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Introduction


This book is more about living with cancer than dying of it. We have found in twenty years of working with the medically ill that facing fears rather than avoiding them reduces distress in the long run. Much of the work described here involves confronting the threat of death head-on, as an opportunity to reassess life, master fears, reorder priorities, revise relationships, and get the most out of the time that remains. There is no reason to expect cancer patients to be prepared to do this on their own.


The better we get at transforming terminal illnesses such as cancer and heart disease into chronic ones, the more people there will be who live with serious illness. Ultimately, however, the death rate will always be one per person; sooner or later, each of us will confront our own mortality and stand to benefit from the mobilization of social support and emotional comfort that can come from a well-structured support group.


In earlier times, life was shorter, the ravages of infectious disease were more widespread, and no institutions separated us from the sick and dying. Today, we hide death. We have constructed a world as far removed from threat as possible. We send terminally ill people to hospitals and sneak them out of their rooms in disguised gurneys when they die; many adults have little idea of what the dying process is like.


There is a kind of security in the mundane, which we nourish, yet somehow people who have been given a life-transforming diagnosis such as that of cancer are expected to know what to do. Imagine being taken away from the familiar and affirming worlds of family, friends, and work and becoming a stranger in a strange land, awaiting test results, reading stale magazines in waiting rooms, exposing your deepest concerns to relative strangers. Sleep is disrupted, energy declines, and fear replaces the customary shield of personal invulnerability. Factor in the threat to mortality, the possible loss of various bodily functions, choices among treatments that can nauseate, weaken, sterilize, mutilate (breast cancer patients specifically have to choose between breast-removal and intensive courses of radiation and chemotherapy, between a permanently altered body image and anxiety about recurrence or both). The treatment often feels far worse than the disease in the early stages of a serious illness and this can undermine confidence in medical intervention besides. Then there are the financial issues arising from loss of work and the cost of medical treatment, and also the anxiety, depression, pain, and confusion that make the other problems still harder to manage. Even our biomedical optimism views cure as the only worthy goal.


We have learned enough about the common problems affecting the medically ill that it makes sense to offer structured assistance. Is gathering in a group to discuss common fears an admission of defeat? Does it hamper hopefulness and undermine the positive attitude cultivated in “alternative” medicine literature? What good does it do to face the worst, rather than hope for the best?


Modern medicine is based on an acute disease/curative model. The ideal is our triumph over many bacterial infections through the introduction of effective antibiotics: diagnose, treat, and cure. Our very success in treating bacterial infections during the early part of the twentieth century provided a new model that radically changed medicine because it was overapplied, sabotaging the oldest adage, “To cure rarely, to relieve suffering often, to comfort always.” Many illnesses remain incurable and have at best been transformed from terminal to chronic, yet physicians have rewritten their job descriptions: “To cure always, to relieve suffering if there is time, and to let someone else do the comforting.”


While dramatic progress has been made in curing some cancers (Hodgkin’s lymphoma, testicular cancer, childhood leukemias), and while it is reasonable in many other circumstances to be optimistic, people with cancer do have reason to worry, and relieving their suffering and providing comfort must resume their places as primary goals. This book is focused on care, whether cure is possible or not. The aim is to help patients learn from us and each other, to feel intensely supported at a time when illness makes them feel very much alone, to allow them to express and deal with feelings they may never have coped with before. The goal is to learn to face what is coming resolutely and creatively, to let the disease, its treatment, and the threat of death do the minimum necessary damage to their lives.


The school of thought that espouses a positive attitude (visualize little white blood cells eating cancer cells and they will be vanquished), and the theory that cancer fulfills some unexamined psychological tendency to self-destruction, speak to a common human need for a sense of control. That there is something people can do to direct the course of cancer in their bodies provides a certain kind of solace and the illusion of effective action. The desire for control is adaptive and can indeed be productively harnessed—by matching the efforts to the domains where action is demonstrably likely to be effective. We can control our levels of stress, our medical treatment decisions, our choices of friends, our perception of pain, but we cannot control the growth of tumors by visualizing their disappearance.


There is no evidence that such attitudes have anything to do with getting or dying of cancer. It is bad enough to get cancer without being blamed for it. We have great difficulty comprehending randomness. Trauma victims frequently retell the traumatic event in such a way that they become convinced they could have done something to avoid it, like the driver who says he should have turned left a block earlier instead of continuing down the road that led to the accident, or the rape victim who blames herself for not having foreseen the danger inflicted upon her by a predator. The core element in trauma is helplessness, the absolute inability to control what is happening.


We believe that facing fears in a supportive atmosphere can lead to overcoming them—that patients feel less alone and less helpless when they face their fears together; that the prepared patient is more able to manage life in the face of disease progression. That conviction is rooted in the findings of studies initiated in the 1970s, when Professor Irvin Yalom at Stanford decided to apply his considerable knowledge of group therapy to an existential problem: How do women with advanced breast cancer come to terms with their mortality? Could this period be life-enriching? Could facing death enhance life?


Recently, one of us (D.S.) presented this research to the Dalai Lama, and asked him why, from his spiritual perspective, women with advanced cancer seemed to do better when they faced each other’s deaths directly and planned for their own. The Dalai Lama replied: “I have a very busy travel schedule and it makes me quite anxious. I wonder if I will be able to do all the things that are expected of me. When I am worried, I ask one of my assistants to explain to me what I will be doing for the next two days, and then I feel better, because I know what is ahead of me. That is the way we Buddhists feel about death. We spend much time preparing for it. In that way, it is no longer unfamiliar territory.”


We can benefit from the tools we use to master other parts of life to tame our response to the prospect of dying. We can make it familiar territory, and do it in such a way that our fears and sadness are respected. We can feel more cared about and can gain ground on our fears. Indeed, such a confrontation with death can be a stimulus to a new kind of life, devoid of the everydayness with which we hide from existential dread (Yalom, 1980). In facing death directly, we can learn to trivialize the trivial, get rid of unwanted obligations, and focus on what matters: living life to the fullest while we can.


These lessons have been hard-earned. We and our colleagues have shared the sorrows and joys of many hundreds of cancer patients and their families over twenty years. They have given generously of their time, thoughts, and feelings to each other and to us, in the hope that what they have gone through will help others. In writing this book we are keeping a pact with them. Many have died; others live on and live well. They are indeed models of how openly and courageously you can live with cancer, facing the worst while hoping for the best.


In keeping with the premise that we live most authentically through an awareness of the fragility of our existence, Yalom maintained that confrontation with serious illness could be a period of growth rather than decline. We began our work with metastatic breast cancer patients to explore that premise, yet not without concern that face-to-face confrontation with the death of other group members from the same disease might seriously demoralize them. Such existential philosophers as Kierkegaard, Heidegger, Husserl, and Sartre held that it was only through a confrontation with the fragility of life that one truly lived, that existence was defined by nonexistence. You truly value living only when you can bring yourself to face the reality of dying.


Yalom brought together a research team that included Joan Bloom of the University of California at Berkeley, Regina Kriss, now a psychologist in private practice, Susan Weisberg, an oncology social worker at Stanford, and David Spiegel, the Stanford psychiatrist who is coauthor of this book. With initial support from the National Cancer Institute, a randomized trial of the effects of group psychotherapy was conducted. Eighty-six women with metastatic breast cancer were gathered, with considerable help from many oncologists, nurses, and social workers. All were tested at the beginning of the study, and thirty-six were randomly assigned to receive routine (and excellent) oncological care. The remaining fifty received this care plus a year of the weekly group psychotherapy described in the pages that follow.


