2 HEALTH CARE PROFESSIONALS’ RESPONSIBILITIES AND PATIENTS' RIGHTS

forms dilemmas for caregivers in understanding their professional duties—to
patients, colleagues, and others. Questions include not only how the scope of
the professional-patient relationship is defined, but also how factors outside
that relationship, such as physicians” investment in diagnostic centers, influ-
ence it.

The second section—“Informed Consent”—explores questions about
how decisions regarding medical treatment are best made, and who is best
situated to make them. For example, do patients need to know how experi-
enced their physician is before they can give truly informed consent? Can
physicians withhold treatment they believe is futile without discussing that
decision with patients? Case studies also examine how decisions are made
for patients, such as children, who cannot decide for themselves.

Cases in the concluding section—*“Privacy and Confidentiality” —con-
sider especially the privileged character of the relationship between patient
and caregiver and professionals’ duty to safeguard confidential information.
Among the questions raised in this section are how to balance the potential
harm done to the patient by divulging privileged information against the
possible harm of not telling others who may be profoundly affected by that
information.

PROFESSIONAL CONDUCT

When the Doctor and the Minister
Disagree

Mary Clarkson is fifty-five years old; for the past eight months her husband,
Bill, has been in California settling the estate of a relative. He comes home
once every two months for a weekend visit and then returns to California.
Mrs. Clarkson has been feeling depressed and lethargic; she voluntarily ad-
mits herself to the psychiatric unit of a community hospital seventy-five miles
from home.

Mrs. Clarkson is very religious and has been attending church with her sis-
ter and brother-in-law. Upon admission to the hospital Mrs. Clarkson calls
her minister, Rev. Tark, and asks him to visit her.

During the visit Mrs. Clarkson tells him about her marital problems: She
and her husband constantly argue about his absences and how to deal with
their thirty-year-old son who has had recurrent emotional and financial
problems. Mrs. Clarkson feels guilty about not giving her son more money
and support, and she wants to help him solve his problems. Her husband,
however, wants nothing more to do with him. Rev. Tark offers her absolu-
tion after her “confession,” and prays with her for strength to get well and
to return home.

The next day Rev. Tark receives a call from Mrs. Clarkson’s psychiatrist, Dr.
Vern. Dr. Vern wants to know if Rev. Tark has visited Mrs. Clarkson and what
was said. Rev. Tark explains that he saw Mrs. Clarkson at her request and that
he heard her confession and offered her absolution.

Dr. Vern states that Mrs. Clarkson would be better off if she saw only him
for counseling during her three-week stay as an inpatient( He)feels that her
depression is the result of a failed marriage and that she can only recover
when she acknowledges that fact and begins proceedings for separation.
Rev. Tark disagrees that the marriage should be ended.@{is%oal is to help re-
solve the difficulties, which he thinks began when Mr. Clarkson retired from
his factory job, at the age of fifty-five, about a year and a half earlier.

A few days later Rev. Tark's superior receives a letter from Dr. Vern, in
which he states that Rev. Tark “must get clearance from the attending psy-
chiatrist for any contact he is to have with the patient during hospitaliza-
tion.” After Mrs. Clarkson is sent home she will be free to choose whom she
wants to see for counseling, the letter continues, but in the hospital the pres-
ence of her minister will only undermine her medical treatment.

ou av-Tark return to see Mrs. Clarkson in spite of Dr. Vern's ban?{

a}) Does Mrs. Clarkson have the right to choose her counselor? Do patients “be
" tlong” to any professionals?
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COMMENTARY
Robert Weikart

The case suggests several ethical issues: informed consent, autonomy vs. pa-
ternalism, benehcence and respect for differing belief systems. The patiént is
d1rectly involved i the first and Tast issues, while the psychiatrist and clergy-
man are involved in the middle two.

In considering informed consent, it would be helpful to know what
Mrs. Clarkson was told upon adimission to the hospital. Was she told that
her visitors would be limited? Was she told that the psychiatrist would de-
termine whom she could see? The case does state that Mrs. Clarkson called
Rev. Tark “upon admission to the hospital” and requested a visit. Either she
was informed of a visitor rule and had disregarded it or was not informed
and subsequently invited specific people to visit her. Since she was de-
pressed and lethargic upon admission, it could be a positive sign if she has
called upon those who can otfer her support with 07 without the approval
of her psychiatrist. vN‘"’" awab iy

Assuming that Mrs. Clarkson is competent and was not told that her visi-
tors would be restricted, she was treated/paternahstlcally Paternalism usually
protects someone from hurting himself or herself or others or protects the in-
Jividual who s ificompetent to make dedisions. Paternalism presupposes that
the physician will act only in the patient’s best interests. It also gives the pa-
tient the right to negotiate the bounds of such paternalism. But in this case
the patient’s best interests were not served when her minister was asked not
to return, with no negotiation about the extent of paternalism.

Those who would favor paternalism in_thi e mi rgue that
Clarkson does not know what is good for her and needs the guidance of a
professional. However, 1II we accept this a‘fgﬁm to
admit herself mmally to the hospital and to ask her minister to visit? If she is
conditionally or intermittently competent, who makes that diagnosis?

The psychiatrist also faced a conflict of interest. Can a psychiatrist who
works for a hospital psychiatric unit be beneficent toward patients while also
being an agent of the instituiion? T the institution prohibits visitors for new
mychlamst deems visitors helpful for patients, which side
will he uphold?

At the crux of this discussion are Mrs. Clarkson’s religious beliefs. Since
she 1as Deen attending church with her relatives, it appears that religion is
important to her. She also seems to believe in the sacrament since she partic-
ipated in confession and absolution with Rev. Tark.

Her faith raises several questions. How does Mrs. Clarkson view divorce?
If she views it as a sin, and is encouraged by Dr. Vern to leave her husband,
she may have feelings of guilt and a sense that she has lost grace with God.

There is some overlap between what clergy and psychiatrists do, and this
seems to be part of the problem. In this instance, the minister is dealing with

the sacramental aspect of her life, which affects how she lives her life. The
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psychiatrist is concerned with her marital situation, but’ needs to Consu‘fer/ *‘fv

her religious values as well. oo N cle g

" After the inpatient treatment is finished Mrs. Clarkson will need ongon4g
support. She will probably see Rev. Tark as she did before: There is some
question, however, about whether she will continue to see Dr. Vern since he
is affiliated with a hospital far from her home. Rev. Tark can provide conti-
nuity of care as well as support for her religious beliefs.

If Dr. Vern thinks it unwise for Mrs. Clarkson to see Rev. Tark, he should
meet with Rev. Tark and explain his reasons. Dr. Vern also should enlist Rev.
Tark’s help in resolving any guilt generated by Mrs. Clarkson’s decision, if
she makes it, to divorce her husband. -
~Tbelieve that Mrs. Clarkson has the right, especially if she was not previ-
ously informed otherwise, to see the professionals she chooses. Her beliefs
are important to her and need to be sustained as a resource both for the pre-
sent and the future. L N
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Psychiatric disorders, more than any other group of medical problems, are
shaped and influenced by the social and cultural milieu in which they occur.
When changes in a person’s emotional life lead that person to seek treat-
In t, the psychlatrlst s obligation is to consider sociocultural factors, as well
as many others that may be contributing to the patient’s problem After care-
fully assessing the problem from these different frames of reference, the

?“

physician can integrate biological, social, and psychodynamic factors in order

to arrive at a plausible explanation. Then, with the patient’s consent, effec-
tive treatment can begin.

Dr. Vern did not fulfill this responsibility to his patient and Rev. Tark
couldnot, due to a different orientation, fulfill this responsibility either As a
result, a travesty of clinical care occurred.

Mrs. Clarkson is a woman with a shaky marriage, a troubled son, a guilt-
ridden conscience, and perhaps, a biologic propensity toward depression.
Given the turmoil in her personal life, it would not be surprising if Mrs.
Clarkson were also troubled by thoughts and feelings that are at odds with
her strong religious beliefs. Despite her regular attendance at church ser-
vices, she is unable to find solace from her depression solely through reli-
gion. She then voluntarily seeks medical care in a hospital. Implicit in this
decision is Mrs. Clarkson’s belief that Rev. Tark’s counseling alone could not
help her overcome her depression.

When patients enter the hospital they have the right to expect that the
medlcme practiced there will be grounded in science and that the practmon—
¢rs in the hospital will be credentialed professionals. They further have the

right to_assume, in_most cases, that they will participate in_all decisions re-
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the other seeks to end it. What does the patient want? Neither Rev. Tark nor
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PROFESSIONAL CONDUCT

arding their care, including decisions about who can and cannot provide
care in the hospital. Patients do not retain the right to choose anyone to treat

them in a hospital, particularly if they seek a treatment not acceptable by the
fospital's standards.”  g.g-rRUGIAS 7.

We never kiiow if Rev. Tark views himself as a practitioner, only that Dr.
Vern finds him intrusive. Interestingly, both men seem to have a point of

view regarding Mrs. Clarkson’s marriage. One wants to save the marriage,

Dr. Vern seems to care. Mrs. Clarkson is not mentally incompetent, therefore

she does not need to be told what to do. She may require time to struggle to-
ward a decision about her marriage, but it is ker decision to make. The two
men are engaged in a struggle to impose their points of view on Mrs. Clark-
son, not in a discussion of how to help the patient.

Banning the minister from seeing Mrs. Clarkson is Dr. Vern’s trump card

in this test of wills. There is no question regarding a hospital’s right to restrict
visitors if the visit is harmful to the patient’s condition. Whether Dr. Vern
was correct in interpreting Rey. Tark’s visit as harmful is another matter.
Certainly, “confession and absolution” are not medical treatments for de-
pression. However, religious beliefs obviously play an important role in un-

derstandmg Mrs. Clarkson’s problems, and the potentially positive role Rev.
Tark could play in her treatment should not be underestimated.

Rev. Tark was fulfilling his professional role and attempting to help his

congregant. We should not expect him to be aware of the complex issues in-
volved in the treatment of depression, that is, to behave like a physician. We
may even be inclined toward a more forgiving stance toward his trying to
“save the marriage,” without placing Mrs. Clarkson’s wishes first.
bsth wo'ﬂ Dr. Vern was wrong to deny the minister his right to visit Mrs. Clarkson.
While the minister may have been misguided, he was clearly not dangerous
a{; ' or harmful to the patient. As a psychiatrisi, Dr. Vern's professional obligation
sfmf‘ to his patient is to be aware of the multiple factors impinging on her clinical
condition. To suddenly deny her access to her minister, without even con-
sulting her, is clearly an abrldgment of her rights.

Physicians in the hospital setting are granted enormous authority over

the care and management of their patients. It is reasonable to expect that
this authority will be used fairly and in the interests of the patient, not
to prevent the patient from hearing points of view that differ from the
physician’s.

Hospitals rightly impose limitations on the freedom of patients to choose

both treatments and “treaters.” While this restriction protects patients from
snake-oils and charlatans, it also requires that the physician in charge exer-

cise judgment regarding the role of “nonscientific” factors, like religion, in a =

patient’s treatment. If Rev. Tark and Dr. Vern cannot work ou§ theindiffer-
ences, then Rev. Tark should call Mrs. Clarkson and explain t A’l’c;rg a.
Mrs. Clarkson would then be free to discuss it with Dr. Vern and seek an-
other medical opinion, or even to leave the hospital.

THE NURSE’S APPEAL TO CONSCIENCE 7

Every profession carries with it a set of values and obligations. The con-
flict in this case occurred when the professional values of Rev. Tark collided
with those of Dr. Vern. While both men lost sight of the patient’s right to
find her own way, even within the constraints of being in a hospital, Dr.
Vern lost sight of the values of his profession—namely, tonake use of the
patient’s values and psychosocial supports in her care, rather than to further
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The Nurse'’s Appeal to Conscience

Alice Howard is a registered nurse at Hillside Nursing Home where she cares
for Jane Barnes, a sixty-three-year-old woman who has terminal colon can-
cer. Mrs. Barnes is in considerable pain, which has been increasingly difficult
to control. The attending physician, Dr. Jones, has ordered moderate doses
of morphine. The family understands that at these doses morphine may de-
press respiratory effort, thus hastening death.

