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In the beginning was Work. The Universe had to be made by someone or something: but by which God or which combination of natural forces we do not yet know. As for the Garden, it was not inevitable that Eve should eat the apple; it could have been Adam, and even the Serpent could not be said to have embarked on his career of villainy before he worked at tempting someone to eat the apple. So Work—r Act—— primary.


—Anonymous, 5th century B.C.

Marx was quite right in emphasizing the primacy of work but—transfixed by his images of human exploitation and engaged in a life/death struggle with Ricardo, Malthus, et al.—tripped into the mud puddle of a non sequitur. Work is primary; may lead to a division of labor in which exploitation reigns; may lead to many alternative divisions of work and many modes of relationship.


—Anonymous, 20th century

But in every case a study of the concrete situation—whether Flaubert, Valery, or the foreign policies of the Gironde—ends up bringing Sartre back to its deap-seated structural context. His research moves from the surface to the depths, and so links up with my own preoccupations. It would link up even better if the hourglass could be turned over both ways—from event to structure, and then from structure and model back to event.


—Fernand Braudel, On History


Introduction to the Transaction Edition

The reprinting of The Social Organization of Medical Work more than a decade after its first publication, and during a time when hospitals are being drastically curtailed, calls for some explanation.

This book is one of a long line of qualitative research studies that greatly enhanced understanding of health care institutions and practices. Those studies are regarded as classics of medical sociology, and they include such well-known works as Howard Becker's and Blanche Geer's Boys in White, Julius Roth's Timetables, Fred Davis' Passage Through Crisis, the monograph by Barney Glaser and Anselm Strauss, Awareness of Dying, the various writings of Eliot Freidson, and the influential concept of "negotiated order" coming out of the Strauss et al.'s Psychiatric Ideologies and Institutions. These monographs–mainly utilizing fieldwork, that is, "ethnographic" methods–coming directly out of Chicago style sociology, brought medical sociology into international prominence. They also underlined the importance of this specialization for providing intellectual stimulation to other sociological specialties. In addition, they, understandably, reflected the growing prominence and concern everywhere in the industrialized nations with matters of health and illness. What is additionally interesting about these and other studies, early and later, is that they helped to form the basis of an increasingly strong rationale for qualitative research in the face of a quantitatively oriented twentieth-century social science.

The Social Organization of Medical Work, which appeared in 1985, was a continuation of this tradition but also focused on some different topics and was an illustration too of a team approach to fieldwork itself. Concerning that third point, Steve Barley has observed to me (Strauss) that the use of a team was and perhaps still is an unusual form of doing an ethnographic study. The team consisted of three sociologists (Barbara Suczek, Carolyn Wiener, and me) and also a sociologically trained nurse researcher (Shizuko Fagerhaugh). The study could not possibly have been done by one field-worker/analyst, considering that the team members studied so many sites, observed and interviewed so many types of physicians, nurses, allied technicians, administrators (and even hospital architects), and studied work done around a great diversity of medical equipment and that used an immense variety of "supplies." This research team met virtually every week for a conference, at which one or another would report some of what they had observed or heard. Just as important, we turned the conferences into analytic sessions, working out patiently and in some detail an evolving theoretical structure. What helped the analytic and presumably the interpersonal process was that the team members had been my students. They were trained in "grounded theory" methodology and procedures, a point I mention because this monograph does not constitute the usual ethnographic study. Rather the team used standard (sociological) ethnographic methods to collect data, but its main intent was to use these data to develop grounded theory about a set of important sociological issues.

Among these were the following. We were above all interested in types of work, for the study of health and illness had always been, for me and my students, primarily a substantive ground for studying "the sociology of work." In this sense it was a continuation of the dual focus, begun in the study of dying in hospitals, on work and the organization in which the work took place. This later book centers around discussions of work in general and of universally found types of work: work with equipment, comfort work, sentimental work, and so on. Another theoretical issue addressed was how the work is carried out over time and space, which resulted in an elaboration of the concept of "trajectory." This is a central category in the book, helping to bring together a vast number and many types of work, tasks, and workers in some measure of coordination—or "articulation," as we called this working together with common if also divergent aims. A third theoretical focus was how a great many professional and technical specialties worked with different types of equipment and supplies—a contribution, we hoped, to the sociological study of technology. Still another concern was how a venerable institution (the hospital) was responding to the amazing proliferation of medical, nursing, and technical specialties in terms of its emergent contemporary social organization–the issue of "social order" spelled out for a major institution. And finally, though seemingly this was more substantive a focus, we were interested in how such an institution organized its work in terms of a predominant medical ideology of a battle against acute disease, against the reality of clients who were, in fact, mostly bedded down with long-term ("chronic") diseases for which pragmatic and often highly technical and successful procedures had been developed but for which a comparable ideology of chronic illness was pretty much lacking. In this sense, we thought of, and wished to document and analyze, an institution somewhat out of step with "reality." There are many more theoretical issues taken up in the extensive last section of the book.

What we did not foresee was the radical change in the American health care "system" in the last decade, including the "downsizing" of hospital staffs, the vastly increased number and severity of regulations governing the operation of hospitals, the disappearance and mergers of hospitals, the enormous growth of competition among them, their changing relationships with HMOs and clinics, and other such drastic changes in this institution. In an unpublished paper we did foresee the radical impact of regarding health care in terms of an industrial model, but could scarcely predict those specifics of the new model.

But thereby hangs a personal tale, specific to this book and its republishing. Twice in my sociological career I have had a hand in publishing books about institutions that were about to change drastically, and "downward"–one was the state mental hospital and the other was the medical hospital. This has meant a radically lessened interest in those institutions, and so in the studies that have described or analyzed them. But the other part of this tale is that sociologists probably read and purchase books largely in terms of substantive rather than theoretical interests. Social Organization of Medical Work surely has enough theoretical subjects, and rather enduring and general ones, to profit anybody who is interested in such theoretical matters. But I read its reception as having been basically a substantive one. It has never been translated into a foreign language; presumably the American hospital is too local a phenomenon to be of much interest even to foreign social scientists. Though the initial publication was extremely well received and its sales were quite good, in time as the institution changed and declined, its sales slacked off drastically enough so that the University of Chicago Press dropped it from its list. (This surely reflects the increasingly straitened circumstances and commercial policies of the hitherto stalwart university presses.) Irving Horowitz and Transaction quickly moved to suggest that the book be republished. We authors are all grateful for that, and for this eminent scholarly press' recognition that the book is more than a description of a rapidly vanishing past or nostalgic reminder of things that were. We are still proud of this book, and think of it, as said earlier, both as continuing a celebrated tradition and as addressing important social science issues, ones with clear implications for an improved health policy, in an age where HMOs, clinics, physicians in their private offices, kin at home, and patients everywhere are increasingly confronted with long-term, usually incurable, illnesses.

Anselm L. Strauss
August 1996


Preface

This book has dual messages. Both pertain to the primacy of work for shaping the divisions of labor which form around it, as well as the experiences and careers of the people who do the work, and for influencing the very structure of the organizations in which work takes place. The first message is meant to reach social scientists who may have no particular interest in the work done on hospital wards but are deeply interested in the topic of work as such and in how it may be studied, analyzed, and theorized about. The second message is addressed to readers who are vitally concerned with caring for hospitalized patients—ho are working on, around, and with sick people.

