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CASE PRESENTATION
Mrs A, a chronically debilitated and
bedbound 86-year-old woman, was ad-
mitted to the hospital with an acute
change of mental status. At baseline, the
patient was alert and oriented but re-
quired assistance with all activities of
daily living except feeding herself. Her
medical history included critical aor-
tic stenosis (0.53 cm2), atrial fibrilla-
tion, hypertension, depression, and a
left hip fracture 18 months prior to the
current admission. The patient had de-
clined surgery for both the aortic steno-
sis and the hip fracture.

The patient, widowed in the 1970s,
had no children and lived by herself.
For 18 months prior to this hospital-
ization she had paid for an around-the-
clock caregiver, but in recent months
the caregiver’s hours had been re-
duced to 6 hours a day (9 AM to 3 PM)
because of financial limitations. Dur-
ing the evening and overnight, Mrs A
was by herself. To pay for caregivers,
the patient had taken a reverse mort-
gage on her home, sold most of her be-
longings, and used credit cards to their
limits. She received medical care
through the Johns Hopkins Elder House
Call Program (EHCP), a physician
home visit system in which patients are
evaluated and cared for in their living

environments. She also had an emer-
gency notification system (Lifeline Sys-
tems, Framingham, Mass).

Her nephew, who was 71 years old
and retired, was her designated health
care agent and the main family mem-
ber involved in her care. He visited pe-
riodically to check on Mrs A, but these
visits and his ability to provide assis-
tance were limited by frequent travel.

About 8 months prior to admission,
a meeting was convened to share con-
cerns with the patient about her safety.
Participants included a social worker
from Adult Protective Services (APS),
her nephew, her EHCP physician (also
her primary care physician), and an oc-
cupational therapist. The APS social
worker was involved in this case for 2
years and had tried, along with Mrs A’s
nephew, to arrange for her to move into
an assisted-living facility (to be fi-
nanced through a Medicaid waiver), but

the patient declined. Occupational
therapists had worked with the pa-
tient for more than a month to see if she
could become more independent, hop-
ing to improve the safety of her home
situation, but she remained chiefly bed-
bound. The patient was told by the as-
sembled multidisciplinary team of pro-
fessionals that her current arrangement
was unsafe and that it placed her at
higher risk of developing various medi-
cal problems and eventually clinically
deteriorating. According to her EHCP
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Honoring patients’ wishes becomes difficult when doing so threatens their
well-being. In this article, the case of a hospitalized elderly woman is pre-
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is bedbound and lacks adequate social support and financial resources to
manage safely. The medical team, troubled by this situation, requests an eth-
ics consultation. The article discusses several issues related to the difficult
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patient’s role in decision making, current thinking about patients’ rights
vis-à-vis patients’ well-being, assessing patients’ capacity to make sound
decisions, considerationofphysicianvalues, and, finally, responding topatients’
refusal of care.
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physician, the patient clearly under-
stood what was at stake: her Mini-
Mental State Examination score was 28
of a possible 30, and, more impor-
tantly, she had the capacity to under-
stand the risks. The patient’s response
to being confronted by the profession-
als was telling them, “You’ll have to drag
me kicking and screaming out of the
house if you want to put me into a nurs-
ing home.” The EHCP physician and
her nephew confirmed that this posi-
tion was consistent with the patient’s
previously and repeatedly expressed
views on the topic.

Both Mrs A’s nephew and the EHCP
physician expected Mrs A to do poorly
and assumed that she would be hospi-
talized in a short time. Yet for nearly 8
months she did quite well: she was able
to stay at home, did not develop skin
breakdown until just before hospital-
ization, remained well groomed, and was
in good spirits. In the months leading
up to her hospitalization, she was out
of bed for only about an hour per day.

In the emergency department, her vi-
tals signs included a blood pressure of
90/30 mm Hg, a heart rate of 122/min,
and a temperature of 100.3°F. She pre-
sented wearing a hospital gown, was ori-
ented only to person, and was consid-
ered delirious. She was unkempt, had
extensive dental decay and a small stage
2 ulcer on her buttock, and was lying in
stool and urine. She had a white blood
cell count of 13�103/µL and a lactic acid
level of 3 mg/dL, and urinalysis showed
white blood cells too numerous to count
loaded with bacteria. She was diag-
nosed as having urosepsis and was ad-
mitted to the medicine service. She was
given intravenous antibiotics and rehy-
dration. By hospital day 2, she was mark-
edly improved, her mental status was
considered to be back to baseline, and
discharge planning was initiated. The
physical and occupational therapy team
recommended a short-term, subacute re-
habilitation placement.

