














Praise for THE FIRST YEAR® Hepatitis C



“The authors, who are both infected with hepatitis C (HCV), add to Marlowe’s ‘First Year’ series for new patients with a how-to-respond guide that moves from the day of diagnosis through the first year of coping. HCV, a blood-borne virus, infects nine million Americans and nearly 200 million people worldwide. Even so, the general public remains unaware that this chronic illness is epidemic and that there is no effective treatment for the majority of its victims. The good news, as this book makes clear, is that HCV can be managed. In this straightforward, day-by-day manual, the authors provide a schedule for learning just about everything one needs to know about living with ‘hep C.’”




—Library Journal
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Foreword





by Teresa L. Wright, M.D.






THERE HAS been increased awareness about hepatitis C (HCV) over the past decade, so that HCV is now being described as “the new HIV.” While it is likely that for many years, HCV did not receive the public attention or funding that it deserved, and while it is promising that public education has improved in recent years, it is also important that we put hepatitis C in perspective with other public health problems.


Hepatitis C is much more common than HIV (infecting three to four times as many individuals in the U.S. alone). HCV is transmitted in similar ways to HIV, through blood exposures, from contaminated needles, and occasionally from highrisk sexual exposure. Like HIV, HCV is an RNA virus that changes over time and that would be predicted to evade the immune response and rapidly to develop resistance to treatments. Like HIV, there is no effective vaccine against HCV, nor is there likely to be one in the foreseeable future. Like HIV, HCV is common in underserved communities—the homeless, people in prison, minority populations, veterans.


However, HCV and HIV are very different in terms of the diseases that result from long-standing infection. They are also different in the ease by which they are transmitted sexually—HIV can be readily transmitted through unprotected sex, HCV much less so. They differ in our ability to treat these infections, with many more drugs available for treatment of HIV infection than for HCV. The natural history of HCV and HIV are both variable. Some people can be infected for many years without serious consequences, and others develop progressive disease over a decade (or in the case of HIV, over even shorter periods). However, untreated HIV infection is much more likely to result in lifethreatening complications and debilitating disease than is untreated HCV infection. Indeed the majority of those with HCV infection will never develop advanced liver disease or liver cancer. Short of these severe complications, patients with HCV may have reduced quality of life or symptoms from involvement of organs outside of the liver. This impaired quality of life sometimes improves with therapy.


Patients should take heart from the slow natural history of HCV infection. If they either cannot tolerate current medications, or have failed current medications, particularly if they have mild liver damage as shown from a liver biopsy, patients should focus on living a long and active life with hepatitis C, rather than focus on the potential for their disease to progress.


Of course, there are certain populations with hepatitis C that particularly require active and aggressive treatment if available. These include (i) patients with stage III or stage IV scarring to the liver; (ii) patients who have developed complications of their liver disease such as liver failure, fluid in the belly (ascites), changed mental function (encephalopathy) and internal bleeding (variceal bleeding); (iii) patients with HIV co-infection, since advance liver disease appears most common in this group and since many cannot tolerate their HIV medications because of their liver disease; (iv) patients following liver transplantation who have already experienced lifethreatening complications of HCV infection and who are at risk for losing their new liver from further infection; (v) and, finally, patients with HCVrelated hepatocellular carcinoma in whom treatment options are limited.


Cara Bruce and Lisa Montanarelli’s The First Year ® —Hepatitis C will be an excellent resource for all patients with hepatitis C infection, whether they are patients with no symptoms at all but are worried about giving HCV infection to their loved ones; whether they have mild liver disease but have fatigue that is affecting their daily lives; or whether they have some of the complications of long-standing HCV infection described above. HCV, like HIV, is an infection that people have to live with, often for many, many years. To this end, patients need practical common-sense advice about diet, exercise, modification of lifestyles and dealing with the depression that comes from living with a chronic illness. Cara Bruce and Lisa Montanarelli provide a comprehensive guide to help the patient with all aspect of hepatitis C infection. Their advice is essential, since most doctors focus mainly on the medical aspects of this disease with their patients. There is obviously much more information needed to help patients live long and productive lives. For a few, HCV infection will be treated and cured. For the majority, either because treatments haven’t worked, or more commonly because patients are unable to take current medications because of their side effects, patients will need to learn how to move forward with HCV as part, but only part, of their lives. This “essential guide for the newly diagnosed” will be the foundation for the patient’s understanding about how to live successfully and productively with HCV infection.


TERESA L. WRIGHT, M.D., is Chief of the Gastroenterology at the San   Francisco Veterans Administration Medical Center and Professor of Medicine   at the University of California, San Francisco. She has co-authored more than   seventy original publications in peer-reviewed journals as well as more than   twenty editorials and fifty chapters. The vast majority of these publications   have been in the natural history of treatment of viral hepatitis C and B. She   has been a visiting professor at sixteen universities in the U.S. and Canada.   Dr. Wright is an associate editor of Hepatology, has been on the editorial   boards of Gastroenterology, Antiviral Therapy, Gut and the American Journal of Medicine, and is a member of the Council of the American Association for   the the Study of Liver Diseases.














Introduction





IF YOU’RE reading this book, chances are you or someone you love has just been diagnosed with hepatitis C (hep C). Whether you feel shocked, frightened, angry, depressed, or guilt-ridden, whether you’re without signs of illness, or struggling with symptoms you can’t ignore, this book is for you. It will help you deal with every aspect of this chronic illness—a potential time bomb that runs the gamut from extreme debilitation to no symptoms at all.








We have hepatitis C ourselves. Unfortunately, we learned about it the hard way. When we met, we discovered that we shared the same emotional needs, questions, and concerns, as do many others who are infected. There was very little information in 1990, when Lisa was diagnosed. When Cara was diagnosed in 2000, there were still no books that addressed the whole person and met our emotional and social needs. We had to become proactive—researching our illness and seeking support. We wrote this book to help people like us—people infected with the hepatitis C virus (HCV). We want you to know that you are not alone.




