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“Thriving with Heart Disease is a gift to anyone with heart disease. Coping with the emotional stress of a life-threatening illness is a major challenge, and Dr. Sotile’s insights, warmth, and empathy—combined with sound advice—will improve every reader’s quality of life. This book should be read by anyone touched by heart disease: patients, their families, and their friends. Everyone will benefit.”

—Kathy Berra, M.S.N., N.P., F.A.A.N.

“Dr. Sotile has made a significant contribution to the understanding of heart health. Comprehensive and cutting-edge, it’s required reading for heart patients and their families. I highly recommend it.”

—Joseph C. Piscatella, coauthor of Take a Load Off Your Heart

“Dr. Sotile is one of the world’s brightest psychologists. His advice will help all individuals with cardiovascular disease, as well as those who are at risk of developing it.”

—Gordon A. Ewy, M.D., Professor and Chief, Cardiology Director, University of Arizona Sarver Heart Center

“This is a wonderful guide—loving, practical, straight-talking, uplifting, and helpful. Reading it, you feel as if Dr. Sotile is your best friend, that he’s got the answer to every question that’s worrying you, and that nothing is too small or insignificant to ask about. He also gently answers questions you didn’t even know to ask, and he does it in a way that will enable you to make lasting changes in your moods and behaviors. It’s magic.”

—Diane Sollee, Founder and Director, Coalition for Marriage, Family, and Couples Education; and www.smartmarriages.com

“Thriving with Heart Disease is far more than a self-help book. Educational, informational, and compassionate, it offers guidance and reassurance to cardiac patients and their families to enhance their recovery. Particularly welcome is its attention to women as heart patients, a topic commonly neglected in other presentations.”

—Nanette K . Wenger, M.D., Professor of Medicine, Emory University School of Medicine, and Chief of Cardiology, Grady Memorial Hospital
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FOREWORD

In the last decade of the twentieth century, medical science made tremendous advances in the diagnosis, treatment, and prevention of heart disease. Physicians now have procedures that open blocked arteries (angioplasty) and reroute clogged plumbing (coronary artery bypass surgery). We use medicines that dissolve arterial clots that cause heart attacks. We also have “magic pills”—medications that increase patients’ chances of survival: statins that lower cholesterol, ACE inhibitors for blood pressure, aspirin to prevent blood clotting. And the list is growing. 

These medications save lives, and the procedures are improving so patients can leave the hospital and go home faster. But faster does not always mean better. Nor does it mean that the patients are emotionally ready to go home. Physicians and hospitals—or, rather, their insurance companies—now send people home within five days of their heart attacks and heart surgery. 

Yet research consistently shows that even when heart surgeries and other treatments are technically successful, the men and women who have undergone them don’t always return to their normal lives. That’s because heart health requires more than a “golden cholesterol level” or eating five servings of fruit and vegetables each day. How you feel about your heart disease, the stressors that act upon you at home and on the job, all affect your hearts health. If you feel your head pounding or face reddening during the weekday commute, you may find yourself back in the emergency room, despite the fact that your operation was a success and your medications are helping you stay physically healthy. 

Your mind is an important player in your heart disease, and the evidence for a mind-body connection is compelling. If you tend to get angry, if you have little control over your work environment, if you are isolated from your friends and family, or if you are depressed about your illness, you will damage your heart. Stress and anger have real effects on the heart and blood vessels. As you sit in traffic thinking about being late for a meeting, for instance, your stress hormones jump into action. Adrenaline and cortisol surge and your heart rate and blood pressure increase, potentially causing direct damage to your blood vessels.

For total heart health, you need a healthy mind. You’ve survived your heart attack or hypertension. You’re eating a healthier diet. You’re taking your medications. Now it’s time for you to take care of your whole self. It’s time for you to tend to your emotions and improve your life. As I tell my patients, life-saving therapies assure you of a longer life, but now it’s time to get a life. Thriving with Heart Disease will help you. It is the next step in your recovery. Dr. Sotile shows you how to deal with emotions and stresses that you may not even have been conscious you had but that have nonetheless been keeping you from being fully well. 

While doctors in general and cardiologists specifically are getting better at addressing obvious heart disease risk factors such as high blood pressure, diabetes, high cholesterol, smoking, and lack of exercise, they are not necessarily paying closer attention to the very real emotions such as depression, anger, and stress that accompany the disease. These factors have been proven to put people at risk for developing heart disease and prevent patients from having a better quality of life after a heart attack or heart surgery. If these factors are left untreated, they can increase the risk for worsening heart disease or more heart attacks. If you’re a heart patient, dealing with your fears, anxieties, and emotions is key to your full recovery. Thriving with Heart Disease can help you do all this and get yourself a better, healthier life than before. 

Every morning, I see a photograph of one of my patients on my bookcase. Gregory is standing with his wife and four-year-old daughter after having run a race. What makes this picture different is that seven months before it was taken, Gregory, then fifty-four years old, had had a major heart attack. His photo represents the importance of the mind in healing the heart. Gregory, like many men who have had heart attacks, had a driven personality. A time-pressured, competitive, and hostile stockbroker, he was rude on the phone when he scheduled his initial visit to our cardiac rehabilitation program. In fact, our physical therapist told me she was tempted to recommend him to another program. I pointed out, however, that his hostility was one of the reasons he had had a heart attack and needed our help. After we gave Gregory an appointment, he changed it six times, insisting that we change our schedule to accommodate his, a common problem with hard-driving personalities. After some negotiation, he joined our program. 

During my conversations with Gregory, he admitted that he was angry about his heart attack, as many patients are; he had been physically active and had exercised all his life, including running in the New York City Marathon, yet he had had a heart attack. He was also worried because he had married late in life and feared he would no longer be able to take care of his family or live to see his daughter go to college. Gregory also wanted to run a marathon again. 

I told Gregory that his heart attack was his second chance at life. For him, the exercise portion of recovery would be easy, but if he were to heal completely and not have to worry about suffering another heart attack, he also would have to work on how he handled his emotions, especially his anger and constant sense of urgency. I also explained that he would not be able to change everything overnight. We organized a plan, he faithfully attended the stress management sessions at the program, and set sensible goals for himself. For instance, instead of training for the New York City Marathon, he participated in shorter runs for a couple of months. 

