EVIDENCE-BASED CLINICAL PRACTICE

Understanding the Choices That Patients Make

Thomas R. Taylor, MD, PbD

Several developments in health care in recent years
have focused attention on the patient’s role in his or
her own health care. Padents are demanding
greater participation in the decision making that
surrounds their care. More and more of the finan-
cial responsibility for their care falls on their own
shoulders. Drug companies promote their products
through the lay media directly to patients, bypass-
ing their physicians. This approach is intended to
create demand by changing patients’ preferences
for the benefits offered by the products. The role of
health maintenance organizations (HMOs) in lim-
iting access to specialists, to expensive investiga-
tions, and to such high-tech treatments as bone-
marrow transplantation is under legislative assault
as patients demand that their reasonable prefer-
ences be met.

It is important to emphasize that this review
does not focus on the population level policy deci-
sions reflected above but on the individual health
care choices made by patients. In practice, physi-
cians make decisions all day as they choose tests and
treatments, select screening tests, and help patients
manage chronic as well as life-threatening diseases.
Most decisions are made in the face of uncertainty
in the sense that the outcome of the action they
select is unknown.

Patient Decision Making

The two key elements in any decision are (1) what
is likely to happen, and (2) the value of the outcome
to the decision maker. A patient’s preference of one
outcome for another is a direct reflection of the
information available as well as values of the deci-
sion maker. Because the response to treatment is
not absolutely guaranteed, these decisions are made
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in the uncertainty of whether the outcome might or
might not be the desired one.

Physicians make the same kinds of decisions
repeatedly. They develop a relatively stable under-
standing in their area of expertise of both the risks
and benefits as well as the information needed in
making satisfactory choices. When the decision
making is controlled by the patient, however, a
completely new set of circumstances comes into
play.

Patients make any particular health care decision
relatively infrequently, and most decisions are
made with little preparation or repetition. As a
result, patients cannot build up a stable understand-
ing of the key elements of most of the decisions
they make. Thus, in thinking about an illness and
its treatment in the context of making advance
directives for themselves or their parents, they are
usually starting from scratch. The ways in which
the choices are described, including the language
chosen to describe possible outcomes, have a pro-
found effect in framing such decisions and in influ-
encing which options are eventually chosen. It is
critically important that patients be given relevant,
accurate information in a form that is amenable to
influencing their preferences.

Role of Preferences

A woman with an intraductal carcinoma of the
breast faces two main choices for its treatment: a
simple mastectomy or a lumpectomy with radia-
tion. In choosing one or the other, the patient is
showing a preference for life after a simple mastec-
tomy or life after a Jumpectomy with radiation. The
preference of one treatment rather than the other is
a combination of how likely one or the other is to
be successful and how the patient values the likely
outcome of each treatment. According to the med-
ical literature the probability of survival is about the
same with each treatment. Because the outcome in
either case is uncertain, the patient’s preferences in
this case are called utilities, because they reflect the
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patient’s risk attitude or preference in the face of
uncertainty.

By contrast, if the outcomes of a choice can be
predicted with certainty, then the preferences are
called values. Thus a patient with a hematologic
malignancy might be asked whether he or she pre-
fers 4 years without treatment to 8 years with re-
peated cycles of chemotherapy and transfusions.
The patient would be asked to assume that each
outcome would occur with certainty. Again, the
patient is choosing one length and quality of life
rather than another in the light of his or her rele-
vant values.

Do Preferences Really Exist?

One of the other fundamental problems with elic-
iting patient preferences is the assumption that
preferences already exist in the patient’s mind, and
that by presenting the patient with data in a par-
ticular way, we can elicit preferences. This concern
has been raised by a number of authors.! Lenert et
al,2 among the most active workers in this area,
compared the way in which the preference elicita-
tion task was described to the subjects. Two ap-
proaches were compared, namely, titration (steadily
changing one opton) and ping-pong (going back
and forward between options). They found that on
repeated testing, these two methods produced sig-
nificantly different preference measurements, sug-
gesting that preferences are strongly influenced by
the elicitation process; indeed, they might even be
created during the process of elicitation.

