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EXECUTIVE SUMMARY

Hospitals are challenged to meet patients’ palliative care needs despite a scarcity 

of specialists, lack of training, and persistent misconceptions held by patients and 

clinicians . According to experts, bioethicists can:

• Encourage palliative care integration in the early stages of a life-limiting chronic 

disease .

• Provide palliative care education during lectures and grand rounds .

• Use individual case consults to educate clinicians on the benefits of early palliative 

care involvement .

Is palliative care expertise 
inadequate at your institution?
Palliative care faces “difficult image problem”

Approximately 90% of patient 
deaths occur after a period of 
life-limiting chronic illness, 

notes Gerard Magill, PhD, Gallagher 
Chair at Duquesne University’s Center 
for Healthcare Ethics in Pittsburgh. As 
a chronic illness progresses, the patient’s 
capacity to benefit from curative 
treatments decreases. “Yet, diagnostic 
tests and treatments typically increase as 
the patient’s chronic illness progresses, 
often aligned with burdensome side 
effects,” says Magill.

This all too frequent scenario 

highlights the need to avoid futile 
treatments that offer no effective therapy 
and can cause harm and suffering 
for the patient, says Magill. “Instead, 
there needs to be a better alignment of 
treatment with palliative care,” he says.

Since the supply of palliative care 
and hospice specialists is too small to 
meet the needs of all patients with 
seriously advanced illness, many 
patients must rely on other clinicians 
to do so; clinicians, however, often lack 
training and experience. All clinicians, 
regardless of specialty, “should be 
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competent in basic palliative care, 
including communication skills, 
interprofessional collaboration, and 
symptom management,” according 
to the 2014 Institute of Medicine 
Report, Dying in America. “Clinicians 
need to learn as much as they can 
about the resources and outcomes 
of palliative care as evidence-based 
healthcare that establishes a standard 
of professional practice,” says Magill.

Integration from the 

start

Traditionally, palliative care began 
only after treatment ended. “The 
emerging model is to initiate both 
treatment and palliative care together 
when a life-limiting chronic disease is 
diagnosed,” says Magill. As treatment 
becomes less effective and is either 
withdrawn or not initiated to avoid 
futile interventions, palliative care 
measures increase.

“Because the integration of 
treatment and palliation can 
have significant implications for 
sound stewardship of hospital 
resources, hospital administration 
should be willing to fund training 
opportunities,” adds Magill. Research 
suggests that significant costs are 
saved by avoiding futile treatments.1

Magill says bioethicists can 
promote palliative care at their 
institutions with these practices:

• Encouraging the integration 
of palliative care from the start of 
treatments for a life-limiting chronic 
disease.

• Providing lectures and ethics 
grand rounds on protection 
from unwanted treatment versus 
demanding futile treatment, or 
connecting futility with ethical 
principles of patient autonomy, 
beneficence, nonmaleficence, and 
justice.

• Emphasizing that avoiding futile 
treatment is completely different 
from rationing.

“Futile treatment involves no 
benefit to the patient. In contrast, 
rationing involves a benefit that is 
not provided,” Magill says.

Consults present an 

opportunity

Bioethicists routinely promote 
palliative care in a general sense, 
simply by virtue of the fact that their 
role is to support various aspects of 
the clinician/patient relationship 
that are essential to good care, says 
David Barnard, PhD, JD, Miles J. 
Edwards Chair in Professionalism 
and Comfort Care at Oregon Health 
& Science University in Portland.

“Bioethicists frequently reassure 
clinicians that there is a general 
ethical consensus that patients 
should have a clear understanding 
regarding illness and prognosis, 
and that there are choices patients 
can make regarding withholding 
or withdrawing treatments that are 
not consistent with their values and 
preferences,” he notes.

Also consistent with palliative 
care is bioethicists’ emphasis on 
respecting patient’s individuality and 
autonomy. “Those certainly underlie 
good palliative care,” says Barnard. 
“But bioethicists are by no means the 
only people who can spread those 
messages.” A growing number of 
institutions now have highly skilled 
palliative care physicians and nurses 
who can act as resources to clinicians, 
both generally and during individual 
case consults.

“The bulk of ethics consultations 
in most hospitals are around end-of-
life decision-making,” notes Barnard. 
“That becomes an avenue for the 
bioethics person to have influence on 
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future cases.” In addition to resolving 
the immediate clinical ethics problem, 
bioethicists can take advantage of a 
teaching opportunity, he says.

“The ethics person is often called 
in when things have gone badly 
— when there is the perception of 
an impasse,” says Barnard. Once 
the issue that led to the consult is 
resolved, bioethicists can bring the 
“big picture” to the clinical team’s 
attention. “You can use that as a kind 
of preventive ethics, by saying, ‘We 
might be able to reduce the number 
of times we get into this pickle if we 
think proactively about what kind 
of advance care planning could have 
gone on further upstream,’” says 
Barnard.

