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In 2006, Massachusetts General Hospital adopted a policy to support doctors who had judged

that CPR would not benefit a patient in their care and wanted a DNR order in place, even in the face

of objections from the surrogate decision-maker. Although some surrogates ended up accepting the

DNR order, others continued to resist. Here’'s what MGH learned about them.

ome health care organizations allow physicians

to withhold cardiopulmonary resuscitation

from a patient, despite patient or surrogate re-
quests that it be provided, when they believe it will
be more harmful than beneficial." Such cases usu-
ally involve patients with terminal diagnoses whose
medical teams argue that aggressive treatments are
medically inappropriate or likely to be harmful.> Al-
though there is state-to-state variability and a con-
siderable judicial gray area about the conditions and
mechanisms for refusals to perform CPR, medical
teams typically follow a set of clearly defined proce-
dures for these decisions.? The procedures are based
on the principle of nonmaleficence and typically in-
clude consultation with hospital ethics committees,
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reflecting the guidelines of relevant professional as-
sociations.*

At some hospitals, the procedures are articulated
in policies about life-sustaining treatment. Some-
times called unilateral do-not-resuscitate (DNR)
policies, these guidelines have been the subject of
debate among experts and professional associations
connected to questions about medical futility, re-
source allocation, and patient autonomy.” Rather
than removing a surrogate whom a medical team
judges unable to make decisions about CPR con-
sistent with the patent’s best interests, the policies
take choices about CPR out of the domain of shared
decision-making.® Most scholars and professional
organizations agree that such policies should be in-
voked only following consultation with the hospi-
tal’s ethics committee or through another clear and
transparent process.” For example, the American
Medical Association’s Code of Medical Ethics states,
“If a patient (either directly or through an advance
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directive) or the patient’s surrogate re-
quests resuscitation that the physician
determines would not be medically
effective, the physician should seek
to resolve the conflict through a fair
decision-making process, when time
permits.”® The Hastings Center Guide-
lines for Decisions on Life-Sustaining
Treatment do not address this issue
directly, although they emphasize
the importance of communication
in cases in which health professionals
believe CPR is medically inappropri-
ate.” And the major North American
and European critical care societies
recently issued joint guidelines en-
dorsing a procedural approach to
resolving conflict over potentially
inappropriate treatment, including
CPR."®

Ethical debates about when CPR
can and should be limited tend to
rely more on discussions of theory,
principles, and case studies than sys-
tematic empirical study of the situ-
ations in which such limitations are
applied."! Sociologists of bioethics
call for empirical study of these and
related ethical conflicts, arguing that
what ethicists and health profession-
als believe they are doing when they
draft policies or invoke principles
does not always mirror what is hap-
pening on the ground.'? “As the field
of bioethics grows and solidifies its
position in the biosciences,” sociolo-
gist Ray DeVries argues, “the skills
of social scientists will become more
important: expansion of the terrain
of bioethicists will require more soci-
ologists in bioethics . . . to evaluate
the success of bioethical policies and
interventions.”'® This sort of research
might best begin with qualitative case
studies, as John Evans suggests, and
culminate in larger nationally gener-
alizable research studies.'*

In this article, we begin the task
of modeling the empirical analy-
ses sociologists call for, focusing on
a cohort at Massachusetts General
Hospital (MGH), a large academic
medical center in Boston. Cases in
which physicians decide not to offer
CPR because there is medical consen-
sus that resuscitation would be more
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harmful than beneficial pass through
the hospital’s ethics committee, called
the Edwin H. Cassem Optimum
Care Committee. Ethics committee
involvement is recommended by a
section of the hospital’s life-sustain-
ing treatment policy entitled “Doing
No Harm.” The committee originally
identified the need for this policy af-
ter carly experience with a broader
“Resolving Intractable Conflict” pol-
icy, which focused on any disagree-
ment about life-sustaining treatment,
including CPR. While the Resolving
Intractable Conflict policy was some-
times effective, its implementation
often further polarized health care
teams and surrogates, entrenching
conflict instead of mollifying it."”
This paradoxical effect and the
high rate of patient death during the

time in which the requirements of
the policy were implemented in spe-
cific cases led to the development of
the separate Doing No Harm policy
to address medical orders for DNR
but not for current or ongoing life-
sustaining treatments. The policy was
framed around the idea that physi-
cians are not obliged to offer or pro-
vide life-sustaining treatments that
have no clinical indication or have
no reasonable likelihood of providing
benefit to the patient in the context
of his or her prognosis. Rather than
encouraging physicians to seek court
permission to remove surrogates be-
lieved to be making decisions about
CPR contrary to the patients values
or best interests, the policy provided
a mechanism for physicians not to of-
fer CPR.

