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For the scientists who will one day find a cure and for all those who are working to make life better until then…















PREFACE



First Glimpse




“Dogs are helpful to some people.”


—“What Dogs Do for People”
 by Elle, age 7




My phone buzzed on the kitchen counter and I hurried to pick it up. It was Craig, texting from Kansas.


“Here he is,” Craig wrote. “And you’ll never believe what his name is. His name is Coach!”


Coach? I thought. Of all the names in the world, the dog’s name is Coach?


I opened the picture and laid eyes on that dog for the very first time: an adorable, floppy-eared yellow Lab, wrapped in the arms of my oldest child, Elle.


Elle? I thought. Dogs made Elle nervous. She’d been bitten twice in her short life. Yet there she was, happily hugging a dog that she’d only just met, a dog with deep brown eyes and the most expressive face.


My daughter not only looked happy, but she also looked at ease.


For months I’d questioned this decision. Were we really so desperate that my husband and daughter had to fly all the way to Kansas? Did we really believe that an animal could do things that neither Elle’s doctors nor I had been able to do for her over the last five and a half years? Not to mention that I could hardly fathom how a dog might fit into our family’s already-frenetic life.


Still, I couldn’t stop smiling. My daughter was beaming—and I swear that dog was, too.


I really do hope this works, I thought. For her sake. For my sake. For all of us.















CHAPTER 1



The Diagnosis




“I was so scared. I actually thought that I was going to die.”


—Elle, age 12




It was the Friday after Thanksgiving. We had already stuffed ourselves in the company of our extended family that Thursday, and we were counting our blessings as we set off on what we hoped might turn into a new tradition. My husband, Craig, and our four young children all piled into the minivan for two nights at the Mount Washington Resort, a historic grand hotel in New Hampshire’s White Mountains, nestled at the foot of the Northeast’s highest peak, with sweeping views of the entire Presidential Range. There was a chance for some fresh snow along with the warmth of an indoor pool, a promised visit from Santa Claus, and a plan to go pick out our Christmas tree that Sunday before we headed home. With Craig and I both working full-time, it was the first vacation we’d taken in ages, so the anticipation was palpable and the excitement radiated from all but one of us: my oldest daughter, Elle (which we pronounce “Ellie”). She did not share our enthusiasm, and I could not understand why.


Out of all the kids, Elle had always been the people pleaser. She had turned eight two months earlier, and I could hardly recall a time in her life prior to that September when she wasn’t full of positive energy.


Elle was born with bright blue eyes and the biggest dimples anyone in our family had ever seen on a baby. It’s as if she’d been smiling before she greeted the world. By the age of two, she started singing for anyone who cared to listen, dancing on tabletops or in the living room after insisting that we move the coffee table. A classic extrovert, she lived for applause, acceptance, and affection, whether it came from an audience of her parents, her teachers, her siblings, or perfect strangers. As she got older, she would often help clear the table or clean up her room without complaint, the first time we asked. She was loving and sensitive and cooperative. Our Elle. She wanted to make the people around her and the people she loved happy. Yet that night, on the way back to our room after a wonderful dinner complete with ice cream and capped off by a movie, Elle insisted that we all go swimming.


“We can’t tonight,” Craig said. “The pool’s closed, but we’ll go in the morning.”


“No!” Elle shouted. “I want to go swimming now!”


She was belligerent. There was no reasoning with her. Our younger children accepted the reality almost immediately. After all, there was nothing we could do about the fact that the pool was closed. But Elle wouldn’t let it go. The insolence wasn’t like her.


For months she had seemed a little off to me, but I could not put my finger on what was wrong. She just wasn’t herself. Ever since the start of the school year, she would cry at the drop of a hat, and when we asked her what was going on, she would say, “I just don’t know what is wrong with me.” I tried to convince myself it was a phase. She was getting older. Girls go through things. But it wasn’t just tears and occasional mood swings. She started to struggle so badly in her math class that we received calls from her teacher. She wouldn’t focus, her teacher said. She was fidgety. She frequently left to go to the bathroom. She kept complaining that she couldn’t see the board, even after we moved her to the front row, and even after a routine eye exam confirmed that her vision was fine. She did poorly on her tests, too.