Bioethicists can conduct the 
consult in a way that provides 
education for clinicians, or can later 
use the consult as a springboard for 
further discussion. “Sometimes we 
get a little hung up on the dramatic 
moments — are we going to turn 
off the respirator or stop dialysis?” 
says Barnard. Once these immediate 
questions are resolved, addressing 
the underlying issues could result in 
fewer similar consults. “Once we get 
through the heat of battle, we might 
point out we have had a pattern of 
cases that seem to be difficult for the 
team,” says Barnard.

Persistent 

misconceptions

There is a persistent view among 
patients and families — and even 
some clinicians — that bringing in 
the palliative care team is a sign of 
giving up hope. “It used to be that 
it was hospice that was the scary 
word. In many people’s minds, 
palliative care has taken on the same 
connotations of imminent death that 
hospice carried,” says Barnard. “There 

is a difficult image problem.”
Clinicians fear that merely 

bringing up the idea of palliative 
care will leave the patient and 
family alarmed and hopeless. “The 
association of palliative care in many 
people’s minds with imminent death 
is a barrier. It slows down the process 
of getting the right expertise into the 
case,” says Barnard. “For this reason, 
some clinicians are using the term 
‘supportive care’ instead.”

There is a movement toward 
integrating family support and 
other aspects of palliative care 
throughout general clinical practice 
work. Involving palliative care in the 
early stages of illness “tends to have 
a great deal of benefit to patients 
and families,” says Barnard. “What 
we want to break down is this 
dichotomous thinking, where we 
are either talking about treating the 
disease or palliation.”

Bioethicists can remind the clinical 
team that palliative care plays a role 
in achieving fundamental goals of 
medical care: To achieve a cure or 
at least a long-lasting remission, to 
prolong life, and relief of suffering 
or maintaining the best quality 
of life. “The issue of giving good 
palliative care is really to achieve the 
most appropriate balance among 
these goals,” Barnard says. “As illness 
progresses, the balance of these may 
change.”

Maintaining a good quality of 
life is always in the forefront. In 
the early phase of illness, patients 
are sometimes willing to forego 
elements of quality of life to 
prolong their lives; this may change 
as the illness progresses. “Ideally, 
they are approaching it on the 
basis of really good information 
and emotional equanimity,” says 
Barnard. “But in the real world, 
there are sources of static that 
interfere with people’s thinking 

about shifting the goals of care.”
Bioethicists often facilitate 

discussions between the patient, 
families, and the clinical team to 
clear up this “static.” “But in the ideal 
world, you do not bring in a bioethics 
person to facilitate this,” says 
Barnard. “This should be the kind of 
conversation that clinicians have all 
the time.”

Needs often go unmet

Unmet palliative care needs 
in the hospital setting include 
inadequate management of pain 
and symptoms such as nausea or 
shortness of breath, and unaddressed 
emotional needs such as anxiety, says 
Charles F. von Gunten, MD, PhD, 
vice president of medical affairs at 
OhioHealth Hospice and Palliative 
Care in Columbus. In addition, many 
practical needs go unaddressed, “and 
the biggest of all — spiritual needs — 
the sense of personal meaning that is 
always challenged by serious illness,” 
he says.

Von Gunten gives the example 
of a patient admitted with worsened 
congestive heart failure, who is 
treated only to manage the biological 
problem of fluid overload with 
diuretics and bed rest. “This misses 
the fact that the person is terrified 
by the shortness of breath, is worried 
that death is imminent, can’t continue 
to work or do things for herself, and 
wonders if this is God’s punishment,” 
says von Gunten. Integrating 
palliative care into the hospital care 
plan can address these problems:

• The patient no longer fears 
imminent death because the sense of 
shortness of breath is managed;

• the patient encounters people 
who see her anxiety and work to 
relieve it;

• the patient gets help with the 
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practical issues of living that are 
affected by her illness;

• the patient has someone to guide 
her as she searches for the meaning of 
the illness in the context of her own 
faith tradition and beliefs.

Bioethicists can advocate that 
every institution have access to 
specialist palliative care teams that 
can “lean in” to the cases to solve 
them at the bedside without resorting 
to deliberative ethics committee 
procedures, says von Gunten.

“There are two levels of expertise 
that are needed in any hospital. 
The first has been called primary, 
or generalist, palliative care skills,” 
says von Gunten. These are skills 
that every physician, nurse, allied 
health professional, and staff 
member need to have. “Most 
people in practice now did not have 
this as part of their professional 

training,” says von Gunten.
The second level is specialist 

palliative care, a team comprised of 
physicians, nurses, social workers, 
and chaplains with specific training 
and experience with difficult cases. 
“In many institutions, it will be 
the specialist team that is explicitly 
engaged in teaching and coaching 
generalist palliative care skills,” says 
von Gunten. In other institutions, 
particularly those that are highly 
specialized and well-resourced, the 
specialist palliative care team will be 
large enough to take care of those 
situations where a generalist could do 
the work, but it is more efficient to 
have the specialist do it.