In the most general sense, that latter message consists of this: the work of physicians, nurses, and associated technicians has been radically and irrevocably altered by today's prevalence of chronic illnesses—the illnesses that bring patients into contemporary hospitals—and by the technologies developed to manage them, But how, in detail, has that work changed and what are some of the experiences of those who do the work of managing those illnesses—including the patients themselves?

We bring a sociological perspective to bear on that question. Our perspective has been shaped by many years of observation in hospitals, these in turn preceding the four-year observational and interview study on which this book is based. The research reported on here was done on many different types of wards, in seven hospitals in the Bay Area of San Francisco, and the interviews done there were supplemented by others done with physicians, nurses, various technicians, architects, bioengineers, innovators of medical technology, who worked elsewhere, that is, not at the sites where the major portion of our research was carried out. Some of our answers to the question posed above about the changed character of medical work will be quite different from those commonly given, or assumed, by health workers themselves. Part of the respective difference is due to our sociological perspective, which trains us to look at the same events and yet see them differently. Part of the difference is doubtless due to the fact that however familiar we are with the work of health professionals, we do not engage in the work ourselves (although one author is a nurse with long professional experience). Nevertheless, we would be surprised and disappointed if those readers who actually do the work did not recognize themselves in our account and generally (if not always specifically) agree with it. One of the crucial tests of sociological research is that those who have been studied recognize themselves in the research report itself; if they do not, this should warn the researchers that they have simply imposed their own views of reality on what they have studied—a fault not uncommon among social scientists, but one that field researchers are less likely to have than those who collect their data through less direct means than using their own eyes and ears and being present when both the mundane and extraordinary events under study are occurring (Schatzman and Strauss 1973).

We are very aware that many of the issues we shall discuss in this book are among "the most heated, debated, and hysterically criticized" aspects of health care1 today—"dehumanized," "overtechnologized," "technically oriented doctors," "hospitals like factories," "fragmentation of care" among them. Our perspective on such issues is to understand how such debate and heat comes about, given the conditions under which health practitioners work today and under which health care is given and received. The assumption behind this seemingly less passionate stance is a standard social science one, namely, that reform without prior understanding can only lead to ineffectual reform, or even to measures that will make matters worse—a not unusual outcome of much reform action. So while we are deeply concerned about these issues, we believe that this book has something to contribute to future health policy considerations.

Turning now to the primary message of this monograph and to our social scientist audience: that message is a complex one. One of its aspects is that work with and on human beings has characteristics notpresent when the material worked on is inanimate. Of course, everyone recognizes that the human material—as in "service work"—reacts to the workers and to the work itself (as "cooperative," "recalcitrant," "denying," etc.). Quite as important, perhaps, in many kinds of work with humans is that the worked-on can participate in the work itself; they are indeed either implicitly or explicitly part of the divisions of labor. (This is so even when the work setting is highly technologized and the work itself profoundly affected by the technology.) The implications of that infrequently recognized phenomenon are most important for the sociology of work. A second point that will be emphasized is that work can profitably be studied in terms of features not yet captured by traditional or current social science classifications and analyses. In this monograph, we shall analyze in considerable detail several different kinds of work, and their relationships, that go to make up the bundle known as medical-nursing care. Among the types of work discussed at length are: machine work, safety work, comfort work, sentimental work, and articulation work. Other types discussed less extensively in the last chapter include error work, body work, information work, and negotiative work. A third approach to work will emphasize the primacy of work over the division of labor itself, over workers' careers, over the organizations where work takes place. We do not mean that the influence is all one way—of course, it is not—but remarkably little writing in the sociology of work begins with work itself (except descriptively, not analytically) but rather focuses on the divisions of labor, on work roles, role relationships, careers, and the like. A concerted analytic examination of work itself ought to provide a needed corrective to more traditional approaches, which, however effective, still leave important issues untouched or unresolved. Our last chapter will address some of those issues directly, but they will not be disregarded elsewhere in the book.

Throughout we have taken pains to spell out linkages between the more detailed (microscopic) aspects of work and the larger structural (macroscopic) conditions, and in chapter 9 we have addressed the issue of their interaction—the issue touched on so vividly by the historian Fernand Braudel in the quotation at the beginning of this book (Braudel 1980). One proviso: the medical scene about which we are writing is located in specifiable place and time, so neither our description nor interpretation is meant to be universal. This is contemporary medicine, about 1946-85, in the United States. Relevant literature and also personal observations made overseas confirm that what we found is more or less true everywhere in the industrialized nations of the world, with local modifications as in the United States itself. In the Asian developing nations, we have seen combinations of western medicine operating in tandem with or embedded in a context of alternative conceptions of health, illness, and medicine. (That phenomenon is not really foreign to Americans, either, but it is less obtrusive, to use the western medicine–oriented practitioner's term.) So in those countries, the substantive detail written about here requires more qualification for varied conditions than in the United States. We have been explicit about that: after all, things were different and will be different again.

For support of the research on which much of this book is based, the authors are greatly indebted to the Health Resources Administration, Bureau of Manpower, United States Public Health Service, Division of Nursing, Grant #NU-00598. We are indebted to the staffs of the following Bay Area hospitals where we did extensive field work: Alta Bates, Herrick, Letterman, Mt. Zion, Presbyterian, Stanford, and University of California, and to St. Bartholomew, London, with special thanks to Helen Collyers.

Our thanks also for their various contributions to this book—for data, ideas, reading of the draft manuscript—go to Diane Beeson, University of California, San Francisco; Robert Broadhead, University of Connecticut, Storrs, Connecticut; Rue Bucher, Department of Sociology, University of Illinois, Chicago; Wolfram Fischer, University of Muenster, West Germany; Berenice Fisher, New York University, New York, New York; Elihu Gerson, Tremont Research Institute, San Francisco, California; Roberta Lessor, School of Nursing, University of California, San Francisco; Evelyn Peterson, School of Nursing, University of South Dakota; Fritz Schuetze, University of Kassel, West Germany; Leigh Star, Department of Social and Behavioral Sciences, University of California, San Francisco, and Tremont Research Institute, San Francisco; Steven Wallace, Department of Social and Behavioral Sciences, University of California, San Francisco; Irma Zuckermann, Department of Social and Behavioral Sciences, University of California, San Francisco. We are especially grateful to Barney Glaser for his valuable consultation on the research and to Rue Bucher for her careful reading, editing, and general commentary on the next to final draft. Finally, our very special thanks go to Sally Maeth for her patient and persistent secretarial assistance and to the Department of Social and Behavioral Sciences, UCSF, which contributed additional secretarial funding after our grant money ran out.


1To quote one of our knowledgeable colleagues, Rue Bucher (personal communication), University of Illinois, Chicago, Illinois.




1 
Chronic Illness, Technology, and the Hospital

To understand properly the work of managing illness today, one needs first to understand a few salient features of the larger context within which the work takes place. Its features include (1) the contemporary prevalence of chronic illness, (2) images of acute care, (3) medical technology and its impact on hospitals, and (4) the hospital as a set of work sites. These will be discussed briefly in this chapter, but their implications for the kinds and organization of medical work will be evident throughout the book.