We’d never been called by one of her teachers with a concern, ever, until that fall. I just wasn’t sure what was going on with my little girl.


Craig, my athletic husband with prematurely gray hair, who had long ago earned the nickname “Silver Fox,” wondered if she needed more time outside. He’s someone who truly believes that fresh air, exercise, and time in nature can cure almost anything, so he used that gorgeous New Hampshire fall as a perfect excuse to get all four of our kids out in the sunshine as often as possible. Annah, our green-eyed athlete; Caraline, our brown-eyed budding comedienne; and William, the baby of the family, who had dimples just like Elle’s, kept their summery, sun-kissed skin and rosy cheeks all season. So did Elle. It didn’t seem to make a difference, though. She’d be fine one moment, then sobbing or snapping at her siblings the next.


All of it was troubling to me, but her attitude at the hotel that night was over the top. She was one notch shy of a full-blown tantrum over something that couldn’t be changed. It made no sense.


Elle went to bed angry and complaining of a headache, and I lay down concerned.


Squeezing six people into one hotel room doesn’t make for the best night’s sleep, so I couldn’t help but notice when Elle got up to go to the bathroom three times that night. That seemed strange to me, too.


We woke up first thing Saturday morning and took the whole gang to the pool before breakfast. Elle wore shorts and a T-shirt over her suit for the walk through the lobby, so I didn’t notice anything unusual until we were poolside. Then, as she and the others were playing some game, I saw that her one-piece bathing suit was loose and puckering at the shoulders. It was nearly falling off her, and I knew it had fit just fine that summer. I had expected she would soon need a new suit that was the next size up, not down.


Why on earth would Elle be losing weight? I wondered.


She looked frail. The more I looked at her, the more her color seemed off, too. Elle looked almost gray. She had shadows under her eyes.


“Elle, are you feeling okay?” I asked her.


“Yes,” she said, jumping back into the pool. She seemed annoyed that I’d asked the question. In fact, she seemed annoyed at everything any of us said or did the whole rest of that day. She kept barking at her siblings, even at William—her two-year-old brother whom all three of our girls mostly adored. Something wasn’t right. She was sick. I was sure of it. As all of this went round and round in my mind, my instincts began pointing me toward something that seemed too far-fetched to believe.


Craig’s younger brother, the kids’ tall red-haired uncle Trent, had been diagnosed with type 1 diabetes in his twenties. I’d talked to him about the daily struggle of it all—the finger pricking, the insulin shots. I could hardly imagine how he put up with the demands of it. When I had asked him about the signs and symptoms that led to his diagnosis, he said he ate ravenously but kept losing weight; he ran to the bathroom all the time; he had headaches; he was tired; his thirst was unquenchable. Elle didn’t have all of those things—at least, not all at the same time. She didn’t complain of physical ailments or fatigue in a way that I would associate with something as serious as diabetes. She was thirsty a lot, but aren’t all kids? I didn’t think she was going to the bathroom multiple times per night on most nights. Just last night.


I tried to convince myself that I was being paranoid. But I couldn’t shake it.


That night, Craig stayed in the room with the kids while I went down to use the computer in the hotel lobby. I started searching her symptoms on Google and WebMD. Sure enough, just about every symptom Elle exhibited—including irritability—pointed toward diabetes.


I barely slept that night. Elle woke up to go to the bathroom, twice. Both times she stopped to take a drink of water. A long drink. My stomach turned.


I whispered my suspicions to Craig, and he thought for sure I was overreacting. “Couldn’t it be a virus?” he asked. “Maybe a urinary tract infection?”


Maybe.


So the next morning we started quizzing her.


“Does it hurt when you go to the bathroom?”


“No.”


“Well, how long have you been this thirsty?”


“I don’t know…”


She seemed annoyed, so we stopped. We gathered the kids, packed up the car, and headed over to the Rocks Estate, a stunning, 1,400-acre Christmas-tree farm full of rolling hills and old stone walls in the little town of Bethlehem.


