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NOTES TO THE READER. This book is not meant to substitute for medical care of people with kidney disease, and treatment should not be based solely on its contents. Instead, treatment must be developed in a dialogue between the individual and his or her physician. Our book has been written to help with that dialogue.

The author and publisher have made reasonable efforts to determine that the selection and dosage of drugs discussed in this text conform to the practices of the general medical community. The medications described do not necessarily have specific approval by the U.S. Food and Drug Administration for use in the diseases and dosages for which they are recommended. In view of ongoing research, changes in governmental regulations, and the constant flow of information relating to drug therapy and drug reactions, the reader is urged to check the package insert of each drug for any change in indications and dosage and for warnings and precautions. This is particularly important when the recommended agent is a new and/or infrequently used drug.
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FOREWORD

It is a pleasure to write this foreword. Very few books like this one are available for people diagnosed with kidney disease. Medical information about kidney disease and kidney failure is abundant, yet important perspectives from patients who have actually experienced kidney disease, kidney failure, and resulting dialysis and transplantation are not easily obtained. Walter Hunt has provided careful and understandable explanations for the layperson, and he’s offered his personal experience with and perspectives on how kidney failure has affected his life. I congratulate him for providing this excellent guide for people with kidney disease.

I made the decision to enter the field of nephrology during my second year of medical school while doing a rotation on the inpatient nephrology service. Witnessing the miracle of transplantation and the life-saving treatment of dialysis encouraged me because I recognized that, as a physician, I would have these tools to help patients overcome serious illness. Before these treatments became available, kidney failure was a disease with very limited therapeutic options.

Working with people newly diagnosed with kidney disease and with people who have been living with kidney disease for a long time provides tremendous opportunities to influence their care. When I meet newly diagnosed people, my hope for them is, first, to provide a specific and accurate diagnosis. Then, if a treatment is available, I implement treatment to slow the progress of the disease. It is important to educate patients at this stage, to inform them and their families about the disease, and to enlist the family’s participation in the patient’s care. If necessary, I begin treatment to prevent and manage potential complications and provide reassurance about the options for therapy, including dialysis and transplantation. All of this is not easily accomplished during a single visit! The relationship between patient and doctor is a long-term one with multiple opportunities for my patients to ask questions and to receive information from print or electronic sources to help them understand and manage their disease.

Follow-up visits provide patients and me additional opportunities to go over their care, to discuss how they are doing for their part of the care, and to solidify the bond of comfort and trust that occurs with a long-term doctor-patient relationship. At these visits I often have another opportunity to interact with additional family members as well. Different stages of the disease require different interventions. Long periods of stability are gratifying for everyone involved and don’t necessarily require long discussions or any intervention; in contrast, the approach of end-stage renal failure and the need for dialysis or transplant can provoke much anxiety and require frequent visits for education, counseling, and medication adjustment.

Receiving a diagnosis of kidney disease is frightening for nearly everyone. Vivid fears of dialysis and rapid progression to kidney failure are common. More often than not, there are interventions to slow the progression of chronic kidney disease and to manage the complications. Although these interventions are not cures—in the way that an antibiotic can cure pneumonia—they can be helpful in preserving health.

I believe it is important for individuals with kidney disease to be fully engaged in the management of their disease. When patients are engaged and involved, it’s more likely that the progression of the disease will be slowed and complications will be prevented. There are multiple opportunities for patients to improve their long-term outcome. They can become educated about the disease, take appropriate medication and manage their diet, obtain a home blood pressure device and regularly measure and report blood pressure, join patient support groups, and support research and educational efforts by foundations like the National Kidney Foundation and the Polycystic Kidney Disease Foundation.

Dialysis is not a perfect treatment for kidney failure, but, nonetheless, it is life saving and can provide a reasonable quality of life for individuals. Improvements in dialysis technology and the increasing availability of home dialysis and daily dialysis treatments have led to much better outcomes for many individuals. Transplantation, while not a cure for kidney disease, is an excellent treatment, yet it still requires frequent visits to medical providers, lots of pills, and potentially serious complications from these potent medications. Greatly improved quality of life and longer life result from this intervention, but careful compliance and follow-up are necessary.

