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Preface

This book explores the social, ethical, and economic dilemmas
society faces as a result of medical innovation, and the role of the
general public in resolving them. It is the product of a multidis-
ciplinary research project based at the Stanford University School
of Medicine and funded by the National Science Foundation’s
Program in Ethics and Values in Science and Technology, with
additional support from the Rockefeller Foundation.

Many aspects of the book and the project that produced it are,
by conventional academic standards, rather unusual. First, the
book is written for a general audience rather than for specialists,
although we hope that specialists will also find in it new ideas and
information. Its primary purpose is to communicate the central
1ssues raised by medical and scientific innovation in a manner that
1s widely accessible, yet also accurate. We have therefore tried to
keep specialized terminology to a minimum and to avoid the dry
and often obscure style characteristic of much academic writing,
without sacrificing scholarly standards of analytic rigor and doc-
umentation. We have also tried to bridge the sometimes consid-
erable chasm between abstract intellectual theories and the practical
concerns of policymakers and citizens.

Second, the book is broadly interdisciplinary in outlook. At one
point or another, the project included faculty, staff, and students
from medicine, history, political science, sociology, economics,
philosophy, anthropology, education, regional planning, and law.
In analyzing the history and implications of the four cases, we
have used the varied perspectives of these different disciplines to
enrich our understanding of both the problems of medical inno-
vation and their potential solutions. The issues involved are com-
plex and intertwined. By looking at them through multiple
“lenses,” we have tried to delineate their principal dimensions.

To have restricted our investigation to the vantage point of a
single discipline, or to the ‘“testing” of a particular theoretical

ix
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X Preface

model or hypothesis, would, we felt, have imposed unnecessary
and arbitrary constraints on our inquiry. For much as one might
wish otherwise, the present level of knowledge about medicine’s
dilemmas and what to do about them is woefully inadequate. Such
questions do not respect the traditional boundaries of academic
disciplines, nor does any one discipline possess a theoretical frame-
work sufficiently powerful to provide comprehensive hypotheses
about expected relationships. The best that can be done under
these circumstances is to approach the investigation with an open
mind — unfettered by intellectual blinders and cognizant of as many
of the potentially relevant theories and facts as possible — and then,
putting it all together, try to interpret what has been learned. The
merits of the insights gained will be determined not, as in the hard
sciences, through replication by independent investigators, but
through the test of time and actual experience.

The traditional norm in academe is depth, not breadth. Exper-
tise, as one wag put it, involves knowing more and more about
less and less, until one finally knows everything about nothing.
Obviously, specialization has allowed enormous efficiencies in the
pursuit of knowledge. But, in the process, the “big picture” is
often lost. Experts are prepared to expound on one small piece of
the puzzle, but not on how the various pieces fit together. In this
book we reverse that emphasis. Focusing on innovations in four
different areas, we try to show how the present structure and
process of biomedical decisionmaking relates to such broad ques-
tions as the justice of resource allocation, the nature of judgments
about risk, legal and social responsibility for medical injuries, and
the governance of science and medicine. We do not pretend to
present an exhaustive analysis of any of these issues; readers who
wish more extensive or detailed discussions will find a huge vol-
ume of literature on each topic. Instead, we have tried to illuminate
the central policy questions raised by the cases in light of the major
theoretical arguments in the literature, distilling the theory and
evidence in each area and leaving to interested readers the task of
filling in the details. Such a synthesis, we believe, is essential in
attempting to understand the problems confronting medicine and
the choices that lie ahead. It is, after all, the broad contours and
interrelationships of policy questions rather than their isolated de-
tails that must ultimately inform our choices.

Implicit in policy questions, as well as answers, are social values.
The values reflected in this book are, generally speaking, egali-
tarian and humanitarian; they are concerned with respect for in-
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dividual autonomy and with social justice. Whether one agrees
that the arguments and recommendations presented would in fact
promote these ideals depends not only on values but also on one’s
assumptions about social, economic, and political dynamics. Some
of the dynamics that influence medical innovation are described
in the chapters that follow; others are merely hinted at. The im-
portant point here is that our analysis is not, and could not be,
“value free.” Social values, whether acknowledged or not, form
the core of all historical interpretation and policy analysis; the
decision to report one event and not another, for instance, or to
analyze particular policy consequences and not others, involves
value choices. Furthermore, value choices are inescapable in in-
terpreting the human meaning of the events described.

