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EXECUTIVE SUMMARY

New guidelines from the American Thoracic Society support the clinical team’s 

decision not to offer life-sustaining treatments in some circumstances . Key 

recommendations include the following:

• Early involvement of expert consultants such as ethicists .

• A review of the case by a multidisciplinary ethics committee .

• Refusal to administer treatments that are truly futile .

Is ICU treatment inappropriate? 
Clinicians now have guidelines
Providers “often acquiesce instead of advocating”

Is there a conflict over whether a 
particular life-sustaining treatment 
should be offered to an ICU 

patient? The clinical team now has new 
guidelines from the American Thoracic 
Society to which to refer.

“There has never been a multisociety 
statement to coalesce all the different 
points of view from all societies into 
one document,” says Gabriel T. 
Bosslet, MD, assistant professor of 
clinical medicine at the Charles Warren 
Fairbanks Center for Medical Ethics at 
Indiana University in Indianapolis.

The new guidelines, Responding to 
Requests for Potentially Inappropriate 

Treatment in the Intensive Care Unit, 
support the clinical team’s decision not 
to offer life-sustaining treatments in 
some circumstances.1

“Conflicts over potentially 
inappropriate treatment — a new 
defined term in these guidelines — 
remains one of the top sources of 
ethics consults in U.S. hospitals,” says 
Thaddeus Mason Pope, JD, PhD, 
director of the Health Law Institute and 
associate professor of law at Hamline 
University School of Law in St. Paul, 
MN.

Physicians hesitate to advocate 
strongly for what they think is 
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appropriate care, especially if 
it contradicts what the family 
is asking for. “They will often 
acquiesce, instead of advocating for 
the medical plan they think most 
appropriate,” says Bosslet, co-chair 
of the committee that produced the 
guidelines.

While researchers regularly 
publish articles on inappropriate 
ICU care in medical, ethics, and 
law journals, no major professional 
association has issued any guidelines 
on this topic in over a decade. “The 
American Thoracic Society last 
addressed this topic two decades 
ago. That is an eternity, really, in 
the lifespan of the conversation 
on appropriateness of medical 
treatment,” says Bosslet.

Involve ethics early

Conflicts over ICU treatment “are 
extremely stressful for providers,” says 
Bosslet. “Physicians or nurses feel 
they are being asked, or even forced, 
to do things that are of very little or 
marginal benefit.” Here are some key 
recommendations in the report:

• Conflicts in the ICU should be 
prevented through early and intensive 
communication between the patient’s 
family and the healthcare team.

“One of the jobs of physicians is 
to advocate strongly for the patient 
if they believe that requested care is 
inappropriate,” says Bosslet.

• Palliative care and ethics 
consultants should be involved early 
if ongoing dialogue cannot resolve 
conflicts.

“The hope is that providers will 
use the ethics committee more to 
drive local decision-making regarding 
what is appropriate or inappropriate, 
decreasing variability in decision-
making,” Bosslet says.

An early ethics consultation 

provides all involved parties with an 
independent review. Ethicists can 
present options, such as transfer to 
another institution, if the patient 
or family wishes to continue with 
a treatment that a medical team 
refuses, says Nancy S. Jecker, PhD, 
a professor in the Department 
of Bioethics and Humanities at 
University of Washington in Seattle.

“Too often, ethics involvement 
occurs late in the game, after sides 
have been drawn and conflict is 
deeply entrenched,” says Jecker. “A 
more effective use of ethics is early 
on, as a preventive measure, when 
conflicts are anticipated but have not 
yet taken hold.”

• If a dispute remains unresolved 
despite intensive communication and 
negotiation, a fair process of dispute 
resolution is needed.

This includes a review of the 
case by a multidisciplinary ethics 
committee within the hospital, 
ongoing mediation, a second 
medical opinion, offering the family 
the option to seek to transfer the 
patient to an alternate institution, 
and informing the family of their 
right to appeal to the courts. 
“Bioethicists can play a role in 
developing institutional policies 
that set out a fair process for dispute 
resolution,” says Jecker.

Bioethicists can use the guidelines 
as a checklist to evaluate their 
system’s policy for addressing end-
of-life conflicts. “The biggest legacy 
of the guidelines may be spurring 
the intramural development, or 
enhancement, of dispute avoidance 
and dispute resolution mechanisms,” 
says Pope.

According to the guidelines, if 
families request treatment that is 
truly futile — meaning that it simply 
cannot accomplish its physiologic 
aims — clinicians should refuse to 
administer the treatment.
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The guidelines do not empower 
physicians to refuse requested life-
sustaining treatment except in very 
narrowly defined circumstances, 
however. For this reason, “they may 
be controversial in some quarters,” 
says Pope. “Arguably, these guidelines 
narrow clinician discretion. But 
many expected or hoped that these 
guidelines would expand or broaden 
clinician discretion.”

The guidelines call for clinicians 
and society to develop substantive 
guidelines on which treatments are 
inappropriate. “The guidelines do not 
provide much guidance on this,” says 
Pope.

