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To Carole, who told me to write this book to help others find affordable care.





CHAPTER 1
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How to Use This Book


How I Became a Health Care Detective, and How You Can, Too


No one should be surprised to get cancer. More than half of us will be diagnosed with the disease in our lifetimes. Still, when I got hit with it, I was stunned.


I got the phone call so many of us have learned to dread in November 2008 while I was at a high point in my career. I was the editor in chief of Reader’s Digest International, managing the company’s fifty worldwide editions in twenty-two languages, and I had just helped launch a Reader’s Digest magazine for mainland China. At a kickoff lunch in Beijing, our select group of executives was warned to avoid politics. But after several rounds of toasts, the Chinese team leader demanded my opinion of the U.S. presidential campaign. I surprised him and the other older Communist Party leaders there by boldly predicting that the young black candidate, Barack Hussein Obama—obviously a person of color—would become America’s next president; days later, I gained immeasurable stature with the Chinese when I was proven right.


The magazine launch was a historic accomplishment for our company. DeWitt Wallace’s once virulently anti-Communist magazine was now on sale in Red China. Population: 1.3 billion.


I loved the challenge of my job and the travel. I would fly from London to Beijing for a business lunch and fly back the same day, holding meetings in the car to and from the airports. Surely, I thought, the occasional shortness of breath I had first felt walking downhill from London’s Piccadilly Circus had something to do with flying around the world three times in ten months. It couldn’t be anything more than that; after all, I was only sixty-six and jogging four miles a day. Still, I was concerned enough to see our family doctor, an excellent internist. He said I was anemic, probably because of the demands of my job. But he wanted me to see an oncologist “out of caution” to rule out anything serious.


The oncologist was upbeat. He ran a series of tests, including a spinal tap—again to rule out anything serious. He said he would call in a few days with the results.


I got his call in my favorite hotel room in London overlooking St. James’s Place—a block from lovely St. James’s Park, where I jogged around the lake after work as regal white swans floated by. I felt fine.


The oncologist, Raymond Pastore, a normally jolly fellow, didn’t sound upbeat. Slowly I realized that he was telling me that, sorry, his tests had confirmed that I had a relatively rare form of blood cancer called multiple myeloma. The walls of the room closed in on me. I was trapped and utterly alone. I had just gotten a death sentence three thousand miles away from my wife, Carole, and my family, back home in New York.


“This is deadly serious,” I heard myself saying. There was a pause, and Dr. Pastore said, “It is serious. But it is not necessarily deadly. We can treat this cancer and get it under control.”


And we did.


My doctors assured me that I was in a “smoldering” presymptomatic phase that could last for God knows how long. But the disease would inevitably cross the line to “active.” Then I’d have to confront my cancer by enduring months of debilitating chemotherapy, followed by a lifetime of drug “maintenance.” A pill a day to keep the cancer away.


My cancer became active eighteen months later, and if I had not undergone chemo, I could have died within a year. Since the chemo, my maintenance drugs have kept my cancer in check for the past six years. Aside from getting on a first-name basis with more doctors than I want to shake a checkbook at, I’ve lived rather normally. My wife, Carole, our two daughters, son-in-law, and two adorable grandsons—not to mention me—are very grateful for that. If I drive carefully, don’t try to break up fights in the subway, and don’t play with guns, I should live to my eighties. What more could anyone ask?


Except there is a problem. The wonder drugs that are keeping me alive are insanely expensive. The pill I take each day now costs $809.52. If I had to pay that retail price—which works out to about $17,000 a month, or $204,000 a year—the pill would keep me alive long enough to file for bankruptcy. After more than fifty years of working and saving, I would have to choose between going broke or deciding to stop taking my medicine.


Still, I have been luckier than others. I have pills that control my cancer. Not everyone can say that.


In addition, my old employer, Time Inc., picked up my drug costs for the first few years. The most I had to pay for all of my medications, including my cancer pill, was $1,000 a year. But then in November 2012, the company announced a drastic cut in its health care benefits. Time Inc. would no longer cap employees’ annual drug costs. Suddenly, beginning a month later in January 2013, there would be no limit on how much my out-of-pocket drug expenses might be. No limit. Not even for cancer drugs.


I assumed my familiar MO: I started working the story. With my old company no longer capping my costs, how could I get quality affordable health care to prolong my life? My first priority was to figure out what I would have to pay in 2013 for my maintenance drug, Revlimid, which I had been taking for years—and which cost $571 a day retail.


Sound simple? It wasn’t. Depending on whom I talked to, I rarely got the same story twice. Various company staffers told me my Revlimid would cost me anywhere from $240 a year to $17,000.


Over a couple of weeks of relentless phoning, I filled my reporter’s notebook with quotations from seventy people at sixteen different institutions. And in the end, I pinned down the cost: it turned out to be a manageable $60 a month, or $2 a pill, not $571.


But my two-week ordeal trying to navigate the health care system was so surreal that my wife urged me to write about how I became my own Health Care Detective for the New York Times. My op-ed article drew an immediate response. Soon I was poring over a stack of letters from readers who were going through similar and even worse experiences trying to find affordable care. The more I learned about our broken health care system, the more Carole told me to write a practical book about how regular people can become their own Health Care Detectives, get the care they deserve, and maybe save a few dollars, too.


Unless people get easy-to-follow guidance, how could the average person—someone without journalism skills, which include tenacity and a shameless willingness to be a nuisance; someone perhaps with scant Internet savvy and maybe only limited time—how could such a person find his or her way through such a system? My answer is: You can do it. I knew I could help people navigate our broken system, just as I had shown people how to master our personal finance system when I was editor of Money magazine.


Should America have a health care system that forces people to make seventy calls to find out what their lifesaving prescription will cost? Should insurance companies be allowed to refuse to put their prices in writing? Should doctors and hospitals be allowed to refuse to tell you their prices, let alone post them? And should we have a system that can leave you paying $2 a day for medicine or $571, depending on which person you reach on the phone and believe?


Of course not. But that’s the system we have. That’s the American way of health care.


