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Abstract
DEATH WORK:
STAFF PERSPECTIVES ON THE CARE OF TERMINALLY ILI, PATIENTS
IN AN ACUTE CARE HOSPITAL
by
Harriet Goodman
Advisor: Dr. Irwin Epstein

This dissertation is a qualitative study of the perspectives of
doctors, nurses, and social workers on terminally ill patients in
their care. The methods used for this study were participant
observation and focused interviews with professionals about dying
patients wham they identified as "difficult to manage." Fifteen
patients were suggested, nine of wham had metastatic cancer and six
of wham had AIDS. Eight physicians, ten nurses, and thirteen
social workers were formally interviewed. The data for this study
were collected in the mid-1980’s at a prestigious medical center in
a large urban city. The investigator was a research assistant with
a medical service providing symptam management for dying patients
in this hospital.

A "Typology of Ideal, Routine, and ‘Toxic’ Patients" was
developed based on qualitative data gathered from this study. It
describes three terminally ill patient types in relation to
professional needs for cure or symptam amelioration, routinized
work, and personal gratification. "Ideal" patients exceeded

workers’ expectations for resporse. "Routine" patients conformed

iv



to normative expectations and presented conventional problems.
"Toxic" patients disrupted routines, had unattractive personal or
disease characteristics, and questioned professional authority.

Merton’s theory of anamie (1968) was used to analyze
professional responses associated with death work. Doctors and
nurses were most frustrated when their curative interventions
failed. Social workers found more goal congruity with death work
and were frequently successful in supportive interventions with
dying patients and their families.

AIDS patients posed different problems for professionals than
metastatic cancer patients. All professional groups were concerned
about HIV exposure. The mass media were a major source of
information even for highly educated professionals. Hamophobic ad
punitive responses to AIDS patients were frequently cbserved ard
frankly expressed by several informants. Same staff stated that
increased contact diminished hamophobia. As with all dying
patients, expressions of gratitude for staff efforts and/or heroic
behavior earned AIDS patients and families the label of
"ideal." The exploratory nature of this study, limited sample, and
single study site make these findings only suggestive.
Nevertheless, findings from this study point to the need for
support of professional work with the dying, particularly in an

envirooment of increasing numbers of AIDS patients.
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CHAPTER ONE

INTRODUCTION AND REVIEW OF THE LITERATURE
THE DEATH WORK OF PROFESSIONAL HEAITH WORKERS
Introduction

Doctors, muses, and social workers in hospitals strive to cure
and rehabilitate patients. Unfortunately, and despite their best
efforts, they mst also work with patiunts who are dying. Because
death is an event which has moved in redat ;cars frou the hame to
hospitals and mursing hames, heiith orcvicias have the most
intimate and frequent ocontact with dying people.

Health workers, more than any other group in our society,
shepherd us to our death. In spite of technical progress which
often provides care givers the satisfaction of seeing patients
restored to good health, professional health workers also witness
the limits of their capacity to affect the boundaries of our
invincibility over death. At the same time that health
professionals have the greatest stake in affirming the power of
healing, they must also confront its limits. Since more pecple
presently die fram chronic illness rather than acute illness, the
process of dying is more protracted in contemporary medical
practice than it has been in the past. The experience of dying is



exterded for patients, their families, and for health care
providers as well.

Hospital professionals often state that their motivations to
work in health care are altruistic. They express a desire to cure
patients and return them hame. Death is the persistent reminder of
their ultimate helplessness with patients and for themselves. This
frustration makes their role as care givers to the dying
particularly poignant. An additional burden is the fact that the
hospitals in which they work are organized to cure patients. These
institations do not support death work. Consequently, hospital
staff who work on the line with patients whose illnesses cannot be
successfully treated find their difficult work further camplicated
by a dramatic disparity of goals. Indeed, the fact that the
hospital is structured to accomplish patient cure means that
supports for the staff when a cure is impossible are limited or
entirely absent.

This study of the responses of health professionals to their
work with dying patients describes the experience of terminal care
from the perspective of medical doctors, murses, and social workers
in an acute care hospital. Using data from cbservation of their
interactions with the dying and interviews with professional staff
about their problems and successes with dying patients, I will
examine the strains in this work for the care givers and their
responses to its problems. Most clearly, problems center on the



perceived failure of professionals to provide a successful outcame
for patients, since dying patients undermine the health care
worker’s sense of campetence. Several other praoblems for staff in
such a uni: that are sources of strain for health care providers
will be explored.

This study was undertaken in a tertiary care acute care
hospital. In such settings, the tensions between hoped-for and
actual outcames are particularly stark, for in most cases, no
medical intervention will eventuate in a cure. Many patients die.
Patients frequently came to this hospital at the end of a long
illness trajectory. Described to prospective patients as the
"Mecca" by same health professionals comnected with this
institution, patients came seeking medical intervention often not
available from their local hospitals and physicians. Yet even the
most modern and up-to-date equipment and the most sophisticated
technical know-how can prove inadequate. The staff, working in a
setting which accentuates the most profound ard technically
capetent dimensions of the human experience — the capacity to
heal and mend — have to contend with their institutional,
professional, and personal helplessness each time a patient dies.

An intense interest in death and dying developed in the early



1960’s following the publication of Herman Feifel’s collection of
essays, The Meaning of Death (Feifel 1959). This marked the
begimning of what I will call the "death awareness movement," a
popular and scholarly interest in ane of the most assiduously
avoided topics in our culture. Most interest in death centered on
the patient and family in relation to the institutions where they
received care or in the psychological process of dying and grief.
In particular, the work of Elizabeth Kubler-Ross (1969) addressed
the psychological aspects of death for the individual, popularizing
such concepts as the "good death" and "normal" responses in dying,
such as denial, anger, or bargqaining. Interest in hospice care and
the importation of Dr. Cecily Saunder’s work at St. Christopher’s
in England followed on the heels of this scholarship. Questions of
opermess with patients about their poor prognosis, definitions of
death, and dignified treatment of the dying were discussed with
frequency as new journals and professional societies developed to
codify the extensive scholarly interest in thanatology.

The impact of work with dying patients on the professional care
giver, however, received considerably less attention. Even worse,
in the thanatology literature, care givers were frequently ascribed
a villainous role as they carried out the institutional expressions
of our general societal response to death. It is doctors, nurses,
and social workers, after all, who may fail to inform patients
adequately, avoid going into their roams, or disregard the



psychological needs of the dying and their families. Moreover,
they represent the human face behind medical interventions which
failed to heal.

Most of the literature which does focus an prablems of health
providers in this difficult area emphasizes the attitudes of care
givers and the stresses experienced by health professionals in
providing terminal care. An extensive socio-structural literature
on death and dying describes the place of health care institutions
in the care of the dying which, in turn, determines the role of the
health worker as a care provider.

The literature review provided here serves as a backdrop for
this study of health professionals’ responses to work with
terminally ill patients. While the existing literature in this
field may illuminate and refer to concepts used in this study, few
studies have actually described the experience fram the
professional’s perspective. To capture this perspective, one must
recognize that the health worker is caught between the patient and
the family’s disappointment with the management of the dying person
and the limits of most hospital facilities to deal effectively with
their "failures."

This review begins with an overview of the early
socio-structural literature on death and dying and contimues with
research an attitudes of health professionals and the literature on
stress and terminal care-giving. A final section reviews writings



on the impact of the Acquired Immme Deficiency Syndrome (AIDS) on
medical personnel.

The socio-structural study of death ard dying stresses the
interrelationships among camplex organizations, health care
providers, and dying patients and their families. Applying the
sociological lens to the dying patient in the context of
contenporary medical care reveals considerable disjuncture between
the goals and input requirements of modern hospitals and patients’
needs as they approach death. When curative measures are no longer
efficacious, health professionals must face uncertainty, failure,
and work structures which do not allow for the needs of the dying.

Several classical empirical studies by sociologists date from
the 1960’s. These works articulate three themes which are the
basis of the sociological literature in thanatology — the lack of
congruity between the organizational structure of hospital care and
the needs of dying patients, the issue of informing patients about
a terminal prognosis, and the impact of sophisticated developments
in medical treatment which have prolonged and complicated the dying
process. It is important to note from the outset that the death
awareness movement has been a social force over the past three
decades and has itself changed the context of care for patients,




health professionals, and medical institutions. The interaction of
this trend with important technical medical advances has
substantially changed the care of the dying. As articulated from
the perspective of professional care givers, the study reported
here identifies areas of constructive impact, as well as residual
prablems in the care of dying people in hospitals.

Based on his stady of two general hospitals, ane private and
one public, Sudnow (1967) differentiated death as a »iological
event from death as a social event. Patients become candidates for
social death at the point in their illness when doctors give up
hope for recovery, or it appears to staff that they will not
improve. When the institution accepts the impending death, it
loses interest in the person as a mman being and begins to treat
patients as if they were already dead. In this way, when the
hospital deals with death it can define the facts of death in terms
of its own needs rather than those of the patient or his family.
For example, Sudnow reported the medical and nursing staff’s
practice of encouraging family members to go hame near the time of
the death event. He attributed this practice, at least in part, to
the fact that the presence of family members camplicated the work
of staff who would have to respand to the needs of grieving



relatives. Added to their ordinary ward respansibilities would be
the need to demonstrate contimuing concern for the benefit of
family members who might be present (Sudnow 1967).

Sudnow also doaumented how house officers in teaching hospitals
differentially allocated their attention to patients, concentrating
their energies on the more interesting cases in gpite of a stated
philosophy that full curative attention be given to all patients in
their care. From Sudnow’s perspective, a change fram curative to
palliative care had the potential to abdicate medical care
campletely. He also noted that physicians walked a "medical
tightrope" between potentially unfounded optimism about a dying
patient and premature pessimism about the prognosis. Doctors
therefore maintained an attitude of uncertainty in order to protect
themselves from the costs of failure (Sudnow 1967). Quint later
echoed the uses of the uncertainty surrounding death as a means of
maintaining the doctor’s control over the terminal event (Quint
1972).

More recently, Mauksch (1975) loocked at the relationship
between hospital organization and terminal care. He described the
evolution of hospitals fram places for the poor, imdigent, and
dying to their present roles in supporting healing services. The
growth of science and technology in medicine affected the culture
and ambiance of hospitals. As social organizations, they shifted
fram places for pecple to die to institutions for restoring people




to health (Mauksch 1975).

The current roles of health professions are colored by a
technical emphasis on healing, which leads to the perception of
death as failure. According to Mauksch, "the organizational
cantext of dying within the hospital must be understood as an
institutional response to an event which today is identified as
failure, although it also remains a reminder of the limitations of
medical knowledge and capabilities" (Mauksch 1975, 8). From this
perspective, Mauksch confirms the guilt and discamfort of nurses
and doctors when they face people entrusted in their care who die
in spite of their best efforts (Mauksch 1975).

Additionally, hospitals are organized for the care of the
about-to-be—cured, not the dying. They must rationalize the
emergencies of patients in order to operate efficiently, in spite
ofthe\irﬂivimalmedsofpatients. They house a network of
ooccupations which, while ideally camplementary, are generally
isolated from each other. Particularly with the care of the dying,
health professionals have inadequate means for cammmication,
leaving patients without coordination of care (Mauksch 1975).

Noyes and Clancey (1983) have conceptualized the lack of
normative fit between dying patients and hospitals by proposing the
"dying role" as a variation on Parson’s concept of the "sick
role." Parsons described the "sick role" as a time-limited,
medically conferred social role which concluded with the
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restoration of health. It carried with it the dbligation of
desiring to abtain campetent help and of getting well. The sick
role entitles a person to exemption fram normal social role
regsponsibilities (Parsons 1951).

Noyes and Clancey proposed the "dying role" as a time-limited
social role conferred by medical authority. While the sick role
ends with restored health, the dying role carries with it an
unfavorable prognosis. The dying person may relinquish unrealistic
hope of recxwery, but should retain the will to live. In assuming
this role, the dying person is abliged to arrange for the orderly
transfer of property and authority. Dying persons should avail
themselves of the nevessary supports to life and should cooperate
with their administration. They must accept a certain curtailment
of freedam, while striving to remain as independent as possible,
limiting their claim for attention. The rights and exemptions
conferred in this role include the freedam to withdraw from active
engagement in the social system, the right to be cared for, and the
entitlement of contimiing respect and status (Noyes and Clancey
1983).

These authors stress expectations about care givers’
responsibilities to the dying. When patients assume the dying
role, the physician is no langer primarily responsible for care:

[(The patient] is not expected to remain dependent on the

doctor, who has already — in the process of diagnosing a fatal
illness — transferred him from the sick to the dying role.
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Having done so, the doctor no longer holds a position of
primary importance in the person’s care, although he may
aversee supportive and palliative treatment. Society reserves
the doctor’s role for the more important restorative function
and in so doing, jealously guards against inroads upon the
doctor’s time and energy (Noyes and Clancey 1983, 38).

Noyes and Clancey suggest that within the contemporary medical
system, dying people have been assigned the sick role, resulting in
role confusion, because they become the cbject of vigorous and
active treatment. A conspiracy of silence surrournds the dying
person, which precludes the patient’s assuming the dying role.
These authors call for the recognition of a dying role which they
feel would provide open cammnication, as well as a shift in the
doctor’s abligation to the patient, with a parallel increase in
care by supportive personnel (Noyes and Clancey 1983).

These authors present a crude and artificial description of the
"dying role." Yet, by calling attention to the fact that patients
at the point of terminal diagnosis patients no longer fit into the
sick role construct, they provide a useful guide to the disjuncture
between the needs of terminal patients and traditional health care
structures. For example, when they list the expectation that
patients relinquish the physician as primary care giver, they
underscore current medical values by suggesting doctors have a more
important social function in curing rather than in relieving
patient suffering. But they lose sight of the tenacity with which

same physicians pursue cure, even with "hopeless cases." Same




patients have also been described as "fighters" in the context of
terminal illness, refusing to forego the pursuit of any available
intervention (Erle 1982). When dying patients are in hospital,
where the mechanisms for technical intervention are such an
integral part of the medical arsenal, they may be subject to their
questionably effective use. The technology is available and the
entire system is geared to curative measures rather than
palliation. In addition, the contemporary medical/legal climate
may encourage their use in a defensive mamner.

Fram its inception, the literature of the death awareness
movement has examined the disparity between institutional goals of
modern hospitals, as well as medical professionals, and the
effective and humane treatment of dying patients. The hospice
movement developed in response to this disparity. The writings of
Cecily Saunders, as well as her model of hospice care in England,
St. christopher’s, became the focus of a grass roots movement to
develop a hospice alternative of care in this country. The impact
of this movement on the general care of dying people will be
developed later in Chapter Two of this study.

Disclosure of a Terminal Proanceis

The issue of telling patients and family members about a
terminal prognosis ooccupies a significant proportion of the early
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sociological literature on terminal illness. One of the earlijest
and most conceptually developed studies was Strauss and Glaser’s
Awareness of Dying (1965), which considered the urwillingness of
medical persamnel to share an unfavorable prognosis with a dying
patient. Strauss ard Glaser described this behavior as similar to
that of laymen and saw the training of doctors and murses as
preparation for the technical management of death, but not for the
emotional responses to death. These authors developed three
"awareness contexts" that demonstrated the contimunm of openness
among patient, ramily, and staff about impending death — closed
awareness, mutual pretext awareness, and open awareness (Strauss
and Glaser 1965) .

In the closed awareness context, doctors do not tell patients
outright about a terminal prognosis, and families tend to guard the
secret. The organization of the hospital, with perscrmel loyalties
camitted to the physician, helps maintain the pattern of
concealment, and patients have no allies to help them uncover
Here, either the staff or patient does not want to discuss the
caning death, even after adequate clues and openings are extended.
Finally, in an open awareness context, pretense breaks down, either
suddenly or gradually, and may represent either a temporary or
permanent situation. There is, therefore, usually vacillation
between the last two categories (Strauss and Glaser 1965).
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Once aware they are dying, patients must follow certain rules
of coduct. Above all, patients should not bring about their own
deaths. In an effort to minimize any interference with the work of
hospital persannel, the patient is expected to remain cheerful and
camposed, stay in contact with the world, cooperate with care
givers, and avoid distressing or embarrassing them. Strauss and
Glaser point out that patients frequently do not face death in this
way, in spite of cultural notions about courageous and decent
behavior at death. They may became hysterical, noisy, make
excessive demands, or behave in a hostile or reproachful manner
(Strauss and Glaser 1965).

By the 1970’s, support for disclosing a patient’s diagnosis
increased. The trend towards more open discussion with the patient
was generally attributed to social and cultural changes. Several
researchers reported this phenamenon (Carey and Posavac 1978,
Novack et al. 1979, Veatch and Tai 1980), so that by the end of the
decade, movement away from withholding a poor prognosis was already
daining recognition. Oncologists, more apt to be exposed to
terminally ill patients than other doctors, were even more likely
to inform patients about their diagnosis. Specialists with a lower
exposure to dying patients were less likely to inform patients
(Rea, Greenspoon, and Spilka 1976 and Dickerson and Pearson 1979).
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One of the earliest messages of the death awareness movement
was the extent to which our society avoids death and the dying.
Death is considered a taboo subject, not a topic for ordinary
discourse. In spite of our precccupation with death and violence
as presented in popular films and in the media, we are generally
not prone to discuss the dying process. In an early study, Kalish
(1966) attempted to identify the relative degree to which college
students would distance themselves socially fram the dying, as
results, this author predicted frequent social isolation of the
dying, since the white subjects confirmed they would avoid dying
persons to about the same extent that they would avoid Blacks or
gamblers. Most would not want a dying person as a friend. Kalish
points out that the consequence of death-avoidance behaviors for
dying patients may be limited help fram family and friends and also
fram professional care givers (Kalish 1966).

Indeed, the urwillingness of medical personnel to talk directly
with patients about terminal prognccis has been attributed to a
general societal prohibition. Same have suggested that in the
realm of interaction with the dying, health workers behave like lay
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persans. While doctors and murses may be trained in the technical
management of the dying, they are as untrained in the affective
elements of care to the dying as the general populace. Avoidance
is not only reflected in an urwillingness to convey the bad news of
a medically hopeless situation; it may also be suggested in
professionals’ limiting their contact with the dying in their care.

An anecdotal essay describes a range of avoidance strategies on
the part of all groups of care givers as a means of addressing the
painful feelings of association with the dying. Behaviors that are
aimed at distancing the fatally ill patient from the staff member
include avoiding the patient by fleeing to other patients who are
more rewarding to work with, distancing behaviors,
impersonalization, intellectual defenses, such as rationalizing
about the patient’s condition, blaming the patient, refusing
commnication with the patient, and using gallows humor in order to
reduce anxiety about death (Crary and Crary 1975).

Physician avoidance of dying patients has been noted frequently
since the 1360’s (Kastenbaum and Aisenberg 1972, Kubler-Ross 1969
arnd Livingston and Zimet 1965). Considerable speculation as to why
doctars avoid death has developed parallel to investigation of the
persanality structure of physicians or the training and
socialization of young doctors. Doctors are described as having a
greater fear of their own death than other professionals. Kasper
(1959), among others, has described the pursuit of medicine as a
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part of the individual’s motivation to cure himself and live
forever by qaining mastery over life through his profession and in
part by acbjectifying human life. Additionally, the training of a
physician emphasizes the capacity to be victorious over death, and
doctors use avoidance to mute their disappointment when patients
..2Amot be cured (Kasper 1959).

Paralleling studies which indicate more opemness in disclosing
a terminal prognosis, a recent study of the interactions between
oncology patients and their physicians suggests that avoidance
behaviors on the part of physicians attending the dying may be
exaggerated or in fact may be changing. Blanchard et al. (1983)
acbserved and quantified patient-physician interactions during
morning rounds. Contrary to what these researchers describe as the
"prevailing myth," the oncologists in their study in fact spent
more time in the rooms of patients with the poorest prognosis than
they did in the roams of patients with the best prognosis
(Blanchard et al. 1983). Clearly, more general investigation of
avoidance behavior among physicians needs to be carried out,
particularly in light of the impact of the past thirty years of
death awareness on the attitudes of physicians. Also, new
treatments for cancer patients in the past generation have
prolonged the lives of many and have extended the relationship with
patients for ancologists. This dimension may mean that doctors
develop personal relationships with patients over time,
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particularly patients with wham they have reaped past successes.

In the sparse literature on nursing attitudes towards the
terminally ill, the question of patient avoidance is central. 1In a
study by Pearlman, Stotsky, and Bermard (1969), in which
sixty-eight nurses fram a range of health care institutions were
interviewed, older and more e perienced nurses reported being more
likely to avoid dying patients. They also felt more uneasy
discussing death directly with patients than did younger, less
experienced nurses. LeShan (in Kastenbaum and Aisenberg, 1972)
clocked the length of time it tock nurses to answer bedside calls
and found it took significantly longer for murses to answer calls
by terminally ill patients. Kastenbaum (1967) reported that nurses
are most likely to avoid discussion of death when patients make
direct statements about death. Fatalism, denial, or changing the
subject were the most popular responses given by the two hundred
murses and attendants queried. The vast majority evaded any
discussion about the patients’ thoughts or feelings (Kastenbaum
1967) .

Quint (1966) also described the ways in which nurses working in
a cancer ward avoided discussions about death. She found that
nurses developed camposure strategies in work situations which
threatened their professional demeanor. Nurses can lose camposure
on several bases. The nurse can became emotionally attached to a

patient, she can find herself negligent, or she can be unable to
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perform her job in a manner which she finds professionally
acoeptable. If a nurse knows that a patient is unlikely to
recover, she will use avoidance strategies, such as controlling
time spent with the patient or limiting conversation. The nurse
may also call in a "death talker," a murse on staff or other
professional person with wham the patient can talk. When nurses
feel unable to effectively manage the symptams of the terminally
ill, they will avoid contact with the patient so that they do not
have to confront their sense of personal inadequacy. Additionally,
nurses will avoid expressive behavior around seriocusly ill patients
to protect themselves from feelings of personal involvement (Quint

1966) .

Attitudes t is Withholding Treatment or Prolonging Lif

Besides medical personnel avoidance of dying patients, their
attitudes towards withholding medical treatment or prolonging life
for patients near death have also been studied. Greer and Mor
(1984) abserved that researchers have noted evolution in these
attitudes over time, again influenced by social and cultural
factors. For example, Carey and Posavac (1978) refer to the Karen
Anmne Quinlan case as one event which pressured the American medical
camunity to develop guidelines for determining what
life-sustaining practices are appropriate in terminal care.
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In the 1970’s two studies conducted five years apart used the
same questiomnaire distributed to similar populations (Travis et
al. 1974 and Noyes et al. 1977). Among the medical students, house
staff, and clinical faculty surveyed, a 13 to 23% increase in
support for withholding treatment from the terminally ill was noted
between the earlier and the later study. The greatest increase in
support of withholding treatment over the five year period was seen
among the interns and residents.

Withholding medical treatment, or passive eathanasia, is
distinguished from active euthanasia. In a comparative study of
attitudes of doctors, nurses, hospital chaplains, and non-hospital
college students, all groups strongly supported not using
extraordinary measures to sustain a terminally ill patient’s life.
The respondents were more ambivalent as to whether or not "quality
of life" criteria should replace other criteria in decisions on
withholding treatment. Wwhile a majority of the college students
and student doctors supported active euthanasia, only 20% of
doctors, nurses, and hospital chaplains endorsed "mercy killing"
(Carey and Posavac 1978). In their study of murses and terminally
i11 patients, Hoggatt and Spilka (1978) reported overwhelming
opposition among nurses to the use of extreme measures to support
life when there was reason to believe such efforts would be futile:
90% of the nmurses in their study opposed extreme life-supporting
measures, as campared to 63% of physicians studied in the same
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period, a finding the authors attribute to nurses’ more intimate
oontact with patients. The question of medical controversy about
do-not-resuscitate orders, a specific technology used to prolong
life, will be discussed in Chapter Two.

Providing care to dying patients can have a negative impact on
the emotional well-being of professional care givers. The stress
associated with this work has been a topic of interest to
researchers since the 1970’s, particularly in relation to murses,
who have the most unremitting contact with dying patients (Mor et
al. 1984 and Grey-Toft and Anderson 1985). For example, nurses
working in coronary care units experience unique stress because of
their repeated contact with death (Hay and Oken 1972). The work
has been described as a process of forming releationships and at
the same time preparing for their termination (Price and Bergen
1977).

The process of repeated development and loss of intimate
relationships is also apparent in hospice care, and in fact, much
of the literature on stress and burmout for care givers to the
terminally ill develcoped in relation to hospice care (Yancik 1984
and Vachon 1983), where the philosophy of care included supportive
interventions for staff and a recognition of the stressful



22

oonsequences of sharing the grief process in an intimate way with
patients and their families. The high idealism of the hospice
philosophy of care in comparison with the realities of terminal
care when health care personnel cannct adequately respond to
patient need may place unrealistically high expectations on staff,
adding to their stress (Vauchon et al. 1978).

Many other factors are noted to create stress for care givers
to the dying, such as having to deal with patient’s verbalizations
about their fears of death. Particularly when patients have high
social value when dying patients are young or where there are
consequences for young children, staff may experience profound
stress in doing their work. The probability that same care givers
may blur the boundaries between being responsible for the care of
the patient with being responsible for the patient’s illness or
death may be yet another source of stress (Beszterczey 1977), woven
into the present medical context where our technological successes
have been so profound.

Three major stress-provoking areas in hospice work were
identified by Yanick — staff support, emotional concern for
patients and families, and management of disease. Lack of staff
support was the greatest overall producer of stress among the
hospice care givers studied (Yanick 1954). Other researchers also
report that problems with the work situation and staff

comunication appear to be at least equally contributive to staff
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stress as does having to watch patients suffer and die (Vachon et
al. 1978).

As defined by Pines and Maslach, "burnout" is "a syndrame of
physical and emctional exhaustion, involving development of
negative self-concept, negative job attitudes, and a loss of
concern ard feeling for clients" (Pines and Maslach, 1978, 48).
Burnoat can result in the professionals distancing themselves so
they can continue to work without being overwhelmed. The
camulative effects of stressful work can result not only in
emotional withdrawal fram the work, but physical withdrawal as
well. The problem of staff turncver in such circumstances creates
serious institutional problems and problems in continuity of care
for patients.

Numerous studies have been carried out in an effort to
understand the causes and manifestations of burnout in work with
the terminally ill. Many of these studies look for variables which
are attributes of the health workers themselves as predictive of
high levels of stress and burnout. The youth of the staff member
and higher levels of education are consistently associated with a
tendency towards burnout, probably because of the idealism and high
levels of motivation among young, well educated staff who are ill
prepared for the reality of limited patient improvement
(Masterson-Allen et al. 1985, Mor and Laliberte 1984).
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Apart from personal variables, work-related factors can also be
predictors of burnout. Long temure and full-time status are
associated with burnout, suggesting that shortened work time or
respite is an important supportive element in terminal care
(Chiriboga et al. 1983, Masterson-Allen et al. 1985 and Mor et al.

1984) .

The acquired immme deficiency syndrome (AIDS) is a rapidly
progressive and currently terminal disease. AIDS was first
reported in the United States in 1981. AIDS is the most serious
disease to result fram infection with a mman retrovirus known as
human immmodeficiency virus (HIV). With HIV infection, a patient
can be asymptamatic for years before the first manifestations of
illness appear. But as the HIV virus attacks the immmne system,
previously healthy people became vulnerable to otherwise manageable
medical problems such as weight loss and diarrhea, and ultimately
to rare infections and cancers such as pneumocystis carinii
pneumonia (PCP) and Kaposi’s sarcama.
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AIDS was originally identified in the United States among
homosexual and bisexnal men, and shortly after, among IV drug
users. The vast majority of cases now reported still came from
these two population groups. Other cases have been reported in
blood recipients, hemophiliacs, female sexual partners of infected
men, and children born to mothers infected with HIV.

Health workers in the major teaching hospitals in coastal
cities in the United States have borne the burden of direct care
for hospitalized AIDS patients. Because of the sudden and
concentrated appearance of the illness doctors, murses, and social
workers were ill-prepared to care for the large rumbers of
terminally ill young, people for the most part fram stigmatized
groups, who sought treatment in hospitals. During the early years
of the epidemic health professionals had little choice in this
aspect of their work (Volberding and Abrams 1985). For example,
interns and residents caring for persons with AIDS early in the
epidemic had accepted training in prestigious medical centers
before the first cases were identified. Certainly no one could
have anticipated the profound impact AIDS would have on the cahorts
in training after 1982 (Wachter 1986).

The HIV virus is spread through blood and sexaal contact; there
has been little spread beyand the initial risk groups. Yet reports
by the Centers for Disease Control (CDC) about three health workers
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who seroconverted, or tested positive for HIV infection, after
caring for AIDS patients (Centers for Disease Control 1987)
underscored anxiety on the part of health professionals about HIV
infection.

Work-related transmission of the HIV virus has been documented
in a mimuscule mumber of accidents. Nevertheless, in the context
of uncertain knowledge and media hysteria, health workers worry
about exposure in the course of their work. Workers grapple with
fears of contagion of a disease which so far is invariably fatal.
While there is no doubt that the major psychosocial victims of this
disease are the AIDS patients themselves, health professionals
clearly experience its psychological impact. The impact of AIDS on
the health system generally, will be discussed in Chapter Two.
Following is a review of the literature on health workers and AIDS.

Problems in Socjal and Psychological Investigations of AIDS

Since the first AIDS cases were reported in 1981, the disease
has captured the attention of a group of eminent and dedicated
biamedical scientists and epidemiologists. 1In a very short time
this elite cadre of investigators has learned a great deal about
the disease. While sametimes criticized for excessive
campetitiveness or for exploiting the relative unavailability of
research funds for AIDS, they have advanced our understanding of
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the epidemiology and immmology of the illness, developed the means
to identify the causal virus and protect the blood supply from
contamination, and have run and reviewed clinical trials on many
possible drug treatments, including the identification of
successful treatment with Zidovudine (AZT) for HIV infected and
AIDS patients .

Investigations of the psychosocial aspects of AIDS have been
hampered by misunderstanding about the two cammmities most
affected by AIDS — gay men and IV drug abusers. Biamedical,
epidemiological, and psychosocial researchers experienced major
problems in studying these two groups. For IV drug abusers, the
problems of identification, follow-up, and controls are almost
insurmountable and have led to the exclusion of IV drug abusers
from certain studies. For example, anyone with a history of IV
drug abusers was excluded fram the clinical trials of AZT because
of anticipated problems with campliance and reliability (Laskin,
personal interview 1987).

In studies of hamosexual men, the pervasive heterosexual
ignorance of Gay life-styles and sexual activities have led to
questionable study designs and instruments which do not account for
actual sexual practices. According to Batchelor, "The indelicacy
of discussing intimate sexual practices, especially unfamiliar
ones, has resulted in scientific terminology and careful euphemisms
in survey instruments that confuse the participant more than they
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add precision to data collection" (Batchelor 1984, 1282).
Untangling the political meaning of recent male hamosexual
practices in a bewildering process for heterosexuals. Political
perspectives, often strident expressions of Gay rights issues, have
infused some of the best efforts at understanding the
psychodynamics of this illness. Dennis Altman who has written
extensively on hamosexuals, says, "During the 1970’s the growth of
both Gay assertion and a cammercial Gay world meant an affirmation
of sex outside relationships as a positive good, a means of
expressing both sensuality and community" (Altman 1986, 142).

This review focuses on one specific aspect of the psychosocial
literature on AIDS, the disease’s impact on health professionals.
When health professionals are presented in the AIDS literature, it
is often in relation to patient abandomment (Nelson, Maxey, and
Keith 1984), refusal to treat patients (Plumeri, 1984), or fears of
contagion. These issues are discussed from a moral perspective
(Kayal 1985 and Loewy 1986) or to review safety practices in the
hospital (Bennett 1986). The responses of health workers to
stigmatized social groups has been discussed (Douglas, Kalman, and
Kalman 1985 and Forstein 1984), but the impact of the illness on
work lives of caregivers is only mentioned in passing (Holland and
Tross 1985 and Nichols 1984). A mmber of articles reporting
surveys of physicians’ attitudes towards AIDS patients and their
knowledge about the disease have appeared (Richarson et al. 1987
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ard Kelley et al. 1987). This reflects concern that doctors are
reluctant to serve AIDS patients, as well as the recognition that
manpower as well as financial resources are critical in responding
to this disease.

Most of the literature on health workers and AIDS has developed
in response to the widespread reports of fears and concemrns
generated in this work cammunity about the contagion of AIDS. A
second body of literature examines the psychological costs for
health professionals who work with AIDS patients. These two issues

will be discussed in the next two sectiaons.

When health professicnals have been referred to in the AIDS
literature, it has generally been in relation to their fears of
contracting this fatal disease. The lay press and the professional
literature both report health workers’ refusal to care for patients
or excessive precautions, such as trays left outside patients’
doors, nurses’ refusal to bathe patients, or umecessary gowning by
personnel entering AIDS patients’ rooms (Weiss 1983). Although
most of these patient-rejecting behaviors were reported very early,
in March, 1987, a prominent heart surgeon in Wisconsin refused to
operate on patients infected with the HIV virus (The New York Times
March 13, 1987). Also, in September, 1987, cardio-pulmonary
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surgeons in a large private medical center in New York refused to
perform valve replacement procedures on known IV drug abusers
because of the high incidence of HIV infection in that population
(Aras, Personal Camunication 1987). Reports such as these have
led to accusations that health workers have abandoned AIDS
patients, culminating in a public condemnation of such behavior by
physicians by Surgeon General C. Everett Koop (Boffey 1987).

The extremity of avoidance suggests that health workers’ fears
originate to some extent in concerns about the possible social as
well as physical contamination from work with stigmatized
populations. In fact, same writers have described the AIDS
diagnosis as a social as well as a medical classification (Ostrow
1984) . The selectivity of this disease, at least in its initial
appearance, for socially stigmatized groups has borne with it the
attribution of causality by these groups (Fox 1986 and Kayal
1985). Workers not only fear viral transmission but also social
contagion or perhaps the social stigma of these groups intensifies
the fear of physical contagion. Holland and Tross (1985) fram
Memorial Sloan-Kettering Cancer Center, recognized that interaction
with stigmatized groups such as hamosexuals or IV drug abusers goes
far to umask the negative attitudes of health professionals, which
are similar to those of lay people. Negative responses which may
otherwise have laid dormant can intrude on the relationship between
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patient and caregiver. They can seriously affect the ability to
provide emotional support and understanding, and preclude open
discussion of sexual preferences and practices.

Contamination is a psychological issue as well.

Stuart E. Nichols, who has studied the psychological impact of AIDS
since 1981, describes the problem in psychodynamic terms: "When
panic is experienced by persons not at risk, it might be derived
fram the old fear of exposure — the fear of discovering hamosexual
feeling, not of contact with the putative AIDS agent" (Nichols
1985, 90). Frum whatever source, biamedical, social, or
psychological, AIDS anxiety within the medical and nursing
cammmities has generated a large segment of writings about health
workers and AIDS.

A number of articles have appeared in mursing and medical
journals describing protection against the risk of disease
transmission for workers in health settings (Hospitals 1984,
Bernett 1986, and Conte et al. 1983). Typically, these articles
review essential protocols for caring for AIDS patients. The
authors often refer to "panic" or "hysteria" to describe health
workers’ reactions to contact with this group of patients, words
which reflect the intensity of these concerns among professionals.
An article fram the "Management Rounds" section of Hospitals
explicitly states that the "key to demystifying the disease is
educating the staff about what precautions to take when caring for
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AIDS patients" (Hospitals 1984, 40). All these articles imply that
the dissemination of scientific information will provide a basis
for rational action by health workers and will neutralize the
hysterical responses to non-scientific sources, such as the media
or rumors. Thus, these articles provide such information in clear
terms related to specific professional activities required for
direct patient care.

