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      Prologue

      
         
         
         A Life-Changing Experience

         
         
      

      
      While many people revel in Christmas, my wife loves the sanctity of Easter. So it
         was no surprise Lori wanted to attend sunrise Easter services on March 31, 2013. The
         service was jubilant, and we spent the day feeling that all was right with the world.
      

      
      When I finally crawled into bed around 11:00 p.m., I began to drift, though I wanted
         to stay awake until Lori finished her shower. A few minutes later, Lori quietly drew
         back the covers and slid into bed. I woke long enough to tell her I loved her and
         give her a short kiss. 
      

      
      Then I was out—until her sobs summoned me back to consciousness. “What’s wrong? What’s
         going on? What did I do?” I asked.
      

      
      There was no response for what felt like an eternity. Then, in an uncharacteristically
         weak voice, Lori said, “I found something in the shower.”
      

      
      “What do you mean you found something in the shower?” I said anxiously. 

      
      “I found a lump. It is two centimeters. It’s cancer.”

      
      Not only had Lori found a lump in her breast, but also, as an oncologist, she had
         determined its size and that it was malignant. I knew she was a great doctor, but
         I prayed there was room for error. Many times during our marriage, I hoped Lori was
         wrong, but never more than at this moment.
      

      
      My wife, a radiation oncologist, would soon go from being a provider of care to a
         receiver of it. Lori and I would gain a new perspective about why the word cancer, rolling slowly and menacingly from our physicians’ mouths, rattles us to the bone.
         It is a word we hope never to hear—certainly not in the context of our health or the
         health of a loved one.
      

      
         When you hear the word cancer, it’s as if someone took the game of Life and tossed it in the air. All the pieces
            go flying. The pieces land on a new board. Everything has shifted. You don’t know
            where to start.
         

         
         —Regina Brett[1] 
         

      

      As one patient said, “I thought I was going to die. I thought I was going to pass
         out. I was upset. I called my roommate and I was hysterical. I didn’t know what to
         do. I was like blown away. It was a complete shock. To me, ovarian cancer is a death
         sentence.”[2]  Yet cancer is part of the human condition. It strikes approximately one-third of
         women and one-half of men at some point in their lives. In 2014, an estimated 1.66
         million people received a diagnosis of cancer. They joined a pool of 13.7 million
         Americans already living with cancer, the vast majority of whom are fifty-five or
         older.[3]  
      

      
      Overall, newly diagnosed cancer patients will have a 68 percent chance of surviving
         for five years or more—a dramatic gain from forty years ago, when the survival rate
         was less than 50 percent. Even so, nearly 600,000 Americans will die from cancer this
         year, making cancer the second-leading cause of death in our country.[4]  
      

      
      If you’re lucky, the journey will be a short divergence from life’s path. For some,
         however, it will be a dramatic fork in the road to an unknown future. For all, it
         is a life-changing diagnosis.
      

      
      A Journey of Unknown Duration and Destination

      
      Imagine going on a trip without knowing the destination or method of transportation,
         with no map to guide you and no planned arrival time. Now imagine you are leaving
         tomorrow, and there is no time to pack. It is little wonder that cancer patients often
         feel overwhelmed, shut down, and are unable to participate in crucial decisions about
         their care. Our logical minds stop working just when we need to be thinking with absolute
         clarity about our next steps.
      

      
      Karen Sepucha, a professor at Harvard Medical School and one of the leading authorities
         on how patients make crucial health care decisions, explained it to me this way:
      

      
         By the time people face cancer, they’ve usually faced other major issues in their
            life and made other difficult decisions. What I have found is that, sometimes, when
            they get into the medical community, they forget all of that. So people who have pretty
            advanced ways of taking care of their families and making good decisions all of sudden
            get to the doctor’s office and lose all of the skills that allow them to question
            things, get other opinions—things that they would do in any other aspect of their
            life.[5] 
         

      

      It is a moment when time stands still, a moment laden with anxiety and uncertainty.
         A new journey is beginning, and it is one for which we are ill prepared. Just ask
         Bill E.
      

      
      Bill E. is a retired school principal with a quick and beguiling smile. His easygoing
         nature does little to betray his unbending spirit. It is the kind of spirit needed
         to work with troubled kids, which was Bill’s passion throughout a career spanning
         more than forty years.
      

      
      As an African American growing up in rural Missouri in the 1950s, Bill faced plenty
         of challenges. In fact, Bill believed he was prepared for just about anything that
         life could throw at him—until he confronted cancer.
      

      
      It was shortly after his retirement when Bill first noticed a lump in his neck. His
         primary care doctor sent him to a specialist—an ear, nose, and throat doctor—who gave
         Bill an antibiotic and scheduled a follow-up in three months.
      

      
      When the lump was still present on reexamination, the ENT ordered a biopsy. Bill’s
         life was about to come to a screeching halt. When the doctor told him he had cancer,
         Bill’s first thought was, “You’re kidding me. I just retired. I want to live this
         new life!”
      

      
      “You are not really sure, are you?” he asked his doctor.

      
      “Yes,” came the unflinching response.[6]  
      

      
      As a patient with a head and neck cancer, Bill faced a very tough road ahead. “I teared
         up and said, ‘This cannot be happening to me.’ I had worked all of my life and tried
         to do the right thing. I pray to God. I go to church. So I’m asking myself if this
         can really be. I felt like I had no alternative but to die.”[7]  
      

      
      Bill’s journey through cancer had begun in earnest.

      
      While no book can alleviate the emotional or physical challenges brought on by cancer,
         it can provide a roadmap to navigating the journey ahead—whether blessedly short or
         arduously long.
      

      
      What We Hope You’ll Gain

      
      There will be crucial junctures along your journey—times when you need to make decisions
         regarding your treatment. These decisions can have a dramatic impact on your final
         destination as well as on how taxing your trek will be. Our job is to heighten your
         awareness of those times when such decisions arise and empower you with tools and
         information to make informed and appropriate choices.
      

      
      Our navigational guide comes complete with a topographical map of the terrain ahead,
         including what to expect before, during, and after treatment. As you will discover,
         health care can be highly fragmented in its delivery as well as variable in its depth,
         breadth, and quality of services. Such variability makes good navigation an essential
         survival skill.
      

      
      Finally, we hope to prepare you for the emotional roller-coaster ride that you and
         your loved ones will likely experience.
      

      
      Lori and I will judge our success by the degree to which we have helped you navigate
         a complex health care system, feel empowered to make astute decisions at difficult
         junctures, and manage the emotional turbulence along the way.
      

      
      The Individuals Joining Us on Our Journey

      
      Before we begin, I want to introduce you to the patients and caregivers who, in addition
         to Lori, put aside their concerns about privacy to talk about their very intimate
         journey through cancer. They hope that, by sharing their journeys through cancer,
         it can somehow lighten your load.
      

      
      
         	
            
            Bill E. You met Bill earlier in this chapter, a retired high school principal who was looking
               forward to enjoying a leisurely life and spending time with his children and grandchildren—that
               is, until cancer threw a wrench into his plans. Bill had to struggle through the hardships
               of a neck cancer, including chemotherapy and radiation.
            

         

         
         	
            Dana B. Dana is a warm and inviting fifth-grade teacher. It is easy to understand why she
               is loved and appreciated by her students and colleagues. She is married and has two
               daughters, one in high school and one in college. Dana was diagnosed with stage 3A
               breast cancer and underwent bilateral mastectomies, chemotherapy, and radiation.
            

         

         
         	
            Darrell H. Darrell is an associate pastor at one of the nation’s leading churches. Though not
               a cancer survivor, Darrell cared for his wife, Patricia, for more than twenty years
               as she endured lymphoma and then leukemia. He offers a rare glimpse into the life
               of the surviving caregiver—one rich with insight and emotion.
            

         

         
         	
            Diane C. Diane has the unusual distinction of being both a cancer survivor and a surviving
               caregiver. Diagnosed in 2007 with acute leukemia, Diane was given a 20 percent chance
               of survival. Thanks to a bone marrow transplant, she remains cancer free. As she was
               adapting to the challenges of survivorship, her husband, Rick, was diagnosed with
               metastatic melanoma.
            

         

         
         	
            Myra C. Few people in America understand end-of-life issues better than Myra. As the cofounder
               of one of the nation’s premier bioethics think tanks, Myra has been immersed in the
               challenges of hospice and palliative care for many years. She recently served on the
               Institute of Medicine’s committee addressing palliative care in America. Myra was
               diagnosed three and a half years ago with a rare form of ovarian cancer.
            

         

         
         	
            Shelley W. Shelley was only thirty-seven years old when she was diagnosed with stage 2B invasive
               ductal carcinoma of the breast. Her tumor was “triple negative” (its growth was not
               regulated by such hormones as estrogen), meaning that it was more aggressive and potentially
               treatment resistant. She underwent surgery, including the removal of twenty-one lymph
               nodes, accompanied by thirty-three radiation treatments. She is a model of resilience.
            

         

         
         	
            Stephen M. Stephen is a college professor at a major Midwestern university. He is the author
               of four books. Stephen was sixty-five at the time of our interview, and he asserted
               that, as a master’s class athlete, he had enjoyed near-perfect health—until he was
               diagnosed with early-stage prostate cancer.
            

         

         
         	
            Mary E. Mary is Lori’s nurse. After thirteen years in oncologic nursing, she has a firm handle
               on the challenges faced by cancer patients. That knowledge proved invaluable when
               she was diagnosed with breast cancer and found that she carried a genetic mutation
               known as BRCA.
            

         

         
         	
            Alta F. Alta worked for the federal government for more than forty years, with thirty-six
               years spent with the U.S. Postal Service. Alta is a survivor. During her seventy-four
               years, she’s battled three separate cancers: non-Hodgkin’s lymphoma, breast cancer,
               and now a second bout with lymphoma. She credits her faith in God and strong support
               from family and friends for her resilience.
            

         

         
         	
            Ali H. Ali worked in the food and beverage business for much of his life. Just as he was
               on the cusp of accepting a major position with a new company, he was diagnosed with
               a head and neck cancer. His treatment was incredibly arduous, but he made it through.
            

         

      

      
      We are grateful to each of our interviewees for sharing their powerful and enlightening
         stories. As you will discover, the common theme that runs through each of these stories
         is the power of hope—even when hope is a difficult thing to muster.
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      I

      Diagnosis and Treatment Planning

      
         
         
      

      
      
      
      Chapter 1

      A Definitive Diagnosis

      
         
         
         
         Setting the Stage for Treatment

         
         
      

      
      Despite the overwhelming fatigue she felt, Lori did not sleep a second after discovering
         a lump in her breast during a shower on Easter evening. She tried to find ways to
         distract herself—catching up on e-mail, reading her Bible, praying, and crying a lot.
      

      
      In the early hours of dawn, we crawled out of bed and had our customary cup of coffee
         before laying out a plan for the day. Our world, once so safe and tidy, was changing
         at a frightening pace. And despite our collective experience in health care, we felt
         completely unprepared for the fog of uncertainty that now engulfed us.
      

      
      The first call was to one of Lori’s colleagues, a radiologist whose specialty was
         breast imaging. Not wanting to be intrusive, Lori forced herself to wait until eight
         o’clock before contacting the department of radiology at St. Joseph Medical Center.
         She would soon be on her way to work—facing a day packed with patients and struggling
         to keep a lid on her growing anxiety. 
      

      
      “Good morning, Mary. This is Dr. Lindstrom. May I please speak with Dr. K.?”

      
      There was a pause as Lori listened intently to the reply, then hope seemed to wash
         from her face. With a faded voice, she responded, “I see. Well, please tell him that
         I called, and it is important.”
      

      
      Fortunately, Lori did not have to wait very long to hear from Dr. K.

      
      “I’ve found a lump in my breast, and I need you to biopsy it as soon as possible,”
         she told him when he returned her call.
      

      
      Dr. K. did not hesitate. “It’s my day off, but you can meet me at the hospital at
         one o’clock.”
      

      
      “Thank you so much. That’s incredibly kind of you,” she said before hanging up the
         phone. Turning to me, Lori said, “He’ll do whatever is necessary—including an immediate
         biopsy—to determine what’s going on.”
      

      
      If there was a shred of self-pity, Lori discarded it with abandon. She knew that immersing
         herself in patient care would make the hours pass by faster.
      

      
      Lori’s journey began with a quick trip to the mammography unit. The technologist tried
         her best to reassure Lori that the lump was likely benign, but she knew better. After
         the images were completed, the technologist had to agree with her. “Yes, it does look
         malignant.”
      

      
      “Even though I had already known,” Lori said, “my heart still sank into my stomach
         as I felt a wave of nausea when the mammogram confirmed my suspicions.”
      

      
      Patience has never been one of my virtues, and that day was no exception. Though the
         process was flawlessly smooth, it felt like an eternity before a tech summoned me
         to an exam room, where Lori and I would hear Dr. K.’s findings. 
      

      
      He confirmed the mass seen on the mammogram had characteristic malignant features.
         He could feel the mass easily. “The imaging studies confirm what you thought. You
         appear to have a two-centimeter mass in the upper outer quadrant of your breast. It
         needs to be biopsied. We can do it right now, if you’re ready.” 
      

      
      It was standard operating procedure and exactly what Lori would have ordered.

      
      The confirmation was both disheartening and strangely comforting. Not only had Lori
         been right, but she had also precisely estimated the size of the tumor.
      

      
      “Yes, of course. Let’s get it done,” Lori responded.

      
      Dr. K. asked if I wanted to observe, and I said, “Absolutely.”

      
      The procedure began with a series of injections into Lori’s breast. While she lay
         stoically on her back, I winced with imaginary pain. Once the anesthetic had taken
         effect, Dr. K. prepared to insert a large bore needle into the core of Lori’s tumor.
         He used a sonogram to guide the needle precisely to its target. This translates into
         a higher probability of properly sampling the tumor rather than the surrounding breast
         tissue while also minimizing the discomfort experienced by Lori. It was a procedure
         Dr. K. had performed innumerable times, making him highly proficient.
      

      
      The images on the sonogram were astonishingly clear—in fact, too clear for my faint-at-the-sight-of-blood
         constitution. It looked like a Black & Decker drill was being repeatedly thrust deeply
         into Lori’s breast. My wife never betrayed any discomfort. 
      

      
      The biopsy took only about twenty minutes, and then the tissue samples were on their
         way to a pathology lab. There, a pathologist would expose the cells to various chemical
         stains, examine them under a microscope, and render a definitive diagnosis.
      

      
      When Lori’s tissue samples arrived in her lab for analysis, Dr. V. blinked in disbelief
         as the name of her friend and colleague came into sharp focus. 
      

      
      The next day, the results were back. What Lori had felt in her breast on Easter night
         was definitively cancer.
      

      
      People learn of their potential cancer diagnoses in a variety of ways. It is usually
         not a singular event but a process that unfolds from suspicion to a definitive diagnosis.
         It may begin during self-examination, a routine screening procedure, a doctor’s visit,
         or during an unscheduled visit to the ER. Something is amiss; it may be cancer; more
         testing will be required for a confirmatory diagnosis. Even so, the alarm bells are
         already sounding.
      

      
      For Dana B., a fifth-grade teacher with two nearly grown daughters, the alarm bells
         gradually intensified in volume, not reaching full crescendo for more than two years.
         In 2011, Dana had just stopped taking birth control pills, when she noticed something
         wrong with her breast:
      

      
         When I stopped taking birth control pills, I felt an almost immediate change in my
            breast, which I thought was because of the hormone changes. There was just a hardened
            sensation in my breast, so when I went for my mammogram, I pointed this out. They
            compared it to last year’s mammogram and said it looked normal.
         

         
         I didn’t balk. I thought that mammograms were the most accurate diagnostic test you
            could do for breast cancer. Still, I felt and saw some physical changes, which I brought
            back up with my primary care doctor, who said, “Maybe we should do an ultrasound.”
            I asked her if that was really necessary right now and if we could wait until my next
            mammogram, and she indicated that it would be okay to wait until my next mammogram.
         

         
         A year later, my doctor felt some increased density in my breast, but when I went
            back for my mammogram, I was told it looked normal. They did observe, however, that
            there was some thickening that they did not feel on the other side, so they recommended
            that I have an ultrasound. After that, they said I needed a biopsy.
         

         
         I consulted with a radiologist at St. Joseph Medical Center. He looked over all of
            the mammograms and at the ultrasound and said, “I don’t see anything, but the physical
            changes in your breast concern me, and therefore let’s do a biopsy.”
         

         
         So we did that on Friday. On Monday, I got a call at school from the nurse navigator
            [a dedicated resource for helping patients manage their care] saying that the radiologist
            wanted to see me, which is scary because you know what is coming. My husband picked
            me up from work and we went in. That is when the radiologist told me I had lobular
            carcinoma, which is hard to see on ultrasound and mammograms.
         

         
         I was just numb but listened to what he had to say . . . and waited for the next part
            of the plan. I think that the scariest part is just waiting for all of the pieces
            to come together.[1] 
         

      

      If, like Dana, you are undergoing evaluation for a potential diagnosis of cancer,
         then you are approaching one of the first signposts on your journey. Your challenge
         at this point is to understand how the tests or procedures ordered by your doctors
         will aid in the diagnosis and staging of your disease.
      

      
      The Five Categories of Cancer

      
      Cancer is not a single disease but a loose collection of diseases with widely varying
         symptoms, treatments, and prognoses. Though they number in the hundreds, every type
         of adult cancer falls into one of five groups based on its origin within tissue and
         blood in our bodies. The following are the five major categories of cancer.
      

      
      Carcinoma

      
      This cancer forms in the epithelial tissue that covers or lines surfaces of organs,
         glands, or body structures. Cancer of the stomach lining, for example, is a carcinoma.
         Many carcinomas affect organs or glands that are involved with secretion, such as
         breasts that produce milk. Carcinomas account for 80 to 90 percent of all cancer cases.
      

      
      Sarcoma

      
      This malignant tumor grows from connective tissues, such as cartilage, fat, muscle,
         tendons, and bones. The most common sarcoma, a tumor on the bone, usually occurs in
         young adults. Examples of sarcoma include osteosarcoma (bone) and chondrosarcoma (cartilage).
      

      
      Lymphoma

      
      This cancer originates in the nodes or glands of the lymph system, which filters white
         blood cells and body fluids, or in such organs as the brain and breast. Lymphomas
         fall into two categories: Hodgkin’s lymphoma and non-Hodgkin’s lymphoma.
      

      
      Leukemia

      
      This is a blood cancer that originates in the bone marrow (white or red blood cells
         or platelets) and eventually spills into the bloodstream.
      

      
      Myeloma

      
      This cancer grows in the plasma cells of bone marrow. In some cases, the myeloma cells
         collect in one bone and form a single tumor, called a plasmacytoma. If the myeloma
         cells collect in many bones and form many bone tumors, it becomes multiple myeloma.
      

       

      Some of these cancers manifest in subtle ways, and patients often initially dismiss
         their symptoms, as was the case with Diane C.
      

      
      Diane proudly states that she is rarely sick and almost never misses a day of work.
         Yet in 2007, she found herself fighting an unremitting cold. As the days wore on,
         her fatigue increased to the point that she sought treatment at an urgent care center.
         There, she received an antibiotic. Two rounds of antibiotics later, she was no better.
         It was time to go to her doctor:
      

      
         When I called my doctor, she told me that I needed to come in so we could figure out
            what was going on. She did a blood test and followed up by phone a few days later.
            My doctor asked that I come into the office and told me to bring my husband. She wouldn’t
            tell me why. When we went in, she said that I had a type of blood disease and that
            I needed to see a hematologist/oncologist.
         

         
         They told me that the oncologist could not see me for a week. I called the office
            back, and they got me in to see another doctor the next day. I was so sick by then
            that Rick, my husband, went with me to the appointment.
         

         
         The oncologist told me that I had acute myeloid leukemia. I had no idea. I had a ringing
            in my ears . . . and I was exhausted but had assumed it was nothing.[2]

      

      When Cancer Is Suspected

      
      If your doctor suspects cancer, as was the case with Dana and Diane, he or she will
         rely on testing to confirm the hypothesis. The appropriate tests can help physicians:
      

      
      
         	
            
            determine whether a growth is benign or cancerous,

         

         
         	
            identify the type of cancer present,

         

         
         	
            assign a stage to the cancer, and

         

         
         	
            assign a grade to the cancer.

         

      

      
      The more you know about your disease, the better you will be able to participate in
         your care and understand what to expect and what to question.
      

      
      If it feels like you have been thrust into a foreign land, trying to converse in a
         language that is spoken with great fluency by your physicians but unfamiliar to you,
         relax. Until you become more comfortable with the nomenclature spoken by physicians,
         ask your doctor (or his or her nurse) for a translation into plain English.
      

      
      The Five Types of Testing

      
      There are five tests commonly used to diagnose and describe the precise clinical attributes
         of your cancer. Often doctors deploy multiple tests to ensure there is optimal information
         for staging and treatment planning. Some of these tests are noninvasive and pose no
         potential threat to the health of the patient. Other tests are quite invasive and
         can have some degree of risk.
      

      
      Physical Exams

      
      Just as Dr. K. began his diagnostic process with a physical examination of Lori, your
         doctor will likely conduct a thorough physical examination to reveal any readily detectable
         signs of disease.
      

      
      Laboratory Tests

      
      Doctors use these tests to examine blood, urine, and other fluids to determine if
         there are deviations from the normal ranges of key components, such as white blood
         cells or the presence of certain proteins associated with various tumors, known as
         tumor markers, for example, CA-125 for ovarian cancer. These tests can also help monitor a patient’s
         response to chemotherapy and other treatment modalities.
      

      
      Lab tests are relatively noninvasive (such as simply drawing a blood sample) and involve
         little direct risk to the patient. The American Association for Clinical Chemistry
         sponsors a guide to the vast majority of laboratory tests at http://www.labtestsonline.org.
      

      
      Diagnostic Imaging

      
      Imaging techniques, such as X-rays, sonograms, MRI scans, CT scans, and PET scans,
         provide relatively noninvasive methods of gathering important information. Each modality
         offers a dramatically different perspective on a tumor. Whereas MRI and CT provide
         richly detailed images and thus a great depth of diagnostic information about a tumor,
         a PET scan provides a functional image designed to reveal whether the tumor activity
         has spread to other areas of the body.
      

      
      There are risks associated with certain modalities, particularly when they involve
         repeated doses of radiation. Multiple CT scans, for instance, can expose patients
         to a cumulative dose of radiation that carries its own risk. There are also significant
         costs associated with the majority of these tests. The Radiologic Society of North
         America (RSNA) and the American College of Radiology offer detailed explanations at
         www.radiologyinfo.org.
      

      
      Biopsies and Subsequent Pathology Findings

      
      These tests are the “gold standard” for making a definitive diagnosis of cancer. They
         require the direct sampling of tissue. Doctors obtain samples by surgery, scope, or
         a hollow needle.
      

      
      Some biopsies take place at the time of surgery and involve a technique known as “frozen
         sampling.” Frozen sections provide a surgeon with valuable preliminary information
         about how he or she should proceed with a given operation.
      

      
      Other biopsies can be done through a scope inserted into the throat, lung, esophagus,
         stomach, or colon. Some growths can be biopsied directly, such as those found in the
         skin, cervix, or prostate.
      

      
      Because of their invasive nature, biopsies can involve significant risk, pain, and
         cost. It is important that you speak with your physician and understand these factors
         before consenting to any biopsy.
      

      
      Genetic Testing

      
      There are three different but related ways in which genetic testing can be used during
         the diagnostic and treatment planning phases of your journey: (1) A physician or genetic
         counselor may take a family history to identify any apparent predisposition toward
         cancer in the family. (2) Your doctor may have your blood, saliva, or other biological
         sample analyzed for the presence of certain genetic mutations. (3) An analysis of
         the genetic nature of your tumor may be ordered by one of your physicians to help
         determine treatment options and the potential for recurrence.
      

       

      Whether it is a diagnostic imaging study, biopsy, or genetic test, your doctor(s)
         will determine what is needed to render the best care. For many types of tumors, they
         may use all five test modalities. Ideally, the testing should yield useful information
         on the type and stage of cancer you have.
      

      
      When Four Out of Five Tests Proved Positive

      
      Four out of five tests helped doctors confirm a diagnosis of cancer in the case of
         Steven M., a sixty-five-year-old political scientist, professor in the School of Public
         Affairs, and director of a social science research institute at a major midwestern
         university. He is the author of four books. Most importantly, he has been remarkably
         healthy: “I had basically had no health issues ever, which made the cancer a bit of
         a shock.” He explains,
      

      
         A couple of weeks before my annual physical, I had what felt like a bout of prostatitis,
            though I’ve never had prostatitis. A couple of warm baths seemed to take care of it.
            I mentioned this to my family doctor during my annual physical, so in addition to
            a digital rectal exam, he ordered a PSA test.
         

         
         He had felt something abnormal during the physical exam, and the PSA was elevated
            (I believe it was 4.9). So he recommended that I see a urologist. The urologist repeated
            the exam and PSA, and the findings were the same. At that point, he recommended a
            biopsy. I talked to my doctor, and he said, “Let’s just wait.” So I scheduled another
            visit with my urologist several months later.
         

         
         I did some reading about all of this . . . including a white paper on prostate disease
            from Johns Hopkins. I continued to consult with my family doctor, who thought it made
            sense to go ahead and have the biopsy. By then, it was the holidays, and he said there
            was no big rush. So I scheduled my biopsy for early January.
         

         
         The prostate biopsy came back with a Gleason score of 3+3 (an indication of the presence
            of early-stage cancer cells). There were twelve cores. In three to four of the cores,
            about half of the tissues sampled had cancer cells present.[3] 
         

      

      Cancer Isn’t a True-or-False Question

      
      You might think it is simple to determine whether a tumor is cancerous, but not all
         cases are as straightforward as those we have read about so far. The difficulty comes
         in the labeling and definition of cancerous versus potentially precancerous conditions.
         Some patients have cancerous cells that are totally self-contained or in situ. A common
         example of this condition is ductal cell carcinoma in situ (DCIS).
      

      
      What is at stake here is more than mere semantics. As diagnostic imaging has become
         increasingly powerful, the ability to diagnose precancerous conditions and relatively
         indolent (slow-growing) cancers has expanded dramatically. According to a New York Times article, “Once doctors and patients are aware a lesion exists, they typically feel
         compelled to biopsy, treat, and remove it.”[4]  
      

      
      If your diagnosis falls into this gray area, it is all the more important that you
         understand as much about your disease as possible to ensure that you ultimately receive
         the appropriate level of treatment.
      

      
      Sometimes a Diagnosis Proves Difficult

      
      Sometimes it is difficult for doctors to diagnose cancer because its presentation
         is highly unusual. Such was the case with Patricia H., whose husband, Darrell, recounts
         her story:
      

      
         Our daughter was born in 1990. About a year later, Patricia said to me, “You know,
            I’ve got an awful lot of cold sores in my mouth.” I told her to go see the doctor.
            The doctor, instead of saying “Here’s some mouthwash that will take care of it,” said,
            “We need to do some blood tests.” He came back and told us that her counts were low
            and she should see a specialist.
         

         
         The specialists bandied back and forth for almost two years between lymphoma and lupus
            or some other type of autoimmune condition. There was a lot of uncertainty. At the
            same time, our daughter, Meghan, was not developing speech and was playing with toys
            in an odd, atypical manner. In November 1993, we had back-to-back days when one day
            we took Meghan to Shawnee Mission Medical Center, and they confirmed a diagnosis of
            autism; the next day we got the official confirmation of lymphoma for Patricia.
         

         
         When the doctors finally settled on a diagnosis of lymphoma, they told us that it
            was a very unusual presentation of lymphoma because it was not in the lymph glands
            but rather in the bone marrow. They explained that Patricia’s counts were low because
            the lymphoma cells were aggressive and were displacing bone marrow cells.[5] 
         

      

      Determining that Patricia had cancer was the beginning of a journey that would span
         more than two decades as her doctors went through the steps of first understanding
         and then treating her condition.
      

      
      Identifying the Type of Cancer

      
      Job 1 is to identify the type of suspected cancer. The cell type, coupled with the
         location of the primary tumor, defines the specific type of cancer. Hence, a patient
         can have an adenocarcinoma of the breast or a non-small cell cancer of the lung. Cell
         type can be a crucial indicator of the aggressiveness of the tumor. A patient with
         a small, basal cell cancer of the skin may have little reason for concern. However,
         a patient with a small melanoma of the skin may face a very different fate.
      

      
      Cancer can also be described by its location, as well as by using one of five terms
         defining how far it has traveled from its source:
      

      
         
            
            	
               In situ: Abnormal cells are present only in the layer of cells in which they developed [it
                  is noninvasive and therefore has no immediate potential to spread]
               

            

            
            	
               Localized: Cancer is limited to the organ in which it began, without evidence of spread
               

            

            
            	
               Regional: Cancer has spread beyond the primary site to nearby lymph nodes or tissues and organs
               

            

            
            	
               Distant: Cancer has spread from the primary site to distant tissues or organs or to distant
                  lymph nodes
               

            

            
            	
               Unknown: There is not enough information to determine the stage[6] 
               

            

         

      

      Lori had an invasive cancer, which is normally well defined and thus easier to remove.
         However, the sample also contained an element of lobular cancer, which tends to be
         more diffuse in the breast and is notorious for hiding on imaging studies.
      

      
      The next step is to stage the cancer.

      
      The Stage of Cancer

      
      The most important piece of information you need to know about your cancer is its
         stage. Stage is the dominant factor that determines both treatment and prognosis. The stage
         describes the extent or severity of a cancer. The stage can change as additional information
         about the patient’s condition is revealed or as a result of the progression of the
         disease.
      

      
      A number of methods are used for staging, with TNM staging being most common. It categorizes
         cancer based on the size and extent (reach) of the primary tumor (T); whether the
         cancer cells have spread to nearby (regional) lymph nodes (N); and whether metastasis
         (M), or spread of the cancer to other parts of the body, has occurred.
      

      
      Each of the TNM characteristics contributes to an overall staging on a scale from
         0 to 4, with letters used to more precisely define substages. Stage 0 defines a non-invasive
         or precancerous condition, such as DCIS. Stages 1 to 3 indicate progressively more
         extensive disease that begins locally and spreads regionally. Stage 4 describes cancer
         that has spread to distant sites in the body.
      

      
      The pathologist classified Lori’s tumor as stage 2A, primarily based on its size being
         equal to or greater than two centimeters. Fortunately, there was no evidence of cancer
         in her lymph nodes, which would have increased her stage and the likelihood of recurrence.
      

      
      Cancers are not only staged but also graded.

      
      The Grade of Cancer

      
      Pathologists assign a numerical grade to most cancers depending on the appearance of the cancer cells under a microscope.
         They consider cells that closely resemble normal tissue as “well differentiated.”
         These tumors generally tend to grow and spread at a slower rate than tumors that are
         “undifferentiated” or “poorly differentiated,” which have more abnormal-looking cells and can lack
         normal tissue structures.
      

      
      Most tumors are assigned a grade from 1 to 3. Grade 1 is a slower-growing tumor, while
         grade 3 is an undifferentiated, high-grade tumor that can grow and spread quickly.
         However, different systems are used for different types of tumors.
      

      
      The Gleason score is a unique grading system used only in prostate cancer. The overall
         score is determined by adding together the two most common patterns of abnormal cells
         seen in patients’ prostate biopsies using a scale from 1 to 5. The score ranges from
         2 (1+1) to 10 (5+5). A score of 2 indicates cells that deviate only slightly from
         normal and suggests less likelihood of the cancer spreading, whereas a Gleason score
         of 10 would describe a highly undifferentiated and dangerous tumor. Steven’s tumor
         scored a 3+3, which indicated an intermediate form of cancer.
      

      
      Whatever the methodology, the intent is always to indicate the relative aggressiveness
         of the tumor and probability of spread.
      

      
      How to Participate in the Diagnostic Phase of Your Journey

      
      One of the best ways to feel empowered during this early phase of your journey is
         by asking questions. Yet many patients are hesitant to do so, either believing that
         their physician knows what is best for them or that they simply should not appear
         to be questioning the physician’s judgment. Some patients have had bad experiences
         with physicians who recoiled when asked to explain or justify a particular recommendation.
         Other patients struggle even to formulate which questions to ask.
      

      
      It is essential that you be comfortable asking questions of your doctor and that you
            receive appropriate and satisfactory responses. Here are some of the questions you may wish to consider:
      

      
      
         	
            
            What information do you hope to glean from test results?

         

         
         	
            What are the clinical indications or reasons for recommending the test?

         

         
         	
            How might the test results influence your recommended treatment options?

         

         
         	
            What, if any, dangers or complications can arise from the test?

         

         
         	
            How urgent is the need for the test?

         

         
         	
            What is the cost/benefit of the test?

         

         
         	
            How much discomfort or pain will I experience?

         

         
         	
            What form will the results take?

         

      

      
      You probably aren’t going to grill your physician before a simple blood test, but
         you may want to do extensive research before consenting to a biopsy, costly imaging
         study, or other invasive tests.
      

      
      Once you are properly informed, you will be in a better position to evaluate your
         comfort level with the physician’s recommendations. Be sure to ask when and how you
         will receive the results of your tests. You want to be sure he or she knows you want
         information as soon as it becomes available.
      

      
      The diagnostic phase represents a pivotal time in your journey. It is a time when
         you need to be exquisitely aware. Though every impulse may be urging you to shut down
         and numb out, the more clearly you can think, the more you can participate in impending
         decisions about your care. You need to fight with all of your might to overcome the
         raw fear gripping you.
      

      
      Peer-to-Peer Reviews

      
      You may not be the only one asking your physician to explain his or her reason for
         ordering particular tests. Insurance companies are scrutinizing such decisions with
         increasing frequency—particularly relative to diagnostic imaging studies, which can
         costs thousands of dollars.
      

      
      Your insurance company may ask your doctor to participate in a peer-to-peer review,
         during which he or she explains the rationale for a test to a physician employed by
         the insurance company. Based on the merits of your doctor’s argument, the insurance
         company can opt to approve or deny the claim. If it is denied, either your physician
         must forgo the tests or you must pay out of pocket for them.
      

      
      Someone by Your Side

      
      We know from research how important it is for patients to have a strong support system
         of family and friends to help them get through cancer treatment. A trusted caregiver
         is a bit like your personal Sherpa—they help to lighten your load. Your caregiver
         can be a spouse, significant other, adult child, close friend, or relative. The caregiver’s
         role needs to remain malleable, but in the early stage, it often includes a number
         of basic functions. Ideally, your caregiver will be present at your doctor appointments.
         You will be receiving information at breakneck speed—too quickly to assimilate it
         by yourself. That is why your caregiver needs to listen, record, and be able to recount
         what took place during these visits.
      

      
      There is often a gap between what patients believe they heard and what their physicians
         assert they said. You may well be operating in crisis mode and have trouble retaining
         information. In these instances, the caregiver can capture the key elements of each
         discussion.
      

      
      You will have information overload during this part of your journey. Physicians’ use
         of arcane language further complicates understanding your diagnosis and making astute
         decisions. Research demonstrates that patients often fail to understand what they
         are being told. Thus, they may consent to procedures without appreciating the ramifications
         of such interventions.
      

      
      Your caregiver can help you avoid this problem by speaking up and asking your physician
         to translate what he or she has said into lay terms. The caregiver can provide an
         important point of view as you work through the risks, limitations, costs, and other
         factors associated with the testing and treatment your doctor recommends.
      

      
      Finally, your caregiver can provide emotional support. Do not underestimate the toll
         that cancer will take on you and your family. Though there are emotional challenges
         you must bear alone, an empathetic caregiver can be a godsend during stressful times.
         It’s important to keep in mind, though, that your caregiver will not be immune to
         the forces that rattle your psyche. In fact, they will likely mirror your emotional
         struggles.
      

      
      Shelley W., a thirty-nine-year-old mother and busy executive diagnosed with invasive
         breast carcinoma, described her husband’s role: “He was very level headed about the
         approach to the process and treatment and served as my ‘data guy,’ memorizing statistics
         and keeping the notes from appointments. He was scared about what might happen to
         me but armed with as much knowledge as we could get to make good decisions along the
         way.”[7]  
      

      
      When asked about her diagnosis, Shelley said, “Stage 2B invasive ductal carcinoma.
         My tumor size category is T2 and lymph node status or ‘N level’ is N1. I also have
         a subtype of cancer called ‘triple negative breast cancer.’ I am also negative for
         the BRCA gene mutation.”[8]  
      

      
      Obviously, both she and her husband had done an excellent job of arming themselves
         with the facts. Every cancer patient and his or her caregiver learn these lessons.
         As Lori’s caregiver, I would come to understand this all too well.
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      Chapter 2

      How Prognosis Influences Your Treatment

      
         
         
         
         
      

      
      Based on the results of her diagnostic imaging tests and biopsy, Lori appeared to
         have early-stage breast cancer. The tumor appeared well defined, which meant she was
         a likely candidate for a lumpectomy. It was clear that we needed a surgical opinion.
         Lori chose Dr. M., a colleague with whom she shared a great many cases. Lori was impressed
         with his calm, steady, and reassuring demeanor and his knowledge of breast cancer.
         He took time to explain each patient’s diagnosis and how it translated into a probable
         prognosis. 
      

      
      After a perfunctory knock on the exam room door, Dr. M. paused briefly before opening
         it slowly. He greeted us with a warm smile and expression of genuine concern. Before
         beginning his examination of Lori, Dr. M. spent time talking to us about the situation—gathering
         information and, just as importantly, building rapport.
      

      
      Once he had completed the physical exam, he pulled the pathology report from Lori’s
         chart and began to discuss the biopsy results with us. Dr. M. spoke slowly and simply—not
         for Lori’s benefit but to ensure that I, as a non-physician, understood everything
         he said. Only then was he ready to share his recommendations:
      

      
         Lori, based upon the tumor size and characteristics, I am recommending a lumpectomy
            followed by radiation. As you know, the data clearly demonstrates this approach is
            equally efficacious to mastectomy in preventing recurrence in early-stage breast cancer
            patients. Furthermore, your recovery will be far shorter, the pain and discomfort
            minimal, and there will be no need for reconstruction.
         

      

      Lori nodded but remained concerned: “But Dr. M., my tumor is at least two centimeters
         and appears to contain a lobular component. Are you confident that this is the right
         approach? Maybe I should even be considering bilateral mastectomies.”
      

      
      “You can certainly opt for a mastectomy, and some women do have bilateral mastectomies
         in the hope of reducing any probability of recurrence. I’m relatively certain that
         your insurance would cover the more extensive surgery. If, however, you choose to
         have a lumpectomy, on the small chance that we discover more advanced disease, then
         we can always perform a second surgery.”
      

      
      An almost imperceptible smile crossed Lori’s lips; it was the momentary flicker of
         recognition. “I never understood before why stage 1 breast cancer patients opted for
         mastectomies when the data support minimal surgery. Now that I’m facing the same decision,
         I get it. I don’t want to worry about whether or not you got all of the cancer. I
         want it out. I’d rather go through more surgery than risk having missed something.”
      

      
      Lori looked at Dr. M., then to me, and finally down at the floor. “I know I am reacting
         emotionally instead of with my head. I guess I need a day or two to think about it.”
      

      
      “Of course, take all the time you need, and call me once you’ve reached a decision.
         I know that whatever decision you make, it will be the right one for you.”
      

      
      An Inescapable Reality

      
      Once your test results are in hand, your physician formulates a diagnosis. In an instant,
         the threat of cancer is transformed from an abstract concept to a concrete reality:
         There is an invader within your body.
      

      
      Shelley W. described her experience:

      
         By the time we got to that meeting with the surgeon, we knew it was cancer from the
            language in the preliminary reports. So we weren’t surprised, but I did cry when she
            said I’d need a mastectomy, I think because it made it a little more real. Instead
            of being something that happens to other people, it was happening to me. I don’t recall
            feeling particularly scared or sad, but a little mad about what it meant for the future.[1] 
         

      

      Patients and caregivers often describe their diagnosis as a twofold process: First
         they stoically absorb the facts on an intellectual level, and only later are they
         bowled over by the emotional reaction to their situation. It is an extraordinarily
         difficult and confusing time, as was related by a forty-year-old leukemia patient
         who recalled being so overwhelmed by the conversations with different specialists
         that nothing seemed real for some time.[2] 
      

      
      Diane C. said that she was “in complete denial. I thought, ‘OK, I am ill, but I will
         get through it.’ But my husband understood just how serious it was.” What neither
         Diane nor her husband, Rick, could have anticipated was that Rick would fall victim
         to an equally devastating form of cancer.
      

      
      The inescapable reality of cancer eventually breaks through our defenses.

      
      Understanding One’s Prognosis

      
      While a diagnosis confirms the reality of cancer, a prognosis reveals what may lie
         ahead. It represents your physician’s best estimate of the projected course of your
         disease over time. As such, it defines the anticipated end point of your journey.
      

      
      Far from being an exact science, prognosticating is an art that blends the objective
         facts about your condition with statistical evidence of how other comparable patients
         have fared. A dose of your physician’s intuition can be added liberally to this mix
         before yielding a final prognosis.
      

      
      The two greatest determinants of your prognosis are the nature of the tumor as determined
         by location, size, stage, and grade and your performance status. Of the two, most
         experts agree, “The single most important predictive factor in cancer is Performance
         Status (‘functional ability,’ ‘functional status’): a measure of how much a patient
         can do for themselves, their activity and energy level.”[3]  In simpler terms, your journey through cancer is influenced by the characteristics
         of your specific disease combined with your underlying health and vitality.
      

      
      Your physician may use a scale to measure your performance status and functional ability.
         The two scales most frequently utilized by oncologists are the Eastern Cooperative
         Oncology Group (ECOG) scale and the Karnofsky index.
      

      
      There are additional factors that can influence prognosis, as was the case with Myra
         C. when there was an unexpected rupture of her tumor at the time of surgery:
      

      
         I knew that I had a mass—having become aware of it around Thanksgiving. I wanted to
            get through the holidays and take care of year-end stuff, so I planned to call the
            doctor on January 16. I actually marked the calendar.
         

         
         On the night of January 15, we were out to dinner with good friends. When we started
            to leave, I almost collapsed from a horrific pain. We got home, and I wasn’t fine.
            I couldn’t sleep and kept pacing the floor. I kept wondering if I could wait until
            my doctor’s office opened. I did. When I got in to see him, the first thing he said
            was, “We need to get you to the ER. It will be faster than if I just admit you.”
         

         
         At first, they thought I might have a blockage in my bladder, but they ruled that
            out. They thought it might be a cancer. I told them I was not going to have surgery
            that night. They said, “Yes, you are going to do this tonight.” The mass had shifted
            and was pressing against my spine.
         

         
         The hospital did not have a gynecologic oncologist on staff, so they began to call
            around to see who they could find to operate. A physician came in whom I had never
            met.
         

         
         In the surgery, they found a mass about the size of a child’s football. It had attached
            to the wall of my endometrium [uterus]. As they were trying to remove it, it ruptured.
            My endometrium was flooded with cancer cells.[4] 
         

      

      Myra had several factors in her favor, including excellent functional status, tremendous
         tenacity, and a long list of medical experts ready to come to her aid. However, she
         also had a high-grade tumor that had ruptured during surgery.
      

      
      The Foundation of Treatment Planning

      
      Diagnosis and prognosis combine to form the very foundation of treatment planning.
         For patients who wish to participate in treatment decisions, an “accurate prediction
         and disclosure of diagnosis and prognosis are essential for both treatment and personal
         decision-making.”[5]  This information appears to be beneficial in other ways, too.
      

      
      Research studies have consistently illuminated the beneficial aspects of information
         sharing. For instance, when eighty-three cancer patients were interviewed by researchers
         in one study, they considered information sharing to serve three main functions: enabling
         them to actively participate in their treatment, reducing anxiety, and enabling them
         to prepare and plan for the future.[6]  Conversely, a “lack of information, explanation, and support has been cited as the
         greatest cause of anxiety and stress in cancer patients.”[7] 
      

      
      Unfortunately, several major impediments stand in the way of full and accurate disclosure,
         including the following:
      

      
      
         	
            
            Physicians appear to have a bias toward unwarranted optimism when delivering difficult
               news to patients: “Research has shown that physicians are systematically overly optimistic
               in formulating survival estimates and even more optimistic when they disclose prognostic
               information to patients and/or their families.”[8]  As healers, it is understandable that they want to deliver hope. However, false
               hope can be as or more deleterious than withholding information.
            

         

         
         	
            Patients and their families have a difficult time understanding the objective reality
               of their conditions: “Patients and families do not always translate metastatic disease
               to mean incurable disease, which is usually, but not always, the actual meaning of
               the situation. Furthermore, the word respond (as in ‘a certain percentage of cancer patients will respond to treatment’) is often
               misinterpreted by patients and families as cured (‘a certain percentage will be cured’).”[9] 
            

         

      

      
      Sometimes, the answers patients seek are not apparent to even their physicians, as
         was the case with Bill E. “They couldn’t tell me what I wanted to know: Where did
         it come from, and what are the chances of me getting rid of it? I wanted to know,
         even if it was bad news. So I’m worrying, ‘Is this in my brain?’”[10] 
      

      
      How Much Do You Really Want to Know?

      
      Now might be a good time to ask yourself how much information do you want your physician
         to disclose about your condition? The truth about one’s diagnosis and prognosis can
         be either uplifting or usher in a harsh, new reality. For some patients, a future,
         once meticulously planned, can change with the utterance of a few words by their doctors.
      

      
      Despite the risks of reducing hope and injuring our psyches, the majority of patients
         want to know the truth, albeit to varying degrees of completeness. Here is a sampling
         from the hundreds of research studies examining this issue:
      

      
      
         	
            
            “Our findings suggest that most people do want honest information, even if the news
               is bad. We found that 27 of 27 enrolled patients initially reported wanting to know
               all the available information about their cancer, prognosis, treatment benefits, and
               treatment side effects.”[11]  
            

         

         
         	
            “Four relatively early studies reported that almost all patients (96–98%) wanted to
               be told whether their illness was cancer. Ten studies showed that many patients (57–95%)
               wished to receive all the information available, both good and bad. Four studies reported
               that most patients wanted to know about their chance of a cure (91–97%) and how effective
               the treatment of their cancer was (79–98%). However, four studies suggested that a
               lower percentage of patients (27–61%) wished to discuss their life expectancy.”[12]  
            

         

         
         	
            “Most oncology patients also want to know their prognosis and have rated prognostic
               information as the most important element of communication—more important than diagnostic
               disclosure or treatment information.”[13]  
            

         

         
         	
            “Younger patients, female patients and more highly educated patients consistently
               desired to receive as much detailed information as possible and to receive emotional
               support. Younger and more highly educated patients also wanted to participate in decisions
               regarding their treatment.”[14] 
            

         

      

      
      Regardless of what the research tells us, the bottom line is that there is no right
         or wrong when it comes to seeking or avoiding information about your prognosis. Despite
         what many research studies reveal, there are still many patients who are quite content
         to remain comfortably uninformed about certain stark realities. They may claim that
         they want to know everything but may not be ready to receive the information when
         they do.[15] 
      

      
      Dana B. knew what information she did and did not want to receive from her physician:

      
         I did want to know how the staging happened, but I did not want to know my likelihood of five-year survival. Different people handle things
            in different ways. For me, if someone told me that I had a 30 percent chance of living
            for five years, my hope just went down, whereas if I go into it blindly—not knowing
            the percentage—then I can make it in my mind whatever I want it to be. I’m naturally
            pessimistic, so to maintain optimism, I need to not go there with the numbers.[16]  
         

      

      So once again, before you ask your physician for more information about your diagnosis
         and prognosis, ask yourself, “How much do I want to know about my disease?” The Medscape
         website suggests cancer patients consider how they might respond to the following
         questions from their physician:
      

      
         
            
            	
               Many patients want to know the prognosis. Is this true for you?

            

            
            	
               Some people might not want to know how the cancer will affect survival but wouldn’t
                  mind someone telling their families. What do you prefer?
               

            

            
            	
               What are you expecting to happen?

            

            
            	
               How specific do you want me to be?[17] 
               

            

         

      

      Religious, Ethnic, and Cultural Variations in Norms Regarding Disclosure of Information

      
      Your religious beliefs, as well as ethnic and or cultural background, can have a powerful
         impact on the manner in which you and your physician manage your disease. It is important
         that your doctor be aware of and sensitive to your needs in this regard.
      

      
      Physicians Protecting Us from the Truth

      
      If the majority of patients want to hear the truth about their conditions, why do
         physicians fail to deliver it? Lori and I believe that the primary reason dates back
         to one of the core tenets of medicine. Since the days of Hippocrates, one of medicine’s
         guiding principles has been the admonition to physicians to do no harm. This ideal was codified more than a century ago in the American Medical Association’s
         code of ethics, which reminded physicians of their duty to “avoid all things which
         have a tendency to discourage the patient and depress his spirits,” for this constituted
         harm.[18]  
      

      
      This attitude toward patients did not change until recently. Until the 1970s, doctors
         could still get away with claiming they withheld information for the patient’s own
         good.[19]  In a recent survey, such paternalism was still evident: “Several doctors explained
         that they would only provide detailed information about prognosis if a patient specifically
         asked for it, because they were not convinced that providing time frames or statistical
         information was in a patient’s best interest.”[20] 
      

      
      There are other reasons physicians shield patients from information—including the
         simple fact that physicians, like the majority of mankind, would prefer to avoid difficult
         and painful discussions. Who can blame physicians, particularly when you realize that
         they have received little to no training on how to manage such conversations with
         their patients?
      

      
      A Little Finesse Goes a Long Way

      
      “What can make a huge difference . . . is how and how often doctors discuss options
         with patients and describe the potential of continued treatment.” Two leading cancer
         experts quoted in a New York Times article suggest that practitioners master “ask, tell, ask,” which consists of asking
         patients what they want to know about their prognosis, telling them what they want
         to know, and then asking, “What do you now understand about your situation?”[21]  
      

      
      Today, protecting patients from the truth has been replaced with a new guiding principle:
         The art of healing is a collaborative process that occurs between patient and physician.
         They are, in essence, partners in the care transaction. As one physician noted in
         a New York Times editorial, “[Patients] have the right to direct their own care, and to do so they
         must be fully informed. As doctors, we no longer ‘care for’ as much as ‘care with’
         our patients through their illnesses.”[22] 
      

      
      How Often Physicians Withhold Information

      
      Despite the changing mores of health care, doctors commonly fail to ask what information
         patients want. In fact, the evidence consistently shows that doctors are hesitant
         to divulge prognostic information.[23]  
      

      
      The problem is particularly acute with patients facing terminal illness. Numerous
         studies have explored the levels of physician disclosure and have come to the following
         conclusions:
      

      
      
         	
            
            “U.S. physicians do not disclose prognosis at least half the time and feel unprepared
               to have these discussions.”[24]  
            

         

         
         	
            “Even if terminally ill patients with cancer requested survival estimates, doctors
               would provide such estimates only 37% of the time, often an overestimate; and a recent
               meta-analysis showed that cancer physicians consistently overestimated prognosis by
               at least 30%.”[25]  
            

         

         
         	
            “Strikingly, physicians give the least honest figures to those with the worst prognoses
               (and perhaps most in need of information to make decisions). In one study, physicians
               who had referred patients to hospice reported that if the patient asked about prognosis,
               they would provide an honest estimate only 37% of the time. Most of the time, physicians
               would provide no estimate or a conscious overestimate.”[26]  
            

         

         
         	
            “A study of 140 patients with metastatic cancer in the Netherlands found only 39%
               were told their prognosis by their oncologist. Similarly, an Australian study of patients
               with breast cancer or melanoma found only 27% were given a prognosis during their
               initial oncology consultation, while 57% desired this information.”[27]  
            

         

      

      
      All of us want modern medicine to rescue us from a potentially devastating disease.
         The truth is that some of us will be rescued and some of us won’t, but the vast majority
         of cancer patients will be blessed with many happy and productive years following
         their diagnoses.
      

      
      How Accurate Are Physicians in Telling the Future?

      
      The short answer is not very accurate: “Clinical prediction of survival has been found to be erroneous (defined as more
         than double or less than half of actual survival) 30% of the time in expert hands.
         Two thirds of errors are based on over-optimism and one third on over-pessimism.”[28]  
      

      
      Physicians seem to have an optimistic bias regarding patients’ prognoses, as previously
         discussed. Once again, the patients least likely to receive an accurate appraisal
         of their future are those with the most advanced disease.
      

      
      Studies evaluating the accuracy of doctors’ survival predictions in patients with
         terminal cancer have been undertaken for more than thirty years. Most have looked
         at the difference between predicted survival and actual survival after the patient
         was referred to a palliative care service (noncurative clinical interventions designed
         to reduce pain and improve quality of life) or admitted to a hospice. A recent systematic
         review of eight such studies, four involving more than 1,500 predictions, showed the
         following results:
      

      
         
            
            	
               Predictions were more than twice as likely to be overly optimistic (median predicted
                  survival of six weeks versus median actual survival of four weeks).
               

