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Praise for Coping with Cancer in Early Adulthood



“Coping with Cancer in Early Adulthood is a heartfelt, easy-to-understand, practical gem filled with useful tips on seeking appropriate and developmentally sensitive cancer care. Young adults no longer have to go on their cancer journey alone. With myth-busting straight talk from Dr. Pozo-Kaderman, an experienced psychologist, young patients with cancer will feel validated that there is ‘no right way to feel’ about such a devastating diagnosis just at the moment when their personal identities are getting established. This book is a must-have in the office of every oncologist who treats young adults!”

—Maryland Pao, MD, Past President of the Academy of Consultation-Liaison Psychiatry and Clinical Professor of Psychiatry at Georgetown University School of Medicine, Washington, DC

“Coping with Cancer in Early Adulthood is a must-read for every young adult who is dealing with the existential challenge of cancer. Dr. Pozo-Kaderman has taken her decades of experience and expertise as a psychologist working with adolescents and young adults with cancer to create a comprehensive, thoughtful, and accessible resource for the growing number of young adults in the United States who are being diagnosed and treated for cancer. This book is extremely timely and an essential resource.”

—William Breitbart, MD, Chairman and Jimmie C. Holland Chair in Psychiatric Oncology, Department of Psychiatry & Behavioral Sciences at Memorial Sloan Kettering Cancer Center

“As an oncologist, I’ve seen firsthand the unique and significant challenges faced by young adults with cancer. This indispensable guidebook offers comprehensive insights and guidance that are crucial for patients navigating both treatment and survivorship.”

—Ann S. LaCasce, MD, MMSc, Director of the Dana-Farber/Mass General Brigham Fellowship in Hematology/Oncology and Associate Professor of Medicine at Harvard Medical School

    “This book is a remarkable compilation of wisdom acquired through years of Dr. Pozo-Kaderman’s focused commitment—and hours of listening—to the concerns of young adults with cancer. The style is so approachable, it reads like an extended conversation with Dr. Pozo-Kaderman. This book steps through the many stages of cancer treatment, anticipating the issues and questions likely to arise. I anticipate this book will be helpful not just to young adults but also to the cancer care teams dedicated to helping them.”

    —Lindsay Frazier, MD, Dana-Farber Cancer Institute Physician and Professor of Pediatrics at Harvard Medical School

    “Dr. Pozo-Kaderman has distilled decades of professional experience and wisdom into this thoughtful guide for young adult cancer patients. This book provides practical and hopeful guidance and should become an instant classic for newly diagnosed patients, their caregivers, and loved ones.”

    —Krishna Komanduri, MD, Chief, UCSF Health Division of Hematology-Oncology and Julius R. Krevans Distinguished Professor of Medicine at the University of California San Francisco
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Foreword

By William F. Pirl, MD, MPH

No one ever wants to hear they have cancer. But learning you have cancer as a young adult is especially jarring. Cancer complicates life—and life is already complicated.

While cancer treatments have had remarkable advancements over the last several years, our understanding of how to help people live their lives with cancer has also advanced. Research has shown that when people know what to expect, they actually have better experiences. Being informed can help you make the best choices, manage common side effects, and do the things you need to do in order to have the best possible outcomes.

However, information is also complicated, especially now, with a world of unfiltered material so easily available. Quick searches can result in despair after seeing something you can’t unsee and which might not even be related to your cancer. We are also flooded with health influencers who claim cancer can be cured with a smoothie, and conspiracy theories about why your doctor doesn’t want you to know about some healing fruit from the Amazon. It also seems like almost everyone knows someone who did something that made their cancer go away; they feel the need to tell you that whatever you are doing is wrong. It can be difficult, even for medical professionals, to sort through all this information coming from every direction.

One of the things people with cancer need to do is figure out an information strategy that works for them: a strategy in which they can get all the benefits of being informed, block out the noise, and not be overwhelmed with information overload. The foundation of this strategy should be your oncology team. Your oncology team can help you interpret any information you have encountered and let you know if it is relevant to you and your specific cancer situation.

I wish every young person with cancer had access to an expert like Dr. Pozo-Kaderman. Dr. Pozo-Kaderman has devoted her entire career as a psychologist to helping people cope with cancer. She leads a program specifically for young adults with cancer at Dana-Farber Cancer Institute. This book shares her knowledge and experience to make what can be an overwhelming situation more manageable. It assembles the essential information needed for young adults to live life with cancer, and it can serve as a trusted resource in your information strategy.







Introduction


“How could this happen to me? I’m so young.” “Am I going to die?” “How could my life change so abruptly in a second?” “How could this have been growing inside my body without my knowledge?” “What now?”



No matter your age, hearing the words “You have cancer” is a life-altering moment. For most people, it is impossible to comprehend anything said after those three words. You are flooded with emotions and a sense of unreality, and in that instant begin to ask yourself unanswerable questions. Your life is now divided into two halves—before and after diagnosis—accompanied by overwhelming feelings that may include terror, anger, and sadness.

Unfortunately, these days, more and more young adults like you are finding themselves in this situation. Despite overall improvements in care and survivorship, one trend has become apparent: According to the American Cancer Society (ACS), while cancer incidence has been in general decline during the past decade, the number of young adults with cancer—otherwise known as those with early onset cancer—has increased. I’ve observed this development firsthand in my more than thirty years as a clinical psychologist specializing in the treatment of cancer patients and their families. I am currently a senior psychologist and director of the Young Adult Program at Dana-Farber Cancer Institute, as well as a faculty member at Harvard Medical School. My coauthor, Saul Wisnia, has spent more than twenty-five years chronicling the experiences of cancer patients—a growing number of them young adults—as senior publications editor-writer at Dana-Farber.