We found that confronting even the worst allowed patients to examine their fears in a manner that proved helpful. They felt supported and understood, facing the ultimate isolation—death—together rather than alone. They came to see death as a series of problems rather than one big one. They worried more about the process of dying, which they could control, than about death itself, which they could not. They understood how they would be grieved as they mourned others in their group who died, and so saw death from the perspective of the bereaved as well as the dying.


The meetings were intense, often sad, at times amusing. We grieved together and came to care about each other quite deeply. We braced ourselves for losses, suffering through the deaths of group members, visiting in their homes as they lay near death, attending memorial services, dealing with the sinking feeling that comes with another loss. Yet the group itself survived for many years and it yielded a harvest of surprising results.


Despite being nose-to-nose with the deaths of group members with the same disease, our patients were less anxious and depressed, used less denial, and were less phobic at the end of the initial year than they were at the beginning, while the control patients receiving routine care had deteriorated emotionally (Spiegel, Bloom, et al., 1981). By the end of the initial year of the study, our group members also had half the pain of those in the control group on a self-rating scale they filled out periodically (two versus four out of a possible ten points; Spiegel and Bloom, 1983).


But the most striking and unexpected finding came ten years later, in the late 1980s, when we learned that the women randomly assigned to the treatment group had lived an average of eighteen months longer than the control patients after participating in the intervention (Spiegel, Bloom et al., 1989). Indeed, within four years after the study had begun, all of the control patients had died and a third of the treatment sample was still alive. Although eventually all but two of the patients died, it was clear that there was a difference in survival time, favoring the treatment group.


Did the group therapy cause prolonged survival time? Our Psychosocial Treatment Laboratory at Stanford is currently exploring this question with support from the National Institute of Mental Health, the National Cancer Institute, the John D. and Catherine T. MacArthur Foundation, the Fetzer Institute, the Nathan Cummings Foundation, and the Dana Foundation, among others. We have convened a new sample of 125 women with metastatic breast cancer who are participating in a similar randomized prospective trial. Although we are not yet ready to answer the survival question, we do have evidence that participating in these groups reduces psychological distress (Classen, Butler et al., in submission).


In a related multicenter trial supported by the National Cancer Institute and its Community Clinical Oncology Program, and in collaboration with Gary Morrow, Ph.D., of the University of Rochester Cancer Center, we are conducting a trial of a shorter version of this treatment—only twelve weeks—with 353 women who have been recently diagnosed with breast cancer at eleven sites across the United States. This study began in 1993 and is just being completed. We are finding that even this briefer form of group therapy benefits those women who are significantly distressed, and results in reduced anxiety and depression (Classen, Koopman et al., in submission). Our experience in this trial has helped us to refine and teach our method of supportive-expressive group therapy (Classen, Abramson et al., 1997). We have received wonderful cooperation and enthusiasm from the participating sites, and our data suggest that the method is teachable and learnable.


The bulk of our work has involved women with breast cancer, which is the paradigmatic problem we address in the book. However, there are many common medical, existential, and interpersonal issues for those with serious illness, and we believe that what we provide here is a template that can be applied to many other medical problems. Accordingly, we are exploring applications of this model to cancer of the prostate to see whether men could benefit as much as women from these groups. Reasoning that many of the psychosocial problems—isolation, fear, the need to redefine life goals—are quite similar for all these patient groups, we have applied this group approach to individuals with cardiac arrhythmias, multiple sclerosis, bone marrow transplants, and also, under the direction of Cheryl Koopman, Ph.D., HIV infection. Selected additional studies are cited at the end of the introduction.


The supportive-expressive model has also been examined in other laboratories:







	The BEST (Breast Expressive-Supportive Trial), a Canadian Multicenter Group Therapy Trial for Metastatic Breast Cancer Patients, is directed by Pamela Goodwin, M.D. (Goodwin, Leszcz et al., 1996). Funded by the Medical Research Council of Canada, this trial involves 225 women at seven sites across Canada and is intended as a replication trial of our initial findings that breast cancer patients given group therapy had longer survival. The group psychotherapy is supervised by Dr. Molyn Leszcz.


	Supportive/Expressive and Cognitive/Behavioral Group Therapy for Breast Cancer Patients is a study being conducted by David Kissane, M.D., and funded by the Australian Cancer Board. It is a comparison of supportive-expressive and cognitive-behavioral group therapies at Monash University in Melbourne to evaluate psychological and medical effects of group therapy for women with primary breast cancer.


	A trial of group therapy and antidepressant (SSRI) treatment for metastatic breast cancer patients is being conducted by Anders Bonde, M.D., and Per Beck, M.D., in Denmark. This study is designed to compare effects of antidepressants and group therapy in 200 metastatic breast cancer patients.


	Marc Archinard, M.D., is conducting a replication trial of our original study in Geneva, funded by the Swiss Cancer League.


	A randomized multisite trial in Canada examining the benefits of supportive-expressive group therapy for lupus patients is being conducted by Patricia Dobkin, Ph.D.


	David Mohr, Ph.D., is conducting an intervention trial for multiple sclerosis patients with major depressive disorder at the University of California, San Francisco, funded by the National Multiple Sclerosis Society. His patients are randomly assigned to three treatment groups: supportive-expressive group therapy, individual cognitive-behavioral therapy, or treatment with sertraline (Zoloft).


	A randomized trial comparing supportive-expressive group therapy, anthroposophic treatment and standard care is being conducted by Thomas Cerny, M.D. and colleagues in Bern, Switzerland. This trial is examining the effect of complementary therapies on quality of life and survival.





This book shares treatment techniques designed to make the most of group psychotherapeutic intervention for the medically ill. It is primarily for those who run these groups or plan to in the future. We hope that health professionals from medicine, nursing, psychology, social work, and other allied disciplines will find it useful. We also hope that it will be of help to the burgeoning self-help and group support movement, although the groups in the book are designed to be leader-led. We assume some familiarity with the general principles of psychotherapy: the relationship as a therapeutic tool; the idea of transference; distortions of perception in relationships; the Sullivanian concept that a psychotherapist is both a participant in a patient’s life, with real feelings and concerns, and an observer as well. We also assume some medical knowledge regarding the range of medical treatments. We assume a fundamental respect for the primacy of the doctor-patient relationship—our group treatments are designed to facilitate medical care. We recognize that any given reader may be more thoroughly trained in one of these areas than another, and for this reason we encourage group co-leadership so that the range of knowledge from psychotherapy to oncology is better covered.


Chapter 1 addresses the distress and depression that accompanies a diagnosis of cancer, and the importance of social support is emphasized. The justification for support groups is highlighted in Chapter 2 by case examples.


The therapist is provided with guidelines for group leadership in Chapter 3 and with treatment strategies in Chapter 4. Chapter 5 suggests ways to facilitate supportive interactions among group members and how to handle problematic expressions of support among members. One of the key features of the therapist’s work in support groups is encouraging the open expression of emotion among members, which is covered in Chapter 6 with examples.