            

            
            	
               Predictions were correct to within a week in only 25 percent of cases.

            

            
            	
               Predictions were off by more than a month in over 25 percent of cases.

            

            
            	
               Despite the inaccuracy, there was a strong correlation between the predicted and actual
                  survival, up to six months.
               

            

            
            	
               Predictions of less than four weeks were the most precise (sometimes referred to as
                  a “horizon effect”).
               

            

            
            	
               For predictions beyond six months, there was no relationship to actual survival.[29] 
               

            

         

      

      Some studies suggest an even greater distortion of reality: “Physicians’ estimates
         of prognosis for patients in palliative care programs are overly optimistic by a factor
         of 3- to 5-fold—that is 300% to 500% more optimistic than observed. Other studies
         bolster the finding that physicians overestimate survival.”[30] 
      

      
      Prognostic predictions are extremely important because “As the options for treating
         advanced cancer expand, it is crucial to identify not only those patients who will
         live long enough to benefit from therapy but also to avoid overly aggressive treatment
         in those who will not. Furthermore, patients base their treatment choices on their
         prognosis.”[31]  Yet, we’ve seen how these predictions can be quite flawed.
      

      
      Not Confusing Statistics for Determinants of Your Future

      
      One should be careful not to confuse a personal prognosis with gross statistical averages
         for patients with certain types of cancer. Even so, some patients find value in examining
         the statistical survival data for their type of cancer. What follows is prognostic
         information for three commonly diagnosed cancers, which quickly demonstrates the level
         of variation in long-term outcome that occurs within cancer diagnoses. The following
         information is from the American Cancer Society:
      

      
      
         	
            
            Prognosis for Breast Cancer: “Overall, 61% of breast cancer cases are diagnosed at a localized stage (no spread
               to lymph nodes or other locations outside the breast), for which the 5-year relative
               survival rate is 99%. If the cancer has spread to tissues or lymph nodes under the
               arm (regional stage), the survival rate is 84%. If the spread is to lymph nodes around
               the collarbone or to distant lymph nodes or organs (distant stage), the survival rate
               falls to 24%. For all stages combined, relative survival rates at 10 and 15 years
               after diagnosis are 83% and 78%, respectively.”[32]  
            

         

         
         	
            Prognosis for Lung Cancer: “The 1- and 5-year relative survival rates for lung cancer cases diagnosed during
               2003–2009 were 43% and 17%, respectively. Only 15% of lung cancers are diagnosed at
               a localized stage, for which the 5-year survival rate is 54%. The 5-year survival
               for small cell lung cancer (6%) is lower than that for non-small cell (18%).”[33] 
            

         

         
         	
            Prognosis for Prostate Cancer: “The majority (93%) of prostate cancers are discovered in the local or regional stages,
               for which the 5-year relative survival rate approaches 100%. Over the past 25 years,
               the 5-year relative survival rate for all stages combined has increased from 68% to
               almost 100%. According to the most recent data, 10- and 15-year relative survival
               rates are 99% and 94%, respectively.”[34] 
            

         

      

      
      Whatever your prognosis is today, it can change over time and treatment. The world
         of cancer treatment is highly dynamic, and different doctors may prescribe different
         treatments, so it is important to have the right people on your team.
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      Chapter 3

      How to Select Your Doctors and Treatment Facilities 

      
         
         
         
         
      

      
      Myra C. has a great deal to say about physicians. Though not a doctor herself, Myra
         has devoted her life to advancing the field of bioethics. In 1982, she cofounded the
         Midwest Bioethics Center based on a profound interest in end-of-life issues and catalyzed
         by her mother’s death from cancer. Forty years later, the Center for Practical Bioethics,
         as it is currently known, enjoys an international reputation for advocacy related
         to end-of-life and palliative care issues. Much of this is due to the indomitable
         spirit of Myra, which can be seen in the continuation of her story:
      

      
      
         The next morning [following surgery], when I spoke with the surgeon, we didn’t do
            very well communicating with one another. I am not looking for a friend, but I am
            looking for a good doctor. He was abrupt. He said, “Because the tumor ruptured, you
            are going to need to start chemo as soon as possible.”
         

         
         I said, “Well, maybe, but I’m not sure I will have chemo.” He was very dismissive
            and said, “Don’t be foolish. Of course you are going to have chemo!”
         

         
         It was really off-putting to me. I again said, “Maybe. Maybe not.” I knew he and I
            were not going to do well with one another, so I told him I was going to shop around
            for an oncologist and figure out what to do.
         

         
         The next day while friends were visiting, in comes this kid. He taps on the door,
            and then just charges in, interrupting our conversation. He sits down, looking like
            he is all of twelve years old, and says, “I’m doctor so and so. I’m your oncologist.”
         

         
         I said, “I’m sorry. What did you just say?” He repeated himself, to which I replied,
            “Sweetheart, I’m sure you are an oncologist, but you are not my oncologist. So do you mind just leaving?”
         

         
         Because of the work I do, I had lot of friends—great resources to turn to for information.
            I wanted to know everything in the world about my cancer. I read a lot. I knew I had
            a rare form of ovarian cancer that was very aggressive—its cells double at a rapid
            rate. I knew that I wanted to see someone who specialized in gynecological cancer,
            someone who was well trained, someone who was direct but not rude. So I began to ask
            people in Kansas City who would qualify. Dr. D.’s name surfaced several times.
         

         
         I told a close friend who is an oncologist that I was thinking about Dr. D., and he
            said, “Wow, she’s brilliant, top notch, and really strong willed and blunt and opinionated.”
            My husband interrupted and said, “Bob, it sounds like Dr. D. and Myra would be fine
            together!” So I asked Bob if he would ask her to see me that week.
         

         
         Dr. D. and I have done well together. We have our good days and bad days. Sometimes
            I tease her and ask her if she remembers the definition of shared decision making.
            I’m very fond of her.[1] 
         

         
      

      Myra offered this advice regarding the selection of your physician:

      
      
         You want to know that your doctors are well trained. You want to talk to people who
            know your doctor. I also wanted someone who had published. I want to know not only
            the scientific data but what my doctor thinks about the problem—even though I may
            or may not pay attention to what she advises me to do.
         

         
         I also think it is very important that it is someone that you can relate to. I wasn’t
            looking for a good friend, but I did need to identify someone who would respect my
            role in treatment.
         

         
         When you are talking about this journey, you’re hopefully going to be with this person
            for a long time. That’s why I believe in a covenantal approach to medicine—you can
            only be successful if each commits to the other.[2] 
         

         
      

      A Trusted Guide

      
      Your doctors will serve as trusted guides throughout your cancer journey, so it is
         essential that you select physicians whom you trust and value. Few people know this
         better than Alta F., who has survived three separate cancer diagnoses during her seventy-four
         years of life. Her advice is simple: “You have to have faith in your doctor. If you
         have doubts, you are going to be in trouble.”[3]  
      

      
      Most patients start the journey by consulting with their primary care physician (PCP).
         In many cases, he or she might be able to rule out cancer by appropriately attributing
         your symptoms to other, more benign causes. If cancer appears likely, your PCP will
         recommend a specialist, whose first job will be to render a definitive diagnosis and
         then suggest a treatment plan. That plan may include multiple other specialists—all
         of whom you will need to vet.
      

      
      It may sound simple and straightforward, but here is where the path gets tricky. Before
         you accept your PCP’s recommendations, you need to understand his or her thought process
         when referring you to a given specialist. There are numerous factors that can influence
         your doctor’s recommendations, including:
      

      
      
         	
            
            The Role That Your PCP Wishes to Play in Your Treatment: Some PCPs will quickly refer their patients to a specialist. Others may elect to
               order the initial imaging studies or other tests before determining whom you should
               see next.
            

            
         

         
         	
            The Type of Disease That Is Suspected: Cancers of the blood would suggest an initial referral to a medical oncologist or
               hematologist, whereas a suspected solid tumor would likely result in an initial referral
               to a surgical specialist. More esoteric or rare tumors might justify a referral to
               a subspecialist known for his or her expertise in this particular disease.
            

            
         

         
         	
            The Various Cancer Specialists Who Are Available in Your Community: The depth and breadth of cancer specialists varies dramatically across communities
               and health care institutions. If you live in a rural area or a small to midsized community,
               you may have to travel to receive disease-specific expertise. Your doctor will consider
               whether your functional status imposes any limitations on travel. If not, he or she
               will help you weigh the potential trade-offs of leaving town for care.
            

            
         

         
         	
            The Hospital or Health System with Which Your PCP Is Aligned or Employed: Physicians are often strongly encouraged to make referrals to colleagues within their
               own hospital or health care system. While financially beneficial to the health care
               organization, such practices are not necessarily in your best interest. Remember,
               not all doctors, including oncologists and surgeons, are equally competent.
            

            
         

         
         	
            Your Doctor’s Historic Referral Patterns and Experiences, As Well As His or Her Biases:
                  We often give our PCP too much credit when it comes to discerning and utilizing the
               best referral sources available in the market. It is exceedingly difficult to differentiate
               among physicians based on clinical quality—unless the variation is blatant. Furthermore,
               they may simply lack exposure to specialists outside of their spheres of practice.
            

            
         

         
      

      
      The key is finding the right doctor for you. For Lori and me, that meant someone with impeccable clinical skills,
         knowledge, and experience. We also wanted a doctor with whom we felt we had a trusted
         partnership—who was compassionate and a good communicator. Your list of virtues for
         the right physician may be different. The important thing is to have a list. Define
         what you are looking for in a specialist, and consider your first encounter with a
         new doctor like a job interview—with you conducting the interview.
      

      
      Understanding the Role of Cancer Specialists

      
      Your chances of selecting the optimal specialists improve when you understand how
         to differentiate among doctors.
      

      
      Lori and I believe it is helpful to first divide doctors into two major groups: (1)
         those specialists whose practices include—but do not treat exclusively—cancer patients,
         such as general surgeons, neurosurgeons, urologists, ENTs, and gynecologists, and
         (2) physicians whose sole focus is on cancer-related diagnoses. The second group,
         who are referred to as oncologists, can then be further divided into medical oncologists (who can also be trained as
         hematologists), radiation oncologists, and surgical oncologists.
      

      
      Here’s a short description of each specialty from the National Cancer Institute:

      
      
         
            
            	
               Medical Oncology is a subspecialty of internal medicine. Doctors who specialize in internal medicine
                  treat a wide range of medical problems. Medical oncologists treat cancer and manage
                  the patient’s course of treatment. A medical oncologist may also consult with other
                  physicians about the patient’s care or refer the patient to other specialists.
               

               
            

            
            	
               Hematology is a subspecialty of internal medicine. Hematologists focus on diseases of the blood
                  and related tissues, including the bone marrow, spleen, and lymph nodes.
               

               
            

            
            	
               Radiation Oncology is a subspecialty of radiology. Radiology is the use of x-rays [sic] and other forms of radiation to diagnose and treat disease. Radiation oncologists
                  specialize in the use of radiation to treat cancer.
               

               
            

            
            	
               Surgery is a specialty that pertains to the treatment of disease by surgical operation. General
                  surgeons perform operations on almost any area of the body. Surgeons can also choose
                  to specialize in a certain type of surgery; for example, thoracic surgeons are specialists
                  who perform operations specifically in the chest area, including the lungs and the
                  esophagus. Oncologic surgeons specialize in operating on cancer.[4] 
               

               
            

            
         

         
      

      Medical, surgical, and radiation oncologists are required to pass comprehensive examinations
         in their specific fields, referred to as boards, in order to be board certified. Board certification is generally recognized as the minimum standard required to
         ensure that physicians possess the requisite level of clinical competency to practice
         in their specialties.
      

      
      Medical, radiation, and surgical oncologists can be further differentiated based on
         their focuses on specific diseases or areas of the body. A surgical oncologist, for
         instance, can subspecialize in breast cancer. Though their knowledge about cancer
         is, by design, narrow, it can also be profoundly deep. One sees this division most
         commonly in large academic settings where oncologists possess even greater subspecialized
         training or experience.
      

      
      Oncologists can complete formal training in their subspecialties, known as fellowship training. It is important to note that many physicians bestow upon themselves the title of
         specialist or expert in a given area, such as breast surgery, based on the volume of patients they treat
         for a specific condition. They can be experts, but before accepting their claims of
         expertise, it is perfectly acceptable to ask physicians about their formal training
         (i.e., are they fellowship trained?) and about their years of experience with patients
         who have conditions similar to yours.
      

      
      What Do You Value Most in a Doctor?

      
      Now that you know how to differentiate among specialists based on their type of practice
         and level of training, it is time to consider other factors that can influence your
         selection process. Here is a quick list to get you started:
      

      
      
         	
            
            Participation in Your Insurance Plan. Because of the extraordinary cost of health care services, the first screen that
               most people use when considering a physician is whether they participate in the patient’s
               insurance plan. Unfortunately, some physicians may be inaccessible to you by virtue
               of being out of network—meaning that your insurance company has not contracted with these doctors to be part
               of their physician panel. Unless you are willing to pay heavily out of pocket, which
               can be financially devastating, you will need to find an in-network provider.
            

            
         

         
         	
            Reputation for Clinical Excellence. Though it is difficult to quantify, every physician knows that there is tremendous
               variation in quality among doctors. There are ways to improve your probability of
               finding a clinically excellent doctor: (1) Begin by seeking out physicians who have
               a strong reputation within the community among both consumers and health care professionals—there
               is probably a good reason for them to be viewed positively. (2) Consider a physician
               who practices at a nationally recognized cancer center.
            

            
         

         
         	
            Training and Credentials. Lori and I feel this issue bears repeating because the depth and breadth of a physician’s
               training can also provide a proxy for quality. A basic starting point is to ensure
               that your physician is board certified. You may then want to consider a physician
               who has received subspecialized training in the form of a fellowship. Some patients
               also consider where their physicians trained, believing that a fellowship from a prestigious
               cancer institute provides yet another level of assurance. As you go through this discernment
               process, please realize that there are also superlative physicians who do not possess
               these credentials.
            

            
         

         
         	
            Experience. Nothing trumps the value of experience—and the insight, proficiency, and wisdom that
               can be gleaned through years of practice. Reams of data exist showing the correlation,
               for instance, between the number of surgical procedures performed by a physician and
               his or her outcomes. As Malcolm Gladwell discusses in his book Outliers, it generally takes a great deal of time to achieve mastery in any endeavor: “In
               fact, researchers have settled on what they believe is the magic number for true expertise:
               ten thousand hours.”[5]  
            

            
         

         
         	
            Alignment with a Specific Hospital or Health System. Your physician is but one cog in the medical “machine” that provides care to cancer
               patients. The comprehensiveness, quality, and cutting-edge nature of this care will
               vary dramatically among freestanding centers, hospitals, and health systems. What
               may be available at your local community hospital could be a mere subset of the offerings
               at an academic medical center. Depending on your type of cancer, where you are treated
               could have a significant impact on your outcome. Remember, if your PCP is an employee
               of a hospital or health system, he or she is probably strongly encouraged to refer
               you to specialists within this system. That may or may not be in your best interest.
            

            
         

         
         	
            Referral Network. It is important that, when selecting your first specialist, you have some sense of
               the other physicians to whom you may be referred. If your initial referral is to a
               surgeon, then he or she will likely have a preferred medical and radiation oncologist.
               Together, they will form your cancer treatment team. Ideally, you would want to conduct
               some level of due diligence on all of these doctors—but recognizing that timeliness
               of treatment can be important, that is probably not feasible. Therefore, there is
               even more reason for you to be comfortable with the system into which you are referred.
               It is essential that you are confident that all of the physicians meet a minimum standard
               of excellence.
            

            
         

         
         	
            Regular Participation in a Tumor Board. Many cancer specialists attend regularly scheduled meetings in which a panel of diverse
               specialists review patients’ findings and recommended treatment plans. It allows a
               specialist and their patients to receive a multidisciplinary review of their care
               and make any recommended course corrections. Lori and I feel strongly about the importance
               of tumor boards. We would consider making participation a prerequisite when selecting
               a specialist. Keep in mind, however, that the treatment of many early-stage cancers
               is so straightforward as to not warrant multidisciplinary review. Ask your specialist
               if he or she plans to present your case. If so, request a follow-up report on the
               consensus of the tumor board regarding your treatment.
            

            
         

         
         	
            Gender. Whether you seek care from a male or female physician is primarily a matter of comfort
               for some patients. This issue most frequently comes into play in cases of breast cancer
               and genito-urinary tract diseases, such as cervical cancer.
            

            
         

         
         	
            Interpersonal Style. The communication style and emotional intelligence of their physicians matters greatly
               to some patients and far less to others. Some patients simply want a physician with
               unquestionable clinical skills and are willing to defer to their physician’s judgment.
               Others want to actively participate in treatment decisions and need a physician who
               is an extremely effective communicator, demonstrates clear empathy, and welcomes you
               as a partner on this journey. For patients facing a difficult prognosis, the emotional
               intelligence and emotional availability of their physicians can make a pronounced
               difference.
            

            
         

         
      

      
      For readers interested in exploring these topics in more detail, consider reading
         my earlier book, The Myths of Modern Medicine: The Alarming Truth about American Health Care. Chapter 5 focuses exclusively on physician-related issues and elaborates on a number
         of the aforementioned topics.
      

      
      Important Questions to Ask Your PCP about His Referral Recommendation

      
      The likelihood of finding a physician who meets your stringent qualifications increases
         dramatically when you become actively involved in the referral selection process.
         The specific action that you need to take is simple: Begin by asking your PCP a host
         of questions related to his recommendation, including:
      

      
      
         	
            
            Why are you sending me to this type of specialist to make the diagnosis?

            
         

         
         	
            What made you choose him or her over others in the field?

            
         

         
         	
            If I wanted a second opinion from a physician at another hospital, to whom would you
               send me?
            

            
         

         
      

      
      Your PCP should patiently answer your questions. If not, perhaps you need a new PCP.
         Let us assume that your physician is highly collaborative. Even so, do not feel pressured
         to accept his or her referral recommendation quite yet. It is perfectly acceptable
         to thank your doctor while indicating that you need a little more time to process
         the decision. Remember, despite the sense of urgency you are feeling, it is important
         to slow down long enough to make astute decisions. Only then are you empowered to
         take the right action.
      

      
      Other Sources of Information about Physicians

      
      Now may be a good time to seek out other sources of information about appropriate
         specialists within your area. The trick when conducting such a search is to understand
         the relative validity of your sources before being swayed by the information they
         provide. Here are a few tips to get started:
      

      
      
         	
            
            You may know doctors or nurses in the community. Health care workers can be a valuable
               source of information, but they bring obvious biases based on their experiences with
               specific providers and health systems. Nonetheless, I have learned a great deal from
               such sources, including surgical nurses who stand side by side with a plethora of
               surgeons in the OR. When they tell me that they would “not take their dog” to a given
               surgeon, you can bet I won’t be taking my family member to him or her, either. Health
               care insiders can also articulate the positive points of differentiation for key specialists;
               for example, “He performs more than two hundred of these procedures each year and
               enjoys excellent clinical outcomes.”
            

            
         

         
         	
            The Internet offers robust information; unfortunately, much of it is of questionable
               validity. There are a host of trusted sites sponsored by major organizations, such
               as the National Cancer Institute, the Mayo Clinic, the American Cancer Society, National
               Cancer Care Network, and American College of Surgeons. Be cautious when reviewing
               sites focused on particular types of cancer—many of them are underwritten by pharmaceutical
               firms and are accordingly biased. We have included a list of resources at the end
               of the book that identifies trustworthy sources of information.
            

            
         

         
         	
            When reviewing content on hospital or health system sites, take all stated claims
               with a grain of salt. Much of it is marketing hyperbole and can bear little resemblance
               to the truth. Also be wary of sites that purportedly rate the quality of physicians.
               Such sites are in their infancy and hence are of questionable value. Their ratings
               are often predicated upon patient evaluations of the nonclinical attributes of care,
               for example, whether the physician was nice. You may, however, be able to access important
               biographical information about a physician, including education, training, certifications,
               and years in practice via the Internet.
            

            
         

         
      

      
      The National Cancer Institute offers the following recommendations for finding the
         right physician for you:
      

      
      
         
            
            	
               Your local hospital or its patient referral service may be able to provide you with
                  a list of specialists who practice at that hospital.
               

               
            

            
            	
               The American Board of Medical Specialties (ABMS) has a list of doctors who have met
                  certain education and training requirements and have passed specialty examinations.
               

               
            

            
            	
               The American Medical Association (AMA) DoctorFinder database provides basic information
                  on licensed physicians in the United States. Users can search for physicians by name
                  or by medical specialty.
               

               
            

            
            	
               The American Society of Clinical Oncology (ASCO) provides an online list of doctors
                  who are members of ASCO. The member database has the names and affiliations of nearly
                  30,000 oncologists worldwide. It can be searched by doctor’s name, institution, location,
                  oncology specialty, and/or type of board certification.
               

               
            

            
            	
               The American College of Surgeons (ACS) membership database is an online list of surgeons
                  who are members of the ACS. The list can be searched by doctor’s name, geographic
                  location, or medical specialty. The ACS can be contacted by telephone at 1-800-621-4111.
               

               
            

            
            	
               The American Osteopathic Association (AOA) Find a Doctor database provides an online
                  list of practicing osteopathic physicians who are AOA members. The information can
                  be searched by doctor’s name, geographic location, or medical specialty. The AOA can
                  be contacted by telephone at 1-800-621-1773.
               

               
            

            
            	
               Local medical societies may maintain lists of doctors in each specialty.

               
            

            
            	
               Public and medical libraries may have print directories of doctors’ names listed geographically
                  by specialty.
               

               
            

            
            	
               Your nearest NCI-designated cancer center can provide information about doctors who
                  practice at that center. The NCI-Designated Cancer Centers’ Find a Cancer Center page
                  provides contact information to help health care providers and cancer patients with
                  referrals to NCI-designated cancer centers located throughout the United States.[6] 
               

               
            

            
         

         
      

      Lori also suggests that the American Society for Therapeutic Radiation Oncology can
         be a valuable resource for information related to radiation oncology and its practitioners.
      

      
      Identifying the Right Facilities to Diagnose and Treat Your Disease

      
      When you select a physician, you are de facto selecting the facilities at which he
         or she practices. Because not all cancer facilities are comparable, it is important
         to understand your physician’s affiliations. In fact, facilities that treat cancer
         vary dramatically in their capabilities, treatment volumes, clinical outcomes, and
         patient satisfaction.
      

      
      Among the most comprehensive cancer centers are those bearing an NCI designation:

      
      
         The NCI-designated cancer centers program recognizes centers around the country that
            meet rigorous criteria for world-class, state-of-the-art programs in multidisciplinary
            cancer research. These centers put significant resources into developing research
            programs, faculty, and facilities that will lead to better approaches to prevention,
            diagnosis, and treatment of cancer. The NCI designation not only recognizes excellence
            but opens doors to greater federal funding, information sharing, and resources.[7] 
         

         
      

      There are sixty-eight NCI-designated facilities, the vast majority of which are academic
         medical centers.
      

      
      There is a further division within NCI-designated centers, noted by adding the word
         comprehensive to the name. Only about 60 percent of the NCI-designated cancer centers are comprehensive
         cancer centers. For a center to earn this distinction, it must
      

      
      
         demonstrate reasonable depth and breadth of research in each of three major areas:
            laboratory, clinical, and population-based research, as well as substantial transdisciplinary
            research that bridges these scientific areas. In addition, a comprehensive center
            must also demonstrate professional and public education and outreach capabilities,
            including the dissemination of clinical and public health advances in the communities
            it serves.[8] 
         

         
      

      Though these facilities generally have tremendous capabilities, NCI-designated centers
         are not right for everyone, as was the case with Myra:
      

      
      
         A lot of people have asked me why I did not go to a National Cancer Institute-designated
            center and instead saw a physician in a private hospital. My mom died of cancer and
            received care in an academic institution. She received excellent care, but that whole
            model of care in which students are coming in and out is a different model. The focus
            is on research and training, with patient care being third. Frankly, I wanted people
            focused on me—not their next publication.[9] 
         

         
      

      There are many exemplary cancer treatment facilities without NCI designation. The
         NCI suggests a series of questions to help determine if a treatment facility is right
         for you:
      

      
      
         
            
            	
               Has the facility had experience and success in treating my condition?

               
            

            
            	
               Has the facility been rated by state, consumer, or other groups for its quality of
                  care?
               

               
            

            
            	
               How does the facility check on and work to improve its quality of care?

               
            

            
            	
               Has the facility been approved by a nationally recognized accrediting body, such as
                  the ACS Commission on Cancer and/or The Joint Commission?
               

               
            

            
            	
               Does the facility explain patients’ rights and responsibilities? Are copies of this
                  information available to patients?
               

               
            

            
            	
               Does the treatment facility offer support services, such as social workers and resources,
                  to help me find financial assistance if I need it?
               

               
            

            
            	
               Is the facility conveniently located?[10] 
               

               
            

            
         

         
      

      In addition to NCI designation, two other resources can aid you in your search for
         the right facility. The American Cancer Society’s Commission on Cancer has identified
         more than 1,430 treatment facilities in the United States that offer approved programs.
         These programs have been vetted to ensure that they fulfill the criteria associated
         with delivering quality cancer care. A complete list of these programs can be found
         on the ACS website. You can also contact the Commission on Cancer by telephone at
         (312) 202-5085 or by e-mail at CoC@facs.org.
      

      
      Finally, you may wish to contact the Joint Commission:

      
      
         The Joint Commission is an independent not-for-profit organization that evaluates
            and accredits health care organizations and programs in the United States. It also
            offers information for the general public about choosing a treatment facility. The
            Joint Commission can be contacted by telephone at 630-792-5000. The Joint Commission
            offers an online Quality Check service that patients can use to determine whether
            a specific facility has been accredited by the Joint Commission and to view the organization’s
            performance reports.[11] 
         

         
      

      Remember, if you are a member of a health insurance plan, your choice of treatment
         facilities may be limited to those that participate in your plan. Your insurance company
         can provide you with a list of approved facilities. Nurses and social workers may
         also be able to provide you with more information about coverage, eligibility, and
         insurance issues. Although the costs of cancer treatment can be very high, you do
         have the option of paying out of pocket if you want to use a treatment facility that
         is not covered by your insurance plan. If you are considering paying for treatment
         yourself, you may wish to discuss the possible costs with a financial counselor associated
         with your doctor’s office prior to treatment.
      

      
      Determining Whether Local Resources Are Adequate to Meet Your Needs

      
      Most cancer patients will find all of the needed resources for their journeys within
         their own communities. However, some patients may need to seek care at facilities
         geographically distant from home. Some of the primary reasons for considering traveling
         for care include:
      

      
      
         	
            
            the diagnosis of a condition that is either relatively rare or for which there is
               no well-defined standard of care,
            

            
         

         
         	
            the presence of complicating medical conditions that impact your ability to receive
               the standard of care,
            

            
         

         
         	
            concerns over the quality of care available in your community,

            
         

         
         	
            the desire to see a recognized expert in the particular condition from which you suffer,

            
         

         
         	
            a desire for some level of anonymity while going through treatment, and

            
         

         
         	
            the availability of selective clinical trials (that may not be available in your community).

            
         

         
      

      
      Some patients elect to leave home to obtain a second opinion, a topic we explore in
         more detail in chapter 7. Many of these patients then have the prescribed therapies
         administered by local clinicians.
      

      
      Before you elect to leave home for care, it is important that you recognize some of
         the difficulties you will likely encounter. You can weigh the pros and cons before
         deciding what is in your best interest:
      

      
      
         	
            
            There may be significant financial implications of your decision based on insurance
               and costs associated with travel and lodging for your family.
            

            
         

         
         	
            By being away from home, your support network could be diminished.

            
         

         
         	
            You may miss the comfort and familiarity of home while undergoing difficult treatments
               at a facility that is foreign to you.
            

            
         

         
         	
            You could have more trouble navigating between various providers in an unfamiliar
               city.
            

            
         

         
         	
            Continuity of care may be more difficult once you return home.

            
         

         
      

      
      Overcoming Financial Barriers to Travel

      
      Some patients may have difficulty bearing the burden of travel expense associated
         with seeking care outside of their communities. Fortunately, there are organizations
         that provide assistance with travel costs, including but not limited to:
      

      
      
         	
            
            Air Charity Network,
            

            
         

         
         	
            Corporate Angel Network,
            

            
         

         
         	
            Joe’s House,
            

            
         

         
         	
            Ronald McDonald House Charities, and
            

            
         

         
         	
            Hope Lodge (American Cancer Society).
            

            
         

         
      

      
      Deciding on a Doctor and Facility

      
      Regardless of the scope of your search, once you feel that you’ve conducted an adequate
         due diligence, it’s time to make a decision, share your conclusions with your PCP,
         and ask him or her for help in expediting the scheduling of your first appointment.
      

      
      When you meet with the selected specialist, again view it as a job interview in which
         you are interviewing the doctor. You’ve evaluated him or her in absentia, but now
         that you are actively interacting, are you happy with your choice? If so, listen carefully
         to his or her recommendations on the plan to treat your cancer. If not, take the time
         to start over; chances are there were one or two “runners-up” in your selection process.
      

      
      Caveat Emptor

      
      It is important that you and your family be able to differentiate between unsubstantiated
         marketing claims by certain cancer facilities and the truth. Lori and I cringe when
         we see warm television ads promising comprehensive care, unique treatment modalities,
         and great outcomes regardless of the nature of one’s diagnosis.
      

      
      Every cancer patient wants the best chance at recovery and deserves to receive it.
         Some cancer facilities, however, may be more adept at tailoring their marketing messages
         than delivering clinically superior care. Truly exemplary facilities may do a modicum
         of advertising, but they do not make exaggerated claims. Rather, they build their
         reputation daily, patient by patient, predicated on the excellence of their care.
         Be careful not to be misled by false claims at a time when you or a loved one is extremely
         vulnerable and searching for the best care.
      

      
      A Final Note of Caution

      
      Myra offers an important cautionary note to patients entering the health care system:

      
      
         One piece of advice I would offer is that you have to take control of your situation.
            Our health care system is in disarray. Right now it is a mess. Either you or someone
            close to you has to advocate for you. Health care is a pretty hostile territory. People
            wander in having no idea what can happen to them. This sounds so awful, but I sometimes
            think about the lamb to slaughter. Granted, there are miracles that happen every day
            in our health care system, and there are wonderful people who work within it. But
            the system is stacked against the patient. The patient has to figure out how to manage
            it. They cannot rely on their physician for this task.[12]  
         

         
      

      These words likely sound unduly harsh—particularly at a time when you need to put
         great trust in the providers from whom you will receive care. They are not harsh;
         they are the reality of today’s health care system.
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      Chapter 4

      Genetic Testing in Diagnosis and Treatment

      
         
         
         
         
      

      
      Even as a small child, Mary E. knew she wanted to be a nurse someday. After completing
         nursing school, Mary spent the first half of her career working on both rehab and
         medical-surgical units of a hospital. It was oncology nursing, though, that would
         capture Mary’s heart and give her life a tremendous sense of purpose.
      

      
      Day in and day out, as Mary cared for her cancer patients, she had no awareness that
         locked deep within her genes was a secret—a small change in the genetic code that
         would predispose her to cancer.
      

      
      Her cancer journey began at a tumultuous time in her life:

      
         I was divorced in September and then went for my routine mammogram in October. That
            was on a Friday, after which I took off for Minnesota to celebrate my divorce with
            my best friend, who had been my maid of honor during my wedding. She had also lent
            me money during my divorce. While up there, I got a call saying that I needed to come
            back for an ultrasound. After working in oncology for so many years, I knew exactly
            what that meant.
         

         
         As soon as I got back, I went in for the ultrasound. They then said I needed a biopsy.
            Meanwhile, I was communicating with the people I knew in radiation oncology at St.
            Mary’s, who kept reassuring me that I was fine. But I had a premonition—a dream. Whenever
            something big happens in my life, my dad comes to me. In the dream, it was not quite
            winter, but it was cold out. He had a very serious look on his face. I didn’t want
            to hear what he had to say, so I woke myself up. I knew he was going to warn me.
         

         
         They did a biopsy. Someone had told me that that if you watch the biopsy on the screen,
            when the needle penetrates the mass, it will collapse if it is a cyst. If it doesn’t,
            it’s probably cancer. I watched, and it didn’t collapse. I said, “Oh shit!”
         

         
         My primary care called to tell me, but I had already looked up the results. It was
            a very small tumor, maybe 5 millimeters. I was stage 1.[1] 
         

      

      Thanks to early detection, Mary’s cancer was easily treated with breast-conserving
         surgery (lumpectomy) followed by radiation and hormonal therapy. Her medical oncologist,
         Dr. E., recommended genetic testing on the small chance that Mary would carry the
         BRCA genetic mutation. Unfortunately, because of the low incidence of BRCA mutations
         in patients under fifty, Mary’s insurance company would not cover the cost at the
         time.
      

      
      As someone newly divorced, Mary was living paycheck to paycheck—which made the $2,000
         out-of-pocket expense for testing out of the question. Mary took comfort in the fact
         that she did not fit the typical demographic profile for BRCA, which disproportionately
         affects women of Jewish ancestry from eastern Europe. Still, a niggling seed of doubt
         had been planted in her mind—a seed that was about to germinate.
      

      
         About a year later, I was attending a presentation on genetics by Dr. G. He said that
            any woman under the age of fifty diagnosed with breast cancer should be tested for
            a genetic mutation. He said that insurance companies were now paying for the test.
            So at my next appointment with Dr. E., I said, “I have a different insurance plan
            now. Can we try again?” We did, and it was covered.
         

         
         I found out that I carried the BRCA2 gene, which is the rarer of the two BRCA genes.
            It increases the risk of ovarian cancer, colon cancer, breast cancer, and melanoma.
            When we discussed it and found out that I was positive, we thought there must be some
            Jewish ancestry, which is surprising and not. My family is from eastern Europe. My
            father was from far-western Ukraine. In fact, he lived in an area that was so far
            west that, depending upon who won the last war, he was either Ukrainian or Polish.
            My mother was from a different part of Ukraine.[2] 
         

      

      Mary’s father served in Hitler’s army in World War II. Unlike Mary, he had little
         tolerance for people of different faiths—particularly Jews. Therefore, Mary, who is
         wonderfully devoid of any such prejudices, joked, “The thing I’m going say to my father
         [in the afterlife], who was so anti-Semitic, so prejudiced, is, ‘Listen, buddy, there
         was some Jewish person mucking around with some non-Jewish person in our family because
         I’ve got the proof!’”
      

      
      The Emerging Genetic Revolution in Medicine

      
      There has been phenomenal growth in our understanding of the underlying causes of
         many types of cancer. While some cancers are linked to environmental factors, ranging
         from exposure to certain viruses to mutagenic chemicals, other cancers are proving
         to be genetically linked. In fact, “more than 200 hereditary cancer susceptibility
         syndromes have been described. . . . Although many of these are rare syndromes, they
         are thought to account for at least 5–10% of all cancer.”[3]  These genetic mutations may be linked to breast, ovarian, colon, and a broad number
         of other types of cancer.
      

      
      Genetic mutations appear to exert varying levels of influence on the development of
         certain types of cancer. The strength of this influence varies considerably based
         on the genetic anomaly. These genetic defects could result in cancers that appear
         in seemingly unrelated parts of the body. The same genetic defect underlying some
         breast cancers, for instance, could also trigger the development of ovarian cancer.
      

      
      An understanding of one’s genetic profile, and hence known risks for developing cancer,
         allows physicians to recommend not only preventative measures but also a new, expanding
         armamentarium of treatments that seek to control the cancer through an understanding
         of the specific genetic defect.
      

      
      Genetic Counseling and Risk Assessment

      
      After completing your medical history and physical examination, your physician may
         recommend genetic counseling. “Genetic counseling and risk assessment is the process
         of identifying and counseling individuals at increased risk of developing cancer,
         and distinguishing between those at high risk . . . those at modestly increased risk
         . . . and those at average risk.”[4]  
      

      
      The most basic form of genetic screening examines the history of cancer within your
         family, usually going back three to four generations. This information allows for
         the creation of a family chart that identifies all known instances of cancer in immediate
         relatives. A genetic counselor then looks for patterns of cancer occurrence. These
         patterns may be of seemingly unrelated diseases, such as ovarian cancer and breast
         cancer, yet they could share a common genetic defect. As our knowledge of the genetic
         basis of cancer increases, so, too, will our ability to screen effectively.
      

      
      The genetic counselor may also factor other, more specific information into your risk
         profile:
      

      
         There are a number of family history factors that can be indicative of increased cancer
            risk and can guide risk assessment. These include multiple close relatives with similar
            or related cancer, early age at diagnosis, an individual having more than one primary
            tumor or bilateral cancers in paired organs, the presence of rare cancer or tumors,
            ethnicity, and individuals with unusual or excessive benign lesions (such as colon
            polyps, dysplastic moles, or rare adrenal tumors.[5] 
         

      

      Your physician may also utilize web-based tools to aid assessing your risk, including
         the U.S. Surgeon General’s Family Health Portrait tool (http://www.hhs.gov/familyhistory).
      

      
      The American Cancer Society also provides a simple checklist to help determine if
         you may benefit from genetic testing. Such testing may be indicated if any of the
         following statements are true for you:
      

      
         
            
            	
               Several first-degree relatives (mother, father, sisters, brothers, children) with
                  cancer, especially the same type of cancer
               

            

            
            	
               Cancers in your family that are sometimes linked to a single gene mutation (for instance,
                  breast, ovarian, and pancreatic cancer)
               

            

            
            	
               Family members who had cancer at a younger age than normal for that type of cancer

            

            
            	
               Close relatives with rare cancers that are linked to inherited cancer syndromes

            

            
            	
               A physical finding that is linked to an inherited cancer (such as having many colon
                  polyps)
               

            

            
            	
               A known genetic mutation in one or more family members who have already had genetic
                  testing[6] 
               

            

         

      

      For some people, like Mary, it is almost impossible to reconstruct their family history:
         “I don’t know anything about my ancestors beyond my parents. My dad’s father may have
         died of cancer, but they lived in a small Ukrainian village, so who knows what the
         diagnosis was?”[7]  For such patients, genetic testing becomes the next step.
      

      
      Genetic Testing

      
      When screening suggests that a patient could be at risk for a genetic abnormality,
         his or her blood or saliva sample can be sent to a specialized laboratory for analysis.
         The blood is tested for a panel of genetic abnormalities that represent known risk
         factors for cancer. One of the best known of such abnormalities is a defect in the
         BRCA1 and BRCA2 genes.
      

      
      Other forms of genetic tests are also emerging. On August 11, 2014, the FDA approved
         a genetic test through the screening of stool samples designed to identify abnormalities
         that may contribute to the development of colon cancer.[8]  The test, marketed as Cologuard by its developer, Exact Sciences, has yet to be
         proven effective in the field. If, however, it lives up to expectations, it may become
         a potent, noninvasive way of identifying people at risk for colon cancer.
      

      
      The Risks Associated with Being BRCA-Positive

      
      There are two known mutations of the BRCA gene, referred to as BRCA1 and BRCA2. As
         previously mentioned, these mutations are most commonly found in a subpopulation referred
         to as Ashkenazi Jews—Jewish people with familial roots in central and eastern Europe—though
         others can be affected. Women with this mutation are at far greater risk for developing
         breast and ovarian cancer.
      

      
      Though estimates range widely, most experts agree that the increased risk of developing
         breast and ovarian cancer is substantial:
      

      
         A woman with a deleterious gene mutation predisposing her to cancer, such as in BRCA1
            or BRCA2, and who does not have a personal diagnosis of cancer, has a 60–85% risk
            of breast cancer in her lifetime compared to a woman of average breast cancer risk
            who has approximately a 12% lifetime risk. Additionally, while 1.4% of American women
            will have an ovarian cancer diagnosis in their lifetime, 15–40% of women with a deleterious
            BRCA1 or BRCA2 gene mutation will receive an ovarian cancer diagnosis.[9] 
         

      

      In addition to far greater incidence rates, “Women with these mutations are four to
         five times more likely to develop aggressive breast cancers, according to the National
         Cancer Institute. The disease often comes at an early age and in both breasts.”[10] 
      

      
      Because of the high statistical probability of developing cancer, many BRCA-positive
         women opt for preventative treatment, including prophylactic bilateral (double) mastectomies,
         as well as removal of their ovaries. These are difficult decisions for many reasons,
         including potential changes to one’s body image, sexuality, and the onset of menopause.
      

      
      Had Mary known about her BRCA status at the time of diagnosis, she may well have opted
         for a mastectomy versus a lumpectomy. Now, facing the specter of a potential cancer
         recurrence, Mary has yearly MRI scans of her breasts. She also had her ovaries prophylactically
         removed to prevent a threat of another cancer.
      

      
      BRCA Is Not the Only Genetic Aberration Conferring Risk

      
      We are on the very cusp of discovering the role that numerous genetic mutations play
         in increasing the probability of certain types of cancer. While a spotlight has been
         shone on BRCA due to its clear correlation with breast and other types of cancer,
         new studies are revealing the potent role of other genes in cancer formation, including
         PALB2.
      

      
      In a study published in the August 7, 2014, issue of the prestigious New England Journal of Medicine, the incidence of cancer was examined among 362 individuals with mutations of the
         PALB2 gene.[11]  The study concluded that, depending on an individual’s age, the increased probability
         of developing breast cancer due to this genetic mutation was up to nine times that
         of the normal female population. The largest increase in relative risk was found in
         women under the age of forty.[12]  Just as BRCA was not the end of the story, neither is PALB2.
      

      
      Genetic mutations play a role in the formation of numerous types of cancer beyond
         breast cancer. One example can be seen in patients afflicted with Lynch syndrome,
         an inherited disorder that may contribute to the potential development of specific
         types of cancer. Of the 140,000 new cases of colon cancer diagnosed each year, approximately
         3 to 5 percent are attributable to Lynch-related genetic mutations. Beyond colon and
         rectal cancers, Lynch syndrome is also associated with an increased risk of numerous
         other types of cancer, ranging from ovarian to brain cancer.[13]  A positive diagnosis of Lynch syndrome allows patients to be closely monitored via
         an array of screening modalities. In some cases, surgeries, such as hysterectomies,
         can be performed prophylactically.[14]  
      

      
      The National Institutes of Health publishes detailed information about various cancers
         for which there are known genetic links. This information is organized by type of
         cancer and can be found at http://www.cancer.gov/cancertopics/genetics.
      

      
      The Importance of Informed Consent

      
      The National Society of Genetic Counselors advises that, prior to undergoing genetic
         testing, it is essential that you understand a number of variables, including:
      

      
      
         	
            
            what specific tests are being proposed and why;

         

         
         	
            the “benefits, risks, and limitations” of the tests;

         

         
         	
            how the results can impact not only the patient but also his or her family members;

         

         
         	
            how the information might be misused despite efforts to legislatively limit the potential
               for genetic discrimination; and
            

         

         
         	
            alternatives to genetic testing.[15] 
            

         

      

      
      Prior to undergoing any type of preventative surgery, informed consent would mandate
         that the patient understand:
      

      
      
         	
            
            the anticipated benefit of the surgery;

         

         
         	
            potential side effects and risks associated with the surgery;

         

         
         	
            ancillary concerns, such as the financial impact of treatment; and

         

         
         	
            an accurate assessment of the risks associated with forgoing surgery.

         

      

      
      Ethical Issues Associated with Screening and Testing

      
      The genetic profiling of patients raises numerous ethical issues, starting with the
         ramifications of sharing genetic risk information within the family. If, for instance,
         a patient tests positive for a genetic abnormality, such as BRCA, is there an obligation
         to inform the patient’s children (who might be adults) that they are also at risk?
         Imagine that you are the twenty-one-year-old daughter of a BRCA-positive mother who
         is learning for the first time that she, too, may carry a defective gene that will
         almost surely mandate facing some very difficult life decisions related to preventative
         surgeries.
      

      
      Mary initially struggled when it came to telling her children:

      
         I told my kids . . . starting with my daughter. I started crying—not because I was
            scared—I wasn’t scared—but because I didn’t want to cause her pain.
         

         
         I told my children that they each had a 50-50 risk of carrying the gene. It is now
            up to them to decide what they want to do. My daughter has told me that she does not
            want to know her status. She is going to start her mammograms at the age of thirty-seven.
         

         
         I told her, even if you find out that you carry the gene, don’t let it affect your
            life. I had two beautiful children who I’m so grateful I brought into this world.
            Everyone has something![16] 
         

      

      In recent years, some high profile BRCA-positive patients, such as actress Angelina
         Jolie, have spoken up about their genetic status, as well as their preventative surgeries.
         There are two positive aspects to this phenomenon: (1) It helps destigmatize such
         procedures as bilateral mastectomies, and (2) it increases awareness that women may
         be at risk for a BRCA-related cancer. The ethical conundrum lies in an unintended
         consequence whereby women who are neither BRCA-positive nor have an aggressive breast
         tumor opt for radical surgeries when far more minor procedures would have the same
         outcome.
      

      
      As our knowledge of the genetic basis of diseases increases and the cost of performing
         genetic analyses falls, there is a growing fear of genetic discrimination on the part
         of employers or insurers:
      

      
         About 700,000 Americans have had their DNA sequenced, in full or in part, and the
            number is rising rapidly as costs plummet—to $1,000 or less for a full genome, down
            from more than $1 million less than a decade ago.
         

         
         But many people are avoiding the tests because of a major omission in the 2008 federal
            law that bars employers and health insurers from seeking the results of genetic testing.
         

         
         The Genetic Information Nondiscrimination Act, known as GINA, does not apply to three
            types of insurance—life, disability, and long-term care—that are especially important
            to people who may have serious inherited diseases. Sponsors of the act say that they
            were well aware of the omission, but after a 14-year effort to write and pass the
            law, they had to settle for what they could get.
         

         
         That leaves many patients who may be at risk for inherited diseases fearful that a
            positive result could be used against them.[17] 
         

      

      Another ethical conundrum is who should bear the cost of preventative treatments for
         genetic defects. Not only is this an issue in the United States, where health care
         costs are the highest per capita in the world, but also in such countries as Israel,
         where as many as 1 million women may be at risk.[18] 
      

      
      Delay of Treatment Caused by Genetic Testing

      
      Genetic testing requires patience. It is not yet rapid. The results typically take
         weeks to receive. Patients and their physicians who are anxious to initiate treatment
         can find waiting for genetic results to be problematic. However, the results could
         change the course of treatment. Take the stage 1 breast cancer patient, for example.
         Without evidence of an underlying genetic abnormality, she can safely elect for breast-conserving
         surgery (lumpectomy). However, if she proves to be BRCA-positive, her surgeon is probably
         going to recommend mastectomies. Does she wait for the results or proceed with the
         minimally invasive lumpectomy knowing that there may be a need to return for surgery
         that is more aggressive? These issues compound the high level of anxiety already being
         experienced by the newly diagnosed cancer patient.
      

      
      The Genetic Profile of Your Tumor

      
      Just as scientists can examine your DNA, they can also examine the DNA of your tumor.
         Such analysis provides important clues as to the relative aggressiveness of the tumor,
         as well as potential pathways for blocking the growth or even survival of the tumor.
         An example of such tumor genetic profiling can be seen in Oncotype DX:
      

      
         A 21-gene test called Oncotype DX can be performed on the tumor tissue to help with
            decision making about chemotherapy. The 21-gene test evaluates the genetic makeup
            of the tumor and provides a number score to help predict the chance of recurrence.
            The score is called the “recurrence score” and the results range from 1 to 100. Women
            with estrogen receptor positive, node negative breast cancer that have low recurrence
            scores will not need chemotherapy while women with high scores may benefit from chemotherapy.
            This test is only appropriate for women with estrogen receptor positive tumors.[19] 
         

      

      Lori’s oncologist recommended an Oncotype DX analysis of her tumor and told us that
         a recurrence score above 23 would indicate the probable need for chemotherapy. We
         were extraordinarily relieved when the recurrence score proved to be less than 10.
      

      
      Genetic Counseling as an Ongoing Component of Treatment

      
      Though the current health care system is set up to deliver genetic services over a
         limited period of time, research reveals that “Instead of providing all of the complex
         medical information required of a typical genetic counseling session in one sitting,
         participants in this study sought more long term comprehensive care that evolved as
         their specific needs and experiences evolved.”[20] 
      

      
      As Our Understanding of Cancer Changes, So, Too, Do Our Treatments

      
      Our increasing knowledge of the role of genetics in cancer will ultimately usher in
         a revolution in personalized medicine. Signs of the revolution are abundant, and scientific
         breakthroughs are happening at a dizzying pace. However, it will still be decades
         before our reliance on the standard modalities of surgery, chemotherapy, and radiation
         for many cancer patients changes.
      

      
      Some Parting Words of Advice from Our BRCA-Positive Patient

      
      Mary, who offers the unique perspective of being an oncology nurse who is BRCA-positive,
         gives some simple yet profound advice: “Some people allow the illness to envelope
         them; it defines them and their lives. I want to say, ‘You have a whole life, and
         this is not your life.’ Every day we get closer to our death. It is what you do with
         the time you have left. Be proactive. Take charge of your life. Don’t hide from what
         is there!”[21] 
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      Chapter 5

      Making Sense of Your Treatment Options

      
         
         
         
         
      

      
      Stephen M. had done his homework. As a college professor, he was comfortable vigorously
         researching topics of interest—including a newly identified threat to his life. After
         much reading and investigation, he understood the risks, treatment options, and potential
         outcomes associated with his relatively early-stage prostate cancer:
      

      
         My urologist indicated that the biopsy results suggested that I was not a good candidate
            for active surveillance. He explained some of the options but pushed the prostatectomy
            because that’s what urologists do. One thing that I worry about is the fact that you
            seem to get the advice from various specialists to pursue the type of care their specialty
            delivers.
         

         
         My inclination was to think more of active surveillance as a legitimate mode of treatment.
            I was thinking of it as a treatment versus not doing anything. In my mind, there was
            a question as to whether this is a disease that has to be treated or more a comment
            on natural aging. I certainly have been aware of the issues associated with screening
            and overtreatment.
         

         
         My GP was helpful in sorting through treatment options. One advantage that I had was
            that prostate cancer is not rapid growing, unlike cancers where you have to act very
            quickly. I had time and took the time.
         

         
         My base position was active surveillance. If I was advising people, I would tell them
            that’s where you need to start. The question then becomes, When do you decide to treat?
         

         
         In addition to talking with friends who are doctors, I sought out some friends and
            colleagues who had prostate cancer treatment.
         

         
         From what I had read, I really wanted to avoid a prostatectomy due to side effects.
            In my mind, the first question was efficacy. Then the second question was side effects.
            And, to some extent, the third question would focus on convenience and those sorts
            of things.
         

         
         For my cancer, there appeared to be no difference in treatment outcome between the
            major types of treatment, so I started going down the list of additional questions.
            With brachytherapy [implanted radioactive seeds], it was one outpatient procedure
            versus eight weeks of radiation therapy.
         

         
         I’m very grateful that the three doctors I worked most closely with did not push any
            particular type of therapy. Everyone was willing to let me make my own decision.
         

         
         I thought that brachytherapy had some very attractive options, but there was some
            question as to whether or not I qualified for it. My staging was a T2, but it was
            almost a T3. Dr. S. assured me that I did qualify for it. I then went to Lori (Dr.
            Lori Lindstrom Leifer) to ask her opinion regarding the brachytherapy. She also assured
            me that it was an appropriate way to go.
         

         
         Both Lori and Dr. S. agreed that an MRI would be a smart move, so I went ahead and
            did that. The MRI showed that my disease was confined to the prostate, but there was
            enough in there to consider treating. The carcinoma was butting up against the wall
            of the prostate. It was the MRI that made it pretty clear that now was the time for
            treatment. I didn’t want to risk it spreading outside of the prostate.
         

         
         I felt quite comfortable with my decision. I had gone back to the people I trusted,
            which made me feel confident I was doing the right thing. I also did my own research,
            looking at a variety of different sources. You can do overkill—there is a point at
            which you know enough to make a good decision.[1] 
         

      

      A Reminder to Slow Down: Taking Time to Understand Your Treatment Options

      
      Every cancer patient reaches a point early in the journey when they must make decisions
         regarding treatment. For some cancer patients, there is one well-established protocol
         for the treatment of the disease. However, for the majority of cancers, there are
         often different paths that physicians and patients can pursue in seeking to halt the
         spread of the disease.
      

      
      Stephen waited ten months between initial diagnosis and commencing treatment. No layperson
         could have been better prepared intellectually to weigh the pros and cons of various
         treatment options than Stephen. Yet, that did not make the decision any easier. He
         did the smart thing: He took his foot off the accelerator and granted himself time
         to slow down.
      