What we’ve learned through our work is that your experience as a young adult with cancer is unlike that of children or older adults. Despite the fact that more young adults are being diagnosed with cancer than ever before, you have been all but forgotten when it comes to tailored guidance. Pediatric oncology patients (typically those eighteen and younger) receive their care in brightly colored clinics filled with toys and computer games to distract them and special programs to help their parents, siblings, and classmates better cope with and understand their diagnoses. Adults in their fifties, sixties, and beyond (who make up the largest share of the cancer patient population) are surrounded—at treatment, and often within their circles of friends—by peers going through similar experiences. There is no shortage of people ready to offer tips for dealing with side effects, rides to the clinic, or home-cooked meals after long days of chemotherapy.

As a young adult, on the other hand, you endure the shock of a cancer diagnosis and months or even years of treatment without the luxury of a large, supportive group of knowledgeable peers. Your friends, classmates, and colleagues can’t relate to what you are going through, and are often too busy dealing with their own lives at work, school, and home to lend much of a hand. Your parents will usually offer everything they can, including your childhood bedroom, but years (or decades) after living away, thoughts of returning to the nest can seem like another step backward when you are already feeling derailed from life. Many young adults may not trust doctors, who often initially misdiagnose or fail to investigate symptoms that could indicate cancer due to their lack of training or experience in treating young adults, among other possible reasons.

Coping with Cancer in Early Adulthood aims to finally speak to you—to give you the specific information, targeted support, and unique guidance you need to face this difficult situation. You’ll find advice on how to:


	Deal with a new diagnosis

	Assemble the best treatment team

	
Manage social isolation and well-meaning, but toxic, positivity

	Consider often-ignored but vital topics like fertility and sexual health

	Navigate the wide range of emotions that come at different stages of your cancer journey

	Understand common treatments, along with strategies to help manage side effects

	Handle treatment-related interruptions that can leave you feeling out of sync with your peers

	Move forward post-treatment to build a “new normal” at school, at work, and with your family, friends, and life partners

	Face fears of cancer recurrence



Along the way, you’ll hear from patients who have been where you are now. Their stories capture a diverse range of life situations and emotional reactions—but most important, they’ll show you that you’re not alone.

Wherever you are in your journey, Coping with Cancer in Early Adulthood can help you manage cancer’s emotional and physical toll and explore who you are post-diagnosis. This book will equip you with important information, but also suggest ways to ask others for meaningful support. It will help you find ways to cope and also remind you to be gentle with yourself. You may not be able to change the hand you’ve been dealt, but you can empower yourself to navigate cancer with knowledge and self-compassion.

—Cristina Pozo-Kaderman, PhD


Keep in mind that you can use this book however works best for you. You could read it from start to finish, or jump right to sections that address a specific situation you need help with at the moment. Feel free to linger longer on topics where you need extra support. Since we’re discussing very sensitive subjects, some sections might feel especially painful to read. If that happens, take a break if necessary, skip the section and return to it later, or discuss it with someone on your care team.









CHAPTER 1 What’s So Different about Cancer in Young Adults?


Everything seemed to be coming together for Daniella. Ten years out of law school, she was living in a new city she loved and working for a firm focused on labor law—her specialty. She joined a gym, began dating a new guy, and was starting to make friends.

When Daniella developed a cough and began feeling more fatigued than normal, she figured the cause might be allergies related to all the pollen in the early spring air. Only after the symptoms persisted for six weeks did Daniella finally go to a doctor.

“I didn’t have a primary care doc in town yet, so I asked around and found one,” Daniella recalls. “It took another month to block out an hour when I wasn’t in a client meeting, and when I finally saw the doctor, he just agreed that it was allergies and recommended I take my allergy meds more regularly.”

Daniella heeded the doctor’s advice, but as the summer months passed, her symptoms worsened. Her coughing eventually got so bad she couldn’t sleep.

“By that fall I developed a fever, and started feeling short of breath when climbing stairs,” Daniella explains. “I was thirty-seven and in great shape, so this made no sense.”

When Daniella’s symptoms also started including headaches, she figured they were stress related—as she was trying hard to impress her bosses by taking on more cases.

“The headaches were getting more painful, and frequent, but I was way too busy to go see the doctor again,” says Daniella. “I just tried to eat healthy, drink lots of water, and plow through it.”

Then, one night just before Thanksgiving, Daniella began shaking uncontrollably with what would later be determined was a seizure. When she told the ER doctors she had no history of seizures, they immediately scheduled scans. These revealed a tumor on her brain, and she was admitted to the hospital for a series of tests. Even after studying a brain-tissue sample, doctors could not confirm the exact type of tumor.

“They told me they thought it was cancer but were not sure how to proceed,” says Daniella. “I had already missed Thanksgiving with my family, when I was going to introduce them to my boyfriend. Now I felt like I was about to lose him, my job, everything. I was terrified.”

Daniella called her parents to tell them she “might” have cancer, and they flew in right away to be with her. They insisted their daughter be transferred to a major academic hospital where oncology experts could better assess the situation, and once she was moved, the diagnosis came quickly: Daniella’s tumor was the result of lung cancer that had metastasized to her brain. Neither she nor her parents were smokers, and she had never knowingly been exposed to secondhand smoke, asbestos, or other carcinogens, but she had now joined the growing list of early onset lung cancer patients—a group often misdiagnosed by doctors because of their age.

“I couldn’t believe this was happening to me,” Daniella reflects. “The only people I knew with cancer were my grandparents’ age. Now I figured I was probably never even going to get married or have kids, let alone grandkids. And what about my career? Forget about making partner. How could I have the energy to keep working at all?”


Young Adults with Cancer: The Forgotten Group

The “young adult” classification (which is often shortened to “YA” in medical textbooks and journals) can be a confusing one. The guidelines vary among different organizations and institutions, with most categorizing young adults as those aged either fifteen to thirty-nine or eighteen to thirty-nine. For the purposes of this book, we are defining young adult cancer patients as those ages eighteen to forty-nine. Our logic is twofold. Since fifteen- to seventeen-year-olds typically still live at home with their parents, and are not yet legally “adults,” they are still being followed by their pediatricians and treated in a pediatric oncology setting. Individuals in their forties, on the other hand, are often going through many of the same transitional life stages as people a few years younger, such as settling down or changing careers, finding a partner, raising children, or caring for aging parents.