Prevalence of Chronic Illness

With regard to issues of health and illness, mankind is passing through a new era in its long civilized history. Though hardly as dramatic as the arrival of the atomic bomb or as well noted as the current population explosion, there is unquestionably something startlingly new about the biological condition of a considerable, and increasing, portion of the earth's population: namely, the prevalence now of the chronic rather than acute illnesses. There is a fateful paradox here: although the chronic illnesses are prevalent, and that has been recognized by some observers for two or three decades (Mayo 1956, p. 9), neither the general public nor the health professionals, as we shall see, recognize anything like the full implications of this for training, care, insurance, indeed for the health institutions themselves. We are just beginning to pass into a period when chronic illness per se (rather than specific or categorical chronic diseases) is referred to, thought about, acted upon as a general reality. This seems to be no less true in England, Sweden, and other medically advanced nations than in the United States (Gerson and Strauss 1975, Strauss and Glaser 1975).

Until the late 1930s, in industrialized countries, as in third-world countries today, the prevailing and often terrible afflictions were due to bacteria and parasites—the so-called acute diseases. A dramatic change took place when antibiotics and various improved immunological measures turned out to be so effective against many of the infectious and parasitic diseases. Those diseases still reign in the less fortunate countries, but in the highly industrialized ones (especially the United States, Canada, the Soviet Union, Japan, and in Europe) what people are sick from mostly are the chronic illnesses. They include the cancers, arthritis, and a great host of others that are currently incurable. Men and women have always suffered from these, of course, but they never were the prevalent illnesses. These now constitute the equivalent of plagues and scourges of yesteryear. They are what bring people to the doctor's office, the clinic, and into the hospital: they are what people in developed nations mostly die from.

Among the prominent characteristics of chronic illness (Gerson and Strauss 1975, pp. 2–18) are that they (1) are long term, (2) are uncertain, (3) require proportionately large efforts at palliation, (4) tend to be multiple diseases, (5) are disproportionately intrusive upon the lives of the ill and their families, (6) require a wide variety of ancillary services if they are to be properly cared for, (7) often imply conflicts of interpretation and authority among patients, health workers, and funding agents, (8) mainly require primary care, and (9) are expensive to treat and manage.

The Imagery of Acute Care

In the hospitals—the special focus of this book—the personnel still tend to think of themselves as treating patients who are acutely ill. This can only mean, however, that their clients are suffering from an acute phase of one or another chronic disease. What can be accomplished with these patients is, in common parlance, mainly "checking the progress of the disease," "getting them back on their feet," "slowing up the inevitable," and so on. Most personnel would certainly agree that they were not engaged in cure in the old-fashioned sense of curing pneumonia. Nevertheless, they tend to think of chronic patients as those so incurably ill that they belong in nursing homes or other specialized warehousing institutions. That is why one sociological researcher recently found that hospitalized stroke patients seemed, from the staff's viewpoint, to be out of place (Hoffman 1974).

While the hospital's organization has been radically changed by the incurable, long-term illnesses of its clients, this acute-care mentality, derived from the previous era of the acute illnesses, still profoundly colors the operations of the hospital. Even nursing home care is, aside from its housekeeping functions, modeled along notions of medical care. Indeed, federal regulations emphasize just those aspects of care.

Impact of Medical Technology on Hospitals

The diagnosis and treatment of the chronic illnesses have contributed to the widespread use of a great array of drugs, rapidly increasing numbers and types of machinery (clinical laboratory tests are now thoroughly dependent on machinery), and, of course, various surgical and other procedures. In the United States, as in other industrialized nations, a considerable industry has evolved for manufacturing and supplying drugs, machines, and other elements of these technologies (Fagerhaugh et al. 1980). New occupations are growing up around the servicing and utilization of this machinery (bioengineers, safety engineers, respiratory therapists, physiotherapists, radiology technicians), and many of the medical specialties are centrally dependent on its use. The larger hospitals are speedily becoming machine-dependent, as the various specialty wards press to fulfill their respective technological requirements. (Since our own recent research has been centered especially on medical machinery, we shall emphasize, in this section, its impact especially—although, of course, much of that machinery is utilized in conjunction with drugs.)

Halfway Technology

Before we discuss the impact of the foregoing trends on hospitals and on medical care, it should be noted that despite the growth of this technology—and the obvious success of some of it—a governmental commission has aptly dubbed it as only "halfway technology." The term has been popularized by Lewis Thomas (1974), who notes that this technology constitutes medical intervention applied after the fact, in an attempt to compensate for the incapacitating effects of disease (or to postpone death) whose course one is unable to do much about. This technology is located in varying amounts and kinds in hospitals, clinics, doctors' offices, and increasingly in the homes of the chronically ill. Medical technology has prolonged lives, but it has also made both the professionals and the patients more dependent on technology throughout the course of long chronic illnesses. Patients cycle through the hospital, to the clinic or doctor's office, to their homes, and back again to the hospital during acute episodes—and again to their homes. So, articulating the care given in hospitals, clinics, and homes has become a major problem. The technological explosion and its effect both on the organizational structure of health care and on the work of health professionals, in turn, have affected the kind and quality of patient care—that is, of medical, nursing, and technical work.

Medical Specialization and Technology

A special feature of medical specialization and technological innovation is that the two are simultaneously parallel and interactive, creating an impetus to further technological innovation and specialization. Medical specialization leads to technological innovation: the technological innovation then leads back to production through industry (drug, machine, supplies, etc.). Then, through the utilization of technology, with reports feeding back to industry, technological improvements are made and often with great rapidity. All of this results in increasingly sophisticated medical specialties and their associated work.

In turn, this expansion of specialized departments and services in hospitals requires (1) the expansion of physical facilities, (2) the reallocation of workers and the integration of new skilled personnel into a continuously changing division of labor, and (3) the establishment of complex relationships among a multiplicity of hospital services and departments. Understandably, those developments have had profound impact on hospital organization, including that of even the smaller hospitals, for the rate of technological migration to smaller hospitals and their associated communities is also rapidly rising. That diffusion is furthered by the increased role of industry in medical technology and its perceived need for expanding the market; the spread of trained personnel from large research and training centers who are seeking opportunities to practice their skills; the prestige requirements and the competition of hospitals for attracting patients and physicians; and the demand that services and resources be distributed equitably among all citizens. Thus, the impact of technology on hospital structure and work in smaller hospitals parallels that felt by the personnel in larger institutions, differing only in rate and intensity.

Technology and Its Impact on Chronic Care

Increased technological specialization and complex bureaucratic health structures together have resulted in two additional important developments: first, the fragmentation of chronic care, with increasing possibilities that continuity of care will go awry, accompanied by accusatory cries of dehumanization; second, the incorporation of new workers and roles to remedy the effects of fragmented care and dehumanization.