      
      That’s exactly what the American Cancer Society advises: “Most cancers do not grow
         very quickly, so there’s usually plenty of time to get information about the cancer,
         see specialists, and make decisions about what treatment option is best.”[2]  Karen Sepucha, the Harvard-based researcher we met earlier, echoes this sentiment:
         “Although cancer is serious, it is not usually an emergency. If people are in a panic
         mode, a lot of the skills that they bring to bear, or assets that allow them to make
         decisions, get thrown out the window. So I think we need to help patients get out
         of the panic mode so that they can absorb information and really participate in decisions.
         My advice is to take some time.”[3]  
      

      
      Sepucha goes on to point out, “Medicine is not an exact science. There is rarely one
         right answer that works for every patient, so patients need to make sure that they
         are not waiting for their doctor to tell them what to do, thinking that there is some
         form of test that is going to tell them exactly what is right for them.”[4] 
      

      
      Being Aware of the Potential Biases of Specialists

      
      Stephen M. discovered that some physicians can reflect the biases of their specialties
         when making treatment recommendations. Though not surprising, it is a profoundly important
         thought because by pursuing one course of action, patients often negate other options.
      

      
      Sepucha puts it this way:

      
         They need to be aware that, if they are going to see a surgeon, they are likely to
            hear about surgery. If they are going to a radiation oncologist, they are likely to
            hear about radiation. And that they need to be the one to ensure that they hear all
            of the different views because it is not often the case that the doctor will share
            everything.
         

         
         We’ve worked with a lot of doctors, and they will say, “Well, they know I’m a radiation
            oncologist—that’s why they are coming to me, to hear about what I do. So why would
            I talk to them about some other things? This is what I know, this is what I do, and
            they are in my office.” So they are making the assumption that the patient is in their
            office to talk about their specialty.[5] 
         

      

      Earlier, we mentioned the importance of having physicians who regularly participate
         in multidisciplinary tumor boards. One of the reasons for this strong recommendation
         is that the presentation of patients’ cases in such conferences can help correct for
         the treatment biases that naturally exist within specialties.
      

      
      Patient, Know Thyself

      
      Before mentally sorting through treatment options, Sepucha advises that patients need
         to understand and communicate what is important to them in the context of their lives:
      

      
         We are asking patients to do their homework, which is different than showing up at
            the doctor’s office and expecting the doctor to tell you what to do. The homework
            is not just on the medical stuff but on who you are, what you are about, and how you
            convey that in a way that is acceptable to the physician. Patients are the only ones
            who can communicate this type of information.[6]

      

      Once their homework is completed, patients are ready to engage in a discussion with
         their physicians about the goals of treatment.
      

      
      Establishing the Goals of Treatment

      
      Once there is an agreement on diagnosis and prognosis, you and your physician will
         explore treatment options based upon the goals of treatment:
      

      
         Depending on your cancer type and stage, your goals for treatment might be:

         
         
            	
               
               Cure. When you’re first diagnosed, it’s likely you’ll be interested in treatments that
                  cure cancer. When a cure is possible, you may be willing to endure more short-term
                  side effects in return for the chance at a cure.
               

            

            
            	
               Control. If your cancer is at a later stage or if previous treatments have been unsuccessful,
                  you might adjust your goal to controlling your cancer. Different treatments may attempt
                  to temporarily shrink or stop your cancer from growing. If this is your goal, you
                  might not be willing to endure the side effects of harsher treatments.
               

            

            
            	
               Comfort. If you have an advanced stage of cancer or one that hasn’t responded to treatments,
                  you might decide that comfort is most important to you. You and your doctor will work
                  together to make sure you are free of pain and other symptoms.[7] 
               

            

         

      

      An essential division within prognoses is between cancers that are curable and those
         that are responsive to treatment but not curable. The term incurable once suggested a hasty and often unpleasant death, but thanks to advancements in
         medical science and the resulting plethora of new treatment modalities, many “incurable”
         cancers behave more like chronic conditions.
      

      
      Patients may live with such conditions for decades, even though the disease can never
         be fully eradicated from their bodies. Such was the case with Patricia H., as recounted
         by her husband, Darrell: “We had an experience with a veteran oncology nurse at Saint
         Luke’s. One day, while she was watching over Patricia, she said, ‘You know lymphoma
         is the darnedest thing. It’s very easy to slow it down, but it’s almost impossible
         to cure it.’ That was, in some ways, a great relief; it sounds more like a chronic
         disease than a life-threatening disease—just have to keep knocking it down.”[8] 
      

      
      One of the terms you may hear frequently is remission. Patients, family, and friends may equate the term with “cure,” which may or may not
         be accurate:
      

      
         Remission is a period of time when the cancer is responding to treatment or is under
            control. In a complete remission, all the signs and symptoms of the disease go away
            and cancer cells cannot be found with any of the tests available for that cancer.
            It’s also possible to have a partial remission. This is when the cancer shrinks but
            does not completely disappear. Remissions can last anywhere from many weeks to many
            years. Complete remissions may go on for years and over time be considered cures.
            If the cancer returns, more treatment can lead to another remission. A cancer that
            has recurred (come back) may respond to a different type of treatment, such as a different
            drug combination or radiation versus surgery.[9] 
         

      

      Three-time cancer survivor Alta F. describes a chronic state of cancer quite succinctly:
         “People will say to me, ‘Oh, you’re cured,’ and I say, ‘No. You are never cured. I’m
         in remission.’”
      

      
      Determining the Appropriateness of Treatment

      
      Whether your treatment is intended to cure you, extend your life, or offer comfort,
         it is important to avoid misunderstandings that could adversely impact your ability
         to make informed decisions regarding your care. Such decisions can result in unnecessary
         or futile care that adversely impacts your quality of life but not your prognosis.
         Beyond the human toll, there is also an unnecessary financial burden imposed by inappropriate
         care. Yet, despite the importance for patients to be fully informed, the research
         clearly shows how many patients remain in the dark when it comes to their disease:
      

      
         Among a group of 181 patients diagnosed with advanced cancer and receiving palliative
            care, for example, Craft, Burns, Smith, and Broom (2005) found that only 45% correctly
            understood their terminal status and the goals for treatment. Similarly, Chan and
            Woodruff (1997) report that among 131 patients with advanced malignancy, approximately
            10% did not know they had cancer and 33% were unclear about the long-term prognosis.[10] 
         

We found that approximately 25% of patients did not appear to understand the goals
            of the potentially toxic chemotherapy they were receiving. Patient and physician clarity
            at the time of treatment decision-making regarding GOC [goals of care] is of critical
            importance given that misunderstandings such as these have the potential to lead to
            future requests for more intense, but often futile chemotherapy.[11] 
         

      

      Sepucha notes,

      
         Often the hope gets tied to the next treatment and whether it will work rather than
            having a conversation about what does it mean to have a good life and what would you
            like to be doing with the time you have left, whether it is six months, two years,
            or five years. How much of it do you want spent in hospitals medicalizing things versus
            feeling good and doing the things you want to do? These are really hard conversations.
            Doctors struggle with them, as do patients. There’s a lot we can do to have conversations
            early on before they are needed.[12] 
         

      

      Some people will say, “I want you to do everything possible for me. Don’t give up,”
         while other people will ask when they can stop treatment. The important thing is for
         you and your doctor to understand what you want and need.
      

      
      The Treatment Planning Process

      
      Unlike the paternalistic medicine once practiced in America, today’s physicians seek
         a much more collaborative, patient-centered approach to treatment planning in which
         both the patient and family play a vital role. The goal is
      

      
         to develop an accurate, well-conceived treatment plan, using all available medical
            information appropriately while also considering the medical, social, and cultural
            needs and desires of the patient and family. A cancer treatment plan can be shared
            among the patient, family, and care team in order to facilitate care coordination
            and provide a roadmap to help patients navigate the path of cancer treatment.[13] 
         

      

      Not all goals are easily attained:

      
         There are numerous obstacles to achieving patient-centered cancer treatment planning
            in practice. Some of these challenges stem from the patient and include patients’
            lack of assertiveness, health literacy, and numeracy, and their emotional state and
            concurrent illnesses. Others are a result of physician limitations, such as a lack
            of time to explain complex information and a lack of tools to facilitate treatment
            planning, as well as insensitivity to patients’ informational, cultural, and emotional
            needs.[14] 
         

      

      There are other frequently cited reasons for inadequate participation in treatment
         planning:
      

      
         The complexity of treatment options—each with its own set of potential risks and benefits—and
            the life-threatening nature of cancer and its emotional repercussions make it difficult
            for people with cancer to make decisions about their care. In addition, the fragmented
            nature of the cancer care system, involving multiple specialties, providers, and locations,
            also presents challenges that may impede coordinated care and the development of comprehensive
            treatment plans.[15] 
         

      

      If you wish to be an active participant in your treatment planning, there are a host
         of questions to which you will need answers. The American Cancer Society suggests
         starting with the basics:
      

      
         
            
            	
               What type of cancer do I have? What is the stage or extent of my cancer?

            

            
            	
               What is my outlook for the future (prognosis), as you see it?

            

            
            	
               What treatment do you suggest and why?

            

            
            	
               What is the goal of treatment—to cure or to control my symptoms?

            

            
            	
               What are the possible risks or side effects of treatment?

            

            
            	
               What are the pros and cons of the treatment you recommend?

            

            
            	
               Are there other treatments for me to consider?

            

            
            	
               How often will I need to come in for treatment or tests?

            

            
            	
               How long will treatment last?

            

            
            	
               What if I miss a treatment?

            

            
            	
               What kind of changes will I need to make in my work, family life, and leisure time?

            

            
            	
               How will we know whether the treatment is working?

            

            
            	
               Why do I need blood tests, and how often will I need them?

            

            
            	
               If other specialists take part in my care, who will be in charge of my treatment plan?

            

            
            	
               What symptoms or problems should I report right away?

            

            
            	
               If I do not feel sick, does that mean the treatment is not working?

            

            
            	
               What are the chances that the cancer may come back (recur) with the treatment plans
                  we have discussed?
               

            

            
            	
               What can I do to be ready for treatment?

            

            
            	
               Will I still be able to have children after treatment?

            

            
            	
               Are there any special foods I should or should not eat?

            

            
            	
               Can I drink alcoholic beverages?

            

            
            	
               How much will treatment cost? Will my insurance pay for it?

            

            
            	
               Should I think about entering a clinical trial?[16] 
               

            

         

      

      If you need more information, probe further:

      
      
         	
            
            Is the recommended treatment driven by recognized guidelines or other protocols?

         

         
         	
            Are there other treatment options available for my disease based upon its staging
               and grade, my age, and my personal health status?
            

         

         
         	
            Are there unique aspects of my condition that make one option more appropriate than
               another?
            

         

         
         	
            How arduous and lengthy will the recovery be after treatment?

         

         
         	
            How will you know if treatment is successful?

         

         
         	
            If the treatment is not successful, what treatment options will follow?

         

         
         	
            How many times has the physician performed the recommended procedure?

         

         
         	
            How urgent is the treatment, and why?

         

         
         	
            How costly is the treatment (relative to value gained)?

         

         
         	
            Does the physician whom you have selected to perform the treatment have any economic
               interest in your chosen treatment that may encumber his objectivity?
            

         

         
         	
            What happens if I choose to do nothing?[17] 
            

         

      

      
      Once you have the answers to these questions, you are armed with a great deal of information
         about your disease, treatment options, and a recommended treatment plan.
      

      
      Remember:

      
         Pilots don’t take off without a flight pattern, and architects don’t break ground
            without a blueprint. Patients diagnosed with cancer are taking the journey of their
            life, literally, so the role of the cancer treatment plan in starting a conversation,
            in promoting comprehension and retention, in managing expectations and anxiety, and
            providing continuity across settings and episodes is so important.[18] 
         

      

      Tools to Help You

      
      Treatment plans can take many forms but generally include comparable elements, including:

      
      
         	
            
            all essential diagnostic and prognostic information;

         

         
         	
            proposed methods of treatment, including sequencing/timing (all modalities);

         

         
         	
            potential side effects or adverse consequence of treatment that must be monitored;

         

         
         	
            adverse consequences from treatment that may appear at a later date;

         

         
         	
            the designated roles and responsibilities for each member of the patient’s care team;

         

         
         	
            psychological, social, functional, economic, and spiritual support services as needed
               and desired; and
            

         

         
         	
            palliative and/or end-of-life care planning as appropriate.[19] 
            

         

      

      
      The important thing is that you are completely informed of all your treatment options.

      
      There are a variety of tools available online from such organizations as the American
         Cancer Society, National Cancer Institute, and American Society of Clinical Oncology
         (ASCO) that are designed to help you make informed decisions about your treatment
         plan:
      

      
         NCCS [National Coalition for Cancer Survivorship] offers the Cancer Survival Toolbox,
            a tool that helps patients diagnosed with cancer develop skills to help navigate their
            cancer treatment, including how to communicate, find information, make decisions,
            and negotiate and stand up for one’s rights as a patient. In addition, ASCO publishes
            an advanced cancer communication guide that helps patients and their families understand
            their advanced cancer diagnosis, what options are available to them, and how to cope
            and locate support near the end of life. AHRQ provides a number of patient guides
            for people with various types of cancer that help empower patients, including a list
            of questions patients should ask their providers.[20] 
         

      

      A Lack of Informed Consent Can Lead to Poor Decisions

      
      Informed consent requires that a patient understand all the salient facts about a
         recommended treatment—from risks and benefits to available options. Ethicists and
         researchers agree that “Failure to obtain adequate informed consent compromises patient
         autonomy, places patient safety at risk, and legally may constitute negligence or
         battery.”[21]  Yet, there is a strong sentiment among researchers that, despite its importance,
         physicians often fail to obtain informed consent from their patients. One frequently
         cited reason for this omission is a lack of understanding by the patient regarding
         their physicians’ recommendations.[22] 
      

      
      A prime example can be found by examining the data regarding women afflicted with
         stage 1 breast cancer. Unless there are other underlying issues, such as the presence
         of a BRCA mutation, these women have the option of selecting a lumpectomy followed
         by radiation versus a mastectomy. Though multiple research studies have confirmed
         the comparable effectiveness of either approach, “recent studies found that only half
         of early-stage breast cancer patients knew that patients treated with mastectomy and
         those treated with lumpectomy followed by radiation have equivalent survival outcomes,
         and only 11% of patients were able to answer three questions about breast reconstruction
         correctly.”[23] 
      

      
      Sepucha provides an important perspective on stage 1 breast cancer:

      
         We really are seeing that the person who has to live with the consequences of these
            treatments should be the one figuring out what to do (or should play a very important
            role in figuring out what to do).
         

         
         In a situation like stage 1 breast cancer, we have good evidence, from over twenty
            years of randomized trials, that survival is the same whether you have a lumpectomy
            or a mastectomy. So it’s not about survival.
         

         
         But these procedures are very different—and not just cosmetically. Keeping your breast
            comes with six weeks of radiation. It comes with a chance of reincision or multiple
            surgeries. It comes with the need for a mammogram in six months—so there is some anxiety
            there. So different people may look at all of this and say, “You know what? I know
            I can keep my breast, but that’s not my biggest driver—my biggest driver is getting
            back to work” or “Six weeks of radiation doesn’t sound like a good thing” or “I’m
            really worried about side effects.”
         

         
         Not everyone is healed the same way. It might be different from what the doctor would
            choose. That can be difficult for the doctor. If they have a strong preference, they
            wonder why everyone else doesn’t think the same way they do. But patients don’t think
            the same way, and it’s about giving patients a voice.[24] 
         

      

      It is not just breast cancer patients who suffer from a lack of comprehensive and
         objective information upon which to make treatment decisions. Sepucha, in discussing
         the outcomes of her research co-conducted with the University of Michigan, offered
         these powerful observations about the lack of truly informed consent and thus shared
         decision making:
      

      
         What was striking was how little any of the patients knew. We looked at the kind of
            conversations people were having with their doctors. So we asked them if their doctor
            talked about the reasons to have the surgery or the reasons not to have the surgery,
            and did the doctor ask them what they wanted to do. Pretty consistently, across these
            different areas, we found that doctors were twice as likely to talk about the pros
            versus the cons, and only about half the time did doctors ask the patients what they
            wanted to do. So there are huge gaps in shared decision making. It is not something
            that is happening routinely across the country today.[25] 
         

      

      An Independent Source of Trustworthy Information

      
      What you—and every cancer patient—should be seeking is trustworthy, unbiased information
         that represents a consensus of the best medical opinions regarding how to diagnose
         and treat your cancer. Such knowledge will raise your awareness of options and empower
         you to participate actively in your treatment.
      

      
      That is why I am recommending a short side trip on your journey—a visit to the National
         Comprehensive Cancer Network’s (NCCN) website, which is a repository of invaluable
         information for consumers, as well as physicians, and a “not-for-profit network of
         25 of the world’s leading cancer centers.”[26]  The primary mission of the NCCN is to develop and disseminate treatment guidelines,
         often referred to as “pathways,” that represent “best practices” when managing various
         types of cancer.[27]  
      

      
      NCCN presents these pathways in detailed clinical terms for providers and then translates
         the information into language that is more easily understood by consumers. Far from
         being a superficial explanation, these patient guidelines can easily exceed one hundred
         pages in length for a single disease.
      

      
      The list of NCCN “Guidelines for Patients” is constantly expanding. It currently includes
         some of the most commonly diagnosed cancers, including breast, colon, esophageal,
         non-small cell lung, ovarian, pancreatic, and prostate cancers and chronic myelogenous
         leukemia, melanoma, malignant pleural mesothelioma, and multiple myeloma, as well
         as caring for adolescents and young adults (AYA), and lung cancer screening.[28]  All of this material can be viewed or downloaded at http://www.nccn.org/patients/guidelines/default.aspx.[29]  
      

      
      Once you have reviewed the guideline for your particular disease, you should have
         a far better understanding of:
      

      
      
         	
            
            the definition of the disease,

         

         
         	
            potential determinants of risk for the disease,

         

         
         	
            possible indicators of the disease,

         

         
         	
            primary methods of diagnosis,

         

         
         	
            how a particular type of cancer is staged,

         

         
         	
            advanced testing,

         

         
         	
            treatment options—in general,

         

         
         	
            how staging impacts treatment options, and

         

         
         	
            side effects of different options.

         

      

      
      There are factors that the guidelines likely won’t address, including:

      
      
         	
            
            the impact of a given treatment on your self-image,

         

         
         	
            the level of geographic variation in recommended treatments,

         

         
         	
            cost of recommended treatment,

         

         
         	
            potential for conflicts of interest, and

         

         
         	
            potential consequences of abdicating treatment.

         

      

      
      There are numerous other trusted sources that patients can tap into for information.
         High on the list for any patient should be the Cochrane Collaboration, a British not-for-profit
         organization that provides information on the comparative effectiveness of various
         treatment options. It is a “loosely connected global alliance of 30,000 volunteer
         experts supported by 50 paid staff members.”[30]  The Cochrane staff is dispersed worldwide—including staffing an office at Johns
         Hopkins Hospital. Together, these individuals seek to analyze information and synthesize
         it into a systematic review that can be easily understood by patients as well as doctors.
         One major point of positive differentiation for the Cochrane Collaboration is “its
         meticulous attention to detail [and] . . . a reputation for incorruptibility in the
         face of pharmaceutical and medical device company inducements.”[31] 
      

      
      Major cancer providers, such as the Mayo Clinic, Memorial Sloan Kettering, MD Anderson
         Cancer Center, and other NCI-designated facilities, often offer a wealth of patient-friendly
         information on their websites.
      

      
      When Physicians Deviate from Clinical Guidelines

      
      Even when guidelines clearly exist, your physician may choose an alternate course
         of treatment. Do not assume that your physician is making a mistake by deviating from
         what you understand to be an established pathway. Rather than serving as absolute
         rules, pathways provide step-by-step treatment guidelines that have proven effective
         for the majority of patients with specific diagnoses. Nuances of your personal condition
         could dramatically change the protocols that are appropriate for you.
      

      
      If your physician is taking a nonstandard care path, ask him or her why. Ask if he
         or she follows a particular set of evidenced-based pathways. Explain that you have
         reviewed the NCCN pathways, and it appears that you are receiving a different course
         of treatment than is standard for your disease. Your physician should be able to explain
         his or her decisions to you in clear and cogent terms.
      

      
      If your physician seems defensive or balks at addressing your questions, ensure that
         you are framing your concerns in an objective fashion. If he or she still seems put
         off by your inquiry or suggests that you simply defer to his or her judgment, perhaps
         you should consider a second opinion before proceeding. We have more to say on that
         topic in chapter 7.
      

      
      Who Is in Control?

      
      Despite your lack of medical training, you can nonetheless play an important role
         in determining your treatment. The question is whether you will step up to the plate
         and assume a degree of control for the management of your cancer.
      

      
      Researchers seeking to understand the role of patients in decision making evaluated
         10,939 decisions made by 5,383 patients with lung or colorectal cancer: “We asked
         patients to report their roles in decisions about surgery, radiation therapy, and/or
         chemotherapy to assess whether characteristics of the decision influenced patients’
         role in that decision. Of 10,939 decisions . . . 38.9% were patient controlled, 43.6%
         were shared, and 17.5% were physician controlled.”[32] 
      

      
      What made the difference? The researchers responsible for this study concluded that
         the degree of control exerted by patients was a function of the level of evidence
         supporting the treatment recommendation:
      

      
         When there was good evidence to support a treatment, shared control was greatest;
            when evidence was uncertain, patient control was greatest; and when there was no evidence
            for or evidence against a treatment, physician control was greatest (overall p = .001).
            Decisions about treatments for metastatic cancers tended to be more physician controlled
            than other decisions (p = .001).[33] 
         

      

      If we return to our example of a woman with stage 1 breast cancer who can opt between
         lumpectomy and mastectomy, the research suggests, “Only about half the time did patients
         report that their doctor asked which treatment they wanted. In another analysis, only
         60% of the time did patients and surgeons agree that both lumpectomy and mastectomy
         treatment options were discussed.”[34] 
      

      
      Collaborative Decision Making: Finding the Right Balance

      
      Patient-centered treatment plans require collaboration between you and your physician.
         This middle ground between deference and self-determination appears to be the best
         balancing point for many patients:
      

      
         Although most patients wanted to play an active role in decision making, they also
            sought the expert guidance of clinicians to ensure an optimal decision. Where clinicians
            seemed overly committed to relying on patient preference, and especially where they
            interpreted that to require withholding their own opinion, patients struggled with
            being confident in the correctness of their decisions.[35] 
         

      

      Remember: It is your body and your life! Cancer treatment is not about deference to
         a higher medical authority but rather a cooperative, informed, and shared decision-making
         process.
      

      
      When Feelings Win Out over Facts

      
      Patients sometimes choose procedures for which there is little to no scientific justification.
         One of the clearest examples can be seen in breast cancer patients who opt for contralateral
         mastectomies (in which both breasts are surgically removed) despite the complete lack
         of scientific evidence supporting such treatment for their particular disease:
      

      
         Contralateral prophylactic mastectomy (CPM) for patients with unilateral breast cancer
            is a glaring example of the need for greater clarity about the clinical logic of performing
            a more aggressive intervention to largely address patient reactions to the management
            plan.
         

         
         The rate of CPM for unilateral breast cancer increased from 39 to 207 per 1,000 mastectomies
            between 1998 and 2008. . . . The removal of the unaffected breast does not confer
            additional benefit with regard to distant disease-free survival in patients at average
            risk of a second primary breast cancer. . . . Patients should be encouraged to deliberate
            longer and to more directly consider the powerful cognitive and emotional reactions
            that may favor the most aggressive treatment approaches.[36] 
         

      

      As Sepucha observes, “The other thing that is happening now is that the pendulum may
         be swinging too far and women are saying, ‘You know what? If you are going to take
         one breast off, why don’t you just take both breasts off, and then I won’t have to
         worry about this anymore?’ If this is about anxiety, then we have better treatments
         for dealing with the anxiety than surgery.”[37] 
      

      
      Other Important Factors That Can Impact Your Treatment

      
      Before you can make an informed decision about the right treatment, there are a few
         additional things you should know—factors that may play into which path your physician
         recommends.
      

      
      As noted, the most obvious factor influencing your physician’s treatment recommendations
         may be his or her training. A surgeon may naturally gravitate toward surgical solutions,
         just as a radiation oncologist may see radiation as the preferred modality. The ideal
         situation is when representatives from the major disciplines involved in your treatment
         confer in a tumor board or case conference, weighing the pros and cons of various
         approaches before developing a treatment plan.
      

      
      Another factor influencing your treatment may be where you happen to live. Believe
         it or not, it can be a major determinant of the type of treatment you receive. This
         radical discovery was first made by John Wennberg and Alan Gittelsohn, when, on a
         hunch, they examined the rates of tonsillectomies in two towns that were separated
         by mere miles. They discovered a radically different and unexplainable variation in
         the rates of tonsillectomies among the children in the towns.[38]  The study was so disturbing to the status quo of medicine that it was rejected for
         publication by every major medical journal. It was finally published in the prestigious
         journal Science.[39]  
      

      
      As they continued their research over time, they discovered that medicine was rife
         with such geographic variation. Even today, four decades after the publication of
         their first article, such unexplainable variation exists. That means, for instance,
         that there can be a double-digit rate of variation in the use of mastectomies versus
         lumpectomies in the treatment of stage 1 breast cancer based purely on geography.
      

      
      There is another even more disturbing factor that can influence the treatment you
         receive—financial conflicts of interest on the part of your doctor. Some physicians
         have an ownership interest in specific treatment modalities. An example would be the
         ownership of radiation therapy centers by urologists. By owning the equipment and
         being able to direct patients to their centers, urologists have reaped tremendous
         profits. The result has been double-digit growth in the use of radiation to treat
         patients with prostate cancer. Though radiation is an appropriate treatment modality
         for many prostate cancer patients, it is important that every patient is able to make
         an informed choice about treatment options without being unduly influenced by physicians
         who have an overt conflict of interest.[40]  
      

      
      This practice is perfectly legal. It becomes a concern, however, when such urologists
         consciously or subconsciously “push” this treatment option over other modalities that
         may be more appropriate for the patient. Hence, it is important to discern whether
         your physician has any financial interest in the interventions he or she is recommending
         that go beyond their customary professional fees for clinical services. Though your
         doctor is ethically obligated to disclose any conflicts of interest, in practice many
         physicians fail to do so.
      

      
      If you doubt the role that economics plays in defining your treatment, consider this
         quote from a research study: “In a separate survey of oncologists, 58% said they considered
         revenue when making treatment recommendations. If a particular treatment would result
         in revenue loss, then most said they would choose to refer patients to a hospital
         (69%) or would prescribe an alternative medication (59%).”[41] 
      

      
      It’s essential that you have complete confidence and trust in your oncologist as you
         embark on the journey ahead. If you have any concerns, address them now with the goal
         of leaving as many of your doubts behind as possible.
      

      
      A Final Admonition

      
      We began this chapter by talking about Stephen M.’s decision to take his foot off
         the accelerator and slow down. He needed to be deliberate about the decisions he was
         about to make. Lori agrees with him. If an oncologist with twenty-five years of experience
         suggests slowing down, shouldn’t you?
      

      
      We know it is not easy. There is tremendous momentum behind the need to make a treatment
         decision, as is captured in the following thought:
      

      
         A diagnosis of breast cancer and the sudden escalation of decisions trigger powerful
            emotional reactions from patients. Patients generally feel well at the time of diagnosis
            but suddenly confront a major health threat, a complicated decision context, and an
            arduous treatment course. Virtually all treatments that confer lifetime benefit are
            initiated in the first few months after diagnosis, and the decision-making process
            is generally compressed into the first few weeks. A sense of urgency in treatment
            planning is reinforced by the experiences of family and friends, by the powerful messages
            in the media, and by some clinicians who advise patients to initiate treatment quickly.
            Consequently, it is understandable that many patients want to do everything they can
            to leave this intense period of health threat, treatment decision-making, and treatment
            delivery behind—to move on with their lives with greater peace of mind. However, a
            consequence of this urge to leave it behind is the desire by many patients to quickly
            embrace all possible cancer treatments regardless of the level of benefit.[42] 
         

      

      Here’s our best advice on how to proceed: Review patient-friendly versions of nationally
         published guidelines on the treatment of your type of cancer and then discuss what
         you have read with your doctor. If necessary, ask your doctor to fill in any gaps.
         Before proceeding with a decision about your treatment, you should be able to answer
         the following questions:
      

      
      
         	
            
            Do I have a clear and unambiguous diagnosis?

         

         
         	
            How do my diagnosis, stage, and my tumor’s characteristics impact my prognosis?

         

         
         	
            How will my performance status impact my ability to receive and benefit from treatment?

         

         
         	
            Is my disease considered “curable” or “treatable”? What can be predicted about its
               progression?
            

         

         
         	
            Based on my diagnosis, tumor characteristics, and performance status, is there a pathway
               that defines the sequence of treatments I should receive?
            

         

         
         	
            Do I have a clear understanding of all my treatment options?

         

         
         	
            Do I truly understand both the short-term and long-term adverse effects I could suffer
               as a direct result of my treatment(s)?
            

         

         
         	
            Will I likely reach a point when the benefits of treatment are overshadowed by either
               my physical condition or the impact of treatment on my quality of life? If so, will
               my doctor tell me when that day arrives?
            

         

      

      
      Then, with this information in hand, meditate, pray, or simply sit silently. Though
         it is difficult to quiet your mind in the face of relentless anxiety, it is the key
         to arriving at the right answers. Allow the information you have processed in your
         head to filter into your heart and your gut before making a decision. Given time,
         the answers will come.
      

      
      Before concluding this chapter, Lori wants to offer two important points of caution:

      
      
         	
            
            Beware of friends and family members who offer recommendations regarding your treatment
               based upon anecdotal accounts of acquaintances with your disease. Though well intentioned,
               they may be misinformed.
            

         

         
         	
            If you feel paralyzed by an overwhelming amount of information coupled with the powerful
               emotional reaction that often accompanies a diagnosis of cancer, slow down and ask
               your care team for help. It’s more important to make the right treatment decisions
               than to rush into decisions you may later regret.
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      Chapter 6

      Understanding Clinical Trials

      
         
         
         
         
      

      
      Clinical trials are a multistep process for testing the comparative efficacy (effectiveness)
         and safety of newly developed drugs and other therapies under investigation for use
         by physicians. Such trials can also be used to investigate new purposes for older
         drugs. For example, “Retrovir (zidovudine, also known as AZT) was first studied as
         an anti-cancer drug in the 1960s with disappointing results. Twenty years later, researchers
         discovered the drug could treat AIDS, and Food and Drug Administration approved the
         drug, manufactured by GlaxoSmithKline, for that purpose in 1987.”[1] 
      

      
      Depending on the nature of your condition, your physician may suggest that you consider
         participation in such a trial. Clinical trials are most commonly associated with chemotherapy
         but also occur in other treatment modalities, such as surgery and radiation therapy.
         Currently, only approximately 3 percent of cancer patients in the United States are
         on clinical trials.[2]  However, many experts believe that this number should be considerably higher due
         to the need to evaluate the relative effectiveness of different and emerging treatment
         methods.
      

      
      Before deciding to participate in a trial, it is essential that your expectations
         are appropriate. That means understanding the nature of clinical trials, as well as
         the benefits and risks you could experience.
      

      
      A Multiphased Approach to Clinical Trials

      
      The Food and Drug Administration (FDA) oversees all clinical trials. Before granting
         permission for the launch of a new trial, a pharmaceutical company must submit an
         investigational new drug (IND) application that describes the intended trial and provides
         evidence, from animal studies, that it appears safe to test the drug in humans. The
         IND must be reviewed and approved by both the FDA and a local institutional review
         board (IRB). Once approved, the drug proceeds through a number of distinct phases.
      

      
      Phase 1 clinical trials are limited in size and can involve healthy subjects: “The
         goal here is to determine what the drug’s most frequent side effects are and, often,
         how the drug is metabolized and excreted.”[3]  It is essential that you understand that “most phase I trials do not convey any
         therapeutic benefit and carry a risk of adverse effects. Studies reveal that many
         patients have limited understanding of the primary research aims, unrealistic expectations
         about benefits and risks, a questionable appreciation of their right to abstain or
         withdraw, and little knowledge about alternatives to phase I trial participation.”[4]  In other words, phase 1 is purely about safety. Assuming no overt problems surface
         in phase 1, the process continues.
      

      
      Phase 2 begins to examine a drug’s efficacy:

      
      
         This phase aims to obtain preliminary data on whether the drug works in people who
            have a certain disease or condition. For controlled trials, patients receiving the
            drug are compared with similar patients receiving a different treatment—usually an
            inactive substance (placebo), or a different drug. Safety continues to be evaluated,
            and short-term side effects are studied. Typically, the number of subjects in Phase
            2 studies ranges from a few dozen to about 300.[5] 
         

         
      

      A very small number of drugs make it all the way through the pipeline to phase 3:
         “These studies gather more information about safety and effectiveness, studying different
         populations and different dosages and using the drug in combination with other drugs.
         The number of subjects usually ranges from several hundred to about 3,000 people.”[6]  Most of the studies offered to patients are phase 3 studies. Drugs that appear safe
         and effective at the end of phase 3 are formally submitted for approval via a new
         drug application (NDA) filed with the FDA. The FDA seeks to review and rule on such
         applications within ten months of submission.
      

      
      Primary Purpose of Clinical Trials

      
      The primary purpose of a clinical trial is not to benefit you, as an individual patient,
         but rather to develop knowledge that affords the “greatest good for the greatest number.”
         As such, you may not receive any direct benefit from your participation in a clinical
         trial other than the knowledge that you are involved in a process designed to help
         others in the future. In fact, you may have a 50 percent chance of not even receiving
         the investigational drug.
      

      
      Patricia H. was given the option to participate in a clinical trial late in treatment.
         Though she knew the odds of it providing any meaningful remission were extremely small,
         she nonetheless enrolled because “I’ve gotten so much out of medical research. If
         I can give something back that helps in some way, I want to do that.”[7]  In an e-mail update to friends and family, Darrell described Patricia’s options:
      

      
      
         The clinical trial would involve hospitalization for a period of at least 30–45 days,
            with intensive chemo at the start of that period to try to induce a remission. There
            is some risk of dying during that period due to infection—the chemo would destroy
            Patricia’s bone marrow. Due to extensive precautions, the doctor said that risk is
            probably less than 10%, but it exists. If the treatment worked, it would have a 50%
            or better chance of producing a remission lasting from 1 to 2 years. The remission,
            if it happened, might well include improvement or elimination of the rheumatoid symptoms
            that have caused her so much pain and discomfort.
         

         
         The clinical trial consists of two groups: one group receiving the current standard
            of care treatment, the other (test) group receiving the trial drug, currently known
            as CPX351. It is a phase 3 trial, which means the trial drug has shown enough good
            results in phases 1 and 2 to merit continuing, and is approaching FDA approval. Patricia
            wouldn’t get to choose which group she’s in—that’s randomly assigned by computer—but
            would be told which treatment she was getting. Again, the 50% success rate in producing
            a 1–2 year remission is for the current standard of care treatment; the hope and the
            early indications are that the trial drug may succeed at a higher rate.
         

         
         Patricia asked me to tell all of you that she’s taking this decision very seriously,
            with prayer and careful thought. On the one hand, the potential for positive outcomes
            from the clinical trial is appealing, as is the chance to advance medical knowledge
            and potentially help future patients. And, of course, who knows what other, better
            treatments might be found during that extra one or two years? On the other hand, going
            through a long hospitalization and intense treatment, with the very real possibility
            that it wouldn’t bring about a remission, is daunting after all that she’s already
            been through—she’s confident that she’s safe in God’s arms, is tired, and has to decide
            if she has the emotional strength to face the difficulties of the clinical test path.
         

         
         God’s getting a few more tears to hold as I type this, but I’m so thankful that Patricia
            and I are not alone as she faces this tough decision. We have all of you—and that’s
            an unspeakably precious gift—and we’re both absolutely convinced that God is with
            us.
         

         
         Grace and peace,

         
         Darrell[8]

         
      

      Some patients are fortunate enough to be involved in a study that yields positive
         results. Rarely does the drug under investigation prove to be a “silver bullet,” but
         it can prove to slow the progression of a disease, thus affording the patient additional
         precious time with loved ones.
      

      
      Criteria for Participation

      
      Clinical trials have strict criteria governing patients’ participation in or exclusion
         from studies. These criteria can include demographics, health factors and performance
         assessments, location and stage of disease, and past or current treatment modalities
         being received by the patient.
      

      
      Patients are often disappointed to learn that they are not candidates for a clinical
         trial. However, there are important reasons for inclusion or exclusion:
      

      
      
         	
            
            These criteria help ensure the relative safety of patients participating in the trials.

            
         

         
         	
            The criteria ensure that patients fit a profile congruent with the research objectives.

            
         

         
         	
            The criteria help to eliminate confounding variables that may confuse the results
               of the trials.
            

            
         

         
      

      
      Remember: The goal is to safely demonstrate the effectiveness of the treatment and
         also to ensure that the demonstrated efficacy is attributable to the therapy and not
         some other form of intervention that the patient is receiving: “Each clinical trial
         follows a set of rules called a protocol. A protocol describes inclusion and exclusion
         criteria; the schedule of tests, procedures, medications, and doses; and the length
         of the study.”[9]  
      

      
      Types of Clinical Trials

      
      When seeking to determine the relative effectiveness and safety of an intervention,
         clinical trials may compare the intervention under investigation to an existing therapy
         or to a placebo, though the use of placebo is rare in cancer trials. The most rigorous
         of these studies are known as randomized controlled trials (RCT). In a randomized
         controlled trial, elaborate measures are taken to ensure that participants are randomly
         assigned to the different groups in which various interventions are being compared.
         The control group denotes those individuals receiving either a placebo or an existing
         therapy versus the intervention under study. The participants are unaware of their
         group designation and thus have no knowledge of whether they are receiving a therapeutically
         active therapy or a “sugar pill.”
      

      
      In a double-blind study, not only are the patients blinded as to their assigned group
         but so, too, are the researchers. Such a process eliminates any potential bias on
         the part of the researcher that can influence the study.
      

      
      Investigators and Funders

      
      Clinical trials require four elements:

      
      
         	
            
            a sponsor who will fund the cost of the research;

            
         

         
         	
            a principal investigator (PI), who is responsible for the project;

            
         

         
         	
            approval of an IRB; and

            
         

         
         	
            FDA approval to proceed.

            
         

         
      

      
      It is important that you understand the issue of sponsorship:

      
      
         Clinical trials are sponsored by government agencies such as the National Institutes
            of Health (NIH), including the National Cancer Institute (NCI), pharmaceutical companies,
            individual doctors, health care centers such as health maintenance organizations (HMOs),
            and organizations that develop medical devices or equipment. Clinical trials can take
            place in hospitals, universities, doctors’ offices, or community clinics.[10] 
         

         
      

      Historically, the majority of clinical trials were conducted by academic organizations;
         one example of such a group is the Eastern Cooperative Oncology Group (ECOG):
      

      
      
         The Eastern Cooperative Oncology Group (ECOG) was established in 1955 as one of the
            first cooperative groups launched to perform multi-center cancer clinical trials.
            A cooperative group is a large network of researchers, physicians, and health care
            professionals at public and private institutions across the country who are members
            of the group. Funded primarily by the National Cancer Institute (NCI), ECOG has evolved
            from a five member consortium of institutions on the East Coast to one of the largest
            clinical cancer research organizations in the U.S. with almost 6,000 physicians, nurses,
            pharmacists, statisticians, and clinical research associates (CRAs) from the U.S.,
            Canada, and South Africa. Institutional members include universities, medical centers,
            Community Clinical Oncology Programs (CCOPs), and Cooperative Group Outreach Programs
            (CGOPs). These institutions work toward the common goal of controlling, effectively
            treating, and ultimately curing cancer. Research results are provided to the world-wide
            medical community through scientific publications and professional meetings.
         

         
         Currently, ECOG has more than 90 active clinical trials in all types of adult malignancies.
            Annual accrual is 6,000 patients, with more than 20,000 patients in follow-up.[11] 
         

         
      

      Academic organizations and such groups as ECOG, generally speaking, have no inherent
         bias relative to demonstrating the efficacy and safety of a drug. Pharmaceutical companies
         and medical device manufacturers, on the other hand, can stand to reap significant
         profits from drugs that successfully emerge from the clinical trials process.
      

      
      In recent years, a great deal of pharmaceutical research has shifted away from academic
         organizations and aligned cooperatives to contract research organizations (CROs).
         A CRO is a for-profit, independent company that provides clinical research for a fee
         at the behest of its pharmaceutical clients. Though the PI on a study can reside within
         a major academic organization, the CRO exerts tremendous control over the research
         process and may determine which resulting information from the study is within the
         purview of the PI to see.
      

      
      Research sponsored by pharmaceutical companies, conducted under the auspices of CROs,
         is being heavily scrutinized due to concerns about the validity of some of the research.
         Much of the research is conducted in foreign countries, where the investigational
         protocols are far more lax than the standards demanded by NCI-sponsored trials. If
         you wish to learn more about this issue, consider reading Bad Pharma by Ben Goldacre.
      

      
      Number of Patients Participating in Clinical Trials

      
      The number of patients enrolled in clinical trials is a small fraction of the total
         population of adult cancer patients:
      

      
      
         Despite the promise offered by clinical trials, less than 5% of adults with cancer
            enroll in them. This low level of participation slows progress in the development
            of new, more effective therapies. By contrast, more than 60% of children with cancer
            receive treatment through a clinical trial. Approximately three-quarters of children
            with cancer survive long-term, compared with half of adults. The increased survival
            rate for children can be directly linked to the enrollment of patients in cancer clinical
            trials over many years whose experience led to better treatments and better outcomes.[12] 
         

         
      

      However, clinical trial enrollment at NCI-designated cancer centers is much higher
         than in community settings. In fact, a key determinant of eligibility for designation
         as an NCI cancer center is the enrollment of at least 15 percent of all patients in
         clinical trials. For those patients wanting the assurance that their case is being
         given appropriate consideration for participation in a trial, an NCI center may be
         most appropriate.
      

      
      Questions to Ask before Considering a Clinical Trial

      
      The NIH offers a list of questions that candidates for clinical trials may wish to
         ask their physicians. The answers can provide invaluable information in helping you
         determine whether a specific clinical trial is right for you:
      

      
      
         
            
            	
               What is being studied?

               
            

            
            	
               Why do researchers believe the intervention being tested might be effective? Why might
                  it not be effective? Has it been tested before?
               

               
            

            
            	
               What are the possible interventions that I might receive during the trial?

               
            

            
            	
               How will it be determined which interventions I receive (for example, by chance)?

               
            

            
            	
               Who will know which intervention I receive during the trial? Will I know? Will members
                  of the research team know?
               

               
            

            
            	
               How do the possible risks, side effects, and benefits of this trial compare with those
                  of my current treatment?
               

               
            

            
            	
               What will I have to do?

               
            

            
            	
               What tests and procedures are involved?

               
            

            
            	
               How often will I have to visit the hospital or clinic?

               
            

            
            	
               Will hospitalization be required?

               
            

            
            	
               How long will the study last?

               
            

            
            	
               Who will pay for my participation?

               
            

            
            	
               Will I be reimbursed for other expenses?

               
            

            
            	
               What type of long-term follow-up care is part of this trial?

               
            

            
            	
               If I benefit from the intervention, will I be allowed to continue receiving it after
                  the trial ends?
               

               
            

            
            	
               Will results of the study be provided to me?

               
            

            
            	
               Who will oversee my medical care while I am in the trial?

               
            

            
            	
               What are my options if I am injured during the study?[13] 
               

               
            

            
         

         
      

      Additional Considerations before Agreeing to Participate

      
      It is important to understand the potential adverse effects of participating in the
         trials—not only in terms of potential long-term consequences but also regarding the
         possible diminution of your quality of life. Remember, a clinical trial is rarely
         a reprieve from your prognosis. In rare instances, it brings new hope of slowing the
         progression of the disease by offering a superior treatment. In all instances, it
         furthers our understanding of what does and does not contribute to effective cancer
         treatment.
      

      
      It is also important to understand the financial ramifications of participating in
         trials. Some expenses may not be covered by your insurance, including certain imaging
         studies that are conducted throughout the trial period and travel to and from the
         facility where you will receive care. You should speak with the financial counselor
         associated with your cancer center to understand your potential financial liability.
      

      
      The Lucky Few

      
      Some patients do experience positive outcomes from novel therapies tested in clinical trials. Susan
         Gubar, a humanities professor at the University of Indiana and a frequent contributor
         to the New York Times, is one example. The following excerpt from the June 26, 2014, issue of the New York Times tells of her experiences as an ovarian cancer patient in a recent clinical trial:
      

      
      
         When I signed up for this clinical trial of a medication never before used on human
            beings, I was informed that Phase 1 studies do not extend life. They are designed
            to test dosage and toxicity. Since August 2012, however, the pills, as yet unnamed,
            have been keeping my recurrent ovarian cancer at bay.
         

         
         Like many people, I am concerned that only a small percentage of trials results in
            protocols more effective than what is already available. And the prices of newly marketed
            therapies seem outrageous. Some new drugs blight the end of life with their miserable
            side effects or cause secondary cancers. Even when catastrophic consequences do not
            occur, hideously ingenious malignancies can and often do become resistant to sophisticated
            interventions.
         

         
         Given all these apprehensions, imagine my growing astonishment as the experimental
            drug in my trial continues to keep me in remission.[14] 
         

         
      

      Finding a Trial

      
      The best way to find a trial is through your physician. He or she can determine if
         your disease warrants potential participation in a trial, whether an appropriate trial
         exists, and if you meet the eligibility criteria. Your doctor can also ensure that
         you are fully informed before providing consent to participate.
      

      
      If your physician is unable to help you find an appropriate trial, we have listed
         a number of resources for learning about potential trials at the end of this book.
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      Chapter 7

      The Importance of Getting a Second Opinion

      
         
         
         
         
      

      
      You are facing some of the most difficult and important decisions of your life related
         to your diagnosis, prognosis, and available treatment options—decisions that should
         be driven primarily by you, your family, and your care team. Decisions of such magnitude,
         almost by definition, invite a second opinion.
      

      
      The National Cancer Institute (NCI) provides excellent guidance on how to obtain a
         second opinion:
      

      
         You can do this by asking another specialist to review all of the materials related
            to your case. The doctor who gives the second opinion can confirm or suggest modifications
            to your doctor’s proposed treatment plan, provide reassurance that you have explored
            all of your options, and answer any questions you may have.
         

         
         Getting a second opinion is done frequently, and most physicians welcome another doctor’s
            views. However, some people find it uncomfortable to request a second opinion. When
            discussing this issue with your doctor, it may be helpful to express satisfaction
            with your doctor’s decision and care and to mention that you want your decision about
            treatment to be as thoroughly informed as possible.
         

         
         You may also wish to bring a family member along for support when asking for a second
            opinion. It is best to involve your doctor in the process of getting a second opinion,
            because your doctor will need to make your medical records (such as your test results
            and x-rays) available to the specialist who is giving the second opinion.
         

         
         Some health care plans require a second opinion, particularly if a doctor recommends
            surgery. Other health care plans will pay for a second opinion if the patient requests
            it. If your plan does not cover a second opinion, you can still obtain one if you
            are willing to cover the cost.[1] 
         

      

      As you contemplate whether to seek a second opinion, consider that the research reveals
         that “overwhelmingly, patients find second opinions helpful.”[2] 
      

      
      Many patients are so confident in their physicians that they see no reason to corroborate
         their doctors’ findings or recommendations. Dana B. is a perfect example: “I knew
         the credentials of all of the people I was seeing. I had an initial consult with all
         of them and felt comfortable in the way they handled and approached my situation.
         I felt that they were all very personable and compassionate. So I went with it and
         moved forward. I trusted that they knew best.”
      

      
      Where to Seek a Second Opinion

      
      Here you must examine what is practical versus what is ideal for your particular circumstances.
         It could be argued that the best place to receive a second opinion is from a physician
         who treats a large number of patients with your diagnosis and experiences positive
         outcomes relative to the prognosis for this particular disease. Such physicians often
         practice within major NCI-designated cancer centers.
      

      
      There are a number of practical hurdles to surmount, however, including:

      
      
         	
            
            obtaining consent from the specialist (and his or her facility) to see you,

         

         
         	
            the costs associated with traveling to a facility that may be far from home, and

         

         
         	
            the emotional challenges of being in a “strange” facility far from home and loved
               ones.
            

         

      

      
      If you have a rare or advanced disease, you will probably want to receive an opinion
         from the best and brightest experts you can find. If, however, you are dealing with
         a more commonly treated form of cancer with well-established pathways, you might seek
         a second opinion from a specialist within your community.
      

      
      If you seek a second opinion within your community, there are a few guidelines to
         consider:
      

      
      
         	
            
            Request a second opinion from a physician who is unaligned with your current medical
               provider.
            

         

         
         	
            You may, in fact, want to consider a physician who practices at a different medical
               facility.
            

         

         
         	
            Be sure you understand the credentials and qualifications of the physician rendering
               the second opinion. We strongly encourage you to review the criteria for evaluating
               doctors found in chapter 3.
            

         

      

      
      What a Second Opinion Could Reveal

      
      You stand to gain a great deal by obtaining a second opinion—beginning with the reassurance
         that your physician’s diagnosis, prognosis, and treatment recommendations are accurate
         and appropriate. That is most frequently the case.
      

      
      Shelley W. found that a second opinion simply bolstered her confidence in her physician’s
         findings and recommendations: “We got a second opinion on my films as well as an oncology
         opinion. I again got referrals from my nurse. I wanted to see someone from a different
         institution just to see if they agreed, and they did.”[3] 
      

      
      However, there are instances where changes to the diagnosis and prognosis are warranted
         and alternative treatment recommendations are made. Though these cases are statistically
         small in number, they have profound ramifications to the patients:
      

      
         . . . according to a study that reviewed the biopsy slides of 6,171 patients referred
            to Johns Hopkins Medical Institutions for cancer treatments, 86 patients had diagnoses
            that were significantly wrong and would have led to unnecessary or inappropriate treatment.
         

         
         The rate of error was 1.4 percent, which is low, but not insignificant. At Johns Hopkins
            alone, it would be equal to about one cancer patient a week with a wrong diagnosis,
            and across the country could add up to a conservative estimate of 30,000 mistakes
            a year.
         

         
         For 20 patients, a second opinion changed a malignant diagnosis to a benign one. In
            five other cases, a growth reported to be benign was later found to be malignant,
            and in six cases one type of cancer had been mistaken for a different type. . . .
         

         
         In a 1998 study at the University of Texas Southwestern Medical Center in Dallas,
            a review of ovarian, uterine, cervical and vulvar biopsies found major errors in 2
            percent of the cases, leading doctors to cancel six operations and five chemotherapy
            treatments. And a 1997 review of patients who went to the University of Texas M. D.
            Anderson Cancer Center for second opinions of their brain and spinal cord biopsies
            found major errors in 8.8 percent of cases.[4] 
         

      

      According to an article appearing in Cancer World, “Another study of 148 women who went to the University of Michigan Breast Care Center
         for a second consultation following a mammogram found that 7% had more cancer in the
         same breast, or an undiagnosed tumour [sic] in the other breast.”[5] 
      

      
      A second opinion could also bring to light new information about your treatment options.
         This information falls into one of four categories: (1) advising against a recommended
         procedure because of a substantive change in diagnosis, as seen in the previously
         mentioned research; (2) offering new treatment interventions based on cutting-edge
         research and knowledge not available to your physician; (3) providing stronger admonitions
         regarding potential side effects, including long-term adverse consequences of treatment;
         and (4) modifying the treatment plan to reflect a change in diagnosis from a benign
         to a malignant tumor.
      

      
      Who Seeks Second Opinions?

      
      Although many people might benefit from a second opinion, a far smaller group of patients
         actually seek them. In fact, we know from the research that “patients seeking second
         medical opinions are not representative of the whole patient group. In attempting
         to characterize these patients, Tattersall et al. found they generally had higher
         education levels, worked in managerial or professional positions, and were more likely
         to be female than the whole population presenting to cancer outpatient clinics.”[6] 
      

      
      People’s motivations for seeking a second opinion vary. A study of fifty-two patients
         with advanced cancer revealed that
      

      
         Seventeen of the fifty-two (33%) patients had sought a SMO [second medical opinion],
            most commonly prompted by concerns around communication with their first doctor, the
            extreme and desperate nature of their medical condition and the need for reassurance.
            Most (94%) patients found the SMO helpful, with satisfaction related to improved communication
            and reassurance.[7] 
         

      

      Why Do Patients Choose Not to Seek Second Opinions?

      
      Patients are often afraid of offending their physicians—someone whom they will likely
         count on to win their battle with cancer. Patients believe that a request for a second
         opinion is akin to questioning the judgment and clinical knowledge of their doctors.
         However, you can enjoy a good, trusting relationship with your doctor and still request
         a second opinion. A second opinion should never be viewed as a vote of no confidence
         in your existing medical team.
      