This period from when you turn eighteen into your forties is one of tremendous growth, filled with excitement and challenges as you explore who you are and what you want to be. Like it was for Daniella, a cancer diagnosis can feel like a threat not only to your health but also to your future—and your autonomy. If you have children, or want to have them, the potential complications only increase.

Because young adults have just recently begun experiencing cancer in greater numbers, the healthcare community has not yet adapted to their unique medical and psychological needs. As a result, you might feel like you don’t belong anywhere. This sensation of not fitting in has its roots in how young adult cancer programs have developed over time. Historically, they grew out of the pediatric oncology world, since these programs already approached care from a developmental perspective and had an understanding of the stages and tasks expected at each age through an individual’s adolescence and early twenties. Most pediatric oncology clinics define a patient as a young adult starting at age fifteen, and have both professionals who are well versed in the needs of adolescents as well as programs specifically targeting teenagers. Pediatric oncology is also accustomed to providing family-centered care, and will include services and support for parents, siblings, and extended family and friends.

Adult oncology still had a tendency to lump all adults ages eighteen and older together until 2006, when research studies by the National Cancer Institute (NCI) confirmed that young adults seemed to respond differently to cancer treatment—and at times not as well—when compared to children or older adults with the same cancers. This data resulted first in a recognition that young adults represent an underserved and vulnerable population, and then a push to include more of them in clinical research.

In the twenty years since then, there has been a continued shift toward an acknowledgment that young adulthood constitutes a different and discrete life stage with unique psychosocial challenges. There is also now an emphasis on long-term follow-up of young adult patients; since individuals in this age group are living longer into survivorship, it is hoped that by studying them, the medical community can better understand the lasting effects of undergoing cancer treatment earlier in life. The media has also played a significant role in bringing attention to this group by highlighting the stories of young adult celebrities with cancer, including some in their late thirties and early forties who have children.




A Growing—and Alarming—Trend

How common is cancer in young adults? According to 2024 American Cancer Society (ACS) statistics, about 80,000 young adults ages twenty to thirty-nine are diagnosed with cancer each year in the United States—accounting for about 4 percent of all cancers diagnosed annually. About 9,000 young adults die from cancer each year, making it the fifth-leading cause of death in this age group, behind accidents, suicide, homicide, and heart disease. It’s also the leading cause of death from disease among females ages twenty to thirty-nine, and, for males, is second to heart disease.




Why the Rise in Cases?

Oncologists and cancer researchers are unsure of the reason for this increase in early onset cancers, but the numbers are concerning. As of 2024, for instance, colorectal cancer is the leading cause of cancer deaths for men under fifty—and the second-most common for women in this age group. Breast cancer is the most common cancer in women eighteen to thirty-nine. There are a lot of questions as to why the trend is occurring. A multitude of variables is perhaps contributing to this development:


	It may be genetic differences or mutations that have or have not yet been identified.

	Lifestyle variables including exercise and diet are another possibility, as the rise in early onset cancers has been concurrent with an increase in obesity among young adults—especially in the United States.

	Environmental factors such as pollutants and toxins are likely contributing factors.

	And, perhaps most concerning, is something supported by the experiences of patients like Daniella: Cancers are often not being diagnosed in young adults as early as possible, so the prognosis may not be as good.



Part of the challenge is that young adults do not fit into the typical screening guidelines for cancers not normally associated with their age group. Mammograms to screen for breast cancer are not usually recommended until age forty, and colonoscopies not until forty-five. Such screenings are what help physicians make a diagnosis—most often in the early stages of cancer. While a better understanding of genetic variables and family history has in recent years led the ACS and many other organizations to suggest lowering the recommended screening age, the problem remains that young adults are still being diagnosed with cancers that they and their healthcare providers do not expect.

Cancers previously associated with children, such as neuroblastomas (cancers typically originating in the adrenal glands), are being diagnosed in adults in their twenties and thirties. Because these cancers are so unexpected, it is hard for oncologists and other providers to intervene or to come up with new or revised guidelines. A tremendous amount of basic and clinical research today is focused on trying to categorize and group together the different variables, such as genetics, family history, and lifestyle and environmental factors, in order to devise new guidelines that could lead to earlier diagnoses in young adults.

Another issue is that while the number of young adults with cancer is increasing, the total number of these individuals is still low enough to limit our understanding. As stated earlier, just 4 percent of all cancers are diagnosed in people ages twenty to thirty-nine. Even if you look at the oldest group of young adults from the 2022 ACS report statistics—those thirty-five to forty-four—the number rises to just 4.8 percent. For many of the primary care physicians and other healthcare providers whose patients fall into these age groups, the percentage of individuals with cancer is small; the thought of such a diagnosis remains under the radar, and is often ruled out.




Understanding the Differences in Treatment Outcome

Despite the alarming trends in young adult incidence, there is some encouraging news about cancer in general: Tremendous advances have been made in cancer treatment during the past half century. According to the ACS, the number of long-term survivors—those living five years or more after diagnosis—has increased from 3 million in 1971 to 12 million in 2012 and more than 18.1 million as of 2024.

The management of side effects caused by treatments has also improved. While nausea during chemotherapy was once so common that patients were routinely handed vomit buckets before their infusions, today there are medications to take beforehand that largely prevent this. Hair loss is also no longer a given, and some treatments actually result in weight gain rather than loss. Pain is now addressed beginning at diagnosis and throughout the treatment trajectory, with special medical teams focused on cancer-related pain. Quality of life is also a major consideration today, with nutritional consults, psychosocial care, and integrative therapies such as acupuncture, massage, and meditation that help many patients feel better.