During patients' hospitalizations, they are frequently moved to and from specialized machine areas where machines are used to do tests, monitor the course of diseases, or provide treatments. Patients are also being moved according to the acuity of disease, from acute to intermediate to rehabilitation wards or back to acute and intermediate wards as their condition changes. In addition, a constant stream of workers comes and goes, performing tasks on patients. The scheduling of work for diagnostic tests and monitoring of illness status, treatments, and general nursing care is complex; there is a high likelihood that schedules will go awry since each machine area and patient care unit has its own schedules and contingencies. For example, in any specialized service or patient care unit there may be a machine breakdown for which staff are unable to command immediate repairs, or a key staff member may be tied up elsewhere, or a higher priority "emergency" may suddenly develop. When multiple services are scheduled for a given patient, there is a high probability that his or her total schedule will go awry—two meals missed in a row, delays in meeting requests. As a consequence, patients become angry, anxious, and discomfited—making for accusations of negligence or of depersonalization. Health professionals are becoming more cognizant of the untoward effects of fragmented care and are working toward remedying the situation by adding liaison nurses and fashioning new roles like that of the "primary nurse" (Mundinger 1973) or "primary doctor" (Andreopolous 1974) and "patient advocates" (Hamil et al. 1976). But given the organizational considerations outlined earlier, remedying the situation is shatteringly difficult.

The Hospital as Multiple Work Sites

A useful way of conceiving of the hospital is as a large number of work sites. A walk around the different floors and sections of any fairly large or complex hospital gives one an astonishingly varied visual experience. Over here is the X-ray department—familiar to us all—with its huge mobile machines, its shielded area where the radiologist or X-ray technician pulls switches while the patient lies or stands immobile under or in front of a machine, having been carefully positioned by the technician, while other patients are lined up in a nearby area, usually in wheelchairs, each waiting to be worked on. Not far away is the cardiologist's terrain, where a single patient is hooked up to a complicated cardiac monitoring machine, operated by another kind of technician: the patient is sitting, standing, or walking on a treadmill machine, the technician is carefully operating the equipment and keeping an eye on the patient; meanwhile, a physician is looking at the unwinding printout, interpreting what the patient's heart is doing during his or her performance. Down in the basement is the central supply department; no patients are in sight, but low-salaried personnel are doing numbers of tasks related to sending supplies up to the clinical wards.

Upstairs, on the main floors of the hospital, are a variety of wards, each visually and often spatially different to the visitor's quick glance. The postoperative recovery room is heavily staffed with highly skilled nurses who carefully, minute by minute, monitor their relatively few and initially unconscious patients, who in turn are hooked up to multiple machines. Nearby is the intensive care unit (ICU) with its relatively few beds, with patients largely nonsentient who are relatively exposed to each other, its battery of machines for monitoring each patient's vital signs, its one-to-one ratio of nurse to patient, its floating population of easily accessible physicians, its auxiliary specialists like respiratory technicians, its frequent patient crises and quick gathering of staff for fast action. In the cancer ward, the work pace is much slower ("we take our cues from the patient"): some patients are dying, others are there for X-ray treatments or chemotherapy and are suffering from varied degrees of physiological and psychological distress—so the nurses are doing much comfort care (medical and psychological) with most patients, while working on their own threatened composure and overinvolvement with the patients.

In short, a hospital consists of variegated workshops—places where different kinds of work are going on, where very different resources (space, skills, ratios of labor force, equipment, drugs, supplies, and the like) are required to carry out that work, where the divisions of labor are amazingly different, though all of this is in the direct or indirect service of managing patients' illnesses.

Decades ago the hospital was much less differentiated. Of course, there has long been a division between surgical and medical sections, though in many hospitals in developing countries there often is little difference to be seen between such sections. The hospital included servicing departments like X ray and pharmacy but had nothing then like the complex array of wards that reflect today's explosion of medical specialization or the immensely varied chronic illnesses found in the contemporary hospital. If one focuses only on the clinical wards, however, it is easy to miss the similar explosion in the number and variety of support and servicing departments like transport, physical therapy, respiratory therapy, nutrition, safety, equipment repair, bioengineering, echotherapy, EK.G, and even a full-scale clinical laboratory for doing the host of diagnostic tests ordered from the various clinical wards. Hospital administration, too, has proliferated into its own specialist sections, though in this book we shall hardly be concerned with them, except as they touch on the hospital's clinical work. In general, the administrators do not enter directly into that work but their policies, decisions, and operations affect the resources available to the various wards, which typically compete vigorously for those finite resources.

A closing reminder: the hospital's many and varied workshops operate directly or indirectly in the service not merely of managing illnesses, but of managing illnesses that are overwhelmingly chronic in nature. The careers, stakes, and satisfactions of the personnel aside, that is what clinical-oriented work in the hospital is all about.


2 
Illness Trajectories

A distinction central to the analysis presented in this book is that drawn between a course of illness and an illness trajectory.1 The first term offers no problems to the reader since everyone has experienced an illness that did not merely appear but developed gradually over time, getting worse and then perhaps clearing up. To the knowledgeable medical, nursing, and technical staffs, each kind of illness has its more or less characteristic phases, with symptoms to match, and often only skilled intervention will reverse, halt, or at least slow down the progress of the disease. Course of illness is, then, both a commonsense and professional term. In contrast, trajectory is a term coined by the authors to refer not only to the physiological unfolding of a patient's disease but to the total organization of work done over that course, plus the impact on those involved with that work and its organization. For different illnesses, the trajectory will involve different medical and nursing actions, different kinds of skills and other resources, a different parceling out of tasks among the workers (including, perhaps, kin and the patient), and involving quite different relationships—instrumental and expressive both—among the workers.

A concept like trajectory is necessary for sociological understanding of illness management. It protects the researchers from being confined by the perspective of the health workers themselves—minimizes the dangers of simply appreciating or criticizing the "natives" as judged essentially from within their own framework. At the same time, this concept is rooted in close observation (seeing, hearing, interviewing) of health workers and so, we hope, does justice to their viewpoints. So much so, that those studied ought to recognize themselves in our account of them and their work, and not disagree with the major thrust of that account—a requisite for our kind of research. But the concept is above all a means for analytically ordering the immense variety of events that occur—at least with contemporary chronic illnesses—as patients, kin, and staffs seek to control and cope with those illnesses. Of course, all work—industrial, commercial, artistic, domestic—involves a sequence of expected tasks, sometimes routinized but sometimes subject to unexpected contingencies. It may be that trajectory fits the organization of those kinds of work also.

But there are two striking features of health work shared only with certain other kinds of work. One consists of the unexpected and often difficult to control contingencies stemming not only from the illness itself, but also from a host of work and organizational sources as well as from biographical and life-style sources pertaining to patients, kin, and staff members themselves. A second and crucial feature of health work is that it is "people work." The product being worked on, over, or through(!) is not inert, unless comatose or temporarily nonsentient. Two things follow: (1) the patient can react and so affect the work; (2) the patient can participate in the work itself, that is, be a worker. The latter point is equivalent to saying that the product is not only worked on or over but also sometimes with. As will be seen, both major features (contingencies and people work) of illness trajectories affect the various specific kinds of trajectories, and differentially so along their various phases. Taken together, both features insure that trajectory work harbors the potential for being complex and often highly problematic.