For most of us, being diagnosed with hepatitis C is overwhelming. When we first wrote this book in 2001, hep C was called the “silent epidemic,” due to lack of media attention and public awareness. Six years later, this disease is still surrounded in silence, ignorance and conflicting information. Some of us never hear of hep C until we’re diagnosed, and when we tell our family and friends about our diagnosis, they have no idea what hep C is.




According to the Centers for Disease Control (CDC), hepatitis C is “the most common chronic blood-borne infection in the United States.” The World Health Organization indicates that four million Americans or 1 in 50 have been infected. That’s 1.8 percent of the U.S. population with approximately 36,000 new cases a year. An estimated 300 million people are infected worldwide.1




Following infection, there is:







	
[image:  ]  An incubation period of two to 26 weeks, averaging six to seven weeks
 



	
[image:  ]  A 75 to 85 percent chance of becoming chronically infected with the HCV virus. A disease is called “chronic” when it lasts for more than six months.




	
[image:  ]  A 70 percent chance of developing chronic liver disease. Some people who carry the hep C virus don’t have chronic inflammation of the liver.




	
[image:  ]  A 10 to 20 percent chance of developing cirrhosis, usually over a period of 20 to 30 years.




	
[image:  ]  A 1 to 5 percent chance of mortality from chronic liver disease. In the U.S., hep C kills 8,000 to 10,000 people each year.











This book is addressed to people who have just been diagnosed with hepatitis C. Seventy-five to 85 percent of those exposed to the virus develop chronic infection. But if you are chronically infected, there is an 80 to 90 percent chance that you will never develop cirrhosis, and an estimated 95 to 99 percent chance that you will not die from chronic liver disease.




While this data is reassuring, the uncertainties surrounding hep C can be incredibly frustrating. The HCV virus was only discovered in 1989, and still relatively little is known about its natural history, its full range of effects on the body, or the factors that determine whether or not an infected person will progress to end-stage liver disease. The information on these topics varies widely, and the first things we learn about HCV usually raise more questions than answers. So far there is no effective treatment for the majority of patients but volumes of advice on dietary changes and treatments that may potentially slow the progress of the disease.




This book offers an anchor in this sea of information and advice. Although it cannot answer the unknowns of hepatitis C, it provides a schedule that will help you take care of yourself emotionally, learn what you need to know about hepatitis C, and make the lifestyle changes you need to make at a pace that is right for you.




The good news is that hepatitis C is a “lazy” virus. It progresses slowly and often takes decades to affect people’s health. Many people live for 30 or 40 years without experiencing symptoms, and there’s a lot you can do to slow the progress of the virus and prevent liver damage. If you learn to take care of yourself, there’s an excellent chance that you may never develop severe liver disease.




Nonetheless, it’s ultimately up to you to manage your health care. Some of the most important steps you can take involve lifestyle changes, such as avoiding alcohol and drugs. For some of you this won’t be a problem; for others, it will be the hardest part about having hep C. If this is an issue for you, once again, you are not alone. There are plenty of support groups and health care professionals who can help. But it’s up to you to find them, consult them, and follow their guidance. Even the most skilled health care providers can do very little without your assistance.




This book will help you learn to take care of yourself. There’s a lot you need to learn, but we’ve broken it down into chunks that are easy to absorb. We are no substitute for a medical doctor. Nonetheless, we do have something that most doctors won’t have—the experience of living with hep C.




Thus, we can help you learn to live with hepatitis C on a daily basis. For instance, we can assist you in dealing with the shock of being diagnosed and with some of the effects that hep C may have on your lifestyle and social life.








What happened to us


LISA MONTANARELLI: In June, 1990, when I was 22, I got sick with what seemed like the worst flu I’d ever had. I was so exhausted that I lay in bed for several weeks. I couldn’t go near the kitchen, because the smell of food made me nauseous. I recovered slowly. At the time I never suspected I had hepatitis. Although I knew nothing about hep C, I knew that the generic symptoms of hepatitis were jaundice, dark urine, and light stools. I had none of these.




In September 1990, I got a letter from the Blood Bank saying that I had tested positive for hepatitis C, a virus that became chronic in 75 to 85 percent of the people who contracted it and could lead to severe liver disease. I was in grad school, so I saw a doctor at the university clinic. I think I was the first patient with hep C he’d ever seen. He explained that the “flu” I’d had in June was most likely a seroconversion illness, which means I got sick during the time that my body began producing antibodies to HCV. Seroconversion  refers to the period between the initial exposure and the point at which laboratory tests indicate the presence of antibodies in the blood.




The doctor drew more blood, impressed me with the seriousness of the disease, and tried to help me figure out how I had gotten it. To this day I don’t know exactly how I contracted hep C, but now I know that there are lots of ways I could have been exposed to the virus. I’ve had my ears pierced with needles that weren’t properly sterilized; I’ve used other people’s razors disinfected with rubbing alcohol; I’ve done lots of things that seem careless now that I know how hep C is transmitted. Like many people, I was operating under the assumption that hep C was like HIV, which dies quickly when exposed to air. Neither my doctor nor I could figure out how I’d contracted hep C. I’d always tried to look out for my health and safety— what had I done wrong? My doctor concluded—almost by default—that I’d gotten it sexually. Although hep C has a very low risk of sexual transmission, people weren’t sure of that at the time. This left me even more confused, because I’d been practicing safer sex as well.




I was only 22 when I was diagnosed with hep C. I thought my life was over. I began researching immediately, but at the time little was known about the natural history of the disease. The virus had just been discovered in 1989—the previous year. Most doctors didn’t know much about it. And when I told my friends I had hepatitis C, they invariably asked, “What’s that?” A lot of people didn’t take it very seriously because they’d never heard of hep C, and I didn’t look ill. Fortunately, I haven’t been ill with hepatitis for the last eleven years. Now doctors know that many people don’t experience severe symptoms for two or three decades, and some never do. I believe I’m going to be healthy for a long time, but in 1990, that seemed very uncertain.




