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When you look ahead it may seem too hard.


Look again.


Always look again.


—Mary Anne Radmacher









AUTHOR’S NOTE


This book is intended as a guide for cancer patients and caregivers, based on my own experiences as a young-ish breast cancer patient. It has been reviewed by an oncologist for spelling and clarification, but any mistakes are entirely my own. It is not intended to replace medical care; rather, it is a supplement to help you navigate the world of cancer.









INTRODUCTION


I am a Stage IV inflammatory breast cancer survivor. I went from perfectly healthy (lots of yoga, lots of broccoli) to not feeling great to being told I had an extensive tumor in my left breast and cancer that had spread to my lymph nodes and potentially a rib. I was given roughly three to five years to live, all at the age of thirty-seven. With the help of an incredibly diligent family and a team of brilliant doctors and a tiny green chemotherapy clinical trial drug, I’m still here. It is not an exaggeration to say it’s a miracle that I’m alive. I am a survivor, and I am grateful.


Every cancer experience is unique, but as this book will show you, some of the moments along the way are universal. By way of introduction to me—the person hoping to gain your trust and guide you through this mess—here’s the concise tour of my treatment: I was diagnosed with inflammatory breast cancer (IBC) in November 2012. What makes inflammatory different from other types of breast cancer is how the cancer cells move: The malignant cancer cells block the lymph vessels in the skin, causing redness and swelling in the breast. A rare cancer that spreads rapidly, IBC is diagnosed in approximately 5,000 women in the United States every year. For those who like details, my cancer was ER-positive, PR-positive, and HER2-negative, and I was found to carry a mutated BRCA2 gene. I began chemotherapy within two weeks of diagnosis. When three rounds of Adriamycin/Cytoxan failed, I was told that a clinical drug trial was my only hope. I got into a Phase II clinical trial after being rejected five times. I was finally accepted into a non-randomized, non-placebo-controlled trial for a PARP inhibitor drug called veliparib (made by AbbVie, a spin-off of Abbott Laboratories) at the City of Hope National Medical Center in Duarte, California. To participate in the trial I was required to travel from Northern California to Southern California every week for six months to receive chemotherapy treatment and the accompanying scans and blood work. I had to leave my two young children with my husband, my mom, a babysitter, or my sister for anywhere from one to three days depending on the week. It was torture, mentally and physically.


When my counts were good, some visits ended with just a blood test and then a return trip to the airport, but other visits ended with a round of chemotherapy (Gemzar or carboplatin or both). I had to keep a trial-drug diary listing the dosage, time, and any side effects, as well as follow strict dietary and lifestyle guidelines. The financial and emotional toll was high; there was no insurance or financial coverage for the travel, only the treatment itself. Family, friends, and complete strangers donated air miles, rental car points, hotel rooms, and their time to travel with me. The treatment ended up working—it shrunk the tumor and qualified me for a non-skin-sparing double mastectomy, prophylactic salpingo-oophorectomy (removal of the ovaries and fallopian tubes), and removal of nineteen lymph nodes. That was followed by almost three months of intensive radiation therapy and then breast reconstruction one year later.


My surgery in August 2013 had “clear margins,” which means the surgeon got all the detectable cancer surgically. (Cancer cells were described to me by one surgeon as “stars”; the surgeon’s job is to remove the stars that have spread out in the targeted area. They get as many of those suckers as possible, but there might be one or two lingering that they can’t find.) I have been disease-free since surgery, but I will always be Stage IV because after that number ranking they never “downstage” you; that’s your number for life. I still see my oncologist every three months, still get blood work and scans three to four times a year, and will be on hormone therapy for the rest of my life. After about two years on the trial chemo drug, my oncologist took me off it (it had done its job, and the doctor feared that long-term use could cause another secondary type of cancer).


With that one phone call from Dr. Kelley in November 2012, I suddenly entered a world that I had always studiously ignored: the medical world. I hate to have my teeth cleaned, much less sit in paper gowns in waiting rooms and bare all. I used to be so terrified of doctors that I’d break into hives across my chest, causing the doctors to immediately test for allergies. I didn’t feel like myself for a couple of months before I went to my GP (general practitioner); I blamed it on being a tired mom. I felt pain in the left side of my chest and noticed some changes in my left breast, and after a round of antibiotics was ineffective, my doctor referred me to a breast surgeon. At no point did I think it could be cancer; everyone kept saying, “Cancer doesn’t hurt.” I barely got to the breast surgeon for a diagnosis; I tried to put off the appointment so I could help cook that year’s Thanksgiving dinner. Dr. Kelley called me the morning after Thanksgiving at 7:00 AM to deliver the news. She told me she didn’t like to do it over the phone, but she was in Georgia, and could I please sit down.


Within one hour of that phone call my husband and I were driving to the hospital so I could be admitted for tests and immediate treatment. I was so sick so quickly that much of it occurred in a blur.


Before I was diagnosed, I didn’t even know there were types of breast cancer, or even grades of cancer. I was completely, blissfully oblivious to the world of cancer other than the snippets I had heard, read, or seen on television. I started taking notes in a journal on my laptop, writing down my fears and frustrations when I could (especially during the wicked bouts of insomnia created by chemotherapy), and my sister and husband took detailed notes at every appointment. But what I craved (besides icy cold lemonade) was honesty. There are a lot of whispers and pained looks that surround a cancer diagnosis. And there is a lot of silence.