As a physician who has not personally experienced kidney disease, my understanding of the terrifying nature of receiving a diagnosis of kidney disease has always come to me secondhand. In Kidney Disease: A Guide for Living, Walter Hunt provides an honest perspective of someone who has experienced loss of kidney function, had years of dialysis, and received a successful transplant. These insights and personal experiences, along with explanations of biology and medical treatment, are a tremendous resource. The reassurance provided by someone “who has been there” will, I hope, decrease the anxiety for those who are newly diagnosed or are facing new treatments like dialysis or transplantation.

It is my hope that you will use this book for guidance and companionship as you journey through the complexities of the diagnosis and treatment of chronic kidney disease.

Ronald D. Perrone, M.D.
Associate Chief, Division of Nephrology
Tufts Medical Center


PREFACE

Nearly 550,000 people in the United States suffer from chronic kidney failure and require dialysis or transplantation to live. I am one of them. I inherited a genetic defect that caused cysts to form in my kidneys, eventually destroying my kidney function. For ten years I dealt with kidney failure, including more than seven years on dialysis and numerous complications, before receiving a successful kidney transplant. Called polycystic kidney disease (PKD), the genetic defect I have is the fourth leading cause of kidney failure in the United States. People with PKD have a 50 percent chance of inheriting it from an affected parent. My mother and sister had PKD and ultimately died from complications of the disease.

When I first realized that my kidneys might fail, I searched for resources that would help me prepare for what was to come. Plenty of information was available describing kidney disease and the ways doctors treat kidney failure. However, I could not find a systematic discussion of what it would be like to experience kidney failure and its treatment. My doctors were not able to help me imagine what the experience would be like. Although a doctor can be empathetic when interacting with patients, unless he has personally experienced kidney failure, a doctor’s perspective of kidney failure is largely a medical one, not a personal one.

I decided to write this book to provide a service for other people like me, people wanting practical information about what causes kidney failure, how patients can help themselves cope both physically and emotionally, and what factors can help them make personal health care decisions. Information helps people make better decisions, potentially leading to better outcomes, and helps them feel more in control of their condition—both of which provide a better quality of life. Although I am not a physician, my thirty-year career in medical research helps me understand the science behind kidney failure and the treatments available. Also, over the years I have learned how to cope with many of the problems of kidney failure. It is my sincere hope that this book will assist you in coming to terms with your own unique situation.

After first covering the basics of how kidneys function (chapters 1 and 2), why kidneys can fail (chapter 3), the diagnosis and management of kidney failure (chapter 4), and strategies to reduce kidney deterioration (chapter 5), I discuss the two treatment options for kidney failure: dialysis (chapter 6) and transplantation (chapter 7). In chapter 8, I describe promising treatments that are being developed and that one day may change the course of kidney disease. Throughout the book I include citations to other publications that you may wish to consult for further discussion of specific topics. A list of resources appears at the end of the book. Because the meaning of some of the scientific terms may be difficult to remember from chapter to chapter, a glossary is included that defines key words.

Throughout the book I discuss my personal treatment decisions. When considering dialysis, did I want to control my treatment on my own schedule at home, or have someone else do it for me at a dialysis center, on their schedule? In the case of transplantation, was I willing to compromise my immune system for the rest of my life and risk developing infections and even cancer in exchange for a better quality of life? Ultimately, I had to decide for myself. You will, too. I discuss the pros and cons of each treatment, based on my own experience and scientific research, to help you decide, with your doctor, what is best for you.

When I present scientific information related to kidney disease, I have tried to write in a way that makes this information understandable to everyone, including people with no scientific training. It’s worth repeating that educating yourself about your disease can make a big difference in preparing yourself for your future treatment. Realizing that you have the right and the ability to choose will be a major asset in having a say in your medical treatment. If you are grounded in sufficient knowledge to know what questions to ask, you will be in a better position to contribute to your treatment. Having choices, even when they are not always good ones, is empowering. This book will put you in a better position to make more informed choices.

[image: Image]

I could not have completed this book without the support and advice of the many people who read drafts of the manuscript, including Dr. Bob Craig, Bobbie Festa, Nancy Hayes, Linda Howerton, Julia Roberts, Dr. Bernie Rabin, and Howard Jung, Jr. In addition, I would like to thank Jill McMaster and Dr. Y. Nabil Yakub for reviewing early versions of the book.

Special thanks are owed to Dr. Ronald Perrone. Ron shared many hours of his time explaining kidney failure from a doctor’s perspective and making sure that the information in this book is accurate. He did so with good cheer and clear explanations. Any inaccuracies that may have crept in after his thorough reviews are my sole responsibility. I greatly appreciate Ron’s time, scholarship, and collegial spirit in bringing this book to fruition.