In this way, the policy reframed
what was often treated as a patient or
surrogate choice into a medical deci-
sion for the patient, built on evidence

of CPR’s long-term ineffectiveness in
conditions such as metastatic cancer,
multisystem organ failure, and overall
frailty accompanied by poor function-
al status.’® The policy was formally
adopted in 2006 after being reviewed
and vetted by senior physicians,
nurses, the hospital’s ethics commit-
tee and Critical Care Committee,
the Office of General Counsel, and
the Clinical Policy Committee. The
policy received final approval by the
hospital’s Medical Policy Committee.
In this way, the policy was intended
to provide organizational support for
physicians to enter a DNR order for
seriously ill, imminentdy dying pa-
tients for whom they anticipated hav-
ing to provide nonbeneficial CPR."”
Consistent with professional society
guidelines, the policy left open the

possibility of interinstitutional trans-
fer and extrainstitutional judicial ap-
peal, time permitting.

Following policy adoption, when
health professionals consulted the
ethics committee to assess whether
to apply the Doing No Harm policy,
two or three committee members,
depending on their availability but
always led by a senior consultant with
training according to the guidelines
of the American Society for Bioethics
and Humanities, responded.” They
reviewed the patent’s medical record
and helped identfy the perceived
ethical issues, the patient’s expected
prognosis, the goals of care, and the
patient’s values, wishes, and treat-
ment preferences. The consultants
then framed the consult question in
ethical terms, conducted an ethical
analysis, and discussed the benefits
and burdens of CPR. Finally, they
made a recommendation about the
applicability of the Doing No Harm
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Inpatient admissions
(n = 286,662)

Ethics consultation
for conflict over DNR
status (n = 134)

Patient surrogate
agreed to DNR
(n = 4b)

(n = 89)

Patient surrogate
refused DNR

Withholding CPR not
recommended and
remained full code
(n = 22)

(n =61)

Withholding CPR
recommended and
DNR order written

Withholding CPR
recommended but
remained full code
(n = 6)

(n=19)

Persisted in
requesting CPR

The nineteen patients in the “persisted in requesting CPR” group formed the foun-

dation for our descriptive analysis.

DNR = Do not resuscitate. CPR = cardiopulmonary resuscitation

policy and the appropriateness of
offering or not offering CPR. The
ethical analysis and recommendation
were then entered into the medical
record. As part of this process, eth-
ics consultants engaged stakeholders,
meeting with the medical team and
surrogate(s) separately or together, as
appropriate. In all cases in which the
ethics committee recommended not
offering CPR and a DNR order was
written, this decision and its rationale
were discussed in detail with the pa-
tient or surrogate, in accordance with
the policy.

As part of a broader empirical
project, we reviewed existing data
available in the patient’s medical re-
cord and notes from the ethics con-
sultation about all ethics committee
consults between 2007 and 2013 (see
figure 1).” A licdle less than half of
these cases (n = 134 [42.7 percent])
involved  disagreement  between
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health professionals and patients or
surrogates about whether to provide
CPR in the event of cardiac arrest.
In approximately a third of the cases
involving disagreement (n = 45), the
patient or surrogate agteed to a DNR
order after the initial ethics consul-
tation without the invocation of the
Doing No Harm policy. In the re-
maining eighty-nine cases, the ethics
committee recommended offering
CPR in twenty-two (24.7 percent of
the cases). In the other sixty-seven
cases (75.3 percent), the ethics com-
mittee recommended not offering
CPR. In sixty-one (91 percent) of
the cases in which the ethics commit-
tee recommended not offering CPR,
the medical team implemented the
recommendation and informed the
surrogate that a DNR order would
be written. In six cases, the physi-
cians refused or decided not to order
the recommended DNR. We found

no relationship between age, race, or
functional status and the ethics com-
mittee’s recommendation regarding
CPR. Patients who were not offered
CPR were more likely to be critically
ill. The ninety-day mortality rate
among patients who were not offered
CPR was 90.2 percent, and all of the
longer-term  survivors experienced
complete dependence in their activi-
ties of daily living.