In Chapter 7 we cover issues related to discussions of death and dying. Chapter 8 is focused on helping patients with the profound feelings of isolation that arise from having a life-threatening illness. We describe existential concerns related to freedom, such as “How shall I redefine myself now that I have cancer?” Assisting patients in the struggle to make meaning out of their transformed lives is the focus of Chapters 7 and 8.


Suggestions for facilitating family and specialized groups are provided in Chapter 9. Common group problems are explored in Chapter 10—for example, how to handle a group member’s decision to discontinue therapy and how to deal with confrontations between group members. Finally, hypnosis techniques for pain control are outlined in Chapter 11.


When we started this research in the 1970s, our biggest problem was convincing cancer patients to donate an hour and a half a week to joining a group. The control patients were quite content to undergo routine care. Today, happily, we have the opposite problem. Most patients do not want to be assigned to the control group—they want group therapy. Many self-help and mutual support groups are springing up around the country, urged on by organizations such as Y-Me, the National Coalition of Cancer Survivorship, the Cancer Support Community in San Francisco, the Wellness Community, and many other extremely helpful patient organizations. More and more oncology programs are including groups as part of their treatment. It is our hope that this text will facilitate the application and availability of this kind of support for many women and men with cancer and other life-threatening diseases. We want to see the day come when group support is not an add-on or an afterthought, but a routine part of medical care. Whether such support helps cancer patients live longer, it is by now indisputable that it helps them live better. We hope that our experience will enrich yours.


One of us (D.S.) spent a sabbatical at the Institut Curie in Paris working with the genetic research team of Gilles Thomas, Ph.D., and Dominique Stoppa-Lyonnet, Ph.D. This team is defining portions of the recently discovered BrCA1 gene correlated with genetic risk for the disease in an effort to better understand the phenomenology and mechanisms of the heritability of this breast and ovarian cancer risk. We developed a group model for women recently diagnosed with breast cancer who are also at familial risk (Classen, Diamond et al., 1994), and therefore have special problems involving having lost family members to the same disease, and the pervasive concerns about passing the risk on to their children.


We also had the opportunity to test the supportive/expressive model in a different culture and language. Co-led by Sylvie Schwab, Ph.D., the groups were well received.
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CHAPTER 1

Experiencing Cancer


In this chapter we discuss the plight of the cancer patient, documenting the emotional, informational, and social needs elicited by the illness, and the need for a group support program to address these issues.


We are fundamentally social creatures. We derive much of our sense of well-being, importance, and value through the daily response of others to us. It is rare for humans to live alone, or even to spend much time alone. Yet somehow, especially in Western culture, we define ourselves primarily as individuals who make occasional forays into the social world. How thoroughly dependent we are on our social networks becomes clear when we are separated from them. A diagnosis of cancer or other life-threatening illness disrupts social contact in many ways. It removes people from customary contacts because of time away from work, school, and family. Cancer patients are suddenly entering a new and strange social system. Furthermore, the isolation is bidirectional. Many acquaintances, friends, and even family are awkward about illness, not knowing what to say, fearful for the ill person and for themselves. The cancer patient has to learn a new set of social roles, just as comfortable old ones are pulled away.


As a society we recognize that most new roles in life require some training: driving a car, accepting a new job, joining a religious congregation. We have little or no formal preparation for becoming a cancer patient, however, leading to considerably more distress than is necessary. Certainly the illness itself is understandably stressful, carrying with it the threat of death, the need for uncomfortable and possibly disfiguring treatments, and the disruption of everyday life. However, the loss of social support at such a time can reinforce the other stressors, leaving cancer patients suddenly ill and feeling very much alone with their concerns.


We are often sequestered from dying and death in the modern world. Many have never seen a dead body, few have attended to loved ones during their terminal illness, and death in our culture is viewed as an aberration rather than a natural part of life—something to be ashamed of rather than faced directly. Thus, the diagnosis of cancer usually catches us not merely frightened but unprepared. It is never easy to cope with cancer, but it can be done effectively and well. Relatively less attention has been paid to this human side of living with the disease, the person and body fighting the cancer. Medicine has focused more on attacking the disease itself. Here we chart a course of support for cancer patients involving group psychotherapy. We begin with an examination of the experience of having cancer.






THE DIAGNOSIS


A thirty-five-year-old secretary consulted a surgeon after a mammogram that showed a 3 millimeter lesion in her right breast. He confirmed the presence of the tumor by palpation and review of the mammogram, and recommended an open biopsy. She began to shake and cry. “We don’t have to do the biopsy if it upsets you,” he said. He was attempting to calm her down. But what he was really doing was forcing her panic inward. He held her arm and tried to reassure her: “Most of these lumps are benign. Don’t worry now.” Of course, she was worried. The very magnitude of her fear seemed to her a measure of the danger. Such strong emotion is information as well as expression, a confirmation of how serious the problem is. And all too often in medicine, even the most caring physicians confuse inducing external calm with putting fears to rest.


A surgeon who would never simply cover up an infected wound will instinctively suppress the anguish that is naturally associated with a diagnosis of cancer. This leaves newly diagnosed (and other) cancer patients to fend for themselves emotionally. It also gives them the impression that such feelings are inappropriate, a sign of their personal deficiency in coping, rather than a natural reaction to an acute threat to bodily integrity, family, work, and recreation—indeed, to life itself.


The doctor might have helped his patient more had he said to her: “I know this is upsetting. We don’t yet know whether the lump is malignant or not. But whatever it is, I will help you take care of it.” This response would acknowledge and accept her distress, assure her of ongoing support no matter what happened, and indicate that no matter what the result of the biopsy, there was a great deal that could be done to address the problem.


Cancer induces a special kind of fear—that of the body turning on itself, of normal cells becoming enemies and attacking others. It is a disease fraught with uncertainty and helplessness. For many it can feel like a death sentence. Along with the sheer dread that cancer may kill, there are many other ramifications. These include dealing with medical treatment of the disease, coping with a changed self-image, and managing the impact of the illness on family, friends, and work relationships.


The very intensity of the feelings elicited by the diagnosis of cancer sets in motion strong forces, both intrapsychic and interpersonal, against the expression of these feelings. Many patients feel as though controlling their emotions about cancer is a means of controlling the disease itself: “It can’t be too serious if I don’t let it upset me.” “If I let the illness get me down, it will progress more rapidly.” Some patients have incorporated the popular notion that a consistently positive attitude can cure their cancer. One patient told her psychotherapy group that her husband said, “Don’t cry—you’ll make the cancer spread.” The group subsequently referred to his comment as “the prison of positive thinking.”


Nonetheless, negative feelings associated with cancer are almost as unwelcome as the illness itself. They may become a symbolic battleground for the degree to which the cancer encroaches on life. At first, many cancer patients struggle with an all-or-none view of its emotional effects. The diagnosis is so devastating that the possibility of ever having any pleasure again seems remote at best. Many try to remain strong and in control so as not to be overwhelmed with fear and anxiety. The only way to maintain some homeostasis seems to be to try to put the threat aside and act as though nothing has happened. However, fear, sadness, anxiety, and other disease-related emotions creep in, intruding on awareness in the same way that memories of a traumatic stressor do on crime and accident victims.