One response to reports of hospital-worker "abandonment" of
AIDS patients is to admonish them to serve as professionals on
moral grounds. An article in RN entitled "Are we abandoning the
AIDS patient?" proposes that nursing is not only a profession, it
is also a vocation: "It’s a calling to serve —— an inner voice
that urges us to work for a better world. As nurses, our call to
care for the sick and dying supersedes fear of disease'" (Nelson et
al. 1984, 18). These nurse authors ask their colleagues if they
have lost the courage to serve and plead for campassionate care for
AIDS patients. Finegold, a physician, evokes Osler, Hippocrates,
and lewis Thamas to encourage physicians to assume their
responsibility to AIDS patients (Feingold 1983).

Although he uses historical scholarship, Loewy (1985) responds
to the problem of health-workers’ fears of AIDS with an appeal to
professional values. Troubled by reports of physicians refusing to
care for AIDS patients and an ambivalent caommmity response to

those refusals, lLowey examined the concepts of "duty," "fear," and
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"courage" in a medical setting. He argues that an enduring social
contract binds the healer to the cammnity. He reviewed the
historical abligation of physicians to treat their patients despite
persanal risks by describing physician’s actions during plagues
during from the Justinian Plague, which lasted fram c. 540-590.
Historically, the doctors’ social contract required that they
remain with the diseased population. The status, prestige, and
power of physicians meant that they were ocbliged to serve good
patients as well as bad. Lowey feels that the present
post-antibiotic generation of physicians may have been spoiled by
not having to fear exposure to infectious disease (Loewy 1985).
Others are more sympathetic to doctors of the present generation
citing the fact that the causative agent of AIDS was originally
unknown exacerbated uncertainty in an unfamiliar context
(Volberding and Abrams 1985).

Others have defined the legal dbligation to serve AIDS
patients. Plumeri, an attormey writing in the Journal of Clinical
Gastroenteroloqy, proposed a hypothetical example of a
gastroenterologist refusing to perform an endoscopy on an AIDS
patient because of fear of exposure to the patient’s virus laden
bodily secretions. Although a physician has no legal duty to treat
a patient, once a relationship arises fram a consensual transaction
or an expressed or implied contract, s/he does have such a legal
duty. Piumeri clearly outlines the circumstances under which a
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doctor has a legal adbligation to treat, providing as wcll

rationale for avoidance for physicians concerned about treating
AIDS patients. The author seems to imply that the anxiety doctors
experience in the matter of treating AIDS patients may also include
a fear of lawsuits (Plumeri 1984).

In 1984, Valenti and Anarella surveyed hospital personnel at
their own institution, Strong Memorial Hospital, on their
understanding of AIDS. This survey was one of the first reported
which directly addressed the knowledge and attitudes of health
personnel working in a teaching-hospital setting, and remains one
of the few to campare the responses of various hospital
disciplines. Seven hundred forty-one questionnaires were
distributed among hospital employees likely to have contact with
AIDS patients. A 36% response rate of 266 campleted surveys
yielded data fram thirteen employee groupings. Although
understanding of AIDS and its transmission increased with the
educational level of the respondents, certain aspects of AIDS
transmission still raised anxiety, even among doctors and nurses.
As an example, the authors noted the fact that while most employees
knew that the virus was not airborne and that casual contact does
not pose a threat of transmission, there appeared to be uncertainty
about the need for masks and gowns in routine situations, or
whether common waiting roams were acceptable (Valenti and Anarella

1986) .
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Findings fram this study raise question as to whether education
limited to safe practices alone will adequately inform professional
activity with AIDS patients. The authors draw a parallel between
the disparity in areas of knowledge and action in hospital
personnel and the general public’s generally high level of
knowledge, which does not always inform community action. For
exanple, the protests against children with AIDS entering public
school in Queens, New York, took place in the context of high
levels of awareness about AIDS in that commmity. The authors
state that for their respondents, the media was the major source of
information about AIDS. They speculated that some media coverage
might directly conflict with what was taught in in-service training
programs, resulting in confusion over the actual modes of
transmission of AIDS. These authors conclude that "those
responsible for educating hospital staff are faced with a dilemma
that may not easily be surmounted by the traditional educational
approach alone. Additional counseling to help employees overcame
their own stress and anxiety might also be indicated in some
situations. Other religious and social beliefs may further
camplicate the issues" (Valenti and Anarella 1986, 62-63).

The interplay of fears of the AIDS virus with hamophabic
responses of professional workers as well as in the wider cammnity
has became almost a cliche in the AIDS literature. Another survey

of doctors and nurses in a large urban teaching hospital tried to
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quantify the degree of hamophobia in this population by using an
existing instrument designed to measure hamophobia. The authors
distributed the test to 91 house officers and 261 registered
rurses. The response rates were low; in this voluntary and
anonymous study, only 41 percent of the physicians and 35 percent
of the murses responded. The authors were alarmed to find that the
mean scores of respordents fell in the hamophabic, though
low-grade, range and that 10 percvent of their respondents agreed
with the statement that AIDS patients got what they deserved.
Predictably, the authors note lower hamophabia scores in nurses and
doctors who personally knew a hamosexual or had a hamosexual family
member (Douglas et al. 1985).

It is likely that hamophobic responses are more pervasive,
since the survey methodology used for this study may have helped to
protect same of the more negative responses behind the workers’
professional veneer. The low response might also suggest a fairly
high incidence of hamophobia in this commmnity. Low response rates
are found in other studies of health workers’ attitudes towards
AIDS: an average 36 percent response rate among 13 hospital
employee qroups (Valenti and Anarella 1986), a 55 percent response
rate fram physicians with known contact with persons with AIDS in
the California Bay Area cammunity (McKusick et al. 1986).

As a result of the appearance, virulence, amd spread of AIDS,
health workers had to confront many unknowns. In this instance,
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the "unknown" included not only a new and dreadful disease but also
populations in our society which participate in mysterious,
unfamiliar, and in some eyes, sinful practices. Increased
information about the disease, along with personal contact with
hamosexuals and IV drug users stricken with AIDS may decrease
health workers’ fears, or may solidify their negative responses.

Work with AIDS patients generates a camplex response among
health workers providing direct care. Fears of viral contamination
and association with stigmatized social groups conflict with
professional expectations for abjective medical practice and a
social abligation of service. Compounding the difficulty for
health professionals is the current fatal prognosis and the young
and previously healthy population it attacks.

Writers describing the psychological responses of AIDS
caregivers generally refer to helplessness and corresponding
anger. Physicians are the professional group most mentioned,
although same cbservations also pertain to other professional
groups. Holland and Tross (1985) point out the sense of
identification and personal vulnerability in caring for young
patients who face rapid deteriorating and death. Wachter, a young
physician trained during the early days of the disease, also notes
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the youth of the affected patients as a campounding element for
doctors-in-training. Hc remarks that house officers cammonly build
defenses quickly against their constant exposure to death, using
peer support, intellectualization, and gallows mmor. But with
AIDS, because of the youth of the patients and the doctor’s
powerlessness to influence disease outocome, the usual defenses are
inadequate (Wachter 1986). Several authors refer to physicians’
anger in dealing with a disease they cannot cure, which therefore
threatens them professionally.

Most of the references to health personnel’s psychological
responses to AIDS are made in passing in articles on the impact of
AIDS an more directly affected populations. Only one study
specifically addressed the psychological impact of AIDS on a
caregiver population. In this study researchers at the University
of California at San Francisco studied psychological reactions and
attitudes of vrimary care physicians working with AIDS patients.
They assessed the degree of depression, anxiety, overwork, fear of
death, intellectual satisfaction, and career satisfaction through a
survey instrument and interview. Eighty-two physicians were
surveyed, forty of wham agreed to be interviewed. Predictably, a
majority of the informants reported increased stress since they
began working with AIDS patients. A significant minority reported
increased fear of death and anxiety. Sixty-three percent of the
sample identified themselves as "gay-oriented." This group was
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more likely to report an increased fear of death and amxiety than
their hetercvsesual counterparts. Through the interview material,
the researchers determined that the increased anxiety was due to
the "gay-oriented" physician’s perception of being at risk himself
for AIDS. Psychological distress increased directly with physician
cantact with AIDS patients, career and intellectual satisfaction
also increased similarly (McKusick 1986). Though limited in scope,
this study begins to address important issues about the impact of
AIDS on professional health workers. Most significant for this
reader is its addressing the problem fram the perspective of health
workers.

conclusion

In this chapter, I have presented an introduction to the study
and a review of the literature on death and dying which has
developed over the past thirty years. This review has focused on
research on the care of terminally ill patients and the responses
of institutions and health professionals to the dying. The review
also summarized the developing literature on health professionals
and AIDS.

The major knowledge areas presemnced here included an overview
of the early socio-structural literature on terminal care and
research an the attitudes of health professions in dealing with
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dying patients. Avoidance of the dying and support for withholding
treatment were major themes reviewed, as well as the literature on
stress in death work and the effects on health professionals. The
impact of AIDS patients aon health professionals was presernted in
the final section of the review.

This review serves as an introduction to the major issues
developed in the thanatology literature over three decades and
indicates the influence and direction of the death awareness
movement over this period of time. As presented here, the
literature points to changes in the areas of disclosure of a
terminal diagnosis, avoidance of dying patients, and questions
abaut the appropriateness of prolonging the lives of patients with
terminal disease. It is a backdrop for the study presented here,
particularly in relation to assessing how a period of great
interest in terminal care affected health professionals who are
working with dying patients at present, specifically health
professionals who care for the dying in the context of an acute
care hospital, where the goal of cure remains the measure of

success.
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CHAPTER TWO

THE PROJECT SITE: DESCRIPTION OF THE SEITING

Introduction

This study of responses to terminally ill patients by doctors,
murses, and social workers was undertaken in a prestigious urban
teaching hospital, which I will call East End Hospital (EEH). The
project was conducted during a period of transition for health care
in general, as well as for this institation. I began this research
in a year where hospitals in this city faced many changes, among
them, new systems of a third part reimbursement; new ethical
dilemmas associated with advances in resuscitation and other
life-sustaining interventions; the growth of new private and group
systems of health delivery; and a deadly new disease, AIDS. Three
of these issues significantly affected the hospital in relation to
terminal care: new regulations for Medicare reimbursement for
inpatient services, ethical and legal questions abaut life-
sustaining treatments, and dramatic increase in the mumbers of
patients suffering from AIDS.

This chapter discusses the organizational structure and culture
of East End Hospital and describes how these health care issues
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affected the terminal care it provided. The organizational
perspective provides the framework for understanding how the care
of terminally ill patients and their families produced stress for
nurses, doctors, and social workers. More generally, the
organization provides a context in which to examine the congruence
of institutional and personal goals as hospital workers go about
the business of serving the prodigious needs of dying patients. To
develop the reader’s understanding of the context for patient care,
I will describe the hospital-medical camplex as well as trerds in
health care delivery during the period of the study.

The first section focuses on the project site. It includes a
general description of the hospital, its organization as a teaching
institution, and the culture of this particular medical camplex. I
describe the organization of the Social Work Department, with
particular attention to administrative changes which took place
during the study year, ard the climate within the Department of
Nursing, as nursing administration responded to pressures for
fiscal restraints.

The second section of this chapter summarizes selected
contemporary issues in health care delivery which bear upon the
central theme of the project — problems which acute care hospitals
and health care professionals experience in serving the needs of
dying patients. Contemporary trends resulted in many changes for
medical, mursing, and social service workers and their
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administrators at EEH. The cbservations and interview material
which I ocollected as a part of this project reflect the efforts of
staff to manage their work with these terminally ill patients
during a transitional period in health care. In this section I
sumarize the following issues: the implementation of Medicare
reimbursement by Diagnostic Related Groups (IRGs): ethical dilemmas
and practical concerns in terminal care, with the advent of the
Hospice legislation; and how.,an increasingly large population of
AIDS patients impacted on the hospital.

The final section of this chapter describes my position in the
hospital-medical camplex. I discuss the unique access my work gave
me to the activities of the nurses, doctors, and social workers who
were the subjects of this investigation. I also describe the
problems of being a social science investigator among biamedical
researchers.

General Description

This study of the responses of heaith professionals to patients
in terminal care was undertaken at East End Hospital (EEH), a
1,000-bed voluntary teaching hospital located in a large urban
city. The hospital is affiliated with the prestigious Ivy
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University Medical Oollege (IUMC) which occupies the adjacent
site. EFH is a tertiary care facility with an international
reputation. The institution serves both adults and children
through a wide variety of ambulatory and in-patient services. As a
tertiary care facility, EEH serves patients with camplex diseases
in advanced stages. Patients are frequently referred by local
doctors fram the metropolitan area and beyand. The atterding
physician may therefore not know the patient prior to admission,
and the patient may not be a local resident.

In spite of its close proximity to an intermationally renowned
cancer research camplex, Metro Oncology, EEH has an extensive
Hematology/Oncology Service. These institutions are to same extent
campetitive, even though they are both affiliated with IUMC and
share same resources. For example, the cancer hospital provided
radiation evaluation and therapy services to EEH during the period
of this study, while EEM built a new facility. The new EEH
radiation therapy unit is supervised ard staffed by the Metro
Oncology personnel.

The medical camplex is an enviromment of campeting
constituencies, mirrored in an institutional structure which is
organized alang the lines of an advisory bureaucracy. Each
department is a fiefdam, the damain of the individual chief of
service, whose primary concern is autonamy and the enhancement of
his or her own territory (Strain 1975). At EEH, this situation
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makes for intense competition between departments, each vying for
its share of institutional resources and status. In this regard,
senior attending staff are more responsive to the appraobation or
censure of their colleagues than they are to the patients they

treat.

Medical Training Program

TUMC graduates 100 students fruam its M.D. program each year.
Places in the program are considered desirable, since IUMC is an
Ivy League medical school. IUMC trains house officers in medicine,
surgery, pediatrics, cbstetrics, and psychiatry through a
traditional intern rotation and residency program. Training at
TUMC has historically been prized by medical school graduates as a
prestigious institattion. As with the hospital, campetition among
departments in the medical college shapes the activities of the
department heads. Since the National Institutes of Health (NIH)
provides support for the college through biomedical research
grants, department heads must enhance their financial resources
through government grants. These efforts are a primary focus of
the faculty, which places less emphasis on the inculcation of
professional practice values among younger physicians in training.

In essence, teaching hospitals with medical school
affiliations, such as EEH, have three goals. They strive to offer
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optimal clinical services to patients, provide clinical training in
a variety of medical specialties and sub-specialties, and foster
medical research. The practices and operational framework of such
institutions have evolved in order to implement these goals.
Nevertheless, these three goals are frequently in conflict (Strain
1975). Understanding the sou.ces of these conflicts is a salient
theme of this study, particularly where conflicting goals undermine
patient care, which the general cummnity presumes is an important

abjective of the hogpital.

At EEH, patients are divided into private and "pavilion"
groups. These two patient groups are generally housed in different
areas of the hospital, with different structures for care. Private
patients are treated by their own physicians, with the tacit
understanding that the patient will provide a teaching experience
for the house staff — the interns and residents who are
doctors~in-training who are responsible for the coverage of
patients "in house.® It is also understood that house staff will
provide "body care" for the private patient, but that collaboration
in formulating a treatment plan is off limits. For private
patients, the treatment plan is developed by the attending and
consultant specialists. Even though only house officers are able
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to write patient orders urder the "closed book" system, attending
physicians control the care of their private patients.

Pavilion or ward patients at EEH are not covered by private
third party reimbursement plans or Medicare. They are admitted
through a "comp—care" physician, an attending physician who is a
faculty member of the medical college. Unlike the private patient,
the ward patient is unknown to the attending before admission to
the hospital. While the care of pavilion patients is supervised by
the "camp—-care" atterding, the house staff has considerable
autonany over the treatment plan for these patients. It is through
practice with the ward patients that interns and residents exercise
the most self-direction in treating patients. The "camp-care"
attendings are respectful of the house staff’s need to develop
autonamy in their practice and generally leave decision making to
the interns and residents.

House officers rotate throughout the private and pavilion
services at the hospital. In this way they can work with the
widest possible range of disease and patient types in their
training. For interns, the rotations usually last ane month on a
given service. At the end of this time, the patient is transferred
to the next group of interns who assume responsibility for the
service. The formal vehicle for transmitting information about the
patient to the new intern is the "“off-service" note. Given the
rotation system, contimuity of care is impossible for pavilion
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patients and, to same extent, difficult for private patients. For
while the private patient will always have the same camplement of
attending physicians, the house officer is, nonetheless, the most
immediate source of daily care. Besides the rotation of
physicians-in-training i. should be noted here that nurses also
rotate, in the sense that while they generally remain on the same
ward, they move fram patient to patient on a daily basis. The
rationale for this procedure is that it protects an individual
nurse from having a concentration of difficult patients.

The intern year is considered the most difficult training year
for house staff. Besides the pressure of rotations, interns have
the lowest position in the house staff hierarchy. While third and
fourth year medical students function as "sub—-interns," they are
protected from these pressures because of their student status.
Interns have the most "scut" work or undesirable tasks to perform.
They also have the least knowledge both of the hospital system and
therapeutics, which adds to the pressure of their work.

The prestige of the affiliated teaching hospital rests on the
academic and research standing of its chiefs of service and medical
college faculty. In-house medical care is structured to
accammodate the training needs of the house staff (Strain 1975).
Obviously, contimuity of care would maximize the possibility for
establishing relationships with patients, and social and
psychological dimensions of the patients’ illnesses could be more
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pointedly addressed. For house staff, learning about diagnosis and
therapeutics is the focus of their work. It is the area most
rewarded by their peers and their jimmediate medical supervisors.
In a study of the socialization of house staff, Mizrahi (1986)
describes how they soon discover what is important to the doctors
higher up in the medical hierarchy, and they are quick to conform
to these standards. The institution, the department heads, and
those in charge of house staff training focus on the technical and
research aspects of their work, and it is in this area of their
work that the novice physician achieves status. As Strain (1975)
points out, excellence in patient care ard treatment is less likely
to be a priority. It is scrutinized by the much more diffuse eye
of the general cammmnity, but does not convey equal status within
medical institutions, where it is considered a basis for standard

medical campetence.

izational cult

EEH was chartered before the Revolutionary War by the King of
England. Hospital staff humorously refer to this historical fact
to express their perception that the institution is resistant to
change. Compared with other similar hospitals in the metropolitan
area, EFH is traditional and conservative. As an example of its
conservatism, EFH is exceptionally sensitive to the differential
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status among hospital workers. In this regard, the hospital pays
camplete hamage to the physician. The trappings of status
dramatically distinguish the superior value of physicians as
campared with the "“paraprofessional staff," Freidson’s term for
health professionals such as murses and social workers who work
around the doctors, and whose function is to support the doctors’
work (Freidson 1970).

Evidence of the prized value of the doctor is manifest
throughout the facility. The hospital maintains a well-staffed
doctors’ coat roam, where attending physicians find freshly
laundered coats each day. Here they have access to a dignified,
wood-panelled lounge, camplete with leather furniture and daily
newspapers. The in-house telephone directory is color-coded and
divided into sections according to the status of the employee in
the hospital. This format is complex and difficult to use since
the user must first identify the correct section before finding the
worker’s name. Yet the system supports the separation of hospital
persamel according to their perceived institutional value.
Convenience of use appears to be of less value than organizing
persaonnel according to their status. Normative behavior for EEH
house officers is conveyed to each new cohort of interns, who are
expected to conform to "gentlemanly" codes of dress and decorum
when engaged in collegial and patient interaction.

Unlike virtually all other major hospitals in the area,
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EEH-TUMC is entirely non-unionized. This striking fact illustrates
the patermalistic quality of the medically dominant authority
structure. The hospital has managed to control efforts at
unicnization with pay scales and benefit packages which are
exceptionally campetitive with camparable institutions in the same
city. Other perquisites of employment at EEH-TUMC have made it
possible for the administration to resist unionization while at the
same time retaining the loyalty of non-medical staff. These
rewards enhance the ability of the institution tc attract personnel
who will happily tolerate the lack of union protection in excharge
for a comfortable work setting. The Hospital and Medical College
are located in an excellent neighborhood. For staff who live in
hospital subsidized housing, residence in this area at inexpensive
rents is a significant reward, particularly when campared to the
locales of other excellent teaching hospitals in the city.

EFH has traditionally served the health needs of an affluent
and celebrated patient population. For workers, ane attraction of
the institution is the large proportion of upper middle class
patients, as well as a significant mmber of famous patients. The
fact that many national and intermational celebrities seek care at
this hospital contributes to an aura of elitism and an
organizational culture which stresses dignity, discretion, and
decorum. These qualities may appeal to professional and
paraprofessional staff alike, who value the conferred status of
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association with high-status patients.

The sister institutions of EEH and JUMC are exceptional in
their ability to attract benefactors. An aggressive Development
Office carries out mmerous seminars and open-house days to garner
support from its affluent neighborhood. Programs such as "Wamen
and Health Day" or the Departmental Associates provide commmity
service in health education to wealthy contributors from the
neighborhood in exchange for financial support. The hospital
encourages media exposure of its affiliated attendings. Among the
glossy publications generated by the Public Affairs Office is a
review of newspaper and magazine articles which contain the work of
EFH physicians.

As an institution, EFH has focused its reputation on excellence
in patient care for the affluent, and scientific and technical
advancement. This has earned the hospital prominence in the city’s
powerful economic and social cammmnities. To a much lesser extent,
EEH has exploited its potential for social or cammmnity action.
While other large medical camplexes in the metropolitan area have
clinical and research programs targeted at needy populations in
their midst, EEH-TUMC has limited commnity service programs. A
striking example is the Department of Gerontology, which has no
clinical or service campanent. That department limits itself to
basic science research in the area of aging. Typically, grants
sought by the Medical College have been for basic science or



53

clinical research. Only within the past year has EEH-TUMC began to
look at grant opportunities in social health stimulated by the
efforts of a new Social Service Director.

The Social Service Department

General Description

The Social Work Department at East End Hospital was established
in 1911. In keeping with the prevailing culture of the hospital,
the department has historically been a conservative ane, that is,
it has for the most part limited its tasks to needs defined by
physicians perceptions’ of social service functions. Fram informal
camnents by attendings and house officers it is clear that EEH
physicians see this function as limited to discharge planning.
Statements by these medical persomnel such as, "they are here for
garbage removal,” or "they keep the drains open" project this
attitude. Also, medical persomnel tend to see this function as
clerical and concrete.

In a city where social work departments have been marked by
progressive reorganization efforts within their parent institutions
as well as in the cammmnity, this department has conformed to the
prevailing physician-darinant perspective of the institution.
Historically, the department administration did little to assert
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with medical authority.

During the period of this study, 37 social workers staffed the
department, 35 of whom held M.S.W. degrees. Two were campleting
doctoral degrees in Social Welfare. When judged by the educational
achievements of its workers, the staff was highly professional-
ized. There was minimal minority representation in the staff.
Three workers were Hispanic and four Black. The department has a
student training program; it has long-term relationships with two
prestigious schools of social work. During the academic year in
which this study was implemented, five M.S.W. candidates were
placed as interns in the department.

As indicated earlier, EEH is not a unionized institution, yet
the salary range and benefit package for departmental personnel are
campetitive with similar hospitals in the area. The starting
salary for social workers with M.S.W. degrees during the year of
the study was $24,424. As described earlier, in relation to staff
in general social workers consider EEH a prestigious institution in
which to work. The excellent location of the hospital and the
association with an upper middle class patient population appeal to
staff.

Unlike the elaborate facilities available to the attending
medical staff, social workers ooccupy offices of limited size ad

convenience for their actual work assigmments. Social work offices
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are spread throughout the hospital plant. They are frequently
located a considerable distance from the service where staff
members work. The offices are generally small, windowless roams.
In same instances they have been converted fram closets or slop
rooms. Since their offices are inhospitable and/or inconvenient,
social workers have difficulty seeing family members alone, let
alone in groups, in a private office setting. Same offices are far
from the worker’s service, making them less visible to patients and
less integrated into the life of their units. Because the physical
plant at EEH is large and the elevators slow, off-service offices
make it difficult for workers to accamplish their tasks.

The New Social Service Administrati

In December, 1983, the Director of Social Service amnounced her
retirement. Like many in the social work staff, the director had
long experience at EEH, including 21 years as head of the social
service department. Her predecessor had assumed this position for
an equally long time. On March 1, 1984, her retirement went into
effect. For six months, the department was administered by the
Assistant Director. The new director was announced in the summer
of 1984. The Director-designate had previously been the Assistant
Director at Metro Oncology arnd Director of Social Service in a
specialized hospital in the same city for several years. She began
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her employment as Director of Social Service in September, 1984.

The reaction of both the outgoing administration and the social
work staff to the appointment was highly enthusiastic. The new
Director had been the favorite candidate of the retired Director.
Many departmental workers knew the candidate personally or by
reputation before she arrived at the institution. Workers reported
informally that they anticipated she would help the department by
being a strong advocate for social work within the hospital. She
was perceived as less likely than her predecessor to give in to the
demands of the hospital administration and more likely to be
equitable in her dealings with the social work staff. She was seen
as interested in the professional development of the department and
in worker education. Same workers articulated concern about the
effects of such a change in perspective on their usual work
patterns. As part of her negotiation with the hospital, the new
Director sought a faculty position at TIMC. She won the position
contingent on campletion of her doctoral studies.

tment in Transiti

This research project began shortly after the new Director of
Social Work began her tenure at EEH. It was a significant period
of transition for the department. Within the first year of the new
administration, the department experienced a 30% turnover in
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staff. Several workers retired, one worker died, one was denied
contimed employment because she failed to pass her Certified
Social Worker examination, and one did not return following
maternity leave. If this large staff turnover was viewed as a
consequence of the new administration, it was seen by the new
Director as a necessary "house cleaning" of the strongest adherents
of the past administration’s perspective. It gave the new Director
an opportunity to hire several new workers more sympathetic to her
progressive style. Following the retirement of the Assistant
Director, the new Director replaced her and hired a second-level
administrator. In December, a second Assistant Director was
hired. The new administrative structure would enable the Director
to implement same of the changes which she felt necessary to
revitalize the department, particularly in the areas of stafr
development and accauntability. The skills of the senior staff
wham she selected matched her direction for the department.

Apart fram the natural change to came about by a new profile in
worker temure and age, specific efforts of the new Director looked
towards a department which reflected her personal conception of
"professional.® This went beyond the educational accomplisiments
of the workers toward more autonomous and skilled practice,
particularly in the realm of mediating organizational problems.
Within the conservative culture of EEH, the Social Work Department
developed in reaction to the needs of the institution. While other
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autonaomous base of practice in dynamic hospital ernviramments, the
Department at EFH had not cultivated an institutional perception of
an independent professional group within the medical camplex. To
this end, change in the department in 1985 centered in three areas
— staff development, increased social work autonamy in case
finding, and control of discharge planning.

Expanded Staff Development

Consistent with the reactive nature of the previous
administration, staff development was limited when the new Director
began her temure. No specific program existed. A structure for
wocker supervision was in place, but workers were only required to
oconsult with their supervisors on a regular basis for their first
six months on the jab. After that, they could use the supervisory
staff as consultants, as needed. Staff meetings were used
primarily for administrative purpcses.

During 1985, the new Director appointed a camnittee of staff
members to organize an in-service training program. The comittee
defined topics of interest and armounced a series of lectures for
staff development. The Director also made efforts to revitalize
the supervisory staff in the department. She used meetings of the
supervisory staff to enhance the skills of this level of staff.
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She also assumed direct supervision of a small number of staff
members. Systems for accountability, peer review, and case finding
were previously in place, with written policy amd procedures. The
new Director informed me that while these procedures existed when
she assumed her position, they were not routinely followed by
staff, so that adherence to both the form and substance of a high
standard of professional practice were lacking. Furthermore, there
were several instances where departmental policy as written
conflicted with state and federal regulations. The gaps were
corrected early under the new administration.

Autonomous Cage Finding

Another area designated for change for social workers was
autonamy in case finding. The major vehicle for social work
referrals at EEH was through the weekly Health Team Conference
(HIC). The purpose of the HIC is to anticipate the discharge
planning needs of all in-patients on a given service arnd to share
information among staff which pertains to patients’ after—care
needs. Such meetings typically included the head nurse, social
worker, and home care nurse assigned to the floor. House officers
are invited to attend HICs, but appeared infrequently.
Particularly during the intermship year, house officers select
activities which they deem most essential in relation to their
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residents and attendings. Health Team Conference meetings are low
priority. Social workers use the HIC to report their involvement
with patients and describe their progress in establishing plans for
patients once discharged. Depending on the relationship among the
team members, the meetings might involve substantive discussion
about the psychosocial and medical situation of patients as
professional colleagues, or since the head nurse typically leads
HTC meetings, it could simply be her assigmment of cases to hame
care or social work personnel.

In theory, social workers had been able to offer services to
all patients in the hospital. They were not dependent on medical
or mursing referrals. In practice, however, there was an informal
system of physician control over social work intervention.
Particularly in private services, workers did not campromise their
relationships with doctors by pursuing cases against a physicians’
wishes. This subtle constraint campramised the department’s
autonamy, as doctors could at times determine which cases were
suitable for social work intervention by asking that a private
patient not be seen.

Freidson (1970) suggests that a profession’s control over its
own work is essential in a medical division of labor if it is not
to be subordinate to physicians. Clearly, the informal mechanism
of case referral indicated the extent to which medical dominance
defined social work tasks and enforced its subordinate position.
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Both individual physicians and the hospital administration saw
discharge planning as the sole function of social work at EEH.
Additionally, their conception of this task was limited to the
concrete aspects of the job. For the most part, doctors failed to
see the need for skills in psychosocial assessment, casework
intervention, and systems negotiation which are critical for
effective placement strategies.

In mid-1985, the new administration developed high risk
criteria for social work intervention. The criteria were intended
to focus social work staff on patients for wham social service
intervention was particularly indicated. Since these criteria were
developed fram the social service department’s professional norms
for workers in hospital settings and did not rely on medical or
nursing perceptiaons of the social work role, they were an effort to
enforce social service control over professional activities. 1In
this context, workers would not perform the planning function in
response to other professionals’ direction. Instead, they could
use case-finding strategies to anticipate needs and avoid the
problem of being called in too late to implement sound plans.
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Disc Planni

The third area targeted for change was discharge plamning. At
the time the new Social Work Director was appointed, discharge
planning was jointly controlled by the Social Work and Hame Care
Departments. The previous social work administration had given in
to pressure to share this essential task with the Hame Care
Department. On assuming her position, a priority for the new
Director was the return of exclusive control of discharge planning
to Social Work. This was achieved by the beginning of 1986.
Particularly in the context of DRGs, she felt that discharge
planning was an important task for the Social Work Department.
Efficient discharge of patients would limit the cost to the
institution for patients staying beyond the stated mumber of days
allocated for their diagnosis. If Social Work could have autonomy
over discharge planning and avoid cost overages to the hospital, it
would establish itself as indispensable to the efficient working of
the institution.

The efforts of the new administration were concerned with
augmenting the power and professional autonomy of social work at
EFH. Since the Social Work Department in the hospital prior to her
tenure was sukmissive to medical authority, her efforts called upon
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the line workers to shape a new approach to their work amd new
relationships with their interprofessional work groups. While many
workers voiced enthusiasm about these changes, they challenged old
work behdviors and workers struggled with their adaptation in a

transitional period.
The Department of Nursing

The work of rurses on the in-patient medical floors focuses on
patient care and education. Nursing staff carries out the orders
of physicians, which even on private services at EEH are written
into the order book by house staff. Nurses are responsible for an
array of monitoring functions and dispense medications to
patients. With regard to medications, even though the doctors
write the orders for drugs, the murse is legally responsible at the
time of administration to assure that the proper drug is given in
the correct dosage. Nurses also must be assured that the patient
is in proper cardition to receive the medication. In most respects
the nurse is the most directly accessible health professional to
with patients. The murses, particularly the head nurse on any
given service, seem to run the floor. Especially at the beginning
of the academic year in July, nurses are acutely aware of their
organizational knowledge and how dependent the new crop of house
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procedures. It is abwvious to imdividual murses that a critical
function of the mursing staff is the acculturation of house
officers to floor life. They use their greater knowledge of the
operations of floor life to socialize doctor-trainees.

Nurses play a critical role in determining the needs of
patients at the point of discharge fram the hospital. They have
the best information on the patient’s functional capacity and the
specific care needs which will follow patients into the commmity.
The head murse is at the center of the Health Team Conference.
Before the efforts of the Social Service Department to anticipate
case finding, head nurses frequently acted as gatekeepers for
referring patients for social work service.

During the period of the study, the Department of Nursing at
EEH severely tightened administrative acocounting procedures on the
floors, and also vigorously pursued cost contaimment efforts in
nursing. Nurses on medical floors met these efforts unhappily
since they added considerable time pressures to already difficult
work. Nurses found that they had more paper work to complete for
the administration and fewer staff members assigned to each shift.
Several head nurses were outspoken about locating the source of
these problems in a new Nursing Administration, which same felt was
specifically hired as a group fram another institution where the
nursing budget had been reduced. Nurses camplained vigorously that
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the mnursing administration did not understand the nature of their
work, never appeared an the floors, and did not support nursing
needs to the hospital administration.

Certain practice areas in mursing benefit fram in-service
training, work usually performed by nurse practitioners who are
clinical specialists with specific expertise. Among the most
serious complaints of staff was the lack of support for the work
nurses had to perform with mumbers of patients with cancer or
chronic illness. The fact that the mursing administration would
not carry the half-salary of the clinical specialist in supportive
care was a striking example of their disinterest.

For all professional groups studied in this project, the study
period was a time of institutional change within the hospital and
medical camplex. The Departments of Social Work and Nursing each
underwent recent changes in administration, with very different
agendas for their service areas. Significant changes in the wider
health care enviroment also affected the work of doctors, nurses,
and social workers.

According to Freidson, "it requires no special perception to
see that health care is going through massive changes in the United
States" (Freidson 1985, 11). Prior to World War II, doctors
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practiced their craft in their own offices, with considerable
autonamy. They admitted patients to hospitals with the expectation
that health workers would carry out their orders. Accelerated
change in the health care system followed enactment of Medicare and
Medicaid legislation in 1965. The new laws heralded an era of
expansion in medical care in the United States. Increased
governmment spending on health care translated into a shift in power
to large medical centers. Health ooccupations multiplied,
technology expanded, and large hospital administrative structures
evolved with elaborate requirements for record keeping and
accounting systems.

Efforts by the Reagan administration to contain health care
costs began to cap the power centered in traditional health
delivery camplexes. The effect of these policies on hospitals was
already shown during the study period by a decline in ooccupancy
rates, which fell by 7.8% in 1985, the steepest decline in twenty
years (The New York Times April 16, 1985). The impact of cost
contaimment policies suggested changes for the individual physician
in practice as well, with increasing mmbers of physicians and
incentives for capitated prepaid medical practices.

The year during which this study was undertaken, 1985-86, was a
particularly critical one for EEH-IUMC. While EEH had resisted
changes in care delivery in past years, recent health care trends
forced the institution to deal with significant issues over which
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it had little control. Two such issues raised concern about the
impact of dying patients in-house. First, the hospital anticipated
billing in Jamiary, 1986, a flat rate of reimbursement based on the
type of case rather than days spent in the hospital. To all
departments this signaled the need for cost contaimment, increased
productivity, and a justification of function among
paraprofessional personnel. Second, in 1985 EEH, along with other
big-city hospitals, treated a sizably increased mmber of patients
with acquired immme deficiency syndrame (AIDS). Nurses, social
workers, and house officers were responsible for the day-to-day
care of this population of primarily homosexual and bisexual men,
all with the inevitable prognosis of death. These simultanecus
events brought new sources of strain to terminal care in hospital
settings. Finally, beginning in 1983, the death awareness movement
culminating in the passage of a Medicare reimbursement benefit

for hospice services helped focus public awareness on several
ethical and practical issues in terminal care. This affected the
daily lives of hospital staff.

