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The Principles of the Belmont
Report Revisited

How Have Respect for Persons, Beneficence,
and Justice Been Applied to Clinical Medicine?

by ERIC J. CASSELL

Although written primarily for medical research, the Belmont principles have permeated

clinical medicine as well. In fact, they are part of a broad cultural shift that has dramatically reworked the

relationship between doctor and patient. In the early 1950s, medicine was about

making the patient better and maintaining optimism when the patient could not get better.

By the 1990s, medicine was about the treatment of specific physiological systems,

as directed by the patient, but as limited by the society’s concern for justice.

teaching hospital with a heart artack of a few

hours’ duration. He was to be the first subject of
an innovative treatment (intravenous streptokinase
and streptodornase) to dissolve the thrombosis in his
coronary artery.

The patient was choscn because he was a derelict
with no living relatives. [n che fashion of the day, he
was noc told whar was ro be done and no consent was
requested or obrained. An anending physician, resi-
dent, and medical student were in constant atten-
dance. After a number of hours of receiving the new
medication, an irregularity of his heart rhythm devel-
oped. The wreatment was stopped our of fear for his

In 1954 a man in his fifties was admited o0 a

In 1997 a thirty-eight-year-old woman with stage
1V (merastatic) cancer of the breast received high-dose
chemotherapy followed by a bone marrow stem-cell
transplant at a major western medical center, after al-
most three years of continuous disease and multiple
treatments. Months later a routine CT scan revealed
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whar appeared to the transplant oncologist to be re-
current cancer in the spine. The implication was that
the chemotherapy and bone marrow transplant had
failed.

The transplant oncologist sent the following leter
1o the patient, her radiation oncologist, and the chief
of the breast service at a major cancer center in the pa-
tient’s home city:

Dear Olga [the partient], Cheryl, and Jimmy:

Enclosed is the relevant bone window from Olga's
11-12-97 CT Scan (as well as the formal reading)
demonstrating the new sclerotic focus in the left
pedicle of L2. I have circled it in red, It looks real o
me and | would have Cheryl buzz [radiate] that
area.

Olga, this is our only copy so will you send that one
sheet back to us for our files? Hope all is well with
the three of you. Talk to you soon.

Sincerely
[Signed]

Associate Director,
Bone Marrow Transplant Program
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In the forty-three years between
these cases both medicine and the so-
ciety around it have changed signifi-
cantly under the influence of complex
and intertwining forces. Scientific
and rechnological advance have come
to drive medical practice; the organi-
zation and financing of medical ser-
vices have been remodeled in re-
sponse both to new therapeutic capa-
bilities and to the increasing costs of
those therapies; chronic disease has
displaced infectious and other acute
discases as the leading reason for seek-
ing medical care and the leading
cause of death; and the relationship
berween the patient and the physician
has shifted not only toward “parient-
centered” care but equally roward
consumerism.

American socicty, of course, has
undergone cqually deep changes as
government and auchoriry were chal-
lenged in the social unrest of the '60s
and '70s, rights movements of all
kinds (civil rights, women's rights, pa-
tients' rights, gay rights, disabilicy
rights, and others) have gained
prominence, individualism and pride
in ethnicity have superceded the
metaphor of the American “melting
pot,” and information technologies
and financial and economic forces
have caprured the social imagination,
allowing an ever-widening gap 1o
open berween rich and poor.

Like the wider sociery, neither the
profession of medicine nor medical
education is what it was a scant four
decades ago.

Just abour midway through these
forty years of transformation, in
1978, the National Commission for
the Protection of Human Subjects in
Biomedical and Behavioral Research
published the Belmont Report, intro-
ducing the principles of respect for
persons, beneficence, and justice into
research with human subjects—and
foreclosing scenarios like the opening
case. The Belmont principles have
permeated clinical medicine as well.
For example, recognition of the im-
portance of freedom of choice as an
aspect of respect for persons is now
instantiated in informed consent doc-
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uments, laws, and courr rulings, Sim-
ilarly, the principles of respect for per-
sons and beneficence are institution-
alized in hospital functions that mon-
itor quality of care, such as the rissue
commictees thar insure that surgical
procedures arc appropriate. Pacterns
of practice, professional ideals, and
the everyday behavior of both doctors
and patients also demonstrate the de-
finitions and application of the prin-
ciples. They show what patients ex-
pect or demand and what physicians
feel obligated o do. Bur what the
principles mean is closcly bound up
with the changes in medicine and the
social context in which medicine is
practiced,

Beneficence

Ihcgin with the principle of benefi-
cence because the place of respect
for persons and justice in clinical
practice is casicr to understand when
anc becomes aware of the changes
since the 19505 in what counts as
beneficence in medicine. Beneficent
(or benevolent) actions or behaviors
are those that actively do good or that
actively protect from harm. Inidially,
the idea of doing good and avoiding
harm was seen as resulting from both
physicians' personal characteristics
and medical effectiveness, The for-

mer, if ideal, would be devoid of over-
weening pride, venality, impure mo-
tives, untrustworthiness, and careless-
ness. The latter was a function of
technical knowledge and proficiency.
The physicians of the derelict with
the heart artack suftered both moral
and technical inadequacies of which
they were largely unaware, They were,
however, unquestionably aware of the
dangers and fearful of harming him.,