The need to retain a strong and composed attitude comes from outside pressures as well. Partners and family members may unintentionally communicate the wish that the patient be strong because otherwise emotion in the patient may elicit similar uncomfortable feelings in family members. When the patient is strong this helps the family members to cope with their own feelings of helplessness and fear. This dynamic tends to reinforce the isolation both patients and their family members feel in dealing with the threat of cancer.


Indeed, the same struggle for emotional control often affects partners, parents, and children. They frequently feel the need to be strong as well so as not to upset their loved one who is ill. For a husband or child to cry would be an admission of how serious the threat is. But it is also an admission of love and concern. Admitting that you are afraid does not mean that the worst will happen. However, to avoid sharing such concerns means that at a crucial time—during disease diagnosis or progression, for example—family members may suffer in silence, each alone with their anxiety, rather than comforting each other together.


Sometimes symptoms of distress are hidden rather than obvious. This can mislead physicians and family to the mistaken belief that everything is fine, that the patient is taking the diagnosis very well. The cancer patient’s reaction to the news can be composed of denial and disbelief. Upon being told that she had breast cancer, one woman went into such a deep state of denial that she “forgot” about it and “remembered” six months later, finally seeking treatment. Although such extensive denial is unusual, other forms of denial are not. A more common form is believing there must be some mistake, that the patient has been confused with someone else. Such initial responses may buffer the individual from the fear that reality imposes temporarily, but they may also interfere with obtaining necessary treatment and support.


Like any traumatic event, the response to a cancer diagnosis can include a variety of dissociative, intrusive, avoidance, and hyperarousal symptoms, often seen in individuals with an acute or posttraumatic stress disorder (American Psychiatric Association, 1994). These include a class of numbing and avoidance symptoms, in which the individual seems to avoid exposing herself or himself to, or reacting to, stimuli that are reminders of the traumatic information. Such apparent underreaction can have two important consequences. First, it can lead family, friends, and health care professionals to underestimate the magnitude of the impact of the illness on the patient. Second, a lack of appropriate emotional response to a stressor can lead to more severe symptomatology. For example, studies of combat stress response and victims of a firestorm have both indicated that numbing, the lack of emotional response to the trauma, is a strong predictor of the development of later post-traumatic stress disorder (PTSD) (Koopman, Classen et al., 1994; McFarlane, 1986; Bremner, Southwick et al., 1992; Marmar, Weiss et al., 1994; Solomon and Mikulincer, 1988; Lindemann, 1944 [94]).


Recent research has documented the intrusion and avoidance symptoms of PTSD among patients with cancer (Butler, Koopman et al., in press; DuHamel, Redd et al., 1996; Krupnick, 1996). Indeed, among some patients with histories of earlier traumatic stressors, diagnosis and treatment of medical illness can initiate a recrudescence of symptoms of PTSD (Baider, Peretz et al., 1992; Spiegel and Kato, 1996; Spiegel and Classen, 1995). Thus, putting the distressing information out of sight does not put it out of mind, and it makes the cancer patient more vulnerable to later intrusive avoidance and hyperarousal symptoms.


The emotional dynamics evoked by the illness can also contaminate the doctor-patient interaction. Consider the implications of a cancer diagnosis from a simple behavioral/classical-conditioning perspective. A patient goes to a physician with what is presented as a minor complaint—a lump, for example, or some bleeding. Suddenly, it is transformed into a life threat through the physician’s tests, touch, and words. The patient is strongly negatively reinforced for bringing up the complaint; if the doctor also rejects the patient’s natural emotional response, the negative reinforcement is doubled. Without even knowing it, the patient will be less inclined in the future to bring further symptoms, no matter how innocent or important, to the physician’s attention. Experience can be a grim teacher: If the “punishment” is not worked through, the sense of threat can become an obstacle to future collaboration with physicians and others on the health care team. Addressing emotional concerns early and often is a good way preempt damage to the doctor-patient relationship.






A CHANGED SELF-IMAGE


The diagnosis of cancer along with its treatment has a profound effect on a person’s self-image. Despite doctors’ efforts to buffer the effect of the diagnosis—“Cancer is a word, not a sentence”—it has profound implications. The shock of the diagnosis, the whirlwind of treatment, and the adjustment to a radically altered body as a result of surgery, radiotherapy, chemotherapy, and hormonal treatment leave the patient little opportunity to integrate the changes into his or her conception of self.


Prior to the diagnosis, many patients are in relatively good health. As one breast surgeon put it, being told you have cancer is “like being shot by a sniper.” Thus, the new role of cancer patient must be assimilated, together with the loss of a sense of invulnerability. This can present a significant challenge to self-esteem as it typically raises issues of dependency, inadequacy, and frailty.


Cancer and its treatment leave patients with limited energy and compromised physical abilities. For those used to feeling independent and self-sufficient, being in the position of requiring help with what were once minor tasks can be upsetting. For those who are athletic, viewing themselves as physically fit and full of energy no longer matches their present capabilities. An important goal for cancer patients should be to adjust their internalized vision of themselves so that it more accurately mirrors their actual abilities. Part of the distress is the gap between expectation and reality.


While some changes, such as the experience of constant fatigue, are temporary, the drive to feel “normal” and act as though nothing serious has happened can push cancer patients to expect more of themselves than is realistic, or to be unduly self-critical if they cannot carry on a normal life on top of medical illness and treatment. Changes such as losing hair during chemotherapy or having a mastectomy can leave the patient with the sense of her body as unfamiliar, damaged, and even menacing; in the breast cancer patient, they can have a powerful effect on a woman’s sense of her own femininity and attractiveness. Accepting her new body and integrating it into a healthy and positive self-image are important.


Identifying and grieving for what has been irrevocably altered or lost is a necessary part of coming to terms with the change wrought by cancer. These losses need to be grieved for, in part by working through how they have altered the cancer patients’ sense of themselves (Spiegel, 1979). They must grieve for the life they once had, recognizing that things can never be quite the same. However, as priorities are readjusted, patients can find that life also becomes better in many ways.






STRESS AND DISTRESS


Cancer can be understood as, among other things, a series of stressors: the diagnosis, arduous treatments, fear of death, changes in social and physical environment. Each of these stressors alone is taxing enough. For the cancer patient, however, the seemingly endless barrage of stressors affects all aspects of life, beginning with what at first can seem like a death sentence. There is the stress of needing to make urgent and crucial decisions that have the potential to affect one’s very survival. Oftentimes there is disfiguring surgery and then the pain and discomfort of chemotherapy and radiation, and such side effects as hair loss or lymphedema and a fatigue that has never before been experienced. There is the disruption to work and home environment. There may be problems with health insurance. There may be concerns about the effect of the illness on family members and the cancer patient’s simultaneous needs to protect them and depend on their support. Most cancer patients undergo at least transient serious distress; a substantial proportion continue to experience significant anxiety and depression.