Importance of Risk in Preference

Decision making is acknowledged to be a process of
balancing competing risks, eg, loss versus gain.
Tversky and Kahneman® have similarly shown that
decisions involving uncertainty are influenced by
whether the alternatives are perceived as gains or
losses. Patients who shy away from more risky
alternatives in favor of less risky alternatives are risk
averse. If they are indifferent, they are risk neutral,
and if they prefer risky situations, they are risk
seeking.

The impact of differences in risk preferences
within a family can be illustrated by a recent study
of prostate cancer screening by Volk et al.> Screen-
ing for prostate cancer is a utility-sensitive decision;
the apparent gain in life expectancy from screening
is small and patients might attach unusual impor-

tance to certain outcomes of treatment, such as
impotence or incontinence. This class of decision is
one that Kassirer® describes as appropriate for in-
corporating patient preferences.

The issue of who is the decision maker was also
critical in the study by Volk et al.® In some cases the
husband had the final say, whereas in others the
wife insisted (in the face of her husband’s wishes to
avoid unpleasant complications) that time together
mattered more than anything. This latter stance
reflects a value that quantity of life is more impor-
tant than quality of life. It also reflects differences
in risk perception between husbands and wives. In
the above study, known evidence for and against
prostate screening was assembled based on a recent
decision analysis.” The evidence summary (or bal-
ance sheet) included both short- and long-term
complications of prostate cancer treatment. Long-
term complications included complete impotence,
urinary incontinence, urethral stricture, rectal in-
jury, and complications related to hormone ther-
apy. Short-term complications included gastroin-
testinal tract complications, thromboembolism,
lymphedema, and radiation cysttis.

Preferences were assessed using the time trade-
off method (described below). The periods of time
attached to each outcome reflected trade-offs be-
tween quantity and quality of life. Preferences were
estimated separately for orchiectomy, because sub-
jects associated particular importance to this pro-

. cedure.

The study found that 9 of 10 wives preferred
screening for their husbands, whereas 7 out of 10
husbands preferred no screening at all. Clearly,
most husbands have a higher risk tolerance for this
choice than their wives. Wives associated little bur-
den with the complications of treatent and pre-
ferred to enhance their husbands’ quantity of life
regardless of the complications. The issue of who is
the decision maker is paramount in the case of
prostate screening, and optimal screening strategies
might differ when viewed from the perspectives of
the husband or wife.

The importance of risk preference for physicians
has also been shown in a number of clinical situa-
tons. There is no doubt that similar effects could
be found regarding patients’ choices.

Physicians have been shown to exhibit variations
in preferences for avoiding harmful medical ac-
tions. Some physicians are more sensitive to losses
than to gains. Nightingale® has shown that physi-
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cians in a general medical clinic who were loss averse
on a risk preference scale ordered twice as many
laboratory tests in hypothetical cases as their col-
leagues who were not as sensitive to loss. The more
loss averse an emergency department physician, the
more cases he admits to intensive care units, and
the longer he continues resuscitation efforts after
spontaneous contractions have ceased.?

Effect of Framing on How Patients Use
Information

In the process of eliciting patient preferences, in-
formation has to be provided on the costs, benefits,
complications, and outcomes of each treatment. A
critically important feature of presenting choices to
patients is the effect of framing.*® Thus choices can
be presented to patients within a neutral, positive,
or a negative frame. For example, we can provide
patients with information about the probable out-
comes of chemotherapy compared with surgery for
cancer and about side effects and their impact on a
patient’s ability to function.

Using the same wording, a positive frame would
emphasize how many would be free of side effects
and who would survive. By contrast, the negative
frame would emphasize those who would get un-
desirable side effects and those who would not
survive. The neutral presentation gives equal em-
phasis to both good and bad outcomes.

Outcomes that are described positively in terms
of ability to function and interaction with one’s
family, even for a short period of time, are more
attractive to patients than are a longer time with a
life limited by such side effects as nausea, bleeding,
fatigue, or anorexia. Depending on the context in
which a choice is presented, patients will make very
different choices.!

