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Abstract

Palliative care was studied for its potential to yield lessons for transforming doctor-patient
relationships to promote patient-centered care. Examination of patient and provider
experiences of the transition from curative to palliative care promises valuable insights about
establishing and maintaining trust as the goals of care shift and about addressing a broad
spectrum of patient needs. The study was guided by a conceptual framework grounded in
existing models to address five dimensions of doctor-patient relationships: range of needs
addressed, source of authority, maintenance of trust, emotional involvement, and expression
of authenticity. Data collection included observation of the care of 40 patients in the
inpatient hospice unit and at home, interviews with patients and family members, and in-
depth interviews with 22 physicians and two nurses providing end-of-life care. Standard
qualitative procedures were used to analyze the data, incorporating techniques for
maximizing the validity of the results and broadening their relevance to other contexts.
Findings provide evidence for challenging prominent assumptions about possibilities for
doctor-patient relationships: questioning the merits of the prohibition on emotional
involvement, dependence on protocols for handling difficult communication issues,
unqualified reliance on consumer empowerment to assure that care is responsive to patients’
needs, and adoption of narrowly defined boundaries between medical and social service
systems in caring for patients. Medical education can play a role in preparing doctors to
assume new roles by openly addressing management of emotions in routine clinical work,
incorporating personal awareness training, facilitating reflection on interactions with
patients through use of standardized patients and videotapes, and expanding capacity to
effectively address a broad range of needs through teamwork training. ] Pain Symptom
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Introduction

The Institute of Medicine (IOM), in the
landmark report, Crossing the Quality Chasm,
blamed major deficiencies in the prevailing
quality of care on lack of responsiveness to
the needs of patients. Their prescription for
change was embodied in 10 guidelines for re-
engineering health care." While they did not
explicitly address doctor-patient relationships,
implementation of five of the IOM’s guidelines
would require alterations in the basic nature of
the relationship: customize care based on pa-
tient needs and values, anticipate patient
needs, regard the patient as a source of con-
trol, share knowledge and information, and
facilitate patient participation in decision mak-
ing. Recognizing the centrality of the doctor-
patient relationship in achieving change, this
research studies variations in the fundamental
structure of the relationship and explores the
implications for promoting patient-centered
care.

Research on patients’ perspectives on health
care suggests that, in addition to accessible and
affordable services, they value respect, good
communication, concern and advocacy for
their well-being, and up-to-date medical knowl-
edge.”® These studies document perceived
deficiencies in interpersonal dimensions of
their care,6_9 which could be overcome by bet-
ter relationships with their doctors. While
there is vast social science literature on doc-
tor-patient relationships, their wide-ranging
forms in existing practice have not been stud-
ied with attention to the implications for med-
ical education and health policy. Yet achieving
effective health system change of the scope en-
visioned by the IOM requires that we learn
from innovative medical practices, as proposed
in this project, if we are to confront outmoded
assumptions in devising new processes of care.

Design of the project was premised on the
value of studying exemplars, that is, existing ar-
rangements in medical practice that show
promise in improving the match between pa-
tient needs and health care services, and

generating insights for broader application
throughout the delivery system. Palliative care
was selected as one of five substudies for the
project, because it was anticipated that exami-
nation of patient and provider experiences of
the transition from curative to palliative care
would yield valuable lessons about communi-
cating and maintaining trust as the goals of
care shift. (The other four substudies are com-
plementary medicine, selected because it relies
upon disparate knowledge bases to address
a broad range of patient needs; cancer self-
help and advocacy because it offers new sour-
ces of support and shared authority among
peers; group medical visits for chronic illness
care because they draw upon mutual experi-
ence and learning among patients; and new
communications curricula in medical educa-
tion because they can prepare physicians to as-
sume new roles with patients.) Also, end-of-life
care offers a compelling context for assessing
strategies for improving the compatibility of
treatment decisions with patients’ values and
expectations. Effective care of patients at the
end of life frequently requires attention to an
expansive spectrum of needs, often entailing
interventions whose scope extends beyond
the confines of traditional medical practice.
Decisions often require confronting the limits
of medicine and reassessing the goals of care,
and the relationship between patients and doc-
tors may compel unprecedented emotional
involvement and vulnerability among both
parties. These features, heightened in pallia-
tive care but having broad relevance in health
care delivery, further enhance the promise of
studying end-of-life care for purposes of this
project. While the research focuses on pa-
tients’ relationships with their doctors, the
findings are likely to have relevance to rela-
tionships with other health care providers as
well.

A qualitative-inductive methodology was ap-
plied to this study. The research design was
guided by a conceptual framework grounded
in existing models of doctor-patient relation-
ships, as outlined below.
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Conceptual Framework

Sociologists, political philosophers, and eth-
icists have made important conceptual contri-
butions to wunderstanding doctor-patient
relationships. To varying degrees, they ac-
knowledge inherent tensions arising from the
disparate circumstances through which doc-
tors and patients come to interact: Doctors
bring to the relationship esoteric knowledge
accumulated through years of training, while
patients bring intimate stories and intensely
personal concerns. Doctors’ involvement may
be limited to an illness episode, while the
course of treatment may have a lasting impact
on the patient’s life. Controls on doctors’ be-
havior are institutionalized codes, laws, and
regulations, while patients are guided by
norms and values. Perhaps most striking, an ill-
ness episode for doctors is a routine part of
their workday, while for patients it is a unique,
often traumatic event.

Perspectives on doctor-patient relationships
can be categorized in three models, distin-
guished primarily by the way in which they
treat these tensions and regard their potential
resolution: Functionalist models posit inherent
difficulties in bringing together patients who
are vulnerable and uninformed, and physi-
cians whose depth of knowledge insulates
them from routine bureaucratic controls;
they stipulate constraints on the behaviors of
doctors and patients to assure establishment
of workable relationships under these condi-
tions; patient-centered models treat as inevitable
the conflicts that arise from the unequal foot-
ing of doctors and patients; they view patient
autonomy and consumer choice as essential
mechanisms in achieving an outcome that as-
sures the well-being of patients; and relationship-
centered models also foresee inherent differences
in outlooks between doctors and patients but
regard collaboration as the means of bridging
such differences rather than safeguards assured
by the professional obligations of providers or
the autonomous rights of patients.

Five analytic dimensions figure in these
models and merit attention in studying doctor-
patient relationships: range of patient needs
addressed (the scope of the intended impact
of interventions on patients’ lives), source of
authority (the basis of the doctor’s influence
on patient’s behavior), trust (how trust is

secured and maintained among doctors and pa-
tients), emotional involvement (benefits and
costs of affective involvement of doctors in the
lives of their patients), and authenticity (extent
to which doctors and patients respond genu-
inely to each other as individuals). Table 1 sum-
marizes what each of the three theoretical
models has to say about each of these five
dimensions.