In the past months, Mrs. Barnes and her family have moved toward accep-
tance of death. Some member of her family is with her constantly to comfort
her. She is receiving morphine as often as every three hours and her sleeping
respiratory rate is now very slow.

Most of the nurses see no problem with giving morphine to Mrs. Barnes.
However, Nurse Howard disagrees. She believes that the morphine will cause
Mrs. Barnes to die earlier than she would have otherwise; thus she cannot, in
good conscience, give the injection. The other nurses resent interrupting
their busy schedules to “cover” for Nurse Howard. Dr. Jones regards her re-
fusal as a potentially serious form of disobedience.

One night, Nurse Howard is the only R.N. on duty. Mrs. Barnes has been
very restless, and unable to sleep, even though she received her medication.
In obvious discomfort, Mrs. Barnes presses the call button and asks for more
medication. Her daughter pleads with Nurse Howard to help her mother.
Nurse Howard hesitates. She is the only person on the night shift who is
legally qualified to give this injection; if she refuses, she will have to bother
Dr. Jones with a late-night call and suffer the consequences.

COMMENTARY
Ellen W. Bernal and Patricia S. Hoover

Alice Howard has made an appeal to conscience the basis for her ongoing re-
fusal to administer the morphine. Such an appeal should be founded on a
prior judgment of the rightness or wrongness of an action. The action, if
/‘/\—"/\-
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42 INFORMED CONSENT

the physician-patient relationship becomes weakened just when a strength-
ened relationship is needed.

But who really is best equipped to make the DNR decision—the patient
or the physician? In addition to patients’ underlying right to make decisions
about their own care, they have an innate sense of their own well-being that
is often overlooked. After all, M.G. has lengthy firsthand experience of the
symptoms associated with metastatic breast cancer and is able to place those
experiences in the perspective of her overall life achievements and expecta-
tions. Her fear of death may alternately be considered a will to live that could
provide the wherewithal to sustain life longer than expected. Such attitudes
can be driven by personal goals unknown to the physician—such as the
need to support a spouse or a close relative, or the need to survive an impor-
tant event. Why should a physician impose his or her own standards on the
personal aspirations of the patient?

Physicians have been described as the appropriate decision makers be-
cause of their abilities to understand the extent of illness, the limitations of
therapy, and the predictions about outcomes. But these abilities are not ab-
solute. Prognosis determinations cannot be made with enough accuracy to
warrant the physician assuming the dominant role in decision making. In
the case of M.G., the gloom associated with the unrelenting nature of her ill-
ness might divert attention from potentially treatable and reversible causes
of her symptoms, such as unrecognized infection, untapped fluid accumula-
tions, and unopened airway obstructions.

Moreover, il the physician is right and all other therapeutic efforts are
destined to fail, survival should be brief even if intubation and other resus-
citation efforts are initiated. What then is the harm of attempting resuscita-
tion in this setting? True, the patient may suffer more, the processes of
dying will be lengthened, and the patient’s agony may be prolonged rather
than alleviated. But the patient is the best judge of what hardships can be
endured and is often still capable of changing his or her decision about life-
prolonging measures even after they have been initiated. By identifying an
appropriate surrogate who is aware of the patient’s attitudes toward thera-
peutic interventions, and by completing appropriate advance directives “this
patient’s attitudes can be expressed even after her capacity to make deci-
sions is lost.

There is also the harm that futile efforts to sustain M.G.’s life may mean
that such efforts cannot be made available to a “more deserving patient.” But
such issues should not be subject to the individual whims of one attending
physician and that physician’s approach to the management of an individual
patient. Rather, issues regarding the most appropriate utilization of limited
resources should be reached through specific policy development, subject to
review and scrutiny by appropriate supervisory bodies.

In the end these arguments substantiate the patient’s right to prevail in
the decision over whether to be resuscitated. In this case, protecting M.G.’s
right to self-determination is paramount.

greager S5 0d S B IRSL Cgend,
o Pt bt lrewlfC2 - b donfididy

PRIVACY AND CONFIDENTIALITY
/

trusf v. frotu ¢ omprde
s ethid fR-445< S /17(/ ’(?g. b owan) t Ci\_/_j( - IF

bS and a Duty to Protect

el rm»d(lw\-(‘ Lurinsay vv\lf 7?

Mr. B., age twenty-eight, reported to the community health center of a large
city teachlng hospital for counseling after being confidentially informed that
his blood test was positive for antibodies to the Human Immunodeficiency
Virus (HIV), the virus that causes AIDS. The patient had no symptoms.

Dr. T. informed Mr. B. that although he did not have AIDS, there was be-
tween a five and thirty-five percent probability that he would develop the
disease within the next five years. He was also told that he could probably in-
fect others through sexual contact, by sharing needles, or by donating blood
and blood products. He was counseled not to donate blood, and to engage

n “safe sex,” that is, sex that does not involve the exchange of bodily fluids
such as semen.

Mr. B. then revealed that he was bisexual, and that he believed that he had
contracted the infection during one of his homosexual encounters. He also
said that he was engaged. Dr. T. advised him to inform his fiancée of his diag-
nosis. But Mr. B. refused to do so, saying that it would ruin his marriage plans.

Should Dr. T. inform the fiancée of Mr. B.’s test results, or should he pro-
tect the confidentiality of the therapeutic relationship? )
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Dr. T. must weigh his duty to safeguard conﬁdentlal information agalnst a
duty to protect his patient’s fiancée, and any children the couple might con-
ceive, from possible harm caused by Mr. B.’s infection.

The American College of Physicians Ethics Manual (1984) states that “the
physician shall keep secret all that he knows about the patient and release no
information without the patient’s consent, unless required by the law or un-
less resulting harm to others outweighs his duty to his patient.” The laws of
most states require reporting of cases of sexually transmitted diseases such as
syphilis, gonorrhea, and hepatitis B, to public health authorities.

At present, AIDS is a reportable ever, only a few
states, Colorado and Montana ameong them, presently require confidential
reporting of persons who test positive for antibodies to HIV.

In this case, however, the relevant ethical question is not whether the
physician should report the patient as being seropositive to public health au-
thorities, but whether Dr. T. should warn, his patient’s fiancée that she may
be at risk of developing AIDS.
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44 PRIVACY AND CONFIDENTIALITY

Because the law is presently unclear regarding cases of this kind, physi-
cians are exposed to they may be sued by patients for
wrongful disclosure and personal sullering that might result from such dis-
closure if they breach confidentiality; they may also be sued by their pa-
tient’s_sexual partners if they knowingly fail to protect them from pre-
mof infection from their patient’s illness.

In 1976 in the case ofw Regents of the University of California, the
California Supreme Court Tuled that therapists who know or shonld knew
that a patient poses a violent threat to an identifiable third party have an
obhgatlon to take reasonable steps to proigct that person. It also noted that

“a doctor is liable to persons infected by his patient if he neg'lrg'e'ﬁfmalls to
diagnose a@'ﬁéglousm or having diagnosed the illness, fails to warn
members ol e panent’s family.”

from those m dlseases spread by casual, that is, nonsexual contact. Not all

o toidat
seroposifive” persons are viremic, that is, known to be producing virus, and”"
some might not be infectious. There is evidence that male-to-female trans-
mission of HIV occurs, but the etficiency of such transmission is unknown,
though it may be high in some settings. Finally, the outcome of infection
with HIV is not predictable with confidence, and not all infected persons will
develop full-blown AIDS. These risks may vary for persons in different age,
sex, and other groups, and our medical understandmg of this disease is un-
dergomg_mrapld change. T mWthg
legEé‘ITequlrements mandating contact tracing for persons who have_tested
seropositive to HIV. The exceptional cases, such as this one, where patients
refuse voluntarily to disclose their diagnosis to their sexual partners, are best
handled on a case-by-case basis.

But then physicians must weigh carefully their responsibility to protect
confidentiality against their duty to protect others who might be placed at risk
by their patients” ilinesses. While physicians should violate their prima facie
obligations_te protect confidentiality only WT the greatest reluctance, it_is

morally g‘ermlsmble and may sometimes beobl 1ga ory/s for phy51c1ans 10 do so.
The Tarasoff decision is often incorrectly jnterpreted as creatlng a “duty

to warn,” In fact, it creates a duty to protect potential viciims of vmlence that
can be discharged in various ways. 1f a phiysician determines that a patlent’s
illness poses a significant risk to Others, he could have him arrested for being
a danger to public health, or move to have him civilly committed. In either
of these cases, the damage done to the patient’s rights and civil liberties
would be considerable. In the present case, such extreme measures would be
unjustified. In general, the duty to protect should be discharged in the way
that is least invasive of the patient’s rights while still effectively serving to
protect potential victims [rom harm and significant risk.

Dr. T. could best discharge his duty to protect by persuading Mr. B. to re-

veal his diagnosis to his fiangée hiniscl, arid by offering serologic testing and

counseling to her through his patient. Given contemporary sexual mores, it

A0S Cpart $TDs)ome llmmmd"usv
However, the medical risks involved in the present case are dlffe;ent/
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is possible that the patient’s fiancée may have already been exposed to the
infection; she should still be informed of her risk of exposure, offered testing,
and counseling, particularly concerning the risk of infecting any children she
might conceive. Since the patient’s flancée is presumably not aware that she
is a member of a high-risk group, it is unlikely that she would suspect that
she may have been exposed.

If Mr. B. will not_agree to Voluntary disclosure, Dr. T. must seriously
consider revealing the information himself. He should first discuss the case
with appropriate legal, public health, and perhaps ethical authoritie after
such consultation, he determines that the risk to his patlent S ﬁancee is_sig-
nificant, and j moral
responsibility have failed, then Dr. T. should attempt to contact her. _gither
ditectly or through public health authorities.
~—

(
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The question posed in the case is whether a physician is obligated, that is,
has g1égal or ethical dUiy>to inform the sexual partner of an HIV-pogitive
-ni—a%%e may be at risk of acquiring AIDS through intercourse with
him. Such a duty would appear to violate the principle of patient-physician
Conﬁdentlahty

Medical confidentiality, however, has never been sacrosanct. The physi-
cian has always had the option of not maintaining patient-doctor confidential-
ity. Confidentiality can be breached when the patient’s life is at stake and, in
certain_clear-cut situations, for society’s benefit. The requirement to report
communicabld diseases and gunshot woungs, as well as suspected cases of
C Zbuse, are clearly violations of confidentiality that are legally mandated
and socially sanctioned.

_The question can best be answered by looking at the broad societal prob-
lems associated with HIV infection. A central aspect in controlling the epi-
demic is counseling and testing the 1.5 to 2 million infected individuals in the
U.S. Mandatory testing of the entire population is a logistically impossible and
ethically unacceptable way of reaching infected persons. Encouragement of
voluntary, confidential counseling and testing is more acceptable. The expec-
tation is that many, if not most, people who discover they are infected will
behave appropriately by informing their partners and practicing safer sex.

Any legally_or socially sanctioned act that breaches C()nﬁdentialitj_gng-

as a disincentive to voluntary testing. Thus if all physicians were legally re-

quircd to report HIV-positive persons to a health department or to inform
sexual partners at risk from the HIV-positive person, no one would come
forward for_testing. This is especially true if the physician is known to treat
many patients with AIDS and HIV infection. The public knowledge that such
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46 PRIVACY AND CONFIDENTIALITY

a physician has violated confidentiality would result (indeed, has resulted in
several cases) in a sharp decline of potentially infected persons seeking coun-
seling and testing. Consequently, a growing number of persons would re-
main ignorant of their infectiousness as would their sex partners.

Furthermore, which sexual partners might the physician inform? The
spouse, the current girlfriend, the old boyfriend, the sexual partners not yet
identified? As a general rule physicians should not be legally required_to
breach the confidentiality of an HIV-infected person for two reasons: it is ul-
timately counterproductive to the broader goal of encouraging voluntary
testing and it is difficult to implement fairly.

The price of such a policy is high. The woman discussed in this case may
pay the price; her future infection might have been prevented. For a Dr. T. to
sit back and let such a scenario be played out is a painful, difficult thing to
do. But his discomfort and the woman’s infection may be the cost that soci-
ety pays if it wishes to implement public health measures to minimize the

spread of the virus.

