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Background: The quality of communication that leads to
the completion of written advance directives may influ-
ence the usefulness of these documents, but the nature of
that communication remains relatively unexpiored.

Objective: To describe how physicians discuss advance
directives with patients.

Design: Prospective study.

Setting: Five outpatient primary care medicine practices
in Durham, North Carolina, and Pittsburgh, Pennsylvania.

Participants: 56 attending internists and 56 of their es-
tablished patients. Eligible patients were at least 65 years
of age or had a serious medical iliness.

Measurements: Two raters coded transcripts of audio-
taped discussions about advance directives to document
how physicians introduced the topic of advance directives,
discussed scenarios and treatments, provided information,
elicited patient values, and identified surrogate decision
makers, :

Results: Conversations about advance directives aver-
aged 5.6 minutes; physicians spoke for two thirds of this
time. In 91% of cases, physicians discussed dire scenarios in
which most patients wouid not want tc be treated, and
48% asked patients about their preferences in reversible
scenarios. Fifty-five percent of physicians discussed scenar-
ios involving uncertainty, typically using vague language.
Patients’ values were rarely expiored in detail. In 88% of
cases, physicians discussed surrogate decision making and
documents to aid in advance care planning.

Conclusions: Although they accomplished the goal of
introducing patients to advance directives, discussions in-
frequently dealt with patients’ values and attitudes to-
ward uncertainty. Physicians may not have addressed the
topic in a way that wouid be of substantial use in future
decision making, and these discussions did not meet the
standards proposed in the literature.
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rofessicnal societies, citizens’ groups, legisl:

and the courts all advocate the use of adv
directives to ensure that physicians respect
wishes of patients with regard to treatment a
end of life (1-5). Physicians are encouraged ¢
cuss these issues in the outpatient setting whil
tients are healthy and competent. Despite ent
asm for the use of advance directives, rest
raises doubts about the ability of advance direc
to infleence care (6-12).

To understand why these documents do not
as intended, investigators have examined many
ets of the advance directive process, such as
form of the document used, the durability of ¢
tives, and the ways in which directives are i
preted (6, 8, 13, 14). However, the quality of
munication between physicians and patients
leads to the creation of a written directive ren
largely an unexplored black box.

Studies of advance directive discussions su
that physicians do not provide patients with
quate information (15, 16). However, these st
used role playing or standardized patients T
than actual patient—physician encounters or lz
generalizability, typically studying housestaff co
sations with inpatients about do-not-resuscitat
ders (16-20).

We sought to learn how attending physicia
outpatient practices discuss advance directives
their patients and to observe how closely these
cussions adhere to the informed consent mode
scribed in the literature. :

Methods

Participants

All primary care internists at five practice sii
Durham, North Carolina, and Pittsburgh, Pe:
vania, were eligible for the study; only the
investigators were excluded. The sites were twc
versity-based general medicine practices, two 'V
ans Affairs general medicine practices, and one¢
versity-based geriatrics practice. Patients were el
for the study if they were at least 65 years of a

See related article on pp 495-500.
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Table 1. Major Coding Categories for Discussions about
Advance Directives and Samples of
Specific Codes
Discussion Task Specific Codes
Describe advance directives Describes advance directives
accurately
Describes advance directives
inaccurately
Mentions that patient can change

mind

Discussion is for a research project

Physicians are supposed to talk about
this with their patients

Righit 1o make decisions about one's
own care

To determine what the patient wants
and to prevent care that the patient
does not desire