“This is analogous to IV teams,” 
says von Gunten. “Yes, every doctor 
and nurse knows how to put in an 
IV. But it is more efficient to have the 
specialist team do it. They do it well, 

and very efficiently because they do it 
all the time.”
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Code status orders for psychiatric admissions: 
They’re not happening consistently
In-depth discussions--not just checkboxes--are needed

Psychiatric inpatients were less 
likely to have an order on 

admission regarding code status 
compared to medical inpatients, 
according to a recent study.1 
Researchers conducted a retrospective 
chart review of patients who were 
hospitalized during a 12-month 
period in 2008; 276 psychiatric charts 
and 317 general medical patient 
charts were reviewed. Key findings 
include the following:

• Ninety-six percent of medical 
patients had a code status order 
documented on admission, compared 
to 65% of psychiatric patients.

• Psychiatric inpatients had more 
Do Not Resuscitate/Do Not Intubate 
orders, more frequent change in code 

status order and a higher percentage 
of advance directives.

• Psychiatric inpatients were 
less likely to have had a discussion 
regarding the need for acute 
resuscitative interventions with their 
provider.1

“The study’s findings were 
consistent with what we had 
hypothesized,” says Alastair McKean, 
MD, one of the study’s authors. 
McKean is an instructor in the Mayo 
Clinic’s Department of Psychiatry and 
Psychology in Rochester, MN.

The Patient Self-Determination 
Act mandates that a code status needs 
to be in place for every hospitalized 
patient. “The concern when code 
status discussions are not had is that 

a patient’s autonomy to choose the 
level of end-of-life care that she or he 
desires is not being respected,” says 
McKean.

Providers may be hesitant 
to have these discussions with 
psychiatric inpatients because of 
concerns regarding capacity. “The 
acute nature of the psychiatric 
pathology or cognitive impairments 
might limit patient capacity to 
share a preference,” says McKean. 
Additionally, some providers might 
not feel that discussion of code status 
is pertinent if the patient is medically 
stable with every expectation of 
surviving until discharge.

“This is an area of ongoing 
research,” notes McKean. A recent 
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EXECUTIVE SUMMARY

Psychiatric inpatients were less likely to have an order on admission regarding 

code status compared to medical inpatients, according to a recent study .

• Providers may hesitate to have discussions with psychiatric inpatients due to 

concerns about capacity .

• Bioethicists can help with challenging cases common in the psychiatric 

hospital setting .

• Providers need to document not just code status, but other treatment wishes 

as well .

study surveyed 30 psychiatric faculty 
and trainees; respondents felt it was 
important to discuss code status with 
each admission.2 McKean, the study’s 
lead author, says bioethicists can 
help with challenging cases — when 
a suicidal patient does not want to 
be resuscitated, when a terminally 
ill patient attempts suicide, or when 
a patient at the end of life requests 
hastened death.

“Once there is a better 
understanding of the barriers that 
prevent these discussions with 
psychiatric inpatients, tailoring 
educational interventions for 
psychiatric providers will be 
important,” says McKean.

Too often, documentation about 
patients’ end-of-life wishes are 
reduced to “checking the box,” says 
Charles Hite, MA, CIP, director of 
biomedical and research ethics at 
Carilion Clinic in Roanoke, VA. The 
patient’s code status is documented 
but without any meaningful 
conversation or information being 
given.

“What I see happening is more 
and more hospitals are trying to 
adopt something like the POLST 
[Physician Orders for Life-Sustaining 
Treatment] Paradigm,” says Hite. 
Using this approach, targeted 
conversations are directed at the 
patient population that can benefit 
most from it. “I don’t see the need 

to have a code status conversation 
with a 35-year-old coming in to have 
an elbow fixed. But it is necessary 
for an 84-year-old coming in for 
a third exacerbation of congestive 
heart failure,” says Hite. Such a 
conversation would, ideally, cover 
not only the patient’s code status, but 
also other treatment wishes. “Then 
we need to have a routinized ways of 
having those conversations, so they 
are not seen as a big deal,” Hite says.

The Patient Self-Determination 
Act of 1990 aimed to ensure that 
patients had advance directives 
and that these were part of the 
patient’s chart. “But the way it got 
implemented was that it just became 
a question to ask at admission; it was 
often done at a very low level as far 
as who was asking the question,” says 
Hite. Residents are sometimes taught 
to quickly ask the question about 
whether the patient wants to be coded 
or not and move onto the next task. 
“It is not a meaningful conversation, 
and it is probably being directed at 
too many people,” Hite says. “It needs 
to target those who have chronic, life-
limiting illnesses, and those who are 
likely who be rehospitalized.”

In the hospital setting, 
conversations are occurring too late 
and in a setting that’s not conducive 
to thoughtful discussions on end-
of-life care. “Frankly, when you’re 
getting admitted to the hospital is 

probably not a good time,” says Hite. 
“We need to push it further upstream 
and have those conversations in the 
primary care setting, if possible.”

That allows for enough time for 
the patient to consider what level of 
care he or she would like — whether 
aggressive care, more limited care, 
or just comfort care — instead 
of just whether the patient wants 
cardiopulmonary resuscitation if 
his or her heart stops. “Code status 
discussions need to be part of a larger 
conversation,” says Hite. “All of those 
decisions take time to talk about.”