One of my mother Ann’s four sisters, Aunt Josephine, had a favorite saying: “God helps those who help themselves.” I never liked that idea, because it made God the ultimate front-runner. But if Aunt Josephine could see today’s health care system, she’d be saying, “I told you so. You have to take care of yourself.”


I have learned how to take care of myself. As I sit here writing this, I am not paying $809.52 a day for my new cancer drug, Pomalyst, an amazing drug for newly relapsed myeloma patients like me. In fact, I am not paying a dime for it. My Pomalyst is being supplied to me free of charge for 2016 at least, but not by any of the sources you might imagine. Not by the government out of compassion, not by the drugmaker to avoid press attacks about profiteering on the sickest among us, and not by my very profitable supplemental health insurer. And certainly not by my old friends at my former employer, who once promised editors like me and others generous health benefits for life, but ended up handing us limited lump sums and wishing us luck shopping for our own insurance.


I’m getting my pill free because, literally out of self-preservation, I have figured out who to ask, what to ask, and what to do to get my best health care at the best price, including how to get my exorbitantly priced cancer drug free of charge.


Since my diagnosis in 2008, world-renowned doctors and surgeons have treated me at three of the country’s top hospitals. At every turn, I have received some of the finest care this country’s medical system offers—and I have gotten it for a lot less than people pay normally. For instance, after some negotiation, an acclaimed surgeon I wanted to operate on my back reduced his fee by 75 percent.


Everything I did, you can do. That’s why I wrote this book. I believe I can help you become a Health Care Detective and master the skills to do three important things:


Navigate our country’s sadly dysfunctional health care system, get better care than you have now, and save money.


If you want affordable health care—and who doesn’t?—my book will help you:


• whether you are considering a regular checkup or a complicated surgery;


• whether your doctors want you to take low-cost generics or are suggesting the newest costly brand-name drugs advertised on the nightly news;


• whether your employer offers decent health insurance or you have to shop for coverage on your own;


• whether you’ve just enrolled in Obamacare and are worried about rising premiums and high deductibles that are increasing faster than your wages; and


• whether you’re on Medicare and still getting surprised by costly bills.


No matter what your medical conditions or questions might be, you’ll find useful guidance here. This book is not a drawn-out discussion of our national health policy. It is not a polemic. It’s not theoretical. It’s a practical guide to help you get better health care.


This book begins where those policy books end. Yes, our nation’s health care system is broken, and Obamacare won’t fix most of what’s wrong with it. Okay, now what? My findings will show you what to do today to get the first-rate and affordable health care you deserve.


My advice is based on the reality that American health care is like a Middle Eastern bazaar. Everyone should start with the presumption that the price of nearly every service in our fee-for-service system is negotiable or probably beatable. For example, the best medicine at the best price is often under the counter and out of sight—until you ask the right questions. Then it’s yours, maybe even for free. Recently, one of my doctors handed me $1,080 worth of a new nonaddictive pain medicine for free; all I did was ask for it.


No matter how professional your medical providers might be, they are also merchants trying to make a living. Indeed, a good living. They sell the same medical services on a sliding scale, depending on patient volume. It’s not unusual, for example, for a doctor to sign contracts for his services with twenty or more insurance plans featuring twenty or more different sets of prices, depending on the number of patients the plans figure to deliver to his waiting room. The doctor’s prices for identical services range from his deepest-volume discounts to the government in return for a parade of Medicare and Medicaid patients, to stratospheric retail heights for the uninsured stragglers who—very unfortunately—don’t realize they probably could get a better price by asking for one, just like they do when they buy a car.


Remember the last time you were in a physician’s waiting room, or perhaps at a hospital? There’s a good chance someone sitting near you was about to get the same care as you did at one-quarter to one-half of your cost. This book will help you become a favored patient.


With all due respect to physicians, patients need to take doctors off some lofty perch and talk to them eye to eye. Dr. Marcus Welby—the small screen’s kindly personification of doctor knows best played by actor Robert Young—is as long gone as the TV test pattern. You should think of your doctors as your well-informed health care partners. If you have a primary care doctor, you should trust that he or she knows a lot about your health. But studies show that physicians commonly start talking about eighteen seconds after a patient begins describing his health condition. And, in many cases, doctors move on to the next patient after only eight minutes, especially in hospitals, where they are increasingly being pressured to treat more patients more quickly.


Here’s a typical experience that an old friend had last year with a top hospital dermatologist she’s been seeing for thirty years: “I trusted him totally until last year, when he rushed through my appointment though I was having tests for squamous cell skin cancers, which often come back positive. He was reluctant to biopsy other spots. He looked at my well-dotted skin and said, ‘You want me to biopsy all those?’


“I pointed out that three of the six he’d done were cancerous. But he insisted I’d made a five-minute appointment and refused to listen when I said that I’d called ahead and specified that I needed him to check my entire body. After he’d rushed off, I told his assistant that if I hadn’t gone to him all those years, I’d think he was the worst doctor I’d ever seen.”


Care like that is all too common and never acceptable. Given the high cost of medical services, plus the proliferation of health plans at work and on the Obama exchanges with high copays, coinsurance, and deductibles, patients get the best care at reasonable costs only when they demand that their doctors work with them as transparent partners and communicate fully.


Beyond that, not only can you negotiate with your new partner physicians about your care and its costs, you should negotiate. Your doctor has a sworn responsibility to protect your health. And I believe strongly that he also has a moral imperative to help protect your financial well-being. This book will tell you how to establish a relationship with your medical providers based on mutual respect, so that together you can make the best possible shared decisions about how to get the care you need—at a fair and affordable price.


HOW TO READ THIS BOOK


You’re welcome to read every word of my book, cover to cover. But I think that relatively few people besides my wife, my editors, and me will actually do that. This is a consumer guide. It is organized to escort you through the health care system and point out the wise decisions you can make each step of the way, depending on your priorities. You’ll find chapters describing exactly how to find your right-priced insurance plan; what you should do before you walk into a doctor’s office for a checkup; what to do during an exam; the questions to ask when your doctor suggests a costly procedure and so on; and smart advice about how to handle a baffling and bloated hospital bill. (Hint: Don’t pay it too fast.)


