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Praise for Your Cancer Road Map


“While directing the series The Emperor of All Maladies, I was struck by all that we are learning about cancer at the cellular and molecular levels, and encouraged by the many exciting scientific advances we are witnessing. While this progress is cause for optimism, we cannot forget that thousands of lives across our country are disrupted by a diagnosis of cancer every single day. A disease as complex as cancer deserves a guidebook as comprehensive as Your Cancer Road Map. This candid, accessible approach to navigating cancer is the tonic every cancer patient needs.”


—Barak Goodman, acclaimed nonfiction filmmaker and director of Cancer: The Emperor of All Maladies


“Cancer has affected so many close friends and family members, and they are the inspiration behind my philanthropic commitment to the Cancer Support Community. Your Cancer Road Map puts in one place the gold standard of innovative, patient-focused services and guidance that I am proud to have helped expand across the United States and to underserved communities. It is truly a gift to be a part of such a transformative and effective organization.”


—Barbara Bradley Baekgaard, cofounder of Vera Bradley


“Kim Thiboldeaux is a fierce advocate for people living with cancer. I have known Kim and have had the privilege to collaborate with the Cancer Support Community for more than fifteen years and applaud their evidence-informed approach to patient care. Your Cancer Road Map is the guide that every cancer patient needs to relieve the stress of diagnosis and provide guidance and companionship throughout the cancer journey.”


—Lidia Schapira, MD, FASCO, director of the Cancer Survivorship Program at the Stanford Cancer Institute


“As a husband who lost his wife to stage 4 lung cancer, I vowed to honor her memory by changing the face of lung cancer and raising awareness about the challenges survivors and their families face. As a former NFL linebacker, I understand the importance of a game plan, so I am committed to increasing the visibility of vital resources like Your Cancer Road Map. This comprehensive book reflects the intensely personal nature of the cancer experience and is a necessary resource for anyone confronting a cancer diagnosis. There is no one better prepared to give guidance and insight than Kim Thiboldeaux and the Cancer Support Community.”


—Chris Draft, former NFL player and cofounder of Team Draft, an initiative of the Chris Draft Family Foundation


“The Cancer Support Community, led by Kim for the past twenty years, has been a great friend and partner to American Indians here in Arizona. They have supported our work to care for cancer patients on the Navajo Nation and have brought countless resources to our patients. Your Cancer Road Map is yet another example of the high quality of their work and their commitment to ensuring ALL people impacted by cancer have access to the highest-quality, culturally adapted cancer care and support.”


—Lynette Bonar, RN, BSN, MBA, FACHE, CEO of Tuba City Regional Health Care Corporation
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FOREWORD


Jill Biden


Growing up the oldest of five girls in a suburb of Philadelphia, I always wanted to be strong like my mother. She knew who she was—she was kind, self-possessed, always ready with the right words to say, and never someone to be carried away by her emotions. I wanted to be the person who was strong for everyone.


As a teacher of writing, my students often confide in me. They call me when they are distraught, and share their triumphs. I have felt lucky to be strong for them when they needed me.


A few years ago, however, I had to tell my class that I would miss the next session for personal reasons. By that point in the term, we had all become close, and no one seemed to have any real filters anymore. They all began shouting, “Where are you going, Dr. B.?” I told them, “My sister Jan is having a stem cell transplant. Today is her first treatment, and she’ll have to stay in the same hospital room for six weeks.” Standing there in front of the class, however, I could feel my resolve break and I suddenly lost my composure. I had to pause, as the next words caught in my throat. “I just . . . need to be with her.”


I quickly faced the whiteboard so the students wouldn’t see the tears filling my eyes. When I turned back around, every single student was standing. They made a line and came up to hug me, one by one.


Until that moment, I hadn’t realized just how much I needed their strength.


Cancer has been a dark thread that has run through my life, as it has for so many Americans. In just one year, I watched four friends struggle with breast cancer. Cancer took the lives of both my parents. My son—my brave, funny, bright young son Beau—fought an excruciating fight against glioblastoma for over a year before we lost him.


Though medicine continues to advance and hope grows every year, there is still no word as frightening as malignant. No one should have to go through it alone. We can’t; we need our community to support us. That’s true for families and caregivers of patients as well.


That’s why this book and Kim’s voice are so critical.


When I met Kim Thiboldeaux, right away, I knew we would be friends. We are so alike in the ways that matter: both one of five kids, both Philly girls, both Eagles fans. More than that, though, we are both passionate about helping cancer patients and their families get the support they need—and ending this disease as we know it.


When Kim served on the Biden Cancer Initiative’s board of directors, I saw her leadership in full force, driving progress and facilitating groundbreaking partnerships. In 2019, we visited the Navajo Nation in Arizona together to see the realization of that work, the opening of the first-ever full-time cancer care and support center on an American Indian reservation.


Kim understands how difficult the cancer journey can be—not just because patients face sickness and even death, but because a cancer diagnosis is a door to a complicated and foreign world. Patients and their families must navigate complex insurance and payment systems, learn obscure medical terms, understand complicated treatments, advocate for their health, and have difficult conversations with the people they love. And they must do it all without a road map or guide to show them the way. Until now.