The Carilion Clinic is piloting a 
program to promote advance care 
planning in the primary care setting. 
Nurses are trained in advance care 
planning, including how to start 
the conversation with patients, and 
patients are shown an informative 
video. Physicians, who receive two 
hours of training with role-playing 
exercises, enter the discussion once 
the patient has had time to consider 
his or her options.

“Nurses look at the schedule 
for the next day and flag patients 
for whom it’s appropriate to have 
this conversation,” Hite explains. 
Physicians either follow up with the 
patient at the end of the visit or bring 
it up at the next visit.

“There are some logistical 
challenges to having these 
conversations in the hospital,” notes 
Hite. “The difficulty is that patients 
are in the hospital for such a short 
length of stay, and oftentimes have 
other things on their minds.”

If discussions routinely occur for 
all patients meeting certain criteria, 
this serves to clarify that the 
motivation is not to deny treatment 
or save money. “It’s certainly to the 
patient’s benefit to be aware of the 
options they have,” says Hite. “It’s 
all about patient choice. If they 
want aggressive treatment, they can 



66   |   MEDICAL ETHICS ADVISOR® / June 2015

EXECUTIVE SUMMARY

A new report on neuroscience and ethics from The Presidential Commission 

for the Study of Bioethical Issues offers recommendations involving cognitive 

enhancement, consent capacity, and neuroscience and the legal system .

• Hyperbole, exaggeration, and misinformation can instill misplaced fears and 

mislead the public .

• Bioethicists can use the report as a tool to promote informed conversations .

• The Commission cautions against making assumptions that individuals with 

certain diagnoses always lack the capacity to consent .

Report offers recommendations for central ethical 
issues involving neuroscience
Report identifies three areas of concern

There is no question that it’s 
a groundbreaking time for 

neuroscience, but some pressing 
ethical considerations are being raised 
in tandem with new technologies.

“We are right on the threshold 
of some really exciting technologies 
that will allow us to treat previously 
untreatable diseases,” says Thomas 
Cochrane, MD, MBA, senior ethics 
consultant and associate neurologist 
at Brigham and Women’s Hospital 
in Boston. Cochrane is also assistant 
professor of neurology and director 
of neuroethics at Harvard Medical 
School’s Center for Bioethics, also in 
Boston.

Cochrane is hopeful that 
in the course of his lifetime, 
neurodegenerative diseases such as 
Alzheimer’s will be treatable, and that 
people paralyzed by disease or trauma 

will be given the opportunity to move 
around, care for themselves, and 
control their environment.

“We’re starting to invent 
technologies that enhance the 
neurological capabilities of healthy 
people,” adds Cochrane. “It might 
be that in the coming decades we’ll 
have the ability to make ourselves 
faster, smarter thinkers, or to alter 
memories.” In addition, researchers 
are starting to understand the 
neurological causes of undesirable 
behaviors like addiction or violence, 
he says.

The Presidential Commission for 
the Study of Bioethical Issues recently 
released Gray Matters: Topics at the 
Intersection of Neuroscience, Ethics, 
and Society, the second volume of 
its report requested by the president 
as part of the Brain Research 

through Advancing Innovative 
Neurotechnologies (BRAIN) 
Initiative.

“The President’s Commission 
identified three main areas of 
concern, given all this change,” says 
Cochrane. These areas are:

• How should we use techniques 
for cognitive enhancement, and how 
do we ensure that enhancement 
technologies are distributed fairly?

• How can we safely and fairly 
conduct research on diseases that 
cause diminished capacity and ability 
to consent?

• When and how should 
neuroscientific technologies be 
incorporated into the legal system?

“These are the major challenges 
we face at the intersection of 
neuroscience and medical ethics,” says 
Cochrane.

The Commission’s report offers 
14 recommendations on cognitive 
enhancement, consent capacity, and 
neuroscience and the legal system. 
“Neuroscience is a rapidly growing 
field, and has captured the interest of 
scientists, scholars and the public,” 
says Michelle Groman, JD, the 
Commission’s associate director, who 
oversaw staff work on Gray Matters. 
“We have well-intentioned voices in 
the mix. But there is also hyperbole, 

make that known.”
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exaggeration, and misinformation.”
This can instill misplaced fears and 

mislead the public, she warns. The 
Commission’s report encourages well-
informed discourse to combat hype 
and support neuroscience in realizing 
its full potential in alleviating 
neurological disorders and psychiatric 
conditions that afflict millions of 
Americans. “Gray Matters is a tool 
to help inform these conversations, 
moving forward,” says Groman.

Regarding consent capacity, 
public comments received by the 
Commission indicated a pressing 
need to address this particular issue.

“There is a challenging tension 
between the need for rigorous 
research on neurological disease 
and psychiatric conditions on the 
one hand, and the need to protect 
research participants who may be 
vulnerable because of impaired 
consent capacity on the other hand,” 
says Groman.