Both Craig and I grew up in New Hampshire. Our roots here run deep. We still live within twenty minutes of most of our family members, just two hours south of that tree farm, in a small, historic city in the state’s Seacoast Region, where the smell of the sea often permeates the air. In the North Country, where we’d both spent time as kids and were now returning with our own, the air was crisper and cleaner than just about anywhere else on earth. Craig made sure we all stopped and took a moment to breathe it in. That air made the hairs in my nostrils freeze, and the winters here often wore on me, but I had to admit, it was stunning. Fields of Christmas trees covered in a dusting of snow stretched as far as the eye could see. A horse-drawn cart pulled visitors down snowy paths, and the only scent besides fresh-cut pine was the smoke from a fire pit out behind the gift shop, where children gathered to roast marshmallows and make s’mores.


Craig and I were busy taking turns holding William and trying to keep track of our four- and six-year-olds, Caraline and Annah, as they ran between the trees, laughing and fighting over which tree we should pick, when Elle told us she had to go to the bathroom.


“Hold on a minute,” I said. “I’ll walk back up with you.”


That’s when Elle had an accident. At eight years old, she wet her pants. She stood there in the freezing cold with her pants soaking wet, mortified. The look on Craig’s face said it all: What is going on?


There were other people around who saw what happened. Elle saw them looking and started to cry. I hurried her to a bathroom near the gift shop to get her cleaned up and did my best to calm her down. Inside, I quietly panicked.


Cutting the day short, we picked out a tree as quickly as we could and immediately headed for home. During the two-hour drive, Elle grew nauseous. She complained of a headache again. I called our pediatrician’s office and they told us to bring her in first thing the next morning.


I never went to bed that night. I stayed up checking on her, waiting anxiously for the sunrise.
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Our pediatrician’s office was a few miles over the border in Maine. I called my brother-in-law Trent while I drove, praying that he’d tell me I was overreacting.


He didn’t.


“It really sounds like type 1,” Trent said, adding quickly, “but it could be something else. Let’s just hold out hope.”


From what I recalled, Trent’s form of diabetes had no cure. I knew it could lead to serious complications if left untreated. I knew it required daily monitoring and care. It scared me.


Elle was no better, even after a good night’s sleep. “Mom,” she said as we pulled out of the driveway, “something’s really wrong with me.” She barely spoke the rest of the drive. She slumped down in her seat. She was weak. I almost had to carry her from the car into the office.


Dr. Westinghouse, a woman who had young kids of her own and who knew me and my children extremely well, is the type of doctor you won’t find much anymore, one who would happily take my calls even on weekends when she was off duty. I trusted her. Unfortunately, she was out that day, so we saw someone else instead. I listed off Elle’s symptoms and the timeline of the progression over the weekend and he gave her the once-over. “I’m worried that she might have diabetes,” I said.


I told him about Trent’s diagnosis and mentioned that I knew it could be hereditary.


“I don’t think that’s what this is,” he responded. “It could be as simple as constipation.”


Constipation? Seriously? I’d read that all it would take to determine if Elle was diabetic was a urine test. So I asked him if she should be tested.


“I don’t think that’s necessary,” he said.


“Can’t we just rule it out?” I asked. The test is simple, I thought. From what I understood, it would take only a few minutes. It was an in-office test. If it showed sugar in her urine, then she had diabetes. If it didn’t, then she might need further testing. But at least we’d know something.


“I’m sure that’s not what this is,” he said.


“Well, I hope you’re right, but it’s a simple urinalysis you can do right here in the office. Can you just do it? Please?”


“Well…,” he said, “I’ll do the urinalysis, but only to make you feel better.”


“Thank you,” I said. “Hopefully the test will confirm that I am wrong and I will feel better.”


I took Elle to the bathroom. We handed over her sample.


Three minutes later, he returned to the examination room with his head down.


“It’s positive,” he said, staring at the floor. “She definitely has sugar in her urine. I’m going to get Dr. Westinghouse on the phone right away.”