Gregory was also very worried about his wife’s intimacy problems. This is an almost universal concern of heart patients and their spouses and partners. Gregory felt like a failure because every time he wanted to have sex or discuss sex with his wife, she pulled away. Thankfully, she agreed to meet with him and me and was able to admit that she was terribly anxious that Gregory would have another heart attack if they made love. After I reassured them that his medical condition did not indicate a probable second heart attack, they decided to seek counseling and eventually resumed their love life. 

With a combination of medication, exercise, emotion management, and his family’s help, Gregory’s entire life improved. He said it was even better than before his heart attack. Gregory’s story shows why it is important to heal the mind as well as the body. The best medications and medical treatments alone would not have put him back together. He, like so many other men and women, needed the support of his family, plus counseling to help him modify his responses to strong emotions and to reorganize his life. Without this mind-body approach to his cardiac rehabilitation, he may well have found himself back in the emergency room. Gregory is a success not just because he actually ran the Marathon, but because he was able to break the cycle of his heart-attack-prone behavior. 

Depression, stress, and heart-attack-prone behavior are not exclusive to men. Women also experience these risk factors for heart disease. Their lives and symptoms, however, often differ from those of men. Jessica was only thirty-eight when she had her heart attack. She doesn’t remember much about it because she was brought to the hospital unconscious: Her first symptom was cardiac arrest. She actually died and was brought back to life. Even though Jessica had had the heart attack three years before she saw me, she could not stop thinking about it. She obsessively reviewed a cycle of questions: How did it happen? Would it happen again? She sometimes had chest pain and palpitations and wondered if she would faint again, as she had during the heart attack. She would rarely go out, was too frightened to exercise, and felt alienated from her husband and children, who, she said, didn’t know what to say to her. 

Jessica was having a very hard time trying to get over her fears about the heart attack and the possibility of future ones. She felt as though she had no control over her health. Yet Jessica had received excellent care; during her hospitalization, an angiogram revealed an artery blockage that her doctors subsequently cleared. They told her she was “fixed”; but, while the physical problem in her artery was healed, Jessica wasn’t. 

Because women often repress their anger, they may not be as outwardly hostile as men, but anger—whether or not you express it—takes its toll on the heart. Women also suffer from depression twice as often as do men, which reduces their ability to survive heart disease. When I began working with Jessica, she had withdrawn from her friends and felt she would have another heart attack if she exerted herself to do laundry or straightened the bed in the morning. She was angry at her family because she mistakenly felt that they didn’t care enough about her and were not helping her enough, yet she kept this anger and resentment to herself. Before she began to tell her family about her fears and her need for help, Jessica was a perfect example of a woman who had survived a serious heart attack, yet was not thriving with her heart disease. Once her family realized how scared she was, and once Jessica began to confront her fears and see for herself that she was physically healed, she began to live her life again. 

Recovering from heart disease takes time. After all, it took many years for your arteries to become clogged—years of no exercise, or of eating foods high in fat, or of smoking. If you constantly felt pressured, angry, or depressed, the physical effects of these emotions also contributed to your heart disease. Your survival and your health are certainly improved by high-tech procedures and medications, but if you neglect your emotional well-being, you will not heal completely. Your goal is not merely to survive your heart disease; it is to thrive with it. Dr. Sotile’s program in Thriving with Heart Disease can be the most important step of your life toward complete emotional and heart health. 

—Nieca Goldberg, M.D.,
Chief, Women’s Heart Program,
Lenox Hill Hospital (New York City, NY);
Member of the American Heart
Association National Spokesperson’s Panel;
and author of Women Are Not Small Men



PART ONE
 [image: Image]
CONGRATULATIONS ON YOUR HEART ILLNESS—YOU GOT A SECOND CHANCE!








Chapter One
BEGIN THE JOURNEY


I am a cardiac psychologist. For nearly twenty-five years I have been helping people recover from heart disease by teaching them and their loved ones how to contend with the emotional ravages of the illness. This book is the fruit of countless hours I’ve spent with thousands of heart patients and their families—men and women like you, with loved ones like yours. My message will knock your life back onto its feet because I’m going to tell you something about heart disease you may not have known before: it’s not the severity of the illness but how you cope with it that will determine how long you will live and how happy you will be.1 Not only can you survive heart disease, you can actually thrive with it for many, many years. In fact, if you cope well and follow the advice I give you in this book, you can live as long as you would if you didn’t have the illness. 

That’s right: you can live as long as you would if you didn’t have the illness. And you can lead a full and vibrant life, a life of challenge and discovery. You don’t have to live like an invalid, propped up in a corner of the couch while your days diminish into a series of bland, limited routines. You don’t have to tiptoe through your nights and days, anxious that a backfiring truck or a spin on the dance floor will throw you into the hospital with a heart attack. And you don’t have to suffer from New Age guilt because you couldn’t swallow the diet of the month or stick with the latest exercise fad. 

What you do have to do is acknowledge the gift you’ve received: the infinite bounty of a second chance. The fact that you are holding this book and reading these words confirms your place among the privileged, the lucky ones who got the wake-up call, resisted the urge to slam the snooze button, and chose to embark on the journey toward a newly conscious life. Because living with heart disease is a journey—a journey forward toward the healthy life you were meant to live, not back to the one you were living when the illness struck. It’s a journey you take one moment at a time—breakfast by breakfast and conversation by conversation, embrace by embrace and, yes, conflict by conflict. It’s a journey you’ll be taking for the rest of your life—which, I remind you, can be a long, long time—and the people who love you the most get to come with you. 

That’s the thing that astonishes so many of my patients: the degree to which their illness is a family affair. Heart disease can cause a seismic shift in even the most stable relationships, rattling a family’s foundation and leaving its members shaky and grim. It’s always unsettling but worst when the illness strikes without warning, which happens more often than you might think: All known cardiac risk factors combined account for only three out of four cases of heart illness—the others are attributed to unknown causes. 

If you are like most heart patients, your notion of normal changed forever the instant heart disease invaded your world. Suddenly, nothing was the same for you or your family, and everything ended in a question mark: 

Am I going to die?