Di tic Related G
During 1985, EEH anticipated the changeover to Diagnostic

Related Groups (DRGs) which was scheduled to begin Jamuary 1,
1986. In 1983, Congress adopted this new method of payment for



Medicare services to provide incentives for cost-contaimment in
hospital care. Prior to 1983, Federal as well as private insurance
reimbursement for medical services was determined by the total bill
at discharge. Under the new system, hospitals are paid a set price
for their Medicare services. The fee is determined by the average
cost of treating a patient with a particular diagnosis. The Health
Care Financing Administration established 468 groups for Federal
use in this program. They form the basis for DRG—determined rates
through an equation wh1d1 determines the prospective payment rate.
Hospitals will not be paid more than this amount even if the actual
costs in treating a patient are greater (See Vladek 1984).
Described as "counterrevolution in financing health care," (Dolenc
and Dougherty 1985, 19), DRGs were seen by same as a threat to
widespread access to quality medical care and to the development of
new medical technologies spurred by the Medicare and Medicaid
legislation.

Hospital personnel at EEH anticipated the introduction of DRGs
with anxiety. They prepared for the expanded authority of the
Utilization Review staff, which was renamed "Case Management."
Previously, Utilization Review (UR) had considerable clout
regarding patient stay in-hospital. Because UR monitored
reimbursement patterns by third-party-payment sources, they could
control the discharge process. Doctors, nurses, and social workers
had established methods to keep desirable or medically needy
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patients in-house or to rid themselves of undesirable patients.
Physicians cammonly shared code words for chart notation which
doamented the stay in a way acceptable to the UR murse and the
funding source. Nurses and social workers discussed the strategies
During HIC rounds to subvert UR nurses’ efforts to get patients
discharged.

A new system for monitoring hospital stays meant workers faced
a revision of established strategies. Because they felt the IRGs
would pose more stringent regulations, they anticipated more
limited opportunities for bending the system. Apart fram changes
in work patterns which concerned staff, hospital personnel also
questioned how the regulations would affect specific patient
populations. Certain patients would clearly benefit the hospital
financially, while others, likely to require longer stays than the
prospective payments allowed, would be costly. The basically
healthy surgical patient who was hospitalized for a discrete
procedure, such as a cholecystectamy (a gallbladder removal), would
be an econamically beneficial patient. Seriocusly ill patients ——
such as end-stage cancer patients —— would be less ecanamically
beneficial, since their stays in the hospital might linger beyond
what could be documented for reimbursement. Practitioners wondered
whether the hospital could contimue to provide palliative care to
terminally ill patients previously admitted for supportive care and
pain ontrol.
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In addition, intensification of concern over cost contaimment
in health care introduced a new element to the camplex question of
the prolonging of life through medical intervention. A calculus
which previously involved the odds for survival, fears of
malpractice suits, family guilt, and personal ethics now included
even tighter limitations on health care resources. An article in
the New England Journal of Medicine entitled "The Care of the
Terminally Ill: Morality and Econamics" reviewed aspects of this
problem, particularly the conflict between institutional
responsibility and clinicians’ comitments to individual patients
(Bayer et al. 1983). This issue is particularly camplex, since
cost contaimment efforts effectively dilute the power of the
individual physician and, perhaps, professional values as

determinants of clinical practice.

The Impact of AIDS

Backaround

Acquired Immunodeficiency Syndrome (AIDS) was first identified
in the United States in 1981. Thought to be a new disease, AIDS is
the end point of a spectrum of illnesses which result from
infection with the human immunodeficiency virus (HIV). AIDS
attacks the immne system of previously healthy individuals,
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leaving them vulnerable to serious disease such as Kaposi’s Sarcama
and a variety of severe opportunistic infections, the most
prominent being Pneumocystis carinii pneumonia (PCP). Given
present therapies, AIDS is considered inevitably fatal although new
anti-viral drugs have proven effective against same opportunistic
infections and can be used to delay the onset of these infections
in individuals. In fact these drugs prolong the lives of HIV
infected individuals who are asymptamatic.

AIDS was first identified in hamosexual and bisexual men and
shortly after in intravenous drug abusers. The largest nmumbers of
AIDS cases are still found in these two groups. This disease is
spread through sexual contact with an infected partner and through
contact with tissues or blood of an infected person. It can be
transmitted in utero, and fram infected men to female sexual
partners, as well as fram infected women to male sexual partners.

As a new, contagious, and at present incurable disease, AIDS
has drawn considerable public attention. Particularly in the large
coastal urban areas where the disease is presently concentrated,
this illness received remarkable attention in the press. Not only
was scientific information frequently reported to lay ard
professional audiences, but the camplex responses of the cammmnity
could be abserved in the almost daily spate of newspaper articles
which appeared about AIDS during the period of this study. For
example, the question of whether children with AIDS should be
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allowed to attend public school was frequently aired in city
newspapers and television programs and widely debated in editorial
ocolumns and letters to the editor. Ambiguous reports about the
possibility of transmission of AIDS through casual contact also
appeared during this time. It would be difficult to imagine an
adult in the city in this period who was not exposed to the wave of
anxiety generated by the illness. The wide circulation of AIDS
jokes in the early stages of public awareness ard the more lasting

changes in homosexual life-style were other manifestations of this
anxiety.

As described in Chapter One, AIDS had considerable impact on
the work, training, and emoctional resources of health professiocnals
in teaching hospitals with large mmbers of these patients (Wachter
1986) . Hospitals such as EEH, located in cities with large
hamosexual populations, were particularly affected. A resident at
San Francisco General Hospital, a major center for the care of AIDS
patients, described the impact of the disease on the training
experience of his cohort as a limiting factor in their residency
training (Wachter 1986). For house officers training in these
institutions, AIDS daminated the content of their conferences,
teaching rounds, and reading. AIDS therapy is frequently
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urdertaken through research protocols, so that the input of house
officers on the care of these patients was limited. Since the
development of autonomous practice is one of the most critical
elements in a house officer’s professional growth, the lack of
input was seen as a deficit in training (Wachter 1986).

A resident in the first cohort of physicians to treat AIDS
patients as house staff in four training institutions in New York
reported an increase in anxiety and stress among all groups, as
well as the fact that many young physicians intended to avoid work
with AIDS patients in the future and did not believe it would be
unethical to do so (Altman, 1987).

Wachter (1986), himself a resident working in San Francisco in
the first years of the AIDS epidemic, described the emotional
issues house officers face in dealing with AIDS patients. These
included fear of transmission, frustration with the technical
limitations of treating a young and terminally ill population, and
association with the stigmatized populations of hamosexuals and IV
drug users. These responses can be generalized to other health
workers who care for these patients. The rapid influx of patients
with the disease strained institutional and individual resources at
EEH, as the hospital was hard pressed to provide the extensive
hands-on care required by these very sick patients. Minimal
staffing within the hospital, cambined with limited possibilities
for canmmnity support, only exacerbated the emotional toll
presented by the disease.
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A proliferation of scholarly and journalistic articles on the
subject of death followed Feifel’s seminal work, The Meaning of
Death (1959). Two physicians were particularly influential in this
movement: Elizabeth Kubler-Ross (1969) for her clinical description
of the stages of dying and Cecily Saunders (1960) for advocating
the hospice model of care for dying patients. These wamen were at
the center of a campelling grass-roots effort to umanize terminal
care and to bring to the death experience an openness which allowed
for the acceptance of a natural event in life. Based an the
literature of the 1960’s and 1970’s; reviewed in detail in Chapter
One, considerable evidence existed for a lack of opemness about
death in medical practice. According to normative practice
standards of the times, patients were not adequately treated for
cancer pain, and they were not told about a poor prognosis.
Doctors and nurses were described as avoiding dying patients or
applying curative techniques when they had no benefit. The humane
application of increasingly sophisticated technologies, especially
life-sustaining technologies, was a major focus of the movement.

Hospices developed with remarkable fervor in the United States
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in the mid-1970’s as an alternative to traditional hospital care
for the dying. They were designed to meet the specific needs of
dying people and their families for psychosocial support and
palliative intervention. Hospices proposed an acceptance of death
which contrasted sharply with the death-defying efforts seen in
acute care hospital settings. More than any program model, hospice
was a philosophy of care which put into action the ideals of a
social movement.

The enactment of Section 122 of the Tax Equity and Fiscal
Respansibility Act of 1982 brought Medicare reimbursement to
hospice programs. On April 8, 1986, President Reagan signed a law
repealing the "sunset provision" of the Act, making the benefit
permanent under Medicare. The enactment of the law legitimized the
hospice philosophy and brought public recognition to efforts of the
previous twenty-five years to mmanize death. After four years of
hospice under the Medicare umbrella, a mimuscule proportion of the
Medicare budget was spent for hospice care. Given the projected
numbers of terminally ill cancer patients eligible for Medicare,
only a very small proportion of that group opted for the benefit.
Since 90% of hospice patients are cancer patients, this is a good
indicator of the lack of utilization of this program (Lukashok
1987) .

For sophisticated medical centers, such as EEH, the impact of
the hospice and death awareness movements extends beyond providing
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a programmatic alternative to traditional terminal care. The
influence of the two movements is evident in teaching hospitals
vwhere the stages of dying are taught, along with the promotion of
adequate doses of narcotic medications for metastatic cancer pain.
These movements have also highlighted the camplex ethical and
pragmatic problems generated by a contimuing stream of technical
advancement in medical care. The impact of hospice concepts on
terminal care observed at EFH will be discussed in later chapters.

Specifically, the hospice and death awareness movements created
a climate for public discussion of the impressive potential for
medical technology to forestall death, with frequent disregard for
its inevitability and naturalness. 1In 1976, the publication of two
articles and an editorial in The New England Journal of Medicine
(Rabkin, Gillerman, and Rice 1976, Critical Care Camnittee of the
Massachusetts General Hospital 1976, and Fried 1976) sparked
discussions in the mainstream medical cammmity on the need for
explicit policies for limiting life-sustaining treatment. These
articles described informal practices in the nation’s hospitals
which applied or withheld such treatments without formal
guidelines. Although life-sustaining treatment encompasses an
array of potential medical interventions, including the use of
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ventilators, vasopressor or antiarrhythmic medications,
do-not-resuscitate (DNR) orders have became a paradigm for the
public debate on withholding these treatments (Younger 1987).

Cardiopulmonary resuscitation (CPR) is a specific lifesaving
technique, applied when a patient has a cardiopulmonary arrest. It
involves external chest compression and some form of artificial
respiration. CPR is a dramatic act, because intense and rapid
activities surround the "ocode;" it can bring a patient back to life
after the traditional signs of death are already apparent. Because
of the potential for a wide utilization of this technique, its
invasiveness, and its frequent failure, informal ranking of
patients to be or not to be resuscitated developed in many centers
(Younger 1987).

In 1984, the year in which this study began, a grand jury in
Queens, New York, reported that la Guardia Hospital, a small
camunity hospital, had a policy for issuing resuscitation orders
which involved placing colored dots on mursing records. The orders
were not discussed with family members (The New York Times March
24, 1984). In another event during the course of this study, a
house officer at a large teaching hospital was charged with failing
to resuscitate an 87 year old patient who suffered a heart attack
(The New York Times May 10, 1985). The climate of uncertainty
about resuscitation in a period of rapidly developing public policy
formulation left the house officers and nurses on the line with an
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acute awareness of their vulnerability along with a lack of
direction for their activities with dying patients. Although
efforts at clarification soon followed these events, the direct
care providers worked in a context of ambiguity and uncertainty
about the consequences of their actions.

Health care transitions which ooccurred during the study period
had direct consequences for hospital management of the dying.
These events colored the work experience for staff with their
terminally ill patients. The public discourse an INR orders, the
impact of DRGs on the availability of palliative interventions, amd
the profournd emotional and work demards of caring for large mumbers
of AIDS patients intensified concerms about the nature of death

work for hospital professionals.

The Author’s Position in the Setting

In September, 1983, I was recruited as a Research Aide in the
Division of Clinical Pharmacology at TUMC. I was contacted by a
medical sociologist who was a consultant for the Supportive Care
Service (SCS), a service activity of the division. The medical
directors of SCS wanted to employ a graduate student interested in
using the hospital as a site for a field study. They sought a
doctoral candidate who could help with research projects in
exchange for access to the site and a small stipend.
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The SCS is a consultation service for terminally ill cancer
patients hospitalized at EEH, modeled after hospice concepts of
care (appendix 1). At the time of my initial discussions with the
SCS Directors, the service was a multidisciplinary team which
accepted referrals from attending physicians for symptam management
and psychosocial support of their dying patients. The team
consisted of a nurse coordinator, a clinical medical fellow, and
the two physician directors of the service. Social workers were
involved on a case-by-case lbasis, as patients they serviced were
referred to SCS. They were invited to attend SCS rounds where they
presented psychosocial background about their cases.

In November, 1983, I was hired to assist the Supportive Care
Service and the Division of Clinical Pharmacology, with research
projects in the area of pharmacological pain management. I was
paid a stipend for half-time work, with the expectation that the
division facilities as well as the hospital staff and patients
would be available to me for my dissertation research.

The Supportive Care Service was a small unit within the
Division of Clinical Pharmacology. Most of the work carried out by
the division was in biamedical research, such as kinetic drug
studies, or clinical trials of drug efficacy or side effects. The

Supportive Care Service and pharmacology consultation were
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considered a very small part of the division’s productive work.
They were described by the division head as the "service
camponents” of the division’s activities. Since the basic
financial support for the division came fram NIH grants or from
large drug ompanies for clinical trials of their products, SCS'’s
financial contribution to the unit was limited.

As research aide for the SCS, I attended bi-weekly Clinical
Pharmacology teaching rounds, weekly SCS rourds and bi-monthly
Clinical Pharmacology Divisian luncheons. I was invited to all
lectures, dinners, and social events sponsored by the division and
the department. I was given desk space in both the SCS amd
division offices and had access to two IEM dedicated word
processors and office supplies.

My contribution to the research efforts of the division and the
SCS changed over the two-year period from employment through
campletion of the data-collection phase of this study. Initially I
assisted the SCS in developing  an instrument to measure pain, mood,
mental status, and psychamotor functioning in metastatic cancer
patients referred to the SCS for symptom management. Once the
interview format was established, I saw all SCS patients at least
bi-weekly to perform the assessment.

I volunteered to assist the SCS team with various aspects of
their work. For example, I discussed research-in-progress with the

clinical fellow, or offered to transmit messages to patients or
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staff an behalf of the nurse coordinator of SCS. When the Clinical
Pharmacology Division began its study of mental status changes and
chronic narcotic administration, I administered the assessment to
patients as bloods were drawn fram these patients to measure
narcotic levels. I also surveyed the medical and surgical floors
in the hospital for appropriate study patients. while the
assessment was not used to ocollect data for this study, the process
of identifying terminally ill patients provided contact with many
of the health persomnel who are the focus of this project. Also,
my contact with SCS patients and their caregivers during this
period provided me with most of the cbservations made for my own
research. This process will be discussed at greater length in the

next chapter.

The Decline of The Supportive Care Service

During the period fram my initial employment with the SCS
through cumpletion of the data collection phase of this project,
the SCS underwent a significant decline in staff and patient
referrals. By the time I campleted the data collection phase of
the study, the service lost both the nurse coordinator and the
clinical fellow. The mursing administration failed to assume the
nurse’s salary as it had promised, and the clinical fellow left
after campletion of her two-year contract. She was not replaced.
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The loss of visibility and manpower led to a significant drop
in the number of referrals, particularly fram staff nurses, who had
been the main source of referral for SCS patients. A cambination
of austere times within the hospital, lack of effective
institutionalization of the service, and the team’s isolation from
the mainstream of acute care hospital work converged to precipitate
the decline of the SCs.

In spite of the diminished position of the SCS in the hospital,
my work with the SCS and in the division gave me exceptional access
to the hospital medical complex and a high level of acceptance by
all staff and patient groups in the hospital and medical college.
During the entire period of the study, I was extremely visible on
the inpatient medical floors at EFH. Identified as a researcher
for SCS in my contacts with medical and mursing persomnel, I was
introduced to the medical and surgical social work staff as a
doctoral candidate in Social Welfare. I presented SCS research
methods to this graup’s administrative meeting and described my
doctoral study at two Social Service staff meetings during the
course of the study. My hospital identification badge read
"Pharmacology” with no indication of title or degrees; hospital
personnel interpreted that designation in any mmber of ways.
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My position with SCS provided a unique opportunity to cbserve
systems of care for terminally ill patients in-hospital. The
structural ambiquity of my position gave me access to many levels
of hospital persamnel. Line social workers and social work
administrators, as well as nurses, medical students, house
officers, attendings, and the medical directors of SCS openly
discussed their personal impressions with me. I was able to
acaumuilate a remarkable store of information about the informal
operations of the institution. During the data collection phase of
the project, hospital staff were available to me for interviews.
They were apparently candid in their responses. My attractiveness
to staff was enhanced by the fact that they have little opportunity
in the course of their work to discuss problems in care of the
dying. Many professional groups and levels of staff welcamed the
opportunity to speak about this difficult aspect of their work.

The political clout of the SCS medical directors and the
enthusiasm of the new Director of Social Service for this project
greatly facilitated the implementation of this study. One of the
medical directors was the head of the Division of Clinical
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Pharmacology in the medical school. The other director was
educated and trained at TUMC. He had been an attending physician
at the hospital for over twenty years and was a respected physician
in the hospital cammmnity. The fact that the study was conducted
under their auspices enhanced my position with mursing and medical
staff. These physicians were not only respected by their medical
colleagues, but are well known to Nursing and Social Service
Administrations, who viewed them as sympathetic to patient care
concems and therefore "good Docs."

The new Director of Social Service supported my doctoral
project and encouraged staff participation in it. A student in the
same doctoral program, she was interested in the process of
implementing the dissertation study. Also, she was enthusiastic
abaut the topic since it had been a longtime interest of her own.
Having a social worker in the hospital conduct research had the
advantage of demonstrating the research interests of social workers
to hospital persomnel. At the same time, since my work was
sponsored by the Department of Medicine, she was not required to
spend resources fram her department to reap this benefit. As a
result, she encouraged her staff to identify patients for project
participation and to be interviewed themselves. In this way, she
was able to expose her staff to social work research during a
period in which she hoped to stimilate their own research

interests.
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Problems in Implementation

While virtually the entire Clinical Pharmacology/SCS work group
supported conpletion of this project, impediments and conflicts did
exist. An underlying issue was the disparity between the norms of
the divergent occupational cultures of medicine on the one hand,
and social work and social science on the other. Occupational
subgroups form their own sets of goals, values, language and
technology. This results in each group organizing the facts in
terms of its own world (Cottrell and Sheldon, 1963). As Cottrell
and Shelton (1963) describe the cultural coflict between physicians
and social scientists, doctors are trained to see individual
organisms or segments of them, while social scientists terd to
conceptualize problems in terms of interrelationships among
organisms.

One specific manifestation of this disparity was the generally
negative attitude about social science research and/or about social
work held by the group of physicians and biamedical scientists at
the hospital. One medical director regularly introduced me as a
"sociologist" ard never referred to my social work experience. The
other director spoke to me about "shoddy methodology" in a previous
doctoral project conducted at EEH by a Social Welfare doctoral
candidate. These camwents reflected a lack of enthusiasm for the
professional discipline in which the study was undertaken and a
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bias towards basic science and clinical medical research as a
standard for research in other areas. Clearly, the research model
of this study was very different fram the rigorous quantitative,
double-blind, controlled research methodologies which are the norm
in this setting. This negative attitude toward naturalistic,
qualitative research methodology left me bereft of collegial
support throughout the conduct of the study. Social work and
mursing staff also required interpretation of the methodology of
this study since they too were more familiar with quantitative
reesearch.

Sonclusion

In this chapter I have presented the organizational and
historical context in which this project was undertaken, and I
described my position in the study setting. I reviewed the
organization and culture of this large university-affiliated
teaching hospital, with particular attention to the Medical,
Nursing, and Social Service Departments. Since social workers were
the principle informants for this study, and their Department
underwvent all the changes attendant to a new administration caoming
in during the study year, these changes were described in detail.

Health-care institutions in the city and EFH in particular
dealt with, and cantimue to respond to, extrinsic pressures on
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their resources and cammnity. Among the strains affecting EEH
during the year of the study, DRGs and AIDS were problems in
critical areas of the care of terminally ill patients. These two
ocatextual issues, alang with public discussion on ethical and
legal problems surrounding resuscitation, sharpened the issues of
terminal management in acute care hospitals. [DRGs reduced the
already limited resources of these hospitals to do this work, while
AIDS increased the institution’s responsibility in the area of
terminal care. Ambiguity about the application of life-sustaining
interventions provoked uncertainty about medical management of the
dying for professionals on the line. These themes were reflected
in the dbservations of staff who were the subjects in this study;
interviews with staff further bore out these themes.
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CHAPTER THREE

METHODOLOGY

Introduction

In Jamuary 1984, I bogan working as a research assistant for
the Supportive Care Service (SCS) at East End Hospital (EEH).
Housed in the Division of Clinical Pharmacology of the Ivy
University Medical College, this multi-disciplinary consultation
service, a subcommittee of the Medical Board of EEH, treated the
immediate symptams and psychosocial problems of patients dying of
malignant disease. In exchange for assistance in the research
activities of the service, I received a stipend and had access to
the medical camplex for a dissertation research project.

House officers, murses, and social workers came to accept my
presence as a member of the SCS team and cooperated with my
research on their work with the dying. The position gave me an
exceptional degree of visibility and acceptability to staff, along
with an ambiguous status which I was able to exploit to develop
rich empirical data about this problematic area of hospital
practice. My work with this group eliminated many of the problems
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of access reported about social science field work in hospitals,
including areas which are generally closed to the outsider (Bosk
1967). This affiliation provided an excellent opportunity to mount
a qualitative study of the relationship between health
professionals and terminally ill patients in their care, using
participant cbservation and interview methods. After a year of
abserving the operations of the SCS and the structures for care
given the dying on inpatient floors at EEM, I focused this study on
describing health professionals’ definitions of "good" and "bad"
dying patients, and targeted my cbservations and interviews on
patient-staff interaction.

In this chapter, I will discuss "grounded theory" (Glaser and
Strauss 1967) as the methodological basis for this exploratory
study and describe the process through which evolving qualitative
data were funneled into several emerging areas for theory
development. I will describe my role as participant observer and
the use of focused interviews for the purpose of data collection in
this field study. Finally, I conclude with a review of the
institutional approval process which allowed for the study and case

Epstein (1985) describes the contimuing bias in favor of
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quantitative methodology among social work researchers. In spite
of the disproportionate mummber of quantitative studies appearing in
the social work literature, he points out that both qualitative and
quantitative methodologies each have advantages and disadvantages,
and that the researcher’s choice should depend on the research
context and focus, previous knowledge, and theory development in
the substantive area (Epstein 1985).

Qualitative methodologies tend to be descriptive, inductive,
and subjective. Their value is in describing a social reality with
empirical richness and in generating — not testing — hypotheses.
They are most suitable where the researcher has little control over
the structural aspects of the setting. These methods have the
advantages of undbtrusiveness and flexibility, and are able to
capture a subjective reality from the perspective of the people
involved (Epstein 1985). Thus qualitative methods were
appropriate for this project because of the camplexity of hospital
setting and the goal of describing the experience of caring for
terminally ill patients from the point of view of those providing
hands-on care. Quantitative methods, such as surveys or structured
interviews, can superimpose the perceptions of the investigator on
the study population so that the subjective experience of those
groups studied may not be revealed.

In investigations of the work of hospital professionals, forced
response instrumentation can foil the intent of the investigator.
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Much of the work of doctors, murses, and social workers takes place
behind the scenes, and health professionals are adept at abscuring
their own reactions to their work behind well-polished professional
persanae. Socializatjon to normative standards of professiaonal
behavior for these workers forces the negative and ambivalent
responses of care givers underground to informal interactions;
these are kept closely guarded fram the uutsider. Structured
interviews or forved-choice surveys cannot penetrate routinized,
formal responses. Since my intent was to capture the work
realities of medical staff, methods which allowed me to prabe
informal interacticons were more appropriate.

Another advantage of qualitative methods for this study was the
nature of the study setting, a dynamic medical center. Workers in
the camplex and demanding world of inpatient hospital care have
many time constraints. A qualitative design allows the researcher
to take into account the pace and timing of the workers’ tasks,
rather than impose a time frame on informants. The low response
rates to surveys of medical personnel in same sensitive areas of
professional practice may be due as much to the limitations on
health worker’s time as to the sensitivity of the topic. Since I
was a participant in the setting, I was able to take advantage of
events as they occurred. With focused conversations, I could ask
questions about the abserved activity.

In sum, qualitative methods best served the intent and context
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of this project, for both practical and substantive reasons. They
allowed me to study hospital professionals without disrupting their
highly structured and demanding work routines. They also allowed

me to capitalize on life-events as they occurred in the field.

Grounded Theory

Glaser and Strauss (1967) describe "grounded theory" as a
method by which theory is induced through empirical cbservation.
This model provided the thecretical basis for this study of
hospital workers’ responses to terminal care. As an inductive
process, this method of thecry development relies on what the
investigator learns about the experience. Theoretical propositions
emerge fram the data instead of the data being used to test
previously generated propositions. Hence, the research effort is a
process of discovery and reformulation. As new data are ocollected,
the researcher shapes further investigation by focusing on the most
pramising material to develop fram the field (Glaser and Strauss
1967) .

The term these authors use to describe the process of
generating theory fram data, and using illustrative characteristic
exanples to present the theory, is Theoretical Sampling. In
thecretical sampling, the research is guided by the theory that
emerges as the data are collected, so that the analyst must
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similtanecusly ocollect, code, and analyze data. In generating
grounded theory, the initial decisions about where to begin data
collections are based in a general way on the existing sociological
literature. Unlike the application of deductive methods, however,
initial research decisions are not based on a preconceived
theoretical framework. Rather, the process can begin with a
partial framework of logically-related concepts. Then, as concepts
are uncovered, emerging theory develops: this points to the next
steps. The researcher does not know where these steps will lead
until s/he identifies gaps in the theory, disparity between
abservations in the field and existing theory, or by research
questions suggested by previous answers. It is important for the
developing process that the researcher does not see the categories
as rigid, but remains open to respond to unanticipated insights
fram new evidence. These author. strongly suggest establishing
camparison groups, which are ideally selected for thecoretical
purpose and relevance (Glaser and Strauss 1967).

The grounded theory approach was exceptionally well-suited for
this project, primarily because it allowed the hospital staff to
describe their experience in a direct way, both through their
actions and through responses to a focused interview. For example,
because professionals were asked to identify "difficult cases" in
their own practice, they defined problem patients by their own
selection criteria. Their responses to interview questions about
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these problem patients became the indicators for difficult terminal
cases. Ultimately, through an ongoing process of conceptualization
arnd analysis, these became categories of both problematic and ideal
patient types, which I present fully in the next chapter.

As the study progressed, it became clear that same
long-standing empirical knowledge about terminal care had been
affected by recent events in health care, particularly the values
of the hospice movement and the influx of increasing mmbers of
AIDS patients. Since the initial theoretical framework for the
study was based on a review of sociological literature which
predated the impact of these events, discrepancies between these
formulations and the reports of informants emerged. As these
discrepancies became apparent, I was able to reframe scme of the
formulations developed for this project, and track down the sources
of these changes.

The ability to follow up interesting theoretical leads shaped
the project in other ways. For example, the repeated suggestions
of staff members that AIDS patients would provide interesting
material for a discussion of problems in terminal care opened up
the possibility of a theoretical sampling strategy camparing this
group of patients with metastatic cancer patients. As a result,
there were several reasons why a grounded theory approach was
especially suited to this study. First, the level of theoretical
development; second, the historical impact of changing health care
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perspectives on the dying; third, the natural camparison groups of
AIDS and metastatic cancer patients, which were added to originally
plammed camparisons among the three professional groups in this
study.

My Role as Researcher

The principle methods used for data gathering in this project
were participant abservation, focused interviews, and purposive
conversation, ail described in the literature on qualitative
research (Spradley 1980). As indicated earlier, these qualitative
methods took advantage of my umusual position in the setting, and
also exploited that advantage with the least disruption to the
care-giving system. I was perceived by all personnel as an insider
rather than an outsider, reducing validity problems. I
scrupulously informed workers about the purpose of my questions and
they responded to me as a collieague, with unguarded and candid
replies. This candor was eviaent even during the scheduled
interviews, where the responses were tape recorded. Only two
informants initially offered "cannd" responses to my questions,
but even these quarded reactions abated as the interviews
progressed.

My special position in the hospital allowed me to make
effective use of the relationships I had with mfomnts fram the
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field in order to elicit data. My role conformed to Pearshall’s
label of "participant-as-cbserver" (Pearsall 1965), and allowed me
to penetrate beneath the surface of public behavior and superficial
expression.

My exceptional level of access was further enhanced by my role
with the SCS, which was ambiquous to those in the group and to
other health professionals. Because my name tag identified me only
by my name and division, most professionals with wham I had contact
did not know my discipline on first meeting. In most instances, I
was identified with the professional group with wham I was
traveling the corridors. During teaching rounds, house officers
often directed questions to me as a physician, ard when I was
seeing patients with the murse coordinator, nursing staff assumed I
was a murse. Their camments revealed a level of intimacy and
assumed understanding on my part that would normally be expected
among peers. As my temure with the service grew, more staff knew
about my position with the service and also about my doctoral
study. By that time, however, I had apparently gained collegial
acceptance fram nursing and medical staff. Social work staff
always identified me as a colleague.

The process of over-identification with study subjects is
sametimes described as "going native." In this study, my
identification with the correlatives may have, in fact, introduced
bias in the sampling process and in my cbjectivity as an observer.
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As I developed a working relationship with many of the men and
wamen who were informants for this study, I began to construct my
own ideas about the work. Also, I developed a special affinity
with same colleagues and not with others, so that ultimately more
friendly workers would suggest more patients to discuss.
Additionally, I was more likely to gravitate towards "friendly"
sources for cbservations.

My job with SCS included care-giving functions which led, in
turn, to identification with the care givers I was studying. Even
though my function with SCS patients was to assist in the research
efforts of the service, all members of the team were defined as
"care givers" to the patients, a carry-over fram the hospice
model. Because the group saw all patients at least once, ard in
same instances, several times a day in a care giving role,
detachment fram that relationship with patients was exceptionally
difficult.

Bruyn’s (1970) camments that the participant abserver role
requires both detachment and personal involvement captures the
essential problem with carrying out this field method, and is a
particularly apt description of the dilemma I confronted in my dual
roles as researcher or SCS staff member. In an effort to maintain
my objectivity, I closely monitored my own responses and tested
evolving concepts ard propositions with experts both within and
outside the hospital cammmity. To insure that I was not
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unwittingly producing a biased sample of “problem" patients, I
cantimued to solicit cases for interview purposes until all members
of the social work staff had volunteered at least one case. In
this way, I hoped to lessen the possibility of case-selection bias,
at least with the professional group I most deperded on for subject
referral. In any event same social workers quickly referred cases,
and in two instances made multiple suggestions. Other workers were
more resistant, so that towards the end of the project much of my
subject finding effort was directed at two resistant social
workers.

A second related impediment to participant dbservation was the
ambiquity of my role within the SCS. Although the "research aide"
position would usually be confined to specific work tasks directed
by the principal investigator, this was not true in my case. The
fact that I was a doctoral candidate carrying out my own study, and
that I was also a trained social worker with clinical hospital
experience led to confusion among SCS staff about how they might
use me in the service. This issue was exemplified in the SCS
director’s perception that I was going to make the service itself
the abject of study. He frequently asked for my analysis of
current problems with the SCS. Another consultative area in which
he sought my advice was fund-raising.

The lack of clarity about my job definition led to discussions
with the director in which he outlined his own perceptions of
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institutional problems related to the management of dying
patients. In this way, however, he inadvertently provided a useful
analysis about terminal illness fram the point of view of an
established physician. Yet, these discussions smacked of
indoctrination, or at the very least socialization, which took
massive efforts an my part to neutralize. Recording these
discussions as cbservations was one such effort. Additionally, I
tested same of the director’s perceptions with other staff outside
the service, or evaluated them against empirical evidence based on
my own cbservations. For example, the director maintained that
because of the efforts of the SCS program, house officers employed
good basic knowledge about therapeutic principles of pain
management for metastatic cancer pain. Yet when cases were
referreed to the SCS, a camonly cbserved response to uncontrolled
pain was for house staff to make frequent changes in the narcotic
drug ard dose, often made too quickly to discern whether or not the
previous dose had a therapeutic effect. Discussions with other
physicians revealed other sources for house staff education about
cancer pain treatment, such as private oncologists or powerful
information about therapeutics provided by more senior house staff
(Mizrahi 1986).

Besides the SCS director, other professionals used my interest
in this area of their work as an opportunity to discuss their
perspectives on terminal-case practices in this institution. The
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SCS nurse coordinator and clinical fellow, as well as many house
officers, social workers, and staff and head nurses discussed
issues with me during the course of the study. These conversations
were logged as field notes.

Discrepancies between abserved behaviors and subjects’ reports
in purposive conversation or interviews are cammonly noted in
research which employs these methods. Pollner identifies these
occurrences as a "reality disjuncture," (Pollner 1973, 116) which
calls for a closer examination of the discrepancy. Certain
discrepancies noted in this study had political sources. For
exanmple, what the SCS directors told benefactors might be censored
for funé-raising purposes. Another category of discrepancy
involved differences between "back stage" and "on stage" behaviors,
cammonly observed in this study. Most notable, house officers and
nurses would frequently use language and affective styles at the
nurses’ station which were never adbserved with patients. Finally,
same disparities presented clear contradictions between observed
behaviors and informant statements, and may in fact have been
unconscious. For example, during a referred consultation, the SCS
director skirted direct discussion about a patient’s prognosis
while in the presence of her family. The family did not want him
to respond honestly to the patient’s persistent prabes about ber
condition. In a later interview, he told me he had in fact

answered her questions directly. To same extent, the verbal
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interpretations of ambivalence appeared to be a way of
rationalizing equivocal behavior.

In summary, my role of participant observer permitted me to
penetrate below the surface and public behavior of the medical
persannel studied, to the beliefs amd behavior of these workers in
their natural enviromment. Focused interviews allowed me to follow
specific theoretical leads that derived from analysis of the
cbservational material and to probe disparities between what was
said and what was adbserved. In the context of my employment with
the SCS, I was exceptionally well situated to carry out this study,

in spite of the risk of "going native."

In order to conduct this study of health worker’s responses to
terminally ill patients in hospital, I needed institutional
approval, not only to assure that I would be free to use the
cbservations gathered in the setting, but also for access to health
workers for interviewing. The formal approval mechanism for
research studies conducted in this medical institution is the Human
Rights Comittee (HRC). The HRC must review all research projects
conducted in the hospital and medical school to assure that the
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studies conform to goverrment and hospital regulations governing
such activities.

For most investigators, the approval process begins with the
submission of a form describing the project. This written protocol
includes form and procedures for gaining informed consent and for
protecting confidentiality of human subjects. In the case of
animal studies, it includes statements about how the rigorous
standards for caring for animal subjects will be maintained. While
primarily a means for assuring that research is conducted in an
ethical manner that conforms to legal requirements for such
studies, the HRC also passes on the scientific efficacy of projects
run in-house.

One of the SCS directors sat on the HRC during the time I began
this project. At his suggestion, we jointly sulmitted a letter to
this comnittee outlining my position in the Division of Clinical
Pharmacology, the proposed methods for the study, and the means of
obtaining consent fram the hospital professionals to be interviewed
(see apperdix 2). I was thus able to expedite the HRC procedures
and abtained the sanction of the comittee to proceed within a
short time. In addition, I was able to start my research pramptly
and effectively since the HRC approval smoothed my access to the
administrative and professional staff. This turned out to be an
especially important step, as several informants and administrators
questioned whether or not the research was HRC approved.
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ial Work and Nursing 2 ]

I also obtained separate administrative approval from the
Departments of Nursing and Social Work. Obtaining such approval
fram the Department of Medicine for house staff participation was
not necessary. Because of the presumption that physicians practice
autonamously, their decision to participate in such a study would
be self-governed.

Predictably, the Department of Social Work was the most
supportive of this research project and was actively involved in
its implementation. As mentioned earlier, the new director of the
department was also a student in the doctoral program and had a
long-standing interest in terminal care. She saw an opportunity
for demonstrating social work research to her staff without having
to expend resources fram her department. As part of my efforts to
familiarize the staff with the project and also attract cases, I
met with the camplete social work staff on two occasions and with
the smaller group of eight medical and surgical social workers
twice. At these meetings, I described the purpose of the study,
the ways in which I wanted their help with the project, and I
solicited cases which the workers identified as problematic. Each
meeting was followed up with personal memos to social work staff
and a note of thanks to the director (see appendix 3).