It doesn’t matter how strong you are. We all need people to lean on at times. A hug, a kind word, a steady voice, or a piece of advice—sometimes they are the lifelines that get us to the other side of anxiety and despair. I hope Kim’s experience, wisdom, stories, and strength can be a lifeline through your journey. I hope this book reminds you that you are not alone.









INTRODUCTION


Over the past twenty-five years, I have talked to and met with thousands of cancer patients and their loved ones across the country and around the world. Among them are complete strangers and people who have known me since I was a child. They include friends, colleagues, neighbors, and contemporaries, some who are here today and some gone too soon.


Every story is different, unique, and personal. Yet over the years, I began to see common threads through each narrative. Each represents a life disrupted, a fear of the unknown, a desire for hope. Each person wants to feel confident in seeing the right doctors and making the right decisions. And each yearns for more time to fulfill unrealized dreams and aspirations.


I am often thrust into a stranger’s life at their most difficult and vulnerable moments. I see each of these interactions as a privilege—a delicate thing to be cherished and safeguarded. I often say I have a front-row seat to the triumph of the human spirit. And in the end, I have received more from these exchanges than I have given.


This book is written to be a trusted ally for anyone diagnosed with cancer. It is called Your Cancer Road Map because it carefully and thoughtfully plots out the journey from start to finish. It includes instructions for navigating detours and warning signs, and tips to take in the scenery along the way, perhaps through a different lens. You’ll encounter men—and women—at work, U-turns, and speed bumps. And also roadblocks, which can be discouraging and frustrating. Ultimately, this book is intended to shine a light and give you the tools and resources to find your way. I often say to folks, “There isn’t a right way to take on cancer—there is only the way that is right for you. You’re in the driver’s seat and you will decide which road to take and how you choose to get to your desired destination.”


The subtitle of the book is Navigating Life with Resilience. I have thought a great deal about resilience lately. What is resilience? How does one find it within oneself? Can it be discovered and assimilated from inspiration around us? I believe resilience comes with heightened self-awareness and an ability to embrace change and let go of the things that are out of our control. Resilience is like a muscle that needs exercise and strengthening. Becoming resilient takes practice—and patience. And building these skills will enhance your ability to recover and move forward.


I encourage you to write notes in the margins of this book, circle and highlight things that capture your attention or resonate with you, and dog-ear the pages. Keep it in your purse or briefcase or backpack and take it with you to doctor’s appointments and chemo infusions. Read it in the late hours in bed or in the backyard with a cup of coffee. You can read a chapter here and there and put the book down to revisit later. Read it again when you need tips or resources. Pass it along to a spouse or friend to peruse.


My hope is that you use the tools in this book to become more resilient and more empowered as you face cancer. And I hope that you find grace and fortitude along the way and that you share our belief that community is stronger than cancer.




Visit the companion website to discover more about topics discussed in Your Cancer Road Map, find easy access to resources, and get to know author, Kim Thiboldeaux. cancersupportcommunity.org/YourCancerRoadMap
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SECTION ONE
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JUST DIAGNOSED
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CHAPTER 1
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Take a Deep Breath


You’ve just been diagnosed with cancer. Or maybe you just learned that your loved one has cancer. Take a deep breath. You’re not alone—approximately 4,931 people will be diagnosed with cancer today and around 1.8 million people this year. As the comedian Gilda Radner once said, “Having cancer gave me membership in an elite club I’d rather not belong to.”


In 2020, the United States saw a decrease in the number of deaths from cancer. At the same time, there was an increase in the number of cancers diagnosed. In other words, even as doctors are getting better at detecting and treating it, cancer is on the rise. Many people don’t realize that the greatest risk factor for cancer is age. And with 77 million baby boomers in the United States, this increase is to be expected.


These numbers tell us a little about the larger story, but this book is about you. How are you . . . really? It is normal to feel sad, upset, worried, or anxious during this time. In fact, there are studies that say that many people with cancer—any type of cancer—feel the same three things when they first learn they have it. They feel a loss of control, a loss of hope, and a sense of isolation.


This is why it’s important now to take a step back. Even though it may be hard, take a step back so you can start to move forward. The coming weeks and months, in all likelihood, will be overwhelming and scary—a roller-coaster ride. You will face decisions you never thought you’d have to make. How do I tell my kids I have cancer? How will this affect my family’s finances? Will I be able to work? Should I consider a clinical trial? Am I going to be in pain? Will I die?


The good news? There are many national and local experts, organizations, and resources to help you through this journey. There are also services available at your hospital or clinic. You don’t have to face cancer alone.
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“When you’re given a diagnosis, take a deep breath and say, I can do this. I can deal with this.’”


—Carmen, lung cancer survivor
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Now is a good time to center yourself. Think about what is important to you. This is also the time to think about how you want to face cancer. We all approach life and its challenges differently. For example, are you an information seeker—the kind of person who wants all the details, options, and alternatives? Or are you someone who wants less information and would prefer to leave decisions to your medical team? Are you a person who wants to keep everyone in your life up-to-date on your diagnosis and treatment, or are you more private? There is no one right way to approach cancer—only a right way for you.


