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Foreword by Katie Couric

We’ve all known people in our lives who have made lemonade out of lemons. That’s what Kathy Giusti did when she was diagnosed with multiple myeloma, a rare blood cancer. Kathy not only cured herself, but she created a whole lemonade factory that has helped hundreds of thousands of people who have been diagnosed with cancer.

I first met Kathy at a memorial service in Connecticut for David Bloom, an NBC reporter and anchor who had died of a pulmonary embolism while covering the war in Iraq. David was young, vibrant, a terrific correspondent with a beautiful family. It was hard to believe that his life had been cut tragically short when he was just thirty-nine.

When Kathy introduced herself, I had no idea that it would be the beginning of what would become a lifetime connection. She wanted to thank me for all the work I’d done to raise awareness for cancer. But the more we talked, and the more I heard her story, I quickly realized we had something else in common. Kathy knew what it felt like to be diagnosed with a terminal illness for which there was no cure.

I knew that feeling all too well, watching two people I loved go through the same thing. I lost my husband Jay to stage four colon cancer in 1998. He was forty-two. My sister Emily died of pancreatic cancer a few years later at fifty-four. Kathy had been told she had three years to live in 1996. She was thirty-seven. There was nothing she could do—there was no treatment, no drugs, not even experimental ones. In other words, the kind of punch-you-in-the-gut, this-can’t-be-happening life-shattering news that you can’t even wrap your brain around. But here she was, six years later, emanating vibrancy, determination, and very much alive. I wondered, who was this cancer-fighting superhero? And how did she do this?

First, Kathy had the tools in her toolkit to change the paradigm and potentially cure an uncurable cancer. As a rising business executive at a leading pharmaceutical company, she had an inside view into the healthcare system—how research was conducted, how drugs were developed, and how they ultimately found their way to patients. Then, as a patient, she had a front-row seat to that same healthcare system. Facing mountains of red tape, hours on hold, and the all-too-often repeated “I’d like to help you, but . . .” Kathy refused to take no for an answer. In the end, she not only saved her own life, but disrupted a deeply broken healthcare system in ways that would help millions of others facing a fatal diagnosis.

But while Kathy became a badass, ball-busting, cancer-fighting whiz, she never lost her humanity. She has helped countless people navigate their way from diagnosis to treatment, often serving as a one-woman clearinghouse of invaluable advice and life-saving information. Friend or colleague, celebrity or stranger, when a cancer patient called, Kathy always answered. One such patient was my friend Eliza’s father. Eliza was a member of our staff at KCM, the media company my husband and I started. When her father was diagnosed, Kathy got on the phone with Eliza’s dad right away, put together a team, connected him with a doctor at Dana Farber, made sure he was getting the tests he needed and got him the best care possible. For Eliza, who was only in her twenties and not prepared to be a caregiver, Kathy was a much-needed lifesaver. When another dear friend, Mimi, was diagnosed with a very tough myeloma, Kathy showed her the power of following the research. She helped her get her genome sequenced then moved her from one cutting-edge treatment to the next, from transplant to a precision medicine designed for her specific cancer, to a breakthrough CAR-T cell therapy which is keeping her cancer at bay.

Sadly, we can’t clone Kathy—but this book is the next best thing. A road map for every patient who hears those three words: you have cancer. When my husband and sister were diagnosed, I remember being in a complete mental fog, lost and afraid and not knowing where to turn for real, practical advice. How do you know how to get to the right doctors? What is the best treatment? Does my insurance cover it? Is there a clinical trial and should I be in it? After years of coaching patients, navigating medical centers, biomarker tests, genomic tests, immune tests, Kathy knows what to do. She has identified simple and actionable steps any patient can take to access the best care available. Given the extraordinary speed of today’s scientific advancements, that additional year, or two, or three, can get you a lifetime.

Kathy’s is a deeply personal story that has had a profound public impact. Now we can all be the beneficiaries of her experience and wisdom that comes from the most motivating of all conditions—the desire to live. When Time magazine asked me to write about Kathy for their list of 100 Most Influential People issue in 2011, it was a tremendous honor. I called her a hero then. She’s still a hero to me. And after reading this book, hearing her kind, compassionate voice girded with steely determination tell you her story, she will be your hero too—and a much-needed companion as you or someone you love faces a challenging diagnosis.