Functionalist models prescribe constraints
on providers because medical practice, relying
as it does on a high level of expertise, cannot
be subjected to the usual bureaucratic controls
of the workplace. Balancing their unprece-
dented autonomy in carrying out their work,
physicians are committed to confining their
use of authority to areas relevant to their ex-
pertise, treating all patients alike regardless
of self-interest, and avoiding emotional in-
volvement with patients, which may impair
their clinical judgment.'” Patient-centered
models, similar to the functionalist model, rec-
ognize asymmetries in the status of doctors
and patients,11 but view their resolution in ne-
gotiation between providers and consumers
rather than prescribed rules of behavior. The
responsibility of the doctor extends to advising
the patient on the best course of treatment or
management in view of established evidence;
the patient is responsible for gathering advice,
weighing that evidence, assessing the compati-
bility of options with their values, and making
a decision about what course to follow. Rela-
tionship-centered models do not view doctors
and patients as types or roles,'>'* whose dispa-
rate positions compel negotiation; rather, they
conceive of them as distinctive and unique hu-
man beings whose relationship binds them in
a common purpose and becomes a healing
force in itself (Table 1).

Each model offers a distinctive view of the ba-
sis for the physician’s commitment to the pa-
tient and safeguards against abandonment.
The functionalist model regards commitment
as a prescriptive duty, recognized as a central
professional value: the obligation to treat all
patients alike, regardless of selfinterest.!” Com-
mitment, in the patient-centered perspective,
is grounded in a contractual relationship,
guided by respect for rights, consent, and con-
sumer choice.'* The relationship-centered
model, like the functionalist perspective,



Table 1

Perspectives of Three Theoretical Models on Five Dimensions of Doctor-Patient Relationships

Dimensions

Models

Functionalist Models

Patient-Centered Models

Relationship-Centered Models

Needs (range of patient needs
addressed by doctor)

Source of authority (basis of
doctor’s influence on
patient’s behavior)

Trust (how is it secured
and maintained)

Emotional involvement
(of both parties)

Authenticity (genuine interaction
as individuals)

Regard illness as a potentially
destabilizing force in society,
requiring constraints on doctors
and patients."

Bounded by expertise:
physicians define scope
of practice

Based on position: “I am your
doctor—given my years
of training, I know what’s best
for you”

Unconditional: a prerequisite
for seeking care

To be avoided: may
compromise clinical judgment

Irrelevant: ban on emotional
involvement precludes mutual
identification

Acknowledge rich distinctions that
differentiate Zl)atient and provider
perspectives,"! and emphasize the
importance of patient autonomy
and consumer prerogative in
addressing potential conflicts."*

Decided by patients: honors patient
autonomy

Based on expertise: “Here’s why I
advise you to do this.”

Contractual: grounded in informed
consent

Irrelevant: threatens patient
autonomy

Irrelevant: quality of advice, not the
persona of provider, is key

Acknowledge differing outlooks and
unequal expertise among doctors
and patients, and pose collaborative
relationships and mutual understanding
as means of bridging perspectives

Fluid: collaboration resolves tension
between expansive needs and
limited resources

Dictated by needs of the patient: “Let’s
figure this out together.”

Established through mutual understanding

Essential: critical to effective healing

Central: genuine engagement defines the relationship
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regards commitment as a calling; but, unlike
a mandate imposed on physicians to safeguard
the well-being of patients, it flows naturally
from the common humanity that brings doctor
and patient together in the healing process.

Methods

A qualitative research strategy serves the
goal of this research: to generate an empiri-
cally based vision of new possibilities for struc-
turing doctor-patient relationships that show
promise in promoting patient-centered care.
Several aspects of this topic compel an induc-
tive methodological approach. First, lack of
prior research suggests the need for an explor-
atory, hypothesis-generating approach. Sec-
ond, the importance of capturing insights
unanticipated by the researcher is served by
open-ended interviewing and firsthand obser-
vation as primary sources of data. Third, the in-
tent to discriminate among conceptual models
of behavior demands a high degree of validity
afforded by the depth and density of data
collection integral to qualitative research.
The methodological procedures used here
conform to prescribed standards of qualitative
research,”™'® including systematic sampling,
an inductive data collection and analytic strat-
egy, and concern for reliability and validity in
analyzing data and reporting findings.

The primary research site, Continuum Hos-
pice Care/The Jacob Perlow Hospice at Beth
Israel Medical Center, New York, and its affili-
ated services, was selected because of its capac-
ity to provide a full spectrum of end-of-life
care. To expand the generalizability of the
sample, supplementary observations and inter-
views were conducted at an inpatient unit of
the same hospice program situated at another
hospital serving a predominantly African
American population. To enrich the analysis
of issues arising in the transition to palliative
care, observations of care and interviews with
medical oncologists were conducted at a prom-
inent cancer center in New York City.

Observations over the course of five months
included patient-care rounds at the inpatient
hospice units, home visits by palliative care
physicians and nurses, interdisciplinary team
meetings for developing care plans for inpa-
tient and home care, and palliative care

consultations on the acute wards of the hospi-
tal. At the primary research site, the care of 40
patients on the inpatient service was observed,
and interviews were conducted with patients
and families in the context of daily rounds.
Follow-up, one-hour interviews were con-
ducted with eight patients subsequent to dis-
charge. Patients were included if they were
admitted for end-of-life care (i.e., not exclu-
sively for pain management), they or a family
member conversed easily in English, and they
consented to participate. Extended interviews
were conducted with 12 hospice-care providers
(10 physicians and two nurses) and 12 medical
oncologists. The sample of hospice providers
included all of those who were centrally in-
volved in the care of the patients observed
over the course of the five months. Medical on-
cologists were selected for their clinical leader-
ship, experience with end-oflife care, and
variation among specialties. The data collec-
tion strategy was designed to enhance the cred-
ibility and internal validity of the findings by
eliciting the perspectives of patients and pro-
viders (triangulation of perspectives'? in the
terminology of qualitative methodologists), in-
tegrating observations with interviews (triangu-
lation of datago), and asking patients to
comment on the salience of emerging themes
during the follow-up interviews (facilitating
member Checkingw’lg’?]). Observation of
care focused chiefly on choices among treat-
ment options and goals; interviews with pro-
viders addressed emotional involvement,
establishment of trust, and clinical decision
making; and interviews with patients concen-
trated on their expectations of physicians, es-

tablishment of trust, and care decision
making. Table 2 details the topics covered
through each set of observations and
interviews.

