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Preface





At last night’s meeting of our exceptional patient support group there were three new members: a man in his late sixties with a recent diagnosis of cancer, his wife of over forty years, and one of his sons. Attending the support group was just one of the many things Sam (not his real name) and his family are doing. They are seeking second and third opinions at major cancer centers, and they have begun the arduous search for information on his particular cancer. What else can Sam and his wife and family do? Fortunately, at this stage, Sam’s attitude is upbeat and hopeful. Feeling hopeful enhances the body’s capacity to fight disease. Feeling hopeless and helpless and out of control diminishes this capacity. This book is a compendium of the many ways you can cope (rhymes with hope!) with a diagnosis of, living with, and fighting a life-challenging disease. There are many things that Sam and his caregivers can do to face this challenge. The Viennese psychiatrist Viktor E. Frankl has pointed out that we have no control over what challenges life may present us, but we always have the choice of how we will respond. This book is also about choice.


The introductory chapter covers some material about the words we use, like useful distinctions between disease and illness, and also between curing and healing. The scientific evidence for attitude being helpful, as manifested in David Spiegel’s work on support groups, provides the basis for recommending the many varieties of coping discussed later in the book. Relaxation has been shown to enhance the body’s defenses—Chapter Two is about several relaxation methods. This chapter ends with a few scripts for relaxation. (A recording of these scripts by the author is available.) Support groups are described and discussed in Chapter Three. Groups come in many styles and formats—you are urged to find one that feels comfortable to you.


Chapter Four contains the beginning of activities that are helpful for coping. These include journaling or writing in a diary, several structured writing instruments that are designed to organize your thinking, the use of videotaping and autobiographies, art therapy, and rituals and ceremonies. Some of these activities you would do alone, whilst others require organizing with other people.


The heart of this book is Chapter Five where many varieties of coping are discussed, some in much detail. How do you survive in a hospital, cope with insurance companies, communicate with family and friends and medical personnel, set up a support network, and live and die well? In the Alice-in-Wonderland world of a serious disease, many things change in your life. These are not only the physical manifestations of the disease, but also relationships with others and, most importantly, your sense of self. Chapter Five provides guidance in dealing with these matters.


Nutrition is always important. The knowledge and experience of H. Ira Fritz, Ph.D. in this area is a plus. There are many appendices with helpful information including: a sample living will, a sample durable power of attorney for health care, and websites and phone numbers of resources.


Mario Uribe’s illustrations provide a pleasant punctuation of the many themes in this book. Mario and I talked about this project over fifteen years ago, and it is wonderful to have him ‘illuminate’ the text.


Members of the Charlie Brown Exceptional Patient Support Group of Dayton have been helpful in reading some portions of the material, but mainly in their love and support of me as a person. Jane Brown has read the book in its entirety and her comments were helpful. Bernie Siegel supplied a number of useful suggestions. K’Anna Burton’s sharing of her surgery story is appreciated. I owe special thanks to my friend Carol E. Dixon. Her comments, based on her experience in helping establish and administer hospice of Dayton, shaped the style and content of this book. Almost every page bears the mark of her suggestions.


Your comments are always welcome. My e-mail address is: rubin.battino@wright.edu.


Rubin Battino


Yellow Springs, Ohio




















Foreword





Rubin and I met at a Milton Erickson Congress some years ago. Milton was an American psychiatrist and genius hypnotherapist who translated Freud’s great insight about the unconscious determinants of behavior into practical applications that changed people’s behaviors. His great talent was in finding a common language of symbols and stories that spoke directly to every patient’s unconscious. He helped people understand how to create new endings to old stories by using indirect suggestion, prescribing rituals, even ordeals, and creating sacred objects.


I first visited Milton in the 1970s after working for several years with Native American people. It was in Indian country that I first became exposed to the use of ceremony, myths and symbols in the healing process, and it was Milton who helped me make sense of what I was seeing. Connect with people and you can trigger the mind to abandon old certainties with new possibilities. This is also what Rubin has done in this book.