Importance of Clarifying Individual Patient
Values
Because preferences directly reflect the underlying
values of the patient, there is a real possibility that
individual patents will differ widely on which val-
ues they consider relevant to a particular decision.
The importance of exploring patients’ perspec-
tives before offering them choices was illustrated by
a recent study by Pierce.!! In the context of select-
ing treatument for early-stage breast cancer, she
focused on which attributes of the outcomes of
treatment best reflected the values considered by

women who are confronted with this choice. The
options considered were simple mastectomy versus
lumpectomy and radiation. The subjects were ac-
tual patients in this situation. It was assumed (for

_the sake of this comparison) that survival was com-

parable between the two options.

In the above study, 48 women were interviewed
while making the above choice in a real-life situa-
tion and were asked to describe the attractive or
unattractive features of each option. The results of
this value clarification exercise showed that there
were five principal dimensions of value in the
choice between simple mastectomy and lumpec-
tomy with radiation:

1. Expediency: was it quick and easy?

2. Safety: was there thorough eradication of the
cancer?

3. Survival: how much did it extend the length of
the patient’s life?

4. Health: to what degree was the patient re-
turned to normalcy?

5. Body integrity: keeping the breast or body
intact.

The literature on patients’ choices for breast cancer
management does not address these individual at-
tributes of the outcomes. Any attempt to elicit
patients’ preferences for these two procedures that
did not explicitly address them would be unlikely to
result in patient satisfaction. It remains to be seen
whether another sample of patients with breast
cancer would select the same attributes.

Preference Elicitation and Role of the Balance
Sheet
It is important not to oversimplify the process by
which human beings make decisions. Decisions are
not made in a vacuum. Whereas many day-to-day
decisions have to be made with very little informa-
tion, most of us would agree that as much relevant
information as possible should be available before
making an important health-related decision.
There is increasing patient interest in using infor-
mation sources on the Internet to help them choose
treatments, drug regimens, or surgical procedures.
The emergence of many patient decision-support
systems is an indication of this trend.

The process of eliciting preferences from a par-
tcular decision maker (whether patient or physi-
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cian) begins by assembling an evidence-based sum-

mary (a balance sheet) of the relevant information -

linking the optons to the anticipated outcomes.
The more personally involved the patient is in
understanding the evidence, the more likely it will
be that the preferences elicited will represent the
patient’s values and intentions.

A recent study of primary care patient prefer-
ences for methods of screening for colon cancer!?
illustrates the role of an evidence-based informa-
tion summary in the form of a balance sheet (Table
1'3-32) for assembling the evidence that a patient
might consider in the rational examination of clin-
ical preferences. The balance sheet organizes the
informaton summary around five screening op-
tions. The balance sheet in this study was prepared
using MEDLINE search references and data from
the 1995 Office of Technology Assessment publi-
cation Cost-Effectiveness of Colorectal Cancer Screen-
ing in Average-Risk Adults.'* The screening options
were those proposed by the American Gastroenter-
ological Association.

In the above study, patients from the offices of
primary care physicians listened to a scripted oral
presentation while viewing a table supplemented by
pie charts describing five screening methods and
their outcomes. The padents were asked the fol-
lowing questions:

Considering the risks and benefits of colo-
rectal cancer screening, if you were asked to
select one of these options, which one would
you choose?

Considering the risks and benefits of colo-
rectal cancer screening, please evaluate how
likely you would be to undergo each of the
following (with each option listed to be ranked
on a 5-point Likert scale)?

I would want/I would not want to have this
test if it were recommended by my physician
(asked for each option).

The scaling method used in this study was a Likert
scale for one question and a choice of best test and
response to physician’s recommendation for each
option in turn, All these approaches would fall into
the direct category scaling method (described be-
low).

The important feature of this study is that it
linked the evidence in the form of the literature
reviews used in developing a guideline to the pa-
tients process of preference elicitation by the mech-

anism of the balance sheet (Table 1). The study
showed that 38% of patients chose colonoscopy as
a preferred method of screening, 31% chose fecal
occult blood test, 40% barium enema, and 13%
flexible sigmoidoscopy.