Learns whether advance directive
exists

States that physician will provide
forms

Refers patient to social worker or
attomney

Dire scenaric

Disabling illness

Reversible illness, cure assumed

Quantitative probability

Qualitative probability

Uncertain event, no probability
described

Cardioputmonary resuscitation

Mechanical ventilation

Artificial nutriton or hydration

Admission to mtensive care unit

Describes medical procedure

Determines what the patient knows

Elcits values, goals, and reasons

Statements of vaiues, goals, and
reasons

Spedific reasons

ldentifies specific surrogate (such as
spouse, child, or sibiing}

Agdvises discussion with surrogate

Give rationale for discussing
advance directive

Discuss agvance directive forms

Discuss scenarios and freatments

Provide medical information

Elicit patient values

Identify surrogate decision makers

had a serious medical itiness (including cancer; pre-
vious cardiac arrest; HIV infection; renal insufficiency
[creatinine concentration >3 mg/dL (250 pmol/L)
or long-term dialysis]; and chronic obstructive pul-
monary disease, congestive heart failure, or cirrhosis
severe enough to cause two hospitalizations in the
past year) that made discussion of advance direc-
tives relevant. They had to speak English, had to be
judged competent by their physician to make med-
ical decisions, and had to have not previously dis-
cussed advance directives with their physician. We
studied one patient per physician.

After physicians indicated a convenient clinic ses-
sion, we randomly selected an eligible patient with
whom the physician would “discuss advance direc-
tives in whatever way you think is appropriate for
this patient.” If physicians felt that such a discussion
was inappropriate for that patient, they were asked,
in order, about the next eligible patient until a patient
was chosen. If no eligible patients were available,
we selected another clinic session and repeated the
process. We called eligible patients before their visit

and renAnacted their rancent tn narticinate in a cmdv

“to learn how doctors communicate with their pa-
tients when making decisions about future medical
treatments.”

Data Collection

We audiotaped the selected encounters from 1
April 1994 and 30 October 1994. Physicians com-
pleted a self-administered survey that asked about
their background and attitudes toward advance di-
rectives. We obtained demographic and attitudinal
data from patients in face-to-face interviews. The
protocol was approved by institutional review
boards at the Duke University, Durham Veterans
Affairs, and University of Pittsburgh medical centers.

Data Analysis

Code Book Development

All audiotapes were transcribed and coded. We
developed the code book through an iterative pro-
cess (21). First, we created general coding catego-
ries for all pertinent topics identified in the litera-
ture (4, 18, 22-25). Although no clear consensus
exists about the ideal content of these discussions,

. experts generally recommend a model that reflects

the established standards of informed consent (26,
27). After explaining the rationale for advance di-
rectives, physicians should describe the nature of
potential procedures and the risks, benefits, and
likely outcomes of and alternatives to these treat-
ments. They should learn whether patients desire
treatments under specific scenarios (23, 28). Others
also advise physicians to attend to patients’ values
and to identify surrogate decision makers (16, 22,
29). All agree that these discussions should be con-
ducted in an empathic manner, with sensitivity to
patients’ emotional needs {16-18, 25). Because this
model is not empirically derived, it is only a best
approximation for judging discussion quality; it is
not a gold standard.

On the basis of the model, we coded the ways in
which physicians accomplished the following tasks:
introducing the topic, describing advance directives,
giving rationales for advance directives, describing
pertunent forms, discussing scenarios and treat-
ments, providing medical information, eliciting pa-
tient vaiues, and identifying surrogate decision mak-
ers. We also developed codes to evaluate the quality
of the overall communication process. For each
general content area, we formulated a list of specific
codes (Table 1).

Next, the research team read the study tram-
scripts to ensure that the coding system captured all
relevant issues. Coding categories were adjusted as
necessary. After developing a draft of the code
book, the research team coded a subset of tran-
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rules. The final code book contained 70 items span-
ning 11 topic areas (Appendix). A copy of the com-
plete coding instrument is available from the au-
thors on request.

Reliability of the Code Book

Two raters independently coded all transcripts.
The raters applied as many codes as necessary to
the contemt of each speaker’s “turn,” which was de-
fined as a segment of uninterrupted speech. « scores,
used to measure interrater reliability, were greater
than 0.40 for 58 of the 70 codes, indicating moder-
ate or better agreement. No codes with « scores less
than 0.40 were used, with one exception. The code
for “dire scenario” had a x score of 0.39, was
present in 91% of cases, and represented a central
concept that emerged repeatedly in qualitative anal-
ysis. Disagreements in coding were resolved by con-
sensus between the two coders. Disagreements re-
mained in 11% of cases and were resolved by the
entire research team. The following statement illus-
trates a case in which the team initially disagreed
about whether the scenario was truly dire but, after
discussion, decided to apply the code.

