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To the Children with Diabetes Family


Introduction

My family’s journey with type 1 diabetes began in September 1989 when my daughter Marissa, then just two years old, was diagnosed. My wife Brenda and I felt confident in the words of her endocrinologist, who said, “We can make a big difference in her life.” From Marissa’s care team we learned how to check a finger-stick blood glucose, how to measure up her Regular and NPH insulins, and how to treat a low blood sugar. Brenda and I vowed not to let diabetes stop Marissa from doing anything she would have done otherwise.

Over the years, the tools we use to care for type 1 diabetes have changed dramatically. Finger-stick checking changed from two agonizing minutes to a few seconds. Continuous glucose monitoring (CGM) systems were invented and improved and now connect to cloud services. Insulin analogs replaced Regular and NPH. And insulin pumps became commonplace. But what hasn’t really changed is what happens at diagnosis. Families are taught the same thing we were: the basic mechanics of caring for type 1 diabetes—the glucose monitoring, the carbohydrate counting, the insulin dosing.

But to be honest, those are the easy parts of diabetes care. The challenge is to learn how to fit diabetes care into your life, and then to get on with living—and living well. This book contains 101 bits of wisdom, collected by our family over the years, that were shared by others much wiser than I. Think of these tips as the footnotes on living with type 1 that your care team would share with you if they had the time. (And be sure to check out the Additional Resources section for websites, studies, blogs, and more mentioned in the tips.)

While the medical management of type 1 has changed and will change with advances in medicines and devices, I’m hopeful that the 101 tips within this book will be as meaningful years from now as they are today.

As you read this book, remember that I’m just a dad. Always work with your child’s diabetes care team on any changes you might want to make.

Jeff Hitchcock

President and Founder, Children with Diabetes


1

Living Every Day with Type 1

Everyday life with type 1 diabetes requires a little additional thought and planning. These tips will help enhance your family life.


1 Life First, Diabetes Second

If our goal in caring for type 1 diabetes were perfect blood glucose readings, we could accomplish that—but doing so involves sitting in a hospital bed with an IV in each arm, every minute of every day, forever. So let’s set that aside and assert that perfect blood glucose readings cannot be our goal, because to achieve that goal we’d have a life not worth living. Our goal has to be a life worth living, and thus diabetes care has to be second—an important second, but second nevertheless.

One of the first books my wife and I read about caring for our daughter was Sweet Kids by Betty Brackenridge and Richard Rubin. (Make a note: get that book.) In Sweet Kids, Betty and Richard, who would become good friends, turned on its head what was then the standard of care for kids with type 1 diabetes: they put life first and diabetes second. That philosophy of living your life and fitting diabetes into it has always been the driving goal for our family and for Children with Diabetes, the organization that I founded and run.

If you take nothing else away from this book, take that away—live your life as you always wanted, and figure out how to fit diabetes in.

2 It’s Not Your Fault

After your child’s diagnosis, you learned how to check blood glucose levels, determine carbohydrate contents in food, dose insulin, and treat low blood glucose levels. You overcame your fears and let your child return to school or play with friends. You also read a lot online about type 1 diabetes and what science knows about its underlying genetics and risk factors. You might be reflecting on the weeks and months leading up to your child’s diagnosis, wondering what you did that might have caused it, or why you didn’t catch it sooner. It’s time to let those feelings go and to stop blaming yourself for anything. Based on the science of today, there is nothing you or anyone else could have done to prevent your child from developing type 1 diabetes. And unless you knew someone with type 1 diabetes, you probably wouldn’t have thought your child’s illness was anything other than a cold or the flu. So take this to heart: it’s not your fault.

3 There Is No Cure—Yet

Let’s get this out of the way now. Today, there is no cure for type 1 diabetes. No diet is going to change your child’s life. There is no supplement that reverses type 1 diabetes. Losing weight doesn’t make type 1 diabetes go away. And you don’t outgrow type 1 diabetes. There is only insulin, which your child needs every day for the rest of his life.

I mention this because you will come across claims of miracle cures, perhaps even by friends. Don’t be fooled. Don’t spend any money on them. And rest assured that the moment there is a cure, you will read about it on the front page of every newspaper, you’ll hear about it on every major television news program, people will win Nobel Prizes, and your child’s diabetes care team will celebrate with you and every other family living with type 1 diabetes.
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