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Families Are Confused, Skeptical 
About ‘Inappropriate’ Treatment

Many, if not most, ethics con-
sults involve conflicts over 
withdrawal of life-sustaining 

treatment at the end of a patient’s life. 
Yet families are likely to be quite con-
fused by commonly used terms such as 
“futile” and “potentially inappropriate,” 
according to the authors a recent study.1

Previous guidelines recommended 
intensifying public engagement efforts 
on end-of-life conflicts between families 
and clinicians.2 To learn more about 
the community perspective on futile 
treatment, researchers held focus groups 
with 39 participants. Most had never 
heard the terms “futile” or “inappropri-
ate” applied to medical treatments, and 
struggled with comprehending this con-
cept. Some thought the terms referred to 
malpractice.

“They did understand the concept 
after hearing a case example, about an 
elderly, comatose person with metastatic 
cancer being kept alive on machines,” 
says Thanh Neville, MD, MSHS, 
the study’s lead author. These themes 
emerged:

• Participants noted it is difficult
for laypersons to understand what 

physicians are telling them. One put it 
this way: “[Physicians] say things that 
might be over [our] head, and we just 
needed somebody to break it down for 
us.”

• Participants were skeptical that
medical treatment could ever really be 
inappropriate.

• Participants feared if physicians be-
lieved treatment was futile, the physician 
might withdraw care or refuse to offer 
it, undermining patients’ and families 
autonomy. 

“Participants felt strongly that fami-
lies should be the only ones to make the 
ultimate decision,” Neville reports.

This surprised the researchers, 
because the participants agreed that 
nonbeneficial treatments were inappro-
priate. Yet they still firmly believed fam-
ily members should be able to choose 
such treatments for their loved ones if 
they wanted to, regardless of the medical 
recommendation. “Such cognitive dis-
sonance makes goals of care discussions 
and shared decision-making challeng-
ing,” says Neville, an assistant professor 
at UCLA’s division of pulmonary and 
critical care. 
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Taken as a whole, the study’s 
findings reflect a society that deeply 
values autonomy over the common 
good. “The American public would 
benefit from a thorough discussion 
of the goals of medicine, which is a 
societal good,” Neville offers.

The results lead Neville to believe 
more work is needed to introduce the 
concept of futile or potentially inap-
propriate treatment to the American 
public. This includes extensive educa-
tion and deliberation on how citizens 
can make justifiable societal decisions 
despite fundamental disagreements. 
Neville adds it is crucial for clini-
cians to be clear with families when 
treatments are nonbeneficial, will 
not change patient outcomes, and 
could prolong suffering. “Now, while 
we are confronted by an imbalance 
of needs and resources and anxious 
about our health, may be a good time 
to jumpstart the discussion,” Neville 
suggests.

The percentage of patients per-
ceived to be receiving critical care 
considered inappropriate (treatment 
that may prolong the dying process 
but is not thought to result in mean-
ingful benefit to the patient) dropped 
by 40% over a five-year period, 
according to the results of a recent 
analysis.3 Neville and other colleagues 
surveyed critical care physicians daily 
for four months in 2017, and asked 
if patients were receiving inappro-
priate, probably inappropriate, or 
appropriate critical care. 

Of 10,105 assessments made by 
55 physicians on 1,424 patients, 
6.6% of respondents received at 
least one assessment of “inappropri-
ate” critical care. This, compared to 
10.8% in 2012.4 “Over the years, 
there has been more public awareness 
and literature that may have brought 
attention to the issue,” Neville says.5

Researchers were curious to see if 
there were changes in the frequency 

of inappropriate critical care at the 
same healthcare system over time. 
There were no obvious answers as 
to what caused the decrease. “But 
our analysis demonstrated that the 
change is real. Patients were equally 
sick; mortality was the same or 
higher,” Neville says.

There were no obvious differences 
in the patient population evaluated, 
or the clinicians who participated 
in their care. Neville attributes this 
to improvements in professional 
behavior. 

Ethicists can educate clinicians 
on ethical principles for inappropri-
ate care and the procedures that are 
necessary in situations of conflict. 
“Real-time ethics consultations can 
be very helpful,” Neville notes. “But 
they must be expeditious and also 
clinically sound.”  n
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Communicate Collaboratively Before End-of-Life 
Care Conversations Disintegrate

A patient is dying. The family  
 wants to do everything possible 

prolong their loved one’s life. “The 
clinical team assumes that there is a 
right thing to do, and that we need to 
convince the family of the right thing. 
That usually does not work very well,” 
says Robert M. Arnold, MD, chief 
of the section of palliative care and 
medical ethics in the school of medi-
cine at the University of Pittsburgh. 

Once communication breaks 
down, it is difficult to rebuild. Clini-
cians, ethicists, and palliative care all 
should be talking to each other to be 
sure the family hears a common mes-
sage. “Whenever there are a num-
ber of different people talking and 
everybody’s emotional, there’s a high 
chance of misunderstanding,” Arnold 
observes.