—Katie Couric




Introduction

If today you were given a scant three years (or less) to live, what would you do? When I was given a fatal cancer diagnosis more than twenty-five years ago, I was told that’s how long I had. Back then, I was a rising pharmaceutical executive who would have been a doctor had my physician father not urged me to stay on the business side. I knew the science and the industry, but I didn’t know how challenging it would be to work the healthcare system until I found myself in it as a patient. In truth, I was scared shitless.

The road to my cure was not an easy one to walk, let alone run as fast as possible. I felt encumbered by a system that didn’t have my death sentence in mind. A system that could take its time while mine was running out. It sparked a level of incalculable drive, forcing me to shift from fear to fearless if I was going to survive. Cancer does what cancer does—anything. And despite you. I had to grow a new spine, as it were, and learn a new dialect that may as well have been a foreign language. The experience ultimately launched me into the role of a lifetime as I turned a single “WTF” mortality (reality) check into the greatest lifeline. Between fighting for my own survival and decoding the complex system along the way, which took me to leadership roles at places like the National Cancer Institute (NCI) and my own research foundation, I figured out a recipe—a list of WTDs (what to do). It came in handy when, in 2022, I received a new diagnosis, this time breast cancer. My second round in the ring was not against a death sentence, thankfully, but it was equally as humbling and harrowing for its own reasons. I had to learn hard lessons over again, question everything, lean once more on family members and friends for help, surrender to the whims of such a wily disease in a yet-still-broken system, and find some new ingredients for my playbook to get through it. Indeed, when facing a terrifying diagnosis, even an expert needs help.

As happens with writing a book, the process took on a life of its own. Admittedly, I initially sought to write my “twelve-step formula” for finding cures like an instruction manual, letting those steps delineate and dominate the narrative. But truth be told, the journey I took was more complex. It was about fears and family, gambles and barters, prayers and apologies, feelings and frustrations, photos and ticket stubs, unspoken words, and relentless drive. A punishing drive—on me and everyone around me. The playbook to survival is ultimately about people. As I lived past those three years and kept going, catching glimmers of hope for more time and dashing toward them, I only grew more dogged, more fearless. And that fearlessness was on behalf of everyone seeking a path to a cure.

In writing this book, I went back to the journals I’d kept every year through my survival—twenty-five now and counting, chronicling a life for decades in different-sized and -colored volumes, each hand chosen by a family member or friend. Inside were my most personal notes, sometimes scribbled quickly, sometimes bulleted, sometimes deep and thoughtful. They were at times joyous, other times not easy to read. Reading between the lines, I knew when I was happy, mad, hopeful, scared, grateful, sorry, or desperate. Within the pages were the written clues to how my life greatly impacted those around me. Some of my greatest gifts, like being daring and determined to win over my disease, became my greatest curses in many ways. Of course, there are costs that come with illness, costs you’ll read about in these pages, and which became astonishingly clear to me as I wrote the book.

Although my story is one of cancer, what I learned applies to anyone going through an illness. I’ve worn all the shoes, both as a patient, a caregiver, and a leader driving change within the healthcare system. I’ve watched people I care about go through so much suffering. And I want you to know what I’ve learned so you can benefit. I care so damn much about patients and their families. We all deserve a fighting chance no matter what. Perhaps nothing is more humanizing than a dance with death.

Everyone is touched by a serious and scary diagnosis at some point, be it their own or that of a loved one. But not everyone has access to the right information and direction, or simply the know-how to gain that access. Until now. On the other side of the bad news—“You have [fill in the disease]”—is the good news: Getting diagnosed today is not like it was two decades ago, or even a few years ago. Sure, there’s still a lot of fear and unknowns (and no guaranteed remedies for many ills), but the hope for a longer, fulfilling life is exponentially greater—and possible. Today, if you don’t know what to do, you have much more to lose.

One of the first people I reached out to when writing this book was Eric Topol. He is among the most brilliant minds in scientific circles today and an outspoken champion for change. He is also one of the most patient-focused physicians I know. I remember our traveling together when we were on the same advisory board years ago, and I’ve always been blown away by his sense of empathy toward patients. Our conversations were always the same: how fast science and technology are moving, how slowly the system is changing to catch up. That’s why Eric wrote his 2015 book The Patient Will See You Now, which describes a “Gutenberg moment” where people are largely in charge of their healthcare thanks to technology. Eric truly wanted to shift the power to the patient. But in talking with Eric today, he has yet to see that moment. “I haven’t seen much change,” he admits with disappointment. The system continues to fall behind the speed of science, leaving patients uninformed and on their own.