I suggest that you go to the chapters devoted to the most pressing health care issues you’re facing. For example, if you’re trying to find your best health insurance option, flip to chapter 5, “The Smart Way to Shop for Health Insurance.” Digging deeper, if you’re worried that your health plan might drop your doctor, go to chapter 6, “How to Keep the Doctor and Hospital You Like.” Confused by Medicare? See chapter 7, “Watch Out for Big Medicare Surprises.” Or if you’re sick of surprise doctor bills, look at chapter 13, “Don’t Cough in the Doctor’s Office Unless You Really Mean It!”


On the other hand, if you’re concerned about the high costs of drugs—and who isn’t—turn to chapter 15, “Seventeen Ways to Save Money on Drugs.” Also read chapter 16, “The Wonder Drug Racket.”


Or if you or a loved one has gotten a troubling diagnosis, go to my very helpful chapter 19, “If You Get Bad Medical News.”


And finally, be sure to read uplifting chapter 20, “Rules for Life.”


Along the way, if you come across any medical, insurance, or bureaucratic terms that you might not understand fully, turn to our glossary for plain-English definitions.


The guidance throughout this book is meant to address the common health care issues people like you face, and then help you resolve them by following the straightforward advice you’ll find here from front to back.


At its core, this book is grounded in my personal experiences and guided by my passion to inform and help my readers. I am not only a patient; I am an award-winning journalist who has long been guided by my motto as the editor of Money magazine: Our Readers Above All. Since my cancer diagnosis, health care has become my news beat, and helping others find affordable care has become my passion. Researching this book while also reporting about health care for the New York Times, Parade magazine, Reader’s Digest, the Boston Globe, AARP the Magazine, and National Public Radio’s Robin Hood Radio, I have interviewed more than three hundred doctors, medical experts, and policy makers, as well as scores of ordinary people with stories to tell. Then, guided particularly by my years at Money, I have distilled my findings into a series of simple tips that you can use to turn yourself into an effective Health Care Detective.


All you need, beyond my book, is a phone, the Internet, a notebook, and a little skepticism about what any one person in the system might tell you. Our health care system, as broken as it is, can still serve you well, if you make it serve you.


Here’s my promise to you: My book will help you get better health care—and save you hundreds, if not thousands, of dollars.





CHAPTER 2
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Get the Health Care You Deserve


A Guideline for Patients


“If you’re walking out of a doctor’s office,” said Dr. Allan “Chip” Teel, “and you can’t think of anyone to thank—not the receptionist who greeted you, the nurse who took your vital signs, or the doctor who treated you—you might want to find another physician.”


Dr. Teel, a board certified family doctor in Maine, is an associate of the Lown Institute, a Massachusetts-based think tank dedicated to strengthening the relationship between patients and physicians. Institute doctors believe that the closer you are to your physician, the better your care will be—with fewer needless and costly tests, procedures, referrals to specialists, and prescriptions.


When I began writing this book a few years ago, I thought experts who argued that Americans were being harmed by too much unnecessary care and medicine had it backward. I thought the big problem wasn’t overutilization of health care but underutilization, which is why we needed the Affordable Care Act to help tens of millions of people to afford to see a doctor, sometimes for the first time.


But as I worked on this book, interviewing more doctors and reading studies, my opinion shifted. I still think underutilization is a huge problem. And so is overutilization, which might be inflating the nation’s health care costs by around one-third, or $1 trillion (with a t), each year, as some experts estimate.


I have come to agree with the core belief of the Lown Institute (rhymes with down), an independent nonprofit organization with a growing network of five thousand participating providers. Like the Lown members, I think that millions of people are deprived of necessary care each year, while millions of others are harmed by unnecessary, ineffective, and sometimes unwanted medical treatments.


Renowned cardiologist Dr. Bernard Lown, a Nobel Peace Prize winner, founded the Boston-based institute in 2012 and made its mission as pointed as a scalpel: To convince medical providers to give their patients only the care they need, based on the best scientific evidence.


Lown’s motto for providers is: “Do as much as possible for the patient, and do as little as possible to the patient.” Makes sense to me.


But exactly what standard of care do patients deserve? I decided to collaborate with the Institute to spell this out. Not just the care you normally get, or probably expect, or settle for too often—but the level of personal care you deserve.


Later in this book, we’ll deal with how to navigate the health care system, including how to find the best plan, pay the least money for quality procedures, and avoid surprise medical bills. But let’s start here by establishing a few guidelines about what you need to do to get the health care you deserve—now.


SHOULD YOU GET AN ANNUAL EXAM?


An increasingly persuasive number of experts say that people without symptoms or chronic conditions can safely skip one or two annual exams. The Lown doctors I interviewed tended to agree, but only for people up to age fifty. They drew a bright line there. They say people over fifty should get full physical examinations every year.


“It’s true that there isn’t a whit of evidence that annual exams prolong lives,” said Dr. Michael Fine, a family doctor and the former director of the Rhode Island Department of Health, “but I always learn something valuable.”


The doctors pointed to three substantial benefits of annual exams.


First, regular visits strengthen the personal bond between the patient and the doctor. Lown’s doctors stressed that the visits help patients and physicians learn to trust one another, so they can have open and honest conversations when they face big decisions, such as whether or not to have an operation or try a new medicine with potentially severe side effects. “Patients need to know that the doctor cares about them,” said Dr. Katie Grimm, a palliative care doctor in Buffalo, New York. She said she often spends an hour getting familiar with new patients.


Dr. Patrick Lee, medical director of the Lynn Community Health Center in Massachusetts, underscored that point by quoting Teddy Roosevelt: “Nobody cares how much you know until they know how much you care.”


Second, patients who come in for regular checkups get invaluable preventive care. For example, Dr. Fine said that colon cancer could be virtually eradicated if everyone over fifty got regular colonoscopies. “Colon cancer is a preventable disease,” he said. “And it rarely affects people under fifty.”