Surrogates involved in the sixty-
one cases in which a medical DNR
order was written had muldple re-
sponses. Some apparently accepted
the order quietly, at least according
to the account in the medical record.
In other cases, they refused to accept
a less aggressive approach when CPR
was no longer being offered, perhaps
because, catlier in the hospitaliza-
tion, when the patients prognosis
was different, surrogates were directly
asked whether they wanted CPR per-
formed.” Many of these surrogates
struggled with the DNR order but
eventually accepted it. In nineteen,
or approximately one-third, of the
cases in which a DNR was ordered,
surrogates did not accept the order
and had an ongoing conflict with the
medical team.” It is these nineteen
cases we analyze in detail, not as a
complete evaluation of the Doing No
Harm policy but as a description of
the patients and surrogates who con-
tinued to object once the policy was
invoked.

Because of the small number of
cases, standard quantitative com-
parisons did not identify significant
sociodemographic or clinical differ-
ences between patients and surrogates
who accepted or rejected the decision
not to perform CPR once the policy
was invoked. To better assess these
differences, we inductively analyzed
ethics committee notes and medical
records of nineteen patients whose
surrogates did not accept the decision
to withhold CPR. While additional
data are needed that enable the surro-
gates to speak directly to researchers
rather than through medical records
or notes, we began this analysis
based on the resources available. The
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institutional review board at MGH
approved the study.

Imost all of the nineteen patients
whose surrogates did not ac-
cept the decision to withhold CPR
were intubated, sedated, or other-
wise unable to participate in treat-
ment decisions. The demographic
characteristics of these patients and
surrogates are summarized in table
1.2 Surrogate decision-makers in
these cases were almost all immedi-
ate family members, typically an
adult child and less frequently the
spouse. Family dynamics were often
complex, including adult children in
conflict, multigenerational living ar-
rangements, caregivers who had left
paid work to care for the patient, and
adult siblings both present and at a
physical distance trying to make deci-
sions together. Several broad themes
emerged as we analyzed these cases.
Persistent surrogates. First, the sur-
rogate decision-makers in these cases
were what we term “persistent surro-
gates.”” They persistently requested
CPR following the physician-ordered
DNR despite unanimous agree-
ment among the patient’s care team
that CPR would be nonbeneficial or
more harmful than beneficial. Ethics
notes indicated that these surrogates
were often not amenable to what the
staff considered reasonable discus-
sion about the patients situation. In
interactions regarding treatment in
the hospital, they sometimes identi-
fied favorite nurses and physicians
and rejected clinicians who shared
what the surrogates perceived as “bad
news,” often accusing them of giving
up or blaming them for setbacks in
illness or treatment. Many resisted
or declined social work or chaplaincy
support for themselves or their loved
one. Ethics notes suggest that these
surrogates were either a constant pres-
ence at the patient’s bedside or a rare
presence with only occasional, short
visits to their loved one. While we do
not know how the surrogates would
describe these situations themselves,
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Age in years
Number of females

Number of nonwhites

Number whose primary language was not English
Number born outside the United States

Number who resided at home prior to admission

75.7 £ 3.4
9 (47.4%)
8 (42.1%)
3(15.8%)
9 (47.4%)
8 (42.1%)

Number who were completely or partially dependent

prior to admission

17 (89.5%)

Median number of those with major medical comorbidities

on admission (with the interquartile range)
Days from admission to ethics consultation

3(2-4.5)
15.3 + 6.4

Number seen by one of these consulting services:

medicine
general surgery

other

Number hospitalized in an intensive care unit

13 (68.4%)
4 (21.1%)
2 (10.5%)
10 (52.6%)

Median number of life-sustaining treatments at the time of

consultation (with the interquartile range)
Number with official health care proxy documentation

3(2-4.5%)
6 (31.6%)

Number whose surrogate decision-maker was

an adult child

a spouse

11 (57.9%)
7 (36.8%)

other (parent, sibling, friend, legal guardian)1 (5.3%)

Number who had more than four meetings held

staff members described the surro-
gates as being unaware of or unable to
respond to the patient’s physical pain,
often objecting to pain medications,
or appearing unable to acknowledge
the patient’s impending death.