This is a guide for making connections with people facing serious illness and for those who care for them. It is a practical handbook that uses symbols, ceremonies and science to help people confront their realities and gain new perspectives in dealing with them. It will prepare the mind, body and spirit to face life challenges. This is a book about healing and not curing, about coming to every day as if it has something to teach us.


I encourage you to use the material in this book and customize it in ways that make sense to you. You can share it or send it to friends. It is intended as a gift, and if it works, let Rubin know how you’ve used it. The bibliography and websites are also useful references that will promote joy on your healing journey.


Carl A. Hammerschlag, M.D.
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Chapter One


Introduction





1.1 Introduction


Life can be capricious and unpredictable and has a way of challenging us in the most surprising ways. Some of these surprises are pleasant and others are not; some we have some control over after the event. The Serenity Prayer counsels, “Grant me the serenity to accept the things I cannot change, the courage to change the things I can, and the wisdom to know the difference.” The late Viennese psychiatrist Viktor E. Frankl advised that we always have the choice of how we respond to adversity, even in the most extreme of circumstances like his survival of Nazi concentration camps or Christopher Reeve’s responses to a riding accident that left him a quadriplegic.


How do you cope with a life-challenging disease or with a catastrophic personal event? Some people seem to be ‘naturally’ better at this than others, but we can all learn and improve our coping skills. This book is a practical compendium of many ways of coping that I have learned from my friends in the support groups I facilitate, and from my readings and other experiences. This book is for the layperson who is thus challenged, and those who care for them.


How you respond to adversity can have a profound effect on the physical course of a disease. Later in this chapter we cite David Spiegel et al.’s work with fourth-stage metastatic breast cancer women. The field of psychoneuroimmunology (PNI) has unequivocally demonstrated the existence of mind/body interactions. Yet, aside from the scientific evidence, common sense and daily observation provide proof that those who see a glass of water as ‘half full’ rather than ‘half empty’ appear to do better in all aspects of life. There is a healing power in hope, and a destructive power in despair. There is healing when you feel in charge and in control, and potential negative effects when you feel hopeless and out of control and dependent. Attitude matters; activity matters; faith and hope matter; people and love and caring and touching and laughter and a baby’s smile matter. This moment matters—this moment and this breath and this feeling are life. The past is memory and the future is unknown and unexperienced since it is a projection, a dream. Now is. And yet, we shouldn’t belittle hopes and dreams, for they are the foundation for meaning, and without meaning—life is meaningless, isn’t it?


So, this book is about hope—to cope you need hope.


We start with a discussion of the useful distinctions between disease and illness, and between cure and healing.


1.2 Disease/Cure and Illness/Healing


Despite the ancient adage of “sticks and stones can break your bones, but words can never hurt you,” words can have powerful positive and negative effects on the human mind and body. ‘Disease’ may mean one thing to one person and something else to another. Oncologists rarely use the word ‘cure.’ If you have been in remission for five years, then they consider the return of cancer to be unlikely. But they always caution about a possible recurrence. Words and how we interpret them are important, so in this section we define and explore the meanings of four significant words.


It is popular in some quarters to write the word ‘disease’ as dis-ease, implying that it describes a state that is the opposite of being at ease, in comfort, or relaxed. In this book we define a disease as something that is physically wrong with the body. That is, a disease is the pathology itself. Examples are: cancer, infections, hormonal imbalances, diverticulitis, ulcers, strokes, myocardial infarctions and insufficiencies, and broken bones. Reversing or fixing a disease (in Western societies) typically involves a ‘mechanical’ intervention of some sort: surgery, chemotherapy, radiation, antibiotics, supplements, diet changes, physical rehabilitation, and drugs. When the disease is fixed or has gone away, the person is said to be ‘cured.’ So, a cure is the reversal of a disease, the disappearance of its physical manifestations, and a return to normal healthy functioning. We are fortunate that there are a great many diseases that can be cured in a straightforward manner. We are also fortunate that there are now many ways to ease suffering.