The intervening period in medi-
cine has seen an explosion of techni-
cal capacity and a grear increase in
moral awareness, but the concept of
benevolence has shrunk pari passu.
‘The personal characteristics of physi-
cians that served beneficence and
were believed to be of great impor-
tance in previous gencrations now
serve nostalgia more than clinical
medicine,

[n the early 1950s, being made
betrer was often defined as having the
burdens of disease lifted, Benevolence
had ro do with making patients bet-
ter. During my training and carly
years of medical practice, disease
manifestations were treated because
they were there. Hernias, hemor-
rhoids that made any trouble, and
most varicose veins of the legs were
surgically removed, as were many su-
perficial tumors and abnormalitics.
By the late 1950s, psychological de-
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A Fifty-Year Perspective

lterations in the relationship berween patient and

physician over the last fifty years have occurred
within a set of large transformations in the medical and
social parameters that enframe the relationship. The fol-
lowing changes occurred in medicine:

B Chronic diseases became overwhelmingly the most
common cause of death and most frequent reason for
seeking medical care, displacing infections and other
acute diseases,

B Access to health care came to be considered a right.
Most western nations (but not the United States) provid-
ed universal access to care.

B The “therapeutic revolution” took place, grounded on
progressively greater knowledge of medical science. Tech-
nological advance became a driving force.

B The cost of medical care rose worldwide, Economic
and legal forces became increasingly important, frequent-
ly displacing moral determinants,

8 The organization and financing of the delivery of
medical services changed. Fee-for-service medicine with-
ered and physicians increasingly became employees of
medical care organizations, were paid according to prede-
termined fee schedules, or received a capirtared rate. The
political and social power of physicians shrank.

B Physicians’ performance was increasingly measured by
evidence-based, process, or outcome guidelines.

B The bioethics movement arose in the 1960s and be-
came an influential voice.

8 The relationship between patient and physician shift-
ed. Consumerism and ideas such as patient-centered
medicine became commonplace. The public became
knowledgeable about medicine and medical science.

8 The form and content of medical education changed
liedle, although the curriculum was updated to reflect ad-

vances in medical science,
The surrounding sociery was also in fux:

8 The social unrest and antiwar protests of the 1960s
challenged the social structure of the nation and accom-
panied a decreased respect for government and authority
in general,

® Rights movements came to prominence—civil rights,
women'’s rights, patients’ rights, disability rights, and gay
rights,

B Pride in ethnicity and diversity and a still greater em-
phasis on individualism made the “melting pot”
metaphor of the United States obsolete.

@ Computers and, latterly, the Internet widely dissemi-
nated information that was previously available only to
professionals,

® The power of the law and financial incentives to influ-
ence social behavior and professional relationships in-
creased, overwhelming the established moral order. The
bottom line became the bottom line.

B The gap between the rich and the poor grew steadily.

terminants of illness began 1o be bet-
ter known, leading to the attribution
of many common complaints to psy-
chological causes. Wich that aware-
ness, the psychotherapies began 1o
displace the sympathetic ear that had
been part of medical benevolence
since antiquiry.

Increasingly, the focus of medicine
has come to be understanding func-
tional abnormalicies and pachophysi-
ology—the chain of bodily events
that lead to and define the abnormal
state as well as explaining its manifes-
rations. This important conceprual
cvolution has been supported by a
number of wrends. In medical science
primacy is given to research on mech-
anisms of discase, including molecu-
lar biology. Newer diagnostic tech-
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nologies facilitate study of cthe body
and its parts in motion, replacing the
static view of disease afforded by, for
example, plain X-rays, electrocardio-
grams, and biopsies. Pharmacological
innovation has produced legions of
drugs that give excellent symptom
control for complaints as diverse as
migraine headaches, angina pectoris,
asthma, and panic attacks. The old
belief that one should treat the disease
not the symptoms gave way to the
understanding that in many condi-
tions the symptoms are the discase.
The good of patients that was
identified with making them berer
has changed as a structural under-
standing of diseasc has been super-
seded to a large extent by a patho-
physiological perspective that focuses

on the function of parts. This encour-
ages measuring benefit by the good
done to only a part of the patient.
Wich the rise of scientific medicine,
whar doctors had long done out of
kindness, sympathy, patience, and
personal interest—attentions directed
solely ar the person rather than the
disease—were derogated as hand-
holding or bedside manner, were not
scientific medicine. As cherapeutic ef-
fectiveness and scientific medicine
came into bloom, the sick person lost
standing to the bady or disease as the
place of clinical interventions and was
no longer the primary locus of benev-
olence. The code of whar was called
medical ethics in times past was de-
vorted to protecting patients (among

Juty-August 2000

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.




other goals). Now termed medical eti-
quetrte, it has largely disappeared.

Patiencs were also gaining power as
a result of the rights movements, their
increasing knowledge of medicine
and science, and of the erosion of re-
spect for authority in general and the
authority of physicians specifically.
The profession’s view of bencvolence
as the cure of disease or the relief of its
manifestations came under public
scrutiny, as did the view of physicians
as benevolent helpmates in general.
For example, the 1973 self-help book
Our Bodies, Our Selves was published
to promote whart che authors saw as
the need for women to ke back their
bodies from physicians, whose mo-
tives and actions were viewed with in-
creasing suspicion. Doing “what the
doctor ordered” without question and
out of respect for his or her benevo-
lence and authority had long been the
mode when [ went into practice in
1961, It was largely gone by the end
of the decade and has nor returned.