Interviews were structured to suit the inductive
strategy of the research, with initial questions
on dimensions of doctor-patient relationships
phrased broadly—to elicit relatively unencum-
bered responses—followed by probes address-
ing specific issues suggested by the three
theoretical perspectives. Table 3 presents exam-
ples of a sequence of questions for providers
on their emotional involvement with patients
and another for patients on their expectations
of their doctors.
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Table 2

Sources and Content of Data

Mode of Data Collection

Content

Observation

Patient care
Inpatient hospice rounds
Palliative care service
Home visits

Meetings
Family meetings
Interdisciplinary team

Interviews with providers
Physicians
Palliative care
Medical oncologists
Nurses
Hospice/palliative care

Interviews with patients

Identification of patient and family needs

Discussion of treatment options and goals

Decisions regarding tests and procedures

Emotional involvement and quality of communication
Implementation of interdisciplinary care plan

Offering hospice/palliative care
Care decision making
Posing palliative and curative options
Responding to patient/family questions about prognosis
Emotional involvement with patients
Stress associated with role in end-of-life care
Relationships among providers involved in end-of-ife care
Training of physicians for these roles
Career choices

Decisions to seek hospice care
Knowledge of hospice
Considerations in making decision to seek hospice care
Comfort with designation of life expectancy
Treatment decision making
Who has been involved
Physician’s contribution to decisions
Factors that would optimize decision making
What’s most important in doctor-patient relationships
Expertise
Advice
Choices
Emotional support/understanding
What’s important in establishing trust in doctors

All of the interviews were audiotaped and
fully transcribed, as were fieldnotes from the
observations. In analyzing the data, Glaser
and  Strauss’ approach to discovering
grounded theory® governed identification of
themes relevant to the dimensions selected
for study—i.e., range of patient needs ad-
dressed, exercise of authority, basis for trust,
emotional involvement, and possibilities for
authenticity. For the interviews as well as field-
notes, initial coding consisted of multiple read-
ings of the transcripts to identify recurrent
themes, coding the transcripts by themes, en-
tering verbatim text into electronic files for
each of the coded themes, subdividing cate-
gories of text to refine the concepts, seeking
explanations for discrepancies, and examining
how the themes relate to the dimensions of
doctor-patient relationships selected for study
as well as to the three theoretical perspectives
on them.

Coding of transcripts entailed assigning
themes to segments of text based on a line-
by-line reading known as open coding.” Re-
reading the coded text, categories were added
to make fine distinctions reflecting as many
shades of meaning as were evident in the
data. Concepts were identified and elaborated,
relying upon an approach known as the con-
stant comparative method.?* For example, for
text coded as emotional involvement with pa-
tients, comparison of insights arising from var-
ied sources (e.g., different patients, patients
and providers, inpatient and home care) per-
mitted examination of the circumstances in
which issues and their broader consequences
arose, and ultimately led to refining concepts
through subdividing themes or combining
them to identify overarching forces. To en-
hance the validity of findings, patients were
asked in interviews about the importance of
emerging themes. An independent expert in
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Table 3

Examples of Sequences of Questions in Interviews with Physicians and Patients

Topic and Function

Examples of Questions

Physician questions on emotional involvement with patients
Broad question
Probe
Probes re functionalist
presumption re well-being
of patients
Probes re personal strategies

Does provision of end-of-ife care typically involve distinctive relationships with patients?
Does it generally entail intense emotional involvement with patients?
e Is there any truth in the cautionary warning that emotional involvement with patients
may cloud clinical judgment and be detrimental to patients’ well-being?

e Do you have personal strategies for setting boundaries around your emotional
involvement with patients?

e Are there liabilities in maintaining too much distance from patients?

Probes re well-being of providers

e Do you find the frequency of dealing with death taxing for you personally?

e Has burnout been a factor for any of your colleagues? Or for fellows?
e How can it be avoided?

Patient questions on expectations of doctors
Broad questions

Thinking about hospice care, what event best captures the nature of your relationship

with doctors? What was particularly good about it? What was not?

Probes re:
Functionalist perspective
Patient-centered model
Relationship-centered
model
experience of it

To what extent do you rely on your doctor as...
e someone to place your trust in for clinical decisions for your illness
e someone whose consultation you seek for technical advice in planning your care
e your partner or collaborator in dealing with your condition
e someone who understands the meaning of your illness and participates in your

qualitative analysis confirmed the soundness of
the linkage between data and themes. To as-
sess the salience of conclusions to providers,
themes and associated text were shared at
grand rounds and teaching sessions with med-
ical residents, oncologists, and palliative-care
providers who were asked to reflect on their in-
terpretation. Theoretical saturation,'® 7?2 the
qualitative analogue to statistical power, was es-
tablished by confirming that analysis of tran-
scripts of the most recent interviews and
observations did not generate significant new
themes.

Results

Findings are organized to address the di-
mensions of doctor-patient relationships dis-
tilled from the three theoretical perspectives
(Table 1) and to examine their implications
for patient-centered care. Major themes are il-
lustrated by verbatim quotations from the tran-
scripts of the interviews. Unless otherwise
attributed, quoted responses are those of phy-
sicians providing palliative care.

Range of Patient Needs Addressed

Hospice and palliative care have emerged
partly as a response to acknowledgment of un-
met needs among patients nearing the end of

life. As illustrated in the observations reported
in Tables 4 and 5, these needs are distinctive in
their breadth, often requiring expertise from
diverse fields to effectively address them; they
often present issues whose resolution demands
creative strategies to successfully negotiate the
barriers imposed by organizational and finan-
cial requirements of an acute care-
oriented system ill suited to palliative care; and
they may obligate providers to bend clinical rou-
tines to meet the needs of patients or their fam-
ilies. The moral and technical complexity of
issues that arise in addressing these needs
may lead to their being overlooked earlier in
the history of the illness or, if they do surface,
to their being ignored by patients and family
who find them overwhelming.

Satisfaction of such unmet needs generally
eludes the prescriptive approaches of the first
two models of doctor-patient relationships.
The functionalist model, concerned about
curbing excesses that may arise from unrealis-
tic expectations of patients and unbridled
enthusiasm of providers, is absolute: Doctors
must scrupulously limit their sphere of influ-
ence to areas strictly relevant to their expertise.
Similarly confining is the patient-centered per-
spective on legitimate territory for interven-
tion: It is the patient’s consumer prerogative
to disclose needs and shape the agenda for
a medical encounter. Vigilance in adhering
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Table 4
Juggling Needs: Inpatient Hospice Observation

A 73-year-old man with acute myelitic leukemia; diagnosed 3 months prior, transfusion-dependent, transferred to inpatient unit
from another hospital; conversation between patient and clinical staff (italics).

Why did you come?
I came to the hospital to die; I have terminal leukemia.

Are you in pain?