How is healing different from curing? To clarify this, we first need to make a distinction between an illness and a disease. We define illness to be the meaning that you personally attribute to the disease. These meanings are unique to you and are determined by your history-culture-religion-ethnicity-belief system-intellectual predilection-upbringing-heritage-philosophy of life. Siblings are more likely to interpret a given disease in the same way compared to people from different cultures. Yet, due to different life experiences, sisters may react in very different ways to a preliminary diagnosis of breast cancer. Healing applies to the meaning of the disease, i.e., the illness. The root of healing signifies ‘to make whole.’ Healing is more related to internal feeling states than to physical states.


For example, a few decades ago in the Bronx in my Greek-Jewish subculture, the word ‘cancer’ was rarely mentioned, or spoken only in a whisper. There was a belief that saying the word out loud (or even thinking it!) would catch the attention of the ‘Evil One’ and you would then be more susceptible to getting cancer. Evil Ones or devils were part of the belief system of my relatives. This reaction to a word colored all of our thinking and responses. A person who had CANCER was doomed to a horrible death, but it also bore connotations of shame and pity. The illness was worse than the disease; it led to a helplessness and hopelessness on the part of the afflicted person, as well as caregivers and well-wishers. Thankfully, many of our attitudes towards ‘cancer-the-disease’ have changed. Bernie Siegel sums it up best by saying, “Cancer is not a sentence, it is just a word.”


Healing deals with attitudes and meaning. When a person is healed, he becomes whole again, and can be at peace with himself, the disease, and the world at large.1 Healing is involved with the spirit and the soul and one’s essence. For some, a healing experience may be described as a spiritual experience, perhaps even a spiritual transformation. To become whole, to be in harmony, to be centered, to find one’s true self, to be at peace with yourself and the world—all of these are manifestations of healing.
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Figure 1.1a: The word ‘cancer’ is whispered.
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Figure 1.1b: Doctor: “Remember, cancer is just a word—it is not a sentence.”








Remarkably, although healing is an end in itself, healing is often accompanied by some degree of curing, if not complete cures, with sufficient frequency to be taken seriously. The goal of healing work is not a cure—the cure is a by-product of healing. In fact, if the sole motivation for healing work is a cure, then the healing work becomes contaminated and side-tracked. Healing invariably involves a search for meaning, a spiritual quest. What does it all mean? Why am I alive at this moment in time? Are there things that are meant for me to do in the rest of my life? About two thousand years ago Rabbi Hillel was asked to summarize his lifelong wisdom. He responded with the following three questions:




If I am not for myself, who will be?


If I am only for myself, what am I?


If not now, when?





We might say that healing an illness involves answering these questions honestly.


A related linguistic pairing are the words ‘patient’ and ‘client.’ The linguistic root of patient is in suffering and, in seeking healing, we ‘suffer’ through to a resolution. In this sense, there is an active suffering, rather than a victim suffering. Most doctors use the word ‘patient’ rather than ‘client.’ Perhaps this is because in so many medical settings a person has to be patient in waiting for a treatment. The word ‘patient’ implies a one-down position, superior/inferior, an unequal status. The word ‘client’ is better since it implies providing a professional service for a fee. Clients ‘hire’ professionals to carry out a specific function such as: write a will, set a bone, fix a leak, and identify and cure an infection. These are contracted services and the professional works for you. Which professionals routinely keep you waiting for the service for which you pay them? It is almost as if your time is not as valuable as that of the physician or lawyer or … Occasional waits for medical services would be reasonable due to unforeseen circumstances. But, waiting seems to be the rule rather than the exception. I had a dentist in Chicago who always had me in the chair at the appointed time. He had an emergency repair at one of these sessions and asked my permission to take care of that client first. He treated his clients with respect, just as I responded to his request with respect. In the patient position, procedures are generally done to you. As a client, there would be more cooperation in what happens. In relation to medical practices, it is wise, and even healing, to be a client rather than a patient.