With increasing knowledge about
science and medicine, the public
bought into medical definitions of
treatment, improvement, and cure—
largely devoted 1o parts of the patient
rather than to the person of the pa-
tient—as cvidence of the benevolence
of the medical profession. It is, how-
cver—if one can imagine such an at-
tribute—a disembodicd bencvolence.
It is not docrors, one might guess
from the attitude of the public, but
their scientific knowledge and rtech-
nology thar diagnose, treat, and cure
diseases. Knowledge of medical sci-
ence and information about medicine
began to pervade the media. With the
advent of the Interner, patients have
an ever-increasing array of options
from which to choose, leading to a
kind of evidence-based and guidcline-
driven “cafeteria medicine.” Patents,
now ar center stage in medicine, de-
fine benevolence, while physicians re-
treat or are forced by managed care to
retreat from wking responsibility for
the whole patient.

Over the same forty-some years
there have been countervailing trends
within and outside medicine as well.
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Response to wounds suffered during
WWII started the rehabilitation med-
icine movement, which brought new
understandings of function, thereafter
defined nor solely by the action of a
body part but by the ability of a per-
son 1o participate in a social role. Re-
habilitation may not correct the un-
derlying pathogenic mechanism, buc
it can restore function by retraining
abnormal parts, utilizing other body
mechanisms to compensate for lost
function, and teaching persons to ac-
commodate to their impairments.

When the goal is removing dis-
cased tissues or restoring a diseased
organ to normal—defined strucrural-
ly—professional standards can define
benevolence. But when the idea is to
restore function to a part, or actively
relieve symproms, or return the pa-
tient to social function, then the sick
person is the final arbiter of success.
Only the patient knows when he or
she is berrer.

In the care of the dying, the para-
doxes of beneficence are easily scen.
The goal of keeping people alive first
cntered medicine in the nineteenth
century, well before the necessary
technical capability existed, As time
went on doctors became berter able to
support one physiological function
after another apart from the statc of
the whole patient. Kidney dialysis re-
placed lost renal function, better ven-
tilators replaced failed lungs and sup-
ported oxygenarion, pacemakers and
defibrillators  maintained  heart
rhythm, total intravenous nutrition
took over when oral nutrition failed,
various mcthods of blood pressure
support and volume replacement
maintained circulation. Transfusions
of various blood components as well
as means for stimulating production
of blood clements allowed for contin-
ued function of the blood as an organ.
By the 1980s intensive care units con-
ained paticnts on life support even
though they had no chance of return-
ing to meaningful life, whatever the
outcome of their therapies. These pa-
tients lay alongside others with dis-
cases for which resuscitation and life
support were appropriate because, if

they could be mainwained long
enough, their recurn o full function
was probable. These excesses led 10 a
reaction among the public and physi-
cians. The importance of a good
death, first brought to public aware-
ness by Elisabeth Kubler-Ross in her
1972 book On Death and Dying, re-
ceived increasing support and was the
subjecr of widespread discussion. Ad-
vance directives and “do not resusci-
tate” orders became more common,
and the assignment of surrogates for
medical purposes became easier and
more frequent. The hospice move-
ment provided an alternative for the
care of the terminally ill and focused
artention on the relief of pain,
Nonetheless, as in other aspects of
medical carc, technical proficiency
and scientific knowledge continued 1o
define medical benevolence, again
most often as the good done to a parr.
Patiencs were constantly told what
was wrong and what was happening
in considerable technical detil, and
then given technical options to
choose from, as was the case with
Olga, the paticnt with breast cancer
mentioned earlier. She, like others
with similar end-scage diseases, chose
to accept the physicians' recommen-
dations, because choices were de-
scribed to her only in terms of techni-
cal procedures.

The patient has become increas-
ingly cenrral, bur codes, guidelines,
laws, and legal actions have pushed
the notion of wronging the patient to
the fore, while the calculus of benefit
and harm has receded as physicians
have withdrawn cven more from the

ideals of the past.

Respect for Persons

he physicians of the derelict with

the heart artack probably did not
cntertain the notion that he had a
right to decide whether to participate
in the experiment or thar he was
wronged by not having been asked for
his consent. They chose a derelict
with no family because more sophisti-
cated patients were always wary of
being “experimented on.” By the
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standards of the time they did the
right thing: they protected the patient
from harm. He was after all a patien,
not a person. When persons became
patients, their social starus

In the late 1960s | admitted a mental-
ly fir corporate president with pneu-
monia to the hospiral. After I ex-
plained to him what I thought was
wrong and what would take place, his
wife and [ went out into the corridor
for a full discussion of his case—a dis-
cussion that would not now rake
place withour his participation. Pa-
tienthood had in minutes deprived
him of his status as a self-determined
person. This was the fashion of the
times.

The letter to Olga, che young
woman with stage TV breast cancer,
suggests that to the physicians Olga is
clearly a person; it is the sick patient
part of her identity that seems to have
diminished. She has gained rights as a
person, but no longer commands
obligations duc a parient.