One family member asked, “Why 
are all these different people asking 
me what my dad would want? I have 
been really clear. Why do I have to 
go through this over and over again?” 
Sometimes, sparse documentation is 
the problem. “The chart is an inex-
act way to communicate,” Arnold 
laments. Ethicists or clinicians chart 
comments like, “Talked to the fam-
ily” without any specifics. The next 
provider has no idea what has been 
covered or what agreements have been 
made. “The family doesn’t feel heard. 
The family feels like they are being 
talked into something,” Arnold says.

It might not be so much an ethical 
issue as it is a conflict negotiation 
issue. “In many settings, what the 
ethics consult service does is, in fact, 
conflict negotiation,” Arnold explains.

Clinicians might call ethics at a 
point when they are frustrated with 
the family. They started by telling the 
ethicist: “Ongoing treatment is futile 
for this patient.”

“What they really want is for us to 
say, ‘You are right, and it is perfectly 
appropriate to withdraw interventions 
over and above the family’s objec-
tions,’” says Rebecca Volpe, PhD, 
director of the clinical ethics consulta-
tion at the Milton S. Hershey Medi-
cal Center in Hershey, PA. 

What actually happens is some-
thing different. “It’s our job to talk 
about their understanding of futility,” 
Volpe says.

The word “futile” carries a lot of 
weight. However, there is not broad 
agreement about what the term really 
means. “If you ask five clinicians, 
you are liable to get five definitions,” 
Volpe predicts. “The fact that people 
use the word differently is really 
pretty dangerous.”

One clinician might think 
treatment is futile if it merely extends 
the patient’s life, with no hope 
of meaningful recovery. Another 
clinician might think treatment 
is futile if it is not in the patient’s 
best interests. A third clinician 
might think treatment is futile if 
it is not what he or she personally 
thinks would be best for that 
situation. “Many of these thought 
processes happen below the level of 
consciousness,” Volpe says. “It’s not 
that individual clinicians are bad, 
paternalistic, or unthoughtful. It’s just 
that we all come from our own values 
paradigm.” 

There is a sense that ethics is 
completely subjective, with no gray 
areas. “The word ‘futility,’ therefore, 
means whatever the individual 
clinician thinks it means,” Volpe says.

Since there is no objective way to 
define “futility,” clinicians’ own values 
come into play, as opposed to the 
patient’s or family’s values. “These are 
the consults where we are giving the 

clinician an answer they don’t want. 
Part of my job is to help the clinician 
see it how the family’s seeing it,” 
Volpe explains.

A common scenario is that 
clinicians expect an ICU patient 
to die in days to weeks. Therefore, 
the team believes it is wrong to 
continue to subject the patient to life-
prolonging interventions that may be 
causing discomfort or even suffering. 
The family objects, and ethics is 
brought in. The solution, says Volpe, 
is “to bring it back to goals. You can’t 
talk about futility without first talking 
about goals.” 

Once the patient’s and family’s 
goals are defined, clinicians can 
respond based on whether it is 
possible to achieve those goals. The 
family might say the patient would 
want to live as long as possible 
and die knowing everything had 
been tried. The clinician’s goal is 
for the person to be allowed to die 
comfortably. “It’s a natural human 
response to see things from your own 
values paradigm,” Volpe says.

Switching the discussion to 
goals of care helps clinicians see it 
from a different perspective — the 
family’s. “It’s the treating team’s job 
to help the family make good goals,” 
Volpe stresses. “It’s shocking how 
often the family doesn’t have a good 
understanding of what various goals 
would look like.” 

A family may say “Dad’s a fighter, 
and would want to know everything 
had been tried,” without really 
knowing what “everything” means, 
or what the option of home hospice 
would be like. Time-limited trials 
are a middle ground. “It appeases 
everyone. We can go ‘all in’ for a 
period of time, and then re-evaluate,” 
Volpe notes.  n
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Physicians Reported Moral Distress About 
Surrogate Decision-Makers

Investigators recently discovered 
42% of physicians experienced 

moral distress when caring for 
patients with surrogate decision-
makers.1

“At the time the study was 
conducted, there was much less 
research documenting moral distress 
beyond nurses,” says Lucia D. 
Wocial, PhD, RN, FAAN, HEC-C, a 
nurse ethicist at Fairbanks Center for 
Medical Ethics at Indiana University 
Health. 

Wocial and colleagues suspected 
physicians also experienced moral 
distress. To find out for sure, they 
surveyed 154 physicians caring for 
patients age 65 years and older as well 
as 362 patients admitted to ICUs 
and their surrogate decision-makers. 
Physician moral distress occurred 
more often when the clinician was 
male, the patient was older, and the 
decision had to be made about life-
sustaining treatments.

Notably, there was no difference 
in moral distress in cases where 
the physician and the surrogate 
disagreed on the plan of care. There 
was discordance between physicians 
and surrogates more than 50% of the 
time.

Physicians preferred more comfort 
than surrogates preferred in 26.2% of 
cases. For example, in some cases, the 
family declined a feeding tube for a 
stroke patient despite the potential for 
partial recovery. Physician preference 
for more aggressive treatment than 
what surrogates preferred occurred 
more often (31.3% of cases). This 
conflicted with the researchers’ own 
clinical experience. “As a member 
of an ethics consultation service, we 
are more frequently contacted when 
the medical team feels a patient is 
receiving more aggressive treatment 

than can benefit the patient,” Wocial 
explains.