Further Sources of Problematic Complexity: Chronic Illness and Technology

Two other sources—the prevalence of chronic illness and associated technologies for dealing with it—make for complicated and often highly problematic trajectories. In brief, their combined impact is as follows. Some kinds of technology (like the machinery, drugs, and various procedures used for kidney dialysis patients) are producing new trajectories (Plough 1981). Until the health professionals gain experience with the novel twists and turns of the illness and with it and the regimen's impact on other bodily systems, and with the organization of work to manage all of that, the resulting trajectories can be difficult indeed, as the history of dialysis treatment has shown. At the other end of the age scale: babies saved in the sophisticated ICNs may develop disabilities and systemic illnesses—some not known until somewhat later—that are not necessarily curable and their extent is still not at all known (see chap. 9, and Wiener et al. 1979).

Improved technology has also produced a lengthening of trajectories. By this we mean that although the technology (for example, open heart surgery) keeps ill persons alive, and may even improve them symptomatically, they then face uncertain futures regarding both the physiological consequences of the surgery, drugs, etc.—including drastic impact on other bodily systems—and in the organization of work to manage regimens and attendant life-styles. Even without the creation of such related physiological disturbances, the lengthening of the trajectory poses new medical, organizational, and biographical problems: for example, the diabetics who, now living longer, encounter end-of-the-trajectory complications that neither they nor often their physicians dreamed of.

Since many patients suffer from multiple chronic illnesses (whether related systemically or not), their respective regimens need to be balanced carefully or else there are physiological aftermaths that result in unexpected and sometimes uncontrollable kinds of physiological, and so work-related trajectory, developments. (We offer a case a few pages below, which serves as a poignant illustration.) Sometimes the balancing is hampered by lack of knowledge of, say, the side effects of new drugs or even older ones used with a given patient; or by the staff's own focus on a primary trajectory to the virtual exclusion of others regarded as secondary; also of their lack of knowledge that the patient has other illnesses.

Advances in halfway technology utilized in the service of managing difficult chronic illnesses result in unexpected contingencies during the acute illness period—as when experimental or relatively new drugs, or familiar ones used with specific patients, produce unexpected physiological occurrences that amount essentially to new phases in the illness and its attendant work. Surgical nurses have remarked to us about avant-garde surgery that in postsurgical phases it is difficult even to assess "what is going on" and to what degree the surgery has been successful. Because "everything is so new," they literally do not quite know what to expect or how to evaluate it. Complicating much trajectory work, also, within the hospital especially is that new microphases and the lengthening of trajectories bring in the services of multiple departments, involving the work of their respective technicians and specialists, some of whom are struggling with new phenomena.

The hospital staffs increasingly recognize that patients need to be taught requisite skills for handling drugs and equipment and for doing various therapeutic procedures when at home. So something else is being added to the trajectories, in the last days or hours before the patient leaves the hospital. In the days or weeks afterward, the patient may be visited and worked on by visiting nurses, social workers, respiratory therapists, and other kinds of health professionals.

It is easy to see that the complexities of trajectory work are added to by the host of new specialists (medical, nursing, and technical) who are working on the patient's illness and having to relate to each other and to each other's work. These health workers are in various degrees experienced or inexperienced. Worse yet, since many specialties are quite new, their practitioners are essentially finding their way in their work on the patient's illness.

In a very real sense, contemporary medical efforts not only are producing new chronic illnesses and phases of illness—and the associated trajectory work—but are also producing new kinds of chronically ill people. They are predominantly older persons, of course, but also include the ICN "graduates"—sometimes referred to by staff as "damaged goods"—and, in fact, people of all ages. Naturally, the interplay of life cycle and life-styles with the purely physiological conditions is immensely varied; said another way, so are the trajectories.

Trajectories, Routine and Problematic: Case Illustrations

Despite all the conditions that further the problematic character of trajectories, of course, many are relatively routine. Certain illnesses and their possible developments are well known, as are the impact of therapy and the resources and organization needed to control those illnesses. In the pages below and in later chapters, we shall be discussing trajectories that run the full range from quite routine to highly problematic—totally out of control or partly out of control. It should be useful for readers who are little acquainted with hospital work if first they are provided with some images of trajectory work through the presentation of two case illustrations drawn from our research. The commentary on these cases will be minimal, just enough to highlight a few features of trajectories and trajectory work that will be addressed in later pages.

1. We begin with a case that illustrates such phenomena as: (a) multiple trajectories, (b) emergency (acute) hospital care, (c) initial steps in diagnosing or mapping of a major trajectory (heart failure), (d) the complexity of the division of labor, including that among trajectory managers as well as among various technical specialists from different departments, and (e) the several kinds of work involved in trajectory management.

The patient, Mr. Einshtein, was hospitalized for possible congestive heart failure. He had had a myocardial infarction eight years previously when he was 57 years old, but had since lived quite a normal life except for self-administered medication to control angina. Einshtein had recently experienced much more angina but attributed it to the action of cold weather, which had always affected him somewhat, for he had been on an extended visit to Australia during its winter season. His chronic bronchitis was also "acting up," for he was coughing up much more phlegm daily than usual. (Before hospitalization he did not realize that his increased coughing was intimately tied with a malfunctioning heart.) Ten days before hospitalization, he had a checkup by his internist who discovered, through a routine blood test, that he had mild anemia. A barium X ray was then ordered to check for possible blood loss in the colon. The internist awaited this report before moving to his next diagnostic tactic of taking a bone biopsy. Meanwhile, the internist knew that the patient had appointments the following week with both his cardiologist and his respiratory specialist. Besides the anemia, a possible cardiac flare-up, and difficulty with his lungs, Einshtein had, some months before, developed such severe neck pains that he now could only sleep sitting up, despite being put on home traction by an orthopedist.

The cardiologist and the respiratory specialist, seen on successive days, both suspected congestive heart failure (a heart "gallop" and considerable edema had now appeared) and so hospitalized him speedily. For three or four days he was given intense, virtually emergency care. A host of laboratory tests were ordered—Einshtein giving freely of blood, urine, and so on—EKGs were taken at the bedside, he was sent to be X-rayed and then for an echocardiogram procedure. Cardiologist and respiratory physician worked closely together, each in his own province, but essentially the lungs took immediate precedence. So the lung problem was attacked by giving antibiotics and by utilizing the services of physiotherapists and physical rehabilitation technicians who trooped in and out of Einshtein's room, giving mist and bronchosil treatments and pounding Einshtein's rib cage area in an effort to loosen his phlegm and clear his lungs of it. All those respiratory treatments went on undiminished—and ultimately had a successful outcome—during the two weeks of his hospitalization. After the first days of emergency treatment the respiratory physician moved into the background—the cardiologist moving into the foreground—evincing this by manner and less frequent face-to-face monitoring of the patient.