He added that HIV-AIDS could also be eliminated nationwide by screening all sexually active men and women, and then stabilizing those infected to control the transmission of the disease. “The screening, which is voluntary, costs about thirty dollars,” he said, “compared with the four-hundred-thousand-dollar lifetime cost of treating someone with the full-blown disease.” Because of an emphasis on screening, Rhode Island reported only seventy-five new cases of HIV in 2014 out of a population of one million.


And third, the regular visits help doctors to eliminate extra unnecessary and wasteful care. The doctors stressed that their regular patients never walk into their offices as strangers, perhaps needing a battery of largely useless and costly tests just to get started.


“If I don’t know you, and you walk in sick,” explained Dr. Fine, “we’re starting at zero. But if I know you, chances are I have your problem diagnosed before you walk in.” (For more on the debate over annual checkups and my advice, go to chapter 13, “Don’t Cough in the Doctor’s Office Unless You Really Mean It!”)


HOW LONG SHOULD YOU WAIT FOR AN APPOINTMENT?


The most important point is this: If you have a serious symptom, the doctor should see you immediately.


Emergencies aside, you should not need to wait more than two or three weeks for a checkup with a general practitioner and no more than two months to see a specialist. However, people on Medicare and Medicaid in particular can run into long delays based on the hundreds of dollars more the physician can collect by keeping private patients at the head of the line.


Whatever the reason, don’t accept long delays without badgering the doctor’s office with daily calls, as I do, to see if a slot has opened. Or if your primary doctor refers you to an elusive specialist for, say, your crippling back pain or a possible serious concussion, don’t hesitate to ask your primary to help you get the earliest possible appointment.


Doctors tend to refer their patients within informal networks of specialists and other providers. And the mutually beneficial referrals are reciprocated. The more a doctor recommends a particular specialist, the more likely the specialist might be to return the favor. Keep that in mind the next time you run into a delay seeing a provider your doctor recommended. Tell your doctor about your difficulty booking the visit and ask her to call for you.


One call from your doctor should open the specialist’s door, as you’ll see in Maggie’s story in chapter 9, “Pink Confusion: When Should Women Get Screened for Breast Cancer?”


The Lesson. I believe strongly that a doctor who refers you to another has an obligation to help you actually see that physician. Do not hesitate to ask your doctor to intercede for you.


HOW LONG SHOULD YOU HAVE TO WAIT IN THE WAITING ROOM?


Lown doctors differed on this question, from no more than five minutes to twenty-five at most. But all of them said the staff should apologize and keep you informed about any delay.


“I handed out coupons for coffee,” said Dr. Fine, who tended to run late. “That worked out for the patients and the coffee shop across the street.”


He also remembers being a bit too efficient when he took over his first practice from a revered rural physician famous for his two-hour waits. “I cut my wait times to fifteen minutes, and the patients went into an uproar,” he said. “They had come to count on the other doctor’s much longer waits to catch up with their neighbors. They didn’t want to see me as much as they wanted to socialize.”


“When you finally see the doctor,” said Dr. Lee, “he should shake your hand and explain exactly why you had to wait, even if his reception team has already done that.”


Many primary physicians book twenty to twenty-five patients a day, which works out to about twenty-five minutes per patient in a long day. They figure that some simple ten-minute visits will allow them to spend up to forty-five with others. But emergencies do disrupt the best of offices—and overbooking plagues the worst.


As a general rule, the older patients are, the more likely they will be to put up with long waiting times. “In my experience, members of Greatest Generation especially are too forgiving toward disrespectful doctors,” said Lown Institute president Vikas Saini, a cardiologist, who swore to me that he stayed on schedule 70 percent of the time.


No matter what your age, if you find yourself sitting next to a couple of people who are also booked for your time, seriously consider not waiting around for an hour or two to see who wins the lottery to see that doctor first. Find a physician who does not overbook on the assumption that up to one-third of the patients won’t show up—and if they all walk in along with you, that’s your hard luck. So sad, too bad.


Recently, after waiting more than an hour for her dermatologist, my wife Carole went up to the receptionist and said as politely as she could, “I can’t wait any longer. I’m leaving. Please tell the doctor that my time is as valuable as his is.” The receptionist stood up and implored her not to leave: “I’m sure he can see you in five minutes.”


A nurse immediately led my wife into an examination room. Sure enough, the doctor walked in five minutes later and apologized for the “emergency delay.” Since this was a follow-up visit to check on a negative biopsy, the doctor needed only three minutes to see that the biopsy wound looked fine. Then, despite her seventy-five-minute wait for three minutes of care, the doctor couldn’t resist pointing out that the follow-up visit was included in his original bill.


“You know,” he said, “this one is on the house.” As if he deserved to be paid for his extremely discourteous treatment.


Even with that mistreatment, my wife was more fortunate than Patricia Cyr was. In her book A Patient’s Perspective: Tips for Your Doctor Visits and More, Cyr recalls being ushered into an examination room at around noon. The doctor asked her to take off her clothes, put on a paper gown, and wait. He said he’d be right back.


After around a half hour, she needed a restroom. Cyr put her clothes back on and headed down the hall. She heard several people laughing and talking in a room at the far end of the hallway. When she looked in, she saw the doctor and his staff sitting around a table eating lunch.


Showing extraordinary patience, Cyr returned to the examination room, got back into the flimsy gown, and waited for the doctor to finish his lunch. He didn’t see her until around one o’clock, well over two hours late.


“It was very obvious to me that when he told me to put on the gown, he knew he’d be spending nearly a full hour down the hall eating lunch,” said Cyr. “I thought it was very rude of him.” Chalk up Cyr as a master of understatement.


My Teaneck, New Jersey, high-school pal Sybil Sage would never do that. She fights back. Sybil, one of the trail-blazing female TV comedy writers (The Mary Taylor Moore Show, Rhoda, Maude), told me that after many experiences, she’s up to her nose with doctors keeping her waiting:


“One doctor that really pissed me off was Beverly Hills plastic surgeon Harry Glassman. I sat in his waiting room and got to stare at a famous movie star who looked great waiting with me. But after close to an hour, I went to the desk and said, ‘If I’m not taken next, I’m getting a T-shirt that says, I got my nose from Harry Glassman.’ ”


Sybil doesn’t like her nose. Apparently Dr. Glassman doesn’t either. He saw her next.