      
      How Physicians View Second Opinions

      
      In general, research seems to suggest that “Physicians regarded SMO patients as having
         greater information needs (84%), greater psychosocial needs (58%) and requiring more
         of the physician’s time and energy (77%) than other patients.”[8] 
      

      
      Here is what Lori has to say about patients’ requests for second opinions:

      
         When a patient raises the issue of a second opinion, I don’t take it personally. Rather,
            I welcome it! Having another set of eyes on the patient and their clinical data serves
            the patient’s best interests. There are times when another opinion may slightly alter
            the treatment plan. Remember: There is not usually just one way to approach treatment.
            A second opinion, at the very least, offers reassurance and peace of mind to the patient,
            family, and physician—which is worth a great deal.
         

      

      Though strongly endorsing second opinions, Lori adds a note of caution:

      
         Two things concern me about second opinions, and both represent potential dangers
            to patients. First, the patient needs to understand that a second opinion may take
            time and even delay therapy. Usually, this is not a critical issue, but when I feel
            timing is crucial, I sometimes suggest we take initial steps to plan the patient’s
            treatment while he or she pursues another opinion.
         

         Second, there are those rare physicians who offer opinions based more upon self-interests
            than the medical needs of the patient. Granted, these doctors are the outliers and
            thus represent a small percentage of the medical profession. Even so, it is important
            when seeking a second opinion that the recommendations be consistent with mainstream,
            evidence-based pathways.
         

         I remember one patient who had the courage to ask her oncologist why he was recommending
            chemotherapy that was in conflict with other physicians’ opinions and not part of
            a national guideline. He became enraged by her challenge to his authority and gave
            her no legitimate reason. If not for her questioning, she would have received an inappropriate
            and toxic chemotherapy.
         

      

      A Second Opinion Does Not Necessitate Receiving Active Treatment Out of Town

      
      Though patients may opt to receive a second opinion from a major cancer center, that
         does not necessitate that they receive treatment at that facility. Often major cancer
         centers refer the patient back to their local specialist armed with observations and
         recommendations regarding their treatment plan. In other cases, a major referral center
         may perform the initial phase of treatment, such as the surgical removal of a tumor,
         but recommend that ongoing treatment be performed by local providers.
      

      
      Not All Experiences Are Positive

      
      Darrell H. relates an experience he and his wife, Patricia, had when seeking a second
         opinion from a cancer expert a few hours’ drive from home:
      

      
         At one point we went up to Omaha to see a specialist. Patricia went in to see her
            while I waited in the lobby taking care of Meghan [our daughter]. Patricia came out
            looking just devastated. She said that the doctor told her that she had eight years
            maximum to live, and that includes the two years that have already passed working
            on the diagnosis. It made me aware that, though we want the truth, the way it gets
            communicated by a physician can make a big difference. It was really rough. After
            Patricia passed the eight-year mark, we’d refer back to this time and say, “Maybe
            the doctor didn’t know everything.”[9] 
         

      

      Coordination of Care Is as Important as Where the Care Is Delivered

      
      The crucial issue is not simply who provides the care but the need for tight coordination
         and communication between all of the physicians involved in your case. Academic medical
         centers are somewhat notorious for failing to communicate adequately with their referral
         sources, which can be deleterious to patient care. Though you should not have to be
         the conduit for the smooth flow of information between doctors, you will likely be
         required to do so. The value of a second opinion far outweighs the additional effort.
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      II

      During Active Treatment

      
         
         
      

      
      
      
      Chapter 8

      The Emotional Roller Coaster of Cancer

      
         
         
         
         
      

      
      For many cancer patients, the emotional roller coaster that began at the time of diagnosis
         may continue well into treatment. It’s hard to imagine not feeling distressed when
         one faces a life-altering disease. In fact, emotional distress is so common that it
         is recognized as the “sixth vital sign in cancer care, calling for systematic allocation
         of supportive resources.”[1] 
      

      
      Emotional distress often goes unaddressed during the early stages of diagnosis and
         treatment—a time when, ironically, intervention may be most beneficial. Dana B. expressed
         regret that the offer of psychological assistance didn’t arrive until she was done
         with treatment: “At the end of my treatment, there was a referral card for a psychologist.
         I felt like it was a little late in the game. If anything was missing, it was probably
         the encouragement to seek psychological healing. It would be helpful for someone to
         say, ‘You are going to experience a lot of these feelings. You may want to hook up
         with someone who specializes in this area.’”[2] 
      

      
      For patients like Dana, emotional distress manifests in many ways. Patients may feel
         sad, afraid, hopeless, anxious, discouraged, and even exhausted. It is the intensity,
         frequency, and duration of these feelings that determine whether they are a normal,
         emotional reaction to cancer or something more significant.
      

      
      When Distress Crosses the Line and Becomes More Serious

      
      It’s important to bear in mind that there is no sharp line in the sand separating
         “normal” distress from more debilitating levels of anxiety, depression, and posttraumatic
         stress. However, according to the American Cancer Society, there are warning signs
         that may indicate the need for some level of intervention, including:
      

      
         
            
            	
               Feeling overwhelmed to the point of panic

            

            
            	
               Being overcome by a sense of dread

            

            
            	
               Feeling so sad that you think you cannot go through treatment

            

            
            	
               Being unusually irritable and angry

            

            
            	
               Feeling unable to cope with pain, tiredness, and nausea

            

            
            	
               Poor concentration, “fuzzy thinking,” and sudden memory problems

            

            
            	
               Having a very hard time making decisions—even about little things

            

            
            	
               Feeling hopeless—wondering if there is any point in going on

            

            
            	
               Thoughts about cancer and/or death all the time

            

            
            	
               Trouble getting to sleep or early waking (getting less than 4 hours of sleep a night)

            

            
            	
               Trouble eating (a decrease in appetite, or no appetite) for a few weeks

            

            
            	
               Family conflicts and issues that seem impossible to resolve

            

            
            	
               Questioning your faith and religious beliefs that once gave you comfort

            

            
            	
               Feeling worthless and useless[3] 
               

            

         

      

      You Are Not Alone

      
      If your anxiety or depression has reached clinically significant levels, you are not
         alone. We know from extensive research that a meaningful percentage of cancer patients
         will be so affected—though many patients with distress go undiagnosed. How large a
         percentage is a topic of great debate: “Variability in reported prevalence rates .
         . . ranged from 0% to 46% for depression and 1% to 49% for anxiety.”[4] 
      

      
      Two major studies, however, suggest that approximately 20 to 45 percent of patients
         experience clinically significant anxiety, depression, or both. One of the studies
         included more than 4,000 patients treated at a major cancer center. The researchers
         found that 18.7 percent of patients had “significant depressive symptoms, and 24%
         had significant anxiety symptoms.”[5]  The second study examined more than 10,000 patients over a five-year period and
         concluded that “19.0% of patients showed clinical levels of anxiety and another 22.6%
         had subclinical symptoms. Further, 12.9% of patients reported clinical symptoms of
         depression and an additional 16.5% described subclinical symptoms.”[6] 
      

      
      Though there may be ongoing debate about the level of clinically significant emotional
         distress among cancer patients, there is little debate as to when such distress is
         most likely to occur: “It is generally agreed that anxiety and depression are highest
         at the time of diagnosis and decrease over time, with levels of anxiety and depression
         typically returning to a level comparable to the general population around two years
         post-diagnosis.”[7]  It is important to note that some patients’ first experience with clinically significant
         anxiety or depression occurs posttreatment. Some patients experience strong fears
         of recurrence without the comfort conveyed by ongoing treatment.
      

      
      Anxiety versus Depression

      
      As you may have noted from the research findings, there has been a tendency to categorize
         patients’ distress as indicative of either anxiety or depression. This artificial
         dichotomy often leads to the use of selective medicines for treating a single disorder.
         It now appears that a number of distressed patients have symptoms of both anxiety and depression and should be treated accordingly.
      

      
      Certain Patients Are More Likely to Experience Distress

      
      Though distress may be a universal human reaction to a cancer diagnosis, we know that
         some people are more affected than others:
      

      
      
         	
            
            Women experience greater rates of anxiety and depression than men. Based on their
               type of cancer, these rates may be two to three times as great as those found in men.[8] 
            

         

         
         	
            Age can play a significant role, with younger patients experiencing higher levels
               of distress (anxiety and depression).[9]  
            

         

         
         	
            A prior history of psychological distress is a major risk factor for rekindling anxiety
               or depression in cancer patients.
            

         

         
         	
            Education, social status, levels of physical activity, and other factors also determine
               one’s vulnerability to emotional distress.
            

         

      

      
      Who Is Monitoring My Distress Levels?

      
      Despite the prevalence of distress, don’t count on your physician to address your
         mental health or well-being. The reality is that physicians do an inadequate job of
         identifying and addressing the psychological needs of their cancer patients. That
         is not our opinion but rather empirical fact supported by research: “In recorded discussions
         between oncologists and patients less than a third of consultations contain discussions
         of emotional concerns such as distress or depression.”[10]  As one physician told me, “I wait for the patient to bring it up. I don’t initiate
         conversations about their feelings.”
      

      
      In one survey of oncologists, only 14 percent reported screening for distress with
         an evidence-based tool, and one-third reported that they didn’t routinely screen for
         distress at all. Because doctors are often focused on physical symptoms and treatment,
         studies have found emotional and psychological issues may be overlooked or discounted.
         Patients, for their part, may be too embarrassed or reluctant to report their concerns.
         And while large cancer centers have the resources and staff to screen for distress
         and provide help, community hospitals and oncology practices—where about 85 percent
         of cancer patients in the United States get their care—often don’t have the time or
         funding.[11] 
      

      
      Such neglect is not due to the lack of clinical tools used in diagnosing clinically
         significant distress. Though researchers constantly debate the merits of various psychological
         tests, the truth is that there is a myriad of tools that can provide quick and powerful
         insights into your mental health or well-being. Clinicians have access to such tests
         as the Beck Depression Inventory (BDI) or the Hospital Anxiety and Depression Score
         (HADS), which require nothing more than a pen or pencil and a few minutes of your
         time to complete.
      

      
      An even more basic “test” of distress involves the “Distress Thermometer” developed
         by the NCCN (see figure 8.1). You can download the “Distress Thermometer” from the
         NCCN website and complete it before visiting with your doctor.
      

      
         NCCN Distress Thermometer for Patients

            Reproduced with permission from the NCCN Clinical Practice Guidelines in Oncology
               (NCCN Guidelines) for Distress Management V.2.2014. 0 2014 National Comprehensive
               Cancer Network, Inc. All rights reserved. The NCCN Guidelines and illustrations herein
               may not be reproduced in any form for any purpose without the express written permission
               of the NCCN. To view the most recent and complete version of the NCCN Guidelines,
               go online to http://www.nccn.org/.
            

         

      

      If you are feeling unduly anxious or depressed, it is important that you talk to your
         physician about it. Ask him or her if there is a social worker in the office or other
         mental health professional with whom you may speak. If not, you may want to ask for
         a referral. In many communities, there are cancer support organizations that address
         this gap in care. If you are suffering, it is important that you seek out empathic
         providers who can help you manage the emotional roller-coaster ride.
      

      
      The Negative Effects of Distress

      
      There are two excellent reasons for addressing your distress: (1) There is no reason
         to suffer undue anguish if it can be remedied; and (2) there are very real physical
         consequences to impaired mental health or well-being. Even if you believe in a stoic
         approach to suffering, such an approach could negatively impact your physical well-being.
      

      
      Once again, it is helpful to look at what can be gleaned from the research (even though
         the research is a bit difficult to decipher from a lay perspective). We now know that:
      

      
      
         	
            
            “Untreated, distress may have long-term detrimental consequences on patients’ compliance
               with treatment, survival, desire for hastened death, and on both patients’ and their
               relatives’ quality of life.”[12] 
            

         

         
         	
            “While it may not be surprising that cancer can prompt distress, what is striking
               is that distress can affect a patient’s physical progress. Not only can such feelings
               interfere with the ability to cope with the rigors of cancer therapy, experts say,
               but they can lessen one’s motivation to complete treatment. They can also interfere
               with the body’s immune system and have a negative impact on the course of the disease.”[13] 
            

         

      

      
      Though still controversial, there is mounting evidence that one’s level of distress
         can ultimately impact one’s survival:
      

      
      
         	
            
            “A recent meta-analysis [a statistically significant, structured review] of 25 observational
               studies showed a 39% higher all-cause mortality rate in cancer patients diagnosed
               with major or minor depression.”[14] 
            

         

         
         	
            “A recent prospective study of psychosocial issues and breast cancer survival found
               a significantly increased risk of death by 5 years from all causes in women with high
               scores for depression and helplessness/hopelessness.”[15] 
            

         

         
         	
            “On the other hand, a well known study of newly diagnosed cancer patients by Cassileth
               et al. found that ‘the inherent biology of the disease [cancer] alone determines the
               prognosis.’ Others have subsequently confirmed this finding.”[16] 
            

         

      

      
      Moira Mulhern is a clinical psychologist and founder of Turning Point—a not-for-profit
         organization committed to addressing the psychosocial and spiritual needs of patients.
         Now part of the University of Kansas’s NCI-designated cancer center, Turning Point
         treats approximately 10,000 patients per year. When asked about the potential impact
         that psychosocial interventions might have on prognosis, Dr. Mulhern offered this
         observation:
      

      
         For sixteen or seventeen years, I ran a group of stage 4 cancer patients. Many of
            the patients lived well beyond their prognosis—in fact, they lived eight, ten, fifteen
            years with no obvious explanation as to why they were still alive. Was it a result
            of the things we were doing to improve their lives? Was it exercising? Was it self-calming
            and acceptance of their condition? I know that the majority of them sought to live
            every day fully. Is that what kept them alive? I don’t know.[17] 
         

      

      What we do know for certain is that emotional distress takes a toll. How heavy a toll
         is a topic of debate, but there is little argument over the need for better identification
         and treatment of clinically significant symptoms of anxiety, depression, and other
         related disorders in cancer patients.
      

      
      Taking One’s Own Pulse

      
      The best way to measure your levels of distress is by working in partnership with
         health care professionals who are trained to administer certain tests—beginning with
         the “Distress Thermometer.” If this option is not readily available, you can use self-administered
         tests that provide important insight into whether further testing may be advisable.
         The two conditions you may wish to monitor are depression and anxiety, which, as previously
         noted, often coexist.
      

      
      Numerous psychological tests are available on the Internet. Because these tests vary
         dramatically in their scientific foundations and hence value, you need to look for
         tests that:
      

      
      
         	
            
            have proven validity (a good indication of validity is that they are recommended by
               a trusted resource);
            

         

         
         	
            are easy to administer;

         

         
         	
            are self-scoring; and

         

         
         	
            provide a quick, easily understood evaluation of the level of your distress.

         

      

      
      Two sites that you may wish to explore are:

      
      
         	
            
            http://www.am-i-depressed.com/zung-depression-scale.html and
            

         

         
         	
            http://www.authentichappiness.com, where you will find a wide array of tests measuring well-being, including a depression
               test (CES-D).
            

         

      

      
      The American Cancer Society also publishes a self-assessment questionnaire on their
         website designed to help reveal whether patients could benefit from professional support.
      

      
      New Mandate

      
      In recognition of the importance of addressing emotional distress, new standards are
         being adopted for evaluation and referral of cancer patients: “Starting in 2015, the
         Commission on Cancer, which accredits centers that treat about 70% of all new cancers
         diagnosed in the U.S., will require providers to meet a new standard to evaluate patients
         for distress and refer them to programs for help.”[18]  We hope that this new standard will help reduce the level of undiagnosed distress
         endured by a sizable percentage of cancer patients.
      

      
      Coping 101

      
      Although cancer may be the most daunting challenge you have faced to date, there undoubtedly
         have been other difficult periods during your lifetime. You probably discovered a
         variety of methods for coping with these stressful times that could prove quite effective
         in improving your well-being during cancer treatment and survivorship.
      

      
      Some of these strategies involve other people, including family, close friends, and
         clergy. Other strategies are solitary endeavors. Whatever brings you peace, comfort,
         meaning, or joy should be considered. Here are some of the myriad ways that cancer
         patients reduce their stress levels and improve well-being:
      

      
      
         	
            
            Physical Activity. Exercise, as is discussed in greater detail in chapter 10, has been shown to have
               a profound effect on stress and well-being. Consider new forms of exercise, such as
               yoga, that may be easier to manage while undergoing treatment.
            

         

         
         	
            Quiet and Contemplation. This could take the form of meditation, prayer, guided imagery, or similar practices.
            

         

         
         	
            Journaling. The simple act of writing about your experiences and feelings can be profoundly cathartic.
            

         

         
         	
            Practicing Gratitude. Gratitude exercises for the many “gifts” that you still enjoy and enrich your life
               have been demonstrated to have a powerful effect on well-being.
            

         

         
         	
            Maintaining Normalcy. Seek to maintain those aspects of your life that make it feel “normal” and hold onto
               as much of your daily routine as possible.
            

         

         
         	
            Support Groups. Experiment with support groups to determine if they are helpful for you.
            

         

      

      
      Many communities are fortunate enough to have dedicated cancer resource centers that
         provide well-being services. Ask your physician or nurse about the types of services
         available in your community. You can also search the Internet. It is best if you can
         find services offered by a not-for-profit, community organization whose mission is
         to improve patients’ well-being.
      

      
      When Some Additional Help Is Needed

      
      When your existing methods of coping fail to bring adequate relief from distress,
         take comfort in knowing that numerous additional interventions are available, including
         supportive therapies (i.e., talk therapies), medicinal therapies, physical activity,
         and positive psychology interventions.[19] 
      

      
      Supportive Therapies (Talk Therapies)

      
      Patients who seek supportive or talk therapy will likely receive care from a psychologist,
         psychiatric social worker, counselor, or similarly trained professional. These mental
         health professionals may employ a variety of techniques to help patients reconceptualize
         their distress, including cognitive behavioral therapy.
      

      
      Some patients may be more comfortable seeking counsel from members of the clergy who
         are trained in pastoral counseling:
      

      
         Pastoral services are important because finding out you have cancer can lead to a
            crisis of faith or belief. Some people may question the purpose of their life or wonder
            why God “gave” them cancer. Others may feel that God is punishing them or that God
            has left them. Still others may use their religious and spiritual resources as a means
            to cope with their illness and help them sort through these kinds of questions.[20] 
         

      

      Medical Therapies

      
      If medical therapies are indicated, your physician will either prescribe drugs designed
         to mediate your anxiety and/or depression or refer you to a psychiatrist or psychiatric
         nurse practitioner. While antianxiety drugs generally take effect immediately, the
         benefits from antidepressants may not be evident for two to four weeks.
      

      
      It is important for you to understand the benefits, limitations, risks, and side effects
         of any medication prescribed to you. You should also ensure that new medications do
         not interact with any current medications and that there are no dietary restrictions
         associated with taking the new medications.
      

      
      Physical Activity

      
      As previously indicated, physical activity is among the most powerful interventions
         known for improving well-being. It is discussed extensively in chapter 10. For now,
         suffice it to say that an approved exercise plan can make a tremendous difference
         in your overall mental health and ability to endure the rigors of treatment.
      

      
      Positive Psychology Interventions

      
      The final group of interventions is derived from the emerging field of positive psychology.
         Whereas psychology traditionally has focused on what is wrong with patients, positive
         psychology seeks to build on what is right. Its focus is on enhancing well-being and mitigating the damaging effects of distress.
         Though it has been occasionally derided for being focused on happiness, positive psychology is a scientifically rigorous discipline that has yielded important
         findings about how to enhance meaning, fulfillment, joy, and vigor in our lives.
      

      
      Among the most researched positive psychology interventions is mindfulness, a form
         of meditation that is quickly learned and easily practiced. Though it may have little
         to no impact on the physical course of a patient’s disease, it can improve quality
         of life, acceptance of one’s condition, and the ability to smooth out the bumps in
         the long journey through cancer.
      

      
      Other forms of positive psychology interventions commonly used with cancer patients
         include:
      

      
      
         	
            
            resilience training,

         

         
         	
            gratitude exercises, and

         

         
         	
            music therapy.

         

      

      
      For additional information regarding these and other therapies, visit these websites:

      
      
         	
            
            http://www.health.harvard.edu/newsletter_article/Positive_psychology_in_practice

         

         
         	
            http://www.authentichappiness.org

         

      

      
      The Transformative Benefits of Distress

      
         “I’m one of those people that will say, ‘My cancer was a gift.’”[21]  
         

         
         —Melissa Etheridge

      

      Some cancer patients are able to transform distress into an opportunity for significant
         personal growth and change. When this happens, distress, rather than engendering anxiety
         and depression, exerts a positive effect on patients’ lives.
      

      
      
         Many interventions have been developed to help women cope with both the physical and
            psychological negative effects of diagnosis and treatment. However, there is evidence
            that extremely significant events, such as cancer, can impact a person’s self-concept,
            relationships, and values, which can mean a reorganization of life’s priorities as
            the person attempts to achieve a better and healthier life. Dealing with cancer can
            lead to positive changes, which may emerge spontaneously or be elicited through the
            suitable psychological intervention.[22] 
         

      

      
      As Bill E. puts it, “There ain’t nothing I can’t do! There’s nothing I can’t accomplish.
         Right now, I have the mindset that I’m going to live forever. I really do! Nothing
         is going to stop me from moving forward.”[23] 
      

      
      Your Take-Away Message

      
      People’s emotional reactions to cancer are as varied as their personalities. Even
         so, the preponderance of anxiety, depression, and other conditions that negatively
         impact patient well-being are well documented. If you are feeling a moderate to high
         level of distress, it is important to discuss this issue with your doctor. Depending
         on the significance of your symptoms, you may benefit from a variety of treatments,
         ranging from physical activity to meditation to medication.
      

      
      You can learn to manage your distress and benefit significantly in the process. As
         Dr. Mulhern observes, “After all of these years of working with patients, I keep finding
         that the most important thing is the ability to manage anxiety, to self-calm. It allows
         you to think, make better decisions, feel more at peace, and enjoy a higher quality
         of life in the midst of it all.”[24] 
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      Chapter 9

      Methods to Minimize Side Effects

      
         
         
         
         
      

      
      Side effects vary greatly based upon the nature of one’s disease and the treatment
         being received. For example, patients diagnosed with head and neck cancers often experience
         a wide range of side effects related to their treatments, as was the case with Ali
         H.:
      

      
         My doctors tried to prepare me for what to expect. They told me that I might have
            a rash, dizziness, severe nausea, fevers alternating with chills. I would not be able
            to go out in the sun. I would lose my saliva glands as well as the lymph glands in
            my neck. My immune system would go down. They said that I would probably lose my hair
            and that my eyelashes might curl up under my eyelids and have to be removed professionally.
            My fingernails might start to crack and split.
         

         
         They also told me that I might never be able to taste again. That was very tough for
            me; I was a food and beverage person. I was passionate about it. I was a certified
            sommelier. I did wine tasting and wine training. I loved doing it! I realized that
            I was going to lose my ability to do something that I am passionate about. I would
            have to find something new to feel passionate about. That was a difficult issue for
            me psychologically.
         

         
         They painted a pretty ugly picture. I would rather have someone tell me the worst
            possible scenario. Once I accept it, anything less becomes great.
         

         
         The side effects did not hit me physically until almost the fifth week of treatment.
            Then I understood what they were talking about. Once they began, it was difficult.[1] 
         

      

      These are just some of the side effects that Ali experienced following treatment for
         his head and neck cancer. Side effects refer to the unintended consequences of treatment.
         They represent a profound issue in cancer treatment for patients who undergo debilitating
         surgeries, ingest highly toxic medical cocktails, and are irradiated until they fear
         that they will glow in the dark. It’s no wonder that there’s some level of collateral
         damage to their bodies.
      

      
      Ali—and other cancer patients—will quickly tell you that the better you understand
         the likelihood of developing such side effects and the degree to which they can be
         managed, the more likely you are to minimize their negative impact on your life.
      

      
      The Ubiquitous Nature of Fatigue

      
      The most commonly experienced side effect of cancer treatment is fatigue or exhaustion,
         which is sometimes referred to as cancer-related fatigue (CRF). The overall prevalence of CRF is estimated to approach 50 percent, with higher
         prevalence in selective types of cancer, including breast cancer, lymphoma, and pancreatic
         cancer.[2] 
      

      
      Fatigue arises whether patients are receiving radiation, chemotherapy, or other modalities.
         When it strikes, “patients with cancer become too tired to participate fully in the
         roles and activities that make life meaningful; the most important impact of fatigue
         may be in the realm of quality of life (QOL).”[3]  In fact, CRF is viewed as among the most debilitating of all side effects:
      

      
         Among all symptoms that tend to affect cancer patients in particular—e.g., pain, sleep
            disturbances, lack of appetite, or nausea—those of CRF are perceived as most distressing.
            CRF markedly impairs the quality of life and the physical performance ability of many
            of the affected patients. Multiple prospective studies have shown an association of
            the manifestations of CRF with shorter survival and increased mortality. CRF can arise
            at any point in the course of the disease: It may be an early symptom even before
            the cancer is diagnosed, or it may arise during the treatment, long after the treatment
            is over, or when the disease recurs or progresses.[4] 
         

      

      Despite its prevalence, physicians often fail to ask their patients about fatigue.
         As a result, many patients fail to receive any form of treatment that could be beneficial
         in alleviating their CRF.[5] 
      

      
      Managing Cancer-Related Fatigue

      
      Despite our lack of understanding about many of the mechanisms underlying CRF, physicians
         are nonetheless able to offer various types of treatments that could be quite helpful.
         The first step, of course, is ensuring that you and your physician are actively aware
         of the problem as it arises rather than waiting for it to become a chronic condition.
      

      
      The methods used to treat CRF range from counseling to exercise to medications. Often,
         these interventions are combined for optimal effectiveness. The main goals of treatment
         are:
      

      
         
            
            	
               alleviating any factors that may be worsening the patient’s CRF,

            

            
            	
               offering individualized help so that the patient can cope with the symptoms and stresses
                  of CRF, [and]
               

            

            
            	
               activating the patient’s strengths and resources.[6] 
               

            

         

      

      It is also recommended that your caregiver participate in the treatment of CRF. Because
         caregivers often mirror symptoms of the patient and are likely to experience fatigue
         as well, including them in elements of the treatment program, such as exercise, may
         be preventative. Furthermore, it enhances empathy for the patient’s struggle with
         fatigue.
      

      
      A Laundry List of Additional Side Effects

      
      Fatigue is the most commonly experienced side effect, but there are hundreds more,
         many of which are treatment specific. Because of the infinite number of treatment
         combinations, it is virtually impossible to predict all the ways side effects might
         manifest. Before you begin any form of cancer therapy, whether surgery, chemotherapy,
         or radiation, your physician should review a comprehensive list of side effects as
         part of the informed consent process.
      

      
      If you want additional information on the potential unintended consequences of treatment,
         there are a few excellent sources of information available on the web. Two of the
         most trustworthy sites that provide detailed information are:
      

      
      
         	
            
            National Cancer Institute (NCI), http://www.cancer.gov/cancertopics/coping/physicaleffects

         

         
         	
            American Cancer Society (ACS), http://www.cancer.org/treatment/treatmentsandsideeffects/physicalsideeffects/physical-side-effects-landing

         

      

      
      What follows is a brief summary of some of the most commonly experienced side effects
         associated with chemotherapy, radiation, and surgery and what can be done to relieve
         or remedy them. It is important to keep in mind that, as a general rule, the greater
         the intensity of treatment, the higher the probability of side effects.
      

      
      Common Side Effects from Chemotherapy

      
      Dana B. remembers when she first started chemotherapy:

      
         I was all gung-ho. Let’s go for it! Let’s get this cancer out of me! Then I had my
            very first treatment of Adriamycin and Cytoxan, which is pretty brutal. The first
            one was a huge shock to my body. I thought, “I’ll just go back to work,” but I was
            walking around like a person out of my head. Finally, I just said that I had to go
            home. I can’t do this!
         

         
         I remember calling my mom, crying, saying, “I don’t know if I can do this!” I have
            a strong mom, so she said, “Yes, you can, and you will,” which was helpful. I had
            sixteen treatments—four of the Doxorubicin [Adriamycin] and twelve of Taxol. The AC
            [Adriamycin Cytoxan] was not fun. It was every two weeks. After four or five days,
            I felt pretty good. The Taxol, weekly, was not nearly as toxic feeling, so I managed
            that pretty well. I had a good schedule. I’d go Thursday, go back to work on Friday,
            then have a pretty crummy weekend but be able to go back to work on Monday, so I missed
            very little work due to side effects from chemo.[7]

      

      After reading Dana’s story, it should come as no surprise that one of the first chemotherapy
         agents, known as nitrogen mustard, was derived from a chemical weapon used during World War I. This historical fact
         lends some insight into the toxicity of some chemotherapeutic agents. Not only are
         they capable of killing cancer cells, but they also wreak havoc on your system in
         the process. Common side effects associated with chemotherapeutic agents include:
      

      
      
         	
            
            Nausea and Vomiting. Until the development of powerful drugs to control nausea and vomiting, these debilitating
               symptoms often accompanied certain forms of chemotherapy. Patients undergoing treatment
               with platinum-based chemotherapeutic agents, such as Cisplatin, often had to receive
               treatment for dehydration due to vomiting. Anti-emetics, such as Ondansetron, among
               others, now provide significant—though not total—relief.
            

         

         
         	
            Hair Loss. Historically, chemotherapy was often associated with hair loss. Many of the traditional
               chemotherapy agents do produce this effect, which is almost always temporary in nature,
               with hair returning within a few months of treatment. More modern, targeted therapies
               rarely have this effect.
            

         

         
         	
            Cognitive Impairment and Fatigue. These symptoms led to the term “chemo-brain,” or “chemo-fog,” referring to the confusion,
               memory changes, lack of energy, and related symptoms that often accompany chemotherapy.
            

         

         
         	
            Sepsis. One of the most serious side effects of chemotherapy is sepsis, a potentially life-threatening,
               systemic infection brought about by low white blood counts that must be dealt with
               immediately. Signs of potential sepsis include a fever above 101º following chemotherapy,
               shaking, chills, rapid heart rate (above one hundred beats per minute), and more rapid
               respirations.
            

         

         
         	
            Changes in Complete Blood Count (CBC). Chemotherapy can result in changes to your blood count. Patients may experience lowered
               red blood cells, causing anemia; lowered white blood cells, increasing the risk of
               infection; and lowered platelets, leading to difficulty with blood clotting. There
               may also be changes in blood chemistry, such as potassium, magnesium, and creatinine
               levels, which require close monitoring.
            

         

      

      
      In addition to these side effects, patients can experience a variety of additional
         issues, including:
      

      
      
         	
            
            diminished appetite;

         

         
         	
            changes in bowel habits, including diarrhea and constipation;

         

         
         	
            aches and pains in muscles, stomach, or jaw;

         

         
         	
            difficulty with balance and walking;

         

         
         	
            some loss of hearing;

         

         
         	
            neuropathy; and

         

         
         	
            sores in the mouth.

         

      

      
      Fortunately, many of these symptoms are transient.

      
      Common Side Effects from Radiation

      
      Radiation is a powerful form of energy capable of destroying cancer cells. It can
         be delivered through external methods using a machine known as a linear accelerator or internally via radioactive implants or injections. Although advances in radiation
         therapy have allowed for much more precise targeting of the energy, some level of
         collateral damage to surrounding tissue is inevitable. This exposure of healthy tissue
         to radiation can produce a variety of side effects that generally occur within the
         area being targeted by radiation:
      

      
      
         	
            
            Skin. External radiation must pass through the skin before reaching its intended target.
               In the process, the skin receives varying doses of radiation. The level of radiation
               absorbed determines whether the skin is slightly reddened, significantly irritated,
               or burned. When burns occur, they must be carefully managed to avoid infection.
            

         

         
         	
            Digestive Tract. Certain parts of the body have an enhanced sensitivity to radiation, including the
               gastrointestinal (GI) tract. Significant irritation can occur when there is exposure
               to the esophagus, stomach, colon, rectum, and other parts of the digestive system.
               The irritation can manifest as nausea, vomiting, abdominal cramping, or diarrhea.
            

         

         
         	
            Major Organs. As radiation passes through the tumor, it may also pass through crucial organs or
               other structures, such as the heart or spinal cord. Radiation oncologists go to great
               lengths to minimize such exposure, but sometimes it is inevitable. The consequences
               of such exposure can be minor or major and immediate or delayed.
            

         

         
         	
            Breathing. Radiation can have a powerful effect on the lungs. If a patient’s lung function is
               already compromised due to preexisting conditions (such as asthma or chronic obstructive
               pulmonary disease [COPD]), radiation has the potential to worsen their problems.
            

         

         
         	
            Brain. Radiation to the brain can result in a variety of complications, including overall
               cognitive impairment and changes in balance. Whenever possible, radiation oncologists
               attempt to limit exposure to the tumor site within the brain. However, when there
               are multiple tumors, as often occurs when certain cancers metastasize, “whole brain”
               radiation may be required.
            

         

         
         	
            Head and Neck. Radiation to this area may cause short- or long-term changes to taste, saliva production,
               dental health, and swallowing.
            

         

      

      
      In addition to enumerating these side effects, the NCI provides advice to patients
         regarding other issues they can experience based on the area receiving radiation.
         For more information, refer to http://www.cancer.gov/cancertopics/coping/physicaleffects/radiation-side-effects.
      

      
      Bill E.’s radiation to his head and neck predictably damaged his salivary glands,
         leading to a perpetual dry mouth: “I have dry mouth. I take a bottle of water with
         me wherever I go, whether it is a meeting or a ball.” Though it’s annoying, he considers
         it a small price to pay for surviving a difficult bout with cancer.[8]  
      

      
      Your radiation oncologist can provide you and your caregiver with tailored information
         regarding the side effects that can accompany your specific treatment and what can
         be done to manage them.
      

      
      Common Side Effects from Surgery

      
      As is true with any invasive procedure, cancer surgery carries risks. These risks
         can be related to anesthesia, incision and excision, and wound healing. Surgical side
         effects may or may not be avoidable, including:
      

      
      
         	
            
            Postoperative Infections. Great progress has been made in reducing the rate of postoperative infections in
               recent years. Such infections are generally managed effectively with antibiotic therapy
               but can be very problematic for patients whose immune systems are compromised either
               from underlying disease or from certain forms of treatment.
            

         

         
         	
            Lymphedema. When lymph nodes are surgically removed, patients can experience swelling and other
               symptoms in that area of the body. This condition occurs frequently with breast cancer
               patients who have undergone lymph node removal and radiation. Therapy can help patients
               learn to manage the symptoms of lymphedema, with varying degrees of effectiveness.
            

         

         
         	
            Cosmetic Issues. Surgery can significantly change the appearance of one’s body, which can be particularly
               problematic for patients undergoing breast surgery, surgery to the head and neck,
               and surgery resulting in ileostomies or colostomies (which necessitate that urine
               or stool drain into an external bag). Often one or more reconstructive surgeries are
               required to restore some degree of normalcy to one’s appearance. It should be noted
               that surgical cosmesis (the cosmetic result following surgery) may be a function of
               surgical technique, experience, and competency.
            

         

         
         	
            Digestive Issues. Removal of portions of the digestive system, as occurs in numerous types of GI cancers,
               can have a profound impact on digestion and appetite.
            

         

         
         	
            Sexual Function. Sexual function can be directly affected by surgery, as is frequently the case for
               patients undergoing radical prostatectomies or removal of the ovaries. It may also
               be compromised by changes to body image, hormone levels, and other factors resulting
               from various types of surgery.
            

         

         
         	
            Neurological and Cognitive Issues. Neurosurgery, whether to the brain or spine, can lead to a profound array of side
               effects, ranging from subtle changes in cognition to impaired mobility.
            

         

      

      
      Some consequences of surgery may be due to surgical error. Errors run the gamut from
         failure to excise a tumor to damaging sensitive structures, such as the spinal cord.
         The consequences can be minor and transient or debilitating and ultimately fatal.
         Your best protection against such errors is to have a highly experienced surgeon who
         regularly performs your procedure operating in a well-regarded facility.
      

      
      Going through Hell to Have a Chance at Life

      
      Some treatments can only be described as draconian and bring with them potent side
         effects that are not merely uncomfortable but life threatening. When Diane C. was
         diagnosed with acute myeloid leukemia, her doctors gave her a 20 percent chance of
         living—and that was only if she underwent a bone marrow transplant (BMT). Here’s how
         Diane described the experience: “I was in the hospital for thirty days for induction
         (chemotherapy). It hits you like a ton of bricks. That was the toughest part of my
         whole treatment—having my immune system trashed in the hope of killing the cancer.
         If you live through it, you will be in good enough shape to have the transplant. I
         had five bad infections during this period. I nearly died.”[9]

      
      Fortunately, Diane survived. Today, seven years after being told that she had such
         a small chance of surviving, she is vibrantly alive: “I’m a poster child. I’m 100
         percent. I have no sign of disease. When I go in for a checkup, they bring in the
         residents and even patients to show that people survive it.”
      

      
      When to Talk with Your Doctor

      
      Before undergoing any form of treatment, you should have a crystal-clear understanding
         of the potential side effects that you may experience as a result of such treatment.
         Because some of these side effects can exert a powerful and lasting impact on your
         quality of life, it is important to keep the goals of your treatment in mind. If the
         intent is curative, then one’s ability to accept and tolerate certain adverse effects
         may be increased. If, however, the intent is to provide symptom relief without the
         hope of cure, one has to weigh the adverse, unintended consequences of treatment against
         the anticipated benefits.
      

      
      Every patient has a different “list” of the side effects he or she is willing to endure
         for a predicted outcome. The patient’s age, medical condition, outside support, and
         inherent personal values also shape this list. In order for a patient to weigh the
         risks and benefits of treatment, they must be fully informed by their physician as
         to the goals of treatment as well as the anticipated side effects. Only then can a
         patient determine if the trade-offs between treatment and potential quality of life
         are appropriate for them.
      

      
      Taking a Long-Term Perspective on Side Effects

      
      Many side effects are experienced by patients within hours, days, or weeks of undergoing
         a specific type of treatment. Others, however, may not appear for months, years, or
         even decades after treatment has ceased. Therefore, it is essential that you understand
         not merely the immediate risks and discomforts of treatment but also the long-term
         sequelae (after-effects) of some treatments.
      

      
      One of the most glaring examples of the delayed effects of treatment is apparent in
         survivors of certain types of childhood cancer. One study published by the American
         Society of Clinical Oncology in 2014 looked at the incidence of breast cancer (by
         age fifty) in 1,230 female survivors of childhood cancer. All participants had received
         radiation therapy to the chest. The study authors concluded that “The entire cohort
         had a 22-fold increased risk of breast cancer.”[10]  They also found that the women who developed breast cancer did so earlier in life,
         with a median age of thirty-nine when diagnosed.
      

      
      Another long-term problem is infertility. Many chemotherapeutic agents, as well as
         some types of radiation, induce early menopause. If appropriately advised, some women
         can have multiple options for dealing with this consequential side effect, the most
         effective of which is to have their eggs harvested and frozen for later implantation.
         Recent research suggests that some breast cancer patients may also benefit from injections
         of a drug known as Goserelin or Zoladex, though additional studies need to be done
         to confirm this finding.[11] 
      

      
      Being Prepared Is Half the Battle

      
      Assuming you proceed with treatment, one of the best ways to manage side effects is
         to be prepared. It’s important to know in advance how to manage potential problems
         following treatment. Advance preparation may make the burden of side effects more
         manageable.
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      Chapter 10

      Make Nutrition and Exercise Part of Your Treatment Plan

      
         
         
         
         
      

      
      
         My doctors told me that my treatment would cause me to have pain, and they said it
            would be tough to deal with. I would not be able to eat, so I would need to have a
            tube put into my stomach to provide liquid nutrition for several weeks. When the doctors
            said I might not be able to eat or drink due to treatment, I thought, “OK, the tube
            is my backup plan. What do I have to lose?” I had the tube put in before treatment
            started.
         

         
         Treatment made everything taste bad. Things tasted bitter. I had trained my mouth
            to taste subtle nuances between wines, so I had a heightened sense of taste and felt
            the change more acutely. For a couple of weeks, I could not swallow anything—not even
            water.
         

         
         I will say that the tube added another layer of pain to an already-difficult situation,
            but when I got to the point where I could not eat or drink, I was grateful I had done
            it. No one wants to have a tube in his or her body, but you are not dealing with a
            normal situation. You have to be prepared to do what it takes.[1] 
         

      

      Ali H. had learned “to do what it takes” at a very early age. When he was eighteen,
         the political situation in his native country of Iran became dangerously unstable.
         His father, who served as a general in the shah’s army, feared for Ali’s safety, and
         so he helped arrange for Ali to travel to America on a student visa. Shortly after
         arriving, Ali watched as the situation in Iran deteriorated—leading ultimately to
         the 1978 hostage crisis in Iran. It was then that he knew he would not be able to
         return. He would never see his parents again.
      

      
      When Ali was diagnosed with cancer, he said the moment reminded him of when he first
         heard about the hostage crisis and had the emotion-filled realization about his parents.
         It would take courage and determination to move forward and deal with the cancer.
         He believed he had to maintain a positive attitude while enduring the hardship of
         cancer treatment.
      

      
      When he started treatment, Ali weighed 192 pounds. When he finished, he weighed 157.
         It was not easy, but Ali got through it. Although he can no longer distinguish the
         subtle differences in wines, he now speaks of pursuing a new passion—teaching at the
         university level.
      

      
      ABCs of Cancer Nutrition

      
      When you are well, ensuring that your body gets the appropriate levels of nutrition
         and exercise takes only a modicum of work. However, when you have cancer, the challenge
         becomes far greater. It also becomes all the more important. Proper nutrition and
         appropriate exercise can make a tremendous difference in your ability to manage your
         disease and treatment as well as provide the benefit of a higher quality of life.
      

      
      Cancer and its treatment may significantly affect your appetite and thus nutritional
         status. That is not surprising when you consider the assault on your system wrought
         by the disease coupled with the after-effects of chemotherapy, surgery, and radiation.
      

      
      Chemotherapy and radiation can alter your sense of taste and smell. Fortunately, these
         are usually temporary phenomena. So, too, is the nausea and vomiting that can accompany
         treatment. Other common problems that limit appetite include mouth sores associated
         with treatment, difficult and painful swallowing, impaired digestion, and a host of
         other issues—all of which constitute a recipe for no appetite. As if that were not
         enough, add constipation induced by pain medications, stress-related anorexia, and
         the consequential effects of certain surgeries, and it is easy to understand how patients
         can lose vast amounts of weight.
      

      
      Though virtually all cancer patients can benefit from a nutritional assessment, it
         is essential for those patients who have cancers known to place them at high risk of malnutrition.
         Top among such cancers are head and neck cancers and cancers of the digestive tract.
      

      
      As part of their nutritional advice to patients, the National Cancer Institute (NCI)
         highlights problems associated with surgery to the head and neck:
      

      
         
            
            	
               Surgery to the head and neck may cause problems with:

               
               
                  	
                     
                     Chewing

                  

                  
                  	
                     Swallowing

                  

                  
                  	
                     Tasting or smelling food

                  

                  
                  	
                     Making saliva

                  

                  
                  	
                     Seeing

                  

               

            

            
            	
               Surgery that affects the esophagus, stomach, or intestines may keep these organs from
                  working as they should to digest food and absorb nutrients.
               

            

         

         
         All of these can affect the patient’s ability to eat normally. Emotional stress about
            the surgery itself also may affect appetite.[2] 
         

      

      The problem with compromised nutrition is not merely the weight loss. Failure to obtain
         properly balanced nutrition leads to protein and vitamin deficiencies accompanied
         by weakness and difficulty healing, which can also exacerbate underlying cancer-related
         fatigue. A vicious cycle then ensues in which one grows progressively weaker and less
         able to cope with the rigors of treatment. Without proper nutrition, our bodies are
         less able to heal and are more prone to infection.
      

      
      Poor nutrition can result despite our efforts to eat properly. Some cancers and treatments
         alter the body’s ability to metabolize foods in a normal way. What may be an appropriate
         level of nutrition under normal conditions can suddenly prove inadequate—causing you
         to lose weight despite eating normally.
      

      
      Screening and Assessment

      
      The first step toward ensuring a proper level of nutrition is a screening and assessment
         by your doctor as part of your diagnostic workup. He or she may begin with a short
         series of questions, including:
      

      
      
         	
            
            What changes have occurred in your weight over the past twelve months? Is it continuing
               to change?
            

         

         
         	
            Have there been changes in your diet, either in the type of food you eat or the amount?

         

         
         	
            Are you experiencing side effects of treatment or other issues related to your disease
               that affect your ability to eat?
            

         

         
         	
            Are you experiencing cancer-related fatigue?

         

      

      
      Once these answers are in hand, your doctor will conduct a physical examination that
         includes checking your overall health, weight, muscle mass, and level of body fat.
         He or she will also use blood tests to measure the levels of protein and essential
         minerals in your body. Your physician may repeat this process often throughout your
         active treatment.[3]  If one is available, a nutritionist can also participate in this process.
      

      
      Changes in Weight as a Symptom of Disease

      
      Some cancer patients initially present with unexplained weight loss as a first sign
         of cancer. Cancer is a predator that competes with normal cells for nutrition within
         the body. Thus the cancer gets fed while your body is deprived of the nutrients it
         needs.
      

      
      Integrating a Nutritional Plan into Your Overall Treatment Plan

      
      If your doctor determines that you are at risk of malnutrition, he or she may recommend
         nutritional therapy. In such cases, you will work with other members of the medical
         team, including nurses and dieticians. As a first step, the team will recommend modifications
         to your diet while continuing to monitor your weight.
      

      
      In some cases supplemental nutrition may be recommended. For head and neck cancer
         patients, doctors could advise proactively implementing more aggressive methods for
         ensuring proper nutrition, including a feeding tube, as was the case with Ali. Prior
         to treatment, patients often resist this recommendation because they are feeling relatively
         well and may even need to lose weight. Only after they have endured difficult surgery,
         radiation, or chemotherapy do they realize the need for such support. It is far better
         to begin such support early.
      

      
      If you think that Ali’s case is the exception, here’s what Bill E. said about the
         treatment for his head and neck cancer: “When I started chemotherapy, I was completely
         out of it. I just gave up. I was losing my balance and falling. With the radiation,
         I couldn’t eat. I went from 220 pounds down to 170. I’m a big man, and suddenly I
         was thin, clothes weren’t fitting, and I was cold all the time.”[4] 
      

      
      Planning Ahead

      
      One of the most important things you can do is to anticipate potential nutritional
         issues and take steps in advance to help minimize problems. Perhaps the easiest and
         most basic way to add nutritional value to your diet is through liquid supplements,
         such as Boost, Ensure, or Carnation Instant Breakfast, all of which essentially offer
         a nutritious meal in a drink.
      

      
      When it comes to nutrition, the American Cancer Society recommends that you “talk
         to your treatment team about the things that worry you. Many people have few or no
         side effects that keep them from eating. Even if you have side effects, they may be
         mild, and you may be able to manage them with drugs or simple diet changes. Most side
         effects go away after cancer treatment ends.”[5] 
      

      
      The American Cancer Society also provides some practical suggestions about how to
         be prepared:
      

      
         
            
            	
               Stock your pantry and freezer with your favorite foods so you won’t need to shop as
                  often. Include foods you know you can eat even when you are sick.
               

            

            
            	
               Cook in advance, and freeze foods in meal-sized portions.

            

            
            	
               Talk to your friends or family members about ways they can help with shopping and
                  cooking, or ask a friend or family member to take over those jobs for you.
               

            

            
            	
               Talk to your doctor, nurse, or a registered dietitian about any concerns you have
                  about eating well. They can help you manage side effects like constipation or nausea.
               

            

         

         
         For more information on coping, see the “To learn more” section and/or call your American
            Cancer Society at 1-800-227-2345.[6] 
         

      

      When Additional Support Is Needed

      
      Sometimes patients are unable to take food by mouth due either to weakness or other
         physical conditions. In such cases, supplemental nutrition can be provided via several
         different routes—including enteral nutrition and parenteral nutrition:
      

      
         Enteral nutrition is giving the patient nutrients in liquid form (formula) through a tube that is placed
            into the stomach or small intestine. The following types of feeding tubes may be used:
         

         
         
            	
               
               A nasogastric tube is inserted through the nose and down the throat into the stomach
                  or small intestine. This kind of tube is used when enteral nutrition is only needed
                  for a few weeks.
               

            

            
            	
               A gastrostomy tube [or PEG] is inserted into the stomach or a jejunostomy tube is
                  inserted into the small intestine through an opening made on the outside of the abdomen.
                  This kind of tube is usually used for long-term enteral feeding or for patients who
                  cannot use a tube in the nose and throat. . . .
               

            

         

         
         If enteral nutrition is to be part of the patient’s care after leaving the hospital,
            the patient and caregiver will be trained to do the nutrition support care at home.[7] 
         

      

      Parenteral nutrition is administered intravenously:
      

      
         
         Parenteral nutrition is used when the patient cannot take food by mouth or by enteral
            feeding. Parenteral feeding does not use the stomach or intestines to digest food.
            Nutrients are given to the patient directly into the blood, through a catheter (thin
            tube) inserted into a vein. These nutrients include proteins, fats, vitamins, and
            minerals.
         

         
         Parenteral nutrition is used only in patients who need nutrition support for five
            days or more.[8] 
         

      

      The Benefits of Proper Nutrition

      
      It is not easy to adhere to a diet when one feels acutely ill, nor is it pleasant
         to have a tube inserted into one’s body for supplemental nutrition. The benefits,
         however, far outweigh the temporary assault to one’s quality of life.
      

      
      The NCI reminds us not only that “healthy eating habits and good nutrition can help
         patients deal with the effects of cancer and its treatment” but also that “some cancer
         treatments work better when the patient is well nourished and gets enough calories
         and protein in the diet. Patients who are well nourished may have a better prognosis
         (chance of recovery) and quality of life.”[9] 
      

      
      The NCI delineates a number of specific benefits of nutritional therapy. It can:

      
         
            
            	
               Prevent or treat nutrition problems, including preventing muscle and bone loss.

            

            
            	
               Decrease side effects of cancer treatment and problems that affect nutrition.

            

            
            	
               Keep up the patient’s strength and energy.

            

            
            	
               Help the immune system fight infection.

            

            
            	
               Help the body recover and heal.

            

            
            	
               Keep up or improve the patient’s quality of life.[10] 
               

            

         

      

      Food-Drug Interactions

      
      Cancer patients must also be mindful of how the drugs they are receiving for treatment
         may interact with certain foods. Not only can these interactions change the relative
         effectiveness of the drugs, but dangerous side effects can also result. The following
         are some common examples:
      

      
      
         	
            
            Grapefruit juice can intensify the effects of Targretin (Bexarotene).

         

         
         	
            Alcohol, when combined with Folex or Rheumatrex (Methotrexate), can result in liver
               damage.
            

         

         
         	
            The effectiveness of Mithracin (Picamycin) can be diminished by calcium and Vitamin
               D.
            

         

         
         	
            Any type of food can limit the effectiveness of Temodar (Temozolomide).[11] 
            

         

      

      
      Your nutritional plan should clearly identify such potential interactions so they
         can be scrupulously avoided. Your medical team should also be aware of any herbal
         or complementary medicines that you are taking to ensure that there are no potential
         food-drug interactions (e.g., many patients take antioxidants, which can interfere
         with the effectiveness of their treatments).
      

      
      Additional Advice on Nutrition

      
      There are plenty of web-based resources that give guidance on nutrition and how to
         manage side effects, including:
      

      
      
         	
            
            National Cancer Institute’s “Nutrition in Cancer Care (PDQ),” http://www.cancer.gov/cancertopics/pdq/supportivecare/nutrition/Patient/page1/AllPages, and
            

         

         
         	
            American Cancer Society’s “Nutrition for the Person with Cancer during Treatment:
               A Guide for Patients and Families,” http://www.cancer.org/acs/groups/cid/documents/webcontent/002903-pdf.pdf.
            

         

      

      
      The Importance of Exercise

      
      Exercise can have a profound impact on your ability to manage the journey through
         cancer. In fact, it is among the most important things you can do to improve your
         health, lower your risk of depression and anxiety, better tolerate treatment, enhance
         your well-being, and enjoy a better quality of life. “Physical activity . . . helps
         you maintain muscle mass, strength, stamina, and bone strength. It can help reduce
         depression, stress, fatigue, nausea, and constipation. It can also improve your appetite.”[12] 
      

      
      Lori and I are extremely strong proponents of exercise. We know that it is a difficult
         habit for some patients to establish, particularly if they have been sedentary, are
         experiencing cancer-related fatigue, or are depressed. Yet when you consider the evidence
         supporting the benefits of exercise for cancer patients, it seems to be an essential
         part of most patients’ treatment plan.
      

      
      You do not have to take our word on this issue. A great deal of effort is going into
         research that examines the effects of exercise on cancer patients. To date, that research
         has yielded some important findings:
      

      
         The benefits of exercise are well documented in a number of cancers . . . namely in
            areas such as fatigue and physical functioning, both of which directly influence quality
            of life. While survival is the ultimate outcome measure, with an estimated 12 million
            cancer survivors and growing in the United States, the importance of improving quality
            of life has grown exponentially.
         

