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FOREWORD

 As the chief of surgery of a major hospital, I find I spend more and more of my time helping people navigate the health care system. I’ve been practicing medicine for more than forty years, my father was a surgeon, and I come from a family of doctors. So when someone asks, “Who should I see for my medical problem?,” I’m in a good position to guide them. But even with all of my contacts, I sometimes find it very hard to come up with the right answer. It often requires a considerable amount of research and persistence on my part. It can be especially frustrating when a close friend or family member is struggling with a health problem. So I can certainly imagine how scary and puzzling it is for the majority of patients who must confront serious medical issues without the benefit of insider knowledge.

Leslie Michelson captures this dilemma with great insight in The Patient’s Playbook: How to Save Your Life and the Lives of Those You Love. Successfully steering a serious health problem through the medical system can be a challenge. In The Patient’s Playbook, Michelson gives away secrets of the trade—lessons he’s learned from more than thirty years of helping people get better outcomes—that you can use yourself. He levels the playing field by providing average patients who have ordinary health insurance and Internet access (or an Internet savvy friend) with the resources, advice, and tools they need to make better medical decisions and achieve optimal results.

I found The Patient’s Playbook to be enlightening, helpful, and full of sound recommendations. The guidance Michelson offers is well-documented and expertly informed, based on the latest evidence from outcomes research and comparative-effectiveness studies. And to this he adds good old common sense. The Patient’s Playbook is engrossing, suspenseful, exciting, and reassuring. It grabs your attention with compelling stories that at times read like a detective thriller. Those stories yield practical ideas that show you how to prepare for a life of better care. And you don’t have to be wealthy or connected to get there.

My surgeon father used to say that the cheapest medicine is the best medicine. In other words, getting the diagnosis and the treatment right is the least expensive way to take good care of patients and get the best results in the long run. Michelson follows this same mantra. Throughout The Patient’s Playbook, he provides instructions for obtaining high-quality care on the first try. For example, he points out that the first step in any treatment decision is making sure you have the correct diagnosis. This is crucial. As an oncologist at a major cancer center, I see patients come in all the time with a diagnosis and set of treatment recommendations that I find, upon my own review, just don’t fit. Occasionally, we find their disease is much worse than was thought. But most often we find that people don’t need as much treatment or surgery as they were initially told. These experiences affirm something the author emphasizes in the book: be cautious, consult with experts, and think twice before you dive into treatment. None of us are perfect, and physicians can make mistakes or overlook things, but the majority of us try to do our very best every day. Still, the idea of accepting whatever your doctor says without question makes no sense. I’ve always considered it perfectly appropriate for my patients to ask questions, challenge statements, and seek out second opinions. The Patient’s Playbook walks you through this process, demonstrating how to partner with your physician in an empowering and respectful way.

In fact, one of the most important things that Michelson points out is that most of the major medical centers and doctors who are the prominent leaders in their fields take insurance and Medicare. If you need an operation and you’re covered by Medicare, for essentially no cost out of your pocket you can go to one of the most distinguished surgeons in your field of need. So why wouldn’t you go to the best? This is a mistake that many people are prone to make. A case comes to mind of a patient who suffered from an abnormal heartbeat, a complicated arrhythmia. When he had to be admitted to the local community hospital several times, I encouraged him to come to the medical center in Houston, where I was working, to see a world-class cardiologist. He refused. He was comfortable with his hometown doctors, who were friendly and attentive, and he didn’t see the point. He eventually had another arrhythmia and died at his small-town hospital because his doctors couldn’t manage it. This was a man who had his own plane and wouldn’t think anything of flying his family to France for a week’s vacation. Yet he wouldn’t go the distance to see the best physician for his condition. Michelson implores readers to bring the same scrutiny and judgment to a medical decision that they would to buying a car, finding a good place to live, or selecting the right school for their children. If you, like the arrhythmia patient, are facing a serious illness, the decisions you make about your medical care will have a profound impact on you and your family’s life—and they deserve at least as much attention and consideration.

Some patients take their responsibility very seriously, examining every possible option. But when it’s time to make a decision about treatment, they become extremely anxious. They worry, “Am I getting this right? Have I done everything I need to do?” The Patient’s Playbook gives you the power to take a deep breath, do your research very carefully, and then break down what seems like a complicated, hopeless problem into a series of steps that you can tackle in a reasonable amount of time with a reasonable amount of effort. As a patient, you have more power than you think. This book will help you find that power and use it to maximum advantage. Don’t underestimate the impact you can have on the health care system. You have a profound influence on the system every time you choose a physician network to be involved in, a specialist to see, or a hospital to visit. You have life-defining choices and a proactive part to play. But it takes becoming an informed medical consumer to get it right. You can do it. And you don’t have to be wealthy or have a doctor in your family or close connections in the medical field. Keep this book close at hand as a family medical reference. I think you’ll find it helpful, as I certainly have, in navigating your way through the system. It is a wonderful guide to help you make wise, well-informed decisions that will lead to a life of better health.

—Peter T. Scardino, M.D.

Chair, Department of Surgery

Memorial Sloan Kettering Cancer Center





INTRODUCTION
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 By the time Catherine*1 came to me for help, in the spring of 2012, the health care system had pretty much destroyed her health.

“I’ve been diagnosed with this…condition,” she began. “It’s called Churg-Strauss. They want to do surgery in a few weeks to confirm that I have it.”

Normally, this fifty-three-year-old management professional lights up a room with her grace and vitality. Today was different: three different doctors had just told her that she likely had a rare and fatal autoimmune condition.

Churg-Strauss Syndrome typically develops in three stages, starting with severe asthma and allergies. Next, the immune system fails, manifesting as fatigue, coughs, abdominal pain, and gastrointestinal bleeding. In the third phase, the arteries and veins become so inflamed that blood can’t get to vital organs, causing all sorts of nasty symptoms: nausea, vomiting, chest pain, shortness of breath, and numbness in the toes and fingers so bad that you can’t walk. All the major organs (lungs, skin, heart, kidneys), muscles, and joints are attacked. Researchers aren’t sure what causes Churg-Strauss, and there is no cure, but treatment—corticosteroids to start and, if it progresses, chemotherapy—can help keep the final stage at bay.