“There should be a group called Patients Without Patience,” Sybil added. “We all vow to leave if the doctor doesn’t see us in twenty minutes.”


Who knows? Maybe patients marching in with Patients Without Patience T-shirts would work. If your doctor regularly runs late, you don’t have much to lose trying that, beyond the $20 to make the T-shirt.


Here’s my (more serious) advice: Promise yourself that you’ll never again wait for a doctor for more than a half hour. The next time an assistant says the doctor is running late for whatever reason, say that you can only wait until a specific time, such as a quarter to one. Faced with a deadline, chances are the staff will find a way to fit you in. But if you’re still waiting at a quarter to one, do what my wife did. Tell the person in charge at the front desk politely but firmly that your time is valuable and that you are leaving.


Then leave—and don’t look back. Find another doctor with similar qualifications, but one who treats his patients with the respect they deserve.


HOW MUCH FACE TIME SHOULD YOU GET WITH THE DOCTOR?


Dr. Saini said flatly, “You can’t do a proper annual physical exam in twenty minutes.” He thinks the examining doctor needs a minimum of forty-five minutes with the patient. Lown doctors are committed to getting the patient’s full medical history, listening to the patient describe his health without interrupting, and performing a hands-on exam to check the patient’s vital signs.


Dr. Lee goes a step further. He asks his patients to describe their most important goals for the next few years, such as seeing a granddaughter graduate or completing a training program to get a better job. Then he asks them to write down two or three things they can do to help meet those goals, such as quitting smoking or exercising more. They then both sign the paper. “My patients walk out of my office with a signed contract in their own words,” said Dr. Lee. “It works. People improve their health habits.”


The extended time Lown doctors spend one-on-one contrasts sharply with common practice, particularly in hospitals, where doctors often spend no more than eight to ten minutes with patients. Lown doctors argue that too many of those doctors interrupt their patients’ descriptions of their conditions and then try to fill the gaps in their knowledge by ordering wasteful lab tests and costly procedures as well as needless prescriptions.


Dr. Saini added bluntly, “Too many doctors substitute testing for the time they should be spending with their patients, getting to know them and figuring out their conditions.”


According to Dr. Teel, “Generally, lab tests lead to the correct diagnosis only five percent of the time.” He explained, “You get eighty-five percent of the diagnosis from your patient’s medical history and ten percent from your physical exam. Tests should be a last resort. They are no substitute for a proper exam.”


By the way, although Lown doctors agree that the patient’s detailed health history is critical, they differ on how best to obtain the information. Dr. Lee relies on multipage questionnaires that can take patients up to two hours to complete. The questionnaires are detailed enough to probe sensitive subjects that patients are often reluctant to discuss, such as depression or addiction.


But Dr. Fine told me: “I hate the questionnaires. I want to hear the patients’ stories in their own words face-to-face. They talk. I listen. Then I toss in lots of pesky questions, sometimes about their sex lives or spousal violence. I want to hear it all.”


Words to remember: Oliver Sacks, the brilliant neurologist and author who died in 2015, was a Lown doctor in spirit. He believed strongly that you couldn’t understand disease unless you understood the person. And like Lown doctors, he worried that this basic truth was being papered over with scans, tests, and procedures.


He wrote: “To restore the human subject at the centre—the suffering, afflicted, fighting, human subject—we must deepen a case history to a narrative or tale.”



WHAT IF YOU WANT MORE CARE THAN THE DOCTOR SAYS YOU NEED?


This is one of the areas that tests the bonds between patients and doctors. Generally, Lown doctors will listen carefully to the patient’s request, say, for a Magnetic Resonance Imaging (MRI) scan of a knee sprain. “After listening, I will tell the patient he is wasting his time and money,” said Dr. Fine.


And if he insists? “If I don’t think the request will do any harm, chances are I might go along to maintain our relationship,” Dr. Fine said.


“Fact is, in my experience, ninety percent of my recommendations are done without true conviction, so there’s room for compromise.”


But Dr. Fine stressed this: “Every time the patient’s request presents a potential risk, I say no. For example, I never write prescriptions for unnecessary narcotic medicines.”


HOW SHOULD YOUR DOCTOR FOLLOW UP?


Many doctors do not follow up with patients after a visit because they are not paid to do it. But the Lown doctors I interviewed consider following up an essential medical service. Their nurses or other staffers, sometimes called “health coaches,” phone all patients within two or three days to check on how they feel and whether they are following instructions and taking their medicines. And if a patient has had a procedure, like an epidural or a colonoscopy, a staffer normally calls the next day.


Dr. Fine goes beyond that. Aside from follow-up calls, he sends his patients letters after each checkup describing their health in detail. He said, “They get that letter from me even if they are normal.”


When the office has lab results, nurses call with good news. The doctor delivers bad news.


“I invite the patient, along with a spouse or friend, to come in and see me,” said Dr. Fine. “I keep the visit as honest and positive as possible by pivoting to specific steps we should take to address the problem.”


He added, “The patient leaves my office with a positive plan of action and knowing that I am here to take care of him.”


Dr. Fine also worries about patients who check on their own lab results electronically in a patient portal. Often they don’t understand the medical terms and misinterpret the results. Worse, they run the risk of being shocked by a stark description of a dreaded diagnosis.


“A patient portal,” said Dr. Fine, “can be a very lonely place to be to get bad news.”


My Advice. Unless you are confident that you can understand a lab report and are prepared for some possible bad news, I suggest that you rely on your doctor’s office to explain the results to you. Always ask when you can expect the doctor to give you the results. Then, if you don’t hear from the office by that day, call.


In my experience, the worst I’ve had to deal with were a day or two of delays that my doctors blamed on the lab. I’ve sometimes waited anxiously, especially for my latest blood cancer counts. Even then, I’ve preferred to have my doctors report any significant results to me rather than risking that I would misread the results and turn my anxiety into a panic attack of unfounded fears.