As you begin to move forward, consider the ten tips for living well with cancer that appear at the end of this chapter. This list comes from Frankly Speaking About Cancer, an award-winning educational series by the Cancer Support Community (CSC). You will see many references in this book to CSC’s Frankly Speaking materials, which are available for free on our website at www.cancersupportcommunity.org.


These tips can help you create a plan and framework for facing cancer. Remember, you are not alone as you go down this road. Rely on friends and family, your health care team, advocacy organizations, and community resources. They can provide answers, support, and guidance on all aspects of your treatment, care, and well-being.
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“Don’t read or believe everything you see on the internet. Surround yourself with positive people. Join a support group. Breathe. Everything’s going to be okay.”


—Lynn, chronic lymphocytic leukemia survivor
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Excerpt from Why Did I Come into This Room? A Candid Conversation About Aging




JOAN LUNDEN


An award-winning journalist, bestselling author, motivational speaker, and women’s health and wellness advocate, Joan Lunden has been a trusted voice in American homes for more than forty years. Lunden documented her battle through breast cancer treatment and wrote a candid and poignant memoir, Had I Known, about her experience.
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Photo by Daphne Youree


It’s not easy telling people that you have cancer, or any other serious disease for that matter. For me, it felt like I was flawed, no longer a healthy, vibrant individual. I remember sitting in the salon the day I got my head shaved. I wanted to feel like GI Joan but when I looked in the mirror, no getting around it, I looked like a cancer patient.


With some reservation at the outset, I decided to go public with my diagnosis in the hopes that it might give me the opportunity to make an important impact on women’s health. You know that saying, “The truth will set you free”? Well, that was certainly the case for me. As soon as I took my story wide, the breast cancer community reached out to me to speak around the country. I began documenting and sharing my cancer battle online. I finally felt like I was becoming a real warrior in my battle. This public campaign shifted my mental focus from my own personal cancer to the fight against all cancer.


It’s been said that helping others helps yourself. This was certainly true for me. My advocacy changed my breast cancer journey in the most positive way and my life was starting to take on a whole new purpose. As I was battling my cancer, I was helping others. I once read that when you overcome loss, you gain new strength. I just hoped I was as strong as everyone kept saying I was.


I traveled the country sharing what I’d learned on my journey. I went to Washington, DC, and knocked on senators’ doors to lobby for needed changes in health care policy. I had found a new community, the breast cancer community, and I was awestruck by the power and sense of loyalty that this unique sorority had. No matter where I went, whether to a conference, a breast cancer awareness luncheon, or to a Pink Run/Walk, it seemed that every female member was instinctually reaching out and checking on other women there, lending their advice or simply their strength.


Those wonderful women made me a better person. They taught me to more fully give of myself. They instilled in me a deeper, resounding compassion for each and every woman who walks our path. They made me more resilient. They helped me to believe I would beat my cancer, that I would make it over the finish line. And I did. I’m happy to report that after sixteen rounds of aggressive chemo, as well as surgery and six weeks of radiation, I remain cancer free.








RESOURCES TO HELP YOU GET STARTED


Cancer Support Community’s “Cancer Diagnosis? What You Need to Know”—Content and links to helpful resources to address concerns and questions that arise at diagnosis. www.CancerSupportCommunity.org/cancer-diagnosis-what-you-need-know


Cancer Support Community’s Frankly Speaking About Cancer: Making Treatment Decisions—A must-read for patients on the verge of making treatment decisions. www.CancerSupportCommunity.org/make-treatment-decision-right-you


Cancer Support Community’s “Tips for Newly Diagnosed”—Tips and video advice from people who have been where you are now. www.cancersupportcommunity.org/tips-newly-diagnosed




TEN TIPS FOR LIVING WELL WITH CANCER*
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*Adapted from Cancer Support Community, Frankly Speaking About Cancer: Metastatic Breast Cancer, February 2019, www.cancersupportcommunity.org/sites/default/files/fields/resource/file/2018-03/mbc_book_2018.pdf.
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CHAPTER 2
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Know Your Diagnosis and Stage of Disease


We sometimes think of cancer as one disease. But, in fact, there are hundreds of different types and subtypes of cancer. Each requires its own approach to diagnosis and treatment.


When you are diagnosed with cancer, one of the most important things you can do is to learn about the kind of cancer you have. Start by gathering as much information as possible about your specific type of cancer and the stage of disease. You can do this in two ways:




•Talk with your health care team. Your doctor can tell you the type, subtype, and stage of disease. Ask about both genetic (mutation) testing and biomarker testing, which we will discuss in chapter five. Your health care team can provide this information and explain what it means. You can also ask for a copy of your pathology report and any other lab or test results. A pathology report is written by a pathologist, a scientist who studies disease. In cancer, this is the doctor who looks at your cells and tissues under a microscope. Their report helps determine your exact diagnosis. All this information drives the decision-making process.


•Refer to trusted sources. Use the resources in this book and on the Cancer Support Community’s website to find the names of trusted websites and organizations where you can learn more about specific cancers. Your health care team can also recommend resources. Cancer is complex. You will learn a lot quickly. The more you learn, the more confident you will feel making treatment decisions.





