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Structured abstract
Purpose

To better understand the allocation of decisional work between clinician and patient in
medical decision making.

Scope
Decision making within a variety of medical settings.
Methods

1. An empirical study of the attitudes and experiences of practicing physicians toward
shared decision making and informed consent.

2. An empirical study of the attitudes of pediatric oncologists toward the role of hope in
their clinical practices.

3. Theoretical work exploring the work of decision making, with particular emphasis on
shared decision making and informed consent.

Results

The standard ethical view on decision making is that it is a process that should be shared
between clinician and patient or, ideally, that the patient undertakes.

There is a standard ethical view on medical decision making, one that ranks decision
making according to the active participant. In this view, clinicians should not make
decisions for patients, shared decisions are acceptable, but ethically optimal decisions are
made by patients whose clinicians have informed them but have empowered them to
make the decisions themselves.

This view is defective because it fails to consider the heterogeneity of medical decisions.
This study identified the specific underlying characteristics of decisions.
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Academic coursework

PHS 1820, Applied Statistical Analysis I (analysis of research data using SAS)
Taken at the University of Texas-Houston School of Public Health



As proposed in the original application, | took a course in statistical analysis at the
University of Texas at Houston School of Public Health with Professor Lemuel Moye.
This was a challenging but useful class that not only emphasized how to perform
statistical analyses but also looked with great care and questions of statistical
significance and their meaning; the class also included a very helpful approach to how
data should be collected, stored, and retrieved.

Coursework planned on campus but modified for home study:

Psychology 527 (Thinking) and 512 (Decision Making)

As preparation for these courses, | read Judgment under Uncertainty: Heuristics
and Biases (Kahneman, Slovic, and Tversky) and the relevant sections of An Invitation to
Cognitive Science (ed. D.N. Osherson). I then had a conference with Professor Osherson,
who teaches these courses at Rice. His opinion was that, by reading the book he edits, |
had learned the heart of what the course provided, and he felt that my time would be
better spent elsewhere.

Academic study added as a result of reviewer comments:

One of the grant reviewers commented, “It would be a great omission to forego a seminar
in medical anthropology and medical sociology.” Rice does not offer seminars in these
topics at a time that works for me, but I am undertaking home study in both of these
topics using the following readings:

Medical Anthropology:
Sargent and Johnson, Medical Anthropology
Payer, Medicine and Culture: Varieties of Treatment in the United States,
England, West Germany, and France
Loustaunau and Sobo, The Cultural Context of Health, Iliness, and Medicine
Romanucci-Ross, Moerman, Moerman, and Tancredi, Anthropology of Medicine
Delvecchio et al., Pain as Human Experience: an Anthropological Perspective
Snow, Walkin’ Over Medicine

Medical Sociology:
Rothman, Strangers at the Bedside
Starr, Social Transformation of American Medicine
Foucault, The Birth of the Clinic: An Archeology of Medical Perception
Fadiman, The Spirit Catches You and You Fall Down
Cockerham et al., Readings in Medical Sociology
Schwartz, Dominant Issues in Medical Sociology

Mentoring
From the beginning of the term of the grant, Dr. Volk and | have had a regularly

scheduled meeting every Monday. We do not meet when there are holidays, when one
of us is out of town, or when there is other urgent business; apart from that, we have met



faithfully. These discussions have been very important in my development as an
academician and researcher.

Networking

I have been very active in seeking out established leaders in bioethics for collaborative
projects and in related fields, such as pediatric oncology, as appropriate. The best
demonstration of this is the willingness of these people to collaborate as co-authors of a
paper that I am working on now, which is near submission:

Howard Brody

Margaret Holmes-Rovner
Laurence McCullough
Carl Schneider

Professional conferences

During the term of the grant, | attended the following professional conferences during
2001, 2002, and 2003:

American Society for Bioethics and Humanities
North American Primary Care Research Group
Society for Medical Decision Making

PURPOSE

There is a disconnect between the ethical theory of how medical decisions should be
made and the everyday reality of clinical practice. In theory, clinicians should work to
empower their patients to make their own choices. According to this approach, the
clinician's primary responsibility is to educate the patient about his or her situation,
providing the patient with the information necessary to make an informed choice. The
empowered patient is then well positioned to make a choice that incorporates not only
the medical evidence relevant to his or her situation but also his or her own values,
goals, and preferences.

Practicing clinicians---and, for that matter, ordinary patients---know well that this theory
does not often play out in practice the way it is supposed to. Some have argued that this
is because clinicians are too domineering, patients are too passive, and there is little
genuine concern for the importance of hoping patients make decisions that are right for
them.

This project took a more open-minded approach to the disconnect described above. It
was my belief that the everyday patterns of decision making that we observe in actual
practice may reflect a more refined approach to medical choice, heretofore recognized.



The purpose of this project, therefore, was to explore both the empirical and the
theoretical aspects of medical decision making, with special reference to the allocation of
the work of decision making between patients and clinician.

SCOPE

Some of the work in this project was of limited scope, particularly the interviews with
pediatric oncologists. Even these interviews, however, shed light on widely applicable
issues of the relationship between patient and clinician.

Most of the empirical work dealt with practicing physicians (as well as physicians in
training) in a wide variety of specialties and practice settings.

We took special pains to ensure that all our theoretical work had as wide a scope as
possible, hoping to stimulate informed thought about decision making that would be
applicable in any setting.

METHODS

1. An empirical study of the attitudes and experiences of practicing physicians toward
shared decision making and informed consent.