THE LITERATURE ON DISTRESS


While several early studies showed good long-term adjustment of breast cancer patients (Craig and Abeloff, 1974; Schottenfeld and Robbins, 1970), others demonstrated that 20 to 30 percent of patients suffer severe distress for two years or more postsurgery (Ganz, Lee et al., 1992; Browne et al., 1990). For example, as many as 80 percent of breast cancer patients report significant distress during initial treatment (Hughes, 1982). Even years later, 10 percent continue to have severe maladjustment (Omne-Ponten, Holmberg et al., 1992). Surprisingly, in breast cancer patients, breast-sparing surgery does not reduce the rate of emotional disturbance (Fallowfield, Baum et al., 1987; Levy, Herberman et al., 1989; Omne-Ponten, Holmberg et al., 1994). Elevated rates of mood disturbance have been observed throughout the course of the disease, from the time of undiagnosed breast lumps (Greer and Morris, 1975; Morris and Greer, 1982; Hughes, Royle et al., 1986) to recurrence (Hughes, Royle et al., 1986; Holland and Holland, 1989). Particular points of stress include recency of diagnosis and more advanced disease (Vinokur, Threatt et al., 1989).






THE LITERATURE ON PSYCHIATRIC DISORDERS


As many as 50 percent of cancer patients experience distress severe enough to warrant a psychiatric diagnosis, most commonly of depression and anxiety (Morris, Greer et al., 1977). The rate of depression is up to four times higher among oncology patients than in the general population (Mermelstein and Lesko, 1992). Furthermore, some 10 percent of patients suffer severe maladjustment to diagnosis and treatment and remain symptomatic six years later (Omne-Ponten, Holmberg et al., 1994).


In a study of 215 randomly selected oncology inpatients from three cancer centers, Derogatis and colleagues (Derogatis, Morrow et al., 1983) assessed the prevalence of psychiatric disorders. Of these patients, 47 percent were assessed to have psychiatric disorders; of those, 6 percent had major affective disorders and the remainder had adjustment disorders with depressed mood or mixed emotional features. Almost 90 percent of these psychiatric disorders were judged to be manifestations of or reactions to the disease or its treatment.


In another large study, breast cancer patients at one-year follow-up were compared with women who had undergone cholecystectomy, a breast biopsy with benign outcome, and healthy women (Study, 1987). Significantly higher somatic distress, self-denigration, psychosocial impairment, and physical complaints in the breast cancer patients were found, although the rate of psychiatric illness was not higher in those women who had good prior mental health. In a community study of 274 breast cancer patients, Vinokur and colleagues (Vinokur, Threatt et al., 1990) found that mental health problems including anxiety, depression, and somatic preoccupation persisted throughout the year after diagnosis. Interestingly, appraisal of threat was found to be a stronger predictor of mental health than initial stage of disease. The authors concluded that better education of patients might have the potential to reduce long-term distress.






THE LITERATURE ON DEPRESSION


Factors associated with increased levels of depression include degree of physical disability, presence of pain, and severity of illness. As disease progresses, the percentage of patients who are clinically depressed increases. For example, among the chronically medically ill, the rate of major depression is twice as high as the population base rate of 3 to 4 percent among medical outpatients, and reaches 12 percent among medical inpatients (Katon and Sullivan, 1990). Twenty percent of terminally ill patients are depressed, and the number rises to 60 percent among those requesting physician-assisted suicide (Chochinov, Wilson et al., 1995).


In random samples of hospitalized cancer patients, rates of depressive states have been found between 16 percent and 50 percent (Derogatis, Morrow et al., 1983; Greer, 1991; Lansky, List et al., 1985; Massie and Holland, 1987). In general, the more narrowly the term depression is defined, the less depression is reported. Mermelstein and colleagues (Mermelstein and Lesko, 1992) found that the rate of depression in their sample of cancer patients was as high as four times that of the general population.






THE LITERATURE ON ANXIETY


The rate of clinically significant anxiety disorders among cancer patients has been found to be as high as 14 percent (Maraste, Brandt et al., 1992). The most common specific problems are anxiety about recurrence (Koocher and O’Malley, 1981; Mahon, Cella et al., 1990; Quigley, 1989; Rieker, Edbril et al., 1985), sexual problems (Fallowfield and Hall, 1991; Maguire, Lee et al., 1978; Morris, Greer et al., 1977), death anxiety (Spiegel and Glafkides, 1983), and work-related difficulties (Fobair, Hoppe et al., 1986; Tross and Holland, 1990). The treatment itself also triggers recurrent anxiety, which may exacerbate conditioned anticipatory nausea (Cella, Pratt et al., 1986) and reduce adherence to medical treatment (Itano, Tanabe et al., 1983a, 1983b).






OBSTACLES TO EFFECTIVE
DIAGNOSIS AND TREATMENT


Why are emotional problems often overlooked and undertreated? There is an important problem in assessing psychiatric disturbance among the medically ill: Many of the symptoms of depression or anxiety appear to be byproducts of the illness. Hopelessness can be considered a reaction to bad medical prognosis, fatigue to a side effect of radiotherapy, loss of appetite to chemotherapy, anhedonia to altered life circumstances. Thus, both the neurovegetative signs (weight loss, sleep disturbance) and emotional/cognitive signs of depression are often attributed to the medical illness itself (Craig, Comstock et al., 1974).


To some extent, complications of medical treatment do produce those symptoms. But they do not mitigate the presence of diagnosable and treatable mental disorders. While in theory such problems could lead to an excess of psychiatric diagnosis, in practice they more often allow physicians and others to discount real depressive and anxiety symptoms, thereby losing opportunities for effective treatment. In fact, depression in patients with cancer has been underdiagnosed and undertreated in part because of the belief that depression is a normal and universal reaction to serious disease (Rodin and Voshart, 1986). The use of testing for biological markers of depression is a promising means of detecting and more effectively treating depression among cancer patients (McDaniel, Musselman et al., 1995).






EFFECTS OF EMOTIONAL DISTURBANCE
ON MEDICAL TREATMENT


Cognitive deficits such as pseudodementia and impaired concentration are, like hopelessness and diminished energy, common in depression, and together they reduce adherence to treatment regimens. Efficacious treatments for disease-related anxiety and depression should reduce not only their prevalence and severity but also the symptoms that impair patients’ ability to comprehend and adhere to effective oncological treatment.


Such patients, called distressed high utilizers, may place substantially extra demands on treating physicians, despite (or because of) their suboptimal use of medical information (Von Korff, Ormel et al., 1992). Poor adjustment to illness can increase the cost of medical care as much as 75 percent (Browne et al., 1990). Developing programmatic interventions to provide psychosocial support with appropriate psychotherapeutic and psychopharmacologic treatment would make the delivery of medical care more efficient while reducing patient discomfort and improving coping ability.






SOCIAL ISOLATION




Francine was attending an elegant garden party at the home of a friend in Atherton, California. She had been diagnosed with breast cancer some years earlier and had suffered a recurrence. Despite a course of chemotherapy and radiation therapy, she had felt well enough to attend the large gathering. In the middle of an otherwise pleasant afternoon, she looked down and noticed that her hostess had handed her a drink in a plastic cup, while everyone else was drinking out of a glass. Apparently, her hostess had been afraid of catching breast cancer were she to drink out of the same glass. Suddenly, Francine felt very much alone, like a source of fear and contamination rather than a friend.





A complaint often heard from cancer patients is that they feel isolated. They often feel they have moved from the mainstream into a world teeming with confusion and uncertainty. There is a sudden sense of being separated from the people to whom they were closest, of being catapulted from a relatively normal and healthy environment shared comfortably with loved ones into a world of disease and an uncertain future.