Dr. T. does have room to maneuver. He can strongly urge Mr. B. to in- '

form his fiancée, he can act as an information broker and make himself avail-
able to counsel the patient and the partner, or he can work with Mr. B. over
weeks or months and gradually move him to a more reasonable position.

If all else fails, Dr. T. must review his own situation: he always has the
optio informing th ée, although he should not do so without telling
his patient of his intentions. If the physician is heavily involved with this epi-
demijc; if he counsels, tests and treats many such patients, then violating
confidentiality and informing the fiancée may ultimately result in more in-
fected individuals. The breach of contfidentiality will undoubtedly discourage
others from being counseled and tested. If he does not have an “AIDS prac-
tice,” it is easier to justify the violation of confidentiality.

The courts are the ultimate arbiter of the presence or absence of a legal
duty to protect a sex partner from infection. In the absence of a clear legal
mandate, the difficult ethical dilemma is one of balancing long-term societal
benefits against short-term benefit to an individual. Although it is a difficult
decision, and there may be exceptions to the rule, maintaining the patient’s
co_n_ﬁ(’igntiality ought to be the first principle.

11
A Duty to Warn, an Uncertain Danger

Ms. L., a twenty-eight-year-old, unmarried woman, is admitted to General
Hospital to deliver her first child. In the past, she has been treated for pyro-
mania and schizophrenia (paranoid type), and since the age of eighteen she
has spent a total of five and a half years in a state mental hospital or in the
inpatient unit of the local community mental health center in the suburban
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community where she lives. She has also been arrested for arson on three oc-
casions. Each arrest led to a court referral for psychiatric care.

‘Mrs. D., the social worker on the Ob-Gyn service at General Hospital, is fa-
miliar with Ms. L.’s psychiatric history and arrest record because she 'vvés for-
merly employed by the community mental health center where Ms. L. had
been a patient. During a pre-delivery conversation with Ms. L. about her
plans, Mrs. D. discovers that Ms. L. has no current residence and spent the
previous year drifting from shelter to shelter. Ms. L. informs Mrs. D. that after
her baby’s birth she is planning to move in temporarily with a local rabbi and
his family, who occasionally share their home with people in dire straits.

Mrs. D. immediately begins to wonder about warning the rabbi, Rabbi P.,
about the possible danger to him, his wife, and young children. As a member
of Rabbi P.’s congregation, Mrs. D. is aware that, on occasion, he opens his
hom_e to transients. She is very concerned about the welfare of Rabbi P.’s
family, given Ms. L.'s documented history of arson. The next day, Mrs. D. asks
Ms. L. for permission to talk with Rabbi P. about her housing needs and
about the difficulties she has experienced over the years. Ms. L. refuses per-
mission for such disclosures.

Is Mrs. D. obliged to warn Rabbi P. about Ms. L. and her history, despite
Ms. L.'s refusal to consent? Is it relevant that Mrs. D. came upon the confi-
dential information about Ms. L. serendipitously, as a result of her previous
employment in the local community mental health center?

COMMENTARY

Frederic G. Reamer

The commitment to confidentiality in the various health and mental health
professions is deep-seated. Codes of ethics routinely cite the professional’s
obligation to hold in confidence information that a client shares. The Code of
Ethics of the National Association of Social Workers—which is pertinent to
Mrs. D.’s predicament—is representative: “The social worker should respect
the privacy of clients and hold in confidence all information obtained in the
course of professional service.” B

Difficulties arise, of course, when there appear to be good reasons for re-
vealing confidential information against a client’s wishes. The circumstances
surrounding Ms. L. are typical in this respect, and every profession can pro-
duce similar stories. Understandably, confusion exists about the circum-
stances that warrant a breach of confidentiality, especially when a threat to a
third party is involved. Though every professional knows that there must be
limits to guarantees of confidentiality, there is no consensus about where the
line should be drawn.

Debates about professionals’ duty to warn generally address several often
conflicting rights and obligations: the client’s right to privacy; the profes-
sional’s duty to protect the client’s interests, along with those of the general
p_gkli\c; and the professional’s right to avoid being held liable. Based on these
considerations, a good case can be made that Mrs. D. has a duty to warn
Rabbi P. and his family about Ms. L.’s history and, thus, has a right to reveal
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% Sélective Termination of Pregnarcy

Ms. Q. is a thirty-year-old woman who is pregnant for the first time, having
spent several years in a local infertility program. She had been treated previ-
ously with clomiphene citrate, a fertility drug that increases the incidence of
multiple births among those who subsequently become pregnant from Tper-
cent to 8 percent. Dr. G., the physician who prescribed the drug, had indi-
cated to the patient that its use involved “some risk of multiple gestation.”

At nine weeks gestation, ultrasound reveals the presence of triplets. After
discussion with her husband, Ms. Q. asks Dr. G. to terminate two of the fe-
tuses. She says she really wants to have a child and “be a good mother,” but
doesn’t feel capable of caring for more than one child at a time. Even though
all three fetuses appear healthy, her preference is to abort all rather than
have triplets.

A technique similar to amniocentesis (in which the uterine cavity is en-
tered) has been used to terminate selectively a defective fetus, when a seri-
ous fetal anomaly, such as Down syndrome, occurs in a multiple gestation.
This technique could be used to terminate two of the triplets, but it entails
an incremental risk of miscarriage. Legally, Dr. G. could: (1) terminate the
pregnancy through a standard method of abortion; (2) selectively terminate
the gestation of two of the triplets; (3) refuse to terminate the pregnancy,
with transfer of care to a physician who is willing to do so . Should Dr. G. ac-

quiesce in Ms. Q.’s request? Is this request morally valid?
-
Angela R. Holder 6?"

The central question in this case is, “What are the limits ¢t a physician’s duty
to do what the patient wanfs?” No_physidian is gally obliged to provide
treatment he or she deems unwise, dangerous, or wot-indicated simply_be-
cause a patient wants it. Dr. Q. is no more required to abort one, some, or all
of Ms. Qs Tetuses than a physician is to give human growth hormone to a
normal-sized child whose parents want a basketball star. The fegal doctrine
of informed consent means that a patient has the right to choos ong rea-
sonable medical altern_agi_yes: it does not mean that the physician must per-

: £l . £ T Conl ———
form the chosen procedure if he or she thinks it is ill-advised. In case of nec-

fucp

COMMENTARY

“necessary” would not apply to Ms. Q.S situation.

£ arm:h

physician who would perform a standard abortion, and, at this stage in the
pregnancy, she has every legal right to decide to have one. (Since family fi-

essary medical care, the physician ¢ have a duty to refer MO \"‘3‘)\ N
someone who will comply with the patient’s requests, but the condition Oé_f f N
Ssituation [ Monef 754
Under normal circumstances, Ms. Q. would have no trouble findin'g,; 0:'“ 3
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nances have apparently presented no impediment to several years of infertil-
ity treatment, presumably she can afford this procedure.) .
However, the procedure for selective abortion presents about a 45 per-
cent risk of loss of all fetuses. There is also a risk that triplets will be suffi-
ciently premature to have serious difficultiecs—many are born at thirty

. weeks gestation. While some obstetricians might be willing to abort one fetus

with a severe disorder, not many would agree to undertake a procedure still
ifi 7ts developmental stage only because a woman decided she was incapable
of being a good mother to three children.

Ms. Q. had been in the infertility program for several years. That experi-
ence surely should have presented opportunity for adequate counseling
about the possibility of multiple births, since they cannot be predicted or pre-
vented when fertility drugs are used, and what such a possibility would
mean in terms of expenditure of energy and finances. In advance of her
pregnancy, Ms. Q. should have been able to think through for herself
whether she could cope with this eventuality. Did she T€ally want a baby, or
was she in this program to satisfy the desires of other people—her husband,
for example, or her parents who wanted a grandchild? Does she have any
idea how much energy one baby requires? Several years of treatment should
have provided Ms. Q. with better counseling, rather than leaving her in this
dilemma, since it was a reasonably foreseeable result of doing what she

wanted o do. 4> .2 7 Defernalc
Dr. G. sho@a{t%"lgff)t' o ’r.?ﬁ)%ﬁlg{ ﬁ&ﬁﬁ?%ﬁszo%{#“q

cluding her htsband, who presumably can Iearn to change diapers as well as

she can) and facilitate contacts with mothers of triplets to find out how they .

cope with three children the same age. Perigps Ms. Q. will discover that the Qe -

situation is not as difficult as she assumes and continue the pregnancy. nd
As Oscar Wilde wrote, “In this world, there are only two tragedies. One ~

is not getting what one wants, and the other is getting it.”

ey

—

COMMENTARY
Mary Sue Henifin

Unlike the “old woman who lived in a shoe, she had so many children she
didn’t know what to do,” Ms. Q. has requested an_available medical inter-
vention as a solution. The question of whether Dr. G. should acquiésce in

ler request for partial termination of heyr multiple pregnancy is one that gests

the limits of a physician’s obligation to respect patient autonomy.
“=—Self-determination and autonomy apply to a patient’s “negative” right to
refuse as well as her “positive” right to choose among beneficial procedures,

yet these principles do not guarantee the right to demand nonbeneficial or (&
harmful treatment. H%

elore providing a requested treatment, the physician
should determine \whether the patient can define a recognizable problem
—T— e -
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that medical treatment may beneﬁt.Ba requested treatment is beneficial, 1t'

should,be among the options offered to the patient.

~TIn this case, triplet pregnancy presents many‘(ecognlzable problems to
whrch partial termination is one solution. Once a benetit can be ideniified,

o “the pregnant woman is in the best position to weigh the alternatives. Each

woman brings her own ethical principles to decisions about her pregnancy

based on her own life circumstances.
In an ideal relationship, physician and patient share their mutual

gt\‘w( knowledge and perspectives until they arrive at an agreed upon course of

/

w Multiple gestation incr

treatment prior to commencing therapy. In_the case of inducing ovulation
with clomiphene citrate, the discussion should include the eightfold in-
crease in the risks of multiple gestatron and accompanying maternal and
fetal complications, not merely the vague wargl_gprglm y Dr. G. that
there is “some risk.”

What information does Ms. Q. need to make an autonomous decision?
First, the physician must present those options that can provide benefit and
discuss their risks. Three options could benefit Ms. Q.: carrying the fetuses
to term, complete abortion, or partial termination. A triplet pregnancy is by

efinition high risk, with stillbirth rates three trmes_rggber than for single-
kton pregnancy and{perinatay mortality rates almost_twenty times higher.
e strain on the pregnant woman'’s circulatory,
renal, and endocrine systems, and she is more likely to suffer from hyper-
tension, anemia, respiratary distress, preeclampsia, placenta previa, and pla-
centa abrupta.  abed\ brgod  biith

The fetuses are also at increased risk. The majority of multiple births are
preterm; and intrauterine growth retardation is the rule, caused by placental
1nsuff1c1ency and crowding. Labor and delivery are partrcularly risky. More-
over, children born of multiple gestation have higher rates of congenital dis-
abilities and development problems after birth.
T Finally, multiple gestation severely disrupts the life of the pregnant
woman and her family. Bedrest is usually prescribed beginning in the third
trimester and lengthy hospital stays may be required for both mother and
newborns. Depression and, in rare cases, suicide have been reported to ac-
company multiple births as families try to cope with the caretaking, social,
and economic pressures. Although support groups exist, such as The Triplet
Connection in California and Central New Jersey Mothers of Multiples, re-
productive choice may be circumscribed by inadequate access to medical
coverage, housing, child care, and other necessities.

Once risks have been identified, (tﬁ physician should avoid paternalispy x

and respect the patient’s evaluation of her own unique circumstances. Just

Knowi Tsks of multiple gestatron it would be wrong to try and pressure her

. / “ as it would be unethical for Dr. G. tO pressure M3 Q.10 abort because of the

L

A nefe ?0“ Lo i3 of whofuoh udviton ia

to forgo partial termination because of alternative risks. Ms. 1s. Qs constltu

tionally protected right to privacy, including the right to make rocreative

decrsrons supports her rrght to weigh the available optipns and their out-
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comes in selecting a course of treatment. Even when more accurate data are
available on the relative risks of miltipte gestation, abortion, and partial ter-
mination, privacy and procreative liberty must extend to protect the preg-
nant woman’s choices. Dr. G. should either respect Ms. Q.’s decision or/(
transfer her care to a competent physician who is willing to do so.