Besides contact with social workers at these formal meetings, I
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was familiar with department workers because of my association with
the SCS. Individual workers attended rourds when they had patients
followed by the service, so they were familiar with me fram these
meetings. When I encountered social workers in the hospital, I
also attempted to engage them in informal conversation. Many
workers were curious about my situation and asked questions about
my research interests. I built on these relationships to encourage
workers to be involved with the project and to suggest cases.

The structured opportunities for informing social work staff
formalized access and insured administrative support for the
project. In addition, two memos were sent at intervals during the
data collection phase of the project (Appendix 3) to encourage and
maintain participation. while the social workers were generally
cooperative, residual suspicion from line social workers about
their administration may have resulted in reluctance on the part of
certain workers to participate in the study. According to same
social work staff members, my friendly relationship with both old
and new Directors of Social Service raised staff suspicions about
misuses of interview material. Although I made special efforts to
build informal ties with line workers, I encountered considerable
variation in the willingness of imdividual workers to participate
in the project. For example, two workers suggested multiple cases,
while two others were reluctant to suggest cases. 1 was able to
gain their cooperation only after mmerous efforts.
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The Department of Nursing presented the most barriers for
approval for their staff participation and provided the most
bureaucratic cbstacles to the study. Initially, the SCS nurse
ocoordinator suggested that I proceed without formal discussion with
the nursing administration because she anticipated they would
require a camplicated approval process and delay the study. But
head nurses expressed concerns about securing their
administration’s support, particularly since this study began
during a period of stringent reporting of time utilization for
staff nurses. Head nurses felt that any undocumented time would
generate problems for them with their administration. Given my
good relationships with the head murses, I attributed their
concerns to the developing strains between the nurses working on
the floors amd their administration. Also, since administrative
constraint was a persistent theme in their formal responses, their
concemms were probably not due to their reluctance to have their
staff participate in the study.

After meeting with the head of the Medical and Surgical Nursing
Department, I submitted a memo describing the project (see Appendix
2). Eventually, the project was approved by the Director of the
Nursing Department. To cbtain the eight hours of mursing time —
spread out over fifteen medical floors and six months — which I
requested required two one hour meetings with the department head,
several phone canversations, and review time for the Director of
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Nursing to pass on the project. This appeared to reflect extreme
bureaucratization of the department, particularly since my work was
under the aegis of two powerful physicians in the hospital, which
made their denial of access improbable. Additionally, the
extensive review process could have been an effort on the part of
the Nursing Administration to show autonamy in decision making.
My case-finding efforts with the mursing staff involved
persanal contact rather than staff meetings, which were not
available to me. My relationships with the head nurses were
established in my work with the SCS and my identification with the
murse—coordinator of the service. As a clinical specialist, this
experienced nurse was an actively utilized resource for the head
nurses ard their staff. Since we made rounds together each day on
SCS patients, we were identified as colleagues, and her status gave
me credibility with mursing staff. I approached the ten head
nurses on the medical and surgical services individually, described
the study, and asked for their participation. These ten head
nmurses presented the project to their staff during their own
meetings. In two instances, head murses suggested patients for the
study. Head murses and their staff were enthusiastic supporters of
this project, no murse refused to be interviewed when asked, and in
three cases, they followed up their interview.. with phone calls to
me with further camments about patients, usually updates of their_
situations. MNursing informants for this study were universally
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aware of the institutional constraints on their work. While head
nurses were best able to identify these constraints, staff nurses
provided good concrete examples of the relationship of their work
to the administrative initiatives to hold the line on nursing

oosts.

Involving Physician Participation

Locating physicians-in-training to suggest study patients
proved more problematic due to the rotation schedule, the
exceptional demands on house staff time, and the lack of an
accessible administrative format for reaching these young doctors.
Because I was very familiar with house staff from teaching rounds
and SCS activities, I was able to informally ask doctors I knew
about suggestions for study patients, although this process was
much less systematic and productive than attracting cases through
nursing or social work. In spite of this gap, two physicians
suggested cases as potential patients for this study.

The enviroment of a teaching hospital is accepting of
scholarly research, since the culture of academic medicine is
entrenched in scientific production through clinical and biamedical
research. While this study was atypical in this setting in its
methodology, discipline, and stidy population, conducting research
in this setting was not. As a result, I was never required to
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rationalize my efforts beyond the approval process. I abtained
cooperation fram individual staff. Any resources I needed for the
project were available, including use of the rapid Xerox machine in
the Department of Nursing.

Observations

Shortly after I accepted employment at EEH-TUMC, I began to
keep logged field notes of cbhservations and conversations which
occurred during the course of my work. The initial entries in this
log were unfocused, and I had no routine for entering
acbservations. These entries included notes on possible
dissertation topics. Once the project was defined and accepted by
the dissertation comittee, my field notes were more formalized and
focused. Fram this point, entries were limited to staff
interactions, conversations with professionals, and my abservations
of work with terminally ill patients.

Entries were based an a mnumber of opportunities I had to
abserve the workings of the hospital in relation to dying
patients. These included formal teaching rounds and SCS rounds to
visit patients and to discuss them in interdisciplinary meetings;
formal and informal interactions with individual professionals;
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social events held by the division or SCS; adbservations made in
hospital corridors and elevators and in the SCS and division
offices; and staff behavior cbserved while visiting SCS patients.
Table 1 presents the weekly meeting and rounds schedule I followed
during the period of the study. I did not have a routine time for
recording cbservations; rather, when an interesting event occurred,
I noted it in narrative form in the log book at the end of the work

day.

In addition to logged abservations of the SCS patients seen
during the course of my first year with the service, I wanted to
interview health workers about "problematic" metastatic cancer
patients in their practice. I plamned to have either a nurse,
social worker, or physician identify a "difficult" patient. After
interviewing the professional who suggested the problem patient, I
would seek aut informants who knew the patient fram the other two
professional groups. Using this triangulated format I hoped to
generate camparative data on the nature of problem patients for
different disciplines. I anticipated that a sample of fifteen
patients would be sufficient and plamned to have eight medical
social workers suggest at least one patient, and to obtain the rest
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from nurses and house staff.

While my initial plan limited the study population to
problematic metastatic cancer patients, in keeping with the
reformilative nature of theoretical sampling, I subsequently
included AIDS patients. I also specifically sought out interviews
with health persomnel about patients who had remarkable remissions,
since these patients seemed to represent an "ideal" patient type.
These additians to the protocol enabled me to develop camparison
groups of patients, in addition to the initially planned
professional camparison groups.

Table 2 summarizes the mumber of interviews conducted and the
sources of referrals for patients suggested for this study, along
with patient diagnosis, private or pavilion service, and patient
age.

The data collection for this project also included a chart
review and focused interviews with health professionals. For both
the chart review and the focused interview format, I developed a
series of concepts from the existing sociological literature on
terminal care. These concepts formed the basis for a typology
which served as a framework during the initial stages of this
project. Table 3 lists the concepts, their sources in the
literature, and indicators which define them in practice.

The charts of all patients seen by the SCS were systematically
reviewed from the time I began my employment until I obtained final
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Staff sees patient or family as:

asking too many questions

asking too few questions

asking professionally embarrassing questions
havng delayed medical help

poor, inaccurate or inconsistent reporter

unwilling to delegate care to professionals when near death
unable to uphold denial

grievil"q openly

carplaining

bargaining

expressing anger

Failure of the Acute Care System

Disease unresponsive to curative therapies

Doctors overzealous in pursuit of cure in hopeless case

Patient of little educational interest for medical training

Patient does not require sophisticated medical technology

Doctors turn over greater portions of patient management to
nomedical persomnel

Atterdings turn over greater portions of patient management
to house staff

Doctors decrease time and frequency of patient visits

Supportive Care Service referral

Sick and dying role confusion
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Table 3 contimued

Social Death
Disengagement behaviors by staff such as:

avoiding references to the future with patient

placing patient in isolated area of the floor or on
special floor

excluding patient fram future planning

decreased patient contact

DNR indicated on chart

opinion informally expressed that patient should be
support only, floor code or INR

suggestions of denial of active intervention

actual denial of medical intervention

Disengagement behaviors by family such as:

diniinished visiting or phoning patient

avoiding references to the future with patient

behaviors as if patient is already dead, i.e., grieving,
planning autopsy, disposing of personal effects,
announcing contents of will, transfer of property,
planning remarriage

Disengagement behaviors by patient such as:

requesting limited visiting
avoiding discussion of the future
requesting limitations on active medical intervention

Death Trajectory

Uncertainty as to time and shape of dying process

Time and shape of dying process incongruent with deaths
expected an a given service

Time of dying process unexpectedly rapid

Time of dying process unexpectedly protracted
Dying process which interferes with work order of a

given service
Dying process which interferes with the sentimental order of
a given service
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approval fram my doctoral camnittee to study methods. Fram Jamary
1, 1984 through December 31, 1985, forty-seven metastatic cancer
patients were referred to the service. Of these patients,
thirty-eight charts were available for review. I limited the
period of review to the time the patients were followed by the
service. I developed a data collection form (see Appendix 4) for
the chart review to organize the material by professional source
and concept indicator. Social work, medical, and mursing notes
were reviewed and conceptual indicators were recorded.

The Questionnaire

The focused interview format was based on the Typology of
Concept Indicators and it contained a proposed range of problem
types for the respondent to consider in relation to the patient.
This format was an effort to cast as wide a net as possible for
heath worker responses, but with same reference to the existing
literature. The questions are broad in scope and required
considerable follow-up and probing. The format provided a rough
autline for the direction of the interview and, since it was
applied to all three professional groups studied, it served as a
good basis to compare responses.

The questiomnaire (see Appendix 5) begins with an introduction
of the investigator and a description of the project. It also
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includes assurances of confidentiality of the responses and
requests verbal permission to tape record the interview. The
initial questions in the interview cover the informant’s experience
in health care and positive and negative aspects of the present
work situation. The questions then address the specific problem
patient, again with general questions about the worker’s experience
with the patient funneling down to specific examples of problematic
or emblematic behavior. Probes for these questions were used to
generate illustrative examples or to stimilate camparative examples
from other experiences with dying patients. Since only the initial
referral identified the patient as problematic, the informant is
asked to camment aon whether the patient is typical or atypical.
Finally, the format reviews the list of problem types from the
typology to discern whether any of these concepts applied to the
particular patient’s situation. If the informant was the
professional who suggested the patient, s/he was asked to suggest
medical persannel fram the other two disciplines who knew the
patient and might be interviewed.

The original interview format was pre-tested with a staff nurse
on the surgical floor, a doctor who was a fellow in clinical
pharmacology, and a pediatric social worker. None of these were
included in the study sample. With each, I asked for an example of
a problematic terminally ill patient in their practice. The case
they identified became the basis for the pre-test. I also asked



117

them to camment on the format and make suggestions to me about its
improvement as well as pointing out the presence of unclear,
ambiguous, or leading questions. No changes were suggested and the
interview time for the pre-tests ranged fram thirty to seventy-five
minutes.

Data Analysis and Feedback

After the first six interviews were conducted, I began an
ongoing process of data analysis and feedback, this continued
through the end of study period. I listened to all the recorded
interviews twice and then wrote out by hand illustrative segments
fram the interviews on 5x8 index cards, noting the patient by
mmber and the informant’s initials and profession on the upper
left harnd corner of the card. At the same time, I began to review
the log of field notes and similarly noted illustrative examples on
5x8 index cards.

When these initial data were distilled in this manner, I began
to discern significant themes in the material which I then followed
up in the next series of interviews. Specifically, at this point,
repeated references to problems with AIDS patients and a specific
request by an informant to include AIDS, led me to search out
appropriate AIDS patients for inclusion in the study. I also began
to log incidents involving AIDS patients. After noting several
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times in the log that cancer patients with miraculous remissions
were discussed repeatedly in SCS rounds, I began to develop the
cancept that "remarkable remissions” might indicate an ideal
terminally ill patient type. This process of suggestion and
reformulation contimied until the construction of the typology
presented in the next chapter, with several efforts at
conceptualizing the data revised and rejected as new data emerged.

conclusion

In this chapter I have presented the methods used in this
qualitative study of the responses of health professionals to their
work with terminally ill patients. I have described the advantages
of qualitative methodologies for both the camplex medical setting
and the type of knowledge I sought to develop with this project.
The specific methodological underpimnings for this study are
well-established; they are described by Glaser and Strauss as
"grounded theory" (Glaser and Strauss 1967). Particularly because
of the reformulative process these authors advocate, theoretical
sampling enabled the flexible integration of new concepts from the
field to develop a fresh theoretical approach to problems in
terminal care.

Next, I discussed the advantages and disadvantages of my
position in the institution to conduct a participant cbservation
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ard interview study. Wwhile I had only limited problems in access,
my caretaker role with the SCS presented problems in bias and
overidentification with the study population.

Finally, I described the process of cbtaining institutional
permission to proceed with this study and efforts used to attract
cases for the study process. The chapter also included practical
detail regarding the construction of a focused interview format,
chart review, and the systematic recording and coding of extensive
field data.
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CHAPTER FOUR

IDEAL, ROUTINE, AND "TOXIC" PATIENTS:
PATIENT TYPES IN TERMINAL CARE

Introduction

Freidson (1973) has cbserved that in informal interactions,
physicians spend considerable time discussing problem patients.
Most of the work of doctors, murses, and social workers concerns
rautine problems with routine solutions. Ordinary events proceed
with little comment from caregivers. But though extraordinary
patients — either extraordinarily good or extraordinarily bad --
are the exceptional ones in hospital practice, they are a
preoccupation for the staff directly involved with patient care.
Hospital staff symbolize their work through exceptional patients to
an extent that is disproportionate to their mmbers or to the time
required for their care; in some cases, the time required for care
may be what makes the patient extraordinary (Freidson 1973).
Following the parochial concerns of doctors, murses, and social
workers as they themselves define the exceptional in their

practices can uncover significant issues in their work lives.
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This study of the responses of health professiaonals to work
with terminally ill patients focused on the way in which workers
defined exceptional patients in this specific category. Bringing a
structural perspective to health workers’ definition of "good" and
"bad" dying patients, I hoped to uncover same of the elements that
defined these categories for health workers: not simply the
patients’ characteristics, but also the context in which patients
were cared for and the expectations of health professionals for
their work.

This chapter presents an original typology for "taoxic,"
"routine,” and "ideal" terminally ill patient types. The typology
is the basis for analyzing the cbservational and interview data
ocollected in this study and will be used as the basic
conceptualization for the two subsequent chapters which discuss how
health workers categorize terminally ill metastatic cancer patients
and AIDS patiemts. The literature which discusses both medical and
sociological perspectives on "good" and "bad" patients is included
as background for this original typology.

In formal transactions, health professionals use diagnostic
labels to identify what is wrong with a patient. Diagnostic
categories can have social control functions, such as described by
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Szasz (1956) and other theorists. Nonetheless, within the confines
of hospital life, where professionals go about the tasks of the
day, diagnoses are a basic language through which professionals
cammunicate about their work. These categories are defined through
a process of differentiation which excludes possible explanations
for a patient’s symptams until a diagnosis is reached. The
diagnosis sets the stage for discussion of therapeutic
interventions. Diagnostic labels of patients enable health workers
to commmnicate about them in uniform and consistent ways.

Diagnostic categories are generally accepted and understood by
staff. They are a part of the cultural language of doctors,
murses, and social workers in these settings. Often reduced to
shortharnd forms, such as "CA" for carcinama, the diagnosis projects
an image for the staff of the anticipated course of the illness.
These images convey expectations on the part of the professional
about the course of the disease, and what tasks will be required
for patient care over time.

"Problem" patient labels are different from diagnostic labels
in several ways. First, since a patient can only be a "praoblem" in
relation to samething else, usually the staff, labeling problem
patients reflects judgments about what others think is appropriate
behavior in a hospital. In that sense, "problem" designations do
not have to originate in physical symptams or patient camplaints,
but can be social evaluations. Second, while formal diagnostic
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categories for problem patient types do exist in both psychiatric
jargon — for example "hypochordriasis" or "depressive
equivalent," and the medical jargon, such as "Munchausen’s
Syndrome" they are not as distinct or universal as physical
diagnosis. Terms to describe these patients frequently overlap in
definition. Many different terms exist which describe the same
behavior.

Efforts to formalize these distinctions in psychiatric

namenclature were undertaken in the most recent edition of the

(1980) . Presented in this context as disorders where the sick role
is predaminant, these definitions rely heavily on the secordary
gain to the patient in being.sick. These classifications include:
samatization disorder, psycalgia, hypochondriasis, conversion
disorder, factitous disorders, malingering, and undiagnosed primary
disease. (American Psychiatric Association 1980) While physical
symptams may not be evident in these disorders, the frequency with
which these patients collide with the medical care institutions
increases the prospect for iatrogenesis, often producing problems
In sum, "problem" patient labels and diagnostic labels differ
in two respects: they are social evaluations, and they are not as
universal or discrete as physicial diagnoses. Beyond these two
striking differences many of the terms used to describe problem
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patients are crude and clearly meant only for informal
conversations among professionals. Terms such as "gomer,"
"turkey," "gork," or "crock" to describe problem cases are unique
to this issue. By contrast, "breast cancer" or "“malignant
melanama" do not have equivalent informal labels.

Within the medical subculture, as part of the "backstage"
behavior (Goffman 1961) of hospital life, informal labels are a
distinct and characteristic way health professionals commmicate
with each other about difficult patiemts. As a result of the
popularity of shem’s The House of God (1978), a fictionalized
account of the closed world of house staff life, these terms have
become familiar to the wider commmnity. These labels cammnicate
expectations and norms about good and problem patients as health
workers define them, so that abserving the cantext in which they
are used can reveal their significance. The unattractiveness of
these labels conveys the disdain of staff for difficult patients
and the intense level of feeling they can evoke, especially in
light of the normative expectations for discreet and considerate
behavior among hospital professionals. They project the stress and
conflict which surround the care of these patients. In the review
which follows, I will discuss both the medical and sociological
literature which explores "problem" patients.
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According to Reis et al, "the modern medical model seeks to
identify specific disease entities, order accurate diagnostic
tests, and give circumscribed treatments in order to ‘cure’
disease" (Reis et al., 1981, 257). These goals are frustrated in
the case of difficult patients whose problematic behavior cannot
always be attributed to physical disease. The response of these
authors is to conceptualize different patient types according to
diagnostic categories and develop proscriptive strategies for
managing the problem. This article is typical of the analysis of
medicine and mursing; they attempt to organize "problem" cases
into specific categories and then suggest interventions for
managing the patient. The "treatment" most often involves
strategies which may not cure the patient, but may make the
situation more bearable for the caregivers. The approach of Reis
et al. is to use the DSM-III categories as the basis for
differential diagnosis. They describe the characteristics of
samatization disorder and hypochondriasis, among cothers, and their
course and management (Reis et al. 1981).

Along similar lines, Drossman (1978) emmnerates a series of
differentiated categories for medical patients with psychosocial
disturbances. These include "personalized or bizarre description
of the symptam," "persistence of the symptam despite allegedly
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specific medical treatment," as well as "the pain-prone patient" or
"hypochondriasis" (Drossman 1978). In response, this author
suggests a series of ten management techniques for work with these
problem patients, among them to accept the symptams and to maintain
an unbiased interest. The physician is admonished to schedule
regular visits and to be aware of personal attitudes (Drossman
1978) .

Using a less formal construction, Groves (1978) describes
*hateful" patients as those patients wham physicians dread. His
categories, or stereotypes, include dependent clingers, entitled
demanders, manipulative help-rejecters, and self-destructive
deniers (Groves 1978). Lipsett (1970) describes the medical and
psychological characteristics of the "crock" as a difficult patient
type. Noting that doctors feel that chronic abusers of medical
care are always present, even though their actual mumbers are few,
this author describes "crocks" as peripatetic individuals who use
the hospital clinic as others use their hame base. The former
appear to be refractory to treatment. The persistence of such
patients’ desire to be cared for is described as a manifestation of
depression, and the strategies with which Lipsett responds work
with, rather than against, the masochistic depression manifested by
"crocks" (Groves 1978).

Same medical descriptions of problem patients focus on a
particular patient population; for example, the older patient
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(Laurence 1986) or, of particular interest to this study, the dying
patient (Levinson 1975). In an article describing management of
the difficult dying patient, lLevinson (1975) considers the impact
of psychosocial variables on the care of terminally ill patients.
This author puts the issue of terminal care in an historical
perspective, which describes the positive impact of the death
awareness movement on socially advantaged groups. Patients with
psychopathology or who are from lower sociocecanamic groups have not
benefited fram improvements in terminal care because of negative
institutional attitudes towards less interesting or less deserving
patients (Levinson 1975).

The medical literature reflects the tendency of the health
professions to locate the source of the problem in the patient and
fails to include the interactive or "countertransferential" issues
in describing the problem. The sociological literature, however,
confirms the social basis of problem patient definition by
including both the contextual and professional expectations for

good patient behavior.

The sociological literature on problem patients addresses the
functions of informal labeling and attempts to tease out what these
labels reflect the way health professions define their work.
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This literature explores the contextual and interactive aspects of
patient care as expressed through this language.

Several studies have examined the labeling process, developing
categuries of good and bad patients, as well as examining the
relationship of these designations to the work expectations of
health care personnel. Jeffrey (1979), for example, described the
distinction between good and bad patients in English casualty
departments. The good patients were interesting to the casualty
officer physician and challenged the campetence of the medical
staff. Bad patients, known as "rubbish," presented trivial
camplaints. Drunks, overdoses, and tramps were considered bad
patients and all were treated with disdain by staff. An
interesting cbservation in this study is the fact that while good
patients were described in terms of their illness, bad patients
were described in social terms (Jeffrey 1979).

In 1975, lorber studied the relationship between conformina or
deviant behavior on the part of surgical patients, and their
identification as good or problem patients by mirses and doctors
(Lorber 1975). The willingness of patients to be cbedient and
accept hospital routines was proposed as a predictor of "good"
patients. Yet analysis of patient evaluations suggested that ease
of management was the most important factor for doctors and nurses
labeling patients "good." Problem patients, on the other hand,
were those whose care required more time and attention than staff
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thought was warranted by the seriousness of their illness.
Demanding behavior was perceived as problematic; however, patients
who were unable to make their needs known to staff also required
extra time to care for. The routine and usual were viewed as more
positive than the uncommon, and this designation included routine
and expected problems. When patients whose illness could be
expected to be problematic were exceptionally cooperative or
stoical, their evaluation by the staff improved. Problem patients
were problematic because their behavior was difficult to manage or
because their illness was camplex (Lorber 1975).

As part of her study of the socialization of house officers to
the doctor-patient relationship, Mizrahi (1986) described three
categories of patients which house staff identified as
undesirable. Self-abusers were those patients whose illnesses were
seen as self-inflicted; system-abusers were the malingerers or
manipulators whose camplaints earned them the label "crock;" and
house-staff abusers were ungrateful and hostile to the young
doctors (Mizrahi 1986). In Mizrahi’s setting, the profusion of
undesirable patients had consequences for the labeling process as
well as for patient care. Since so many patients possessed
undesirable attributes, the best patients were those who could be
quickly moved through the system, or "GROPed," an acromym for "get
rid of patients" in this author’s terms. Eighty percent of the
house staff admitted that a negative label affected the social and
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medical treatment such patients received (Mizrahi 1986).

Most recently, Liederman and Grisso (1985) analyzed the
characteristics of patients labeled "gomers" by medical house
staff. The term "gamer" is thought to be an acronym for "get out
of my emergency roam." Again, social indicators were more
predictive of negative labeling than medical anes, so that gamers
were no more ill than control patients in this study. Rather, the
prablems of the gamer patients were frustrating, engendered
disagreement, and aroused uncertainties among the house officers
caring for them. These difficult patients suffered more mental
decline, presented difficult diagnostic amd therapeutic and
ultimately disposition problems. For these authors, the "gomer*
represents the inability of the medical system to care for socially
isolated patients and those whose illness camnot be resolved within
the confines of the present technological system (Liederman and
Grisso 1985).

The original typology of patient types which follows is based
on cbservations and interviews with EEH staff about their work with
terminally ill patients, both metastatic cancer patients and
patients with AIDS. While previous studies of patient labeling
have focused primarily on physicians and, to a lesser extent,
murses this model was drawn from the three professional groups
included in this study, allowing for camparisons among the three

groups.
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Health professionals working in camplex acute care hospitals
generally evaluate patients as "good," "average," or "problem"
according to three variables. First, muses, doctors, and social
workers want the interventions they employ to cure the disease or
ameliorate symptams. They expect to perform their work througn
established and orderly routines. Finally, all professional groups
would like personal gratification from their work. These three
variables constitute ideal expectations for the expressive and
institutional rewards professionals anticipate fram hospital
practice. The extent to which these expectations are met by
individual cases determines whether the health worker evaluates the
patient as "good," “average," or "“problem."

In the typology presented in Table 4, I use labels to describe
terminally ill patient types which represent usage in the setting
of the study. Patients are either "taxic," "routine," or "ideal"
in relation to the professionals’ needs for cure or symptom
amelioration, routinized work, and personal gratification. These
designations imply the degree to which professional and
institational expectations are met by patient behavior, response,
amd illness characteristics. The process is interactive, and the
factors are interrelated, so that the resulting patient label is a
product of professional needs and patient behavior and responses as
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they play off each other over the course of the hospitalization.
1abels can be reinforced or neutralized, or they can change over
time as the illness develops and circumstances in its treatment
change.

In this schema, the patient categorized as "ideal" exoceeds
health professionals’ expectations for work with dying patients.
These patients respond beyond expectations to treatment. Whether
or not the outcome can actually be attributed to the medical
intervention, this highly prized patient group is identified as
"ideal." Ideal patients also have personal characteristics which
engage the altruistic motivations of health professionals, such as
heroically accepting pain or uniquely expressing gratitude for
care. Ideal patients present minor caretaking problems. Of
course, the better the results, the more patients appear hervic and
grateful, and the more staff are willing to accommodate caretaking
problems. Health professionals often spend more time visiting with
reinforces good patient response, both behavioral and physical.

An example of the ideal patient, Mrs. B was a 67-year old woman
with metastatic ovarian cancer. She was followed for two years by
the SCS, both in the hospital and later at hame when she was
enrolled in an accredited, Medicare certified hospice home-care
program. Originally referred for a pain control consultation, Mrs.
B. was initially unresponsive to the usual interventions. Finally
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the team developed a good pain control regime which ameliorated her
distress. After her third hospitalization, Mrs. B. was sent hame
"to die" under the care of a hospice program. Mrs. B. survived
eighteen months past the discharge date. Under the eligibility
requirements for Medicare hospice programs, Mrs. B.’s prognosis was
a life expectancy of less than six months. During the time when
Mrs. B. was at hame, the SCS medical director assumed management of
her pain. He visited her weekly on his way to the hospital in the
morning and took a series of medical students and house officers to
her hame to show them the results of high quality terminal care.
As the patient improved, she left her house in a wheelchair in good
weather and took two trips to her daughter’s beach house. The
medical director was also invited to the beach house, where he
spent a weekend with his wife.

Mrs. B. was frequently discussed in SCS rounds, even though her
situation was stable and her narcotic and laxative medications
remained unchanged. Both Mrs. B. and the medical director
attributed her extended life span to the excellent home care and
the personal attention she received. Mrs. B. enhanced her ideal
status by repeated expressions of gratitude, easily made in the
context of her improved condition. Her frequent camment to the
medical director was, "You’re the one who is making this happen."

Mrs. B. was the prototypic "ideal" dying patient. Her
outliving her life expectancy and her frequent reinforcement of the
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efforts of professionals working on her behalf made the physician
enthusiastic about her management. The routines for providing Mrs.
B.’s care were simple for the doctor. Her hame was located on his
way to the hospital and the medication orders were straightforward
and easy to administer and achieved good results. Their simplicity
and stability limited problematic interactions with home care
nurses who provided direct care. Finally, the patient was an
attractive, upper middle-class woman, with wham the doctor could
easily identify.

By contrast with ideal patients who exceed expectations,
"routine"” patients simply meet normative expectations. They have
same amelioration of symptoms or problems and present average
management problems for health professionals. These can be
resolved by established or new, but easily negotiated, routines.
For example, cancer which has metastasized to the bone can cause
severe pain for terminally ill patients. As a result of the
experience of the hospice movement and consequent research in
chronic pain control (Tycross and Fairfield 1982), around-the-clock
administration of narcotic medications has become an accepted
regime for managing this common symptom. Not only does this
routine ameliorate the symptam, it also reduces camplaints of
patients and family members and disruption of regular work
routines. As long as these patients are emotionally subdued, staff
members tend to be neutral in their interpersonal responses.
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Consequently, these patients do not evoke significant staff
affection or identification nor do they evoxe negative reactions.

The "toxic" patient type is the most complex and difficult
patient for staff to manage. The term "toxic" suggests the
disruptive impact such patients have on hospital routines. The
term originated among SCS staff to identify exceptionally
problematic patients referred for camplex pain management and
psychosocial problems. It emphasizes the interactive nature of
management of the prablem patient within the hospital system and,
in that sense, it is different frum terms presented earlier, such
as "gamer,"” or "health care abuser." These latter terms obscure
the fact that medical staff define problem patients as such because
they do not meet existing instituitional and professional
expectations.

"Toxic" patients generate conflicts between peers and
colleagues and require unusual amounts of time and resources from
staff. For example, certain patients do not respond to the usual
narcotic regime for severe pain either because the source of the
pain is nerve infiltration, typically not relieved by narcotics, or
because they require greater than usual amounts of drug for
adequate effect. Frustration and conflict develop as the patient
and family persist in their complaints and staff members use
conflicting ideologies and practices in grappling for a solution to
the problem.
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Same staff members may blame the patient for drug-seeking
behavior as a way of explaining persistent requests for more
narcotics. Others may advocate increasing the doses of the
narcotics in an effort to solve the problem, or suggest other
technologies, such as nerve blocks or narootic infusions, such as
morphine drips. Frequently, the medication charts kept on such
patients show constant changes of drugs, doses, and dosing
intervals, which defy all principles of rational therapeutics.
These problems can be campounded further if the disease process
includes mental status changes such as short term memory loss. In
these cases, patients may report different levels of pain to
different health workers because their assessment is based on the
immediate situation. The resulting confusion generates further
staff conflict among nurses, house staff, and attending physicians.

Technical failure produces its own problems for management in
situations where it is not that "nothing more can be done" hut,
rather, what is done that can further confound the problem.
Concerns about iatrogenesis develop, or therapeutic treatments do
in fact produce their own camplications. "Toxic" patients become a
preocccupatian of staff, generating a profusion of anger and
frustration. These patients are a frequent topic of informal
discussions and argument among those caring for them.

Certain disease characteristics are also indicators of patient

toxicity. A striking example was a patient suggested for this
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study who had the umsual diagnosis of cancer of the penis. On
this basis alone, a social worker defined the patient as
problematic because of the psychological impact on staff,
particularly young male physicians-in-training. In spite of the
patient’s cooperativeness and "good" patient behavior, his disease
generated enough anxiety on the part of the staff to place him in
the "toxic" category.

Patients may come to be defined as "toxic" because they have
personal characteristics which hospital staff find unattractive or
repulsive. Even the best of patients may question professional
authority, make demands, and voice camplaints when they begin to
deteriorate physically and mentally. An example of such a change
in status, Mrs. F. was an attractive and lively 37-year old waman
with metastatic breast cancer. She was followed by SCS for pain
ocontrol. Initially, Mrs. F. was easy to manage and additionally
engaged staff with her optimism and gratitude for the attention she
received. Ooincidentally, when Mrs. F. began to experience serious
pain, she was moved to another floor. At this point, she was
placed on a palliator, a pump device which enabled her to control
her own administration of the narootic drug, Dilaudid. However,
her pain proved intractable in spite of the special device, and the
presence of a new piece of equipment meant extra work for the
nursing staff. The narcotic was in special vials which could be
released only if a floor nurse went personally to the pharmacy to
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sign them out. Also, the routine was camplicated and unfamiliar,
so that workers in the pharmacy were not always certain what was
required for the drug’s release. As a result, the palliator was
not always filled with the drug, and the patient became anxious and
camplained frequently about the lack of medication. Even when the
clinical fellow with SCS took over the responsibility from the
floor nursing staff, the problems persisted. The house staff
canmplained about the patient’s demanding behavior and told the
fellow they thought the patient was exaggerating her symptams. The
problems with Mrs. F. became further exacerbated when she began to
develop mental status changes, attributed by house staff to
excessive narcotic administration.

When patients are tractable, family members may not be.
Patients may be identified as routine or ideal based on their own
characteristics while the family’s interactions with staff may
produce inflammatory situations. As an example, a wife barred
floor murses and house officers fram her husbard’s roam at the same
time she kept equipment in her roam which was meant for the general
use of the floor.

Illness Trajectory

Diseases and patient labels are not static. As described
above, patients can move fram one category to another as
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their diseases progress and as new interventions are applied.
Strauss et al, developed the notion of the illness trajectory to
describe the dynamic process of illnees management (Strauss et al.
1985). This conocept includes the physiological progress of a
patient’s disease and the organization of work performed over the
course of the disease, as well as its impact on the staff and the
larger hospital organization. While these authors concede that the
concept could be applied to most work contexts, they identify two
elements which are special features of health work (Strauss et al.
1985). According to Strauss et al. health work is unigue because
of the unexpected and hard-to-control contingencies that stem not
only fram the progress of the illness, but also fram multiple work,
organizational, and patient sources. A special feature of health
work in hospitals is that what is worked on are pecple who can
react, participate in, and in turn shape the work. The above
examples stress the importance of this feature of health work in
professional labeling of good and problem patients (Strauss et al.
1985) .

These authors identify two other sources of trajectory
camplexity that are particularly relevant in contemporary hospitals
— the prevalence of chronic illness and the development of new
treatment technologies. These factors are interrelated, since to
same extent the production of new medical interventions has
resulted in an increased muber of patiemts with chronic disease
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living longer. Diseases such as cancer or diabetes which in the
past would have ended with acute episodes may now be protracted by
new therapies. Thus, however welcame, new technologies upset
preexisting routines. These technological changes reverberate
along the illness trajectory and require integration in patient
management. In addition, medical advances have produced resource
allocation, ethical, and patient management problems which did not
exist for past generations of health workers (Strauss et al. 1985).
Chemotherapeutic therapies for cancer are an apt example. The
side effects of these treatments are often discamforting,
disfiguring, or exhausting for patients. While the treatment can
precipitate remission, quality of life may suffer. Because they
can prolong the lives of patients, they have extended and reshaped
the illness trajectory for many patients, binding them to health

delivery systems.

An extensive body of literature describes the abjectification
of hospitalized patients (Cartwright 1964, Goffman 1961, Lorber
1975 and Mizrahi 1986). Medical personnel, particularly during
hospital training, have been cbserved to dispense with ordinary
civilities such as social introduction, or to campletely disregard
the human qualities of patients. The form and style of these
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interactions conveys an apparent preference among medical
professionals for campliant, acocepting, and sulmissive patients.
Hospital professionals reinforce these behaviors through
depersonalized interactions so they can get on with their work.
Lorber’s study of hospitalized surgical patients supported the
theory that "good" patients, fram the staff’s point of view, are
those who allow work routines to proceed undisturbed. They are
cooperative and undemanding, yet inform staff enough to enable them
to proceed with care. Patients who are too uncommmnicative require
extra work (Lorber 1975).

