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DEDICATION

To my mother and father:

For never believing type 1 diabetes would hold me back.

Thank you for supporting me in everything I do.


FOREWORD
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The day I met Patrick was just an ordinary work day for me, but it was not an ordinary day for him. It will forever be one of the most significant days of his life: the day he was diagnosed with type 1 diabetes. It is often said that while we can’t control which challenges we may face in life, we can control how we respond to these challenges. And from that very first day, Patrick has met the challenges of diabetes head-on. Diabetes is unusual among many chronic illnesses in the way that it pervades everything in a person’s life. It affects every aspect of one’s daily routine and makes itself present at the grandest moments and the most mundane. Managing life with diabetes is not just about remembering to take your medicine; it is about learning how to navigate every aspect of life with a new, unwelcome partner.

Success with diabetes requires resilience, support, and a good sense of humor, all of which can be found in Patrick’s book, which explains in a direct, straightforward, unvarnished manner what a teen or young adult needs to understand about diabetes to succeed. Highs & Lows of Type 1 Diabetes speaks directly to the teen about such important and sometimes difficult topics, such as coping with the diagnosis, learning how to tell friends, and juggling diabetes with sex, drugs, and alcohol—all in an honest, relatable, nonjudgmental approach. Teens and young adults will find in this book the information and advice needed to learn about their illness, gain control over it, and deal with those tough days when diabetes gets the better of them—from a person who has “been there.”

Ten years ago, the summer Patrick was diagnosed with diabetes was also the summer that we published our first study on the “artificial pancreas,” an automated insulin delivery system that promised to improve the health and quality of life of people living with type 1 diabetes. Today, as Patrick’s book is published, the first generation of these systems is now available. And in the next ten years, further discovery will undoubtedly continue to ease the burden of diabetes. But as Patrick reminds us, whatever technological or pharmacological advancements arrive on the scene, the most important tools to manage living with diabetes will always be learning as much as you can, finding support in friends and family, and meeting the challenges head-on with resilience, humor, and grace.

Stuart A. Weinzimer, MD

Professor of Pediatrics

Yale University School of Medicine

September 28, 2017


INTRODUCTION
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What is diabetes?

Diabetes is a disease that affects how your body uses food and sugar. An organ called the pancreas makes a chemical called insulin, which is a molecular key. Insulin unlocks your cells, allowing sugar to enter and be turned into energy. We need energy to do all the things we love to do: play soccer, hang out with friends, and ace that really difficult math test. Diabetes is a disease in which your body has trouble making insulin (the key) and so no cells can be unlocked. Without the key, you cannot get any energy.

There are two main types of diabetes. The most common is type 2 diabetes (T2D). This type of diabetes is commonly a result of poor diet over a long period of time, but it also has a strong genetic component. Eventually, a poor diet puts so much pressure on your pancreas that it stops responding and cannot do its job. As a result, your body becomes resistant to the insulin you are producing. Because your body essentially views your insulin as the “wrong key,” your cells cannot be unlocked. Some people with T2D require daily insulin injections, but with good diet and exercise, many people with T2D are completely insulin free.

Type 1 diabetes (T1D), on the other hand, is when your body simply stops producing the key altogether. Your body actually attacks the cells in your pancreas that make insulin. These cells are called β-cells, and once damaged, they stop producing insulin. And as we know, without a key, you cannot unlock anything. T1D is normally diagnosed during childhood, but it is not uncommon to see people diagnosed as late as in their twenties. I was diagnosed with T1D when I was twelve years old.

So how did I get T1D? Most likely, T1D is a result of both your genes and the environment around you. On the genetic side, one or both of your parents probably gave you one or more genes associated with T1D. You might even be able to figure out where the gene(s) came from by looking at your family and seeing if anyone else has T1D. In my family, my cousin on my mother’s side of the family has T1D, so I assume my mom may have given me one or more genes associated with the disease. Even though this is good knowledge to have, just remember that your parents did not give you T1D on purpose. It happened by chance, so do not hang this over their heads, saying, “It’s your fault I have this.” It is nobody’s fault. Unfortunately, we do not yet completely know what genes are associated with T1D, so we cannot prevent people from getting it.

As stated earlier, T1D is not solely genetic. The environment also plays a critical role in this equation. The best example I can provide is to consider T1D in identical twins. Interestingly, even though twins have the exact same DNA, there are instances in which only one of them gets T1D. Weird, right? Like our incomplete knowledge of genes and T1D, we are not yet sure what external factors cause the disease either.