Yes. I don’t like painkillers because they constipate me; I have a high threshold for pain, but not too much. — The transfusions
got to be too much; up at 6:00 a.m., got to the hospital at 8:00; had to wait for 11:00 for lab work and then another 3 hours for
results; once I was there until 7:00 at night. The next day I don’t feel well — bleeding from my nose into the back of my throat;
the platelets don’t kick in right away. Then it’s time to start the cycle all over again.

I don’t want you to be stoic with pain, because we can control your bowels and if you wait too long for pain medication, then it’s harder to control
your pain.
All I ask of you, when I have to go, make it as painless as possible.

Has the hospice team come to your house, the nurse and everyone?
They’ve been very good. [Mary] was very compassionate.

Do you have any thoughts about returning home? You know, this is a short-term stay unit. Things are not going to be 100% controlled here, but
we will do our best and then we discharge patients, to home if possible.

I don’t want to turn my apartment into a hospital room (tears up); my wife has lung CA, which is controlled, thank God. I have
no quality days left — what are they going to do, transfuse me 5 days a week?

I don’t want to be a burden on my wife; her first husband died at home. My daughter lives in New Jersey with 2 kids; they want
me to hang around as long as I can, but what can I do? I can’t fight it, it isn’t going to get better. I want to spare everyone. The

end should come quicker than later.

Clinicians, outside his door:
How long is he likely to have?

—Probably 2 weeks or less, but sometimes a long time. His platelets are declining.
1t’s too bad he came in so early. We'll tell him what to expect, hopefully get him home, and then come back here to die.

to this rule is essential to preserve patient au-
tonomy. Observation of hospice care suggests
that success in meeting the expansive and
sometimes conflicting set of challenges is
more effectively achieved through collabora-
tion among providers, patients, and family
members, most consistent with the relation-
ship-centered model.

Effective end-of-life care requires coordi-
nated input and actions from diverse disci-
plines, implemented across multiple settings
(e.g., in the home, inpatient hospice, nursing
home, and sometimes the emergency depart-
ment and/or critical care unit of the hospital).
To be effective in addressing patients’ needs in
this environment, it takes a team:

We rely heavily on the interdisciplinary team,
which makes a plan of care for each patient —
pastoral, social work, nursing, medicine, and
bereavement. That (teamwork) helps me to
deliver individualized care. I think maybe
this is the strength of palliative care and hos-
pice: It is to really tailor the care to the pa-
tient, with a multi-faceted view.

Integration of expertise was most evident in
team meetings for patients on the inpatient
unit, such as the woman with endrometrial
cancer (Table 5), as well as in development
of care plans for patients at home.

Addressing patients’ needs for maintaining
their identities as their illnesses progress is
central to the delivery of effective hospice
care and requires sensitivity to their belief sys-
tems and models of health and illness. Pro-
vider capacity to respond, however, may be
constrained by organizational and financial
considerations, such as those complicating the
care of the man with leukemia (Table 4). Pro-
viders may confront clinical routines that are in-
sufficiently flexible to respect the individual
needs of patients. Creative responses are
evident in the following examples:

We were treating a Buddhist [whose] family
was chanting and insisting on no pain med-
ications, as he had to be lucid to cross over.
At some point, I had to intervene because
he was suffering too much. Similarly, they
didn’t want anyone to touch the body right
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Maintaining the Patient’s Identity: Inpatient Hospice Observation

A 33-year-old woman with endrometrial cancer, metastasized to her bones; expected to die in the inpatient unit. She was lucid
but had trouble speaking, so she communicated nonverbally or through written notes. Conversation outside her room

between family and clinical staff (italics).

Hospice Nurse: She may be dying. I can’t say with 100 % confidence. But be prepared: Say what’s in your heart. You can’t appease her pain, but

you can help her by listening to what she’s saying.
Mother: But we can’t understand what she’s saying.

Listen in other ways; sit with her and try to feel it with her. Allow her to be with her pain. It’s hard to face someone who you love who is in terrible

pain.

Sister: Is there something we should say? About it being okay to die?
Say what feels right to you. Let her know in some way that you know she is dying. — When she’s lucid, ask her what’s going on with her. How does

it feel emotionally?

Sister: I'm concerned that she is holding on for others, not for herself. Her boyfriend is committed to taking her home. He’s
convinced that she’ll go home and live on. He’s driving me crazy.

Well, she’ll probably hold on as long as he does.
[Next day]

Physician: My goal is to try to maintain her for the 18th (the opening of a retrospective of her artwork).

Mother: Can you?

Well, the hospital may not like it, because one of us will have to accompany her, but we can put a wig on her, pump her up for a 5—10 minute

appearance. I'd try to find out from her if she wants that.
Mother: But what about the Foley [catheter]?
We'll hide it, make it look like a purse.

after death — I had to pronounce him dead
without putting a stethoscope to his chest.

I keep reminding the staff that this is the pa-
tient’s last moment — and one that the family
has to live with. So, we gave a miniscule
amount of fluids to a man because his wife
felt that otherwise they were starving him
to death. Her son was sensitive to this, say-
ing: “Yes, give him life support, but I know
it’s not needlessly prolonging [his life].”

Both of these examples involve bending estab-
lished procedures: in the first instance, omit-
ting an accepted practice in determining that
the patient is dead; in the second, modifying
a feeding protocol without subverting its over-
all purpose. In both cases, slight departures in
practice made a difference in providing extra
comfort to patient and family at critical stages
of their care.

Source of Authority

In making clinical decisions, providers rarely
relied strictly upon their status as experts in
asserting authority. End-of-life planning was
regarded as a multi-faceted process of recon-
ciling myriad considerations and as such was
deemed incompatible with the narrowness of
this posture:

For addressing difficult issues, like institut-
ing a Do Not Resuscitate order, you have
to establish trust, and trust is based on

feelings. It’s not like you are the cardiolo-
gist, you have the knowledge, you showed
authority and [patients] think you are right.
This is different.

Yet, several of these same providers pointed
out that, in particular circumstances, it may
be necessary to resort to authority based on sta-
tus to suit the needs of patients and/or family
members:

It depends on the situation. Sometimes, I
am called on to be paternalistic. This is
where people are having a lot of difficulty
making a decision or feeling guilty about
the decision that needs to be made. For
example, for people who understand that
a feeding tube would not be the best thing
for their family member because - it’s going
to make them more uncomfortable, or what-
ever. They know but they’re having a lot of
guilt feelings ‘cause other family members
are saying, “Well, you’re not going to let
‘em starve, you know, you got to feed
them.” In situations like that, I may be pater-
nalistic and say, “I'm not going to feed your
mother, and this is why.”