Because of the professional’s need for routinized work, in the
data collected for this dissertation health workers identified
demanding behavior, self-inflicted health problems, delays in
seeking medical care, refusal to accept recommended treatment,
pursuit of unconventional therapies, or cbstruction by family
members as abstacles to work production. These professionals
reported that the type of affective response fram patients and their
families also influenced their assessment. Expressions of
gratitude, heroic behavior, physical attractiveness, or perceived
ethnic or sociceconamic similarities to health professionals were
frequently indicators of patient "goodness." Lorber, in fact,
suggests this component of patient "goodness" with an illustration
of a waman volunteer with Cancer Care who had cancer, who was cited
by her mirses and doctor for her exceptional bravery (Lorber 1975).
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These affective elements take on considerable importance,
particularly with terminal illness which can generate complex work
problems and treatment failure. Since the rewards of effective
curative intervention are absent, little else is left to sustain a
worker’s camitment to often custodial support and distasteful
tasks.

In spite of the predilection of health personnel to identify
patients by their diseases, persanal characteristics of patients
are distinct from the manifestations of their illness, which also
influence staff evaluations of patients. Certain diseases respond
to well-established technical interventions, the classic example
being antibiotics for infection. The effects of most technologies
are far less sure. Specific diseases and symptaoms can evoke
negative reactions among health workers. Same illnesses demand
canplex care regimens, which create additional work for murses,
doctors, or social workers. As I will illustrate later, failed
technologies can precipitate disruption in established work
routines with cancer and AIDS patients.

The importance in distinguishing "toxic" dimensions as patient
or illness characteristics lies in the way health professionals use
these characteristics in assigning or not assigning blame, and
consequently, whether the patient’s "toxic" status is or is not
fargiven. Daniel Fox abserved that since the 1970’s, with evidence
that changes in personal behavior could be effective in preventing
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and controlling illness, patients are supposed to take individual
responsibility for their health status (Fox 1986).

Life-styles, such as dangerous hamosexual practices associated
with AIDS or cigarette smoking associated with lung cancer,
demanding or adbstructive behavior, noncampliance, or pursuing
non~-traditional therapies are patient-generated behaviors for which
the patient and family are held accountable. And, patients with
terminal illnesses are most inclined to be demanding and to seek
uncanventional forms of treatment. These negative patient
behaviors are not forgiven in patients evaluated as "toxic."

In contrast, illness characteristics which health professionals
conceptualize as symptams of the disease are forgiven by staff even
if they create work problems. This is especially true if the
patient expresses extreme gratitude for care. When patients are
emotionally neutral, their disruptive disease characteristics
usually lead to an evaluation of "routine." Wwhen the patient’s
behavior is problematic and the disease characteristics are
disruptive, the case is "toxic." Even this label, however, is
subject to change under the right conditions. An interesting
example of a "toxic" patient who moved fram unforgiven to forgiven
status was reported to me about an AIDS patient. His demanding
behavior was initially seen as a personality characteristic. When
information about AIDS encephalopathy developed and the problem was
attributed to short-term memory loss, his behavior was forgiven.
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He was now a "routine" AIDS patient who was no longer culpable for

his demanding behavior.
AIDS patients may appear to have so many toxic characteristics

that the label "toxic" can be said to be "overdetermined." AIDS is
clearly a "toxic" illness because of its inevitable fatality, the
stigma attached to hamosexnmals and IV drug users who presently form
the majority of affected persons with AIDS, and the fact that
health workers are concerned about contracting an inevitably fatal
illness in caring for these patients. Yet same AIDS patients are
described as "innocent victims," both by staff and the media.
Pediatric patients and hemophiliacs, a:d to a lesser extent sexual
partners of infected bisexual men or IV drug users, are not held
morally accountable for having contracted the disease. Homosexuals
and IV drug users, on the other hand, are frequently blamed by
staff for having engaged in unsavory or possibly immoral personal
behaviors which put them at risk for contracting this illness.
Additionally, health workers abserve that same patients appear
to overcame the "toxic" status generally assigned AIDS patients.
In the words of a social worker regarding her AIDS patients, "same
patients charm the givers of care." Affective rewards for staff
through expressions of gratitude or affection are profoundly
important to hospital workers, as they represent the final
validation of their efforts — particularly where few other rewards
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exist. AIDS patients, like other terminally ill patients, can
engage care providers with their personalities. 1In cases where
patients or family members exhibit heroic behavior, patients may be
assigned "ideal” status, as exemplified by aging parents of an AIDS
patient who moved into their son’s room and provided hands-on
terminal care for their child until his death in-hospital. A
nurse’s cament that "they weren’t even afraid of catching the
disease" confirms not only the attribute of dedication on the part
of the family but also the highly valued quality of heroism in
their behavior.

conclusion

In this chapter I have presented a typology of ideal, routine,
arnd "toxic" terminally ill patients. The typology was drawn from
cbservations and interviews with doctors, murses, and social
workers about their work with dying patients. Ideal patients
exceed health worker’s expectations for their treatment or have
persanal characteristics which are prized. Routine patients are
those who meet normative expectations. "Toxic" patients disrupt
hospital routines or have unattractive personal characteristics.

These labels result from the interaction of professional
expectations and patient responses and behavior as they develop
over time, so that the labels are not static. Patients are blamed
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for their bad behavior when they are seen as responsible, but when
their "toxic" status is construed as a manifestation of their
illness, they are forgiven. In the chapters which follow, these
concepts will be used to describe how health workers categorize
their terminally ill patients.
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CHAPTER FIVE

"TOXIC" DIMENSIONS: TERMINALLY ILI. CANCER PATIENTS

Introduction

Terminally ill patients do not respond to curative
interventions. At this point, health professionals must exchange
their expectations for cure to the comfort work of palliative and
supportive care or to planning for terminal care. For medical
personnel working on hospital medical units, work with terminally
ill patients produces few professional and institutional rewards
and can undermine the very sources of personal achievement that
motivated them to enter the health field. These cases produce a
reservoir of stress and failure in the midst of the technical
advances which excite and falsely stimulate a sense of power over
patients’ lives. The conflicting interests and work constraints of
professionals in modern acute care hospitals make terminal cases
problematic, yet health professionals rarely receive institutional
or peer support in these hospitals when they experience the
emotional stress of working with dying patients. Thus, by the very
nature of their disease status, terminally ill patients are
difficult for professional hospital staff to accept psychologically
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in acute care institutions.

while the growing prevalence of chronic illness in this country
might dictate otherwise, the structure and mythology of general
hospitals continue to depict them as a place to restore pecple to
health (Strauss et al. 1985). When curative interventions are no
longer effective, medical professionals may face a sense of
personal uncertainty and failure and the insensitivity of
organizations which do not respord to the needs of those in their
care (Mauksch 1975). Moreover, since reimbursement requirements
for acute care hospitals deny third-party payment when a terminally
i1] patient requires only camfort care, much of the work with
patients who are no longer receiving active treatment is to arrange
their discharge fram the hospital.

Since dying patients represent failed interventions for
canventional care givers, terminally ill patients are vulnerable to
being labeled "bad" or "problem" patients. Yet, not all dying
patients are identified as problematic by staff in acute care
hospitals. Moreover, certain terminal cases are more problematic
for same professional groups than for others. As aspects of
canfort care or discharge planning became routine within the
hospital, problems of terminal care may find solution, at least
fraom the health worker’s perspective.

Routines for the care of the dying have many sources. Wwhen
pain control regimens that include around-the-clock administration
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of narcotic drugs became accepted therapy for metastatic cancer
patients, many pain control problems were resolved (Health and
Policy Camnittee, American College of Physicians 1983). In fact,
research which suypported adequate narcotic administration for
terminally ill patients developed fram hospice work and shows how a
specific and utilitarian care model from the hospice movement
gained acceptance in traditional medical settings (Mount 1976).

This chapter reports on adbservations of terminal care by
professional staff at EEH, a large, tertiary care teaching
hospital, and uses vignettes from interviews with staff members
about terminally ill metastatic cancer patients identified as
"difficult" by doctors, murses, and social workers. The next
chapter will discuss the problems of health care workers with
hospitalized AIDS patients.

I have analyzed the data according to the original typology
presented in Chapter Four, which considers patient and illness
characteristics within the context of a camplex set of
institutional dynamics. This chapter describes the way in which
health professionals characterize "“toxic" terminal patients and
contrast them with routine and ideal terminal patients. These
labels reflect interactions among patients and staff, the
constraints of institutional life, and the responses of different
professional groups in work with terminally ill patients.
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Although the three professional groups studied play very
different roles in the process of patient recovery and discharge,
the goals of curing patients and returning them to the cammmnity
are the ultimate sources of reward for health persornel working in
acute care hospitals. The interventions which different health
professionals bring to this process are a function of the training
and expertise of their respective disciplines. While the scope of
professional activities of mirsing and social work are broader than
the cure of patients, these professional groups still operate in a
system where the imagery of "success as cure" predominates, and
their vision conforms to the medically daminant perception.

The fact that EEH is a tertiary care hospital may further
canplicate the problem of disparity between expectation and
outcame, both for medical staff and patients. Patients are
referred to this hospital because it offers expert and up-to-date
medical care beyond what local doctors or specialists can provide.
Therefore, many patients arrive with advanced disease, as well as a
sense that they can be helped. According to a junior resident:

We don’t deal well with dying in this institution. Maybe it’s

the prestige of the institation or that people think it’s the

"mecca." Basically, they came here for a cure. The patients
have this sort of expectation. And, certainly, it’s partly our
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fault in situations where it’s not warranted, giving false hope

and false expectations of what’s going to happen. It leads to

frustration on everyone’s part when they know things aren’t
going to go well and they have to deal with it.

The house officer’s camments imply that both patients and staff
internalize this ideology, so that consensus reinforces for each
constituency a belief in the power of advanced medical technology
available in the hospital.

Whether the source of this expectation is primarily the patient
is arguable, since the hospital itself does much to augment its
reputation for being in the forefront of medical science. For
example, the glossy public relations monthly which is praminently
displayed and available to hospitalized patients describes new
equipment and technical advances available to patients.

Maintaining the image of a hospital which is technically up-to-date
is important for recruiting both new patients and institutional
benefactors. The interactive aspirations of patients, staff, and
the institution for cure supports the expectation of cure, even if
it is often not really achievable.

An experienced head nurse on a private service confirmed the
symbolic significance of curing patients:

Even though they call this floor a "general medical floor," I

see it as "onocology." Two-thirds of our patients have some

sort of cancer or are having a cancer work-up. The only recent
development is AIDS. We have a lot of patients with AIDS. We
consider it a malignant disease. It seems we’re always doing

cancer. It has a great effect on staff. We have a big morale
proolem with nurses "X "EECTioMET "Mac is, everyone wants
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to be successful and success means curing sameone and sending
hane with a bouguet of flowers, and they’re laughing, and
all their get-well cards are tied up in a little bundle. You
get that satisfaction on a surgical unit. On a medical unit
ike this, a lot of people dan’‘t go hame. A lot of people go
hame to die.
The camments of a senior resident mirror the head nurses’
perceptions of the expectations of their staff:
The most problematic thing for me is learning to deal with
failure — when patients don’t have a good outcame. We’re
geared up to sort of cure, or at least manage most illness.
And when you don’t do that, it’s failure. It’s a mind frame
that you have that you’re supposed to do 110% for everyone.
When they don’t get better, then samething didn’t work right.
I’‘m probably expressing my disillusiorment with internal
medicine. It’s a field where you don’t cure a lot of people.
These responses capture the difference between the expectations
these professionals have for their work and the limited opportunity
in their work lives for actually achieving this ideal. The
professionals offering these caments are referring to disease
states which elude "cure." Many cancers and AIDS, along with any
mumber of chronic corditions which make up the bulk of cases seen
on inpatient medical services in this hospital, do not by their
nature offer this ideal resolution. Yet doctors and murses,
particularly as they begin their clinical experience, anticipate
the satisfactions of success by a specific definition of cure.
Frequently, they contimue to seek such satisfaction despite the

experience of years of practice to the contrary.
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*Toxic" Dimensions for House Staff

House staff must accammodate their emerging realism about what
can actually be accamplished with terminally ill patients. As the
senior resident who expressed his disillusion with intermal
medicine said:

You tend to avoid fajlure. You also have twenty other patients
who are critical amd not doing well. It’s just tough to deal
with the situations. So you just stick with the medical

management and don’t try to deal with anything beyond that.

An intern, also recognizing her limited curative successes, was
able to redefine the source of her rewards:

want to be with those pati . One of my first patients was a
lady with metastatic breast cancer, with pleural effusions and
shortness of breath. She was just very sad. My initial
feeling was how frustrating it was. There was nothing I could
do. I knew she was going to die. Samebody wise said to me,
"All you can do for this lady is to be psychologically there
for her, supportive of her. And you’ll be surprised. You
think you’re not doing anything for her, but you really are."
And with that kind of attitude, it made a tremendous
difference.

For many terminally ill patients in acute care hospitals,
alternative intervention means a shift fram curative to palliative
strategies. COorrelative with this shift to "ocamfort care" is a
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shift in staff allocation since the latter type of care is
generally managed by nurses under physician supervision. A cammon
example referred to earlier in this study is pain control. Many
end-stage cancer patients require symptom management technologies
which are not seen as requiring sophisticated skill or a
physician’s knowledge unless the pain is intractable and does not
respond to the usual interventions. In these cases, ineffective
interventions precipitate patient taxicity, as patients and family
members respond with their own frustration to the helplessness of
medical staff to control the symptam. Accepting the
appropriateness of palliative intervention in end-stage disease,
individual patients became "toxic" when even interventions offered
for palliation prove unsuccessful. This structural accammodation
to patient toxicity protects the most valued staff, i.e.,
physicians, from contimuing exposure to these patients as they
transfer responsibility to those lower on the prestige hierarchy.

*Toxic" Dimensions for Nurses

Nurses are the health professionals most intimately involved
with patient care, so that many of the needs of terminally ill
patients became their responsibility. In that sense, they are the
recipients of many of the problem issues which failed patients
represent; for example, intractable pain, family concerns, and
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expressions of patient and family dissatisfaction with the ability
of the medical system to cure the patient. Frequently, in fact,
the problems which arise with terminal care patients came to the
attention of the nurses first and have the greatest impact on their
everyday work.

Young nurses came to their work with the same ideal
expectations as house staff, and they must also came to terms with
the realistic limitations of their efforts. For head nurses who
are responsible for training new cohorts of recent mursing
graduates, the process of acculturating the initiate nurse to the
moribund realities of floor life is a constant process given the
large turnover of staff murses on medical floors. They must also
conterd with the disinterest of the mursing administration to
recognize the special needs of medical as opposed to surgical
services, where there is clearly much greater congruence between
the desire for healthy outcames and their probability. For murses
who must care for hopeless patients, the result is little
institutional support in the form of in-service training or
clinical specialists.

The head nurse quoted above redefined her service as an
"oncology* service, expressing a particular camnitment to cancer
patients, as well as persistent advocacy for her staff murses. She
was able to exchange the idealized professional expectations for
realistic and effective interventions that emphasized palliation




157
and psychosocial support. These care dimensions became the

normative standard on her floor.
"Toxic" Dimensions for Social Workers

Effective interventions for social workers involve establishing
therapeutic relationships with patients, advocating for patients in
the hospital envirorment, and locating available commmity
resources. When patients are terminally ill, social workers’
interventions are necessarily focused on the abvious need for
terminal care planning and psychosocial support. In fact,
technical failures for medical staff can provide treatment
opportunities for social workers. For example, social workers may
cbserve when house staff and murses are avoiding patients; they can
offer those patients supportive intervention. In so doing, they do
not challenge the appropriateness of murse or physician behavior
and do not attempt to pass the patient back up the status
hierarchy. One senior social worker described her attentiveness to
terminal cancer pain:

Sametimes with dying patients, I would say it’s "forgetfulness"

rather than "insensitivity" about patients needs. Sametimes I

feel more has to be done about making the pa

ti end
bearable...I don’t think enough is done to evaluate pain on a
daily basis — to know fram one day to the next if the
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In contrast with doctors and nurses, social workers described
how rewarding their work with spouses and other family members can
be. For example, one social worker comments:
I like seeing the patients and the family mostly. It seems
that most of the patients don’t survive the admissions now and
the families have to go an...The patients on this service seem
to be quite ill. I’ve had, in fact, two patients expire this

weekend and the family members were in there on Monday to see
me. That’s the interesting thing. I‘’ve been working with them

closely before anticipating the death. Generally it’s the
wives who come more often. They seem to be the ones running
the household, not knowing what to do next. The two situations
over the weekend, there was no one to turn to for the smallest
piece of advice, a shoulder to cry an. That’s what they used
me for.

In such terminal cases, social workers can still be successful
in giving initial assistance and both concrete and supportive
bereavement counseling.

In the eyes of house staff and murses, the discharge planning
function of social work is an important if lowly function,
primarily because it removes terminally ill patients from the
floors. Or, as it is tellingly described in the local vernacular,
"it keeps the drains open." Discharge plamning functions for
patients who are cured or improved engender greater optimism and
enthusiasm than plans for the dying. Nonetheless, in the eyes of
social workers, "“toxic" patients are more likely a result of
disrupted routines or limited resources than of failed

intervention.
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Patient and Family Involvement

while the disease state of patients is one dbstacle to
professional interventions, patients themselves as well as their
family members can actively cbstruct staff efforts. Erle (1982)
puts terminally ill patients into two categories: "settlers" and
"fighters." "Settlers," in his terms, are patients who accept the
inevitability of fatal illness and are not interested in pursuing
curative measures after a fatal prognosis. "Fighters," on the
other hand, are patients who would pursue any curative
intervention, even when the possibility for a successful outcame is
mimuscule (Erle 1982). At EEH, if medical persamnel decided that a
technology should be applied, they wanted patients to behave like
"fighters." When patients would not embrace their technological
offerings, they were defined as "toxic" by staff. Their resistant
behavior could also set up conflicts among staff members who
attached themselves to constituencies either for or against
intervention, or when they manifested their fighting behavior by
seeking nontraditional treatments. Frequently, conflicts extended
past the physician/patient dyad and embroiled other staff members
in interdisciplinary or collegial contests over individual case
management. A social worker described a case where the house staff
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wanted to treat a patient with advanced disease:

(Head nurse) mentioned that the house staff was annoyed at the
wife because they felt there was more that they could do. When
that man came in, he was viable and they were angry at his wife
because she wouldn’t go ahead with ordering tests, so that he
ocould be treated. Therefore, they were feeling anger directed
towards her. I can’t justify that — all I know is that this
man has been sick for weeks here.

In this example, the family’s desire to "settle" conflicted
with the interventionist position of the house staff.
Additionally, it reveals the reluctance of the social worker to
challenge the situation as defined by medical personnel.

Interns and residents may advocate treatment if they perceive
an educational value in intervention, since an important function
of the training years is to expose young doctors to as much
practice as possible. If they identify a case as "hopeless" but
withaut educational value, on the other hand, they will cbject to
an attending who wants to pursue treatment:

I’d like to ask attendings not to approach families with false

expectations, but it’s tough to do. Sametimes the atterding

feels close to them and he is not going to take away their
hope, even though scientifically there is no hope. Here you
are, a resident, telling an attending who has had more
experience than you how to take care of his patient.

Since house officers provide the body care for patients on
their rotations, they often resent the burden of another
physician’s decisions. In such ciramstances, they are placed in a

position of defending the attending’s perspective with a patient,
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even when it is not their own.

Patients became "taxic" when they or their family members
reject interventions which doctors feel would be beneficial.
Established doctors, as well as house staff, can also press for
intervention against a family’s desire. A social worker reported a
case where an attending physician became angry when a patient’s
wife refused intervention. In response, the attending notified the
Utilization Review (UR) nurse directly in an effort to facilitate
the patient’s discharge. The social worker who described the case
was ultimately caught between the doctors and the family:

I get a lot of calls from the residents and interns because

they don’t know what’s going on with Mr. S. Because Dr. Y. put

a note in a charge asking for the UR nurse to see them. Mrs.

S. (patient’s wife) had came in about a week ago ard said that

Dr. Y. had sat down and recammended an endoscopy. If it were

done it would give them a definitive picture of what could be

done with his treatment and case. But Mrs. S. refused it. She
didn’t cooperate with him by saying you can have this test.

And she is very much of a person who is a factual person. She

has been through her own cancer and seems to know the score.

She had worked with a hospice program.

The social worker found the ancologists’ actions "unusual®
since she had never known an attending to advise a UR nurse
directly of the need to have a patient discharged. Typically, UR

nurses made their own discoveries through periodic chart reviews
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and if attendings discussed discharge planning it would be through
a direct referral to mursing and social service staff. The social
worker felt the attending’s actions were punitive. Notifying the
UR nurse generated a series of letters from the Utilization Review
department which stated that if the patient were no longer treated
for acute illness, then the hospital could not claim third-party
reimbursement and the patient and his family would be responsible
for the expenses in the hospital.

Even though the patient was too ill to act on his own behalf,
the Utilization Review form letters were delivered to his bedside,
admonishing the patient to cooperate with social service in
arranging his discharge from the hospital. When the wife
approached the social worker with these letters, the worker was in
the position of having to develop after-care plans with a hostile
family member. Because the usual referral mechanism was
ciramvented, she was also uninformed about the patient’s needs and
ciraumstances. The wife felt her husband was too ill to be
discharged and thought he belanged in the hospital, so she stalled
the social worker on discharge plans:

E

The intern and the resident keep calling me. They don’t know
what’s going on. The doctor’s notes say to refer ial
work. I could do any kind of plan but she’s just resisting
it. She says he’s dying and she’s not mov.

note wasn’t clear — I wasn’t clear. The wife was refusing
have plans made, yet Dr. S. was saying that plans had to be
made. You know I can’t serd in any forms unless there is an
agreement with a family member and I noted that in the chart.
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The patient died before after-care plans could be arranged.
This relieved the social worker, who fourd herself caught between
the doctor’s desire to treat his patient as he saw fit and the
desire of the patient’s wife to have her husband die peacefully
in-hospital. EEH oould not reasonably be expected to keep this
patient in-house at its own expense. In fact, the patient might
have received more appropriate terminal care elsewhere. Yet the
wife’s desire to "settle," on ane hand, and the desire of the
oncologist for aggressive intervention, on the other, generated a
unique series of events which defined this patient as "toxic" for
both the social worker and for medical staff. For the attending
physician, the toxicity stemmed fram the families’ rejection of the
proposed intervention; in other words, the wife interfered with his
actions. The social worker and house staff were left with the
residual effects of the conflict between the two primary actors,
the wife and the attending physician.

Medical persomnel identify patients as "toxic" because they
actively abstruct professional efforts, or have rejected
traditional medical treatment in the past. Patients or their
families are blamed in such cases rather than the seriousness of
the disease. However, patients have equivocal enthusiasm for
mainstream medical technologies. When their initial course of
treatment was alternmative health care and they present themselves
with an advanced disease, doctors are particularly frustrated
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because they must deal with a situation they feel could have been
avoided. In such circumstances, the physician’s chances for
achieving success have been limited by the patient’s resistance to

Several patients who had rejected traditional medical
treatments at the time their cancer was diagnosed were referred to
SCS. One striking example was a middle-aged waman with metastatic
breast cancer who was referred for pain control. When originally
diagnosed, Mrs. T. had decided against the recommended surgery in
favor of a non-traditional dietary treatment. This patient
remained overtly skeptical about traditional medicine and continued
her non-traditional therapies while she was in-hospital. She had
various health food preparations at bedside, which her family
cbtained for her. I made the following caments in my log:

Observed with a staff nurse, Mrs. T. questioned L’s authority
to administer medications through her IV lines. She repeatedly
asked the nurse about the dose, claiming that the doctor had
mtorde.mdﬂndosethenmsewasabmttoamimster L.
explained how orders were written in the medication book by the
house staff, that they were the ones responsible and that she
was sure it’s what her doctor wanted her to have. Mrs. T. said
it was the wrong dose and not what her doctor wanted.
Eventually L. left the roam without giving the medications.
The murse waited for me outside the patient’s room. She said
she was really angry at that woman and her whole family. Her
wound was disgusting, she never accepted anything without a
fight. It was her fault anyway not to do what she adbviously
should have done in the first place. They weren’t stupid
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people, after all. She said that Mrs. T. was a great case for

my study, since she was terrible and brought the whole thing on

herself. I asked G. (SCS muse coordinator) about the wound
and why they ocouldn’t operate now. She said when you don’t
operate on these cancers and they are just allowed to grow,
that the cancer can actually grow through the outside of the
body, leaving a fulminating wound which is very difficult to
care for. She said that one of the things pecple don’t think
about when they don’t treat is what untreated cancer can
become. She said she used to see this kind of thing at CH with
elderly, single wamen who denied their breast cancer until it
had reached that point.

Mrs. T. was an exceptionally difficult patient, not only
because of her cbvious and outspoken skepticism of traditional
medicine, but because the staff saw her and her family as
responsible for her present condition and ultimate death. From
their point of view her actions had prevented — and contimued to
prevent — health workers fram applying their technologies.

In addition to circumstances where patients or families are
blamed for "toxic" behavior, similar situations can develop when
symptams cannot be controlled by routine palliative interventions.
In these cases the patients are not blamed unless they obstruct
staff efforts to apply treatment. As we have seen, problems with
"toxic" patients are not limited, but can have consequences which
reverberate through the life of the floor. As evidenced in the
above discussion, when interventions are no lornger effective,
patients became problematic for hospital persomnel. To same extent
this point on the illness trajectory is routine and expected as

diseases progresses, but fram the perspective of hospital workers
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facing a barrier to the pursuit of their curative goals, the
situation presents them with an hopeless situation. How all
professional groups manage this hopelessness inherent in their
situation will be discussed in Chapter Seven.

Sanvces of Disrupted Routines

Patients and family members are one source of work disruption
for care givers, but other sources campournd staff problems as
well. Disease characteristics can make unusual demands on staff.
Also, institutional foroes can create prablems for staff. These
problems can develop fram collegial and peer interactions or they
can involve institutions autside of the hospital. When the source
of the disruption is attributed to institutional forces or the
disease itself, patients are forgiven. uhen the patient or his
family is identified as causing the problem, they are not forgiven.

Obstructing Worker Activities

In the following example, which both a nurse and a social
worker independently suggested for this study, a patient’s wife
disrupted the floor routines for a series of professional workers.
The patient himself was an agreeable and cooperative man with
adenocarcinama of the lung. His wife, an the other hand, was not
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only very anxious and protective about her husband’s illness, but
actively abstructed the work on the floor. The most striking
feature of this behavior was her posting signs on her husband’s
door which told the staff to keep out. As described by the floor
social worker:

She cames across like a ton of bricks. That’s the way everyone

has experienced her. The signs are one more brick for

people...She’s tended to isolate herself ard her husband and
the signs being the mmber one way of keeping people out. The
signs are a sleeping face with eyes drawn and "“zzzzzz," or the
other one was: "Roses are red/Violets are blue/Keep Out!/This
means you!"

The wife mistrusted house officers and nursing staff and
monitored their access to her husband’s room. She preferred to
provide nursing care herself and wanted only her private oncologist
to attend her husband. The wife lived in the patient’s room for
the 35 day hospitalization; she had food delivered fram hame.

Besides the affront to civility and disrespect which the signs
cammnicated to the floor staff, the wife’s gatekeeping activities
had specific consequences for the work routines of house officers
and nurses:

I just read the signs and I laughed to myself. In a way it

makes you a little uncamfortable because you’re thinking to

yourself that she doesn’t want you there. She doesn’t want you
to spend too much time there. He’s not eating and losing
weight. So I’d try to encourage him and make suggestions to

her about fruits and things like that. And she listens at
times but you know she doesn’t want you there...She was really
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anxious when I went in to check his orientation. You know, I’d
ask him his name and did he know he was or whatever,
because when he first came in he said he was in his apartment.
And when I asked him his name, he told me samebody else’s
name. So when I tried to ask him the next day, she said, "No,
don’t ask him that. I can’t take it when you ask him that."

In order to function with her patient, this staff nurse revised
her usual routine to accammodate the wife’s behavior:

She’s at the door and when she sees you caming, she stands

right there by the door and she yells at you not to came in. I

just knock on the door amd I go in. I say, "I have the med,"

or "I have such-and~such to do." I give her a reason why 1

have to go in...I haven’t lost it with her because, as I say,

she’s concerned. But sametimes I just say to myself, "This
lady is off-the-wall!"

When she defined the problem as an illness, the nurse could
forgive the wife. Attributing the behavior to psychopathology
allowed her to continue to function in this hostile context without
losing her professional demeanor.

Certain professional activities are prescribed in floor life.
"Rounding” on patients is an essential ritual through which house
officers assess clinical status. Also, house officers must
routinely see patients in order to cammmicate their cbservations
to other personnel, including the attending on a private service.
Since they are responsible for the stability of patients in their
care, denied access seriously jeopardizes their professional
status. A house officer, piqued by the situation described above

said: '"How do they expect you to round on that man, we can’t even
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get in the door."

These problems for medical and nursing staff created
opportunities for the social worker. She was also affected by the
wife’s cbstructive behavior but by converting the wife’s problem
into a therapeutic opportunity, she applied an innovative strategy
which produced a successful outcome:

I initjated it. I asked Dr. B., "Shall I see Mrs. M.?" because

the staff didn’t actually bring it up as a problem. He said,

"Well, I’1l1 talk to her, yes." But she told him that I was
supposed to came ten days ago. So I already thought she was
angry with me, what was I going to do. So, I said to Dr. B.,
"Is she a little bristly?" I saw the sign on the door. I
usually knock, even if it’s a four-bedded room. She was right
there when I pushed open the door. She said, "I can’t talk to
you, I’‘m busy right now." - She cut me off,. l1ike that! So I
said, "Here I am, here’s my name, I’1ll be on the floor an hour
or two. Please find me." And she did. I brought her down
here, I gave her the option of where. She had a very closed
manner. She had dark glasses an. She spent the whole time
verbalizing her anger, her fear ~— the murses, the interns.
She loves Dr. B."

The success of the social workers’ interventions was apparent
in changes in the wife’s benavior. She ultimately took down the
signs and was able to appreciate the needs of staff to proceed with
their work routines.

Mrs. M’s profound anxiety about her husband’s illness led her
to behave in ways that kept the staff frum proceeding with their
work in an efficient way. Although same staff attributed her
behavior to psychopathology, others blamed her for willfully
disrupting normal routines on the floor. The wife kept many staff
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members from accamplishing their work. Not only did she keep staff
fram entering her husband’s roam, she also kept pieces of equipment
in the roam which should have been generally available to other
patients. For example, she left a transfer cart next to her
husband’s bed at all times, a trivial, but annoying example of how
she wrenched control from those caring for her husband and, in the

process, disrupted the life of the floor.

Routines for disclosing a patient’s prognosis are an important
issue in terminal care. As described in earlier chapters, whether
or not doctors should inform terminally ill, or for that matter any
cancer patients, about their illness and prognosis was an ardent
topic of the death awareness movement beginning in the mid-1960’s.
This literature described the reluctance of health personnel to
disclose information to patients. The reasons for not informing
patients were described in the structural dimensions of the
doctor-patient relationship or in routines for making patient
management easier. Controlling uncertainty gave the physician
increased power over the patient and, consequently, over disease
management (Quint 1972). Keeping patients at the stage of denial
simplified the work of murses and doctors when patients were

hospitalized since it limited expressions of grief or anger
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(Mauksch 1975).

This study confirms a shift to more direct discussions with
terminally ill patients about diagnosis and prognosis reported in
recent studies (Carey and Posavac 1979, Novack et al. 1979, and
Veatch and Tai 1980). As expressed by a head nurse on a private
medical service, "the era of the big secret is over." A
significant force in that transition from "closed awareness" to an
"open awareness" (Glaser and Strauss 1968) norm is the present
impact on floor routines for patients’ knowing or not knowing their
disease status. Earlier studies have explained this phenamenon
because the health consumer, thanatology, and hospice movements
have created a productive enviromment for doctors sharing
information with their patients (Novack et al. 1979, Veatch and Tai
1980) .

But these movements have coincided with the development of
cancer treatment technologies which almost require open awareness
for patient cooperation. Because consumers know about cancer
treatments and their often impressive side effects, it would be
difficult to treat patients who were naive about their illness.
Also, open awareness is not universal and depends on individual
‘physicians’ perspectives and, to same extent, their assessment of
the patient and family. Yet these forces may be encouraging
different normative patterns than existed in the past. According

to a senior staff nurse, "We rarely have a case where the patient
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is not told at same point. The oncologists may go gingerly at
first, but we do everything we can to get them to level with the
patient because there are too many slipups. It’s ridiculous, once
in two years that happens."

Thus, the extraordinary case is the one where a patient is not
informed, which has became the problematic, non-routine situation.
The difficulties created were apparent in the case of a middle-aged
waman with lung cancer whose family did not want her informed about
her illness. The situation proved exceptionally camplicated for
all professional groups, since it required personnel to monitor
their usual behavior. when the attending physician accepted the
family’s wishes not to inform the patient, nurses, social workers,
and house officers were forced against their desires to participate
in the dbfuscation. The "toxic" situation this created ended when
the patient died, a death that came sooner than expected, much to
the relief of floor staff. As expressed by a staff nurse:

I think it’s really difficult to carry on the routine of the

floor when you can’t mention the word "cancer" to the patient.

That’s one illness that is ordinarily talked about at bedside.

All the staff had to be alerted that she didn’t know the

diagnosis. And it just made it a little more difficult that

you had to remember an extra thing again and again. It just
disrupted the whole routine of the floor. The daughter made so
many demands on the staff — not to do this, not to do that."

The house officers abjected to the position taken by the

attending:
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The doctor had written in the chart, "The patient is not aware
of diagnosis." The residents were outraged. They were just
offended that here was this waman who was able to understand
her diagnosis and make decisions whether to be treated or not
and he did so much dancing around the issue — constantly.
They felt it wasn’t justice to the patient — It was really
horrible to the patient."

The family’s desire to keep the patient uninformed was also
"toxic" for the social worker in this case. In her assessment, the
patient had been an active person who was oriented and alert. The
worker thought the patient’s sudden dependent behavior was a
by-product of the family’s overprotectiveness. It seemed "a little
crazy" to her that the family did not want her to be informed,
since she appeared to be a waman who could "handle her illness."
While extremely dependent behavior on the part of the patient
campounds staff’s work, the central difficulties here were
maintaining the conspiracy and the daughter’s efforts to
orchestrate it:

The daughter had called before she was admitted. She said she

was very concerned about her mother. The doctor said he

suspected cancer. She said she heard social workers could go
and see patients and would it be all right if I could go and
see her mother. She was truly overprotective of her mother.

She kept emphasizing, "If you go in, what will you say to my

mother?" I think she didn’t want me to confront her mother

with the facts. On a first interview, I am never very direct
about the diagnosis. The daughter approached other staff
members, "Don’t talk about this, don’t talk about that." later

on, the daughter would whisper to me, "I’ll call you in the
morning, I’11 call you later on."
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The family was spared confronting the prablem of treatment in
this instance, the patient was found unacceptable for
chemotherapy. A house officer reported: "After the ‘tumor’ was
discovered, we thought about chemotherapy. But the patient wasn’t
strong enough to do chemo at that particular time. The daughter
was relieved that we wouldn’t have to tell her mother because she
knew she’d became aware of what was happening." While it might be
argued that some families have been caught in a time warp between
old and new norms in terminal care, the results of their desires
have consequences on the floor. Had Mrs. S. survived longer, the
family might have became socialized to the new normative
expectations of the staff.

Problems emerge when different attendings involved with the
same patient have different opinions about disclosing information
about an illness. Even in a hospital culture which encourages
disclosure not all doctors will discuss a negative prognosis with a
patient. Also, individual doctors have different styles in
discussing prognosis. I have overheard physicians equivocate or
avoid both the patient’s and the family member’s questions. Even
with the same patients, various consultants attending the patient
may take different positions about what and how to inform patients.

The examples in the previous section demonstrate how the
toxicity of patients or their families affect the work routines of

floor staff. Problems in routine disruption are particularly
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apparent among the terminally ill. The palliative care needs of
these patients generally require response times which are much more
spontaneous than the usual acrte care patient. For example, acute
episodes of pain require rescue doses of narcotics which do not
conform to the scheduling routines for the administration of other
drugs. Also, the affective needs of patients for psychological
assurance ard the impact on family members of the emotional tenor

of the death process in hospital can precipitate aberrant

behaviors.