Right now a hospital tests my blood every Monday and sends the results to my primary care doctor, my oncologist, my myeloma specialist, and me. We’re monitoring how much my powerful new drug, Pomalyst—a combination anticancer agent and immune system suppressant—is inhibiting the proliferation of my blood tumors (a good thing), but also debilitating my immune system (a bad thing).


My New York oncologist, Dr. Pastore, and I compare notes on this balancing act regularly by phone and email as the lab numbers slide this way and that. So far, so good.


SHOULD YOUR DOCTOR GIVE YOU HER HOME PHONE AND EMAIL ADDRESS?


Lown doctors’ preferences vary. Dr. Teel gives his regulars his home number. “I get a couple of calls in the middle of the night a year,” he said. “If anything, patients might be more reluctant to call me at home than they should.”


Other Lown doctors told me they rely on email that they and their staffers try to answer within twenty-four hours.


As Dr. Teel put it: “A doctor’s office should not be surrounded by a stone wall.”


I have gotten all the access I’ve needed either through the doctor’s home phone or email. For example, the first time I visited Dr. Kenneth Anderson, the acclaimed multiple myeloma specialist at Dana-Farber Cancer Institute in Boston, he said, “You are my patient. Here is my email address.”


My New York primary care doctor, John Rodman—a family friend and my medical “quarterback”—gave me his home phone long ago and has urged me to call him, or even come to his home, when I needed him. But as Dr. Teel noted, if anything, having John’s home number has made me hesitant to bother him. And that’s not the smartest thing I did in 2015.


A deep crimson rash appeared on the inside of my right thigh that then seemed to spread to the left side of my chest above my heart, where a pacemaker was inserted years ago to help my system tolerate my drug Revlimid. I also felt lousy. When John examined me in his office, he thought I might have been infected by an insect bite. If so, I should feel better by Saturday. But if I did not, he said I should come to his home Saturday, and he would examine me there.


I didn’t feel any better on Saturday and the rash near my pacemaker was redder, but I couldn’t bring myself to bother John at home. I told myself, “You don’t feel any worse; you’ll be fine.”


By Monday, when I saw him in his office, the pacemaker area was a deep, angry red. He rushed me to NewYork-Presbyterian Hospital. One possibility was that a lead wire from the pacemaker to my heart had become infected. The doctors there—including my cardiologist, the surgeon who inserted the pacemaker, and an infectious disease specialist—were more or less baffled the first day until my blood tests revealed that I had a festering case of Lyme disease. All I needed was a round of the antibiotic doxycycline to knock it out.


Of course, I could have saved myself a couple of days of grief if I had seen John at home on Saturday. Which is a point he has made to me several times since.


SHOULD DOCTORS POST THEIR PRICES?


Fact is, extremely few doctors post their prices in their offices or online. Several of the doctors I interviewed—whom I consider good guys—told me they wished they saw a way to do it. They explained that they accept roughly twenty or thirty different health insurances, so depending on how much each carrier paid, they actually have twenty or thirty different prices for each of their services. Therefore, they said, posting prices makes no sense.


Here’s where I part with them. Doctors actually have one price—the asking price for each of their services. They award discounts of 15 percent to 75 percent off that price, depending on the volume of patients the insurance sources figure to deliver. I believe doctors should post their asking prices. “There’s a big game going on,” one physician conceded. “The more the insurance companies, Medicare, and Medicaid squeeze their reimbursement rates, the more doctors jack up their asking prices.” Obviously, that’s a game better played in secret.


Over a glass or two at a wine bar, a respected specialist not associated with Lown offered an unvarnished reason for not posting his prices. “That would be aggravating,” he told me. “The minute I posted my prices, some guy down the road would undercut me.”


Which is precisely why I’d like to see all medical providers compelled by law and ethics to post their prices and create a transparent marketplace for patients to shop for the best health care at the fairest prices.


CAN YOU ASK YOUR DOCTOR FOR A DISCOUNT?


Medical costs are a lot like airline tickets. They range widely and are negotiable. So, yes, you can ask for a discount, especially if you are paying cash because you have a high-deductible health plan; people with insurance are not legally obligated to use it. Or perhaps you don’t have insurance at all. Or you simply can’t afford the full fee. One study showed that more than 60 percent of patients who asked for discounts got them.


As you’d imagine, patients have to raise the issue. And they should do it before the examination begins, if possible, face-to-face with the doctor. Once they earnestly describe their financial circumstances, some doctors routinely cut their rates in half or even ask for as little as 10 percent. In rare cases, they might manage to provide the care for free.


Dr. Fine recalled that when he was practicing in dirt-poor eastern Tennessee, a teacher with no health insurance walked unsteadily into his office. From the patient’s severe lack of balance, Dr. Fine knew he needed an MRI of his brain stem immediately. He also knew the low-paid teacher didn’t have the hundreds of dollars to pay for it.


“I called around to some friends with MRI equipment,” said Dr. Fine, “and I made it happen for free.”


He added: “I believe that people who go into the medical profession have an ethical core to help patients as much as they can.”


The Lown Institute has no policy on doctor discounts. But Dr. Fine said, “I say to the patient, ‘Just pay me what you can afford.’ Sometimes that’s five dollars. That’s okay, because I’m building a relationship with that person and his family and friends. In a year or so, he might have a job with great health insurance. Believe me, it all works out.”


My Advice. If you are facing a medical bill you truly can’t afford, consider this idea: Whether or not your doctor is among the 90 percent of physicians who accept Medicare patients, offer to pay the low Medicare rate. And if the provider accepts Medicaid, offer the even lower Medicaid rate.


Or go see Dr. Fine.


SHOULD DOCTORS GIVE YOU COPIES OF YOUR MEDICAL RECORDS?


The Lown doctors said that your medical records are your property, and providers should give them to you promptly when you ask for them. Under the 1996 federal Health Insurance Portability and Accountability Act (HIPAA), insurers and providers should send copies of your medical and billing records within thirty days. In some states, including California, New York, and Texas, they must send them in as little as five days. Generally, they can charge “reasonable costs” for copying and mailing records but cannot bill you for retrieving them.