         
         The evidence linking physical activity with improved quality of life in those undergoing
            active treatment and those who have completed it “is incredibly strong,” said Dr.
            Rachel Ballard-Barbash of NCI’s Division of Cancer Control and Population Sciences.
            . . . 
         

         
         Two of the primary goals of exercise . . . are improved body image and body composition.
            In the case of the former, many cancer patients undergo extensive surgery or receive
            treatments that can alter their physical appearance and radically alter feelings about
            things such as sexual attractiveness, said Dr. [Kathryn] Schmitz [of the University
            of Pennsylvania’s Abramson Cancer Center]. “There’s good evidence in the literature
            that physical activity can improve body image, and that may be one mechanism through
            which exercise can improve quality of life,” she explained. . . .
         

         
         The guidelines also make note of the suggestive evidence—but by no means definitive
            evidence—in breast and colorectal cancer that regular exercise after treatment improves
            progression-free and overall survival. As the data continue to emerge in this area,
            a prescription for exercise could be “an adjunct to curative care.” . . . But [researcher]
            Dr. Courneya acknowledged that the jury is still out on survival, calling the data
            “exciting” but “still experimental.”[13] 
         

      

      
         Early studies of exercise in patients with cancer indicated that exercise could increase
            functional capacity during chemotherapy, improve marrow recovery and decrease complications
            during peripheral blood stem cell transplantation, and decrease fatigue and other
            symptoms during radiation therapy and chemotherapy.[14] 
         

      

      Preventive Benefits of Exercise

      
      One of the most important emerging findings from research on exercise is its potent
         effect in preventing a number of different types of cancer. One key finding is the
         clear linkage between obesity, sedentary lifestyles, and the development of colon
         and breast cancer—a problem that appears to be reduced by exercise. Here are the facts:
      

      
         More than two dozen studies have shown that women who exercise have a 30 percent to
            40 percent lower risk of breast cancer than their sedentary peers. The female hormone
            estrogen seems to play a key role. Women with high estrogen levels in their blood
            have increased risk for breast cancer. Since exercise lowers blood estrogen, it helps
            lower a woman’s breast cancer risk. Exercise also reduces other cancer growth factors
            such as insulin.
         

         
         Even older women need to be concerned about estrogen, because after menopause the
            hormone is produced by fat cells. Women who exercise have less fat and therefore produce
            less estrogen. With more than 150,000 new breast cancer cases reported in the United
            States each year, preventing cancer through exercise is one of the best ways a woman
            can take charge of her health. . . .
         

         
         Exercise plays a dramatic role in preventing cancer of the colon and rectum. Nearly
            150,000 Americans are diagnosed with colorectal cancer each year, and nearly 50,000
            die from the disease. Encouragingly, more than three dozen studies show exercisers
            reduce their risk of colon cancer by 20 percent or more compared to sedentary people,
            and the benefits are seen in both men and women, although the effect is greater in
            men. Changes in digestive acids and other substances also occur with exercise, and
            these changes are believed to provide some protection from colon cancer. Decreases
            in body fat, insulin and other growth factors also may contribute to exercisers’ lower
            colon cancer risk. Current research is also uncovering new ways in which physical
            activity cuts cancer risk—from reducing chronic inflammation to improving DNA repair.[15] 
         

      

      Exercise prevents far more than cancer. It can greatly reduce your likelihood of developing
         numerous chronic conditions, such as diabetes, high blood pressure, and other diseases
         that reduce your overall performance status. Remember that the two greatest determinants
         of your prognosis are the characteristics of your tumor coupled with your performance
         status.
      

      
      Before you run out to the nearest gym, talk to your doctor.

      
      Integrating an Exercise Plan into Your Overall Treatment Plan

      
      Just as you worked with your team to develop a nutritional plan, you may benefit by
         having a medically approved exercise plan. Begin by talking with your medical team
         about the type and intensity of exercise in which to engage. Your physician may also
         recommend a consultation with exercise physiologists, physical therapists, and other
         professionals who possess specialized training and can provide you with a personalized
         exercise program. Prior to making recommendations, these professionals will consider
         such factors as whether there should be limitations on exercise based on your diagnosis
         and treatment, as well as how your general health and functional status might affect
         your exercise regimen.
      

      
      The goal is to maximize the benefit you receive from exercise while minimizing the
         risk: “Specific risks of exercise training by cancer site should be understood by
         fitness professionals, such as elevated fracture risk among breast or prostate cancer
         survivors who have undergone certain types of hormonal therapy and lymphedema risk
         more commonly seen among breast and urogynecologic cancer survivors.”[16] 
      

      
      The NCI cautions, “In men who have undergone androgen-deprivation therapy for prostate
         cancer, for example, trainers need to be aware of fracture risk and adjust the exercises
         accordingly. And many women with breast cancer will have had surgery that can [impair
         the functioning of] the shoulder, so the guidelines encourage the use of exercises
         to stabilize and strengthen the surrounding muscles.”[17] 
      

      
      Thirty Minutes, Three to Five Times per Week

      
      If medically appropriate, your goal should be to engage in moderate aerobic exercise
         for a minimum of thirty minutes, three to five days (or more) per week. If needed,
         you can break the exercise into multiple ten- to fifteen-minute segments. Find activities
         that you enjoy—whether it is walking, a Zumba class, swimming, or bicycling. In fact,
         you may want to vary your routine to keep it interesting. If you are overly fatigued,
         consider laying off for a day, but be careful not to break your routine for long.
      

      
      As you begin your program, be aware of how you feel and whether there is a need to
         make modifications. You want to find forms of exercise that actively engage you, making
         the time spent more a joy and less a drudgery.
      

      
      Extending Exercise beyond the Treatment Horizon

      
      Exercise may be as important to the cancer survivor as it is during active treatment,
         so just because you have finished treatment or are in remission, don’t abandon the
         gym!
      

      
      Supplemental Reading

      
      We are asking you to make a substantial and ongoing investment of time and energy
         in exercise. Like any investment, you may wish to do some additional research before
         proceeding. There are many excellent books detailing the health benefits of exercise.
         Here are a few for your consideration:
      

      
      
         	
            
            Spark: The Revolutionary New Science of Exercise and the Brain, by John J. Ratey
            

         

         
         	
            ACSM’s Guide to Exercise and Cancer Survivorship, edited by Melinda L. Irwin 
            

         

         
         	
            The Breast Cancer Survivor’s Fitness Plan: A Doctor-Approved Workout Plan for a Strong
                  Body and Lifesaving Results   (Harvard Medical School Guides), by Carolyn M. Kaelin, Francesca Coltrera, Josie
               Gardiner, and Joy Prouty 
            

         

         
         	
            What Makes Olga Run? The Mystery of the 90-Something Track Star and What She Can Teach
                  Us about Living Longer, Happier Lives, by Bruce Grierson 
            

         

         
         	
            Lifelong Running: Overcome the 11 Myths about Running and Live a Healthier Life, by Ruth Heidrich 
            

         

         
         	
            Exercise for Mood and Anxiety: Proven Strategies for Overcoming Depression and Enhancing
                  Well-Being, by Michael W. Otto and Jasper A. J. Smits 
            

         

      

      
      Your Goals

      
      Remember: Through a little effort, there is much to be gained, including:

      
      
         	
            
            improved physical health;

         

         
         	
            reduced impact of certain side effects;

         

         
         	
            greater strength, flexibility, and balance—depending on the types of exercise you
               choose to engage in;
            

         

         
         	
            improved well-being and a direct reduction in your level of distress;

         

         
         	
            improved tolerance for treatments; and

         

         
         	
            the potential for an improved prognosis.

         

      

      
      I hope we have provided you with sufficient encouragement to consider exercising regularly.
         It can make a significant difference in the quality of your life and potentially even
         your outcome.
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      Chapter 11

      What to Expect from Pain Control

      
         
         
         
         
      

      
      Physicians often refer to pain as the fifth vital sign—an acknowledgement of its significance
         to your health and well-being. Pain can dramatically affect a patient’s quality of
         life. Furthermore, uncontrolled pain is among cancer patients’ greatest fears.
      

      
      While there is no denying that the pain from certain types of cancer can be intense,
         physicians have the ability to manage it in most cases. For such management to occur,
         it is essential that patients have some understanding of pain and that there is excellent
         communication between the patient, caregiver, and physician regarding their pain.
      

      
      Defining Pain

      
      While all of us know pain when we experience it, it’s helpful to have an agreed-upon
         definition. Here is one that Lori and I find helpful:
      

      
         Pain is a sensation of discomfort, distress, or agony. It may be acute or chronic.
            Acute pain is moderate to severe and lasts a relatively short time (usually less than
            three months). It is usually a signal that body tissue is being injured in some way,
            and it generally disappears when the injury heals. Chronic pain may range from mild
            to severe, and is present to some degree for longer periods of time (generally lasting
            longer than three to six months). Because pain is unique to each individual, a person’s
            pain cannot be evaluated by someone else.[1] 
         

      

      Describing Pain

      
      Your physician’s ability to help manage your pain is enhanced by your ability to describe
         it precisely. Such words such as dull, throbbing, sharp, burning, and steady, when accompanied by information about frequency, duration, and intensity, provide important information that your physician can translate into a pain management
         plan. In an effort to standardize how pain is described, the National Cancer Institute
         (NCI) suggests using a short list of words, including:
      

      
         
            
            	
               dull pain—a slow or weak pain, not very sudden or strong.

            

            
            	
               throbbing pain—a pain that surges, beats, or pounds.

            

            
            	
               steady pain—a pain that does not change in its intensity.

            

            
            	
               sharp pain—pain that causes intense mental or physical distress.

            

            
            	
               acute pain—severe pain that lasts a relatively short period of time.

            

            
            	
               chronic or persistent pain—mild to severe pain that is present to some degree for
                  long periods of time.
               

            

            
            	
               breakthrough pain—when you are taking medication for chronic pain, moderate to severe
                  pain that occurs between doses (pain that “breaks through”).[2] 
               

            

         

      

      In addition to these descriptive terms, your physician may have questions that help
         him or her determine the best ways to address your pain, for example:
      

      
      
         	
            
            When did you first experience pain?

         

         
         	
            What is the duration of the pain?

         

         
         	
            Where precisely is the pain located?

         

         
         	
            How intense is the pain?

         

         
         	
            Has the nature of the pain changed?

         

         
         	
            What makes the pain better or worse?

         

         
         	
            Is the pain worse during certain times of the day or night?[3] 
            

         

      

      
      The more accurately you report your symptoms, the better your physician is able to
         do his or her job. Hence, patients are advised to keep notes or a journal that provide
         a concise synopsis of their symptoms, including whether their pain responded to medication.
         The NCI specifically advises patients:
      

      
         Write down the details of any discomfort you might have been having so you will not
            forget to report them. Consider keeping a diary of your pain, or ask a friend or family
            member to help track your symptoms. The types of information that you may want to
            note in your diary include:
         

         
         
            	
               
               date

            

            
            	
               time

            

            
            	
               pain scale rating

            

            
            	
               type and dose of medication

            

            
            	
               time pain medication was taken

            

            
            	
               how well pain responded to medication taken

            

            
            	
               any other pain relief methods attempted

            

         

         
         Your physician may need to refer to your diary when making a plan to relieve your
            pain and to make you more comfortable, therefore, be sure to bring it with you to
            your physician visits.[4] 
         

      

      Lori has found several other factors to be important in understanding and managing
         a patient’s pain, including:
      

      
      
         	
            
            conditions that exacerbate or relieve the pain and

         

         
         	
            whether the pain is focused in one or two locations or travels to different sites
               within the body.
            

         

      

      
      Measuring and Assessing Pain

      
      Your doctor may ask about any pain you are experiencing at the time of your initial
         visit, as well as throughout the treatment process. Health care professionals employ
         a simple method of evaluating the severity of pain using a scale calibrated from 1
         to 10. Patients are shown a scale, which generally features illustrations of faces
         showing relative levels of distress, and are asked to assign a number to their pain.
         A rating of 1 would correspond with minimal pain barely worthy of note, whereas a
         rating of 10 would indicate the worst pain you have ever experienced or unbearable
         pain. Lori adds that a patient’s pain could be so intense that, when first asked to
         describe it, they respond, “It’s an 11,” or “It’s a 15.” In other words, it’s off
         the chart. These patients need immediate attention. She stresses that it will aid
         your physician tremendously if you provide an accurate description of your pain.
      

      
      As part of your pain assessment, your doctor may elect to check you for any physical
         indicators of problems contributing to your pain as well as review your health and
         medical history. In addition, he or she may perform a neurological examination that
         includes a “series of questions and tests to check the brain, spinal cord, and nerve
         function. The exam checks your mental status, coordination, and ability to walk normally,
         and how well the muscles, senses, and reflexes work.”[5]  
      

      
      What Causes the Pain That Often Accompanies Cancer?

      
      There can be numerous underlying causes of pain. Sometimes the cause is readily apparent,
         whereas other times the pain is more idiopathic in nature—without an identifiable
         source. If the pain is persistent, it is important that you speak with your physician.
      

      
      Potential causes of unremitting cancer pain include:

      
      
         	
            
            growth of a tumor, resulting in pressure on various parts of the body, including organs,
               bones, and nerves;
            

         

         
         	
            metastatic spread of the cancer within the body;

         

         
         	
            impaired circulation;

         

         
         	
            blockages within the body, including such areas as colon, bile duct, bladder, and
               other organs;
            

         

         
         	
            infection, including sepsis;

         

         
         	
            swelling;

         

         
         	
            side effects of treatment; and

         

         
         	
            psychological distress[6] 
            

         

      

      
      It is important to note that psychological stress can cause pain or exacerbate pain
         brought on by physical conditions—all the more reason distress needs to be actively
         managed in cancer patients in addition to pain.
      

      
      Types of Pain

      
      Patients who have cancerous tumors within their bones experience a different sensation
         of pain than patients who have a tumor impinging on major nerves or the spinal cord.
         It is important to recognize that these different types of pain are responsive to
         selective interventions.
      

      
      What Treatments Are Available?

      
      Physicians’ first line of defense against pain is most often medications. For minor
         to moderate pain, over-the-counter medications can prove helpful. Although they are
         not without both risks and side effects, such drugs as ibuprofen, aspirin, and acetaminophen
         are generally safer than more potent pain relievers.
      

      
      As pain escalates on the scale of 1 to 10, so, too, will the intensity of the medicine
         your physician prescribes. The most frequently prescribed class of drugs for managing
         moderate to severe pain are opioids (derived from opium). Opioids range exponentially
         in strength from moderately analgesic compounds, such as hydrocodone, to extremely
         potent drugs like fentanyl.
      

      
      Each drug has a very precise dose as well as frequency with which the medication may
         be taken. Some drugs are designed to be fast acting but relatively short lived in
         terms of duration, whereas others provide sustained pain relief over time (long acting).
         The method by which the drug is administered (such as oral or a time-released patch)
         also impacts the frequency with which it must be taken.
      

      
      Certain antidepressants also have the capacity to inhibit pain. Both SSRIs (selective
         serotonin reuptake inhibitors) and SNRIs (selective norepinephrine reuptake inhibitors)
         appear to help modulate pain in many patients when there is a neural component to
         the pain. The drugs can be given exclusively or in conjunction with other medications.
      

      
      Your physicians may also suggest a palliative consult or a pain management consult.
         Palliative physicians specialize in managing the pain that accompanies a number of
         disease processes. Some patients mistakenly assume that seeing a palliative specialist
         means that the end must be near. While palliative specialists are quite versed in
         hospice care, they are also very skilled in working with patients over extended periods
         of time to manage their pain. Pain management physicians are usually anesthesiologists
         who subspecialize in managing acute and chronic pain through interventions and medications.
         If your physician recommends a pain specialist or a palliative consult, you have nothing
         to lose and probably much to gain by complying.
      

      
      Common Side Effects of Medications

      
      All medications carry the risk of side effects. Ibuprofen can impair kidney function,
         aspirin carries the risk of stomach bleeding, and acetaminophen can be toxic to the
         liver—particularly when combined with alcohol or taken consistently over extended
         periods of time.
      

      
      The opioids are sedating in certain doses, constipating, and can cause nausea. Often
         these side effects either diminish in intensity or abate after taking the medication
         for a short time. Opioids also carry the potential for abuse, addiction, and overdose,
         although such problems are extremely infrequent in cancer patients. Unfortunately,
         opioid abuse in the general population has resulted in efforts to curtail the usage
         of many of these drugs—drugs that can prove invaluable to cancer patients.
      

      
      The antidepressants carry an array of risks ranging from increased suicidal thinking
         to problems with sexual potency. Certain drugs can also carry metabolic risks, such
         as increasing your propensity to develop diabetes.
      

      
      It should be very clear that powerful medications can, indeed, alleviate suffering,
         but they can also induce it. As such, they must be used with great care under the
         oversight of your physicians.
      

      
      Too Many Cooks in the Kitchen

      
      If you are like most cancer patients, you have a team of doctors who are responsible
         for your treatment. While generally quite beneficial to the patient, this departmentalization
         of care can result in patients receiving duplicative or synergistic interventions
         and medications for their pain. Not only is this an ineffective way of managing pain,
         but also the lack of coordination puts the patient at risk for potentially serious
         side effects.
      

      
      Lori has made it a practice to ensure that one physician on the team assumes responsibility
         for the important task of managing a patient’s pain. She also counsels that the patient
         should take responsibility for maintaining an accurate and up-to-date list of over-the-counter
         and prescription medications and ensuring that all physicians have a current copy
         of it.
      

      
      Methods of Drug Delivery: Advantages and Disadvantages

      
      Different medications prescribed to manage your pain may require different methods
         of administration. Most over-the-counter medications are orally administered, as are
         many prescription pain relievers.
      

      
      Some medications, however, require alternative methods of delivery. When rapid relief
         is required, you may receive an injection. Injections may be under the skin, known
         as subcutaneous, directly into a vein (intravenous), or into the fluid-filled cavity surrounding the spinal cord, as is the case with
         “intraspinal opioids [that] are injected into the fluid around the spinal cord. These
         may be combined with a local anesthetic to help some patients who have pain that is
         very hard to control.”[7] 
      

      
      When sustained pain management is required over extended periods of time, your physician
         may prescribe patches. When applied to the skin, these patches allow the continual
         administration of a medication over hours or days. The patches can be combined with
         oral or other forms of medication as needed.
      

      
      Patients who are unable to swallow pills or capsules may be prescribed suppositories
         or skin creams. Many of the more common analgesics are available in this form.
      

      
      If pain is severe enough to warrant a constant infusion of medication into the bloodstream,
         a pain pump may be inserted into the patient’s IV line.
      

      
      Patient-controlled analgesia (PCA) pumps are one way to control pain through your
         IV line. A PCA pump allows the patient to control the amount of drug that is used.
         With a PCA pump, you can receive a preset opioid dose by pressing a button on a computerized
         pump that is connected to a small tube. Once the pain is controlled, the doctor may
         prescribe regular opioid doses based on the amount you used with the PCA pump.[8] 
      

      
      Radiation to Ameliorate Pain

      
      Radiation can be used to ameliorate (or palliate) pain. It can be particularly effective in mitigating bone pain created by metastases
         (cancer cells that have spread from the primary tumor to a distant site) to the bone.
         Another important use of radiation is to treat tumors impinging on the spinal cord.
         This condition can not only cause grievous pain but also paralysis if left untreated.
         Radiation helps rapidly shrink the tumor and reduce its pressure on the spinal cord.
      

      
      Various types of radiation are used to palliate pain. Most forms of palliative radiation
         involve the use of an external beam focused precisely on the sources of pain. Depending
         on the type of equipment used, these treatments may require a few or numerous treatments
         over days and weeks.
      

      
      Another form of palliative radiation therapy takes the form of an injection of radioactive
         isotopes. The specific isotopes are selected based on the manner in which they are
         absorbed by the human body. Once absorbed, the radiative isotope emits energy that
         can destroy cancer cells lodged deep within bone.
      

      
      Other Ways to Control Pain

      
      Your physician is not limited to medicines and radiation to help control your pain.
         Other potent methods of pain control include:
      

      
      
         	
            
            Radio-Frequency Ablation (RFA). RFA can create tremendous heat that selectively destroys tissue without the need
               to operate. As such, it can be used to target structures that are contributing to
               significant pain.
            

         

         
         	
            Neurological Treatments. “Surgery can be done to implant a device that delivers drugs or stimulates the nerves
               with mild electric current. In rare cases, surgery may be done to destroy a nerve
               or nerves that are part of the pain pathway.”[9] 
            

         

         
         	
            Nerve Blocks. “A nerve block is the injection of either a local anesthetic or a drug into or around
               a nerve to block pain. Nerve blocks help control pain that can’t be controlled in
               other ways. Nerve blocks may also be used to find where the pain is coming from, to
               predict how the pain will respond to long-term treatments, and to prevent pain after
               certain procedures.”[10] 
            

         

      

      
      Highly trained surgical, radiology, and anesthesiology specialists deliver these types
         of interventions. Your oncologist will be able to help direct you to the right specialist
         for your condition.
      

      
      Less Invasive Methods of Managing Pain

      
      Exercise can be a potent form of pain relief for some patients while also reducing
         anxiety and depression that exacerbate pain. It is important to have a prescribed
         exercise plan that has been approved by your physician before embarking on a new program,
         as described in chapter 10.
      

      
      Some patients have found that various complementary therapies are effective in addressing
         their pain. Acupuncture works well for some patients. Others find that the relaxation
         resulting from therapeutic massage or yoga brings a level of relief. Talk to your
         physician before engaging in complementary modalities to ensure that he or she has
         no concerns with such actions. Most physicians will be supportive if the complementary
         modality does not put you at additional risk.
      

      
      Many of the standard treatments used for athletic injuries can also bring a modicum
         of pain relief. For instance, both heat and cold can be therapeutic in reducing pain
         and inflammation.
      

      
      Some patients are further aided by various types of psychosocial support that help
         them relax or receive empathic responses to their situations.
      

      
      To Learn More about Pain Management

      
      Pain management is an essential topic for most cancer patients, and we have provided
         you with only the briefest of overviews. You may wish to do some supplemental reading
         on the topic. A good book to begin with is A Nation in Pain: Healing Our Biggest Health Problem.[11]  
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      Chapter 12

      How to Manage the Cost of Cancer

      
         
         
         
         
      

      
      Cancer takes more than a physical toll. It also takes a financial toll. More than
         $86 billion was spent on cancer care in America in 2009. Studies predict that this
         number will soar to $157 billion by 2020.[1]  If drug companies continue to raise the prices of cancer therapeutics, the number
         will grow even larger. When you add in the additional indirect costs associated with
         cancer, the costs more than double.[2] 
      

      
      These are not pie-in-the-sky numbers but rather costs that affect every cancer patient
         and his or her family in America. These costs wreak financial havoc on many families,
         even leading to bankruptcy. In fact, health care costs have been one of the leading
         causes of bankruptcy in America for a number of years.[3] 
      

      
      The goal, therefore, is not only to survive the physical ravages of cancer but also
         to manage the costs of your treatment to the best of your ability.
      

      
      Understanding the Cost of Treatment

      
      It is essential that you understand the cost of your proposed treatment. A first step
         is to meet with financial counselors to understand your obligations based on the projected
         cost of your treatment. Because the journey through cancer is unpredictable, no one
         can tell you precisely what treatment will cost. However, a financial counselor who
         is aligned with the facility at which you will be receiving care should be able to
         define:
      

      
      
         	
            
            projected costs for your initial treatment(s);

         

         
         	
            costs for prescribed chemotherapeutic agents, as well as prescribed medications;

         

         
         	
            anticipated costs for follow-up scans or tests; and

         

         
         	
            other costs frequently incurred in cases such as yours.

         

      

      
      Just as importantly, the financial counselor should have the requisite skills to decode
         your insurance coverage, helping you to understand clearly what types of expenses
         are covered, to what extent, and how this translates into out-of-pocket expenses for
         you.
      

      
      I had the pleasure of meeting with Julia S., a financial counselor at a major university-affiliated
         cancer center. According to Julia, “Most people are not expecting the high out-of-pocket
         expenses they are going to incur. They are not prepared financially for the high cost
         of cancer. Surprisingly, many people do not know what they have for benefits. I would
         strongly suggest that people understand their benefits and what might be needed for
         adequate coverage.”[4]  
      

      
      Insurance is confusing enough without being overwhelmed by a diagnosis of cancer.
         Julia indicated that some patients struggle to take in what she is sharing with them:
         “Some people seem to take it really well; they know what their benefits are before
         I tell them. And then some people are overwhelmed with everything else they are dealing
         with.” That is why she recommends that patients “have someone else with them to help
         gather information. I think it is important for the patient to bring someone with
         them to these meetings. More than 85 percent do.”[5]  
      

      
      Rhonda C., a medical social worker who shares patients with Julia, is in full agreement
         with the importance of having family members or other caregivers present when discussing
         how to meet the financial challenges of cancer: “Having a support person is extremely
         important in determining how well they will do with their cancer treatment in total.”[6] 
      

      
      What Is My Doctor’s Role in Managing the Cost of My Treatment?

      
      Remember that your doctor is trained to treat your cancer, not manage the financial
         ramifications of that treatment. Dr. S. Yousuf Zafar, a physician at the Duke Cancer
         Institute, summed it up this way in a powerful post in the ASCO Connection newsletter:
      

      
         As oncologists, we painstakingly translate clinical evidence for our patients. We
            inform them of odds, percentages, risks, and survival. When it comes to deciding on
            a treatment path, we lean heavily on the potential of physical toxicity, as we should,
            but are we missing the elephant in the room? Cancer treatment is among the most expensive
            forms of treatment, costing over $200 billion per year in just the United States.
            In this era of cost-sharing, when patients are taking on a greater burden of health
            care costs, we have to wonder how that mind-boggling number filters down into the
            daily lives of our patients. The evidence suggests that even patients with insurance
            are struggling to make ends meet; national estimates of out-of-pocket expenditures
            for patients with cancer fall in the range of $4,000 to $5,000 per year. In order
            to defray medical expenses, patients with cancer are spending their savings, cutting
            back on food and clothing, and being non-adherent to medications, including chemotherapy.[7] 
         

      

      Dr. Zafar reminds his readers that most doctors are uncomfortable discussing financial
         matters with their patients. Also, he goes on to provide excellent, three-point guidance
         to physicians—advice that may be helpful to you, the patient:
      

      
         First, we have to address cost even with less-than-sufficient data for a truly informed
            discussion. Without price transparency, we cannot hope to provide patients with complete
            cost information. However, lack of price transparency should not prevent us altogether
            from helping our patients with their financial burden. Asking a pharmacist to assess
            patients’ insurance coverage before they fill expensive prescriptions is useful. While
            I might not be able to tell a patient exactly how much their oral chemotherapy will
            cost, I can turn to team members who can access that data.
         

         
         Second, we must provide patients with the opportunity to consider alternatives and
            make trade-offs. Most patients realize that they will incur some costs as a result
            of their cancer treatment, and most patients are willing to bear some financial burden.
            However, not all patients have the same priorities. We must start thinking critically
            and creatively about the value in the treatments we provide. Compared to forging ahead
            with the next line of therapy, we may find it more difficult to inform a patient about
            the alternative of not receiving chemotherapy. But we might be doing them a much greater
            service in allowing them to consider a trade-off. Less challenging means to cost reduction
            include less frequent imaging, fewer tests, and less expensive supportive care drugs.
            . . .
         

         
         Finally, the sensitive nature of finances is often a barrier to cost discussions between
            patients and doctors. This combined with our less-than-complete education around how
            to talk costs can make for an uncomfortable conversation. In the outcome-oriented,
            data driven world of oncology, talking about costs without a solution in mind can
            seem counterintuitive. However, just acknowledging the patient’s struggle with costs
            can provide some relief in knowing that their doctors are aware of their situation.
            We can find an analogy in discussions about end-of-life care. While we cannot often
            “fix” what patients and their families experience near the end of life, we can validate
            their concerns and help where we can. As this topic comes up more frequently, oncologists
            should be aware of helpful resources, including pharmaceutical funds, foundation support,
            and nonprofit organizations such as the American Cancer Society and Cancer Support
            Community. ASCO provides information for patients on managing the cost of cancer care
            at Cancer.Net. These organizations have collected resources for patients with specific
            financial needs (e.g., copayment assistance, travel assistance), and patients are
            often unaware of these resources.[8] 
         

      

      Rhonda C. says that physicians often misinterpret a patient’s apprehension over cost
         as resistance or noncompliance with the doctor’s recommendation: “What may look like
         resistance to the doctor [relative to a treatment recommendation] may really be fear
         on the part of the patient about the costs of treatment.”[9]  What is needed is good, straightforward communication between parties.
      

      
      Fear about the Ability to Afford Needed Care

      
      It is quite understandable that among cancer patients’ greatest fears are how they
         will afford their treatment and the impact that the costs associated with their disease
         will have on them and their families. A survey conducted in 2009 by the Association
         of Oncology Social Work clearly demonstrated that patients’ fears had a profound impact
         on their lives:
      

      
         According to the survey, 66% of patients with major financial challenges suffer depression
            or anxiety, 29% delay filling prescriptions due to financial pressures, and 22% skip
            doses of their medications. Sixty-three percent of oncology social workers surveyed
            said financial issues reduce patients’ compliance with their cancer treatment even
            though that treatment is key to their recovery. Additionally, 40% of patients reported
            depleting their savings, almost 30% reported dealing with bill collectors, and 54%
            of those handling a major/catastrophic financial burden said it had become more difficult
            in the past year to afford treatment.
         

         
         Furthermore, 68% of cancer patients and caregivers surveyed reported that the patient
            is experiencing financial hardship due to medical bills, and 55% of all cancer patients
            surveyed said the stress of dealing with costs negatively affects their ability to
            focus on their recovery.[10] 
         

      

      The fear is justifiable, and the best way to manage it, as Julia shared, is by being
         fully informed and understanding what is within one’s realm to control.
      

      
      In addition to speaking with a financial counselor, Julia advises that patients meet
         with a social worker: “A social worker can help with applications for social security
         disability or housing assistance, transportation, or prescription assistance. There
         are a lot of programs within hospital systems that patients may not be aware of.”[11] 
      

      
      What Will My Insurance Cover?

      
      It is important that you understand precisely what your insurance will cover. Often
         patients find out too late that their insurance either limits their ability to seek
         care from their provider of choice or provides an insufficient benefit to make treatment
         affordable.
      

      
      Managing Your Managed Care Organization (MCO)

      
      If you thought dealing with cancer was difficult, just wait until you have to deal
         with your insurance or MCO. We say this only somewhat facetiously. Here’s a quick
         insight gleaned from a research study examining problems encountered by breast cancer
         patients when interacting with their MCOs:
      

      
         Interviews of patients with breast cancer revealed that interactions with managed
            care organizations (MCOs), including issues with billing accuracy, copayments, and
            referrals, were a major burden and affected perceptions of the quality of care. Two
            major themes emerged from this research. The first was that patients had ‘‘difficulty
            completing managed care tasks’’ (involving issues such as getting a referral; clarifying
            copayment levels; finding knowledgeable and helpful MCO staff; and getting assistance
            with paperwork, billing, and treatment approvals). In addition, patients perceived
            a lack of logical and caring decision making on the part of the MCO. Delays in determining
            out-of-pocket expenses resulted in distress and difficulty in planning future treatments.
         

         
         In addition to the physical vulnerability associated with their condition, patients
            were subject to a financial vulnerability related to payment for care, because they
            worried about discontinuation of coverage and inability to get further treatment if
            coverage was discontinued. Most patients expressed a lack of confidence that there
            would be improvements in the MCO system over time.
         

         
         The second major theme was problems in ‘‘managing or mediating between the MCO and
            the cancer [care providers],’’ in which patients perceived MCO management and cancer
            care as separate entities that had to be linked by the patient to achieve the best
            outcomes. Whereas some patients accepted assistance from the cancer center about billing
            issues when possible, others used a more take-charge approach and expressed frustration
            at the extra level of complication caused by this paperwork. In addition, patients
            felt burdened with having to coordinate between the provider and the payer while also
            taking care of their physical needs related to the disease.
         

         
         A study by Bourjolly and colleagues that involved interviews with 33 women who had
            breast cancer revealed main areas of difficulty with insurance: obtaining referrals
            and receiving medical services in different locations. The patients’ primary concern
            was finding the best care to treat their disease regardless of the type of insurance
            they had. Having to get referrals was regarded as a very frustrating experience.[12] 
         

      

      Lori and I recommend that you take advantage of a financial counselor’s willingness
         to run interference with your insurance company/MCO. Also seek out a social worker,
         if one is available through your provider, who can identify sources of financial assistance
         for noninsurance-related needs. These counselors are experienced experts who can deftly
         manage the difficult job of ensuring your benefits are properly realized.
      

      
      When Your Insurance Company Refuses to Cover a Proposed Treatment

      
      Your insurance company may refuse to provide coverage because a proposed treatment
         is not deemed medically indicated or necessary. In essence, they are questioning your
         physician’s judgment, which may or may not be warranted. Either way, it is disruptive
         to care. When this happens, Julia S. told me, “There are three options: (1) Patients
         can talk to their doctor about an alternative treatment; (2) they can appeal the decision;
         (3) they can elect to go forward with the knowledge that their treatment will not
         be covered, in which case the patient will be fully liable for the cost.”[13] 
      

      
      Sometimes a treatment is denied after it is completed. In this case, Julia said, “If
         it is denied after the fact, we will write off the charges. That is our contractual
         obligation with the insurance company.”[14] 
      

      
      Times Are Changing

      
      Lori has observed changes over the past several years in the frequency with which
         insurance companies deny approval for tests or treatments recommended by physicians.
         Though there is an appeals process for such denials, it can be extremely cumbersome
         and frustrating. At the very least, it often delays care. Lori adds, “As a physician,
         I find it difficult to find the time to appeal an insurance denial. They are hoping
         you will just give up. However, I will always go to bat for my patients when I feel
         that it is the right thing to do, as will most of my colleagues.”
      

      
      Other Forms of Financial Assistance

      
      There may be other forms of financial assistance available for patients in addition
         to insurance. Such assistance usually takes one of three forms: (1) grants available
         within the community to help defray out-of-pocket costs for cancer patients, (2) hospital/clinical/health
         system programs or policies to help patients in financial need, and (3) programs sponsored
         by pharmaceutical firms to make their drugs more affordable to patients meeting certain
         criteria.
      

      
      A financial counselor or social worker can help you identify the forms of assistance
         you may qualify to receive. The criteria can include not only your financial status
         but also whether you are covered by private insurance or such governmental programs
         as Medicare or have no insurance coverage.
      

      
      As an experienced financial counselor, Rhonda C. has become quite creative in cobbling
         together various forms of financial assistance to aid patients in need. When I asked
         Rhonda what advice she would give to patients being treated at facilities that do
         not offer social workers or financial counselors, she suggested:
      

      
         Start by seeing if your county has a cancer coalition or some way to link to community
            support for cancer patients. Most communities have such services now. These coalitions
            generally help with medication assistance, transportation assistance, even reimbursement
            for gas required to visit the doctor. They usually have emotional support available,
            including either social workers on staff or linkages to social workers in the community.[15] 
         

      

      Do not be prideful or shy about asking for assistance. Costs continue to skyrocket,
         and you should take advantage of any opportunity to lower your direct costs of treatment.
      

      
      Newer Forms of Therapy Drive up the Costs

      
      Thanks to tremendous scientific advancements in the fields of genomics, proteomics,
         and molecular biology, commonly referred to as personalized medicine, researchers have developed a host of new diagnostic and chemotherapeutic treatments
         capable of more precisely targeting and controlling certain types of cancer. Some
         of these chemotherapeutic agents have proven to be nothing short of miraculous. One
         of the best examples is Gleevec, a drug first approved in 2001 for the treatment of
         chronic myelogenous leukemia and now approved for use with certain types of solid
         tumors: “Gleevec entered the market in 2001 at a price of about $30,000 a year in
         the United States. . . . Since then, the price has tripled . . . even as Gleevec has
         faced competition from five newer drugs. And those drugs are even more expensive.”[16]  It does not take a tremendous volume of patients to hit a home run in drug sales.
         In 2012, Gleevec became the top-selling drug at Novartis, racking up $4.7 billion
         in sales.[17] 
      

      
      Profiting on the Backs of Cancer Patients

      
      Please forgive me while I stand briefly on my soapbox. I feel compelled to make you
         aware of certain practices by the pharmaceutical industry that Lori and I believe
         to be highly unethical. While such drugs as Gleevec (imatinib) can literally be lifesavers,
         they come at a dear price. Pharmaceutical companies are quick to recognize the profit
         potential inherent in these drugs and price them accordingly: “Imatinib was developed
         as a ‘goodwill gesture’ by Novartis, and became a blockbuster, with annual revenues
         of about $4.7 billion in 2012. As one of the most successful cancer targeted therapies,
         imatinib may have set the pace for the rising cost of cancer drugs.”[18] 
      

      
      A report published in May 2014 by the IMS Institute for Healthcare Informatics stated,
         “The average cost per month of branded oncology drug treatment in the U.S. is now
         about $10,000, up from an average of $5,000 a decade ago.”[19]  Based on this finding, it is easy to see how eleven of the twelve drugs approved
         by the FDA for cancer treatment in 2012 cost more than $100,000 per year per patient.[20]  The cost of drugs has become a highly contentious issue, particularly in the United
         States, where we consume 41 percent of all oncology drug sales worldwide.[21] 
      

      
      Pharmaceutical manufacturers are clearly betting on oncology drugs for a strong return
         to their bottom line: “Cancer remains the biggest portion of the overall drug development
         pipeline in earlier phases with four times the number of drugs in the pipeline than
         the next therapeutic class.”[22]  While we are praying for drug breakthroughs that bring new hope to cancer patients,
         drug company executives are hoping for higher quarterly earnings that help to raise
         their stock prices.
      

      
      Fortunately, there are growing efforts to keep escalating prices in check. An increasing
         number of leading oncologists are challenging the major pharmaceutical firms to set
         fair prices for their products: “As physicians, we follow the Hippocratic Oath of
         ‘Primum non nocere,’ first (or above all) do no harm. We believe the unsustainable
         drug prices in CML and cancer may be causing harm to patients. Advocating for lower
         drug prices is a necessity to save the lives of patients who cannot afford them.”[23] 
      

      
      Major physician organizations, such as the American Society for Clinical Oncology
         (ASCO), are working to develop mechanisms for analyzing the relative value of new
         drugs by examining such factors as improvements in efficacy, reduction of side effects,
         ease of administration, and so forth. These guidelines will then help medical oncologists
         make value-based recommendations to their patients.
      

      
      Finally, insurance companies are actively exploring ways to reduce cost. The Brookings
         Institute, in an article published in June 2014, provided these examples:
      

      
         Several health plans and providers are already showing results. A Pennsylvania-based
            collaboration with the University of Pittsburgh Medical Center and commercial payers
            achieved savings of more than $1 million in only six months by controlling and reducing
            the use of Avastin through clinical pathways. A Washington-based health plan also
            achieved $1 million in cost savings through a partnership with 22 medical oncologists.
            Most recently, one of the nation’s largest health plans announced a new clinical pathways
            program that provides oncologists with $350 per patient per month (PMPM) for adhering
            to specific chemotherapy regimens. The program will be rolled out in July across six
            states with potential for expansion after its first year.[24] 
         

      

      Only time will tell how pharmaceutical executives will respond to this call for fair
         pricing. In the interim, many patients will struggle to find ways of paying for needed
         medications.
      

      
      Checking the Price for Other Prescription Drugs Used with Cancer Treatment

      
      Many different types of drugs are used in cancer treatment in addition to the cancer-specific
         agent. There are drugs to prevent nausea, treat pain, help with anxiety, or control
         diarrhea. Drug prices can vary a lot. You (or a family member) may want to call different
         pharmacies in an effort to find the best price.
      

      
      When your doctor prescribes medicines or outpatient care, here are some questions
         you may want to ask:
      

      
         
            
            	
               If I get outpatient treatment, how much of it will be covered by my health insurance?

            

            
            	
               How much will the chemotherapy drug that I take by mouth cost me? What about the nausea
                  medicines and other drugs that go along with it? How much will I have to pay for this
                  drug? Will my insurance cover it? (Ask this about each prescription given.)
               

            

            
            	
               Are there assistance programs to help me get the drugs I need?

            

            
            	
               Are there less expensive drugs or generic forms that work as well?

            

            
            	
               Is there any other way I can get help paying for this drug?[25] 
               

            

         

      

      When Trade-Offs between “Optimal” Care and Affordability Are Necessary

      
      Your physician needs to understand the financial constraints governing your treatment.
         He or she may be able to offer appropriate alternatives to the highly expensive treatments.
         Your physician will also be able to explain what the potential trade-offs are in terms
         of treatment effectiveness, immediate and longer-term side effects, and convenience.
      

      
      Here is what Lori has to say on this matter:

      
         If I recommend radiation therapy to a patient with a high copay or other out-of-pocket
            expense, I try to work with them to reduce that burden if they are stressed about
            cost. For instance, the number of treatments and the way they are timed may make a
            huge difference in the patient’s out-of-pocket expense. We can work on timing to make
            treatment more affordable.
         

         
         If my patient is not able to afford a specific medication, I would rather prescribe
            one they can afford even if it is not my number one choice. Taking needed medication
            is always better than no medication.
         

      

      As a patient, please inform your physician if you have financial concerns. Chances
         are he or she will be more than happy to work with you on a solution.
      

      
      Billing Challenges

      
      Medical bills appear to be written in the most impenetrable code imaginable. Mere
         mortals find it almost impossible to decipher charges associated with their cancer
         treatments. Thus, they have difficulty even verifying that the charges are correct,
         which is problematic because bills are often in error.
      

      
      Here, Julia offers some straightforward advice: “You need to look at your explanation
         of benefits, which most insurance companies will provide. If you compare this with
         your bill, it should match up. If it does not, there may be an error either on the
         part of the provider or the insurance company. Always check your explanation of benefits
         against your bill!”[26] 
      

      
      Questions to Ask

      
      The American Cancer Society’s website provides a list of important questions to ask
         your various providers of care, including:
      

      
         
            
            	
               Do we need to get my insurance company’s approval (sometimes called pre-certification)
                  before the test, surgery, treatment, home care, etc.?
               

            

            
            	
               Is there a co-pay for each treatment session? (The co-pay is a cost you will be charged
                  each time you get chemo, radiation, intravenous [IV] antibiotics, IV fluids, or other
                  outpatient treatments that you get in an office or clinic. The co-pay amount is set
                  by your health insurance company.)
               

            

            
            	
               If I must go into the hospital, how much will it cost? How much will my insurance
                  cover?
               

            

            
            	
               Is there a way to know beforehand if the doctors who will see me in the hospital are
                  in my health plan network?
               

            

            
            	
               Counting all the charges (hospital, anesthesia, surgeon, pathologist, and more), how
                  much will this surgery cost me? How much will my insurance cover?
               

            

            
            	
               Should I plan for rehab, home care, or long-term care (such as nursing home or hospice
                  care)?[27] 
               

            

         

      

      Saying the Serenity Prayer

      
      Many of the financial implications of cancer are simply beyond your control. While
         it is essential that you do your best to understand the costs you are likely to incur
         and the degree to which these costs will be offset by insurance, it is equally important
         that you push to get the care you need and deserve. Recognize what is and is not within
         your ability to control, and let go of ruminating over things that you cannot change.
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      Chapter 13

      When Considering Complementary Therapies

      
         
         
         
         
      

      
      Mary E., like many cancer patients, included complementary medicine as part of her
         journey through cancer. She was not seeking a novel way to eliminate the disease but
         rather exploring ways to improve her quality of life: “Prior to my surgery, I had
         Reiki. Whether it helped or not, I can’t say. To me, there’s not just the physical
         body, but a spirit also. I think the spirit needs encouragement and help along the
         way, too. I also did a facial, just to make me feel relaxed during treatment.”[1] 
      

      
      What Is Meant by “Complementary” Therapies?

      
      Because complementary therapies often play a role in a cancer patient’s treatment
         regimen, it is important that they be well understood, beginning with their definition:
      

      
         CAM [complementary and alternative medicine] is defined by the National Center for
            Complementary and Alternative Medicine as “a group of diverse medical and health care
            systems, practices, and products that are not presently considered to be part of conventional
            medicine,” a definition that remains fluid as more complementary therapies become
            incorporated into conventional care (e.g., massage and acupuncture).[2] 
         

      

      The five most utilized forms of CAM by cancer patients include:

      
      
         	
            
            vitamin/mineral supplements (76.64 percent),

         

         
         	
            prayer for self (68.85 percent),

         

         
         	
            intercessory prayer (49.22%),

         

         
         	
            chiropractic/osteopathic manipulation (34.60%), and

         

         
         	
            herbal therapies (32.14%).[3] 
            

         

      

      
      Complementary versus Alternative

      
      Complementary therapies do not replace or supplant traditional methods of managing cancer. Rather,
         they are intended to provide additional benefits to the cancer patient, which can
         vary from reducing the adverse side effects of treatment to attempting to bolster
         the patient’s immune response. They are thus intended to complement standard oncology
         practices.
      

      
      The term alternative therapies suggests that these interventions are done in lieu of medical treatment—an obviously
         risky decision, particularly if there are effective treatment modalities available
         for your cancer. Yet, even some of the brightest people on the planet have chosen
         to forgo standard medical therapy in pursuit of alternative treatment:
      

      
         Giving up conventional medicine in favour of alternative treatments, tops the list
            of fatefully wrong decisions. Whenever this has hastened the death of a famous individual,
            like recently Steve Jobs, the world press briefly takes notice only to revert to “business
            as usual” a few days later. And “business as usual” means all too often the promotion
            of quackery to desperate patients. Thankfully, most cancer patients do not abandon
            conventional oncology but use alternative treatments as an adjunct to it.[4] 
         

      

      One of the preeminent experts on complementary medicine, Barrie Cassileth, is crystal
         clear in her opinion regarding the role of alternative medicine in cancer care—there
         is none! Dr. Cassileth, who is the founder of Memorial Sloan-Kettering’s integrative
         medicine program, offered these thoughts in an interview with Medscape journalist
         Gabriel Miller:
      

      
         The most common misconception and misperception is that there is a relationship between
            alternative therapies and complementary therapies, which are part of integrative medicine.
            There are no viable alternatives to mainstream cancer care, but there are many products
            and services that are sold to the public, to the naive public, calling themselves
            alternative medicines or alternative therapies. . . . All of this is bogus. There
            are no viable alternatives to mainstream care, but a lot of people are getting wealthy
            pushing alternatives. In other words, they say, “Don’t bother with mainstream treatment;
            you don’t have to get surgery or chemotherapy or whatever. Come here, and we will
            treat you.” With something that turns out to be utter nonsense. What happens to these
            patients. . . . They usually die because they failed to get treatment when it was
            needed. That is alternative medicine. No one who is a reliable person at a reliable
            institution would have anything to do with alternative medicine, also called quackery.[5] 
         

      

      Most physicians would agree with Dr. Cassileth, so don’t expect your doctor to turn
         cartwheels if you elect to forgo traditional medical care in favor of alternative
         medicine. It should be noted that, despite the significant difference between complementary
         and alternative medicine, they are often spoken of together as differing from traditional
         or allopathic medicine.
      

      
      Why Do Patients Seek Out This Type of Care?

      
      There are numerous reasons that some patients seek out complementary and alternative
         medicine. Some patients are simply seeking ways to improve their quality of life during
         treatment; others are searching for an elusive cure. Still others are “motivated to
         try various complementary and alternative modalities by well-wishing family members,
         friends, other cancer patients and survivors.”[6] 
      

      
      Patients undergoing active treatment, as well as survivors post-treatment, use CAM
         therapies. Cancer survivors seek out CAM for many of the same reasons as patients
         undergoing active treatment:
      

      
         Many cancer survivors turn to CAM therapies in addition to their conventional treatment
            to deal with health issues such as recurring pain, insomnia, and ongoing psychological
            distress. Cancer survivors report that they seek CAM in order to gain a sense of control,
            to manage symptoms, to improve quality of life, and to boost the immune system. Cancer
            survivors may also seek CAM because they desire non-pharmacologic therapies to treat
            their symptoms or deal with needs that are unmet by conventional medical care.[7] 
         

      

      It is difficult to ascertain precisely how many cancer patients are using CAM due
         to the ambiguity of the term CAM. When it includes such things as prayer, meditation, and the use of supplements,
         the number of users increases dramatically—perhaps more than doubling. Here are the
         findings from one major study:
      

      
         A total of 1,755 surveys were available for analysis, of which 1,228 (71.5%) respondents
            indicated a cancer diagnosis. Among those with a cancer diagnosis, 75.2% (n = 923)
            were currently using at least one CAM modality, and 57.6% (n = 532) of CAM users initiated
            use after diagnosis. Of those who initiated CAM after cancer diagnosis, 93.2% (n =
            496) were still using CAM at the time of the survey.[8] 
         

      

      Who Uses CAM Most Frequently?

      
      Research has also helped identify those patients most likely to use CAM therapies:
         “Predictors of higher CAM use by patients with cancer include female gender, stage
         of disease at diagnosis, age, higher education, higher income, race, and geographical
         location. Additionally, individuals living at a greater distance from health care
         providers may be more inclined to self-treat using CAM.”[9]  In other words, well-educated, more affluent, white female patients are more likely
         to gravitate toward CAM.
      

      
      Are Complementary Therapies Effective?

      
      The degree to which complementary therapies are effective depends on one’s expectations
         relative to treatment outcomes. If you are engaging in such therapies in an effort
         to ameliorate tumors that are resistant to standard medical therapies, chances are
         you will be disappointed by the outcome. However, if your expectations are more modest
         and focus primarily on improved quality of life, complementary therapies may prove
         to be of significant value to you. Because quality of life can affect clinical outcomes
         over time, the value of complementary therapies could be substantial:
      

      
         The efficacy of some CAM therapies for cancer treatment and palliation has been documented.
            Chinese herbal medications are associated with reduced treatment adverse effects,
            increased quality of life, and improved survival rates across cancer sites. . . .
            Massage therapy has been shown to reduce lymphedema in breast and gynecologic cancers,
            and decrease pain and improve mood in patients with advanced cancers. Randomized trials
            have shown acupuncture reduces the number and severity of hot flashes in women with
            breast cancer and men with prostate cancer.[10] 
         

Studies have found acupuncture to be useful in managing chemotherapy-associated vomiting
            in some cancer patients. Although research on acupuncture for cancer pain control
            and for management of other cancer symptoms is limited, some studies have shown beneficial
            effects that warrant further investigation. A 2008 evidence-based review of clinical
            options for managing nausea and vomiting in cancer patients noted electroacupuncture
            as an option to be considered.
         

         
         Various studies also suggest possible benefits of CAM therapies such as hypnosis,
            massage, meditation, and yoga in helping cancer patients manage side effects and symptoms
            of the disease. For example, a study of 380 patients with advanced cancer concluded
            that massage therapy may offer some immediate relief for these patients, and that
            simple touch therapy (placing both hands on specific body sites)—which can be provided
            by family members and volunteers—may also be helpful. The study was conducted at 15
            hospices in the Population-based Palliative Care Research Network.
         

         
         A 2008 review of the research literature on botanicals and cancer concluded that although
            several botanicals have shown promise for managing side effects and symptoms such
            as nausea and vomiting, pain, fatigue, and insomnia, the scientific evidence is limited
            (the reviewers did not find sufficient evidence to recommend any specific treatment),
            and many clinical trials have not been well designed. As with use for cancer treatment,
            use of botanicals for symptom management raises concerns about interactions with cancer
            drugs, other drugs, and other botanicals.[11] 
         

      

      Clearly, a significant level of research exists demonstrating the effectiveness of
         selective complementary therapies within the appropriate context. Before engaging
         in complementary therapies, however, you need to also understand the potential dangers
         associated with them.
      

      
      Are There Safety Issues with Complementary or Alternative Interventions?

      
      CAM therapies are often marketed as “natural alternatives” to medicine, leading some
         patients to believe that they are without risks. While prayer, meditation, massage,
         and other forms of therapy that do not involve the ingestion of any type of compound
         are generally devoid of risk, other therapies cannot make this claim.
      

      
      Mary E. advises patients, “If it is something that they ingest, they need to check
         with the doctors first because it could be counterproductive to treatment.”[12]  There are three principal dangers when ingesting a diverse range of CAM therapies:
         (1) There can be a direct reaction to the compounds; (2) The compounds can negatively
         interact with chemotherapy, radiation therapy, or other medicines; and (3) The CAM
         compounds/herbals can be contaminated.
      