“How bad is it?” I asked.


“I don’t know how elevated her blood sugar is right now,” he said. “But it’s conclusive. She’s spilling sugar into her urine, which is a positive diagnosis.”


“What?” Elle said. “What’s wrong with me?”


“Elle,” I said as calmly as I could. “I think you have diabetes. Like your uncle Trent has had for a few years. That’s why you’re feeling so sick.”


She immediately saw through my attempt to stay calm and started to whimper.


“Mom, I’m scared,” she said. She slid off the examination table and climbed into my lap. I put my arms around her, and despite how big she seemed compared to our little ones, in that moment she felt tiny. Fragile.


“It’s going to be okay,” I said. I didn’t know whether I believed those words as I spoke them. I had so many questions: How long has she had this? Why did she get it? How can I possibly explain it to her when I don’t understand it myself?


Dr. Westinghouse called in to the office a few minutes later. “I’m sorry about this news,” she said. “It’s going to be tough. It’s going to be really tough. But it will get easier in time. Just know that, okay?”


“Okay,” I said. Honestly, I had no idea what she was talking about. All I wanted were some instructions on how to make Elle feel better.


“I can either send you to Maine Medical or to Boston Children’s,” she said. She paused. “I know you, Stefany, and if I were in your shoes, I’d be in the car and on my way to Boston Children’s right now. You’ll have to be admitted through the ER, but I’ll call ahead. Oh, and before you go, I need you to do lab work at York Hospital. We need to know how high her blood sugar is before we can let you transport her safely.”


I was surprised they couldn’t test her right there in the office, but I agreed, and off we went. I called Craig. He was dumbfounded.


“She can’t have it,” he said. “She just can’t.” He was shocked. He couldn’t believe it. I called Trent back, too. “No!” he said. He sounded dreadfully sad. His voice felt ominous to me. They both insisted on meeting us at York Hospital, which was just up the road.


“What’s happening, Mom?” Elle asked as I tried to hurry her inside. “What do I have to do?”


“They need to run some tests. They’re going to draw some blood for this one, okay? But you’re tough. You can do this,” I said.


Elle felt so miserable I think she would have gone along with almost anything at that point. But she didn’t say much of anything at all. Her quietness worried me.


How bad is this? I wondered.


Trent and Craig arrived at the hospital as we waited for her lab results. Their arrival calmed me a bit, until I looked at Trent. The sight of his face nearly buckled me. This six-foot-three man who looked so much like my husband could not hold back his tears. I didn’t understand why he was so upset. He seemed to be living with diabetes just fine.


When the doctor came back with the results of Elle’s blood work, the situation went from bad to worse. “She’s very high,” the doctor said. “You can’t go home. You can’t give her anything to eat. You need to go straight to Children’s Hospital. Understand?”


So off we rushed down I-95 for the longest hour-and-a-half drive of our lives. No belongings. No instructions. No understanding of what would come next. Trent couldn’t come with us. We didn’t know how long we’d be staying. I called my cousin to ask if she could watch our three younger kids for the night if necessary, and she agreed.


The emergency room at Boston Children’s Hospital was flooded with people. Everywhere we looked we saw sick kids. Dr. Westinghouse had done as she promised and called ahead. They got us into a room in the ER quickly so they could evaluate Elle immediately. A doctor ordered more lab work, and out came the needles. Elle took it like a trouper. She’s such a tough kid, I thought. They started an IV, and she began to feel a little better, but the fluids forced her to go to the bathroom every fifteen minutes. She was shy about walking in her hospital gown. She wanted me at her side each time she went. So there we were, mother and daughter, pushing her IV pole to the public bathroom.


Finally the doctor came back into that tiny room with Elle’s test results in hand. “You’re not going to believe this,” he said. “Her blood sugar is 964.”


I had no idea what that number meant. “What should it be?” I asked.


“Right now, your blood sugar is probably 90. A healthy range for anyone, child or adult, is 80 to 120, so she is extraordinarily high,” he said.