Why did this happen to me?

What happens now?

How will we manage?

Will things ever be the same?

You all probably have had to deal with unfamiliar people (doctors, nurses, rehabilitation specialists, technicians), unfamiliar places (hospitals, waiting rooms), and unpleasant experiences (procedures, tests, surgery). How you manage these experiences—as a patient and as a family—will determine the quality of your life and how long you hold on to it. Thriving with heart disease isn’t only about a muscle, it’s also about how you manage your emotions, your attitude, and the intricate web of human connections, secure and tenuous, that bind you to the people you love and interact with. 

And thriving doesn’t stop with family relationships: the way a patient interacts with others can determine how long and happily he or she will live. A married loner with no close friends, few acquaintances, and a not-very-serious heart condition may never recover fully, while a quiet person who lives alone but has vibrant friendships and cordial family relations may resume an active life even after a whopper of a heart attack. 

That’s what pulled Rena and Tom through: strong family relations. The topography of their marriage had changed forever three years earlier, when Rena suffered a myocardial infarction, or heart attack.

Tom stands well over six feet tall, weighs about 230 pounds, and has one of those steel gray crew cuts that makes some men look like unusually mature marines. They had come to my office to talk about how they as a couple were living with heart disease. As Tom rose from the waiting room chair, he offered a large, open hand to Rena. I was struck by her presence; her handshake was as firm as her gaze. Tom spoke first: 

“It was simple: I knew Rena was going to die. I was so frightened of losing her, I didn’t even allow myself to think she might pull through. I just wanted to try to prepare myself for the worst, so if it happened, it wouldn’t be a complete shock.

“In the hospital, I just waited and waited for her to open her eyes. I kept wondering, why did this happen? Rena’s family didn’t have heart problems. I thought it must be a mistake, that they’d made the wrong diagnosis. The kids came every day, they took off from work … we surrounded each other with love; that’s how we got through.

“Rena made it over the first hurdle—she got out of the hospital. Then we had another surprise—coming home. Boy, those first few months were a shock. At first I tried to do everything—the cooking, the laundry, the marketing, everything. Then, later on, I slowly let her take over, little by little.”

Now Rena looked up and began to speak:

“The first six months were the worst. Some mornings I’d wake up not caring about anything. One day, I didn’t even fix my hair. I remember thinking I must be losing my grip; I’d always paid attention to my appearance. But I figured, what’s the difference? I wasn’t going anywhere, no one was going to see me except Tom.

“I also worried that I couldn’t rely on my body anymore. One day I needed a blanket up in the linen closet, and I was afraid to get up on a step stool to get it down. I thought I’d lose my balance and fall—off a step stool, for goodness’ sake! So I sat down on the floor and cried for half an hour.

“And then there were the panic attacks. Whenever something felt different in my chest area I immediately thought, oh, no, something’s happening—another artery is blocking up, and I’m going to end up in an ambulance. For a few months, I was a nervous wreck.

“Tom and the kids were very worried about me. They didn’t let me do anything, even things I wanted to do. One Sunday I got it in my head I wanted to clean out the pantry. It was the first time in weeks I’d felt like doing anything, and it made me happy. The kids were over that day, and, well, they wouldn’t let me do it. The more I insisted, the more they fought me. I finally gave up and went to lie down, and Tom and the kids cleaned out the pantry. It took me three weeks to find the oregano because they put stuff back in the wrong place.

“Here they were, trying to spare me from stress and causing me so much aggravation I had to go lie down. I loved them for all they were doing, but I knew I could do more than they thought I could—especially everyday, normal things.”

As Rena and Tom learned, the future is seldom determined at the hospital. The vast majority of heart patients’ futures develop gradually, like photographs in processing solution, as they return home and get back to normal—a normal that may be a far cry from what they knew before. And that’s precisely the point: when heart illness strikes, a person must abandon the well-trodden path he or she used to follow, blaze a trail, and begin a journey toward a new way of living. Heart disease is an invitation to create a different way of life—a new normal—that heals the heart by tending emotions and mending human connections. 

As Tom put it, “We’ve been married for over forty-two years. We’ve grown up a lot in that time, and we’re still growing. Living with this illness has taught us to keep things in perspective, to be more flexible, and to pay attention to each day we have together. When you do that, life gets better. You know how, early in marriage, sex is such a big deal? I still love sex; it’s great. But intimacy is greater.” 

STARTING THE JOURNEY

Living long and well with heart disease is like driving cross-country to get home for Thanksgiving: it’s a long haul, but the party will be a lot better if you’re part of it (also, once you’re on the road, you’ll realize you’re not the only one out there). You’ll have long stretches where you fly along, making great progress, but you’ll also hit detours and obstacles that make you wonder if you’ll ever arrive. 

I promise: you can and will arrive if you follow the program in this book, which places in your hands the same tools and techniques my patients receive at the Wake Forest University Cardiac Rehabilitation Program. Your program starts now, as you open your mind and embrace two fundamental truths: first, that recovery is a journey you’ll be taking for the rest of your life, not a signpost you rolled past when you left the hospital. And second, that heart illness will challenge you and the people close to you to open yourselves to one another as never before—even when you feel incapable of a civil “good morning”—and you must rise to the challenge and do it. 

I know you can do it because I’ve watched others do it time and time again. Heart patients are my life’s work, and this book is the crystallization of my commitment to you, your family, and your future. For many years I have wished I could hand my patients a talisman, a potent object that would keep them from harm and protect them from despair. This book is that talisman, a gift of hope to help you and your family defy the demons of heart illness and win.



I have changed the names of my patients to preserve their privacy; some case histories are composites of several patients.



Chapter Two
THE FOUR STAGES OF HEART ILLNESS


As heart patients recover, they pass through a series of separate, identifiable stages. The stages don’t always proceed neatly in sequence, but your recovery will have fewer surprises if you are familiar with them and know what to expect. 

Here is how the stages progress for most patients and their families:

Stage I: Surviving the crisis. Illness strikes and patient and family begin the journey. 

Stage II: Creating a coping strategy. Everyone starts to grasp what heart illness is, what’s involved in treatment and recovery, and that the patient and family must work as a team. 