The case of Ms. Brown, age eighty-
six, provides an example. This frail,
elderly woman entered the hospital
with deep wounds and inadequate
nutrition and on large doses of opi-
ate pain medication.?* Her daughters
were constantly present, and Ms.
Brown deferred to them on all ques-
tions intended to assess her pain. The
daughters refused some treatments for
their mother’s pain on her behalf. Ech-
ics consultants wrote in their notes,
“[H]ealth professionals believe that

7 (36.8%)

the mother-daughter relationship is
having a negative impact on the au-
tonomy and well-being of this pa-
tent.” Due to conflicts with teams
in previous institutions, the patient
had a history of being moved be-
tween health care facilities and, the
team believed, not having her pain
treated effectively. Ethics notes sug-
gested that her daughters seemed un-
able to separate themselves from their
mother and to agree to what clini-
cians considered to be adequate pain
management. Ms. Brown’s daughters
also continued to request CPR after
the attending physician, critical care
consulting physician, and ethics con-
sultant suggested that cardiac resus-
citation would be nonbeneficial and
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harmful and decided that it would
not be provided, citing the hospital’s
Doing No Harm policy.

In a case similar to Ms. Brownss,
ethics notes also suggest that Mr.
Finch’s surrogate had difficulty ac-
cepting that her father, an eighty-
year-old with muldsystem organ
failure in the intensive care unit, was
dying. He had also been transferred
between health care facilities during
the course of multiple illnesses and
chronic medical conditions. Accord-
ing to the ethics notes, his surrogate
decision-maker did not support in-
terventions that providers thought
would address his pain. The surrogate
decision-maker continued to request
CPR, even when Mr. Finch was ac-
tively dying. In these cases, if surro-
gates had difficulty recognizing that
the patient was in pain or suffering,
it may be that they were less likely to
perceive CPR at the end of life as be-
ing a burden or as being harmful.

The data we analyzed also sug-
gested that some surrogates made
decisions contradicting or overriding
patients’ stated wishes in advance di-
rectives. For example, Ms. Smith, age
eighty-five, was admitted with aspira-
tion pneumonia and a history of two
significant strokes affecting her ability
to communicate. She had an advance
directive that provided clear guidance
about how she wanted to be cared for
in her final days: she did not want
resuscitation or medically supplied
nutrition and hydration. At both
her nursing home and in the hospi-
tal, Ms. Smith had been refusing oral
feeding. Marilyn, Ms. Smith’s daugh-
ter and surrogate decision-maker,
advocated for oral feeding, arguing
that she did not believe her mother
was nearing death and, therefore,
the advance directive did not apply.
Marilyn said that she did not want
her mother to suffer and disagreed
with clinicians who believed that her
mother was in pain based on clini-
cal signs. Ethics notes indicate that
Marilyn pressured health care staff to
continue a range of interventions and
to keep her mother in the hospital
rather than return her to the nursing
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home, as Ms. Smith had requested in
her advance directive.

While health care teams generally
understand surrogate decision-mak-
ers to be individuals who provide sub-
stituted judgment for patients, some
of the ethics committee notes suggest
that surrogates experience this role
differently. Notes suggest that some
surrogates, rather than aiming to pro-
vide substituted judgment for the pa-
tient, made decisions based on ideas,
fears, or values different from the
patient’s. These ideas included “not
wanting to be responsible for the pa-
tient’s death,” “maintaining the life of
the person I care about,” and “being
an advocate.” Based on comments
to ethics committee consultants and
other staff members, some surrogates
prioritized the commitments of their
relational role (daughter, husband,
sister, and so on) over their obliga-
tions as a surrogate decision-maker.
This is not surprising, given that
surrogates were much more famil-
iar with their relational roles and
had been in them much longer than
in their role as surrogate decision-
maker. The disconnect between what
health care providers expected and
how surrogates understand their role
as decision-maker seemed to drive
many of the conflicts around CPR
both before and after the ethics com-
mittee was involved. This role strain
and disjunction between what medi-
cal staff members understood surro-
gate decision-makers to do and the
ways some surrogates experienced
their roles are important and require
further exploration.