‘The idea of respect for persons as
described in the Belmont Reporr—or
even the concept of persons qua per-
sons—was not present in medicine in
1954. Bencvolence and the avoidance
of harm were the expressions of re-
spect for the humanity of particnss.
Patients were to be treated as fully
human. Persons, in contrast, are not
merely human; they are social, moral,
legal, and political entitics with rights,
to whom obligarions are due. Because
of this persons can notr only be
harmed, they can be wronged. It
seems probable that the idea of person
as we usc it today—derivative as it is
from the cvolving concept of atom-
istic individualiry—was just begin-
ning to take full form after WWIL. In
the time period covered in this essay,
the narure of persons changed, socicty
changed, and medicine changed, re-
sulting in a change in the meaning of
respect for persons and autonomy. In
the 1950s and eary 1960s, women in
public were not persons in their pre-
sent sense, nor were people with dis-
abilities, nor gay people. The civil
righs movement achicved legal rights
for blacks and other ethnic minorities
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but also changed their social status by
making them persons in the wider
American community in a legal and
political sense. These changes were
not the end of the marter; they were
the official beginning of a process thac
had started well before the civil rights

movement and that continues to this

In The Patient as Person: Explo-
rations in Medical Ethics (published in
1970), Paul Ramsey discusses the
bond berween physician and patient
and how that bond defines both. Be-
fore the patient became fully a person,
physicians were paticnts’ decision-
makers: doctors made decisions about
the best thing to do and about what
and how to tell patients about their
circumstances. It was parc of physi-
cians’ obligarions and part of their pa-
tients' expectations. Good physicians
knew that patients had to be in-
formed about what was happening
because too much uncertainty was
considered bad.

Bur full disclosurc of fatal or dan-
gerous diagnoscs or situations was
thought to be harmful because it
would be followed by hopelessness.
When one patient [ cared for was
back in his room after his surgery for
inoperable cancer of the stomach, he
asked his surgeon what he had found.
The surgeon said, “We did a lot of
curtin’ and schnitten and removed a
lotra junk and you're gonna be finc.” 1
took care of the patient until he died
months later. A few days before he
died he said, “Somectimes lately I
think maybe I'm nor getting better.”

Mecdicine was only a few decades
into the beginning of the therapeutic
revolution that now is raken for
granted. Then, despite grear expecta-
tions of the bouncy to be expected
from medical science, there was little
optimism about the outcome of dis-
eases such as cancer, strokes, heart at-
racks, heare failure, advanced diaberes,
and emphyscma. Only for children
had everything improved, as their
death rates from now curable infec-
tious diseases dropped precipitously
in the Western World.

[t is important to understand the
relation among the fll in death rates,
the improvement in health and well-
being. the optimism fed by scientific
advances, and the nocions of respect
for persons and freedom of choice.
Previously, if you believed thac your
cancer inevitably meant a hopeless
outcome and a painful death, and if
your physicians believed thac there
was nothing beyond surgery that
could be donc for you, you might not
have been so cager for knowledge or
the freedom to choose. Beyond refus-
ing or agreeing 1o (say) surgery, there
was not much choice. Onc did the
mastectomy and waited for the pa-
tient to get a recurrence and die, or be
lucky. So doctors lied, not because
they were morally defective buc be-
cause, in their eyes, all they had
offer was an attitude of optimism and
denial of a bad truth. Especially since
at thar time personal matters that
might arise from thesc illnesses and
the doctors’ lies—lost hopes, unhap-
piness, anxictics, sadness, suffering,
death. and gricf—were personal mat-
ters kept from the view of others, cven
physicians (unless chey looked).

On the other hand, if death rates
are falling and the expectation of be-
coming hopelessly ill is disappearing
in the facc of new treatments, if per-
sons with disabiliries are entering ac-
tive life in increasing numbers, if op-
timism pervades medicine, and if the
world around is encouraging a further
blossoming of individualism, then
telling the truth and freedom of
choice have new meaning.

The effects of the change in disease
burden, the advance of medical sci-
ence, change in social status, and per-
sonal freedom are easily seen in the
rise of the women's movement.
Would the continuing emergence of
women to their present social and po-
litical state have been possible without
a low birthrate, effective contracep-
tion, the virtual disappearance of the
complications of childbirth, and the
increased survival of children? As re-
cendy as 1928 Virginia Woolf, in A
Room of Ones Own, could decry the
paucity of women in letters or any
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other profession. At that time, none
of the four benefits mentioned above
were available to women. Is wide-
spread freedom of choice possible in
their absence? Virginia Woolf did not
think so.

Like WWI, WWII had pur
women in the work force, bur | be-
lieve it took these medical changes to
continue their advance. By the end of
the social turmoil of the 1960s, as the
women’s movement grew, aborrion
had become legal, common venereal
diseases were easily mreatable (al-
though new ones were appearing),
and the physical constraints on the
emergence of women were disappear-
ing. Further, the opinion held by
physicians abour women gradually
changed with the changing social mi-
licu so that their climate of choice
was also altcted—even in advance of
the entrance of large numbers of
women into medicine. Women
seized the locus of choice from physi-
cians prior, | believe, to a similar
change in the general populadon.

The biocthics movement was also
a major force in spreading the impor-
tance of patient autonomy in clinical
medicine. Publications, public dis-
cussions, the education of interested
physicians and individuals who were
making biocthics their academic
field, and increased public interest
brought power to the idea of patient
autonomy.

By 1997 when Olga came to be
making decisions about how her
breast cancer would be treated, re-
spect for persons in clinical medicine
had become identical in many minds
with autonomy defined solely as free-
dom of choice.