Catherine had long suffered from asthma, fatigue, and coughing, but recent bouts of pneumonia, urinary tract infections, and gastroesophageal reflux disease (searing heartburn so bad she couldn’t eat or sleep) set off alarms for her doctors, who now suspected advanced Churg-Strauss.

Sitting across from me that day, she seemed confused and exhausted, uncertain of what to do, and fought back tears every time she said the words Churg-Strauss. The process of trying to get better had only made her feel worse.

It was clear that Catherine required more than just medical advice; she needed the courage to take charge of her own health care. Her history would provide the important clues we needed to get her back on track. “Tell me everything,” I said. “Start from the beginning.”

“It’s the most peculiar thing. At about the age of thirty, when my son was nine months old, I got a really bad cold that turned into bronchitis.” At the time, Catherine was breastfeeding and was advised against taking antibiotics. Six months later she was still sick. Her doctors diagnosed her with late-onset asthma.

As the daughter of a physician, Catherine tended to follow orders. She took her medications, adapted to her symptoms, and learned to live as if deep, full breaths were a gift. Over the years, she struggled with increasing tightening in her chest and a painful cough that got worse in cold air. One evening she fractured four ribs from coughing. Another time she awoke in the middle of the night short of breath and grabbed for the inhaler on her bedside table. It didn’t open her airways. She took a shower, hoping that the hot steam would loosen things up. But her gasping only intensified. She roused her husband, barely able to get out the words: Take me to the emergency room.

“It was a twenty-minute drive, and I started to get desperate,” she recalled. “It felt like I was drowning.” At the hospital, Catherine was put on an IV of adrenaline and cortisone to stabilize her breathing. She slowly recovered. “There may have been some trigger that day. Who knows? I can never tell what the trigger is.”

In her twenty-three-year quest to feel better, Catherine had endured a battery of tests prescribed by countless well-meaning doctors. (Actually, I did count: ten specialists, not including the physicians who treated her during hospital stays.) She underwent numerous CT scans of her lungs and sinuses. She was pinpricked for food, mold, roach, and dust mite allergies, and she was tested some more for fungal infections, cystic fibrosis, and even the inherited condition alpha-1 antitrypsin deficiency, which can cause severe lung damage. She spent roughly ten thousand dollars a year in out-of-pocket health care costs and thousands more pulling up carpets and remodeling her home to minimize allergens.

All her doctors could tell for sure was that she had a slight allergic reaction to dust. That, and her asthma was getting worse. But there was an additional issue that went undiagnosed: treatment fatigue.

Catherine’s physicians meant well, but no one was coordinating her care. As a result, she was pursuing a try-it-and-see-what-happens approach with each new doctor. Over the years, she had taken an array of steroids, bronchodilators, and antibiotics—adding more drugs to mitigate the side effects of the ones she was already on, which, at various times, included Advair, Didronel, Fosamax, Medrol, prednisone, Qvar, Rhinocort, Singulair, Spiriva, theophylline, Ventolin, Xolair, Zyflo, long-term antibiotics, and dust mite shots.

Catherine had spent two decades on anywhere from 10 to 60 milligrams a day of prednisone, a corticosteroid that helped her breathe. But prednisone at such high doses can cause terrible side effects: bloating, bone deterioration, hyperactivity, insomnia, thinning of the skin. Her legs were covered in scars. If she so much as bumped into a chair, she’d develop purple bruises and gaping cuts that couldn’t be stitched because her skin was too fragile. She donned soccer-style shin guards under her pants and never wore skirts.

One morning in late 2011, to her horror, as she was flushing her sinuses with a neti pot, which she does twice a day, a blob of tissue tumbled out. An ear, nose, and throat doctor shined a light up her nostrils, discovered her septum had perforated, and proclaimed that it must have been caused by one of three things.

“He said to me,” Catherine recalled, “ ‘You’re either a past or current cocaine user’—and I’ve never done drugs—‘or the Rhinocort inhaler thinned your skin. Or it could be Wegener’s.’ ”

Wegener’s is a potentially fatal vascular disease that can lead to serious lung and kidney damage. To Catherine, her ENT sounded a little too enthusiastic about the possibility of such a rare diagnosis. But doctors are imperfect like us, and when they have to see twenty to forty patients a day just to maintain their practice, sensitivity can fall by the wayside.

She next went to a rheumatologist who, thankfully, ruled out Wegener’s. But he was concerned about her recent history of urinary tract infections, pneumonia, and reflux disease—and especially her CT scans, which showed that her lungs were functioning at about 50 percent. He asked Catherine if she had ever heard of Churg-Strauss Syndrome.

Next stop: a pulmonologist. He was fascinated by Catherine’s symptoms, telling her, “You know, you so seldom see Churg-Strauss, but I’ve just had a patient who went from having her asthma under control into serious Churg-Strauss. Now she has renal failure, and she’s on dialysis.”

To test this hunch, Catherine was referred to another ENT. He advised that she undergo sinus-scrape surgery to look for signs of eosinophilia—an abundance of a type of white blood cell that multiplies in force when the body is under attack—which, he said, would certainly point to a diagnosis of Churg-Strauss. The doctor proposed going up Catherine’s nose with an endoscope and stainless steel tools to scrape away bone and blockages (chisel, hammer, suction is the general idea), collecting enough tissue for a proper analysis. Catherine would have to endure two black eyes, severe pain, and several weeks of recovery.

Her story horrified me, for a number of reasons. “Stop,” I said. “You’ve been through enough already. Don’t do anything right now. I’m going to help you.”
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While Catherine’s diagnosis was very rare, her feelings of helplessness and defeat were not. I see this all the time: before we get sick, we believe that there is a health care “system” out there that will help us navigate whatever ails us. But when illness strikes, the journey to wellness is terribly confusing: a different language, contradictory signals, rapidly changing science, and no one to copilot. We quickly discover there is no map. It’s no wonder that so often we let go of the wheel and place our fate in the hands of doctors, no questions asked.

When you or someone you care for is sick and you don’t know what to do, it’s easy to become paralyzed, as Catherine did. Whether the flashpoint is a child’s allergic reaction, a parent’s stroke, a diagnosis of cancer, or a car accident—in that moment of anxiety and vulnerability, there are critical choices we must make. Yet all too often we don’t know how to collect the right information, frame our options, and ensure that we’re making the best decisions. We don’t even know that we are in serious danger, as Catherine was, of becoming a patient safety statistic.

