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“A diagnosis of glioblastoma dramatically impacts a patient and their family, and many treatment decisions need to be made in a short period of time. Dr. Gruber is an expert neurosurgeon and he provides patients and families an invaluable roadmap to help them understand and face the challenges of a malignant brain tumor. I highly recommend this book and will be providing it to my patients and their families.”


—Andrew Fabiano, MD, FAANS


Contributing Author, National Standards of Care for Brain Cancer Professor of Neurosurgery and Oncology 
Buffalo, NY


“As a senior executive, I interacted often with neurosurgeon Tom Gruber in executive-level meetings and budget discussions to plan for future needs. It never occurred to me that I would become one of his patients in 2015 when I was diagnosed with a brain tumor and underwent brain surgery. Dr. Gruber has carefully explored ways to help us all by developing this brilliant approach to guide patients and their families from diagnosis through every stage of the journey.”


—Bonnie Schrock, MBA, FACHE


Brain Tumor Patient 
Former COO, Baptist Health Paducah


“To hear that I had brain cancer was like a sucker punch to the stomach. The words brain cancer echoed through my head. Unfortunately, in the meantime, I did the one thing no one should do: research your diagnosis on the internet. No two people are alike; your case will never be the same as anyone else’s. This is your story and only your story to write. His book, Navigating Glioblastoma and High Grade Glioma, is superbly written in that it provides resourceful and practical advice on how to navigate through this journey with an easy-to-read and easy-to-understand guide not only for the patient, but the family as well.”


—Candice Cole


Brain Tumor Patient


“This book is amazing. I can honestly say that so many of the things written about, in layman’s terms, are exactly the things that I have heard asked by patients and explained by the nurses. This is such a scary and anxious time for the patient and caregiver who have so many questions—and when they get home and start trying to remember, they realize they did not absorb everything that the doctor told them. Having the information in this easy to read and understand book would be wonderful to provide to each patient with this diagnosis.”


—Kimberly Sweeney, RN, MBA


Executive Director, Concierge Services 
NCI-Designated Comprehensive Cancer Center in New York State
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To Aimee, Caroline, and Meghan for your love, patience, and support in this project. To our patients and their loved ones, hopefully this book will bring them some measure of knowledge, comfort, and control.




 


ABOUT THIS BOOK





Glioblastoma. The word is intimidating, scary, and confusing, and it will instantly make you feel helpless. Multiple doctors’ appointments, strange medical terms, difficult decisions, confusing terminology, and perplexing technology all combine to frighten you and make you wonder how you’ll ever navigate this impossible new world and still feel like you’re doing everything possible for your own health, or the health of your loved one. This book is designed to clear the fog around glioblastoma and high-grade glioma. To help you as the patient and your loved ones understand the diagnosis in plain, comfortable language. To help you understand the pluses and minuses of the treatment options. To help you make sense of all the testing. To help you understand what to expect at important junctions during treatment. To give you the information you need to make crucial decisions about your care. In this book, I use my fifteen-plus years of knowledge, experience, and training as a board-certified neurosurgeon to guide and shepherd patients diagnosed with glioblastoma and high-grade glioma and their loved ones through this difficult diagnosis.


Some of the questions you might ask could include the following:


• What chemotherapy options are available, and what are the differences?


• Is surgery a good option? Why or why not?


• What is proton beam therapy, and will it help?


I will answer these and many more important questions in a way that will enable you to be confident in your decisions, knowing that you understand all of the options and information coming from your treatment team. In this way you will be able to feel satisfied that you or your loved one is getting the best care available.
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PREFACE





I have been a neurosurgeon for over fifteen years. During that time, I have had approximately thirty thousand patient encounters in the clinic, hospital, and operating room, caring for a variety of neurologic conditions including trauma to the head and spine, Parkinson’s disease and movement disorders, congenital and developmental diseases in children, chronic pain conditions, and complicated degenerative conditions of the spine. But it’s the work my team and I do with tumors of the brain and spine that is the most challenging and most rewarding.


Patients who have been diagnosed with a tumor of the brain or spine, whether that tumor is benign or cancerous, are terrified that this will shorten their life at worst or result in some sort of disability that will rob them of the life they have imagined and visualized for themselves. These patients and their families require all of our resources to guide them through this diagnosis. Our brain tumor treatment team must provide the most up-to-date medical care, treatment, and counsel, but we also have to be prepared to guide and help our patients and their families through the emotional, practical, spiritual, and financial maze that comes with the life-changing and life-challenging news that you have a brain tumor.


During my career, I have trained, worked, and conducted research alongside some of the best minds in neurosurgery, neuro-oncology, and cancer. First in New York at the University of Buffalo’s Jacobs School of Medicine and Biomedical Sciences and at Roswell Park Cancer Center, then joining Baptist Health System in Kentucky, where I have had the pleasure to help plan, develop, and build a brain tumor program from the ground up at the Ray and Kay Eckstein Regional Cancer Care Center.


At Baptist Health in western Kentucky, I have the privilege of working with a team of cancer specialists at the Eckstein cancer center to provide the most up-to-date treatments available for all tumors and cancer diagnoses affecting the brain, spine, and nervous system. We have dedicated our lives and careers to building a program that provides the most cutting-edge technology, expertise, and services that are necessary to provide world-class care of brain tumors for our patients and their families.
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INTRODUCTION





Kevin had been diagnosed with brain cancer about two years ago and was returning to our clinic with his family for a routine checkup. I was in my office waiting for them to arrive and pulled up his latest MRI, which had just been done a few minutes earlier. I could immediately see that I was looking at the third recurrence of Kevin’s tumor since we initially operated.