In those first months, I talked to nurses and doctors and X-ray technicians and survivors, but what I didn’t hear was anything particularly helpful regarding the day-to-day stuff. I wanted to hear—or to read—what was really going to happen. What will it feel like to get a needle stuck in my armpit? What will I say to my kids when they ask what happened to my hair? What could I eat? What would chemo feel like? What would radiation do to my skin? What would I look like without breasts? I love nothing more than a plan and a list, and neither was in sight.


I remember so clearly sitting on an exam room table speaking to a radiation oncologist at the MD Anderson Cancer Center in Houston—we were there to get a second opinion—and she looked at me and said, “This fucking sucks. It’s okay to cry and say it. Forget the pink warriors. You have cancer and it sucks.”


And that was what I craved—to hear someone say something honest about what was happening. I felt so alone, and so isolated, and the only thing I wanted was answers. Books had come to my aid during pregnancy, before job interviews, when I needed to learn a language; my whole life I turned to books for answers. Why not this? The best I could find during the initial steps of my diagnosis were somber hospital brochures titled “Coping with Cancer,” filled with photos of half-smiling patients and their caregivers drinking tea.


I needed something else, something honest and at times funny; something real and usable but also a companion, a friendly voice in your ear on a bad day; something that points out the absurdity of your “new normal”; something that addresses the grim specifics that everyone else seems to gloss over; something to flip through when you’re wondering “what to expect” from doctors, family, friends.


When I was first diagnosed with cancer, I pictured the Hollywood version of my sick self: a scarf on my head, a blanket on my lap, and an IV in my arm, with one doctor and a few nurses hovering and a family that supported me and cheered me up. Basically me, but bald and slightly nauseous.


It’s not like that.


It’s a team of doctors, endless nurses, endless scans and blood draws and procedures and confusion and frustration and exhaustion. And that’s just the first month.


Now I know that life will never be the same again after a cancer diagnosis. I know you will wish, hope, pray for things to reset and go back to “normal,” but they won’t. I know now that cancer changes everything.


Oh, how I wish someone had told me that on day one. How I wish someone had given me a book that said it all, in honest/grave/mordantly funny language, and saved me a lot of time and whiplash.


I wish someone had written this book.


My family and I had to educate ourselves while fighting for my life. I didn’t have the time or energy for support groups (many of us don’t). The research my family and friends did, together with real intel, bits of advice, and vignettes from young survivors, is what This Is Cancer is about.


This is everything I have to share on the subject; what I heard and liked, what got me through the appointments, the assaults on my body, and the general shittiness that is being a cancer patient. I want to help you get through this, the most surreal, infuriating journey you’ll ever be on. And honestly, I can’t stand the word journey—I prefer the term road trip. (Imagine a cross-country trip in a covered wagon, in the dead of winter, with an old mule pulling the wagon mile by excruciating mile . . . while cars whiz by.)


Still, this isn’t a memoir or a pink ribbon “go, fight, win” book. It’s something you can stick in your purse or bag and pull out while you’re waiting, and waiting, and waiting in the infinite number of waiting rooms that are in your future. You don’t have to read it cover to cover, or even finish the entire thing. It’s the one book you should be able to laugh with and feel relieved—relieved—to read. To feel “me, too.” To feel heard, when no one else in the whole entire world can possibly know what it’s like to be you right now.


Now, three-plus years in, and armed with more than my fair share of cancer experience and the stories of others, I have put together this book for first-timers that they desperately need, that I desperately needed.


A book that says things like:


•  Chemo will be like the flu times a thousand and will leave a lingering chemical taste in your mouth for months.


•  Your children might not look at you when your hair falls out.


•  There is no limit to what you will put yourself through when told it might save your life.


•  Stay away from the Internet. And don’t let anyone tell you “what they looked up” about your diagnosis.


•  You’ll be surrounded by people but you’ll feel lonely, and alone, sometimes.


•  Lexapro is Tylenol for the soul.


•  You won’t be able to manage your life without an entire community helping out, and this will go on for much longer than you think.


•  Always question, always persevere.


Said another way, This Is Cancer is a chronologically ordered primer, a “what to expect when you’re expecting” reference book for the diagnosis you don’t want but are stuck with. This is the book that you and your loved ones or support system keep in your “heading to the hospital bag,” because it tells you what’s going on and keeps you company. Fasten your seat belt and let’s get to it.









PART 1


DIAGNOSIS









CHAPTER 1


WELCOME TO CANCERLAND


You will remember the moment of your diagnosis like some people remember where they were on 9/11, or when President Kennedy was shot. You will remember every detail, with great clarity. I don’t think it ever goes away. Who tells you, and who designs the road map, kicks off this chapter: the doctors. Think of it as getting into the car before a cross-country drive with a total stranger: You’re not sure what music he likes, she might get carsick; he wants to drive all night without stopping, or she wants to stop every hour. Your life is somewhat in your doctors’ hands, so it’s good to know a few things about their role before it all begins. You can’t fully know all of their quirks until you hit the open road, but I’m going to make sure you know how to suss out as many as possible.


The other elements in this new world you’ve entered are also explained here: nurses, medical centers, paperwork, waiting rooms. And finally, how to pay for it. Because this road trip isn’t free, and it’s better if you can plan for the bills now that will start filling the mailbox later.