Many patients feel that few understand the crisis they are experiencing, that suddenly a chasm has opened between them and everyone who has the privilege of immersing themselves in the mundane. Everyday concerns are suddenly trivial. It seems a luxury to be able to worry about such things. Relating to other people can be difficult because their experience seems so different; indeed it is so different. And other people, in turn, seem to treat the person with cancer differently


The isolation is bidirectional. Both cancer and death are on everyone’s mind, but no one discusses them for fear of inducing an emotional reaction, of causing pain instead of uncovering and helping with it. Even well-meaning family and friends do not know what to say. Moreover, the occurrence of cancer in another necessarily arouses unpleasant emotions in the “unaffected” individual. Many friends feel an uneasy sense of victory over the person who is ill; inwardly relieved that the shoe has dropped elsewhere, and they also feel guilty.


Thus after a diagnosis of cancer, most relationships change. They either get better—more intense and caring—or they get worse, but they rarely stay the same. Old rituals suddenly seem hollow and meaningless; maintaining a semblance of normalcy when everything is different does not work well at all. Adjusting to the new realities is often a difficult and emotionally taxing process for family and friends.






SOCIAL SUPPORT


Serious medical illness is a test of any support network. Initially there is considerable stress over the problem of whom to tell; clearly, more intimate family and friends learn first about serious illness. The information is shared to cultivate instrumental and emotional support because it is crucial to those suddenly afflicted to feel cared about—to know that others are worried about them and stand ready to help.


Studies of sources of social support for cancer patients indicate that most women confide in women friends or relatives and in partners (Faller, Schilling et al., 1995) and rarely seek out mental health care settings for disclosure of their concerns. Interestingly, most women report feeling understood best by women friends rather than by partners. Their greater comfort in expressing their concerns to women may be related to body image changes following the removal of a breast, or may reflect findings that women are superior sources of emotion-focused social support.


Men suffer surprisingly similar problems in relation to cancer and social support. However, the barriers to direct expression of distress among men are even higher than those found among women. In a study of 327 prostate cancer patients, da Silva (1993) found that their sense of overall well-being was most affected by a reduced social life, impaired sexual potency, and fatigue. The interaction between sexual and social life on the one hand and distress on the other is clear (Borghede and Sullivan, 1996; DeAntoni and Crawford, 1994). While some have wondered whether men would respond to group interventions as well as women do, there is growing evidence that they need, will accept, and can benefit from group support (Sharp, Blum et al., 1993).


The type of social support available to cancer patients varies with the stage of the disease’s progress (Dakof and Taylor, 1990). Early in the course of the disease, the need may be greatest for informational support, which is often not available in the cancer patient’s social network. As they go through medical treatment, cancer patients may turn to family and friends for instrumental support to get to doctors’ appointments, look after children, and manage the household while also requiring emotional support.


Despite the apparent support available to cancer patients through formal and informal means, the demands of the illness and treatment regimen often decrease opportunities for broad support networks (Bloom and Spiegel, 1984). Cancer-related pain, for example, leads to decreased physical and social activity. Although patients often report feeling supported by friends and family, 85 percent of cancer patients in one sample reported less self-initiated contact with friends and 65 percent reported that they isolated themselves due to the intensity of their pain (Strang and Qvarner, 1990). Such impediments to family communication are of particular concern since research suggests that social support can have protective effects on physical health (Berkman, Leo-Summers et al., 1992).


The kinds of psychiatric problems already noted, including depression and anxiety, may impair the amount of support obtained from families, which can, in turn, deepen these symptoms (Bloom, 1982). Several studies have shown the adverse impact of patient depression on family communication (Lewis and Hammond, 1992). For families in which a patient remains depressed, the marital relationship and family functioning suffer (Lewis and Hammond, 1992). In some cases, even increased family communication does not help the patient: For some cancer patients, increased communication with supportive others regarding the cancer was actually related to lower self-esteem (Faller, Schilling et al., 1995). While this is not a causal relationship (i.e., communication cannot be said to have caused lowered self-esteem), something may be missing in these usually supportive relationships.


However, a second study showed that sensitizing the supportive others to the emotional and physical needs of the cancer patient eliminated the relationship between better communication and poorer self-esteem in the patient. This raises three points. First, not all social relationships are supportive, nor are all supportive relationships consistent in the level of support they provide to the medically ill. Second, family and other relationships may change after a member is diagnosed with cancer. Many patients report feeling isolated within previously close relationships due to the new existential issues and needs facing them. Third, interventions within the family and other support systems can produce larger positive effects on the quality of support received. In other words, it may not be enough for someone who is ill to communicate their needs and problems. It is equally important that the family be helped to understand those problems and to figure out ways of addressing them.


The disease may force changes in the availability of social networks (Wortman and Dunkel-Schetter, 1979). Friends and family are often upset, ambivalent, frightened, and confused by the intrusion of cancer. Not uncommonly, they may avoid the issue of cancer or even withdraw from the patient altogether (Wortman and Dunkel-Schetter, 1979). Especially in these circumstances, more stable relationships (e.g., spouses and physicians) are usually resistant to the destabilizing effects of the illness, whereas other support sources—such as more distant relatives, friends, and acquaintances—may more easily slip away (Dakof and Taylor, 1990). This makes the disruption of long-term relationships with physicians under managed care, HMOs, and other forms of business reorganization of medicine all the more damaging (Richmond, Berman et al., 1996; Pelletier, Marie et al., 1997; Spiegel, Stroud et al., 1998). The rule with medical illness is that good relationships improve whereas bad or superficial ones often get worse. Losing contact with a trusted physician at a time of major illness seriously undermines support at a time when it is needed most.


Although social support for the medically ill is important to their quality of life, it may recede or not accommodate to the changes dictated by serious illness. Many people with cancer and other life-threatening illnesses feel alone in a crowd. Even those fortunate enough to be surrounded by loved ones may not get the help they need. Group support entails a means of both providing additional social support and modeling better means of obtaining good support from other existing social networks.






CONCLUSION


Cancer stirs a whirlpool of emotional and social problems. It stimulates emotional dysregulation and triggers a variety of efforts to manage strong feelings, some of which only perpetuate such feelings and hamper coping abilities. It intensifies the need for emotional, instrumental, and informational support at a time when support networks may be changing, as family and friends struggle to come to terms with the meaning of the illness.


The realities of the illness and its treatment are only one part of the life of someone with cancer or another life-threatening illness. Patients are challenged to manage their emotional reaction to this new state of disease, reorganize their life priorities, get through treatment, redefine their social support network, help their loved ones deal with their illness, and obtain new kinds of social support given their new needs. These problems cannot be handled with a simple prescription, and form the basis of a rationale for group intervention.














CHAPTER 2

Goals and Effects of Group Support


The use of support groups in the facilitation of coping with physical illness is relatively new. In the past, the emphasis has been on improving the doctor-patient relationship and providing individual counseling and psychotherapy for patients with the most serious emotional problems. Patients in need of help in adjusting to their illnesses sought consultation from their physicians, or received individual assistance from nurses, social workers, clergy, psychologists, or psychiatrists; much valuable support has been provided in this manner. Emphasis, however, continued to be on occasional individual consultation, privacy, and confidentiality. Supportive and psychotherapeutic interventions were the exception, not the rule. Furthermore, whatever contact one cancer patient had with another was incidental: in waiting rooms, shared hospital rooms, or through having a friend or family member with a similar illness.