1.3 Complementary and Nontraditional Approaches: Alternative Medicine and Therapies


Bernie Siegel rightly insists that your healing/curing journey needs to be done in partnership with traditional medicine. After all, there are a great many diseases that can be competently and effectively treated by modern medicine. These range from fractures to by-pass surgery, (most) infections, hernias, allergies, and cataract surgery. While it is true that the most significant contributor to the increase in longevity since 1900 has been public sanitation, the armamentarium and skills and contributions of present-day physicians are indisputable. One would be foolish indeed not to avail himself of such proven services. Yet, somehow, parallel with the advances of medicine, we find increasing interest in nontraditional approaches to health and health care. Why is this?


Although great progress has been made in many areas, there are still many diseases like the common cold which continue to defy modern medicine. Since hope springs eternal, and you recall your Aunt Mary who had this tonic that always worked in your family, why not try it? There are many folk remedies and traditional Asian herbal medicines that have been used for centuries. There is occasional scientific evidence, i.e., double-blind studies, for some of these substances. But, mostly, the evidence for efficaciousness is historical and anecdotal. One advantage of most (but not all) of these substances is that side-effects appear to be minimal. ‘Above all, cause no harm to your patients.’


Non-modern-medicine approaches have been called ‘complementary,’ ‘nontraditional,’ and ‘alternative.’ Each of these words has advantages and disadvantages, but since they all convey the sense of being different from standard traditional Western medicine I think they can be used interchangeably—let your preference guide you. Another way to describe these approaches is transpersonal medicine (Lawlis, 1997).


Historically, scientific Western medicine is quite young. It can probably be dated from Semmelweis’s introduction of antiseptic practices, Pasteur’s germ theory of disease, and Morton’s use of diethyl ether for anesthesia. This makes modern medicine a little over one century old. Until this time, the medicine that was practiced worldwide was based on historical traditions in each culture. Native Americans have a rich lore of natural products, as well as various healing rites. This is also true in China, Africa, South America, India, and even in Europe. The 19th century apothecaries in London, Vienna, and Philadelphia contained many of the same substances, almost all of them ‘natural.’ Trial and error was the ‘scientific’ basis proving the efficacy of these materials.


Before the development of Western medicine, practitioners relied on giving patients many of the same natural or synthetic materials in use today. Their primitive surgical methods were sometimes successful. But the advent of scientific medicine led to an emphasis on ‘mechanical’ interventions (surgery and drugs) and ignored the mental, spiritual, belief, and meaning sides of both healing and curing. To be sure, physicians had to be aware of exceptional patients who got well without their help. Ascientist understands cause and effect: splinting a broken bone leads to its proper knitting together; a by-pass operation improves heart capacity; an antibiotic rids the body of an infection. But where does an AIDS or cancer patient who becomes symptom free without medical care fit in? How do you explain Norman Cousins’ cure from ankylosing spondilitis? How can sand paintings and psychosurgery help? By what mechanisms do acupuncture and hypnosis let patients undergo major operations pain free?


Western medicine has separated the mind from the body. The much older, traditional medical practices made no such distinctions—man was a whole: integrated mind and body and spirit. Viktor Frankl (1959, 1962) repeatedly stated in his lectures that physicians treat only the body, psychologists and psychiatrists the mind, and that both ignore the third dimension of the spirit or soul. In Frankl’s sense, you can’t really be a healer if you deal with only one aspect of the mind/body/spirit continuum. They are inseparable. There may be times when, for convenience, you deal with just one part, but that is done for whose convenience? Native healers, shamans and witch doctors have always dealt with the whole person—how can you be in harmony with yourself and nature as isolated parts?