Finally, I wish to thank the Johns Hopkins University Press for supporting this project, especially my editor, Jacqueline Wehmueller. Her skill, support, and advice were indispensable in creating the final work. It was great working with her.
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1
UNDERSTANDING KIDNEY FAILURE

On August 11, 1997, a catheter was implanted in my abdomen so I could receive dialysis. My kidneys had failed. I could still urinate, but I couldn’t eliminate all the waste products that I accumulated from food. It’s natural to take urinating for granted—it’s something we’ve done since the day we were born! As adults we think about going to the bathroom only when we can’t get to one because we’re trapped in a business meeting, say, or stuck in traffic. And we do not usually discuss urination in polite company. When we need to urinate, we just excuse ourselves or adopt a euphemism—we’re going to the powder room or we’re going to see a man about a horse.

When urinating is no longer a normal, almost trivial, activity, our lives are altered. When urinating becomes a focus of our attention, our lives are radically changed. When my kidneys started to shut down, I found the prospect of kidney failure overwhelming. I had so many questions: “Why are my kidneys failing? Is there anything I can do to save my kidneys? How will I know when my kidneys have failed? What will it feel like when my kidneys fail? Is there a cure or treatment for kidney failure?”

The good news, as I found out, is that kidney failure is no longer a death sentence, as it once was. Those of us with kidney failure can still have productive lives. The bad news is that we may spend countless hours going to dialysis and doctors’ offices and making sure we take all our medications. There are some aspects of the disease that we can’t control. One aspect of the disease that we can control is how well we understand it. Understanding kidney failure—what causes it, how it may affect our lives, and what options we have—can help us take an active role in treating our disease, lift our spirits, achieve a better outcome, and improve our quality of life.

How Many People Have It?

The number of people with chronic kidney failure in the United States is rising at an alarming rate. Many of the people being newly diagnosed are developing kidney failure as a consequence of uncontrolled diabetes. The 2010 Annual Data Report issued by the National Institutes of Health indicates that by the end of 2008, nearly 550,000 people in the United States were being treated for chronic kidney failure or end-stage renal disease (ESRD).1 That same year, doctors diagnosed more than 112,000 new cases of chronic kidney failure.

The primary causes of kidney failure are diabetes, hypertension, glomerular diseases, and polycystic kidney disease (PKD). In table 1.1, you can see the number of people afflicted with these four diseases who also have kidney failure. Figure 1.1 shows the percentage of all people with kidney failure that can be attributed to each cause (called prevalence) during the same period. Figure 1.2 illustrates how the picture is changing, with more new cases being attributed to diabetes.

Table 1.1
Kidney Failure in the United States, 2008

[image: Image]

Diabetes and hypertension account for 62 percent of the cases of kidney failure. The rest of the cases result from glomerular diseases, polycystic kidney disease, and other causes not reflected in figure 1.1. Alarmingly, the new cases attributed to diabetes and hypertension jumped to 72 percent during 2008 (figure 1.2). Diabetes, the most common cause of kidney failure, accounts for 44 percent of new cases of kidney failure. Because obesity can lead to diabetes and because an increasing number of people are obese or morbidly obese, more people are at risk of kidney failure. The incidence of new cases of kidney disease due to diabetes is almost 50,000 each year (slightly lower than in 2007). On the other hand, new cases of glomerular diseases declined to less than 7,500.
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Figure 1.1. Causes of Kidney Failure, 2008
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Figure 1.2. New Cases of Kidney Failure, by Cause of Kidney Failure, 2008

In an era when health care costs are being scrutinized, it’s worth mentioning that in 2007 the cost of treating people with kidney failure in the United States was more than $26.8 billion per year in Medicare spending.

Disease and Emotions

Discovering that we have a chronic, potentially fatal disease can be overwhelming. It seems that life as we know it has changed, perhaps forever. Sometimes this is true, when we have a disease that doctors can only manage, not treat or cure. Although people with kidney failure require some form of intervention for their entire lives, doctors can manage and treat kidney failure.

When I discovered that I had a serious chronic disease, I experienced emotional reactions similar to the six stages of grief related to death as described by Elisabeth Kübler-Ross: fear, denial, anger, bargaining, depression, and, finally, acceptance.2 Loss of kidney function parallels some aspects of death. Kidney failure can represent the loss of life as we know it. Our reactions might be just as compelling as those of people approaching death, since we are not sure if we will survive. My emotional reactions did not necessarily represent a continuum of responses. They came and went over the course of my disease. Even when I finally accepted my disease, I occasionally became angry and depressed about my condition. At times, I was just tired. However, if I wanted to live, which I did, I had to come to terms with all the aspects of kidney failure.