™5 Qs case illustrates how the development of new reproductive

&
Mechniques leads to technological imperatives“lf a technology exists it will

be used. YThe critical focus is usually on the morality of “consumer de-

magd fmore direct approach would éxamine the moral responsibilify of
researchers who develop and promotc new reproductive technologies like

selective termination. m g F"’IL;"!(/ totetuerty Thoine lwe
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justifiably forced an investment of pain that was not agreed to. Of course,
there are no easy answers. Physicians should not abandon patients when
momentarily pain overwhelms them:; physicians should seek to gain consent
for therapy. But when the patient who is able to give free consent does not,
the moral issue is over. A society that will allow persons to climb dangerous
mountains or do daredevil stunts with cars has no consistent grounds for pa-
ternalistic intervention here. Further, unlike the case of the motorcyclist or
the would-be slave, in this case one would force unchosen pain and suffer-
ing on another in the name of his best interests, but in circumstances where
his best interests are far from clear. That is, even if such paternalistic inter-
vention may be justifiable in some cases (an issue which is different from the
paternalism of surrogate decision making, and which I will not contest at this

point), it is dubious here, for the patient’s choice is not a capricious risking of
the basis of free action, but a deliberate choice to avoid considerable hard-

ship. Further, it is a uniquely intimate choice concerning the quality of life:

the amount of pain which is worth suffering for a goal. Moreover, it is, un-
like the would-be slave’s choice, a choice which affirms freedom on a sub-
stantial point—the quality of one’s life.

In short, one must be willing, as a price for recognizing the freedom of

others, to live with the consequences of that freedom: some persons will
make choices that they would regret were they to live longer. But humans
are not only free beings, but temporal beings, and the freedom that is actual
is that of the present. Competent adults should be allowed to make tragic de-
cisions, if nowhere else, at least concerning what quality of life justifies the
pain and suffering of continued living. It is not medicine’s responsibility to
prevent tragedies by denying freedom, for that would be the greater tragedy.

bttt
&%OC%@% % C‘w{w(, Pb\mlu
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Ralph Watkins, a seventy-five-year-old married man, was admitted to the in-
tensive care unit mersny hospital in acute respiratory distress. He was
anxious but fully alert and gasping for help. A retired laborer, Mr. Watkins
had been suffering from a chronic pulmonary disease for the past fifteen
years. For the past five years he had become progressively debilitated. Prior
to admissi ad beef confined fo his home and depended on his wife
for the most basic of care: without her assistance he could not dress or feed
himself. He had been a fiercely independent man and still enjoyed ordering
people around. His wife and married son were totally devoted to him.

T, i is was bil i . Watkins was given antibij-
otics and put on a mechanical respirator with supplemental oxygen. Within
two weeks the pneumonia was largely cleared and Sarah Radburn, his physi-

M/ (20 %k c luma) herep .-ofp;P’J/F‘
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i began attempts to_ wean him from the respirator..Unfortunately\,hi
;Ig%becgme “respirator-dependent” as a result of a combm:tlon ofsgloe_zt ;nu(;
i kened respiratory mu ,
iti ble new damage 1s lungs, wea : -
;n:rog% ’k))cr):;lthing on his e@n. Despite a slow, cautious app\;\cl)atckh Wltsl:\(;nr:cor}
° failed. Mr. Watkins,
ttempts repeatedly fa '
reassurance, the weatfing a e o
ifi Id demand to be placed back on _ ¢
breathRagnger:rIrZ'f:é \;\Iﬁu ‘ i r_successful weaning as. makbef
oDr' rE: t.” The patient became more and more discouraged with his |a$1035
: eressOar.1d the frequent painful medical procedures (constant |.ntr_ave oue
?r°gin frequent needle punctures for arterial blood gases, suctfnomggt,o nd
geon) g:After three weeks of unsuccessful efforfcs, Mr. Watkins ri us‘-jeme . co-
f)perat'e with further attempts at weanilng. H';'Sh wﬁse;ggds;)hne r:ecdical con.
i “will to live.” They ;
hat he had given up the “wil _
Egrggg tsomething to save him.” Although he had _beco;nfhle::a?f)mwrr;t:ra]cl?y
i d, in the opinion of the staff,
ive, he remained alert and aware and, e opinion of the : was
El(\alempetent. He told Dr. Radburn he wanted-the respirator disconne
want to die,” he said. o o
Ww\:t) is the physician’s responsibility in this c_ase?_ Shoulltl'J the p:t)/esrl]ctlio
honor the patient’s request? If we assume the patient is lega y c_om;r)efuse o
mc;ke medical decisions, on what basis, if any, can t:;g ﬂ?;)\/l\sllc::SCh ot
i t to stop life support?
ostpone acting on the reques ] ] port
Ehourl)d be given the family’s wish to “save the patient?

COMMENTARY _
Stuart J. Youngner and David L. Jackson

This case illustrates the often confl(llsing a}?‘dhc?ncfﬁrcltélllfg;c:ﬁ:giscl:fhet:si rt(l)lrellt
ici i ’ odern, high-te
Conrf:[mll“i) pg?gssésfenlsifén rte?ide?(le Ss&?fering, (L)ilggg;m, and 1 r_sipt@;t thsV :;gczr;-
omy | , is imple task. If Mr. Watkins -
T ai'er't’ucso nllliezf)rllltl(;n l?: (lisegg;zgnﬁ&npelent and the fe?mily ora
Coareapp 'de 120 érdian would make the decision. Confronted vv1th the re-
qurt-a}pp01.rlle iuhowever, one could “solve” the pf?‘}l?@_{?????‘lmpl}_’ by
fhl?es o thz)sf f[:j;o,courses—bo_tl{lho_/f_wk_l__i)ch_,, we fge],—are wrong. t
e Id Tnsist that Dr. Radburn’s primary responsibility is to _try
(s hance of saving his life. After all, the patient placed him-
f?_{ﬂt'hﬁ '%'Q'Perc'e‘gg"%”sﬁﬁépﬁah dismiss his wish “to die” as irrational, although
self n her caré, an d press on. This course is unacceptable,bccause. it vio-
e e et :Storlljomy. It als;”ignores the great degree of suffering and

lates the patient’s 0181 the ¢
Pp— ““hanee o ini “meaningful” life.
i1l chance of regalning a "me . ond to

t@,%migﬂy Sirﬁ}:;listiC, and in our view unacceptable,._ would be to rf;}r) Vr:/ Lile
hi xgp'ré'ssé‘a@‘i_s’ﬁ_fg‘ai'é'537 immediately disconnecting the respirator,

is e Y Immediate

Siously proclaiming res t autonomy.

i roclaiming respect for patien ' ment
ploulstlsi/spnoteworth%/ that both these courses (relentlessly pursuing treatmes

> ici to avoid a
or rigidly following the paticnt’s request) allow.the physician |

; . ; d fam-
timé-consuming and potentially painful dialogue with the patient an¢ ’g
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ily. We suggest that before the respirator is disconnected and the irrevocable
Jecision made to let the patient die, the physician must evaluate with the
patient and family the following:

1. Does the wish “to die” represent a temporary depression in reaction to
pain or a sleepless night? If the depression passes or is adequately treated,
the patient may well retract the wish to die. Of course, depression may be a
realistic and consistent response to a situation of great suffering and little
hope. !

2. The patient’s request may be a reaction of fear based on misperception

or miisinformation. Belore stopping treatment the physician should identify
Mderlying a refusal of treatment and explore their source with the
patient. Fear may be appropriate to many situations, and a reasonable basis
for refusing treatment.

3. In similar intensive care units, we have seen several cases in_which

patiwned true ambivalence abouf siopping treatment. If ade-
quate dialogue is not established, the physician may hear only that side of
{Tie ambivalence with which he or she agrees: Acting on such half-truths is
hwhe principle of patient autonomy. '

4. A patient’s request fo\h}i’\i‘é’ff"élitﬁi"éﬁf stopped may be a symbolic at-

tempt to regain Contr(ﬂ"ir—l“éﬂsﬁfﬁéii&fiﬁ"Whiﬁﬁ_ﬁ}iVi%»'ﬁ’a‘s"r_jbﬁ?é’.ﬂ]&mé'fi“fimcélly ill,
machine-dependent patient has Tittlé autonomy in the most mundane and
basic aspects of his life such as sleeping, elimination, eating, and privacy. He
is totally at the mercy of others. The request for termination of treatment
may be a desperate effort by a helpless patient to get the attention of his fam-
ily and caregivers and to assert his independence. Thoughtful investigation
may discover alternative measures that restore the patient’s sense of auton-

s T FUBIEIS B s Mttty poe st SR £
omy andw_vy}’th_y‘_g‘rev val of the wish to pursue life vigorously.

5. An apparent clash between the wishes of the family and patient may
identify underlying problems of communication between them. The physi-
Gan st clanify with the family the meaning of their cry “to save” the pa-
tient. Are they acting out of guilt? Can they distinguish their own needs
from those of the patient? A meeting with patient and family together may
be the only means of clarifying the apparent disagreement. If the issue can-
not be resolved the patient must have the ultimate input to the decision-
making process. The physician’s contract is with him and ultimately it is his
fate being decided.

The possible interventions and evaluations we have suggested will post-
pone acting on a patient’s request to stop treatment. In doing so we could be
accused of “paternalism” and violating the patient’s autonomy. However, as
ETic Gassell (Hastings Center Report, December 1977, pp. 16-19) has pointed
out, a sick person is not simply a well person with i s appended. Life-
threatening illness, dependence on machines, and the ensuing physical and
psychological regression make the concept of autonomy much more difficult
t@.apaly. By postponing dn jrreversible decision until important issues ¢ nb
clarified, physicians may not be violating the true_autonomy of their, pa-
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jients. Reflex acquiescence to patients’ wishes that treatment be stopped may
Leps RO A = Jialoanio with fellow beings inthei

be a way_for physicians to avoid close dialoguc wit ow _beings in-their
hour of greatest need. If the dialogue is completed and the patient’s wish to

Jie remains, there is almost always fime to withdraw life supports.

COMMENTARY
William Ruddick 7

[n order to sharpen a single issue I shall g?!un%ert'ﬁa%»tﬁ;eocourts, the
regulations, and the p@ns’ professional and moral principles do allow
patients in such circumstances to refuse life-saving treatment. Nevertheless
in this case as sketched, Dr. Radburn’ should first explore the conflicting re-
quests. Her first responsibility is to make sure that the patient’s request ex-
presses an informed, autonomous, and resolute desire to dii and is not
merely a show of “fierce independence.” al
Suppose that various inquiries convince the

tants that the patient means what he says for reasons appropriate to his age,
condition, character, and other circumstances. His pain is tolerable, but his
irwgmmﬂmmﬂiejﬁhﬂmum_g_ndjw_d.enﬁg&nof Even order-
ing people around has ceased to relieve his .”l?,urdensome” life. Despite his
family’s pleas, he wants [Q gi;.—gg if llg"_can still be weaned from the res-

irafor. (puesibly)

~ His wife and son want him kept_alive, even if he cannot be weaned.
They realize they have no Eggi means to prevent the physician’s termination
of treatment, but if the physician refuses the patient’s request, they trust that
he will be too weak to enlist legal aid (or to turn off his own respirator). For
reasons of affection, shame, and “philosophy of life and death,” they pgefer
his forced M@}h, by what they perceive as suicide.