My next conversation was with Clifford Hudis, CEO of the American Society of Clinical Oncology (ASCO). He echoed Topol’s frustrations. More than half of people don’t understand basic aspects of the healthcare system, and when you bring a forbidding diagnosis into the fold of such healthcare illiteracy, you can imagine the trouble that looms and what’s at stake (a life). The system is deplorably fragmented, bureaucratic, and exceedingly complex, shaped by many different needs and incentives, and it does not play to benefit you and me, who are left wasting time trying to work the system. Clifford put the status quo quite bluntly: “We do not have a system in the US. No strategic plan for healthcare. No mission statements. No set of goals. No national agenda. And you can quote me on that: We do not have a system. Full stop.”

But despite what at times can feel like a full systemic breakdown, both Topol and Hudis still have hope. We all agreed I needed to write this book because in the end, the power is in us, the patient. And we can be inspired to lead ourselves and generate our own personal methods for making “the system” work for each and every one of us. No matter how fearful we are of our diagnosis, we can find a way to beat the system, to turn the volume down on our fear—to fear less. The key is to approach a diagnosis in a systematic fashion, act quickly, and continually figure it out as you go just like I did (and still do!). And only then will the system become more accessible and friendlier, and help us all. Patients often become not only active disease advocates but also active researchers to change the healthcare system.

The book is organized around twelve steps but is also flanked by an intimate narrative that speaks to the greater, often unspeakable challenges of dealing with sickness. Each chapter takes one step in turn with clear and specific WTDs outlined and includes input from experts I’ve interviewed to round out conversations. In Part 1, the first four steps take you through the motions of nailing your diagnosis, learning the landscape of your disease, and preparing for treatment with both personal and medical goals in mind. Then, Part 2 guides you through the treatment process with plenty of extra advice to deal with unexpected setbacks, including recurrences. Part 3 shows you how to stay on top of the science, actively live in prevention mode, and thrive. And the epilogue ties the book together with final revelations on some of the hardest lessons I’ve learned, and codas to the storytelling. While this all sounds methodical and straightforward, the journey is anything but. After all, this is about life. And life is about relationships. May you find helpful tools and courage in these pages. Tools to strike the balance of living your life while saving your life. Tools to help you live more and fear less.




Part 1

The Wake-Up Call




Step 1

Understand the Diagnosis

Where Do I Start?

It begins with something. A wonky test result. A spot on an image. A surprising remark from your doctor on an otherwise regular visit—there’s one thing I’d like to check again . . . I don’t understand . . . something is off . . . we need to take a closer look . . .

The moment is vague, unsettling, an abrupt deviation from normal that sticks and you cannot unstick it. Whatever characterizes the moment, it’s inescapable. You hold on to the notion that it could be nothing, but everything going forward feels a little unscripted, uncertain, and perhaps unbearable.

One in two people will develop cancer in their lifetime. If that happens to you or a loved one, there’s no need to panic. Your first step should be to take a deep breath. Your body senses your fear; it might go into flight, fight, or freeze mode. But stop and focus. Take your time. Now, you’re most likely going to head to your smartphone or computer. That’s fine. The vast majority of people diagnosed with cancer, 89 percent according to one survey, search online to get answers.* Step 1 helps you do it right, quietly and methodically, so you find the best information for your situation.

Christmas, 1995

It was a mere four days before Christmas. My husband, Paul, and I had decorated our first Christmas tree in our new home, the one we’d both worked so hard to buy. Our eighteen-month-old daughter, Nicole, had been fascinated by the glint of the tinsel and the stuffed Rudolph she’d found in one of the boxes. After we put her to bed, Paul and I celebrated with a glass of wine, a rare treat on a weekday night given our schedules.

“Look how far we’ve come together,” I said, resting my head on Paul’s shoulder. “I love seeing Christmas through Nicole’s eyes.” As I spoke the words, I could hear my biological clock ticking through the Christmas album playing on low volume in the background.