OK, what if you became ill, for example with some-
thing like a stroke. You were ip the hospital and you
were in 3 coma, all right. There was very little chance
of you ever coming out of that coma. In other words,
you could breathe and your heart was still beating, but
you couldn’t really think about things.

Statistical Analysis

We entered the coded trapscripts into the Unix
Text Analyzer database (University of Pittsburgh
Center for Medical Ethics), which facilitates index-
ing and retrieval and is capable of quantitative as-
sessments of qualitative text (such as frequency
counts on codes) (30). We calculated frequencies
for each of the codes and used the chi-square and
t-tests to identify variables associated with presence
or absence of specific codes. We used standard
gualitative methods to analyze communication ap-
proaches and relevant sections of coded text (21).

Results

Participants

Sixty physicians in five practice sites were eligible,
and 56 agreed to participate (93%) (Table 2). The
median age of the physicians was 37 years (range,
28 10 63 years); 56% were men, and 93% were
white. They spent a median of 18 hours per week in
direct patient care (range, 2 to 50 hours per week)
and had practiced medicine for a median of 10
years (range, 3 to 38 years). Ninety-five percent of

nhvciriance cratad that thev falt comfnrtahle talkine

Table 2. Characteristics of Physicians and Patients

Characteristic v
Physiclans™
Median age (range), y 37(2
Men, % 56
White, % 93
Median length of practice (range), y 1003
Median time per week spent in patient care
(range), h 18{2
Median duration of the patient=physician
refatonship {range), ¥ 1.2(0
Patients?
Median age {range), y 72(5
Men, % 68
White, % B84
Less than a 12th-grade education, % 66
Median predicted S-year survval {range), % 72(9
* Fifty-sic of 60 eligible physicians (93%).

+ Frity-six of 81 efigible patents (63%).

to patients about advance directives, but 61%
discussed advance directives in the outpatient st
Eighty-nine patients were eligible for the
In 8 cases, physicians refused the discussion be
they felt that the patient was emotionally un
or had had too few previous visits. Fifty-six ¢
81 recruited patients (69%) agreed to partic
Their median age was 72 years (range, 58
years); 68% were men, 84% were white, and
had less than a 12th-grade education. Twen'
percent of patients rated their overall health a
good or excellent, 27% rated it as good, and
rated it as fair or poor. The patients had k
their physicians for a median of 1.2 years {rai
month to 12 years). The median chance th:
tients would survive for 5 years, according to
physicians, was 72% (range, 9% to 97%). P
pants and persons who refused did not differ !
icantly in any measured variables, except that

participants were Catholic.

Cornmunication Process

The median advance directive discussion
5.6 minutes (range, 0.9 to 15.0 minutes). Phy:
spoke for a median of 3.9 minutes (range, !
10.9 minutes), and patients spoke for the rem
1.7 minutes (range, 0.3 to 9.6 minutes). Wh
troducing the topic, 93% of physicians state:
they were discussing advance directives, alt
20% attributed the discussion only to a re:
project. Usuvally, the conversation ended w
any specific follow-up plan. Forty-three perci
physicians mentioned the possibility of future
versations, 55% discussed advance directive :
and 25% asked patients whether they had que:
Only 16% of physicians told patients that they
change their mind.