There is no doubt that for some cancer patients individual counseling or psychotherapy remains the preferred avenue of assistance out of a desire for privacy, because of unusual or extreme problems, or because of the severity of psychiatric symptoms. Many others, however, are finding strength in numbers. They discover that they can use their experience with cancer to give as well as receive support. They find it invigorating to care about others in a similar situation, and to feel cared about in turn. They learn that their particular fears, discomforts, and experiences of rejection are common to the life of the cancer patient, thereby “normalizing” their reactions. They choose from an array of alternative coping strategies presented to them, and they construct a new network of social support. While some of these benefits may come naturally in the social environment, or in individual counseling or psychotherapy, they are the stock in trade of support groups, which is one likely reason that they are proliferating at a rapid rate.


Before cancer patients can begin to integrate their changed sense of who they are as people and of themselves physically, they must get over the initial shock and horror at what has unfolded for them. For women with breast cancer, sharing these experiences and hearing the stories of other women with breast cancer can help to put their own experience into perspective. Thoughts and feelings that had originally seemed aberrant become normalized and easier to accept (Spiegel, 1979). In the context of a group, the breast cancer patient discovers that her response is not exceptional but a normal reaction to an abnormal situation. The normalization of women’s experiences makes it easier for each woman to consider how cancer has changed her. In listening to others, witnessing their tears, and sharing laughter at the absurdity of some of life’s situations, she becomes more aware of the universal nature of her experience. Furthermore, the opportunity to share her ordeal enables her to work toward integrating these new aspects of her life into a stable and coherent self and body image.






GOALS OF SUPPORTIVE-EXPRESSIVE PSYCHOTHERAPY GROUPS






BUILDING BONDS


We are fundamentally social creatures, more like ants than eagles. From the moment of birth our survival is contingent upon our ability to engage others in caring for us. Our relative lack of size and strength in the animal kingdom is offset by our social skills—our ability to plan, remember, organize, and communicate. Our species has survived because of its ability to form social networks that provide for mutual support. Social support is an important mediating factor in dealing with stressful life events (Moos and Schaefer, 1987; Folkman and Lazarus, 1980; Wortman and Dunkel-Schetter, 1987; Dunkel-Schetter, Feinstein et al., 1992; Bloom and Spiegel, 1984).


Social networks provide a reservoir of instrumental assistance, relieving someone in the middle of a crisis of the need to carry out routine activities of daily living, or new activities required by an illness. They also supply a menu of alternative coping strategies, and more important, they offer role reinforcement for those immersed in an unwelcome situation: It is especially important to feel like a good mother or friend after being told you have cancer. Preserving domains of competence and self-esteem is critical during times when patients feel as though the rug has been pulled out from under them. Having cancer potentially threatens the ability to perform many roles. With each area of competence lost, the disease seems more pervasive and serious.


Conversely, the ability to help and be helped by others places boundaries on the ravages of disease. Thus, joining a support group can go a long way toward reducing the feelings of isolation, the sense of having been cut out of the herd, that often beset cancer patients (Spiegel, Bloom et al., 1981). The fact that all group members are facing the same disease becomes a powerful bonding force. Psychotherapy, especially in groups, provides a new social network composed of individuals facing similar problems (Yalom, 1995; Spiegel, 1994b). Just at a time when illness makes a person feel removed from the flow of life, psychotherapeutic support provides a new and important social connection.


There is strong evidence that social contact not only has positive emotional effects, but that it reduces overall mortality risk (House, Landis et al., 1988) as well as that from cancer (Reynolds and Kaplan, 1990). Indeed, social isolation has been shown to be as strongly related to age-adjusted mortality as are serum cholesterol levels or smoking. Being married predicts a better medical outcome with cancer (Goodwin, Hunt et al., 1987). Thus, constructing new social networks for cancer patients via support groups and other means is doubly important; it comes at a time when their natural social support from family and friends may have eroded and when more support is needed (Mulder, van der Pompe et al., 1992).


Attending a support group often allows members to relate to each other in special ways that counter the social isolation often experienced after a cancer diagnosis (Tracy and Gussow, 1976; Toseland and Hacker, 1982). Being part of a group can afford cancer patients a sense of community necessary for successful coping and provide opportunities to learn from each other. In a review of the social comparison literature, Taylor and Lobel (1989) observe that cancer patients seek interactions with other patients who have either overcome their illness or are adjusting well. This provides them with information about how to cope, examples which demonstrate that it can be done well, and a sense of belonging, a positive identity by affiliation with those who have an attribute that makes them feel excluded elsewhere.


Another social benefit of group support can be conceptualized as the helper-therapy principle (Riessman, 1965). Having cancer would seem to be a meaningless tragedy—no good would likely come from it. However, when a cancer patient has learned something about how to manage the disease and because of this can help someone else, then something genuinely good has emerged from a bad situation. The tragedy of having cancer is converted into an asset that enables one person to provide concrete help to another. Similarly, the patient develops a sense of competence in dealing with the illness to the extent that he or she can be of genuine help to others in a support group. Cancer patients find other patients to be most helpful when they model successful coping and surviving (Taylor and Dakof, 1988). Many newly recurrent cancer patients have reported that “it was helpful to discuss their concerns objectively with someone outside of their family” (Mahon, Cella et al., 1990, p. 51). Group therapy increases the likelihood of constructive compassion with other cancer patients (Yalom 1995). Therapy comes in the giving as well as the receiving. Thus, it may not come as a surprise that cancer patients also seek others who are adjusting poorly.




In one of our groups that had been running for six years, a new member had recently joined. She was quite ill because of rapidly advancing disease and a bone marrow transplant. Group members discussed how vigorous and effective it made them feel as a group to be able to mobilize themselves to support her. Marion, a member who only came to the group once a month because of the three-hour drive to get there, added, “In some ways I barely know you. Our lives have just brushed by one another. Yet I consider you a real friend, and was so glad to be able to visit you in the hospital. It means a great deal to me to be able to see you through this.” At a time when you would think a cancer patient has enough to do to keep existing family and friendship networks together, these cancer patients went out of their way to include new members and continue their group.





Being with others who have the same illness and who share similar experiences mitigates the anxiety of facing the illness alone and normalizes disease-related feelings and experiences. The type of isolation to which breast cancer patients are subjected is often experienced as a harbinger of death (Spiegel, 1990)—complete aloneness and separation from family and friends. Joining a support group can be an effective antidote to feelings of isolation (Yalom and Greaves, 1977; Spiegel and Yalom, 1978; Spiegel, Bloom et al., 1981). A support group has the beneficial effect of moderating the sense of isolation by providing a new social network. The group becomes a powerful medium for restoring the patient’s homeostasis in that the very experience that seems to separate her from the rest of the world is what bonds her with the group (Spiegel, 1990). Often group members find that little needs to be said in order to communicate what is going on for them. When times are difficult, each woman knows that the group will be there to support and understand her; and when the group ends, these friendships frequently continue. By virtue of being in the group, these women feel less alone and construct an important new network of social support.