Jecker takes issue with the way the 
guidelines narrowly define futility as 
situations in which an intervention 
has no physiologic effect on the 
patient. “This approach renders 
futility largely irrelevant,” she says. 
“After all, physicians will not for very 
long continue with treatments such 
as cardiopulmonary resuscitation that 
have no effect on patients.”

Jecker emphasizes that “what 
matters is helping the patient, not 
merely producing a physiologic 
effect on the body.” An alternative 
approach, “quantitative futility,” 
regards a treatment as futile if the 
likelihood that it will achieve its 
intended goal falls well below a 
threshold considered minimal. “If the 
patient will never leave the ICU, for 
example, then CPR would be futile,” 
says Jecker. “The standard widely 
used for quantitative futility is that 
if a treatment has only a 1 in 100 
chance of being successful, it qualifies 
as futile.”

The guideline’s authors “shy 
away from the word ‘futile,’” says 
Lawrence J. Schneiderman, 
MD, professor emeritus in the 
Departments of Family Medicine and 
Public Health and Medicine at the 
University of California, San Diego. 

Schneiderman is founding co-chair 
of UCSD Medical Center’s Ethics 
Committee.

“I don’t think the phrase 
‘potentially inappropriate treatment’ 
escapes the kind of problem raised 
by the authors themselves,” says 
Schneiderman. “Inappropriate to 
whom? Inappropriate how?”

Schneiderman disagrees with the 
term “strictly futile” used to apply 
only when the intervention cannot 
accomplish a physiologic goal. “The 
focus should be on the patient, not 
on organ systems and body parts,” he 
says. “Bioethicists can usefully reflect 

on the well-meaning hard work of 
this variegated committee. I hope it 
will serve as the basis for even better 
recommendations in the future.”

Offering to insert a feeding 
tube to indefinitely maintain a 
permanently unconscious patient 
is obviously futile, even though all 
the organ systems and even parts 
of the brain may be working, says 
Schneiderman, because the patient 
is incapable of experiencing the 
intervention as a benefit.

“So is attempting rib-cracking 
CPR on a bedfast, terminally ill, 
metastatic cancer patient, not only 
because of the added pain that will 
result even if the patient survives, but 
because the patient has a negligible 

chance of leaving the hospital,” says 
Schneiderman.

Since hospital discharge, at the 
very least, should be the goal of 
medicine, the patient will experience 
no benefit from the intervention, 
says Schneiderman. “What would 
be a benefit is skillful, dedicated 
comfort care,” he says. “Here 
is where recommendations by 
ethics consultants can make a real 
difference.”
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“BIOETHICISTS 
CAN PLAY A ROLE 
IN DEVELOPING 
INSTITUTIONAL 
POLICIES THAT 

SET OUT A 
FAIR PROCESS 
FOR DISPUTE 

RESOLUTION.”
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EXECUTIVE SUMMARY

Physicians played the biggest role in whether terminally ill patients were 

referred to hospice care, according to a recent study . Some reasons why many 

fail to refer patients to hospice include the following:

• Providers often wait for the patient and family to bring up hospice .

• Physicians can’t accurately estimate patients’ survival .

• Physicians lack training in end-of-life discussions .

Are terminally ill patients referred to hospice? 
Physicians play biggest role
Providers need to “take the lead” and bring up hospice

Physicians — not age, race, gender, 
or where patients lived — played 

the biggest role in whether terminally 
ill patients were referred to hospice care, 
according to a recent study.1

Researchers focused on patients who 
died with a diagnosis of poor-prognosis 
cancer from 2006–2011, for whom 
palliative treatment and hospice would 
be considered the standard of care. The 
proportion of a physician’s patients who 
were enrolled in hospice was a strong 
predictor of whether that physician’s 
other patients would enroll in hospice.

“In some ways, it makes a lot of sense 
that physicians matter; part of our job is 
to offer advice,” says Ziad Obermeyer, 
MD, the study’s lead author and an 
assistant professor at Harvard Medical 
School in Boston.

Many physicians struggle with 
discussing end-of-life care with patients. 
“Some physicians are good at talking 
about end-of-life matters, but most 
of us aren’t,” says Obermeyer. “So it’s 
surprising that the best predictor we 
know of whether a patient will enroll in 
hospice is the particular physician they 
see.” The following changes are needed 
to increase referrals to hospice care, he 
suggests:

• Physicians need better estimates 
of patients’ survival in order to 

counsel them effectively.
“It’s really difficult to predict the 

future and understand how long 
someone has to live,” says Obermeyer. 
Advanced analytic techniques could 
improve predictions of survival. “These 
methods have worked incredibly well 
in the private sector, but haven’t yet 
been widely applied in medicine,” he 
says. “I think this could make a huge 
difference.”

• Doctors need to take 
responsibility for having end-of-life 
conversations.

“They are hard, no question. But 
they are incredibly important,” says 
Obermeyer. “Training is needed, in 
medical school or residency, as well as 
for practicing physicians.”