In general, physicians were unlikely to atte

the emotional content of discussions. Only 2!
nhvsicians acknowledeed that talkine ahout ac



Table 3. Presentation of Scenarios

Scenario Physicians Who Discussed
Scenano, n (%)"

Dwet 51 (91}

Dire only 14 (25}
Uncertains 31 (55}
Uncertain only 0

Reversible§ 27 (48)
Reversible only 0

Dire and revers:ble only 7413

Drre and uncertan only 11 (20}

Uncertain and reversibie only 1(2)
Dire, uncertain, and revers:ble 19 (34)

* Chromic dnability scenanoy, whieh wore Gcussed in 29% of cases, are not nciuded n
the table

10 dsCussans of dwe scenanos, patents were charactenzed 25 permanently uncen-
200Uy, confined 10 an micmve care unit indetinstely, about 10 die, ©r 1N an othenwse
futie situation

tin dincuswons of uncertam scenonds, physiians acknowiedged that rocovery 15 uncer-
W, thoy somElmes used QuAliLatve Of Quantitative [ANGUAgE 1O express the peoba-
bty of recovery

§ In discussions of reveruble scenanos, Cure was dssumed and Patents were expected 10
resume theyr premordid functioning

directives could be emotionally difficult; one physi-
cian said, It is a tough topic, and a lot of people
don’t think about it. Or they don't like to think
about it." Thirty-nine percent of physicians reas-
sured the patient that their current health was not
the rcason why they were raising the topic.

Framing Options through Scenarios

Ninety-three percent of physicians discussed ad-
vance directives by posing hypothetical scenarios
and determining patient preferences in these sce-
narios. The thrce most common categorics were
dire scenarios, reversible scenarios. and uncertain
scenarios (Table 3). In dire scenarios, patients were
described as permanently unconscious. confined to
an intensive care unit indefinitely, about to die, or
in an otherwise futile situation (31, 32). Dire sce-
narios were discussed in 91% of cases. In reversible
scenarios. which were discussed by 48% of physi-
cians, cure was assumed and patients were expected
to resume their premorbid functioning. In 55% of
cases. physicians discussed uncertzin scenarios in
which they acknowledged that recovery is unpredict-
ablc. A fourth category, chronic disability, described
hypothetical situations in which a patient is disabled
after treatment. Only 29% of physicians discussed this
scenario.

Physicians typically elicited patienmt preferences
for onc or two scenarios. In 27% of discussions
mentioning a sccnario, the dire scenario was the
only scenario discussed: and in 14% of thesc discus-
sions, only dire and reversiblc scenarios were dis-
cussed. Therefore, uncertainty was not mentioned in
41% of cascs.

When physicians described dire scenarios, they
portrayed situations in which few people. terminally
ill or otherwise. would want treatment. For example,

If you were very sick with a terminal illness | ., if you
had somcthing that could never be cured and there
was no cure available for it and you started to gt
really, really sick ...

or

If you or anyone were to get into a car accident, Jet™s
say. and had brain damage and were in @ coma, and
the doctors thought that the brain was damaged too
much. the patient would never wake ap. never be able
to talk, never be able to sce someone again, bug the
paticnt was otherwisc alive ... if your heart stopped
... would you want them to start i1 again?

Reversible scenarios were often presented as sit-
uations in which most people would want treatment.
The most common example was pneumonia requir-
ing a brief period of mechanical ventilation:

Sometimes what ¢nds up happening is that you have

ptoblems with your breathing and you need to be on
respirator breathing for you for a shon period of time.

Implicit in discussions of reversible states was the
physician’s concern that patients not reject all forms
of intensive care because of fears of extended life

support:

Remember that going on lifc support may just be a
temporary thing 1o get you over a small hump. or o
small sctback., with the expectation that you would
recover fully. And you don’t want 1o just nule out lifc
support for fear, you know. ...

Most patients told their physicians that they
would reject treatment in the face of certain death
and would desire aggressive care for reversible ill-
ness. For example, no patient stated a desire for
treatment in the dire scenario, whereas almost all
were willing to undergo even “heroic” interventions
in reversible situations. This dichotomous choice
was reflected clearly in the following statements by
paticnats:

If & person is to be felectrically] shocked - . . and come
back normal. that would be fine. But if ... you are
going 10 come back as u vegetable, why hey, forget it

Oh. well, if my heart stopped and [ wasn't out of it,
then | guess T would want it ... But if I didn’t know
what | was doing. like a vegetable, then | would not
want to Jive.