Organized and personal religions have used prayer as a method to attain healing and cures. To simplify, prayer has been basically used in four ways. The first is simply a way of a person talking to God or a supreme being or spirit: a way to communicate with something or someone beyond themselves—a sharing of their inner thoughts with this external presence. The second is to ask this external and knowledgeable and powerful entity for help in a specific concern. These concerns range from mundane specific items (winning the lottery, passing an exam, appropriate weather) to the correction of physical ailments to attain cures. In some way, the justice of your cause or plea is recognized and the all-powerful all-knowing being or entity directly intercedes on your behalf. When someone has a life-challenging disease, this second type of prayer appears to be the most common. The third form of prayer is more spiritual, and is a kind of meditation whose result is some degree of fusion with, or knowledge of, the universal spirit. A fourth form of prayer is the simple ‘thank you’ that is part of saying grace or just a way of showing appreciation. Belief systems can have powerful influences on our lives. (See Dossey (1993) for more information on prayer.)


The search for meaning drives many people. When a person functions with that meaning directing his life, there can be profound physical and psychological effects. This quest has been expressed in different ways: (1) Viktor Frankl as a search for meaning; (2) Joseph Campbell as finding and following your bliss; and (3) Lawrence LeShan as discovering and singing your own unique song. The quest involves identifying your hopes, dreams, and unfulfilled desires. What is it that you’ve always wanted to do or be? Bernie Siegel tells the story of a lawyer who had ‘terminal’ cancer. This man became a lawyer to please his father. Faced with a limited life, he gave up his law practice and returned to his first love of playing the violin. The cancer disappeared and he found a new career as a professional musician. Will this always be the case? Of course not. Yet, at the minimum, finding and singing your own unique song can lead to healing. Why wait for a diagnosis of something like cancer to send you on your quest?


The lawyer’s story is ‘anecdotal evidence’ of the power of the mind, the spirit. As such, it is inadmissible in the court of modern medicine. Yet every physician could tell you such stories about his own patients, i.e., people who underwent, for no scientifically known reason, complete remission or cures. The National Center for Complementary and Alternative Medicine (NCCAM) of the National Institutes of Health (NIH) is currently funding such research activities. The study of exceptions has led to many discoveries.


Lawrence LeShan (1989) in the introductory chapter to Cancer as a Turning Point cites many sources prior to 1900 that connect cancer to hopelessness and deep anxiety and disappointment. Although hopelessness is certainly a factor in cancer, it is only one factor. Knowledge of this was the basis for LeShan’s approach to working with people who have cancer, to have them find and sing their own ‘unique song.’ Bernie Siegel has frequently stated, “What’s wrong with hope?” (Appendix A lists LeShan’s 31 significant questions (1989, pp. 161–165) as a guide to your personal work.)


An excellent book on alternative treatment for cancer is the one by Lerner (1996). This book is based to a large extent on a governmental study (U.S. Congress Office of Technology Assessment, Unconventional Cancer Therapies, 1990). All of the alternative treatments that Lerner writes about have in fact helped some people. The outcomes are neither consistent nor predictable because people are unique. Pharmacopeias can give you the dose for the average person of a given body weight, but, this will be an overdose for some people and ineffectively low for others. For those with cancer, Lerner’s book does give balanced and well-researched guidelines to alternative/complementary treatments.


The psychiatrist David Spiegel (1989, et seq.) has now provided definitive proof that a psychotherapeutic support group is effective for last-stage breast cancer. The women in the support group lived about twice as long beyond the start of the study as the women in the control group. It is not clear why the support group had this effect, although the original study has been replicated. The next section is devoted to a summary of it. There may be more detail here than you need, but the work is so important that it needs to be accurately described. You may even wish to show a copy of this section to your physician.