If we had gone home from the pediatrician’s office without a diagnosis and Elle had eaten a normal breakfast, her body would have gone into something called ketoacidotic shock. She could have slipped into a coma, the doctor said. She would have been taken to the hospital by medevac instead of by car.


“A normal breakfast,” Craig said. “So you mean to tell me that if she’d eaten a bowl of cereal this morning, she’d be…”


“Yes,” the doctor said.


Fear shot through me. I was speechless. How could our daughter be that sick without us knowing? It was all I could do not to cry. I wanted to be strong for Elle, but my heart sank.


My God. What if I hadn’t insisted on that urinalysis?


As a mother, I’ve often told myself I shouldn’t push. I’ve always been a type A person, but I am sensitive about coming across as difficult. When faced with a problem, my first reaction is “Let’s fix it!” I don’t see the need to hem and haw about things. I’m also perfectly willing to do the work it takes to get what needs to be done, done. Yet there’s a pressure I’ve felt as a mom to suppress that impulse every now and then. I try not to hover. I wouldn’t want to jeopardize my kids’ relationships with their friends or teachers or doctors or anyone else by seeming too “pushy.” But at that moment, I was positive I would never doubt myself again when it comes to speaking up for the health and well-being of my children.


A nurse administered Elle’s very first shot of insulin a few minutes later. “She’s going to feel a lot better in about an hour,” she told us.


In fact, Elle did feel much better within the hour. Her color came back. She fell asleep. I wondered why someone hadn’t given her an insulin shot a whole lot earlier. Why did they make us wait?


Craig and I sat on the floor. The room was too small for anything other than the gurney where Elle now slept. There wasn’t even a chair. So there we sat, mostly in silence, shell-shocked and scared.


It was sometime after midnight when Craig finally broke the silence.


“It’s my fault,” he said.


“What’s your fault? What do you mean?”


“Diabetes is on my side of the family, Stefany, not yours,” he said. He had tears in his eyes. “She got this from me.”


“Don’t. Don’t do that. It’s no one’s fault, Craig,” I told him. “There is nothing you could have done to prevent this.”


I could tell that he didn’t believe me.


What I didn’t say out loud was what I was thinking: that I was the one who’d failed our little girl. I’m her mother. I should have done something sooner. I never should have let her get this sick.


As the hours stretched on, it became clear that we were not going to be moved into a regular room that night, so finally around 2:00 a.m. I turned to Craig and said, “You should go home.” He didn’t want to at first. “You can get our things. Get Elle her own pajamas so she’s more comfortable. Check on the kids in the morning. Really, it’s the best thing. I’m awake. I’ll be here when she wakes up. I’m fine. Go.”


I didn’t see a doctor for the rest of the night. A nurse would come by now and then to check her vitals, but otherwise I sat there alone with my daughter, thinking about the person she was becoming.


Elle came into the world feetfirst—and, no, that’s not a metaphor. She actually turned herself around before she was born and had to be delivered by C-section as a result. She loved musical theater more than anything, and she was already an avid performer who’d played in some regional stage productions. She even appeared in a local TV commercial—in which she wore a lab coat and played a young doctor. How’s that for a twist of fate, I thought.


I didn’t have a smartphone then. No one did. It was 2007. I had no way to look up answers to the million questions that flooded my mind. All I could do was sit there and look at my beautiful daughter and wonder, If she really has this, if she’s taking shots every day, will she be able to continue to do all the things she loves?


I’m not a squeamish person. If I needed to give her shots, I could do it. I was sure I could do whatever needed to be done to keep her healthy, as long as someone told me what to do. But the fact that I’d gone from our pediatrician’s office to a hospital to this ER without anyone giving me the information I needed to make her feel better was just about killing me. I felt helpless, and maybe a little hopeless—a feeling that was not familiar to me.
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Elle woke up early the next morning absolutely starving. I took that as a positive sign. She looked good.


“How do you feel?” I asked her.


“Much better,” she said. “Just hungry.”


I found a nurse and asked if it would be okay to give her something to eat. She told me that it should be fine. There wasn’t any food service in the ER, so I wandered out to the Au Bon Pain in the lobby and grabbed some “healthy food” that I knew she’d like: a fruit cup, some cereal, and some yogurt.