Limits of medical science. As they
disagreed with physician’s orders to
not perform CPR, some surrogates
made arguments about death and dy-
ing that were at odds with how death
frequently happens in intensive care
settings. Several said they could ac-
cept the death of their loved one if
it happened “naturally” but could
not make decisions to hasten their
death. This was also the case when
physicians explained that the deci-
sion to withhold CPR in the event of
an arrest would not bring about that

arrest more quickly and would actu-
ally allow for “natural death” to oc-
cur. Probably because they were not
familiar with how death happens in
technologically sophisticated inten-
sive care units or because health care
providers were not able to explain
it, it was not possible for surrogates
to see that the “natural” deaths they
wanted for their loved ones were be-
ing prevented by life-sustaining treat-
ment. While sociologists of medicine
have long described this incongru-
ence, surrogates did not have the
experience or appear to have social
support in the midst of these crises to
address this contradiction.”

Ideas about God and religion or
spirituality were also present in some
but not all cases. For Mr. Green, a
seventy-nine-year-old with advanced
dementia, the family’s religious be-
liefs played a role in their insistence
for CPR even as he was dying. Maria,
Mr. Green’s daughter and surrogate
decision-maker, invoked a higher
power, stating that only God could
decide when a person was ready to
die. She saw medical interventions
including CPR, however, as part of
God’s plan rather than as impeding a
natural death. In another case, Marcy
was the surrogate of her sixty-one-
year-old mother who had had a dev-
astating stroke leading to a persistent
vegetative state and multiple medical
complications. Marcy did not agree
to a DNR order, wanting to give
God as much time as possible to en-
act the hoped-for miracle. Attempts
chaplains and others made to reframe
her belief in miraculous power were
ineffective.

While some surrogates presented
their objections in religious terms,
this was only one of many ways sur-
rogates articulated their concerns.
For example, in the case of a fifty-
nine-year-old man with irreversible
cardiac, renal, and respiratory failure,
the patients daughters, who were his
surrogate decision-makers, said that
their father asked them not to let him
die. They thought it would be “okay
if he died in his sleep at home” but
wanted everything done for him in
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the hospital and said that they “would
never make a decision to end their
father’s life.” The medical team did
their best to communicate that their
father’s condition was terminal and
that they could not keep him alive.
The surrogate decision-makers, how-
ever, persisted, and physicians agreed
to maintain a full-code status up un-
tl the final moments of the patient’s
life, at which time a DNR order was
entered. The surrogates continued to
resist this order when it was entered.

Similarly, the surrogate of Mr.
Jones, an ecighty-year-old man with
irreversible respiratory failure and
multiple other comorbidities, stated
that she had promised her husband
she would do everything she could
until his heart stopped. The health
care team tried to explain the situ-
ation but could not relieve his wife
from the burden of the promise to
her husband. She requested every
possible measure and was not able to
contextualize her husband’s request
in the setting of his progressive, irre-
versible decline.

Throughout these cases, we won-
dered if decisions about CPR became
broadly symbolic to family members,
representative of more than just what
would happen if the patient’s heart
stopped. Chart notes suggested that
surrogates felt the decision around
CPR represented the medical team’s
act of giving up on keeping the pa-
tent alive rather than being a deci-
sion not to escalate treatment if an
arrest occurred. Many of the in-
volved patients continued to receive
extremely aggressive treatments after
the decision not to administer CPR.
Part of what made some surrogates
reject this decision, we suspect, was
the perception that the treatments
patients were receiving were some-
how less than what they would have
received if CPR were still an option.
This impression persisted in spite of
clinicians” and ethics consultants’ ef-
forts to communicate otherwise. In
contrast, surrogates who accepted
the decision to limit CPR seemed to
better understand that this was dif-
ferent from a decision to limit active
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life-sustaining treatment. As evident
in these examples and the research lit-
erature more generally, many persis-
tent surrogates struggle with their role
and with making any decisions other
than to continue all treatments.*

hese nineteen cases suggest that,

although the majority of surro-
gates will eventually accept a deci-
sion not to offer CPR, there are some
surrogates who will persist in their
request for CPR that medical provid-
ers consider inappropriate. Conversa-
tions with health professionals and
ethicists across the country suggest
to us that this is not an experience