Physician moral distress occurred 
less often when patients had discussed 
their care preferences already. This 
suggest ethicists should redouble 
efforts to encourage discussions about 
end-of-life values and preferences 
before there is a medical crisis. “If you 
are sick enough to be in the hospital, 
especially during COVID, you should 
have a conversation about end-of-
life preferences and, at the very least, 
name a surrogate,” Wocial suggests.

Really, it is never too early for such 
discussions. “We need to normalize it, 
and help providers make it a part of 
everyday conversations, not just when 
the writing is on the wall,” Wocial 
says. 

Clinicians might also consider the 
wording they use when engaging in 
these conversations. Wocial suggests 
this wording: “Tell me what is 
important to you so we can make a 
plan consistent with your values and 
with what is possible with modern 
medicine.” Otherwise, says Wocial, 
“we get stuck in asking people what 
they want, without consideration for 
what is medically possible.”

Connie M. Ulrich, PhD, MSN, 
RN, FAAN, says it is important to 
anticipate issues that might arise 
in a patient’s care early. “Patients 
and families often rely on nurses to 
help clarify information that they 
might not understand or need help 
interpreting,” says Ulrich, professor 
of bioethics and nursing at the 
University of Pennsylvania School of 
Nursing.

Nurses might listen to patients 
and families ask questions about 
their care, preferences, and goals. 
Then, nurses can translate these 
conversations to physicians. Some 

patients and families are going to 
demand care that is perceived to 
be nonbeneficial or even harmful. 
“Ethicists can be called to address 
conflicts early on and to talk through 
possible scenarios of the situation,” 
Ulrich says.

Only about one-third of 
Americans have created advance 
directives that would let others know 
their preferences regarding life-
sustaining measures.2 “Nurses and 
others experience moral distress when 
there is conflict related to end of life,” 
Ulrich observes.

To prevent this, Ulrich says 
patients should discuss their 
preferences and goals with their 
families before they are hospitalized. 
This is especially important at a time 
when many patients are presenting 
to EDs with possible COVID-19 
symptoms. “Although this might not 
be the best setting to discuss end-of-
life issues, we do need to have these 
conversations,” Ulrich stresses.

It is the only way for clinicians 
to understand what patients want 
should they need respiratory support 
or other invasive treatments. “Early 
and transparent communication 
helps everyone and ethically respects 
patients and families,” Ulrich adds.  n
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Genomic Results by Mail Might Leave People  
with More Questions Than Answers

Most people are comfortable 
receiving negative genomic 

screening results by mail, according to 
a recent survey of 1,442 participants.1 
Twenty-eight percent asked some 
questions about their results, and 
18% would have wanted to receive 
results in person instead.

“While there are many advantages 
to allowing people to access their 
genetic testing results directly, many 
results will be difficult to interpret 
without the proper expertise and con-
text,” says Esther Knapp, MD, MBE, 
an assistant professor of pediatrics at 
the University of Louisville (KY).

Genomic screening is much more 
nuanced than simply “normal” vs. 
“abnormal.” 

“We, as a medical and scientific 
community, are still learning much 
about genetic variants and their 
clinical significance,” Knapp reports.

The significance of genetic testing 
results also should be considered in 
relationship to a patient’s medical 
history and family history. “The 
dissemination of test results from a 
third party or via mail can lead to 
incomplete understanding on the part 
of the patient, misinterpretation, or 
failure to appreciate the implications 
(or lack thereof ) of the results,” 
Knapp cautions.

For example, a person may 
mistakenly assume a variant of 
unknown significance in a cancer 
predisposition gene means he or she is 

at higher risk for cancer. In fact, there 
might be no evidence to support this. 

A person receiving results of 
genomic screening should ask 
questions of a qualified professional, 
such as a geneticist or a genetic 
counselor. 

“It sets a dangerous precedent to 
give people incomplete information, 
however well-intentioned,” Knapp 
says.  n
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End-of-Life Care Should Not Vary Depending  
on Provider
One clinician decides not to offer 

CPR to a patient due to an 
extremely poor prognosis. Another 
clinician caring for the exact same 
patient might see things differently, 
instead asking the family to decide for 
themselves whether they want CPR 
offered.

“That could potentially result in 
two very different outcomes for a 
patient and their family,” says Ann 
(Long) Jennerich, MD, MS, an 
assistant professor of medicine in the 
division of pulmonary, critical care, 
and sleep medicine at the University 
of Washington. “We know there is 
a lot of variability in end-of-life care 
throughout the world. There is debate 
about what drives this variability.”

It is unclear whether the variability 
is because of differences among 
clinicians, hospital culture, or the 

region where they practice. “We 
thought it would be interesting to use 
an international sample of clinicians 
to explore the primary contributor to 
variability related to agreement with 
consensus statements about end-of-
life care,” Jennerich reports.