Mrs A was not interested in rehabili-
tation and wanted to go directly home
as soon as possible; going home and stay-
ing at home was her foremost priority.
Given their insightson thepatient’shome

situation, members of the multidisci-
plinary health care team, including so-
cial workers, physical and occupational
therapists, physicians, and nurses, were
concerned about her safety if she were
to go home in her current state. She was
told that she would likely become sicker,
develop worsening bedsores, and have
poorer hygiene. She was told that her
chances of quickly returning to the hos-
pital or even of dying at home alone were
high. In addition, she was informed that
her ability to secure in-home caregiver
services would end when her money ran
out. Although these concerns were
shared with the patient, she remained
adamant about going home, stating that
she was aware of the potential risks and
that she was not going to go anywhere
else. The medical team thought she had
the capacity to make this decision but,
given the gravity of the situation, con-
sulted the psychiatry department for a
second opinion. Although the psychiat-
ric consultant concluded that the pa-
tient was competent, she noted that the
patient “may not fully realize the extent
to which her health has deteriorated and
her increased need for care.” The psy-
chiatric consultant indicated that the pa-
tient’s depression was adequately treated.

The APS social worker was con-
tacted by a hospital social worker. The
APS social worker’s view, from a safety
perspective, was that the patient should
notbeathomealone inhercurrent state.

The medical team requested an eth-
ics consultation to address the ques-
tion, “Does this debilitated, dependent,
yet competent patient have the right to
return home to an unsafe situation?”

DISCUSSION
A major challenge in this case is recon-
ciling 2 fundamental ethical obliga-
tions that appear to be in direct con-
flict: (1) the duty to promote a patient’s
well-being and protect the patient from
harm and (2) the duty to respect the
wishes of a competent patient. Every-
one involved in the patient’s care was
concerned that her well-being would be
threatened and that the potential for
harm was great if she returned directly
home from her hospitalization. At the

same time, all involved were troubled by
the prospect of overriding her wishes.

Patient Status in the Medical
Encounter: Historical Perspective

Historically, patients have been ac-
corded insufficient weight in the pro-
cess of medical decision making. In
1847, the inaugural Code of Ethics of
the American Medical Association
(AMA) stated, “The obedience of a pa-
tient to the prescriptions of his physi-
cian should be prompt and implicit. He
should never permit his own crude
opinions as to their fitness, to influ-
ence his attention to them.”1 This state-
ment certainly leaves no doubt about
the intended locus of authority in the
patient-physician relationship. The pa-
tient’s role was to be obedient and def-
erential. Physicians were not to be chal-
lenged, and patients were not to offer
their “own crude opinions.”

More than 100 years later, patients’
roles in the patient-physician relation-
ship remained relegated to the back-
ground, as evidenced by limited par-
ticipation in decision making and
limited access to important informa-
tion. An article published in JAMA in
1953 documented that 69% of physi-
cians never told or usually did not tell
their patients that they had cancer. One
of the physician participants in that
study offered the following commonly
held justification for this practice: “I
never tell the patient he or she has can-
cer no matter how strong or stable they
are emotionally: very, very few of them
are equal to standing the shock of being
told the truth.”2 A similar study pub-
lished in 1961 demonstrated that 90%
of physicians did not inform patients
of their diagnosis of cancer.3

Fortunately, over the past 50 years,
much has changed with respect to the pa-
tient’s role in decision making and their
status in the patient-physician relation-
ship. In the context of complex shifts in
social norms in the 1960s and 1970s,4 pa-
tient autonomy became established as a
dominant principle in bioethics.5 A study
published in JAMA in 1979 revisited the
issue of disclosure of cancer diagnosis
and found that 97% of physicians now
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preferred to tell patients that they had
cancer.6 Changes in the patient’s status
in the patient-physician relationship and
involvement in medical decision mak-
ing paralleled these changes in disclo-
sure of information to patients.