~These elaborations simplify the case:

1. The probability of weaning becomes irrelevant: the patient wants to

die, even if weaned; his family wants him kept alive, even if respirator-

dependent. . .
3. The direct conflict of their desires shows that the patient is not influ-

enced by self-serving family suggestion or fear that he has become a resented

burden. N
3. Free of all /ihle_r_gﬂp_osition to terminating treatment, the rphy§1c1a

e
——

~—What then are the physician’s professional and more general
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must base any refusal or further delay solely on the family’s desire. n'(’%""an 188
oral re-y £r

sponsibilities? Should the family’s desire._or considerations of their welfare, nuft
deter her from “honoring the patient’s request”? 1 think not. The family, are ]

fot her patient, nor the patient’s proxies. Nor does his decision or welfare de-
pend on their own. A physician often has a derivative responsibility for the
welfare of family members who can provide a patient with hope, courage,
nursing or financial aid, or legally required representation. But she has no

dM
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such derivative professional responsibility for the family’s welfgre here. In- | (PCP). One week earlier he had been told that the presumptive diagnosis for
deed, to the extent that she shares her patient’s belief that he wpuld be “bet- his illness was Acquired Immunodeficiency Syndrome (AIDS).

ter off dead” or would die better now than later, she must oppgse those who On the day Dr. Dorsey was called, the medical team discussed with Mr.
would forcibly continue treatment. A ily’s welfare dges pot/compete with,, Davidson the need for a Swann-Ganz catheter, which would be inserted in

legalone overryle, a patient’s welfare in a physician’s deliberations. L §i his pulmonary artery. Mr. Davidson refused permission for placement of the
Though not professionally responsible for the family, Dr. Radbﬁ'ryr%%” ' catheter, and reque Ste.d thét rr_\edical treatment be stopped. “Take the tubes
ave away and let me die with dignity,” he declared.

nonetheless responsible fo them in at least two wa i i
ys. Given their concern . . . . . . .

and past care for the patient, they are owed a thoughtful account of the deci- The medical team.dlsc.us_sed in detail with M Qavudson, h_|s lover, and his
sion to terminate t sttt parents and sister his clinical status and prognosis; Mr. Davidson had, they
sion to_terminate treatment. Whether or not they are employing her, the i ivi i
physician must a er 1o th ) ’ believed, a 50 percent chance of surviving the current illness. However, peo-
berZevolen n'Swerhto them for the proposed course of action. Moreover, ple with AIDS rarely survive more than two years* and Mr. Davidson could
heir reli Ce requires her to try to r'econale the family to her decision. If expect several bouts of severe illness during his remaining lifespan. They also

eir religious principles cannot be interpreted to permit termination, she pointed out that rapid advances were being made in understanding the
.may'only b? ab_le to prepare them for the patient’s death. Even if the patient : pathophysiology of AIDS and offered the prospect for a future treatment as
is being selfish in his distress, the physician should take concern for those he a result of current research efforts.

With the support of his lover and family, Mr. Davidson continued to insist
on cessation of treatment, citing as his reasons “quality of life” and the “right
to die with dignity.” In the presence of witnesses he signed a living will and
statement of competency. The legal formalities were carried out; however,
for “legal reasons” and “completeness,” before complying with the patient’s
request, the medical team was waiting for a psychiatric assessment.

is (excusably?) ignoring and harming. And even if he is acting “within his

Fights,” benevolence requires the physician to moderate the avoidable suffer-
| ing produced. The demands of virtue cgnnot block the exercise of rights
\ (otherwise rights would lose their force), but they can delimit the manner in
\i which others facilitate the exercise of thos€ Tights.

the gszui??:;g;:g)p&zsécéir;iigstﬁvem igggtr};isrefor dfl?{mg’,bm none (as Dr. Dorsey revieweql Mr. Davidson's _record:s and intervigwed him. Mr.
(1) making sure that th ~oyl p quest. Time 1s needed for: , Davidson reaffirmed his belief that quality of life was more important than
1) making sure that the patient s request eXpresses a deliberate, resolute de- quantity of life and that he wished to die with dignity. He admitted that he
sire; and (2) trying !9.JQS.¢,LLLQ§§W the Tamily whose plea she pro- “ was feeling pain, fear, loss of contrdl, extreme discomfort on the respirator,
fSS_i{QBéll}iEth.!ld,I?i@S@yt_ morally must respond to with ggmpassia}];ate at- and sleeplessness. He added that he was distressed by his inability to eat (on
tention. The first delay involves a paternalistic defense of a patien{'againgt ; the respirator). When Dr. Dorsey asked how he might feel should he recover
[ undue influence by haste, pain, drugs, or others whose desires and welfare from the pneumonia, the patient noted that he knew he had AIDS and that
are not an integral part of the patient’s own concerns. (This “subject pater- he would die within one or two years. Therefore, he said, he di_d not deserve
nalism” appeals to a patient’s characteristic desires, not to his or her “best in- to take up a bed in the hospital and'continue to receive medical treatment

terests.”) The second delay is justified by the coordination of right; with that could_ better benefit aqoth_er patlent. ..
virtues that limit the manner of their exercise, especially with regard to the The patient had no psychiatric h_|story ar)d had never a'stempted sumdg. He
cooperation of the physician and the suffering of the family. Like igh ] had never had any personal experience with defath or dying among family or
life, any right to die must be located in . £ vi Y. ény right to friends. He could not speak because of the respirator tubes but he communi-
other rights. C a context o Vl‘rtues, as well as of . cated by writing notes and nodding his head. He was alert, not disoriented,
ghts. Contrary to current slogans, people do not die alone. { wrote clearly and logically, and initiated his own statements and topics for

the interview. He was not tearful but appeared anxious. In his own eyes he
did not want to commit suicide but wanted to be allowed to die.

26 Dr. Dorsey concluded that the patient showed no evidence of confusion,
psychosis, or delusional thinking, but that he did show symptoms consistent

//Ifl Have AIDS Tl/l with depression, probably secondary to his underlying medical condition.
’ en L@ t M€ Mr. Davidson, then, was legally competent, understood the consequences
; 4 of his decision to refuse treatment, and had the support of those closest to
DZe NOW’ him. Yet, because of his age and depression, the availability of treatment for
- ‘ his current illness, and the possibility that some treatment for AIDS may be-
come available within the next few years, Dr. Dorsey hesitated. Should Mr.

Dr. Lois Dorsey, a psychiatry resident, was paged by an intern from the Med- Davidson’s treatment be stopped as he wished?
gal In[;ensnve Care Unit (MICU) for an emergency psychiatric consultation '
r - _ . " - - :
ary Davidson, a twenty-eight-year-old gay man, had been hospitalized ' *Advances in therapy in recent years have led to significantly improved survival rates

eleven days before for a first episode of Pneumocystis carinii pneumonia s for most patients.
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Should her refusal of the feeding tube be honored, even though it will lead

Dr. D. is left to proceed on his own unexplored and unverified
rently there, p p 10 her death?

interpretation. He must treat because he failed to talk to his patient.

The lesson of the case is clear: it is critical that the medical team be alert
to ambiguities in advance directives. The pressures of emergency medicine
sometimes make this difficult, but in this case there was time and opportu-
nity, and the physician involved was informed and had relevant experience, ’
making the failure to have the discussion inexcusable. The case points up the
fact that advance directives are sometimes idiosyncratic. They are intended |
as a reflection of personal values, not a rote rejection of some kinds of life
support. They require inquiry on the part of the physician to make certain
that the physician fully understands the patient’s wishes and is prepared to
act in accordance with those wishes. Had Dr. D. but asked what Mr. R.
meant by “under any circumstances,” or even why he had chosen to express
his wishes in that way, he would have spared Mr. R. the prospect of having
his actual wishes ignored.
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In 1860, the English poet, Arthur Clough, wrote “The Latest Decalogue,”
only one couplet of which is usually remembered nowadays:

Thou shalt not kill; but needst not strive
Officiously to keep alive.

Today those lines are often quoted in the United Kingdom as summing
up a proper attitude to terminal care. Repeated use out of” context,. however
—starting with Bernard Shaw in “The Doctor’s Dilemma”—has hidden the
lines’ origin in parody. Clough’s poem went on:
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Do not adultery commit;
Advantage rarely comes of it;
Thou shalt not steal; an idle feat,
When it’s so lucrative to cheat.

(o

ngs Pauline Randall, a sixty-five-year-old married woman with three adult chil-
»\,} - dren, has been suffering from amyotrophic lateral sclerosis (ALS) for several

years. Her neurological condition has deteriorated so that she can no longer
control any voluntary muscles. Confined to bed in a nursing home in a smail
‘,J midwestern American city and breathing with the aid of a respirator, she

";}/ communicates through the electronic monitor that responds to eyelid blinks.

She can “write” words and brief sentences in this way.
Mrs. Randall understands that her condition cannot be treated and that jt
will inevitably lead to her death. But she has been an active participant in

” i p‘v‘}‘ her health ¢ nd has been determined to continue functioning as long as
‘o possible.
3(’ ( Her physician, Dr. Samuels, believes that she is not receiving adequate nu-

4" trition and that the time has come to insert a nasogastric feeding tube.

Vy‘:\i\“’i o) When he proposes this procedure to her, she blinks quickly, “No more!” He

asks, “Do you understand that you will die slowly of starvation if we do not

X » _L-j’b insert this feeding tube?” “Yes,” she blinks, “No more.”

4R
RO

i When MrsTRandall's family, which has been closé and supportive through-
out her illness, learns of her opposition, they have divided opinions. Her hus-
band believes that her wishes should be respected, but two of their three
children are convinced that her life should be prolonged. The nursing staff

There is no question that Mrs. Randall is legally competent, that is, that she

(K(‘Nbfé believes that she should not be made to suffer any longer.
\R\

e

understands the procedure being proposed and the consequences of refusal.
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Such an error is not untypical of the deceptions and misupders_tandings
that surround the care of patients with terminal, or inevitably tata.l, 1llness.es.
Mrs. Randall understands that her neurological deterioration will lead in-
evitably to death; yet one wonders whether Dr. Samuels has aCC?pth that
she is a dying patient. Alter all, at a slightly earlier stage of her illness, he
acted in a way that w en in the United Kingdom. He
staried 1o aid her breathing with a respirator. .

" Since she can no longer control any voluntary muscles, sth resplra'tgry
assistance, to be effective, would almost certainly be. intermittent positive
pressure respiration (IPPR), probably administered via tracheostorpy. TLl.e
normal way in which ALS patients die, when not attache_d toa V€Htllat0.r, is
by suddenly, and usually unexpectedly, stopping breathing; at autopsy it is
uncommon to find any reason why death happened at that particular point.
Artificial respiration is likely to prevent this mode of death, and was there-
fore agpajor interventiony Mrs. Randall’s dying. . .

Cynics might suggest that the only reason why a patient l}ke Mrs. Ran-
dall would not be artificially ventilated in the United Kingdom is that the Na-
tional Health Service cannot afford enough vcx;llilators. IItl. fascti nfotre rrrrliz:rz

ctors have assessed the value of such intervention
Z}?ji;rtcj)giijfeo quality of life_as well as the probable guantity. In_the 1936

House of Lords debate on the Voluntary Euthanasia (Legalisation) Bill, Lor
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Dawson, the royal physician recently revealed to have eased King George V’'s
passing with morphine and cocaine, said:

If one goes back fifty years . . . it was an accepted tradition that it was the
duty of the medical man to continue the struggle for life right up to the end.
With time that has changed. There has gradually crept into medical opinion,
as there has crept into lay opinion, the feeling that one should make the act
of dying more gentle and more peaceful even if it does involve curtajlment
of the length of life.

When you pass . . . to lives which are burdened by incurable disease,
and where the gap between that stage of illness and death becomes wider, it

may be fully admitted that the difficulty is greater, yet W is
carrying a great load of suffering, our first thoughts shou e the assuage-

ment of pain ¢ if it does involve th rtening of life.

Pain and comfort will in fact be important considerations in Mrs. Ran-
dall’s case. Although she cannot move at all, her sensation is probably intact.
Without extremely skilled and, above all, experienced nursing care she will
frequently be very uncomfortable. Such experience will not be available in a
small city where there is probably no more than a single case of motor neu-
ron disease each year. Thus it will be important for her to have very regular
small doses of morphine to take away the feeling of pain and discomfort;
morphine will also take away the feeling of thirst or hunger.