• Policymakers and administrators 
need to give doctors feedback on their 
end-of-life discussions.

Doctors typically don’t know how 
they are doing compared to their peers 
in their own institution or nationally. 
“Better data and monitoring can help 
doctors understand their needs for 
focused training and interventions,” says 
Obermeyer. 

Patients and family typically assume 
that healthcare providers will let them 
know when the time is appropriate to 
consider a change in treatment focus. 

Providers often wait for the patient and 
family to bring up the desire to stop 
certain treatments or investigate hospice.

“This leads to a ‘waiting game’ that 
pushes critical discussions of goals 
and values off, for far too long,” says 
Rebecca Benson, MD, PhD, medical 
director of the Pediatric Pain and 
Palliative Care Program at University 
of Iowa Children’s Hospital in Iowa 
City. Benson is also medical director for 
clinical ethics and director of the ethics 
consult service at University of Iowa 
Hospitals and Clinics.

Patients may worry that if they 
bring up hospice, the provider will be 
disappointed that they want to stop 
“fighting.” “Patients often deeply value 
their relationship with the healthcare 
team that has helped them through their 
illness,” says Benson. “They may grieve 
the anticipated loss of those relationships 
if they choose a different approach.”

Healthcare providers sometimes 
fear if they bring up hospice, the 
patient or family will feel they’re giving 
up or abandoning them. “Ideally, 
the provider should take the lead in 
letting the patient know their options,” 
says Benson. “They have the medical 
expertise to guide the timing and topics 
of the conversation.”

A physician who lacks the ability 
to competently share challenging 
information with patients is not likely to 
bring up hospice. “If she does, it is not 
likely to go over well,” says Benson.

Here are some approaches Benson 
uses to introduce the idea of hospice to 
patients and family:

• She asks several key questions to get 
a sense of their understanding about the 
illness, what they are hoping for from 
treatment, and what worries they have 
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about the future.
“If I start a conversation by 

summarizing their condition as I see 
it, I have set the agenda for the visit,” 
explains Benson. Instead, she asks, 
“What do you understand about where 
things are with your illness now?” or 
“How have things changed for you in 
the past few months?”

“I get a sense of their prognostic 
awareness,” she says. “Often, they 
will begin to bring up their hopes 
and worries in a way we can explore 
together.”

• She uses a combination of “hope” 
and “worry” phrases.

Benson might say, “I hope the 
treatment works, too. But I worry, given 
what has happened in the past, that we 
may have to consider what to do if your 
health gets even worse.”

• She often asks about goals of care 
and expectations of treatment.

“It is important to realize that even 
if the primary goal is to be cured, it 

is acceptable to ask about what else 
is important to them,” says Benson. 
The patient might talk about being 
comfortable, staying at home, being able 
to interact with loved ones, or living as 
long as possible.

“This helps the provider to learn 
about what tradeoffs they might be 
willing to make — or not — in the 
future,” says Benson.

• Initially, she brings up hospice 
circumstantially, without recommending 
it to the patient at that time.

Benson recounts how hospice 
helped another family solve a problem 
or get support. “This helps patients and 
families get over the shock of hearing 
the word ‘hospice,’” she explains. “At the 
same time, it lets them know I am open 
to talking about it.”

In future conversations, Benson 
brings up hospice, but without pressing 
the issue. She clarifies that the patient 
and family have a realistic understanding 
of illness progression.

“When the time comes that I really 
feel it is time to make a referral, it is 
likely that the patient and family will 
understand that I am recommending 
this because I feel it will help them 
meet their goals,” says Benson.
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Americans disagree with restricting access to 
OTC pain medications
Patient autonomy is key ethical issue

Americans prefer education over 
restricted access to over-the-

counter (OTC) pain medications, 
according to a recent survey conducted 
by the Washington, DC-based 
Alliance for Aging Research. Of 1,600 
individuals surveyed:

• Seventy-five percent of 
respondents under age 60, and 70% of 
respondents over age 60, believe that 
the FDA should not change its policies 
to require a doctor’s prescription 
to buy extra-strength Tylenol or an 
equivalent store brand.

• Eighteen percent of respondents 
age 60 and over encounter bad or 
severe pain; 37% have daily pain. 

Seventy percent of this age group uses 
OTC pain medication.

“We thought it was interesting to 
see that three-quarters of respondents 
under age 60 prefer education to 
government restriction as a way to 
protect people from acetaminophen 
overdose,” says Susan Peschin, MHS, 
the Alliance’s president and CEO.

Due to concerns regarding 
misuse and unintentional overdose 
of acetaminophen, the FDA has 
considered restricting access to 
some OTC medications containing 
acetaminophen, including the 
possibility of requiring a prescription 
for products that are currently OTC.