At this point, T1D may seem like a complete mystery. We do not know what genes cause it, and we do not know what environmental factors cause it. Great! So, what do we know? Well, we actually know quite a bit. We know how to control it and how to make it manageable in everyday life. When you think of the daunting diagnosis of “type 1 diabetes,” do not imagine it as a scary disease that is going to ruin your life. T1D is not a death sentence at all; it’s just a lifestyle change. Millions of people around the world manage life with T1D and go on to be very successful and happy people. Jay Cutler is a quarterback in the NFL; Halle Berry is a successful actress; Nick Jonas is a famous singer; and Sonia Sotomayor is a Supreme Court judge. Not bad!

Sure, T1D is a struggle at times, but if you can learn to control it, there is nothing stopping you from reaching your goals. In fact, you may find that T1D helps you in certain parts of your life. For example, people with T1D are generally more prepared for life because it gives them a sense of responsibility, independence, and discipline. I am not trying to twist this around and say that T1D is a good thing. It stinks, and sometimes you just want to scream it from the rooftops. But it is manageable; you just have to stick with it. And it does have its perks.

This book is meant to help guide you through the everyday challenges we face with T1D. From getting diagnosed in the hospital to leaving for college, I am going to tackle every scenario in between with the hope that you can find some of my tips and experiences helpful. Having said that, know that you don’t have to read this entire book at once and memorize every line. Take it one chapter at a time. Also, read the sections that are going to be most helpful to you. For example, you don’t have to read the section on college (yet) if you are in the seventh grade.

Another important note is to read this book with an open mind. Put more plainly, do not take the contents of this book as the absolute truth. I write from my own experiences and the experiences of other people with T1D who I know personally. If you find that something you do is successful for you and differs from what I say, that’s okay. In fact, an essential key to T1D management is understanding that T1D is different for everyone. Your body acts differently than my body and Nick Jonas’s body. While many things are similar, some things are different. The one person who knows your T1D best is you—not your doctors, not your parents, not your friends—you. Listen to your body, and take what you can from my tips and experiences.

Patrick McAllister


1

DIAGNOSIS AND THOSE FIRST FEW WEEKS
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The best way I can give advice in this first chapter is to tell you the story of my diagnosis. I always enjoy hearing other diagnosis stories and comparing them to my own, and maybe you do too. It is odd how similar diagnosis stories can be, despite differing dates and locations. As I describe my experiences, I will pause and provide some helpful tips along the way.

I was diagnosed with T1D when I was twelve years old. It happened toward the end of the summer before I was about to enter the seventh grade. I went to my doctor’s office on August 11 for a routine checkup as it was getting close to my thirteenth birthday. Before we left for the doctor’s, I remember playing soccer with my younger sister outside in my front yard. To be honest, I was not even thinking about the doctor’s office; my mind was on the delicious ice cream I was going to get after the short and painless visit. There was a McDonald’s located right across from the doctor’s office, and after every checkup, my mom would treat me and my sister to a McDonald’s ice cream. My favorite was the M&M McFlurry.

We got to the office in the late morning. My doctor went through all the tests and yearly booster shots, and when he came back into our waiting room, he had a troubled look on his face. He told us that when they tested my urine, they found an unusually high amount of sugar. I had no idea what he was talking about, so I looked over at my mom to see her reaction. She remained very calm, even when the doctor told us we might need to go to the hospital. He said he would call us in a couple of hours, and we left the doctor’s office in silence. After the appointment, we skipped our McFlurry tradition, at which point I knew the situation was worse than I had originally thought.

We headed home and waited in anticipation. My mom started to break down and cry a little, which made me really nervous. She told me I might have T1D, at which point my mind jumped immediately to my friend Jonah. Jonah was diagnosed with T1D when he was very young, and I remember hearing stories of his struggles. I particularly remembered him telling me about the multitude of test strips that littered his house. I always joked with him about this, but now it no longer seemed so funny. The thought of the “test strip clutter” overwhelmed me, and I immediately started to cry.

“Mom, I don’t want diabetes. I don’t want test strips all over the house. I want our house to stay clean.” Looking back, it is kind of funny that out of all the things I could have been worried about regarding T1D, I chose to become completely terrified by the possibility of a few test strips lying on the floor. My mom tried to comfort me, but I was past that. I was panicking.


TIP: Here is the first of many tips I will share with you throughout this chapter: Do not panic. It is a natural response to lose control temporarily when you get bad news like this, but try to stay as calm as possible. It is not the end of the world. I know how stressful this kind of situation can be, but if you stay calm, the entire process will go much smoother. Take some deep breaths, assess your situation, and then evaluate what you can do to make it better.



We got the call from my doctor after a couple of hours. He told us to go to the hospital. We packed some changes of clothes, dropped my little sister off at my aunt’s house, and headed up to Yale New Haven Hospital in Connecticut. When we arrived, I started to panic once again. I do not care what age you are; hospitals are crazy places. There are always people running around, machines beeping, and patients yelling; it’s a zoo!