The AMA Principles of Medical Eth-
ics in 1980 (and most recently in 2001)
stated that “A physician shall respect
the rights of patients. . . .”7 Among other
rights, patients were acknowledged to
have the right of self-determination. But
does the right of the patient to decide
for themselves extend to the right to
make a bad decision?

Patient Rights and
Patient Well-being

Patients have the right to define for
themselves the values and goals that will
determine their medical care. These val-
ues and goals inform decision making
about specific medical interventions; eg,
deciding between alternative treat-
ment approaches. To facilitate this
right of patients to be self-determined,
physicians should adopt a patient-
centered approach, taking care to deter-
mine the patient’s values and goals of
care, as well as eliciting the patient’s per-
spective on their illness.

It is often difficult for physicians and
other members of the health care team
to accept patients’ decisions that depart
from a professional’s recommended
course of action, which is intended, of
course, to benefit the patient. Even
though such decisions may preclude
benefit in a biomedical sense, deci-
sions that are congruent with patients’
values and goals may benefit patients
in other ways.8 Patient choices that
endanger their well-being and appear
to conflict with their own stated val-
ues and goals are especially difficult to
accept because they appear to be not
only “bad” from the medical perspec-
tive but also irrational. It is important
for physicians to identify the underly-
ing cause for irrational decision mak-
ing and approach it appropriately.9

Mrs A valued, apparently above all
other considerations, being at her home.
Accommodating this preference, how-
ever, made benefiting her in a medical

sense more difficult and introduced the
strong possibility of harm. Many au-
thors have expressed concern that one
consequence of overly strict adherence
to the principle of patient autonomy is
that other important principles (such as
the duties to benefit and protect pa-
tients) receive insufficient priority. This
imbalance might result in an inappro-
priately limited role for patients’ physi-
cians in importantmedicaldecisions.The
goal, it is argued, should be to strike a
proper balance between autonomy and
beneficence that would include a healthy
respect for patient self-determination
without abandonment of the duty to ben-
efit patients.10 This approach would al-
low physicians a meaningful role in the
patient-physician relationship and in
medical decision making, one that in-
cludes looking out for the well-being of
their patients while avoiding backslid-
ing toward paternalism.

In general, however, patient deci-
sions are honored. This is true even if
patient decisions are perceived by their
physicians to be “bad” or “irrational,”
unless there is a threat of harm to a third
party, an inadequately treated psychi-
atric illness, or a concern about capac-
ity.11 Although concerns about patient
capacity should not be limited to oc-
casions when physicians consider pa-
tient choices to be “bad” or “irratio-
nal,” it certainly makes sense that such
choices would raise these concerns.

Assessing Capacity

Methods of assessing decisional capac-
ity typically identify several essential
functional abilities12 and, in this way, dif-
fer from measures of mental status, such
as the Mini-Mental State Examination.
In some formulations, these abilities are
presented hierarchically, proceeding
from simpler to more complex tasks.13

These abilities include making and com-
municating a choice; understanding rel-
evant information about the medical situ-
ation; appreciating that the relevant
information applies to oneself in the situ-
ation at hand and, perhaps, in the fu-
ture as well; and engaging in rational de-
liberation about treatment options and
being able to describe why a particular

choice was made, rather than another,
based on one’s own values. A bedside tool
to evaluate capacity for treatment deci-
sions is available and it has been empiri-
cally studied,yet timeconsiderationsmay
limit its widespread application in clini-
cal practice.14,15

Some authors have argued for a flex-
ible standard with respect to deci-
sional capacity: the idea that as the risk
of harm increases, the criteria for ca-
pacity should accordingly become more
stringent.16 In our case, the stakes were
quite high. If Mrs A were to be dis-
charged to home, she would be at risk
of serious morbidity or even death. Un-
der these circumstances, some ex-
perts would insist on a stricter stan-
dard for capacity.

In the present case, the psychiatric
consultant concluded that the patient
was competent yet, at the same time,
raised questions about how well Mrs A
appreciated certain factors relevant to
the choices she was making. An inde-
pendent evaluation by the physician
member of the ethics consultation team
(J.A.C.) raised similar concerns: there
was uncertainty about how thor-
oughly the patient had thought through
the ramifications of going home. Dur-
ing that interview, the patient seemed
either unwilling or unable to engage in
a careful (and adequate) conversation
about the risks associated with her pro-
posed course of action.