Nearly everyone who has a chronic disease experiences fear and denial. Not knowing what to do can be terrifying and paralyzing. We may know little about our condition and may be afraid of suffering or even dying. Sometimes we may not want to believe that we have a serious illness. People who have spent active lives find it difficult to accept the restrictions placed on many activities that are part of life. It is easier to ignore the problem in hopes that the diagnosis is wrong or that the illness will just go away.

Yet denial serves a useful purpose by rationing only the amount of information and emotion we can process at any given time. Profound loss is difficult for even the strongest people. Denial gives us time to absorb the news of our illness in a measured way. We cannot believe that our kidneys are failing. We feel fine. Later, the significance of what is happening to us becomes more of a reality.

Once we can no longer deny the fact that we have a chronic illness and the full weight of its reality sinks in, we often become angry. Why me? What did I do to deserve this? Could I have done something to prevent my illness? The questions are endless. You might conclude you have been targeted for illness, possibly as some form of punishment. This is not true. Although contracting an illness is not exactly random—many illnesses are influenced by genetic and lifestyle factors—it is not personal, either. We can imagine all kinds of “what if” scenarios. If only we had done something differently, maybe the outcome would have been different. Processing anger can be an important part of emotional healing. Feeling your anger can help you move on.

People who believe in God may try bargaining for a better outcome. If you promise to dedicate the remainder of your life to God’s purpose, maybe God will give back your kidney function. In the end, however, it does not matter. The loss is permanent. We have to face the reality of our kidney failure.

When the reality of losing kidney function finally sets in, the emotional responses can deepen, possibly leading to depression, either steady or intermittent. Minor depression—feeling sad—is normal if it does not become too severe. Like denial, depression can allow the brain time to absorb the full impact of the diagnosis. Eventually, after depression has served its purpose, it can dissipate. But more severe depression can make your treatment more difficult, robbing you of the motivation and energy you need to get treatment and take care of yourself. Depression that does not subside is a very serious condition that may require medical attention.

Once you have moved through the stages of fear, denial, anger, bargaining, and depression, you may begin to accept your diagnosis. In time, you will realize that you can no longer avoid kidney disease. It is at this point that you have the greatest opportunity to take control of your health, even if it means your life will never be the same again.

Educating Yourself—and Other Tools for Dealing with Kidney Failure

Not everyone gets a warning that their kidneys are in danger of failing. Some people discover that they have had high blood pressure for a long time without knowing it. For other people, kidneys fail because of diabetes or other causes that could possibly have been prevented.

In my own case, I lived for twenty years knowing my kidneys might fail, but I seldom thought about it seriously. Because my mother and sister had died of complications of PKD I knew I might have the disease, but I did not experience symptoms, other than high blood pressure, until I was almost 45 years old. That was the first time I had to confront my own mortality, and it terrified me. Eventually, I had to accept my fate whether I wanted to or not. Acceptance is something that nearly everyone with kidney disease can achieve.

Like people with other chronic diseases, people with kidney disease must manage their disease every day for the rest of their lives. There are no days off, and no vacations. If we do not treat our failing kidneys, we can become sicker and possibly die. However, once we learn what to do and integrate those lessons into our lives, our lives can become more normal. Life will not be the same as when we were well, but we can still pursue a happy one. It may not seem that way at this point, but during the course of this book, I hope to convince you that your life is not over with kidney failure, and that other opportunities are possible. I will show you how.

First, learn everything you can about your disease. You may not have a medical background, but you should be able to grasp the basics of your disease when they are described in language you understand. This book will introduce you to information that will allow you to have more control over your condition. I found that the more I understood about kidney failure, the less afraid I felt.

There are many sources of information about kidney disease. Start with your doctor. Several kidney disease organizations provide information in accessible language. For more technical information, access the medical literature through the Library of Medicine at the National Institutes of Health in Bethesda, Maryland. (Additional details about such organizations and ways to access the medical literature are provided in the Resources section at the end of this book.)