Physicians used vague language to describe sce-
narios, asking what patients would want if they be-
came “very, very sick™ or “had something that was
very scrious.” They rarely attempted to define vague
situations or to ascertain the meaning of such terms
for the patient. Physicians were particularly vague
when discussing outcomes. For example, a physician
asked, “"What if there was a chance that you wouid
not ever come out of the coma?” In 34% of cases.
physicians expressed probability in qualitative 1erms,
such as “reasonable hope.” “nearly hopeless,” “un-
likely,” “probably,” and “virtuaily uncertain.” Num-
bers were used to describe probabiiities in 11% of



cases. Only 13% of physicians mentioned potential
outcomes of lifc-sustaining trcatment other than
death and complete recovery. such as cognitive dis-
ability or ventilator dependence.

Providing Treatment Alternatives

In 96% of cascs. physicians discussed treatment
options. including cardiopulmonary resuscitation or
mechanical ventilation (88%). artificial nutrition or
hydration (25%). and admission to the intensive
care unit {16%) (Table 4). Spccific treatments were
described in 27% of cascs, and physicians attempted
to learn what the patient knew about interventions
in only 16% of conversations. In half of the cases in
which an expression such as “lifc-sustaining treat-
ment™ or “life support™ was used. no further expla-
nation was given to ensurc a shared understanding.

Eliciting Values, Goals, and Reasons

Patients’ personal values, goals for care, and rea-
sons for trcatment preferences were discussed in
71% of cases and were explicitly elicited by 34% of
physicians, For example:

Physician: Right now. cven though you do not have a
terminal condition, vou feel that you would aot want
to be resuscitated?

Paticat: Yes.

Physician: Why do vou feel that way?

Paticnt: I've been fecling that | don’t have that much
0 dive for.

In another casc. the patient was speaking about
his sick aunt:

Paticnt: If 1 get 10 that point. why prolong misery?
You know.

Phyxician: Well, what. um. ..

Paticnt: 1 mean there's no chance of her ever getting
back 10 decent health.

Physician: What is it about her quality of life now thut
you find intoicrable?

Patient: Lying in bed 24 hours a day, waiting on some-
bady . .. somebody waiting on you.

More commoniy, however. physicians did not ex-
plorc thc reasons for patients” preferences and
merely determined whether they wanted specific in-
terventions. They rarcly asked patients to definc a
good quality of lifc. and nonc inquired about what
constitutes a burden, ¢ven though not wanting to
suffer or be a burden was frequently stated as a
rcason for refusing lifc-sustaining treatment. As onc
patient stated:

(If) I'm guing to be unconscious and just kay there and
be an expense 1o sogicty, no. 1 don’t want that, Or
make the family suffer—just (o sit there and watch me,
I don’t want that. But if it is somcthing that 1 can still
be a uselul person 1o myself, yeah, 1 want everything
donc—that 1 would conlinue life.

Table 4. Presentation of Life-Sustaining Treatments

Treatment Physiclans Who Disi

Treatment, n (¢

C ardiopulmonary resuscitation 39(70)
Mechanical ventilation 4377
Cardiopulmonary resuscitation or mechanicai

ventiaton 49 {88)
Artificial nutntien o hydration 14 (25)
AdmIssion to the intensive care unit 9{16)
Other 16 (29)

Although 25% of patients expressed a desire
to bc z “vegetable,” no physictan asked what
meant to the patient.

Discussion of Documents and Surrogate Decisi
Makers

Formal advance directive documents. such a
ing wills, were discussed in 88% of cases. The
lowing is an example of a typical discussion:

(There) are options for you to write down in word:
what vou would like o have done for you or not have
donc for you in the event that you beecame deathly sick
or you weren't able to tell me what you wanted t
have done or woukdn’t have donc. Another optior
would be for you 1o formally assign someonc as :
guardian of your health in situations ... where vou'n
not able to make those decisions, for whatever rea
sop—say you got knocked on the head or you'n,
knocked unconscious or you slip into & coma or some.
thing likc that—that somcone can speak with you
voice, with your best interests at heart, and can answe
those hard questions that doctors may need o ask &
that puint.