MY DOCTOR IS GOD, MY DOCTOR IS MORTAL


Let me start by saying I’ve always been intimidated by doctors. I was always nervous and uneasy sitting on that paper-wrapped exam table. Add the word oncology and a few PhDs to that scenario and you’ve got what I call Doctor Nervous Syndrome. Signs of this syndrome include not telling your doctor every single symptom, not questioning their instructions, and worrying more about their time than yours. I never thought I was allowed to not like my doctor, or question their treatment, or be offended by their behavior. I felt like I was assigned this person and they seemed smart and people respected them so let’s get this show on the road.


It was only as things started going wrong in my treatment (read: the tumor wasn’t responding as expected) that I discovered I could in fact speak up, that my time (particularly given my diagnosis) was precious, and if anyone should be uncomfortable it should be them worried about me. I suffered from DNS for many years but was cured a short time after my cancer diagnosis. What helped me get over it was the increased familiarity with my surroundings, getting the lay of the land, and accepting that I was in this situation and would be for a while.


I also came to realize that oncologists in general are not huggy types, that even with a serious diagnosis they don’t get too personal, and that they won’t necessarily want to hear about your kids. I wanted a cheerleader and a fighter in my oncologist, and eventually I found one, but it took a few tries. This is essential for your treatment, not only physically but mentally as well; they don’t need to be your best friend, but they should exhibit some emotion and confidence that sits well with you. You need to trust your doctor and feel comfortable with them, and, ultimately, feel safe with them. If that isn’t the case, look for a new provider; there isn’t time to waste.


Allowing your doctor to be a human is hard unless you’ve been raised in a medical family, which I think changes the dynamic and comfort level. There are doctors who will give you their cell phone numbers and actually encourage you to use them, and those you’ll speak to only through the switchboard or their nurse (one doctor even told me she wouldn’t be available one weekend in case I had any side effects from chemotherapy because she’d “be on the mountain, skiing with the kids”).


When and if you get to interview a doctor, consider these details: their bedside manner and their staff’s attitude (nursing staff and front desk staff). You’re going to be there a lot, so if they’re acting like they’re doing you a favor, move on to the next doctor. Also weigh whether they are a specialist or researcher. Specialists have more knowledge about a particular cancer than a general oncologist. Researchers are even more familiar with things like new treatments and drug therapies, but they might have limited hours (they spend more time in the research lab and have less availability for seeing patients).


Specialists are not like other doctors—they aren’t in the office every day. They usually have surgery or research days and then clinic days, which is when they see patients (they can also run late on clinic days if they’re checking on a surgical patient or if they’re across town at their research lab). Ask your doctor which days they are available for patients. Also, if you’re being treated at a larger medical facility, you will make all your appointments through a scheduler. He or she will coordinate the different appointments with your oncologist and can also sometimes help coordinate appointments in various departments so you can fit as much as possible in one visit.


If your preferred doctor’s practice is full and they can’t accommodate you, first, ask for referrals. Second, keep trying. I knew one patient who was told that her preferred doctor’s practice was full. But she called the office so often that the oncologist relented and offered to consult via video conference. This is also where word of mouth comes in: Email everyone you know, work with, go to the gym or to church with, to see if anyone knows anyone who can help you get an appointment. (For more on word of mouth and second opinions, see page 34.)


When you show up for your appointments, don’t be shy. Ask the doctor(s) to explain anything you don’t understand. You have to participate in this road trip. (You may not be driving, but you can call out from the backseat.) It may sound simplistic, but asking questions is often the best way to get over your own DNS. Often a doctor either gives a general statement (“You’ll feel sick after this round of chemo”) or an insanely complicated medical explanation (“Decrease in the lytic component of the left anterior fourth rib adjacent to the costochondral junction”). If you don’t understand or you don’t have enough information, ask!


Let’s finish by discarding the term “doctor’s visit.” You are no longer visiting; you are officially a citizen of Cancerland.


BEST CANCER HOSPITALS IN THE UNITED STATES


“Best cancer hospital” is a loaded term. Do you have lung cancer? Colon cancer? Paranasal sinus cancer? The “best” hospital for you is the one that is most familiar with your particular type of cancer. Getting human recommendations, from both doctors and patients (rather than taking advice from the Internet), is the first best step. If you are a researcher by nature, you can check the annual U.S. News & World Report’s “Best Hospitals for Cancer” list, on their website. (It’s not a fail-safe go-to but rather another piece of research.)


Besides a hospital’s reputation, other factors to consider are the geographic location (can you get there easily, or would you need to uproot your family and relocate?) and the size (often a large medical center can coordinate treatment with a smaller hospital that’s closer to you). A “high-volume” medical center will most likely have more advanced treatment options than a center who only sees one or two cases a month. Also, consider the support services that are available during and after treatment: Some medical centers offer patient centers with alternative therapies and social services in the same location. These are all questions to ask.


LANGUAGE BARRIERS


When you or your loved one is dealing with cancer, you have to learn a whole new medical language, but if you already speak a language other than English, it can be twice as challenging. Don’t hesitate to request translation or interpretative assistance (interpretative assistance refers to verbal assistance, while translation refers to written materials). This wouldn’t be a surprise; at least 350 different languages are currently spoken in U.S. homes, according to a 2015 U.S. Census Bureau report. Hospitals, medical centers, and HMOs often have their own language services, but you might have to contact your city or county to locate language assistance. (Both federal and state law requires that access to a medical interpreter be provided for all patients.)


As with most things in Cancerland, the sooner the better: Tell the scheduler on the phone when making your appointments that you need interpretive or translation services; tell the front desk staff, the nursing staff, and the doctor(s). The medical world refers to patients who need language assistance as LEP—limited English proficiency—and it’s added to your medical chart.