      
      CAM products can be very biologically active. In other words,

      
         Direct adverse effects such as allergic reactions, gastro-intestinal complaints, photosensitivity,
            skin reactions, and hepatotoxicity [toxic and potentially damaging to the liver] have
            been reported as side effects to CAM commonly used by cancer patients. For example,
            Echinacea, used to bolster immunity, has caused allergic reactions including anaphylaxis;
            St. John’s wort, used to treat depression, may cause photosensitivity; black cohosh,
            used to improve menopausal symptoms, may cause gastrointestinal upset and hepatotoxicity.[13] 
         

      

      The list goes on:

      
         Drug-supplement interactions have been documented with chemotherapies. St John’s wort
            reduces plasma levels of the active metabolites of three chemotherapy agents: irinotecan,
            imatinib mesylate, and docetaxel. Acupuncture and intensive manipulative therapies
            are not advisable in patients with bleeding disorders. Macrobiotic-type diets that
            limit calorically dense foods may cause cachexia in some patients. Certain patients
            also may be at increased risk for rare events associated with massage, including internal
            hemorrhage, fractures, and infection.[14] 
         

      

      As more and more cancer patients turn to CAM, the number of adverse reactions increases
         proportionately:
      

      
         Side effects and interactions with chemotherapy are being increasingly reported with
            herb use, and concerns about potential interactions of complementary modalities with
            biomedical and pharmacologic treatment, safety, efficacy, cost, and establishment
            of scientific evidence are rising. Given that many botanical supplements lack basic
            and clinical research documentation and are not closely regulated, many supplements
            may be contaminated. Toxicity may result from high concentrations of active ingredients
            in a supplement versus the native form of the natural product. Moreover, there remains
            a lack of reliable dosage guidelines. Nearly two thirds of individuals reporting use
            of natural supplements are unaware of drug interactions and information concerning
            adverse effects, making the assumption that a lack of such information implies safety.
            Studies on the effects of antioxidants on cancer therapies have yielded mixed results,
            with some reporting interference, others noting benefits, and most suggesting no significant
            interaction. Still, caution is recommended for people undergoing treatment with chemotherapy
            or radiation because it has been proposed that the use of high-dose antioxidants may
            interfere with the effectiveness of treatment.[15] 
         

      

      If you think these CAM-drug interactions are rare, you are wrong. Researchers state
         that more than 25 percent of cancer patients who are receiving chemotherapy are likely
         at risk for a significant adverse reaction.[16]  Lori notes:
      

      
         When I initially review a patient’s medication list, I first make sure they have listed
            all prescription and nonprescription medications, as well as vitamins, herbs, and
            supplements. The fish oil they take may be dangerous because it increases their risk
            of bleeding; the antioxidant vitamin C can potentially interfere with the intended
            effects of radiation. The soy estrogen may stimulate their breast cancer to grow.
            In all of these situations, seemingly innocuous supplements can potentially cause
            harm. My best advice is to not to take any supplement unless approved by your doctor
            while undergoing cancer therapies.
         

      

      As if these dangers were not enough, there are also safety concerns related to the
         manufacturing processes for CAM products. Many herbal preparations are manufactured
         in foreign countries with far less stringent manufacturing standards to protect product
         safety and purity. As a result, so-called all natural products may be contaminated with lead, cadmium, arsenic, or other toxins. Even in
         the United States, oversight of CAM products pales compared to the scrutiny applied
         to traditional pharmaceutical manufacturing.
      

      
      The sheer number of herbal remedies marketed makes the challenge of validating their
         effectiveness, purity, and safety almost Herculean. Dr. Edzard Ernst, emeritus professor
         at the University of Exeter, makes this point abundantly clear:
      

      
         There are about 6,000—that is a really rough estimate—different herbal remedies, and
            each of them has its own dangers, its own risks. But generally speaking, the risks
            are, of course, toxicity of the herb itself, and then interactions with prescribed
            drugs. Here we only know the tip of the iceberg because research into this area has
            only just begun. We know that herbs have the potential to interact, but we don’t know
            enough about the subject. If we are dealing with Asian herbal mixtures in particular,
            we know that many of them are contaminated and/or adulterated—adulterated with prescription
            drugs and contaminated, for instance, with heavy metals, which obviously can cause
            harm. The biggest danger of all is that these supplements might be used as a true
            alternative to effective treatments. In this situation, a harmless but ineffective
            remedy can almost immediately become life-threatening.[17] 
         

      

      Quacks—Imposters Who Give Complementary Medicine a Bad Name

      
      Just as it was important to agree on a definition of CAM, so, too, should we agree on what constitutes quackery: “Quackery is the promotion of false or unproven remedies for profit. This includes
         any method that has not met the requirements of the United States Food, Drug and Cosmetic
         Act (FDCA) for either experimental or clinical purposes.”[18] 
      

      
      And quackery is commonplace at times when the stakes are high and traditional medicine
         appears to offer little in the way of a cure: “Cancer patients and their loved ones
         are wise if they recognize the vulnerability eloquently described by an expert on
         quackery. In the face of the great leveler, Death, we are all like children listening
         fearfully for the footsteps of doom, and relieved only by the whisperings of hope.
         Quacks are peddlers of hope.”[19]  
      

      
      There can be a fine line between some forms of CAM and quackery. Quackery in cancer
         has been around since the disease was first diagnosed. The February 28, 1955, issue
         of Time magazine stated:
      

      
         Although U.S. doctors have long known about the damage done by quack cancer cures,
            they often lack specific clinical evidence to back them up. At a meeting of the International
            College of Surgeons in Washington last week, Dr. Charles E. Horton of Duke University
            Hospital produced a sizable body of evidence: 64 case histories of men and women who
            had first gone to backwoods cancer quacks and then, uncured, had gone on to Duke.[20] 
         

      

      Most medical professionals have an understandable and profound aversion to quacks.
         Dr. David Gorski, writing for Science-Based Medicine, states:
      

      
         I despise cancer quacks. It doesn’t much matter to me whether the quack is a true
            believer or a calculating con artist, the end result is the same: People with cancer
            throwing their one best chance to survive away chasing pixie dust and promises of
            “natural” cures without the toxicity that is the unfortunate byproduct of the surgery,
            radiation, and chemotherapy that are the mainstays of our current armamentarium against
            cancer. I’m a cancer surgeon.[21] 
         

      

      Dr. Gorski goes on to describe a case in which a purported “quack” uses the following
         attributes to define the cause of a woman’s breast cancer:
      

      
         The causes of Danielle’s breast cancer include, according to Young, rarely drinking
            water, not eating consistently, eating big meals, eating sugar, not taking deep breaths,
            being indoors too much, being under stress, being impatient and judgmental, not getting
            enough sleep, having a “clogged up digestive system” (remember the “toxins” and colon
            flushes), having blood “full of yeast,” and, of course, being exposed to all sorts
            of “toxins.” It’s a veritable cornucopia of nonsensical ideas about human physiology
            that have little or no (with an emphasis on “no”) grounding in science.[22] 
         

      

      I have attended meetings where the virtues of miracle cures were peddled to unsuspecting
         patients with merciless conviction. And when I challenged these hucksters—demanding
         valid proof of their claims—I was routed out of the audience with great haste. In
         one case, a death threat followed. What I found most surprising was the degree to
         which intelligent, rational individuals were buying into this nonsense. It spoke volumes
         about their extreme vulnerability and desperate need for hope.
      

      
      If you think you are immune to the “charms” of a quack, think again. Even the most
         astute, well-educated patients have fallen prey: “Psychopathic traits of superficial
         charm and pathological lying, when exhibited by a quack practitioner giving cancer
         patients the very words they want to hear such as ‘cancer cure,’ can lead the vulnerable
         patient into their grasp.”[23]  
      

      
      A Case Study in Quackery: The Magic of Electromagnetism

      
      Since the dawn of electricity, people have experimented with ways to harness the power
         of this energy to heal the human body. Today, some of the most potent diagnostic and
         treatment modalities, ranging from CT scans to radiation therapy, rely on electromagnetic
         energy. So, too, do unproven modalities that emit trace levels of electrical current,
         magnetic fields, or various radio frequencies. Among them is the Rife machine.
      

      
      The Rife machine was first produced by an American inventor named Royal Raymond Rife.
         Rife believed that cancer was caused by bacteria that could be destroyed by certain
         electromagnetic frequencies:
      

      
         Rife claimed to have documented a “Mortal Oscillatory Rate” for various pathogenic
            organisms, and to be able to destroy the organisms by vibrating them at this particular
            rate. According to the San Diego Evening Tribune in 1938, Rife stopped short of claiming that he could cure cancer, but did argue
            that he could “devitalize disease organisms” in living tissue, “with certain exceptions.”[24] 
         

      

      Rife’s beliefs and his device survived him and actually enjoyed a renaissance, thanks
         to author Barry Lynes and his book The Cancer Cure That Worked.[25]  Lynes asserts that the Rife machine can cure cancer and that its effectiveness was
         suppressed by a conspiracy of traditional medical organizations.[26] 
      

      
      What are the incontrovertible facts about the Rife machine? Here are a few to consider:

      
      
         	
            
            The machine has no scientific basis upon which to make outlandish claims.

         

         
         	
            The machine is not approved for use in medical treatment by the FDA.

         

         
         	
            “Devices bearing Rife’s name began to be produced and marketed in the 1980s. Such
               ‘Rife devices’ have figured prominently in several cases of health fraud in the U.S.,
               typically centered around the uselessness of the devices and the grandiose claims
               with which they are marketed.”[27] 
            

         

         
         	
            “In 2002 John Bryon Krueger, who operated the Royal Rife Research Society, was sentenced
               to 12 years in prison for his role in a murder and also received a concurrent 30-month
               sentence for illegally selling Rife devices. In 2009 a U.S. court convicted James
               Folsom of 26 felony counts for sale of the Rife devices sold as ‘NatureTronics,’ ‘AstroPulse,’
               ‘BioSolutions,’ ‘Energy Wellness,’ and ‘Global Wellness.’”[28] 
            

         

      

      
      A Google search of the terms buy Rife machine turned up more than 1,250,000 responses! So, there’s no shortage of vendors willing
         to sell you an unproven device at significant expense.
      

      
      Quackery Is Big Business

      
      Quackery in cancer is more an industry than a chance phenomenon, raking in as much
         as $4 billion annually, or four times the yearly research budget for the National
         Cancer Institute; “A widely available compendium lists 78 ‘treatment centers,’ 20
         ‘educational centers,’ 41 ‘support groups,’ and 22 ‘informational services’ that promote
         nonstandard cancer methods. Between 10% and 30% of cancer patients in the United States
         try quack therapies, and the numbers appear to be considerably higher in other countries.”[29] 
      

      
      Patients who fall victim to quackery have many of the same characteristics of CAM
         patients:
      

      
         they have been seduced by claims that the unapproved therapies are “natural” and “non-toxic.”
            Patients who try quack therapies are more likely to be white, female, foreign born,
            and above average in education and income. More important are a person’s attitudes.
            Victims are more likely to believe that their cancers could have been prevented through
            stress reduction, diet, and environmental factors; that disease in general is caused
            mainly by poor nutrition, stress and worry; that standard therapies are useless or
            harmful; and, that unorthodox remedies are beneficial.[30] 
         

      

      The Dangers of Quackery

      
      Like alternative medicines, cancer quackery can take a toll that far exceeds the cost
         paid by patients: “The great tragedy of cancer quackery is that patients needlessly
         die as a result of being diverted from effective standard treatment.”[31] 
      

      
      Cancer quacks exploit the gambler’s fallacy, the erroneous notion that there is “nothing
         to lose” by trying dubious remedies. In fact, the threats of questionable therapies
         include:
      

      
         
            
            	
               Incompetent Practitioners. Quack cancer treatments, including some which have involved the use of improperly
                  applied legitimate methods, have maimed or killed cancer patients. Examples include
                  brain damage caused by misusing whole body hyperthermia, toxic overdoses of chemotherapy,
                  caustic chemicals applied externally, poisonous herbal compounds, and improperly performed
                  surgery. Cancer patients treated by incompetent practitioners lose out on two scales
                  as both therapeutic risks increase and potential benefits decrease.
               

            

            
            	
               Hazardous Clinical Conditions. Cancer patients have been infected by contaminated medications, developed septicemia
                  following perforations of their colons during insertion of enema devices, and acquired
                  infections from unsterile needles.
               

            

            
            	
               Interfering with Proper Clinical Management. Patients who try to “cover all bases” by mixing conventional and questionable treatments
                  may diminish the effectiveness of their medications by ingesting megadoses of vitamins
                  or minerals, or having injections of unusual chemicals.[32] 
               

            

         

      

      Sources of Trustworthy Information

      
      Complementary therapies can have a profoundly positive impact on cancer patients when
         expectations are appropriate and the therapies are properly utilized. There are numerous
         sources of trusted information that you may wish to consider before engaging in complementary
         therapies, including:
      

      
      
         	
            
            The American Cancer Society: http://www.cancer.org/treatment/treatmentsandsideeffects/complementaryandalternativemedicine/index

         

         
         	
            National Cancer Institute’s Office of Cancer Complementary and Alternative Medicine
               (OCCAM): http://cam.cancer.gov/cam

         

         
         	
            National Institutes of Health’s National Center for Complementary and Alternative
               Medicine (NCCAM): http://nccam.nih.gov.
            

         

      

      
      Discussing Complementary and Alternative Therapies with Your Physician

      
      It’s important that you feel comfortable discussing complementary medicine with your
         physicians. Research indicates that the “majority of CAM use is not being communicated
         to providers.”[33]  Because we have seen how certain CAM therapies can interact with traditional treatment
         modalities or cause harm in other ways, this reluctance to share such information
         with your physicians must be overcome. Only then are you in a truly collaborative
         partnership with your doctor.
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      Chapter 14

      The Role of Your Caregivers

      
         
         
         
         
      

      
      Dana B. is apprehensive by nature. As she puts it, “My entire life, I’ve been a worrier.”[1]  So the prospect of facing stage 3 breast cancer was particularly daunting for the
         fifth-grade teacher, wife, and mother of two daughters. Fortunately, Dana had a strong
         group of caregivers who accompanied her to the treatment, held her hand, shopped for
         groceries, and provided support in innumerable other ways:
      

      
         My husband was incredibly supportive. He was always there with a shoulder to cry on,
            and he held my hand a lot! He picked up a ton of household duties that I would otherwise
            have done. He stepped into a role and did it with ease.
         

         
         I had incredibly supportive friends who also stepped up and did anything I needed.
            They had meals delivered all of the time! For me, keeping up a so-called normal life
            relative to my work helped immensely. Simply being around kids and going on with my
            normal routine was amazingly therapeutic![2] 
         

      

      At this point in our interview, Dana stopped for a moment, looked down, and then slowly
         raised her chin, her eyes brimming with tears:
      

      
         My tears are not about me having cancer but about the compassion that was poured out
            upon me by friends, colleagues, and family. One of the most touching experiences I
            had was at school.
         

         
         I had told my students only the basic facts that I felt they needed to know: I had
            breast cancer and that, when they came back from winter break, I would have a wig
            on because I would lose my hair due to chemotherapy.
         

         
         When I came back from winter break with my new wig, two boys showed up with shaved
            heads. That started a whole rally of kids supporting me, from the boys shaving their
            heads to the girls putting pink streaks in their hair. They had fundraisers and donated
            the money raised to the Susan B. Komen Foundation.
         

         
         There were times when I would just take a moment to look around and realize that God
            was working in all directions.[3] 
         

      

      Many cancer patients like Dana are blessed to have a circle of family and friends
         eager to help them address the many challenges that arise during the journey through
         cancer. Within this circle, it can be beneficial to have one or two individuals who
         will be present throughout the course of your treatment. That way, you have an individual
         who has heard all of the important information provided by your physicians and has
         observed your treatment. This person can be a spouse, adult child, sibling, or close
         friend.
      

      
      The demands on your caregiver can be quite high, and it is essential you and your
         caregiver understand and agree on the responsibilities of the role in advance. That
         way there is less opportunity for feelings of disappointment or a sense of unanticipated
         burden.
      

      
      Common Responsibilities for the Caregiver

      
      Your caregiver will help address your physical and emotional needs and act as your
         advocate with health care providers. The American Cancer Society (ACS) provides a
         good outline of some typical caregiver responsibilities. Here’s a short list of ways
         that your caregiver can assist you with daily living:
      

      
      
         	
            
            Grocery shopping and meal preparation

         

         
         	
            Assistance with eating

         

         
         	
            Ensure that you take your medications as scheduled

         

         
         	
            Assist with bathing, grooming, and dressing

         

         
         	
            Help with toileting

         

         
         	
            Maintain the home and laundry

         

         
         	
            Stay current on bills

         

         
         	
            Ensure that your emotional needs are being met

         

         
         	
            Provide transportation for medical appointments

         

         
         	
            Respond to emerging medical needs when you are at home

         

         
         	
            When new issues arise, decide whether they warrant medical attention.[4] 
            

         

      

      
      Diane C.’s caregiver was her husband, Rick. As Diane puts it, “The caregiver has the
         toughest job. They are juggling all of the balls in the real world. Rick took care
         of the household. Rick paid all of the bills. He was also there to be positive for
         me. He just made life bearable. I wasn’t a patient to him. When it was scary, he was
         there.”[5] 
      

      
      Diane adds that Rick’s job was made even more complicated by the fact that “We had
         just closed on our new house two days before I was diagnosed, and we had planned to
         redo it completely.”[6] 
      

      
      Your caregiver also provides invaluable assistance when you interface with the medical
         community. He or she can help you prepare in advance for doctors’ visits so you get
         optimal value from each clinic appointment.
      

      
      Because many physicians allocate only so much time for each appointment, the ACS advises
         the caregiver:
      

      
         Work with the patient before you go to figure out the most important things you need
            to talk about. Make a list of questions and concerns. For instance, what symptoms
            do you need to tell the cancer team about? When did they start? Making a list ahead
            of time to take with you will help you to use your time in the office well. And it
            means you won’t forget anything important.[7] 
         

      

      Even if the doctor seems a bit pressed, the ACS advises, “Don’t leave the office until
         your doctor answers all your questions and you both understand what to do next. Nurses
         can also be great sources of information, and you might get to spend more time with
         them than the doctor.”[8]  We are all respectful of the pressures on today’s physicians, but as Lori will tell
         you, those pressures come with the job.
      

      
      From Lori’s perspective, it helps immensely when the patient and caregiver are organized
         when presenting the patient’s symptoms and questions:
      

      
         This helps us use our time together wisely, as there is so much to cover. Sometimes
            we cannot address everything during one appointment. Therefore, I ask my patients
            to prioritize their concerns. If we run out of time, we set a new appointment to complete
            the task. The caregiver can really help by being a scribe and accurately sharing the
            discussion with the patient and other family members after the appointment. It is
            also immensely helpful to the physician to have a primary point of contact who can
            represent the interests of the broader family.
         

      

      Your caregiver can be an active listener and scribe at each appointment. Because your
         thinking may not be as clear as normal nor your memory as good, your caregiver can
         step in to help. He or she can then act as an independent source of information to
         verify that your “takeaways” from conversations with physicians are accurate.
      

      
      Another important role relates to medications. When you receive a new prescription,
         your caregiver can help ensure that you understand what you are being given and why.
         They can also ask:
      

      
      
         	
            
            How frequently is the medication to be taken and in what dosage?

         

         
         	
            Can it be taken on an empty stomach, or should it be taken with food or water? Are
               there foods or supplements to be avoided when taking this medication?
            

         

         
         	
            What are the potential side effects commonly associated with the medication?

         

         
         	
            Can the medication interact with any existing drug you are on?

         

         
         	
            Is the cost of the medication covered by insurance, and what is your potential out-of-pocket
               cost for it?
            

         

         
         	
            If prohibitively expensive, is there a less expensive, therapeutically effective alternative?

         

      

      
      The ACS reminds patients to “Be sure you add this medicine to the list of all the
         medicines the patient is taking.”[9] 
      

      
      All of these new responsibilities can cause significant strain in a caregiver who
         has had little preparation for managing the impact of cancer and its treatment on
         a loved one. Though they may act with grace, stress can also undermine their well-being:
      

      
         Even though family caregivers are the long-term care providers to people with cancer,
            they receive little preparation, information, or support to carry out their vital
            role. Family caregivers often are expected to navigate an increasingly complex and
            fragmented health care system on their own and to find whatever help that may be available.
            In recent years, the caregiving responsibilities of family members have increased
            dramatically, primarily due to the use of toxic treatments in outpatient settings,
            the decline in available health care resources, and the shortage of health care providers.
            Family caregivers of cancer patients have participated in a limited number of intervention
            programs but these programs have focused almost exclusively on improving patient outcomes
            (e.g., symptom management, quality of life) with less attention directed to the needs
            of family caregivers.[10] 
         

      

      The Caregiver’s Need to Have the Patient’s Consent

      
      For your caregiver to be most effective, they must be privy to the confidential information
         shared with you by your physicians. Privacy laws in the United States stringently
         regulate how and when medical information can be disclosed. Therefore, your caregiver
         must have formal, written consent from you acknowledging their right to receive privileged
         health care information regarding your diagnosis, treatment, and status:
      

      
         The simplest and most common way is for the patient to fill out a release form that
            allows the doctor to discuss their care with you. Talk to the doctor about what steps
            need to be taken so that the health care team can discuss the patient’s care with
            you. Then be sure that there’s a copy in the patient’s records and keep the release
            form up to date. It’s also a good idea to keep a backup copy for your files. When
            you call the doctor’s office, you may need to remind them that they have the form
            and they can discuss the patient’s care with you.[11] 
         

      

      Caring for the Caregiver

      
      As both a patient and later a caregiver, Diane C. states, “I would also tell caregivers
         to take care of themselves. They are going to be burning the candle at both ends,
         and I don’t think they know how tiring it becomes.”[12]  
      

      
      Caregivers suffer in many of the same ways that cancer patients do. In fact, research
         has shown that caregivers often mirror the emotional states of the loved ones for
         whom they care. Cancer patients and their family caregivers react to cancer as one
         emotional system; there is a significant reciprocal relationship between each person’s
         response to the illness, with family caregivers often reporting as much emotional
         distress, anxiety, or depression as patients. The advanced phase of cancer is especially
         difficult for family caregivers, who sometimes report more depression than patients
         themselves. However, caregivers seldom use any form of mental health services to deal
         with their own depression or emotional distress, and this puts them at risk for long-term
         health problems.[13] 
      

      
      None of this should come as a surprise when you realize that, from the caregiver’s
         perspective, “Suddenly you’ve been asked to care for the person with cancer, and you
         are also needed to help make decisions about medical care and treatment. None of this
         is easy. There will be times when you know you’ve done well, and times when you just
         want to give up. This is normal.”[14] 
      

      
      Darrell H. related a memory from the time when Patricia began her twenty-year odyssey
         with lymphoma: “One memory I have is of a day when Patricia needed to go to the clinic
         for treatment. I took the day off from work to watch the kids. I watched Patricia
         drive off, and I just stood there in the living room and burst into tears. How am
         I going to take care of these two kids? God, this is awful.”[15] 
      

      
      According to an article in CA: A Cancer Journal for Clinicians,
      

      
         There are many causes of stress and distress in cancer caregivers. Dealing with the
            crisis of cancer in someone you love, the uncertain future that lies ahead, financial
            worries, difficult decisions that must be made, and unexpected and unwanted lifestyle
            changes are just a few of them. Fear, hopelessness, guilt, confusion, doubt, anger,
            and helplessness can take a toll on both the person with cancer and the caregiver.
            And while the focus tends to be on the patient, all of this affects the physical and
            mental health of the caregiver, too.[16] 
         

      

      Just as stress and distress can lead to depression and anxiety in cancer patients,
         it can it also impede the well-being of caregivers. In fact, depression is relatively
         common among caregivers. The ACS advises,
      

      
         Everyone has emotional ups and downs, but if a person always feels down, has no energy,
            cries a lot, or is easily angered, it may be a warning sign of depression. Many people
            see the feelings of depression as a sign of weakness rather than a sign that something
            is out of balance, but ignoring or denying these feelings will not make them go away.
            Early attention to symptoms of depression can make a big difference in how the caregiver
            feels about their role and how well they can do the things they need to do.[17] 
         

      

      It is not just emotional issues that cause caregivers to struggle. Their physical
         health, over time, can also be affected by the demands of caring for a seriously ill
         loved one. As a result, they often pay little attention to their own needs to rest,
         exercise, or get medical care. This issue can be particularly problematic for older
         caregivers who suffer from various chronic conditions.[18] 
      

      
      Something to Share with Your Physician

      
      Until recently, the needs of the caregiver have been largely ignored by the medical
         community. Clinicians need to recognize that patients and their family caregivers
         react to cancer as a unit, and as a result, they both have legitimate needs for help
         from health professionals. There is general consensus in the literature that, when
         patients and caregivers are treated simultaneously, important synergies are achieved
         that contribute to the well-being of each person. When caregivers’ needs are not addressed,
         their mental and physical health is at risk, and patients are denied the opportunity
         to obtain optimal care from a well-prepared family caregiver.[19]  
      

      
      Don’t Keep Secrets

      
      One way to help minimize problems for both the caregiver and patient is by ensuring
         open, honest, and frequent communication: “Problems occur when patients and caregivers
         hide worries from one another, and avoid talking about sensitive issues associated
         with cancer and its treatments.”[20]  Communication may help both you and your caregiver work through troubling issues,
         forging an even stronger bond between the two of you.
      

      
      Parents often struggle with whether to keep things secret from their children. Dana
         B. was no exception, struggling with what to share openly with her children: “I think
         one fault of mine is that I have not been very open with them. I don’t show my emotions
         around them. I try to protect them just as my husband tries to protect me. I don’t
         always think this is healthy. I’ve learned over time that it is okay for them to see
         me cry and for them to know that this is difficult. It helps them see that they need
         to express their emotions.”[21] 
      

      
      Ask Others to Pitch In

      
      Your caregiver needs and deserves a break. They also deserve acknowledgment of the
         hard work they are doing and the difficult emotional time they may be managing. Other
         members of your family, as well as your friends, can be extremely helpful by:
      

      
      
         	
            
            offering to help with some of the daily tasks of living—from shopping to cleaning
               to childcare,
            

         

         
         	
            giving the caregiver a day off from attending one of your medical treatments,

         

         
         	
            listening and validating their struggles and concerns so that they feel cared for
               as well, and
            

         

         
         	
            keeping your circle of family and friends informed about your health status.[22] 
            

         

      

      
      A Patient’s Advice for a Caregiver

      
      Shelley W. offers some straightforward and solid advice for caregivers based on her
         and her husband’s journey:
      

      
         If you see a role you can fill during the process that is based on your strengths,
            then do that. Keep the lines of communication open for discussing feelings and duties
            throughout treatment. Seek resources and/or support groups for caregivers if you are
            interested in talking with other caregivers about their experiences. Acknowledge that
            your feelings about the journey are important, too.[23] 
         

      

      Advice for Patients

      
      “This journey involves others. It is not just about you,” says Myra C. Myra describes
         herself as private person who felt challenged by the outpouring of caring offerings
         from friends. She learned an important lesson through the process of managing this
         challenge to her privacy:
      

      
         Our friends wanted to bring dinner or help clean the house. I’m a really private person
            and felt that we didn’t need this type of help. My daughter said to me, “Mom, this
            is not about you. It’s about them. They need to be able to show they care. All you
            have to do is say ‘Thank you.’” We were always the ones who did for others. It was
            good for us to learn how to say “Thank you.”[24] 
         

      

      Lori offers advice from the perspective of patient, caregiver, and physician:

      
         I remember a time when I was caring for my mother. She was clearly just a few weeks
            away from dying of ovarian cancer. As the oncologist in the family, I felt a medical
            responsibility, and as her daughter, I desperately wanted to hold on to those last
            days. I had not been back home to Kansas City in a month and was feeling so fatigued!
            My husband and siblings all offered to help; I just didn’t want to accept it. But
            once I decided to take a few days and go home, it helped so much to refresh and reenergize
            me so that I could face the days ahead. It became clear that I had to take care of
            myself and also accept the help of others.
         

         
         This lesson was repeated when I was first diagnosed with breast cancer. I was hesitant
            to share my situation with more than a very small inner circle of family and friends.
            I did not want to be a person labeled by my cancer. But once I realized that part
            of healing is allowing others in—to bring a meal, weed our garden, offer encouragement
            through a card or e-mail, or pray for me—it became part of my healing process. It
            opened me up to share with others, including my patients. As a person who never needed
            anyone’s help, it felt really good to allow people in.
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      After Initial Treatments Are Over

      
         
         
      

      
      
      
      Chapter 15

      When Initial Treatment Proves Insufficient

      
         
         
         
         
      

      
      
         “Cancer is not a straight line. It’s up and down.”[1]  
         

         
         —Elizabeth Edwards

      

      Within a few weeks of our meeting with Dr. M., Lori was scheduled for surgery. Based
         on her initial testing, Lori chose to undergo a lumpectomy, otherwise known as breast-conserving
         therapy (BCT). 
      

      
      The morning of Lori’s surgery began with a procedure designed to help identify Lori’s
         sentinel nodes (the specific lymph nodes under her arm where fluid draining from the
         affected area of her breast naturally collected). The sentinel nodes would be biopsied
         to ensure that they did not harbor cancerous cells. It would be an important part
         of Lori’s final staging; once cancerous cells from the primary tumor enter the lymphatic
         system, they can be transported to other parts of the body, allowing the potential
         development of additional tumors, or metastases, over time.
      

      
      Radioactive dye was injected into the area of Lori’s tumor. After an appropriate amount
         of time had elapsed, a nuclear imaging technician began tracing the pathway of the
         dye as it gradually flowed from her breast into her lymphatic system. This process
         would provide the surgeon with a roadmap to identify which nodes to remove. The sentinel
         nodes would be examined by a pathologist during surgery. If cancerous cells were identified,
         additional nodes would be sampled. This process would continue until the nodes that
         were excised showed no signs of cancer.
      

      
      Our next move was to the preoperative, or surgical holding, area, where we would await
         Dr. M. Nurses reviewed Lori’s medical history, took her vital signs, started her IV,
         and asked her to reconfirm, in her own words, the nature of the procedure she was
         about to undergo. This process is medicine’s equivalent of a preflight check, designed
         to reduce the likelihood of errors.
      

      
      Dr. M. arrived shortly thereafter and told us that all lights were green for Lori’s
         procedure. The nurse anesthetist filled a small syringe with Versed, a potent amnesic.
         Before injecting it into Lori’s IV line, the nurse anesthetist suggested I say my
         goodbyes now, while Lori’s memory was still intact. I would see her in recovery following
         surgery.
      

      
      Squeezing my wife’s hand and looking deeply into her beautiful eyes, I said, “I love
         you with all of my heart, and I’ll be praying that everything goes perfectly.”
      

      
      We kissed, and then Lori was on her way to the OR.

      
      It’s hard to sit still while waiting for someone you love to emerge from surgery.
         Although it was only a few hours, the time passed incredibly slowly. As I looked around
         the waiting area, I saw a half-dozen families patiently biding their time. Some were
         reading months-old magazines, while others half-listened to Oprah on the television.
         Like Lori, their loved ones lay motionless in a nearby OR, their fate in the hands
         of surgeons, as well as in the hands of God. I prayed that everyone would be okay.
      

      
      Three hours passed before Dr. M. met me in the waiting room. The smile on his face
         more than hinted that good news would follow: “Lori did great. She’s in the first
         stage of recovery, and you’ll be able to see her in an hour or two. The tumor was
         pretty much what we expected, and I believe we got it all. The early path reports
         indicate that her sentinel nodes are clear. It’s all great news, John!”
      

      
      My eyes welled up in relief, knowing that Lori was going to be okay. “Thank you so
         much” was about all I could muster.
      

      
      Before departing, Dr. M. reminded me that we needed to wait a few days for the final
         pathology report confirming that the margins were, indeed, clear. He was referring
         to the area of normal tissue surrounding the tumor. Clear margins indicate that the
         healthy tissue has not been infiltrated by cancer cells and the surgeon has removed
         all signs of disease from the affected area.
      

      
      It was not long before I was again holding my precious wife’s hand and telling her
         the good news. Nor was it long before we were able to depart St. Joseph Medical Center
         for home.
      

      
      As Lori states:

      
         My recovery was amazingly smooth and fast. I was up and around the next day, organizing
            and packing for our upcoming move to our new home in two weeks. My energy bounced
            right back, and I essentially had no pain. One of my first questions was, “When can
            I resume exercise?” Though relieved by the early report of favorable findings, I knew
            enough to remain cautiously optimistic until the pathology report was finalized.
         

         
         Two days later, just as I was getting ready to sit down to lunch, Dr. V. called with
            the pathology. Dr. V. is a friend and a colleague, so I immediately sensed by her
            tone of voice that the news was not going to be good. She dreaded telling me my findings:
            that the margins were not clear and, in fact, tumor cells infiltrated numerous surgical
            margins, meaning that cancer appeared to have invaded a larger area of my breast than
            detected during my own exam, the diagnostic imaging, and surgery.
         

         
         Dr. V. was sending tissue samples from the tumor for additional genetic analysis.
            That would provide some insight into the relative aggressiveness of the cancer, as
            well as the probability of a recurrence and need for chemotherapy. I could hear my
            own voice quivering as I asked her specific questions. Once again, just like the night
            I first discovered the lump, I felt kicked in the stomach—sad, fearful, anxious, and
            disappointed. My hope for minimal surgery was over, and I would need to go back for
            more. This meant mastectomy as well as reconstruction, surgery that is far more extensive
            than originally planned. But I had seen so many of my patients go through it, and
            that, along with my faith, gave me great comfort that it would be okay.
         

      

      When an Initial Treatment Proves Insufficient

      
      Cancer treatments fail. It’s that simple. Though patients enter treatment with great
         hope, that hope may be dashed when either further evidence of disease or proof of
         recurrence is discovered. Sometimes the failure is apparent immediately, as was the
         case with Lori’s lumpectomy. Other times the disease reappears months, years, even
         decades later. It is not always easy to evaluate the effectiveness of your cancer
         treatment.
      

      
      The effectiveness of surgery is often defined by the surgeon’s ability to completely
         remove the tumor. The clearance around the tumor is referred to as the margin. This term indicates that, upon microscopic evaluation of the tissue adjacent to
         the tumor, there is no evidence of residual cancer cells. If a surgeon is unable to
         achieve clear margins, additional surgery or other forms of treatment will likely
         be required. Even with clear margins, additional treatment designed to prevent a recurrence
         may be initiated, such as radiation or chemotherapy. This is known by the term adjuvant therapy.
      

      
      The effectiveness of nonsurgical treatments, such as radiation therapy and chemotherapy,
         is often measured using physical exams, lab tests, and diagnostic imaging techniques,
         often referred to as scans. Two commonly performed scans are CT and PET, which are discussed in chapter 1. PET
         scans can help illuminate ongoing metabolic activity in tumors, showing whether a
         tumor is still functioning or biologically active. CT scans can reveal the degree
         to which a tumor is shrinking or continuing to grow. These tests not only reveal whether
         treatment is effectively diminishing the primary tumor but can also determine if the
         cancer has metastasized to other parts of the body.
      

      
      Evidence of ongoing cancer can be seen in an analysis of a patient’s blood. For hematologic
         cancers, such as leukemia, blood analyses are immediately revelatory regarding the
         patient’s condition. But blood tests can also tell a great deal about solid tumors,
         such as ovarian cancer and prostate cancer, by measuring certain indicators, known
         as “markers,” that fluctuate with tumor activity.
      

      
      In addition to testing, regular physical exams by your health care provider are an
         important means of establishing whether your disease is active. The frequency of testing
         will vary based on (1) the nature of one’s disease; (2) the ability for a scan or
         blood test to yield meaningful information; (3) the beliefs and practices of one’s
         physician; and (4) the patient’s compliance, particularly once they have been deemed
         a cancer “survivor.”
      

      
      Whether treatment success is measured by a surgical pathology report, scan, exam,
         or blood test, a patient might find that testing rekindles much of the anxiety experienced
         at the time of the initial diagnosis. So much is riding on the results. The results
         can be either reassuring or, in some cases, devastating. No one wants to learn that
         the difficult treatment they have endured has proven ineffective or that a remission
         appears to have ended; nor does any physician relish sharing such difficult news.
      

      
      As Lori states,

      
         One of the most difficult moments for me as a physician is delivering bad news. Patients
            and their loved ones have often endured much anguish during treatment in the hope
            of a positive outcome. You can see it in their eyes—a fragile sense of hope that can
            be dashed with the revelation of new test results. We are taught in medical school
            how to plan and deliver treatments but not how to soften the blow when the news is
            hard. After twenty-five years, it is still among the hardest things I do.
         

      

      Hitting the Reset Button

      
      If your initial treatment failed to cure your cancer, then you have reached another
         crucial signpost along your journey: the need to modify your treatment plan to include
         new modalities of care. It’s a bit like hitting the reset button and starting the
         game over. This can be a particularly difficult time for many patients because the
         preferred treatment option has proven unsuccessful, often triggering new waves of
         anxiety and doubt.
      

      
      When Diane C. learned that she was conquering leukemia, a huge load was lifted from
         her shoulders. However, the relief was to prove only temporary. Soon a new load was
         added—her husband, Rick, was desperately ill. Diane recounts:
      

      
         It started with a pea-sized cyst on the back of Rick’s neck. He didn’t say a word
            about it. He watched it for about six months. Then one day I hugged him just right,
            putting my hand on the back of his head, and felt this golf-ball-sized cyst. I jumped
            about three feet and said, “What’s that!” Rick said that his PCP told him it was “old-man’s
            fatty tissue disease,” and they were watching it. I said, “Oh really. How long has
            this been going on?” I told him we were going to see a surgeon.
         

         
         Dr. M. took it out and thought it was nothing to worry about. He was confident that
            he had gotten it all. They sent it to pathology, and it came back stage 4 melanoma.
            When we went and got the results, everyone was shocked. Dr. M. said, “I know that
            I should have gotten more surrounding tissue, but I never would have guessed that
            it was melanoma.” He advised us to see an oncologist.
         

         
         The oncologist suggested that we go to MD Anderson, which we did. The doctors at MD
            Anderson told us that they could not help us because, at the time, Rick appeared to
            be cancer free. They did scans, examined him head to toe, and they couldn’t find anything.
         

         
         Two months later, Rick doubled over in pain in a parking lot. He came home and waited
            for me to come home from work. When I came home, he said, “I think I need to go to
            the emergency room.”
         

         
         We’re thinking, “Maybe this is an appendicitis.” The ER doctor said, “I’ve got really
            bad news. Your adrenal gland has burst. It is the cancer, and it is everywhere.” We
            were stunned.
         

         
         At that point we were worried that we might not get Rick home. They admitted him.
            Dr. B. saw him. She came in and said, “I don’t know what we are going to do for you,
            but now that you have clearly defined tumors, you can go back to MD Anderson. You
            are going to be okay. You are going to beat this.” She gave him that pep talk, saying,
            “It’s not the end of the road, but the beginning of the road for you.”
         

         
         He was on a clinical trial for the systemic cancer while also receiving whole-brain
            radiation plus gamma-knife for brain cancer. Dr. B. told Rick he could go out fighting
            or just go out. He fought. Rick fought like hell. I thought, if I bought into it,
            we were going to lose. I wasn’t delusional—the diagnosis was terminal—but when is
            the expiration date? I had been “terminal,” and I’m sitting here seven years after
            treatment talking to you. So miracles do happen.[2] 
         

      

      Rick’s disease progressed mercilessly fast, as happens with certain types of cancers,
         such as metastatic melanoma. By contrast, other people have diseases that are far
         more indolent. They may experience multiple remissions followed by setbacks, followed
         by changes in therapy—all in the hope of staving off the cancer. Patricia H. was to
         repeat this cycle many times over twenty years, as can be seen in Darrell’s recollection
         about the end of the first remission:
      

      
         When the diagnosis was confirmed [in 1993], she went to Dr. J., who gave her CHOP
            [a standard four-drug chemotherapy regimen for lymphoma]. It worked, and Patricia
            had an eight-year remission. In fact, there was a time in 2000 when, at a checkup,
            the doctors said, “Wow! We may have beaten this thing.” Once the remission happened,
            we thought we may have indeed beaten the odds.
         

         
         Then, six months later, she had a recurrence. My initial feeling was, “OK. Let’s treat
            it again.” I didn’t understand that you could not simply repeat the same treatment.
            I thought, “Let’s just bring out the CHOP. It worked for eight years, so let’s do
            it again.” But it doesn’t work that way.
         

         
         The first treatment they tried didn’t work. Then the doctor said, “This might be hairy-cell
            leukemia, which is different than lymphoma. Let’s try this treatment for hairy-cell
            leukemia.”
         

         
         About this time, Patricia heard an NPR story about Rituxan, so she said, “Wait a minute.
            What about this drug I heard about called Rituxan?” The doctor said he didn’t think
            Patricia was a great candidate for it and that it probably wouldn’t work on her. So
            he gave her the treatment for hairy-cell leukemia, which failed.
         

         
         We are getting to a point where her symptoms are worsening. She is developing pain
            in her back from a small tumor developing along her spine. Two therapies haven’t worked.
            So, all of a sudden, it’s getting pretty rough. She’s losing weight and feeling miserable.
         

         
         I remember sitting with her in the exam room when she said to the doctor, “Look, I’m
            so miserable. What happens if we just don’t do anything else?” He says, “Well, you
            probably have weeks left.”
         

         
         It was at that point he said, “I think we need to try Rituxan because anything else
            will probably kill you. You are so weak that all the other therapies are not good
            options.” Rituxan had only been approved for about eighteen months. I picked up a
            pamphlet on it and read that it only works for about one in two patients. The thought
            that formed in my head was that we were down to a coin flip.
         

         
         By the time she came out after a second treatment, I thought, “Wow. This is working.”
            I could see her changing. There was a period of recuperation. She was thin as a rail,
            but she built her strength back up over the next year. This remission lasted until
            November 2004.[3] 
         

      

      The “Middle Stage” of Cancer

      
      Many patients enter a midpoint in their journey with cancer. It is what author and
         ovarian cancer survivor Susan Gubar defines as the “middle stage.” Writing in a June
         5, 2014, article in the New York Times, Gubar stated:
      

      
         For some of us, there is a middle stage in this journey. Because of advances in cancer
            research and the efforts of dedicated oncologists, a large population today deals
            with disease kept in abeyance. The cancer has returned and has been controlled, but
            it will never go away completely. Like me, these people cope with cancer that is treatable
            for some unforeseeable amount of time. Chronic cancer means you will die from it—unless
            you are first hit by the proverbial bus—but not now, not necessarily soon.
         

         
         The word “chronic” resides between the category of cured and the category of terminal.
            It refers to disease that is not spreading, malignancy that can be arrested but not
            eradicated. At times, the term may seem incommensurate with repetitive and arduous
            regimens aimed at an (eventually) fatal disease. For unlike diabetes or asthma, cancer
            does not respond predictably to treatment.
         

         
         Still, quite a few patients with some types of leukemia or lymphoma, prostate or ovarian
            cancer live for years. While in the 1970s, 10 percent of women with metastatic breast
            cancer survived five or more years, today up to 40 percent do. Chronic disease may
            lack the drama of diagnosis and early treatment; even friends can get bored by mounting
            details. Its evolution does not conform to the feel-good stories of recovery that
            most of us want to read. But neither does it adhere to the frightfully degenerative
            plot of quickly advancing tumors.[4] 
         

      

      Patricia’s Ongoing Saga

      
      Patricia lived a long time in that middle stage. She would have to endure far more
         interventions over the decade that followed her treatment with Rituxan:
      

      
         In 2004, a tumor broke Patricia’s leg. I was officiating at our son’s wedding in our
            backyard, when Patricia tried to push something out of the way with her left foot.
            She let out a small cry of pain. So she sat in a chair through the ceremony and pictures
            that followed. She was a trooper. She was a tough cookie! I helped her to bed later
            that night and took her to the ER the next morning. They said a tumor had caused a
            spiral fracture of the bone, and she needed surgery.
         

         
         Dr. R. did the surgery. We loved him. He joked with us. He said, “I have it so much
            easier than the medical oncologists. When I see something bad, I just cut it out.
            They have to give you poison!”
         

         
         When she was recovering, the doctors said that her lymphoma had transformed into a
            much more aggressive, large-cell lymphoma, so they sent us to see Dr. S. at Saint
            Luke’s. He told Patricia that she needed a stem cell transplant “yesterday.” It was
            an autologous transplant. We went into the American Cancer Society Hope House and
            lived there for a month during her treatment. (She needed to be away from family that
            might infect her.)
         

         
         Roughly a year to a year and half later she went in for a check, and they found lymphoma
            cells. The impact on me was to think, “This is it. It’s a death sentence.” I thought,
            “If the transplant doesn’t do it, you’re toast.” I took it pretty hard. But the clinic
            people said, “We have this drug called Gemzar.” So they gave her the Gemzar treatments,
            and about a year later they gave her the all-clear again.[5] 
         

      

      Allowing for Disappointment while Not Relinquishing Hope

      
      When you hit these milestones, it is time to be kind to yourself, a time to express
         your disappointment without relinquishing your hope. You will be traversing a new
         path on your journey, but first you must understand how the additional knowledge acquired
         to date about your condition impacts your staging, prognosis, and recommended treatment
         options. Your physician should provide this information as well as recommended modifications
         to the treatment plan.
      

      
      Now’s the time to take out your compass and reassess the direction you are headed.
         It is essential that you go through an appropriate level of due diligence with your
         doctor regarding the next phase(s) of treatment. Just as you inquired about efficacy,
         side effects, treatment duration, and other factors prior to your first course of
         treatment, you need to repeat the process again now. Three very important questions
         to consider are:
      

      
      
         	
            
            What are the goals of this treatment?

         

         
         	
            What is the likelihood it will be successful? and

         

         
         	
            What short-term and long-term effects could the treatment have on my quality of life?

         

      

      
      Only after you’ve completed this process can you truly provide your physician with
         informed consent to proceed.
      

      
      Expanding the Range of Clinical Resources

      
      Additional physicians may join the team to help you on your journey, depending on
         the type of treatment(s) being recommended. Whereas you initially could have been
         treated only by a surgeon, you may now want to consult with a radiation oncologist,
         medical oncologist, or other specialists. These physicians may be providing simultaneous
         interventions. It is essential that they be functioning as a well-coordinated team
         because the administration of one therapeutic regimen could affect the timing, dose,
         or even usage of another treatment modality. For example, patients undergoing chemotherapy
         may have to carefully sequence their radiation treatments so they do not overwhelm
         their bodies and increase the probability of adverse effects.
      

      
      The stakes are higher now because the first line of medical defense has failed. The
         chances of having a sustained response to treatment diminish, while the level of risks,
         side effects, and long-term consequences of therapy may be increased.
      

      
      Due Diligence Déjà Vu

      
      Just as you asked many questions about your initial treatment, so, too, must you feel
         fully informed about the next steps in your journey. In addition to understanding
         the fundamental nature of the recommended treatment, you may also wish to ask your
         physicians the following questions:
      

      
      
         	
            
            Why might this treatment be effective when others have failed?

         

         
         	
            Are there other options for treatment that we should discuss?

         

         
         	
            What are the side effects or after-effects of treatment that I could experience?

         

         
         	
            Who will perform this treatment, and what are his or her qualifications for doing
               so?
            

         

         
         	
            Will my insurance cover the cost of this treatment?

         

         
         	
            Where can I learn more about this treatment before agreeing to it?

         

         
         	
            What happens if I elect not to have further treatment?

         

      

      
      It may be helpful to take a few days, do your own research, talk with your caregiver,
         and then come to the most informed decision possible. Regardless of the outcome, you
         will feel as though you entered this phase of treatment with a solid understanding
         of its probable outcome, side effects, and costs.
      

      
      Reevaluating Clinical Trials

      
      Though clinical trials may not have been appropriate as an initial line of therapy,
         they could be appropriate now. Ask your physician whether consideration should be
         given to clinical trials. Your physician can help you answer these questions:
      

      
      
         	
            
            Are there available trials for your condition and stage of disease?

         

         
         	
            Do you meet the eligibility requirements for participation in the trial?

         

         
         	
            What would be required of you for participation?

         

         
         	
            Will your insurance cover the costs associated with the trial (including not simply
               the treatment but also ancillary diagnostic services, which can prove costly)?
            

         

         
         	
            What are the risks and the potential benefits of the trial?

         

         
         	
            Are there equally good alternatives to the trial?

         

         
         	
            What options would remain if the trial treatment proved ineffective in controlling
               your cancer?
            

         

      

      
      The End of Active Treatment for Lori

      
      Lori endured a second major surgery—bilateral mastectomies. The difficulty of the
         recovery was far more than Lori or I anticipated. In Lori’s words:
      

      
         Once I had a chance to digest the news about my initial pathology, I knew I needed
            more surgery—a mastectomy. I also knew that my type of cancer was more likely to be
            present in the opposite breast and to evade early detection by imaging, so I opted
            for bilateral mastectomies. It would take coordination between my breast surgeon and
            my reconstructive surgeon, which even under the most optimal circumstances can take
            several weeks. I decided to allow myself my hour of sadness but then take that energy,
            become my own advocate, and push hard to get things done as soon as possible.
         

         
         While waiting for my second surgery, I knew I needed to take care of my spiritual,
            psychological, and physical needs. I packed much of our house to get ready to move,
            took time to exercise, read my Bible, and talk to friends. Mother’s Day was during
            that time, and all I wanted was to see my sons, so my husband arranged for them to
            fly home from California and Wisconsin for the weekend. We talked, went to church,
            and even took in a baseball game. My surgery was scheduled for early the next week.
         

         
         The day of surgery was also the day before our scheduled move. My sister Janet, a
            nurse at Duke University Medical Center, came the night of surgery to help with my
            care and allow John to be with the movers the next day. She stayed with me those first
            few days when I felt so physically helpless. She brought me “home” to our new house
            (and new beginning for me), where we were greeted by a chaotic setting as John worked
            hard to supervise the movers on a ninety-degree day. Janet’s calming presence, encouragement,
            and hands-on care were invaluable. I will always be grateful she was there by my side.
            My brother Chris and his wife, Gail, took the second watch and stayed for several
            days, helping me as I struggled to gain strength as well as helping John unpack our
            new house. They all dropped their jobs, families, and plans to come and help. Having
            my strong support system was a tremendous blessing, and I believe it was a key to
            my recovery.
         

         
         The final pathology report came out. I held my breath, said a prayer for strength,
            and waited on the other end of the phone while Dr. V. read me her findings. There
            proved to be many areas of cancer creeping through my breast. That was the scary news.
            But this time there was excellent clearance around the tumor—the margins were negative!
            A genetic test done to predict my recurrence was also low, so I was not going to need
            chemotherapy. My risk could be reduced by taking a pill each day to block estrogen.
         

         
         I knew I had found a silver lining—and a new beginning. Three weeks later I was back
            at work, now armed with a personal story to complement those of my patients. We would
            help one another on this journey.
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      Chapter 16

      The Challenges of Surviving Cancer

      
         
         
         
         
      

      
      Upon completing treatment and regaining his strength, Bill E. reclaimed his “old world”
         with a vengeance. He was not about to let cancer rob him of one more precious moment
         of the retirement he had worked so hard to enjoy. But not everyone responds like Bill.
      

      
      For Dana B., surviving her initial course of treatment brought its own challenges:

      
         Post-treatment, I’ve felt more depressed! I think it’s because, during treatment,
            we were actively doing something to get rid of the cancer. We had a plan. We could
            stick to the plan, and that relieved my anxiety.
         

         
         Then, when I was finally out of the treatment phase, something odd happened. You would
            think that I would be extremely excited and elated that there were no more treatments
            in front of me. But at the same time, there was a feeling of “Oh, now what? I am on
            my own!” One minute you are actively doing something to prevent the cancer from coming
            back, and then all of sudden you are not.[1] 
         

      

      Each person responds in his or her own way to being a cancer survivor:

      
         You can be a victim of cancer, or a survivor of cancer. It’s a mindset.[2] 
         

         
         —Dave Pelzer

Cancer taught me to stop saving things for a special occasion. Every day is special.
            You don’t have to get cancer to start living life to the fullest. My post-cancer philosophy?
            No wasted time. No ugly clothes. No boring movies.[3] 
         

         
         —Regina Brett

Having had cancer, one important thing to know is you’re still the same person at
            the end. You’re stripped down to near zero. But most people come out the other end
            feeling more like themselves than ever before.[4]  
         

         
         —Kylie Minogue

      

      For those of us who have not made the journey through cancer, there is an irony to
         the notion of survivorship being a challenge. After all, is this not the answer to
         our prayers? Yet, those who have completed the journey, the cancer survivors, often
         discover that, while medicine may have made great strides in treating cancer, they
         still have much to learn about the trials and tribulations of survivorship.
      

      
      Alyssa Rieber is the chief of medical oncology at the Lyndon B. Johnson General Hospital.
         She is also a cancer survivor who had to battle Hodgkin’s lymphoma while trying to
         attend medical school. Writing in the American Society of Clinical Oncology’s ASCO Connection newsletter, she shared her challenges with survivorship:
      

      
         I found that I experienced two main crisis points during my cancer journey. The first
            was at the time of diagnosis, the “personal earthquake.” The second was more surprising
            to me. It was at the end of treatment. At a time when I thought I would be celebrating,
            I found that I was anxious about how to adjust back to a normal life. I had been in
            crisis mode for many months and didn’t know how to live a life not focused on cancer.
         