Challenges remain, however. There are different thoughts as to why (as the NCI confirmed in its 2006 findings) young adults respond differently—and often worse—to cancer treatment. Some basic researchers studying colorectal cancer, for instance, believe that there may be something different in the biological makeup of such a cancer when it’s diagnosed in younger versus older adults.

But for this and other cancers on the rise in the early onset group, such investigations remain a work in progress. The medical establishment simply does not yet have a full grasp of why—and how—this phenomenon is occurring, or what screening guidelines and lifestyle changes may best work to curtail it.




Factors That Lead to a Late or Missed Diagnosis

Everyone agrees that it would be best if healthcare professionals could determine potential cancer diagnoses as quickly as possible for young adults in their care. Unfortunately, the opposite often occurs. Following are some of the most common reasons for a delayed early onset diagnosis.


Lack of a Long-Standing Relationship with a Doctor

Because many doctors, nurses, and other clinicians see very few, if any, cases of cancer in their eighteen- to forty-nine-year-old patients, they have a tendency to not look for it—even in situations when a simple blood test could either confirm a diagnosis or at least send up a red flag requiring further analysis. As a result, early onset cancers are often misdiagnosed or not caught until they have advanced into a much more serious situation.

It’s not all the fault of the doctors, though. Part of the issue is steeped in the very nature of young adulthood as a period when individuals are moving away from their families of origin and developing their own lives—and may relocate numerous times due to jobs, college, and other circumstances. They are so busy that many of them don’t prioritize annual doctor visits, and they often lack a dedicated primary care physician (PCP) once they “outgrow” their pediatrician.

Contrast this with children under age eighteen, who are still typically under the care of their parents. Most have regular checkups at their pediatricians’ offices, and they and their parents tend to develop strong relationships with these doctors over time. Each school year, families are required to submit paperwork ensuring that all their children’s vaccines are up-to-date, and some states have additional requirements for students wishing to play sports. Such accountability means that children are routinely seeing their doctors once or twice a year for checkups and blood work, from grade school through high school. In addition, every high fever and broken bone will result in a trip to the pediatrician. Accordingly, there is a far greater likelihood that any major illnesses—including cancer—will be caught early.

Almost immediately after leaving high school, however, newly minted young adults go from having a group of dedicated healthcare advocates to a college or job where nobody is looking out for them medically other than their parents noticing a cough or raspy voice during phone calls. I am sure you can relate to this scenario: You start feeling sick or exhausted, and rather than go to bed, or to the doctor, you just attribute it to working too hard, studying too much, or having too much late-night fun with your friends. Some of you in college may not even know where the student health center is located on campus. If you’re at a new job in your twenties, you likely only go for annual physicals if your parents remind you.

If you’re in your thirties and forties, you are probably more focused on your career, taking your children to their pediatrician, or caring for elderly parents or grandparents than making your own doctor’s appointments. With so many competing demands, your own health is often put on the back burner.


Patient Voices

“As a young woman of color, it took far too long to be diagnosed. My cancer was rare, but it’s also because I wasn’t truly heard. I almost missed out on more life, more love, and more time with the people who make me feel whole. Cancer already isolates you, but the lack of cultural understanding in healthcare has a cost. Still, I chose to speak, to create, to keep going. Your life, your voice, and your purpose still matter.” —Shirley J.






Financial Concerns

Finances are another factor in delayed diagnosis. Although many young adults remain covered by their parents’ insurance up to the legal age limit of twenty-six, hefty co-pays and the need to submit claims for reimbursement are often enough to turn many of them off from doctor’s visits—even for yearly checkups.

Once you’re on your own, unless you have a job that provides insurance, you may take a risk and try to do without it. And even if you do have insurance, the need to reach high deductibles and cover co-pays may result in proper attention to healthcare losing out to more pressing monetary needs—like car and school payments, rent, and utility bills. Unless you have a partner who effectively takes the place of a nagging parent, things like sudden weight gain or loss or an unexplained spot on your cheek or arm may go unnoticed until they are found to be something worse.




Managing a Young Family

If you are a young adult with kids, you are likely putting your children’s medical concerns ahead of your own, just like your parents did, and giving even less attention to a throbbing headache, a persistent cold, or painful joints—all of which could be early indicators of more serious conditions including cancer. Money and time are tighter than ever for young families, and the logistics involved with finding (and paying for) childcare while you make a primary care visit often wind up resulting in no visit at all.




Factoring in Risky Behavior

An additional reason for late diagnosis in the younger age range is that this is a period of life when good health is routinely taken for granted. From age eighteen to thirty, people often feel like they can eat and drink what they want and stay up late partying on work nights and that nothing can stop them. And while young adults typically have a cognitive understanding of life and death, they lack a real emotional grasp of their own mortality. Dying, with the exceptions of wartime, freak accidents, and slasher films, is something that only happens to old people. The thought of death is not usually prominent in this phase of life.

Part of the reason for such an attitude, and a lack of appreciation for the risks and dangers looming out there for everyone, can be explained by the development of the human brain. We know that the part of the brain associated with understanding risk, planning ahead, and comprehending the consequences for our behaviors continues to develop until our mid-twenties—and sometimes even a little later than that.

Given these developmental and environmental factors, young adults at times may engage in what could be considered risky behaviors. They either don’t quite get the seriousness of such endeavors, or if they do, they understand that risk intellectually—but not behaviorally or emotionally. Some examples include extreme sports like skydiving, exploration of drug use, excessive drinking and vaping, and unprotected sex. All are much more common in this age range, across all socioeconomic classes, and not even those individuals considered “smart” from an intellectual or academic standpoint are immune. Because the emotional and social parts of their brains are still developing, they may not really get how such behaviors can impact their survival. For those a little older, perhaps in the typical age range for having children, the thought of dying and leaving kids behind does not fit our understanding of how life should work.