unique to our institution and ethics
committee. Addressing the suffering
of patients, surrogates, and the health
care staff members who care for per-
sistent surrogates is impossible with-
out adequately understanding these
cases. Our experience suggests some
strategies that may help engage with
and support persistent surrogates af-
ter the DNR order is written.
Protecting patients from harm.
There is a clear role for ethics con-
sultation and hospital policy in these
challenging cases. By the time ethics
consultants are involved, neither time,
emotional support, nor what health
professionals consider compassionate
truth telling has led to a resolution.
Because expectation-setting and ap-
propriately framed discussions about
CPR can be essential at the begin-
ning of a patient’s clinical course, we
recommend early ethics consultation
when there are concerns about the
possibility of conflict. Although we
do not have data on how often dur-
ing the initial days of hospitalization

surrogates were asked whether or not
they would want CPR performed, we
suspect that many surrogates were
presented with CPR in the event of
an arrest as an unrestricted option.
It is unsurprising, then, that conflict
might develop as health profession-
als’ opinions on the appropriateness
of performing CPR changed. We
believe that some of the cases we re-
viewed could have been prevented by
following critical guidelines that rec-
ommend against providing an array
of treatment options. Instead, clini-
cians should elicit information about
the patient’s values and beliefs about
an acceptable quality of life that
could inform substituted judgment
and that can be integrated into clini-

cal decision-making.”” In addition,
having clinically engaged ethicists
and ethics committee members em-
bedded in the routine care of patients
through interprofessional and unit-
based ethics rounds can identify cases
in a timely manner. This, in turn, can
help health care providers work to set
more realistic expectations for fami-
lies earlier in the hospitalization.?®
Although ethics consultation does
not always bring consensus, ethics
consultants are knowledgeable about
policies, empirical literature, and
position statements that can direct
health professionals when the clini-
cal scenarios call for more directive
resolution.

Maintaining focus on the patient,
regardless of whether he or she is able
to speak, is essential to the consulta-
tion process. In cases in which the
patient is able to interact, we encour-
age ethics consultants to have at least
one discussion without the surrogate
directly involved. We have found
that patients will often refrain from
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articulating a contradictory view in
the presence of a persistent surrogate
and will instead acquiesce to the sur-
rogate’s point of view. Meticulous
documentation of differing views is
essential, including in cases in which
the patient can clearly articulate a per-
spective aligned with the surrogate’s,
even if it means greater suffering. Re-
gardless of a surrogate’s objections, it
is also important to observe and treat
the patients underlying pain and
symptoms as either a consequence
of the disease process or the patient’s
response to basic or invasive nursing
care and interventions.”’

Ethics consultants can also encour-
age clinicians to engage other senior
physicians, and, where appropriate,
critical-care consultants, to provide
second and third opinions. This can
widen consensus or present alterna-
tive strategies for resolution. And,
when consultants or clinicians invoke
hospital policies, it is important to
emphasize that careful thought and
revision have gone into their devel-
opment. These policies have usually
been crafted by ethics committees,
with the input of senior physicians
and nurses, critical-care commit-
tees, and hospital legal counsel, and
typically represent years of consensus
building within the institution.

Supporting surrogates. Even if
ethics consultation results in the
invocation of a limitation of a life-
sustaining treatment policy, we rec-
ommend that the ethics consultants
remain involved. We have found an-
ecdotally that surrogates who mani-
fest the characteristics and behaviors
we describe are often isolated within
their own families and communities
and are particularly vulnerable dur-
ing the patients impending death.
We encourage health professionals to
consider present and future coping
by the surrogate. With the support
of the ethics consultants, the health
care team can employ compassionate
interventions to support these sur-
rogates. When invoking Doing No
Harm or a similar policy, we advocate
that, when informing the surrogate,
the message be accompanied with
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skilled, sincere, and compassionate
SUpport.

The nineteen cases we describe all
involved surrogates who disagreed
with the DNR order verbally and be-
haviorally. Rather than engaging this
resistance, physicians, health profes-
sionals, and ethics consultants should
set limits clearly and use nonconfron-
tational language, such as, “I'm sorry.
I wish this could be different for your
loved one, and physicians/nurses have
tried their best to make him/her bet-
ter, but he/she is now dying, and this
is what we must do. We'll stay with
you and support you.” Surrogates
may respond with a request to trans-
fer the patient to another hospital.
When this occurs, we recommend
that physicians and interprofessional
teams acknowledge that this is the
surrogate’s right but express hope
that he or she will not exercise this
option. Language such as this could
be used: “You do have the right to
request transfer, of course. However,
we believe that your loved one is at
the end of his/her life, and we believe
that moving him/her would be diffi-
cult for him/her. We prefer to care for
your loved one and for you here.”