While these views refer to similar clinical situa-
tions, they suggest varied strategies that share
in common their genesis in a deliberate con-
sideration of distinctive aspects of the patients’
situations. While the latter physician chose to
impose a decision based upon her position,
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her rationale for this behavior is consonant with
the principles of the relationship-centered
model. In both instances, assumption of a spe-
cific posture is based on consideration of the
needs of the patient, not the personality of the
provider. Neither of these views abides by the
constraints assumed by the functionalist model;
rather, they support a more fluid stance, in
which the mode of exerting authority is medi-
ated by a broader knowledge of the patient’s
and family members’ experience of illness.

Several respondents expressed comfort with
the patient-oriented, consumer model wherein
authority is enacted through exchange of
knowledge and physicians issue advice rather
than orders.

I feel that we’re information providers,
more than anything else — the same way I
wouldn’t impose my religious beliefs on a pa-
tient, I wouldn’t impose my medical beliefs
either. Basically, my goal is to provide as
much of an objective evaluation of the dif-
ferent modalities and choices that patients
have.

Providers who embraced this perspective gen-
erally acknowledged the importance of main-
taining balance in providing information,
even if this requires offering evidence support-
ing treatment strategies that are at odds with
each other:

And to be objective means that you have to
sometimes say, “Look, this palliative chemo
isn’tgoing to cure you, it’s probably not going
to make you live any longer; maybe it’s going
to give you side effects; it might not. It might
improve your quality of life, it might not. The
choiceisyours. The other option is not to take
this medication, and we’ll try and work on
your symptoms and issues as they come up,
and take it from there.”

This approach demands symmetry; providers
must be prepared to consider treatment infor-
mation offered by patients, which is often exten-
sive, as described by one medical oncologist:

Patients will usually come with printouts
from 20 different trials. And I'm quite pa-
tient — but unfortunately I have to shoot
down almost everything that people bring
in. I have to say I can’t remember someone
who brought something to my attention

[for which they were] an appropriate candi-
date. But that’s part of the process. It’s part
of empowerment — patients try to regain that
power through knowledge.

Implementation of this mode of authority
poses challenges. The burden of uncertainty
that so often accompanies medical decision
making may be passed on from physicians to
patients:

Sometimes we don’t know where we are
along the course, the trajectory of the ill-
ness. We are not exactly sure where we
stand. Are we really at that moment [for ini-
tiation of palliative care] — we don’t want to
miss any opportunity to deliver more aggres-
sive care. [With] all the facts that we present
to the patients, there’s a lot of uncertainty.
And sometimes we simply don’t know which
one is the good option. And then we throw
it all at the patient. And then he has even
a harder time than us.

Some physicians expressed concern that full
delegation of authority to patients under these
circumstances may constitute an abdication of
provider responsibility, de facto abandonment.
For providers, meaningful exchange of knowl-
edge depends heavily upon their ability to
explain the complexities inherent in various
care options:

We talk about patient autonomy, which has
all sorts of implications, but it takes a lot of
experience to really get to a place where ev-
erybody understands what’s going on, and
decisions are made so that the patient really
is the ultimate final person deciding with
full knowledge of what is being done.

The majority of providers, though they may
vary their posture from imposing a decision
as experts to advising as consultants, appeared
to ground their approach in the relationship-
centered model; they tended to engage pa-
tients in an exploration of values and prefer-
ences, clarifying areas of concern, and
relating them to care options. Exemplifying
this approach, one respondent characterized
the role of palliative care providers as:

Being very skilled listeners and communica-
tors, being able to understand people’s
values and goals. So that means that most
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of the time I don’t do most of the talking.
[It] means me being able to say, “Okay, so
what I hear you saying is that your father is
the type of man that if he couldn’t be out
there putting on the golf course, life
wouldn’t be worth living. Or, your father’s
the type of man that if we wheeled him on
the golf course with a blanket over him,
that would be okay. So if that’s the case,
then this may be the best option for you to
consider.”

In this manner, physicians attempt to enter the
patient’s world and help interpret the conse-
quences of treatment options for someone
living in that context. The culmination may
be presentation of evidence for alternative
options, delivery of an expert opinion as to
the best course, or continued participation in
a process of weighing values, preferences,
evidence, and options.

Development and Maintenance of Trust

End-of-life care affords a heightened con-
text for discerning essential prerequisites of
trust, particularly as patients and their doctors
consider a shift of emphasis from curative to
palliative goals. Acknowledging the limits of
medicine can be difficult for both parties and
may provoke a reconsideration of the basis of
the bond between them. There was a consensus
among providers and patients that belief in the
provider’s technical competence is absolutely
necessary to maintenance of trust in this situa-
tion, but not sufficient. Knowing that the phy-
sician cares is key:

You earn patients’ trust by being able to
present yourself as a knowledgeable physi-
cian, and also a caring physician. Patients
appreciate and can quickly pick up basically
if you're a physician that is actually inter-
ested in their case, and that I think goes
a long way.

What I would look for in a physician myself
[is] a human touch and that they truly care.
They don’t have to be Einstein, they don’t
have to know everything there is to know
about a disease but they’re lookin’ out for
you. (Medical Oncologist)

I rely on my oncologist, given his knowledge
and number of years of doing this. Also

[important to developing trust is] the way
the doctor approaches the patient: if there
can be somewhat of a relaxed mood when
speaking with a patient, and not being
rushed. And, of course, a very sick person
needs reassurance. (Patient)

Interviews as well as observations disclosed the
development of a bond, indispensable to trust,
based on the conviction that patients would
not be abandoned, regardless of the unpleas-
antness of the illness or the uncertainties of
the therapy. This connection was palpable
upon entering the patient’s room and was a
recurrent emphasis in conversations about
trust:

I think when patients are suffering, they
have to know that the health professional
can feel and acknowledge it, and even if
they’re not on their best behavior, the physi-
cian is there to walk with them through
whatever the particular medical challenge
is. I think that even if [patients] have
a bad reaction to IV contrast dye or the med-
icine makes them really sick, if you have cre-
ated that feeling that you are there because
you want to help them and that you are
accepting them as they are, they will trust
you.

The importance of being there for the patient
emotionally was coupled with the obligation to
be there instrumentally; for example, to perse-
vere in satisfying the patient’s needs for
information:

I think knowing that you will maintain your
interest in the patient is really what inspires
their trust. They gain confidence. The fact
that a patient will ask a question and a doctor
will call them back and answer their ques-
tion seems to inspire a fair amount of trust.
The other thing is knowing that all their is-
sues will be addressed. (Medical Oncologist)

Several physicians called attention to the im-
portance of making explicit a shared humanity
that transcends differences in expertise and
status that separate doctors and patients:

If you treat a patient as if they were a family
member, then they will trust you. And I
think if you approach someone with honesty
and without arrogance that they will trust
you. (Medical Oncologist)
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I believe that there’s a certain amount of dis-
closure that’s necessary, a certain amount of
humanity. We may try to hide behind that
white coat, but we’re just human beings.
(Medical Oncologist)

Beyond technical competence, the building
blocks of trust appear to be establishing an
emotional bond and a basis for genuine
interaction.