I’ve been very proactive about my health care from the beginning. I’ve talked to specialists and kept up on the latest research and treatments. Although I knew no one else with hep C in 1990, I learned a lot from watching friends with HIV deal with their illness and with the healthcare system. The first person I met with hep C—in 1991—was an AIDS activist named Richard, who was infected with both hep C and HIV and would eventually die of liver failure. He and others like him showed me that it was possible to live with chronic and terminal diseases that affected people’s lives far more adversely than hep C has ever affected mine. I am particularly grateful for the work of ACT UP in the late 80s and the culture that emerged from it: as a result, people with all kinds of chronic conditions are more conscious and proactive regarding their health care.




In 1990 I knew no one else who had hep C. Most people didn’t even know what it was. Around 1996 I began meeting a lot more people with HCV and talking to people who were recently diagnosed or undergoing treatment. When I told someone I had hep C, they often responded, “I know someone who has that!” In the last few years I’ve met more people than I can count. Every week I meet someone or hear of a friend of a friend who’s been diagnosed. Many of them have had it for years without knowing it. After eleven years of living with hepatitis C, it’s exciting to see this epidemic finally reaching public consciousness.





CARA BRUCE: In October 2000, about a month before my 27th birthday, I found out I had hepatitis C. I didn’t know much about the disease, and as soon as my doctor told me, I felt as if I had been handed a death sentence. I was in shock. I didn’t know how to deal with the fact that my lifespan might be greatly reduced. I called my parents immediately and cried my eyes out. They were scared as well.




We searched for information. Much of what I found on the Internet was wildly conflicting, and there weren’t any books that addressed the specific lifestyle issues that I faced. I was 27 years old and single. How was I going to be able to take care of myself in the future? How could I change my lifestyle? Where could I go to meet people who didn’t drink? Could I have sex again? I needed someone or something to help me deal with the confusion, depression, and pain of accepting the fact that I had a chronic illness and that I was going to have to change my life because of it.




As was true for Lisa, there were many ways I could have contracted the virus and to this day I am not sure how I got it. I was so sick that I couldn’t get out of bed, and I threw up everything I ate. I was literally wasting away. At one point I weighed less than 100 pounds, and I looked like I was dying. I felt like I was dying. Through most of the writing of this book I have been recovering from an acute hepatitis sickness. Lisa helped me tremendously. Just knowing that she too had been through a serious illness and had gotten better gave me hope. I consider myself very lucky and value my life and my health more than I ever have before.








How we wrote this book together


A friend told Cara to call Lisa, who had had hepatitis C for 10 years. That phone call changed both our lives.




Lisa was at home in her San Francisco apartment when the phone rang. The voice on the other end was sobbing. Lisa asked her questions, gave her information, and helped her calm down. More than anything else, she related to Cara’s story.




Although no two people are alike, Lisa had a fairly good idea what Cara was going through. She understood the shock of finding out in your twenties that you have a chronic illness. You’ll never be in “perfect health,” and in a sense, you’ve lost your youth, because you’ll never be able to do some of the things that other young people take for granted. She also understood how isolated Cara must feel—being diagnosed with a disease that hardly anyone knows about.




When Cara started the conversation with Lisa, she was upset, but Lisa helped her. She explained that Cara wasn’t going to die right away and that she was going to get better. She would start feeling better as she recovered from her seroconversion illness, although she had a high chance of developing chronic hep C. She related to everything that Cara was saying. Just hearing that someone had had the same symptoms and had gotten better was such a tremendous relief. And Lisa was living happily and had a great life. They immediately felt close. They discussed the fact that there was so much conflicting information and that there were very few books about hep C on the shelves, while there were tons of books on cancer and HIV. Cara was shocked at all of the information that Lisa was telling her—that there was this easily transmissible blood-borne illness, it was a major epidemic, and hardly anyone knew about it. She was outraged. She asked Lisa if she had ever thought of writing something about it and then suggested that they write something together.




Within a few weeks we had started discussing writing a book—one that answered all of the questions that we both had. Cara didn’t know how she was going to go out and have a social life. She wasn’t sure that anyone would ever fall in love with her and want to be with her, or if she could have sex. Lisa had had many of the same fears and uncertainties. It was important to both of us that the book we started to work on covered the emotional, mental, spiritual, and physical aspects of being diagnosed with a chronic illness. We wanted it to be for people like us—people with suddenly uncertain futures. We wanted to reassure people like you, who have just received your diagnosis, that many of your fears may be unfounded. There’s a good chance that you can live a healthy life. Even people with severe liver damage have been able to improve their health and feel better. Unfortunately many people don’t realize this and only think of the stigma that is attached to hep C. We have had problems with relationships and even friendships because of it. At the same time, we have many friends who are infected. We have both found that when we come out about having the virus, many people share their stories with us. The number of people we know who are infected is both staggering and depressing. But at the same time, we are all learning to live with it together.




Both of us were lucky enough to have a seroconversion illness. We say lucky because it alerted us to the fact that something was wrong. Many people with hep C don’t know and inadvertently harm themselves through drinking and other behaviors, which healthier livers can handle. We hope you will never experience the symptoms of severe liver disease. In this book we suggest ways to live that may help you stay healthier longer. Living with hepatitis C is a constant balancing act. The key is to avoid substances that can harm your liver, without sacrificing your quality of life. Before you were diagnosed with hep C, you most likely didn’t spend much time thinking about how to keep your liver healthy. It takes time to adjust to this way of thinking, but it will get easier. We hope our book makes it easier for you.








How to use this book


We wrote this book for people who have just been diagnosed with hep C. Most of us are overwhelmed with the shock of diagnosis. We’re also overwhelmed with the amount of information we have to learn and the changes we have to make in our lifestyles. The good news is that you don’t have to do everything at once. This book will make the process easier for you. We have organized the information in short chapters, which you can absorb quickly and easily. You will learn how to live with hep C step-by-step and one day at a time.




The first chapter, Day 1, deals with what you may be feeling on the day you receive your diagnosis. It’s OK if you don’t start the book on the day you’re diagnosed. We still suggest you start at the beginning, because the feelings you experience on the day you’re diagnosed won’t go away immediately after the first day.