Einshtein's cardiologist was actually new to this case, had indeed never seen him until just before the hospitalization, Einshtein having switched from another cardiologist. One reason for Einshtein's choice of this cardiologist, recommended by the internist, was that he reasoned that all of his physicians (internist, cardiologist, respiratory specialists) could work together, for they were associated with the same hospital and knew one another. During the first days of hospitalization, the cardiologist awaited the results of various tests including the echogram both to verify the suspected congestive heart failure and to locate which section of the heart was most affected and with what degree of damage. He attacked the edema with a diuretic, but within three or four days changed to a second diuretic when it became clear that Einshtein's body had overreacted to the first one. Meanwhile the nurses were making frequent checks of the patient's blood pressure, which was quite low and unstable, while keeping careful watch over his urine output. When the diagnosis of congestive heart failure became clear, then the cardiologist moved to the forefront in the patient's management. He informed Einshtein of the diagnosis agreed on by all three physicians involved in the case; he put him on isodil every three hours to prevent angina and explained that a couple of days later he was going to treat the heart failure with the drug apresoline, which, by affecting the vascular system, would allow the heart to function more strongly because of the lessened resistance. He explained that if this worked, then the dosage of apresoline eventually would be increased. Patient and physician discussed the impossibility of predicting accurately "how far back" the patient would come: a wait-and-see attitude was necessary, and indeed it would be many months before the outcome would be known. The cardiologist also explained the necessity of cutting down on sodium to lessen edema and had a representative of the dietary department visit with the patient and explain the low-sodium diet.

Meanwhile, for his neck pains the patient was doing some trajectory management himself, as well as making some operational decisions, which affected at least temporarily the cardiac and lung trajectories. He requested pain medication so that he could sleep at night and was allowed it. He asked for a large chair and several pillows, and each night surprised each new night nurse by sleeping in that chair; only at the very close of his hospitalization did he discover, through experimentation, that he could now sleep fairly comfortably by raising the movable bed so that his head was about eighteen inches above normal sleeping position. Most evenings he requested back rubs from whatever nurse was on duty, and they were cheerfully given, in part no doubt because he accompanied each request with "at your convenience, when you aren't too busy."

Einshtein's pain management occasionally interfered with the respiratory management; sometimes he made choices in favor of the former at the possible expense of the latter. For instance, proper placement of his body during the rib-pounding and stimulation of his lung area called for having the lower part of his body raised above the upper part, but since this increased his neck pain markedly, he persuaded the physical therapists to do their work while he lay flat. Again, he was supposed to "posture," that is, lie on his side and cough, but sometimes he delayed posturing, or omitted it, because lying down hurt too much. Paradoxically he also learned how to attack the immediate respiratory problem—coughing up the phlegm, which was sometimes very difficult or wracked him—by putting together bits of information garnered over several days of querying the seven or eight different respiratory technicians who arrived at his bedside. Nobody thought to coach or query him about possible difficulties in coughing—he was just supposed to do it. The wracking cough, of course, interfered with the cardiac regimen of resting as much as possible, so by better management of the coughing he was, in however minor a way, contributing to better management of the cardiac trajectory.

Once he played a more prominent part in the cardiac drama. The cardiologist had cut down drastically on the diuretic dosage because it was contributing to too low a blood pressure; but hours later a nurse gave the old, stronger dosage. Einshtein, groggy at the time, did not immediately notice the familiar pill, but minutes after swallowing it queried the head nurse—who got flustered, called in the intern, who in turn apologized for the error and ordered an IV, explaining that it would be necessary now to counteract the diuretic with a twenty-fourhour intravenous drip.

About four days after hospitalization, Einshtein's internist reported the barium X ray was negative and did a bone biopsy to check out another possible source for the anemia. And he ordered iron pills to counteract the anemia. Einshtein would continue to take this medication for many months.

The internist, long familiar with his patient, assured him from time to time that the cardiologist was on top of things. The cardiologist also contributed measurably to relieving Einshtein's anxiety by relatively unhurried visits, clear explanations, and after several days by responding to questions about potential progress and limits to complete recovery, anticipated posthospital phases, expected length of the recovery period, and, during one session, about the possible effect of congestive heart failure on longevity. The cardiologist also carefully explored the patient's life-style and expressed a wait-and-see attitude about whether and how much it would have to be altered. In fact, though he did not reveal his suspicion, he had real doubts about how much recovery was possible. Einshtein discovered this only three months later through his internist who told him that the cardiologist was happily surprised at the rate and degree of recovery.

As the day of leaving the hospital approached, the cardiologist carefully explained to Einshtein the home regimen to be followed and answered questions about alternative treatments considered and reasons for discarding them; he also explained how the drug therapy would be altered depending on "how things turn out," for the next weeks would be essentially an experimental, drug-juggling period. The chief respiratory therapist turned up and talked about home mist treatments. A physical therapist taught Einshtein a set of breathing exercises. A dietician carefully explained the rules of a low-sodium diet, leaving a list of sodium values found in ordinary food and loaning a book on cooking without salt that might be useful. The intern, who had taken a deep interest in this case and clearly had been instrumental in some of the daily operational medical decision making, dropped in for a ceremonial farewell. Then Einshtein's wife, who had performed many functions while he was in the hospital and would do varied trajectory work in the months to come, called for a cab and took him home.

There he would be subject to the cardiologist's provisional program of juggling drug dosages and would carry out the respiratory regimen faithfully. As for his management of the neck pain, he asked his internist to recommend a reputable acupuncturist and switched to another orthopedist, who recommended physiotherapy. Within two months, Einshtein's neck pains had so diminished that he was finally able to posture properly and sleep lying down so that he could get the full measure of rest required by his cardiac condition.

2. Next is a case illustrating a trajectory which is highly problematic from everyone's point of view: physicians, nurses, and patient. Some features of this case that stand out are: (a) the multiple trajectories, (b) the multiplicity of trajectory managers and the confusion over coordination of their efforts, (c) the number of medical and technical departments drawn upon as resources, (d) the sheer difficulty of predicting outcomes of the medical interventions and the difficulty of deciding which to utilize, (e) the patient's active role both in reacting to staff decisions and making her own daily decisions, and (f) the cumulative impact on everybody, including frustration because of great difficulty in gaining and maintaining control over the various courses of illness, anger and upset over the patient's "uncooperative" behavior, conflict and resulting anger among the staff members themselves, and dismay and upset over the issue of dying.

Mrs. Price, 45 years old, was hospitalized for the fourth time (Fagerhaugh and Strauss 1977). She had been diagnosed as having lupus erythematosus two years previously. As a result of her lupus, she now had (a) pericarditis, (b) pleuritis (both of which caused pain), (c) cerebritis, which caused some personality changes and a tendency toward tremors and convulsions, and (d) chronic obstructive lung disease from the lupus and her heavy smoking. As a result of the steroid treatments she also had (e) gastric ulcers and (f) cushingoid syndrome.

She was readmitted to the hospital because of continued chest pain. The lupus specialist suspected a pleuritic flare-up from the lupus and recommended hospitalization at the university hospital for reevaluation and readjustment of the steroid drugs. During her first three days of hospitalization, the house staff was busy evaluating her illness status: this involved innumerable blood studies, an electrocardiogram, and chest X rays. Meanwhile, she was having increased chest pain. By the seventh day she developed abdominal pain, which increased during the next week. All early tests for the source of that pain were negative. On the seventh day she became very nauseated. Continuous intravenous infusions were started because she was developing fluid and electrolyte imbalances. With continued nausea the house staff decided that gastric suction would relieve the discomfort, but she objected because in the past she could not tolerate the gagging caused by the tube. Therefore, antinausea drugs were added to her drug list. Dr. Ambrose, a gastrointestinal specialist, was next consulted about her abdominal pain. He suspected pancreatitis and recommended a barium X ray and gastric analysis tests. To accommodate the possibility of painful pancreatitis, extra pain drugs were ordered whenever an uncomfortable test was done.