The translators are often referred to as medical interpreters or medical linguists. (Sometimes the hospital uses freelancers, which need to be scheduled in advance.) It’s crucial that you have a solid understanding of the medical issues, particularly related to prescription medication. Language is a well-documented barrier to health care in the United States, according to the New England Journal of Medicine. Some states have strict guidelines for certifying medical interpreters, but it varies by state.


NURSES: THE GOOD, THE BAD, AND EVERYTHING IN BETWEEN


Oh, nurses, I love you dearly and yet sometimes you frustrate me. You soothe, you medicate, you advise, but sometimes you can be mean and moody. Often it feels like dealing with a three-year-old; sometimes the nurses are all smiles and sometimes they might as well scream, “You’re not the boss of me.” In general, nurses are amazing, supportive caregivers. Still, paving the road is a good thing; smiling first is never a bad idea.


You will meet many different kinds of nurses on this road trip, including oncology nurses, nurse practitioners, advanced practice nurses, registered nurses, nurses’ assistants, clinical nurse specialists, nurse anesthetists, nurse navigators, nurse case managers, licensed practical nurses, and surgical nurses. They all have a different vibe, and you’ll get to know the nuances; nurses in the ER are completely different from the clinical nurses who run drug trials, and the oncology nurses could not be more different from the recovery room post-op nurses in the hospital. They take care of so many details: explaining certain procedures, calling in prescriptions, checking surgical scars, and generally acting as a go-between for you and the doctor. Remember, the nurses are all there to support the team, which includes you, and they usually have more time than the doctors to go over quality-of-life issues. Talk to them and ask away; they usually have insight and knowledge that is hard to find elsewhere.


As I hit bumps in the road—bump after bump—there were nurses who understood when I needed to get a quick answer to a question, or needed a sympathetic ear, a little bit of encouragement, or a distraction. The radiation oncology nurse was so kind and thoughtful when I showed her the rash that had developed that I thought she was going to cry. (She also returned my calls without delay, even on her days off.) The “plastics” nurse always chatted me up as she was injecting saline into my breast expanders, trying to distract me from the syringe being plunged into what was formerly my nipple. The oncology nurse at City of Hope gave me a huge smile and a hug on my final infusion day, high-fiving me as I walked out of the room.


I suggest bringing gifts of food to the nurse’s station: cookies or pizza, or bins of popcorn or pretzels, especially if you’re staying over in the hospital. As with everything in life, being rude gets you nowhere. It’s the nurses who administer medication, but be ready to argue if you still feel pain, especially in the middle of the night in the hospital. Be aware that if there are any issues about medications, the nurse must contact the doctor to clarify or get clearance, and they might not want to call the doctor in the middle of the night. Hospitals are not always models of continuity, so when the shift changes you might have to start all over with explanations and describing your symptoms to the next nurse. Just be ready to repeat yourself.


PAPERWORK: PASSPORT FOR CANCER PATIENTS


Bring a pen. That is my number one piece of advice when you’re heading to the doctor’s office or medical center. Even though medical records are moving to electronic format, you will still have to fill out hundreds of pages of documents once you’re diagnosed. It’s paperwork: some long, some short, some financial, most of it medical history. If your health insurance is through a health maintenance organization (HMO) such as Kaiser Permanente, you will most likely only have to fill out forms once since the medical information is typically integrated.


Pen and paper (and computers) are as much a part of cancer as blood tests. The endless forms will make your head spin. Patient forms, liability waivers, and clipboards are the norm. I tried to read every line of every piece of paper, which was sometimes alarming. But I wasn’t always in the best state of mind. Be sure you have someone with you to go over the forms.


To keep it all straight, it helps to make a cheat sheet with answers to the most common questions: what medications you’ve been on, both prescription and over-the-counter; any allergies; any adverse reactions; symptoms; for women, date of last menstrual period; family history of major illnesses like strokes or diabetes; names and contact information of other physicians you’ve seen. (You can also include details such as your blood type and your normal blood pressure.) You will be handed clipboards with papers again and again, and you will swear you already filled this one out, but it’s useless to protest. Just consult your cheat sheet, fill it out, and hand it to the front desk.


The most intimidating paperwork moment for me occurred when I started my clinical trial at City of Hope. A staff member walked me and my family into a room that looked like it belonged in a bank: dark wood paneling, plush rugs, a perfectly green potted plant in the corner, a leather blotter on the desk. And then the paperwork began, this time pages and pages and pages to be signed with a big black pen. (If you’re entering a clinical drug trial, there is even more paperwork with all kinds of scary fine print.) If I hadn’t known any better I would have thought I had just taken out a mortgage (which I kind of did, in the form of tiny green chemotherapy pills). I was thrilled to be there for treatment, but this was a surreal experience.


There is also paperwork that you must carry around and present at each medical appointment. Three must-haves for your patient visits: your medical record card (most larger hospitals and medical centers issue them to patients at the first appointment), your health insurance card (if applicable), and your driver’s license or state identification card.


WAITING ROOMS: THE HOLDING TANKS


Waiting rooms will be your new neighborhood, your new coffee shop. Wherever you hung out the most before you got sick, the time you used to spend there will now be spent in doctor’s offices and hospital waiting rooms.