Stage III: Handling the homecoming blues. You’re suddenly on your own; reality sets in and the team must adapt to its new normal. 

Stage IV: Learning to live with heart disease. Patient and family have accepted the diagnosis and committed themselves to living with the illness, not in spite of it. 

Let’s explore the stages one by one.

STAGE I: SURVIVING THE CRISIS

Each patient gets the news in a different way: One may be sitting in her doctor’s office, stunned by some test results she hadn’t given much thought to; another may land in the emergency room feeling as if a five-hundred pound gorilla is sitting on his chest. However the news arrives, it hurls you into strange, forbidding territory, and your journey begins. 

When the crisis hits, most heart patients and their families put their lives on hold, band together, and try to help one another endure. Petty conflicts are swept aside by a wave of concern for the patient and fear that he or she may not survive. Family members summon reserves of emotional fortitude and reinforce one another with love. 

If you’re the patient, this wait-and-see period feels as if your future has been torn from your hands and become the property of medical professionals. It’s also a time when feelings of helplessness can overwhelm you. You may no longer trust your suddenly unreliable body. Family members also feel helpless as they stand by, waiting for information, hunched with worry. 

In the midst of all this vulnerability, it’s common for patients and their families to relinquish their autonomy and entrust themselves completely to the physicians and hospital staff. While it’s important to trust the people taking care of you, it’s also crucial that you maintain your authority and see to it that you’re treated as a whole human being and not a set of symptoms. As I’ve mentioned, thriving with heart disease involves both muscle and mind, and all too often, the psychological aspect of healing is overlooked. There are even some cardiologists who dismiss the notion that mending the mind can help heal the heart. This is why you must see yourself as your physicians’ partner, not their child. In the words of Melvin Belsky, M.D., “It’s not enough for the doctor to stop playing God—you’ve got to get off your knees.” 

The big story here is not only that assertive patients and family members get better care from physicians, but that heart patients must be assertive to get the care they need. It’s not enough to show up at the doctor’s office or emergency room; that’s no guarantee you’ll be properly cared for. You must hold fast to your independence, trust your instincts, and assert your right to be treated well—both medically and personally. 

This means having the confidence to ask a physician to explain what he or she is saying, ordering, or prescribing, and also to express your wishes. If you feel a physician (or anyone else, for that matter) has been rude or disrespectful or that his or her personality displays an arrogance that is compromising the quality of your care, don’t put up with it. Let people know how you would prefer to be treated. 

Even something as common as being called by your first name when you’d prefer a less familiar form of address is worth dealing with. Young professionals grew up in informal times, calling teachers and sometimes even parents by their first names. When they don their medical coats, they don’t always make the leap to those more traditional shores where many of their older patients stand. If it irks you to address thirty-five-year-old physicians as “Doctor” while they assume they may call you by your first name, let them know how you’d like them to address you.



EXPERIENCE MATTERS!
[image: Image]

If you’ve survived a myocardial infarction (MI, or heart attack) and have a doctor who treats a high volume of MI patients, you are more likely to be alive a year later; a 2001 study found a significant difference in survival rates for patients treated by physicians who treat more than twenty-four MI patients per year versus physicians who treat fewer than five.1 The same applies if you are undergoing an invasive procedure such as angioplasty: having a physician who frequently performs the surgery and using a hospital where many are done increases your odds of survival.2 Not surprisingly, the same holds true with more complex cardiac surgery: hospitals with busy operating rooms have lower death rates than hospitals whose ORs sit idle much of the time.3 It makes good, common sense: the more operations surgeons do, the better they get at it and the better support staff gets at providing high-quality postoperative care. 



No matter how well you get along with your doctors, however, you’ll still have emotions to deal with. Immediately after learning the diagnosis, patients and their families may struggle with bouts of guilt and anxiety. These feelings pervade conversations and thought patterns, taking standard forms such as: 

PATIENT: I should have taken better care of myself. 

FAMILY MEMBER: I should have been at you more to go to the doctor. 

PATIENT: After all we’ve been through, now this! I can’t believe I let this happen. 

FAMILY MEMBER: You’d think I’d have been able to see this coming and stop it from happening. 

PATIENT: I’ll never be the person I was before this happened … how will I ever make it up to you? 

FAMILY MEMBER: If I’d been a better mate and paid more attention, this would never have happened. 

PATIENT: If only I’d been easier to get along with, maybe this wouldn’t have happened.

FAMILY MEMBER: If only I’d kept my mouth shut and not given you a hard time last week [last month, last year, five years ago], maybe this wouldn’t have happened. 

PATIENT: If I die, what will happen to my family? 

FAMILY MEMBER: What will we do if something happens? How will we cope? 

If your family is emotionally healthy, you should be able to express these feelings, however awkwardly, and then respond to one another with love and concern. But even if your family is emotionally well adjusted, tensions will mount during this early stage. For many people, this stage means coping with being inside a hospital. This can be physically and emotionally (not to mention financially) draining for patients and family members alike. Monitors beep, screens flash, tubes emerge from and disappear into the body. Coolly competent doctors and nurses take charge of the patient, separating him or her from family members, whose warmth and concern are left behind in the corridor. If the patient needs surgery, there is the horror of seeing him or her attached to a respirator. The patient is sedated, cannot speak, and may float into and out of awareness, unable to communicate. For loved ones clustered nearby, the image of the person they love lying pale and helpless may haunt them for the rest of their lives. 

While many heart patients have similar experiences in the hospital, their responses—and their families’—vary widely. Many patients take comfort in religion, which seems to heal bodies as well as souls: people over the age of fifty-five who are facing open-heart surgery and are also committed to some form of religious practice have survival rates that are three times higher than their nonreligious brothers and sisters.4

“WHAT’S THE BIG DEAL? NOTHING’S WRONG WITH ME.”