Of note. 21% of the patients had already
pleted an advance directive without their physic
knowledge. Twenty-three percent of physician
fered to provide patients with advance dire
forms. 16% referred patients to attorneys. an
additional 16% referred patients to a social we
or another provider in their practice. Forty-five
cent of physicians did not instruct patients on
to obtain advance directive forms:

In 88% of cases, surrogate decision makers
discussed. During this discussion. 59% of pat
identificd a specific person and the remainde:
not designate anyone. Sixty-three percent of ¢
cians advised patients to discuss their prefer
with their surrogates.

Patient Reactions to Advance Directive
Discussions

Overwhelmingly, patients viewed these di
sions as positive experiences. In follow-up i
views, all of the patients stated that they were
to have had the discussion, 965 felt that it
been worthwhile, and 95% agreed with the ¢
ment that it is a “good idea for doctors to ta
their patients about advance directives.” All pa



believed that their physicians “did a good job talk-
ing about these issucs.” Only 7% felt uncomfortable
during the discussion. This paticnt’s comment was
typical:
oo It don't bother me o 1alk about it hecause, you
know, | do know things happen. And | do know [ can't

stay here always, I kgow death is coming. But 1 den’t
know what's gonna happen before death.

Discussion

We observed 56 discussions about advance direc-
tives between experienced physicians and their pa-
tients. On average. these conversations were short,
with physicians talking two thirds of the time. Phy-
sicians typically discussed extreme scenarios that
elicited little variation in preferences. Discussions of
uncertainty were vague. and physicians often de-
scribed trcatments, but rarely in any detail. Al-
though patients’ values arosc often in these discus-
sions, physicians were unlikely to elicit or explore
them. Finally, surrogate decision making and docu-
ments to aid in advance care planning were fre-
quently mentioned.

Although these conversations accompiished the
goat of introducing patients to the topic of advance
directives, their uscfulness in future decision making
seems limited. Physicians and paticnts usually dis-
cussed the casicst scenarios. Few patients would
wish to bc kept alive by machines if they werc
permanently unconscious with no hope of recovery
(33). Similarly, most patients desire aggressive carc
in a reversible scenarto when the likelihood of re-
turning to the premorbid state is high. A conversa-
tion about advance directives that probes no further
than dirc or reversible scenarios leaves most physi-
cians and familics no betier off when they confront
the more common, iess clear-cut predicaments sur-
rounding end-of-life carc. Similarly, a patient’s state-
ment that he or she “wouldn’t want to lay around
just to bc a burden on my family™ is 100 vague
without further explication (34. 35). Most of the
discussions observed in this study would not have
helped a physician struggling with treatment deci-
sions for an aphasic 80-ycar-old patient with con-
gestive heart failure and sepsis.

Various qualitative terms were used loosely to
describe outcome probabilitics. Such terms have nu-
merical correlates in the minds of physicians and
patients. but these correlates vary widely between
subjects (36-3Y). Furthermore, many patients lack
basic numeracy skills (40). Because patient prefer-
ences for lifc-sustaining trcatments differ depending
on their estimates of survival. this aspect of com-
munication deserves considerable attention,

Our results are consistent with those in the liter-

ature. Braddock and collcagues (41) found that the
clements of informed consent were rarely present
during routinc clinical decision making. In a small
cthnographic study, Ventres and associates (42) ob-
served that physicians focused primarily on lcarning
paticnt preferences for technical interventions and
ignored paticnts® goals for care. Tulsky and cowork-
crs (16) audiotaped 31 medical residents discussing
resuscitation decisions with hospitalized paticents and
found that the physicians often did not provide suf-
ficicnt information to allow patients to make in-
formed decisions.

