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To our children, David and Kelly Hilden 
and Brian and Jeremy Tobin, whose health and 
joyful days we appreciate with all our beings.
















Thank you, God, for the wonderful life I have had so far.

 
Christian Olaf Osen
 1990–1999



 







A NOTE ON LANGUAGE

Writing about any group of people can become awkward when there is need to refer to hypothetical individuals among them. Do we assume that all of them are male, though they clearly are not, and risk offending some readers by using a universal “he”? Or do we choose instead to use the more accurate, but extremely awkward, “he or she”? Many writers, most notably the famous child specialist Dr. Benjamin Spock, have chosen a third option: In each chapter, the hypothetical individual is represented by one gender, to be followed in the next chapter by the other gender. If “the child” is “he” in Chapter 1, Chapter 2 will refer to “she,” and so forth. We feel this is the alternative that best combines accuracy and grace of language, and so have chosen it.

This book has two authors. Dr. Joanne Hilden’s major work is with severely ill children and their parents. Dr. Daniel Tobin wrote the book Peaceful Dying, which provides the concepts we have adopted to the specific population of children with life-threatening illnesses, and to their families. Unless otherwise specified, the “I” referred to will always be Dr. Hilden. Stories about children and their families reflect the experience of not only Dr. Hilden, but of her many colleagues around the country as well.

Finally, we have changed the names of patients and their families to protect their privacy.











FOREWORD

We are two parents who had to struggle with our children’s life-threatening illnesses. At the age of 3, Nancy’s daughter Kathryn was stricken with high-risk acute lymphoblastic leukemia. Winnie’s son Eric developed osteosarcoma (a bone tumor) at age 15. 


Nancy’s story: Treatment for Kathryn’s life-threatening disease was very difficult. It threw the family into turmoil that we had never before experienced. My way to cope was to research all treatment and supportive care options and to advocate for the very best for Kathryn. One area that was difficult but necessary to explore was appropriate end-oflife care.

I made many friends in the new community of childhood cancer, just as parents with children who have other lifethreatening diseases do. Some of the children I met lived; and sadly, some died. But even sadder to my family was the distancing of medical personnel and the inadequacy of pain control available at the end of many children’s lives. Other families were able to create a loving and humane end of life for their children. Watching how other families coped encouraged me to fully explore the limited resources available to families about end-of-life comfort care. It made me feel more prepared intellectually and emotionally to think about these heart-rending issues early rather than later.

Thankfully, I did not need to use the information I learned about end-of-life care. Kathryn survived her lengthy and difficult treatments. She is now a 14-year-old who iceskates and loves to read. I am grateful that she is still with us and happy that I prepared for all possibilities.

Winnie’s story: I wasn’t as lucky as Nancy; my son Eric died at age 17 surrounded by his family. After he had completed his initial treatment, I had every reason to believe that he would survive. When he relapsed just six months later, I was crushed. He had surgery to remove metastatic tumors, and I still had hope for a cure.When the tumors returned, our family decided on surgery again as the best option. Our doctor told us, “If I tell you we need to do more chemo, I will be giving you bad news.”

That was the first indication that Eric’s chance for cure was growing smaller. When his tumors returned yet again, his doctor said that surgery was no longer an option and chemotherapy would buy time. Although it was unspoken, all were hoping that Eric would live for at least three months. Because of that hope, their positive attitude, and diligent medical and nursing care, we were blessed with ten months.

If I had been given a choice, Eric would have been cured. When I realized that cure was unlikely, I knew that I wanted to prepare as best as I possibly could. I had prepared for the birth of Eric,my firstborn child, with great care. I decided to count it a privilege to be able to prepare for his death.

We are both so sorry that you are grappling with the fear that your child may die. It’s something we didn’t expect when we became parents. But just as we wish the best for our children in life, we try to do the best for our children in death.We each have to evaluate the treatments available and balance the risks and benefits of what has been proposed. We each think about how we will manage if the treatments are not successful.We need to face these choices as a family.

Regardless of what illness or trauma threatens the life of your child, coping is very difficult in the beginning. After the terror, the denial, and the guilt, most parents of seriously ill children begin to walk forward with hope. Treating serious illness in children has been one of modern medicine’s success stories. The cure rates for many childhood diseases (especially childhood cancer) have dramatically risen in the last three decades. There is good reason for hope.