Marie was only thirty-seven when she was diagnosed with inflammatory breast cancer, an especially aggressive tumor. She was an energetic, dramatic, and active woman, a beloved dance instructor, wife, and mother. She was jolted by the news and joined a support group soon after the diagnosis. This was, in fact, before her mastectomy, since, with inflammatory carcinoma, it is customary to give chemotherapy in hopes of shrinking the tumor prior to removing it. Thus, she had been in the group for about six weeks before the operation. One of the women from the group came to the hospital to be with her on the day of the surgery. When Marie returned some weeks later, she commented: “You know, your visit meant more to me than anyone else’s that day, because you knew exactly what I was going through.“





This observation of Marie’s would seem quite surprising. That a relative stranger’s visit should mean more than that of her husband, daughters, and close friends seems counterintuitive. Yet, at such moments, a certain kind of understanding can come from someone in the same boat that is different from the support provided by loved ones. One is not necessarily better or more important than the other: They are different. The support that develops in such groups is intense, and grows rapidly. Unlike traditional group therapy, in which relationships in the group are a dry run for those in real life (Yalom, 1995), the affiliations formed in such support groups are real, new sources of emotional sustenance.






EXPRESSING EMOTIONS


Psychotherapy groups are a powerful social laboratory, providing a means whereby the here-and-now can be used to try out interpersonal skills, to test how one person comes across to another or how a problem or situation sounds to others. Yalom (1995) describes the key element of intensive psychotherapy groups as working in the “here-and-now,” but from a similar dual perspective: “The here-and-now focus, to be effective, consists of two symbiotic tiers, neither of which has therapeutic power without the other” (p. 129). The first involves paying primary attention to immediate events occurring within the group: “The immediate events in the meeting take precedence over events both in the current outside life and in the distant past of the members” (1995, p. 129). This may seem paradoxical in a group devoted to helping people with the effects of serious illness: real-life events. Certainly the common basis for involvement is the occurrence of similar real-life problems. Yet it is the impact of these problems on the life of the group that is the key focus: The we of the group takes precedence over the I of each member. Disappointments and losses become group problems rather than a series of individual problems. They are thus managed collectively rather than individually. Furthermore, Yalom emphasizes that “illumination of process” (1995) is the other key element of this kind of group work: observation as well as participation. To be effective, good psychotherapy groups must not merely be present; they must simultaneously be reflective. The most intense aspect of this group modeling is the expression of emotion.


Support and expression of feeling reinforce each other. Providing an atmosphere in which the expression of all emotion is encouraged is a critical task of therapists. Their job is to follow the affect, more so than tracking the content or completing stories. This conveys to patients that the group is a place where their distress can be expressed and addressed.




Andrea knew that her breast cancer was advancing. She had liver involvement and could feel herself becoming sicker week by week. She began talking about assisted suicide in her group: “I’m just a burden to my family now—they’d be better off without me,” she told the group. We knew a good deal about her family, and could easily have taken the path of speculating about how they felt about her and her thoughts of ending her life. But we took a different tack. The leader said, “I think Andrea is posing a question to us, and I would like us to answer it for her. Would we be better off if she were not here? Is she a burden to us?” “It means so much to me to see you every week” said Debra. “I have learned so much from you—from watching you change. You are so different now—so much more direct. I want you here.” Others chimed in with similar sentiments. Andrea could hear and feel her importance to the group, with the obvious analogy to her family’s feelings. She died peacefully without artificial assistance several months later.





Thus, groups have a special tool at their disposal: the use of the immediate group process as a means of examining real relationships and trying out interaction patterns for other relationships in life. Harry Stack Sullivan (Sullivan, 1953) defined psychotherapy as “participant-observation,” meaning that the relationship (in his case, the therapist-patient relationship in individual psychotherapy) must be real enough that patient and therapist care about each other, but never so intimate that one cannot step back and observe, learning what is going on in the relationship and why. Group psychotherapy contains an even stronger dose of participation—real relationships are built that extend outside the group room—but it works as a therapy because everything is open to examination; patients talk about how they feel about each other and learn a great deal in the process.




A group for women with metastatic breast cancer was painfully discussing its first loss. Donna had died quite suddenly. She and her husband had planned a trip to Hawaii. Instead, she was hospitalized and died several days later. There was a palpable sense of shock. The overt discussion involved the sense of unfinished business—no one had a chance to say good-bye, or to prepare emotionally for the loss. It was experienced as a shock to the group. At another level, it stimulated death anxiety in everyone. Members had been living with an unwritten rule: There would be warning. One would know and have time to plan when the end was in sight. But this death violated that unspoken rule, and made everyone doubly anxious. The discussion of loss was parsed into components: Not only had Donna died, she had died suddenly. The group had immediate work to do: grieving. But it also had to make sense of the loss, reflect on its unique as well as its general elements. This led to a recognition in the group that preparation for death was crucial, indeed soothing. Death could be better faced and managed when it did not seem like a sneak attack. The group learned by counterexample what it hoped for in a “good” death.





Thus, the examination of group process in the here-and-now deepened the examination of grief and death anxiety, and led to a means of coping. By directly facing the most painful aspects of the loss, it was possible to emerge from the discussion with a plan for mitigating the potential damage done by death: Greater attention to the process of dying as well as the fact of death could cushion its blow.


Openness and emotional expressiveness are central goals of supportive-expressive group treatment. Indeed, they are the reason for the use of the word expressive. Patients often feel pressure to appear strong and act as though they were more able to cope with their situation than in fact they feel. Yet these attempts to hide their real emotions and display a positive attitude are ineffective and can consume a great deal of emotional energy. Furthermore, many people with cancer unwittingly make a kind of devil’s bargain. In their efforts to suppress “negative” affect, they tend to suppress all emotion, for fear of letting go of the control that suppresses dysphoria. Group members often discover that after they have had a good cry, they can have a good laugh as well.




After a painful discussion regarding the burden of making plans for the burial of their remains, Muriel talked about her recent experience in calling a local cemetery and asking what it would cost her to be buried there. She was doing this to spare her family the painful task of making these arrangements. She was quoted an astronomical price for a burial plot, so she reported having said, “Actually, I represent a group of women who are looking for a place to be buried.” There was a long pause on the phone, and then the woman replied: “Skylawn Park does not offer group discounts.” Everyone in the group had a good laugh over this ultimate attempt at bargaining.





Even a shy or reticent group member can gain a lot from participation. Observing what others gain can teach a great deal—members can benefit by identification. However, Yalom (1995) cautions that prolonged silence usually does not bode well: It is a communication of noninvolvement, an unwillingness to take risks and participate with others, which may affect the group as a whole, and not just the silent member. Nonetheless, in the short run, relatively uninvolved patients may be drawn in to supportive-expressive groups, encouraged to become involved gradually. In many ways this process can be more natural and unhurried than in individual therapy or counseling, where little of use will occur if the patient has little to say.


A major goal of supportive-expressive group therapy is to help group members to express all emotions, whether they are “negative” or “positive.” In this way they should not be hiding or denying any salient aspect of their experience. If negative affect is not allowed expression, a great deal of energy is required to suppress or bypass it. With its free expression, group members experience relief and obtain encouragement as they find that they are able to tolerate it. Indeed, the dysphoria seems less overwhelming: “I am more than my problems and fears,” one patient concluded. As group members find that their emotions are better tolerated by both themselves and their group, they develop the courage to be more open and expressive with their loved ones as well.
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