Several unusual aspects of the project that produced this book
are also worth mentioning. The project was, in a sense, itself an
experiment in participatory, collaborative research, melding in-
vestigation with teaching and community involvement. Our goal
was to gain a better understanding of the advantages and disad-
vantages of public participation in biomedical policy decisions
through direct observation of the role of nonexperts in our own
research, and to involve students in our learning process as well.
There were two main forms of public participation. Throughout
the early stages of the project, we met regularly with a volunteer
“Public Advisory Board,” consisting of members of local labor,
professional, civic, religious, public interest, educational, and en-
vironmental groups. In addition, we undertook an active program
of outreach to the community, holding discussions with civic,
medical, public health, religious, labor and environmental groups
as well as with individual government officials, scientists, academ-
ics working on related topics, and groups of lay citizens. The
Public Advisory Board gave us ongoing feedback from people
familiar with the project as a whole, while the outreach discussions
offered a fresh perspective on people’s reactions to particular cases
Oor issues.

The responses of these predominantly lay audiences were often
remarkably perceptive. It was generally understood, for example,
that the health care budget cannot be evaluated separately from
overall public expenditures, and that many nonmedical programs
may yield greater health benefits than some medical innovations.
Referring to the artificial heart program, one person commented:
“It seems to me that there are many possible projects which could
prevent more deaths — deaths of potentially much healthier pop-
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ulations; for example, highway safety, air traffic control.” An-
other, stressing the finite volume of health resources, commented
that ““the government cannot continue to finance every ‘good idea’
that comes along...” One person urged that since the artificial
heart program ‘““was done in secret and the cost is astronomical,
anything we can do to stop it we should do.” Another asked
bluntly, “Why are we just sitting here?”

These experiences gave us a firsthand view of public reactions
to the case studies and related policy questions, and certainly in-
fluenced our own perspective on policy choices. They confirmed
our expectation that broader involvement in the research would
enrich and deepen our understanding of the issues we were study-
ing. We were impressed, and heartened, by the extent of interest
among lay citizens in the problems posed by medical innovation
and the desire of many to help with the search for possible
solutions.

Predictably, perhaps, this multidisciplinary, participatory ex-
periment in research and teaching also ran into a number of prob-
lems. A subject as large and amorphous as that of this book requires
a breadth of knowledge and background that neither I, as project
director, nor any of the other investigators had at the outset, and
we had trouble providing adequate guidance for students and lay
volunteers. While many students felt they had received an unusual
and much-appreciated educational experience, the mixture of
teaching and investigation was clearly not the most efficient way
to conduct research. Even more time-consuming was our exper-
imentation with public participation. Although contacts with di-
verse community groups yielded valuable insights for the project
while also providing useful public education, they inevitably
slowed the pace of the research and writing.

We expected that most students and lay volunteers, given their
inexperience with research, would need considerable direction in
order to take an active part in the investigation. They did. We
were less prepared for the converse problems of overspecialization
among many of the experts we consulted. Although highly knowl-
edgeable about a given field, many experts had difficulty relating
the field’s major theories to the empirical realities of the four cases,
and in expressing their ideas in terms comprehensible to nonex-
perts (including specialists in other areas). There were also some
attempts at “disciplinary imperialism,” in which particular ex-
perts, convinced of the unique merits of their discipline, sought
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to extend its sway over the rest of the project. These and other
difficulties may be part of the price one must pay for the breadth
of vision and cross-fertilization of ideas that can come from in-
terdisciplinary communication and cooperation.

Looking back, many things could perhaps have been done dif-
ferently. Certainly this was not the most efficient way to write a
book. But the book was only one of the project’s goals; equally
important were our community outreach, teaching, and experi-
mentation with public participation in the study itself. The book
1s informed by all of these experiences, although in many ways
that at this point would be difficult to trace.
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