Not forty-five minutes after eating that breakfast, Elle complained of a headache. Her color looked off again. She started moaning. She seemed nearly as sick as when we’d first brought her in. I pushed the call button. I checked her monitors while we waited, trying to make sense of the array of beeps and numbers and symbols, and finally I saw that her blood glucose had shot up to 500. I was horrified. I pushed the call button again. Still, nobody came. Minutes ticked by. I pushed the button again, blaming myself for making Elle feel this way and remembering what the doctor said about her slipping into a coma.


Still, no one came.


That’s when I stepped out into the hallway—and lost it.


“I am going to continue to speak with this loud voice until someone gets me a doctor and comes to talk to me!” I yelled. “We’ve been here for over twelve hours, and we’ve only seen a doctor one time and my daughter needs help. I don’t know what I’m doing!”


I must’ve looked like a lunatic, standing there screaming and disheveled in the clothes I’d been wearing for forty-eight hours. I’d endured plenty of sleepless nights with each of my babies. I’d pulled all-nighters all through school. I’d played Division I volleyball in college. I prided myself on physical endurance. But the mental and emotional fatigue had taken a toll. I was irrational. I was angry. I didn’t know what I needed to do to keep my own daughter safe.


“Somebody needs to help me!”


Within thirty minutes of my Terms of Endearment moment, they admitted Elle to the hospital and moved her into a proper room.


Later that day, after some more insulin, Elle felt good enough to take a walk. They told us there was a playroom with games and activities, so we headed down the hallway together. They’d placed us in a wing full of kids dealing with chronic illnesses, including kids living with cancer. We could see them through the open doorways, tied to dozens of tubes and monitors. Elle had never seen kids in that state before, and she definitely noticed the difference between her condition and theirs.


“I guess I don’t need to be that scared,” she said to me.


I felt thankful at that moment. I thanked God that we’d caught this. From what I’d seen and what I knew about diabetes, at least it was something we’d be able to handle. This could be so much worse, I thought. Just look at Trent—he does great! He hasn’t let diabetes slow him down. This is no big deal. Elle’s tough. She can handle it. I can handle it. I’m sure I can. What choice did we have, anyway?


Elle was already in great spirits. She seemed so much better after just a little bit of insulin that I really thought we were over the worst of it. Craig came back. We all laughed at the Tom & Jerry cartoons that were running and rerunning on TV. Eventually we met Dr. Alyne Ricker, a diminutive, gray-haired endocrinologist who examined and treated Elle. She was very much a clinician. Direct. No-nonsense. But she exuded confidence, and I appreciated that.


She pulled Craig and me aside for a parents-only meeting that afternoon, and I was sure we’d finally reached a point where we’d get our instructions, maybe an insulin prescription for Elle, and the go-ahead to take our daughter home.


“She’s stable now,” Dr. Ricker explained. “But we’ll be keeping her here through the end of the week.”


“What?” I said, shocked. “Why?”


“Because the next four days are about us teaching you everything you need to know to keep your daughter safe,” she said, “and alive.”















CHAPTER 2



Making Room




Dear Diary,


If you are worried about me, don’t be. I’m fine. I’m feeling so good right now. There are a lot of scary things they had to do to me, but I was not scared. Well, I was scared at first, but now I am getting not scared anymore. I’m fine and people are supporting me and I feel so much better.


Love,
Elle, age 8





Mom, I thought I was crazy.”


“What do you mean?” I asked.


Elle and I were alone again, waiting for discharge papers in her hospital room that Friday.


“Like, in math class,” she said. “I couldn’t sit there. I couldn’t see. I felt horrible and sick and I didn’t know why. But it wasn’t all the time. Not like when you have a cold and you feel sick for a few days and then you start to feel better. I’d be sick and it would come on, like, right when I sat at my desk, and then sometimes I’d feel all better after math. Or after lunch, same thing. Those times when I was crying and you and Daddy asked me what was wrong and I didn’t know. I mean, yeah, I thought I was crazy.”