Researchers examined views of 
1,068 providers from 178 hospitals 
and 31 countries.1 Of declining to 
offer CPR when it was not clinically 
indicated: 1% strongly disagreed, 7% 
disagreed, 11% were neutral, 44% 
agreed, and 36% strongly agreed. 
There were similar mixed results 
regarding withdrawing or withholding 
life-sustaining interventions that were 
believed inappropriate.

“We were surprised at the degree 
to which variability was explained at 
the level of the clinician,” Jennerich 
says.

The authors expected most 
variability would exist at the clinician 
level. They did not expect so little 
variability would be explained at 
the level of the hospital or country. 
“Variability in and of itself is not 
a bad thing,” Jennerich offers. 
“Variability in end-of-life care is 
acceptable — when the source of 
variability is the patient.”

A patient’s views about end-of-life 
care might be different than those 
of their loved ones, and vice versa. 
The problem arises when these views 
differ depending on the provider and 
the particular values the provider 
espouses. 

“The care someone receives at 
the end of their life should not 
differ dramatically based on who the 
attending physician is on any given 
day,” Jennerich says. 
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There are few clues to help 
ethicists know when the variability 
is occurring. “It’s not as if someone 
makes an announcement when their 
approach to end-of-life care differs 
from their colleague’s approach,” 
Jennerich says.

Efforts to prevent variability 
need to occur “upstream, through 
conversation and development of a 
common understanding related to 
end-of-life care,” Jennerich adds. 

“For the most part, consensus 
statements emphasize giving patients 
accurate information, a voice, and 
allowing patients to make decisions 
that reflect the patient’s own values 
and priorities,” says Rosamond 
Rhodes, PhD, director of bioethics 
education at Icahn School of 
Medicine at Mount Sinai in New 
York City.

Imagine a patient who is dying 
of a disease that might include a 
genetic component. Perhaps this 
patient is a potential participant 
in an investigation of a new drug. 
Despite facing possible unpleasant 
side effects, all for no benefit, this 
theoretical patient might want to try 
the new medication anyway because 
it could help his or her children or 
grandchildren. 

Even if the new medication would 
not benefit the theoretical patient 
or loved ones, he or she still may 
carry a strong desire to contribute to 
society. In other words, this patient 
may be willing to do whatever it 
takes to prolong his or her life. But 
the provider may wish to spare 
the patient enduring unpleasant 
medication side effects for no clinical 
benefit.

The Australian Commission on 
Safety and Quality in Health Care 
National Consensus Statement 
maintains the importance of not 
harming patients at the end of life by 
providing burdensome investigations 

of no benefit.2 “The traditional 
medical thinking is to try things on 
people with the least to lose and the 
most to gain,” Rhodes says.

The Australian recommendations 
state that “unless required by law, 
doctors are not obligated to initiate 
or continue treatment that will not 
offer a reasonable hope of benefit.” A 
physician might take the view that a 
1% chance of survival is not reason-
able, but patients might strongly 
disagree. “If we want to respect 
autonomy and give patients the role 
of decision-maker, then patients are 
the ones who have to decide what is 
a ‘reasonable’ hope of benefit,” says 
Rhodes. Further, while some may 
use “intervention” and “treatment” 
interchangeably, Rhodes argues that 
if an intervention offers no benefit, it 
should not be considered a treatment.

Most interventions involve some 
risks and burdens. “Such harms can 
only be justified by the counterbal-
ancing benefits. When there are no 
benefits, the infliction of harms can-
not be justified,” Rhodes says. “Also, 
research risks are justified by potential 
benefits for others.”

Typically, recommendations 
emphasize palliative care, prioritize 
avoiding pain, and promote comfort. 
That might not be what the patient 
prioritizes. “Such policies often pri-
oritize avoiding anything that might 
be construed as burdens. But in our 
lives, we sometimes accept burdens 
for the sake of something else,” 
Rhodes notes.

Some patients will accept pain and 
discomfort to maintain conscious-
ness and the ability to communicate 
with people. Those choices belong to 
patients, and their wishes should be 
honored, Rhodes argues.

Certain physicians or institutions 
might reject parts of the guidance 
offered in such documents. “[Physi-
cians] might refuse to honor patient 

decisions to refuse life-prolonging 
care because [physicians] regard 
withholding such interventions as a 
violation of their own personal, moral 
commitments,” Rhodes explains.

For example, patients may refuse 
a nasogastric tube. Physicians might 
persist in providing the tube anyway 
over the patient’s objection because 
those clinicians believe they are killing 
the patient by not prolonging life. 
“That is the patient’s choice,” Rhodes 
says.

Other clinicians might not honor 
patients’ advance directives when 
those choices are not consistent with 
the clinician’s own values. “We have 
to be very careful about imposing 
medical staff priorities over patients’ 
priorities. It’s dangerous to make 
presumptions about what is in the 
patients’ interest,” Rhodes cautions.

There might be physicians who 
object to this part of the Australian 
statement, which calls on clinicians to 
“provide timely and accurate informa-
tion regarding the patient’s clinical 
condition and its severity or stage, the 
expected disease trajectory, the avail-
able treatments, and the likelihood of 
response to such treatment.” Clini-
cians may feel obligated to mislead 
patients by giving them false hope. 
“The commitment to truth-telling, 
to recognize when the patient is at 
the end of their life and being truth-
ful about that is a critical medical 
responsibility. There are a lot of very 
well-meaning doctors who don’t live 
by that commitment,” Rhodes says. 