In 1999, a groundbreaking Institute of Medicine (IOM) report, titled To Err Is Human, revealed the dirty secret that our system can be extremely harmful to our health. It estimated that at least 44,000 and up to 98,000 people in the United States were dying each year as a result of medical error—things like inaccurate diagnoses, the wrong drugs or treatments, and equipment failures. In 1998, as its authors noted, more people had died as a result of medical error than from car accidents (43,458), breast cancer (42,297), or AIDS (16,516).

But those figures didn’t tell the whole story.

A year later, in a 2000 Journal of the American Medical Association (JAMA) article, a distinguished professor at the Johns Hopkins School of Medicine combined patient deaths from medical error with an even-larger number of deaths that were due to adverse events—unnecessary surgeries, fatal infections, and the like. She discovered that the actual number of Americans who needlessly died every year at the hands of those tasked with saving their lives was closer to 225,000. That’s akin to a jumbo jet crashing and killing everyone on board once a day, 365 days a year. And it makes medical error the third leading cause of death in the United States today, just behind heart disease and cancer.

These startling reports, picked up by every major media outlet, sent shock waves through the medical community. Congress unanimously passed the Patient Safety and Quality Improvement Act, which allowed for the creation of patient safety organizations, tasked with collecting and analyzing medical error data, looking for patterns that could explain mishaps, and proposing solutions. Numerous hospitals incorporated checklists to avoid missteps in patient care, and they spent millions of dollars on computerized drug-dispensing systems. Sleep-deprived residents’ work shifts were soon limited to sixteen consecutive hours.

And yet…we are still no safer.

“Despite all the focus on patient safety, it seems we have not made much progress at all,” says Dr. Ashish Jha, a professor of health policy and management at Harvard’s School of Public Health and one of several experts who testified in the summer of 2014 at a congressional hearing titled More Than 1,000 Preventable Deaths a Day Is Too Many: The Need to Improve Patient Safety. The hearing was inspired by a 2013 study in the Journal of Patient Safety, authored by a scientist who, after tragically losing his teenage son to medical error, vowed to take a closer look at the problem, given that the IOM numbers were based on thirty-year-old medical records. His analysis revealed that preventable adverse events actually contribute to the death of more than 400,000 Americans a year.

“The IOM probably got it wrong. It was clearly an underestimate of the toll of human suffering that goes on from preventable medical errors,” Dr. Jha testified. “If I walk into an American hospital today, am I demonstrably, clearly safer than I was fifteen years ago? The unfortunate answer is, No. We have not moved the needle in any meaningful, demonstrative way.”

Have no doubt—you are still at great risk whenever you blindly place yourself or loved ones in the hands of a fragmented health care system.
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After meeting with Catherine, my team and I went into action, collecting her complete history: every lab test, X-ray, medical record, and scribbled doctors’ note we could muster from the last twenty-three years of her life—the length of time she had been struggling with her illness.

Compiled in a four-inch white binder and topped with a bulleted summary of her medical milestones, Catherine’s dossier was sent to Dr. Michael Wechsler, at the time a pulmonologist at Brigham and Women’s Hospital at Harvard and an authority on Churg-Strauss Syndrome. Dr. Wechsler has published extensively on the presentation and treatment of this disease, and he’s on the medical advisory board of the Churg-Strauss Syndrome Association. When we reached out to him by e-mail, he was happy to review her case.

A week later Catherine got a phone call that changed her life. “You must be somebody important. I’ve never seen a presentation folder like this,” Dr. Wechsler said.

He began by asking questions about her current health status: “Do you have any neuropathy, any tingling or numbness? Any history of kidney issues?” She mentioned her urinary tract infections, the only symptom matching his concerns.

“Based on your records and what you’re telling me, I wouldn’t do the sinus surgery,” Dr. Wechsler told her. “Churg-Strauss is a difficult disease to diagnose definitively. Doing a biopsy just to get a diagnosis, at this point, is not going to be helpful. Also, all these medications you are on will obfuscate any results.”

Furthermore, he told her, until her kidneys or other organs were affected, or until she developed peripheral neuropathy, “I can’t say that you have Churg-Strauss.”

Dr. Wechsler believed that Catherine could have chronic eosinophilic pneumonia, or possibly a nasty case of worsening asthma with something called remodeling of the lungs. Her respiratory organs had been in a hypersensitive state for so long that they might have been permanently damaged.

She was also on too many medications. Catherine’s hamster wheel of a drug regimen had led to a tolerance of some prescriptions (which didn’t work for her anymore) and allergic reactions to others. The urinary tract infections that led her doctors to believe her kidneys were under attack? Those were probably exacerbated by the high levels of antibiotics she had taken for the pneumonia. Likewise, the bronchodilators contributed to her reflux disease.

But here’s the scariest part: If Catherine had undergone sinus surgery, her physicians would have found what they were looking for, because her blood tests over the years had already shown increasing levels of eosinophils. Never mind that, as Dr. Wechsler explained to her: eosinophilia can be caused by a number of other factors, such as worsening asthma and lung remodeling, and by itself is not a definitive indicator of Churg-Strauss.

Yet Catherine’s doctors surely would have declared a verdict, diagnosed her with Churg-Strauss Syndrome, and begun treatment for a disease she didn’t have. Her story is a stark reminder of why it’s so important to consult an expert—a medical professional with enough deep experience that he or she has probably seen almost every iteration of your specific illness—before taking action.

Catherine felt as if someone had just led her out of a dark cave where she’d spent years running into walls. Instead of the nightmare she’d anticipated—continuing physical and mental deterioration and eventually death—her future was bright again, with a few tolerable limitations. She now had the courage and competence to tell her doctors that she was canceling her surgery and changing to a course of less treatment.

A year later Catherine was flourishing on just 2.5 to 5 milligrams per day of prednisone, plus the use of her inhaler. Her reflux was gone, and she was under the care of excellent allergists in Los Angeles who were monitoring her condition. She rode her electric bike to work on sunny days. Catherine had finally regained peace of mind and was in control of her own health.