Yet her strongly expressed desire to
go directly home and not to a rehabili-
tation facility was consistent with long-
standing, plainly expressed wishes. This
history of a consistently stated prefer-
ence should be given proper consider-
ation. At the same time, patient prefer-
ences may appropriately change as
circumstances change. The literature on
stability of patient preferences over time,
or as health status changes, is mixed;
some studies indicate stability of pref-
erences17,18 while others do not.19,20

Violation of Physician Values

With regard to the personal beliefs and
values of physicians, the ethics manual
of the American College of Physicians
states that “Physicians and patients
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may have different concepts of the
meaning and resolution of medical
problems. . . . Although the physician
must address the patient’s concerns,
he or she is not required to violate fun-
damental personal values, standards
of scientific or ethical practice, or the
law. . . . ”21 Arguably, this is a relevant
concern in the current case. One could
reason that participation by a physi-
cian in a plan that sent this patient home
to unsafe circumstances would violate
a professional duty to protect the pa-
tient from harm.

Physicians are not obligated to vio-
late personal values or standards of
practice in respecting patients’ rights to
make their own choices. However, they
may not abandon patients. In the set-
ting of irrevocable patient-physician dis-
agreements, physicians must take what-
ever measures are necessary to facilitate
an effective transition of care to an-
other physician.22 Beyond this, physi-
cians should consider carefully whether
their personal or professional values
truly are being violated. Even when dis-
agreeing with a requested course of ac-
tion, physicians should examine the ap-
propriateness of refusal to help patients
realize their stated preferences.23

Responding to Refusal of Care

There are many possible responses to
a patient who refuses treatment recom-
mendations. In particularly frustrat-

ing cases, some physicians are tempted
to disengage and accept patients’ deci-
sions out of resignation or even anger.
Although this approach may seem
easier for the physician, it may not serve
patients’ best interests. Alternatively,
physicians may reject a patient’s re-
fusal and attempt to impose treatment
through whatever means available, in-
cluding pursuit of legal options through
the courts. In the state where this pa-
tient resided, in the absence of a men-
tal illness associated with dangerous-
ness to self or others, attempts to force
placement or treatment against a pa-
tient’s will could only be pursued if the
patient were deemed by a judge to be
incompetent. Another response to treat-
ment refusal is to explain the physi-
cian’s perspective to the patient, at-
tempting to persuade the patient to
change their mind while avoiding ma-
nipulation or coercion.

The BOX summarizes a suggested ap-
proach and considerations for manag-
ing refusal of care. When treatment re-
fusal is encountered, physicians should
regard such resistance as an opportu-
nity to initiate (or continue) dialogue
in an effort to understand the patient’s
perspective. What factors are contrib-
uting to the patient’s point of view and
influencing their decision making?
Have members of the health care team
considered and explored religious be-
liefs, cultural background, various psy-

chosocial factors, previous interac-
tions with the health care system,
influential personal experiences, or the
preferences of family members or
friends? The physician should deter-
mine the consistency of the patient’s
choice vis-à-vis the patient’s values and
goals. Is the proposed choice compat-
ible with the achievement of those ex-
pressed goals? Is it the best choice to
achieve those goals? Careful consider-
ation of these issues could lead to bet-
ter ways of communicating with the pa-
tient and, ideally, to better decisions and
outcomes.24

In Mrs A’s case, her care providers
sought to better understand her stated
preferences and refusal of recom-
mended care. It did not appear, after
careful evaluation, that her desire to go
home was explained by denial of the es-
sential facts of her medical status or her
social and financial circumstances.
Communication with her nephew re-
vealed that Mrs A’s attitude toward
nursing homes stemmed from a time in
her life when she volunteered with a se-
niors’ facility. In doing this, she vis-
ited several nursing homes and devel-
oped an unfavorable view of them,
insisting she never wanted to go to one.
Accordingly, her nephew explained,
past efforts to have her consider as-
sisted-living options were unsuccess-
ful because the patient believed that if
she were leaving her home, she was
being sent to a nursing home.