Other patients seem to benefit from denial, a psychological defense that allows them to avoid dealing with the fact that they have heart disease. If you used this technique while you were in the hospital you may have done yourself a favor, as long as it didn’t keep you from accepting the medical care you needed. In fact, during the first days of hospitalization, patients who show high levels of denial actually tend to do better: they are less anxious, less depressed, and leave the hospital sooner because they have fewer medical complications.5

Denial of cardiac illness is a complex issue. One study followed thirty men for a year after their heart attacks, measuring how much they either accepted or denied their condition. The results were fascinating: the most vehement deniers spent fewer days in intensive care and had fewer adjustment struggles while they were in the hospital compared to their more accepting brothers. But once they left the hospital, things changed: one year after their heart attacks, the deniers were less likely to follow their doctors’ recommendations, and were landing back in the hospital more than the more accepting patients.6

So deniers, take note: while you might benefit from denial during your first days in the hospital, don’t take this technique home with you. Your successful recovery and long-term adjustment require that you accept the reality that you have heart illness and cope with the feelings that come with it.7 In most cases this happens naturally; most heart patients start experiencing anxiety and depression after several days in the hospital, which signals that denial is diminishing. If this has happened to you or is happening now, take heart: while these emotions may be painful, they are not dangerous, and they typically decrease with time. If they don’t, you can learn to manage anxiety, and you can overcome depression. These conditions are virtually curable with therapy, medication, or a combination of both. You can start treating your anxiety and depression right now by doing two things: 


	
Identify what you are feeling. It’s not enough to say that you’ve lost your appetite or you don’t want to go for a walk, thank you very much—these are verbal manifestations of denial. If you’ve had more butterflies in your stomach than food lately, quiet your mind until you see them for what they are: anxiety with wings. If you haven’t got the energy to launch yourself off the couch and out the door, look inward and ask yourself if it could be depression, and not your legs, that’s making you weak. 

	
Tell someone about it. Once you have got a name for the problem, tell someone about it—your mate, a friend, a daughter or son, a doctor or nurse. Pick a sympathetic listener, someone you trust. If your emotions threaten to get the better of you, take a deep breath and do your best to express yourself calmly and politely. Once you do this, you’ll have taken a giant step in your journey toward recovery and the truth. 



Some people get stuck in denial mode past when it’s beneficial to be there. If you’ve known for more than a month that you have heart illness and are experiencing any of the following symptoms, you may be at risk of not taking the illness seriously enough. Are you: 

Clinging to the belief that the illness isn’t serious when medical evidence suggests that it is?

Choosing to interpret symptoms of heart illness as those of minor physical ailments (for example, insisting that the crushing pain in your chest is“just gas”)? 

Refusing to believe that you’re sick in the first place?

Denying that you need to be admitted to the hospital, and resisting your doctor’s and family’s attempts to get you there?

Denying that the illness is going to affect your life or the lives of the people you care about?

WOMEN AND DENIAL

Two excellent books—The Women’s Heart Book, by Fredric J. Pashkow, M.D. , and Charlotte Libov; and Women Are Not Small Men, by Nieca Goldberg, M.D.—call attention to a lethal problem: denial that heart illness is a menace to women’s health. Our culture still embraces the myth that women don’t have to worry about heart illness, but they do: cardiovascular disease kills more American women each year than breast cancer, lung cancer, and colon cancer combined.8

While women are more likely than men to seek medical care when they think they need it,9 they seldom think they need it when it comes to their hearts. When women suffer heart attack symptoms, they tend to misattribute their symptoms to noncardiac causes,10 waiting longer than men do to seek medical help. 

There also seem to be differences in the ways black women experience symptoms compared to white women. In a study at the University of Arkansas, researchers interviewed 647 female heart attack survivors about their warning symptoms, which often went unheeded as they occurred months or even years before the attack. Black and white women both said that, in looking back, they remembered experiencing fatigue, sleep disturbances, shortness of breath, anxiety, and indigestion prior to their heart attacks. But black women seem to have more headaches, vision problems, and breathing difficulties prior to their heart attacks—and to suffer these symptoms more severely—than do other women.11

Doctors are in denial, too. In 1996, a Gallup survey revealed that half the primary care physicians polled thought breast cancer and osteoporosis were greater health threats than heart disease to women over age fifty (they were wrong). 

Compounding the situation (and in part explaining it) is a general prejudice—among the lay public and physicians alike—toward interpreting a woman’s symptoms as indicative of stress or anxiety rather than disease.12 A 1999 study cited in The New England Journal of Medicine was especially distressing in its demonstration of how doctors sometimes make clinical decisions. While viewing videotapes of actors in a hospital setting, 720 primary care physicians were asked to decide which of the alleged patients should be referred for heart disease testing or treatment (the physicians knew they were watching actors). Patients played by women were recommended for testing 40 percent less frequently than patients played by men, even though they were scripted to complain of identical chest discomfort.13

Clearly, female heart patients are not being treated aggressively enough, and many people both inside and outside the medical community are outraged about it. A 1998 study of the records of more than 350,000 patients at more than 1,200 hospitals found that women were less likely to undergo cardiac catheterization, balloon angioplasty, and bypass surgery, and significantly less likely to receive thrombolytic (clot-busting) drugs after a heart attack.14 And another 1998 study found that exercise stress tests were given nearly twice as often to men as to women.15 We don’t know why women are receiving less aggressive care than men, but we can infer that: 

Many physicians tend to interpret women’s symptoms as emotional rather than cardiovascular in nature.

Too few physicians are aware of the threat that heart illness poses to women.

Women are not taking their symptoms seriously enough to report them when they should.

Here’s what this means for you:

If you’re a woman with heart illness, you must be vigilant about attending to your symptoms and insisting on proper medical care and follow-up. 

If you’re someone who cares about a woman with heart illness, do become an advocate for her in her quest for competent medical care. 

If you’re a woman, don’t deny bodily symptoms—particularly ones that may be related to heart illness. Even women who are healthy and have no history of cardiovascular problems can develop them. Remember: all known cardiac risk factors combined account for only 75 percent of the diagnosed cases of heart illness—the other 25 percent remain of uncertain origin. Heart disease can hit anyone, and we don’t know why. 

If you’re a man and care about a woman with heart illness, see the above.

STAGE II: CREATING A COPING STRATEGY

Once your condition has stabilized and your fears of imminent death have eased, you start asking what happens next. As you and your family contemplate the answers to these questions—and you should ask lots of them—you will, as a team, start to develop a plan for coping with the illness. 