The book gives you a schedule for learning what you need to know about hep C and making the necessary changes. We encourage you to adapt the schedule to your needs and read the book at your own pace. The book guides you through your first year of living with hepatitis C, starting with the day you’re diagnosed. The first seven chapters are designed for you to read each day of the first week. The next three chapters guide you through the second, third, and fourth weeks of the first month, and the next eleven chapters provide a program for learning about hep C and taking care of yourself during the remaining months of the first year.




Each chapter is divided into two sections, called “Living” and “Learning.” The purpose of this division is to strike a balance between addressing the emotional and social issues you may face in your day-to-day life (“Living”) and providing facts about hep C and information you need to manage your health (“Learning”). Terms in boldface are defined in the glossary, at the end of the book.




We also designed this book to be interactive. It’s filled with exercises and questions to help you identify your needs and feelings, as well as practical questions, such as those you need to ask your doctor. It’s important to keep a journal in which you record your answers and write down anything else that comes up for you. This will allow you to look back and recognize what you are experiencing and how far you have come.








We will not prescribe


We are not medical doctors, and we will not prescribe for you. We do not tell you which treatments we think are best. Research findings on hepatitis C change rapidly. Treatments that seem most effective today will undoubtedly be outdated in the next few years.




Instead of recommending any specific treatments, we describe a variety of options. Week 4 focuses on conventional treatments while Month 2 gives an overview of complementary and alternative treatments. Our aim is to provide background information, so that you can understand new treatments as they come along and work with your doctor to find a plan that works for you. In Month 7 we provide a chapter on keeping up-to-date and doing research that will give you tools to find the most current information.




Nothing we say can substitute for a doctor’s advice. Although we tell you which vitamins, supplements, and herbs are toxic to the liver and which are liver friendly, we urge you to consult your doctor or herbalist before you embark on any vitamin or herbal regimen. We also urge you to check with your doctor before you start a new diet or exercise plan or before you stop or start taking any pharmaceutical or recreational drug.








Where our focus is


Since we begin with the day you’re diagnosed, the first few chapters focus on the shock of diagnosis and what you need to do right away. We also concentrate on the most urgent questions you may have, such as:







	
[image:  ]  Am I going to die? How much time do I have left?


	
[image:  ]  Is there a cure?


	
[image:  ]  What can I do to stay as healthy as possible?


	
[image:  ]  What did I do to get this?


	
[image:  ]  How do I avoid giving it to other people?


	
[image:  ]  Can I still have sex?


	
[image:  ]  Am I going to be sick for the rest of my life?


	
[image:  ]  Do I have to give up my dreams and goals?


	
[image:  ]  How do I change my social life?





Hopefully our answers to these questions will allay some of your worst fears.










This book also focuses on how you can prevent liver damage. Although we provide overviews of a variety of treatments you need to know about— including interferon and liver transplants, neither of us can speak firsthand about being treated with interferon, or having a liver transplant. We have, however, included personal stories of people who can. Fortunately, most of you will not be receiving treatment or transplants during your first year after diagnosis. The section on transplants is meant to inform you of the issues surrounding organ donation and how they are relevant to your life. It is not meant to prepare you to receive a transplant.




Although both of us have had bouts of acute hepatitis in the form of seroconversion illnesses, we cannot speak firsthand about living with severe liver disease either. Many people get tested and diagnosed only after they experience severe symptoms, but whether you have symptoms or not, we hope this book will help you improve your quality of life and stay as healthy as you can for as long as possible.




When we talk with other people with hep C, we often find that we have similar issues and concerns. We have tried to address the issues that are most common. Nonetheless, no two people with hep C are alike, and some sections of this book may not be relevant to you. For instance, we have included sections on avoiding drugs and alcohol, having kids, and coinfection  with HIV. If these topics are not an issue for you, feel free to skip them.




In writing this book, we have also tried to address issues that other books don’t cover. Unlike most other books on hepatitis C, we give specific guidelines on how to prevent hep C transmission through drug paraphernalia. For those of you who have never used drugs or don’t use them currently, these sections won’t be relevant. Nonetheless, we included this material because, according to the World Health Organization (WHO), 90 percent of the people infected in developed nations contracted HCV through IV drug use or receiving contaminated blood products. The CDC says that sharing needles and other “works” accounts for 60 to 80 percent of HCV transmission in the United States.2 The National Institute of Drug Abuse (NIDA) says hepatitis C infection happens soon after people start using IV drugs. Fifty to 80 percent are infected within six to 12 months, and as many as 95 percent contract HCV after five years of using. Relatively little is being done to educate people about how to prevent this route of transmission. But lack of information is not an effective strategy for preventing the transmission of hep C. However you got this disease, your health matters, and you deserve accurate information on how to keep yourself as safe and healthy as possible.




While we address the issue of IV drug use, we also try to dispel the myth that this is “the main route of transmission” throughout the world. From a global perspective, the use of nonsterilized medical equipment is by far the most common means of transmission. Although IV drug use is a global problem, it accounts for only a small proportion of HCV infections worldwide. It is only a significant means of transmission in industrialized nations, where medical procedures are usually performed with sterilized instruments under sterile conditions.




Unlike other books, we also talk about sex and dating with hep C. These are very real issues for people living with a stigmatized infectious disease.




Again, we cannot tell you exactly how to solve these problems, but we offer ways to make things easier.








Keep on learning


By the end of your first year with hepatitis C, we hope that you will want to continue your learning process and share your knowledge with others. Hep C is called the “silent epidemic.” The more educated we are as patients, and the more we can educate others, the faster we will break this silence and destroy some of the damaging stigmas facing people with hep C. We also hope that you will be better able to discern accurate information from all the hype in the media.




New information is constantly appearing on the Internet and news articles are coming out more and more frequently. We help you find these resources in Month 7. And we list resources at the end of most chapters. Finally, in the resource section we list Web sites and organizations that can help you stay up-to-date with the newest treatments and discoveries about hepatitis C.