CONCLUSION
The care providers in Mrs A’s case
struggled greatly to determine the cor-
rect course of action. Hospital physi-
cians, Mrs A’s primary care physician,
nurses, hospital social workers, the APS
social worker, and Mrs A’s nephew all
had serious concerns about her safety
and well-being if she were to return
home, yet all wanted to honor her
wishes. As previously stated, the main
problem was that her well-being and her
wishes appeared to be in direct con-
flict with each other. When core val-
ues conflict, there may not be one clear
correct answer. On the contrary, alter-
native choices may appear (and be) dia-

Box. Patient Refusal of Care: Suggested Approach and
Considerations

Regard refusal as an opportunity to initiate (or continue) dialogue with the patient

Seek and examine the patient’s reasons for refusal

Identify patient-related factors that may be contributing to refusal (eg, religious
beliefs, cultural background, psychosocial factors, previous interactions with the
health care system, influential personal experiences, preferences of family mem-
bers or friends)

Determine if refusal of care is consistent with the patient’s stated goals for care

Assess the patient’s capacity for decision making

Explore whether patient autonomy (refusal of care) and patient welfare can be
reconciled

When the clinician’s personal or professional values are violated, the clinician is
not obligated to participate but must carefully reflect on this decision and assist in
transfer of care
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metrically opposed, each with advan-
tages and disadvantages from an ethical
standpoint. In cases with uncertainty
about the right course of action, deci-
sions can be accompanied by doubt and
distress.

The ethics committee consultation
team also struggled to determine the
best course of action in this case. The
4-member multidisciplinary consulta-
tion team, with representation from
nursing, social work, administration,
and the medical staff, met at length on
2 separate occasions to discuss this case.
The ethics consultation team, which, at
the Johns Hopkins Bayview Medical
Center, functions in an advisory capac-
ity, concluded that if the medical team
believed the patient had the capacity to
make decisions about this issue, then
the patient had the right to decide to
return home. The consultation team
noted that if there was sufficient doubt
about her capacity to make such deci-
sions, then the medical team would be
justified in taking steps to override her
plan to return home.

The ethics consultation team also
suggested ways to reconcile the pa-
tient’s right to self-determination with
concerns about her well-being. The
team proposed an alternative way of
presenting information to the patient
that was consistent with her goal of get-
ting home and staying there. Specifi-
cally, they suggested communicating to
the patient that her care was not com-
plete and that she needed continued
treatment in an institutional setting for
rehabilitation and skin care to opti-
mize her condition for eventually re-
turning and staying home. Going di-
rectly home from the hospital might not
be the best choice to meet her long-
term goal of staying at home and could
possibly undermine that goal.

In addition, by communicating with
various parties involved in the pa-
tient’s care, including the APS social
worker, the ethics consultation team
learned about the APS strategy of
applying for a Medicaid waiver on
the patient’s behalf and was able to re-
lay this information to the medical
team. The hope was that after 30 days

in a skilled nursing facility she would
become eligible for the waiver and
qualify for 12 hours per day of in-
home assistance.

Near the end of Mrs A’s hospitaliza-
tion, a meeting was held that in-
cluded, among others, the patient,
members of her medical team, a social
worker, a member of the ethics con-
sultation team, and a case manager from
the Medicaid waiver program. The dis-
cussion addressed her medical status,
the need for ongoing treatment in an-
other institutional setting, and the facts
of her current financial situation as they
related to her ability to purchase in-
home support. An effort was made to
present short-term rehabilitation as a
genuine alternative to either long-
term placement in a nursing home or
transfer directly home. In addition, the
assembled staff explained to the pa-
tient that they would apply on her be-
half for a Medicaid waiver to help pay
for in-home caregivers when the pa-
tient was able to return home. In this
way, the final discharge plan at-
tempted to account for her desire to go
home, albeit in a delayed time frame,
but with the expectation that she would
be able to stay at home for a longer pe-
riod than if immediately discharged
from hospital to home, bedbound, and
without adequate support. It was at this
meeting that the patient agreed to be
discharged to a skilled nursing facility
for skin care and rehabilitation. The at-
tending physician’s final note, refer-
ring to the patient, indicated that “her
autonomy was preserved while striv-
ing for optimal care management.”

EPILOGUE
Two days after transfer to the skilled
nursing facility, Mrs A developed acute
gastrointestinal bleeding and became
hemodynamically unstable. She was
transferred to a different acute care hos-
pital and was admitted to the inten-
sive care unit. She died a few days later.
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