Concern for the quality of Mrs. Randall’s dying and the provision of ap-
propriate care mean that she is most unlikely to have any sensation of
hunger or thirst. Starvation therefore holds no fears for her and, with her
intellect intact, she can decide to refuse the nasogastric tube. In UK. hos-
pices, where such appropriate care is available, it is neither the physician in
charge nor the patient who raises the possibility of a nasogastric feeding
tube: it is usually the intern or resident. Once the possibility has been raised
it will be discussed widely among the doctors and nurses, within the family,
between the doctors and the patient, and between the doctors and the fam-
ily. The conclusion is nearly always that a feeding tube should not be used.
This accords with the principle%h‘g_éa:@c{or is under no moral obligaticn to
@o a patient that which is of Qo benefif to the patient. Many people in the
U.K. would regard as a reﬁnedm&hnical intervention to
prolong the life of a patie_r}t whose mind and sensation are working, but
who 15 mcapable of any voluntary action and whose ability to communicate
is miniral. . ,

In the rare event that it is not possible to reach accord among the pa-
tient, doctors, and family, the outcome may be different. In Mrs. Randall’s
case, she and her husband agree, and no doctor would go against their com-
bined wishes. If only Mrs. Randall refused the feeding tube, while her hus-

band and family wanted it inserted, the likely outcomeé would be whatever
the doctor thought best: and fhaPwould most likely be to withhold fhe tube.

p—— — o
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1f Mrs. Randall and her husband and family all still wanted a feeding tube in-
serted, then it would be inserted, regardless of the doctor’s opinion.

" Such a case has never been to court in the UK. If a court were ever
called on to decide, it would do so under English comtho
whatever practice a responsible body of medical opinion Telf 1o be appropri-
ate. In other words, if Mrs. Randall refused the tube, the court would uphold
(hat decision, since the majority of experienced doctors in this field would

‘ot wish to feed her.

In summary, this case could never have taken the course it did if it had
curred in the U.K. Ventilator support would not have been offered, and a
¥ uld not have proposed inserting a nasogastric tube. Both,
the circumstances ywould have been regarded as extraordinary, rather
eans of care, therefore carrying no obligation that they be

-~

- used. All efforts would be concentrated instead on ensuring that routine care
- kept Mrs. Randall as comfortable as possible, so that the burden of her in-

evitable dying was kept to a minimum for her and her family. Such care
would include very careful positioning, drug treatments such as hyoscine to
reduce salivation when swallowing became difficult, mouth care to prevent
thrush, and attention to her bowels to avoid fecal impaction.

WHhy such cases can and do occur in the United States is sometimes diffi-
cult for America’s transatlantic cousins to understand. Can it really be ex-
plained just in terms of a desire to avoid malpractice litigagon? Or does it re-
flect the essential Puritapism of American society, with its tendency both to
demand masochism, and to reject doctrines, such as that of ordinary and ex-
traordinary means, which sound too Catholic in origin?

jutluaue o Colfurd r2 s e

COMMENTARY
Hans-Georg Koch and Tatjana Ulshoefer

In the Federal Republic of Germany (FRG), the case of Pauline Randall
would raise numerous legal and ethical problems, in part because the discus-
sion about euthanasia is burdened by historical experience. The so-called
“extermination of unworthy life” during the Third Reich still affects the cur-
rent debate.

In the FRG one distinguishes among @lﬁm What is
called “passive euthanasia” means the withdrawal or nonapplication of life-
supporting measures. The term “indirect euthanasia” describes measures
with the primary purpose of minimizing the suffering of a patient, even if
this implies hastening the time of death. “Active euthanasia” means all mea-
sures that actively and deliberately induce death, such as the administration
of drugs with the intention of terminating life, regardless of motive.

There is a consensus that this last kind of “euthanasia” should be punish-
able by law. This applies even if it is carried out in accordance with the sincere

FRG

——
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and expressed wishes of the patient. (The applicable law, section 216 of the
criminal code, states that killing on demand constitutes a punishable offense.)

Another preliminary remark seems in order. The discussion about eu-
thanasia in the FRG is largely overshadowed by the debate about suicide.
Most of the euthanasia cases that have reached the courts involve patients
who had previously attempted to commit suicide. The Supreme Court, in
several widely criticized decisions, has stated that suicide is an ethically rep-
rehensible action. These decisions influence the evaluation of the obligations
of a physician who attends a would-be suicide. In accordance with these de-
cisions handed down by the court, the physician is liable to be prosecuted for
homicide by negligence if he encounters an_unconscious would-be suicide
victim in a life-threatening situation and fails to administer all required and
reasonable aid.

On the other hand, assisting a person determined to commit suicide is not
’ qvunishable per se, nor is it regarded as suicide if a patient, being aware ol his
or her situation, refuses life-preserving treatment and accepts his or her in-
evitable death. This can, in a particular case, lead to conflicting evaluations.

A case comparable to that of Pauline Randall’s has as yet, so far as we
can determine, not come before an FRG court. Nevertheless, it is generally
accepted that a patient has the Qght to refus@yeven part of an envisioned
course of treatment—such as a specific surgical procedure. Furthermore, in
medical practice the use of respirators as well as the insertion _of nasogastric
feeding tubes are hath considered ¢rdinary freaiment. Such a wish expressed
by a patient has to be respected by tetarr; even if it might threaten
the life of the patient and is therefore seen by the physician as irrational.

This obligation to respect the wishes of the patient results from the con-
stitutionally guaranteed right ofGelF-determination as well as the right to
otect oneself against physical violation. This applies even in cases where a
A-(tempmwolation might be medically indicated in order to save
t@tiem from a life-threatening illness. A surgical procedure undertaken
without the consent of the patient constitutes an illegal arﬂpunishal&ct.

This obligation to respect the wishes of the patient, however, does not
obviate the duty of the physician to counsel the patient and to recommend
measures which may be medically indicated. Likewise, it does not release the
physician from the duty to render medical and nursing care to the patient, as
well as measures that alleviate suffering, as long as the patient so desires.

Although the problem of euthanasia has been discussed in the FRG for a
considerable time, there are still no clear legal provisions governing a physi-
cian’s actions when a patient’s life approaches its end. In view of this legal
void, various medical organizations have drawn up guidelines for physicians
facing a patient’s approaching death.

In 1986, an interdisciplinary working group (composed of professors of
criminal law and medicine as well as their assistants) produced an “Alterna-
tive Draft Bill Concerning Euthanasia” (published by G. Thieme Verlag,
Stuttgart and New York). Furthermore, the subject was discussed last year by

“NO FEEDING TUBES FOR ME!" 133

‘he criminal law committee of the fifty-sixth convention of the German
Lawyers Association.

Given this situation, procedures in the FRG in a case similar to that of
pauline Randall’s would presently be as follows:

The case of Pauline Randall would be regarded as falling into the cate-
gory ol “passive euthanasia,” meaning the withdrawal of life-prolonging
;mlly able to express her informed wishes. Tn such
cases, the patient’s wishes are decisive, because a physician’s duty Li[t_&"_‘f)—ro-

rect lifeY not Yo force patients to continue to live against their wishes. LQ.W
he positions taken Dy the patient’s next of kin, and even more so thosel. ()B;

of the nursing staff, are irrelevant, as long as it can be assumed that the pa-" =

patient’s spouse or children do not have to be taken into consideration. .

The attending physician would have to respect Mrs. Randall's wish
even if he has arrived at a ditferent conclusion, which he regards as “me
ically reasonable.” He is obliged, however, to counsel the patient and to rec-
ommend the procedures he considers reasonable.

Although the physician has to respect Mrs. Randall’s right to reject feed-
ing by nasal tube, nevertheless he might continue the other elements of
medical care, including all nursing care.

In a somewhat different case Peter Noll, a Swiss professor of criminal law
widely known in Germany, acted similarly to Mrs. Randall. When con-
fronted with a diagnosis of cancer of the bladder, he decided against the mu-
tilating surgical procedure recommended by his physicians, ahhoggh he had
a good chance to be cured. In a diary, Professor Noll recorded his thoughts
dnd Teelings for posterity. He wrote: “The will to live should not be so strong
that one passively endures all pains of life-extending measures” (Peter Noll,

Diktate iiber Sterben und Tod, Zurich: Peudo Verlag, 1934).
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A case like Pauline Randall’s is not rare in China, even though it is a country
socially and culturally quite different from the United States. In December
1986, a session of the Beijing Colloquia on Medical Ethics (a group com-
prised of interested professionals in ethics, medicine, and health care admip-
istration that meets bimonthly to address topics in biomedical ethics) dis-
cussed three cases of pain-ridden dying cancer patients who refusefl to
accept treatment, in addition to three other cases of patients who were irre-

versibly comatose. N
One of these dying cancer patients committed suicide as a res

physician’s refusal to withdraw treatinent. The second attempte t
. gy . s
after a similar denial but failed, whereupon a physician approved his reque
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and he died peacefully. The third is still alive; he thought about suicide after
his physician refused to withdraw treatment, but he has not attempted it.

Cases of this sort occur mainly in the middle-sized or big cities and other
developed areas where a number of modern hospitals are located. The situa-
tion does not occur in the 10 percent of villages where people still live in ab-
ject poverty without access to health care and even without enough food
and clothing, or in other underdeveloped areas.

Public officers and medical professionals are divided on the question of
whether the treatment refusal of a patient like Mrs. Randall should be ac~
cepted. A survey conducted by investigators from the Central China Univer-
siﬁl—(‘)f Science and Technology, the Beijing Union Medical College, the Capi-

tal Medical College, and the College of Traditional Medicine in the spring of - ‘
1986 found that among 170 respondents including laymen and profession- -

als, 39.4 percent approved of active euthanasia for a pain-ridden dying can-
cer patient; 31.8 percent approved of treating her with all-out efforts; 16.5
percent advocated ordinary care and food; 10 percent wanted to withdraw
all treatments and food and let her die; and 2.3 percent were undecided. So
fagechnologLfor electronic communication, such as was_available to Mrs.
Randall, is not available in China, and generally respirators and w@bes

are classified as extraordinary care.
Although the percentage advocating passive or active euthanasia was

e

rather high (49.4 percent), 1 doubt that th ocates would definitely fol-

low through in practice. One of my friends was terminally ill with intractable
pain and refused further treatment. Both the attending physician and her
two children agreed that the treatment would only prolong her suffering and
death. But nobody took the move. Why? The cultural climate bound them
hand and foot.

The Confucian tradition is deep-rooted in China. There are twenty-four
popular models of behavior of the dutiful son from various periods in Chi-
nese history. Some of them made every effort to save their parents’ lives,
and they still serve as examples of filial piety. According to the Confucian
tradition, if the child agreed to the parent’s refusal of treatment, he or she
would be charged with violating the principle of filial piety. Even if the child
did not agree, Iie or she has to take into account the opinions of relatives,
neighbors, and colleagues who may consider such an action a violation of
this principle. Gossip is a fearful thing.

Most Chinese doctors and nurses were trained in modern Western medi-
cine (in contrast to those who practice traditional medicine); they have in-
corporated some Hippocratic_principles into_their_Confucian background.
The former’s prindple of “Do no harm’ and the latter's principle of “Ren”
(humaneness, loving-people, or beneficence) are fused.

Moreover, their personal experience during the Cultural Revolution
made them extremely cautious about this kind of case; some physicians were
condemned as murderers solely because they failed to save the lives of pa-
tients sutfering from fatal diseases. No legal considerations have influenced
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decision making so far, because courts and lawyers have been prohibited by
the government from becoming involved in such cases since the 1950s on
the grounds that legal professionals do not have adequate medical knowl-
edge to give judgment. This situation is beginning to change, however, and
courts are starting to consider such issues once more.

The salary of medical professionals is fixed and independent of how
many patients they treat. And they do not concern themselves with the
shortage of medical resources as much as the hospital managers or health
policy decision makers. However, economic factors greatly influence the
family’s decision. If the patient were employed by the government or the
mked for a university or state-owned enterprise and thus en-
joyed public health services (free medical care) and had a fixed salary, the
family would tend to reject the patient’s refusal of treatment. The families of
patients employed in private or nonstate collective enterprises Who are not
eligible for public health care are likely to accept the patient’s suggestion.

An irreversibly comatose patient who workéﬂ'mmg%ae I did
manual labor during the Cultural Revolution has been given all-out life-
saving measures in the hospital at the insistence of his children. The hospital
proposed withdrawing treatment after several months, but the children re-
jected the idea.