Hepatitis C is a chronic illness. There is no effective treatment for the majority of patients. While that sounds bleak, the good news is that it is a manageable disease, and it is possible to live a healthy and happy life. With proper knowledge and care, most people will live without symptoms or problems for many years. Being diagnosed with a chronic illness has sometimes been called a “blessing in disguise.” It forces you to take care of yourself and become more aware of changes in your body and your life. It certainly has been this way for us. Hep C has taught us to change our lifestyles, diets, and exercise habits. It has helped us make better choices in our lives and realize what is truly important to us. These are lessons we are glad to have learned early, and we feel our lives will be better because of them. We actually feel healthier and more energetic than ever before.




Of course, having hepatitis C does not always bring boundless joy. There are many problems that you will continually face. Some of us will experience more detrimental side effects and symptoms, and some of us will be stigmatized and possibly ostracized. We are sorry about your diagnosis, but we do want you to know that you are not alone. An estimated 300 million people worldwide have been exposed to hepatitis C. Many experts believe this estimate may be low. As public awareness increases and people get tested, that number will grow. Chances are you already know someone with hep C, someone who understands and knows what you are going through. In the resource section and in the section called “Building a Support System” in Week 3, we list ways to find some of these people. You are not alone.
























DAY 1



living
So You Have Hep C. What Now?



This is not a death sentence




“For the last year I’d been feeling so tired I couldn’t   get out of bed. It took a few doctors to figure out   what was wrong with me. When I got the   diagnosis, I thought I was going to die right there   in the doctor’s office. I’d always thought of myself   as a healthy person. I spent the first day in a daze,   not knowing what to do.”




—CHRIS D.

















“My husband just got diagnosed with hep C.   He doesn’t want to talk about it. I’m so scared.   What comes next?”




—ELISA S.
















IF YOU’RE like most of us, your diagnosis came as a shock. Being told you have a chronic illness can be incredibly frightening. You may feel helpless, overwhelmed, and out-of-control, especially if you’re experiencing symptoms. Your fears are real and valid, but hepatitis C is not a death sentence. Most of us will outlive our disease and die from unrelated causes.




You are not helpless. The one thing you can control is your ability to take charge of your health and get your needs met. No matter what stage of the disease you’re in, you’re fortunate to have been diagnosed. The simple fact that you know you have hep C puts you in a position of power, because there are plenty of things you can do to take care of yourself and reduce your risk of future illness. Hepatitis C is a manageable illness, and it is entirely possible to live a rich, full, healthy life. In fact, many of us live healthier lives after we’re diagnosed with hepatitis C.




Throughout the following chapters, we will be discussing the first steps you can take to live a healthy life with hep C. But first you may need to deal with the shock of diagnosis and the feelings that emerge during the first week. Some common reactions include:










	
[image:  ]  Fear: “What’s going to happen to me?”


	
[image:  ]  Anger: “Why did this have to happen to me? It’s so unfair!”


	
[image:  ]  Sadness: “It ruined my life.”


	
[image:  ]  Guilt: “Why did I ever do this to myself?”


	
[image:  ]  Confusion: “What do I do now?”









It’s unlikely that you’ll experience all these emotions on the first day. You may be completely calm right now. But all of these feelings are bound to come up during your first year of living with hepatitis C. Whatever you’re going through, this book will help you develop a practice for dealing with these emotions as they arise.










“I got hepatitis C giving birth to my daughter. I had to have a   cesarean section, and they gave me blood. I found out about   my hep years later, when I was constantly tired. The biggest   surprise was that there was nothing they could do. I had such   an overwhelming feeling of hopelessness and confusion. And   also anger. How could this have happened? How could I   have gotten a virus in a hospital?”




—N ANCY M.











“I used IV drugs once or twice years ago, back when I used to   party. The other day I found out I have hep C. I could just   kill myself. I hate myself for having fucked around like that. I   would do anything to take it all back.”




—MARK G.













Focus on the present, not on how you got hep C






Your first reactions to your diagnosis may depend a lot on how you contracted the virus. Many of us may have no idea how or when we were infected. The news most likely came as a shock. If you received contaminated blood products, you’re most likely angry: “Why did this have to happen to me?” If you got hep C from sharing IV needles, you may have to deal with guilt: “Why did I do this to myself?” Your biggest challenge might be to forgive yourself.








“I have both HIV and hep C. For the first two years after I   found out, I thought I knew exactly who had infected me   with both, and I obsessed about it. Or rather, I obsessed about   that person. It was really unhealthy and counterproductive. I   don’t really know how I got infected or when. I was just   looking for ascapegoat—away of saying, ‘It’s not my fault.’   What I really needed was to forgive myself.”




—KEVIN T.













“In one hep C support group I went to, the room was divided   between people who had gotten hep C from sharing IV   needles and people who had gotten it from blood transfusions   or some other means. Some of the people who’d never used IV   drugs thought that they didn’t deserve hep C, and the IV drug   users did. I kept telling them to focus on the present, not on   how they got the illness or whether they deserved it or not.”






—J IM C.









Not all hep C support groups are like this. Unfortunately you may run into some people who treat you as if you deserved hep C. We want you to know that, however you got this disease, you don’t deserve it. Hep C is not a punishment, and at this point, it isn’t productive to dwell on what you could have done to avoid getting hep C. Some of you may also be angry about receiving contaminated blood products. In either case, the best suggestion we can offer is to focus on the present. Don’t ask what you could have done differently. Ask what you can do now. This book will help you answer that question for yourself.








You may go through the “five stages of grief”


It’s important to give yourself time to accept your diagnosis and to grieve. As your experience of living with hep C unfolds, you’ll find yourself going through layers of feelings and stages of acceptance. Many of us experience the “five stages of grief.” These include:









	 Denial and Isolation 


	Anger 


	Bargaining 


	Depression 


	Acceptance1 














These “stages” represent some of the feelings and coping mechanisms we go through in the process of accepting any unwanted change—whether we’re mourning the loss of our job, the loss of our health, or facing our own mortality. Professionals who deal with grief know that the process is far more complicated: we can go through these stages repeatedly in any order, and often the stages coexist side by side. Yes, we can be angry, depressed, and in denial all at the same time. There’s no standard way of dealing with loss. Each of us goes through our own process at our own pace. The important thing is that you do deal with your emotions. Writing down what you are experiencing is one way to ensure that you don’t simply repress them so that you don’t have to feel them. They will only come back. Once you have accepted that you have hep C and have accepted how you got it (if you know), you will be ready to live comfortably in the present with your disease.