This study was undertaken in collaboration with Dr. McCullough and Dr. McGuire. We
interviewed physicians in training and practicing physicians in a variety of practice
settings, specialties, and geographic areas. We were interested in their views both in
regard to sharing decisions with patients and with regard to the advantages and
disadvantages of the informed consent process.

2. An empirical study of the attitudes of pediatric oncologists toward the role of hope in
their clinical practices.

This study was undertaken in collaboration with Drs. McCullough and McGuire and
included Dr. Berg, a pediatric oncologist, and Dr. Fruge, a psychologist who works at the
Texas Children's Cancer Center. In addition, we were joined by a community member,
Karen Brisch, an attorney and mother who does not have formal medical or ethical
training.

We were interested in pediatric oncology because it is a field reaching complex decisions
of varying types, involving some very high-stakes situations. Hope is particularly
relevant, because these very sick children have so little of it and need it so much. Their
parents, the children, and the clinician-investigators work hard (and not always
successfully) to negotiate an agreed-upon understanding of the child's clinical situation,
the options available at that time, and what should be done next.

3. Theoretical work exploring the work of decision making with particular emphasis on
shared decision making and informed consent.



RESULTS

1. An empirical study of the attitudes and experiences of practicing physicians toward
shared decision making and informed consent.

With regard to shared decision making, we were impressed by the flexible approach
exhibited by the clinicians we interviewed. They responded in a nuanced fashion to the
specifics of the clinical situation, the patient's background and understanding, and the
patient's interest in participating in the decision-making process, combining all these
factors to fashion a decision-making process that they felt would work well for that
particular patient. No doubt their professional judgments in this process will vary in
success from patient or patient, but their understanding of the factors involved and
willingness to attack general principles to specific circumstances were impressive.

With regard to informed consent, we had half-expected to confirm our a priori suspicion
that clinicians view informed consent as a legalistic and bureaucratic imposition that
contributes nothing to patient care. Instead, almost every clinician we interviewed (and we
spoke with more than 50) has found a way to smoothly and confidently integrate informed
consent into the overall decision-making process. Furthermore, these clinicians almost
universally expressed great respect for the ethical importance of informed consent,
mentioning such factors as its benefit in forcing clinician and patient to spend a little more
time focusing on pros and cons of the proposed intervention, its role in preparing the
patient for any possible consequences, and its role in building trust. Of course, informed
consent also has a legally protective role for the point of view of the clinician; however,
this aspect is not relevant to us, because we were interested in the informed consent role in
promoting ethical and effective clinical care.

2. An empirical study of the attitudes of pediatric oncologists toward the role of hope in
their clinical practices.

We have not completed analysis of the data from these interviews. However, our insights
gained as a result of these interviews and our discussion of the interviews were critical to
preparing our third theoretical paper on decision making, discussed in the next section.

3. Theoretical work exploring the work of decision making with particular emphasis on
shared decision making and informed consent.

We have produced three major theoretical papers on the allocation of decisional authority
between patient and clinician.

The first, published in Medical Decision Making, proposed a model of medical decisions
based on two fundamental characteristics of each decision---its importance and its
certainty or uncertainty. Combining these two characteristics identifies clinically relevant
decision types. Decisions that are low in certainty and high in importance identified a



zone of patient priority, in which the clinician's expertise is limited and for which the
patient should be encouraged to make the decision. Decisions of high certainty (for which
there is clearly one optimal medical choice) and of low importance comprise the zone of
physician priority; for these decisions, the clinician can confidently recommend one
choice for the patient to consider.

There is also a general middle ground, which we identified as being a "shared priority,"
in which neither patient nor clinician can make an optimal decision acting alone.

Finally, there is a zone of potential conflict, which consists of those decisions of high
importance and high certainty. Because these decisions are of high certainty --in other
words, there is clearly one best medical choice---the physician has priority for identifying
and recommending that choice. However, because they are also of high importance, the
patient's preference cannot be ignored or overridden. In most cases, these decisions are
made without incident when the clinician recommends the best treatment and the patient
accepts it. However, when the patient rejects the single best treatment, the likelihood of
conflict is high.

The second paper, published in the Annals of Internal Medicine, distinguished shared
decision making from informed consent and simple consent. In the past, people have
often assumed that informed consent and shared decision making were essentially the
same process, or at any rate that they should be. Our paper explained why this is not
correct.

Informed consent is a process through which patients consent to (or reject) a high-risk
intervention. Some of these interventions will also require shared decision making,
because there is no single best choice and therefore the patient's preferences and values
will come into play. For other high-risk interventions, however, there is a high degree of
medical certainty that one intervention is optimal. In this case, we have informed consent
without shared decision making, as the patient has no genuine choice (this is also true of
the clinician). Finally, there can be shared decision making without informed consent, as
is the case for any low or mid-risk clinical situation where there are two or more
reasonable alternative treatments. In this case we have simple consent in place of
informed consent.

The third theoretical paper, published in the Journal of Clinical Oncology, was an in-
depth analysis of decision making within the context of pediatric cancer. Here again, the
politically correct viewpoint is that the oncologist should present the facts and the options
to the patient or the parents. Suitably armed with information, the patient/parents are then
empowered to make the choice that best suits their individual circumstances.

This is in fact a process that takes place sometimes, but far from all the time. As before,
the reason is not because oncologists are unwilling to offer choice to their patients.
Instead, the explanation is that often that there is simply no choice to be had.

As in our first paper, we began by identifying to critical characteristics of any decision in
pediatric oncology---namely, whether there is one clear best choice, whether there are two



or more possible choices for the particular situation, and the extent to which a cure for the
child's disease is possible. Using this approach, we were able to identify distinct zones in
which decisional priority should rest: with the patient, with the clinician, or shared.
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