In my opinion the way out of the dilemma raised in a case like Mrs. Ran-
dall’'s requires a conceptual shift. Medicine should be further humanized,
and man’s life made more humane. If a terminally ill patient refuses treat-
ment in order to die humanely and with dignity, nobody, including his or
her children or physicians, has the right to reject the patient’s wishes. In-
stead they ought to respect the decision. An ethics committee should review
the decision to ascertai e patient is in a terminal condition and if it is his
or her real wish. —

Mrs. Randall is a competent patient. She understands the procedure
being proposed and the consequences of refusal. She prefers a humane death
to an inhumane life. Neither her children nor physicians have the right to

deprive her of that final decision.
€prive her ot that 1 a ~ >~

29
When the Doctor Gives a Deadly Dose

At age seventy, Mrs. R. had become severely disabled by cardiac failure due
to a damaged mitral valve. With her full and appropriate consent, she under-
went a risky valve replacement, which initially went fairly well. However,
within twelve hours after surgery, her cardiac output was clearly inadequate.
Despite intensive care in the ICU, an adequate blood flow could not be sus-
tained and an experimental cardiac assist device was implanted in her chest.
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No right of the carpenter would be violated by this refusal. In my experi-
ence on an IRB, I have encountered cases in which cancer patients have de-
manded access to experimental protocols and cases in which families of
Alzheimer’s patients have demanded enrollment of senile relatives in experi-
mental regimens. In all these instances, IRBs have properly maintained that
no one has a right to be an experimental subject.

Nevertheless, assuming that the research has scientific merit and that the
nerve used as a control can only be obtained from a living subject, I think
that the experiment should proceed.

" Tn_cost-benefit analyses of research protocols, the IRB should weigh ex-
pected costs against expected benefits, where an “expected cost” is the prob-
ability of a loss multiplied by its severity. No special moral weight should be
given to a loss the probability of which happens to be 100 percent. (Likewise
no loss should be dismissed as negligible merely bécause its probability is
low.) There is a common psychological tendency to prefer a greater expected
loss of low probability to a lesser expected loss of very high probability. This
tendency is irrational and should be resisted in the formation of policy.

Far from impugning the validity of the carpenter’s consent, I would give
it relatively high weight. Many prospective experimental subjects, reading
the list of possible side effects, reason that since the side effects have low
probablhty, they will not_occur. On this assumption they volunteer for the
experlment This amounts to rating the \p\cted disvalue of thelr improba-

s e NOUN

\E.

thousands of experlments ‘some subjects who say it won't happen to me”
must be mistaken.) The lc_carpenter cannot be making [hIS mlstake since he

informed and rational as the consent. sub;ects commonly give to experlments
that haymmagrobable_b_u_t_c_glasnopluc side effects.

There is a tendency among researchers and many IRB bers to_re-
gard people with medical problems as m()rallyﬁmmﬂ;mrch on
those problems, even when the prospect that the research will produce ther-
apy for these subjects is nil. (“They have an investment in the disease,” I
have heard it said.) Qn the other hand, the participation ()Mects
who have no investment in the disease, is viewed as altruism verging on the
irrational. There is relatively little resistance to using severely ill Alzheimer’s
patients as subjects in Alzheimer’s research, despite the logical tangles of
proxy consent. / r C dei f g,\ i Hf@(-

But the carpenter’s sacrifice W1Il be scen as abnormal and will be referred
to journals as a problem in medical ethics.

I think that philosophers should be the last to assume that all action not
directly linked 1o self-interdst must be dismissed as irratignal. The carpenter’s
desire to find some way to share his wife’s fate is rooted in feelings, but these
feelings are at the center of human life. For the bureaucracy to block this at-

| tempt on moral grounds would be a_most inhumane application of humanis-
© icethics.

—dgrerty fie steray Rsinidir b f,__&t~)““
-&W st on
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Nazi Data: Dissociation from Evil

Dr. A. is a researcher currently studying hypothermia. Most of his data come
from experiments with fully informed volunteers whose responses are care-
fully monitored as their body temperature is lowered in a cold water tank or
shiver chamber. Dr. A, of course, also relies on results gathered by previous
hypothermia investigators.

Among this material, however are certain data that trouble him. These are

Dr. A. believes the N3zi data are reliable. Dr. A. con5|ders this data to be par-
ficularly important, since he'is both unwilling and unable to take his research’
subjects as far as the Nazis took theirs; at the same time, he is appalled at the
prospect that a published report of his own investigations should be linked
to crimes against humanity.

Dr. A. examines several options. He could simply reconcile himself to using
the Nazi data; or reject the data on moral grounds and only cite other legiti-
mate research; or use the data but cite it only with an explicit condemnation
of Nazi methods and some account of his own ethical reservations concern-
ing its use. Dr. A. is uncertain, however, if this last option would be a sensi-
tive gesture or would merely add an element of hypocrisy to his use of the
material.

How should the Nazi data be regarded? Is the data tainted by Nazi crimes
or is it morally neutral information? Should researchers treat this information
any differently than data gathered in more conventional ways?

Nek : yone weFisy M@ M»W-{f/vake Ftfere L\«M«)

COMMENTARY e . VY c(x»'{’& 1F /_va’;L/‘w/ «‘12/..,
Mark Sheldon and William P. Whitely —

The Nazi data challenge Dr A. to turn inward and focus on his role and re-
sponsibility as a medical researcher.

In the interest of possible future good, perhaps even saving lives, is it ac-
ceptable to make use of data collected through mutilation, torture, and
death? Is it better not to use the material at all? Is this a sacrifice a moral civ-
ilization must make in the memory of those who were lost to the silence of
history? The fundamental obligation of medicine is to protect and preserve
life. Thus, if Dr. A. believesthat use of lhe data will contribute to the pre r-m;j .
vation of hiiman life, h mﬂ ite it in_his own research.

As a researcher, Dr. A, is motivated by a desire to contribute to scien-
tific understanding and to improving and preserving life. Nevertheless, he

realizes that the data are not morally neutral. Nazi medicine lost 51ght Of
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its duty to preserve life. Dr. A. is aware of the barbarity that produced the

data and he must wonder if the men, women, and children who were |

tortured and murdered will be further violated by use and citation of the
data. This question is difficult because it is impossible to know what the
victims themselves would have wanted done with the data. It is also
impossible to discern what effect using the data will have on society, on
the collective memory of the Holocaust, or on the future of medical
research. Because of these uncertainties, Dr. A. must acknowledge that by

using the data, he may contribute to the desecration of the victims and
their memory.

Kristine Moe maintains that nse of d, am Naz" research is justifiable

under certain, conditions. The data must bel reliﬁhée, uhavailable from any

other soiircg, capable of contributing to the greater gogd, and publication
L

must belaccompanied b jon means by which the
data were collected (“Should the Nazi Research Data Be Gited?” Hastings Cen-
ter Report, December 1984). Moe's conditions give Dr. A. some guidance on

/
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COMMENTARY
Brian Folker and Arthur W. Hafner

In some ways, the issue faced by Dr. A. is one of @The Nazi dqta are
unique in that they are imbued with meanings setd encountered in the

realm of rational, scientific enquiry. This dimension Of. the data hastgom;vlv]r-t
tually unacknowledged in current debates over their p;)pe_r Sstzalrlzhersoss
who oppose use of the data identify condemnation of theh azi re earchers as
their principal objective. It seems reasonable, however, tlda{) conse ratton of
the meaning of the data in a contemporary context should be ,an Rq arzhers
portant factor for those faced with a choice Such.as Dr. A.Z. h?sie chers
need to fully understand what their use of the data 1mphes,/% is - ?n ires
an answer to two separate but related questions: What rheaningd ar inher
ent in the Nazi data? What would be the full value of any gesture one mig

Perhaps the most intriguing question on which the issue of proper use

ol arda what he should do. The first two conditions are clear. They are scientific is-
1 B

. . it mon
turns is whether or not scientific data can acquire a moral taint. Commg

; ; L i ion about the physical world
s sues stipulating that Dr. A. should not use the data if it is unreliable or if sim- Sensg.see Qir dlca.te that a mricel of %smﬁr an understanding of
2@ iy 11ar information is available from ethical studies. Dr. A. appears to have re- is 1013 cuiral) Since our society so ighly :
AR X il

g solved these questions responsibly.
5;‘ G '

7 SIS The third condition is confusing. It suggests that Dr. A. should try to cal-
[N

the physical umiverse, some might even argue that any such information 115
inherently valuable. Why should this be any different for some apparently

I

culate both the harmful and beneficial effects of using the data and arrive at

Caan estimate of the “greater good.” It is not clear how Dr. A. would conduct

these calculations or whether anyone would agree with his conclusion. The
“greater good” is an abstract notion and it is difficult to know when it has
been adequately met.

The central issue and the concern that originally called Dr. A. to this
profession, however, is the desire to contribute to humane understanding to
preserve life. If the data can preserve life, Dr. A. not only can, but should
use it.

The fourth condition requires a clear condemnation of the means by
which the original data on hypothermia were collected. This condition is also
difficult because it is not obvious how the condemnation should be accom-

plished. What specific_characterization should be given to the Nazi experi-

ments? “Inhuman” is an understatement that does not reflect adequate con-
demnation. “Bestial” and “vile” would be more satisfactory. Or should Dr. A.
focus on the victims rather than the perpetrators? Should he describe the
terrible suffering of the victims so that the reader understands the human
cost of the data? If the data are a regular and important part of his work,
should he try to educate his colleagues and the public by speaking and writ-
ing about the medical crimes?

By using the data, Dr. A. may be desecrating the memory of the victims.
Thus he Wand challenge creatively and continuously to
sUstain a sense of condemnation that keeps alive the memories of the victims
and fghts against a future that repliates the past.

reliable data (for instance, what reseachers at Dachau 1ef'1rned abou;stlllﬁ1 ;2;
sistance of the human body to cold) simply because the circumstanc
i athered horrify us? ‘
Whlilo&:ge:err:girding the data as morally neutral ignores an .1mport12nstuacsli
pect of human discourse. Disseminated through contemporary ]oiurnla)e{Ween
data become tokens in the daily exchange of ideas and 1nfgrr1nat10n between
scientists. Any communicative token—be 'they wqrds, sym ohs, oroa‘ : i
search data—achieve a good part of. their rwwiléﬁ.gé
cross is only the transection of two pieces of wood, unless one appens 1o |
~Tian- a swastika is a similar figure, unless one happens to identify VYlth
fﬁ%%ljfi%rﬁodalists—or their victims. I.t is of c‘ourse correct to obser;/ie_
(Fat, unlike a cross or swastika, the data in question have a concrte, pr
mar’y meaning that is not_f}?c_efwsarlly assoc1at.ed with crimes aga;lr'lst 'uar "
ify. iﬁ‘{ﬁ;aéﬁ@pf exchanged meanings, however, the historica
sociations are both undeniable apd overwhelmllng.. e them
s it possible for scientists to ignore these meanings or at legsthp ac ¢ them
in brackets and set them aside? It would be easier to say yes if tb ew e
scientific discourse were closed. Many researchers are motlvate? ly (e)lnzidera_
ful desire to discover truth or save l}ves. They may, after czre u Zssodaﬁve
tion, decide that the demands of their calling outweigh the data’s assocative
mea’nings, no matter how horrific. Such researchers must first Co?j' \;Ve "
ever, the exchange that transpired between science and t.he ptlll. }ic‘.}VC o
unavoidably identified with the words, ideas, and symbols in whic

i t be con-
and responsible for all the meanings they convey. Researchers mus
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cerned with the perception that they are sometimes insensitive to the ethical
W] dj.:mensidgs of their work. If a scientist cavalierly gives inhumanely extorted
e data a place in that work, public confidence is rightfully shaken.
Y s Our ability to punish Nazi scientists hy refusing to cite their data has

Vo ¥ . PR ARty M P o a8 o vtk Mol LV e el '
D vanished after the lapse of almost half a_century. Nevertheless, this out-
‘-1”’ “wardly directed meaning represents only a portion of the total significance
,.4\,"- such a gesture may contain. Such expressions serve also to make important

, statements about the people who perform them. Indeed, it is the self-defining

)

| the. data. We would not wish our names, our
work, or our 1ap Oty to be associated with such heinous meanings. This
course of action grows out of convictions that contemporary scientific in-

i and should proceed in a thoughtful, morally reflective atmosphere.
owc’::) each researcher must make such a decision for him- or herself,

izant of the fact that the moral meaning of the data is an in_és_EEEable
presence that must be weighed against a legitimate need for the information.
Whatever decision a researcher arrives at should not stem primarily from a

desire to condemn the Nazis or even to commemorate their victims but

rath_éf outofg ggﬁvncern for himself as g m&@l Igelng. . :

COMMENTARY

Willard Gaylin it s o Kyt boken (¢ atopplicdy)

Despite the oft-repeated Luddite statement that in science “anything that can
be done, will be done,” much that could be done in human research and that
would have been beneficial to do, was not done because it was inhumane. We
do not separate twins at birth to study the influences of heredity and culture on
identical genetic creatures. We do not inflict injuries on volunteers to test ther-
apeutic procedures. We do not allow people to “volunteer” for radiation exper-
iments or burning mutilation—even though the data accumulated could be of
enormous help in saving lives; more people suffer from severe burns than from
freezing in cold water. We do not, to be specific, replicate the Nazi experiments.
On a utilitarian caculus it might be worth it “We” do not do it. The Nazis did.