Physicians may make a well-
meaning statement such as, “You’ll go 
to rehab. When you can walk again, 
you’ll come back to us, and we’ll start 
another round of chemotherapy.” But 
in reality, the clinician is quite sure 
the patient is dying. “Medicine is 
entirely based on trust of patients and 
society. That trust requires truthful 
reporting,” Rhodes stresses.
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Certain physicians might think 
misleading a patient about progno-
sis actually serves the interest of the 
patient. “But that does not justify the 
deception,” Rhodes argues.

Whatever the problem, ethicists 
can guide these conversations and de-
cisions by explaining the provider’s re-
sponsibility to offer accurate informa-
tion. Help clinicians identify the right 
words and how to use them. Even 
after this education, some medical 

professionals are just not prepared for 
this conversation. Ethicists can help 
identify somebody else on the team 
who can share the conversational bur-
den. For instance, someone from the 
palliative care team can describe the 
prognosis while the physician is pres-
ent and nods in agreement. “Even if 
the doctor isn’t the one who says the 
words, and is just witnessing, it says 
‘We’re all on the same team,’” Rhodes 
adds.  n
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Ethical Guidance Needed if Researchers Identify 
Diagnostic Errors

C linicians know there is a clear 
ethical obligation to disclose 

errors to patients. However, the 
individual who finds a diagnostic 
error may not be a clinician in direct 
contact with the patient. Instead, 
it might be a researcher who is 
reviewing a chart long after a patient 
was discharged.

As a fellow at Texas Children’s 
Hospital in Houston, Grant J. 
Shafer, MD, performed retrospective 
evaluations of charts that included 
information regarding pediatric 
patients who had been discharged. 
Researchers found some diagnostic 
errors made in patients who had 
been discharged from the neonatal 
ICU. This raised the question: What 
are researchers’ ethical obligations if 
they find an error no one else had 
discovered? 

“The field of diagnostic errors is 
relatively new to patient safety as a 
whole,” Shafer says.

“Surprisingly, there hasn’t been 
a lot of guidance in this field. The 
focus has been on the clinician/
patient dyad,” says Shafer, currently a 
neonatologist at Children’s Hospital 
of Orange County in Fullerton, CA. 

When a patient/physician relationship 
exists, the ethical obligations are 
clearer. When conducting patient 
safety research based on retrospective 
chart reviews, there is no contact with 
patients. 

“We looked at the literature, 
and there was really nothing to give 
specific guidance on people who 
found errors retrospectively,” Shafer 
says.

Under these circumstances, the 
researcher is looking at the case when 
it is past the phase of diagnosis, 
sometimes even years past. 

“What makes it so challenging 
is that we end up going back and 
reviewing charts, and we don’t 
necessarily understand what the 
clinician was seeing at the time,” says 
Frank X. Placencia, MD, MS, an 
attending neonatologist and one of 
the founding members of the ethics 
consult service at Texas Children’s 
Hospital. 

These situations can make it 
difficult to determine if someone 
made an error. “We may be judging 
the clinician’s actions in a way that 
isn’t totally fair. That makes it hard 
to create policies,” says Placencia, an 

assistant professor at Baylor College 
of Medicine. 

Shafer and Placencia co-authored 
a paper about this topic.1 Diagnostic 
error researchers are going to need 
guidance on this ethically complex 
issue. “This is a discussion that’s going 
to continue to come up,” Shafer 
predicts. 

One question is whether errors 
found during retrospective reviews 
demand disclosure directly to the 
patient. If so, it is unclear exactly who 
should contact the patient. 

“As researchers, they aren’t our 
patients directly, but they are patients 
of the health system as a whole,” 
Placencia notes.

Some errors, such as missed 
syphilis diagnosis, will continue to 
cause harm to the patient. Thus, 
this would create an urgent need to 
alert the patient. There also is the 
ethical obligation to disclose errors 
to treating clinicians so they can be 
aware and improve the care they 
provide. 

Researchers need to respect the 
boundaries of the patient/physician 
relationship. “We did not want 
to recommend to a researcher to 

https://bit.ly/2UnG4tL


140   |   MEDICAL ETHICS ADVISOR / December 2020             ReliasMedia .com

do an end-run around that line of 
communication,” Placencia says.

Ideally, it is the clinician who 
communicates with the patient 
directly about the error. Clinicians 
are not necessarily still working at 
the institution at the time the error 
is found. For research using de-
identified data and large databases 

that specifically do not include 
patient identifiers, it is impossible 
to follow up with the individual 
patients. 