Limited resources within the hospital can also limit the
capacity of staff to respond appropriately in terminal cases. The
canstraints of comunity services can also generate problems in
work routines on acute care floors.

A universal camplaint among the floor staff interviewed for
this project concermed lack of resources and structural barriers
that prevented acquiring necessary materials. Pillows, blankets,
special diabetic diets, dental consultations, supplemental nurses
assigned to high acuity floors, educational programs and
specialists for terminal care, x-rays, stat test results, and
ordinary laboratory results were among the necessities which at one
time or ancther staff said were difficult to abtain. "Just the
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ordinary things, everyday things...amd when all of it seems to
cambine in a mess, it’s horrendous." When simple equipment is
unavailable, staff must revise routines to accommodate limited
resources.

Social workers, in particular, must cope with the limited
cammmity resources to do their work. All of the social workers
interviewed for this study identified this deficiency as a problem
in their work, particularly with patients who required long term or
terminal care. Long waiting periods for placement camplicated
their work. House officers pressured social workers to free beds,
which became the focal point of the conflict. Social workers also
found their work camplicated or undone by physicians-in-training
who, fram the social worker’s perspective, did not appreciate the
subtleties and camplexities of public and private systems.
After—care plans hang on a thread of time and cooperation among a
mumber of providing agencies. Among many examples of this issue,
the following illustrates the frustration of social workers in
health settings whose work can be undone by the naivete of other
staff aml their ignorance of inter-institutional problems:

I have a cancer patient, lived alone, did not have any family

here — has a dauwghter here, but not involved with the family

for a long, long time. The church the patient belonged to was
very concerned. She worked at CH and for weeks on end we were
working. We had worked on an elaborate plan for her to get
help this week. Not last week because it couldn’t be arranged
because of the holiday. It was all documented in the chart,
why the waman couldn’t go hame, etc. Yet Monday, I came to

work to find they’d discharged her on Saturday. Without
Visiting Nurse, without Cancer Care, there was no ane to give
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her insulin on Monday. So then I had to go through big contact

with every organization, trying to get her services. And all

the people I spoke to earlier, yelling at me for not providing
what I said I would provide. And I had no control over it.

Social workers are caught between the institutional expectation
that medically stable patients should be discharged and the fact
that the patient’s medical condition may require scarce and elusive
after—care services. Doctors may not appreciate the admission
criteria for other institutions. For example, one physician felt
his patient should go to a special hospital for advanced cancer
patients. The hospital required a tissue diagnosis as an assurance
that he was indeed terminally ill. The doctor refused to perform
the invasive procedures necessary for documentation because’he did
not feel it was in his patient’s interest. The medlcal director at
the terminal facility rejected the patient for lack of a tissue
biopsy, and the social worker was caught between the opposing
medical perspectives. "“Toxic" cases for social workers frequently
involve formidable institutional barriers to negotiate.

For all hospital professionals, "toxic" dying patients and
their families are the most camplex and difficult to manage. The
attribution of "toxic" deperds on interpersonal interaction between
the patient and family and the individual staff member, mitigation
of the work for the staff member, or the course of the disease.
The same series of variables determines the attrilbution of an

"jdeal" label to terminally ill patients.
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And what if the patient, whose sores you’re washing, does not
at once show how grateful he is to you, but, on the contrary,
begins to torment you with his whims without noticing or
valuing your charitable services? What if he should start
shouting at you, demanding samething fram you rudely or even
camplaining to your superiors (as often happens when people are
in great pain) — what then? Will you still go on loving him?
And, you know, I came with horror to the conclusion that if
there were anything that could instantly damp my ardor of the
"active" love of humanity it would be ingratitude. In short, I
can work only if I am paid. I demand payment at once, I mean I
want to be praised and paid for with love. Otherwise, I am

incapable of loving anyone.
Dostoyesky, The Brothers Karamazov

Few professional rewards exist for health workers caring for
dying patients. Terminally ill patients present hospital personnel
with an image of failure that does not support the idealized
outcame of professional activity. Also, since hospitals are
designed for acute interventions, routines are often disrupted by
the presence of those who do not conform to this care model. lLong
delays in discharge planning or flexible time needed for palliative
interventions are not campatible with the time constraints in acute
care hospitals. However, personal rewards when families and
patients express appreciation are profound mitigating factors
against these problems for terminal care providers in hospital.
Conversely, the absence of gratitude exacerbates the intrinsic
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difficulties of death work. Also noted in this study were the
salutary effects of herovic behavior and sociceconamic similarities
to the care provider. These affective characteristics were
powerful indicators for ideal categorization of terminally ill
patients.

Gratitude is the immediate payment health workers demand from
patients, the explicit currency for providing care, and the
essential campensation which supports the altruistic motivation
which attracts workers to the helping professions. Posted notes of
thanks from patients and large boxes of candies sitting open at
nursing stations are concrete manifestations of gratitude for
valiant work of the staff. These emblematic expressions reinforce
the fact that the work has been valued. On the other hand, when
patients or family members devalue professional work or question
the campetence of professionals, they evoke profoundly negative
responses. The following example illustrates the intense feelings
of rage at an ungrateful family expressed by a senior resident
after his own futile efforts to revive a dying patient:

I had this patient an the renal floor, a guy with end-stage

renal disease and lung cancer and bivemtricular heart failure.

He was really sick as a dog. And we were doing all sorts of

things to turn this guy around. And he was a nice guy but his

family was so incredibly cbnoxious. There was always an
adversary relationship between house staff and the family. It
was always what we were doing £o him - not that he had all
these terrible diseases and what we were doing to help him. It
was as if we had inflicted these terrible problems on him.

This guy arrested on dialysis with the family there, ard we

were working to bring this guy back, and he finally died. and
caning out of the room the family accused us of having killed
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him. It was incredible. I felt incredibly angry at that

family. I basically didn’t deal with them at all because they

were so out of line. I thought at that mament I wouldn’t stoop
to their level. I just let them blow off their steam. The
house staff were the hired help.

Professional health workers interviewed considered gratitude as
an indicator of the ideal patient. Expressions of gratitude could
override other "toxic" dimensions. "Toxic" labels were dissolved
when a patient or family member directly expressed gratitude for
care. For example, when the patient whose family protected her
fram knowing her poor prognosis was moved to another floor, a nurse
on that service claimed she thought the family was "wonderful,"
because of their frequent expressions of appreciation.

They were extremely nice people, so it was hard, they were very

demanding and very hard to deal with, in one respect. But they

were very appreciative in another. They were wonderful,
really. And I kept thinking how nice they were — a lot like

my family. It may have been very frustrating and time
consuming but I just felt for them.

Not only was the family presented above appreciative but the
nurse was able to identify with them. They reminded her of her own
family. While many have cbserved that health personnel are more
positive about patients who have similar demographic
characteristics, the ability of this identification to override
other negative qualities, such as demarding behavior, is striking.
An attending physician frequently observed in this study had a
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special affinity for patients with his own religious and social
background. He would visit these patients often and listen to
their camplaints about pain or the inefficiency of mursing staff,
while he would spend very little time listening to the camplaints
of other patients. The gesture of pulling over a chair to the
patient’s bedside was an indicator of the willingness of the
physician to share social parity and human concern with patients.
Besides expression of gratitude and identification, dying
patients who heroically confront their deaths and endure their pain
with stoicism were also labeled "ideal." A 60 year old man with
metastatic prostate cancer and intractable bone pain was a favorite
patient of both the SCS team members and hospital staff. This man
had been the first Black man to play professionally in a particular
canpetitive sport, and he and his family brought to his illness
qualities of persistence and endurance which were defined as
“heroic" by staff. His past experience in professional sports was
a reference point for his care givers for his heroism in the face
of advancing disease. These aspects of his personality were
frequently described in SCS rourds. Both SCS care givers and the
nurses and doctors who cared for him during his frequent
hospitalizations spent unusually long periods of time with him in
spite of the fact that his symptams became worse over time and his
pain proved increasingly unresponsive to palliative interventions.
One SCS physician arranged a campassionate plea to the Food and
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Drug Administration for permission to dispense a special
non-steroidal drug to this patient. This process involved extra
paper work and special efforts to get the drug to the patient,
which were contimued even when he returned hame to a neighboring
state. This was the only case I adbserved of such efforts made on
behalf of an SCS patient. In this instance, the "heroism"
attributed to this patient overwhelmed the usual attribution of
"toxic" status for staff, in spite of persistent interventive

failures.

The Remarkable Remissi

The final ideal patient type abserved in this study constituted
those with advanced malignant disease who survived what was thought
to be a terminal cancer. A unique group, these patients had
unexpected and remarkable remissions which confounded the
prognostic wisdam of experienced practitioners. Even more than
grateful or heroic patients, exceptional survivors functioned as
talismans for care providers, generating speculation about the
causes of their remissions and frequent reviews of the course of
treatment and personality characteristics of the patient.
Consistent with recent attempts to correlate psychosocial variables
with successrul medical outcames (Cassileth et al. 1985), SCS team

members reviewed the personality characteristics of these
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patients. Nonetheless, the attribution of success for exceptional
patients was located within the medical intervention. One SCS
physician described an elderly patient with tumor from an unknown

primary source:

There was so much tumor it was difficult to tell whether it was
breast or ovarian. It either came fram her original breast
cancer or fram an ovarian primary. There was so much tumor
that it was difficult to be certain which of the two this
represented. The amount of tumor she had, and the rapidity
with which it was growing, and the fact that she was so
terribly sick and cbstructed, made everyone feel that she had
only days or weeks to live. She had this surgery and then she
was started on Tamaxifin — that seemed like a relatively
benign thing to do, on the assumption that it was breast
cancer. She seemed to do much better. She had a colostamy to
relieve the cbstruction. She doesn’t recall our concern that
she might die. She states she remembers little or nothing of
the hospitalization. Mrs. P. regards herself as an unusually
anxious person. And she really is. She becames almost
paralyzed with anxiety, so it is particularly interesting that
sameone like that should come through this kind of illness so
well.

While this senior atternding physician could recall patients
historically who had remarkable remissions before chemotherapeutic
agents were used for cancer therapy, he attriluted the patient’s
response to the medical intervention:

I really think that she has a tumor that was responsive to one
of the agents she received. You know this whole issue of cause
and effect. The fact that we have to make such judgments

statistically. We used Tamaxifin because x% of breast cancer
patients respond to it. Therefore, when sameone responds to it
and we don’t know of any variable where the tumor has been

better. That’s the best we can do in terms of reasoning in a
clinical situation. So I’m inclined to think that she was just
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getting worse daily and these agents were introduced and all

traces of the tumor disappeared.

In another instance, a 50-year-old waman with advanced breast
cancer was referred to the group for psychosocial support for
depression. The patient was described to the SCS murse coordinator
as "pretty near the end" by the head nurse. After the rurse
coordinator and I visited the patient and gave our usual
description of the service, the patient’s depression lifted and she
went on to survive for more than two years. She even resumed part
time work as a nutritionist during this period. Much to our
surprise, the head nurse attributed the fact that the depression
lifted and latér the ultimate success of this patient to that
limited intervention.

Linking a medical intervention or psychological support to a
successful outcame, which in these examples were not logical
certainties, buoys the practitioner who must often deal with failed
efforts in "hopeless" cases. It is therefore not surprising that
these patients, along with others who outdistanced predictions of
their longevity, were frequently discussed in SCS rounds or
informally among staff. In same instances, these patients were
remembered long after they were on a service. The relative impact
which positive patient outcaomes have in the face of such limited
success reflects the problematic nature of this work for people

camitted to health care.
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conclusion

This chapter has reported on cbservations and interviews with
doctors, murses, and social wc;‘rkers at EEH about their work with
terminally ill patients. Using an original typology which
considered patient and illness characteristics within the context
of staff needs for interventive success, stable work routines, and
affective rewards, the discussion centered on the determinants of
professional definitions of "toxic," "routine," and "ideal" patient

types.
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CHAPTER SIX

WORKING WITH ATIDS PATIENTS:
THE "TOXIC" DIMENSIONS FOR HEALTH WORKERS

Introduction

AIDS patients as a group are likely to be considered "toxic"
patients for several reasons. Because there is no known cure for
the disease, professionals caring for AIDS face a situation where,
no matter what they do, the patient will ultimately die. Because
AIDS is a new disease, ard considerable uncertainty existed, and
contines to exist about its processes, it has required revised
routines for management of patients in hospital. With this
syndrame, patient care is affected by the emotional responses which
the disease evokes. Working with mumbers of young, previously
healthy patients who now face death intensifies responses to work
with these dying patients. The fact that most AIDS patients came
fram socially stigmatized population groups further camplicates the
respanses of health workers. Despite the fact that disease is so
"taxic" to those working in acute care hospitals, same individual
patients are viewed positively by staff members and, at least
during the period of this study, health workers were abserved
making extraordinary efforts on their behalf. The conditions under
which patient "detoxification" takes place are described in this
chapter.
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As in Chapter Four, the characteristics of "toxic," routine,
and ideal patients are those identified by doctors, nurses, and
social workers interviewed and cbserved as they worked with the
terminally ill. Using this typology as a framework, I will present

data on the issues that confront professionals in their work with

hospitalized AIDS patients.

In general, according to informants for this study, successful
application of their respective technologies was the single most
rewarding aspect of professional hospital work. As indicated in
previous chapters, every medical and nursing informant interviewed
said they gained the most work satisfaction fram curing patients
and sending them hame. Social workers also identified with the
rewards of sernding patients hame well, but soon their efforts are
adjunctive in this process. All professional health workers want
patients to benefit from their efforts, so an important
characteristic of good patients is that they respond to the work of
staff to cure them and return them to the cammmity. In order to
achieve their goals with patients, doctors, murses, ard social
workers need effective technologies and a fertile context in which
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to apply them. Good patients are physically responsive to
treatment. Short of that, they do not acbstruct or frustrate the
efforts of staff to apply their technological expertise.
Institutional and community supports must enable technological
application as well. For all staff, frustrations in
accanplishment, either because of limited knowledge, inadequate
institutional or camunity supports, or patients who cbstruct

professional efforts were seen as barriers to success.

The I ¢ of AIl hysici

The goal of curing patients represented a universally held
ideal throughout private and pavilion medical services at EEH,
although patients cared for were rarely "cured." As Strauss et al.
(1985) point out in their analysis of the organization of medical
work, even in the face of increasing prevalence of chronic disease,
medical personnel still retain the imagery of treating acute
illness. What doctors in hospital treat are frequently, in fact,
acute episodes of chronic diseases. Because of this reality,
medical staff must partialize technical success on an
episode-by-episode basis or otherwise redefine "successful outcome"
according to incremental standards. While these partialized
"successes!" are the successes most often actually acoamplished, the

ideal of a more glabal success remains an elusive goal, especially
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for AIDS patients.

AIDS offers a powerful example of the relationship of patient
status to existing professional interventions. The most striking
characteristic of AIDS at present is its inevitable fatality. But
technical failure extends beyond the fact that medical personnel do
not have effective interventions against the disease, so that no
patient has been cured. AIDS has also frustrated professional
staff because of inadequate resources to manage this illness
through the serial hospitalizations which characterize the
trajectory. The youth of the patients and their "deviant"
life-styles, as well as concerns about the mode of transmission of
the disease, have also campounded application of available
technologies.

As discussed in the preceding chapter on good and poor terminal
cancer patients, one indicator of ideal status for a dying patient
is a remarkable remission. Unfortunately, medical treatments that
have been used against the serious events which characterize AIDS
offer no hope that patients will be cured. Because there is
presently no known cure for AIDS, the best expectation for
physicians is for treatment to prolong life or for palliation of
symptams. The possibility that a patient might have an
unanticipated positive response does not exist in this treatment
context. Caonsequently, the functions of such hopeful fantasy to
keep medical personnel engaged with even "hopeless cases" does not
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exist with AIDS patients. All AIDS patients are seen as ultimately
"hopeless." An attending physician whose research activities
required him to follow a large mmber of AIDS patients said:

You realize, what makes this hard is I hate taking care of

these patients. Whatever you do, they all eventually die. I

don’t enjoy it. It’s not fun. It’s almost a social

abligation. 1It’s almost like doing it for the service. You do
it and contimue doing it. There is some reward in the

altruistic. It’s almost like being a voluntary fireman. I

don’t know if people enjoy being voluntary firemen.

Clearly, one of the reasaons taking care of AIDS patients is
cbjectionable is because of the futility of medical technology to
change the ultimate course of their disease. Observations of
interactions between physicians caring for AIDS patients reflects
the same hopelessness. Comments such as, "Does it really matter?"
or, "We’re talking about AIDS here!" or grimaces which express the
futility of intervention pepper case discussions about AIDS
patients.

The Impact of AIDS on Nurses

Nursing staff also experience the devastation of inevitable
patient death as they watch patients decline through serial
hospitalizations, much the same way as cancer patients are admitted
and readmitted to hospitals over and over again. But technological
failures with AIDS patients take on additional and professionally
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specific dimensions for nursing staff.

The natural course of the disease and the limited
institutional resources for AIDS patients present profound
management problems for nurses. Particularly at the terminal
stages of the illness, symptams such as mental status impairment,
decubitus ulcers, and chronic diarrhea make it impossible for
nurses to meet patients’ needs with resources at hand, particularly
on services with concentrations of AIDS patients. Floor routines
were disrupted because inadequate mursing staff could not manage
the camplex and demanding manifestations of the disease.

Because of a large mumber of private rooms on one patient
floor, the floor consistently housed a high proportion of patients
with AIDS who required isolation. The head muirse explained:

We have had as many as 12 boarders on a 21 bed unit and out of

those 12 boarders, 10 have AIDS. That’s half your floor. With

two nurses that’s a lot of care. And I‘m talking about sick
patients who can’t care for themselves. Wwhere one dies, you
know there are going to be two more to follow him. You see
them going downhill, you see them deteriorate. You really
don’t want to go in the roam day in and day out, because you’re
just going to see them die. Patients like that are in diarrhea
fram the minute the shift starts to the mimute it ends. You’re
in there every twenty minutes, constantly.

This example graphically portrays the same sentiments the
physician conveyed in his comments about the futility of caring for
AIDS patients. No matter what the physician does, the patient
dies. No matter how many times a nurse attempts to clean the
patient, his uncontrolled diarrhea soils him. The futility of
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performing the cleaning is exacerbated by the fact that other
patients wait with the same prognosis and symptamatology and that
the usual staffing provided to the floor is woefully inadequate for
reasanable coverage. This simple example provides a powerful
illustration of a concept of toxicity of the illness for workers,
along all three dimensions. The presence of large rmumbers of AIDS
lpatients disrupts mursing routines and care plans for less ill
patients. Even the affective rewards of gratitude and patient
identification are absent with these patients, who at the
erv’-stages of the disease are non-responsive, encephalopathic, and
possibly contagious as well.

The Impact of AIDS on Social Workers

As for social workers whose professional technologies can be
more successfully applied to AIDS patients, theirs is a difficult
task as well. For example, when they cannot locate cammunity
service or hospice programs which accept AIDS patients, their
efforts at after-care planning are very stressful. They have to
scour the city for possible programs and at the same time contend
with in-house pressures to clear hospital beds. As with nursing
staff needs in the previous example, social workers rely on
institutional and cammnity supports for effective functioning.
Clearly, no matter what efforts social workers make to assess
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patients’ needs and their personal resources, if commnity programs
are not available, their efforts are bound to failure, or at least
long delays. Just as the physician lacks the medical resources to
effectively treat AIDS patients, the social worker lacks the
camunity resources for effective planning.

In this study, social workers claimed that physicians
undervalued the reality of limited resources. Both house officers
and atterding physicians "handed over" problematic situations to
social workers. While social workers might camplain about this
phenamenon, in many cases these tasks, including discharge planning
or patient care, correctly belonged with social work and nursing
staff. Serious prublems arose, however, when doctors told patients
resources existed when in fact they did not. In these instances,
social workers were left to search for special housing or community
supports which were not available. Consequently, they bore the
brunt of patient confusion and anger when the worker could not
produce the necessary resource.

For many social workers, discharge plamning delays for other
terminally ill or chronic patients are usual, so that this problem
is not unique to AIDS patients. According to one social worker:
"It’s different for me than for the doctors. I know that if I just
stick in there, eventually something will came up. Or sametimes,
the patient just dies." Queuing for limited commmity resources

means that the social worker can, in same case, wait out the need
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for an acceptable after-care plan. Also, unlike physicians, when
limited camminity resources frustrate their efforts, social workers
can offer patients supportive intervention, which to social workers
at least is an acceptable and, indeed, valued professional task.
An experienced social worker described this process:
I remember sitting with this guy. He was thirty-eight years
old. He had to stay here because he was hameless. So we
couldn’t send him anywhere. I remember going into his room
each day. The guy had PCP. I was sitting with him for a half

an hour daily for a whole month and helping him verbalize so he
ocould came to term with his illness.

In this case, as in others which vill be described later, the
social worker acknowledged a physical aversion to the patient, and
she was concerned about frequent contact with an AIDS patient. Her
work was also hampered by the limitations of resources. Yet, she
was still able to serve a valuable professional role which gave her
personal satisfaction and enabled her to sustain her daily visits.

Another social worker reported a similar "success" with an AIDS
patient, where her empathic and psychosocial assessment skills
provided a satisfying outcome:

Same people came in and they don’t know the diagnosis. We’ve

had people came in and they’ve had no idea they had AIDS. I

remember this man. He was self employed. He worked in the

theater. He was designer and he was very pleasant the
met. Then a le of days later, he was given
the diagnosis and became very, very angry —— very hostile. He
just didn’t want to talk to me. He said he was just fine. His
i i was fine and he didn’t need
a thing. On the first contact he had told me about his
mother. So, I got in touch with the mother and he rejected me,

:
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like that! She was a very nice waman. She said to me, "He’s

really not like that. He’s really a nice person." Anyway, he
got over his anger in about two weeks. Then he went hame to

his mother and he called me. He said he was sorry he put me

off. Ultimately we got disability and transportation. He was
so delighted and happy. The mother made a point to came in and
see me. That was a really rewarding case.

Multiple Fail for All Professional G

The following example demonstrates multiple technological
failure with an AIDS patient. What makes the case so striking is
that in spite of campounded failed efforts to help the patient,
both socially and medically, the staff persisted in trying to
resolve his problems. Even more confourding is the fact that the
patient was universally identified as "demanding" and "difficult."
The discontimuity between the staff’s perception of this patient as
"toxic" and their prodigious efforts on his behalf suggest the
special conditions under which staff will transcend the "toxic"
label and demonstrate a very high level of camitment to patient

service.

Mr. C. was a middle-aged AIDS patient suggested for this study
because of his umisually demanding behavior. The patient was
well known on several medical floors where he had been admitted
for treatment for episodes of PCP. Stories of his persistent
calls to all manner of hospital persomnel were legion. All
three staff members interviewed about the patient remarked that
Mr. C. spent most of his day telephoning attending physicians,
hospital administrators, patient services representatives, and
social service workers. With each call he would camplain about
problems which might be described as routine and review the
responses of previous persomnel. According to an attemding
physician caring for him, "It’s better to come early in the
morning because if you come late in the afternoon you have to
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hear what each person has told him. So, by 5:00 p.m. you can
also spend an hour and a half." The patient had been married
and had a child who lived in Florida. This son was to undergo
cleft-palate surgery which was scheduled to take place while
Mr. C. was in hospital receiving a course of amphotericin B for
cryptocoomlmngltls. Mr. C. wvanted to travel to Florida
be with his son for the surgery. A medically acceptable

Despite failure to locate a campany to take on this technical

aspect of Mr. C.’s care, staff efforts persisted as described by

the social worker:

Our hame care nurse was working extremely hard to work things
wtarditwasmtwiminherjcbdescnptl to do so. And
she was taking the time with campanies to work things out. One
of the campanies came and said they would not take cash or any
form of money. Mr. C. threw that person cut ard ended up

bad-mouthing the campany — bad-mouthing the hame care nurse.

The same social worker analyzed the contimuing efforts staff

members made on Mr. C.’s behalf:

m. Cl

In the whole scheme of things, everything that was hoped for
was ultimately not going to work out. Everybody, including the
patient, knew it wouldn’t do any good. It was going to be
fatal anyway. On the whole, everyone was fighting a losing
battle and that was difficult for the staff to deal with. Here
we were, all pushing him to have this great amphotericin — I
think Dr. L., the attending said also, if he doesn’t have it
his life will be X amount of months as opposed to three months.

did sign aut against medical advice, which was treated as a
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minor technical infraction rather than a major failure to follow
medical advice. In fact, same members actively encouraged him to
visit his child:

In any other situation, with another kind of patient, it would
be different. If he didn’t have AIDS, but another disease, we

probably wcnldn't have encouraged him to leave the hospltal

in the hospital. 1I’d rather spend the time getting him out.
He is going to die. His child is important to him. Two weeks
with his child is better than
not talking about saving this quy. First of all, the therapy
has a 50% chance of working. I should tell you, at this time,
he is still positive for crypto [cryptococcal meningitis] — so
the therapy was capletely ineffective. Except that it
prevents him from dying. As long as he’s on samething he’ll
live until he gets samething else that will kill him. So it’s
very temporizing — it’s not awrative. Plus, leaving the
hospital will not mean that he will die. In fact, he did not
die. He was no worse off than if he’d stayed in the hospital.
Two sets of professional interventions failed in this example.
A potent anti-viral drug, while not administered as curative
therapy for AIDS, failed to have the anticipated effect against
cryptococcal meningitis. Resource location failed both social work
and hame care staff. Early in the process of cammmity resource
development, particularly in a cammmity less affected by AIDS,
resources for specific outpatient needs were unavailable. Yet the
physician, social worker, and murse all persisted in pursuing their
efforts beyornd the point where it was clear they were not
efficacious. These efforts were jettisoned when a higher value was

identified — that is, seeing to it that Mr. C. had an opportunity
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to be with his ailing son. At that point, &taff members took the
very unorthodox, but possibly relieved, position of encouraging a
patient to sign himself out of the hospital against medical advice.

In many hospital settings, house staff gets rid of, or "GROPs"
(Mizrahi 1986) difficult or unresponsive medical patients as a
routine management technique. At EFH there was little evidence
that this exceptionally demanding patient was encouraged to leave
because staff wanted to be rid of him. After a long and
unsuccessful process of resource identification, the staff’s
encouragement of the patient’s leaving the hospital reflected their
evaluation that the drug therapy, hame care, and social services
were ineffective and their contimued pursuit was a barrier to the
patient’s desire to be with his child. "Groping" implies that the
interests of service functioning override the best interests of the
devalued patient. In this case, both the staff and the patient
chose an unconventional but mitually agreed upon resolution which
all parties, including the patient, felt best served the situation.

Rather than GROP the patient because he presented problems, the
staff identified an affective reward, which was all that could be
salvaged. Thus, the fact that Mr. C.’s leaving the hospital
provided staff with a respite fram their frustration was probably
only incidertal. According to the social worker, "My heart went
out to him. His time — that’s important. What’s interesting was
we all felt this could not be arranged. However, we all tried very
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hard." Using a strategy that redefines the goals of treatment to
maximize the quality of life, the various hospital staff caring for
Mr. C. were able to exchange the usual areas of achievement, that
is cure or effective discharge planning, for a more personal
reward.

Throughout the study, I noted similar efforts by house
officers, social workers, and murses involved with AIDS patients to
ferret out what linited goals might be achieved with these
patients. On clinical pharmacology teaching rounds, interns and
residents queried the faculty on available spaces in research
protocols for their AIDS patients or even sources for experimental
drugs outside of the United States. One can speculate that the
culture in this acute care teaching institution encouraged this
persistence in the search for aggressive curative intervention.
Ironically, this aggressiveness in seeking out treatment
alternatives to offer patients coexisted with frequent cbservations
and reports of staff discamfort about having contact with this
population. Clearly, many factors, both positive and negative, are
directing these ambivalent reactions of hospital-based personnel in
their work with AIDS patients. Perhaps the intense suffering of
AIDS patients, cambined with their youth, drove many young health
workers to vigorously apply the ideals of their professions to seek
creative solutions to the therapeutic roadblocks they faced.




In order to care for their patients as well as conform to
instituational needs for record keeping and documentation of their
work, health professionals working on inpatient services rely on
established routines to manage the camplex and detailed tasks they
must perform. Simple abservations of such ordinary events of floor
life such as giving a report or passing out medications to patients
are all structured to conform to stringent goverrment requirements
and professional standards for care maintained by the institution.
Routines for such apparently simple tasks as giving a patient a
supplemental dose of a narcotic pain medication actually entail
myriad detailed steps which must be taken to assure the quality of
work and as a means of monitoring the intervention. A registered
nurse must take the rarcotic out of a special locked cabinet and
sign it out in a special narcotics book in which the time, dose,
prescribing physician, and patient name must be recorded. The
usual medication book records must be filled in, and the syringe
must be disposed of in special red "safe deposit" boxes to avoid
accidental injury. Since nurses are legally responsible for the
medications they give out to patients, they must assess the
patients to assure they are not at risk of narcotic overdose. The
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routines which structure these individual tasks rationalize and
standardize work.

Staff attempts to revise routines that became disrupted by
contingencies or problematic situations. AIDS generated many new
problems for EEH staff which disrupted the existing order of work.
Not only were the characteristics of the AIDS patients unfamiliar
to many health workers but the characteristics of the illness were
also initially unfamiliar. During this period of great
uncertainty, established routines subsumed some of these problems
which enabled staff to continue to function.

AIDS Impact on Work Routines

AIDS patients, particularly at the terminal stages of their
illness, require umusual amounts of staff time to assure their
proper care, which is particularly stressful where mursing and

resources are limited. As expressed by a senior staff nurse:

You really can’t give the kind of care you want to give. So
it’s difficult. You have to set priorities about what is most
important to be done. The day before yesterday, it was me on
the one side with the nurse tech — with twelve patients. So I
had to do all the mursing care and she had to do all the
patient care. It means beds were not done, a lot of things
were not done. Your treatments, medications, and same
assessments were done.

On this service, with nursing shortages and large mumbers of
AIDS patients, staff adapted by setting priorities for patient
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care, similar to triage. The professional and nonprofessional
workers decided on the essential tasks and then divided them.
Cutting back to required tasks was a frequently cbserved revision
of routine. Fregquently, the tasks performed were chosen because
they met administrative requirements for acocountability, not
necessarily patient care needs. Unfortunately, nurses felt that
what they had to cut back to — medications, basic care, and
required paper work — left them little time for more rewarding
professional activities, such as patient education. Social workers
might be contacted by patients, even though the physician was the
appropriate resource. Social workers reported that they would
clarify questions about medications because the physicians were
unavailable to do so. From a practical standpoint, the social
worker might have been the most accessible health worker because of
house staff rotations and the fact that, unlike nurses, social
workers give out cards imprinted with their extensions.

Besides the unusual body-care needs of this disease, other
disease characteristics require innovative routines to manage
behavioral problems. AIDS encephalopathy, resulting fram the
invasion of the HIV virus in the brain, was first officially
recognized during the data collection phase of this study (Baines
1987). But even before studies confirmed the basis for mental
status impairment among this population, staff had to manage these

symptams and their disruptive impact on floor life. One patient
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accused a nurse of forgetting to hang his IV medications:

He is a difficult patient to manage — at least to me. He was

having short term memory loss. Like at nights, evidently

samething went on at evenings. He was supposed to receive a 12

a.m. medication and it never came up. The nurse told him it

wasn’t there but would be there at 2 a.m. The night rnurse came

in and he said, ’‘where is my medication? I was supposed to get
meds.’ He started yelling and called the administrator on-—call
to camplain. He kept this up all night. He denied that the
medication was ever hung. When it cames to the fourth or fifth
time in a night, you became rather irritated.

Loss of short-term memory can cause demanding behavior; in this
case, repeated requests for medications which have already been
dispensed. It also can precipitate conflicts among staff members.
Health workers can be accused of forgetting important activities or
patients can give different professicnals different reports on
their conditions because they can only report their present state.
Once the problem is identified as a characteristic of the disease,
the staff can develop routines for its management. First, the
praoblem of memory loss can be addressed with the patient and then
the staff can attribute the conflicting reports to the symptom,
rather than to collegial or peer inadequacy. Thus, according to
the same nurse, "We just had to keep telling him that because of
the disease, he was forgetting. We all did it." Clearly, the fact
that the staff can attribute the behavior to a disease symptam and
therefore absolve the patient of responsibility makes the process

easier.
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Fears of Contagion

While fear of HIV transmission was a prominent concern of
doctors, nurses, and social workers during the period of this
study, as both media reports and scientific studies about AIDS
transmission were reported, levels of cancern about contagion waxed
and waned. Many nurses, doctors, and social workers who had
contact with the earliest AIDS cases did not take any special
precautions. As an example, one physician told me that with the
initial cases, procedures such as endoscopies were performed
without eye protection, even though there was a risk of blood and
other secretions entering the eye. As more information about AIDS
became available, such risky behavior was replaced with
hospital-mandated life safety routines. Moreover, as concerns
about transmission intensified, same professionals developed their
own routines to campensate for their deeper level of fear. The
following example, reported by an attending physician, describes
this process among new house staff working with an AIDS patient:

When the new interns came here, I saw signs outside this door.

It had "Respiratory Isolation." I said, "why is this guy on

Respiratory Isolation? I don’t uderstand. Did samething

happen?" When he first came in they started sticking up all

these RI signs and he had never had one before. So I said,

"Wwhy is he on Respiratory Isolation?" They said he had strep

— that’s a camwon organism. That’s out there, I mean, it’s

not samething he’s going to give people. It’s out in the

cammity. It’s just that you don’t get it if you have a

normal immune system. "Well," they said, "He’s got PCP." 1

said, "well, that’s out there, too. We’re all breathing it
in. You don’‘t get it it unless you have an altered immune
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system." They said, "Well, he had HTIV-III (HIV) infection. I
go — '"Well, as far as I know, it’s not been spread to the
wider cammmnity. It’s just that they all came here, same from
different things and they’re so afraid of the disease that I
think a lot of them just don’t want to go imto the roam unless
they have to. There are a lot of people in this hospital —

the less time they have to spend with AIDS, the better off they
are. The on is — How much can you let hysteria rule

your life?

A social worker, who later reported her own amxiety about
contact with AIDS patients, described the behavior of some nurses:
"I have seen it happening in a mumber of staff. I would say,
basically, with nursing staff they feel this way. Even in cases in
which the patient is not in isolation, they will wear a mask ard
gowns and they will wear gloves — gloves are almost standard,
because they have to deal with body waste. But they go through
everything."

Routine protocols for contact with AIDS patients were published
and to a limited extent available to staff through in-service
training programs. Modeled on precautions that are taken with
other infectious diseases, they are in same cases applied to
protect the patient fram infection, as well as to protect staff
from being infected by the patient. Yet, while hospital workers
cite staff training in this area, individual anxiety nnde
precautions seem inadequate. In these circumstances, individuals

developed private routines.
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In earlier chapters, I described personal identification with
the patient and patient expressions of gratitude as primary
indicators of the ideal patient. In cases where patients offer
little to satisfy health workers’ needs, they can overcame their
"toxic" status by expressing appreciation or exhibiting behavior
which health professionals value. Heroism as a patient trait and
devoted care as a family trait, at least where it conformed to
staff routine, were highly prized. Patients who expressed
gratitude were especially valued. This phenamenon is captured in
the sentiments of a newly graduated staff nurse as she described a
terminally ill cancer patient: "I didn’t mind the fact that she
needed so much of my time. She was always so0 grateful and the
family kept telling me how thankful they were for what I was doing
to help her. They were worderful people. They reminded me of my
own family." Obviously, the ability to evoke identification in the
worker is ancther important indicator of patients identified as
good.

Unlike the metastatic cancer patients described earlier,
identification with AIDS patients was difficult for many health
professionals cbserved and interviewed in this study. Since IV
drug users were not a significant population at EEH, the vast
majority of AIDS patients were bisexual and hamosexual men,
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although occasionally wamen ard children were hospitalized with
AIDS at EEH during this period. Although the urban dweller might
be expected to be familiar with the existence of a large hamosexual
population in its midst, the intimate lives of hamosexual men was
unfamiliar and alien to most staff. Not unexpectedly, humor became
a way of transmitting information about Gay sexual practices as
well as dealing with the disquietude which these practices
generated (Coser 1959). Jokes about Rock Hudson and hamosexual
activities were rampant during the study period. These jokes
became a way of transmittirg information about hamosexual
practices, as well as defusing anxiety about them.