Most families enter this stage within a few days of the onset of the illness, either while the patient is in the hospital or shortly after they receive the diagnosis. Other families don’t start developing a coping plan until the patient comes home. While this is a relatively brief phase, it is crucial for both the patient and family. 

It is at this point that you begin to understand what heart illness is and what your recovery and treatment will involve. At first, you may be confused and overwhelmed by information. Because your emotions may be fluctuating wildly, you may not be able to focus on what you need to do to get well. For example, a nutritionist may be offering tips on heart-healthy cooking when all you can think about is when you’ll be able to return to work and start bringing in money again. Or an exercise therapist might be praising the benefits of a brisk daily walk when you’re quietly panicked about whether you’ll be able to resume your sex life (yes, you will). When heart disease has shaken your world and you’re trying to reorient yourself to the new terrain, it’s sometimes hard to grasp information that doesn’t pertain to the step you’re trying to take. If you find yourself overwhelmed by advice, facts, and statistics, remember that things will eventually get back to normal—albeit a new normal—and you will soon pull yourself together. 

At this stage, powerful emotions surge to the surface. You and your family begin contemplating how the illness will affect your lives, both as individuals and as a group, and this inevitably opens a vein of grief. Many of my patients report feeling profoundly sad upon learning they have heart disease. This sadness is actually grief for their lost sense of invulnerability. None of us is invulnerable, of course, but heart disease is visceral, in-your-face proof of your mortality, and a humbling loss of innocence. 

Grief is intensely personal, and each person handles it differently. Some families are outwardly emotional and experience a wailing-and-gnashing-of-teeth variety of mourning; others report a pervasive melancholy that descends, like a blue mantle, and envelops the entire family. Many patients become obsessed with thoughts about life in general and their lives in particular—past, present, and future. The grieving may even continue into the next stage of your recovery, but you should be aware that now, the second stage, is when it starts.



A PATIENT’S RIGHTS
[image: Image]

Regardless of your age, sex, race, religion, ethnic heritage, or income, you have the right to:

Receive considerate, courteous care.

Be fully informed of your medical condition and the treatment options available to you, and to have this explained in terms you can understand. 

Know the names and qualifications of the people who provide your treatment.

Help make decisions that affect your treatment.

Seek second, third, or even fourth opinions, and to change doctors if you are not satisfied with your care.

Put into place the necessary legal directives to ensure your preferences are honored if you are not able to care for yourself.

Review your medical records and to request that anything you do not understand be explained to you.

Receive reasonably prompt responses to your questions and requests.

Receive reasonable continuity of care. If, for example, your cardiologist retires, he or she should refer your case to another physician who will then care for you. 

Receive full explanations about research studies your doctor may invite you to join, and to continued medical care if you decline to participate. Pharmaceutical companies sometimes ask physicians to recruit patients for drug studies. If your doctor offers you such an opportunity and you don’t wish to participate, your declining should have no effect on your relationship with the doctor, nor on the quality of care he or she provides. 

Receive answers to and explanations of questions you may have about fees charged for medical services and reimbursements made by your insurer. 

Have your privacy and confidentiality respected. Your medical records are not your property, but you do have a right to see them, to receive a copy of them, and to have them explained to you. Doctors should release them to others without your written permission only if they are required to do so by law (for review by insurers or to address public health concerns). Otherwise, they should never be released without your written permission.



Even when you understand what has happened to you and what the next steps in your recovery will be, you may not feel confident that you can cope. This insecurity is compounded by the fact that many heart patients are released from the hospital after only a few days, often before they feel ready to return home. With the health insurance situation in our country being what it is, this discharge-’em-quick policy will probably not change anytime soon. So you need to put your energy into adjusting to your new life and focus on two concepts: 


	You have made it this far.

	You should have some idea of what you will and will not be doing for the next few days, weeks, and months.



You should also know you are an active participant in your recovery and have certain inalienable rights with regard to your medical care. A list of those rights appears on page 16 Read it and reread it until you believe it. 

STAGE III: HANDLING THE HOMECOMING BLUES

Reality sets in: you’re home, you’re on your own, and you’re expected to surf a bewildering wave of emotions, anxieties, and procedures. No longer are nurses and doctors checking, monitoring, and calming you, wielding clipboards, stethoscopes, and official, efficient cheer. Now you have to decide what you can and cannot do, and you may feel under-qualified for the job. What used to be simple is suddenly unbearably complex; making a bed, a doctor’s appointment, or even a tuna-fish sandwich can overwhelm you and bring you to tears. You feel childish and emotional and terribly alone. But you’re not: depression is a normal part of recovery, and it comes in many forms. It’s all part of creating a new normal for yourself: establishing a new set of attitudes and expectations that redefine what normal means in your life. 

HOMECOMING IS HUMBLING


Carlos is the kind of guy you’d like to have around in an emergency, a man who likes to take control of situations and bend them to his will. A forty-six-year-old New Yorker, Carlos had come south as vice-president of human relations for a major restaurant chain. As time passed, I learned he was competitive and driven—especially when it came to driving. He admitted he drove like a lunatic; he would compete with himself to see how quickly he could cover the sixty-mile commute to his office. His record: thirty-nine minutes (about ninety miles per hour). In one of these contests, he veered off the road and his blood pressure spiked high enough to burst blood vessels in his eye. 

No one was more surprised than Carlos the day his chest seized up and the paramedics came crashing into his office; two days later, he was scheduled for quadruple coronary artery bypass graft surgery (CABG), popularly known as a quadruple bypass. Carlos was determined to prevail; once the sedation wore off, he started pestering nurses and doctors about when he might go home. He soon got his wish, but homecoming wasn’t what he thought it would be: 

“Coming home was a setback. My lungs filled with fluid and I couldn’t talk for days because the tube they stuck down my throat during surgery had damaged my vocal cords. And I was tired all the time, unbelievably tired. I remember one day my reading lamp burned out and I went to change the bulb. By the time I walked to the garage, found a bulb, got it out of the package, walked back to the den, unscrewed the old bulb and put in the new one, I thought I’d keel over.

“Even worse, I felt isolated recovering in the house. My wife worked it out so she could work from home a few days a week. But after three days of that, I sent her back to the office. I didn’t want her around all day, seeing me so weak and out of control.