         
         I talk about this with many patients and their families when their curative therapy
            is complete and they transition to surveillance visits. I let patients know that this
            is normal and that they need to be patient with themselves. Many times they experience
            stress when loved ones expect them to “snap out of it” and go back to the life they
            lived before. I explain to patients that they are typically changed forever by their
            diagnosis and will not be exactly like they were before.[5] 
         

      

      Defining Survivorship

      
      What does it mean to be a cancer survivor? The term is somewhat ambiguous. Does it
         mean you have survived the cancer and treatment, or is it synonymous with cure? Lori
         encounters this issue often:
      

      
         I am often asked by patients some variation of the question, How will I know if I
            am cured? Some patients want to understand the method by which we determine if they
            are cured, while others ask me if there will always be surviving cancer cells circulating
            in their bloodstream. While these are great questions, there are regrettably very
            few answers. For many cancers, there truly are cures, while for others we simply have
            to wait and see what happens over time. It is hard to be comfortable with that uncertainty.
            For the vast majority of patients, cure is something we can truly know only in hindsight
            after we follow patients over an extended period of time.
         

         
         Survivorship is a process that starts following active therapy. It is more inclusive
            than remission or cure. Its focus is not only on freedom from cancer but also on all the good health habits
            that can improve your wellness over the balance of your life.
         

      

      Some experts argue that survivorship begins the moment a patient is diagnosed and
         begins treatment, while others insist that one must be cancer free for five years
         post-treatment to earn this title. Perhaps by looking at the origins of the term and
         research conducted with patients regarding attitudes toward survivorship, we can agree
         on an appropriate definition.
      

      
      The first use of the term survivorship is attributed to a physician, Fitzhugh Mullan, who had been diagnosed with cancer
         in the 1980s: “Mullan believed that the simple concept of cure did not capture the
         long-term experience of cancer and described survivorship as an independent phenomenon
         with unique challenges facing cancer survivors.”[6] 
      

      
      Mullan’s work helped to kindle a growing interest in this unique time in the lives
         of cancer patients. Many research studies were subsequently conducted with cancer
         survivors. In one study, participants were asked to use a word or short phrase to
         define what survivorship meant to them. Here is what they said:
      

      
         “Conquering” was the most frequently mentioned meaning of survivorship (n = 36). Participants
            who defined survivorship as conquering spoke of displaying a particular strength and
            being victorious against an enemy, almost in military terms. One participant, for
            example, said that “[A] positive attitude had [helped me] overcome an invasion in
            my body.”
         

         
         “A new outlook” (n = 30) was defined as an increased awareness of one’s mortality
            and appreciation of the value of time as well as newly discovered values and activities.
            One participant said, “I had to take a better look at what life is about. It also
            taught me that you can’t really know what’s going to happen from day to day.”
         

         
         Twenty women defined survivorship as “helping others,” which included an interest
            in and behaviors directed toward assisting others, particularly other cancer survivors,
            in their journey. As one participant put it, “I need to be available to whoever would
            need me.” The theme “free of cancer” (n = 24) was defined as feeling disease-free
            and alive. One participant said, “It means that I had cancer, that I’m rid of it,
            and I no longer have cancer in my system.”
         

         
         For 21 participants, being a survivor meant that life was “beyond one’s control.”
            They often described their survivorship as being in the hands of God or a result of
            luck. For instance, one participant described it as “not my time to leave this earth,”
            and another felt as if she had won a prize. For seven participants, survivorship meant
            being part of a larger group that had a similar experience, or a “sisterhood.” Two
            participants said of surviving, “It’s a mark of distinction. You’re one of a very
            exclusive club.”
         

         
         Four participants did not consider themselves survivors. Three of them did not see
            themselves as survivors because they thought they had not yet completed a process,
            underscoring the defining moment. A third participant said “it was only luck,” underscoring
            the “beyond one’s control” meaning.[7] 
         

      

      Based on Mullan’s original intent in coining the term, coupled with the research on
         patients’ associations with the term survivorship, Lori and I agree with Eva Grunfeld and Craig Earle’s definition of survivorship: “The period after completing primary and adjuvant cancer treatment until recurrence
         or death is now recognized as a unique phase in the cancer control continuum. The
         term ‘survivorship’ has been adopted to connote this phase.”[8] 
      

      
      The Challenges That Await Survivors

      
      Regardless of when one becomes a survivor, survivorship often brings a host of new
         challenges to patients weary from battling cancer: “These challenges may be physical,
         psychosocial, practical, spiritual, or informational and can begin during treatment
         and persist beyond treatment (long-term effects) or occur months or years after treatment
         ends (late effects).”[9] 
      

      
      Many patients are caught off guard by the transition into survivorship. Just as they
         were adjusting to a new identity as a cancer patient, suddenly they have to redefine
         themselves as a survivor—all the while coping with new or ongoing sequelae of treatment.
         This sentiment was captured in a study of women with advanced ovarian cancer: “Women
         looked back at their experience as being somewhat surreal and realized that their
         lives had changed completely. A few women referred to it as ‘stepping through the
         looking glass,’ an analogy from Lewis Carroll, and described a feeling of being on
         the outside looking in, as if this were happening to someone else.”[10]  It’s a time when “issues related to diagnosis and treatment diminish in importance,
         and concerns related to long-term follow-up care, management of late effects, rehabilitation,
         and health promotion predominate.”[11]  
      

      
      The Good News: Survivorship Statistics Show Important Gains in Extending Lives

      
      Thanks to advances in screening, diagnosis, and treatment of cancer, far more patients
         are now surviving their diseases for extended periods of time. In fact, the majority
         of patients suffering from breast, prostate, and colorectal cancer can look forward
         to a lengthy period of survival if not cure.[12]  Many cancers have been transformed from a death sentence into a chronic or even
         curable disease: “Almost 80% of children and 60% of adult cancer patients are expected
         to survive at least five years from diagnosis and many of them are, in fact, cured
         from cancer.”[13]  In absolute numbers, there are approximately 14 million Americans living today who
         have battled cancer.[14] 
      

      
      These changes are extremely evident when examining survival rates. The American Cancer
         Society states, “The 5-year relative survival rate for all cancers diagnosed between
         2003 and 2009 is 68%, up from 49% in 1975–1977. The improvement in survival reflects
         both progress in diagnosing certain cancers at an earlier stage and improvements in
         treatment.”[15]  As a result, the ratio between newly diagnosed cases of cancer and survivors is
         tipping increasingly in favor of survivors. Within twenty years, the number of newly
         diagnosed cancer cases worldwide will have doubled to more than 20 million, while
         the total number of survivors (here defined as people who have experienced cancer)
         will triple to 75 million.[16] 
      

      
      This population of survivors fits a certain profile: “The majority of cancer survivors
         (64%) were diagnosed 5 or more years ago, and 15% were diagnosed 20 or more years
         ago. Nearly one-half (45%) of cancer survivors are aged 70 years or older, while only
         5% are younger than 40 years.”[17] 
      

      
      It is important to note that survivorship statistics vary dramatically based on the
         type of cancer, stage, and other disease characteristics discussed in chapter 1. An
         example is breast cancer, where tremendous gains have been made due to better diagnostic
         and treatment modalities:
      

      
         It is estimated that there are nearly 3 million women living in the United States
            with a history of invasive breast cancer, and an additional 226,870 women will be
            diagnosed in 2012. The overall 5-year relative survival rate for female breast cancer
            patients has improved from 75.1% between 1975 to 1977 to 90.0% for 2001 through 2007.
            This increase is due largely to improvements in treatment (i.e., chemotherapy and
            hormone therapy) and to earlier diagnosis resulting from the widespread use of mammography.
            The 5-year relative survival rate for women diagnosed with localized breast cancer
            is 98.6%.[18] 
         

      

      Emotional Challenges for Survivors

      
      Patients are often ill prepared for the stress of surviving cancer. As one research
         study revealed: “The transition from patient to survivor is often experienced as stressful
         as contact with the cancer care team decreases in frequency and the perceived safety
         of the hospital system is left behind.”[19] 
      

      
      Dana B. shared the emotional toll of entering survivorship: “I felt that this is when
         the grieving started. This is when you need to deal with the psychological piece.
         I was grieving my body parts that weren’t there. I was trying to find my ‘new normal.’
         That’s when the fears started to pop up. How was I going to, down the line, deal with
         these fears that pop up about this cancer coming back?”[20]  Fortunately, Dana discovered that working with a psychologist could be very helpful
         and added, “Being a faithful woman, without God, I don’t know how you do it. There’s
         a devotional called ‘Jesus Calling’ that every day when I open the book, it speaks
         to me directly.”[21] 
      

      
      Survivor distress is a common and wholly understandable phenomenon. The most frequent
         cause of distress is fear of recurrence. As Dana put it, “There are times when something
         is going on with my body—my back hurts, for instance—things that a normal, everyday
         person would just brush off. But the cancer survivor begins to think, ‘What if this
         is the cancer that is coming back?’”[22] 
      

      
      The frequency and depth of distress that survivors experience appears to be governed
         by a host of factors:
      

      
      
         	
            
            Whether the patient was prone to anxiety or depression prior to developing cancer.
               Dana shared: “My entire life, I’ve been a worrier. One thing that this experience
               has taught me is that worry is not going to change the circumstances I’m in. If you
               are worried day after day about something bad happening to you, then you are wasting
               your days. There’s been a little mental adjustment for me.”[23] 
            

         

         
         	
            The patient’s diagnosis and prognosis (based on staging and other factors): In one
               study of approximately 1,300 survivors, the “percentage of survivors who reported
               anxiety, depression and co-morbid anxiety-depression [was] highest among lung cancer
               survivors.”[24] 
            

         

         
         	
            The degree of support the patient receives in addressing his or her concerns.

         

      

      
      In a New York Times article, author Bruce Feiler chronicles the journey from cancer patient to cancer
         survivor and the emotional roller coaster he endured:
      

      
         When I first learned that I had aggressive bone cancer in my left leg in 2008, I did
            what many patients do: I immediately searched out the five-year survival figures.
            I then did the grim calculation of how old my children would be at that time and whether
            I would outlive my parents. Over a brutal year of chemo, surgery, and rehabilitation,
            I kept an indelible ticking clock in my head. Sometimes I wondered, “Why won’t the
            clock speed up?” Other times, “Why won’t it slow down?” And as I slogged through subsequent
            years of scans—first every three months, then every four, then every six—and experienced
            what survivors call “scanxiety,” I imagined what the five-year benchmark would feel
            like. Like an actor practicing my Oscar acceptance speech, I even rehearsed exactly
            what I would do: break down in tears, give a party, buy plane tickets to Hawaii. And
            yet, as I approached the milestone in recent weeks, I began to feel more ambivalence.
            What happened? Or had I been wrong all along?[25] 
         

      

      In addition to anxiety and depression, both men and women can also struggle with body
         image and sexuality. Treatment can cause hormones to be disrupted temporarily or permanently.
         Men undergoing treatment for prostate cancer frequently experience sexual dysfunction.
         The condition could resolve with time but not always. Colorectal surgery could also
         result in sexual dysfunction, a side effect for which patients are often unprepared.
      

      
      The physical changes that women undergo following breast cancer surgery, particularly
         mastectomy, can result in a profound sense of loss and change in their body image.
         Dana shared, “I think what no one can prepare you for is the psychological defeminization
         feelings that come with it. And because I was not a candidate for immediate reconstruction,
         that just added to the emotional piece of living as a different female than I was
         before.”[26]  
      

      
      Research studies have demonstrated that “physical abnormalities and low hormone levels
         resulting from . . . cancer therapy contribute to lower self-esteem, depression, less
         desire for sexual activity and lower libido. This is particularly significant for
         younger women undergoing breast cancer therapy and for those recovering from gynecologic
         malignancies.”[27] 
      

      
      Physical Challenges for Survivors

      
      It is beyond the scope of this book to list all of the potentially persistent, physical
         side effects that can appear during survivorship. Suffice it to say that virtually
         every body system can be permanently adversely affected by radiation, surgery, and
         chemotherapy. The younger you are at the time of treatment, the longer survivorship
         will potentially last—and the longer the period of time over which latent side effects
         can develop. Doctors and patients, whether adult or child, often face a trade-off
         between the adverse consequences of potent interventions and the dangers posed by
         the cancer itself.
      

      
      Who Is My Doctor Now?

      
      For most patients, cancer defines their lives as well as their doctors for an intense
         period of time. As they transition from active treatment into survivorship, it’s not
         always clear to whom they should turn for medical care. Lori comments, “In my practice,
         I would estimate that well over 50 percent of my patients ask me whom they should
         call with regard to new symptoms or medical concerns. Unfortunately, there is no clear
         protocol for differentiating the roles of the cancer specialist versus the primary
         care doctor.”
      

      
      The issue is of sufficient concern to attract the attention of the venerable Institute
         of Medicine (IOM), which identified this phase as a “time when the future role of
         the various healthcare providers is often unclear. For patients, it can be a time
         of confusion both about what follow-up care involves and about which physician is
         responsible for follow-up care.”[28] 
      

      
      The IOM recommends, “Patients completing primary treatment should be provided with
         a comprehensive care summary and follow-up plan that is clearly and effectively explained.”
         The report terms this the “Survivorship Care Plan.”[29]  A “Survivorship Care Plan” is intended to be a guide to help primary care physicians
         understand the nature of their patients’ disease and treatment as well as the recommended
         follow-up regimen. Such plans should also include information regarding residual side
         effects or other medical issues resulting from cancer and its treatment that could
         require medical management.
      

      
      Though it sounds simple enough, according to researchers Cowens-Alvarado and colleagues,
         “There are many barriers to the widespread implementation and use of such tools. The
         best evidence is that fewer than 15% of patients receive such a plan and that fewer
         than one-half of the National Cancer Institute-designated cancer centers consistently
         deliver care plans to their cancer survivors.”[30] 
      

      
      Part of the problem is due to an imprecise definition of the respective roles played
         by cancer specialists and primary care physicians. A 2013 article by Klabunde et al.,
         in Family Medicine brings this point home:
      

      
         We found that a majority of PCPs [primary care providers] perceive themselves as having
            an active role in the cancer-related follow-up care of survivors, most often in a
            co-management capacity with an oncologist. In contrast, most oncologists perceive
            that they directly provide cancer-related follow-up care themselves without much involvement
            from PCPs or other providers, a finding that parallels recent work documenting medical
            oncologists’ limited engagement in co-managing breast cancer care.[31] 
         

      

      This is not an isolated finding, as revealed by the following research:

      
      
         	
            
            “A majority (59%) of PCPs but only 23% of oncologists strongly or somewhat agreed
               that PCPs have the necessary skills to provide follow-up care related to the effects
               of breast cancer or its treatment. Similarly, 75% of PCPs, but only 38% of oncologists,
               agreed that PCPs have the skills necessary to initiate appropriate screening or diagnostic
               work-up to detect recurrent breast cancer. Only 8% of oncologists but 51% of PCPs
               believed that PCPs are better able than oncologists to provide psychosocial support
               for breast cancer survivors.”[32] 
            

         

         
         	
            Potosky et al. state, “Our study also suggests that many PCPs—and even some oncologists—may
               lack critical knowledge or training to care for cancer survivors.”[33]  The study found that both PCPs and oncologists deviate from guidelines in caring
               for cancer survivors—though PCPs deviate more.
            

         

         
         	
            “There is a growing consensus that inadequate follow-up care may be related to a fragmented
               health system that impedes communication and care coordination. Greater coordination
               of care between PCPs and oncologists has been shown to improve both the quality of
               and survivors’ satisfaction with follow-up care.”[34] 
            

         

         
         	
            “Many PCPs reported uncertainty about their own skill levels and lack of confidence
               in their knowledge of cancer survivor care. For example, less than 60% agreed that
               PCPs had the necessary skills to care for treatment effects in survivors of breast
               or colon cancer.”[35] 
            

         

      

      
      It’s understandable why patients would be confused!

      
      Due to our highly fragmented health care system, communication breakdowns occur regularly
         during crucial hand-offs between physicians, such as during the transition to survivorship.
         While work is being done to standardize survivors’ ongoing care, it’s important that
         you work with your oncology team and primary care physician to agree on a survivorship
         plan that will meet your medical and wellness needs.
      

      
      If you are interested in learning more about the IOM’s research into the needs of
         cancer survivors, consider reading From Cancer Patient to Cancer Survivor: Lost in Transition.
      

      
         In 2006, the Institutes of Medicine . . . published From Cancer Patient to Cancer Survivor: Lost in Transition, which focused on the specific needs of adult cancer survivors as they transition
            from cancer treatment to the post-treatment survivorship phase. This report was followed
            by a second IOM report, Cancer Care for the Whole Patient: Meeting Psychosocial Health Needs, which further emphasized the importance of assessing and treating the psychological,
            social, and spiritual issues experienced by many cancer survivors. Both reports recommended
            that survivors receive a detailed care plan to assess and treat the potential long-term
            and late effects specific to their cancer diagnosis and treatment. In addition, these
            reports emphasized the need to develop clinical guidelines for survivorship care and
            recognized the importance of primary care providers . . . as partners in the care
            of cancer survivors.[36] 
         

      

      Advancements in Survivorship Care

      
      Life will get better for survivors, and many of the deficits that currently exist
         will be addressed. That’s the promise of the National Cancer Survivorship Resource
         Center (The Survivorship Center), which was created in 2010 as a collaborative effort
         by the American Cancer Society and the George Washington University Cancer Institute.
         The center receives financial support from the Centers for Disease Control and Prevention,[37]  and its initial work focuses on addressing the need for survivorship care plans:
      

      
         Currently, The Survivorship Center has drafted follow-up care guidelines for patients
            with colorectal and breast cancer. Work is also underway to develop follow-up care
            guidelines for survivors of head and neck and prostate cancer.
         

         
         In addition to the work of The Survivorship Center, both the National Comprehensive
            Cancer Network (NCCN) and the American Society of Clinical Oncology (ASCO) are working
            to develop survivorship guidelines that address common long-term and late effects
            experienced by many survivors.
         

         
         The NCCN survivorship guideline incorporates information related to wellness as well
            as common long-term and late effects such as anxiety, depression, cognitive function,
            fatigue, sleep disorders, chronic pain, and sexual function. ASCO guidelines will
            focus on providing guidance for the clinical management of survivors, with an emphasis
            on the management of long-term and late effects such as treatment-related neuropathy.
            The NCCN also publishes guidelines for the management of most cancers that include
            surveillance for recurrent disease.[38] 
         

      

      These published guidelines are extremely useful to oncologists when discussing ongoing
         cancer surveillance and health maintenance issues. They are evidence based and readily
         available to incorporate into established follow-up care. According to Lori, “As a
         cancer patient and an oncologist, I would encourage you to ask your physician if there
         are published survivorship guidelines for your type of cancer.”
      

      
      Positive Aspects of Survivorship

      
      Beyond the obvious benefit of survivorship, many patients talk about the ways in which
         their lives have been changed for the better as a result of their experience with
         cancer. In a survey of 109 breast cancer survivors, 97 percent identified a benefit
         from their ordeal, including a new appreciation for life:
      

      
         The “new appreciation of life” (n = 95) involved being aware of one’s own mortality
            and that time is a precious commodity. As a result, many participants said they would
            spend time more carefully with their loved ones and do the activities that they enjoyed
            most. Twelve participants said they now knew that “little things” were unimportant
            or that “little things” were actually the most important. However, in both cases,
            the meaning was the same. One participant said, “The little things aren’t as important
            as I once thought they were. When I get upset over things, I stop and tell myself,
            ‘Hey, I’m alive.’” Another participant described it a different way. “Everything is
            important in my life; every little thing. Breast cancer makes you more aware of what
            life is about.”
         

         
         Improved relationships (n = 63) were positive changes in relationships with family
            members, significant others, and friends. Many stated that they had become closer
            to and more appreciative of others, and had developed some new bonds with other survivors.
            One participant said, “It is one of the best things that has ever happened to me;
            [it] made family relationships better.”
         

         
         Self-improvement (n = 45) meant a change for the better in the person, such as an
            increase in emotional control (i.e., calm, stronger), becoming more compassionate
            toward others, developing new skills, or obtaining a degree. . . .
         

         
         Finally, 13 participants mentioned that a benefit of their experience was “spiritual
            change” which involved renewed faith, deeper sense of spirituality, and connection
            with God. As one participant explained, “It has led me to God. I learned a lot about
            myself, my life, and letting go of all those problems I was dealing with and looking
            at them in a different way.”[39] 
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      Chapter 17

      Difficult Decisions at the End of the Journey

      
         
         
         
         
      

      
      Darrell H. recounts the time when Patricia’s journey neared its end:

      
         About the middle of 2012, Patricia started talking about having a lot of joint pain.
            It was harder for her to drive the car, so we went to see a rheumatologist, who suggested
            she try methotrexate. It really helped with her symptoms. He mentioned, though, that
            one potential side effect was that it could cause leukemia.
         

         
         Patricia went in for a routine lab check in December 2012, and her white cells were
            six hundred on her lab work. The doctor told her to stay inside to lower her risk
            of infection. We thought maybe the medication was lowering her count. In January,
            she had a bone marrow biopsy at Menorah Medical Center, and her counts were not up.
            She went off the methotrexate.
         

         
         By March, they identified a bad chromosome marker for MDS [myelodysplastic syndrome,
            a serious blood disorder often considered to be a precursor to leukemia]. Patricia
            asked, “Could this be from the methotrexate?” The doctor said, “You’ve had so many
            treatments over the past twenty years that we have no idea what caused it.”
         

         
         I still thought that this was manageable. After all, it’s a pre-leukemia. Then there was the day that we went in to see Dr. K., thinking that we
            were going to have a treatment for MDS. He told us that the last bone marrow showed
            58 percent blasts. “You have full-blown leukemia.”
         

         
         I thought back in time to the “Rituxan moment”—when I realized Patricia’s fate came
            down to a coin flip. I became aware that there was a part of me that kept thinking
            we were going to win these coin flips; somehow, it is going to work. I was in this
            place until the day he told us it had turned into leukemia.
         

         
         He told us we had two choices: palliative care or to participate in a clinical trial
            for AML. Patricia thought about it. She hated the idea of being in the hospital, but
            the trial offered a 50 percent chance of having a remission. Secondly, she said, “I’ve
            gotten so much out of medical research. If I can give something back that helps in
            some way, I want to do that.” So she agreed to the clinical trial.
         

         
         I took her to the University of Kansas Hospital on April 10. The chemo “worked” in
            that her bone marrow was empty, but they would have to wait to see what grew back.
            Her white count stayed stuck at around two hundred or three hundred. She was in the
            hospital for fifty-six or fifty-seven days. I tried to go down twice a day to see
            her. It was a grind. It was incredibly tough on her. Every window looked out on gray
            concrete.
         

         
         On the Monday and Tuesday of the week of her discharge, she was still spiking a fever.
            On Thursday, they said she could come home, which came as a bit of a jolt to me. I
            remember sending out an e-mail update saying, “Okay, the same conditions that last
            night required a twenty-four-hour trained medical staff now requires one tired theologian
            to care for my wife.” I became a little shaky about it.
         

         
         We had to do platelet transfusions every few days. Then, completely out the blue,
            her blood cells shot up to 6.1. For about six weeks, she felt good. She went driving
            around town, shopping, yet probably knowing it was not going to last. About six weeks
            later, her counts dropped back down.
         

         
         Things moved fairly quickly from there. The doctor said, “We have one treatment we
            can try. In about 25 percent of patients, it produces a nondurable remission.” Well,
            in one sense, every remission is nondurable, so Patricia tried one week of it. Her
            mouth got terribly sore, and she ended up in the hospital for another week. She said,
            “Okay, that’s enough.”[1] 
         

      

      Throughout your journey, you will be assessing options, carefully considering every
         major fork in the road. The most difficult divide, however, is reached when you realize
         that cure might be an elusive goal. This truth could be revealed at the time of first
         diagnosis or much further along in the journey.
      

      
      If you have arrived at this point, you may never reach the distant mountains that
         were once your destination. Even so, your journey could continue for months, years,
         even decades, bringing you much joy in the process. Some patients may feel a kind
         of calm in giving up the fight for a cure. Others may not wish to concede the battle
         and instead choose to exhaust every possible option.
      

      
      There is no one right path to pursue. However, it will be of the utmost importance
         to make informed decisions based on accurate information about your disease, prognosis,
         and personal values.
      

      
      Most cancer patients indicate that it is not merely how long they live with cancer
         but also the quality of life that they experience that defines this final stage of
         cancer. In an e-mail to his friends and family, Darrell summed up this point quite
         beautifully:
      

      
         Today is our thirty-eighth wedding anniversary. This was a less conventional way to
            spend it, but it has been a good day. Although, obviously, we would have preferred
            that the doctor had told us that Patricia’s condition was minor and easily cleared
            up, as we’ve compared notes on the drive home (we stopped at Holy Land Café and got
            falafel sandwiches as an anniversary and postclinic treat―and a square of baklava
            for Patricia!), we find that we both have a basic sense of peace and well-being. We
            started telling each other back in ’05, during and after Patricia’s transplant with
            her own stem cells, “It’s going to be okay even if it’s not okay.” We continue to
            live in that confidence, with the corollary belief that every day is a gift, and we
            want to be grateful for each one and to live each day as fully as we can. We will
            take them one at a time rather than fretting too much about trying to count them out
            in advance. We continue to be thankful for your friendship, love, and support.
         

         
         Joy and peace,

         
         Darrell[2]

      

      What Patients Experience

      
      Every patient’s journey is different, so we cannot describe precisely what you may
         experience if your cancer advances. What we do know, however, is that the symptoms
         will be determined largely by the locations of disease within your body, the extent
         or size of the primary tumor and metastases, and the degree to which your body’s normal
         function is impaired by the disease process. The primary symptom for an advanced prostate
         cancer, for instance, may be pain due to extensive bone metastases, whereas a colon
         cancer patient may experience symptoms based on failure of the liver.
      

      
      Some symptoms can dramatically affect your quality of life (QoL) and thus need to
         be controlled, including:
      

      
      
         	
            
            chronic or intractable pain;

         

         
         	
            nausea and vomiting;

         

         
         	
            mental confusion, depression, and other cognitive affective symptoms;

         

         
         	
            generalized weakness;

         

         
         	
            anorexia and weight loss; and

         

         
         	
            fatigue.

         

      

      
      Palliative Care and Quality of Life

      
      This is the time when palliative care becomes important. Palliative care seeks to
         improve the QoL of patients who have a serious or life-threatening disease, such as
         cancer. The goal of palliative care is to prevent or treat as early as possible the
         symptoms and side effects of the disease and its treatment, in addition to the related
         psychological, social, and spiritual problems. The goal is not to cure. Palliative
         care is also referred to as comfort care, supportive care, and symptom management.
         A palliative care specialist is a health professional who specializes in treating
         the symptoms, side effects, and emotional problems experienced by patients.
      

      
      Palliative care can help to find the balancing point between living an optimal amount
         of time with a difficult diagnosis and enjoying a quality of life that makes one’s
         time meaningful. Palliative care can involve a team of providers:
      

      
         Often, palliative care specialists work as part of a multidisciplinary team to coordinate
            care. This palliative care team may consist of doctors, nurses, registered dieticians,
            pharmacists, and social workers. Many teams include psychologists or a hospital chaplain
            as well. Palliative care specialists may also make recommendations to primary care
            physicians about the management of pain and other symptoms. People do not give up
            their primary care physician to receive palliative care.[3] 
         

      

      Because pain is one of the greatest factors affecting QoL for some cancer patients,
         it is a major focus for palliative care. For most cancer patients, pain is controllable.
         Allow me to repeat this statement because it is important for you and your caregiver
         to understand: The vast majority of cancer pain can be managed.
      

      
      Your physician is trained to manage cancer pain and may do an excellent job of it.
         However, in a survey of six hundred oncologists published in 2012, researchers found
         significant variations in the quality of pain management.[4]  It may therefore be beneficial to consult with a subspecialist whose sole focus
         is on addressing the needs of chronically ill patients, beginning with their pain.
         Palliative care specialists manage such needs.
      

      
      When Is Palliative Care Appropriate in Cancer Treatment?

      
      Palliative care can be given at any point during a patient’s treatment when cure is
         not the primary goal. For some patients who are facing advanced disease at the time
         their cancer is discovered, palliative care ideally begins at diagnosis and continues
         throughout treatment.
      

      
      A More In-Depth Look at Palliative Care

      
      According to the National Cancer Institute (NCI), palliative care can effectively
         “address a broad range of issues, integrating an individual’s specific needs into
         care. The physical and emotional effects of cancer and its treatment may be very different
         from person to person. For example, differences in age, cultural background, or support
         systems may result in very different palliative care needs.”[5] 
      

      
      The NCI defines four primary domains that could require attention as part of the palliative
         care process:
      

      
         
            
            	
               Physical. Common physical symptoms include pain, fatigue, loss of appetite, nausea, vomiting,
                  shortness of breath, and insomnia. Many of these can be relieved with medicines or
                  by using other methods, such as nutrition therapy, physical therapy, or deep breathing
                  techniques. Also, chemotherapy, radiation therapy, or surgery may be used to shrink
                  tumors that are causing pain and other problems.
               

            

            
            	
               Emotional and coping. Palliative care specialists can provide resources to help patients and families deal
                  with the emotions that come with a cancer diagnosis and cancer treatment. Depression,
                  anxiety, and fear are only a few of the concerns that can be addressed through palliative
                  care. Experts may provide counseling, recommend support groups, hold family meetings,
                  or make referrals to mental health professionals.
               

            

            
            	
               Practical. Cancer patients may have financial and legal worries, insurance questions, concerns
                  about their employment or about completing advance directives. For many patients and
                  families, the technical language and specific details of laws and forms are difficult
                  to understand. To ease the burden, the palliative care team may assist in coordinating
                  the appropriate services. For example, the team may direct patients and families to
                  resources that can help with financial counseling, understanding medical forms or
                  legal advice, or identifying local and national resources, such as transportation
                  or housing agencies.
               

            

            
            	
               Spiritual. With a cancer diagnosis, patients and families often look more deeply for meaning
                  in their lives. Some find the disease brings them more faith, whereas others question
                  their faith as they struggle to understand why cancer happened to them. An expert
                  in palliative care can help people explore their beliefs and values so they can find
                  a sense of peace or reach a point of acceptance that is appropriate for their situation.[6] 
               

            

         

      

      The Benefits of Palliative Care

      
      When appropriate palliative care is integrated early into treatment, the benefits
         to the patient could be substantial:
      

      
         Early palliative care intervention improves satisfaction with care, quality of life,
            and symptom control. Palliative care has traditionally been offered to patients late
            in the course of the disease, typically after all therapeutic treatment options have
            been exhausted. However, recent research has suggested that offering palliative care
            services earlier in the course of the disease leads to meaningful improvements in
            patients’ quality of life and, in some cases, extends survival.[7] 
         

      

      There is evidence to support the role of palliative care in extending life:

      
         A prospective randomized study performed at the Massachusetts General Hospital enrolled
            newly diagnosed patients with non-small cell lung cancer into 2 groups. An intervention
            group consisted of patients assigned to receive early, concurrent, palliative care
            integrated with standard oncologic care, whereas the control group received only standard
            oncologic care. The findings were dramatic. Patients who received early palliative
            care were shown to have a better quality of life and fewer depressive symptoms, were
            more likely to have their resuscitation preferences documented, had a longer median
            duration of hospice care at end of life, and, most impressively, had a median survival
            that was significantly longer than the patients who received standard oncologic care
            (11.6 vs. 8.9 months) in spite of receiving less disease-modifying and life-prolonging
            treatment.
         

         
         A previous retrospective study, which analyzed Medicare claims databases for selected
            cohorts of Medicare beneficiaries (n = 4493) for 5 types of cancer and congestive
            heart failure patients, found that mean survival was 29 days longer for patients enrolled
            in hospice than for non-hospice patients. In particular, the mean survival was significantly
            longer for hospice patients with congestive heart failure, lung cancer, pancreatic
            cancer, and marginally significantly longer for patients with colon cancer.[8] 
         

      

      The following is a brief summary of important facts about palliative care designed
         to eliminate misperceptions that patients commonly hold about this important service.
      

      
      Is Palliative Care Only for the Dying?

      
      There is a commonly held misperception that palliative care physicians only address
         the needs of the dying. Granted, palliative care physicians do care for hospice patients,
         but they do so much more. Palliative care simply means that your cancer has become
         a chronic (incurable) condition and the goals of treatment have shifted from being
         curative to slowing the progression of the disease while maximizing the quality of
         your life.
      

      
      If a Person Accepts Palliative Care, Does It Mean He or She Won’t Get Cancer Treatment?

      
      No. Palliative care can occur concurrently with cancer treatment, including chemotherapy
         or radiation. The focus of your oncologist remains treating the cancer, while the
         focus of the palliative care team is to work side by side with your oncologist to
         manage your symptoms. However, when a patient reaches a point at which active cancer
         treatment is no longer warranted, palliative care can become the primary focus of
         care. It will continue to be given to alleviate the symptoms and emotional issues
         of cancer. Palliative care providers can help ease the transition to end-of-life care.
      

      
      A Welcome Hand When the Path Narrows

      
      You might think of a palliative care specialist as someone who gently lifts the backpack
         off your travel-weary shoulders and helps you through the remaining part of your journey.
         He or she understands not only pain, but also the myriad other issues that can make
         survivorship less of a blessing and more of a hardship for you as well as for your
         caregiver. Once again, it is helpful to refer to the NCI’s information on the scope
         of services provided by palliative care as well as those eligible to receive it.
      

      
      What Is the Difference between Palliative Care and Hospice?

      
      Although hospice care has the same principles of comfort and support, palliative care
         begins earlier in the disease process. As noted earlier, a person’s cancer treatment
         can continue to be administered and assessed while he or she is receiving palliative
         care.
      

      
      Hospice care is a form of palliative care for patients whose therapies are no longer
         controlling the disease and for whom active treatment has stopped. It focuses on caring,
         not curing. When a person has a terminal diagnosis (usually defined as having a life
         expectancy of six months or less) and is approaching the end of life, he or she becomes
         an appropriate candidate for hospice care.
      

      
      Your Caregiver’s Reaction to Palliative Care

      
      Your caregivers will also struggle with this existential fork in the road. It is completely
         natural for them to feel torn between wanting what is best for you and not wanting
         to ever give up. Others may be worn out by the journey you have traversed together
         and be more accepting of fate:
      

      
         It’s common for family members to become overwhelmed by the extra responsibilities
            placed upon them. Many find it difficult to care for a relative who is ill while trying
            to handle other obligations, such as work and caring for other family members. Other
            issues can add to the stress, including uncertainty about how to help their loved
            one with medical situations, inadequate social support, and emotions such as worry
            and fear. These challenges can compromise their own health. Palliative care can help
            families and friends cope with these issues and give them the support they need.[9] 
         

      

      The more openly and honestly you communicate with your caregivers, the more likely
         that this will be a time of great emotional healing for all.
      

      
      Your Decisions Should Be Based on a Clear Understanding of Your Medical Condition

      
      Patients often forgo palliative care in favor of staying focused on active and aggressive
         treatment. There is mounting evidence from studies suggesting that some such decisions
         may be due to patients’ lack of understanding of the true status of their condition
         and the goals of treatment:
      

      
         Most patients with these so-called stage 4 cancers who choose to undergo chemotherapy
            seem to believe, incorrectly, that the drugs could render them cancer-free. That is
            the finding of a recent national study of nearly 1,200 patients with advanced cancers
            of the lung or colon. Overall, 69 percent of those with stage 4 lung cancer and 81
            percent of those with stage 4 colon cancer failed to understand “that chemotherapy
            was not at all likely to cure their cancer,” Dr. Jane C. Weeks, an oncology researcher
            at the Dana-Farber Cancer Institute in Boston, and colleagues reported in The New England Journal of Medicine.[10] 
         

      

      It is important to note that the choices we make can have a profound impact on the
         time we have remaining in our journey:
      

      
         In the SUPPORT study, cancer patients who were over 90% sure they would live for at
            least 6 months were over two and a half times more likely to favor life-extending
            therapy over symptom-focused care compared with those who thought there was even a
            10% chance they would not live 6 months. Those preferring life-extending therapy were
            more likely to undergo aggressive therapy, but their 6-month survival was no better
            than the more pessimistic group. Instead, they were more likely to have a readmission
            to hospital, an attempted resuscitation, or a death whilst receiving ventilator assistance.
            Another American study found patients who were aware they are terminally ill were
            more likely to discuss end-of-life care with their physician and more likely to receive
            care that was consistent with their wishes.[11] 
         

      

      Would these same patients have undergone difficult therapies if they knew they were
         not curative, or might they have elected for a less difficult path with fewer side
         effects and greater QoL? The only way to answer these questions is by providing patients
         with the required information to make truly informed decisions.
      

      
      A Note to Physicians

      
      As discussed in chapter 2, physicians are not always forthcoming about a patient’s
         condition and prognosis. After all, it is not easy to share life-altering information.
         Sometimes a patient’s future truly is uncertain, and physicians don’t like to offer
         survival numbers that may take away hope. Hence, it is understandable why physicians
         would rather avoid initiating such difficult conversations. Not only are these discussions
         emotionally taxing, but also they require time—a commodity in increasingly short supply
         for most physicians.
      

      
      Studies have explored levels of physician disclosure and come to the following conclusions:

      
         Patients with incurable disease state that they want truthful information about their
            diagnosis, treatment options, and course even if the outlook is poor; but most patients
            never receive information from their physicians about prognosis or even imminent death.
            . . .
         

         
         Despite nearly all American patients stating that they want full disclosure about
            their prognosis, treatment options, and expected outcomes, most patients do not receive
            such information or receive such information far too late in their course.[12] 
         

      

      No one wants to confront his or her own mortality, yet patients clearly desire empathic
         and honest disclosure by their physicians about their disease progression and prognosis.
         Lori adds, “For those unfortunate patients who do not have hope for long-term survival,
         it is essential for us, as physicians, to take time to communicate that to our patients
         and their caregivers in a compassionate and sensitive manner. Such communication will
         allow for honest, open dialogue that improves our ability to meet patients’ end-of-life
         goals.”
      

      
      Physicians Are Concerned over Patient Reactions to a Conversation about Palliative
         Care
      

      
      Some physicians also express concern that frank conversations about palliative care
         versus curative care could remove hope and cause the patient to spiral into depression.
         Accordingly, they shield patients from the reality of their conditions. Here’s what
         the prestigious Journal of Clinical Oncology had to say about the myths commonly held by physicians regarding sharing a patient’s
         palliative status:
      

      
         It Will Make People Depressed. Incorrect. In fact, giving patients honest information may allow them and their caregivers
            to cope with illness better. In the Coping With Cancer study, patients who reported
            having end-of-life discussions had no higher rates of depression or worry and had
            lower rates of ventilation and resuscitation and more and earlier hospice enrollment.
            More aggressive medical care at the end of life was associated with a higher risk
            of major depressive disorder in bereaved caregivers.
         

         
         These are associations, and it is possible that in a randomized trial of telling the
            truth to half and withholding it from others, some of the informed group would object.
            But such a trial would be unethical. Most people—90% in most recent surveys of patients
            with cancer—want to know their prognosis. Physicians who ask, “What do you know about
            your illness? What do you want to know?” allow patients to express their own wishes
            about the information they want.
         

      

      
      
         It Will Take Away Hope. Incorrect. In fact, evidence suggests that hope is maintained even with truthful discussions
            that teach the patient that there is no chance of cure. In an advanced cancer population,
            patients who were given a poor prognosis, low likelihood of response to treatment,
            and no chance of cure remained hopeful about their futures. . . . Similarly, hope
            was increased or at least preserved when parents of pediatric patients were given
            prognostic information, even if the news was bad. It is striking that physician honesty,
            even about difficult news, may actually help patients to feel more hopeful. . . .
         

      

      
      
         Involvement of Hospice or Palliative Care Will Reduce Survival. Incorrect. Multiple studies suggest that survival is equal or better with hospice
            or palliative care. Among 4,493 Medicare beneficiaries who died after a diagnosis
            of congestive heart failure or one of five cancers, hospice use was associated with
            increased survival. Patients with lung cancer who use hospice have a better chance
            of being alive at 1 and 2 years, and chemotherapy use during the last 2 weeks of life
            did not improve their survival but did delay hospice enrollment.[13] 
         

      

      If oncologists listened carefully to palliative patients, they would likely hear a
         very clear request by the patients to understand their prognosis so as to facilitate
         astute decisions going forward, as was revealed in these research findings from a
         study of 126 patients with metastatic cancer sourced from 30 oncologists and recently
         diagnosed (within 6–8 weeks of recruitment for participation in the study):
      

      
         Ninety-eight percent of patients wanted their doctor to be realistic, provide an opportunity
            to ask questions, and acknowledge them as an individual when discussing prognosis.
            Doctor behaviors rated the most hope giving included offering the most up to date
            treatment (90%), appearing to know all there is to know about the patient’s cancer
            (87%), and saying that pain will be controlled (87%). The majority of patients indicated
            that the doctor appearing to be nervous or uncomfortable (91%), giving the prognosis
            to the family first (87%), or using euphemisms (82%) would not facilitate hope.[14] 
         

      

      It’s Not What You Say but How You Say It

      
      Before concluding this chapter, we wish to share a final message to our physician
         partners on the journey. Patients will tell you that one thing can make a huge difference:
      

      
         How and how often doctors discuss options with patients and describe the potential
            of continued treatment. [It was] suggested that practitioners master “the conversation
            known as ‘ask, tell, ask,’ which consists of asking patients what they want to know
            about their prognosis, telling them what they want to know, and then asking, ‘What
            do you now understand about your situation?’”[15] 
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      Chapter 18

      Choosing to Stop Treatment and the Role of Hospice

      
         
         
         
         
      

      
      Randy Pausch was a beloved professor of computer science at Carnegie Mellon University
         in Pittsburgh, Pennsylvania. In 2006, he was diagnosed with pancreatic cancer, a disease
         that would claim his life in 2008. Randy wrote a book about coping with his disease
         called The Last Lecture. An abridged version was posted online and received well over six million views.
         Here’s a glimpse into his powerful story:
      

      
         I’m hanging in there, trying to spend as much quality time with my wife and kids as
            possible, and though it’s very frustrating to know I won’t beat the cancer, there’s
            a great satisfaction in knowing that I’m walking off the field with no regrets.
         

         
         I am dying soon, and I am choosing to have fun today, tomorrow and every other day
            I have left.[1] 
         

         
         The Journey Nears Its End

         
         For some patients, cancer will progress to a point where only supportive care is appropriate
            as they prepare to transition from life. They may be in the ICU of a major hospital
            when this time arises or at home being cared for by their family. Where and how the
            patient dies will be determined primarily by their preparation for this final stage
            of life.
         

         
         Darrell H. recalled a conversation with their palliative care physician, who offered
            guidance about when one knew it was time to stop active treatment:
         

         
            We had been seeing Dr. W. in the palliative care department. He really was outstanding.
               One of the things he had said sometime earlier, in response to her question about
               when she would know to switch from palliative care to hospice, was that one of the
               signs might be when it was too much physical effort to get to the clinic. That was
               a guidepost for her. She thought, “You know, it would be kind of a relief not to have
               to run down to the clinic every few days and instead stay home.” But certainly the
               miserable last week that she spent in the hospital helped her say, “I’m done. I don’t
               want to do this anymore.” Plus, there just weren’t any good remaining options.
            

            
            Even so, as she proceeded from active treatment to palliative treatment en route to
               hospice, Patricia struggled with the notion of giving up. Our counselor said, “Here’s
               the way I look at it. You are not giving up. You are shifting what you are fighting
               for. You are shifting from fighting for length of life to fighting for the quality
               of life you want. You are saying, ‘This is the way I want to handle this process.’”[2] 
            

         

         The Role of Hospice

         
         If you or someone you love has reached this point, hospice can be a tremendously valuable
            resource. Hospice is not a surrendering to death but rather respecting the importance
            of maintaining some semblance of quality of life while being surrounded by one’s loved
            ones in the final stages of a disease. Hospice is for patients who have decided to
            forgo active treatment to prevent the further spread of their disease in favor of
            comfort care. Medicare covers hospice for patients deemed to be within six months
            of dying.
         

         
         The Origin of Hospice

         
         Throughout this book, our metaphor has been that of a journey, so it is fitting to
            draw our book to a conclusion discussing a term associated with long journeys:
         

         
            The term “hospice” (from the same linguistic root as “hospitality”) can be traced
               back to medieval times when it referred to a place of shelter and rest for weary or
               ill travelers on a long journey. The name was first applied to specialized care for
               dying patients by physician Dame Cicely Saunders, who began her work with the terminally
               ill in 1948 and eventually went on to create the first modern hospice—St. Christopher’s
               Hospice—in a residential suburb of London.[3] 
            

         

         Hospice care in America formally began forty years ago, when Florence Wald, dean of
            Yale’s School of Nursing, joined forces with two physicians and a chaplain to found
            the inaugural hospice in Branford, Connecticut.[4]  Wald’s work was built on a foundation laid by several prominent physicians who were
            convinced that there was a better way for patients to transition from life than dying
            in the sterile confines of a hospital.
         

         
         Among the most vocal of these physicians was Elisabeth Kübler-Ross. As a result of
            her publication of the landmark book On Death and Dying, Kübler-Ross had become recognized as the definitive expert on the dying process.
            In 1972, she was invited to testify before a Senate committee investigating the topic
            of dying with dignity. Here is an excerpt from that testimony:
         

         
            We live in a very particular death-denying society. We isolate both the dying and
               the old, and it serves a purpose. They are reminders of our own mortality. We should
               not institutionalize people. We can give families more help with home care and visiting
               nurses, giving the families and the patients the spiritual, emotional, and financial
               help in order to facilitate the final care at home.[5] 
            

         

         Despite a difficult start, hospices began to appear across the nation. Over time,
            the movement gained substantial momentum. Today, an estimated 5,500 programs provide
            hospice services to more than 1.5 million people annually.[6]  This growth can be seen in a simple statistic from Medicare: “Of all Medicare decedents
            in the year 2001, 18.8% accessed hospice for three or more days. By 2007 the proportion
            of Medicare decedents accessing three or more days of hospice services had increased
            to 30.1%.”[7] 
         

         
         Seeking a Nonmedicalized Death

         
         One of the goals of hospice is to provide a nonmedicalized death, a topic I discuss
            in The Myths of Modern Medicine:
         

         
            Rather than being driven by technology, the other path at the end of life is driven
               by the heart. It begins with an acceptance of the patient’s condition and a desire
               to make this final stage of life meaningful. It requires a committed team of caregivers
               whose focus is on making the patient comfortable, pain free, and able to bring closure
               to their lives. In America, it is the path less traveled.[8] 
            

         

         This path leads to a very different experience for patients and caregivers: “If a
            patient is allowed to terminate his life in the familiar and beloved environment,
            it requires less adjustment for him. His own family knows him well enough to replace
            a sedative with a glass of his favorite wine, or the smell of a home-cooked soup may
            give him the appetite to sip a few spoons of fluid, which, I think is still more enjoyable
            than an infusion.”[9]  It is a gift not only to the patient but also to all who participate in the dying
            process.
         

         
         For most people, that means removing the patient from the stark and sterile confines
            of a hospital so that he or she can spend remaining time surrounded by family at home.
         

         
         Rick’s Decision

         
         The doctors at MD Anderson told Rick that he had reached a point in the journey where
            they had nothing more to offer him. His local oncologist, Dr. B., suggested that he
            try one more treatment. It didn’t work either. Rick started to have seizures, requiring
            him to be on antiseizure medication. Diane recounts:
         

         
            We got to a point where Dr. B. advised that we could try and use CyberKnife [a focused
               form of radiation therapy] to reduce the size of the tumors, but it would not extend
               his life. She asked Rick what he wanted to do with the few months of life he had left.
               He was done.
            

            
            We started hospice at home, not knowing how much time we had. I took leave. Hospice
               gave us the opportunity for me to be his wife and for our friends to come by and pay
               their respects.[10] 
            

         

         Care Needs of Hospice Patients

         
         Though people’s needs vary greatly as death approaches, certain concerns are common
            among many patients. Patients may agonize over being a burden to their families or,
            conversely, of being abandoned. They may fear losing control and, with it, their dignity.
            Caregivers can help alleviate these burdens through some simple actions outlined by
            the National Cancer Institute:
         

         
            
               
               	
                  Keep the person company. Talk, watch movies, read, or just be with him or her.

               

               
               	
                  Allow the person to express fears and concerns about dying, such as leaving family
                     and friends behind. Be prepared to listen.
                  

               

               
               	
                  Be willing to reminisce about the person’s life.

               

               
               	
                  Avoid withholding difficult information. Most patients prefer to be included in discussions
                     about issues that concern them.
                  

               

               
               	
                  Reassure the patient that you will honor advance directives, such as living wills.

               

               
               	
                  Ask if there is anything you can do.

               

               
               	
                  Respect the person’s need for privacy.

               

               
               	
                  Support the person’s spirituality. Let them talk about what has meaning for them,
                     pray with them if they’d like, and arrange visits by spiritual leaders and church
                     members, if appropriate. Keep objects that are meaningful to the person close at hand.[11] 
                  

               

            

         

         Darrell and Patricia began their conversations about death early in their journey:

         
            Clear back to 2001, when the first two treatments did not work, Patricia said, “You
               know, I really need to decide if I believe the things I say I believe. Jesus said,
               in John 14, ‘I go to prepare a place for you. I’ll be ready to receive you.’ Do I
               really believe that?”
            

            
            She took this very seriously. She thought about it. She prayed about it. She wrote
               about it. And then she said, “I’m at peace with dying. I do believe what I said I
               believe.” And in this last year, she refined her thinking. She said, “I’m at peace
               with being dead, but the process of dying scares me. I don’t know what kind of pain
               there is going to be.” She felt as though all pain medications would make her sick
               to her stomach. The prospect scared her. Fortunately Zofran [an antinausea medicine]
               really helped her.[12] 
            

         

         The Role of Family in Hospice Care

         
         The National Hospice and Palliative Care Organization provides a valuable perspective
            on the role family members play in hospice care.
         

         
            Typically, a family member serves as the primary caregiver and, when appropriate,
               helps make decisions for the terminally ill individual. Members of the hospice staff
               make regular visits to assess the patient and provide additional care or other services.
               Hospice staff is on-call 24 hours a day, seven days a week. The hospice team develops
               a care plan that meets each patient’s individual needs for pain management and symptom
               control. The interdisciplinary team . . . usually consists of the patient’s personal
               physician, hospice physician or medical director, nurses, hospice aides, social workers,
               bereavement counselors, clergy or other spiritual counselors, trained volunteers,
               and speech, physical, and occupational therapists, if needed.[13] 
            

         

         The hospice team provides a variety of important services. The team:

         
            
               
               	
                  Manages the patient’s pain and symptoms

               

               
               	
                  Assists the patient with the emotional, psychosocial, and spiritual aspects of dying

               

               
               	
                  Provides needed drugs, medical supplies, and equipment

               

               
               	
                  Instructs the family on how to care for the patient

               

               
               	
                  Delivers special services like speech and physical therapy when needed

               

               
               	
                  Makes short-term inpatient care available when pain or symptoms become too difficult
                     to treat at home, or the caregiver needs respite
                  

               

               
               	
                  Provides bereavement care and counseling to surviving family and friends.[14] 
                  

               

            

         

         Lori and I each had a parent who died at home while under hospice care as well as
            a parent who died in the hospital. The difference between these experiences was profound.
            Because of hospice, the remaining times with our respective mothers are memories we
            cherish. It also helped to relieve the weight of caring for a dying loved one. Lori
            adds, “Even though I had practiced oncology for many years, when each of my parents
            were diagnosed with terminal cancers, it was important for me to give myself permission
            to remove my ‘clinical hat’ and put on my ‘daughter hat.’ It was a huge gift to be
            able to trust the medical care of the hospice professionals and focus on the precious
            remaining time we had with our beloved parents.” Although Lori and I had been long-time
            supporters of hospice, it was not until we directly experienced its gifts that we
            realized what a profound difference it can make in the final days of one’s journey.
         

         
         An Under-utilized Service

         
         Despite its growth and inherent benefits, hospice is still under-utilized in the United
            States, with many patients continuing to die in the hospital: “Across the United States,
            about 29 percent of patients with advanced cancer died in a hospital between 2003
            and 2007. The highest rate of hospital deaths was in Manhattan (46.7%). These rates
            were about six times higher than the rate in Mason City, Iowa, where only 7 percent
            of cancer patients died in the hospital.”[15] 
         

         
         Despite significant growth in hospice care over the past three decades, unfortunately,
            many patients never learn of hospice or learn too late in the course of dying to benefit.
            Of those patients enrolled in hospice, many will fail to realize the full benefits
            because their admission was shortly before death: “In 2012, more than 1 in 3 received
            care for seven days or less, and nearly 9 in 10 received care for fewer than 180 days.”[16]  A patient will get more from hospice care if he or she participates early enough
            for hospice workers to build relationships with the patient and family. In an article
            for the New York Times, Jane Brody writes, “When patients pursue chemotherapy under the false belief that
            they still have a chance for a cure, it often delays their transition to the comfort
            care of hospice. When patients spend only a few days or a week in hospice, caretakers
            don’t have enough time to get to know them and their families and offer the physical,
            emotional, and practical benefits hospice can provide.”[17] 
         

         
         The reasons for this phenomenon are complex, but one of them surely centers on physicians’
            reluctance to give up the battle against cancer. These well-intended physicians may
            be unwilling to concede that death is an inevitable progression of some patients’
            disease, and at some point, the most healing aspect of care is to comfort the patient
            and family and to allow a gentle passing.
         