The balance sheet is a list of possible outcomes
that assists the patient or provider to make an
informed decision regarding alternative interven-
tions.*>** An outcome is a benefit or harm to the
patient, such as a potential complication, change in
life expectancy, or pain or discomfort from a pro-
cedure. The balance sheet presents this informa-
tion along with the probability that the outcome
will occur for each option. By condensing the per-
tinent information onto a single, structured balance
sheet, the patient or provider is able to consider
more easily the possible outcomes before making a
decision. The Agency for Health Care Policy and
Research used a similar balance sheet to summarize
the evidence from the literature reviews on benign
prostatic hyperplasia from which the guideline was
developed.*’

Role of Time and Time Trade-offs in Patient
Preferences

For some patients time in the context of making
choices is not a uniform dimension. For example,
they might be willing to put up with a great deal in
the way of complications and side effects from a
cancer treatment that would allow them to stay
alive long enough to attend a daughter’s wedding
or the birth of a grandchild.

Perhaps one of the best examples of time trade-
offs is in the prevention of the complications of a
chronic disease such as diabetes. It is not easy to
convince patients that a lifetime dedicated to very
tight control of their diabetes will have a conjec-
tured improvement in outcomes such as small-ves-
sel disease. For example, a very carefully controlled
diet, a lot of exercise, and strict use of either an
insulin pump or muldple daily shots of insulin will
result in tight diabetes control with blood glucose
levels kept well within or near the normal range.
Trade-offs are that if the diabetes is controlled too
tightly, there is a real danger of hypoglycemia,
which is in many ways 2 more serious short-term
complication than hyperglycemia. All this effort is
directed at minimizing the progression of small-
vessel disease manifested by renal failure, diabetic
polyneuropathy, and ischemic heart disease.
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Table 1. A Balance Sheet of Colon Cancer Screening Tests Used in Study of Patient Preferences

Without Fecal Occult Blood Flexible
Event Screening Test Sigmoidoscopy Barium Enema Colonoscopy
Description of test ~ No testing You place 2 samples A flexible tube with a You are given an A flexible tube with a

Preparation required None
for the test

Intravenous sedation No
for test

Time required for  None

test

Time missed from None

work for test

How often test
should be repeated

Likely discomfort
associated with the
test

Not applicable

None

Risk of making hole 0
in the colon,
which will require
hospitalization,
and might result
in surgery or death

Probability of
developing colon
cancer of the rest
of one’s life!?

§3/1000

Probability of dying  25/1000
as a result of colon
cancer over the

rest of one’s life!?

Colorectal cancers None

prevented, %

Decrease in 0
colorectal
mortality as a
result of screening
procedure, %

Chance that the 0
screening test will
be positive and
result in the need
for a colonosc%py
over 10 years, %

Unit cost per None

procedure, $

of stool onto
special cards for 3
consecutive days
and then mail
them to your
doctor for analysis

For 5 days you must
alter your diet so
as not to eat any
red meat, certain
fluids and
vegetables, or
vitamin C

No

A few minutes
None

Every year

Process associated
with obtaining
stool samples from
toilet

49/1000

19/1000

10-38>2!

20-332428

4024

5_1013,10

television camera
at the tip is placed
into your rectum
and can examine
approximately half
of your colon

You must give
yourself 2 enemas
1 hour before the
procedure

No

15 minutes

2-3 hours
Every 3-§ years

Mild sensation of
urge to have bowel
movement and
possibly crampy
abdominal pain

0-4/10,00013-14

38/1000

14/1000

452

45-70222627

8—-1 3 16,2932

80-1351314

enema of a liquid
that can be seen
on x-ray films.
Multiple x-ray
films are taken
with you lying in
different positdons

You must drink a
laxative solution
the evening before
the test, which
causes diarrhea to
clear your colon

No

30 minutes
2-3 hours
Every 5 years

Mild abdominal pain

0-4/10,00013-15:17

22/1000

7/1000

40-70'*

45-70'

30-40'5

121-200'314

television camera
at the tip is placed
into your rectum
and examines your
entire colon. If
polyps are found,
they can be
removed and
biopsied

You must drink a
laxauve solution
the evening before
the test, which
causes diarrhea to
clear your colon.
You cannot take
aspirin or
nonsteroidal anti-
inflammatory
medicines for 1
week before the
procedure