As I learned more about my disease, I found that I had far less to be concerned about than I thought. There would be tough times, but I knew that with the knowledge that I acquired and with the right attitude, I could make the process of treatment much easier. As a trained scientist, I was able to examine the scientific literature to learn about my disease and I was able to understand what was happening to me. But many scholarly articles are too technical for the non-technically trained person. One thing I never found was a complete discussion of kidney failure from a patient’s point of view. This book aims to fill this void.

I realized early in the progression of my disease that I was ultimately responsible for my health and recovery. I felt that my doctors were my advisors, and that I was responsible for following their directions and for the decisions that we ultimately made. If I did not agree with a doctor or was unsure of what to do, I consulted with other doctors until I was convinced that a course of action was right for me. Realizing that you always have options to choose from, even if some of them are unattractive, gives you great power.

Before I started dialysis, my doctor had me complete a form outlining several dialysis treatment options. In addition to the two types of dialysis, the form gave me the choice of declining dialysis. Declining dialysis would have meant that I would die. Instead, I chose to live.

Having choices gives you control. One of the worst aspects of having a chronic disease is feeling helpless and not knowing what to do. Control can seem like merely telling people what to do. However, it is not that simple. Being in control comes from having knowledge of your condition and being able to articulate your views and pose questions to your doctors and others from a calm, informed perspective. Getting to the point of feeling in control can take time. Keeping an open mind to the possibilities of recovery can help you maintain a positive attitude toward your disease.

Once our kidneys fail, we have only two treatment choices: dialysis (either peritoneal dialysis or hemodialysis) or transplantation. A major issue for people with kidney failure is deciding which form of treatment is best. Often we will just accept what our doctors tell us without thinking much about how the treatment will change our lives. I was surprised at how little doctors knew about the day-to-day aspects of living with the treatments they prescribed. For me, it was important to make up my own mind and feel that I had control over what happened to me. I found that feeling in control (or even having the illusion of control) was the most helpful factor in facing kidney failure. Feeling in control may help you with your chronic illness.

In addition, researchers have discovered numerous ways, including using medications and following nutritional guidelines, either to prevent your kidneys from failing or to reduce the rate of their deterioration. Even if your kidneys eventually fail, there are approaches to making your life easier and more productive.

Coping Skills

When the reality of kidney failure set in, I was frightened and didn’t know what to do. Over the decade during which my kidneys were failing and at the end of which I received a successful transplant, I learned how to manage my disease. Sometimes it wasn’t easy. General information about kidney failure and treatment options was available, but information about how to decide which options to pursue and how to adapt to them were not. From my experience, I will share some considerations I had with my disease that I hope will help you with your own experience. First, here are some general coping skills I learned that helped me. They may help you, too.

Move Quickly through Denial and Face Your Disease Directly

I experienced all the emotional reactions to loss, described earlier, to varying degrees, but finally realized that I was ultimately responsible for my health. I had to accept that I was sick. Although the thought was unpleasant and I wanted to hide from it, in the final analysis, I was better off confronting my disease. No one would be more motivated than I would be to get well and live as well as I could. In a sense, I felt empowered by accepting my disease.

Be Your Own Advocate

In addition to educating myself about my disease to reduce fear, I found it important to use my knowledge to help my doctors give me the best care possible. Doctors cannot read minds. They often rely on feedback from their patients about how they feel and about reactions to treatments that they prescribe. If you do not tell your doctors about your reactions to their treatments, they will have a more difficult job in treating you. Furthermore, doctors should understand how these treatments affect your life. After all, you have to live with them. Do not be afraid to ask questions or challenge a treatment option if you think you cannot handle it. If you are too sick to be your own advocate, find someone who can do that for you. It can be a family member or friend. My friends helped me when my condition was very serious.

Doctors do their best to be aware of the latest treatments available for you. However, some new approach may come along that you might want to pursue. Discuss it with your doctor to determine if it might be beneficial for you. Be satisfied that you are receiving the best and most effective treatment for your disease.

Embrace Your Inner Strength

We have different personalities and temperaments. On one extreme, some people feel weak and powerless, sensing that they have little control over their lives. Mostly, they depend on others for support and feel that they cannot live without the help of others. At the other extreme, some people feel in total control and independent. They can take on the world and do things with help from relatively few people. Most of us fall between these two extremes.