As time went on, the emphasis in
the meaning of freedom of choice in
medical practice shifted from choice
from among the reasonable alterna-
tives offered by physicians to whatev-
er the patient (or surrogate) wanted.
This was most cvident in intensive
care units where unconscious paticnts
with no possibility of survival in the
absence of support equipment were
kept alive because (the physicians
said) the family wanted a “full court
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ress.” It was not unusual at this time
for the family and the medical staff o
become adversaries. Influential guide-
lines in the bioethics literature (such
as the Hastings Center Guidelincs)
supported the right of the family or
paticnt to insist on resuscitation no
matter what the dinical situation or
the patient's prognosis.

In carlier ycars, learning to base
clinical decisions on prognostica-
tion—carefully considered alternative
possible outcomes (not merely whata
physician wanted to do)—had been
an imporant part of clinical trining.
With frecdom of choice, this clement
began to disappcar from clinical
medicine. (Surgeons remained con-
sant in this regard. They remained
firmly in control of the decision o
operate—if the patient agreed.) Ab-
sent concern abou the impact of the
past and the future on a clinical deci-

From the destructiveness of complete lies to

the destructiveness of unmediated truth took

sion (what prognostication is all
about), the exercise of autonomy in
medicine came to be marked by im-
mediacy.

Issues such as the nature of the
person, the impact of illness on deci-
sionmaking capacity, the problems of
autonomy that were specific to medi-
cine and care of the sick, and the
meaning of autonomy in the context
of the special relationship berween
patient and physician were buricd
under the tide of legal interpretations
of these concepts and rise of the lan-
guage of rights. As required by law, in
every hospital in New York State a
“Patients’ Bill of Rights” was posted
prominently next to elevators or
other visible sites. The tone of the
document was adversarial, as though
everything that could be undertaken
by physicians was determined by pa-
tiene rights and medical obligations
rather than patient needs and medical
responsibilities. The balance of power

had clearly shifted to the patient. For
many physicians it became easier to
acquiesce when patients wanted
medications or diagnostic technolo-
gies than to assert medical authority
or negotiate 2 middle ground. Pa-
tients and the public at large had be-
comc so knowledgeable that their
choices were often well informed and
cogent.

There can be no freedom of
choice in the absence of knowledge
on which to base choices. As previ-
ously noted, until the 1970s physi-
cians commonly withheld the truth
from paticnts who had lifc-threaten-
ing discascs. Earlier, doctors did not
tell patients about the facts of their
illnesses even when they were not sc-
rious. For example, doctors frequent-
ly did not reveal bload pressure to pa-
tients. Why would they want to
know? After all, it was thought, they

less than three decades.

did not know what a specific blood
pressurc meant. The reasons for a
specific medication might be revealed
because it had been shown thar expla-
nations increased compliance (other-
wisc only about half of prescriptions
were ever filled), not because it was
believed that patients wanted to par-
ticipate in the decision. Why would
they? That was the doctor’s job, It was
commonly believed that doctors did
not tell the truth—that they hid bad
news, By the late 1970s patients were
increasingly told the truth. By the late
1980s, any reticence on the part of
the physician about revealing the
truth was gone. The criterion for
telling something to a patient became
its truth,

From the destructiveness of com-
plete lies to the destructiveness of un-
mediated truth took less than three
decades. Attempts o teach the harm
that could be done by “truth bombs”
and “truth fragments” fell on deaf
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ears. Bur the truth of information is
only one of its aspects. Of importance
also are accuracy, reliability, and com-
pleteness, the meaning to the patient
of the information, its relevance to the
patient’s problem, whether it increases
or decreases uncertainty, what it indi-
cates about appropriate or possible ac-
tion, and what impact it has on the re-
lationship between patient and physi-
cian, The understanding that infor-
mation is a tool that can be used for
healing or hurting disappeared under
the new avalanche of truth revealed o
patients in the service of autonomy.
Deciding whart should be said when,
where, and how requires knowledge
of not just the medical facts, bur the
nature of the sick person and his or
her needs beyond the simply “med-
ical.” Physicians who have disanced
themselves from their paticnts cannot
obtain this kind of personal knowl-
edge.

Decisions made in the name of re-
spect for persons and their autonomy
can result in different conclusions
about the right thing to do. Consider,
for example, cthe following two cases:
A terminally ill patient with terminal
respiratory diseasc decided against
further trearment and entered a home
hospice program. He soon became
very sick and was brought to an emer-
gency room in respiratory failure. Se-
verely shore of breath, he chose 1o go
on a respirator despite having previ-
ously decided against resuscitation.
His request was granted, although he
could have been made comfortable
withour a respirator, and ultimately he
will again be in the terminal state he
was in before entering the emergency
room. The second instance is that of a
paticnt who had been on dialysis for a
long time and decided to stop treat-
ment. When he was close to death he
requested that he be restarted on dial-
ysis. His physicians chose not to do so
and he soon died.

In the fiest instance the decision
was justified by saying that the patient
wanted 1o be resuscitared despite his
previous refusal of further treatment.
In the second instance the decision
was justified by saying chac the pa-
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tient’s previous decision against dialy-
sis carricd more weight than his cur-
rent request for dialysis. The first case
probably represents the more com-
mon contemporary occurrence. Here
the patient’s choice is atemporal—as
though the person of the past does
not count in the present and as if
there is no future. Choice is exercised
as if it were independent of circum-
stances, as if the panic of respiratory
distress had no impact on the choice
and the patient in his profoundly sick
circumstances is as representative of
the person as the less sick voice of the
recent past. [t is the immediare, indi-
vidual choice that counts.