“Things got better slowly—very slowly. Once my lungs cleared and I could breathe better, I started walking every day. That was good—I burned off some energy and ran into a few neighbors I hadn’t seen in a while. But what I was thinking about most was getting back to work—and I did, just as soon as I could.”

Homecoming blues usually descend during a patients first few weeks at home after a hospital stay. An Australian study followed thirty-eight heart attack survivors for three weeks after they returned home. Almost all of them experienced periods of anxiety and depression because they were uncertain about the progress of their recovery and worried about suffering another heart attack or serious health problem.17 And researchers have begun paying special attention to bypass patients, who seem particularly vulnerable to severe bouts of depression after surgery. While we don’t yet have definitive statistics, we do know that between 30 and 75 percent or more of bypass patients struggle with intense melancholy after the operation. And, while most depressed bypass patients do recover emotionally within six months of the surgery, they say those early weeks of paralyzing gloom are profoundly painful to endure.18

Homecoming is a challenging experience for families, too. Surveys consistently show that a heart patient’s loved ones find the first days of homecoming to be a difficult and frightening time, and that only one out of five caregivers feels ready to welcome the patient home and properly care for him or her.19 If you’re like most patients, when you returned home you and your family probably craved more information than you received about heart illness in general, your condition specifically, and what sort of rehabilitation plan you would need. People want to know how long it will take to recover, what side effects the medications may have, how the family can help the patient cope, and what patients should do—as well as what they should not do—during the first month of recovery. 



FEMALE HEART PATIENTS ARE SELDOM HOMECOMING QUEENS, EVEN THOUGH THEY NEED TO BE
[image: Image]

Women’s homecoming experiences differ from men’s in a very important way: they get less support. Husbands of heart attack patients provide less hands-on help and participate less in recovery than wives do.20 Plus, more female than male patients face recovery on their own because women tend to outlive their spouses more than men do. Women are more likely than men to insist that their families not be inconvenienced for the sake of their rehabilitation, resulting in family dynamics that are less oriented toward the patient’s needs than they should be. 

A woman with heart illness often finds herself marinating in a potent mix of shock, anger, loneliness, and stress:

Shock because our culture still downplays the epidemic of heart illness among women. 

Anger because, after years of pleading with the people she loves to take care of themselves, she’s the one who got sick. 

Loneliness because her family is less likely to provide the support and care she needs. 

Stress because her domestic responsibilities don’t come with a disability plan. Many women—even those with demanding careers—are the organizational and spiritual hubs of their families. When they’re out of commission, everyone else can be thrown into utter disarray, compounding the patient’s anguish.



A hazard of this early adjustment time is the urge of family members to do too much for the patient, or, in the case of Rena and Tom, to prevent the patient from doing things she or he is fully capable of. When Rena’s grown children banded together and defeated her valiant attempt at spring cleaning—her first deliberate effort to conduct a new normal activity—they thought they were protecting their mother. Instead, they denied her the opportunity to feel capable and useful—feelings that can be in short supply for a new heart patient. 

As you may have already learned, the first month at home is a time of trial and error—lots of error. Because you haven’t yet learned what you can and cannot safely do, you’re probably constantly asking yourself, “Am I doing all right?” In the meantime, the person or people you live with are probably lurking in the shadows, monitoring your every move: “Do you think it’s okay for you to do that? Have you taken your medicine? How are you feeling? Why don’t you let me do that for you?” These reminders and offers of help may at first soothe and reassure you, but it’s almost certain that they’ll soon become irritating and you’ll find yourself growing testy with the people who are trying to help. The best way to handle this is to let overeager helpers know how their efforts are affecting you tactfully, rather than lash out and bite the hands that feed you, drive you, and bring you your medicine. (I have devoted Chapter 4 to ways to handle this kind of situation, as well as others.) 

Early homecoming is also a time when the needs of patients and family members tend to diverge. During the crisis stage, when you’re in the hospital and your family gathers around, everyone’s energy is focused on you—whether you’ll survive, what the illness means, what treatment you’ll require, and how to get you well again. But once the crisis passes and you come home, the personal needs of family members—especially those of the primary caregiver—begin to surface. As you’ve probably learned, family tensions will develop if these needs aren’t acknowledged and addressed. 

Here are five factors that commonly complicate homecoming blues, and hints for handling them:


	Unfamiliar physical and emotional symptoms

	Temporary or ongoing cognitive difficulties

	Coping overkill


	Grief

	Posttraumatic stress disorder (PTSD)



Let’s go over these one by one.

UNFAMILIAR PHYSICAL AND EMOTIONAL SYMPTOMS


In the early stages of recovery, you may experience unfamiliar sensations. You may feel a strange combination of fear, weakness, fatigue, and helplessness. It might take you all day to complete household chores you used to zip through before lunch. If you find yourself moving very slowly or going through periods of depression, weeping, social withdrawal, or obsessive anxiety about dying, remember that these are normal during the early stages of heart disease—painful, yes; frightening, yes; dangerous, no.

As I mentioned earlier, if you’ve had bypass surgery, you’ll face unique homecoming challenges. First, you’re likely to be surprised at how long it takes to recover from the effects of the surgery, which could include the following: 

Feeling as if your heart is loose in your chest

Shoulder and back strain

Numbness in the chest

Pain if leg or sternum incisions are rubbed

Chest discomfort, especially when the humidity drops

Sleeplessness

Anxiety

Depression

Dizziness

Inability to concentrate

Poor memory, particularly about events during your hospital stay

Loss of taste for food, which may be due to the effects of medication or trauma to taste buds from the respirator mouthpiece (this condition is usually temporary) 

Many bypass patients experience a condition called postpump syndrome. This refers to memory and concentration problems that may be related to a combination of medication, stress, and hardening of the arteries—all of which may affect brain functioning. There is also evidence that tiny air bubbles may pass through filters in the heart-lung machine during surgery, and these bubbles may temporarily interfere with the supply of oxygen to the brain. 