I’d been feeling uncharacteristically run-down at thirty-seven years old and was having trouble conceiving our second child. I’d also unintentionally lost a little weight, which I chalked up to a recent business trip abroad that wore me out. Paul and I were mentally preparing for fertility treatments, perhaps IVF, and I had an appointment with my internist, Dr. Donald Steinmuller, the next morning for some tests. Before seeing a fertility specialist, my primary care doctor had to do some blood work on me for insurance purposes. I rushed to get the tests done before the holiday break so I could start the new year with new hope. My job was chaotic at the best of times, and I was so ecstatic to have the week off between Christmas and New Year’s with Paul and Nicole that I didn’t think twice when Steinmuller asked me to repeat the tests after Christmas.

The first week of January had me immediately back to work—three days onstage at a big regional sales meeting I was leading in downtown Chicago. As the executive director of Midwest operations for Searle’s fleet of drugs, I was on track to become a high-level senior executive at the company, handpicked by my mentor Al Heller, who also happened to be Searle’s chief operating officer (COO). I was being pushed outside my comfort zone with each rotation I was asked to take. My background was strategy and marketing; now I was in charge of educating, motivating, and training our sales force to build the company’s presence in hospitals and doctors’ offices.

After being “on” for three straight days, I returned home to a cryptic note Paul had left on the counter in his scribbled handwriting. It read hemoglobin low, hematocrit low, protein high. I didn’t know what that meant for us. Was it just about my attempts to get pregnant? At the bottom of the note: “see us together.” A clear sign something was wrong. Doctors didn’t tell patients to come in with their spouses unless something was horribly awry. That much I knew from being the daughter of a physician.

“Paul, I’m really worried—this is bad,” I had said reflexively. “How long has this been sitting here? When did the doctor call? How did he sound?”

I knew that routine test results could be given over the phone, but something didn’t feel right. Paul had assured me the doctor sounded “fine” and merely wanted to “look at a few things.” Now I was awaiting a callback that would change the course of my life. That call didn’t come in until I was speeding along the Edens Expressway during evening rush hour. His sense of urgency was not lost on me.

“Can you and Paul come in tomorrow?” Steinmuller asked. “I know it’s Saturday, but I’ll open up my office for you.”

“So, what is it? What do you think I have?” I asked.

He hesitated again, as if fumbling for the right words. He again talked about abnormalities in my blood work. He said I was anemic. He recited what I’d read on the scribbled memo the night before. I pushed for more specifics and asked what an elevated protein indicated. He wasn’t sure, and suggested I see a hematologist, a doctor who specialized in blood. Looking back now, I’m pretty sure he intentionally avoided telling me that blood doctors often doubled as oncologists—cancer doctors, or in the specific case of blood cancer doctors, “heme-oncs.”

“You must have some suspicions,” I probed. “What do you think I have? Dr. Steinmuller, I’m not getting off this phone until I have a thought on what this might be.”

“Okay, are you still driving?”

“Yes, but I’m fine. Just say it. Just tell me.”

The doctor seemed to suppress what he was going to say next in a long pause, then finally let it out.

“I think you have multiple myeloma—but Kathy, we have to confirm it.”

“I have no idea what that is,” I said, slightly concussed and unable to understand him. I barely heard him telling me that many more tests needed to be performed.

“I can go over it all with you and Paul tomorrow morning,” he said.

“What is that?” I asked.

“Well, you have cancer. It’s a cancer of the bone marrow,” he clarified, “a cancer of the plasma cells in your immune system.”

And there it was—the first time I heard the C-word.

“How bad is it? How long do I have?” I asked in a surprisingly even tone.

“Let’s not go there. We don’t know what you have yet. It’s premature. See me at eleven tomorrow. I can answer everything then.”

It’s hard not to panic when you’re told you have cancer. It was just three years previously when my mom called to tell me about my father. Late-stage renal cell carcinoma. He should have seen the signs; it’s not like you can miss blood in your urine. He was a doctor, after all—I guess even doctors don’t like to face their own mortality. By the time they found my father’s cancer, it was too late. Nine months later, he was gone. How could I not be scared?

That next morning, Paul, baby Nicole, and I set out to learn more. We camped out in the parking lot of a Borders at 9:45 a.m., fifteen minutes before it opened. It was our version of Google at the time. When the doors unlocked, I dashed through the store to the medical section, picked up the classic Harrison’s Internal Medicine, and plunked myself down on the floor hoping to learn about multiple myeloma. Paul quickly leafed through the thick Merck Manual I handed him, checking the index first. We had less than an hour to figure this out. We planned to be ready with questions before our eleven o’clock appointment. We knew we were in for surprises and a steep learning curve, but we wanted a head start.