Yes

45 minutes
Entire day
Every 5-10 years

Mild sensation of
urge to have bowel
movement and
possibly crampy
abdominal pain

10-20/10,0003-15.18

18/1000

6/1000

58-87%

70807628

Not applicable

285-600'%14

Reprinted with permission from Leard LE, Savides TJ, Ganiats TG. Patient preferences for colorectal cancer screening. J] Fam Pract

1997;45:211-8.
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Padients differ in how much they take current
account of the long-term consequences of their
actions and the degree to which they can defer
gratification, for example, by a tightly controlled
diet to gain long-term benefits. So time and the
length of the interval between the proximal actions
and the distal outcomes is a very important part of
patient preferences.

The effect of time on patient’s preferences can
be illustrated in another context. Christensen-Sza-
lanski*® studied 18 pregnant women and their atti-
tudes toward avoiding pain and avoiding the use of
anesthesia during childbirth at three periods. One
month before labor they were still consistently
against pain avoidance. During early labor they
were consistently against pain avoidance, but dur-
ing active labor, however, there was a shift to fa-
voring pain avoidance. One month postpartum
they were again against pain avoidance. An impor-
tant feature of this study was that the patients held
opinions on outcomes that they had never experi-
enced and changed their preferences in the light of
experience, only to revert to previous preferences
as memory of the labor pain faded. It is a useful
study in emphasizing the distinction between cur-
rent and longer term values.

How Preferences Are Measured

All research on measuring patient preferences has
been conducted in highly structured experimental
settings. Even in these settings the process of mea-

surement is fraught with difficulties. A few studies °

(described above) have tried to move the measure-
ment process into the real world of clinicians’ of-
fices, but the problems of translation are formida-
ble. The precision demanded by the techniques
described below is very difficult to sustain in the
real-world interaction in a physician’s office.

It is likely that techniques and instruments will
be developed for specific common clinical prob-
lems (such as the colon or prostate cancer screening
examples above), and then be adapted for use in
physician’s offices. What follows is a description of
the methods and techniques that have emerged in
the research world: the aim is to illustrate the com-
plexities of preference measurement rather than
provide a blue print for practice.

The process of eliciting preferences (for exam-
ple, for colon cancer screening) begins with de-
scribing the key options (fecal occult blood test,

flexible sigmoidoscopy, colonoscopy, barium en-
ema) followed by assembling and framing the evi-
dence in a form that is accessible and acceptable to
patients. It culminates in the measurement and
quantification of the preferences.

There are three widely used approaches for
measuring or quantifying preferences, namely, the
standard gamble, the time trade-off (TTO) and the
rating scale approaches. The standard gamble is the
only one that tries to measure utilities in the sense
that the risk attitude of the patient is involved. The
time trade-off and the rating scale approaches, as
well as their variants, are used to measure values.

The standard gamble is the best known method
and is derived directly from expected utility theory.
Utility theory proposes among other assumptions
that the rational decision maker will act to achieve
the maximum expected overall utility or benefit.

The standard gamble poses a choice between a
certain outcome and a gamble; for example, pa-
tients are asked to consider themselves as having
congestive heart failure (American Heart Associa-
tion classification IT). They are asked to consider a
gamble between staying at their current level of
disability versus a gamble of 40% cure (P = .40) or
100% to 40% (P = .06) chance of sudden death.
The probability of cure is systematically varied un-
til decision makers are indifferent between their
current level of disability and a specific probability
of cure.’” The probability level of cure at the point

. of indifference is a reflection of the utlity that the

decision maker attaches to cure. The standard gam-
ble always poses a choice between a gamble and a
certain outcome in which the certain outcome is
intermediate in desirability between the best (cure)
and worst (death) gamble outcomes.

The time trade-off method was developed by
Torrance et al*® as a more easily understood alter-
native to the standard gamble. In this approach,
patents are asked to choose between two certain
outcomes (ie, the element of the gamble is omitted,
so the preferences measured are values, not utli-
ties, because no risk is involved). Patients are asked
how many years in a healthy state would be equiv-
alent to x years in a poorer state of health. In this
case, time is used as the unit of comparison; by
comparing the two times, the utility or value for
each outcome can then be calculated.