 Everybody knows that health care in America is broken, yet we have been brought up to passively follow doctors’ orders rather than partner with them. I’d go so far as to say we treat doctors and caregivers like clergy: they wear the white lab coats of their institution, signaling their authority; they speak a confusing language that excludes you, the layperson. More important, and curiously, we don’t hold them accountable for outcomes. Certainly that makes sense for religious leaders (that’s why it’s called faith!), but for physicians? And to add insult to injury,*2 when you’re terribly sick and feeling vulnerable, sitting naked in a flimsy paper gown on a cold examination table, and your doctor gives you fifteen, maybe twenty minutes of his time before moving to the next exam room—that’s often when you are asked to make clear, rational decisions about treatment.

Now, to turn the tables, think about what it’s like for doctors. A typical primary care physician manages two thousand to four thousand patients, and sees anywhere from twenty to forty patients a day. Why? One reason is that they have to work harder than ever before to meet the demands of higher office management costs and educational loans, while at the same time receiving lower reimbursements for their services from health insurers. I’m a pretty hard-working guy, but I can’t imagine seeing twenty clients a day, five days a week. How do you think clearly and carefully about each one? No matter how charismatic, empathetic, and effective a doctor is, he or she cannot care for a human being in fifteen minutes.

As that landmark IOM report and subsequent studies prove, we have to be proactively engaged with our doctors in our own care, because the consequences of simply accepting whatever we are given can mean the difference between life and death.

Of course, not all medical mistakes are fatal. Many patients are poked, prodded, and subjected to unnecessary surgeries and treatments, just as Catherine was. In fact, one of the biggest dangers we face is a medication foul-up. In 2007 the IOM estimated that every hospital patient is subjected to at least one medication error per day. One a day! That’s 1.5 million preventable adverse drug events per year. On one end of the spectrum, that’s a nurse administering a little too much pain-killer, causing the patient to feel nausea or confusion; but on the other, it’s a doctor accidentally prescribing penicillin for someone who is deathly allergic, or a new drug that has dangerous interactions with a patient’s existing regimen. To put it in perspective, the Dallas Cowboys’ AT&T Stadium can accommodate eighty thousand seated football fans. Subject every single man, woman, and child in that packed stadium to a medication foul-up—and you’d still have nineteen more packed-stadium games to go before you reached the number of people harmed every year.

It’s easy to get lost in such large numbers, so let’s bring it down to one famous and frightening case, when actor Dennis Quaid and his wife Kimberly Buffington almost lost their newborn twins. In November 2007 the couple welcomed home Thomas Boone and Zoë Grace. Days later the babies fell ill with staph infections, and the Quaids brought them to Cedars-Sinai Medical Center in Los Angeles, where they were admitted and put on intravenous antibiotics. As is common practice, the IV catheter that carried the medicine to their tiny bodies was flushed at regular intervals with a drug called Hep-Lock, to prevent clots from forming in the line. (Hep-Lock is a very weak form of the adult blood thinner heparin.) The twins seemed to be doing well. But then that night they turned purple.

The Quaids arrived early the next morning to discover that their twins were supposed to have received 10 units of Hep-Lock, but instead they had received 10,000 units of full-blast heparin—and not once but twice. Buffington later described the babies to Oprah Winfrey as appearing black and blue and bleeding out from their IVs, their blood the consistency of water.

The error chain had begun when a pharmacy technician put the 10,000-unit doses of heparin in the same bin as the 10-unit doses of Hep-Lock. Then the nurse who administered the drugs didn’t double-check the bottle labels, which looked very similar. The Quaids would later say that they were in the room when the nurse administered the heparin, yet they had failed to oversee what she was doing. (But who does, really? We trust hospital workers with our lives, forgetting that they are only human.)

The infants, thankfully, pulled through. And Cedars-Sinai’s response was swift and strong: the hospital underwent major staff retraining and invested $100 million in new technology, including bar-code scanners and multiple computer-assisted checks of medication. It was also transparent about its role in the mix-up, even inviting The Oprah Winfrey Show in to discuss the terrifying incident and share the safety measures it enacted.

Shaken by the ordeal, Dennis Quaid testified before Congress, and the couple started a foundation to raise awareness about the dangers of medication error, fully aware of the fact that theirs was just one story out of 1.5 million a year.

 Helping people get the best possible health outcomes is my life’s passion, but I am not a physician. I didn’t go to medical school, and you won’t see me balancing a stethoscope around my neck. I have been collaborating with doctors, patients, and policy makers for three decades, advising people from all walks of life when they need medical guidance.

In the 1970s, at age twenty-nine, I went to work as a special assistant to the general counsel of the U.S. Department of Health and Human Services, serving in both the Carter and Reagan administrations. I’ve been a founder, CEO, investor, adviser, and/or director for a variety of entrepreneurial health care and health technology companies. Before founding my own company, I was CEO of the Prostate Cancer Foundation (set up by Michael Milken after his successful battle against the disease), the world’s largest philanthropic source of funding for prostate cancer research.

Today my official title is CEO of Private Health Management, but I’m really more of a health care quarterback, guiding clients through a wide range of ailments, from bunions and back pain to serious heart conditions and deadly cancers. My team and I have helped hundreds of private individuals, and thousands of corporate clients, achieve better care—and avoid medical error—by digging deep into their cases to ensure they are getting the right diagnoses, seeing the best doctors, and receiving the most effective treatments for their specific illnesses.

Everything I’ve learned from more than thirty years of experience helping others, I’m sharing here for the first time so that you can do it too, for yourself and your loved ones.

The actions I’m asking you to take in preparation (find and forge a relationship with a sharp primary care physician, take inventory of your family’s health history, collect your medical records, and appoint someone to be your health care quarterback) will lay a strong foundation for the new patient-empowered approach I want you to take. Next, we’ll focus on how to protect yourself from overtreatment, how to find and interview the right specialists when you are facing an unexpected illness or medical problem, and why you must prepare now for potential emergency room visits in the future. Finally, we’ll turn to the question of serious illnesses. Whether it’s cancer, an autoimmune disorder, or some other potentially life-changing disease, you will learn how to move forward using the same four-step process of Intensive Case Management (Immersion, Diagnosis, Treatment, and Coordination) that I’ve used to help many others get better care and live the longest, fullest life possible.

By the time you finish reading this book, you will have completely rethought the way you interact with caregivers and hospitals. You will have the confidence to make better decisions when you or someone you love gets sick and needs help. I know that these lessons work, because I’ve been putting them in action almost my entire life. In fact, how I really got my start as a patient advocate is another story, one that I’ve shared with only a few people until now.