The tomes said little about my disease other than the fact it was a silent cancer of the bone marrow and there was no cure. Now I knew the meaning of a low reading of hemoglobin in my blood and a high measure of total protein. I also understood how unlikely it was for a young woman to develop this disease. I was an anomaly, and probably a soon-to-be-dead one. The knot in my stomach intensified and I broke into a cold sweat. I kept reading to secure something hopeful. Anything other than “fatal, treated with melphalan, leads to bone damage and kidney damage” and “depending on staging, patients live about three years.” The chance of beating the disease altogether was zero.

There it was: I would not make it to my fortieth birthday, nor would I be there for our daughter’s first day of kindergarten. My eyes latched on to the words “it can be found earlier in an MGUS or smoldering stage,” whatever that meant. “It can be found as a single plasmacytoma completely radiated,” whatever that meant. Okay, maybe that’s me? Please let that be me. Please don’t tell me it’s too late and I didn’t catch this sooner when it was curable.

The First To-Dos

There was no internet like today when I was first diagnosed with multiple myeloma. It was perfectly reasonable back then to wait for the local bookstore to open at ten a.m. on a Saturday and race to the medical section. Thank goodness I was already familiar with the medical lingo and could scan the information quickly to prepare for my appointment. I was crushed by the lack of information (and hope) in the textbooks. I knew we would have to do more research on our own. Lots of phone calls, the old-school way.

It would be a week before Christmas, nearly twenty-five years later, when I would face another cancer diagnosis. This time, breast cancer. And I still hear the words tumbling out of my doctor’s mouth after my bi-annual screening: “We saw something . . . A spot . . . Could be nothing . . . Let’s not take any chances . . . We should go in and check it out . . .”

It was déjà vu.

After I left her office, before even undergoing a biopsy, I did what everyone does today: I googled “early-stage breast cancer.”

Nearly a billion results shot back on my smartphone. All I could think of was WTF?!

The Age of Information should be empowering. It should help us stay rational, calm, and fact-based. But what I encountered only made my head spin, ultimately disempowering me. I pressed pause, centered myself with a long, deep breath to slow my brain down, and shifted gears from WTF to WTD—What to Do to follow the rules I’d long learned the hard way.





STEP 1: UNDERSTAND THE DIAGNOSIS

WTDs

Search Wisely


	Be specific with your search words

	Know the different URLs

	Start with the leading sites

	Find disease-specific .orgs for your specific needs

	Look out for ads and expiration dates

	Follow the medical meetings



Phone, Subscribe, and Follow


	Start calling

	Sign up and subscribe

	Follow on social media



Use Your Portal


	Get logged in

	Know what to look for








WTD 1: Search Wisely


	Be specific with your search words
Whether it’s Google, Bing, or the latest generative AI, the words you input matter. Put simply, how you tell the internet what you’re seeking revolves around which words you choose, and the results you receive will be different based on those words. Searching for “skin cancer” will return different sites than if you had punched in “melanoma.” Similarly, typing in “localized prostate cancer” will return results much different from “metastasized prostate cancer.” The more precise you can be to your specific condition, the smarter your online hunting will be, and the more likely you are to obtain information that’s relevant to you. Use words that your doctor said to you. And if you don’t remember or are unsure, don’t hesitate to call your doctor’s office for clarification and to ask about more specifics relevant to you. Here are five simple search rules to help guide you toward the results you’re looking for:


	Words that state where you are in your journey: such as “newly diagnosed,” “waiting results,” “starting treatment”

	Words that state where your disease is in its journey: “stage 1,” “stage 2” . . .

	Words that state your specific disease: not “skin cancer,” but “melanoma” or “squamous cell”

	Words that state your specific type of disease if you know it: not just “breast cancer,” but “estrogen receptor positive,” “triple-negative,” “HER-2,” and “BRCA,” etc.

	Words that state your specific needs: “Questions to ask my doctor”




	Know the different URLs
Looking at the website root address or “unique resource locator” (URL) will quickly tell you what you might expect. When looking for health information, the most common root URLs end with one of the following:


	.org (nonprofit organizations such as patient advocacy groups)

	.edu (accredited academic centers)

	.gov (government agencies such as the National Cancer Institute)

	.com (diagnostic, pharma, and other health services companies)






While there’s value to be found in all types of sites, it’s good to begin with the ones noted below.