There are two levels of waiting rooms: the outer waiting room and then the inner exam room. The outer room is like an airport waiting area, and the inner is the sanctum, onboard the plane. The thing about the second room is it’s not exactly freedom—you’re not in the air yet. Once you’re in, you’re one step closer. But then you’re just waiting in a cloth or paper gown. You will wait; it’s not a matter of if, it’s a matter of how long. My worst day of waiting was close to three hours in the inner exam room. (My father raised me to take reading materials—books, magazines, newspapers—wherever I go, and that has gotten me through a lot of waiting.) Make sure to bring your own; the magazine selection is usually better in the second room, but there are no guarantees.


There are also two sub-levels of waiting rooms: waiting to see the doctor and waiting for a procedure or an infusion. The shortest waiting time I ever had was for radiation, and that’s fairly common; patients are seen at exact times because the setup of the machine takes so much time and precision. (For more on radiation therapy, see Radiation 101 in chapter 4.)


Part of the general bureaucracy of the medical community is the wait time for each particular doctor: some are notoriously late and some are notoriously on time. At my oncologist’s office there is a large white board that lists every doctor and the average wait time. I love this; at least you can grab a coffee or walk around the block instead of sitting in the room getting irritated. (The front desk might even be convinced to take your cell phone number and call you when the doctor is almost ready to see you.)


The remarkable thing to me about waiting rooms is the wide array of entertainment. Some have flat-screen TVs and fresh magazines from the actual current year, and some even have Wi-Fi. Others have ragged ten-year-old magazines and prison-like TVs bolted to the wall, and no sound. Some medical centers have lending libraries, generally full of thrillers and romance novels, where patients and their caregivers can borrow, read, and return books (it’s the cancer book swap). When you walk in the front door, ask the volunteers at the information desk—who are often bursting with information and eager to tell you all about the hospital—about any lending libraries on site.


As for food and drink, some waiting rooms have a water dispenser, coffee, tea, and even juice. Some just have a lone drinking fountain and sad Styrofoam (yes, Styrofoam) cups. Bring a large water bottle just in case. Some have ample chairs—one would think that would be a priority for a facility frequented by sick people—while others have so few it’s like everyone is playing musical chairs whenever someone disappears to the bathroom or the cafeteria. People do pack their own food, but beware the patients that bring in the buffet. If your sense of smell is sensitive, pick a chair down the hall. I’ve seen feasts worthy of a banquet hall in large hospital waiting areas. When you do pack a snack, keep in mind that it should be something that can sit for hours without refrigeration, won’t smell awful when opened (like tuna), and is relatively easy to eat in front of people (skip the peas in the pod and peanuts in their shell). There is nothing more irritating than listening to—and watching—someone eat peanuts in their shell when you feel as sick as a dog. Don’t do that to your fellow patients.


The other element of the waiting room is listening for your name to be called. It’s like a twisted game show: When the door opens and a nurse appears, everyone kind of tenses and leans forward to hear their name called. Sometimes you wait so long you’ll answer to anything. “Barbara Long?” the nurse calls, and you, Jane Smith, almost shout, “Yes, yes, that’s me!” They give you about three shouts before they move on to the next patient, making the experience akin to flying standby. The adrenaline is flowing and you’re darting your eyes around, sizing up the competition. It’s the strangest feeling, because logic tells you that you’re all there for the same reason and the doctor has to see everyone eventually. But somehow the pressure of that twenty-minute differential takes over, especially when you’re having a bad day. For me, that meant I could get outside twenty minutes earlier and do something remotely more fun than being poked and prodded. Or get to the airport for an earlier flight home.


There’s also a certain hierarchy to the waiting room. There are character types that exist no matter where you’re being treated. There’s always the sickest, longest-reigning patient who loves to talk about their medical condition and one-up you (I call them either The Queen Bee or The King); one with a cluster of relatives that take up half the chairs; one sleeping patient, often snoring; one glued to his or her cell phone; one watching an iPad at top volume without headphones; and one watching the television like it’s God himself, even if the sound is off.


CANCERSPEAK, PART 1: A TRANSLATION GUIDE


They speak a different language in Cancerland. Here are some basic terms and phrases you will hear repeatedly in the oncology world during your road trip, and what they really mean. Think of it as a translation guide.


DOCTOR: “I’m concerned.”


MEANING: He/she is very concerned, borderline terrified.


NURSING STAFF: “The doctor will be with you shortly.”


MEANING: The doctor will be with you in two to three hours.


DOCTOR: “This medication should help with the discomfort.”


MEANING: “You can try this first, but we both know you’ll be calling me tomorrow because it either won’t work or it will make you throw up.”


PATIENT: “This medication isn’t working.”


DOCTOR: “It should be.”


MEANING: “You’re sure you’re taking the right dosage?”


DOCTOR: “I’ll need to see you for a follow-up in three weeks.”


MEANING: “Start calling my scheduler this instant and pray that in three weeks you’ll be able to make it for a 7:46 AM appointment, which really means 10:45 AM, and then we still might have inconclusive results.”


DOCTOR: “You might feel some discomfort.”


MEANING: This will hurt like hell.


DOCTOR: “I’ll need you to fast for that blood work.”


MEANING: No form of water or food shall pass your lips for twelve hours prior to the needle being stuck in your arm, so you’ll need to stay away from the kitchen or sit in the car with your eyes closed and try not to imagine a buttery croissant.


BLOOD TECHNICIAN: “I can’t find the order in the system.”


MEANING: “I have to call the resident, who will call someone else, and on and on, and it will take thirty minutes to reach anyone who knows anything, so settle in with a magazine.”