Researchers can use existing 
institutional disclosure policies 
to find guidance on all these 
scenarios. Still, policies alone are 
not enough, according to Placencia: 

“It’s incumbent on hospital ethics 
committees to foster a culture of 
disclosure.”  n
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Revised Policy on Organ Transplants for Children 
with Disabilities Targets Discrimination
H istorically, children with 

intellectual and developmental 
disabilities (IDD) have been excluded 
as recipients of organ transplants. 
Denying transplantation to people 
with disabilities based on their 
disability and supposed lower 
quality of life may be illegal and 
discriminatory, according to an 
American Academy of Pediatrics 
(AAP) policy.1

“Since the demand for organs 
exceeds the supply, organ transplant 
programs must use various ethical 
principles to decide who receives 
an organ,” says Garey Noritz, MD, 
FAAP, FACP, one of the policy 
statement’s authors. 

An important ethical principle is 
utility, the desire to maximize benefit 
for the greatest number of people. 
Those with IDD have been excluded 
from transplants for two reasons: 
They are less likely to be able to 
handle the post-transplant regimen of 
medications and follow-up, and they 
cannot derive as much benefit from 
the organ because they already have a 
lower quality of life.

“Good research indicates that 
neither of these are true. In essence, 
this has discriminated against people 
with IDD, violating the ethical 
principle of justice,” says Noritz, 
division chief at the Complex 
Health Care Program at Nationwide 

Children’s Hospital Columbus (OH). 
The policy recommends transplant 
centers:

• not exclude children from 
transplant consideration based solely 
on IDD;

• use standardized definitions of 
intellectual disability so transplant 
decisions will be individualized, 
equitable, and transparent;

• consider the individual’s 
cognitive and adaptive skills;

• evaluate children for transplant 
in person instead of by medical record 
review;

• include caregivers who can 
demonstrate the patient’s degree 
of function and professionals with 
expertise evaluating individuals with 
intellectual disability.

Noritz adds those without 
disabilities are no more entitled 
to limited resources like organ 
transplants than anyone else.

In addition, children with 
disabilities can be organ donors, 
contributing to the supply. Thus, 
Noritz argues, excluding these 
patients as organ recipients would not 
be fair.

Transplant programs decide who 
they will list based on both medical 
and psychosocial criteria. The fact 
a person has an IDD is a relevant 
factor. “But it is important to evaluate 
them in the context of how they 

function in their environment and 
what kinds of supports they have 
from family and other caregivers,” 
Noritz stresses.

Many programs are moving in 
this direction. The policy statement’s 
authors hope it will prompt programs 
to standardize the definition and 
assessment of people with IDD to 
ensure fair access to organ transplants 
for all. “Transplant centers should be 
transparent and accountable for their 
candidacy decisions,” Noritz says.

If an organ transplant can provide 
major health benefits, rejecting 
otherwise eligible patients with 
disabilities may be discriminatory and 
illegal, Noritz adds.

Currently, transplant programs 
vary on whether children with 
IDD are considered candidates 
for whole organ transplants. “To 
automatically exclude such children 
without a nuanced assessment of 
their individual medical and social 
circumstances violates the principle 
of justice and supports ableist 
assumptions of what maximizing 
benefit means,” says Leslie M. 
Whetstine, PhD, a bioethicist at 
Aultman Hospital in Canton, OH, 
and a professor of philosophy at 
Walsh University.

The AAP policy statement 
indicates the previous approach of 
frank exclusion of children with IDD 
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should be re-evaluated. It considers 
how such an approach may violate 
ethical and legal standards (including 
the Americans with Disabilities Act 
and The Rehabilitation Act). The 
policy statement calls for consistency 
in defining IDD, an assessment of 
the role of adaptive functioning, and 
a recognition of the limitation of 

quality-of-life judgments. Whetstine 
notes the policy does not consider 
IDD completely irrelevant, but the 
authors do not consider IDD to be 
dispositive for listing decisions either. 

Implementation of the new policy 
could ensure a more equitable and 
transparent process. “Children can 
be thoroughly evaluated in multiple 

domains that extend beyond their 
IDD,” Whetstine adds.  n
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New Approaches for Ethically Challenging  
ED Cases

E thically challenging cases happen 
all the time in the ED. But 

unlike in the ICU, ED clinicians 
hardly ever consult with ethicists 
about these difficult cases.

“Common issues are end-of-life 
decisions, refusal of medical care, 
consent for medical care, issues 
involving minors, patients who 
lack decisional capacity, and mental 
health issues,” says Catherine A. 
Marco, MD, FACEP, professor in the 
department of emergency medicine 
at Wright State University in Dayton, 
OH.

Ethics consultants can help 
clinicians weigh the options and 
make the best decisions. However, 
time does not always allow for this. 
“I have not personally seen ethics 
consultation done in the ED,” Marco 
reports. “Many decisions must be 
made expeditiously.”

Ethicists can provide education 
about ethical and legal issues that 
can help emergency physicians 
manage ethical dilemmas in the ED. 
“Emergency physicians should be 
knowledgeable about federal and state 
law, principles of medical ethics, and 
institutional policies,” Marco offers.

All too often, patients present to 
the ED in extremis, unable to indicate 
their wishes regarding resuscitation 
and end-of-life care — and without 
an advance directive. “One of the 

most frequent ethics concerns for 
emergency physicians [EPs] pertains 
to advance directives, or lack of 
them,” says Eileen F. Baker, MD, 
PhD, FACEP, medical director of the 
ethics curriculum at the University of 
Toledo College of Medicine.