	Start with the leading sites

	Cancer.org: The American Cancer Society (ACS) is the chief patient advocacy organization to provide high-quality content for patients and caregivers no matter what cancer you’ve been diagnosed with. The ACS’s site (www.cancer.org) gets more than 50 million unique visitors a year and is cross-wired with Cancer.net. Together, this is your top resource to start.

	Cancer.net: This is the American Society of Clinical Oncology’s hub for people with cancer and their families. (Don’t be fooled by the “.net”—the ACS already owned cancer.org.) Although ASCO is geared more toward clinicians, their patient-centric site at Cancer.net is designed to speak to everyone. These sites, in fact, share a lot in common and you’ll find parallels and echoes in the information presented.

	Cancer.gov: While not a .org, the National Cancer Institute (NCI) at www.Cancer.gov is the federal government’s principal agency for cancer research and training and has some of the best information out there. The information is robust thanks to the National Cancer Institute’s (NCI’s) funding to many centers around the country.

	Mayoclinic.org: The patient-friendly resource provided by the well-respected Mayo Clinic.




	Find disease-specific .orgs for your specific needs
While the broader .orgs give you a great foundation, you will also find that there are disease-specific .orgs that are tailored to speak to your specific disease. They will often come up immediately as a .org in your original search. If you don’t see one, try searching for an “advocacy group or research foundation” in your cancer. Once you find one, be sure to look at the “About Us” section. It will share the group’s mission, programming, executive team, even financials. You want to work with a group that is accredited by Charity Navigator (CharityNavigator.org), which lists financial accreditations of various charities on its website. Some excellent examples include:


	Breastcancer.org

	FightColorectalCancer.org

	The Leukemia and Lymphoma Society at www.lls.org

	LUNGevity Foundation at www.lungevity.org

	Multiple Myeloma Research Foundation at www.themmrf.org

	Pancreatic Cancer Action Network at www.pancan.org

	The Prostate Cancer Foundation at www.pcf.org

	Susan G. Komen at www.komen.org




	Look out for ads and expiration dates
There are a few things to look out for as you search wisely. To help spot sites with hidden agendas, look for links tagged as “Ad”—especially those close to the top of your main search page. The information may be excellent, but the “ad” means they are paying to drive you to that site. It may be because they want you to call a specific medical center or be aware of a specific drug for your cancer. The information may be valid, but in early searches, you want to start with agenda-free information regarding where to go and what to take.

Also be sure to check the date. Not all information has an expiration date, but with science moving at increasing speed, you don’t want to make health decisions based on outdated information. Credible sites will list dates when material was published. If not found on top of the article, check the bottom of the page or within the URL for a date. You want material that’s been updated within the last one to three years if possible. Much depends on how much progress is being made in that cancer at the time.


	Follow the medical meetings
It’s also good to track the key medical meetings for the latest news related to your specific cancer. Most significant are the annual meetings for the American Society of Clinical Oncology (ASCO) and the American Association for Cancer Research (AACR), which feature research across all cancers, and the American Society of Hematology (ASH), which focuses on blood cancers. There are also meetings focused on specific cancers such as the San Antonio Breast Cancer Symposium (SABCS). All of these meetings present cutting-edge research findings and clinical trial results and are worth following on their social media channels. (For more info on these meetings, see Step 7 on getting the right treatment.)




WTD 2: Phone, Subscribe, and Follow


	Start calling
Once you’ve identified the organizations for you, call their 800 numbers and helplines to ask what specific resources they offer beyond their website. Questions to ask include:


	Do you offer physician referrals?

	Do you have any upcoming educational programs?

	Do you have patient navigators? Are they trained nurses? Do you have patient mentors who have been through my experience?




	Sign up and subscribe
Sites will often ask you to sign up for more information. This is worth doing. If you don’t sign up or register, you will not receive the current information these organizations offer. Provide your email or other contact information to receive newsletters, join virtual events, chats, and webinars. The information is almost always free of charge and highly informative. You can also ask your family to register as well.


	Follow your top sites on social media
As you do your searches, look out for organizations you want to follow. Most of them will have Facebook and Instagram pages, which are an easy way to keep up with their latest news and events and start feeling a sense of community. If you’re not a social media person, set up Google alerts by organization name or by type of cancer. You may also come across key opinion leaders (KOLs), leading doctors in the space, who share the most recent scientific and drug development information on social media. Follow them on Twitter, LinkedIn, or other channels.