When adversity strikes, even the strongest of us can question ourselves and doubt our ability to conquer our situation. The weakest can feel even more helpless and hopeless. I was in the middle. I went through many self-doubts when I knew my kidneys would fail. However, I discovered in time that I had a reserve of inner strength that I had not appreciated. To survive psychologically, I had to find that inner strength. I am not sure how I found it, but I think it came from a strong desire to survive. Once I knew I had this inner strength and realized I needed to improve my situation and conquer my disease largely alone, I embraced my strength. You, too, can do it. I have no secret formula, but you will find it, if you allow yourself to look for your inner strength and use it to help you through the difficult times. Some people turn to religion to find the strength, whereas others discover it in their ability to solve their own problems. No matter how you do it, I have learned that finding and embracing your inner strength is worth the journey.

Believe Your Life Will Improve

Having a chronic disease, especially kidney disease, does not necessarily mean that your life is over. It is amazing how people with the most debilitating diseases or injuries often go on to have fulfilling lives. Take, for example, the late Christopher Reeve, the actor who became quadriplegic after falling from a horse, breaking his neck, and severing his spinal cord. Despite his grave injuries, Reeve firmly believed that he would walk again. He faced his difficult circumstances with courage, dignity, and passion, and he became an effective advocate for increasing research funding to treat spinal cord injuries. Although he ultimately died from complications related to his injury, while he lived Reeve significantly raised awareness of spinal cord injury and helped increase research funding—accomplishments that must have been very gratifying to him.

In my own case, what kept me going was the belief that in the end, I would receive a transplant and my life would be better. I was discouraged from time to time, but I did not lose sight of the goal of receiving a new kidney. I even began planning activities I wanted to pursue, like traveling and flying airplanes.

Take the Long View

The mind has a way of blurring memories the longer time goes by. My memories of nasty hospital stays or major surgeries faded once I received my kidney transplant. Thus, when I confronted what appeared to be a difficult situation, I looked ahead to the point when my memory would be fuzzy. I believed everything would eventually be okay. When friends of mine face surgery or other traumatic events, I keep reminding them that in six months, their emotional responses will be considerably less intense than they are at the present.

Remain Optimistic and Give a Positive Spin to Everything

Often there were times when my situation seemed bleak. On a few occasions, there was the possibility that I might not survive. I found it extremely important to believe that I would get better. Although no specific cure was available for PKD, I knew that I could be treated successfully for kidney failure. Whether I remained on dialysis or received a transplant, I believed that I could create a fulfilling life. Regardless of what happened to me, I always tried to look at my situation with optimism. This made my recovery much easier.

Know Your Priorities and Stick to Them

As a kidney dialysis patient, I was continually fatigued, which limited my participation in many of the activities I enjoyed. Considering the competing demands that I confronted every day, I knew that I could not respond to everything. Instead, I developed a list of priorities that were important to me. My health was at the top of the list. Without my health, none of the other priorities mattered. Having priorities helped me decide what I could do or what I could not do. It was very important for me to learn the word “no.” If a request was not consistent with my priorities, I did not feel obliged to accept.

Be Willing to Take Risks

Doctors are not always sure why their patients are sick. They can run a multitude of medical tests, and the cause of the illness still may not be clear. That happened to me when I developed a number of serious infections in 1999. At the time, I was on dialysis. During my many visits to the hospital, my doctors performed all types of procedures to locate the source of infection, but to no avail. Many patients with PKD have kidney infections, and medical tests may show some objective diagnostic measures to verify a diagnosis of kidney infection. For example, blood or urine cultures might have found evidence for bacteria. However, none of my cultures did.

Based on their experience, several nephrologists recommended that I have my kidneys removed. I was not particularly crazy about such a prospect, because I was still passing a fair amount of urine for a person with kidney failure, and having my kidneys removed was life-threatening, major surgery. However, I could not receive a transplant with an active infection or one suppressed by antibiotics. On the other hand, I could have my kidneys removed and still have the infections. I did not want to place myself at such risk for nothing. It was not a sure thing. But because I wanted a transplant, I felt that I had to take the risk and had both kidneys removed. Fortunately, everything worked out alright. The infections disappeared after the surgeon removed my kidneys, and over the succeeding months, I felt progressively better. The risk ultimately was worth it.

Ask for Help, But Don’t Depend on It

When I was very sick I could not do some things on my own, like driving or shopping. Most of the time, I had friends who could help me when I needed it. However, they were not always available, especially on short notice. I found that it was important to have backup plans, like using taxis or county services for transportation or even a home worker if needed. Keep in mind that care-givers have lives and responsibilities of their own and may not have endless time and energy to devote to you. I found that if I worked to be independent, even when I felt at my worst, I avoided feeling helpless.