We have found that when physi-
cians and health professionals affirm
their desire to care for the patient
and their commitment not to aban-
don the surrogate, it may disabuse
one myth that a mistrustful surrogate
carries, namely, that the decision to
withhold CPR reflects an uncaring
team, financial considerations, or dis-
crimination of any kind. Setting lim-
its in this way can take great moral
courage for providers given anxiety,
particularly among physicians, about
litigation.” There may be a tendency
for clinicians and the surrogate to
fall into a polarized stance, but we
advise clinicians not to succumb to
this. A consciously chosen, compas-
sionate, and nondefensive stance
may be more effective. For care and
communication to be as good as pos-
sible in these difficult cases, strong
interprofessional teams that include
social work and chaplaincy members

are needed to support physicians and
nurses at the bedside.

Consistent with our policy, we
believe that optimum care in these
cases is best achieved with institu-
tional policies on setting limits on
shared decision-making about CPR,
contingent on state law and judicial
precedent, rather than removal of
the surrogate in a court proceeding.
Anecdotally, the former is less devas-
tating to the surrogate and may have
a more positive effect on a difficule
grieving period for the surrogate after
the patient’s death. Surrogate remov-
al may also represent an additional
harm to the patient, particularly in
cases when she or he has specifically
designated the surrogate as the health
care agent. If limits can be set while
still allowing the surrogate to repre-
sent what he or she perceives as the
patients’ wishes, the patient’s prior
preferences in designating an agent
are respected. This recommendation
is best illustrated through the case of
Mrs. Smith. In the final twenty-four
hours of her life, Mrs. Smith’s nurse
addressed what she believed might be
her patient’s worries about her daugh-
ter and health care agent, Marilyn.
The nurse stated, “Mrs. Smith, we
will take care of Marilyn; don’t wor-
ry.” After the nurse’s statement, tears
trickled down the patient’s cheeks—
she knew about her daughter’s con-
flict with her caregivers and seemed
to acknowledge the team’s efforts. Re-
moving Marilyn as health care agent
would have been an additional harm
to the patient at the end of her life.

Finally, to provide compassion-
ate support to surrogates, the team
should sustain the caring practice un-
til the end of the patient’s life and in
the surrogate’s immediate transition
from the hospital to a life without
the patient. When the patient is ac-
tively dying, paying attention to how
the surrogate is getting home and
whether anyone, family or friend,
can be present is of high value and
may require persistence and probing
on the part of a social worker, nurse,
or chaplain. Assuring that the surro-
gate has a meal, a parking ticket or
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taxi voucher, and a connection to a
funeral home represents quality care.

Maintaining the integrity of the
health professions. Health profession-
als are also stakeholders in these cases.
To allow nonbeneficial or harmful
treatment is to tolerate behavior that
may damage the moral integrity of in-
dividual health professionals. Permit-
ting patient suffering erodes health
professionals’ moral sensitivity, creat-
ing a norm of tolerance toward pro-
viding treatments that are medically
ineffective, do not contribute to the
patient’s recovery, and impose harm
without benefit. Health professionals’
experience of preventable patient suf-
fering can become normalized, sub-
verting the reasons they entered the
profession and leading to burnout
and disengagement.’’ Acknowledg-
ing the emotional distress and suffer-
ing among health care professionals
in the idea of having to provide po-
tentially nonbeneficial interventions
at the end of life and the way that
these feelings may drive conflict is
an equally essential role of the ethics
consultant. This is especially impor-
tant in cases in which the committee
believes that offering CPR would be
inappropriate.

Resolution in these cases takes
time and patience on the part of all
parties. We believe that health profes-
sionals can best be supported in pro-
viding appropriate care when there
is a process, guided by ethics consul-
tants and ethics committee leader-
ship, that aims to protect the patient
from harm, treats the surrogate com-
passionately, and hears the voices of
health professionals who aim to pro-
vide ethically responsible care. These
policies, along with institutional sup-
port, allow attending physicians to be
supported in the goals of their profes-
sion, to first do no harm.3?