“However, this could have the 
unintentional effect of shifting 
individuals to other pain relievers that 
may be contraindicated for them,” says 
Peschin. Some survey respondents who 
stated they would change to a different 
pain reliever also reported having 
been diagnosed with conditions, such 
as cardiovascular disease or diabetes, 
in which other pain relievers are 
contraindicated.

“Overdose or overuse of 
acetaminophen is a common 
cause of acute liver failure and can 
occur after one very large dose 
of acetaminophen,” says Peschin. 
“However, when used as directed, 
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EXECUTIVE SUMMARY

Americans prefer education over restricted access to over-the-counter (OTC) 

pain medications, according to a recent survey . To ensure patients are able to 

make good, autonomous decisions, experts suggest the following:

• Providers need to be well-educated in pain management .

• Patients need a good understanding of their condition and treatment 

options .

• Patients need education to avoid misuse of acetaminophen .

acetaminophen is safe and effective.”
It’s important to remember 

that persistent pain is debilitating, 
especially for older adults, says Peschin. 
“Hyped-up messaging about the 
risks of pain medication is one of 
the reasons why older patients with 
persistent pain are fearful of treatment 
and are too often undertreated,” she 
says.

While healthcare providers want 
to protect patients from unintentional 
harm due to overdose or misuse, they 
also need to give their patients the 
benefit of the doubt that they will 
make the right decisions when given 
adequate information about dosage 
and risks, according to Peschin.

“Optimal pain management is 
what prescriptive opioids and other 
medications are fundamentally about,” 
says Esther Bernhofer, PhD, RN-
BC, a senior nurse researcher in the 
Cleveland (OH) Clinic’s Office of 
Nursing Research and Innovation.

Ideally, a well-educated patient 

is treated by a provider who is well-
educated in their condition and pain 
management options, says Bernhofer. 
“The prescriptive medications that 
arise out of that patient-provider 
relationship are then well-thought-out 
and the safest they can be,” she says. 
“The patient should then be able to 
obtain those medications without an 
arbitrary restriction from a pharmacy.”

If care providers are not well-
educated in pain management, 
cautions Bernhofer, they cannot 
provide the patient with the 
proper information to make good, 

autonomous decisions.
“It is morally wrong to put a 

patient in the position of making 
a decision when the provider 
himself has a limited amount of 
knowledge on how to treat a patient 
with complicated pain issues,” says 
Bernhofer.
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Caregivers of LVAD patients face “huge 
challenges”
Support needed for physical and emotional burdens

Caregivers of patients with left 
ventricular assist devices (LVADs) 

experience significant burdens, 
according to a recent review.1

“Caregivers of patients with LVADs 
can face huge challenges,” says Alana 
Sagin, MD, an instructor for the 
Palliative Care Service at Hospital 
of the University of Pennsylvania in 
Philadelphia.

These include financial burdens 
due to taking time off work, physical 
burdens of day-to-day care, and 
emotional burdens of helping their 
loved one through a big life change. 
“Re-hospitalizations are common 

after LVADs,” says Sagin. “LVADs 
can have great benefits for patients. 
But complications such as bleeding, 
infection, and stroke can also be 
devastating.”

Caregivers may be expected to 
help with medical decision-making 
if their loved one cannot make 
decisions for him- or herself. “These 
medical decisions can have a huge 
psychological and emotional toll on 
families,” says Sagin.

LVADs are becoming increasingly 
common in patients with end-stage 
heart failure. “The data are clear that 
these devices both improve quality 

and quantity of life for patients with 
advanced heart failure,” says Nathan 
Goldstein, MD, chief of the Division 
of Palliative Care at Mount Sinai Beth 
Israel in New York City. However, 
he acknowledges, both patients with 
LVADs and their caregivers face 
unique challenges related to the care 
and maintenance of the device.

“It has been suggested that patients 
and their caregivers may benefit 
from the interdisciplinary nature of 
palliative care consultation as a way to 
add an extra layer of supportive care,” 
says Goldstein.

The International Society for Heart 
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and Lung Transplantation’s 2013 
guidelines for mechanical circulatory 
support emphasize the importance 
of caregiver support for LVAD 
placement. The guidelines recommend 
that a lack of caregiver support should 
serve as a relative contraindication for 
device placement.2

“Quite a few studies suggest that 
caregivers really take a heavy physical 
and emotional toll in taking care of 
their loved one,” says Courtenay R. 
Bruce, JD, MA, assistant professor of 
medicine and medical ethics at Baylor 
College of Medicine’s Center for 
Medical Ethics & Health Policy. Bruce 
is director of Houston Methodist’s 
Bioethics Program.

It is unclear, says Bruce, how best 
to prepare caregivers for what to 
expect post-LVAD placement. “Some 
people think if we only did a better job 
explaining what to expect before the 
device is placed, then maybe caregivers 
wouldn’t experience these burdens. I 
disagree,” says Bruce.

One challenge is that an individual 
patient’s outcomes depend on multiple 
variables that are difficult for providers 
to anticipate. “Some people do well 
on the LVAD and some people 

don’t,” says Bruce. “To me, the real 
substantive ethical issues revolve 
around how and why caregivers 
contribute to positive or negative 
patient outcomes.”