Our study had scveral limitations. First, despitc a
high physician participation rate, our samplc was
small, and the study took place in the context of
university and Vcterans Affairs medical centers.
Clcarly, any attempt to generalize these observa-
tions to physicians and patients in other settings
must be made cautiously. Second. study participa-
tion could have affected physician behavior. How-
cver, physicians were unaware of our hypothescs
and coding categories. We specifically asked them
to communicatc in whatcver way they “normally
would.” and many told us that this was their “usuai™
discussion of advance directives, The conditions of
this study reflect the real situation that physicians
experience when they conduct discussions to meet
performance standards sct by managed care or ac-
crediting  organizations. Because the physicians
knew that they were being audiotaped, these results
probably represeat the best that the physicians
could do when discussing advance directives. In ad-
dition, these physicians were experienced clinicians
who had previously established relationships with
their patients. It is unlikely that we captured unusu-
ally poor conversations. Finally, we did not ask the
physicians about their specific goals for these con-
versations. Many view discussions of advance direc-
tives as a process. Our coding asscssed performance
in various domains, and physicians may not have
planncd to discuss all of thosc domains in onc visit.
However, follow-up discussions were mentioned loss
than half of the time. and most of the physicians
attempted to reach ciosure in a single conversation.
Furthermore, when physicians discuss scenarios and
preferences, it is appropriate to determine whether
adequate information was given to inform those
preferences.

Why dont physicians comrmunicate about ad-
vance directives in the manner advocated by cox-
perts? Most have never been taught these commu-
nication skills and have lcarned them only through
personal  experience  (43).  In addition, dclving
deeply into patients” valucs may be more emotion-
ally chalicnging than discussing patients” preferences
in “casy cases” or identifying surrogate decision
makers. Some fear that discussions of “negative™



information will have an adverse effect on the pa-
tient {44, 45). Finally, practitioncrs face severe time
pressures. During a 15- to 20-minute office visit,
physicians must review a patient’s medical probiems,
perform an examination, and perform preventive
interventions. Little time is left for discussions of
advance directives.

Alternately, the reason that physicians do not
communicate according to the model may stem
from problems with the model itself. Advance plan-
ning for. situations with high levels of uncertainty is
extraordinarily difficult, and our expectation for cli-
nicians may bc unrealistic (38, 46-48). Can paticnts
truly be informed about all of the potential scenar-
ios and treatments that they may someday confront?
If patients have not expericnced any of these treat-
ments, how closely can stated preferences approxi-
mate true feelings? Are patients more interested in
allowing a surrogate to choose for them or in de-
veloping trusting relationships with physicians on
whom they can rely to make the appropriate deci-
sion (49-52)7 We may bc better served by learning
more about patients’ lives and valoes than by en-
gaging in hypothetical conversations about future
cvents. A morc meaningful gold standard for ad-
vance care planning would derive from studies of
patient preferences for information compared with
trust and of the effects of various communication
approaches on patient care, satisfaction, and use of
life-sustaining treatments.

Most recent studies demonstrate that stated pref-
erences for life-sustaining treatments. completed ad-
vance directives, and increased discussion between
physicians and paticnts have little effect on care at
the end of life (7. 53). Institutional barriers, the
culture of medicinc, or patient attitudes may all
inhibit change. However, another possibility is that
the discussions arc not of the quality necessary to
improve the abilities of physicians. patients, and
families to make decisions in difficult cases. Our
findings support this last hypothesis. Exhortations to
increase the number of outpatient discussions about
advance directives are not likely to improve patient
carc unless we learn how to improve communica-
tion and tcach practitioners these skills.