My parents checked us in, and we were put in a small waiting room. Not too long after, a nurse came in and checked my blood sugar: 488. I did not know what this number meant at the time, but I assumed it was not good news because we were immediately relocated to another hospital room. This was all so odd to me. What’s the big deal? I feel fine. The nurse explained that the children’s diabetes wing of the hospital was full, so they had to temporarily admit me on the general floor. In the room, they hooked me up to an IV and started treating me with insulin. I had no idea what any of this stuff was, but that was soon about to change.

There is not really anything you can do when sitting in a hospital bed except read a book or watch TV. I chose the latter. My mom had never let me watch Family Guy, but when it came on the channel, she did not say anything (it’s safe to say I took advantage of the situation). We sat and watched Family Guy for an hour or so, before a nurse came in to check my blood sugar again. He explained that he needed to do this to see if my blood sugar level was getting better. He asked if he could draw blood from one of my fingers. It did not hurt that much, but it was not comfortable, either. He inserted a small, flat stick into a handheld machine that drew up the blood on my finger. The little machine in his hand beeped twice, and then he smiled, saying that my sugars were looking better. That reassurance gave my parents and me some short-lived comfort.

After another hour passed, a doctor came into the room with a bunch of college-age young adults with white lab coats and clipboards. He seemed nice—average height, short brown hair, glasses, and a big smile across his face. His lab coat read Dr. Stuart Weinzimer.

“How are you today, Patrick? My name is Dr. Weinzimer. I am going to be one of your diabetes doctors. These are some students of mine. Do you mind if they stay and watch?” I shook my head without saying a word. Just another overwhelming factor about this hospital: seven bright-white lab coats standing in your room, scrutinizing you like you are some kind of new discovery. He started by asking me some light questions, like what grade I was in and what sports I played, probably to try to ease some of my nerves. Then he started with the real information. He began to explain to me what T1D was, using the “key” analogy. He also went through the basics of what different terms meant, such as blood sugar and insulin. I tried to take in as much information as I could, but a lot of it just went straight over my head. After he finished, he asked if I had any questions; I immediately shook my head “no.” I was not thinking of questions at that time, and even if I had one, I was too scared to ask.


TIP: It is okay to ask questions; in fact, it is actually a good idea. I wish someone had told me this before I entered the hospital; it would have totally changed my approach while I was there. You don’t have to force a question out of your mouth for the sake of asking, but if you do have a question or a topic you do not understand, get clarification. No question is too dumb. This sounds so simple, and I bet most people will look at this tip and say, “Duh, of course. I always ask questions if I have them. Why wouldn’t I?” But I can guarantee you that most of us would remain as silent as I did when put in the same situation. Be bold. The more you ask, the more the doctors and nurses can help you; it is what they’re there for. And while they are very smart, they are not mind readers. Trust them, and trust yourself.



Before leaving my room, Dr. Weinzimer patted me on the shoulder, saying, “Everything is going to be okay.” I wish I had been able to see the truth in that statement at the time, instead of shrugging it off as something doctors say because they are supposed to.

When suppertime rolled around, my nurse came in with a dinner menu. I knew what I wanted the second I saw it: pizza. I love pizza! Have you ever gotten that dumb question, If you were stranded on an island and could only eat one thing for the rest of your life, what would it be? Well, my answer was, is, and always will be cheese pizza. Upon closer examination, I noticed the number “101” printed next to the words “Personal Pizza.” I asked what it meant. The nurse explained that this referred to the number of carbohydrates in the meal and added that I could only have between seventy and ninety carbs in a meal, at which point I immediately sank back into my bed. The staff must have taken pity on me, because they said they would make an exception. When my food finally arrived some forty-five minutes later, I was starving. It was a puny little pizza, probably meant for an eight-year-old, and the crust did not look particularly appetizing—but I did not care. All I wanted to do was sink my teeth into that molten cheese and bright-red sauce. However, before I could eat anything, the nurse said that he had to give me a shot in my arm so I could eat. He took out a needle and drew up some clear liquid from a vial.

“What’s that?” I asked the nurse.

“It’s insulin. It’s going to allow you to eat.” He took the needle with the insulin in it and punctured the tip into the side of my arm. I am not going to lie; it hurt. He pushed the insulin in and then pulled the needle out.

“So I have to do that every time before I eat?” I asked.

“Yup. That wasn’t so bad, was it?” the nurse replied.

What are you talking about?! That was terrible, I thought. It took me a minute to get over the fact that I was going to have to inject myself every time I wanted to eat for the rest of my life. When I finally took the first bite out of my pizza, I realized I was not that hungry anymore. For the rest of the night, doctors and nurses filtered in and out of my room, testing my blood sugar and checking my IV. I went to sleep discouraged; I felt beaten. I was consumed by this feeling that all the fun was over and that the rest of my life was going to be a living hell. Needless to say, I did not actually get much sleep that night.