It is not fully understood how 
caregiver support impacts patient 
mortality or morbidity, or what 
constitutes sufficient or insufficient 
caregiver support. “Should it matter 
that no caregiver lives geographically 
proximate to or with the patient?” asks 
Bruce. “No one knows.”

Supporting families and caregivers 
of patients with LVADs should start 
before implantation of the device, says 
Sagin. “It is important that everyone 
involved has a realistic picture of 
what life with a LVAD might look 
like, including complications that 
might occur,” she says. Discussing 
and documenting a patient’s values 
and medical preferences in case of 
complications is helpful. “This can 
alleviate some of the stress when 
family members need to make 
decisions for their loved ones,” says 
Sagin.
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Do nurses report moral distress after palliative 
sedation?
Ethicists can step in

It’s not uncommon for nursing 
staff to report moral distress after 

administering palliative sedation to a 
patient who dies shortly afterward.

“They quite naturally feel 
that they may be either directly 
responsible for, or complicit in, 
the death of a patient. Some may 
even believe they have committed 
murder,” says Philip M. Rosoff, 
MD, MA, professor of pediatrics and 

medicine at Duke University’s Trent 
Center for Bioethics, Humanities 
& History of Medicine in Durham, 
NC.

After administering what they 
interpret as lethal doses, some 
nurses feel they have, in effect, killed 
the patient. “While this is clearly 
mistaken, these ways of thinking are 
not unusual — but thankfully, not 
when dying patients are under the 

care of those skilled in this kind of 
practice,” says Rosoff.

For terminal patients whose pain 
is unremitting and unable to be 
diminished, extremely large dosages 
of combinations of drugs may be 
needed to achieve the desired effect. 
“As with many agents of the classes 
used for this purpose, sedation and 
associated respiratory depression 
and hypotension can commonly be 
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observed,” says Rosoff. “These are 
both expected and unavoidable.” 
These associated effects of the drugs 
can lead to death. “The important 
point is that the aim of treatment is 
relief of pain and suffering, and not 
the cessation of breathing or death,” 
says Rosoff.

Anticipating ethical concerns 
surrounding issues such as palliative 
sedation can help to bring the ethical 
issues into the clinical dialogue, 
says Cynda H. Rushton, PhD, RN, 
FAAN, Anne and George Bunting 
Professor of Clinical Ethics at 
Johns Hopkins University’s Berman 
Institute of Bioethics and School of 
Nursing in Baltimore.

“Ethicists can be proactive 
advocates for raising the issues before 
others have done so, so that all 
voices in the clinical team, especially 
those who will be delivering the 
treatments, are heard and respected,” 
says Rushton.

It is natural for nurses to take 
pause if a terminally ill patient 
dies shortly after administering 
a medication that is intended to 
provide relief of suffering, according 
to Lucia D. Wocial, PhD, RN, a 
nurse ethicist at Fairbanks Center for 
Medical Ethics at Indiana University 
Health in Indianapolis.

However, says Wocial, “many 
people describe uncomfortable 
feelings as moral distress, and that 
is a misuse of the term.” A nurse 
may want reassurance that the 
correct dose was given, or that 
the medication was administered 
correctly.

“The key here is, what was the 
intent of the medication?” says 
Wocial. “The goal is symptom relief. 
It should be titrated to the minimum 
level of reduction of consciousness 
necessary to render symptoms 
tolerable.”

The patient may lose the ability to 

communicate their “tolerance” of the 
symptoms, however. Management 
of the titration then becomes the 
responsibility of the nurse. “No 
matter how much education and 
training the nurse may have, there 
is judgment involved,” says Wocial. 
“The nurse must be ever mindful of 
the intent: to relieve suffering.”

Palliative sedation is meant to be 
used to control intractable symptoms 
in dying patients. “Because 
nurses are most often responsible 
for titrating the medication, it 
is essential that they be part of 
discussions that lead to the decision 
to provide palliative sedation for a 
patient,” says Wocial.

It is important for ethicists to 
understand the nature of the moral 
distress caregivers are experiencing, 
says Rushton. Ethical issues could 
include concerns that such acts will 
hasten death, whether there is an 
intention to end life, adequacy of 
the informed consent process, or 
sufficiency of palliative interventions 
aimed at relieving suffering.

“Ethicists can offer a disciplined 
approach to understanding and 
reasoning about the ethical issues 
associated with palliative sedation,” 
says Rushton. Clinicians may 
have misconceptions about the 
process, decision-making, or 
ethical justification surrounding a 
particular case. “Helping clinicians 
to understand the ethical arguments, 
and to offer guidance, including 
the exercise of conscientious 
objection when such cases violate 
clinician integrity, are important 
contributions,” says Rushton.

Ethicists can participate in 
developing hospital policies on 
palliative sedation. “Ethicists can be 
instrumental in clarifying the issues 
and contributing to the design of 
processes to assure ethical practice,” 
says Rushton.