Appendix

Discussion Codes
A. Framing of purposc
Al. The discossion is for a rescarch project
A2. Physicians are supposed to talk about this
with their patients
A3, Right 1o make decisions about one’s own
carc

Ad

A6,

AT,

To dctermine what the patient w
want or lo prevent care patient would
want

Physician generally talks to patients al
this

Previous cxperience with patient's ill
Previous expericnce with iliness in fa
or friend )

B. Living wills. advance dircctives. and dur
powers of attorney for health care

Bl. Advance directives—not otherwisc
specificd
B2, Existence of an advance dircctive
B3. Providing physician with paticnt’s adv:
dircctive
B4. Assistance in obtaining advance direc
documents
B4a. The physician can or will pro
forms
B4b. Somconc clsc can or will pro
forms
B4c. Unclear who will provide form
BS5.  Referral to social workers or attorne
B5a. Referral to an attomey
B5b. Referral to a social worker
B6. True description of advance directive
B7. Myths about advance dircctives
C. Discussion of preferences: scenarios and
treatments
Cl. Dirc scenario
C2. Disabling illness
C3. Reversible illness. cure assumed
C4. Probability
Cda. Quantitative probability
Cab. Qualitative probability
C4c. Uncertain c¢vent. no probabilit
described
C5. Cardiopulmonary resuscitation
C6. Muochanical ventilation
C7. Anificial nutrition or hydration
C8. Admission to intcnsive care unit
CY. Desire for other specific therapeutic
intervention
D. Preferences
DL Preference for treatment
D2. Preference against treatment
D3. Declines to state preference
D4. Has not thought about it

E. Provision of medical information

El

Description of medical procedure

E2. Rcquest for information about medic

E3.

procedure
Determines what patient knows

F. Vaguc terms

Fl.

Vague situations or interventions of
particular interest
Fia. Heroics



Fih. Muchines
Fle. Reasonable hope
Fid. Vegetable
Fle. Terminally ill
FI1f. Quality of lifc
Flg. Natural death
F2. Other vague terms
F2a. Vaguc scenarios or outcomces
F2b. Vaguc trcatments
F3. Specification of vaguc terms
G. Reasons, values, and goais
G1. Eliciting valucs, goals. and reasons
G2. Statements of values, goals, and reasons
G3. Specific rcasons
G3a. Not wanting to be a burden on
others
G3b.  Not wanting others to fecl guilty
H. Surrogates
HI. Surrogate—not otherwise specificd
H2. ldentity of a surrogate
H2a. Spouse
H2b. Child or children
H2¢. Sibling
H2d. Other relative
H2c. Friend
H2f. Other
H3. Discussion with surrogates
I. Communication
11. Futurc conversations
I2. Current health is not the reason for this
discussion
13. Can changc mind
14. Positive fecdback to paticnt
15. Rcflection
16. Emotional response
17. Physician opinion about preferences
18. Physician lcading statements
19. Missed opportunities
110. Documenting in medical record
J. Fricnds and family
J1. About paticnt’s family or fricnds
J2. About physician’s family or friends
K. Famous pcople
Kl. Famous pcople with living wills

Use of Codes

In the complete code book, cach code listed above is
followed by detailed instructions for its use. Below is 2n
cxamplc of general rules from the “A” code section.

A. Framing of putposc

These cuch rcfc;: 1o attempts made by a doctor
describe the purpose of these conversations in genetal
or the purpose of this particular conversation. They
describe why the doctor is bringing this up now or the
general purpose of this enterprise.

These codes may be used regarding a reason for com-
pleting a living will.

These codes should not be used if the statement refors

w0 a reason for bringing in a living will (for which there
may b no cade).

These codes may be used at any time in the conver-
sation.

If advance dircctives are explicitty menuoned in the
turn (or referred (o by pronoun). the proper B codde
should be used as well.

These codes should only be used for the physician,

Below is an cxample of specific coding rules for the
“AZ" code. These rules often include text examples that
mcet the criteria for that code.

A2, Physicians arc supposced to talk about this
with their patients

Thix code pertains o any statement that physicians
“should” talk about this to their patients or that others
believe that physicians should talk about this to their
paticnts. The implication is that there is exiernal pros-
sure on physicians to tatk about this,

“I'm bringing this up becausc it's something we should
talk about.”

“They wani us to talk about this.”

=The PSDA [Paticnt Scif-Determination Act] says we
shouid talk about this.”

“Doctors are talking about this more and more.™
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