Emotional Involvement of Doctors
with Patients

Emotional involvement of physicians with
their patients is suspect in one model, irrele-
vant to the second, and central to the third.
Sharing emotions is viewed as a precursor to
emotional identification; concerns about ad-
verse consequences of such a bond frame the
disparate positions of the three models as fol-
lows: 1) the prospect that emotional involve-
ment of physicians will cloud their clinical
judgment to the detriment of the patient’s
well-being, 2) the possibility that emotional de-
pendence of patients will undermine their au-
tonomy and destabilize the consumer-provider
relationship, and 3) the likelihood that emo-
tional identification will generate intolerable
stress on physicians and lead to an untenable
work life.

The value of emotional display to patients
was always evident in this study, in observations
and interviews.

My doctor’s show of emotion lets me know
he’s human and sees me as a fellow human
being. That’s very important to me.
(Patient)

Emotional involvement served as a passport for
entering the patient’s world. Patients rarely
voiced reservations. The equivocation evident
in the following comment was an exception:

Hopefully [physicians in training can find]
a way by which they can express their feel-
ings and their empathy — but yet still be
able to hold a certain degree of balance.
They need to know how to hold feelings
back. I would not want a medical person
who sobs in my presence. That would be
very unbecoming, but [I do want] someone
who’s sympathetic and understanding.
(Patient)

Patients’ reservations were generally confined
to concern for the well-being of their physi-
cians, not their own comfort. Among physi-
cians, regard for patients’ feelings as well as
acknowledgment of their own vulnerability
was evident, but endorsement of the impor-
tance of emotional engagement prevailed.

I laugh with my patients. I pray with them if
that’s a request that they have. I really
couldn’t see practicing medicine any other
way. I don’t cry with them — only... in the
privacy of my own office because no patient
needs to be burdened by seeing me cry.
What they need from me is compassion
and also strength and decisiveness and com-
petency in medical care.

In no instance was emotional display or associ-
ated identification with patients acknowledged
as a threat to clear-headed decision-making;
rather, such personal involvement was viewed
as inevitable in establishing effective relation-
ships. Variation in physician behavior with
respect to how they show their emotions
appeared to be dictated more by the doctor’s
personality than by their perceptions of
patients.

I’'ve cried at the bedside, I cry in the clinic.
Sometimes I can’t cry ’cause I'm all cried
out, and sometimes I’'m just numb. But I
think it maintains your humanity. And
when patients see it or their families see it,
they realize that you're not that person in
the ivory tower, that you’re a real person.
(Medical Oncologist)

Such openness and expression has a corol-
lary in the potential toll on doctors, as voiced
by a long-time hospice physician:

If you are a good physician, I think you are
always involved in a certain way with your pa-
tients, although you need something to pro-
tect yourself. You cannot be an open sore all
the time while exposed [to] all those tough
cases, because you won’t be able to do your
work.

How can doctors whose daily work lives are de-
voted to end-oflife care protect themselves?**
According to the functionalist perspective on
relationships, containing one’s emotions is
the only viable course for avoiding a slippery
slope. In contrast, the responses of hospice
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providers to this issue demonstrate a range of
mechanisms for coping under these circum-
stances. The conviction that they did a good
job despite the difficult terrain was offered as
a source of comfort in interviews with eight
physicians. Five mentioned internal rewards
from the work in this context, and three cited
the opportunity for personal growth and learn-
ing from patients. Familiar mechanisms for
avoiding burnout included sharing feelings
with colleagues and maintaining boundaries
between professional and personal lives. Nev-
ertheless, there was no denying that maintain-
ing equilibrium—balancing the demands of
clinical acuity, personal engagement, and emo-
tional stability—is an active process demand-
ing continuing introspection and adjustment.

It’'s not for everybody. (Laughs) You cer-
tainly have to have accepted that life is lim-
ited, have [done] some thinking about
that. All your patients will die. I can’t see
how you can play a role in this field if you
are angry at every patient that you will lose;
obviously, it won’t make sense. So I think
you have to have some kind of reflection
on life and dying. And be emotionally in
balance.

But sometimes we can be off balance. Let’s
say when we have a week with 10 deaths,
we wonder where we are, what kind of busi-
ness we are in. And sometimes, I must tell
you, even though we know that they will
die, we say: “Did I do something wrong?
Did I hasten death? Did I miss the point?”

Establishing Authenticity

Related to emotional involvement, but less
tangible, is development of an authentic
mode of interacting with patients, reflecting
a genuine appreciation of their individuality.
Irrelevant in the first model of doctor-patient
relationships and superfluous to the contrac-
tual arrangements central to the second, au-
thenticity is the hallmark of the third, the
relationship-centered model. According to
this perspective, doctors and patients partici-
pate in relationships as distinct individuals
rather than types, guided by a process of col-
laboration rather than by professional obliga-
tions of physicians or autonomous rights of
patients. For physicians, this approach

requires more spontaneity and potential vul-
nerability than adherence to prescribed roles.
The latter can be learned and practiced in
training as standardized approaches, while
the former requires a process of introspection
and self-discovery.

If you use cliché words [with patients] they
get irritated. They feel like you are treating
them like material. And they get offended,
and they don’t trust you. If you act like you
are detached from them, it may help to
keep you protected, but you don’t help
them.

You have to understand what they feel. Then
you can converse better with the patient and
family, because they know that you
understand.

Patients confirmed the importance of this
quality to their comfort with doctors:

I like to feel [my doctor] is talking to me as
though I were his brother. Not only because
I expect to get the same advice, but also be-
cause I can feel the sincerity, like I'm a per-
son in his life. We’re two people relating to
each other. (Patient)

Patient disclosure is essential to diagnosis and
treatment and a prerequisite for seeking care.
Physicians, who look for commonalities in
such disclosures to establish diagnoses, are
confronted with patients who seek confirma-
tion that their doctors see beyond their diag-
nosis, that their individuality is respected.
Physicians’ self-disclosure can be central to as-
suring patients that they are understood as in-
dividuals—that the doctor cares about them,
that they are not merely another case.

I find it helpful to share my own experiences
with patients, to some extent. If I have
some young people with a dying parent,
I’'m never hesitant to share what my experi-
ences were when my father was dying — just
to give [them] some common ground to
relate to and show that you’re a human as
well.

This quote illustrates the importance of sym-
metry: The doctor, in permitting patients to
see her as an individual, provides assurance
to patients that, as a physician, she appreciates
their uniqueness.
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Authenticity is an elusive quality, and
providers were asked about their capacity for
expressing it.