All of this explains why a cancer diagnosis is such a shock to young adults. In an instant, you are forced to go from thinking that you can do whatever you want to realizing that serious illness and death are not such abstract concepts for someone your age.






Feeling Out of Place in Oncology Spaces

Once their cancer is confirmed, young adults soon face another obstacle: feeling out of place at healthcare facilities unaccustomed to dealing with patients like them.

A child under eighteen who is diagnosed with cancer is typically treated in a pediatric oncology clinic, which often has separate areas for babies and toddlers, elementary- and middle school–aged kids, and teenagers. Clinic staff are trained to work with each different group, and to tailor discussion and activities accordingly. Often there are special outreach programs such as day or weekend trips geared specifically to teens under eighteen, who are recognized as a separate developmental age group within the pediatric population.


Young Adult Patients in Spaces Filled with Older People

Those individuals diagnosed at eighteen and older, however, are most often treated with older adults—particularly if they have one of the cancers like breast, colorectal, pancreatic, or lung cancer usually associated with older populations. Have you ever arrived at an oncology appointment, looked around the waiting area, and felt like everybody else wearing a patient wristband resembled your parents or grandparents? Has it seemed like these people were looking at you as if you were a caregiver, child, or grandchild accompanying someone to treatment—not a fellow patient? If so, you’re not alone. Many of my patients have had the same experiences, where they felt like their own wristbands were all but invisible.


Patient Voices

“Diagnosed at twelve and now living through my fifth recurrence at thirty-three, I’ve existed as a patient in both the pediatric and adult settings. I went from being stared at for being the oldest in the waiting room to getting the same looks for being the youngest. This transition also meant losing the whole-person pediatric care and entering the adult world, where I needed to be my own coordinator. People stare, questioning how this healthy-looking young adult could have cancer. But this has been my entire life.” —Jeremy P.







Young Adult Patients in Spaces Designed for Children

The experience is reversed if you’re receiving care in pediatric clinics. This most often occurs when someone in their late teens or early twenties is diagnosed with a cancer commonly found in children, such as a neuroblastoma or specific brain tumors. If you’re in this group, you are likely to be assigned to a pediatric oncologist because these doctors are most familiar with the treatment protocol for such cancers. Other families in the waiting area, however, might assume you are either a young parent or older sibling of a child getting treatment. Those who notice your wristband will routinely—and quickly—look away, unsure how to react upon realizing the individual across from them is in fact a patient.

Even the atmosphere and vibe of the typical pediatric clinic feels all wrong for young adults. It is overly bright, filled with toys, art tables, and staff speaking in the happy, high-pitched tones of grade school teachers. While this is an ideal environment to ease the fears of young children who might not totally understand why they are there, it is not the right fit for someone older who knows full well what lies ahead. My patients tell me that while they don’t blame the well-intentioned staff for acting this way, they can’t help but feel unheard and misunderstood. They also feel responsible, as the oldest ones in the clinic, to set an example for the younger patients by being stoic and not expressing their fear or even discomfort with needles and other procedures. In both these situations, the dilemma is the same: Right from the start, even before meeting their care team, they—you—already feel isolated and out of place. The great divide that exists between you and your healthy peers, who are charging ahead with their lives while your own life stands still, has extended into the cancer center.






Who Do You Turn To?

A supportive family and/or partner is always very helpful and comforting after a cancer diagnosis, but it’s also a complicated situation. Around the time you turned eighteen, you probably began to become more independent from your family of origin and develop your own sense of self. During very early adulthood, your primary support system typically becomes peers going through similar life experiences—you can encourage each other and commiserate over common problems.

A cancer diagnosis throws a wrench into this environment. Even with the rise in early onset cancers, facing such a challenge before age fifty is still quite uncommon. There are usually few—if any—peers who can understand the vulnerable feelings you are suddenly experiencing. Many of my early onset patients tell me that although they believe that their friends care, and want to support them, they don’t quite seem to know how.

As a result, your family of origin may again become part of your day-to-day life. While in some cases the best option for getting help with the tasks of daily living is having parents, siblings, or other close family members move in with you temporarily, in other situations, it might be you moving in with them. The latter comes with consequences that go beyond the inconvenience of squeezing into the twin bed of your childhood bedroom. After living independently, returning back to your family’s care can feel like a form of developmental regression. Even though you are likely extremely thankful for their help, it can be a difficult transition in the midst of an already tumultuous and scary period.

When your mom or dad asks for what feels like the millionth time if you need anything, you might even find yourself lashing out at them. If that’s the case, here is something to remember: Your family/caregivers care deeply for you. They will usually understand your mood changes and irritation. You may still feel guilty and know it’s unfair to be pushing your anger and frustration onto them, however, because you recognize this situation is also tough on them. It’s a very difficult dance.

My patients—and their parents—have often described to me a dynamic that develops in the first weeks after diagnosis. Because they are terrified with what is happening, parents sometimes become overly involved in their adult child’s care. In some cases they have to, and in other cases it’s because they don’t know what else to do. Regardless of the circumstances, it is challenging for all involved.

If you have a spouse or life partner, their relationship with your family can change too. Your partner might start to feel out of place, and become unsure of how to navigate your relatives or other caregivers, with whom they suddenly have a much different and more intense relationship. Whereas they might have felt on an even playing field with your parents before, it’s possible that they could now feel indebted to them, whether for logistical, financial, or other assistance. It all results in a very complicated dynamic, and the awkward combination of dependence and independence can become a source of stress for all involved.

Though there are likely to be some bumps along the way in your relationships post-diagnosis, try not to judge your—and others’—behavior too harshly. Everyone is doing their best in a very difficult situation. We’ll talk more about relationships throughout this book, because they are central to all phases of your cancer experience. We will also offer some tips, such as communicating directly and also kindly, that can help smooth out challenging habits or moments.