After I was born, in 1951, my mother went into a major postpartum depression. For the first six months of my life, she couldn’t get out of bed, leaving me in the care of my father and maternal grandmother. I actually didn’t learn about this until I was forty-five, and someone casually mentioned it at a party. Sadly, the stigma of psychiatric illness was so great at the time (and still can be today) that families touched by chronic depression often had to carry the burden in silence. My parents had been counseled by doctors that they shouldn’t discuss it, so they didn’t.

My mother eventually recovered, but then she became bipolar, which meant there were days, months, and years when she’d be fine, and then long periods when she was incapable of getting up, making dinner, or holding a conversation. During her manic phases, she’d be on a high for days or weeks, talking nonstop and sometimes being cruel to me and others I know she loved. I couldn’t predict when her disease would take control of her. Coming home from school, I never knew if I’d be greeted by a fire-breathing dragon or a smiling mother with a glass of milk and a plate of cookies. I had to feel around the edges of the door for danger, the way they teach you in fire safety training.

When I was ten, my mother screamed at me for forty-five minutes because I left a sneaker on the steps. The only ten-year-old who hasn’t left a sneaker on the steps is a ten-year-old who doesn’t have sneakers or steps.

During an ugly scene when I was twelve or thirteen, I physically held my mother down in a chair and told her, “You will stop yelling at my brother right now.” That moment changed everything between us. She was my mother, and I loved her, but her disease was dangerous, and I had to be assertive.

Although my mother’s illness was hard on me, it had to have been worse for my father. The instant I was born, he lost his wife. And yet he remained extraordinarily positive and strong. He was a genuine role model, the moral center of gravity for every community that he was in—whether it was our larger family, the synagogue, the Boy Scouts, his business, or his trade association. He was the guy who would solve other people’s problems. I could talk to Dad for hours.

By my early teens, I was actively involved in helping with my mother’s care. That was when she received her first electroshock therapy treatment for recurring depression. Later, we had her on daily lithium, a mood stabilizer. I had to grow up and become a responsible caregiver at a very young age.

And here’s where the story gets complicated. When I was in high school, my father came home one evening, clearly agitated. For me, the sun came up at night when my father walked through the door. As tired as he was, those hours with him were absolutely precious. If he came home anxious or upset, that was a big deal.

He had gone for his annual physical that day with his primary care physician, a man with whom he’d attended high school in Newark, New Jersey. The doctor had recommended that my father see a certain cardiologist. A week or two later Dad came home even more rattled than before. The cardiologist had told him he needed to have open-heart surgery.

I was overcome with worry. Was my dad going to die? Losing him wouldn’t just mean I’d be an orphan, practically speaking; it would mean I’d have to take full responsibility for my mother. That was not a reality I could handle.

That night I couldn’t sleep. The next day I couldn’t concentrate at school. I got home that afternoon and picked up the phone to dial Lenox Hill Hospital in New York. Although we lived in suburban Union, New Jersey, I read The New York Times every night, and somehow I recalled “Lenox Hill” always being mentioned. I knew that when you wanted to go to a nice restaurant, see a good play, or go to a top hospital—you went to New York.

“Can I please speak to the head of cardiology?” I asked. I’m sure my teenage voice must have cracked on the line as I spoke, but I wasn’t going to aim low.

“Dad,” I announced when my father got home, “I set up an appointment for you to get a second opinion from the chairman of cardiology at Lenox Hill.”

“You know, that’s a good idea,” he said. “I’m gonna do it.”

And that was that.

On the day of his appointment, I waited at home in agony. This had to go right. I couldn’t imagine a future without him. I was seeing the walls coming down.

It was all I could do not to knock him over when he walked in the door. “What did he say, Dad? What did he say?”

“He said, ‘There’s nothing wrong with your heart, and the doctor who recommended surgery should be shot in a public square.’ ”

Exact words. He was ecstatic. And I still remember where I was standing in the kitchen when he said it. I remember this better than I remember what I had for breakfast today.

My father never had any heart problems. No high blood pressure, no calcium in his coronaries, no leaky valves. He passed away in 2007, succumbing to something totally unrelated to his heart. But back in 1988, when I was building my first company, I met Dr. Robert H. Brook, who was then the vice president and director of RAND Health, a health policy think tank. He had just published research showing that many of the major surgical procedures being done in the United States were harming rather than helping patients. In fact, when it came to coronary artery bypass graft surgeries—what my father was told he needed—14 percent were done for “inappropriate reasons,” and 30 percent were done for “equivocal” reasons. I thought, My God, this doctor has found scientific evidence of what I suspected was going on some twenty years ago.

I still think of my father every day and how his “case” ignited my passion for helping people to get better care. Managing serious illness is not easy, but armed with the knowledge in this book, and the support of a trusted primary care doctor, I truly believe that everyone can—and must—become a more powerful and effective health care consumer.

 In every realm but medicine, Americans are very good at effecting change with their wallets. We are more satisfied than ever with the cars we drive and the smartphones in our pockets because we influence and inspire the market. But the very fact that you have either employer- or government-funded insurance writing a check for your medical care changes the equation. You’re not feeling like the consumer.

Further, you don’t have information about quality and prices. You may know, thanks to a 2013 investigative series in The New York Times, that the cost of a routine colonoscopy in the New York area can range from $740 to $8,500. But when was the last time you asked your doctor, How much is this going to cost? (Chances are, because of our convoluted payment system, he or she couldn’t even tell you.)

What if you had to buy a car without knowing how it fared against other cars when it came to performance, crash test safety, or miles per gallon? That’s what we do when it comes to medicine. We undergo major procedures without getting expert opinions or even inquiring what past patients’ experiences were like. But just as you shoulder the responsibility for buying a safe car, finding a good place to live, or selecting the right school for your child, you need to do your homework when it comes to your health care. The chasm between just taking what you are given and making sure you get the best is widening by the day.

On three occasions in our country’s history, government action significantly transformed health care. The first was during World War II, when regulatory agencies capped wage increases but ruled that fringe benefits like sick leave and health insurance were not capped or taxable, giving employers a way to reward and attract talent with perks other than higher wages. For better or worse, this evolved into our present-day employer-based health insurance system.