DIAGNOSIS


The first step is to understand how your doctor has determined that you have cancer. Here are some ways that cancer may be diagnosed:




Biopsy: The removal of cells or tissues for examination by a pathologist to see whether cancer is present. The pathologist may study the tissue under a microscope or perform other tests on the cells or tissue.1


Blood test: A test done on a sample of blood to measure the amount of certain substances in the blood or to count different types of blood cells. Blood tests may be used to look for signs of disease or agents that cause disease, to check for antibodies or tumor markers, or to see how well treatments are working.2


Bone scan: An imaging procedure that uses a radioactive tracer to look for cancer or other changes in the bone.3


Computerized tomography (CT) scan: A series of detailed pictures of areas inside the body, taken from different angles. The pictures are created by a computer linked to an X-ray machine. This is also called a CAT scan.4


Magnetic resonance imaging (MRI): A procedure in which radio waves and a powerful magnet linked to a computer are used to create detailed pictures of areas inside the body. These pictures can show the difference between normal and diseased tissue.5


Positron emission tomography (PET) scan: A procedure in which a small amount of radioactive glucose (sugar) is injected into a vein, and a scanner is used to make detailed, computerized pictures of areas inside the body where the glucose is used. It is used to detect the location of cancers in parts of the body, where cancer cells use more glucose than normal cells.6


Ultrasound: A procedure that uses high-energy sound waves to look at tissues and organs inside the body. The sound waves make echoes that form pictures of the tissues and organs on a computer screen (sonogram).7





As your health care team diagnoses your cancer, they will also determine the stage and grade of your disease. Each cancer type is staged or graded differently. The purpose of staging is to find out if your cancer is confined to one area or if it has spread beyond the initial site to other parts of the body. Grade focuses more on how the cells look under a microscope.


Knowing the stage or grade of your cancer will guide the treatment plan. It will also inform the goals of therapy. For example, if your cancer is in an early stage and has not spread to other parts of the body, the goal of treatment may be to eliminate the cancer completely. If the cancer has spread to other parts of the body, the goal may be to shrink the tumor or slow the spread of disease.


STAGING


Let’s take a look at a couple of examples of how cancer is staged. One of the most commonly used standards is the TNM staging system.8 It is used for most solid tumor cancers, including breast, colon, and non–small cell lung. TNM takes into consideration:




Tumor (T): How big is the tumor? Where is it located? Has it directly invaded nearby tissue?


Lymph nodes (N): Has the cancer spread to the lymph nodes in and around the tumor site?


Metastasis (M): Has the cancer spread to other parts of the body?





Doctors look at the TNM numbers as a group. Because of this, it is hard to describe the stages in just a few words. For example, the stages of non–small cell lung cancer are as follows:9




Stage 0 (carcinoma in situ): This is a very early stage, marked by abnormal cells only in the air passages.


Stages IA and IB (1A and 1B): At these stages, the tumor is small and cancer has not spread to the lymph nodes. In stage IA, the tumor is 3 centimeters (cm) or less. In stage IB, the tumor is between 3 and 4 cm.


Stages IIA and IIB (2A and 2B): In stage IIA, the tumor is between 4 and 5 cm. It has not spread to the lymph nodes. In stage IIB, the tumor is smaller than 5 cm and cancer has spread to the lymph nodes on the same side of the chest as the tumor.


Stages IIIA, IIIB, and IIIC (3A, 3B, and 3C): In these stages, the cancer has spread to the lymph nodes. It has not spread to other parts of the body. The tumor may be bigger, or the cancer may be in an area that is harder to reach than cancers in earlier stages. Stages IIIB and IIIC are often treated more like stage IV cancers.


Stage IV (4): In this stage, the cancer has spread beyond one lung. It is in the other lung, the fluid near the lung or heart, or another part of the body. When it spreads, lung cancer can go anywhere, but often spreads to the brain, bones, liver, or adrenal glands.





Staging varies among cancers, even when the same system is used. Breast cancer also uses the TNM staging system, but doctors make subtle distinctions among the T, N, and M measures. To give you a sense, T has thirteen different levels, including one for a tumor that cannot be evaluated (TX). In 2018, the stages were updated to include biomarkers in staging. In other words, the same stage of breast cancer can look and act in many different ways.


Blood cancers are staged differently. Doctors use the Lugano classification for non-Hodgkin lymphoma, a cancer that starts in the immune system. The stages look like this:10




Stage I: This stage is divided between I and IE. In I, cancer is found in one lymph node area (such as the tonsils). In stage IE, cancer is in one organ or one area outside the lymph system.


Stage II: This stage uses the diaphragm, in the middle of the body, as a divider. The cancer is confined to either the top or bottom of the body. Cancer is found in two or more areas, either on top of or below the diaphragm. In IIE, cancer may be in one lymph node area and a nearby organ and the lymph nodes around it. It may also affect groups of lymph nodes on the same side of the diaphragm.


Stage III: Cancer is found in lymph nodes both above and below the diaphragm or in the lymph nodes above the diaphragm and in the spleen.


Stage IV: The lymphoma has spread widely into at least one organ outside the lymph system, such as the bone marrow, liver, or lung.