WTD 3: Use Your Portal


	Get logged in
Your patient portal is a secure online website that gives you access to your personal health information from anywhere with an internet connection. Just as you do online banking and manage your money with a secure website or “financial portal,” you use a patient portal to help manage your healthcare and keep track of doctor visits, test results, prescriptions, billing, etc. (see below). You will get information on the portal when you visit the doctor’s office. If you need help setting it up with a username and password, ask the front desk to help you that day. And store your password somewhere where you won’t lose it. Today, an increasing number of patients are using at least one portal but many still do not, partly because they don’t know how to get on. It’s absolutely worth your time.


	Know what to look for
Your portal will become your gateway to knowing everything about your disease. It is going to give you important benefits and empower you on the journey:


	Test results: Access to lab results and radiology reports—both current and historical

	Secure messaging: An efficient way to communicate with your doctor and nurses

	Appointments: Efficiently schedule or reschedule appointments

	Medicines: Access full medication lists, as well as request refills

	Billing and payments: Access to your billing statements, payment history, and ability to make online payments

	Educational resources: Healthcare providers often include valuable resources to help you understand your health status or treatment






IN CONVERSATION WITH KAREN KNUDSEN




Chief Executive Officer of the American Cancer Society

Karen E. Knudsen, MBA, PhD, came to the American Cancer Society (ACS) with an extraordinary medical background and a mission to elevate cancer patients’ experience in their journey—from first diagnosis through survivorship. When you start searching online for information on cancer, chances are you’ll come across her organization’s site (Cancer.org) or its sister site at fightcancer.org run by ACS’s advocacy affiliate, the American Cancer Society Cancer Action Network (ACS CAN). These are two of the best cancer sites for patients and families, reaching over 50 million unique visitors a year. I was excited to speak to her about her work and “best practices” for conducting prudent online searches.

Q.How can an organization like yours help patients?

A.Since I began my job at the ACS, we’ve established a three-pillar model to improve the lives of cancer patients and their families: research, advocacy, and patient support. Everyone touched by cancer clamors for evidence-based guidance and information free of commercial influence and at a level they can understand. From my perspective, the key stakeholders are the patients and their families and caregivers. Communicating to them about how to navigate their care, and providing data-driven counsel backed by the highest-quality experts is a top goal. It’s how we help empower patients and their families. When you’re dealing with cancer, what you need is truth and a focus on how the field is changing. What is the most current information on coverage, treatment, and testing? ACS CAN is our nonprofit, nonpartisan advocacy affiliate that works to influence critical public health policies important to our cancer mission, such as gaining additional access to healthcare coverage, and helps educate on how we can all get involved in creating a more equitable cancer journey. Another key element in our work is listening to and responding to patients. We don’t have all the answers and welcome feedback to continually improve. The more we hear from patients, the better we can build and expand our resources and services and, ultimately, reduce cancer mortality.

Q.Cancer.org and Cancer.net are models for online destinations that feature cancer information. What should patients be looking for when conducting their searches?

A.No matter where you go for information online upon a cancer diagnosis, you want to land on reliable sites and start in the right direction. This means finding unbiased information that’s written, checked, and approved by medical professionals, and hopefully by those who are cancer experts. Check for credentials. It also helps if everything is organized in a way that’s user-friendly to find what you’re looking for, and it’s revised and updated frequently. That’s what we do at Cancer.org and what our friends and partners at the American Society of Clinical Oncology (ASCO) do at Cancer.net. ACS focuses on information tailored to the patients and families at Cancer.org, while ASCO’s Cancer.net represents clinicians and educational content targeted to them. But we’re not the only places to find information. When you’re first diagnosed, it can be overwhelming to scroll through so much online, and sorting through what you need is time-consuming. As you move from one site to another, be aware of credibility. Check where the information is coming from, know who is behind it and why (e.g., who paid or sponsored the published information?), and be careful of sites composed of opinion and testimonials that are not grounded in science.

Q.Why should patients register or create accounts on sites?

A.Many respectable sites for cancer information and resources have ways to engage and I highly recommend it, even if it means signing up with more than one site. We encourage patients to sign up on ours so they automatically receive emails to get the newest information and alerts about our ongoing programs and services, including information on how to get involved and volunteer. Family members and caregivers are also encouraged to sign up. Like many other sites, we have separate landing pages specifically designed for them so they know what to expect, what services can help them out, and what they need to know from day one. Also look for twenty-four/seven helplines that are staffed by trained cancer information specialists who can answer questions about a diagnosis and give guidance, including tips relevant to where you are geographically located. At Cancer.org, for example, we can connect patients and caregivers to others with similar experiences.