If palliative sedation is being 
considered, the case can be 
brought to the ethics committee 
for consideration. “Here, in a 
‘safe space,’ goals of care can be 
discussed by the medical team 
and family,” says Margaret R. 
McLean, PhD, associate director of 
Markkula Center for Applied Ethics 
at Santa Clara (CA) University. 
“Truly informed consent can be 
pursued.” Concerns regarding 
palliative sedation can be aired, and 
alternatives proposed.

“The ethics committee can 
also sponsor in-service education 
about palliative sedation, including 
the importance of intent in 
differentiating palliative sedation 
from aid-in-dying,” says McLean.

If ethicists detect moral distress 
in caregivers, the following strategies 
can be utilized, says Sally Welsh, 
MSN, RN, NEA-BC, chief executive 
officer of the Pittsburgh-based 
Hospice and Palliative Nurses 
Association:

• clarification of values and 
identification of the specific internal 
conflict;

• identification of specific actions 
that can be taken;

• development of a support 
network for the caregiver.

“Caregivers who have moral 
distress regarding patient care 
situations should have the ability to 
transfer care to another provider,” 
adds Welsh. “It is essential that both 
patient rights and caregiver values be 
respected.”

Ethicists can educate clinicians 
and the patient and family that the 
intention of all concerned is the 
relief of suffering, and that death is 
not the primary goal. “We can argue 
all we want that palliative sedation, 
when done well, is good both for 
the patient and her loved ones, but 
sometimes to no avail,” says Rosoff.
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Study: Emergency doctors overstate treatment 
benefits
Possible harms often not discussed

Emergency physicians overstated 
the risks of myocardial infarction 

and potential benefit of hospital 
admission to chest pain patients, 
according to a recent study of 425 
patient-physician pairs.1

“Admission to the hospital is 
arguably the single most expensive 
decision that most physicians 
routinely make. We wondered 
whether the communications 
surrounding that decision reflected 
its potential value, either in terms of 
health or in terms of resources,” says 
David H. Newman, MD, FACEP, 
the study’s lead author. Newman 
is associate professor of emergency 
medicine and director of clinical 
research in the Department of 
Emergency Medicine at Icahn School 
of Medicine at Mount Sinai in New 
York City.

Physicians did not discuss the 
possible harms of admission, such as 

the possibility the patient would catch 
a hospital-acquired infection. “We 
didn’t record all details of the verbal 
exchanges that occurred during the 
study period. But to the best of our 
ability to ascertain, these factors were 
never discussed,” says Newman.

Overestimating benefits and 
underestimating or glossing over 
harms is “common in healthcare,” 
says Newman. “It is essentially par for 
the course.”

It’s very difficult for physicians 
and patients to break out of this 
mold, and take a more dispassionate 
approach when talking about medical 
treatments — “but that’s exactly what 
we’ll need to do,” says Newman.

It is essential that physicians 
provide a balanced overview of the 
risks and benefits of every single 
treatment, says Kevin R. Campbell, 
MD, FACC, assistant professor in 
the Division of Cardiology at UNC 

Health Care in Chapel Hill, NC.
“It is important for physicians to 

discuss the data from clinical trials 
that support the use of a particular 
treatment or the performance of 
a particular procedure to treat a 
condition or disease state,” he says.

A strong doctor-patient 
relationship allows for more candid 
discussions. “It is clear that we must 
do a better job,” Campbell says. 
“Sometimes physicians assume that 
common risks, such as hospital-
acquired infections, are implicit in 
consent. In reality, many patients 
have absolutely no idea of these risks.”

When informed consent law 
began to develop about 50 years ago, 
“there was the notion that it was 
pretty simple,” says Alan Meisel, 
JD, Dickie, McCamey & Chilcote 
professor of bioethics and director of 
the Center for Bioethics and Health 
Law at University of Pittsburgh.

Nevertheless, an ethics consult 
can accomplish two things. “It 
might help relieve some of the moral 
distress of those involved, and avoid 
delays in delivering help to a patient 
and family in agony,” says Rosoff.

Ethicists can take the 
opportunity to clarify any 
miscommunications about the 
patient’s end-of-life wishes, and 
the terminal nature of the disease. 
“Unrelieved pain and suffering, 
when it is within our power to 
alleviate it, seems to be one of 
the highest moral duties of the 
healing professions,” says Rosoff. 
“It behooves its practitioners 

to embrace therapies that can 
accomplish this effectively.”

SOURCES
• Margaret R . McLean, PhD, Associate 

Director, Markkula Center for 

Applied Ethics, Santa Clara (CA) 

University . Email: mmclean@scu .

edu .

• Philip M . Rosoff, MD, MA, Professor 

of Pediatrics & Medicine, Trent 

Center for Bioethics, Humanities 

& History of Medicine, Duke 

University, Durham, NC . Phone: 

(919) 668-9025 . Fax: (919) 668-1789 . 