But be warned, many doctors might keep you waiting a lot longer for two reasons. First, busy office staffers struggling with daily pressures often give rounding up records a low priority. In addition, some doctors sense that many patients request their records to help themselves find another provider; the sooner the patients get their records, the sooner they are former patients.


If you run into delays getting your records, become insistent. It once took me nearly two months to get my records from a respected specialist. I began calling the office every day until I finally connected with a staffer who either was tired of me or felt sorry for me. I’ll never know which. But I got my records the next day.


WHAT’S THE RIGHT WAY TO BREAK UP WITH YOUR DOCTOR?


There might be fifty ways to leave a lover, but basically there are three scenarios to consider when you think your doctor is no longer giving you the time, attention, or perhaps the expertise you need.




Scenario One: You and the Doctor Barely Have a Relationship. You don’t necessarily owe her an explanation about why you are moving on to a new physician. Simply send her a medical-records release request signed by your new doctor.




Scenario Two: You and Your Doctor Had a Reasonably Good Relationship, but You’ve Decided to Switch to a New Provider. As with other similar breakups in your life, you owe him a concise “Doctor John” letter. It should be marked “Personal,” so you’re sure it will get to him. And, no, you can’t get by just by sending an email!


Thank him for his past care, but detail clearly why you are breaking up. Although it’s too late for you, your criticism might spur him to make changes that will help his other patients. Don’t forget to wish him well; you want to leave on the best possible terms, if for no other reason than you or your next doctor may someday want to ask him a question about your history.


And include a medical-records release request from your new doctor.




Scenario Three: You Two Once Had a Great Relationship, but It Has Gone Sour Lately, for More Than One Reason. Ask for a “last appointment” visit, and show up with carefully prepared notes. First, thank her for the care you used to get. But then turn to your list of the ways the doctor has disappointed you. Perhaps she used to spend thirty solid minutes with you, and now she barely sees you face-to-face for ten. Or her office has repeatedly messed up your prescription refills, forcing you to make extra trips to the pharmacist and also causing a delay or two in taking your medicine. Be as specific as possible.


Then stop talking and listen to what your doctor says. Perhaps she has just increased her staff to free herself to spend more time with her patients, and she’s replaced the aid who tended to mix up prescriptions. If you are impressed by what she says, make another appointment.


On the other hand, if she doesn’t say anything that satisfies you, thank her again and leave.


Then follow up with a handwritten thank-you card expressing your gratitude for the many things she did to keep you healthy in the past. Even when physicians are getting dumped, Dr. Lee said, “Handwritten thank-you notes mean a lot to us doctors.”


And, of course, include a medical-records release request from your new doctor.


    *  *  *


In the chapters that follow, we’ll dive into specific aspects of health care that you need to understand to get better care and save more. For example, you’ll learn whether the highly touted health savings accounts are a good bet for you or a ticking bomb you ought to avoid. Also, you’ll see the critical factors to consider when you or a loved one is choosing between original Medicare and the popular Medicare Advantage plans. Plus, you’ll learn the smart questions you should always ask to get the prescriptions you need at the lowest possible prices.


But first, let’s turn to the Affordable Care Act. Whether you realize it or not, the sweeping law is influencing every aspect of your health care, no matter how you get your insurance coverage. And whether it’s repealed, replaced, reformed, or left largely unchanged, the law will continue to affect you and your family for the foreseeable future.





CHAPTER 3



[image: Images]


America’s Health Care Is Actually Better Than Ever


What You Need to Know About the Affordable Care Act


One of Kathryn and David Schanfield’s persistent nightmares about their vivacious and intelligent daughter, Abigail, has finally come to an end. The University of Minnesota graduate was born in 1991 with congenital toxoplasmosis, a wicked infectious disease that has forced her in and out of hospitals her entire life. She had her first surgery to imbed a shunt in her brain at ten months, followed by a series of shunt replacements and two eye operations.


Adding to the family’s worries, Abby’s parents feared constantly that her mounting medical costs would one day smash through their insurer’s payout limits and crush them and their small manufacturing business with six-figure hospital bills.


“What would we have done?” Abby’s mother said to me. “We didn’t know. We would have lost everything.” (See chapter 14 for a drugmaker’s alarming attempt to hike the price of a drug that controls Abby’s life-threatening disease by 5,000 percent, from $13.50 to $750 a tablet.)


Today the Affordable Care Act is helping the Schanfields of Minneapolis—and countless millions of others:


• The law phased out both the annual and lifetime limits on how much insurers would pay for covered medical bills.


• It mandates that insurers must cover everybody regardless of their medical history, including the seventeen million children like Abby with health issues. Before the ACA, insurers routinely rejected around one-third of the people shopping for insurance on their own.


• Insurers also can no longer charge people with preexisting conditions extra; before the ACA, insurers demanded as much as $2,000 a month more in premiums alone.


• Insurers can’t charge women extra either, including women of childbearing age, who sometimes had to pay 50 percent more than men.


• Plan members can renew each year; insurers can no longer drop people who get sick.


• The law allows three million sons and daughters to remain on their parents’ policies until age twenty-six.


On top of all that, the law greatly improved the quality of insurance being sold to individuals and families like the Schanfields by requiring that all health care plans offered through Obamacare and by large employers cover ten “essential health benefits.” I will explain the essential benefits in detail in the next chapter.


Before we can dive into the hints and tips for saving you money on your health care costs, you need to understand the fundamentals of your health care options today. Health care rules are a moving target, but I’ll try to keep what I tell you as timely as possible. As I write this, here’s what you need to know about the Affordable Care Act (aka the ACA, or more commonly, Obamacare).



FORGET WHAT YOU THINK YOU KNOW ABOUT OBAMACARE


Do you love it or loathe it? Or maybe you’re somewhere in the middle, like me. As you’ll see, I believe it’s a positive but imperfect health care reform. That said, we’ve all heard too much misinformation about Obamacare. No matter what you think of the sweeping law that President Obama jammed through Congress in 2010 without a single Republican vote, you need to understand three things:


• The Reform Law Is Here to Stay. It might be improved by Congress in the next few years. But there’s little chance it will be repealed before 2020, at the earliest.