An alternate explanation implicates the clamps used during surgery to block blood flow from the aorta. When the surgery is over and the clamps are removed, fragments of plaque—fibrous tissue that causes hardening of the arteries—may break loose and block portions of blood vessels, disrupting blood flow to the brain.21

Here’s the great news: these memory and concentration problems typically begin to subside within six months of surgery and are usually gone within a year. In a 1996 study, researchers evaluated 2,108 bypass patients at twenty-four hospitals, and found that only 3 percent of them suffered symptoms of serious brain complications such as paralysis caused by stroke or milder complications such as confusion or memory loss.22 So if you’re having these symptoms, chances are excellent that you won’t have them much longer; they usually subside after the first few months. You can hasten their departure by attending rehabilitation classes; likewise, the more unhealthy behaviors you indulge in, such as smoking, overeating, and loafing all day in the La-Z-Boy, the more likely these symptoms are to linger. Moreover, many patients who report symptoms after six months are likely suffering more from effects of depression than a brain syndrome. A study in The Journal of Thoracic Cardiovascular Surgery reported that approximately four out of ten bypass patients were found to have been depressed before their surgery, indicating that their postsurgical cognitive difficulties may not have been due to the surgery at all but rather to a very treatable condition: depression.23

TEMPORARY OR ONGOING COGNITIVE DIFFICULTIES


The brain requires a constant flow of oxygenated blood to function properly. Many factors that cause heart disease, as well as some of its treatments, can impede this flow, resulting in anoxia, an absence of blood in the brain, or hypoxia, reduced oxygen supply to the brain. If your brain receives less oxygen than it needs, you may experience cognitive deficits that prevent you from thinking as clearly as you used to. As you just read, bypass patients commonly go through this as a result of the surgery. 

While these cognitive problems are not unique to the homecoming period, this is usually when they are first identified and most intensely experienced. Whether you’re the patient or a family member, it’s a good idea for you to know what to expect, so here is a brief summary of the cognitive problems that most often afflict heart patients, the conditions with which the problems are associated, and how various treatments for heart illness affect the brain. While many of these deficits are temporary and relatively minor in medical terms, their effects on your ability to cope with daily life may seem major to you. If, for example, you’ve always had a crackerjack memory and suddenly have trouble recalling people’s names, the havoc this wreaks on your self-image will probably dwarf the physiological short-circuit that caused it. The point is, even if your doctor warns that you may experience “small” alterations in the way your mind works, they may not seem so little to you—or to your family—and will take some getting used to. 

Here are some of the most common cognitive deficits and their symptoms:24

Attention problems. You have these if you have difficulty with the following activities: Paying attention for extended periods of time Paying attention to some things while screening out others Tracking several things at once, such as boiling a pot of potatoes while watching the playoffs on TV and remembering to take your medication (also known as mental flexibility) Completing complex tasks that require you to simultaneously pay attention, scan, shift focus, and perform motor skills (driving, for example)

Memory problems. May affect either short-or long-term memory. 

Perceptual problems. A decline in the skills that help you perceive your surroundings, such as the ability to identify a person or thing by looking at it. 

Abstract reasoning problems. A decline in the ability to solve problems by integrating new information with old or grasping complex concepts. 

Here are some common heart conditions and the cognitive problems associated with them:

High blood pressure. If you have hypertension and don’t treat it, you may have problems with memory, abstract reasoning, attention, and learning. 

Elevated cholesterol level. This in itself does not affect the way your mind works but does increase your risk of developing hardening of the arteries, whose sufferers manifest cognitive deficits from middle age on.

Myocardial infarction, or heart attack. Between 30 and 40 percent of heart attack survivors have problems with memory, disorientation, and fine motor skills in the months after the event. Others have problems with manual dexterity, verbal communication, recall of newly acquired information, and mental flexibility. Serious cognitive impairment, or dementia, is particularly common in elderly women who have suffered more than one heart attack. 

Sudden cardiac arrest (SCA). People who suffer this syndrome commonly experience cognitive difficulties, especially long-term memory loss. They also endure diminished ability to recognize familiar objects and sometimes begin to exhibit traits associated with relationship distress, including apathy, irritability, and limited insight and empathy. (For more on SCA, see Chapter 12.) 

Heart failure. Chronic heart failure leads to an ongoing oxygen drought in the brain, which in turn provokes a wide range of cognitive impairments. (See Chapter 11.) 

Arrhythmia. Patients with a long history of arrhythmia are more likely to suffer from stroke and ongoing diminished blood supply to the brain than those with normal heart rhythms. Over years, this can result in dementia. Early detection and treatment, especially with a pacemaker, may halt the deterioration (see below). 

Finally, here are some notes on how common treatments for heart disease affect the brain:

Vasodilating medications. Drugs (and other treatments) that expand blood vessels increase the flow of oxygenated blood to the brain. It follows that they might also improve cognitive functioning, and this is often the case. 

Antihypertensive medications. Drugs to treat high blood pressure, especially beta-blockers, seem to improve long-term memory in some patients. They seem to have no negative effects on brain functioning. 

CABG (bypass surgery). The risk of neuropsychological problems associated with bypass surgery rises along with the patient’s age, the severity of the disease, and the number of vessels that must be bypassed during the surgery. 

Pacemaker. A study of 450 patients who received pacemakers to correct arrhythmias showed that more than 60 percent of them experienced at least a partial reversal of their cognitive deficits—very good news indeed.25

Carotid endarterectomy (surgical procedure to remove atherosclerotic plaque from the walls of the carotid artery). The purpose of this procedure is to rid a patient’s artery of plaque before enough accumulates to clog it and cause a stroke. Ironically, it has long been worrisome to doctors, who have feared that loosened plaque might be swept away to the brain, where it could cause greater damage. But research indicates otherwise: the cognitive abilities of people who have had the procedure don’t seem to change either way. 

COPING OVERKILL


When you or someone you love is diagnosed with heart disease, a swarm of fears can descend upon the household. People tend to call up their most deeply ingrained coping habits when they’re afraid. This sometimes causes a syndrome I call coping overkill, in which the patient, family members, or both turn into the heart-health police. Believing they must now be paragons of healthy living, they become preoccupied with catching themselves and others making mistakes. (This is as unnecessary as it is unwise, and I’ll discuss it later.) 
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