GRADING


When cancer starts in the brain, another approach is taken. Unlike lung cancer, brain tumors are graded using a system from the World Health Organization. The grade describes how the cells look under a microscope. Cells that look more abnormal grow and spread faster. Let’s take a look at the grades and what they mean:11




Grade I: The cells look normal and are unlikely to spread or grow. They usually can be removed by surgery.


Grade II: The cells look a little less normal than in grade I. They are still slow to grow and spread. After treatment, the tumor may come back at a higher grade.


Grade III: The cells look even more abnormal and may spread to other parts of the brain. The tumor is likely to come back at a higher grade.


Grade IV: The tumor is fast growing. The cells look very abnormal and easily spread within the brain.





After your cancer is staged or graded, you will spend time with you doctor discussing possible treatment plans and other next steps, which we will go over in chapter four.
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“The only way we could get any control was to get information. From the beginning, that is the approach we’ve taken: what do we know, what don’t we know, what are the possibilities.”


—Richard, ocular melanoma survivor


[image: ]





RESOURCES ON DIAGNOSIS AND STAGE OF DISEASE


These four organizations maintain updated content on cancer diagnosis and treatment, including disease staging. Enter the type of cancer on their home page and go from there. Disease-specific websites can be good resources as well. Refer to the resources at the end of this book for a more complete list of where to go for education and support.


American Cancer Society—www.cancer.org


American Society of Clinical Oncology—www.cancer.net


Cancer Support Community—www.cancersupportcommunity.org


National Cancer Institute—www.cancer.gov





1. Cancer Support Community, Frankly Speaking About Cancer: Metastatic Breast Cancer, February 2019, www.cancersupportcommunity.org/mbc.


2. NCI Dictionary of Cancer Terms, National Cancer Institute, accessed October 19, 2020, www.cancer.gov/publications/dictionaries/cancer-terms.


3. Cancer Support Community, Frankly Speaking: Metastatic Breast Cancer.


4. Cancer Support Community, Frankly Speaking: Metastatic Breast Cancer.


5. NCI Dictionary of Cancer Terms.


6. NCI Dictionary of Cancer Terms.


7. NCI Dictionary of Cancer Terms.


8. The TNM staging system was developed and is maintained by the American Joint Committee on Cancer and the Union for International Cancer Control. More information can be found at cancerstaging.org.


9. Cancer Support Community, Frankly Speaking About Cancer: Lung Cancer, June 2020, www.cancersupportcommunity.org/lungbook.


10. “Non-Hodgkin Lymphoma Stages,” American Cancer Society, last revised August 1, 2018, www.cancer.org/cancer/non-hodgkin-lymphoma/detection-diagnosis-staging/staging.html.


11. National Cancer Institute, “Adult Central Nervous System Tumors Treatment (PDQ),” accessed March 13, 2021, www.cancer.gov/types/brain/patient/adult-brain-treatment-pdq.
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CHAPTER 3
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Build Your Team


As the news of a cancer diagnosis sets in, you will have many medical appointments. Take time to prepare so you can get the most out of every conversation.


DON’T DO IT ALONE


We strongly recommend bringing a friend or family member to all your appointments. This person can be a second set of ears. They can help take notes and clarify information. Sometimes the sheer emotion of a cancer diagnosis can interfere with our thinking. It can be difficult to listen to health information and keep a clear head. This is where a loved one comes in. They can help ensure that you walk away with the information you need to process what you’ve heard and think about next steps.


It is important, however, to take the right person with you for these appointments. Some people like to bring more than one person, which is also fine. It is logical, for example, to bring a spouse or partner along. That person, however, may be as emotionally affected as you are by the diagnosis. Consider someone who is a careful listener and good notetaker. Find a person who will respect your priorities and values today, and as you move forward.


Discuss with this person in advance the role you are hoping for them to play. Let them know, for example, if they are there just to take notes or if they can assist in other ways. Would it be helpful if they asked questions? Let them know if you want them in the room for only part of the appointment. You may want some one-on-one time with the doctor for more private or sensitive matters. It may be useful to review with the person beforehand the list of questions and topics you want to cover.


In this chapter, we share some questions to ask as you look for the right doctor. In chapter six, we will discuss decision-making and offer suggestions for other questions to ask now and at critical points in the future.
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“Bring that notetaker because you will be surprised. As much as you think you are intelligent and you’ve got it all together, you will not remember something, or you and your spouse will remember it differently.”


—Mariann, breast cancer survivor and former lung cancer caregiver
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KEY QUESTIONS FOR THE DOCTOR1


These questions can help you decide who your doctor will be. A doctor should feel comfortable answering these questions. If they do not want to answer them, find another doctor who will.




•How much experience do you (the doctor) have in treating this specific type of cancer?


•Are you board certified in medical, surgical, and/or radiation oncology?


•Are you and your team up-to-date on the latest treatments for this type of cancer? What are the most recent advances? Do you conduct clinical trials here to treat the kind of cancer I have?


•Do you and the hospital where treatment will be provided accept my insurance?


•Do you have an oncology nurse and/or oncology social worker on staff to provide me with education and support?


•What other support services are available?


•How and when can we contact you or other members of the cancer team with ongoing questions? (Can we use email? Talk to you on the phone? Or will we only be able to talk to you directly during office visits?)