While capacity is an issue for all 
scientific investigators conducting 
studies on human subjects, it’s 
more pronounced for neuroscience 
researchers who study many of 
the various conditions that cause 

impaired, diminished, or fluctuating 
consent capacity. “There aren’t 
necessarily ethical issues that are 
unique to neuroscience, but there 
are certainly issues that come out in 
heightened relief. This is one of these 
issues,” says Groman.

Issues around consent capacity 
arise in both the clinical and research 
setting. “Much of the Commission’s 
analysis and recommendations are 
relevant to the clinical setting,” 
says Groman. For example, the 
Commission cautions against 
making assumptions that individuals 
with certain diagnoses always lack 
the capacity to consent. “Those 
types of generalizations can have 
unintended stigmatizing effects,” 
explains Groman. “Capacity needs to 
be considered individually.”

Medical decisions and research 
decisions aren’t the same things, 
however, notes Groman. “This 
is important to keep in mind, 
especially if you are talking about 
surrogate or proxy decisionmakers in 
the case of someone with impaired 
consent capacity,” she says. Medical 
decisions are generally presumed 
to be compatible with the best 

medical interests of the individual 
while research enrollment can 
entail procedures done for reasons 
other than the individual’s medical 
interests.

“The general message throughout 
the report is to avoid hype, and 
use the science when it’s ready,” 
says Groman. “The Bioethics 
Commission is really promoting 
informed dialogue and informed 
conversation.”
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Residents struggle with talking about 
resuscitation preferences, even with training
Outcomes, quality of life infrequently discussed

Training improved resident-led 
code status discussions in some 

ways but not others, according to a 
recent study.1 “Our findings — that 
despite communication skills training, 
resident physicians still struggle with 
the more complex tasks involved in 
discussing resuscitation preferences 
— weren’t necessarily surprising,” 
says Rashmi K. Sharma, MD, MHS, 
assistant professor of medicine in 
the Section of Palliative Medicine at 

Northwestern University’s Feinberg 
School of Medicine in Chicago.

The study highlights the need for 
more advanced training techniques, 
says Sharma. Fifty-six residents on 
the internal medicine service in July 
2010 participated in the study, with 25 
completing code status discussion skills 
training and 31 in a control group. 
Six months later, all 56 residents 
completed a simulated code status 
discussion.1

Trained residents did a better 
job exploring patient values and 
goals, using a shared decision-
making approach, and making a 
recommendation, than residents who 
did not receive the training.1 “So 
there is hope that training can make a 
difference,” says Sharma.

However, many residents failed to 
discuss resuscitation outcomes and 
quality of life. “Many of the residents 
in our study had a particularly 
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challenging time transitioning from 
a broader conversation about goals 
of care to talking about code status 
specifically,” notes Sharma.

Trained residents were less likely 
to frame the decision as one solely 
to be made by the patient, but 
many struggled with this aspect of 
the conversation. “Residents are 
still frequently placing the onus of 
decision-making solely on the patient, 
in an attempt to support patient 
autonomy,” says Sharma.

Residents aren’t giving patients 
adequate information to make such 
a complex decision — an obstacle in 
shifting current practice to more of 
a shared decision-making approach. 
“Clinicians and patients should arrive 
at a decision together, based on the 
patient’s values and goals and medical 
knowledge about likely outcomes,” 
says Sharma.

In order to effectively conduct 
conversations on end-of-life 
preferences, says Sharma, trainees 
likely need to practice skills over 
time with feedback from skilled 
clinicians. “Ultimately, the goal is to 
help patients receive end-of-life care 
that is aligned with their values and 
goals,” says Sharma. “Resuscitation 
preferences is just one part of this 
bigger discussion about goals of care.”

Code status discussions “need to 
be part of a broader conversation with 
patients and families. All clinicians 
need to make this a priority, not just 
those who are most passionate about 
the topic,” says Anita J. Tarzian, 
PhD, RN, program coordinator 
of the Maryland Healthcare Ethics 
Committee Network in Baltimore.

Regardless of who has the 
discussion, the content of the 
conversation is a central concern; 
clinicians often focus solely on the 
patient’s resuscitation status. “We see 
routinely that people are focusing 
too narrowly,” says Tarzian. “If you 

are really interested in giving patient-
centered care and having end-of-life 
care preferences known, just focusing 
on resuscitation orders is not the way 
to go.”

A request for an ethics consult 
sometimes reveals the need for 
education on a broader issue, in 
addition to answering the specific 
question asked. “Oftentimes, there 
are other ethical issues than just that 
narrow question prompting the call for 
help,” notes Tarzian.

Often, clinicians request an ethics 
consult to inquire if they have to offer 
an invasive life support treatment that 
they don’t think will benefit a patient 
who is dying. “But it’s a broader 
question than whether they have to 
offer the intervention,” says Tarzian. 
In these cases, resuscitation status is 
relevant because the medical team 
believes the patient is dying. However, 
there is a bigger picture to consider. 
“Must physicians offer interventions 
they don’t think will benefit the 
patient? No,” says Tarzian. “It’s up to 
the physicians to decide what should 
be on and off the table as regards the 
medical standard of care.”