The next morning, I ate a breakfast of two small boxes of Honey Nut Cheerios, along with the now routine finger prick and shot in the arm. Soon after, someone came in and said that a room had cleared up on the children’s diabetes floor and that I was to be moved there shortly. Once I was situated in my new room, another doctor came in and greeted me. His name was Dr. William Tamborlane. He was much older than Dr. Weinzimer (you could tell by his shiny white hair and pudgy, wrinkly face), and a little heavier too; and when he smiled (which was always), his eyes squinted to the point where you could barely see them. He honestly looked like the happiest doctor in the entire hospital.

“Well, hello there, Patrick. How are we doing today?” he said in a big booming voice.

“Good,” I timidly replied. I never understood why people say “good” when they are really anything but “good.” We talked for a while, and he cracked a few good jokes, which made me feel a lot better. As it turned out, Dr. Tamborlane lived in the same town as me. We talked about where we lived and how I had ridden my bike past his house dozens of times on my way to our town beach. It was nice to talk to someone about something other than diabetes for a change. After he left, I felt motivated and a lot better about my situation; for the first time, it seemed like I could handle this “diabetes thing.” I decided I was done being cooped up in that hospital bed. I just wanted to go home. I spoke with my parents and doctors and asked to have several of my appointments moved to earlier times. Those appointments included one with a doctor who showed me and my parents how to administer insulin shots and another with a nutritionist who taught me about carbohydrates.

When the “injection” doctor came into the room, I was nervous. I hated those big needles. But when he used my arm to demonstrate how to inject insulin, I could barely feel anything. I was so surprised! How did the injection suddenly not hurt compared to the one I had received earlier? It turned out that the only needles the nurses had access to when I was located on the general floor were generic needles, ones much bigger than the regular insulin needles people with T1D are accustomed to using. In fact, a regular insulin needle is much smaller. When it came time for my parents to try it, my mom decided to go first. She was a natural. She knew just the right amount of force to use to get the needle in without hurting me too much. My dad was a completely different story, however. When it was his turn, he took the syringe in his hand and lined up his shot, as if my arm was a dartboard. He drilled the needle into my arm.

“Ouch! What the heck was that, Dad?”

“Oops. I’m sorry, Pat. I didn’t mean to hurt you.” We joked about it after, and I told him I was just being a wimp, but I could tell that he felt bad about hurting me. Looking back, I regret not making more of an effort to reassure him that he had not done anything wrong.


TIP: Be kind to your parents throughout this affair. This whole diagnosis process is about you, but you are not the only one on this rollercoaster. Your parents are right there next to you, and, believe me, they feel terrible and helpless that they cannot do anything to help you. Over the years, my dad has said on countless occasions, “Patrick, if I could take your diabetes away and put it on myself, I would. I would do it in a heartbeat. You know that, right?” I have a feeling that all parents would say the same thing. They might not be the best at injecting you with insulin, and they might not understand everything that is going on with your T1D, but they care more about you than you could ever imagine. You might have to take some time to explain certain information to them if they are having trouble understanding. But trust me, you need them, and they need you. If you are fortunate enough to have supportive parents like I do, they will always be a sturdy rock you can lean on throughout your life, but every now and then you have to be that rock for them too. If you all can learn to be support systems for each other, the whole process will become tremendously easier.

And for those of you who might not have the most supportive parents in the world, do not worry. There will be other people in your life who will want to help you with your T1D—your siblings, friends, teachers, and doctors, just to name a few. Above all else, know that you are not alone.



My last appointment was with a nutritionist. At the time, I was very anxious because I knew I was so close to being able to return home to my own bed, but looking back, the nutritionist appointment was the most helpful meeting during my stay at the hospital. She taught me what carbohydrates are and what foods to look out for. We talked for well over an hour, even though it was only supposed to be a thirty-minute meeting, and before she left, she gave me a carb-counting book to bring home with me. I thought it was going to be useless, but I ended up using it quite a bit during the first month or two after returning home.

Finally, my nurse took the IV out of my arm. My parents signed some papers, and I was now ready to go home. Though I was supposed to stay in the hospital for four days and three nights, I ended up spending only two nights.


TIP: When you are learning all this new information (insulin, carbs, etc.), go at your own pace. If information is coming at you too fast, tell the doctors to slow down. On the other hand, if you are comfortable with everything you are learning, like I was, ask for the process to be sped up. If you choose to do this, however, just be careful of cramming everything into a short amount of time. These first couple of days can be overwhelming, but you need to learn as much as you can. Do not just fly through everything because you want to get through it and return home, only to realize later on that you cannot remember anything the doctors told you. Be smart and move through the hospital process at a pace that is comfortable for you.
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