ONCOLOGIST: “We need to get you into a trial.”


MEANING: Your regular chemo protocol or regimen isn’t working. You need to make sure that they find you a non-randomized, non-placebo controlled drug trial in the United States. This means you know you are receiving the actual drug (not a placebo). Also, you’re running out of time. (This is what happened to me, but other patients seek trials to prevent recurrence or myriad other reasons.)


DOCTOR: “The tests came back negative.”


MEANING: This is a positive thing, as in, good news. (You want to be positive in your attitude and negative in your tests, I discovered.)


THE COST OF CANCER (LITERALLY): MEDICAL BILLS, FEES, AND FINANCES


Having cancer is expensive. There’s no other way to say it. Hopefully you have health insurance, which can defray the costs significantly, or you have money saved up. If not, don’t despair; there are ways to find help, so don’t let financial worries derail your focus on treatment. Cancer treatment involves hundreds of office visits (and often hospital stays), laboratory tests, and other medical tests, which leads to thousands (or hundreds of thousands, or even millions) of dollars in medical bills. Whether it’s insurance co-payments or medical center bills, it all has to be paid. The American Cancer Society cites an Agency for Healthcare Research and Quality (AHRQ) study that found overall expenditures for cancer treatment in 2011 were $88.7 billion. Half that cost was for outpatient and doctor visits, 35 percent was inpatient hospital costs, and 11 percent was for prescription medications.


If You Have Health Insurance


Health insurance is an insanely complicated subject that I can’t do justice to here. But here are some basics. Medical treatment is paid in one of two ways: (1) through your health insurance company, where you pay the premiums, co-pays, and any deductible, and the company reimburses the provider (the doctor, hospital, laboratory, or other provider); or (2) you pay the doctor or hospital directly, then get reimbursed by the insurance company. An HMO is treated like a health insurance model: You pay a monthly premium and maybe a deductible, depending on the plan you’ve purchased.


Few people read the fine print when they buy health insurance, but you need to be on top of every detail of your policy. If you’re not up for handling the details and talking to the insurance company, sign your insurance company’s medical disclosure waiver so your partner, spouse, family member, or other designated person can talk about your case on your behalf.


If you, the patient, have to pay up front and deal with the bills yourself, I strongly suggest finding a family member or friend who can help you. You simply won’t have the energy to manage the bills that will arrive almost weekly from the insurance company and the hospitals and the laboratories. (The paperwork I found particularly amusing was the notices from the insurance company that said in bold letters, “This is not a bill.” All it meant was that a bill was coming.) Keeping track of all this paperwork requires concentration and organizational skills, neither of which you will have in the throes of chemotherapy, or radiation, or after surgery. A well-organized set of folders on your computer—or even three-ring binders or expandable file folders—will be key to keeping things organized. Keep folders for medical information and a record of tests, procedures, and office visits, as well as folders for bills and insurance records. Match the financial binder with your medical binder, where you keep your own set of CDs containing your scans, office visit summaries, and lab results that the medical center gives you.


You can, and should, request that the insurance company assign you a “concierge,” case worker, or case manager who can help manage your case, meaning the bills and co-pays and forms—the mountain of paperwork that is about to be generated. It’s comforting to have the name and number (or email) of an actual person you can turn to with questions or when you face a roadblock from a doctor or hospital.


Keep in mind that some medical practices and medical centers will require proof of insurance before they’ll see you, and if you have not cleared the prior authorizations they will expect payment the day of the appointment. That is why it’s crucial to know exactly what your coverage includes and the co-payments, referrals, and authorizations that will be necessary.


Your Health Insurance Policy: The Fine Print


These are the details of your health insurance policy that you need to find out immediately after you’re diagnosed (call the customer service number on the back of your insurance card for the quickest way to get answers):


•  Are there pre-authorizations or prior authorizations required for any procedures or treatments prescribed by your doctor(s)? If treatment is denied, you need to be ready to gather more information in order to appeal (and preferably have your doctor get involved).


•  If you have a fee-for-service plan (a.k.a. an indemnity plan), what is the yearly deductible and what is the co-pay percentage?


•  Are second (and third, if needed) medical opinions covered? (See page 34 for more on second opinions.)


•  If you’re considering participating in a clinical trial, what kind of follow-up care will be covered under your plan? (For more on clinical trials, see chapter 4.)


There are also federal laws that require health insurance companies to pay for specific procedures. For example, the Women’s Health and Cancer Rights Act (WHCRA), passed in 1998, requires group health plans and health insurance companies that offer mastectomy coverage to pay for reconstructive surgery after mastectomy. (This does not apply to Medicaid and Medicare recipients, however.) For more on reconstructive surgery after mastectomy, see Breast Reconstruction in chapter 4.


You can get detailed information about WHCRA from the Department of Labor (DOL) Employee Benefits Security Administration website (http://www.dol.gov/ebsa/publications/whcra.html).


If You Don’t Have Health Insurance


If you don’t have health insurance, you are among 41 million uninsured Americans (a US Census statistic from 2014). The Affordable Care Act (ACA), passed in 2010, requires that every American be deemed eligible for health insurance, regardless of preconditions or other factors; go to the HHS website for complete details. The American Cancer Society also has detailed information for patients about how the ACA affects cancer patients and their families (www.cancer.org/acs/groups/content/@editorial/documents/document/acspc-026864.pdf).