The Holocaust is beyond comprehension. The destruction of six million
Jews for no other reason than that they were Jews would have been suffi-
cient to mark this as a monstrosity of the first order. The torture and pain,
humiliation and degradation visited upon them adds its dimension of surre-
alistic bewilderment. That this was done not by barbarians in some precivi-
lized time, but by what had once been considered the most civilized country
in Europe—by the descendents of Goethe and Kant, the Landsleute of
Beethoven and Bach—drives us into a blind alley of disorientation. That it
was done with the scientific elegance and obsessive meticulousness charac-
teristic of German technology is an absurd and painful paradox.

To examine the detailed activities of the camps is to risk being turned to
stone. But even when one protects oneself from the Medusa’s head, and ex-
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amines it only through reflected images of .the Zuschauer{den—the. onlook_
ers—our sensibilities are assaulted by disbeliet and despz.nr. E).(pl":.lln the si-
lence of the German and Austrian people who knew an(-i in thfelr‘ s.11e1?ce col-
laborated; the uncharitable inditterence of those Christian 1nst1tut10nshof
charity, the Protestant and Roman Catholnlc.churches; the absence of 11(11
mane grace on the part of our most humanistic leaders of .the.western wforh,
winston Churchill and Franklin Delano Roosevelt. The indifference of the

world at large is what makes of the event an unfathomable morass.

After forty vears of attempting to "unciﬁLstgrlgj'_the Holocaust I have re-

b

luctantly a n caanL,umigrmandlthméhalﬂ o‘negdo.
er. And ¢n€ caﬁ.f

One can remember. One can make sure that otklerﬁ g?mem L t

refuse to b ded t ist_of onlookerg, which Dbrings us to't .e curren

i i ut. “Dr. A, beli¢ h
case. There is an easy technical way o ' - . .
reliable. ¢ty should one believe anything from }H?_N@ZE__IE rehabl.e 3
is not necessar ical reasons for avoiding the substarjtive pro

lem. There is no ambiguity here. Let us accept the ingemfous faith of the re-
. i ities. To use this data i
searcher. We cannot cite these atrocities.

ooker, and bevond that, an accom li_ce';Trf)kp/l\Ju# s data by e
e ,
journal is to legitimize it. . fon Pfort?
/] \ " ain silent while others rationalize the use f such data.

We cannot rem .
By remaining silent we join all those other silent onlookers. The great poet

of the Holocaust, Nellie Sachs, fixed their guilt:*

You onlookers

Whose eyes watched the killing
As one feels a stare at one’s back
You feel on your bodies

The glances of the dead.

‘ w/\' You onlookers,

You who raised no hand in murder
But who did not shake the dust
From your longing

You who halted there, where dust is changed

To light

" is to give it, beyond credence, honor. The Nazi medical

To use this “data !
i il that was the Holocaust,

\ expemqwgzhreads in the tapestry of evil that w. 5//

f

bt no thread must be dignified by its utility. We must not add our numtbgg
1o the crultitudes of onlookers who slept peacefully throu h the

{
! (llea]] ']]g { i W b tter I(lm(—)fﬁlw.
n i \%4"4 i [« hell' sweet dreams Of a betle ,
\ a gUIS ed Cries hl 11111 (/ e ! 70 l

P

.19
okers.” In O the Chimneys (New York: Farrar Strauss, 1967), P

*Nellie Sachs, “You Onlo
Poem trans. by Ruth & Matthew Mecad.
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The Heart of the Matter

A heart transplantation team at a major urban teaching hospital invariably
has more candidates for heart transplantation than hearts available to trans-
plant. The program is known to benefit both low-risk and high-risk patients.
Nevertheless, 30 percent of the candidates die before a heart becomes avail-

able. Members of the transplant team, who are both medical practitioners
and scientific researchers, cqnsider alternative sources of organs and decide

upon the hearts of chimpanzees.

The researchers realize that they are entering upon relatively uncharted
waters, despite the close evolutionary link between human beings and chim-
panzees. However, they have previously performed a series of preparatory
experiments transplanting hearts between cynomolgus monkeys and ba-
boons. Though all the hearts were ultimately rejected due to the incompati-
bility of the two species’ tissue types, there was temporary survival—an aver-
age of eleven weeks—sufficient to J'buy time” for potential transplant
recipients.

If the analogy between monkey/baboon_and chimpanzee/human being
P}QEE the chimpanzee heart could serve as a temporary “bridge” to a human
heart, if and when one becomes available. For various reasons, medical and
otherwise, the transplant team considers the chimpanzee heart preferable,
as a bridge, to an artificial, mechanical heart. Moreover, it is possible that the
chimpanzee heart could become_a permanent replacement, if problems of
immunological rejection could be overcome. Still further, this experiment
might lead to scientific knowledge allowing the use of other types of animal
hearts, for example, those of pigs or cows. This would solve—practically, if
not ethically—the chronic problem of the insufficient supply of trans-
plantable hearts.

Confounding this possible human benefit and heady medical technology

are certain inexorable facts. Chimpanzees are an endangered species. There *

are about 100,000 chimpanzees left in the world and about 2,500 in captiv-
ity in the United States. International_trade in_chimpanzees is banned,
breeding in captivity is difficult, and capture of wild chimpanzees is “ineffi-
dient” in terms of preserving individual_li_v_es. For every wild chimpanzee
captured and delivered to its destination, as many as ten other chim-
panzees die. =
M?ewm/e chimpanzees are much in demand for other forms of sci-
entific and medical research. Finally, the scientific meFitsBf using chim-
panzees in research and particularly in this medical therapy carry a correla-

tive ethical albatross. Can we, for such a purpose, ethically justify the use of

- such a complex and elaborate form of animal life, in several behavioral activ-

ities so close to our human selves?

Should the transplantation team go ahead with its experiment? Should the
project be approved by the institution’s Institutional Review Board (IRB) and
Institutional Animal Care and Use Committee (IACUC)?
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COMMENTARY
Strachan Donnelley

If the transplant team is embarking upon uncharted waters, the ethicists are
in the same boat. There seem to be no adequate or widely accepted thlcal
principles with which to decide this case. We should perhaps immediately
ascribe to Socratic wisdom and state frankly that we know that we do not .
know. Yet I think we can make some headway and point to the problems
that we need to resolye.

There are numerous ethical issues surrounding this xenograft—the
transspecies transplant of a chimpanzee heart into a human being.'The IRB
must struggle with the problem of what would constitute adequa}te informed
consent for this unprecedented “innovative therapy” or experiment. Both
the IRB and the TACUC must satisfy themselves that the medical profession-
als/researchers are fulfilling the ethics of good science—that the preparatory
experiments were sound and that there is a reasonable expectation of good
results—both for the human research subjects/patients and for the .adva.m@- ,
ment of significant scientific knowledge. However, the 1at.ter qu€.St10D is in-
tricately tied up with perhaps the most difficult and interesting e.th.lcal
issue—this particular use of chimpanzees in scientific resF:arch and mecdicine.

A singular virtue of this case in animal ethics is that it bypa§ses the usual
ethical concern with animal pain and suffering and focuses dircctly on the
issue of the ethically legitimate and illegitimate uses of animals fot human
purposes. This issue hinges crucially on the relative moral status of human
beings and the various species of animal life. If one tends toward extreme
f)—oﬁtions, there is no _ethical dilemma. If animals have no moral status and
are not objects of moral concern, we can freely use them for our own pur-
poses (e.g., as supplying hearts as “bridges” to human hearts). If we accord
chimpanzees a moral status near, if not equal, to our own, we should pro-
hibit their use in most, il not all, painful or ethically harmful research and

certainly in this particular experiment. . .

However, if we tend to neither extreme, but consider chimpanzees as
important obj m, though of 1 hi human
Deings, then things become decidedly less simpJc. We are confronted with ul-
fimate questions about our status in the overall scheme of .the world a.nd
about our proper relation to nature and the realm of animal life. Concerning
all this, there is no philosophic or ethical consensus, though I would a.rgl.le
for a fundamental ecological perspective and a conception of man as within

nature. S ities of individ-
From such a perspective, animal individuals and communities oL 1

uals are understood to be essentially interconnected. Individual animal lives
d out on various species-specific levels of activity, some more C(I)(Iirll
plex, elaborate, and, thus, ethically significant than others. Organic, worlaly

ivity” i “ulti 7 thus the fundamental focus
“ » is taken to be the “ultimate good,” and .
b o2l duty is therefore the protection of the

are live

of ethical concern. O
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ongoing realm dllife as a whole, with its various interlocked levels of anj-
mate being. OUr penultimate ethical duty is concern for finite and mortalin-

dividual lives (the concrete instances of lite), relative to their unequal status
of ethical significance.

According to_this philosophically speculative and tentative position, it
would be unethical (g Use chimpanzees for merely therapeutic purposes-—
that is, to use individual chimpanzees for the sake of individual human be-
ings. Given the open-ended demand for “bridge hearts,” this already endan-
geTed species of richly significant life would soon be extinct. Human life
would remain finite, mortal, and vulnerable to all ihe vicissitudes of worldly,
metabolic existence, while the particular and complex goodness of chim-
panzee being would have vanished from the world. The ethical costs of such
human self-concern, both for human beings and for the animal kingdom as a

whole, seem unjustifiable. @Wa oin v 1) pagon gk

tific experiment thart in no way threatened the presence of “chimpanzee

being” in animate nature, then it might be cthically justifiaple. If there was

the teal potentiality of the use of animal hearts of nonendangered species

(e.g., pigs or cows), if we deemed this an ethically appropriate use of individ- ~™

ual animal lives, and if the chimpanzee experiments were crucial to the pos-

sible realization of this novel therapy, we could ethically justify the use of a (% |
limited number of chimpanzees—if this were an adequate allocation of a {0'5!"

very scarce animal research resource and if we satisfied the ethical demands
of experimentation on human research subjects.

These are all very big “ifs.” Ethical caution should here carry the first
word, in the face of parochial human self-interests and medical technological
hubris. However, a possible ethical lustification could be based on the infrin-
sic goodness of organic, worldly activity and the varying ethical significance of
different levels of animate being. This, of course, would be to subscribe 10 a
substantive speculative vision of the world. Yet this seems the fate of all ethi-
cal positions—that they are nltimarely based in same particular metaphysics.

COMMENTARY
Willard Gaylin

Following the wisdom of the Queen of Hearts (“Sentence first—verdict after-
wards”) T will start with my conclusions, Although trees may have standing,
animals have no “rights.” In the world of morality—as in the world of poli-
tics—the animate (and the inanimate) exist, are valued, respected, esteemed,
judged, considered, dealt with or destroyed, all in service of the purposes and
interests of humankind.

This position has in the past been attacked as being unfairly anthro-
pocentric. [ acknowledge my bias, although I would point out to critics that
the position was most firmly established in the religious tradition of the Old

unds long - foupm, hathd
However, if this procedure were deemed a potentially significant scien- of

|
|

» moral obligation op our species, W
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Chimpanzees have enormous charm, sensitivity, great intelligence and a
strong kinship with humanity. Should this be sacrificed for human ends—
and with what limits? The implicit issue evolves into the following dilem-
mas: Given a promising or proven procedure would you sacrifice a chim-
panzee for a trivial human need? I suspect most of us would not. Would you
sacrifice a chimpanzee for a child’s life? I suspect most of us would. Would

. you sacrifice the entire species of chimpanzees for the entire species of Homo

sapiens? I suspect most of us would. And now finally the hard guestion.
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