         
         Making Your End-of-Life Wishes Clear

         
         Whether you receive hospice care could have less to do with your dying wishes and
            more to do with your location. For decades, a team of researchers at Dartmouth have
            studied geographic variations in medicine, often arriving at startling and disappointing
            conclusions regarding unwarranted and unexplainable variations in health care. Just
            as acute care is rife with such variation, unfortunately so, too, is care for the
            dying:
         

         
            Whether Medicare patients with advanced cancer will die while receiving hospice care
               or in the hospital varies markedly depending on where they live and receive care,
               according to the Dartmouth Atlas Project’s first-ever report on cancer care at the
               end of life. The researchers found no consistent pattern of care or evidence that
               treatment patterns follow patient preferences, even among the nation’s leading academic
               medical centers.
            

            
            Rather, with one in three Medicare cancer patients spending their last days in hospitals
               and intensive care units, the report’s findings demonstrate that many clinical teams
               aggressively treat patients with curative attempts they may not want, at the expense
               of improving the quality of their life in their last weeks and months.
            

            
            The researchers examined the records of 235,821 Medicare patients age 65 or older
               with aggressive or metastatic cancer who died between 2003 and 2007. In at least 50
               academic medical centers, fewer than half of these patients received hospice services.
               In some hospitals, referral to hospice care occurred so close to the day of death
               that it was unlikely to have provided much assistance and comfort to patients.[18] 
            

         

         There are steps you can take to ensure that you receive hospice care if or when appropriate:

         
            Experts strongly encourage patients to complete advance directives, which are documents
               stating a person’s wishes for care. They also designate who the patient chooses as
               the decision-maker for their care when they are unable to decide. It’s important for
               people with cancer to have these decisions made before they become too sick to make
               them. However, if a person does become too sick before they have completed an advance
               directive, it’s helpful for family caregivers to know what type of care their loved
               one would want to receive.[19] 
            

         

         Critical documents related to one’s end-of-life wishes need to be readily accessible.
            While the original copies can remain safely ensconced in a safety deposit box or file,
            copies should accompany you wherever you are receiving treatment. However, do not
            expect that the act of providing these documents to providers will ensure that your
            wishes are honored. As many caregivers have learned, it can take a powerful advocate
            to ensure that the medical community respects your dying wishes. In fact, a New York Times article published in June 2014 stated, “Researchers at the University of California,
            Los Angeles, surveyed more than 800 seniors and found that advance directives were
            not available in the medical records of more than half of the subjects who said they
            had completed and given them to a health care provider.”[20] 
         

         
         If your wishes include hospice care, there are some important things you must know.

         
         Hospices Vary Significantly from One Another

         
         Darrell, like most of us, was unfamiliar with hospice:

         
            I thought there was this big organization called “hospice,” only to discover that
               there are all these different hospices out there. I would say, Get yourself informed,
               and be prepared to shop. We interviewed two different organizations and found an amazing
               amount of difference between the two of them. The difference was night and day. We
               had a wonderful experience with Grace Hospice. They became like part of the family.
               I’m struggling with a little separation anxiety now![21] 
            

         

         Naomi Naierman has devoted her life to improving care of the dying. In 1995, she founded
            the American Hospice Foundation. Ms. Naierman reaffirms what Darrell discovered when
            shopping for a hospice provider. In an interview conducted by Paula Span of the New York Times in June 2014, Ms. Naierman strongly recommended asking a great many questions—and
            being wary if the hospice provider was hesitant to respond.[22]  Ms. Naierman recommended questioning the provider about how long they have been
            in business in addition to obtaining answers about the following concerns:
         

         
         
            	
               
               “Response times. That’s part of hospices’ standardized surveys. They ask family members,
                  after death, whether the staff was available on weekends and on evenings. It’s one
                  of many measures that aren’t available to the public yet, but it’s a fair question
                  to ask: What can you tell me about your staff’s response time should I need your services
                  on the weekend or on evenings? How long will I have to wait in an urgent situation?”
               

            

            
            	
               “There comes a time when you’re actively dying, in your last hours of life, and that
                  calls for continuous care, 24/7. You want to ask whether it’s their practice to keep
                  a nurse or another clinician in the home when a patient is actively dying. Does the
                  family get support? Do they see the patient through death?”
               

            

            
            	
               “You would hope that in the last hours of life, a hospice would maintain its presence,
                  especially if you’re in your own home. But as the Washington Post just reported—and it was very disturbing—some hospices choose not to provide continuous
                  care. In some states, a large percentage don’t, which basically means that when you’re
                  actively dying, they don’t stick around.”
               

            

            
            	
               “Another important question: Do you have an inpatient facility, in case my symptoms
                  become complicated? Most hospices don’t have their own facilities, but they can rent
                  or manage a unit in a hospital or beds dispersed throughout a hospital or in a nursing
                  home. The point is to have the capacity to manage your symptoms when they’re not manageable
                  at home.”[23] 
               

            

         

      

      You need to scrutinize your final provider of care with the same rigor that you scrutinized
         your first.
      

      
      Touring an Inpatient Hospice

      
      Earlier, we met Susan Gubar, a professor emeritus of English at the University of
         Indiana who has courageously shared her cancer journey through a series of articles
         in the New York Times. Writing in a piece published on July 24, 2014, Gubar spoke of her dread of suffering
         “anxiety, dementia, but mostly in pain” as part of the dying process. In an effort
         to assuage her fears, she agreed to go on a tour of a hospice facility where a friend
         had died:
      

      
         On a fearfully cold day, we drove to a lodge on a wooded lot at the edge of a small
            town. By a blazing fireplace surrounded by comfortable chairs, about 10 of us amassed—six
            women dealing with gynecological cancer and some of our husbands. We were quiet because
            the family of a patient was using the adjacent kitchen.
         

         
         The place was quiet and beautifully lit. Many rooms had French doors wide enough to
            open, in better weather, and through which a bed could be slid onto a deck overlooking
            the woods. There were paintings on the walls and upholstered chairs that converted
            into beds for caregivers.
         

         
         From the moment of diagnosis, I knew that I did not want to end up in a hospital,
            and especially not in the I.C.U.—with its blinking and beeping machines, its fluorescent
            lights never turned off, its frantic rhythms of intubations and C.P.R.s and codes
            and respirators, its endotracheal and feeding tubes, its infections and psychoses.
            It shocked me to learn that this is what happens to one out of five Americans.[24] 
         

      

      Although the vast majority of hospice patients die peacefully at home, it can be comforting
         to know that there are inpatient facilities dedicated to a nonmedicalized death where
         the patient is surrounded by loved ones. Like Susan Gubar, perhaps you and your family
         members would find a visit to a hospice comforting.
      

      
      Talking with Your Doctor about Death

      
      I previously discussed the reluctance of many physicians to talk openly with patients
         about the course of their disease despite the fact that patients want to be apprised
         of their condition and prognosis. Research studies consistently demonstrate that doctors
         frequently fail to share information about the course of a patient’s disease or impending
         death.[25]  What patients and physicians may fail to realize is that “Not having a discussion
         about imminent death is associated with worse quality of care, worse quality of life,
         worse caregiver quality of life, and over $1,000 more in medical care cost in the
         last week of life.”[26]  We’ve learned a great deal about patient needs at the final stage of life:
      

      
         Communication about end-of-life care and decision making during the final months of
            a person’s life are very important. Research has shown that if a person who has advanced
            cancer discusses his or her options for care with a doctor early on, that person’s
            level of stress decreases and their ability to cope with illness increases. Studies
            also show that patients prefer an open and honest conversation with their doctor about
            choices for end-of-life care early in the course of their disease, and are more satisfied
            when they have this talk.[27] 
         

      

      
         Many people believe that hospice care is only appropriate in the last days or weeks
            of life. Yet Medicare states that it can be used as much as 6 months before death
            is anticipated. And those who have lost loved ones say that they wish they had called
            in hospice care sooner. Research has shown that patients and families who use hospice
            services report a higher quality of life than those who don’t. Hospice care offers
            many helpful services, including medical care, counseling, and respite care. People
            usually qualify for hospice when their doctor signs a statement saying that patients
            with their type and stage of disease, on average, aren’t likely to survive beyond
            6 months.[28] 
         

      

      
         Various studies have shown that cancer patients in hospice live weeks to months longer
            than comparable patients not in hospice care.[29] 
         

      

      As Death Approaches

      
      The National Cancer Institute describes the following indicators that death may be
         approaching:
      

      
         Withdrawal from friends and family:

         
         
            	
               
               People often focus inward during the last weeks of life. This doesn’t necessarily
                  mean that patients are angry or depressed or that they don’t love their caregivers.
                  It could be caused by decreased oxygen to the brain, decreased blood flow, and/or
                  mental preparation for dying.
               

            

            
            	
               They may lose interest in things they used to enjoy, such as favorite TV shows, friends,
                  or pets.
               

            

            
            	
               Caregivers can let the patient know they are there for support. The person may be
                  aware and able to hear, even if they are unable to respond. Experts advise that giving
                  them permission to “let go” may be helpful. If they do feel like talking, they may
                  want to reminisce about joys and sorrows, or tie up loose ends.
               

            

         

         
         Sleep changes:

         
         
            	
               
               People may have drowsiness, increased sleep, intermittent sleep, or confusion when
                  they first wake up.
               

            

            
            	
               Worries or concerns may keep patients up at night. Caregivers can ask them if they
                  would like to sit in the room with them while they fall asleep.
               

            

            
            	
               Patients may sleep more and more as time passes. Caregivers should continue to talk
                  to them, even if they’re unconscious, for the patient may still hear them.
               

            

         

         
         Hard-to-control pain:

         
         
            	
               
               It may become harder to control pain as the cancer gets worse. It’s important to provide
                  pain medication regularly. Caregivers should ask to see a palliative care doctor or
                  a pain specialist for advice on the correct medicines and doses. It may be helpful
                  to explore other pain control methods such as massage and relaxation techniques.
               

            

         

         
         Increasing weakness:

         
         
            	
               
               Weakness and fatigue will increase over time. The patient may have good days and bad
                  days, so they may need more help with daily personal care and getting around.
               

            

            
            	
               Caregivers can help patients save energy for the things that are most important to
                  them.
               

            

         

         
         Appetite changes:

         
         
            	
               
               As the body naturally shuts down, the person with cancer will often need and want
                  less food. The loss of appetite is caused by the body’s need to conserve energy and
                  its decreasing ability to use food and fluids properly.
               

            

            
            	
               Patients should be allowed to choose whether and when to eat or drink. Caregivers
                  can offer small amounts of the foods the patient enjoys. Since chewing takes energy,
                  they may prefer milkshakes, ice cream, or pudding. If the patient doesn’t have trouble
                  with swallowing, offer sips of fluids and use a flexible straw if they can’t sit up.
                  If a person can no longer swallow, offer ice chips. Keep their lips moist with lip
                  balm and their mouth clean with a soft, damp cloth.
               

            

         

         
         Awareness:

         
         
            	
               
               Near the end of life, people often have episodes of confusion or waking dreams. They
                  may get confused about time, place, and the identity of loved ones. Caregivers can
                  gently remind patients where they are and who is with them. They should be calm and
                  reassuring. But if the patient is agitated, they should not attempt to restrain them.
                  Let the health care providers know if significant agitation occurs, as there are treatments
                  available to help control or reverse it.
               

            

            
            	
               Sometimes patients report seeing or speaking with loved ones who have died. They may
                  talk about going on a trip, seeing lights, butterflies, or other symbols of reality
                  we can’t see. As long as these things aren’t disturbing to the patient, caregivers
                  can ask them to say more. They can let them share their visions and dreams, not trying
                  to talk them out of what they believe they see.
               

            

         

         
         The dying process:

         
         
            	
               
               There may be a loss of bladder or bowel control due to the muscles relaxing in the
                  pelvis. Caregivers should continue to provide clean, dry bedding and gentle personal
                  care. They can place disposable pads on the bed under the patient and remove them
                  when soiled. Also, due to a slowing of kidney function and/or decreased fluid intake,
                  there may be a decrease in the amount of urine. It may be dark and smell strong.
               

            

            
            	
               Breathing patterns may become slower or faster, in cycles. The patient may not notice,
                  but caregivers should let the doctor know if they are worried about the changes. There
                  may be rattling or gurgling sounds that are caused by saliva and fluids collecting
                  in the throat and upper airways. Although this can be very disturbing for caregivers,
                  at this stage the patient is generally not experiencing any distress. Breathing may
                  be easier if a person’s body is turned to the side and pillows are placed behind the
                  back and beneath the head. Caregivers can also ask the health care team about using
                  a humidifier or external source of oxygen to make it easier for the patient to breathe,
                  if the patient is short of breath.
               

            

            
            	
               Skin may become bluish in color and feel cool as blood flow slows down. This is not
                  painful or uncomfortable for the patient. Caregivers should avoid warming the patient
                  with electric blankets or heating pads, which can cause burns. However, they may keep
                  the patient covered with a light blanket.[30] 
               

            

         

      

      What Happens at Death

      
      Sometimes talking about the process of dying makes it less scary. There are certain
         signs of an approaching death that can alert caregivers that the time of passing is
         near. Lori shares:
      

      
         When I have that very difficult conversation with patients and caregivers—explaining
            that their disease is no longer curable and it is time to refocus our efforts from
            treatment to comfort—I am inevitably asked what to expect at the end. A common refrain
            is, “How will I know?”
         

         
         I tell them that there are common signs that our physical body is preparing to leave
            this world, such as decreased appetite and sleeping more, but that every patient is
            different. I reassure them that most patients and their families have an inner sense
            about when death is approaching that they should trust. We as caregivers will walk
            beside them and help interpret these signs and help prepare them.
         

      

      Darrell describes when he realized that death was close at hand:

      
         By early to mid-February, the hospice nurse said that she was seeing signs of Patricia’s
            decline. She started getting low-grade fevers and had trouble swallowing. On February
            16, I was taking Meghan on an outing. Dean and my two grandsons came over to spend
            a couple of hours with Patricia. They were there when Meghan and I came by. It suddenly
            hit me that we had the whole family there, so I grabbed the camera, knowing that it
            might be the last time we had the whole family together. Looking back on it, she had
            nine days to live.[31] 
         

      

      A Death Full of Grace

      
      I want to share with you a gift that Darrell shared with the many people who cared
         so deeply for him and Patricia. In these final e-mails, Darrell allows us to walk
         along with him as Patricia takes the final steps of her long and courageous journey:
      

      
         Hi, everyone—

         
         First, the facts:

         
         We’ve been told to expect this, and now we are starting to see some of the signs of
            decline in Patricia’s physical condition:
         

         
         
            	
               
               She is having trouble swallowing—hospice has provided a thickening agent, and the
                  thickened liquids go down more easily. We’re cutting pills to swallow to a minimum.
               

            

            
            	
               She is more fatigued, although the level of that varies from day to day and partly
                  depends on whether she has anything more interesting to do than talking to me.
               

            

            
            	
               She has more physical weakness—it’s harder for her to get out of bed or walk around
                  the apartment.
               

            

            
            	
               She has had more frequent low-grade (99° to 100°) fevers—about 3 mornings this week.

            

            
            	
               At times, though not very often, she is a bit more mentally fuzzy—not sure what day
                  it is, or mixing up the order of events or the schedule.
               

            

         

         
         Now, the feelings:

         
         The list above sounds gloomy, a downer. But, somewhat to my surprise, the atmosphere
            around our house isn’t really very gloomy. Oh, there are moments when I feel sad—if
            I see Patricia struggling with her morning coffee, choking and coughing, or if she
            has to work to recall a name or a place. And there have been moments this week when
            Patricia has felt sad, unsure of exactly what to expect as this all unfolds, or struggling
            with boredom as she lies in her bed. But, on the whole, she is still very much herself—she
            smiles and laughs easily.
         

         
         We keep coming back, in our conversations, to the fact that Patricia is living with
            a sense of purpose, even though her strength and energy levels are greatly reduced.
            She wants to be a channel through whom God’s love flows, to help and bless the people
            who are helping her in so many ways. And she is living with hope. She will say matter-of-factly,
            “I’m not going to be around here much longer. But I hope that, however things work
            on the other side of death, I can keep track of you and the kids and what’s happening
            with the exciting projects at the church.” She’s collecting a list of names that people
            have asked her to look up and give a hug to in eternity—I’d never thought of that
            kind of a “to-do list” before.
         

         
         Today she and I were sharing a couple of short paragraphs Phillip Yancey wrote in
            his book The Jesus I Never Knew. They go like this:
         

“There are two ways to look at human history, I have concluded. One way is to focus
            on the wars and violence, the squalor, the pain and tragedy and death. From such a
            point of view, Easter seems a fairy tale exception, a stunning contradiction in the
            name of God . . . . There is another way to look at the world. If I take Easter as
            the starting point, the one incontrovertible fact about how God treats those whom
            he loves, then human history becomes the contradiction and Easter a preview of ultimate
            reality. Hope then flows like lava beneath the crust of daily life.”
         

Patricia listened, then softly repeated, “Hope then flows like lava.” After a moment’s
            thought, she said emphatically, “I like that!” And so do I.
         

         
         Joy, peace—and hope,

         
         Darrell[32] 
         

      

      On February 25, 2014, as Patricia lay dying, Darrell wrote these words about her imminent
         passing:
      

      
         A great light in our lives is growing dim. (Thank you to so many of you who have expressed
            the ways Patricia has impacted your life for good. Mine, too.) This is a painful loss.
            Patricia and I do not, however, believe it is a tragedy—nor do we believe that her
            light is lost forever but rather that it is relocating to a realm where it can shine
            more brightly and colorfully than ever. I can’t wait to see what that will be like.
         

         
         Joy and peace,

         
         Darrell[33] 
         

      

      The Surviving Caregiver

      
      When a caregiver survives but the patient does not, he or she faces a difficult adjustment.
         They have spent weeks, months, or years with much of their life being defined by the
         care they bestowed on their loved one. Then, one day, their duties are no longer required,
         their loved one has passed, and they are painfully alone.
      

      
      Despite having had twenty years in which to prepare, Darrell was stunned by the finality
         of his wife’s passing: “The stark reality of standing there watching someone whom
         you’ve been with for thirty-nine years stop breathing puts the issue in a whole different
         focus than when you’re sitting in a seminary classroom. This takes some real grappling.”[34] 
      

      
      In our interview, which I felt so privileged to conduct, Darrell provided me with
         an unvarnished look into this painful time in his life. It yields a difficult glimpse
         into the role of the surviving caregiver:
      

      
         There were two things that I felt right away: One was relief, which was followed immediately
            by this sort of obligatory sense of guilt. I no longer have to listen, twitch, and
            jump at every noise from the other room. But combined with this feeling is an emptiness,
            a missing sense of purpose. There is something ennobling about being focused on the
            well-being of someone else. Then all of sudden there is a sense that no one needs
            you anymore.
         

         
         For me, there is also this sense that, now that I’m emerging from this caregiving
            stage, everyone else is already in the middle of their lives. No one has been saving
            a space for me. So how do I fit in out here? I cannot just call up a friend and say,
            “Hey, can we get together for dinner” because they have their own stuff going on.
         

         
         My folks were missionaries in Brazil, so I spent the first twelve years of my life
            in Brazil before we returned to the states. Now I am a seventh grader, and I go to
            school and the cliques are already there, and I do not understand the language about
            things like going steady. I felt like there was a rule book and everyone had a copy
            but me. It is like the merry-go-round is whirling, and I’d like to get on, but it’s
            going too fast.
         

         
         One of the things that was very important to me was a concept given to me by our counselor.
            I had these feelings of guilt every time I left Patricia to do something that was
            rewarding to me—whether it was work or participating in fantasy baseball. Our counselor
            said, “Illness puts you in a completely different world. There is the world of the
            ill and the world of the well. The world of the ill throws you into a world where
            you don’t know what to depend on. So it’s really important to have fixed points that
            keep you in touch with the world of the well.” The term fixed points became an important concept to me.[35] 
         

      

      Depth of feelings and profound insight obviously run in Darrell’s family, as can be
         seen in how Darrell’s son Dean managed the loss. Darrell recounts a recent memory
         from a bereavement support group session that he and Dean were attending:
      

      
         Dean was asked to talk about what he had gotten out of the group. Dean said, “You
            know, when I came here, I was very angry, very angry about my mom dying. Then I had
            a breakthrough. There was one week when you asked us to write a letter to God. In
            that week, I suddenly had this moment when I realized that my mom had left me a trust
            fund. It wasn’t a trust fund with money in it. It was far more precious and valuable
            than that. It was a trust fund filled with love. I realized that Mom had loved me
            enough to last me all of my life and that her dying did not take that away from me.”[36] 
         

      

      Though Diane differed from Darrell by virtue of being both a cancer survivor and a
         surviving caregiver, she nonetheless experienced a shared sense of loneliness coupled
         with difficulty reintegrating socially without her partner:
      

      
         Our friends still try to keep in touch, but it is so different. When you are a widow,
            you don’t go out with the couples any more. The women call you when the men are busy
            and invite you out to dinner. That’s hard to get used to. The first time I went to
            dinner with couples, they didn’t know where to put me. Everyone was sitting across
            from their partner. It was so awkward. They, too, are missing Rick. It was just very
            hard.
         

         
         I am very lonely, but I’m lonely for Rick. I just have to figure out what my new normal
            is, and I’m not anxious to find it! I don’t want to forget a thing about my old life.
            At the same time, I don’t want to live in the past. I’ll just have to figure it out.[37] 
         

      

      The Eternal Power of Hope

      
      Every doctor learns of the five stages of death and dying identified by Kübler-Ross.
         In an interview at her home in 1997, I had the privilege to ask Elisabeth what she
         would add to her work on death and dying, and she responded,
      

      
         I would add a chapter on hope. At the beginning, when people are diagnosed with cancer,
            their hope is always for a cure or at least for the prolongation of life. When they
            go through the stages, if they reach acceptance, you can diagnose it from the outside
            by asking them what is their hope. It never has anything to do with a cure or the
            prolongation of life. It has to do with things like acceptance by God in his garden.
            The quality of hope changes depending upon what stage the patient is in.[38] 
         

      

      So we leave you on your journey with this belief: “Overall, hope is probably the single
         most important element in the lives of patients and family members struggling with
         a diagnosis of cancer.”[39]  The journey may be arduous, but finding hope, regardless of one’s outcome, brings
         a profound sense of meaning and closure to your life with cancer.
      

      
      
      
         
            1. Randy Pausch, “Randy Pausch’s Web Site,” Carnegie Mellon University, http://www.cs.cmu.edu/~pausch/.
               

            

         

         
            2. Darrell H., in discussion with the author, June 19, 2014, Leawood, KS.

            

         

         
            3. “History of Hospice Care,” National Hospice and Palliative Care Organization, http://www.nhpco.org/history-hospice-care.
               

            

         

         
            4. Ibid.

            

         

         
            5. Ibid.

            

         

         
            6. “NHPCO’s Facts and Figures: Hospice Care in America,” National Hospice and Palliative
                  Care Organization, 2013, 4, http://www.nhpco.org/sites/default/files/public/Statistics_Research/2013_Facts_Figures.pdf.
               

            

         

         
            7. Ibid.

            

         

         
            8. John Leifer, The Myths of Modern Medicine: The Alarming Truth about American Health Care (Lanham, MD: Rowman and Littlefield, 2014).
               

            

         

         
            9. Elisabeth Kübler-Ross, On Death and Dying (New York: Scribner, 1969).
               

            

         

         
            10. Diane C., in discussion with the author, June 25, 2014, Leawood, KS.

            

         

         
            11. “End-of-Life Care for People Who Have Cancer,” National Cancer Institute, last modified
                  May 10, 2012, http://www.cancer.gov/cancertopics/factsheet/Support/end-of-life-care.
               

            

         

         
            12. Darrell H., discussion.

            

         

         
            13. “NHPCO’s Facts and Figures,” 3.

            

         

         
            14. Ibid., 11.

            

         

         
            15. “Nearly One Third of Medicare Patients with Advanced Cancer Die in Hospitals and ICUs;
                  About Half Get Hospice Care,” Dartmouth Institute for Health Policy and Clinical Practice,
                  November 16, 2010, 1, http://www.dartmouthatlas.org/downloads/press/Cancer_report_release_111610.pdf.
               

            

         

         
            16. “The Right Care at the Right Time: Hospice Length of Stay,” Hospice Action Network,
                  2014, http://hospiceactionnetwork.org/linked_documents/get_informed/policy_resources/PolicyBriefing_LengthofStay_March2014.pdf.
               

            

         

         
            17. Jane E. Brody, “When Treating Cancer Is Not an Option,” New York Times, November 19, 2012, http://well.blogs.nytimes.com/2012/11/19/when-treating-cancer-is-not-an-option/?_php=true&_type=blogs&_r=0.
               

            

         

         
            18. “Nearly One Third,” 1.

            

         

         
            19. “End-of-Life Care.”

            

         

         
            20. Paula Span, “When Advance Directives Are Ignored,” New York Times, June 24, 2014, http://newoldage.blogs.nytimes.com/2014/06/24/when-advance-directives-are-ignored/.
               

            

         

         
            21. Darrell H., discussion.

            

         

         
            22. Paula Span, “How to Choose a Hospice,” New York Times, June 17, 2014, http://newoldage.blogs.nytimes.com/2014/06/17/how-to-choose-a-hospice/.
               

            

         

         
            23. Ibid.

            

         

         
            24. Susan Gubar, “Living with Cancer: A Tour of Hospice,” New York Times, July 24, 2014, http://well.blogs.nytimes.com/2014/07/24/living-with-cancer-a-tour-of-hospice/.
               

            

         

         
            25. Thomas J. Smith et al., “A Pilot Trial of Decision Aids to Give Truthful Prognostic
                  and Treatment Information to Chemotherapy Patients with Advanced Cancer,” Journal of Supportive Oncology 9, no. 2 (2011), 79, http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3589716/pdf/nihms-447553.pdf.
               

            

         

         
            26. Ibid.

            

         

         
            27. “End-of-Life Care.”

            

         

         
            28. Ibid.

            

         

         
            29. Brody, “When Treating Cancer.”

            

         

         
            30. “End-of-Life Care.”

            

         

         
            31. Darrell H., discussion.

            

         

         
            32. Darrell H., e-mail to friends, November 1, 2013.

            

         

         
            33. Darrell H., e-mail to friends, February 25, 2014.

            

         

         
            34. Darrell H., discussion.

            

         

         
            35. Ibid.

            

         

         
            36. Ibid.

            

         

         
            37. Diane C.

            

         

         
            38. Elisabeth Kübler-Ross, in discussion with the author, September 4, 1997, Carefree,
                  AZ.
               

            

         

         
            39. Sonja Sherry Hickey, “Enabling Hope,” Cancer Nursing 9, no. 3 (1986): 133–37.
               

            

         

      

      A Final Word from Lori

      
         
         
         
      

      
      It has been said that life has a way of coming full circle. I have come to realize
         this at a very personal level. After twenty-five years of practicing radiation oncology,
         I became a cancer patient. My reaction, like that of so many of my patients, was visceral—an
         overwhelming sense of fear and dread. 
      

      
      Cancer had already touched my life profoundly. I served as a caregiver for both of
         my parents throughout their individual battles with colon and ovarian cancers. I know
         what it feels like to be the person who wants to care for, support, and fiercely protect
         my loved ones.
      

      
      Now, it was my battle. Sharing the same emotional roller coaster with my patients
         has increased my compassion, sharpened my sensitivity, and forever changed me for
         the better. My neat and tidy world was turned upside down.
      

      
      I now see, from the patients’ perspective, how a diagnosis of cancer ushers us into
         an unfamiliar world where we feel as though decisions must be made at breakneck speed—while
         we are struggling to assimilate overwhelming amounts of information often framed in
         an unfamiliar language. 
      

      
      Many nights over the dinner table or during morning coffee, my husband John and I
         would share ideas on how to ease the burden for cancer patients and their families.
         John has always been a strong patient advocate with a particular passion for addressing
         the psychosocial and spiritual needs of patients. Together, we felt as though we understood
         the totality of patients’ needs at a critical juncture in their lives, which compelled
         us to write this book. 
      

      
      I have learned that treating cancer and coping with cancer are very different concepts.
         Our heartfelt goal is to distill overwhelming information into a logical, orderly
         sequence of steps that allows you to feel more knowledgeable, more empowered, and
         ultimately more in control of your destiny. 
      

      
      This reference guide will help you fill in the gaps that are often inadequately addressed
         by our health care providers, ranging from which questions to ask your physicians
         to nutrition, survivorship, and countless other issues. The journey can be difficult,
         but it can also be positively transformative for the patient and his or her caregivers.
         
      

      
      Thank you for allowing us to share in this life-changing event. We pray you find this
         guide to be a useful resource during your journey.
      

      
      
   
      Resources

      
         
         
         
      

      
      Lori and I have done our best to provide you with information that will help make
         your journey through cancer more manageable. Vast resources are available to you at
         no cost via the Internet and other venues.
      

      
      What follows is a compendium of resources that you may find beneficial, many of which
         are located on the National Comprehensive Cancer Network (NCCN) website. We have taken
         much of this material directly from major, trusted websites. Although far from comprehensive,
         this list will provide you with a good launching point for exploring credible resources.
         We are grateful to a number of organizations for their efforts to empower patients
         with information, including:
      

      
      
         	
            
            American Cancer Society (ACS),

         

         
         	
            BMJ Evidence Centre,

         

         
         	
            Cochrane Collaboration,

         

         
         	
            National Cancer Institute (NCI), and

         

         
         	
            NCCN.

         

      

      
      Advocacy and Support Groups

      
      The mission of patient advocacy groups is to help make the journey through cancer
         less burdensome for the patient and family: “These groups work to ensure cancer patients
         receive appropriate and timely care, education, and financial assistance, when needed.”[1]  You can find a detailed list of advocacy organizations on the NCCN website at http://www.nccn.org/patients/advocacy/default.aspx.
      

      
      General Cancer Information and Support

      
      Alliance of Dedicated Cancer Centers (ADCC)

      
      ADCC is a national alliance of eleven, premier cancer institutions that are geographically
         distributed across the nation. “The ADCC member cancer centers play a pivotal role
         in the National Cancer Program, which was enacted by Congress in 1971 to improve the
         detection, prevention, diagnosis, and treatment of cancer. Unlike other hospitals,
         we are singularly dedicated to deepening the understanding of the causes and cures for cancer; developing
         new treatments for cancer; and disseminating this knowledge to the provider community
         at large.”[2]  These NCI-designated Comprehensive Cancer Centers may serve as invaluable resources
         for patients with rare or difficult-to-treat cancers, or as a source of a second opinion.
         
      

      
      American Association for Cancer Research (AACR)

      
      Founded in 1907 with the goal of furthering research into the causes of and cures
         for cancer, the AACR has grown into one of the most prestigious scientific organizations
         addressing the challenges of cancer.[3]  In addition to publishing numerous peer-reviewed journals for physicians and researchers,
         AACR also publishes Cancer Today, the “authoritative resource for cancer patients, survivors, and caregivers who are
         seeking information and inspiration as they or their loved ones face diagnosis, treatment,
         and life after cancer.”[4] 
      

      
      A wealth of consumer-directed cancer resources can be found on the AACR website at
         http://www.aacr.org/ADVOCACYPOLICY/SURVIVORPATIENTADVOCACY/PAGES/CANCER-RESOURCES-LISTING.ASPX#.VMuZ4kfF9oM. The organization can also be reached by telephone at (215) 440-9300, or toll free
         at 1-866-423-3965.
      

      
      American Cancer Society (ACS)

      
      The American Cancer Society provides a broad array of educational material on cancer
         and thus represents an excellent starting point for many patients and their families
         in the quest to learn more about the disease. ACS publishes detailed informational
         guides on topics ranging from the duties of a caregiver to pain management. In addition
         to their extensive online resources, ACS sponsors affiliated chapters in most major
         American cities.
      

      
      The ACS website can be accessed at http://www.cancer.org/index. The toll-free telephone number is 1-800-ACS-2345.
      

      
      American Society of Clinical Oncology (ASCO)

      
      ASCO is a professional medical society founded in 1964 that represents more than 35,000
         physicians and researchers from 120 countries who are involved in the study and treatment
         of cancer.[5]  It is among the most highly regarded institutions dedicated to advancing the knowledge
         of cancer professionals. As part of its mission, ASCO produces a number of publications,
         including The Journal of Clinical Oncology. Telephone: (571) 483-1780; or toll free: 1-888-651-3038. ASCO also sponsors a consumer-directed
         site that can be accessed at www.cancer.net.
      

      
      Association of Cancer Online Resources (ACOR)

      
         ACOR offers information and support through its integrated system of online discussion
            groups. To further its mission, ACOR creates specific websites and also hosts a growing
            number of websites, created by:
         

         
         
            	
               
               Patients for patients and caregivers. Many of those websites are considered to be
                  clearly among the best sites for a particular disease or condition.
               

            

            
            	
               Cancer Advocacy Organizations, many of which were created directly from the membership
                  of an ACOR mailing list.
               

            

            
            	
               Professional Organizations.

            

         

         
         ACOR volunteers have also created a growing number of disease-specific websites.[6]  
         

      

      The organization can be reached via telephone: (212) 226-5525. Its website can be
         found at http://www.acor.org/.
      

      
      Association of Community Cancer Centers (ACCC)

      
      ACCC was founded more than forty years ago by community physicians dedicated to staying
         abreast of the latest research and treatment modalities and ensuring the highest standards
         for care delivered in a community setting. “Approximately 20,000 cancer care professionals
         from 1,900 hospitals and practices nationwide are members of ACCC. It is estimated
         that 60 percent of the nation’s cancer patients are treated by a member of ACCC.”[7]  Most of the organization’s resources are targeted toward oncology professionals.
         The website can be found at http://www.accc-cancer.org/. Telephone: (301) 984-9496.
      

      
      Association of Oncology Social Work (AOSW)

      
         The Association of Oncology Social Work (AOSW) is a non-profit international organization
            dedicated to the enhancement of psychosocial services to people with cancer, their
            families and caregivers. Created in 1984 by social workers interested in oncology,
            AOSW has become the world’s largest professional organization entirely dedicated to
            the psychosocial care of people affected by cancer.
         

         
         AOSW membership is comprised of an international set of professionals and students
            who practice in hospitals, cancer centers, home care agencies, hospice, community-based
            oncology practices, community programs, patient advocacy organizations, educational
            institutions and other settings.[8]  
         

      

      Numerous consumer-directed links to resources may be found at the AOSW website: http://www.aosw.org/aosw/Main/people-affected-by-cancer/resources-and-links/AOSWMain/People-Affected-by-Cancer/resources-and-links.aspx?hkey=ef31393a-d6ba-454d-87b2-bfeb9417fead. Telephone: (215) 599-6093.
      

      
      Authentic Happiness

      
      Authentic Happiness is a website sponsored by the University of Pennsylvania that
         provides detailed information about the field of positive psychology. One of the most
         useful aspects of the site is the numerous psychological tests you can take for free.
         These tests can help you determine the level of distress you are experiencing and
         whether some type of intervention may be helpful. Online: www.authentichappiness.sas.upenn.edu/.
      

      
      Bone and Cancer Foundation

      
      The Bone and Cancer Foundation provides a wealth of information for patients (and
         their families) who are suffering from bone-related cancer. The organization’s tripartite
         mission is to:
      

      
         
            
            	
               Provide information for cancer patients and family members on the causes and treatment
                  of cancer involving bone.
               

            

            
            	
               Provide information for physicians, nurses and other health professionals on the treatment
                  of cancer involving bone.
               

            

            
            	
               Advocate for increased government and private sector funding for research on cancer
                  that involves the bone and related research areas.[9] 
               

            

         

      

      Its publication may be accessed via the web at: http://www.
boneandcancerfoundation.org/. For more information, you may also call toll free: 1-888-862-0999.
      

      
      CancerCare

      
      CancerCare is among the top resources that cancer patients turn to for support:
      

      
         Founded in 1944, CancerCare  is the leading national organization providing free, professional support services
            and information to help people manage the emotional, practical and financial challenges
            of cancer. Our comprehensive services include counseling and support groups over the
            phone, online and in-person, educational workshops, publications and financial and
            co-payment assistance. All CancerCare  services are provided by oncology social workers and world-leading cancer experts.
         

         
         CancerCare  programs and services help 170,000 people each year. We distribute 800,000 publications
            and welcome 1.5 million website visits annually. In the past year, CancerCare  provided more than $22.3 million in financial assistance. The size and scope of
            CancerCare  has grown tremendously since 1944, but it has never wavered from its mission of
            providing help and hope to people affected by cancer.
         

         
         To learn more, visit www.cancercare.org or call 800-813-HOPE (4673).[10]   
         

      

      Cancer Experience Registry

      
      “The Cancer Experience Registry is a community of people touched by cancer. The primary
         focus is on collecting, analyzing, and sharing information about the cancer experience,
         including the social and emotional needs of the patient and their family throughout
         the cancer journey.”[11]  A number of useful resources may be found on its website, including links to the
         Cancer Support Community: csc.cancerexperienceregistry.org/.
      

      
      Cancer Hope Network

      
         Cancer Hope Network is a national non-profit organization that provides free and confidential
            one-on-one emotional support to cancer patients, their caregivers, and their family
            members. Cancer Hope Network matches cancer patients or family members with trained
            volunteer cancer survivors who themselves, have undergone and recovered from a similar
            cancer experience.[12] 
         

      

      Toll free: 1-800-552-4366.

      
      Cancer.net

      
         Cancer.net provides timely, comprehensive, oncologist-approved information from the
            American Society of Clinical Oncology (ASCO), with support from the Conquer Cancer
            Foundation. Cancer.net brings the expertise and resources of ASCO to people living
            with cancer and those who care for and about them to help patients and their families
            make informed health care decisions.[13] 
         

      

      This site offers one of the most robust repositories of trusted information available,
         covering more than 120 types of cancer as well as related topics. It also provides
         essential tools that can help you find a cancer specialist and participate in support
         organizations, among other things. Online: http://www.cancer.net/. English and Spanish Patient Helpline: (571) 483-1780; or toll free: 1-888-651-3038.
         For printed materials: (703) 519-1430; or toll free: 1-888-273-3508.
      

      
      The Cancer Project

      
      Sponsored by The Physicians Committee for Responsible Medicine, The Cancer Project
         provides important information on nutrition, diet, and other topics that are significant
         to the cancer patient.[14]  Its website is available at: http://pcrm.org/health/cancer-resources. Telephone: (202) 686-2210.
      

      
      Cancer Support Community (CSC)
      

      
         The Cancer Support Community is an international non-profit dedicated to providing
            support, education and hope to people affected by cancer. Likely the largest employer
            of psychosocial oncology mental health professionals in the United States, CSC offers
            a menu of personalized services and education for all people affected by cancer. Its
            global network brings the highest quality cancer support to the millions of people
            touched by cancer. These support services are available through a network of professionally-led
            community-based centers, hospitals, community oncology practices and online, so that
            no one has to face cancer alone. . . .
         

         
         In July 2009, The Wellness Community and Gilda’s Club Worldwide joined forces to become
            the Cancer Support Community. By helping to complete the cancer care plan, CSC optimizes
            patient care by providing essential, but often overlooked, services including support
            groups, counseling, education and healthy lifestyle programs. Today, CSC provides
            the highest quality emotional and social support through a network of more than 50
            local affiliates, 100 satellite locations and online. See more at: http://www.
cancersupportcommunity.org/MainMenu/About-CSC/Who-We-Are.html#sthash.llOWFzcj.dpuf
               .[15]   
         

      

      Toll free: 1-888-793-9355.

      
      Cancersymptoms.org

      
         CancerSymptoms.org is dedicated to helping you find out more information about various
            symptoms you may have that could lead to early detection of various types of cancer
            such as liver, throat and kidney cancer. The website also features a number of resources
            to help you detect cancer earlier, as well as tips to help you cultivate a lifestyle
            that could prevent cancer altogether.
         

         
         Read more: http://cancersymptoms.org/#ixzz3QJt4jGIE.[16] 
         

      

      Cancer Updates, Research & Education (CURE)
      

      
         CURE magazine, launched in 2002 for cancer patients, survivors and caregivers, has
            become the largest consumer magazine in the United States focused entirely on cancer.
            With a circulation of 300,000, individual subscribers account for over 170,000 of
            that figure with the remainder going to cancer centers and advocacy groups around
            the country. Since its inception, CURE has expanded to reflect the entire cancer continuum,
            including supportive care issues and long-term and late effects.[17]   
         

      

      Telephone: (214) 367-3500; or toll free: 1-800-210-CURE.

      
      LIVESTRONG

      
      LIVESTRONG Foundation is one of the nation’s leading cancer advocacy foundations,
         providing an array of tools for patients and their families, funding major research
         initiatives, and collaborating with like-minded organizations across the world. Since
         its founding, the organization has raised approximately $600 million to aid in the
         effort to conquer cancer.[18]  Toll free: 1-855-220-7777. Online: www.livestrong.org.
      

      
      National Cancer Institute (NCI)

      
         The National Cancer Institute coordinates the National Cancer Program, which conducts
            and supports research, training, health information dissemination, and other programs
            with respect to the cause, diagnosis, prevention, and treatment of cancer, rehabilitation
            from cancer, and the continuing care of cancer patients and the families of cancer
            patients. Specifically, the Institute:
         

         
         
            	
               
               Supports and coordinates research projects conducted by universities, hospitals, research
                  foundations, and businesses throughout this country and abroad through research grants
                  and cooperative agreements.
               

            

            
            	
               Conducts research in its own laboratories and clinics.

            

            
            	
               Supports education and training in fundamental sciences and clinical disciplines for
                  participation in basic and clinical research programs and treatment programs relating
                  to cancer through career awards, training grants, and fellowships.
               

            

            
            	
               Supports research projects in cancer control.

            

            
            	
               Supports a national network of cancer centers.

            

            
            	
               Collaborates with voluntary organizations and other national and foreign institutions
                  engaged in cancer research and training activities.
               

            

            
            	
               Encourages and coordinates cancer research by industrial concerns where such concerns
                  evidence a particular capability for programmatic research.
               

            

            
            	
               Collects and disseminates information on cancer.

            

            
            	
               Supports construction of laboratories, clinics, and related facilities necessary for
                  cancer research through the award of construction grants.[19] 
               

            

         

      

      NCI is among the most important sources of information available to consumers, physicians,
         and researchers. Its website can be accessed at: http://www.cancer.gov/. Toll free: 1-800-4-CANCER.
      

      
      National Center for Complementary and Alternative Medicine (NCCAM)
      

      
         The National Center for Complementary and Integrative Health (NCCIH) is the Federal
            Government’s lead agency for scientific research on complementary and integrative
            health approaches. We are 1 of the 27 institutes and centers that make up the National
            Institutes of Health (NIH) within the U.S. Department of Health and Human Services.
            The mission of NCCIH is to define, through rigorous scientific investigation, the
            usefulness and safety of complementary and integrative health interventions and their
            roles in improving health and health care.[20] 
         

      

      The website contains important information for any patient considering complementary
         and integrative modalities as part of their cancer treatment, including comprehensive
         information on herbal remedies. Visit its website at https://nccih.nih.gov/.
      

      
      Toll free: 1-888-644-6226.

      
      National Coalition for Cancer Survivorship (NCCS)

      
         NCCS has worked with legislators and policy makers to represent cancer patients and
            survivors in efforts to improve their quality of care and quality of life after diagnosis.
            Our unique niche in the cancer advocacy landscape is promoting policy change to ensure
            quality cancer care. Our vision is to be an advocacy organization that reflects the
            needs of all cancer survivors to effect policy change at the national level.[21]  
         

      

      NCCS offers a number of valuable resources for cancer survivors and their families,
         which are available on its website at: http://www.canceradvocacy.org/. Toll free: 1-877-NCCS-YES.
      

      
      The National Comprehensive Cancer Network

      
         The National Comprehensive Cancer Network (NCCN), a not-for-profit alliance of 25 of the world’s leading cancer centers devoted to patient care, research, and education, is dedicated to improving the quality,
            effectiveness, and efficiency of cancer care so that patients can live better lives.
            Through the leadership and expertise of clinical professionals at NCCN Member Institutions, NCCN develops resources that present valuable information to the numerous stakeholders
            in the health care delivery system. As the arbiter of high-quality cancer care, NCCN
            promotes the importance of continuous quality improvement and recognizes the significance
            of creating clinical practice guidelines appropriate for use by patients, clinicians,
            and other health care decision-makers.[22]  
         

      

      As part of its mission, the NCCN distributes treatment guidelines for specific disease
         conditions. This information often exists in one of two forms—the first intended for
         use by physicians, and the other aimed at consumers. NCCN can be accessed at: http://www.nccn.org.
      

      
      National Hospice and Palliative Care Organization (NHPCO)

      
         The National Hospice and Palliative Care Organization (NHPCO) is the largest nonprofit
            membership organization representing hospice and palliative care programs and professionals
            in the United States. The organization is committed to improving end of life care
            and expanding access to hospice care with the goal of profoundly enhancing quality
            of life for people dying in America and their loved ones.[23] 
         

      

      English and Spanish Helpline: 1-800-658-8898.

      
      National Organization for Rare Diseases (NORD)

      
      NORD offers a phenomenal compendium of information on rare diseases and genetic conditions:

      
         The National Organization for Rare Disorders (NORD), a 501(c)(3) organization, is
            a unique federation of voluntary health organizations dedicated to helping people
            with rare “orphan” diseases and assisting the organizations that serve them. NORD
            is committed to the identification, treatment, and cure of rare disorders through
            programs of education, advocacy, research, and service.[24] 
         

      

      Online: http://www.rarediseases.org/. Toll free: 1-800-999-NORD.
      

      
      Oncology Nursing Society (ONS)
      

      
         The Oncology Nursing Society (ONS) is a professional association of more than 35,000
            members committed to promoting excellence in oncology nursing and the transformation
            of cancer care. Since 1975, ONS has provided a professional community for oncology
            nurses, developed evidence-based education programs and treatment information, and
            advocated for patient care, all in an effort to improve quality of life and outcomes
            for patients with cancer and their families. Together, ONS and the cancer community
            seek to reduce the risks, incidence, and burden of cancer by encouraging healthy lifestyles,
            promoting early detection, and improving the management of cancer symptoms and side
            effects throughout the disease trajectory.[25]   
         

      

      The organization’s primary focus is on the oncology nursing professional. http://www.ons.org. Telephone: (412) 859-6100; or toll free: 1-866-257-4667.
      

      
      Patient Advocate Foundation

      
         Patient Advocate Foundation (PAF) is a national 501(c)(3) non-profit organization
            which provides professional case management services to Americans with chronic, life
            threatening and debilitating illnesses. PAF case managers serve as active liaisons
            between the patient and their insurer, employer and/or creditors to resolve insurance,
            job retention and/or debt crisis matters as they relate to their diagnosis. . . .
            Patient Advocate Foundation seeks to safeguard patients through effective mediation
            assuring access to care, maintenance of employment and preservation of their financial
            stability.[26]   
         

      

      Online: http://www.patientadvocate.org/. Toll free: 1-800-532-5274.
      

      
      Prevent Cancer Foundation

      
         Since 1985, the Prevent Cancer Foundation, a 501(c)(3) nonprofit, has invested $138
            million in support of cancer prevention research, education, advocacy and outreach
            programs nationwide and has played a pivotal role in developing a body of knowledge
            that is the basis for important prevention and early detection strategies. The Foundation
            is the only U.S. nonprofit organization solely devoted to cancer prevention and early
            detection. We have funded nearly 450 scientists at over 150 leading medical institutions
            across the country. Our public education programs have applied this scientific knowledge
            to inform the public about ways they can reduce their cancer risks. See more at: http://www.preventcancer.org/what-we-do/#sthash.8zLJfQR3.dpuf.[27]  
         

      

      Toll free: 1-800-227-2732.

      
      Resources for Information on Clinical Trials

      
      The roster of clinical trials changes on a daily basis, with new trials being added
         and others being closed to enrollment. You should begin your search by speaking with
         your physician, who will be in the best position to assess your eligibility to participate
         in certain trials. If you wish to explore clinical trials on your own, there are a
         number of organizations that provide listings, including the following resources.
      

      
      Center for Information and Study on Clinical Research Participation (CISCRP)

      
      CISCRP allows patients to search for various clinical trials at https://www.ciscrp.org/programs-events/search-clinical-trials/. Toll free: 1-877-MED-HERO.
      

      
      CenterWatch

      
      CenterWatch is the oldest source of web-based, comprehensive information on clinical
         trials. Its website states:
      

      
         Founded in 1994, CenterWatch is a trusted source and global destination for clinical
            trials information for both professionals and patients. Located in Boston, CenterWatch
            provides proprietary data and information analysis on clinical trials through a variety
            of newsletters, books, databases, and information services used by pharmaceutical
            and biotechnology companies, CROs, SMOs, and investigative sites involved in the management
            and conduct of clinical trials.[28] 
         

      

      It should be noted that it is not a not-for-profit organization or foundation, and its information should not be construed
         as an endorsement for the validity of any particular study. http://www.centerwatch.com/.
      

      
      ClinicalTrials.gov

      
      This governmental site is sponsored by the NIH and offers a wealth of information
         about clinical trials in general, as well as specific trials underway. Its search
         engine allows the user to query the database of more than 100,000 studies using a
         variety of methods, such as topic or geography. Online: https://www.clinicaltrials.gov/.
      

      
      Coalition of Cancer Cooperative Groups

      
      “CancerTrialsHelp.org is provided by a nonprofit coalition working to improve physician
         and patient access to cancer clinical trials through education, outreach, advocacy
         and research. Our Board Members are the leaders of the United States’ publicly funded
         cancer cooperative clinical research program.”[29]  Online: http://www.cancertrialshelp.org/default.aspx.
      

      
      National Cancer Institute (NCI) Clinical Trials

      
      The NCI offers detailed information on current and past clinical trials. Its website
         allows you to “Search NCI’s list of 12,000+ clinical trials now accepting participants,
         or use more search options to search the set of 25,000+ clinical trials that are no
         longer recruiting.”[30]  Online: http://www.cancer.gov/clinicaltrials/search.
      

      
      World Health Organization (WHO) International Clinical Trials Registry Platform Search Portal

      
      The WHO provides a database of worldwide clinical trials that is searchable on the
         website, www.who.int/trialsearch/.
      

      
      Hospice Care

      
      The following organizations can provide information about hospice.[31]  
      

      
      National Hospice and Palliative Care Organization

      
      1-800-658-8898 (helpline)

      
      1-877-658-8896 (multilingual line)

      
      caringinfo@nhpco.org

      
      http://www.caringinfo.org

      
         Caring Connections began in 2004 with generous funding from the Robert Wood Johnson
            Foundation. A program of the National Hospice and Palliative Care Organization, Caring
            Connections works to ensure that individuals have access to information that informs
            advance care planning, care at the end of life and the grief process. Caring Connections
            relies on philanthropic support to fund the free services provided to tens of thousands
            of individuals each year, including a toll free HelpLine, a multilingual HelpLine,
            outreach to traditionally under-served populations and free educational materials,
            including advance directives.[32]   
         

      

      Online: http://www.caringinfo.org/i4a/pages/index.cfm?pageid=1.
      

      
      Hospice Association of America

      
      202-546-4759

      
      http://www.nahc.org/HAA/

       

      The Hospice Association of America provides a variety of materials on important hospice-related
         topics.
      

      
      Hospice Net

      
      info@hospicenet.org

      
      http://www.hospicenet.org

       

      Hospice Net is an important source of information and support for patients with life-threatening
         illnesses, as well as for their families and friends.
      

      
      American Cancer Society

      
      1-800-ACS-2345 (1-800-227-2345)

      
      http://www.cancer.org

       

      The American Cancer Society (ACS) provides free fact sheets and publications about
         hospice. The address of a local ACS chapter can be obtained by calling the organization’s
         toll-free telephone number.
      

      
      To Find a Counselor

      
      American Psychosocial Oncology Society (APOS)

      
      Toll-free number: 1-866-276-7443

       

      Leave a message with your name, phone number(s), patient’s city and state of residence,
         area code of the town where you are searching for a referral, and the patient’s cancer
         diagnosis. They usually find someone and call back within twenty-four to forty-eight
         hours. Online: www.apos-society.org.
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