In the second case the physicians
take responsibility for deciding that
the previous decision to stop dialysis is
more representative of the person

In the years since the carly 1950s,
clinical medicine has moved away
from respect for persons expressed pri-
marily by benevolence and the avoid-
ance of harm toward respect for per-
sons defined by autonomous freedom
of choice with little regard for other
aspects of autonomy. Before the cur-
rent era, patients were not accorded
full status as persons by society—sick-
ness removed them from the commu-
nity of equals, impaired their autono-
my, and required that physicians ac-
cept full responsibility for their benev-
olenr treatment. At present, in the ab-
sence of obviously diminished mental
capacity, the easily demonstrable im-
pairment in the very sick of the ability
to make reasoned decisions is essen-
tially denied and they are accorded the
full autonomy of normal persons who

The medical industry supports itself by

spreading the belief that it is about saving

than the current choice to restart dial-
ysis. How do they know thar they are
correct, that they are not condemning
the patient to death based solely on
their judgment? They cannot know; it
is merely a judgmenc. Their decision
is based on their knowledge of end-
stage renal disease, the life of a
dialysand, and this patient’s previous
experience with both. The patient will
die of renal disease—no action or de-
cision will change thar fact. His previ-
ous decision was made over time and
was justified over time. No patient is
removed from dialysis withour a lot of
discussion with his or her physi-
cians—it is in the nature of dialysis
units. To honor his immediate choice
would rerurn him to the situation thar
he opted to end with death racher
than face its continuance. Here the
decision acknowledges the effect of ill-
ness and, perhaps most important, en-
twines the acts of the physicians with
those of the patienc.

lives and promoting health.

make decisions in which their physi-
cians no longer share much responsi-

bility.
Justice

n 1981 I was asked ro discuss justice

as it applied ac the patient’s bedside.
I argued that “love of humanity, com-
passion, and mercy, not justice, arc
the appropriate concepts to guide ac-
tions at the bedside.” But in the years
that have followed, socicty and medi-
cine itself have come to realize thar no
nation is rich enough to make avail-
able all that medicine has to offer. Ac-
cordingly, there have been many dis-
cussions of the nced for some kinds of
rationing or the awareness that covert
rationing already exists. With that
awakening has come concemn for fair-
ness in distribution, whether the
problem is seen as one of large-scale
social institutions such as govern-
ments, or of more local institutions
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such as transplant teams, hospitals, or
other medical care organizations.

Inevitably, this involves the belicf
that individual physicians should play
a part in preserving society’s medical
resources. Simply put, this means that
the physician should be thinking not
solely about a particular patient, but
also about how the resources used in
that patient’s care affect conservation
of the general resource supply. Only a
few decades ago, such an idea would
have met with strong opposition. The
ethos held that physicians’ primary
obligation is to their patients and all
clsc comes second—including physi-
cians themselves, their institutions,
and society.

The rise of managed care in the
last decade has highlighted the dis-
tributive issues that arise when cost
becomes the primary value by which
services arc measured. Eliminaring
services from a plan’s benefit package,
reducing the level of reimbursement
for specific services, and reducing the
time allotred for services can directly
reduce costs. Each of these cost-saving
strategics raises the question whether
these medical services are not merely
commoditics that can be allocated
fairly or unfairly.

It is not surprising that in this
changing climate atcention has umed
to issues of justice arising from the in-
dividual physician’s attention to an in-
dividual patient. The idea of concepts
of justice applying to the physician’s
acts at the bedside, to which | denied
legitimacy in 1981, has now become a
focus of artention. In Local Justice,
published in 1992, Jon Elster explores
allocation of resources in situations
not usually considered matters of jus-
tice, including miliary draft, admis-
sion to colleges, and cerrain larger
medical allocation problems such as
organ transplantation, which he dis-
cusses at some length.? Elster cites
previous work by others, including
Michael Walzer, that has focused on
similar local issucs. Local Justice, how-
ever, allows me to demonstrate che
application of these ideas to clinical

medicine,

July-August 2000

The values underlying Elster’s ar-
guments are simple: To meer the stan-
dard of justice, the distribution of
scarce resources should be both equi-
table and cfficient. The existing
notms of clinical medicine appear to
conflict with justice as a principle of
clinical medicine, The following ex-
cerpt from Flster makes the point:

In many cases, professional norms
are self-explanatory. There is no
need to ask why colleges wam
good students, why firms wane w0
retain the most qualified workers,
or why generals want their soldiers
to be fit for combat. The norms of
medical ethics, however, are some-
what more puezling. | shall offer
some conjectures concerning the
origins of two central medical
norms with important allocative
consequences. Neither norm is
outcome oriented, in the scnse of
aiming at the most efficient use of
scarce miedical resources. Instead,
one might say that the norms arc
patient oriented, in & scnse that will
become clear in 2 moment. [Tralics
in the original.]

The first is whae 1 have called “the
norm of cumpassion,” thac is, the
principle of channeling medical re-
sources toward the cridically ill pa-
ticnts, even when they would do
more good in others. In addition
to spontancous cmpathy, | believe
some cognitive factors could be in-
volved in this norm. . . Instead of
comparing the fares of different in-
dividuals if created, doctors com-
pare their fates if left untreated. ... .