Looking Ahead

It’s clear that a new focus and emphasis on early onset cancer is needed as the number of diagnoses within this age group increases. Your young adult years are a distinct developmental stage of life filled with milestones and challenges that deserve targeted support. Additional medical research, further psychosocial studies, and new patient outreach programs can ensure that patients, their families, oncologists, and other clinicians can continue learning all we can.

In the meantime, you need to focus on your own well-being. Being diagnosed with cancer as a young adult, from eighteen years old through forty-nine, is an unexpected, emotionally traumatic, and consequential life event. This is traditionally a period of dramatic growth—a time to experiment, pursue professional and personal passions, and build your identity as an individual. A cancer diagnosis brings a sudden and shocking halt to the excitement, and you are often left wondering if you will ever be able to regain your momentum—much less handle the myriad financial, logistical, and other challenges to come. These are very common fears, and I hope the rest of this book can reassure you that you’re not alone while offering suggestions on how to best manage your journey.




Key Points


	The number of young people in the US with cancer is rising. We don’t know for sure the reasons for the trend, but it could be related to genetic, lifestyle, environmental, and other factors.

	Early onset cancer diagnoses are often missed or delayed, perhaps because of skipped annual physicals, symptoms being ignored, or barriers like lack of health insurance.

	Spaces like oncologist offices and waiting rooms—and many cancer-treatment programs themselves—are usually tailored either to children or to older adults, leaving young adults feeling out of place.

	A cancer diagnosis changes your relationships with those around you, even well-meaning parents, friends, and loved ones.











CHAPTER 2 Early Days


At first, Greg figured he was just working too hard. He was, after all, a twenty-two-year-old college student racing to finish his senior thesis while also juggling five classes and a part-time job. So when he started feeling very tired, having night sweats, and developing itchy skin, he chalked it up to his demanding lifestyle and how he was coping with it.

“I had been drinking more than usual as a way of relaxing and trying to have some fun,” Greg recalls. “Since the symptoms seemed exacerbated by alcohol, I thought maybe my body was reacting badly to all the drinking. I stopped, but it didn’t help.”

Eventually, after nagging from his girlfriend, Greg went to the campus health center. A nurse there said his problems were likely caused by stress, and suggested that he take a few days to rest and ask professors for extensions on his work. A few days later, when Greg noticed swelling in his neck, he decided to go to an off-campus urgent care center—where a doctor said his lymph nodes were likely enlarged due to an infection and gave him antibiotics.

“The antibiotics didn’t help, and it got to where I was so sick I couldn’t even function,” explains Greg. “When I went home for spring break, my mom made me go see my old pediatrician.”

The pediatrician ordered a complete workup, and Greg spent several days getting various tests done. Then he was called to come back in—this time with his parents. Greg was curious but not overly concerned. Maybe his childhood doctor was planning to lecture him in front of his folks about not burning the candle at both ends.

Then he heard: The initial workup suggested it may be cancer.

Upon the mention of that word—“cancer”—Greg became so frightened that he couldn’t even hear what the doctor said next about seeing an oncologist and likely needing chemotherapy. His heart was racing, he had difficulty breathing, his hands were shaking, and he became overwhelmed with emotion.

“I couldn’t remember the last time I had cried, but these feelings were like nothing I’d experienced before, and I just couldn’t stop them,” says Greg. “I’m thankful my parents were there asking questions and taking notes for me, because I felt out of control and helpless. At the same time, I also felt weirdly relieved—at least I finally had an answer for why I had been feeling so sick.”

Within the next several weeks, Greg was diagnosed with Hodgkin lymphoma (cancer of the lymph system). During this time, he regularly found his mind wandering. The constant texts and phone calls from family and friends only added to the stress. He understood they cared and meant well, but it was just too much. Once Greg’s frustration led him to start snapping at people, he chose to avoid them altogether and bury himself in schoolwork and his job.

“If I didn’t keep busy, I would start picturing myself bald and worrying about how others would perceive me,” Greg explains.

Even though Greg’s oncologist assured him that Hodgkin lymphoma was a “curable” cancer and that he would resume his busy life in time, it didn’t quell his fears and anxiety.

“I was already unlucky enough to get cancer in the first place, something that shouldn’t happen to a person my age,” Greg remembers thinking. “What if the treatment didn’t work for me?”


Riding the Emotional Roller Coaster

Being diagnosed with cancer is a tremendously emotional experience. A few of the many emotions you might encounter are shock, denial, disbelief, terror, anxiety, worry, sadness, anger, helplessness, hopelessness, and confusion.

Patients often ask, “Is it normal to be scared, angry, and depressed, sometimes all at the same time?” My answer is yes. If you were not distraught in such a situation, then I would be worried. It’s completely natural to be terrified upon hearing the word “cancer” in connection to your health. Some patients experience emotions they didn’t expect—for example, like Greg, you might feel a sense of relief after getting a diagnosis, because it provides an explanation for why you feel so awful.

Also as in Greg’s case, it’s common to undergo an onslaught of various emotions and fears immediately upon getting such news. The period from when a person learns they have cancer until their first treatment typically takes two to eight weeks, and during this time most young adults report feeling as if they are on an emotional roller coaster. You’re often waiting for tests and scans to come back that will determine the extent of your cancer, and living with the uncertainty can be excruciating.

You don’t yet know exactly what you are going to be coping with. Is the cancer confined to one part of your body? Has it spread locally, or is it in other organs? Just how advanced is it? As you ponder the possibilities, all of them frightening, you can find yourself overwhelmed with anxiety, worry, and racing thoughts. Patients sometimes say they are in so much fear that they can’t even get out of bed as they try to assimilate all this information.

When it comes to interacting with loved ones, newly diagnosed patients can feel wound up, irritable, and angry—often simultaneously. You know your family and friends are there to support you, and are trying to be kind, but you might feel like telling them to leave you alone rather than deal with answering the same questions over and over again. Sometimes it just feels like it’s too much effort to process it all, and your patience can suffer as a result.