The second event was in 1965 with the establishment of Medicare and Medicaid, ensuring health coverage for the elderly, injured, and impoverished. Today we are living in the age of a third major transformation: the Patient Protection and Affordable Care Act.

The Affordable Care Act is unquestionably one of the most sweeping and important pieces of health care legislation ever enacted. It guarantees that health insurance companies can no longer deny coverage for preexisting conditions, cancel coverage when you get sick, or impose annual or lifetime limits. It requires them to pay for preventive services and coverage for children up to the age of twenty-six. Yet at the same time, the Affordable Care Act significantly amplifies the power insurance companies have over physicians.

Normal businesses must be responsive to the needs of their customers or they will fail. But when it comes to health care, the insurance companies pay our doctors and our hospitals—they have the financial whip-handle. Physicians are caught between serving the patients they treat and the companies that compensate them. We’re still stuck with a fractured, slow-to-move, convoluted process that doesn’t meet our needs as consumers, or doctors’ needs as caregivers. Decades later the words of legendary journalist Walter Cronkite still hold true: “America’s health care system is neither healthy, caring, nor a system.”

So it comes down to this. You have two choices, either take charge of your own care or wait for our fragmented system to get fixed. But guess what? There’s no reason to believe it’s going to get any better, and more important, you don’t have time to wait because you don’t know if there’s a cell dividing in your body right now that will develop into cancer. You don’t know if your immune system is starting to attack the cartilage in your knees and you’ll need a knee replacement. You don’t know if that car racing behind you on the freeway is going to stop before it meets your bumper.

Here’s a real-life scenario that always troubles me. A patient who is dying decides to end therapeutic interventions. He just wants to be as comfortable as he can during his final days. The family turns to hospice care. One of the first questions a hospice worker asks the patient is “What are your goals and objectives? What are you looking for from us?” Tragically, this is frequently the first time anyone has asked the patient what he or she wants. You are the consumer, and it is your preferences and desires that matter most. Let’s resolve now that whenever you interact with the medical community, even if no one ever asks what you want, you will have the courage and the competence to assert yourself—to make the health care delivery system respond to your needs and goals.

Millions of previously uninsured individuals now have coverage. Baby boomers are aging and demanding more medical attention just as we are facing a doctor shortage. Thankfully, the United States has some of the most advanced medical technologies, distinguished hospitals, and skilled practitioners in the world. Patients just don’t know how to seek them out. But I’m going to show you how.

Now more than ever, we need to be effective consumers to get the best that we can out of a dysfunctional system. It’s not easy. It will be a challenging commitment. But the rewards are enormous. This book will give you the tools, the competency, and the courage to do it well.




*1Not her real name. Patients’ names and some identifying characteristics have been changed throughout the book.

    *2Just to be clear, doctors today don’t have enough time to spend with patients because our reimbursement system doesn’t pay them for the extra hours in a day it would take to stop and think, do more research, sit with you for as long as you need, and be even more thoughtful about your care. Virtually every physician I know wishes they could practice like that.







PART I
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The way you interact with doctors and hospitals could be dangerous to your health. Here are your take-charge steps: Find and partner with a good primary care physician, complete your personal health binder, and round up your wellness team.
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CHAPTER ONE

WHY HAVING THE RIGHT PRIMARY CARE PHYSICIAN WILL CHANGE YOUR LIFE


How to view this essential relationship—and what your doctor should be doing for you



 Jennifer, a fifty-five-year-old attorney, came to me complaining of debilitating fatigue and chronic pain. She had been seeing the same primary care physician, or PCP, for the last seven years and found him to be thoughtful, not too rushed, and a good listener. But he was stumped by her symptoms, which had started in her late twenties as an unexplained “achy, deep bone pain” that waxed and waned. By her fifties, it had become unbearable and she was completely exhausted.

“It’s almost flu-like. As if someone pulled the plug and I no longer have any power,” she said. Her pain was the worst culprit in a slew of offenders that included depression, migraines, mild sleep apnea, psoriasis, fibroid disease, high cholesterol, and high blood pressure.

In her late forties, desperate for relief, Jennifer had enrolled in a pain-management program at a major teaching hospital. (The course had been recommended to her by a physician there after several doctors examined her and couldn’t pinpoint a physical problem.) For three weeks, five days a week, she was schooled in the art of relaxation, positive self-talk, visualization, and the cardinal rule of the program: Do not discuss your pain. (Their theory was that verbalizing physical discomfort lights up sensors in the brain that reinforce one’s experience of it.) She was also encouraged to stop taking her sleeping pills and to engage in spontaneous laughter as an endorphin-building exercise.

None of this really worked.

“My psychiatrist thought it was the stupidest thing she had ever heard of,” she recalled. “But when you’re desperate for help, you take desperate measures.”

Shortly after Jennifer turned fifty-one, in 2009, she began to feel deep throbbing in her right hip, and a terrible stiffness when she sat for long periods. Her primary care physician ordered X-rays, diagnosed her with mild arthritis, and told her to take ibuprofen. When that didn’t assuage the shooting pain, he told her to take more, until she was up to 600 milligrams of ibuprofen a day. He referred her to a podiatrist when her feet began to hurt, and to an orthopedic surgeon when her shoulders ached, but they offered her no new answers.

“Every time you go to a doctor, you have hope that this will be the person who figures it out,” she said. “You go through more tests, they still can’t figure it out, and it’s just one more person telling you nothing’s wrong.”

The old “there’s nothing wrong” diagnosis really troubles me. As a patient, you know when something is really wrong. But eventually Jennifer began to doubt her own experience of pain.

“I wondered if maybe I was a hypochondriac,” she said. She devoted her limited energy to her private law practice and her teenage son, whom she raised alone. And she took antidepressants to help deal with her feelings of frustration and isolation.

By the spring of her fifty-fourth year, she was completely wiped out and sleeping like a teenager, up to twelve hours a day. Her left shoulder became a constant distraction, assaulting her with sharp jabs, like the sensation of a pinched nerve. She was losing range of motion. When she sent her son off to college that summer, she couldn’t lift a single suitcase. The littlest things became big problems.

At dinner one night with friends, she said out loud to no one in particular, “Oh no, it’s Wednesday—garbage night,” and then had to explain that rolling her cans to the street was terribly difficult, like pushing a boulder up a mountain.

“You know, you said the same thing to us last Wednesday,” someone said.