•Can you give us the name of another oncologist, for a second opinion?
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“It’s a whole team. It’s not just the doctor. Everyone has to be good at their jobs and you have to trust the whole group.”


—Laura, multiple myeloma survivor
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THE TEAM


As you begin down this road, you will see a team start to form around you. Your team may include your caregiver and others. Some members of the team are there because of your specific diagnosis and cancer center, and some are brought on by you. Each member of your health care team will take care of you in a different way. Here are some people who may be on your team and a bit about their roles:2




Medical oncologist: Diagnoses and treats cancer. They will oversee your treatment. Try to find one who focuses on the kind of cancer you have. For common cancers, this means someone whose practice is at least 50 percent dedicated to treatment of this cancer.


Hematologist: Diagnoses and treats blood cancers like leukemia, lymphoma, and multiple myeloma. Many medical oncologists also have training and are board certified in hematology.


Primary care physician: See this doctor for regular checkups and non-cancer-related issues like diabetes, hypertension, or asthma.


Oncology nurse practitioner (NP) / oncology physician assistant (PA): Can diagnose and treat medical problems and prescribe medicine. They may see you with your doctor or independently. This may be the person you contact with urgent questions or concerns.


Oncology nurse: A registered nurse (RN) who specializes in cancer. Often, they administer treatments and other medicines. They can help you understand your cancer diagnosis and treatment. They can be a good source of information and support.


Surgical oncologist: If surgery is recommended, look for a surgeon who specializes in that surgery. Ask how many times they have done that operation.


Radiation oncologist: Will manage any radiation treatments.


Radiologist: Oversees the scans used to diagnose and monitor you, including ultrasound, X-ray, MRI, CT scan, bone scan, and PET scan.


Palliative care specialist: Helps manage symptoms, pain, and side effects.


Oncology social worker: Can provide counseling. They can also help you with financial, transportation, and home care needs.


Psychologist/psychiatrist: Both can provide mental health care to support you before, during, or after treatment. A psychiatrist can also prescribe medicine.


Nutritionist/registered dietitian: Can help find foods to eat or ways to eat them to provide the nutrients you need. Look for a registered dietician (RDN) who has experience working with people with cancer.


Patient navigator/nurse navigator: Can help you talk with your health care team, help set up appointments, and help you get financial, legal, and social support.


Physical therapist/rehabilitation medical therapist: Can help treat physical discomfort that interferes with daily life. Some are certified in cancer.


Oncology pharmacist: Has special training in cancer medicines. They can teach you about drugs and how they interact. They can help you manage side effects. They also may help you find co-pay assistance or discounts.


Chaplain: Can offer emotional and spiritual support. You also may find support from clergy outside the hospital.





Try to collect and keep business cards from the members of your team. Ask them for the best way to reach them with any questions or concerns. Dealing with many people may feel overwhelming, but having a diverse and skilled team of specialists will ensure that you get the care and advice you need.
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“When I was diagnosed, an incredible team came together with one goal—to save my life. Becoming knowledgeable about my disease, course of treatment, and what I could do for myself was the best thing I could do to be an active part of my team and help us reach our common goal.”


—Andy, acute myeloid leukemia survivor
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RESOURCES TO HELP YOU GET STARTED BUILDING YOUR TEAM


American Society of Clinical Oncology—Find a cancer doctor on the website of the world’s largest professional organization for medical oncologists. www.cancer.net/find-cancer-doctor


Cancer Support Community’s “Caregivers”—Information and resources to get started when someone you love has cancer. www.cancersupportcommunity.org/caregivers


Cancer Support Community’s Frankly Speaking About Cancer: Making Treatment Decisions—A must-read for patients on the verge of making treatment decisions. www.CancerSupportCommunity.org/make-treatment-decision-right-you


National Cancer Institute (NCI)—Find a multidisciplinary care team at an NCI-designated comprehensive cancer center, a hospital or cancer center in the United States recognized for leading cancer research and care. www.cancer.gov/research/nci-role/cancer-centers/find





1. “Caregivers,” Cancer Support Community, accessed November 16, 2020, www.cancersupportcommunity.org/caregivers.


2. Cancer Support Community, Frankly Speaking About Cancer: Metastatic Breast Cancer, February 2019, www.cancersupportcommunity.org/mbc.









[image: ]


[image: ]


CHAPTER 4


[image: ]


Understand Your Treatment Options


Once your cancer has been diagnosed and staged, your doctor will begin to discuss a treatment plan with you. There are many ways to treat cancer. Your treatment plan may include one, two, or more forms of treatment. You may have them at the same time or one right after the other. For example, you might have surgery and chemotherapy, or radiation and immunotherapy. Or you might have a combination of drugs, including chemotherapy and immunotherapy.


Your doctor will recommend treatment based on what they have learned about your cancer. They will match this information with the accepted guidelines for the type of cancer you have. These guidelines are issued by expert panels and reviewers. Doctors also call this the standard of care or best practice guidelines.


Let’s take a minute to talk about the guidelines. In the United States, two key groups issue guidelines for cancer treatment:




•The National Comprehensive Cancer Network (NCCN) is made up of some of the top cancer centers in the United States. Its treatment guidelines address every disease and stage. The guidelines focus on treatment and follow-up. NCCN relies on published data but also gathers consensus from leading doctors and hospitals. These guidelines are easy to find and widely used.