Apart fram exposure to gay sexual practices, health
professionals confronted patterns of relationship and attitudes
about health care which were also unfamiliar. These professionals
had to account for life-style variations in their practices. For
example, conflicts between lovers and family members or a family’s
ignorance of their son’s sexual preference became cammon issues for
social workers involved with these patients. Also, same AIDS
patients distrusted traditional medical care and pursued
non-traditional health practices, such as macrobiotic diets or
stress reduction techniques in addition to, or in place of, more
traditional therapies. Such behavior in a relatively young
population conveyed more skepticism about the health care system
and the status of physicians than generally cbserved in other
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terminally ill patients. Moreover, these patients’ awareness of
staff hamophobia exacerbated the problem of diminished trust.

i i AIDS Patients

The hamophaobic reactions described by Douglas et al. (1985).
were adbserved among professionals in this study as well. One
manifestation of hamophobic response was the description of AIDS as
a "self-inflicted" disease. A senior medical resident told me in
an interview: "I didn’t have much sympathy for these folks at
first, until we started seeing AIDS in babies and women. That was
different. But I saw it as a life-style disease.

Self-inflicted." In ancther situation, an attending told me about
his fellow in medicine who had became exasperated with an AIDS
patient. She walked into the patient’s roam and said: "As far as
I’'‘m concerned, you’re lucky you’re even beirg treated here. You
just brought this on yourself." This incident generated great
administrative concern and resulted in the patient reporting the
physician to a Gay Rights group monitoring patient care praoblems
for AIDS patients. Apparently, individual values, even among the
most highly trained professional groups, provoked negative
reactions to AIDS patients. An attending physician with a large
private practice in otology informed me that he was seen as

"sympathetic," and therefore received many referrals of AIDS
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patients. "Most of the gquys here won’t take them. Once they find
out that you’ll see them, you start to get a lot. I don’t exactly
love them either. But I think it’s a part of what it means to be a
doctor. I was trained like that." The telling part of this
doctor’s coments is, of course, his limited enthusiasm for this
association, in spite of his apparently umisual capacity to
overcame his reservations.

Hamophobic reactions are tied to fears of contagion among some
staff members. The excessive precautions taken by interns cited in
a previous example demonstrate the level of concern among this
group. Despite the advice of the attemding physician who reported
the incident that their precautions were exaggerated, the behavior
persisted. A senior staff nurse said the following:

It’s like an air of prejudice. When you see an AIDS patient,

it’s "Ch, my goodness, it’s an AIDS patient." I guess because

there’s so much talk about AIDS. What was it in TIME Magazine

a few weeks ago. It was samething about how almost anyone can

get AIDS. AIDS is like the top of the list. Same of the

people taking care of the patients really don’t know any

better. They figure they walk into a roam to take care of a

patient and they’re going to get AIDS. If you take all the

precautions you’re supposed to take, you’re not supposed to get
it, according to the literature. But a lot of people are
saying that if you really don’t know what AIDS is all about,
how can you tell me if I walk into a roam, I won’t get it.

Like, these patients have a very difficult time getting private

duty murses. They even have a difficult time getting per diem

nurses to take care of them.
Hamophobia, uncertainty about the mode of transmission of AIDS, and
its inevitable fatality cambined to project a picture of aversive

disease and patient characteristics.
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The following dbservation illustrates the intensity of these
reactions among physicians. In this example, the AIDS patient was
an attending physician. Because he claimed that he contracted the
disease through exposure to the virus while performing a proceure
on an AIDS patient, he added to the anxiety of those physicians
treating him, exacerbating their feelings of vulnerability.
Apparently when doctors become patients, a conflict arises over
which status, "patient" or "physician," is domminant. Here, the
fact that the physicians at many levels of training and experience
continued to suspect the validity of Dr. G’s report confirms that
the "patient" status predaominated. Otherwise, the doctor’s report
would have been accepted by his colleagues as a matter of course:

During rounds, Dr. L. and Dr. N. and I ran into Dr. H. Dr. L.
asked Dr. H. if he had seen Dr. G. yet. He heard he was back
in the hospital because his father had called his drug.
Dr. G. was also a surgical specialist who had AIDS. His wife,
also a physician, had tested positive for HIV. Dr. G. had
already been hospitalized many times because of the disease.
He denied hamosexual or bisexual activity or intravenous drug
use. He claimed that he became infected when he performed a
procedure on an AIDS patient and bloody secretions squirted
into his unprotected eyue. Dr. H. said he had just been up to
see Dr. G. Then he said, "You know, it’s amazing. Every time
same new intern goes to admit him, they go through the same
thing. It says right there in the chart over and over again —
"denies hamosexual or bisexual activity, denies IV drug use."
And it’s right there, the whole story about the blood squirting
in his eye. And they don’t stop badgering him — "Are you sure
you never... (mockingly) screwed a man?" They just don’t want
to believe that a doctor might have gotten AIDS taking care of
a patient. It makes them nuts." Dr. L. said, "Of course,
you’ll never know the truth."

One physician, whose research involved frequent contact with
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AIDS patients, developed same of the symptams which he cbserved in
his patients, notably dermatitis. Because of his concerns that he
might have been infected, he anomymously sent his blood for HIV
testing. This occurred twice over the course of this study. This
physician did not belong to any risk group; and he knew that the
possibility of HIV transmission through work related activity was
minute, so his actions appeared excessive. A social worker also
reported a single incident to me which precipitated intense anxiety
on her part:

We had this pre-AIDS patient and he was very anxious —

overflowing with anxiety and what-not. He used to get very

emotional and, at same point, he spat ard it hit my leg —
here. I said, "Oh God," and I couldn’t wait until the
interview was over. I rushed to the nurse’s station and I took
ane of the cotton swabs and I wiped my leg. I thought to
myself, "This is crazy.!" And then I started talking to one of
the murses and she said, "Oh no, it’s not going to happen that
way. You’re not going to catch it." I said to her, "How do
you know! Don’‘t you hear all those things they are talking
about?" When she reported the incident to me during the
interview, the usually controlled social worker was breathless
and spoke more rapidly than usual.

These illustrations indicate a high level of anxiety about
transmission even among the most educated health-care
professionals. The physician who repeatedly sent bloods for HIV
testing was not only a health professional but, because his
research involved AIDS, he was very well-informed about the limited
risks of transmission for health workers. When I questioned him

about this disparity between the extremely small possibility of his
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having a positive blood test campared with his level of concern, he
said that information was presently based on what could be ruled
aut, which as a scientist, did not mean "no-risk™ to him. He also
pointed ocut that of all the diseases you might acquire through
occupational exposure, only AIDS was inevitably fatal.

'Iheperiodduriréwhidml interviewed and abserved health
professionals was notable for virtually daily press reports on
topics such as Rock Hudson’s search for experimental treatment and
ultimate death and the demonstrations of parents in Queens, New
York, against admitting children with AIDS to public schools.
Valenti and Anarella’s finding that the media are a potent source
of information for professional staff, even those with high levels
of education, is confirmed by dbservations reported here (Valenti
and Anarella 1986). Yet a subtle distinction should be drawn
between the levels of information and levels of anxiety among this
group and behaviors that camplicate the care of AIDS patients in
hospital. Knowledge does not seem adequate to contain anxiety
about this illness, and there may have been panic because of latent
fears of homosexuality (Nichols 1985). While it is beyond the
scope of this study to address psychodynamic questions of terminal
care, this question clearly deserves further attention.
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Even in an atmosphere of fear and suspicion, individuals

managed to overcame their aversion and performed their professional
tasks, although the costs of these efforts could be great. In same
instances, increased contact with AIDS patients campounded anxiety:
for others, increased contact with AIDS patients modified aversive
responses. Stability is important in becaming desensitizing to
abnormal conditions. A head nurse made these abservations about
her staff:

A lot of the patients are problematic. AIDS is still
problematic with the staff. Although most people understand, a
lot are still afraid. I haven’t had any of my staff, to this
point, refuse to go in to take care of them. They are still a
little uncomfortable just handling them —— touching them. What
usually happens is, when we get a new AIDS patient on the unit
who we’ve never had before, it takes a long time for the staff
to get involved with him. Once he’s been here a week or two
they get to know the patient, so it’s not so bad.

Other researchers (Albrecht et al. 1982) similarly describe how
stability allows people to predict the amount of disruption a
stigmatizing condition will cause, allowing them to adapt to the
disability. However, desensitization to one impaired individual
does not necessarily carry over to others who are similarly

afflicted, as the head nurse’s abservations about her staff



Much of the clinical practice with AIDS has been applied in
conjunction with research protocols. Some comments about the
relationship between these two streams of medical technology are
important to understand care delivery for AIDS patients. For
hospital staff involved in research projects, successful outcame is
not. necessarily focused on individual success but on the successful
capletion of the clinical trial. For many health professionals,
specifically research nurses and doctors responsible for these
studies, the work is organized along different dimensions; their
work is a variation of clinical practice. Their view of patients
may be different, too. Research protocols have been shown to
interfere with decision-making about medical care for terminally
i1l patients (Stark and Johnson 1985). In one study, the specific
needs of patients came into conflict with the goals of medical
staff to provide clinical research opportunities in an academic
medical setting. Another study described the way in which the
constraints of research protocols limited decision-making
opportunities for house staff-in-training in hospitals with large
mmbers of AIDS patients, since so many AIDS patients were involved
in studies (Wachter 1986). Here, the patient’s willingness to
cooperate with treatment is not simply an issue for his individual
therapy but affects the researchers’ reeds for cooperative research
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subjects for the successful campletion of their work. Good
patients in this context are those who conform to the protocol
requirements in a reliable and consistent way.

Two examples fram this study convey the disjuncture between
research requirements and patient needs. As reported by a medical
social worker one patient’s decision that the personal cost of
pursuing treatment was not in his best interest frustrated the
researcher who wanted to camplete his work:

This AIDS patient refused treatment. He decided that the best

thing to do was to refuse treatment. He told Dr. X. that he

didn’t want to be treated for the infection and that doctor

wanted that patient for his protocol. He got furious and said
to me, "I’m going to kick his ass out of here." That man was
really sick and we didn’t have a place to send him.

In another case, a social worker reported the lack of
involvement of physician researchers with patients on experimental
drugs once the protocol had been campleted "Unfortunately the
minute a patient is discharged, the doctors tend not to follow up
as much as one would hope. The patients get medication. I’ve seen
a patient go hame on experimental drugs for AIDS and the doctors
say, ‘Well, it’s their problem getting it.’ Here they are studying
them and not even following them up." In this example, the
researchers saw their primary work as research and did not extend
their responsibility to clinical management of the research
subject.
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However, the limited enrollment of patients for trials of
highly praomising drugs can send both patients and their physicians
to extreme means to find sourcves for such drugs outside the
studies. During the course of this study, Op-BEd article by Matilde
Krim in The New York Times (August 8, 1986) addressed saome of the
conflicts in withholding medications in the context of an
inevitably fatal disease, another dimension of the conflict between
clinical care and research for proving drugs efficacious and
monitoring their side effects. Access to experimental medications
for AIDS patients remains a critical health policy issue.

Technical advances can carry costs for patients, since
biamedical successes can have negative as well as positive
consequences. EEH-IMC was one of the sites for the multi-center
study of Zidovudine (AZT). This drug was released before the study
was campleted because of its success in limiting PCP among AIDS
patients. The response of the research team was camplicated by
their intense involvement with the patients in the study and by
their knowledge of the side effects of this drug. The initial
reaction was euphoria, but additional problems quickly dulled the
enthusiasm of the team.

As a practical matter, ane researcher wondered if the blood
banks could keep pace with the need for blood transfusions
generated by patients receiving AZT, since anemia is one of the
prominent side effects of the highly toxic drug. According to one
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of the group of researchers who performed these clinical trials
patient-care consequences of AZT could get worse than care of
patients who did not have the drug. The research teams are
required to follow protocol patients until their deaths and, since
the drug has been released fram protocol requirements, to treat
them with AZT if they wish. The drug clearly prolangs life for
these patients but also protracts and camplicates the illness
trajectory for both the patients and the research team which must
contimie to provide care during its course. Because the side
effects of AZT are severe even with reduced doses of drug, the
costs in quality of life for patients, as well as the impact on the
care givers and researchers, is profound. "It’s actually worse, as
far as I'm concerned, since you just have to care for them longer
before they die." As described in an earlier chapter,
technological advances redefine the illness trajectory; while the
desired effects of increased life expectancy and fewer serious
events are achieved, other consequences emerge that must be
managed. Past routines may not serve the new circumstances, so
new ones must be developed to assure the flow of work. Recent
studies which indicate that AZT is successful in treating HIV
infected patients (Massachusetts Medical Society 1989) leads to
speculation that the trajectory of HIV infection may take the shape

of chronic illness, such as diabetes, in future years.
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conclusion

This chapter examined health care worker’s responses to a
particular group of terminally ill patients, those with the
Acquired Immune Deficiency Syndrame. The data provided evidence of
the toxicity of AIDS patients, as well as the ways in which
individual patients occasionally overcame this status. In spité of
the taxicity of AIDS patients, these findings report incidents of
dedicated and exemplary practice by same professionals, within a
prevailing atmosphere of helplessness in treating AIDS and a
persistent fear of both physical and psychological contagion.
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CHAPTER SEVEN

UNDERSTANDING HEALTH PROFESSIONALS’ RESPONSES TO DEATH WORK
Introduction

Many of the responses to the dying patients cbserved in this
study appear to be paradoxical and distorted expressions of health
professionals’ stated missions and values. Behaviors such as
avoiding terminally ill patients or passing them along to
lower-status staff were frequently acbserved with these cases at
EFH. In same instances, health professionals would become so
involved in bureaucratic tasks that they ignored patient care.
While these actions appeared to contradict the public image of
acceptable professional behavior, as well as the stated value codes
of professional groups, they allowed workers to tolerate routine
problems presented by organizational contraints and pedestrian
human limitations: they resolved the issue of failure for the
person providing care.

In the face of the stresses of death work, these were not only
individual responses, but sametimes became collective defense
mechanisms which made the work bearable. Seen in this context,

“social death" was not only a descriptive concept, it was a status
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which allowed health professionals to detach themselves fram their
own ineffectiveness by dehumanizing those near physical death.

Thus chapter examines the patterns of responses of health
professionals to death work, particularly as they are shaped by the
disparity between the socially valued goals of professional health
care and the lack of acceptable institutional and practical means
to achieve those goals.

According to Merton’s theory, when people are able to reach
socially valued goals, they can conform to the usual socially
approved methods of goal attaimment (Merton 1968); when they
cannot reach these goals, they experience anomie, or normlessness.
In the case of contemporary hospital care, conformity is the
pattern where correct technical intervention could be identified
and applied in the service of the social good of "cure," with
institutional supports to implement the curative technology. A
simple example referred to earlier are the many cholycystectamies
successfully performed for patients with inflamed gall bladders.
All the technical and institutional requirements for success are
present, including a favorable reimbursement under DRG’s. With
metastatic cancer and AIDS cases, on the other hand, we cbserve a
lack of congruence between culturally prescribed aspirations and a
socially structured means for achieving them. Not only is cure an
unrealistic goal in these instances, but the tertiary care hospital
is not structured to minister to the needs of the dying.
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According to Merton (1968), contemporary American society is a
culture which emphasizes success. In the face of repeated
frustration of success, there are behavioral accommodations for
those seeking to reach societal goals. These accammodations form
the basis for a series of adaptations in response to anomie, or the
normlessness experienced in the face of these failures.

Innovation, ritualism, retreatism, and rebellion are the categories
of behavioral responses defined by Merton. They will be used to
describe the ways in which the EEH staff managed its problematic
AIDS and metastatic cancer patients. After outlining Merton’s
typology of responses to anamie, I will review the responses of the
health professiocnals reported in previous chapters in this study,
camparing the unique reactions of the three professional groups
studied and the institutional forces which determined them.

Merton’s Theory of Ancmie

In Socjal Theory and Social Structure, Merton (1968) presents a
socio~structural theory of anomie which examines the relative

disparity between the socially valued goals which people strive to
achieve and the possibilities in the society for living up to those
goals. In a culture such as ours, where success is an emphasized
goal without equivalent emphasis on the institutional means for
achievement, people face frustration in their efforts to succeed.
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In spite of great pressure to conform or continue to strive in
normative ways, the emphasis on success produces "deviant"
responses as well — or responses that are different from the
generally accepted means available for achieving success. Deviant
behavior is, therefore, a symptam of the gap between culturally
prescribed aspirations and socially structured means for reaching
them. In this way, the cultural values of the group may in fact
produce behavior which is at odds with the mandates of the values
themselves. Additionally, the goals themselves can be altered
(Merton 1968).

Where congruence exists between goals and the means to achieve
them, people are able to conform to expected behaviors. Wwhen they
cannot, their behavior is modified. Merton presents four responses
to anamic situations — innovation, ritualism, retreatism, and
rebellion. Their definitions are related to whether normative
goals or means are accepted or rejected, or both (Merton 1968).

In j tion, institutional practices are rejected, but
cultural goals are retained. The means employed to achieve the
desired goals may be very effective, but they do not include the
norms that govern the ways in which they are supposed to be
obtained. With ritualism, the person abandons the cultural goals,
but abides campulsively by institutional norms and practices.
Bureaucratic virtuosity and over-campliance result when the

situation creates anxiety about the capacity to measure up to
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expectations. In retreatism, both the goals and practices are
abandoned, resulting in avoidance and apathy. Rebellion leads
people outside of the social structure to bring about modifications
in the ways goals are achieved and may produce modifications of the
goals themselves (Merton 1968).

As stated repeatedly by informants for this study, the primary
goal for medical intervention in this institution was to cure
patients, or barring that possibility, improve their functioning
and return them well to the cammnity. AIDS and metastatic cancer
patients frustrated that goal and left health workers to struggle
with repeated failure in the many cases that would not yield
success in these terms. Seen in the context of the "deviant"
responses outlined by Merton, behaviors that were antithetical to
professional values can be understood as efforts to contend with
this frustration. Health workers who avoided patients by limiting
patient contact were practicing retreatism. Those who became
absorbed in administrative details at the expense of direct patient
care employed ritualism. Ritualism was also reported in work with
AIDS patients where health professionals went through elaborate
precautionary procedures when they were not warranted. Wwhen
doctors advocated technology that clearly had no curative or
palliative benefit, they were applying ritualism.

These "deviant" responses were not necessarily negative. In
many instances, they could be described as positive solutions to
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the anomie of death work in the hospital. Rebellion, for example,
which in fact proved the most creative avenue in this schema, was
evident when health workers revised their goals and tried to
redefine the means for achieving those ends. The entire concept of
the Supportive Care Service in fact was a form of collective
rebellion, since the service not only changed the goal of cure to
palliation, but altered the means as well, by advocating hospice
methods of care.

Professional Responses to the Ancmie of Terminal Care

In this study we have adbserved all three professiocnal groups
use a variety of strategies to deal with the anomie associated with
the hopelessness of their efforts with the dying. While examples
of innovation, ritualism, retreatism, and rebellion abound in all
groups, same professional groups utilized certain strategies more
than others. Structural work issues accounted for these variations
to a great extent, since the work requirements and autonamy of the
groups varied considerably. Also, murses and doctors were more
focused on the goal of curing patients, and they were consequently
the most frustrated when their curative interventions failed.
Social workers, on the other hand, were more able to find goal
congruity between their work with the dying and provision of
psychosocial support, so that their values and strivings were often
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in accord.

Because doctors and nurses were more frustrated in their goal
attaimment with the dying, they were more likely to utilize
retreatism and ritualism as responses. Additionally, doctors were
ocbserved to employ innovation as a strategy. Social workers were
more likely to employ the goal redefinition available through
rebellion, which was more available to them than to other groups by
virtue of the wider range of goals available in their work and
their relative autonomy. For murses, work was more circumscribed
by professional routines and a narrower definition of role. House
staff could apply avoidance strategies more easily, particularly as
they climbed the medical hierarchy. It is more acceptable for
doctors than nurses to be off the floors and tou avoid patients on
their ward. Their interaction with patients can be purposefully
abbreviated, while mirses would find such abbreviation difficult

given greater demands to provide body care.

Responses of Nurses

Nurses have more intimate physical contact with patients than
other professionals. Their work is more prescribed by
administrative routines, and their day-to-day tasks are more
closely monitored than doctors or social workers. Campared to

nurses, social workers and doctors have more limited patient
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contact, as well as more discretion in the amount of time they must
spend with individual patients. Nurses’ work is closely monitored
and reporting systems for recording their work leave little roam
for creativity and circumvention of difficult situations. while
avoidance strategies are available to nursing staff, their work is
scrutinized and their opportunities for skirting problematic
patients are fewer.

The pressure for administrative reporting funneled many of the
anamic responses of nurses into ritualism. Bureaucratic rigidity,
expressed in terms of strict adherence to mursing procedures, was a
frequently cbserved response to difficult terminally ill patients.
If nurses could not avoid their duties to patients, they could
avoid dimensions of patient contact that were frustrating by
seeking refuge in the demands of their routine. A widespread
example of this phenamenon was the delay in administering rescue
doses of narcotics to patients with metastatic cancer pain. Rescue
doses can be requested by patients if their regularly scheduled
doses are not adequate. Since the rescue doses were outside of the
routine of usually dispensed medications, when patients requested
extra pain medication, nurses responded slowly, citing the
requirements to record narcotics in special books or the need to
attend to other duties.

During the data collection period of this study, the nursing
administration imposed stringent time utilization forms for staff
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nurses. Nurses described the impact of expanding need for
documentation of their work. when approached about participation
of her staff in this study, ane head nurse said that without
administrative approval, she was afraid to release her nurses for
interviews, since it would represent undocumented time for her
staff. Within this atmosphere, nurses relied heavily on the
expanding need to camwplete forms as a way of explaining their
limited interaction with problem cases. Paradoxically, the
stringent reporting requirements to both funding bodies and the EEH
nursing administration intended to ensure quality treatment
intensified problems with difficult dying patients who frequently
demanded extra nursing time. This situation inhibited the capacity
of many staff nurses to apply positive and creative solutions in
managing toxic patients.

Ritualism was the way in which mursing administration handled
the problem of understaffed floors and represented a collective
defense mechanism against a failure of both successful goal
attaimnment and appropriate means to achieve success. Particularly
on floors with large mumbers of AIDS patients, mursing staff was
often inadequate to meet their acute needs. The administration had
a system for assigning increased coverage on such floors by
requiring the head nurses to document the seriousness of patient
needs and manpower availability using a point system. Nurses
camplained, however, that when their forms were submitted, they
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were often told that while they indeed warranted more nurses, no
nurses were available to be deployed to their floors. The system
Clearly thwarted success in providing very sick patients with
quality patient care, but it represented an institutionalized
version of ritualism that accounted for a process without achieving
the goal of increasing floor nursing staff.

One way in which nurses practiced retreatism with dying
patients was to utilize specialized staff. Wwhen faced with
problems with dying patients, mirses \\mld- cr:nll in "death talkers,"
Quint’s expression for hospital personnel designated by the
hospital for managing dying patients (Quint 1972). Rather than
handle problems on their own, they deferred problems to other
staff. Although in one sense this delegation to other qualified
staff was appropriate, it enabled nurses to avoid contact with
urnpleasant, difficult cases. The SCS nurse coordinator, who was
available to medical and surgical nurses for consultation, also
served the role of "death talker." She not only met with nursing
staff to advise about clinical ard psychological aspects of
terminal care, but she followed a mumber of metastatic cancer
patients in the process of defusing the emotionally taxing aspects
of other staff members in caring for these patients. The hospital
chaplains were also called in as "death talkers," a service which
was praobably underutilized and could have provided relief for

rurses, as well as spiritual support for the dying patient and
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family. Religious intervention was not always camfortably received
by staff members.

Rebellion, redefining both goals and means, as a nursing
strategy, was primarily the purview of head nurses. Same head
nurses were able to develop independent solutions for their staff
or wauld openly challenge institutional practices that clearly had
a neqative impact on patient care or staff stress levels. A
ocontimuous problem for these middle management personnel was the
relative youth ard inexperience of their staff nurses, as well as
what they perceived of as a serious pruoblem in staff turnover.
During the course of this study, the mursing administration issued
a report that staff turnover had decreased in the department, yet
the head nurses frequently described turnover as a problem in
managing the floors. It was a particularly acaute problem for them,
since the head murses were responsible for training and integrating
new staff.

For those head nurses who looked upon training as an
opportunity to provide support strategies, particularly around
terminal care, the process resulted in an acculturation of floor
values which encouraged a positive view of the role of nursing in
terminal care. The one head nurse who described her floor as a
"oncology service" paradoxically also had the most optimistic and
content staff cbserved. Conceptually, by stating that what the

nurses were actually doing was death work, she collectively
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redefined the goal of their work for the nurses on this service.
They were then able to conform to institutional norms that operated
in the service of attaining those goals. With this broader view of
their function, nurses on this medical floor were in fact able to

carry out their work in ways that enabled a successful outcame.

The autonamous nature of medical practice, even in an
envirament of expanding requlation, gave license to innovation,
retreatism, and rebellion as primary strategies for doctors to
manage troublesame dying patients. Ritualism was frequently
utilized, as well. Occasionally, ritualism was seen among house
officers who focused rigidly on the medical management of
patients. Ritualism was also abserved when physicians pursued
futile technologies in the terminal stages of a disease without any
real expectation of their success. While the goal of cure or even
protracting the patient’s life was clearly beyond reach, same
practitioners contimued the pursuit of a phantam goal. This
persistent although hopeless pursuit clearly served the
socio-structural needs of the institution and not necessarily the
good of the patient or family.

A particularly perverse example of ritualism presented earlier
in this study was the physician who retaliated against a patient
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who refused to go along with his recammendation for treatment by
calling the Utilization Review nurse to review the patient’s case.
The attending insisted that the bureaucratic requirement be applied
in a way that did not benefit the patient. In fact, it added
emotional stress for the family very near the time of the patient’s
death.

Attendings along with house officers were observed using a
munber of retreatist strategies. The sparse and infrequent chart
notations an dying patients noted in a review of SCS patient charts
as these patients approached death is trace evidence of how
effectively physicians avoided the dying. According to
cbservations and reports from medical informants, rowds and
patient visits for terminally ill patients were frequently
abbreviated.

A good exanple of rebellion negatively applied was when doctors
would accuse pain patients of drug-seeking behavior or of being
overly demarding of the doctor’s time. In the instance where an
SCS patient was placed on a palliator pump and self-administered
doses of Dilaudid, her persistent pain, dementia, and anger led the
house staff to frequent informal dump sessions where this patient
became the object of particularly vehement verbal attacks. When
this form of rebellion moved from back-stage to on-stage, as in the
case of several public condemnations of AIDS patients by

physicians, the professional value system was severely
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campranised. Much of the backstage behavior abserved during this
study indicated a similar attermation of expected professional
values.

In same instances, doctors were able to bridge the disparity
between their curative ideal and the palliative needs of terminally
i1l patients. They could substitute psychological and physical
camfort as the desired goal, and also locate appropriate, though
"deviant," means for that end. While this position was not always
supported by the institution, creative efforts could produce
successful results for same patients. By redefining the goals and
means for managing these patients, they were practicing a positive
form of rebellion, positive in the sense that it enhanced patient
care and conformed to professional value systems.

Certain physicians assumed this role institutionally, either
because they were perceived of as good care givers to the dying by
other professionals, or because they actively pursued this
professional tangent. The SCS doctors, riding the crest of the
hospice movement, capitalized on what they saw as the need to train
medical staff in methods of palliative care. Although they were
successful in getting referrals, particularly of patients who were
management problems to other staff or patients with discrete
problems in pain management, their efforts were less successful in
influencing their colleagues than attending oncologists who managed
patients throughout their illness and were then able to redefine
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their efforts as "palliative" when patients approached death. One
oncologist was an especially adept teacher in this regard, and her
credibility as a "good doc" enhanced her ability to influence
younger doctors. In general, the ancologists had more power than
the SCS doctors and could bring to bear more institutional

resources for the benefit of patients.

Responses of Social Workers

As described previously, for social workers, the ideal of
patient cure is not central to their work in the way it is for
doctors and nurses. Their institutional role does not directly
involve curative functions: rather, their function is to locate
camunity resources and arrange for discharge for patients. These
tasks are essentially the same for patients whether they are
terminally ill or not. But, in general, resources for the
terminally ill were accessible, and the routines for planning after
care were in place. Problems arose when there were barriers to
after-care planning, as in the case for patients with AIDS, since
resources at that time were unavailable. Social workers were
frequently frustrated in their attempts to locate community
resources for their AIDS patients.

When faced with lack of resources, social workers could employ
a form of ritualism. Fram a practical point of view, their
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respansibilities to the institution were met when they could
doament filing referral forms for clients to appropriate
after-care facilities or programs. Fram the perspective of
hospital reimbursement, noting these activities in the patient
chart was sufficient. Even if the goal of after-care placement was
never achieved, the institutional expectation was met.

Social workers could wait out the process, which included
waiting for the patient to die. By necessity, social workers
became proficient at putting off questions and demarnds of house
staff and nurses. For them, patients who were ready for discharge
but who remained on the floors easily became defined as "toxic."
New house officers would persistently question the retention of
patients who no longer required acute care hospitalization. 1In
Mizrahi’s terms, these patients were undesirable because they did
not meet the educational needs of house staff. Consequently,
hard-to-place patients were "GROPed" to the lower status social
work staff (Mizrahi 1986). However, same social workers saw their
role in relation to house staff as educative. They extended their
work resfonsibilities to include informing new house officers about
the discharge needs of patients and psychosocial issues in after
care. This represented rebellion in redefining the goals and the
means for their achievement in a broader context.

In fact, this study uncovered many highly original ways that
constituted rebellion or innovation, in which social workers
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conterded with problematic dying patients. When workers redefined
how they might intervene with a problem situation, they produced
same of the most innovative and productive work reported in this
study. The social worker who extended her role to include
ocounseling the wives of deceased cancer patients when there was no
institutional support for such work is one example. This involved
reconceptualized and broadened the scope of the work to include
ongoing supportive counseling or bereavement counseling.

Several examples of rebellion as a positive solution were
patient with cancer of the penis as taxic because of the
identification of young house officers with such a threatening
diagnosis responded by organizing a staff support seminar to
address this issue. Ancther example was the social worker who was
able to defuse the hostility of the patient’s wife who barred staff
fram her husband’s room with offensive signs. Excellent social
work practice in a frustrating situation for all professional staff
enabled the worker to develop a supportive relationship with this
patient’s wife, and ultimately gave other health workers greater
access to the patient. In fact, where other professional groups
retreated by avoiding patient contact where they could, social
workers increased contact with dying patients, and they defined
their role as providing psychosocial support. The worker who
described her daily sessions with a young AIDS patient waiting for
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discharge when no placement was available is another example.

While medical staff no longer saw these patients as opportunities
for success, social workers did. These examples, where social
workers stepped out of their institutionally defined role as
discharge planners, eased the work for other professional staff and
supported their capacity to render care in difficult situations.
They also enhanced the care of patients who otherwise would have
clearly been avoided by most professional groups.

The success social workers felt in relation to their work with
the dying sustained them in the face of their general frustration
with their position in the hierarchy of EEH. The fact that social
workers were able to capitalize on the frustration of others in
work with the dying points to an important focus for social work
intervention in hospital systems. Even though that function is not
necessarily supported by the institution or defined by other
professional groups, it is a professional function consistent with
the education and value base of good social work practice. Social
work staff and administration need to step up the institutional
perception of the mediating function of social work in regard to
the dying and to difficult patients generally. Such recognition
would not only support individuals faced with frustrating and
difficult work, but would enhance the in house value of this often

maligned professional group.
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2 tive Servi Rebelli

The Supportive Care Service was an organized effort to
challenge the way in which dying patients were cared for at EFH,
and to offer an alternative technology and system for serving these
patients in the context of an acute care hospital. As such, the
SCS represented a response to the anamie of treating the dying in
tertiary care hospitals with a collective form of rebellion. The
service aimed at sensitizing all professional groups in the
hospital to a vision that was unique to this setting and shared
little with the ordinary value structure of the hospital as a
whole. By advocating palliation instead of cure as an important
goal, and suggesting as means low-tech interventions, such as
laxatives and "sips and chips" in an institution which thrived on
technological advancement, the SCS represented a core of rebellion
at EEH.

While the SCS clearly made a difference in the care of the
patients it followed, its isolation from the normative strivings of
the institution as a whole severely limited its capacity to change
the system in any enduring way. Instead, other professionals
criticized the service for its lack of realism in the face of the
routine demands of institutional life. For example, nurses and
doctors camplained that many of the medication regimes suggested by
the service did not account for the time pressures of the nursing
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staff who were supposed to implement them. Clearly, few attending
physicians or house officers could afford to spend the time with
patients and their families that was available to the SCS medical
staff. House staff and attendings saw the SCS doctors as
unrealistic.

The limited success of the SCS to influence the mainstream
doctors at SCS can perhaps be understood in this context. Because
they discarded and in fact ignored the pressure to conform in the
hospital, they appeared arrogant to the physicians in control, and
therefore lost their base of support. The murses and social
workers who benefited in more direct ways from their efforts, and
for wham there were no questions of competition for patients, did
not have adequate power at EEH to sustain the service.

Sonclusion

While the whole repertoire of anamic responses was observed
among all professional groups, two important adbservations can be
distilled fraom this analysis: First, professionals who were able
to redefine goals and were creative in developing unconventional
strategies to manage difficult problems with dying patients were
positive and optimistic in reporting their efforts to this
investigator. They were able to view these outcomes as successful.
In this way, they sustained their creativity and conformed to the
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mandates of their professional values in a clear way.

Secarnd, social workers were in general less constrained by
their institutional work definitions and were able to define failed
cases by the standards of other staff as successful by their own.
Thus, for example, embittered and confused wives of deceased cancer
patients were helped to manage the financial consequences of their

sfound widowhood. Problematic patients and their families were
made tractable by good social work intervention. AIDS patients
waiting in hospital for limited commmity resources were given
ongoing supportive counseling. These positive interventions not
only served the workers, but also the patient, the patient’s
family, and the hospital.

Understanding the failure of the SCS to have a sustained and
enduring impact on the operations of EEH can be seen as an example
of unsuccessful rebellion. Since the strivings and methods of the
service were so outside of normative EEH goals and practices, it

remained isolated fram the organization as a whole.
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CHAPTER EIGHT

QONCLUSION AND PRACTICE IMPLICATIONS

Introduction

Renee Fox (1985) dbserved the dearth of sociological
investigation into the individual and collective defense mechanisms
used by professional health workers as they respond to life, death,
ans suffering. How health workers came to grips with these
powerful events can effect both the technical and humane
application of professional skills. This exploratory study of the
respanses of doctors, nurses, and sccial workers to death work is
an effort to uncover clues about how health professionals define
this work and to understand the ways in which they cope with their
work with the dying. The utility of such a study is to develop
strategies for supporting the work of health professionals with
dying patients and consequently to make more humane the level of
care they receive. Particularly within the context of increasing
cancer morbidity and the appearance of AIDS as a new illness, the
ability of workers to care for the dying is a prablem of

considerable social importance.
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In this concluding chapter, I will review the study methods,
the context in which the study was undertaken, and same of the
significant findings from this study. I will draw comparisons
between the responses of professional care givers to metastatic
cancer patients campared to AIDS patients, as well as differences
among the three professional groups of health workers in their
responses to terminally ill patients in general. My discussion of
the implications of this study for hospital practice with dying
patients will focus on ways to support the work of professional
care givers to the dying. I will also describe problems
anticipated in the care of AIDS patients as the epidemic has
developed since the study was undertaken.