Many patients have not discussed 
their end-of-life wishes with their 
family. “Under such circumstances, 
physicians are called upon to make 
difficult decisions that may have a 
great impact upon the care delivered 
not only in the ED, but in the 
hospital as well,” Baker observes.

Hospital ethics committees or 
their members may not be available 
for real-time consultation. Baker 
recently co-authored a paper 
on this topic.1 The following 
recommendations appeared in the 
paper:

• Members of hospital ethics 
committees should be available 
(either in person or via phone) to 
assist EPs with ethical quandaries. 
“Hospital ethics committees could 
develop an on-call list of their 
members for real-time consultation,” 
Baker suggests.

Alternatively, members of the EP’s 
group could engage colleagues with 
an interest in ethics to respond to 
partners in need.

• EPs should be involved 
with hospital ethics committees. 

“Volunteering to assist fellow EPs 
with ethical questions may provide an 
avenue if they are unable to commit 
to joining the committee,” Baker says.

• Professional organizations and 
societies should develop educational 
tools to better prepare EPs to 
address ethical issues. There are two 
common situations that can lead to 
unwanted care or ethical concerns, 
according to Jay M. Brenner, MD, 
FACEP, medical director of the ED at 
SUNY Upstate Medical University in 
Syracuse: When patients do not arrive 
with a do not resuscitate (DNR) 
status, and when patients ask to leave 
against medical advice (AMA).

For patients without DNR status, 
they might receive unwanted care 
because physicians are unaware 
of the patient’s preferences. Some 
patients are in extremis and cannot 
express themselves. “Either the 
documentation showing their DNR 
status or the patient’s surrogate 
decision-maker are not immediately 
available,” Brenner notes.

For patients who want to leave 
AMA, they might receive unwanted 
care if they are deemed to lack 
decision-making capacity to refuse 
treatment. “This may create ethical 
concerns among physicians who are 
reticent to letting them leave without 
indicated treatment,” Brenner 
explains. 
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A parent who refuses testing for 
a child with a fever is an equally 
challenging situation. “Ethicists 
might want to talk directly with the 
parent to uncover their rationale for 
refusal,” Brenner offers.

If it was consistent with their 
value system, then a clinician 
might recommend honoring the 
parent’s refusal as long as the child 
was reasonably safe and stable. 
If the parent’s reasoning seemed 
inconsistent, then the clinician might 
recommend pursuing legal options 
to protect the child, especially if he 
or she is medically unstable. “This 
scenario is further complicated by the 
COVID-19 pandemic and the need 
to identify those infected for public 
health reasons,” Brenner notes.

Brenner says the best way for 
ethicists to help is to be available. 
Some ethics consult services have 
extended their coverage from typical 
business hours to 24/7 during the 
COVID-19 pandemic. “This has 

helped quite a bit,” Brenner reports. 
If a full-blown consult is not possible, 
ethicists can help discern the most 
critical aspect of a concern that a 
physician may express. “The ethicists 
can give a recommendation of what 
piece of information to seek out next 
to make a reasonable plan to navigate 
whatever the situation may be,” 
Brenner says.

This approach could work well 
if an ED patient refuses intubation. 
The patient may be too confused to 
reliably convince the EP he or she is 
capable of refusing the intervention. 
“An ethicist may be able to guide the 
emergency physician if they had not 
already thought of it to seek out a 
surrogate decision-maker,” Brenner 
says. 

Quick, in-person responses; phone 
consults; and telemedicine consults 
all are possible approaches in the 
ED. “Rapid feedback, sometimes 
only highlighting relevant ethical 
principles and how to weigh them, 

can help physicians who are stressed 
by the complexity of an emergency,” 
Brenner says.

Training ED clinicians on ethical 
principles is a good way for ethicists 
to share their knowledge and 
expertise. “One of the most effective 
methods of teaching these principles 
is in the simulation lab, because it 
most closely simulates the actual stress 
of moral distress,” Brenner notes.

Depending on the quality of 
the acting and how realistic the 
mannequin, the “sim” lab can closely 
approximate reality. “This helps the 
lessons ‘stick’ for the emergency 
physician when they are in the 
emergency department,” Brenner 
adds.  n
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Ethics Volunteers Still Can Be ‘Fired’  
from Committee

Some people are eager to join the 
hospital’s ethics committee, but 

it does not always work out.
“Just because someone is a 

volunteer or is not being paid, it 
does not mean that they cannot be 
‘fired,’” says Armand H. Matheny 
Antommaria, MD, PhD, FAAP, 
director of the Cincinnati Children’s 
Ethics Center. 

Committee bylaws should 
address this possibility. There is an 
assumption that interest alone is a 
sufficient condition for membership 
in an ethics committee. “Committee 
members should be recruited 
purposefully to contribute specific 
skills, provide disciplinary diversity, or 

represent specific units,” Antommaria 
offers.

Ideally, ethics committee members 
are key opinion leaders in their 
areas of expertise. Their role, says 
Antommaria, is to bring the concerns 
of their specialties to the committee 
and convey the committee’s 
deliberations to their departments. 