Jennifer cringed in embarrassment. I sound like an old lady, she thought. Always complaining about how tired I am and how much I hurt.

She decided to start working out, thinking, If I just get in shape like everybody else, I’m going to feel better. She treated herself to a week at a spa in New Mexico, where she ate healthy and participated in daily yoga, walks, and swimming. Her pain got worse.

By the time she came home, she couldn’t touch her head or reach behind her back to unsnap her bra. Her orthopedist diagnosed her with “frozen shoulder,” a condition whereby the capsule in the shoulder joint, which holds the bones, tendons, and ligaments together, thickens and causes restriction of movement. He gave her steroid shots and referred her to a physical therapist.

Despite the pain, Jennifer continued to eat her fruits and vegetables and go to the gym, because that’s what healthy people do. She even lost weight. But she didn’t feel any better. Soon her right shoulder began to throb. Her orthopedist gave her another steroid shot and said it wasn’t out of the ordinary for both shoulders to freeze up. But her physical therapist insisted she get a second opinion.

Jennifer knew instinctively that all her health problems couldn’t be separate issues. There had to be a connection. But she wasn’t a doctor and couldn’t connect the dots medically. That was her PCP’s job. Yet by now she had lost faith in her PCP’s guidance, so she came to me for help.

Forging a strong partnership with a caring and committed primary care physician is one of the most important first steps you can take in protecting your health. Unfortunately, Jennifer and her doctor had no such relationship. He gave up on the hard work of investigating the root cause of her pain, declared her to be an arthritis sufferer, ordered her to take ibuprofen, and then referred her to others who also gave best-guess diagnoses and Band-Aid treatments. Nobody was digging deep into her collection of symptoms to study the big picture. And Jennifer, lacking a health care partner, gave up her primary goal, which should have been to figure out the nature of her condition—what was causing all this agony?—and then seek out the best specialists and therapies for her illness.

The first thing we did was collect her medical records and imaging and send it with a summary of her condition to Dr. Robert R. Simon, former executive chair of emergency medicine for Cook County hospitals and a professor of emergency medicine at Rush University Medical Center in Chicago. Dr. Simon literally wrote the books used in standard practice for orthopedic emergencies and surgical procedures, and he’s our go-to Sherlock Holmes for complex cases involving chronic pain and orthopedic issues. (Don’t worry—in Chapter 6, I’m going to teach you ways to seek out the medical expert you need.)

Dr. Simon sent Jennifer pictures of various arm movements and asked her to describe what she was feeling as she went through them. “Jennifer, you do not have frozen shoulder,” he said. “But I think you might have a connective tissue disorder.” He believed her problem was a rheumatologic issue.

Jennifer seemed tentative when we got off the call. She’d been at this juncture before—a new doctor, a new hypothesis. She expected to be disappointed again but held out hope that this time would be different. In fact, she wouldn’t have needed a detective like Dr. Simon if her PCP had taken the time to collect and study her records, to ensure that she was with the right specialist.

In addition to her phone consult with Dr. Simon, Jennifer also visited a top orthopedic surgeon in Los Angeles, who ordered new MRIs. As he examined her images, he pointed to the wearing away of cartilage in both her shoulders, as well as some neck issues and nerve damage. Confirming Dr. Simon’s suspicions, he told Jennifer: I think you need to see a rheumatologist.

Dr. Katy M. Setoodeh was pleasant and warm at their first meeting. She held Jennifer’s hands as she examined them. “Have you ever seen a rheumatologist before?”*1 she asked.

“Never,” Jennifer said.

“Just from looking at your hands, I can see that you have a rheumatologic disorder.”

Jennifer couldn’t believe what she was hearing. Her hands had always felt fine.

The doctor pressed different parts of her body, asking, “Does this hurt?” She ordered blood work to check for autoimmune diseases, a bone scan to look for inflammation, and new MRIs of Jennifer’s hands and lower back to see if she had joint damage.

At their second meeting, Dr. Setoodeh referred to those images as she counted up the toll: “You have damage to the joints in your hands, wrists, shoulders, neck, lower back, hips, knees, ankles, feet…” She went on and on. “I believe you have a severe case of psoriatic arthritis characterized by high levels of inflammation, which would explain your pain and exhaustion. I know you’ve had this pain for a long time. I really wish you had come to me years ago.”

Jennifer’s psoriasis, an itching, flaky skin condition, had first manifested about seventeen years earlier. There were times when the condition flared up, leaving her with cracked, painful skin, but just on her hands and elbows—and her dermatologist had prescribed medication that helped.

As far as she could recall, no one had ever talked to her about psoriatic arthritis, a chronic autoimmune disorder that causes intense joint pain. Up to 30 percent of psoriasis sufferers develop related arthritis, and most cases present between the ages of thirty and fifty. There is no cure, although a number of drugs introduced in the past decade work remarkably well at controlling the symptoms and restoring joint function—but they can’t turn back the clock.

Just looking at the X-rays of Jennifer’s hips from three years earlier, it was clear, Dr. Setoodeh said, that she had had the condition back then—and likely long before, given how much damage she now had.

“Many people think that musculoskeletal pains are just part of living life,” says psoriatic arthritis expert Dr. Philip Mease, the director of rheumatology research at Swedish Medical Center in Seattle, and a clinical professor at the University of Washington’s School of Medicine. “They don’t know that there is irreversible damage progressing that could have been halted—and that’s a shame when we see people who have years of symptoms, but the dermatologist visit has just been too busy, too short, and too focused on skin issues. It’s important to have thoughtful assistant staff in the dermatology office who can say, ‘I see you’ve checked arthritis on the intake questionnaire. Let me bring that to the attention of the physician,’ or even just, ‘Gee, let me give you this National Psoriasis Foundation brochure, which teaches about the possibility that you may have psoriatic arthritis.’ Unfortunately, time is such a precious commodity, and in the medical profession, it’s being cut short.”

Dr. Setoodeh started Jennifer on a biweekly injection of a biological agent that would relieve her inflammation and pain while also slowing down joint damage. Within weeks she was feeling better. Four months later she reported that her pain level was down by two-thirds. She was back in the office three days a week and working from home, too. Little things that used to hurt so much, like clicking on a computer mouse, no longer bothered her.