• It Is Improving Health Insurance. How? Particularly by setting higher uniform standards, which, in turn, force insurers and employers to upgrade the coverage they offer.


• It Is Achieving Its Primary Goal of Providing Health Insurance to the Uninsured at Largely Affordable Prices After Sizable Subsidies. Only around 10 percent of Americans were left uninsured in 2016, down from nearly 19 percent three years earlier.


Those aren’t just numbers. They measure lives. Before the ACA began reducing our masses of uninsured, including 200,000 cancer patients, experts estimated that the lack of health insurance contributed to 123 deaths a day—or 5 people an hour—largely among the working poor. US Congressman G. K. Butterfield Jr. (D-NC), chairman of the Congressional Black Caucus, said bluntly, “People are dying while lawmakers play political games.”


Today most people get health insurance through work. Roughly 150 million Americans are covered by their employers. Another 125 million are insured by government programs such as Medicaid (72 million), Medicare (50 million), and the Veterans Administration (VA) (9 million).


By contrast, around 12 million people were signed up for Obamacare in 2016. More than 60 percent of them were uninsured before they signed up. Of that 12 million, around 9 million were enrolled in the thirty-eight states that use the federal marketplace HealthCare.gov, and 3 million had come in through the twelve exchanges run by individual states and the District of Columbia. In addition, another 7 million working poor earning slightly above the poverty line were enrolled in Medicaid in half the states that accepted the federal government’s 100 percent funding for the entire expansion; in 2020 the feds will pay 90 percent and ask the states to pick up the remaining 10 percent.


Whether you are impressed by those 19 million enrollment numbers or not, you cannot escape its reach. Increasingly, nearly everyone you know will be affected by the reform of our health care system.


OBAMACARE 101: HOW THE LAW WORKS


Obamacare is a three-legged stool—or, depending on your point of view, a three-legged monster. The reform law needs its three legs to provide more than 90 percent of Americans access to affordable quality health coverage as a human right, not a privilege.


First, the law said that insurers must offer decent health plans at reasonable prices to everyone, despite the person’s medical condition, health history, gender, or age. And so must all employers with fifty or more full-time workers clocking at least thirty hours a week; that’s what’s commonly called the “employer mandate.”


Second, the law said every citizen must get health insurance or pay a fine, including the young and the healthy who might think they don’t need insurance; that’s called the “individual mandate.” The fine—or “shared-responsibility payment,” as the government’s jargon-meisters dubbed it—began in 2014 at either a relatively modest $95 a year or 1 percent of your annual income, whichever was greater. But in 2016 it jumped sharply to $695 or 2.5 percent of household income—again, whichever is greater. In addition, as the regulations read today, if your health plan at work covers only you, you could be fined for up to two dependents if, say, your mate or child or other dependents do not get health coverage.


And third, the law provides generous subsidies to individuals and to families making up to $97,000 who buy Obamacare health plans through the law’s online marketplace. Essentially, the federal government is stepping into the traditional role of employers for the working class and middle class and subsidizing about 75 percent of the cost of their Obamacare insurance available on the exchanges.


So to oversimplify, insurers must cover all comers, including the sickly. Obviously, that requirement puts insurers at risk. To mitigate that risk, the law greatly expanded the pool of insurance customers by requiring every citizen to get coverage, including the young and healthy. A vast number of the young, as well as many others, might not need much care in any given year, but the insurance carriers selling Obamacare need their premium money every year to remain solvent and profitable.


And the government is kicking in billions in subsidies in the form of tax credits to ensure that the poor and working families can afford the Obamacare health plans. Roughly 85 percent of the people buying Obamacare insurance on the state exchanges in 2016 were collecting generous subsidies, which allowed most of them to pay only around $100 a month in premiums for quality coverage. In addition, more than half of those collecting premium subsidies are also getting valuable federal cost-sharing assistance.



THE SUPREME COURT HAS SPOKEN, BUT CRITICS KEEP BARKING


Republican lawmakers will continue to insist that the country cannot afford this sprawling entitlement, and that they will come up with a much better system once they control the White House and Congress. I’ll outline popular right-leaning ideas in chapter 14. Meantime, Republicans have voted fruitlessly more than sixty times to gut President Obama’s signature legislative achievement, including the repeal they got through Congress in 2016—which the president vetoed immediately.


In addition, conservatives have repeatedly attacked the constitutionality of the entitlement program in the courts, including the individual mandate, but they have only dented it, at best. Led by Chief Justice John Roberts, the Supreme Court has ruled that health care is a universal right, not a privilege only for those who can afford it.


The conservatives’ cleanest victory was in Burwell v. Hobby Lobby Stores Inc., in 2014. In a 5-to-4 decision along ideological lines, the court ruled that closely held corporations that follow deep religious principles can refuse to pay for specific contraceptives for their workers. This is the first time the court has ruled that for-profit corporations have religious rights. The court followed up in 2015 by ordering the Obama administration not to force some nonprofit religious organizations and churches to cover contraceptives for its employees until the courts sort out the church case.


Also, in National Federation of Independent Businesses v. Sebelius, conservative Chief Justice Roberts led a 5-to-4 ruling that allowed the fifty states to choose whether to expand Medicaid. That ruling has prevented an estimated 5 million poorest of the poor in half the states—disproportionately red and southern—from getting health coverage. However, in that same 2012 case, Roberts and the four liberal justices upheld the constitutionality of the individual mandate—one of the law’s crucial three legs.


Then in 2015 Justice Roberts again led a 6-to-3 drubbing of what many experts considered the right’s last best chance to upend the law through the courts. In King v. Burwell, the plaintiff (who had access to government care himself) failed to persuade all but the three most conservative justices that one funky four-word phrase in the nine-hundred-page law—“established by the state”—prohibited the federal government from continuing to provide subsidies to the thirty-four states, virtually all led by Republican governors, that had not set up their own state exchanges. The New York Times editorial page dismissed King as “a cynically manufactured and meritless argument” that would have stripped away the health coverage of 6.4 million Americans.
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