You really have to be comfortable with your-
self. That’s the bottom line. If you have to
use a script to do it, that’s okay because it
takes a while to be comfortable. I think
we’re always afraid of how somebody’s going
to react.

Fear of the unpredictability of patients’ re-
sponses may, at least unconsciously, promote
restrictive behavior on the part of physicians.
Over time, according to several respondents,
providers can become more comfortable with
the self-disclosure associated with spontaneity
and improvisation in interacting with patients.
Structural differences in the roles of providers
and patients introduce other barriers to
authenticity.

When anything becomes institutionalized, it
becomes difficult...to look at every patient
as an individual within that system. I think
there’s something about the very intensity
of the connection that really draws you. I’ll
just remind myself before I enter a room,
no matter how hurried - I’ll stop and say [to
myself] “Just remember, it could be your
child...grown old,” and that helps me to see
the person. [It] brings me...right into that
moment and to heck with anything else.

This strategy calls attention to the challenges
posed by the dramatic divergence in perspec-
tives on the meaning of an illness episode:
for the doctor, it is a routine part of the work-
day; for the patient, it is unique, often trau-
matic. For this provider, a conscious effort is
required to maintain the individuality of pa-
tients in these circumstances and avoid reduc-
ing them to cases.

Discussion

Study of hospice care offers a rich opportu-
nity to critically assess aspects of the role of
physicians in the doctor-patient relationship
and yield insights into possibilities for promot-
ing patient-centered care. Of particular inter-
est here are lessons from end-of-life care that
have broader application in health care deliv-
ery, their fit with prevailing models of doctor-

patient relationships, and the implications
for medical education as a potential vehicle
for change.

Lessons from Hospice Care

Delivery of effective hospice care demon-
strates the potential to serve an expansive
scope of needs. Patients’ needs at the end of
life do not respect the boundaries of medical
specialties or social service systems. Success in
addressing such an array, as witnessed in the
care plans developed at the sites observed for
this study, entails overcoming several obstacles.
First, hospice care requires too broad an ex-
panse of expertise for one provider to master—
not only medicine, but nursing, social work,
pastoral counseling, ethics, and psychology.
Second, needs are served in numerous set-
tings, with home as the central one. Third,
they are often entangled with complex social
problems that do not respond to medical inter-
ventions. Finally, they are too numerous to
address in the course of a normal workday.
Serving these needs compels a team approach,
increasingly recognized as vital across the
health care delivery system,” but difficult to
achieve. The effectiveness of hospice care in
this light is particularly evident in delivery of
home-based services. The variety of disciplines
involved, as well as their appropriate integra-
tion in a care plan, are exemplary in realizing
the promise of interdisciplinary care. Effective
attention to patients’ needs in these circum-
stances was further enhanced by sensitivity to
individual belief systems, sophistication in ad-
dressing organizational and financial issues,
and creativity in modifying clinical routines
to harmonize with the particular expectations
of patients and their families.

The manner of exercising authority in deci-
sion making sets the dynamic and tone for the
physician’s role. Hospice physicians were ob-
served to modulate their strategy to suit each
patient’s situation. They were observed varia-
bly giving orders based on their status as
experts (in accord with the functionalist
model), serving as consultants to patients
and responding to their decisions (consistent
with the patient-centered approach), and col-
laborating with patients in a process of clarify-
ing values and making choices (consonant
with the relationship-centered model). As-
sumption of a specific posture was governed
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mainly by the patient’s needs, not the provid-
er’s personality. The mode of exerting author-
ity was grounded in a broad knowledge of the
patient’s and family members’ experience of
illness.

While providers generally found the con-
sumer-oriented approach appealing in support-
ing patient autonomy and self-determination,
providing sufficient information to the patient
to facilitate the consumer role was a daunting
task. Transmission of comprehensive informa-
tion is confounded by uncertainties deriving
from unknowns in medical knowledge, bur-
dens of communicating complexities surroun-
ding what is known, and the enormity of the
consequences of suboptimal decisions. Several
physicians commented that delegating deci-
sion making to patients, in the face of these
challenges, may be abandonment in some
instances.

The experience of hospice providers illumi-
nates the challenges in implementing a dy-
namic approach to exerting authority. First,
to discern the needs of patients, which may dif-
fer from those of their families, physicians
must have extensive knowledge of patients’
lives and of the meaning of illness within that
broader context. Access to this knowledge re-
quires a practice organization that affords con-
tinuity in the relationship and associated
development of rapport. Paralleling this orga-
nizational compatibility, implementation of
this fluid approach requires an internal har-
mony: Physicians must be aware of and con-
tend with elements of their own personalities
that may limit adaptability of their behavior
to suit patients’ needs. Training can play
a role in preparing doctors to address these
challenges, as discussed below.

The relationship between hospice providers
and their patients—as they consider a shift of
emphasis from curative to palliative goals—was
generally distinguished by a heightened trust
that patients would not be abandoned, regard-
less of the unpleasantness of the illness or un-
certainties of the therapy.”® Sustaining this
trust was development of an emotional bond
and a basis for genuine interaction. Provider
authenticity in interacting with patients
provided assurance that patients were under-
stood as individuals, that the doctor cared
about them, that they were not merely another
case.

Prohibitions against emotional involvement
with patients are conveyed in medical training,
based on the long-standing supposition that
expression of emotion must be censored to
safeguard the well-being of patients and to
minimize the vulnerability of physicians. Provi-
sion of end-of-life care, however, demonstrates
that emotional neutrality—the capacity for
maintaining distance—is illusory. Emotional
responses are ubiquitous; failure to acknowl-
edge and address them may be problematic.
Itis conceivable, for example, that oncologists’
feelings of guilt and sorrow about the prospect
of giving up on their patients may delay reas-
sessment of the appropriateness of aggressive
treatment regimens and consideration of palli-
ative rather than curative goals. In this man-
ner, emotional involvement may impair
clinical judgment. Rather than proscribing or
denying such sentiments, attention to tech-
niques for identifying and dealing with feel-
ings about patients can be helpful to
physicians in keeping the interests of patients
paramount.*”

Hospice providers evidenced a range of
mechanisms for coping with the vulnerability
associated with emotional identification with
patients: appreciating the internal rewards of
the work, embracing the conviction that they
did a good job despite the challenges, and
experiencing the opportunity for personal
growth and learning from patients. Mecha-
nisms for avoiding burnout included sharing
feelings with colleagues and maintaining
boundaries between professional and personal
lives.