For example, if a patient is not a 
candidate for a heart transplant or a 
left ventricular assist device, offering 
these options would only serve to 
confuse the patient or surrogate. 
“Moreover, if a patient is clearly dying, 
there are likely other interventions that 
may benefit the patient that should be 
explored, even if the treating clinicians 
didn’t mention this in their request for 
ethics consultation,” says Tarzian.

Sometimes the ethics consultant’s 
role is to help the clinical team narrow 
down the options by forging consensus 
surrounding which treatments they 
think, using a reasonable degree of 
medical certainty, should be presented 
to the patient. “Other times the ethics 
consultant’s role is to broaden the 
options — to help clinicians, patients, 

or family members to consider options 
or perspectives that weren’t previously 
considered,” says Tarzian. A dying 
patient may be discharged without 
hospice or palliative care follow-up 
because the patient isn’t receptive to 
discussing hospice or palliative care. 
“In this situation, the ethics consultant 
could model how to approach this topic 
in a way that focuses more on what will 
be done to support him rather than 
what won’t be done,” suggests Tarzian. 
“The way this plays out is important.”

If the ethics consultant does all 
the communication groundwork 
without any other clinician or trainee 
being present, an opportunity for skill 
building is lost. “Also, if they just come 
in and tell clinicians what to do, some of 
the value of what they bring to the table 
is lost,” adds Tarzian.

Ideally, the ethics consultant is 
successful if he or she can help involved 
parties feel good about decisions made 
for patients who are dying. “If there 
are recurrent barriers to achieving this, 
something needs to be done at the 
systems level,” says Tarzian.
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Reality check needed: Many unaware of 
limitations of life-sustaining treatments
Families’ expectations often stem from TV shows

Family members of patients generally 
overestimate the potential benefit 

of life-sustaining treatments in the 
intensive care unit (ICU), according to 
Paul Hutchison, MD, MA, assistant 
professor in the Division of Pulmonary 
and Critical Care Medicine at Loyola 
University Chicago’s Stritch School of 
Medicine.

“For example, cardiopulmonary 
resuscitation [CPR] is a salvage therapy 
used only when the patient’s illness has 
progressed to the point of cardiac arrest,” 
he says. Families typically don’t realize 
that performing CPR will not treat the 
underlying condition that caused the 
cardiac arrest. Similarly, hemodialysis is 
a therapy that can replace the function 
of the kidneys, but it does not improve 
renal function.

“When clinicians make 
recommendations against performing 
CPR or starting hemodialysis, they 
are implying that these life-sustaining 
treatments will not accomplish their 
ultimate goal, which is recovery from 
the underlying illness,” says Hutchison.

Clinicians must use lay language to 
describe a patient’s condition, prognosis, 
and plan of care, advises Hutchison. 
“Life-sustaining therapies should be 
described in a way that is accessible 
to the family, and the goals of the 
therapy should be clearly defined,” says 
Hutchison. “Medical abbreviations and 
jargon, such as ‘HD’ [hemodialysis] 
and ‘pressors’ [vasopressors] should be 
avoided.” Similarly, the term “futile” 
has many connotations and could be 
misconstrued by a family member. 
“Clinicians must remember that many 
medical terms are not part of a lay 
person’s vocabulary,” says Hutchison.

In some cases, therapies will help 
to achieve a level of health that would 
be unacceptable to the patient or the 
family; this must be explored further. 
For instance, some therapies, such as a 
tracheostomy, may require the patient to 
reside in a long-term care facility for the 
rest of his or her life.  “It is essential that 
the burdens of chronic critical illness be 
thoroughly discussed with families in 
these situations,” says Hutchison.

Clinicians often assume they 
understand what qualifies as an 
acceptable quality of life for critically 
ill patients. However, says Hutchison, 
while clinicians know what they believe 
to be the quality of life for themselves, 
this may differ substantially from the 
views of their patients.

“Additionally, providers sometimes 
comment on their patients’ suffering,” 
says Hutchison. “But suffering is a 
complex and deeply personal experience 
that cannot be attributed to another 
person.”

Thus, when discussing goals of 
care with families, providers need to 
be cautious about the inferences they 
make about someone who they have 
never met before. “Trust is the most 
important aspect of the provider-
surrogate relationship that can facilitate 
understanding about these issues,” says 
Hutchison.

Often, providers immediately ask 
for code status on a patient newly 
admitted to the ICU, at a point in time 
when the family is terrified that their 
loved one is acutely ill. “Conversations 
about the limitation of treatments are 
most successful when there is a trusting 
relationship between the family and 
the provider, and the family feels that 

the provider has their best interest at 
heart,” says Hutchison. This means that 
updates should be frequent, honest, and 
conveyed empathically.

“For many families, only time will 
help them appreciate the limitation 
of life-sustaining therapies,” says 
Hutchison. In these cases, a time-
limited trial of dialysis or mechanical 
ventilation can help assure the family 
that everything has been tried.