Many of us have to face depression. In fact, some people report depression as a symptom of hep C. It is common to feel sad right after your diagnosis, but if you are experiencing signs of depression months later, you may want to find a support group or talk to a therapist. We discuss ways of dealing with depression in Week 3 and provide guidelines for choosing a therapist in Month 8.




Once you take control of your life with hep C, you will begin to feel better. Managing your life with hep C means everything from changing your drinking or drug habits to eating well, exercising, and taking herbs. How you live your life is ultimately up to you, but whatever you decide, you’ll feel much better with more knowledge and more choices.








Putting things in perspective




“Having hep C is a blessing in disguise. Now I enjoy every   moment. I really do stop to smell the flowers. It taught me   how to make the most of my life now.”






—JACKIE T.







In order to accept your hep C status, you have to look at hep C in relation to the rest of your life. This may be a good time to remind yourself of the positive things. As we said above, you may feel out of control. But hep C is a lot more manageable than many other aspects of your life. For instance, you can’t control your past or other people’s reactions, but you have the power to take care of your health and your body.




Hepatitis C can give us a different perspective. We live in a goal-oriented society, and many of us never enjoy the present because we spend most of our time working toward our future goals. Since none of us knows how long we’ll be around, it’s important not to put our dreams on hold.




But it’s equally important not to throw our lives away. Hepatitis C reminds us to live in the present—but carefully. If we take care of ourselves in the present, we have a much better chance of a healthy future. You’ll realize that living with hep C or any chronic illness is a daily balancing act, in which you’ll constantly be weighing your present quality of life against your future health. Do you want to enjoy an occasional glass of wine at dinner, or abstain completely in order to tax your liver as little as possible? If you’re like most of us, you haven’t spent much time thinking about your liver’s health. As we said in our introduction, it takes time to adjust to this way of thinking. It may feel tedious and frustrating at first. But it will become second nature and help you make decisions in every aspect of your life.




Having hepatitis C has affected both our lives in drastic ways. For Cara, having hep C has forced her to come to terms with herself. It has made her value her future, rethink her priorities, and focus on the present. Lisa can hardly imagine her life without hep C. She’s had it since 1990 and she would be so different if she hadn’t gotten it. It made her think about what she wanted. She is happy with her life now, and she wouldn’t have it any other way.






“When I have a big decision to make, I ask myself: ‘What   would I do if I knew I was going to die tomorrow?’ and ‘What   would I do if I knew I was going to live to be a hundred?’”




—GEORGE C.











“I used to do whitewater kayaking and all kinds of highrisk   sports that could have killed me really easily, but none of it   ever got to me as much as the day-to-day uncertainty of   living with hep C. There’s just no end to it.”






—FRANK MILES











“I’m a teacher at a school, and we had a blood drive.   I gave blood and was shocked when the letter came back   saying that I had hepatitis C. I went to my doctor and found   out that I had hepatitis C. I had never heard of it and was   devastated. It was the biggest shock of my life.”






—TIM K.













Start keeping a journal


Start a journal devoted to your emotional and physical wellbeing. During the first few weeks following your diagnosis, use your journal to record your feelings as they come up and figure out what you need to do to take care of yourself at that time. Try to write in it each day—even if you just jot down how you’re feeling. This journal will help you see what’s working, as you begin making changes in your diet, exercise, and lifestyle. It will also help you keep track of your progress if you pursue treatment.








IN A SENTENCE:






The first step toward living with hepatitis C is accepting that you   have it














learning
 What Is Hepatitis? What Is Hep C?





“Hepatitis” means inflammation of the liver







THERE ARE a number of possible causes of hepatitis:




	
[image:  ]  Too much of a substance that is toxic to the liver, such as large quantities of alcohol, or Tylenol.


	
[image:  ]  The immune system attacking part of the body. This is called autoimmune hepatitis.


	
[image:  ]  A viral agent. Viral agents that cause hepatitis are designated by letters: hepatitis A (HAV), hep B (HBV), hep C (HCV), and the less common D, E, and G.











Hepatitis A through E designate a variety of viruses that attack the liver. Hepatitis A was discovered in 1973 and hepatitis B was discovered in 1965. Hepatitis A is primarily fecal to oral, although it is usually transmitted through an indirect route, such as a contaminated water supply or contaminated tableware. HAV is an acute illness that is not chronic. Most people recover completely with lifelong immunity to HAV infection.




Hepatitis B is passed blood-to-blood and through sexual intercourse. Before the virus was discovered, some people contracted HBV through blood products. Nowadays blood is screened for HBV, and it is most often transmitted through IV drug use, unprotected sex, or from mother to child. There’s a widespread myth that all types of hepatitis are sexually transmitted, but actually hepatitis B is the only one that is easily spread through sexual contact. Some people become carriers or develop chronic hepatitis, but 90 to 95 percent of adults infected with HBV clear the virus and acquire lifelong immunity.




What hepatitis A and B have in common:








	
[image:  ]  They are rarely chronic


	
[image:  ]  Both cause acute protracted flulike illness and sometimes jaundice, the yellowing of the skin and eyes


	
[image:  ]  Both can be prevented through vaccine.









If you’ve had hep A or B in the past, you probably have antibodies. Antibodies are proteins that fight infections. Antibodies fit into molecules called antigens on the surface of the virus the way a key fits into a lock. Once antibodies attach to the virus’s surface, the body’s white blood cells can locate the virus and fight the infection. In most cases of hep A, hep B, and many other viral infections, your body’s immune system succeeds in fighting off the virus, and after the virus is eradicated, you still have antibodies, which protect you from getting the same virus again in the future. Hep C is different. Only 15 to 25 percent of people infected with hep C “clear” the virus and have antibodies but no detectable virus in their blood. The other 75 to 85 percent become chronically infected: Their immune systems don’t succeed in eliminating the hep C virus, so they still have the virus as well as antibodies.