With the appearance of numerous new symptoms the nurses began monitoring Mrs. Price's vital signs more closely. On the fourteenth day a definitive diagnosis was made: she had developed a huge gastric ulcer. A chest X ray also showed broken ribs. Both were attributed to the steroids, and yet they could not be stopped because the lupus would then get out of control. Everyone was upset by this news, as well as by the general deterioration of the patient's condition. The nursing staff had long since been upset over the patient's uncooperativeness concerning medications; indeed, some nurses recollected experiences with her during her previous hospitalizations.

Immediate treatment problems were posed. The medical choices were limited. In the patient's current physical state she was a poor surgical risk. Yet the size and location of the ulcer, unless immediately treated, had dangerous consequences: there could be erosion of the ulcer into the peritoneal cavity or it could cause pancreatitis, both potentially fatal or at least extremely painful.

Numerous specialists were consulted. After much debate, the decision was made to radiate the stomach to knock out the acid-producing cells and so prevent further extension of the ulcer. The radiation dosage would be low so that other organs would not be compromised. Concurrently, hyperalimentation treatment (special intravenous feeding through a tube placed in the subclavian vein, located in the neck) would be started to overcome malnutrition. The physicians explained to the patient the limited choices, why the treatments were necessary, and that the radiation dosage would be extremely low. Mrs. Price agreed reluctantly because she was very frightened of the radiation; later she wanted to stop it but was finally talked into continuing it by her husband, who was a physician.

In the ensuing twelve days, her nausea increased and she had several days of diarrhea, each related to the radiation. She would frequently resist the treatment, either because she felt too ill or because she doubted the wisdom of the therapy. Some days she would be persuaded by the staff, but increasingly she resisted. Or she would agree in the morning but change her mind in the afternoon. Finally the staff in desperation gave her intravenous tranquilizers just prior to the test to make her sleepy and less resistant.

Over the weeks innumerable specialists streamed in and out with no one person coordinating the patient's care. After considerable discussion, pushed by the house staff, a decision was reached: house staff and the gastrointestinal specialist would together be the major coordinators, and all new orders issued by the attending staff would be discussed first with the house staff. The nursing staff sighed in relief because at least the "mess" would be under control. However, the coordination continued to break down from time to time. One physician in particular would telephone the nursing desk with orders based on his past experiences with the patient. This created much tension within the house medical staff.

Blood studies next indicated a low hemoglobin count as a result of the ulcers as well as the lupus; a blood transfusion was given. The nurses were becoming increasingly weary of daily hassles with the patient who wished to delay various treatments.

On the twenty-seventh day the patient developed tremors of the hands and legs. She became very anxious since this was seen as a possible forerunner to convulsion, but because of her great anxiety the staff had difficulty making an assessment of her actual condition. They decided to wait and see. Mrs. Price thought immediate action was called for and again phoned an attending physician who ordered drugs without consulting the house staff, which angered them. The tremors did subside a few days later.

Because of continued nausea, all drugs were administered by injections—some thirty a day. The injection sites were becoming fibrous knots and so the nurses were concerned not only about the poor drug absorption but also about the possibility of infections because of the high steroid dose.

On the thirtieth day, Mrs. Price developed joint pains and swelling of her hands, elbows, feet, and knees—all symptoms of lupus. The steroids were adjusted. In a few days the symptoms subsided. On the forty-first day, X rays showed no decrease in her ulcer's size. There was much troubled discussion among the staff. The patient was blamed for her uncooperativeness in taking the antacids and for her chain smoking, which had increased the gastric secretions. The patient, of course, was very upset. She remarked to the researcher: "I knew all along the radiation wouldn't work. All I probably got out of the radiation is kidney damage."

During the next days there was much discussion about the next course of treatment until a decision was reached: the only alternative was a subtotal or total gastric resection. There were surgical risks but without intervention there would be danger of peritonitis or pancreatitis and hemorrhage. With surgery she might live several more years. She was informed of the recommendation, the staff realizing her decision to accept surgery would be a difficult one.

For the next three weeks, she agonized over whether or not to have the surgery. Her husband thought it the only alternative. The psychiatrist thought that the patient, if discharged home, would "drive the husband crazy" and that she would not consent to a nursing home. So surgery, the staff reasoned, should be done.

Over the next days the patient talked about dying to her husband, to the psychiatrist, and to the social researcher. The three had many discussions among themselves about her sad dilemma and how to help her. The staff now had difficulty in talking about as well as interacting with her.

By the fifty-eighth day, she was wavering on whether to have the gastric surgery, though it was becoming more evident it was required. She frequently stated now that she had been saved from death twice and didn't know if she wanted to be saved again. She would take her chances with no surgery and so hemorrhage and die. She was weary of all the uncertainty and the pain. She was talking more about wanting to commit suicide, too. The psychiatrist consulted with a suicide expert, who thought the probability of her seriously considering suicide was low; still the staff could not dismiss this possibility. As a precaution, her clothes were taken home and money and drugs were removed from her purse because she was talking about taking a taxi and jumping off the bridge.

On the sixty-seventh day the X rays showed an increase in the size of the ulcers. There was total agreement among the physicians, including the psychiatrist, that a gastrectomy was required and should occur while the lupus was stable. For the next seven days she agonized over whether to have a gastrectomy. The surgeons and psychiatrist tried to answer as best they could any questions she might have. She consulted other attending physicians. They all agreed a gastrectomy was essential. Her husband backed them. A relative also persuaded her the surgery would be the only solution. She finally signed the consent slip for surgery. She was transferred to a gastrointestinal surgical unit. The surgery was successful, and the patient was weaned finally from the hard drugs but not without considerable interactional difficulties between staff and her. Indeed, the purely physiological (surgical-pain trajectory) orientation of the surgical staff maximized the interactional difficulties. On the one hundred and twelfth day, she was discharged, free of her ulcers but, of course, still having to live with her lupus.

Control and Contingency

It is the interplay between efforts to control illness and contingencies, whether expected or not, that make for the specific details of various trajectories. Only under quite routine conditions is control over the medical process and product like that exerted over industrial processes. Although the latter can be tremendously complicated in sequence and great in range of resources and division of labor utilized, nevertheless, once the trial-and-error period of "working out the bugs" is completed, then the number and range of interfering or upsetting contingencies are minimal. Managing illness trajectories is more like the work of Mark Twain's celebrated Mississippi River pilot: the river was tricky, changed its course slightly from day to day, so even an experienced, but inattentive pilot could run into grave difficulties; worse yet, sometimes the river drastically shifted in its bed for some miles into quite a new course. As Mrs. Price's case illustrates, the physician's and staff's management may be even more complex and the outcome of their work even more fateful than the pilots. Some of the various contingencies may be anticipated, but only a portion of them may be relatively controllable, while some contingencies are quite unforeseeable, stemming as they do not only from the illnesses themselves but from organizational sources. In some instances, contingencies may also stem from sources external to the hospital.