At times you may also be overcome with sadness, and find yourself crying and thinking about your life. You might wonder, “Am I going to make it through this? Could I die? And if I die, what will that do to my family?” Then, at other times, the sadness might turn to anger and frustration. Here the question becomes: “Why is this happening to me—and why at this point in my life? Why do I have to deal with this at my age?” It can be a hard thing to wrap your head around.

Even if you don’t count yourself among the many new cancer patients who think, “Why me?”—a completely acceptable question—it can be extremely hard to focus, concentrate, and assimilate information after you’re initially diagnosed. You may find yourself struggling to get work done, because you’re consumed with thinking about your cancer. Everything seems like a great unknown, and feeling sad thoughts and crying are common. Some people lose their appetite, while others can’t stop eating. You might feel like crawling into bed and pulling up the covers, but sleep can be elusive—even when you’re exhausted.


Patient Voices

“One week after diagnosis, I wrote, It’s been a week filled with a lot of emotions; scared, angry, overwhelmed, anxious, but above all, a feeling of being truly blessed. I remember feeling like a deer in headlights, wide-eyed and overwhelmed with every new person I met, every test I had to endure, and every new piece of information I received. But I was also completely flooded with love from family and friends, and in amazement of the compassionate care I was receiving from doctors, nurses, and social workers.” —Jessica S.



Then, on top of it all, is the sense of shock and denial. It’s hard to believe this is really happening to you. Some patients tell me they have moments when they start reading or watching TV or playing a video game, and they are able to go into a state of hyperfocus or distraction—forgetting momentarily what they are going through. Then, of course, everything comes rushing back.

The key thing to know at this point is that all of these emotions are understandable. You know you have cancer, but there are likely still so many unknowns: the extent of the cancer and your prognosis, the details of your upcoming treatment, the possible side effects, and how you are going to deal with it all. While these feelings of anxiety and fear can be extremely uncomfortable, they can also be useful—and have been of service to humans since long before anybody knew about cancer.





Understanding Your Stone Age Brain

In terms of evolution, humans have been equipped to face threats to our well-being and lives since our cave-dwelling days. These automatic, adaptive responses were then used to help us survive dangerous situations—such as an animal attacking. The body readied itself to fight the threat, to flee or run from it, or to freeze (when facing predators such as snakes or big cats that respond to movement).

The same responses present themselves today, whether you are facing an oncoming car at a crosswalk or receiving a cancer diagnosis. Physiologically, your body prepares to defend you against the threat to your life. I like to refer to the process as tapping into your Stone Age brain. Think of that car, or that cancer, as a saber-toothed tiger bearing down on you. Your body’s automatic response to save you means all your energy is redirected to help you fight or flee from the threat.

Here are some of the common reactions I’ve heard described by patients facing a new cancer diagnosis, along with why it is adaptive to the fight-or-flight response:


	
Racing heart: The heart is pumping faster to more quickly get blood and oxygen to major muscles (leg, thigh, arm muscles) necessary to fight or flee (or sometimes flee and then hide/freeze).

	
Breathing changes/shortness of breath: The big muscles in our bodies (usually in our legs, thighs, and arms) need more oxygen and blood flow to help us confront or run from danger, and these changes ensure we get it.

	
Muscle tightness: Our big muscles tighten as more blood flows to them and prepares us to pounce into action. This can result in aches and pains, especially if we don’t run or flee.

	
Tingling fingers: Since our fingers are usually not needed when confronting a major threat, there is less blood flow to them—resulting in a tingling, numbing sensation.

	
Gastrointestinal distress: The body does not need to focus on digestion when confronting a potentially life-threatening situation, so resources are redirected away from that system. As a result, you may experience dry mouth, nausea, vomiting, or literally be “scared shitless” with diarrhea.

	
Urinary urgency: Again, under extreme stress, the muscles in your bladder relax. This explains why some people urinate on themselves when facing a threat to their lives.

	
Sweating and clamminess: It takes a lot of effort and resources to prepare for a threat, and sweating is a way for the body to cool off. It also makes you slippery if someone tries to grab you!

	
Lightheadedness: The key at this time is to not overthink or be indecisive. Action is imperative, so oxygen is being forced to our big muscles. That means there is slightly less of it available for our brains. This is not a dangerously low amount of oxygen; just a way of redirecting the body’s resources to where they are most needed.



These explanations offer an understanding of why you may have some or all of these reactions upon your diagnosis: You are receiving information that presents a potential threat to your life. I hope they can provide reassurance that your body is doing what it should to protect you.

Many of my patients experience a whole new wave of panic when they notice these physical reactions. They think, “Am I having a heart attack now, in addition to having cancer?” No, they are not. While you can’t literally physically fight or flee your cancer like you would a saber-toothed tiger or onrushing car, your body still responds this way. Humans have not yet evolved to react differently to threats in the environment that they can run from or physically overpower versus those that, while just as real and immediate—such as a serious illness, can’t be dealt with that way.

When you’re feeling particularly vulnerable, try to remember that what you’re experiencing is normal for someone facing a frightening and threatening situation—and while it may feel uncomfortable, you will get through it. In later chapters, we will discuss ways to help manage these feelings of anxiety and fear.





Beware Dr. Google

While you may be tempted to go blindly seeking answers online about your diagnosis in an attempt to quell fears and uncertainty about what lies ahead, do your best to avoid going down this rabbit hole. Only your oncology team truly understands your cancer. I have so many young adults come to sessions overwhelmed with anxiety about something they find online. More often than not, the information is either from an unreliable source, outdated, too general (and therefore nonapplicable to their specific cancer)—or a combination of all three.

Even if research found online is reported as having been published “this year,” it is likely not the most current findings. Most published research is the result of investigators tracking patients for a number of years to provide accurate response-to-treatment or survival data. By the time those findings have been published, there are already new studies being conducted with new agents and new clinical trials.