•The American Society of Clinical Oncology (ASCO) also puts out clinical practice guidelines. ASCO is the professional society of cancer doctors in the United States. Its guidelines are also based on published data. They take into account the methods used in the studies. They offer advice on “a single question or a group of questions around an important topic.”1





Doctors also consult with each other before recommending treatment. When a case is complex or there are many options for treatment, a doctor may bring it to the hospital or cancer center’s tumor board. A tumor board consists of doctors, nurses, and other experts in the treatment of cancer. They look at cases together and discuss recommendations. The shared wisdom and experience of the multidisciplinary group can shed light on the best path forward. Your doctor may also talk with doctors from other hospitals. Or you may choose to do that yourself. In chapter seven, we will discuss getting a second opinion.
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“Take a deep breath and ask questions. Become your own advocate. Ask for information and know the right questions to ask your health care team. This is really important when deciding on a treatment plan. Especially ask about the short- and long-term effects of any treatment.”


—Dave, head and neck cancer survivor


[image: ]





It is important that you, too, are an active member of your health care team. Learn about your treatment options so you are prepared to take on cancer as a fully informed partner in your own care. Let’s take a look at some of the most common treatments for cancer:2




Surgery: Surgery is an operation to remove the cancer (or part of it) from your body. It is not always possible or helpful. When it is thought that the cancer can be completely removed, surgery is often the first treatment. The most common side effects are pain, fatigue, bleeding, swelling around the surgical site, and infection.


Chemotherapy: Chemotherapy (also called chemo) uses drugs to attack and kill cancer cells. These very strong drugs attack fast-growing cells like cancer. Chemo can cause side effects like hair loss, nausea, mouth sores, and low white blood cell counts.


Radiation therapy (radiotherapy): Radiation therapy uses strong energy beams, such as very strong X-rays, electrons, or protons, to kill cancer cells and shrink tumors. Radiation can also damage normal tissue or organs, so it is carefully focused to reduce that damage. You may experience redness, burns, or hair loss in the area being treated. Other possible side effects include fatigue, loss of appetite, and nausea.


Immunotherapy: Immunotherapy works by making the immune system stronger so it can fight cancer better. The immune system helps your body fight infections and other diseases, like cancer. But sometimes cancers learn how to avoid the immune system and grow anyway. Immunotherapy works to turn the immune system back on to fight the cancer. Common side effects include fatigue, skin problems, fever, and shortness of breath. Most side effects are mild, but some can be severe.




OEBPS/images/lineblock.jpg





OEBPS/images/fxii-01.jpg
Photo by Ece Ogulturk





OEBPS/images/partc.jpg





OEBPS/images/linec.jpg





OEBPS/images/logo.jpg
EEE
RenBelLLA





OEBPS/images/copy.jpg
CANCER SUPPORT
QU communITY

INITY IS STRONGE!





OEBPS/images/f005-01.jpg





OEBPS/images/linep.jpg





OEBPS/text/nav.xhtml


Contents







		Cover



		Title Page



		Copyright



		Dedication



		Contents



		Foreword by Jill Biden



		Introduction



		Section One: Just Diagnosed



		Chapter 1: Take a Deep Breath



		Chapter 2: Know Your Diagnosis and Stage of Disease



		Chapter 3: Build Your Team



		Chapter 4: Understand Your Treatment Options



		Chapter 5: Learn About Genetic and Genomic Testing



		Chapter 6: Make an Informed Treatment Decision



		Chapter 7: Get a Second Opinion



		Chapter 8: Ask About Clinical Trials



		Chapter 9: Get to Know Your Insurance Coverage



		Chapter 10: Ask to Be Screened for Distress



		Chapter 11: Ask About Fertility



		Chapter 12: Young Adults and Cancer



		Chapter 13: Set Up Advance Directives



		Chapter 14: Care for the Caregiver









		Section Two: Active Treatment



		Chapter 15: Time to Gear Up for Treatment



		Chapter 16: Learn How to Manage Side Effects



		Chapter 17: Talking to Your Kids About Cancer



		Chapter 18: Find Emotional Support



		Chapter 19: Build Your Digital Support Network



		Chapter 20: Focus on Nutrition



		Chapter 21: Exercise and Mind-Body Techniques



		Chapter 22: Focus on Finances



		Chapter 23: Sex and Intimacy



		Chapter 24: Managing Work and Cancer



		Chapter 25: What If Treatment Doesn’t End?