“This is a major change of life for me—that’s how I feel in my most optimistic mode. But in bleak moments, I know I have all this joint damage that’s not going to go away and could have been avoided if I had been diagnosed earlier,” Jennifer said. “I think my internist failed me on so many levels. If you look back, on this date I complained about a shoulder hurting, on this date I complained about my wrist. Two years later my hip hurts again. And my knees. Then it’s my feet. He sends me to a podiatrist and an orthopedic surgeon and orders X-rays and says, ‘Oh, you’re fifty. You have arthritis. Time to start taking ibuprofen!’ Like it’s just another day.”

To be fair, when Jennifer initially complained of pain, it was reasonable for her PCP to prescribe ibuprofen and X-rays. And when she continued to complain, he sent her to additional specialists. But when they didn’t put the pieces together either, Jennifer got caught in the specialist shuffle: every new doctor she consulted with performed diagnostics in order to determine whether she had a condition that was within his realm of expertise, and if he couldn’t diagnose her, he’d prescribe medications to try to relieve her symptoms, and if that didn’t work, he’d pass her on to the next specialist, who’d go through the same process. The specialist shuffle can expose patients to unnecessary tests and treatments that cost a lot of money, time, and needless anxiety and stress. For patients like Jennifer, with nonspecific symptoms (fatigue, muscle pain, joint aches, etc.), the shuffle can go on for years with no resolution.

“It’s a common situation we run into as rheumatologists, hearing arduous patient journeys,” says Dr. Mease, who also consults with Jennifer by telephone. “They go to various doctors first—general practitioners, orthopedists, physical therapists, naturopaths—but the possibility that this is an autoimmune inflammatory disease doesn’t come across the radar screens of many in the health care profession. And when you think about the amount of time that is devoted to teaching about these diseases? A medical student is lucky if they get one or two days where they are truly exposed to [them].”

If you have consistent and persistent complaints for which conventional treatments are of no help, it’s important to start from the beginning, collect all your records, and work with your PCP to try to find a unifying diagnosis. Having a strong internist who actively coordinates your care is the best defense against the specialist shuffle.

Jennifer began the process of finding a new primary care physician while working with her doctors to carefully monitor her treatment.

“What’s really helpful to me is, when I talk to Dr. Setoodeh, if I’m not feeling well, there are ways to manage it,” she said. “We can decrease this or increase that, or get off Humira and try something else. To know that there’s a way to manage my pain and there’s someone who understands it—that knowledge is really important. Most of the time she’s saying to me, ‘We’ should switch to this or ‘We’ should try this. It’s not just ‘Sorry, I can’t do anything more for you.’ ”

Months after receiving her diagnosis, Jennifer decided to read through her own medical records. They were a revelation.

Prior to her enrollment in the speak-not-of-thy-aches pain-management program, a number of physicians at the program’s hospital had reviewed her health history. One, a dermatologist, had noted in her case file that Jennifer might have psoriatic arthritis and even suggested putting her on medication. Jennifer also saw notes from a rheumatologist (even though she didn’t recall ever meeting one) who disagreed. That doctor wrote that it was very unlikely, though possible, that she was suffering from the nascent stirrings of psoriatic arthritis and that it should be watched.

Jennifer was certain that no one ever talked to her about psoriatic arthritis. But who knows? It could have been relayed to her in twenty seconds during a fifteen-minute visit, nearly ten years ago. A simple records request can sometimes become the transformative event in your medical care. The fact that her internist never even inquired about her past records confirms to me that he failed her.

“I don’t think I was taken seriously by my internist,” Jennifer said. “I asked him at one point, ‘Do you think it’s anything like rheumatoid arthritis?’ He said, ‘No, you’d have a lot more swollen joints and pain than you do.’ I thought, ‘But I do have a lot of joint pain.’ Recently I said to my psychiatrist, ‘Maybe I wasn’t clear enough?’ She said, ‘Stop kicking yourself. You’re a patient. Your job is to report pain. That’s all you had to do.’ ”

If only that were true. Far too often patients like Jennifer, who are not getting satisfaction, resist the idea of demanding better care and don’t know how to find physicians who will help them reach their objectives. The fact that we are getting less quality time with our doctors only compounds the problem. But there is a solution: We can take the time to find a PCP who’s the right fit, then act in a way that consistently gets their attention.

Your primary care physician is one of the most important people in your life. Probably not now, but one day, if you become seriously ill, you are going to need him or her to guide you through rough waters. On a scale of 1 to 10, how is your current relationship with your internist? Do you trust and respect her and feel comfortable telling her secrets that affect your health? Is he someone who, if you were experiencing a variety of symptoms, would have the tenacity to stay engaged until the two of you could wrap a diagnosis around the problem and determine the best treatment plan?

Nurturing that PCP relationship—through mutual trust, respect, and a shared interest in the science behind your care—means forging a bond with someone who will be invested in your well-being for the long haul.

Stop for a minute and ask yourself, How did I choose my doctor? Was it based on the recommendation of a friend? I hear this a lot: “I started seeing Dr. Williams because my brother-in-law goes to him and thinks he’s great.” Really? How do you know he’s great? Maybe Dr. Williams is “great” because he’s nice and doesn’t bug your brother-in-law about his bulging waistline or his chewing-tobacco habit or those rising cholesterol numbers. Maybe he’s great because he’s a Cavaliers fan like your brother-in-law. Not the smartest way to judge a physician.

Remember how you (or your children, or that brainy neighbor kid) chose a college? You studied the best institutions for your major, made personal visits, applied to your top choices, and spoke to teachers and current students before you made a decision. I’m asking you to devote just half as much time and effort to finding the physician who will be the lifelong forensic detective of your health.

Let’s say you’ve had back pain. Months later you get headaches and fatigue. If you don’t feel comfortable calling your doctor, you may think, Oh, I don’t want to wait to get an appointment—he’s always busy anyway. I’ll just pop some aspirin. You accept the pain. But a good physician who knows you, takes your calls, and has been paying attention will review your collection of symptoms to identify a likely underlying condition: depression. He knows you’ve suffered it in the past, or that it runs in your family. And he recognizes that depression often manifests as physical pain and fatigue. He’ll take it very seriously and work with you on a course of treatment because, according to the latest studies, 

























PARTNERING WITH YOUR PRIMARY CARE PHYSICIAN: THE THREE LEVELS OF CARE
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