Nexr, there is what I shall call “the
norm of thoroughness.” Rational-
choice theory tells us thac when al-
locating scarce resources, whether
as input for production or as goods
for consumption, one should
cqualize the marginal productivity
or the marginal urility of all units
.« . . A rational consumer would,
therefore, spread his income more
thinly over a large number of

goods, rather than concentrate it
on just a few,

We can apply similar reasoning o
the behavior of doctors, With re-
spect to any given patient, the doc-
tor’s time has decreasing marginal
productivity, at least beyond a cer-
wain poin . . . . This implies that if
a doctor makes a very thorough ex-
amination of his padent, his be-
havior is not instrumeneally ratio-
nal with respect to the objective of
saving lives or improving overall
health. Ocher patients might bene-
fit much more from the time he
spends on the last and most eso-
teric tests. Nevertheless, docrors
scem to follow a norm of thor-
oughness, which tells them that
once a patient has been admirted,
he or she should ger “the full wear-
ment.”. ..

In Norway, a recenc parliameniary
commission found that cyc special-
ists tend to admit too few paticnts
and treat each of them excessively
thoroughly. When 1 confronted
my own cyc doctor with this claim,
she refured it by telling me abour a
case in which she had been able 1o
diagnose a rare cye disease only
after  exhauwstive  examination,
thereby saving her patients sighr. 1
did not remind her of the cases
that go undetected because the pa-
tient never gets to see a docror at

all. (pp. 146-48)

In the 1950s such an application
of economic theory 1o medicinc was
unlikely. Even today, many dlinicians
would be upset at the conclusions El-
ster has drawn, but he is nor alone. As
E H. Bradley once said, “When you
arc perplexed, you have made an as-
sumption and it is up to you to find
out what it is.” Elster's assumprion,
which led to his puzzlement about the
norms of medical ethics and on which
his argument stands, is that medicine
is devoted to saving lives and promot-
ing overall health.

Historically, clinical medicine has
been devoted to caring for individual
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patients, one at a time. Elster can be
excused his error. He has probably
been reading medicine’s public rela-
tons slogans, in common with the
rest of the population. The medical
industry—clinical, reaching, and re-
search—supports itself by spreading
the belief that it is abour saving lives
and promoting health. The error is
really an error in systems theory. The
level of the medical system devoted 10
these goals is not medicine as a pro-
fession of individual docrors trearing
individual patients—whar most peo-
ple think of when they speak of med-
icine. [t is medicine as a social system,
concerned with keeping the popula-
tion alive and healthy. The United
States does not have an institution re-
sponsible for the social system of
medicine—certainly it is not the Sur-

has lost considerable currency.

geon General's Office or the Depant-
ment of Health and Human Services.
The nation depends instead on the
outmoded and demonstrably false as-
sumptions that the health of the pop-
ulation is the sum of the health of in-
dividuals and that lives are best saved
by the actions of individual physi-
cians.

In the last few decades, however,
as the economics of medical care have
come under increasing scrutiny, ad-
dressing questions of equity and effi-
ciency in the care of partients has
come to be seen as necessary and rea-
sonable. Bur the goal has not neces-
sarily been the best medicine for the
overall health of the population and
the lowest death rate, but the most
medical carc for the money. Perhaps
the closest thing to an arbiter of med-
icinc as a social has been the
Healthcare Financing Administra-
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tion, in conjunction with various or-
ganizations concerned with technolo-

gy assessment, epidemiology (The
Ccrlters for Disease Control), and
health policy:

It is probably true that at the pre-
sent time more than one set of norms
are applied to clinical medicine and
the care of patients—patients who
persist in clinging to historical values
in the belief that when they are ac-
tively the patient they are their doc-
tor's primary concern. Their health
insurance organization is probably
dedicated primarily to efficiency and,
hopefully, equity—whatever its pub-
lic advertsing may say. But the mat-
ter does not end here. A recent paper
by Lynn Jansen, a nurse who has a
docrorate in political theory, allows

us to move a step further? Drawing

The belief that physicians’ acts represent the
exemplification of the personal duties of individual
physicians toward individual patients

on Elster's work, she applies the con-
cepr of local justice to the trearment
of pain. As have many others, she
finds that pain is under treated. She
states that “an important factor af-
fecting the distribucion of [pain man-
agement] resources was the decisions
made by individual clinicians at the
bedside. Since these decisions affect
the distriburion of important health
care resources, they should be under-
stood as raising an issue of justice.”
After citing as an objection to her
conclusions the belief of others that
individual treacment decisions should
be discussed in terms of beneficence,
she states, “It is the actual distribu-
tion of resources, however, that
should be assessed in terms of justice.
Ultimately, what matters from the
standpoins of justice is who actually gets
what resources. If, therefore, this dis-
tribution is influenced in part by the

decisions of individual physicians,
then ic is entirely appropriate that
these decisions be assessed in terms of
justice” (italics in the original). (In a
footnote she states that not every de-
cision by a physician raises an issue of
justice)

Why does it matter whether these
local decisions are viewed in terms of
justice? “As the case of pain manage-
ment resources aptly demonstrates,
many of these resources cannot be
distributed properly according 1o a
uniform policy or guideline. Yer they
are sufficiendy important to require a
stronger  distsibutive justification
than simply relying on marker forces
or professional discretion.” And final-
ly, “When decisions . . . come to be
viewed in terms of justice, there is
greater pressure, both social and legal,
for those who make these decisions to
defend and justify them in public.”