Keep Your Sense of Humor

Someone once said that laughter is the best medicine. I found that to be true in my case as well. Finding the humor in life’s challenges can be freeing. For example, many of us in my dialysis center engaged in our own form of black humor. In a Frankensteinian sort of way, we would poke fun at all the tubes and gadgets that attached us to dialysis machines. Some people not familiar with dialysis did not understand the humor or were uncomfortable with it. That’s okay—even beyond illness, life provides plenty of things to laugh about.
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Our kidneys are involved in many of the amazing processes that help our bodies function. In the following chapter we’ll take a closer look at the kidneys and how they work.
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Beverages

Ale
Beer
Canned iced teas

Chocolate drinks
Cocoa
Dark colas

Drinks made with milk

Dairy Products

Cheese Custard Pudding
Cottage cheese Ice cream Yogurt
Cream soups Milk

Proteins
Beef liver Crayfish Oysters
Carp Fish roe Sardines
Chicken liver Organ meats

Vegetables (dried beans and peas)

Baked beans

Kidney beans

Pork 'n’ beans

Black beans Lentils Split peas
Chickpeas Lima beans Soybeans
Garbanzo beans Northern beans
Other Foods
Bran cereals Nuts Whole grain products
Brewer's yeast Seeds
Caramels Wheat germ

Source: National Kidney Foundation website at www kidney.org.

Note: A high-phosphorous food generally has more than 100 milligrams per serving.
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Vegetables

Other Foods
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Apple juice
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canned (12 cupl
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Raspberries
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Tcup)
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Mixed vegetables

Mushrooms, fresh
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canned
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Yellow squash
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(not whole grains)

Cake: angel, yellow

Cofiee: limit o 807

Cookies (no nuts or
chocolate)

Noodles

Pasta

Pies without chacolate or
high-potassium fruits.

Rice

Tea: limit to 160z

Source: National Kidney Foundation website at www.kidney.org.

Notes: Each item listed s a 12-cup portion, unless ofherwise stated, and contains less
than 200 milligrams of potassium. If you eat higher amounts of an item than stated,
you risk converting it into a high-potassium food,
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3 years 878 943 77.8 88.3
5 years 797 90.1 66.5 819

Source: United Network for Organ Sharing website at ww\w.unos.org. Data are
derived from transplants performed 1997-2004, compiled as of March 13, 2009

Note: One-year survival is derived from 2002-2004 transplants, three-year survival
on 1999-2002 transplants, and five-year survival on 1997-2000 transplants.
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Frits Vegetables Other Foods

Apricot, raw Acorn squash Bran/bran products
(2 medium), dried  Artichoke Chocolate (1.5-202)
(5 halves) Baked beans Granola

Avocado (1swholel Bamboo shoots Milk, all types (1 cup)
Banana (12 wholel Beets, fresh then Molasses (1 thsp)
Cantaloupe: boiled Nutritional supplements:
Dates (5 whole) Black beans Use only under the
Dried fruits Broccoli, cooked direction of doctor or
Figs, dried Brussels sprouts dietitian
Grapefruit juice Butternut squash Nuts and seeds (1 07)
Honeydew Carrots, raw Peanut butter (2 tbsp)
Kiwi (1 medium) Chinese cabbage Salt substitute/lte salt
Mango (1 medium) Dried beans and peas  Salt-free broth
Nectarine (1 medium)  Greens, except kale Snufflchewing tobacco
Orange (1 medium) Hubbard squash Yogurt
Orange juice Kohlrabi
Papaya (12 whole] Legumes
Pomegranate (1 whole)  Lentils
Pomegranate juice Mushrooms, canned
Prunes Parsnips
Prune juice Potatoes, while and
Raisins sweel

Pumpkin

Refried beans

Rutabagas

Spinach, cooked

Tomatoesftomato
products

Vegetable juices

Source: National Kidney Foundation website at www kidney.org.

Note: Each tem lsted is a 12-cup portion, unless otherwise stated, and contains 200
milligrams o more of potassium.
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Source: Adapted from the list of KEEP measures from National Kidney Foundation web-

site at www.kidney.org.
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Senving Size 1 cup (228)
Servings Per Container 2

Amount Per Serving

Calories 250 Calories from Fat 110
9% Daily Value*
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__ Saturated Fat 3 5%
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Source: National Kidney Foundation website at www.kidney.org.
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