Email: philip .rosoff@dm .duke .edu .

• Cynda Hylton Rushton, PhD, RN, 

FAAN, Anne and George L . Bunting 

Professor of Clinical Ethics, Berman 

Institute of Bioethics/School of 

Nursing, Johns Hopkins University, 

Baltimore, MD . Email: crushto1@jhu .

edu .

• Sally Welsh, MSN, RN, NEA-BC, 

Chief Executive Officer, Hospice 

and Palliative Nurses Association, 

Pittsburgh . Phone: (412) 787-9301 . 

Fax: (412) 787-9305 . Email: SallyW@

hpna .org .

• Lucia D . Wocial, PhD, RN, Nurse 

Ethicist, Fairbanks Center for 

Medical Ethics, Indiana University 

Health, Indianapolis . Phone: (317) 

962-2161 . Email: lwocial@iuhealth .

org .  n



106   |   MEDICAL ETHICS ADVISOR® / September 2015

The concept was that all the 
doctor had to do was tell the patient 
the risks, benefits, and alternatives of 
treatment. “The patient said yes or 
no, and that would be the end of it,” 
says Meisel. “We now realize that it’s 
a lot more complicated and nuanced 
than that.”

Time-pressured physicians 
face the challenge of conveying 
increasingly complex information to 
their patients. “It is very difficult to 
instruct doctors on what information 
patients need to know, and it’s very 
difficult for patients to understand 
the information,” says Meisel.

Multiple factors inhibit a 
physician’s ability to have detailed 
informed discussions. “Declining 
reimbursement forces providers to see 
more patients in less time and does 
not allow for the time needed to have 
complete discussions,” says Campbell.

Patients need time to process 
information and apply it to their 
own situation. “It is not enough to 
cognitively understand information,” 
says Meisel. “Patients need to 
appreciate what it means to them.”

He gives the example of the risk of 
being harmed by a hospital-acquired 
infection or adverse psychological 
consequences from being hospitalized. 
“How do you explain that to people?” 
he asks. “It gets pretty hard to 
convey this information in a way 
that is neutral, and doesn’t prejudice 
people so much that they make bad 
decisions.”

Meisel says the primary role of 
bioethicists is education. “Have 
discussions with physicians about 
how to adequately inform patients 
without unnecessarily frightening 
patients,” he says.

The model of patient autonomy 
highlights the patient’s involvement 
in decision-making, replacing the 
previous long-standing model of 
physician paternalism, notes Gerard 

Magill, PhD, Gallagher Chair 
at Pittsburgh-based Duquesne 
University’s Center for Healthcare 
Ethics.

“A third model is becoming more 
widely adopted today: the model of 
partnership between clinician and 
patient,” says Magill. This requires 
time to allow the clinician to explain 
relevant risks in a meaningful way, 
allowing the patient to engage in an 
effective conversation.

“This model avoids the excesses of 
paternalism, where the patient had 
less participation; and autonomy, 
where the patient has more 
participation but may not properly 
understand the complex disclosures in 
medicine,” says Magill.

The partnership consent model 
places responsibility upon the patient 
to be generally informed about risks 
such as hospital-acquired infections. 
“While relevant for each patient, 
this could take too long to explain in 
every case,” explains Magill.

The expected benefits and possible 
harms that ought to be disclosed 
depends in large part on the type 
of physician-patient relationship 
that has formed, according to John 
Holmes, PhD, director of ethics 
for PeaceHealth’s Oregon Region in 
Springfield.

In certain circumstances, 
physicians feel obligated not to 
disclose some unlikely risks of harm, 
to avoid scaring a patient needlessly. 
“But a physician needs to navigate the 
reluctance to disclose risks of harms 
carefully,” says Holmes. When a 
physician knows the patient well, and 
both the physician and patient have a 
shared value system, the physician is 
better able to judge which particular 
risks ought to be disclosed to the 
patient.

“Unfortunately, today’s modern 
medical system does not always lend 
itself to the formation of deep, close 

relationships between physicians and 
patients,” says Holmes. Physicians 
often find themselves in the position 
of treating a patient who is not 
well-known to them, and cover every 
possible risk no matter how unlikely 
it may be.

“This approach to information 
disclosure may meet the legal 
obligations related to information 
disclosure, but it may result in 
information overload,” says Holmes. 
This makes it difficult for patients 
to put risks and benefits into proper 
perspective, he says.

“Tailoring information disclosure 
to the type of physician-patient 
relationship is critical to achieving 
proper informed consent,” says 
Holmes. For example, if the patient 
trusts the physician to disclose 
information in a manner that matches 
the values of the patient, there may be 
no obligation to disclose very unlikely 
risks of harm.

“On the other hand, a patient 
might demand a lot of information 
about risks of harm because the 
patient wants to do their own 
personal discernment about whether 
to go forward with treatment,” says 
Holmes. In this type of relationship, 
there might be an obligation to 
disclose very unlikely risks of harm.