Whether one agrees with Jansen's
argument is not the issue: what is im-
portant is the concept on which her
discussion is based. For Jansen, and
for many others in these last decades,
the actions of the doctor have be-
come resources for which physicians
are socially and legally accountable.
Take away the concepr of resources
and the argument thar the idea of jus-
tice applies at the bedside disappears.
The overriding belicf that physicians’
acts represent the exemplification of
the personal duties of individual
physicians toward individual pa-
tients—thar chis is the moral frame-
work of dinical medicine—has lost
considerable currency.

A number of things follow from
the shift to a framework of justice. It
presupposes people or groups press-
ing claims for scarce goods as their
right and justifying those claims by
rules or standards. It suggests the util-
ity of rules and guidelines, and evi-
dence-based medicine that can pro-
vide the basis for the social and legal
evaluation of the distribution of the
physicians’ resources. It provides a
basis for diminishing the importance
of the personal judgment of physi-
cians.
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In quoting both Jon Elster and
Lynn Jansen perhaps | have presented
an overdrawn accounc of the place of
justice in contemporary clinical med-
icine. This idea is not usually so bald-
ly stared because, in a period of
changing values, people often talk the
old values but act on the new.
Whether the word justice is used or
nox, the idea of physicians’ services as
scarce commodities discussed in mar-
ketplace terms is, by now, widely ac-
cepted. Similarly, the utility of guide-
lines, evidence-based medicine, and
rules of practice are increasingly ac-
cepted. When physician commenta-
tors point out that such a medicine
dismisses the importance of the
physician's personal judgment based
on the cvaluation of the individual
paticnt in context, they are correct
but they miss the point. To a medi-
cine guided by markecplace principles
and the socially based ethics of jus-
tice, the loss of the personal is irrcle-
vant. The classical norms of dlinical
medicine—dedication to the patient,
constancy, thoroughness, sclf-disci-
pline, compassion—are not about
saving lives and improving overall
health; they are abour #his pasient lifc
and healch.

These are the values of a profes-
sional ethos that at the moment of
action knows no other paticat. It is
the physician's difficult task, accepted
since antiquity, to keep these values
in the forefront despite the fact that
at any time there are many other pa-
tients, They are values thac arise in re-
lationships; they presume a relation-
ship between doctor and patient. In
this relationship, fairness—justice—
is only one dury among others and
probably not preeminent, judging
from its absence in classical discus-
sions of the obligations of physicians.
Although Eric Cassell could risc in
outrage at the idea of the concept of
justice at che bedside in 1981, less
than rwenry years later it has a secure
place at the head of the patient’s bed
to insure that the patient gets a fair
share (bur not more) of the medical
resources and that the social system
gets its money’s worth.
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From Treating Patients to
Making Treatment Decisions

e no longer understand the

Belmont principles as we did
in 1978, or 1954. The meaning of
benevolence has shified from acting
for the good of the sick person 1o act-
ing for the good of a body part or
physiological system. Respect for per-
sons has been redefined from overrid-
ing concern for the sick person (al-
most solely) to the right of the pa-
tient 1o choose independendy from
among all options. Justice was origi-
nally not seen to apply to clinical
medicine; now it is apposite because
we no longer understand the medical
act as that of an individual clinician
caring for an individual patient with-
in a relationship, bur as a commodity
or a resource within a markerplace.

Their relationship devalued, the
actors in the medical drama have be-
come atomistic individuals, and
treatment the increasingly successful
therapy of body parts or systems, Sci-
entific, legal, and marketplace world
views have increasingly defined the
participants and their acrions, with
medicine reflecting changes that have
occurred in the surrounding society.
There are, of course, countervailing
forces in which the patient rather
than the disease is the object of med-
icine, bur they offer no more than an
alternative viewpoint at this time,

A final case.

A forty-nine-year-old woman de-
veloped recurrent breast cancer three
years after a lumpectomy, radiation,
and chemotherapy. It progressed very
rapidly so that within a few weeks she
had extensive spread of her cancer to
the lungs, bones, and liver. The sever-
ity of her liver disease made adequate
chemotherapy impossible, but her
oncologist continued to talk of cure
“once the liver is better.” When she
became sicker and deeply jaundiced,
she was admitted to0 a major teaching
hospital. Because of gross edema and
abnormalitics of electrolytes, a
nephrologist was called who took
over the problem of kidney function.
Her liver function worsened, but the

oncologist’s stated optimism did not
wane. The house staff were kind and
attentive, but busied themselves with
her abnormal liver function. She and
her partner, supported by the physi-
cians, continued to make plans for
her future and would not hear of the
possibility thar she might die. Reluc-
tantly, she accepted the advice that
her parencs be told of her illness, She
was discharged from the hospital but
was readmitted in three days witch a
pathologic fracture of the hip. The
hip was pinned, but postoperatively
her liver function worsened and her
blood pressure fell. She was trans-
ferred to an intensive care unit. The
oncologist said that as soon as the
problems with her liver and kidncys
were straightened out. he could start
treating her cancer. In a few days the
nephrologist announced thac her kid-
neys were now doing well, Her sick-
ness deepened and she became con-
fused. The orthopedist came and pro-
nounced the wound healing well. He
asked the nurses whether they could
get her up and walking. She died the

next morning.
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