* * *

“It’s Myeloma.”

“Are you sure this is what I have?” I asked, sitting in Dr. Steinmuller’s office. I had just come from Borders, where I read that multiple myeloma was a disease that largely affected men, Black people, and the elderly.

“Kathy, I can’t be positive until we do some scans and a bone marrow biopsy. Our next step is to get you to Dr. Slivnik.” David Slivnik was the hematologist-oncologist (heme-onc, as they are called) at the local community hospital who would verify Steinmuller’s hunch that I might have myeloma.

Dr. Slivnik was young, with a kind face and a direct nature. Time slowed to a grueling pace as he scheduled my bone marrow biopsy to confirm the disease and a series of full body scans to determine if it had started destroying my bones. It took time to fit me in and even more time to get the results. We were anxious and I kept staring at the kitchen phone waiting for him to call. Eventually it rang. The receptionist was on the other end asking us to come in. My fate would have to wait for Dr. Slivnik in person. We drove to the appointment with knots in our stomachs.

“Dr. Steinmuller was right,” Slivnik said plainly. “You do have myeloma. The bone marrow biopsy confirmed it. But your scans don’t show any lesions, which is a good thing.”

“What exactly does that mean?” I asked. “I read that I only have three years. Is that true?”

“Let’s take a deep breath,” Dr. Slivnik said while resting a calming hand on my shoulder. “One thing at a time. We need to know more. Much more.”

I barely recall the details of that conversation other than confirming I had cancer. A rare cancer with little in the pipeline to treat. Thrown into the cold, alienating, byzantine world of a grim diagnosis, my brain fired in all directions. How could I beat this? Where did I go wrong? Why was this happening? I would now live permanently in urgent mode. I kept myself together until Paul and I were in the parking lot. I sobbed in his arms, feeling a strong wave of unraveling. Then I insisted we return to the bookstore. We sat on the floor in the aisle with all the medical books splayed in front of us. We read every word about myeloma, took notes, and started to educate ourselves on potential treatments. There wasn’t much. At this point, I only knew the name of my disease; I did not know my “stage” in the disease or what type or classification of multiple myeloma I had. Slivnik told me to be patient as I now went through the process—a process of diagnosing that would seem to take a thousand years.

Near the bookstore’s exit, I grabbed a journal and new calendar that would lord over this new, marked period in our lives. My journal would log my thoughts and my day planner, which kept my work schedule straight, would be replaced by the calendar for endless doctor appointments, second opinions, and tests.

That night, Paul and I took the Christmas decorations down.

“Remember this one?” I said as I carefully wrapped a hand-painted glass ornament for what I thought might be the last time. “We got this on the day trip we took to Nantucket to celebrate the end of business school. You got so seasick on the ferry. We still had so much fun.”

The tree was made up of memories, ornaments for every excursion we’d ever taken, magical freeze-frames of our life together I can still recall when I think about the “before” part—before cancer would draw a dividing line in our family. I’m never going to open this box again, I thought.

A huge chunk of me was still processing the fact that an innocent visit to the internist for a fertility referral had turned into a death sentence. With all the doctors’ appointments, bookstore visits, and desperate attempts to learn more, learn something, I hadn’t taken the time to sit down and let myself truly feel the emotions coursing through me. I was scared to leave. To leave Paul, to leave Nicole. I wondered what my life had meant. And with three years left, what would my life be?

Before going to bed, I sent an email to my office telling them I was sick and would miss a few more days. That was an understatement. At the back of my mind I was thinking everything I’d worked toward was done.

Then I did what I always do when I’m in a WTF moment. Start with a blank piece of paper, I told myself. A mantra for the many WTF moments I’d face going forward. I opened the journal I’d bought on the way out of Borders and started writing to Nicole. It was a small notebook with a yellow-orange sunflower on its cover that would become one of twenty-five annual written chronicles of my mission to live my life while saving it, too. Well, sweetie, I began to write that evening, I’ve been officially diagnosed with multiple myeloma. I am so sorry because I know it’s going to be a tough road for all of us . . .
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