It was the first time I realized that this diagnosis offered some relief to my daughter. Knowing what’s wrong, even if it’s something difficult to hear, is certainly better than worrying that you’re losing your mind.


During our weeklong crash course in diabetes education, we were able to figure out why Elle was suddenly doing so poorly in math. Her class was in the morning, about an hour after she ate breakfast. Her breakfasts were loaded with carbs, which meant her blood sugar was peaking almost exactly when math class was starting each day. She wasn’t faking being difficult when she kept getting up to go to the bathroom or said she couldn’t see the board. Her body wasn’t making enough insulin to handle the carbs. Her vision was blurry because her system was saturated with sugar. She had to go to the bathroom because her body was trying to do anything it could to get rid of the excess sugar in her system. Her mood swings had nothing to do with a change in attitude. Everything traced back to the diabetes.


To avoid that in the future, we would have to monitor her constantly and do our best to keep her blood sugar under control. It would all be up to us.


The reality of that was just setting in when they sent us home.


The nurses handed us gigantic boxes full of supplies: test kits, books, brochures, prescriptions, syringes, glucagon kits for use in emergency situations only (like the EpiPens used by people with life-threatening allergies), posters showing the symptoms of high and low blood sugars that we were to hang on our walls and share with Elle’s school, dozens of little glass vials of insulin that we needed to keep in our refrigerator, and more. They suggested we keep everything in one place. “The easiest place is usually the kitchen,” they said.


We put the insulin in the refrigerator as soon as we got home, but that night, I opened all of the cabinets in my kitchen and stood back, staring at them. They were full. All of them were full.


I didn’t have room. For any of it.


I left those boxes in the hallway and walked away.


When we’d first arrived at Children’s Hospital, all I’d thirsted for were answers, but during the last three days there it felt like we were trying to sip water from a fire hose. They pumped us full of more information than we ever wanted to know about type 1 diabetes, which isn’t anything like what most people think of when they hear the term diabetes.


Type 1 is an autoimmune disease with no cure. Unlike type 2, which predominantly impacts adults and can be the result of lifestyle choices or obesity, type 1 is a chronic illness requiring constant management of insulin doses along with careful monitoring of blood sugar levels, physical activity, and diet.


As I learned from our new Certified Diabetes Educator (or “CDE”), insulin is produced by the pancreas to help turn food into energy. Every organ in our body requires that energy to function. So without insulin, you die.


For some unknown reason, our daughter’s immune system started wiping out her insulin-producing cells. There was nothing any of us did that caused it. And there is no known way to stop it. That’s just what happens with type 1. And once Elle’s insulin-producing cells were gone, they’d be gone forever.


The reality was that Elle would have to take injections of synthetic insulin from that point forward in order to survive. Insulin doesn’t come in a pill. Elle’s everyday existence would now include lots of needles. And replenishing her body’s supply with synthetic insulin was fraught with complexity. Essentially, we would have to play the part of Elle’s pancreas.


Elle would have to test her blood sugar by pricking her finger with a needle eight to ten times a day. Every day. Before and after every meal. Every time she wanted a snack. Every time she went out to play or went swimming or went to dance class. Every night, too, because sometimes, especially in kids, blood sugar can drop in the middle of the night for seemingly no reason at all. While there are variables you can see—food, activity, and so on—there are also all sorts of variables we can’t see in a child’s constantly growing and changing body that can affect the body’s blood sugar.


For people without diabetes, as soon as we think about eating a cookie, the pancreas springs into action and produces insulin to break down the sugars in that food. It then tapers off insulin production and keeps everything in balance automatically. Using synthetic insulin doesn’t offer the same benefit. It’s up to the person with diabetes—or in this case her parents or other adult caretakers—to take a blood sample and run it through a blood-glucose meter to figure out the correct amount of insulin needed to cover the carbs in whatever snack or meal is about to be consumed. And all of that needs to be weighed against the child’s anticipated activity levels, since running and playing naturally burns more carbs than sitting or sleeping.
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