“The provider and family then agree 
that the therapies will be discontinued 
if they are not accomplishing their goals 
within a specified period of time,” says 
Hutchison.

Families often seem to perceive 
death as a medical misadventure, and 
as something that is not inevitable, says 
F. Keith Stirewalt, PA, MBA MDiv, 
an advance care planning consultant/
coordinator at Wake Forest Baptist 
Medical Center in Winston-Salem, NC. 

“We struggle against misconceptions 
that death is the result of not doing 
something that we should have done, 
or doing something we should not have 
done,” he adds.

Institutional distrust is another 
barrier. Families sometimes suspect that 
the motivation of the hospital team is to 
make money by keeping people in the 
ICU, or that clinicians who bring up 
hospice are doing so because they don’t 
value the patient in front of them.

“We must realize that the history 
of medicine in the U.S. provides 
historical basis for medical institutional 
distrust, even if the historical events 
have no correlation to the current 
situation,” says Stirewalt. He says 
that empathetic presence “will go a 
long way toward taming institutional 
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distrust” and needs to be taught 
in medical training programs and 
reinforced in practice.

Stirewalt says that when talking 
about medical trajectory, bioethicists 
need to address the following:

• The realities of CPR.
“Too frequently, patients 

articulate that their ideas about the 
successfulness of CPR are based 
on television shows, where most 
resuscitated patients survive to live at 
their pre-arrest baseline,” says Stirewalt. 
A 2104 study of 358,682 CPR 
recipients showed that only about 
2% of those with chronic obstructive 
pulmonary disease, congestive heart 
failure, malignancy, and cirrhosis were 
discharged home and survived at least 
six months without readmission.1 “In 
reality, patients with chronic illness 
who receive CPR have a relatively 
low chance of leaving the hospital 
alive, and often die in the ICU,” says 
Stirewalt.

• The realities of reasonably 
expected function post-discharge.

“Have the patient or family 
describe what creates joy in the 

patient’s life,” says Stirewalt. Ethicists 
can ask such questions as: “What 
makes life worth living?” “What 
level of functioning is involved?” and 
“What are the intersections of the 
functions of the life desired and the life 
anticipated?”

Providers sometimes struggle with 
their own misconceptions. Some 
assume that patients and their families 
don’t really want the truth about the 
prognosis. “While it is true that they 
often find the truth hard to assimilate, 
they want and deserve to hear the 
truth, in terms and at a pace they 
can absorb,” says Stirewalt. This may 
mean providing the information in a 
sequence of encounters.

Providers may fear that patients will 
lose hope and die earlier after end-
of-life conversations. “In fact, many 
studies indicate the opposite: that 
patients who adopt earlier involvement 
of hospice care tend to live, instead, 
longer, with better quality of end-of-
life,” says Stirewalt.2,3
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“It’s the ethics police!” Put a stop to outdated 
perceptions of clinical ethics consults
Common misconceptions can hinder consults

Here come the ethics police!” 
“Somebody called ethics on me!”

Are these the first thoughts providers 
have when they are approached by a 
clinical ethicist? “There is a pervasive 
misconception that our primary focus is 
to find what is ethically inappropriate, 
and assign blame or fault,” says Adam 
Pena, MA, an instructor at Baylor 
College of Medicine’s Center for 
Medical Ethics and Health Policy in 
Houston. Pena is also a clinical ethicist 
at Houston Methodist Hospital’s 

Biomedical Ethics Program at Texas 
Medical Center.

“Another common misconception 
is that we espouse an agenda to 
endorse comfort care or non-aggressive 
interventions in every case, or that 
our services adds complexity to the 
situation,” says Pena.

In addition, clinicians sometimes 
confuse the clinical ethicists’ role with 
other ancillary services, such as social 
workers, palliative care practitioners, 
and chaplains. “While our skill set 

may overlap with other healthcare 
professionals, our role is unique,” says 
Pena.

Providers are sometimes completely 
unfamiliar with the clinical ethics 
consultation service and have no 
idea how to access it. “Providers may 
not know if a particular issue is an 
ethics issue,” adds Pena. “They may 
be unaware of the range of services a 
clinical ethics consultation can offer.” 
Here are some scenarios where clinical 
ethicists can be helpful, but are typically 
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 n Ethical considerations with 
palliative sedation

 n How language used by providers 
can confuse patients

 n Ethical approaches to address 
physician burnout

 n Clinician-identified barriers to 
goals of care conversations

COMING IN FUTURE MONTHS

not utilized:
• Clinical ethicists can prevent 

ethical issues from occurring in the 
first place.

For example, if a patient has a history 
or recent diagnosis of HIV, a clinical 
ethicist could talk with the patient 
about preferences related to disclosure 
of status, establish parameters for 
disclosure, and help identify potential 
surrogate decision-makers should 
he or she lose capacity. “In this way, 
the clinical ethicist may help prevent 
ethical concerns related to maintaining 
confidentiality and disclosure of status,” 
says Pena.