The third approach is the categorical ratng
scale. It is derived from the field of psychometrics
and uses a scale anchored at each end. The patient
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defines the best (eg, perfect health) and worst (eg,
death) states of health for either end of the scale.
The patient then rates the desirability of the health
states in question as points between the two ex-
tremes. For example, an interval scale of 10 cate-
gories is frequently used. The rating scale is the
most widely used method for measuring health
state preferences.’” A

There are three much less widely used categor-
ical rating techniques that have been adopted to
measure health state preferences. These techniques
are aimed at improving on the category rating ap-
proach. One is the magnitude estimation,* in which
one outcome is taken as the standard and other
outcomes are compared with this standard. For
example, the standard is assigned a value of 10, and
the others are rated above or below it. Studies using
this approach have produced inconsistent results,*!

The second method is called equivalence,*’ in
which patients are asked how many patients in state
A are equivalent to 100 patients in state B. The
third approach is called willingness-to-pay.** In this
exercise patients are told that a state of health, such
as arthrids, is to be compared with perfect health.
The padents are then asked what proportion of
their household income would they be willing to
pay to get from the state of arthritis to perfect

health.

Evaluating the Different Methods
The standard gamble is very difficult to explain to
physicians, let alone to patients, and is not intuitive.
A number of studies, including those of Llewellyn-
Thomas et al,' have shown that changes in the
gamble outcome significantly influenced the re-
ported utilities for health states. This finding indi-
cates that the standard gamble is internally incon-
sistent. Shoemaker** has also reported extensive
evidence to support this view. He found that per-
sons using the standard gamble tend to provide
utilities that are biased in the direction of risk
aversion (ie, ininimizing risk in their choices), lead-
ing to higher utility values than those derived from
methods that do not involve gambles of any kind,
such as the time trade-off or the category scaling.
Froberg and Kane* conducted an extensive re-
view of studies comparing the above six methods
(standard gamble, time trade-off method, categor-
ical rating scale, magnitude estimation, equiva-
lence, willingness-to-pay). They reviewed a great

many studies comparing various permutations of
the above six methods and concluded that none of
the methods are strictly comparable. They have
concluded that the most promising methods are

- category scaling, magnitude estimation, and time

trade-off. The category scaling method is the eas-
iest to administer, is least expensive, and appears to
yield scale values that are as valid as any other
method. Thus, these authors recommend this
method as a first choice, especially in large-scale
studies. They advocate a more limited place for
magnitude estimation and time trade-off ap-
proaches for studies that focus on decision making
and are smaller in scale. The time trade-off ap-
proach is more difficult to administer and more
expensive but has good validity levels.

These findings reflect that there is no way of
knowing which of the number of different elicita-
tion methods represents the reference standard. At
this point, therefore, the most direct and straight-
forward technique, namely, the category scaling
method, would appear to be most attractive.

Recently more standardized approaches have
emerged because of the complex and time-consum-
ing nature of the above approaches to eliciting
preferences and attempting to quantify them.
These standardized approaches are based on mul-
tiattribute utility theory (MAUT).* It is regarded
as being easy to understand and theoretically ro-
bust. It focuses on the utilities of decision makers
rather than on probabilities. MAUT helps decision
makers to break down the decision-making process
into manageable segments and to evaluate the seg-
ments separately, and then it allows them to sys-
tematically recombine these segments to reach a
decision.

The set of approaches described below use pre-
scored multiattribute health status measures for
which the key attributes are already described and
have been standardized on a random sample of the
public with scores derived for each response.

There are three well-known systems:

1. The Quality of Well-Being approach is scale
based and therefore measures values. The re-
spondents are asked to rate a single day on four
attributes, namely, mobility, physical activity,
social activity, and symptom-problem. If the
patient has multiple symptoms or problems,
then the patient rates the one that is most
undesirable.*
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2. The EuroQol system uses five attributes: mo-
bility, self-care, usual activity, pain or discom-
fort, and anxiety or depression. This instru-
ment was developed using a tme trade-off
technique and therefore yields values rather
than utilities. It was standardized with a ran-
dom sample of 3000 of the adult population of
the United Kingdom.*’

3. The Health Utilities Index is based in part on
the Quality of Well-Being system. This instru-
ment was developed using a time trade-off
technique and therefore yields values rather
than utilities. It was standardized on a random
sample of residents of Hamilton, Ontario. A
pediatric version has also been developed.*®

All three approaches were developed for evaluating
treatments and health care systems, such as neona-
tal intensive care (Health Utlides Index). Drum-
mond et al*’ have critically reviewed this set of
approaches in some detail.