Rethinking Prevailing Models

Findings on hospice care belie several of the
assumptions of the functionalist and consumer
models, demonstrating a more supple resolu-
tion of the tension between a constricted set
of patient needs meriting attention, inherent
in the former model, and a range of needs dic-
tated strictly by consumer demand envisioned
by the second. Functionalist theorizers pose
rules to curb unbridled enthusiasm and unlim-
ited demands: Physicians should confine their
use of authority to areas relevant to their
expertise. Patient-centered perspectives also
advocate restraint: Consumers have the right
and duty to set the agenda for the medical
visit. For these models, defining the territory
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for intervention is straightforward: In the first,
doctors are best equipped to know the limits of
their expertise and practice accordingly; in the
second, patients are in the best position to
know what ails them and are obligated to
choose among available services. Hospice
care, committed to serving unmet needs at
the end of life,?"*? demonstrates a more fluid
resolution: Delineation of needs and the asso-
ciated care plan evolves from a collaboration
of providers, patient, and family members.

The dynamic process of suiting the mode of
exercising authority to the needs of the patient,
generally embraced by hospice providers, exem-
plifies the strengths of the relationship-centered
model and the challenges in implementing it.
The functionalist and patient-centered models
are prescriptive, and guidelines for their realiza-
tion can be conveyed in protocols for behavior
to cover most situations. Adoption of the
relationship-centered approach demands a layer
of judgment, and preparation of physicians to
apply it poses distinctive challenges to medical
educators.

Emotional involvement of physicians with
their patients is proscribed in the functionalist
model, irrelevant to the patient-centered
model, and central to the relationship-
centered model. The experience of hospice
providers is instructive in countering the
assumption that such emotional exchange is
unhealthy to the doctor-patient relationship.
Physicians’ ability to acknowledge and deal
with their emotional responses to patients
may be critical to preserving their clinical judg-
ment and reducing stress in their work lives.
Benefits to the patient, summarized earlier,
were evident throughout the observations
and interviews conducted for this study.

Preparing Physicians to Assume New Roles
with Patients

The contribution of training to prepare phy-
sicians to play these roles may be limited by the
extent to which basic elements—e.g., expres-
sion of emotion and authenticity—depend
on personality characteristics that predate
medical school and may be immutable. Never-
theless, the perils of neglecting those aspects
of patient care known as the art of medicine
are increasingly recognized by medical
educators.

Efforts to promote authenticity in relating to
patients necessitate strategies to foster greater
awareness among physicians of how they are
perceived in their routine interactions and
the emotional consequences for patients. Vid-
eotaping of students’ encounters with patients
coupled with guided review and feedback is
a powerful mechanism for accomplishing this
aim. Likewise, interactions with standardized
patients (SPs) who are trained to portray spe-
cific roles and expose students to particular
problems and issues, along with extensive feed-
back on their performance, can be effective in
this regard. While in the past, SPs have been
used mainly to teach physical diagnosis and
clinical reasoning, they have been increasingly
used to address communication issues as
well.>

Increasing attention in the medical curricu-
lum to addressing difficult issues in patient
care is evidenced by the prominence of such
topics as giving bad news, caring for angry pa-
tients, and addressing sexuality in the medical
encounter. Consistent with much of clinical
training, the focus of such teaching is often
on learning to implement established proto-
cols for handling particular issues, such as
the SPIKES mnemonic specifying a process
for giving bad news that requires attention to
Setting, Perception, Invitation, Knowledge,
Emotions, and Stlrategy.34’35 The availability
of such protocols may be valuable to young
physicians in their initial experiences with
these issues, and reliance upon them may sat-
isfy the curriculum’s demands for efficiency.
However, protocols tend to support a view of
patients as types (e.g., who progress through
prespecified stages), potentially undermining
authenticity and jeopardizing effectiveness.
As such, protocols may be useful initially, but
unless they are incorporated into a student’s
personal style, they may lack sufficient authen-
ticity to achieve their intended effect. The role
of training in this process, while seemingly elu-
sive, has been demonstrated, not only through
use of videotapes and SPs but also by explicit
attention in clinical teaching to fostering per-
sonal awareness. Personal awareness groups,
in the context of clinical rotations as well as
continuing medical education, rely on individ-
ual feedback offered by peers and supervisors
designed to examine the impact of providers’
values, emotions, and preferences on how
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they relate to patients. Similar in purpose is
the reemergence of Balint groups run by and
for physicians, focusing on aspects of the
doctor-patient relationship and the role of
emotions.**

Physicians in this study, in interviews and ac-
tions, frequently conveyed their feeling that it
is a privilege to participate in the last chapter
of their patients’ lives, and their sense of won-
der in doing medical work appeared to extend
to a fascination with the complexity of the
bonds they develop with their patients. Train-
ing may promote and sustain this outlook™
through medicine and literature courses™ fo-
cusing on the stories inherent in medical en-
counters’*! and providing a reminder of the
common humanity that binds doctor and pa-
tient and confirmation of the individuality of
both parties as they confront the seeming im-
personality of the health care delivery system.

Conclusions

Methodologically, this study shares several of
the strengths as well as limitations of qualita-
tive research. Its facility for generating hypoth-
eses and conceptual models in underexplored
terrain is paired with its incapacity to test those
hypotheses. Similarly, the high degree of valid-
ity afforded by the intensity of data collection
is matched by the inability to establish the fre-
quency with which phenomena are distributed
in the general population (which would re-
quire probability samples and adequate statisti-
cal power). Within these constraints, elements
of the research design were aimed at maximiz-
ing the validity of the findings for the study
sample and broadening their relevance to
other contexts. Among the techniques used
were systematic sampling, comparison of per-
spectives of doctors and patients, inductive
analysis grounded in a prespecified conceptual
framework, confirmation of insights from ob-
servations with those from interviews, and sub-
stantiation of the salience of major themes
through review with patients as well as
providers.

Study of hospice care provides evidence for
challenging prominent assumptions about
possibilities for doctor-patient relationships,
questioning the merits of the prohibition on
emotional involvement, dependence on

protocols for handling difficult communica-
tion issues, unqualified reliance on consumer
empowerment to assure that care is responsive
to patients’ needs, and adoption of narrowly
defined boundaries between medical and so-
cial service systems in caring for patients. In
many instances, promoting patient-centered
care necessitates rejecting functionalist as
well as consumer-oriented perspectives on
these dimensions in favor of the more fluid,
complex, and less-well-specified precepts of
the relationship-centered model. Particularly
compelling are the lessons from hospice care
for applying this model: serving an expansive
set of needs; suiting the mode of exerting au-
thority to the anomalies of individual patients
and their situations; balancing expression of
emotions, vulnerability, and protective de-
fenses on the job; and maintaining authentic-
ity in routinely treating patients in traumatic
situations. Medical education can play a role
in preparing doctors to assume new roles by
openly addressing management of emotions
in routine clinical work, incorporating per-
sonal awareness training, facilitating reflection
on interactions with patients through use of
standardized patients and videotapes, and ex-
panding capacity to effectively address a broad
range of needs through teamwork training.
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