Needless to say, your first question to the doctor who is offering a possibly lifesaving drug isn’t “What does it cost?” but rather “How can I get it?” It could be a pill, or a prescription, or an office visit. But the costs do add up quickly (be prepared to pay not only the cost of the drug but a facility fee, doctor fee, and drug administration fee). And the bills continue even after you are sent home cancer-free: follow-up visits and tests can go on for at least six months after your last treatment and may last for years.


But even if you’re facing what can seem like huge, insane, and overwhelming medical bills, know that there are many, many organizations out there—nonprofits, foundations, and others—that can help patients prepare, deal with, and sometimes pay for, cancer treatment. Some help patients write a financial plan; some help with cancer treatment-related costs such as travel or childcare; and some will help pay for treatment directly. Some medical centers have endowments specifically set up to assist patients in need. (See the Resources section for more specific information.) It’s just like college financial aid and scholarships: It’s out there—you just have to know how to go after it.


Some medical centers have social work services or licensed social workers that can work with you for a reduced or no cost (and some can even help you by phone if you are too sick to come to the office or if you live far away from the medical center). These services can help with things like:


•  Applying for short- or long-term disability


•  Understanding your health insurance policy


•  Finding other grant money and local programs that you might qualify for


Many foundations and programs fund patients on a local level, making it impossible to list them all here. For example, the Firefly Sisterhood (www.fireflysisterhood.org) is a nonprofit that helps breast cancer patients who live in Minnesota. In Washington, DC, the Whitman-Walker Health Center’s Mautner Project provides direct services to members of the LGBT community who have been diagnosed with cancer, including transportation to treatments, patient navigation, and other assistance. Call them at (202) 745-7000 for more information. (See Resources for more programs like this.)


The Hidden Cost of Cancer


Besides medical costs, there are hundreds of random (and often unexpected) fees and costs that come with being a cancer patient. And there are many nonprofits that can help with these specific costs; see the Resources section for more specifics.


Here’s the short list of fees and costs to help you prepare:




	Parking fees. Parking can become a major cost. Ask your doctor if you qualify for a temporary disabled parking placard, which can get you free or reduced parking fees. It’s a fairly simple procedure: The doctor fills out a form; you go to your local DMV with the paperwork and receive the placard. Display it on your rearview mirror; it’s generally valid for six months. It can make all the difference if you have to walk only one block instead of ten; when you are tired and sore from radiation, every ten feet counts. Your new placard might also qualify you for free or discounted parking in hospital lots, city lots, or airports; be sure to ask the parking attendant.


	Taxis, car service, tolls, or public transportation.


	Gas costs, particularly if you are driving great distances to treatment.


	Costs of over-the-counter medications, including creams and bandages.


	Pharmacy delivery fees if you need to have medication delivered.


	Food and beverage costs at the hospital (particularly if you’re traveling for treatment).


	
Any fees required to obtain medical records.


	Medical “accessories” like lymphedema sleeves or compression stockings. These are often available over the counter and then reimbursed by your health insurance company. But the up-front costs can be high: For example, a set of lymphedema sleeves cost around $200. Be sure to ask your doctor for a prescription for these items.


	Cost of wigs, hats, and scarves if you are undergoing chemotherapy.


	Childcare costs.


	Physical therapy, which insurance will often not cover completely.


	Psychotherapy or mental health costs, also often not completely covered by insurance.


	Any alternative therapies you might be trying to help minimize side effects of treatment, such as chiropractic care, acupuncture, or hypnosis.


	Any clothing you may need to accommodate treatment or recovery, such as button-front tops, elastic-waist pants, or new shoes if your feet swell.


	Food costs at home. If you’re not receiving meals from friends and you don’t feel like cooking, you will most likely eat take-out food. Also, if your treatment affects your mouth or your ability to swallow and you can only consume liquids, you will need a food processor or blender to puree foods.





If you use credit cards for cancer-related expenses it’s easy to run up debt. If you need credit counseling, contact the National Foundation for Credit Counseling (www.njcc.org). They provide free, confidential advice about managing credit card bills and payments. See Resources for more information about organizations that can provide credit counseling or financial assistance.


FIRST OPINION


Not everyone seeks more than one medical opinion when they receive a cancer diagnosis. Whether you choose to or not, know that it is your decision. This is not the time to worry about hurting anyone’s feelings or to enter into medical center politics. It’s your body and your right to talk to as many doctors as you want. That said, this is what usually happens after you get your first opinion or diagnosis: The oncologist generally meets with her or his colleagues in a weekly meeting called a Tumor Board. (I originally thought patients were invited and possibly refreshments were served; they are not and no.) Most oncology groups have four or five specialists that focus on a particular type of cancer, including an oncology surgeon and a radiation oncologist. The doctors discuss the case and treatment and come to a conclusion about a treatment plan.


Then the oncologist assigned to your case meets with you in an exam room to deliver the news. They go over test results and present the treatment plan. Bring someone with you (husband/wife/partner/family member) to hold your hand and take notes. Write down everything they say, even if the doctor says he or she will write it for you. Written notes are crucial, particularly when you’re piecing everything together in the very beginning.


The oncologist will generally focus on immediate treatment; for example, if you need chemotherapy, surgery, and radiation, she’ll tell you in detail about the chemotherapy plan and then send you to the surgeon’s office and the radiation oncologist’s office to meet them and discuss their specific plans. If surgery won’t happen immediately, the surgeon will give you brief details and then schedule a more detailed meeting as your treatment progresses and a surgery date is actually scheduled. (I talked briefly to a surgeon upon diagnosis, and the thought of surgery scared me more than anything. And then I had to think about it for eight more months.)