• Clinical ethicists can anticipate 
concerns with advance care planning.

For example, if a patient is 
undergoing a transplant or ventricular 
assist device evaluation, a clinical 
ethicist can meet with the patient and 
surrogates, to elucidate expectations and 
goals related to device therapy. “This 
prevents misalignment of expectations 
related to treatment outcomes between 
patients, surrogates, and healthcare team 
members,” says Pena.

Clinical ethicists can seek to build 
relationships with a wide range of 
colleagues, advises Katherine Wasson, 
PhD, MPH, director of the Bioethics 
& Professionalism Honors Program at 
the Stritch School of Medicine, Loyola 
University Chicago. 

She recommends that ethicists:
• Offer educational sessions for 

different units, such as ICUs, where 
many of the complex cases arise. “These 
can be regular case-based discussions 
where the clinicians bring tough cases 
from the unit and the ethicist helps 
them reflect on the ethical issues,” says 
Wasson.

• Round with particular teams to 
get to know the individuals and types of 
issues they encounter.

• Build relationships with key 
clinicians, such as residency directors, 
nurse managers, and department chairs, 

who see the need for ethics input.
Some clinicians perceive an ethics 

consult as a sign that someone has done 
something wrong and is going to be 
judged accordingly by the ethicist and 
others. “Sometimes clinicians who are 
involved in a challenging case but aren’t 
the ones who request a consult feel that 
they are being deemed a ‘bad’ clinician 
or person,” says Wasson. Clinical 
ethicists can clarify that their role is not 
to condemn or judge anyone.

“People sometimes have the 
misconception that the clinical ethicist 
will enter into the case and simply tell 
people what to do,” says Wasson.

When ethics committees in hospitals 
first began, many clinicians were 
wary about their role, notes Rosalind 
Ekman Ladd, PhD, a visiting scholar 
in philosophy at Brown University 
in Providence, RI. Physicians, 
understandably, did not want to have 
their ethics questioned, and did not 
want to be told what to do.

“Medical people and scientists 
in general were used to having one 
‘right’ answer to a problem, and were 
unfamiliar and uncomfortable with 
what seemed like the ambiguity of 
ethical issues,” she explains. Ethical 
discussions sometimes end by admitting 
that there is no single right answer, or 
that either of two answers is ethically 
permissible.

Ethics committees as a forum for 
discussing challenging cases became 
more acceptable with the rise in patient 
autonomy as opposed to medical 
paternalism. “Some of the younger 
physicians were happy to give up the 

role of taking sole responsibility for 
making tough decisions,” says Ladd. 
To promote ethics, she recommends 
finding a respected physician to be chair 
of the ethics committee. “Another good 
method is to invite a clinician to present 
a case for discussion at an educational 
session of the committee,” she suggests. 
“Or invite clinicians to participate in 
discussions of hypothetical cases with 
the committee.”

If these approaches go well, ethicists 
can follow up by presenting a case 
discussion at grand rounds. “Do a 
survey of staff; ask for anonymous 
suggestions of ethical issues that bother 
people,” suggests Ladd. “Deliver the 
message that it is a strength and not a 
weakness, to include ethics issues in all 
case discussions.”
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1. Which is true regarding palliative 

care provision, according to Gerard 

Magill, PhD?

A . Palliative care is ideally integrated 

from the start of treatments for life-

limiting chronic disease .

B . Only palliative care specialists 

can meet the needs of patients with 

advanced illness .

C . Palliative care should begin once 

treatment ends .

D . Most clinicians in the hospital 

setting currently have adequate 

training and expertise in palliative care .

2. Which is true regarding code status 

orders for admitted patients, 

according to a recent study?

A . All patients had a code status order 

documented on admission .

B . Psychiatric inpatients were less 

likely to have an order on admission 

regarding code status compared to 

medical inpatients .

C . Providers documented not just code 

status, but other treatment wishes as 

well, for the vast majority of patients .

D . Psychiatric inpatients were far 

more likely to have had a discussion 

regarding the need for acute 

resuscitative interventions with their 

provider than other patients .

3. Which is true regarding training and 

resident-led code status discussions, 

according to a recent study?

A . Virtually all residents who received 

training discussed resuscitation 

outcomes and quality of life with 

patients .

B . Even without training, residents 

easily transitioned from a broader 

conversation about goals of care to 

talking about code status specifically .

C . Trained residents were much more 

likely to frame the decision as one 

solely to be made by the patient .

D . Trained residents were able to do 

a better job exploring patient values 

and goals .

4. What should providers avoid doing 

when explaining limitations of 

life-sustaining treatments in the 

ICU to families, according to Paul 

Hutchison, MD, MA?

A . Using lay language to describe a 

patient’s condition, prognosis, and 

plan of care .

B . Exploring whether therapies will 

help achieve a level of health that 

would be acceptable to the patient or 

the family .

C . Making assumptions about what 

constitutes an acceptable quality of life 

for critically ill patients .

D . Thoroughly discussing the burdens 

of chronic critical illness .