As you may have learned upon receiving what initially seemed like a specific type of cancer diagnosis—such as leukemia or sarcoma—even these cancers are subdivided. There are, for example, several different types of leukemia, such as acute lymphocytic leukemia (ALL), acute myeloid leukemia (AML), and chronic lymphocytic leukemia (CLL), as well as various different sarcomas. There is not just one type of lymphoma or brain tumor either, so it is important to keep in mind that treatments are tailored to the very distinct type of cancer you have. The NCI and ACS have very robust websites, but they may not have the detailed information needed to learn all you want about your specific cancer as it relates to young adults. Again—your oncology team knows your diagnosis and individual situation best. Writing down questions for your team and bringing these to your appointments is the best way to get accurate information.

One note of caution I feel is important to mention here: While it’s great that there is a growing number of young adults sharing their cancer journeys online through social media posts, personal blogs, and YouTube testimonials, be wary about taking advice they might provide. Everybody has their own ideas about what works best for them, but you should never try any approach—medical, nutritional, holistic, or otherwise—without first running it by your oncologist. If you think some of the tips or insights from fellow cancer patients sound promising, write them down to share with your team.




Second Opinions

If you have gotten a diagnosis from a well-regarded or recommended medical facility, you might wonder whether it is necessary to get a second opinion somewhere else. In short: Yes, it’s usually a good idea.

As we have discussed, young adult cancers are not common—and going for a second opinion at one of the many NCI-Designated Cancer Centers can be critical to your care. In addition, if you have been diagnosed with a rare or uncommon type of cancer, it’s especially important to try to get a second opinion at such a facility with oncologists experienced in treating rare cancers. These centers all receive NCI funding to deliver the most up-to-date cancer treatments to patients based on their laboratory and clinical research. Research suggests that being seen at an NCI-Designated Cancer Center, especially one focused on young adults with cancer, can actually impact chances of long-term survival for patients in this age group. Don’t worry about letting one potential oncologist know you’re seeking a second opinion; this is a sensible and entirely reasonable thing to do.

Even if you do not live close enough to an NCI center to receive all your treatment there, consider getting a second opinion. Some NCI facilities, although not all, offer the option of virtual visits for second opinions, and will review records and test results sent over by another clinical team. A distant oncology team can guide your care closer to home, and also keep you informed about new treatments, their availability, and access to clinical trials—research studies in which human subjects are given new drugs or drug combinations to test their safety and effectiveness against established treatments.





Learning a New Language

Before your treatment actually starts, the biggest challenge is often not becoming totally overwhelmed. There is so much going on—and so much information being thrown at you—that it may be hard to process everything.

Patients often tell me that when they first start going over their treatment plans, and hearing the names of which specific chemotherapy, immunotherapy, or radiation course they might be getting, it all becomes very confusing. Many don’t know the difference between one treatment and another, and it can feel like trying to learn a whole new language. In reality, that’s what it is. Even my patients who are physicians themselves are unsure of what’s what if they don’t specialize in oncology. The names of the drugs are unfamiliar, and there are so many new treatments constantly coming out that it is impossible for anybody not providing that specialized care to know them. One suggestion I give to all my patients is that they keep notes—on paper or on their phones—of any new terms, treatments, or drugs they learn about, and go over these with their team. You should do this too; think of it as your “cancer dictionary.”




Finding a Doctor Who’s a Good Match for You

Another strategy that can help you feel more confident as you navigate the early days of your diagnosis is to become an educated medical consumer. If you’re going to buy a car, or a house, you get information; you ask experts; you try out or get a feel for what you’re buying. If you’re looking for a new restaurant, or visiting a new city, you read reviews and look at photos before deciding where to go. But when it comes to unique medical care, there is no Yelp or Fodor’s guide to help.

This task is also one part of the cancer journey that is particularly challenging for young adults. Many healthcare professionals working in the cancer setting have limited, if any, experience dealing with this age group. The problem has only increased in recent years as breast, colorectal, and lung cancers have become more common among those ages eighteen to forty-nine. Now clinicians must deal not only with young adults facing cancers typically associated with both their age group and children, like sarcomas and leukemias, but also those diagnosed with what have traditionally been considered cancers of middle-aged and older adults.

It’s important to keep in mind as you seek out the best oncology center and care team that most cancers have very specific protocols and treatment plans shown to be effective for that cancer. The National Comprehensive Cancer Network (NCCN), a not-for-profit alliance of leading US cancer centers focused on patient care, research, and education, has also established explicit treatment guidelines. There are NCCN guidelines and protocols to follow for all types of cancers, and these are carried out at healthcare facilities nationwide.

That said, it’s vital to make sure your potential oncologist is familiar with not just cancer, but your type of cancer. There is a lot of variability, even within NCI-Designated Cancer Centers, but by posing some questions—to yourself and the specialist—you can find out if a doctor is a good match.




Questions to Ask Yourself

One of the biggest keys to finding the right specialist is how you feel when talking with that person. This is something you can usually get a handle on by asking yourself some basic questions about them:


	Do they take time to answer your questions?

	Do they understand and support your concerns?

	Do they look you in the eye when talking to you?

	How do they interact with you? With respect, or do they talk down to you?

	Do they or their team follow up after your appointments to see how you are doing?



All these things are important to think about, because this person is going to be a big part of your life for the foreseeable future. You need to know you can trust them, respect them, and be yourself around them.


Questions to Ask the Doctor

I suggest asking questions of your clinical team before the start of treatment. In fact, think of it as a job interview. If you’re hiring someone, you’re looking for the best candidate to work with—someone who understands your company’s products or services and knows all about how they function. It’s the same with you and your cancer, only in this case, the interviewee’s knowledge of the “product” could have potentially life-altering implications.

Another factor in these interactions is that your understandably heightened anxiety can interfere with your ability to remember and assimilate information. To mitigate that challenge, write down your questions and bring along a family member or friend (or have them join virtually) to help you record or recall the information provided.
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