I highly suggest you avoid the Internet at this point; I can’t say this enough. Going online to research anything about your condition can only end in tears, unless you happen to have a medical background, are married to a professor of medicine, or have access to a medical library. And even then, I wouldn’t advise it. You can come up with all sorts of ideas that lead to scary places. (The same goes for any friends trying to “help” by looking up your diagnosis.) Yes, knowledge is power. But you must educate yourself from reputable sources only. That is the only reason I’m alive today, my sister reminds me constantly. We had no idea about the options available, but my family found knowledgeable people who pushed and pushed until we found something that offered a chance at survival.


SECOND OPINION


If you decide you do need to either confirm a diagnosis or get another option for treatment, you can opt for a second opinion. This is particularly true if you have a type of cancer that is unusual or aggressive, and if your health insurance covers it. Insurance companies are all over the map on the topic, though: HMOs, for example, usually don’t pay for patients to seek opinions outside the HMO, while other insurance companies require a second opinion before treatment can begin. Remember, you always have the time for a second opinion. This is your illness, and you still have a say in what is happening to you. Whether to get one or not is a matter of personal preference, but if finances or geography are the only things preventing you from seeking out another option, find a way to make it happen. There are so many resources and foundations that can help with the cost; even crowdfunding has become an option for individuals to raise money for medical costs. (See Resources for organizations that can help fund the cost of getting a second opinion, including any travel that may be necessary.)


Before you seek a medical center or doctor for a second opinion, do some research. The most critical research my family did was to ask around about the reputation of the various medical centers and doctors; it becomes clear fairly quickly who the respected hospitals and doctors are in a particular field. If there’s a doctor that is well-known in the field, try and get in touch with them. Call, email, fax—whatever you can do to fight for contact. The worst thing that can happen is they say no.


Just be aware that your primary physician or oncologist might not be thrilled by the news that you’re seeking another opinion. This shocked me, particularly because I was literally fighting for my life. I remember very clearly watching my sister and husband on the phone trying to get medical records from my oncologist’s office, and they put up resistance, as though we were asking them to do us a favor. And when I got on the phone myself, it was still a struggle. It was unbelievable, and distressing, and not a good way to begin the “road trip.”


And be ready: Getting a second opinion requires getting an entirely new set of scans, blood work, and everything else—basically starting over at another medical center. You will need all of the original test results and your medical record as well. Make a list of questions before the appointment, including asking the doctor to verify the original pathology and diagnosis and explain any differences in treatment approach.


And be aware that the second opinion might be the same as the first. But that’s the risk (and the benefit). Differences among medical centers can be significant, both in research and faculty. This is normal; how one medical center approaches a surgery might be entirely different from another center with a new surgeon who has learned a cutting-edge technique. And geography plays a part: A smaller rural hospital might not have access to the machines and equipment that a larger urban facility does. This is particularly true with radiation therapy. For example, right after I was diagnosed it was the standard procedure at one facility to tattoo patients with a small dot to mark the area for later treatment, but doctors at another medical center told me they “don’t do that anymore.”


A third opinion is also an option. Again, if you have a rare type of cancer or diagnosis, a third opinion is commonplace. You will need yet another set of records and scans to bring with you, but you will also have to complete another round of tests and scans at the third medical institution.


To me, the hardest part about hearing multiple opinions were the moments when the doctors disagreed. I had family members with me at all the meetings and appointments, and they took notes for me. But deciding which opinion to listen to was an overwhelming situation, to put it mildly. At one point, when faced with two options in two different cities, I asked my oncologist, “If I were your daughter, what would you have me do?” And when he told me his answer, I chose that one.


Another aspect of diagnosis I was completely unprepared for was medical photography—commonly used in specialties like plastic surgery and dermatology. Some large medical centers have medical photographers that photograph the part of your body that has cancer (in my case, my breasts) as part of the initial exam. The breast cancer photos are from the neck down—the goal is to photograph the cancer and not your face—but it was a total surprise to me when a photographer walked into the exam room and asked me to undress. (It was a woman, but still.) I was happy to comply since I knew the photos would benefit other patients and physicians, but it would have been nice to have a heads-up. Be sure you ask how the photos will be used and sign a waiver if you have any qualms about it.


OFF THE CLOCK: WORK AND CANCER


Finding out you have cancer is hard enough, but discovering that the treatment might affect your job can be terrifying. Even the most basic thing like telling your boss can be wildly uncomfortable. This is a huge topic that deserves more space than I can devote here, but here are a few guidelines to get you through the initial shock and help bring a little control to this part of your life so you can focus on you.


First, tell your boss or supervisor. You don’t have to go into extreme detail, but be ready to give an outline in a calm voice. If you have a job that isn’t very physically demanding, you might be able to continue working. Leave the possibility open until you see how you react to treatment (there are obviously cases where this is impossible, but in general it’s something to consider). If you get pushback from your boss or supervisor or have specific concerns relating to your diagnosis and your job, consider consulting an employment attorney (there are legal aid options for cancer patients; see Resources). Cancer in the workplace is covered in the Americans with Disabilities Act (ADA) and the ADA Amendments Act (ADAAA) of 2008 and is overseen by the U.S. Equal Employment Opportunity Commission (EEOC). The ADA applies to employers with fifteen or fewer employees, and the EEOC website has detailed info for both employers and employees (see Resources for more information).
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