As the pages below will suggest, a helpful image of what goes on with relatively problematic trajectories is this: efforts to keep the trajectory on a more or less controllable course look somewhat gyroscopic. Like that instrument, they do not necessarily spin upright but, meeting contingencies, they may swing off dead center—off course—for a while before getting righted again, but only perhaps to repeat going awry one or more times before the game is over. Sometimes, though, the trajectory game finishes with a total collapse of control, quite like the gyroscope falling to the ground.

At any rate, the interplay between control and contingency challenges the very idea of illness (and trajectory) management per se. As a term, "management" does not catch anything like the full complexity of this work, its medical outcome, or the consequences for all who are working at it. For that reason, we need to add to management two other ideas. One is that "managing" the problematic trajectories is better understood as "shaping" them, that is, handling the contingencies as best one can, although being far from fully in control of the trajectory. (This point will be discussed again later.) The second idea is that trajectories are also experienced. Unless we are inclined to think only of the social and psychological impact on patients and kin, it is necessary to recognize that staff members can be affected profoundly by their work on particular trajectories. Together the three terms, managing, shaping, and experiencing, give a much more adequate picture of what happens when trajectories are complex and problematic.

Diagnosis and the Trajectory Scheme

Diagnosis is the health professional's term for the beginnings of trajectory work. To do anything effective, other than just treat symptoms, the illness has to be identified. Once that is accomplished, the physician has an imagery of the potential course of the illness without medical intervention. The physician also has a mapping of what the interventions might be, what might happen if they are effective, and what resources are required to make them. In effect, he has then what might usefully be termed a trajectory scheme. This may not be filled out in all its details—probably it rarely is—but it does involve an imagery of sequences of potential events and anticipatable actions.

The point can be brought home by remarking that twenty-five years ago one of the authors of this book, while making field observations of physicians in a teaching hospital, noted that with difficult cases they frequently were not prepared to make definitive diagnoses, but would say, "we will wait and see"—that is, wait until more symptoms had appeared that would fall into a more interpretable gestalt. Then they would know what they were dealing with and what sequences of actions they needed to take. Physicians still do this, despite the enormous increase in the diagnostic means available and the great improvements in their effectiveness in specifying a patient's illness and the current phase of its developing course. Such improved diagnostic means allow for greatly improved locating of the specific illness and the mapping of anticipatable tasks.

The initial diagnostic work is, of course, only the beginning of the trajectory work. Chronic illnesses often insure that the first phases in trajectory work are done by patients themselves. Characteristically they notice certain new occurrences affecting their bodies, often disregard these for a time, and then, growing concerned or alarmed, they visit a physician. The latter may offer a tentative diagnosis, or an incorrect diagnosis, or even decide "nothing is really wrong," or counsel a wait-and-see period. Continued symptoms may lead the physician to consultations with colleagues but alternatively may lead the unsatisfied patient to make the rounds of several physicians (and/or alternative care practitioners) in search of a diagnosis with associated therapy that can control the disease or at least its symptoms. (Hence the anger evidenced by patients whose cancers or other illnesses had been fatefully misdiagnosed by one or more physicians before correct identification.) A diagnostic search of varying duration, then, made by either patient or physician can sometimes precede a diagnosis upon which everyone agrees.

The difference between the patient and the physician is that the latter has more experience both in diagnostic search and in judging the reliability of his diagnostic means. In urban centers today, physicians may need to be very careful in assessing that reliability, since clinical laboratories, X-ray centers, and the like may vary in the quality of their work. Thus, an experienced and skeptical oncologist:


I think you just learn to know who you can trust. Who overreacts, who underreads. I have got X rays all over town, so I've had the chance to do it, I know that when Schmidt at Palm Hospital says, "There's a suspicion of a tumor in this chest," it doesn't mean much because she, like I, sees tumors everywhere. She looks under her bed at night to make sure there's not some cancer there. When Jones at the same institution reads it and says, "There's a suspicion of a tumor there," I take it damn seriously because if he thinks it's there, by God it probably is. And you do this all over town. Who do you have confidence in and who none.



But the diagnostic reliability is not at all foolproof, and physicians who are increasingly at the mercy of the work of the clinical laboratory workers and other diagnostic technicians do not necessarily find it easy to judge their diagnostic reliability; nor because of their own busy practices do they have sufficient time to judge that reliability accurately. Asked by the researcher how a physician can judge the results of a CAT scanner, the physician quoted above answered:


I don't believe them anyway: I see them all myself. I make them show me. And even so, not being an expert in it, they can pull the wool right over my eyes. But at least I've seen the actual readout they get from the scanner. Most guys don't have the time to do that, or make the time. I think you tend to take what you get. Though they can become expert enough to know when somebody's saying, "I think this is bigger." This takes a lot of time, it really does, to spend the time to go over them.



The question of laboratory or technician error, then, is at least occasionally a real possibility. Error may arise not only from misinterpretation, but from machine error, too, since some machines at least have to be calibrated carefully or the test results that they produce may be inaccurate. (See chap. 3 and 4.) Moreover, while a physician obviously can rely on the laboratory not to err in sending the right report for the right patient, he cannot always be absolutely certain. There is some irony, then, associated with today's diagnostic procedures, since the very increase in resources for diagnostic accuracy has made the physician more dependent on those resources for accuracy in interpreting and reporting test results.

It is worth noting, too, that with chronic illness, diagnostic locating and mapping do not necessarily occur just once, at the outset of therapy. Quite aside from monitoring an illness and the effect of interventions—phenomena to be discussed later—the physician may believe an illness is relatively in check. Later, the appearance of other symptoms may be read by him or another physician as requiring a new diagnosis, involving another illness, or forcing him into a diagnostic search that leads eventually to rediagnosis of the original illness.


I've got a patient who had a melanoma four years ago, which was excised from his nose. Then about a year later it recurred in a node in his neck. It was a bad form of a bad tumor. Yet going over it, we wouldn't find any evidence it had spread at all. Seven months ago he developed a pain in his back, and his doctor saw him, and because of his history of cancer got some X rays of his spine, but found nothing. And he developed all the symptoms of a disk, was put on bed rest and got better, then finally got worse again. Eventually, not as soon as one might have hoped, but eventually, he came for a bone scan, and the scan showed a red-hot lesion in his sacrum. It was very hard for them to believe that meant cancer, except that's really what it means. Unless you've got a clear-cut fracture. So they took tomograms of it and showed destruction of a couple of the bony processes of the sacrum. He's got a metastic melanoma. Well, the state of the art is such that if they had not really been very reluctant to find out that this guy had cancer, they'd have done a bone scan six months ago and found the cancer.



However, even if this oncologist had been seeing the patient regularly, a kind of rediagnosis would have been attempted once suspicious symptoms appeared or old ones increased: the physician needs to know just where the disease course is now.

This suggests, in fact, that even for the initial diagnosis many chronic illnesses require not only that an identification be definitive but also that the location along the course of the disease be made as specific as possible: Where is the lesion, tumor, or deterioration of vertebrae? What kind? How large or how much? Impinging on what? Remaining static or getting worse? And at what rate? Such questions hint at an additional paradox that attends the diagnostic search.
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