This book talks about taking care of yourself and your other children; how to learn to live day by day, and, when necessary, hour by hour. It helps you think about the hard choices: How to consider new treatments and yet prepare for the end. It can help you, when necessary, to redefine hope: shifting from hope for a cure, to hope for more time, to hope for a loving, peaceful, and pain-free death. It takes your hand and guides you down a path you don’t want to walk. But we sometimes must trudge forward because we don’t have a choice. As Abraham Lincoln said, “I may walk slowly, but I don’t walk backward.”

This book will help you look inside yourself and find the best way for your family to keep walking forward. It can help you choose the best treatments while preparing for the possibility that they might not work. And, it can help you find peace if the time comes to stop treating the disease. It gives clear advice so you can make sure that your child’s pain is managed well and that communication is open and ongoing. It helps you create a strong partnership with the medical team, so that they can support your family’s choices and make the journey easier. It can make the difference between grief complicated by anger, rage, or guilt, and grief that flows from a peaceful, loving end.

This book will also help you discuss choices with your children.Most children need to talk with their friends, families, and siblings about their end-of-life journey. Many give away prized possessions, write good-bye letters, and enjoy visits from those who love them. If allowed, children and teens do a very good job of wrapping up their loose ends. They are often visited in their dreams by grandparents and friends who have died. Talking about these plans and dreams brings many families closer together. It helps them create their own way to face and walk this part of the journey.

As parents, we are supported by our friends and community. It will be especially helpful for them to read this book as well. By knowing what you are facing, they will be able to support you in a more thoughtful and helpful manner.

When we learned of our children’s illnesses, each of us searched the literature for books or articles to help us begin to think about the possibility of death, but found little that could help. We both would have learned much had this book been available when we were walking that difficult path.

We encourage you to read this book with an open mind. Regard it as a type of insurance policy—something that you wouldn’t be without, but hope never to use. Realize that each member of your family, and indeed even your friends, will set their own pace.With help and guidance you will begin to equip yourself to meet whatever challenges you face.

Best wishes for a smooth and peaceful journey.


Winnie Kittiko, R.N., M.S.

Eric’s mom 

Clinical Educator

 AFLAC Cancer Center and Blood Disorders Service

 Children’s Healthcare of Atlanta at Scottish Rite

 Member—Children’s Oncology Group End-of-Life

      Care Committee




Nancy Keene

 Kathryn’s mom

 Author of Childhood Leukemia, Childhood Cancer,

       Childhood Cancer Survivors,Working with Your

       Doctor, Your Child in the Hospital, and Chemo,

       Craziness, and Comfort: Your Book About Cancer












PREFACE

Early in 1998, a friend introduced me to Dr. Joanne Hilden. Joanne was a pediatric oncologist with a passionate interest in improving the field of pediatric palliative care, both locally and nationally. I was immediately struck by Joanne’s profound commitment to creating new tools and medical models that would help children, as well as their parents, face potential end-of-life situations. It was clear to me that her colleagues in pediatric medicine, like mine in adult medicine, were just beginning to address the unique psychological, spiritual, and physical needs of people facing life-threatening illness. 

At our first meeting, Joanne and I concluded that we could contribute to pediatric medicine by creating a model of structured conversations that would help physicians and parents communicate. I had already created such a model, Advanced Illness Coordinated Care (AICC), to help adults cope with advanced illness. I hoped that Joanne and I might create a similar model focused on the needs of the pediatric population and their families. Joanne incorporated her experience and insight from her clinical practice and compassionately and thoroughly created a model for conversations that would help parents gather information and guidance when facing their child’s life-threatening illness.

Since the time we met, I have watched with great admiration as Joanne has become a national leader in pediatric oncology and pediatric palliative care. It is my sincere hope that the communication model we created in this book, which has been developed into the Pediatric Advanced Illness Coordinated Care (PAICC) Program, will continue to grow and be integrated into routine medical care. It is a great honor for me to contribute to the work that I am confident will ease the suffering of many children and their parents as they face what is surely the most painful and difficult experience of their lives.



Daniel R. Tobin, M.D.
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