Limitations and next steps. Our
paper has several methodological
limitations, including our reliance
on medical records for our qualita-
tive analysis. Although our study of
the records led us to believe that there
wete some important themes in these
cases—for example, many surrogates
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seemed to have risk factors for what
has been called complicated grief in
the broader literature on end-of-life
decision-making—we were not able
to confirm these observations without
direct interaction with surrogates.®®
In addition, because MGH has one
of the largest and most active ethics
consult services in the country, our
experience may not be generalizable
to smaller committees or to hospitals
in states with different regulations
regarding DNR orders or other insti-
tutional approaches to these conflicts.
Finally, our aim was not to address
broader concerns about due process
and the appropriateness of having

hospital ethics committees play the
role we describe here.’* Although we
believe our empirical experience sug-
gests that these committees have an
essential role in conflicts over life-
sustaining treatment, it is important
to acknowledge that the extent and
nature of this role remain in need of
ongoing reflection.®

Third, our emphasis was on the
cases in our study cohort in which
CPR was not offered. We did not
explore the six cases in which physi-
cians offered CPR despite the recom-
mendation of ethics consultants that
it would be appropriate to write a
DNR order. We do not know wheth-
er health professionals offered CPR as
a way of acknowledging the symbolic
importance of a code, because of an
emphasis on benefit to the surrogate,
because they felt that they were hon-
oring the patient’s wishes, because of
litigious concerns, or because of con-
cerns about insufficient institutional
support. None of these patients sur-
vived resuscitation when it was at-
tempted, but we do not have any
information as to whether surrogates
derived symbolic meaning from these

codes or were more satisfied with pa-
tient care in these cases.*

In keeping with professional so-
ciety guidelines, however, our ethics
committee does not support the use
of “show or slow codes” or resuscita-
tion efforts that are intended to ben-
efit third parties and not to achieve
the actual physiological purpose of
CPR.¥ We are concerned that, in
actual clinical practice, physicians
would be unlikely to disclose that
they plan on limited or partial resus-
citation.®® Intentionally misleading
a patient’s surrogate through a sham
resuscitation is harmful to the sur-
rogate and, by extension, the patient

who chose that person to represent
his or her interests. Undertaking a
slow resuscitation in a dying person
for whom CPR has no benefit also
prevents patients and families from
spending their last moments togeth-
er. In these cases, the focus stays on
the health professionals’ efforts, not
the patient.

While there may be scenarios in
which clinicians can fully inform
surrogates that CPR is not recom-
mended and that it will be performed
only for a short time or without full
effort, in our experience, surrogates
do not want merely a limited attempt
at CPR. At the heart of these conflicts
is a persistent surrogate’s request that
the patient undergo every possible
intervention. We find it unlikely that
the surrogate would be satisfied with
a simulacrum of resuscitation. Final-
ly, we note that the attending physi-
cian involved in complex code-status
questions is often not present during
an actual arrest, leaving a colleague,
house staff, a respiratory therapist,
and bedside nurses to interpret ap-
propriate resuscitation efforts. Since
these codes are, by definition, outside
of the usual scope of clinical practice,
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it is unlikely that there would have
been any clear consensus on starting
or stopping conditions or even on
what constitutes the “appropriate”
administration of medications. Ulti-
mately, we believe that show and slow
codes represent one final indignity to
the patient that can further under-
mine surrogate trust and the moral
integrity of health professionals.

The cases reported here, in the
context of a larger series, demonstrate
that most surrogates at our institu-
tion accept when CPR is not offered.
A small fraction of surrogates, how-
ever, do not agree with this decision.
Individuals in this group manifest a
constellation of characteristics and
behaviors captured in the idea of a
persistent surrogate. While we have
described these surrogates based on
information available in medical re-
cords and ethics notes, we hope this
is a step toward future research that
also assesses these situations from the
point of view of surrogates themselves
and the ongoing questions about the
best approach to resolving these con-
flicts. Future research should also at-
tempt to identify early predictors for
this kind of ethical conflict and to
work toward interinstitutional col-
laboration in policy development and
implementation.*’
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