The same approach can be applied 
to disclosure of risks of harm that are 
not directly related to treatment, such 
as the rate of nosocomial infections 
or rate of medical error at a particular 
hospital. “However, the burden to 
disclose such information need not 
fall on the physician directly,” says 
Holmes. “Hospitals are obligated 
to make such information readily 
available to patients.”

Physicians tend to view the 
risk of harm to a patient from a 
wider perspective than the patient, 
says Madelyn Quattrone, risk 
management analyst at Plymouth 
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Meeting, PA-based ECRI Institute.
“Numerous factors come into 

play,” she says. The following are 
some reasons why physicians might 
over-emphasize benefits of treatment, 
according to Quattrone:

• The physician’s own positive 
clinical experience, or awareness 
of outcomes of peer-reviewed 
studies, could cause the physician to 
reasonably view the potential harm 
of a proposed treatment as extremely 
low.

“For most patients, however, 
the risk of harm from a proposed 
treatment is more likely viewed from 
a much narrower perspective than the 
physician’s,” says Quattrone.

• Physicians may experience 
difficulty or lack adequate time 
to communicate statistical risk to 
patients.

“Many people have a poor or 
limited understanding of statistical 
risk,” says Quattrone. “That 
limitation may result in their 
exaggerating or underestimating of 
the true risk of harm.”

• Appropriate alternative treatment 
options may be non-existent, very 
limited, or present greater risk than 
the proposed treatment.

• A physician’s personal view 
of risk versus benefit might 
subconsciously influence the 
discussion.

“A confident and optimistic 
physician might tend toward de-
emphasizing potential risk of harm,” 
says Quattrone.

Physicians have a legal and 
ethical requirement to obtain a 
patient’s informed consent, she 
says. State laws typically require 
the patient be informed of the 
diagnosis, the proposed treatment, 
the likelihood of success, risks and 
benefits of the proposed treatment, 
alternatives and their risks and 
benefits, and the consequences of 

not receiving treatment.
“The legal requirement is 

grounded in the ethical concept of 
autonomy: that the patient has the 
right to control what is done to her 
body, and to make decisions about 
healthcare treatment free of coercion 
or ‘coaxing,’” says Quattrone.

Ethical considerations and 
obligations may exceed legal 
requirements, however. Is a physician 
ethically obligated to discuss potential 
risks of harm that are not required 
to be discussed by law, regulation, 
or facility policy on informed 
consent? This depends on the 
specific risks weighed against ethics 
principles of autonomy, beneficence, 
nonmalfeasance, and social justice, 
says Quattrone.

“These ethics principles might 
be also considered with the view of 
informed consent as a pinnacle of 
patient-centered care and a patient 
safety practice,” says Quattrone. She 
gives the example of a physician who 
holds surgical staff privileges at two 
hospitals and is aware that one of the 
hospitals has a slightly higher rate of 
surgical infection than the other.

“Is it reasonable to impose an 
ethical obligation on the physician 
to translate that information 
into a statistical risk factor that is 
meaningful for an individual patient, 
for one procedure?” she asks.

Physicians should be guided by 
legal mandates, ethics principles, 
the individual patient’s goals of care, 
and exercise prudent judgement 
when discussing potential risks of 

and benefits with patients, says 
Quattrone. “As in many matters 
requiring the application of ethics 
principles in healthcare, there are 
no fixed answers that apply to all 
circumstances,” she says.
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1. Which is recommended by new 

guidelines from the American 

Thoracic Society on potentially 

inappropriate ICU treatment?

A . Providers cannot ethically 

refuse to administer futile 

treatments .

B . Ethics consultants should 

become involved only if it 

becomes clear that disputes are 

unresolvable .

C . Palliative care and ethics 

consultants should be involved 

early if ongoing dialogue cannot 

resolve conflicts .

D . It is inadvisable to involve 

ethics if conflicts are merely 

anticipated but haven’t actually 

occurred .

2. Which played the biggest role in 

whether terminally ill patients 

were referred to hospice care, 

according to a recent study?

A . The patient’s race

B . The patient’s gender

C . The patient’s physician

D . Where patients lived

3. Which should providers avoid 

doing regarding caregivers of 

patients with left ventricular 

assist devices (LVAD), according 

to Alana Sagin, MD?

A . Providing caregivers with 

support before the device is 

implanted .

B . Informing caregivers of 

potential complications such as 

bleeding, infection, and stroke, 

since these don’t occur in all 

patients .

C . Discussing a patient’s values 

and medical preferences in 

case of complications, since this 

increases caregivers’ anxiety .

D . Waiting until after the device is 

implanted to support families and 

caregivers .

4. Which is true regarding 

informing patients of risks and 

benefits of treatment, according 

to a recent study?

A . Doctors typically overstated 

risks and minimized benefits .

B . Most physicians discussed 

possible harms of admission in 

detail .

C . Most physicians 

overemphasized the possibility of 

hospital-acquired infections .

D . Most physicians overstated 

the potential benefit of hospital 

admission .