I knew his wife Julie always meant business. She showed up to every office visit in a different colorful T-shirt declaring support for brain cancer awareness. She worked desperately to understand her husband’s cancer and to support him in every way. I knew the next sixty minutes would be filled with challenging questions: “Where is the recurrence? What does this mean for his overall survival? What are our next options? Do we need to look at experimental trials? Is now the time to return to the University of Arizona to get their opinion?”


Julie and Kevin were thirty-nine and forty years old, respectively, and they had been married for about nine years and had two children aged five and seven when Kevin had a seizure at home. Kevin was a big, solid man standing six foot two, and he worked as a welder. Of course, he had only ever been to the hospital for minor bumps and bruises and had never taken a day off work in his life. His wife, Julie, split her time between taking care of the children and family and working as a teaching assistant.


Kevin was brought to the emergency room, where a CT scan of his brain showed a fuzzy abnormal area in the left front of his brain. In order to get a better idea of what was going on in Kevin’s brain and to figure out why he suddenly had a seizure, an MRI with contrast was ordered.


The MRI clearly showed the reason for Kevin’s seizure: a well-defined “ring enhancing” mass in the left side of his brain toward the front. This was almost certainly some sort of tumor.


Despite multiple surgeries, chemotherapy, and radiation, Kevin passed away of a brain cancer called glioblastoma multiforme (GBM) about thirty months later. This book is written for Julie, patients with a GBM or high-grade glioma (HGG) diagnosis, and also for all the friends and family that help GBM and HGG patients navigate through this difficult, confusing, and complicated disease.


The diagnosis of GBM or HGG begins a difficult journey for patients and their families—a complicated journey full of new places, new stressors and anxieties, a new language to learn, and new life-altering decisions to make. Some patients and their families take a very passive role in their care, demonstrating an astounding amount of trust in their care team by cooperating with all our recommendations without question. For other patients and their families, the diagnosis of brain cancer becomes their new full-time job. They are determined to learn everything they can, to master all aspects of it, and to comprehensively weigh all decisions and options regarding testing and treatment. They are determined to exert as much control as possible over a situation that they feel they have no control over.


Julie was determined to understand and control as much of Kevin’s future as she could. Unfortunately, a book like this didn’t exist for Julie at that time. She was left to do most of her own research, ask dozens of questions, and take pages of notes during the limited time she had with Kevin’s doctors. She traveled from Kentucky to Arizona and Tennessee for second and third opinions, trying to understand this terrible disease and be armed with the best knowledge so that she and Kevin could make the best decisions. She joined support groups for brain cancer and reached out to other patients and their families.


The purpose of this book is to provide people who are facing GBM or HGG, much like Julie and her husband, with a starting point to understand what to expect on this journey and a reference point they can always return to when the road changes and new challenges arise.


Throughout this book I will try to paint a picture of the journey the patient and their family will be traveling. I will try to anticipate and answer the common questions and challenges that will arise. I will try to simplify, guide, and aid in navigation through the complexities and decision-making involved with the diagnosis of GBM or HGG.


This book is also written to arm the reader with a knowledge and understanding of GBM and HGG so that everyone involved can be an effective and positive member of the patient’s care and support team. Because every patient is different and every tumor has its subtle differences, this book is not meant to replace the expert advice of your care team but rather add to your understanding of GBM and HGG.
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CHAPTER 1


WHAT IS GLIOBLASTOMA MULTIFORME? IT IS A BEAST …







What exactly is cancer, and what does it mean to the patient?


What is the difference between glioblastoma and high-grade glioma?


How is glioblastoma or high-grade glioma different from other cancers?


Why are glioblastoma and high-grade glioma so difficult to treat?





If you are reading this book, it is probably because you, or someone you love, has just received news that no one wants to hear.


A mass has been found in their brain, and it’s cancer.


So, what is cancer? And what does it mean if you have brain cancer?


Cancer, in general, is simply defined as a condition where a normal cell in your body decides it is going to multiply uncontrollably in such a manner that it will sicken the organ that it started in and possibly spread these uncontrolled cells to other parts of your body, which eventually also become sickened. If important or vital organs become involved, survival is in jeopardy.


TYPES OF BRAIN TUMORS


In the brain you can have two broad categories of tumor. The first is primary, which means that the tumor or cancer started in the brain, stays in the brain, and almost never spreads anywhere else. The second is secondary, which means that you’ve got cancer somewhere else in your body (lung, breast, colon, for example) and it has now spread to your brain.


Glioblastoma multiforme and high-grade glioma are the most serious forms of primary brain cancer. You should become familiar with the abbreviation GBM, because no one calls it glioblastoma multiforme. It’s way too difficult to say. High-grade glioma is often abbreviated HGG.


TYPES OF GLIOMAS


Naming and classifying tumors is complex and often confusing to a patient. When you are initially diagnosed with a brain tumor, a piece of the tumor will be sent to a doctor called a pathologist who will issue a report. Within the report describing your tumor, you may see different types of brain cells mentioned. Your brain has only a few types of cells: neurons, ependymal cells, cells associated with blood vessels, and glial cells. A tumor involving glial cells is a glioma. Gliomas may consist of several cell types. GBM and HGG are types of glioma that originate from a glial cell called an astrocyte. GBM and HGG occur when an astrocyte multiplies uncontrollably. Unlike other cancers, GBM and HGG do not spread to other organs in the body but can spread within the brain and, more rarely, the spine.


The World Health Organization (WHO) publishes a grading criterion for all types of tumors and cancers, including tumors of the brain and nervous system. According to WHO guidelines, tumors that come from astrocytes are divided into grades I, II, III, IV, with I and II being the least aggressive, or “low grade,” and III and IV being the most aggressive, or “high grade.”
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