), a war I’d been fighting and losing since my early teen years. After decades of waking up in excruciating stomach pain, of seemingly being unable to eat anything without getting sick, of near fainting spells, of uninformative elimination diets, of frequent migraines, of anxiety, of time away from life, and of so much more, the Nutritionist found the source: grains. As soon as I eliminated gluten, rice, soy, corn, and oats from my diet, I ate and lived as I always fantasized others did: healthily, without medications, and physically present.


The Nutritionist changed my quality of life for the absolute best; therefore, when they questioned the pinched nerve diagnosis, I listened. They expressed confusion about the pain. From my descriptions, the pain seemed to travel. With each conversation, my depiction of the location of the pain noticeably changed: the lower back, the hip, the side, the groin, the “somewhere” deep inside. If the pain in fact traveled, then, the Nutritionist theorized, it could be a gastrointestinal issue:
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Diverticulitis is an abdominal inflammation which can cause a traveling pain and even numbness if there’s major swelling while an internal blockage is attempting to make its way through the intestines. Considering my significant IBS history, it was a logical theory.


I confess that I hadn’t been very diligent with my eating habits around that time. The weekend right before the pain started, I indulged in a variety of gloriously rich and perhaps problematic (albeit still grain-free) foods: ice cream, cider, chocolates, potato chips, cassava chips, creamy cheeses—apparently anything rich spelled with the letter “c.” While vacationing in rented beach houses with Pete and some artist friends, we recharged in the lake, breathed in sunsets, played music, recorded a short art film of pointed stares, and grazed on snacks like careless wildebeests. If the Nutritionist was right, then I may have relaxed myself into a problem.


As logical as a digestive issue sounded, it was heartbreaking accepting a third theory so soon after receiving another equally logical diagnosis that I had already started sharing with others. The relief of “knowing” what was wrong with me didn’t even last a day.


What problem am I solving? A pinched nerve? An intestinal issue? I doubted my ability to accurately explain my experience to the experts trying their best to help me. Feeling pain in a place within my body that was previously unknown to me resulted in a game of whack-a-mole with my attempts to verbalize or personally understand its specific location other than “in, in somewhere.”


I couldn’t even reliably point to where the pain was.
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July 26


I began to fluctuate between feeling very hot to very cold, sometimes simultaneously in a patchwork of varying temperatures across my body. A not uncommon office desk positioning included both an ice pack and a heating pad strapped to various places along my midsection, while sitting in front of a space heater, one hand fanning myself with a notepad, the other slowly waving in the glow of a warm lamp.


Never one for dressing for the weather or practicality, I usually dressed for the fashionable indoors. I am one to stomp around in heels and tailored, (what Dorigen calls) “business Emily” dresses, which I defiantly continued even through the early pain. However, as the pain and numbness worsened, I ultimately acquiesced, showing kindness to my body through more forgiving fashions. Now, with a growing set of energy-draining symptoms, I shuffled around the office to various meetings, hunched over in heaps of loose layers and orthopedic Velcro flats, while gripping the handle of a portable space heater like an oversized purse. I wondered what people saw when I muddled by: an old crone-muppet, peddling her wares?
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// Diagnosis 3: Possible Diverticulitis.
// Treatment: Ten-day fast to start.
// Next Steps: Really now, consult your GP.
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// Diagnosis 2: Possible Radiculopathy
(aka pinched nerve).
// Treatment: Wear loose-fitting clothing.
// Next Steps: Consult your General Practitioner (GP).





OEBPS/images/pg10.jpg
// Diagnosis 1: Possible Urinary Tract Infection (UTI).
// Treatment: Antibiotics.

// Next Steps: Call back for lab results or if
anything changes.
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