		Section Three: After Treatment is Done



		Chapter 26: Tools for Survivorship and Beyond



		Chapter 27: Survivor Care Plan and Medical Follow-Up



		Chapter 28: Managing Fear of Recurrence



		Chapter 29: Hospice and End of Life









		Acknowledgments



		Cancer Support Community Board of Directors



		Cancer Support Community Professional Advisory Board



		Cancer Support Community Affiliates



		Cancer Patient Advocacy Groups and Resources



		Federal and State Programs: Insurance and Employment



		Resources for Financial Support



		Glossary



		Index



		Notes



		Image Credits



		About Kim Thiboldeaux











Guide





		Cover



		Contents



		Section One: Just Diagnosed













		i



		ii



		iii



		iv



		v



		vi



		vii



		viii



		ix



		x



		xi



		xii



		xiii



		xiv



		xv



		xvi



		1



		2



		3



		4



		5



		6



		7



		8



		9



		10



		11



		12



		13



		14



		15



		16



		17



		18



		19



		20



		21



		22



		23



		24



		25



		26



		27



		28



		29



		30



		31



		32



		33



		34



		35



		36



		37



		38



		39



		40



		41



		42



		43



		44



		45



		46



		47



		48



		49



		50



		51



		52



		53



		54



		55



		56



		57



		58



		59



		60



		61



		62



		63



		64



		65



		66



		67



		68



		69



		70



		71



		72



		73



		74



		75



		76



		77



		78



		79



		80



		81



		82



		83



		84



		85



		86



		87



		88



		89



		90



		91



		92



		93



		94



		95



		96



		97



		98



		99



		100



		101



		102



		103



		104



		105



		106



		107



		108



		109



		110



		111



		112



		113



		114



		115



		116



		117



		118



		119



		120



		121



		122



		123



		124



		125



		126



		127



		128



		129



		130



		131



		132



		133



		134



		135



		136



		137



		138



		139



		140



		141



		142



		143



		144



		145



		146



		147



		148



		149



		150



		151



		152



		153



		154



		155



		156



		157



		158



		159



		160



		161



		162



		163



		164



		165



		166



		167



		168



		169



		170



		171



		172



		173



		174



		175



		176



		177



		178



		179



		180



		181



		182



		183



		184



		185



		186



		187



		188



		189



		190



		191



		192



		193



		194



		195



		196



		197



		198



		199



		200



		201



		202



		203



		204



		205



		206



		207



		208



		209



		210



		211



		212



		213



		214



		215



		216



		217



		218



		219



		220



		221



		222



		223



		224



		225



		226



		227



		228



		229



		230



		231



		232



		233



		234



		235



		236



		237



		238



		239



		240



		241



		242



		243



		244



		245



		246



		247



		248



		249



		250



		251



		252



		253



		254



		255



		256



		257



		258



		259



		260



		261



		262



		263



		264



		265



		266



		267



		268



		269



		270



		271



		272



		273



		274



		275



		276



		277



		278



		279



		280



		281



		282



		283



		284



		285



		286



		287



		288



		A



		B



		C



		D



		E



		F



		G



		H











OEBPS/images/cover.jpg
CANCERS

EXECUTIVE CHAIR OF THE CANCER SUPPORT COMMUNITY.

KIM THIBOLDEAUX





OEBPS/images/chapc.jpg
G
N





OEBPS/images/f008-01.jpg
MAINTAINHOPE
Hope can make each day a ltle better. Accept that some days vill be better than

others, bt try to enjoy small moments and do things that make you s
Evenifa cure is unlkel,look for ways to find hope where you can.

TAKE ONE STEP AT A TIME, AND MAKE ONE DECISION AT A TIME
IFife feels overwhelming, take small steps to find your best path, Talk,lsten, and
learn.In time, you will have the information you need to make the right
decisions for you.

REACH OUT TO OTHERS WITH CANCER
Its comforting o talk with people who understand what
youre going through. Try to connect with others online

PAY ATTENTION TO WHAT YOU NEED
B aware of your feelings. Focus on activties you enjoy.Try
o find humor in each day. Seck out people who help you [ )
feel rlaxed or happy. Spend time slone f you need to.
Some days you may not know what you need, and
thats okay, oo, Be kind to yourself

orinalocal support group.

AASK FOR SUPPORT AND ACCEPT HELP
WHEN IT IS OFFERED
Let your family and friends know how they can
support you. Be specific f you can. Consider
using an online platform and calendar such as
the Cancer Support Community’s MylifeLine
o stay organized and let friends know what's

BE YOUR OWN BEST ADVOCATE

Youmay feel frustrated by changes to your lif.
Talk with your medical team and your family and
friends. Work together to come up with a plan that
gives you as much control as possible over your

treatment and care.
needed.

FOCUS ON NUTRITION, EXERCISE, AND
MIND-BODY WELLNESS
Healthy food provides nutrients to help your body.

Exercise can lft your spirits, boost your energy, and
reduce stress. Medtation and mindfulness can bring a

COMMUNICATE EFFECTIVELY WITH YOUR
HEALTH CARE TEAM

Let your health care team know how you feel. Ask
questions and ask again if you dorit understand the
answers. Tell your team about your goals for treatment.

Be sure they know how your treatment and symptoms are
affecting your everyday lfe.

sense of calm. Even minor efforts can help you feel better.

KEEP A NOTEBOOK NEARBY

Use a notebook to keep track of side effects, take notes when you talk with your

health care team, and record financial or insurance details.

GET HELP FROM OTHERS, BESIDES YOUR DOCTOR
Expand your health care team to include a patient sdvocate and other
specialsts. A patient advocate or navigator can help you find resources,
manage insurance, and prepare legal documents. Other useful specialsts may include.
a nutritionist to help with eating. a psychologist or social worker for emotional distress.
physical therapist for weakness, and a palliative care specialist for symptom management.