Not much is known about hepatitis D and E. These viruses are less common than A, B, and C, and some of them may even be variants of A, B, and C. Hepatitis D only occurs in people who have hepatitis B. A person with an HBV/HDV coinfection may have more severe acute disease and a higher risk of fulminant hepatitis compared with those infected with HBV alone. Since hepatitis D only occurs with hepatitis B, the vaccine for B will also work for D. However, there is no way to prevent an HDV superinfection once a person has HBV. E has the same symptoms as A, but usually occurs in Mexico, Central America, and India. There is no vaccine for hepatitis E. Several years ago, scientists identified another virus, which they called hepatitis G or GBV, but this virus does not seem to cause significant liver damage. Hepatitis E is extremely rare and usually occurs in places with inadequate sanitation. As with hepatitis A it is passed fecal to oral, most often in polluted drinking water. Travelers to endemic areas should be aware. Hepatitis G lives in the blood without causing any apparent illness. It does not appear to be infectious, yet 900 to 2,000 cases of HGV are discovered each year in the United States.







What is hepatitis C?




I had hepatitis back in the 70s. I thought I’d gotten over it.   No one told me it was chronic. I don’t think they knew   back then. So I just went about my regular business for 25   years—not knowing I had to take any precautions. A couple   of months ago I found out I have hep C and I’m at stage 1   fibrosis. I’m really lucky, considering I’ve had it for 25 years.




— HANNAH D.















In 1989 researchers discovered that a condition known as non-Anon-B hepatitis was actually caused by a viral agent. They named it hepatitis C.




The virus was not discovered earlier due to its unusually small size. Nonetheless, analysis of blood products from the 1940s and 50s shows that the HCV virus has been around for at least 50 years. Peter Simmonds, Ph.D., a virologist from the University of Edinburgh, speculates that hep C has been in the human population for several centuries. The virus may have been confined to a small region of Southeast Asia, until the twentieth century, when people began migrating in and out of that area. Population upheavals and new medical technology, such as blood transfusions, allowed the virus to contaminate the worldwide blood supply and spread throughout the world. Experts believe that HCV reached epidemic proportions in the post–World War II era. Blood samples from the postwar era show that the virus spread through blood transfusions, through the use of nonsterilized equipment in mass inoculation programs, and through medicines containing blood products, which scientists began to manufacture in the 1960s. Finally, the popularization of IV drug use helped the epidemic spread through industrialized nations, where sterilization of medical equipment is a more common practice.3 






According to the Centers for Disease Control (CDC), hepatitis C is the most common chronic blood-borne infection in the United States. The World Health Organization indicates that four million Americans or 1 in 50 have been infected. That’s 1.8 percent of the U.S. population with approximately 36,000 new cases a year. An estimated 300 million people are infected worldwide.




Following infection, there is:









	
[image:  ]  An incubation period of two to 26 weeks, averaging six to seven weeks 


	
[image:  ]  A 75 to 85 percent chance of becoming chronically infected with the HCV virus. A disease is called “chronic” when it lasts for more than six months.


	
[image:  ]  A 70 percent chance of developing chronic liver disease. Some people who carry the hep C virus don’t have chronic inflammation of the liver.


	
[image:  ]  A 10 to 20 percent chance of developing cirrhosis, usually over a period of 20 to 30 years.


	
[image:  ]  A 1 to 5 percent chance of mortality from chronic liver disease. In the United States, hep C kills 8,000 to 10,000 people each year.













The numbers of those infected are staggering: over 300 million worldwide, or 5 percent of the global population. In the U.S. alone, four million or 1.8 percent are HCV positive. Most of these people don’t know they have it, since as many as 80 percent of those infected can show no symptoms for 20 years or more. Nonetheless, the virus can ravage the liver, even when there are no signs of illness. Hepatitis C now ranks as the number one cause of death from liver disease, and death rates are expected to triple over the next 10 to 20 years.






My grandmother died of cirrhosis. She got hep C through   a blood transfusion back in the 50s.






—PEGGY J.
















What is a virus?


A virus is made of genetic instructions (DNA or RNA), encased in a capsule, or “capsid.” Unlike cells and bacteria, viruses aren’t really alive, because they can’t carry out the chemical reactions they need to grow and reproduce on their own. Viruses act like living organisms in that they replicate their own genetic instructions and pass these instructions on to their offspring: They make copies of themselves—individual virus particles called virions. But viruses can’t replicate on their own: They need to occupy the cells of a living organism (you) and use the cells’ enzymes to make new virions. The hep C virus is a parasite, and your cells are the hosts that the virus needs to replicate itself. HCV is considered a very “successful” virus in the sense that it rarely kills its host: 95 percent of people infected die from unrelated causes.




Hepatitis C is a single-stranded RNA virus of the Flaviviridae family. It is not related to hepatitis A or B, but to the viruses that cause yellow fever, Japanese encephalitis, and bovine diarrhea.




The hep C virus mainly infects liver cells. It enters the cell through a receptor complex by a mechanism that is not fully understood. In the cytoplasm, the solution surrounding the nucleus of the cell, HCV sheds its envelope and releases its single-strand genome. The virus then starts using the host cell to reproduce itself. It takes over the host cell’s enzymes and forces the host cell to follow the virus’s genetic instructions and make new virus particles. We discuss this process in more detail in the section called “Trends in Research and Development” in Month 3. Unlike the Human  Immunodeficiency Virus (HIV), hep C is not a retrovirus. HIV enters the nucleus of the host cell and integrates its own genetic instructions into the cell’s DNA, so that when the cell reproduces it passes the virus’s genetic instructions onto its offspring, which become factories for making new viruses. In contrast, the hep C virus never enters the host cell’s nucleus, but lives in the cytoplasm, the solution inside the cell surrounding the nucleus. Theoretically, the fact that hep C doesn’t integrate itself into the host cell’s DNA should make the HCV virus easier to eradicate. But as we discuss later, the current standard treatment, a combination of pegylated interferon and ribavirin, does not get rid of the virus in nearly 50 percent of patients.