When Should Patient Preferences Be
Explicitly Assessed?
Although eliciting the preferences of patients is a
desirable goal, it is not practical in every clinical
encounter, so some selectivity is appropriate.
Choosing where to invest the effort is important.
This issue has been dealt with in some detail by
Kassirer.®

Among the most important decisions for which
patient preferences should be explicitly assessed are
(1) when there are major differences in the kinds of
possible outcome (eg, death versus disability), (2)
when there are major differences between treat-
ments and the likelihood and impact of complica-
tions, (3) when choices involve trade-offs between
near-term and long-term outcomes, (4) when one
of the choices can result in a small chance of a grave
outcome, (5) when the apparent differences be-
tween options is marginal, (6) when a patient is
particularly adverse to taking risks, and (7) when a
patient attaches unusual importance to certain pos-
sible outcomes.

Physician and Patient Participation in Patient
Preferences

There is a sizable literature on the way in which
decisions are made by patients in relation to their
physicians.

There are wide differences among both physi-
cians and patients as to the degree of control that
patients should expect from their physicians in crit-
ically important decision making. There is the tra-
ditional paternalistic approach to decision making
in which the physician knows best and advises the
patient what ought to happen, and the patient
merely concurs with the physician’s analysis of the
problem and the presentation of the choices. The
choices in this context are those of the physician,
not of the patient. Although patients might be
allowed to choose, they are choosing from a menu
of choices arrived at by physicians. Some such phy-
sicians see themselves as technocrats or experts and
assume the reason patients come to see them is to
be advised as to how they should proceed.

Some patients value and are comfortable with
this approach, while other patients find it intoler-
able. A collaborative form of decision making in-
volves the physician presenting the options to the
patient, examining the situation with the patient to
find out whether other options are available, and
then presenting enough information for the patient
to make a choice.

Understanding a patient’s priorities and per-
spectives on important decisions is not only good
clinical care but has been shown to result in better
outcomes and improvements in patient satisfaction
with care.’® In a study of 117 patients in an HMO-
based general internal medicine practce, it was

‘found that 47% of patients reported playing an

active role in decision making, whereas 53% played
a passive role. When compared with passive pa-
tients 1 week after a clinic visit, active patients
described less discomfort, significantly greater re-
duction in symptoms, and more improvement in
their general medical condition. When interviewed
7 days after the visit, active patients reported less
concern with their illness, greater sense of control
of their illnesses, and more satisfaction with its
management.

Mort’! advocates a norm of collaborative deci-
sion making and cites studies of outcomes in breast
cancer management, peptic ulcer disease, and dia-
betes to show that better participation leads to
better outcomes. Peters®? has shown that the move
away from medical paternalism necessitates the
matching of information-gathering styles and deci-
sion-making styles of patients and their physicians.
Patients vary in their perceived information needs;
in their ability to acquire, process, and understand
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relevant medical information; and in their need for
control in medical decisions.

Conclusion

Patient preferences are implicit to most of the prac-
tice of medicine. With the increasing degree of
patients’ participation in their own health care and
their increasing financial responsibility, it becomes
more important to understand how these prefer-
ences are generated, how they could be elicited,
and how they can be brought to bear on important
decisions, both in preventive and therapeutic med-
icine.

Almost all the applications in this overview have
been developed for use in the evaluation of health
systems or for research studies on how patients
make important decisions. The studies by Leard et
al'? and by Volk et al’ are the beginning of a move
away from the research arena toward the day-to-
day practice of medicine. Because the quantifica-
tion of preferences by the techniques described
above is only the end-stage of a process of decision
making, it is likely that balance sheets and easily
scored instruments will gradually emerge to help
physicians participate with their patients in the in-
formed decision making that an increasing number
of patients demand.
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