1.4 David Spiegel’s Research


The title of Spiegel et al.’s landmark paper (1989) is Effect of psychosocial treatment on survival of patients with metastatic breast cancer. In the introduction they state:




Our objective was to assess whether group therapy in patients with metastatic breast cancer had any effect on survival.… We started with the belief that positive psychological and symptomatic effects could occur without affecting the course of the disease: we expected to improve the quality of life without affecting its quantity.





Their surprising results can be ascertained from the summary in their article. (N = number of people; SD = standard deviation.)




The effect of psychosocial intervention of survival on 86 patients with metastatic breast cancer was studied prospectively. The 1 year intervention consisted of weekly supportive group therapy with self-hypnosis for pain. Both the treatment (N = 50) and control groups (N = 36) had routine oncological care. At 10 year follow-up, only 3 of the patients were alive, and death records were obtained for the other 83. Survival from time of randomization and onset of intervention was a mean 36.6 (SD 37.6) months in the intervention group compared with 18.9 (SD 10.8) months in the control group, a significant difference. Survival plots indicated that divergence in survival began at 20 months after entry, or 8 months after intervention ended.





Another way of examining their results is to reproduce their Table III (Spiegel et al. 1989) on survival in months with given Mean (SD):












	 

	 

	Control

	Intervention






	Survival from:

	 

	 






	 

	Study entry to death

	18.9 (10.8)

	36.6 (37.6)






	 

	Initial medical visit to death

	81.2 (53.9)

	94.6 (61.0)






	 

	First metastasis to death

	43.2 (20.5)

	85.4 (45.4)















Each of these categories is interesting in its own way. Perhaps the middle entry is most significant, indicating an almost seven year period from the initial medical visit to death for everyone in the control group, and that members of the intervention group survived 13 months longer on average. Most surprising may be the fact that three members of the intervention group were alive at the 10-year follow-up. Despite criticism of the research (1989, Letters to the Editor, two citations), the research was solidly based and was the first real evidence of the effectiveness of psychosocial interventions. (This work has since been replicated by Spiegel and coworkers and others.)
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Figure 1.2: Psychotherapy support groups work.








It is also worth quoting here in its entirety the nature of the intervention:




The intervention lasted for a whole year while both control and treatment groups received their routine oncological care. The three intervention groups met weekly for 90 minutes, led by a psychiatrist or social worker with a therapist who had breast cancer in remission. The groups were structured to encourage discussion of how to cope with cancer, but at no time were patients led to believe that participation would affect the course of disease. Group therapy patients were encouraged to come regularly and express their feelings about the illness and its effect on their lives. Physical problems, including side-effects of chemotherapy or radiotherapy, were discussed and a self-hypnosis strategy was taught for pain control (Spiegel, 1985). Social isolation was countered by developing strong relations among members. Members encouraged one another to be more assertive with doctors. Patients focused on how to extract meaning from tragedy by using their experience to help other patients and their families. One major function of the leaders was to keep the group directed toward facing the grieving losses.





The emphasis of this program was on “living as fully as possible, improving communication with family members and doctors, facing and mastering fears about death and dying, and controlling pain and other symptoms.”


It is hard to overemphasize the significance of Spiegel and coworkers’ work. Here was the first significant evidence that ‘mind’-oriented interventions could have physical effects on disease. Recall that all of the women in the study had fourth-stage metastatic breast cancer, and they all continued to receive standard oncological treatment. The control group was very closely paired with the intervention group on many factors. The only difference appeared to be the psychosocial intervention. So, despite the initial thesis of the researchers, mind can and does have a significant effect on the progress of disease. Think seriously about joining a support group.


1.5 Summary


This book is about teaching you how to cope effectively with a life-challenging disease. Many practical examples will be given later. This introduction emphasizes the power of hope and words and psychotherapeutic support. The mind and what you think can have a positive effect on outcomes.


Note






1 Generally, masculine pronouns will be used in odd-numbered chapters, and feminine pronouns in the even-numbered ones.
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