Viruses replicate differently, depending on whether they are made of DNA (deoxyribonucleic acid), the double-stranded genetic instructions, or RNA (ribonucleic acid), the single-stranded genetic instructions. When DNA viruses replicate, they have a quality-control mechanism that makes sure that the new virus has exactly the same DNA as the parent virus. RNA viruses don’t have this quality-control mechanism: This means they have no way of making sure that the new virus has the same DNA as the parent. They thus have a much higher rate of mutation. Mutations are small changes in genetic material.




Hep C is an RNA virus. This means it mutates rapidly. Just think of millions of tiny virions constantly replicating and producing new genetic variations of the virus. Some of these mutations will be more resistant to drugs than others. This is why hep C is so difficult to treat with antiviral therapy. New genetic variations of hep C are constantly being produced in each of our bodies. Although there are infinitely many variations of hep C, six basic genotypes, or genetic variations, and 50 subtypes have been identified.4 Some strains of hep C are so distinct that some scientists think they are actually different viruses.




HCV genotypes are classified according to the part of the world where they most commonly occur:






	
[image:  ]  Genotype 1a is mostly found in North and South America and Australia.


	
[image:  ]  Genotype 1b is prevalent in North America, Europe and Japan.


	
[image:  ]  Genotype 2a is mainly found in China and Japan.


	
[image:  ]  Genotype 2b is the most common subtype of 2 in the United States and Northern Europe. It also occurs in Japan, Taiwan, and China.


	
[image:  ]  Genotype 2c is the subtype of 2 most common in Western and Southern Europe.


	
[image:  ]  Genotype 3 is common in Scotland and throughout the UK, Europe and to a lesser extent in the United States.


	
[image:  ]  Genotype 3a predominates in Australia and southern Asia.


	
[image:  ]  Genotype 4 is prevalent in the Middle East and in Northern and Central Africa.


	
[image:  ]  Genotype 4a is most common is Egypt. There is a high incidence of 4c in Central Africa.


	
[image:  ]  Genotype 5a is mostly confined to South Africa.


	
[image:  ]  Genotype 6 occurs mainly in Asia, particularly Hong Kong. Genotype 6a is restricted to Hong Kong, Macau, and Vietnam.5 













The type most common in North America is called 1a, and the most common in Europe is 1b. Types 4 through 6 are very rare in the United States.




HCV primarily congregates in the liver. Scientists believe it damages the liver in two ways: The virus directly invades liver cells; it also triggers an autoimmune response, in which the body’s immune system attacks liver cells, mistaking them for viruses, bacteria, or some other foreign invader. When the body is infected, the immune system reacts to the invader by producing white blood cells and antibodies. This immune response to the virus leads to chronic liver disease. The chronic inflammation leads to the formation of scar tissue in the liver—a process called fibrosis. This scar tissue replaces healthy liver tissue, and as normal liver function decreases, problems arise. These can include coag-ulopathy, disturbances in blood clotting that can make people bruise easily and bleed profusely from minor cuts, and jaundice, yellowing of skin and eyes due to inadequate processing of bilirubin. We elaborate on coagulopathy in the chapter on the stages of liver disease in Month 7, and we define bilirubin in Day 4, “Symptoms You Might Be Experiencing.”




The HCV virus is extremely virulent, which means that small amounts of virus can cause intense illness. Nonetheless, the quantity of virus in the blood, called the viral load, does not seem to correspond to the degree of illness. Many people with high viral loads experience no symptoms and have little or no liver damage. At this point, scientists don’t really know how or if genotype and viral load correspond to the progression of disease.




Unfortunately, HCV is extremely infectious—you can get it through a single exposure to a very small quantity of virus. It is also resilient— meaning it is hard to get rid of. Even when it seems as if all virus has been eliminated from the host’s body, it can still reappear. This is incredibly frustrating for patients and doctors researching drug therapy. In some cases, it seems as if the person has been “cured” because his or her viral load disappears. But the virus can come back two or three years later.












“I went in to get an HIV test. I’d prepared myself to find out   I had HIV. I knew what I’d do if I tested positive.




I knew what my next step would be. When I went back to get   my test results, they told me I didn’t have HIV. I was relieved.   But then they told me I had this other thing called hep C.




I hadn’t even heard of that. At first I wished I had tested   positive for HIV instead of hep C. Now I understand that   was foolish. At the time, I was thinking that there had been   all this research on HIV. Why did I have to get something   that was untreatable and that they knew so much less about?”




—FRANK MILES










IN A SENTENCE:




Hepatitis C is a viral form of hepatitis, meaning “inflammation of   the liver.”





























DAY 2



living
What You Need to Do Right Away






“In 1997 I was getting so sick that I had to stop   working. None of the doctors I went to could tell   what was wrong with me, until somebody tested   my liver enzymes, and they were really high. I got   tested for hep C and tested positive. The doctor   told me it was aterminal disease, which isn’t true.   But I was so scared that I stopped drinking   immediately. I had been a heavy drinker, and I   have not had a drop of alcohol since.”






—PAULINE M.












IN THE previous chapter we described living with hep C as a balancing act, challenging us to weigh what we want to do in the present against our future health. Although you may feel out of control and profoundly unbalanced after receiving your diagnosis, there are things you can do right away to take care of your liver and improve your health and general sense of well being.










	
[image:  ]  Get vaccinated for hepatitis A and B.


	
[image:  ]  If you drink, stop as much as you can.


	
[image:  ]  If you use drugs, stop as much as you can.


	
[image:  ]  If you use IV drugs, be sure not to share or reuse works.


	
[image:  ]  Stop taking medications and herbs that are toxic to your liver. See list in Day 7. Ask your doctor about Tylenol. It may be damaging to your liver in doses of more than 2g per day, or when taken with alcohol.


	
[image:  ]  Quit smoking.


	
[image:  ]  If you believe that you have been infected with HCV in the last several months, consult a specialist about your treatment options as soon as possible. A recent study found that early treatment may prevent hep C from becoming chronic.1
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