Review of the Study

The methods used in this study were drawn fram "grounded
theory," (Glaser and Strauss 1967) and consisted of participant
cbservation and focused interviews with professional staff,
specifically doctors, medical murses, and social workers, about
dying patients fram their practice whom they found "difficult to
manage." Fifteen patients were suggested for the study, six of
wham had AIDS, and nine of whom had metastatic cancer. In total,
eight physicians, ten nurses, and thirteen social workers were
formally interviewed about problem patients. All of the patients
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were considered "hopeless cases," and were fully expected to die
within six months.

Based on an analysis of recorded abservations made during my
association with the Supportive Care Service and interviews with
doctors, nurses, and social workers about dying patients in their
care, I developed a typology which describes three terminally ill
patient types in relation to the needs of professionals for cure or
symptam amelioration, routinized work, and personal gratification.
"Ideal" patients responded beyond what was usual to treatment or
had personal characteristics which engaged the altruistic
motivations of health workers. "Routine" patients conformed to
normative expectations and presented routine problems for staff.
"Toxic" patients disrupted hospital routines, had unattractive
personal characteristics, or questioned professional authority.
Certain disease characteristics, such as intractable pain, could
make a patient toxic because they would disrupt ordinary work
routines. This typology was used as a basis for analyzing the
cbservations and interview material collected in this study. It
provided a map for understanding how health professionals
categorized terminally ill patients as good, routine, or extremely
difficult to manage.

If the goal of professional health workers in acute care
hospitals is to cure patients and send them hame to productive

lives, many forces —— progress of medical technology, the health
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system, the psychosocial problems of individual patients and their
families, and most significantly the fact that human life is finite
— can thwart this goal. The methods used in this study were
chosen to capture the perspective of professional health workers
and describe fram their own points of view their efforts to contend
with the frustrations of this dilemma.

The study was undertaken during a period of rapid change in the
ocontext of health care and in the face of AIDS, a new disease which
profoundly questioi-d the technic:l invi.cibility of modern
medicine in response to disease. This situation underscored the
praoblem faced by health workers, that is the frustration of
managing patients for wham there is no cure in an institution where
cure is the paramount goal. Additionally, the anticipated
introduction of DRGs was seen as an additional constraint on
autonamous practice, particularly problematic for the care of very
sick patients. It accentuated institutional forces for a success
oriented perspective for acute care hospitals.

It was in this context of rapid change that I was able to
examine health professionals’ strategies for handling death in
established medical systems. Using Merton’s (1968) theory of
anamie and his formulation of categories of responses to
situations where successful goal achievement is thwarted, I was
able to campare the ways in which the various professional groups
managed their goal frustration using innovation, retreatism,
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ritualism, or rebellion, noting that same modes of responses were
more typical of each professional group, and that responses could

be applied both negative and positively.

9 in Terminal C

It is clear fram this study that many of the problems
articulated about terminal care in this country beginning in the
1960’s remain entrenched the health care system. It is also
evident that much has changed. Same changes have been prodded
along by advancing treatment technologies. When curative measures
are available, patients need to know that they can elect or reject
them. The vignette reported earlier where the daughter is relieved
that her mother is ineligible for chemotherapy because she will not
have to be told she has cancer makes the situation immediately
understandable. It is no longer easily possible to treat cancer
patients without their under'standing ‘and cooperation with treatment
plans, even if family members want the information kept from the
patient. Similarly the civil rights concerns about HIV testing
when there was no effective medical intervention are quickly
eroding in the face of evidence that Zidovudine (AZT) can be used
to delay bouts of Pneumocystis carinii pneumonia (PCP) in people
who are HIV positive. Closed awareness, as described by Glaser and

Strauss (1969) is no longer the norm, in part because of this



245
structural dimension in care giving and in part because of the
impact of the mescages of the death awareness movement. At the
very least, early advocates of the importance of disclosure to very
sick patients gave health professionals a way to approach the issue
with their patients.

Other important changes have came about because of the
infiltration of concepts fram the hospice movement into the
mainstream of medicine. Whether or not the whole system has been
converted, certain more humane methods for caring for the dying are
accepted in traditional treatment settings which in the past would
have been denied patients. The most apparent is the acceptance of
adequate administration of narcotic medication for the control of
pain in metastatic cancer patients. This change has no doubt been
supported by the increased ease of management when patients are
kept comfortable. Even here, however, many health professionals,
particularly mnurses who are responsible for the medications they
give patients, remain concerned about respiratory suppression and
addiction when they give narcotics around the clock and not simply
when patients request them.

Other hospice concepts have not been integrated into the acute
care system. For example, extensive use of volunteers for
providing support for patients and family have not been utilized in
acute care settings. Also, an increase in the authority of nurses

in the decision making in terminal care is not evident. Obviously,
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the abandorment of curative treatment with terminal cases is not
practiced in these institutions, perhaps because there is a self
selection process where "fighters" are more prone to seek tertiary
care than "settlers" are. Additionally, patients who refuse or are
ineligible for acute care will be discharged under DRGs and
utilization review procedures.

For the most part, aside from specific palliative treatments,
hospice concepts are not easily utilized in hospitals.
Institutional forces that are necessary to preserve the integrity
of the acute care hospital regarding regulations and standards of
practice do not allow for their implementation. Whether hospice
care can became a viable alternative for the dying is questionable,
since health care in this country is so predicated on success and
technological application. The underutilization of hospice care by
eligible Medicare patients bears out this point (Lukashok 1987).

Informants in this study came fram three professional groups

working in hospital — doctors, murses, and social workers.
Camparisons among these groups in relation to terminal care emerge
both in terms of the types of strategies which different
professional groups use to cope with their work and in the degree
of congruence between professional cbjectives and the nature of
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terminal care. Clearly, the hospice movement pointed out that the
physician should serve a consultative role in terminal care, and
that nursing offered the most productive discipline to accamplish
canfort care strategies. But, as noted earlier, in acute care
hospitals, the doctor is still the dominant professional, so that
nursing’s position may not be adequately powerful to gain
ascendency. Social workers on the other hand find considerable
professional congruence with supportive interventions with dying
patients, and appeared the most satisfied in this work,
institutional requirements for discharge planning notwithstanding.

This study indicated that social work intervention had a
positive impact with both metastatic cancer patients and AIDS
patients, as well as for the other professional groups providing
their care. Yet this work often remained unrecognized by other
professional groups. Social workers were cbserved to be poor
advocates for their roles. Social workers in this study behaved as
if they had a "guest" status in this hospital and operated as if
their work was at the behest of the physicians, particularly
attendings. They frequently approached their interventions in
round about ways or else waited for other professionals to refer
patients. Although social workers were able to articulate their
impact in a clear and purposeful way to me during interviews, I did
not cbserve them interpreting their work to other staff members.

Professionals used a variety of strategies to contend with the
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socio-structural anamie generated by their encounters with the
dying, which I hav2 organized in the four responses proposed by
Merton (1968). Innovation, ritualism, retreatism, and rebellion
are the ways in which people manage barriers to the achievement of
socially valued goals. Doctors were the most frustrated when their
curative interventions failed. Because they were able to work in a
relatively autonomous way and they had considerable discretion over
how they allocated their work time, they were able to retreat from
difficult situations by avoiding them. They could also manage
problems by referring to bureaucratic regulations, thus placing the
responsibility for their actions on hospital rules. The attending
who requested utilization review for his patient was applying a
ritualistic solution to manage his frustration with an intractable
family member.

Murses had the most direct contact with very sick patients, and
they had the least control over the allocation of their time.
Their work was closely monitored by the supervisory staff on the
floors and ultimately by the mursing administration. Nurses,
therefore had fewer opportunities to avoid problematic situations
than either doctors and social workers. However, because their
work required significant amounts of administrative record keeping
and reporting, murses utilized ritualism as a response to
difficulties with the dying. When head nurses employed rebellion
and redefined the goals of their staff as treating malignant
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disease, nurses were more satisfied with their work.

Social workers were able to find more goal congruity between
their work with the dying and provision of psychosocial support
than the other two professional groups. When they broadened their
roles beyond the institutional needs, but not professional
mandates, they used a positive form of rebellion to convert their
frustration into a positive ocutcame for very sick patients.
Clearly, social workers had opportunity to retreat fram problem
situations, or at least limit contact with difficult patients and
families, since their work schedule was very autonamous. They
could also bring to bear bureaucratic rules and regulations to
handle difficulties.

First identified in 1981, AIDS, unlike advanced cancer is a
disease without a history, and with which health workers working
during the period of this study had virtually no antecedent
experience. Working with cancer patients for the most part
presented familiar, routine, and predictable problems. Even given
the explosion of chemotherapeutic treatment in recent decades,
therapeutic regimes and consequently work and referral patterns are
well established. The lack of such routines to structure and
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direct the work of professionals made AIDS patients as a group more
problematic than metastatic cancer patients. It is perhaps this
fact that p£tpelled numbers of staff working with AIDS patients to
explore the limits of their interventions in relentless searches
for camunity resources or drug trials in which patients could
enroll. Wwhen the routines are more predictable, workers are more
likely to follow a ritualistic tack. With AIDS patients, however,
the lack of routine contributed to the stress experienced in doing
this work because it provided no measure of worker accamplishment,
and it removed the ordinary definition of the work experience for
many professionals. Additionally the fact that knowledge about
AIDS was rapidly evolving and consequently nan-routine and unstable
even for professionals working with AIDS patients fed this process.

AIDS patients and patients with metastatic cancer are seen by
health workers as dying patients. Although medical interventions
may be available to these patients which serve either palliative
functions or to prolong the lives of patients, they are tied into
progressive, linear illness trajectory with death as the end point.
With the first opportunistic infection with which a patient is
diagnosed with AIDS, they are seen as dying. Even if the initial
indication of disease is a small Kaposi’s Sarcoma lesion, the
health worker sees the patient moving on a course towards death.

During the period in which this stidy was udertaken, there was
very little experience with the treatment of AIDS. This clearly
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framed the cancer and the AIDS trajectories in different terms,
since with a diagnosis of AIDS, unlike a diagnosis of many cancers,
expectations about the course of the disease were not established.
Professionals felt nothing could be done, or what was in fact done
was only seen as delaying the inevitable. Even in the presence of
metastatic disease, the remarkable cure or remission is
occasionally described. During the period of this study, the most
overriding feature of AIDS, and its most distinctive characteristic
is that it was seen to erd in the patient’s death. For health
workers working in the interventionist context of the acute care
hospital, this characteristic was highly problematic and not
productive to work satisfaction.

A most serious difference for care givers in caring for
metastatic cancer patients as opposed to AIDS patients was the
question of contagion. Hospital persomnel are not afraid of
contracting cancer while providing care to sick patients. With
AIDS, however, many health workers did fear that they might
contract AIDS in the course of their work. While epidemiological
studies, including the monitoring of all reported occupational
accidents with AIDS patients and their bodily fluids, never
indicated extreme risk, health professionals were frightened by
news reports and by the fact that information about this disease
was ever-changing. Anxiety was heightened around the period during
which informants were interviewed for this study. News reports
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about the disease were widespread and focused on sensational
events, such as Rock Hudson’s pursuit of cures for AIDS and
ultimately his death. As discussed earlier, health workers got
most of their information about AIDS from the media (Valenti and
Anarella 1986), and the anxiety projected in television and
newspaper coverage extended to heaith professionals as well as the
general population. Eventually, the Center for Disease Control
(May 22, 1987) reported transmission of HIV infection to health
workers through contact with infected blood which clarified the
possibility, although remote, that health workers were at risk.

As noted earlier, AIDS has occurred within specific populations
in society, primarily among gay men and IV drug users, although at
EEH during the period of this study, the AIDS patients were
primarily gay men. Besides the fact that these patients came fram
stigmatized groups in our society, thiey also brought life style
variants to a mainstream and traditional hospital cammmnity which
was at odds with the hierarchical and authoritarian dimensions of
its aullture. Metastatic cancer patients, on the other hand, come
from all social groups and as observed here appeared for the most
part to accept professional authority to a greater extent than AIDS
patients. Of course, when they did not, they were soon identified
as "toxic" by staff.

For example, an important issue that undermined the acceptance
of professional authority was the use of altermative therapies for
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treatment. Patients who pursued alternative therapies were
frequently labeled "taxic," particularly if they refused
traditional treatment in the process. Many of the AIDS patients at
EFH who came fram the culture of the urban gay commmity used diet
and stress reduction therapies in cambatting AIDS. When the
pursuit of these therapies questioned professional authority or
interfered with the routine production of work, it earmed patients
a "toxic" label.

Additionally, metastatic cancer patients include a familiar
range of family types, and individual patients would be more likely
to have family constellations which would be familiar to staff.

Gay men, on the other hand might have lovers or estranged parents
or significant others participating in their care which would no-
represent familiar family groupings to health workers.

In a more general way, the development of the Gay cammmnity in
the past two decades has evolved a distinct culture, where Gay
Pride and political activism played significant roles. Wwhile this
movement allowed for the development of advocacy and self help
programs to deal with the AIDS epidemic, it also has produced
antiauthoritarian and angry sentiment among many Gays. In the face
of a new disease which has felled so many in this cammmnity, it is
no wonder that the considerable anger is directed at institutions
which do not support this culture and which in general do not

embrace a Gay lifestyle.
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This conflict and the hamophabic responses of many staff to
homosexuals in their care led to monitoring of health professional
behavior by Gay activist organizations. In same instances health
workers were faced with conflicts between professional and
religious values for which they received little direction in
resolving. For staff who held beliefs that categorized hamosexual
activity as immoral, the integration of personal and professional
values could be severely tested.

Clearly the relative youth of AIDS patients as campared with
cancer patients made work with these patients more difficult for
staff. Young metastatic cancer patients are also problematic for
staff, but such patients are seen only occasionally. The
appearance of so many young patients facing death, particularly
where the physical and intellectual transformation of the patients
was so profound caused great anxiety on the part of staff.

Rapid developments in the AIDS epidemic, both in epidemiology
and treatment, have already begun to shape the way in which health
professionals view this work. The use of AZT and Pentamidine as
prophylaxis against PCP for people with full blown AIDS, as well as
HIV infected individuals gives health professionals a specific
therapy which adds a dimension of hope not previously available.
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Clearly beneficial therapies help health professionals feel more
effective, and as new therapies develop will encourage same
optimism for the health provider camminity. Along with improved
therapies, the work for professional care givers will became more
rautinized and predictable.

while this study was undertaken in a hospital where the
majority of AIDS patients were Gay men, IV drug users already made
up a significant proportion of HIV infected individuals.
Presently, the focus of the epidemic is shifting to the point where
IV drug users are the majority of new AIDS cases reported.

The problems for hospital workers treating Gay men with AIDS
have been described here. Problems in hospitals managing large
mumbers of IV drug users are even more camplex, given a rumber of
factors. If patients can be blamed for life style factors which
put them at risk for disease (Fox 1986), IV drug use, already
viewed as undermining the health of the addict, is an even more
destructive activity.

Intraveneous drug users often utilize health care systems in
maladaptive ways, which, based on the abservations in this study,
health professionals would categorize as "toxic." Reports of
addicts signing themselves aut of the hospital against medical
advice or refusing recammendations for procedures or treatment are
examples. Additionally, the social problems of drug addicts can
overwhelm the health worker, at the same time patients make




256
decisions on the basis of values antithetical to the professional.
Heagarty in calling for more humane care of these patients says,
"these impoverished drug addicts...are often antisocial, rude, and
angry. They can be infuriating when they don’t take care of
themselves, don’t follow our instructions, and f2il to return to
the clinic on schedule or take their medications" (Heagarty 1987,
114) . Confronted with this litany of "toxic" attributes, providing
humane and campassionate care will present a challenge,
particularly in an enviromment of limited resources.

Death work does not fit easily into the overall structure for
care giving in the modern medical camplex, and even where
professionals have been able to routinize their work with the
dying, it still carries the cost of failure by institutional
definition. This price is often paid by patients and families at a
point where humane care, and the technologies available for its
application, may be the most important purchase they could make.
Work with dying patients is difficult for health professionals, and
even more difficult with patients and families who pose special
problems for health workers. lack of institutional support for
time spent in caring for these patients, as well as the
confrontation with mortality such work entails add to the
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difficulties.

In spite of the "toxic" nature of death work generally, same of
the work cbserved in this study revealed professional success and
exceptional resourcefulness on the part of individual
professionals. Although same of these efforts were aimed at
institutional change, such as the work initiated by the SCS,
individual doctors, nurses, and social workers through their own
personal ingenuity were able to provide excellent care for the most
intractable patients. The lessons to be learned from their
creative efforts are the basis of recommendations for supporting
the work of those who face similar problematic situations with the
dying.

While broader efforts directed at systematic change might seem
an appropriate suggestion, the counterfailing forces against such
efforts are considerable and have little direct impact at the point
of care delivery at the patient/professional interaction. Also,
the forces for retaining the system as it stands, especially
patterns of third party reimbursement and investment in biomedical
scientific development, call into question any effective method for
altering the direct of care for terminally ill patients while they
are hospitalized. One can reflect on the fate of the hospice
movement and the present underutilization of Medicare reimbursement
for these services. As described in this study, the SCS was unable
to sustain itself as a countercultural service in the EEH
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enviroment. Services which are not institutionally meshed may
also have limited longevity or impact. Efforts aimed at
individuals or groups more closely woven into hospital life would
be more productive.

The best possibility for improving the humane level of care for
the dying rests in helping professions develop adaptive strateqgies
for their work with dying patients. In the past, these efforts
have meant teaching doctors, murses, and social workers about the
psychological and social response to dying or stress management
techniques. Developing more productive strategies for handling
problem cases, or at least a forum for their resolution would be
more beneficial. Wwhile this does involve administrative
recognition of a particular staff issue, it is an educational
strategy which can be incorporated into existing staff development
formats, perhaps using didactic techniques which would involve
improving the skills of middle management personnel such as social
work supervisors residents or head mirses.

Returning to Merton’s formulation, when professional groups or
individuals were able to employ positive expressions of the
"deviant" anamic responses, they were more productive and could
derive satisfaction from same measure of success when confronted
with the socio-structural anomie generated by their work with the
dying. Success in this regard requires redefinition. Here it
means that the professional will be able to improve a "toxic"
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situation, both in terms of a personal sense of accamplishment and
by delivering better care to patients. This involves a set of
skills which can be analyzed and taught.

Using Merton’s caoncept of anamie as the basis for a curriculum
for teaching supervisory personnel is a reasonable next step for a
practical application of the findings of this study. Teaching
examples from all of Merton’s categories are available here and
might be applied in such an effort. A small model project
involving hospital professionals could be tested for its impact on
staff work with the dying.

Areas for Purther Study

It is beyond the scope of this study to propose and test
teaching models for health professionals aimed at improved care for
the dying. However, this study does provide suggestions about how
health workers handle "toxic" situations in both productive and
unproductive ways. This can serve as the basis for curriculum
development in this area. For example, the social workers in this
study did not have effective means to cammunicate their role in the
hospital. Training could focus on developing assertive techniques
to project the mediating role they actually perform. Or, trainings
for head nurses on medical services could help these middle
management personnel reconceptualize the work they do, and develop
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in-service trainings to support the work actually performed.
Clearly, the development, implementation, and evaluation of
training efforts are called for, particularly in light of the
enormous burden which professionals can anticipate in caring for IV
drug users, their sexual partners, and children diagnosed with
AIDS. Successful in-service education efforts about AIDS with
hospital workers have been widely reported (O’Donnell and O‘Donnell
1983 and Wertz et al. 1987) although further efforts are called
for, particularly in light of dramatic changes in both treatment
and the population infected.

This study was undertaken in a single institution, using
methods designed to organize and clarify the impressions of health
professions about a serious issue in health care. The findings are
only suggestive, but point to a mummber of questions which merit
further investigation. Most dbviously studies of health worker
responses to treating drug abusing HIV infected patients is
critical to understanding how these interactions might be improved.
Since EFH is an elite institution, and not representative of the
broader hospital cammnity, camparative studies of the care of the
dying in other institutions could reveal intrainstitutional factors

which enhance or detract fram humane patient care.
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conclusion

This chapter summarized the major findings of a qualitative
study of the responses of health professionals to their work with
terminally ill patients in hospital. The study focused on
reactions to work with problematic or "toxic" dying patients and
the ways in which doctors, murses, and social workers managed, both
successfully and unsuccessfully, this difficult aspect of their
work. Because the study was undertaken during the early years of
the AIDS epidemic, I was able to provide camparative responses of
death work with metastatic cancer patients and AIDS patients.
Utilizing Merton’s theory of anamie, I also examined the
differences between doctors, murses, and social workers in managing
problem cases.

The purpose of an investigation of patient/professional
interaction should reveal ways in which patient care can be
enhanced. This study suggests the utility of this model as a
teaching tool for enhancing the productive work of health
professionals in their work with the dying.
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SUPPORTIVE CARE SERVICE

MORE T-AN 533 TTRMINALLY 1LL PATIENTS RECEIVE CARE AT -
EVERY YEAR. ~~€ C-RE >¢ TWESE PATIENTS IS DIFFICULT AND CHALLENGING. DURING THE PAST
JECADE, CR. , HAS DRAMATIZED
THE PROBLEMS ~.0 LIl "-% SEARCH FOR SIGNIFICANT ANSWEKS. [N THE PAST THREE YEARS, ~
GROUP OF NURSES, ~=vSIZ154S, SOCIAL WORKERS AND CHAPLAINS AT CORNELL-NEW YORK HOSPITAL
HAVE EXAMINED ~-E =IZBLIMS FACING OLR PATIENTS.

A STUDY CF ¢3 “OSPITAL PATIENTS AWAITING TERMINAL CARE PLACEMENT, CARRIED
ouT BY IN 1978, AND ANOTHER GRQUP OF 50 SIMILAR PATIENTS STUDIED IN
1981 By SHOWED MAJOR DIFFICULTIES IN A NUMBER OF AREAS. INADEQUATE

PAIN CONTROL ~EMAINS A GREAT PROBLEM. DEPRESSION PRESENTS FREQUENT OIFFICULTY.
PATIENT, FAMILY CR STAFF DISSATISFACTION EMERGE REPEATEDLY.

THE SUPPORTIVE CARE SERVICE COMMITTEE OF THE MEDICAL BOARD HAS DEVELOPED AN
APPROACH FOR DEALI'G wiTH THESE PROBLEMS MORE EFFECTIVELY THROUGH THE USE OF A CON=-
SULTATION TESM, LR GTALS ARE AS FOLLOWS:

1) RAPID, . FORMED CLINICAL EVALUATION OF THE TERMINALLY ILL PATIENT WITH
EMPHAS S i EFFECTIVE SYMPTOM CONTROL

2) CONCERN «.17TH TWE PATIENT'S FAMILY AS WELL AS THE PATIENT;

3) PLANNING FCR FUTURE CARE AT HOME, IN A TERMINAL CARE FACILITY, OR IN THE
MOSPITAL, ~5 APPROPRIATE; UP-TO-DATE INFORMATION ON AVAILABLE RESOURCES;

&) REDUCTION OF INAPPROPRIATE AND COZTLY PROCEDURES;

§) CONTINUITY CF CARE; AND

6) STUDY OF THE MANY PROBLEMS OF TERMINALLY ILL PATIENTS AND IMPROVED APPROACHES
TO DEALI'G ~1TH THEM.

THE CONSULTATION TEAM WILL USE RESOURCES THAT ALREADY EXIST IN THIS MEDICAL
CENTER AND OUR COMMUNITY. OUR AIM IS TO PROVIDE HELP IN CONTROLLING DISTRESSING
SYMPTOMS AND TO CONCERN OURSELVES WITH ALL THE OTHER NEEDS OF THE DYING PATIENT AND
HIS FAMILY. —ERE IS EVIDENCE THAT IF SYMPTOMS ARE BETTER CONTROLLED AND MORE
SUPPORT 1S PROVIDED, ORE TIME MAY BE SPENT AT HOME. SOME PATIENTS WILL CHOOSE TO
DIE AT HOME. “RAGMENTATION AND DISRUPTION OF CARE CAN BE REDUCED. 'THE CONCEPT OF
THE MOSPICE TEAM (S ATTRACTIVE TO DOCTORS WHO WISH TO CONTINUE TO CARE FOR THEIR OWN
OYING PATIENTS" REPORTS THE SUPPORT TEAM OF ST. THOMAS HOSPITAL, LONDON (LANCET,

MAY 30, 1981, P. 1201). : .

THE SUPPORTIVE CARE TEAM HAS NO BEDS OF ITS OWN AND DOES NOT ASSUME MANAGEMENT
OF PATIENTS. T WILL GIVE ADVICE AND FAMILY SUPPORT WHEN FORMALLY INVITED TO 0O SO
BY THE PATIENT'S DOCTOR. THE NURSE COORDINATOR WILL SEE THE REFERRED PATIENT PROMPTLY
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AND TELL THE PATIENT THAT THE CONSULTATION TEAM HAS BEEN ASKED BY HIS PHYSICIAN TO
HELP. THE DATIENT IS EVALUATED, CISCUSSED WITH THE STAFF, AND SUGGESTIONS ARE #RITTEN
IN TME HOS~)1TAL CHART, THE TEAM THEN CONTINUES TO WORK ALONGSIDE THE PATIENT'S OWN
DOCTOR AMD NURSES, IDENTIFYING PROBLEMS AS THEY ARISE AND GIVING HELP WITHOUT DUPLICA-
TION OF FACILITIES. MEDICATION ORDERS WILL GENERALLY BE WRITTEN BY THE HOUSE-STAFF
WITH SUGGESTIONS BY THE SUPPORTIVE CARE TEAM,

THE TEAM WILL GENERALLY SEE PATIENTS DAILY DURING THE WEEK AND AT OTHFR TIMES
AS NECESSARY. THE TEAM WILL BE AVAILABLE FOR CONSULTATION AT ALL TIMES _
ALL PATIENTS WILL BE REVIEWED BY THE ENTIRE SUPPORTIVE CARE SERVICE AT OUR WEEKLY CLINI-
CAL CONFERENCE. CLINICAL PHARMACOLOGY, ONCOLOGY AND PSYCHIATRY ARE STRONGLY REPRESENTED
IN THE SUPPORTIVE CARE SERVICE. THE SCIENTIFIC AND CLINICAL RESOURCES AVAILABLE IN
OUR CENTER REPRESENT AN OPPORTUNITY FOR EXCELLENT PATIENT CARE, INNOVATIVE RESEARCH
AND SOUND TEACHING.

UNDER THE SPONSORSHIP OF THE AMERICAN COLLEGE OF PHYSICIANS, WE HAVE PLANNED A
THREE DAY COURSE COVERING THE CLINICAL PHARMACOLOGY OF SYMPTOM CONTROL IN THE ELDERLY
AND TERMINALLY ILL PATIENTS. HAS AGREED TO JOIN OTHER EXPERTS
IN THIS COURSE, SCHEDULED FOR MAY 12 TO MAY 14, 1982, WITH PROCEEDINGS TO APPEAR AS
AN 1SSUE OF MEDICAL CLINICS OF NORTH AMERICA. A DETAILED SOHEDULE OF LECTURES AND
DISCUSSIONS WILL BE AVAILABLE (ATER THIS YEAR.

OUR TEAM MEMBERS ARE:
NURSE COORDINATOR:
ASSOCIATE NURSE:
PHYSICIAN:
ATTENDING STAFF:

CLINICAL PHARMACOLOGY:
INTERNAL MEDICINE:

ONCOLOGY :
PSYCHIATRY
SURGERY:
SOCIAL WORK:
HOME CARE:
CHAPLAINCY:

H.R.E.
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' December 10, 1984

Dear Dr.

Rarriet Coodman is & doctoral candidate in Socisl Welfars et the City

She is presently employed in the Divieion of Clinical Pharmacology &s & reseasch’
aide for the Supportive Care Service. WNrs. Goodman is preparing to begin her
dissertation project, which she hopes to carry out in the Kedical Center with
hospital personnel and patient records. Although we believe that Mxrs. Goodman's

research is exempt from requiresents for institutional review, we want to ptu.g“

the study methods to you so that you can confirs this.

The project Nrs. Goodman is considering would include the following:

1. A chart reviev of patients followed oconcurrently by the Supportive Cm

Service and Social Work. .
2. ‘Pocused intervievs with nursing, medical and social work staff

rtqardm ten patients who illustrate particular prodblems in the
managessnt of the terminally {11,

3. mu.rvouon of social work oéuvuy in NBealth Tesm Conference and
Supportive Care Service rounds.

Mo dats will be recorded in patieat or employes identifiable form,
of the institution will be disguised in any writtea material presented to the
faculty. Participation in the study will be voluatary. The investigator will

explain the project to all subjects and get oral comseat for their participatiocm.

Thank you for your consideration in this matter.

Sincerely yours,

ﬂa«. Q-..-C«» .'  |

Narriet Goodman, C.85.W.'
Research Alde
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T0:

FROM: Harriet Goodman
RE: Doctoral Dissertation Research

DATE: May 23, 1985

following our meeting of May 17, 1985, I am enclosing a description of
my dissertation research and requesting the opportunity to interview a
small group of medical staff nurses for the purposes of completing this
doctoral project. My doctoral studies have been in Social Welfare. My
project has been accepted by my Dissertation Committee at the Hunter
College School of Social Work of the City University of New York. It
has been approved by the Human Rights Committee of the Medical Center.

My project will be a dissertation in curriculum development. It will
include a qualitative study of social work intervention with terminally
111 metastatic cancer patients in hospital; a curriculum with detailed
teaching materials; and plans for 1nplenent1n? and evaluating the
curriculum as in-service training for hospital personnel.

Five concepts from medical sociology f1lustrating problems of managing
dying patients in-hospital form the basis for a study of social work
intervention with terminally 111 metastatic cancer patients. [ have
developed a typology of these problems, operationally defining the
concepts by constructing a series of indicators for each. I have
developed materials for the study including forms for recording chart
review and observationa) data, as well as focused interview schedules.

Methods for the proposed study consist of:

-- A retrospective chart review of 47 patients followed by Social
Work and Supportive Care Service for more than one month between
November 30, 1983 and December 1, 1984,

-- Observation of four sequential Health Team Conference rounds of
ten social workers who have terminally 11) metastatic cancer patients in
their caseloads.

- Prosbective identification of terminally 111 metastatic cancer
patients {)lustrative of the problem types.

-- Triangulated interviews with social work, medical nursing, and
medical personnel to develop case material on these selected cases.

g -\'




1 will require an N of ten to fifteen as a sample of patients
{llustrative of the problem types. Pre-testing of the attached format
indicates that the interview will take approximately thirty minutes to
administer. I therefore anticipate that the time required of nursing
staff will be less than eight hours distributed over the medical service
floors. Participation is obviously voluntary. It gives staff nurses an
opportunity to discuss difficult management situations.

1 hope that you will a?ree to let me interview your staff for the
purposes of my study. I will of course be pleased to share my findings
with your Department in any way you would find beneficial.

268
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Apperndix 3




Date: July 3, 1985

To: Medical and Surgical Soctal Work Staff
From: Harriet Goodman

Re: Summary of July 3 Meeting

Thank you for meeting with me today. 1 would 1ike to summarize the
discussion we had regarding your participation in my dissertation
research. My study will include triangulated interviews of social work,
nursing, and medical staff. The purpose of these interviews is to
gather descriptive data about terminally 111 metastatic cancer patients
in hospital. These data will form the basis of a curriculum for
hos;‘)iul personnel to improve their skills in working with such
patients.

The interviews will take approximately a half hour each. I will be
tape recording the interviews. The study has been IRB approved, and the
Department of Nursing has agreed to have its staff be interviswed. The
content of the interviews will remain confidential. No data will be
recorded in patient or employee identifiable form. The name of the
1nst1:u%10u. employees, and patients will be disguised in any written
material,

I hope you will al)l be willing to be interviewed for the study. !
also hope you will assist me in {dentifying appropriate cases which you
may encounter in your practice. I am interested in locating patients who
exemplify problems in five areas:

Toxic Patients or Famjily Members
failure of the Acute Care System
to Meet Terminal Care Needs
Social Death and Disengagement Behaviors
Death Trajectory
Awareness Contexts

If you encounter a terminally 111 patient with metastatic cancer who
appears to be a management problem and you cannot relate him or her to a
specific problem type, 1 would also want to consider the patient for my
study. .

If vou want to suggest patients for the study, you mav contact me

at ex. May I remind you that » still
taking referrals for cancer patients with pawn, as 1n the past with the
approval of the patient's attending physician. ) can be
reached at

Thank you for your participation in the meeting today. 1 am
looking forward to working with you over the next few months. Ycu all
have much to contribute to my work.
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Date: August 14, 1985
To: Medical and Surgical Social Work Staff
From: Harriet Goodman

Thanks to the efforts of several social workers who have suggested
patients for my study, I have collected interview data on four patients.
These cases have yielded very interesting descriptive material, so that
1 feel my research has gotten off to a good start.

1 hope you will continue to keep my work in mind and think about my
study needs as you come upon problematic metastatic cancer patients. |
encourage you to call me, even {f you are uncertain as to the
appropriateness of a particular patient.

Thank you for your continuing support of my doctoral studies.
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TRIANGULATED INTERVIEW CODE SMEET
Patient 10 Code Age Sex Marital Status Primary CA Pt Hospital Days

Service _ SW 1D Code Interview Date Informant Title

Assumed Problem Types

INVENTORY OF PROBLEMS
Spontaneous Responses
Toxic patient behaviors

Toxic family behaviors

Low technological or educational interest

Disease unresponsive to curative therapies

Uncertain trajectory
Incongruent trajectory
Interferes with work routines

Interferes with sentimental order

Closed awareness context
Mutual pretext awareness

Open awarsness

Disengagenent behaviors by staff
Disengagement behaviors by family

Disengagement behaviors by patient

Prompted Responses

€L
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DATA COLLECTION FORM
Chart Review

Patient ID Age Primary Diagnosis Worker 1D

Medical Nursing Social Work
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TRIANGULATED INTERVIEW FORMAT
Patient 1D Coage Age Sex Marital Status

Primary CA Pt Hospital Days Pt Service
Sﬁ ID Code Inteview Date

Informant Title Assumed Problem Types

I'm Harriet Gooaman. | work with Dv as & research gssistant
for the Supportive Care Service. ['m also doing my doctoral
dissertation research here on the care of terminally 11) cancer
patients. | would like to interview you for my study on treating dying
patients in acute care hospitals. I°'d 1ike to spend an hour with you

in total, but we could divide the time into shorter periods {if that
would be more convenient. As you can see, | have a tape recorder in my
pocket. Would you mind if I left it on while we spoke? Your responses
will of course be kept confidential.

1. How long have you been working on the unit?
2. Where were you working before that?

3. u?.t do you see as the good/gratifying things about working on this
unit
Probes: What is good about working here for you?
Can you give me some examples of what yov mean?

4. What do you see as the difficult/problematic/hard things for you
about working on this unit? *
Probes: what is difficult about it for you?
Can you give me some examples of what you mean?

5. | understand that Mr./Mrs. might be an interesting subject
for my study. Could we talk about him/her? How long have you worker
with him/her? Would you say that s/he is a typical patient for this
unit? What about him/her is typical (atypical)?
Probes: What is unique about this patient?
Tell me more about what you mean?
Can you give me some examples?

6. ]'ve heard that/] understand that... (examples from problem
categories that are assumed to apply to patient)? Can you tell me
something about this?

7. The experience with gyin? patients in hospitals has sometimes been
that... (examples from problem categories that have not previously been
mentioned in the interview)? Have you seen any of these things with
this patient?



8. Can you tell me how you've handled some of these problems?

9. Has that helped?

10.
11.
12.
13.
14.
15.

16

17.
18.
19.

Have you
Has that
Have you
Has that
Have you
Has that

Have you

pr&blems?

Has that

How have

sought the help of your peers?

helped?

sought the help of other health workers?
helped?

sought the help of the patient's family?
helped?

(or doctors) tried to use medications to help with these

helped?

Has anyone suggested a psychiatric or social. work referral?

those worked out.

20. What do you think has helped this situation the most?

21

in

. Are there any other things you'd like to tel]l me that we haven't
discussed?
next few days. If you think of anything you want tc add, please stop me
and let me know. Thank you for your time and for agreeing to participate

my study.

I will be around the floor interviewing other people for the

You've really been helpfull!
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