These are some examples of 
problematic ethics committee 
members:

• The super-eager volunteer who 
never shows up. “This is the main 
reason that I have had to ask members 
to consider resigning,” Antommaria 
says. Sometimes, this member’s 
primary responsibilities change. The 

member may be embarrassed he or 
she has not fulfilled the commitment. 
If the change presents a short-term 
conflict with committee meetings, 
using patience may be the way to 
play it. “If it will be a long-term issue, 
members have been willing to resign,” 
Antommaria says.

A few members find the time 
requirements difficult. “These 
individuals stay on our membership 
rosters for a while,” says Erica K. 
Salter, PhD, associate professor 
of healthcare ethics at Saint Louis 
University. 

But after some time passes, it 
becomes clear they cannot attend 
meetings. “It’s a fairly easy, and 
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 nWhen the hospital bill financially 
devastates a patient

 nWhat regulatory bodies require  
of ethics committees

 n Privacy and genomics medicine

 n Evolving ethics of “right to try” 
unproven treatments

COMING IN FUTURE MONTHS

Upon completion of this educational activity, participants should be able to:

1 . Discuss new developments in regulation and healthcare system approaches to bioethical 
issues applicable to specific healthcare systems;

2 . Explain the implications for new developments in bioethics as it relates to all aspects of 
patient care and healthcare delivery in institutional settings;

3 . Discuss the effect of bioethics on patients, their families, physicians, and society .

CME/CE OBJECTIVES

almost always mutual, decision that 
this particular committee isn’t a great 
fit for them,” Salter explains.

• The member who cannot 
engage in productive discussions. 
Antommaria sees the job of the chair 
to facilitate the discussion, which 
includes exploring potential biases. 
“It is possible that someone’s behavior 
is sufficiently antithetical to the 
committee’s mission and vision, he or 
she is unwilling to change, and needs 
to be replaced,” Antommaria offers.

When the issue is brought to 
their attention, the member might 
be willing to change, or might offer 
to resign. “Some people are less 
self-reflective and do not understand 
how their behavior is perceived,” 
Antommaria observes.

There are those who dominate the 
conversation, or are argumentative. 
They may be the first to a respond 
to a question. “This is problematic 
in part because the initial response 
frequently frames the subsequent 
discussion. It also does not show 
respect for others and their views,” 
Antommaria explains.

Interrupting and criticizing 
other members is a problem. “This 
is particularly problematic if the 
individuals are not open to changing 
their views or positions. Such 
individuals might also routinely 
criticize potential solutions without 
offering constructive alternatives,” 
Antommaria says.

One member spoke effusively 
about a recent publication to other 
members. When asked to describe 
the work’s thesis and rationale, 
the member curtly stated the 
committee would just have to read 
it. “Given that ethics committees are 
deliberative bodies, it is important 
that individuals not only voice their 
opinions. They must also be willing to 
justify them and potentially to change 
them,” Antommaria underscores.

• The member who focuses 
narrowly on one issue. A member 
“catastrophized” an issue by 
exaggerating its scope. “This made it 
difficult to accurately assess its likely 
effect and whether we needed to 
respond immediately,” Antommaria 
says. 

That kind of single-issue 
orientation can derail the work of 
the committee. “If a person sees 
everything as being an example of the 
issue that is most important to him 
or her, it is potentially problematic, 
especially if this consistently 
sidetracks the conversation,” 
Antommaria cautions.

A nurse might continually focus 
on the need for more respect. A 
physician might constantly talk about 
the need for more autonomy. “It 
is important that members be able 
to identify a variety or diversity of 
issues,” Antommaria says.

Some dedicated ethics committee 
members show up and try to con-
tribute, but are a poor fit for other 
reasons. “Those cases are far more 
difficult to address,” Salter laments.

An obvious lack of knowledge of 
clinical ethics is not always a deal-
breaker. “Most committee members 
come to our committee without 
much formal ethical training, but 

with a real desire to learn more. The 
job of the leadership is to, at least in 
part, provide this education,” Salter 
says.

Likewise, Salter would hesitate to 
“fire” a committee member because 
he or she has not developed the 
interpersonal or communication skills 
to lead a consult or ethics mediation. 
“These skills have to be learned and 
practiced,” she says.

Ethics committees should 
consider conducting an annual 
membership audit, Salter suggests. 
Inactive members can be emailed and 
asked if they think the committee 
is still a good fit. “In some cases, 
the ethics committee leader might 
recommend other medical staff 
executive committees or institutional 
committees that have a different 
meeting schedule or seem to fit the 
interests of the individual,” Salter 
says.

An audit also provides a chance 
for ethics committee leadership to 
reflect on whether they are properly 
informing interested people of the 
expectations of membership and the 
reasons why someone is asked to 
leave. “In a way, ethics committee 
membership, like so much else in 
healthcare, should involve good 
informed consent,” Salter says.  n
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CME/CE INSTRUCTIONS

CME/CE QUESTIONS

1. Which describes focus group 

participants in a study of com-

munity perspective on futile 

treatment?

a . Most were mainly worried 

about receiving inappropriate 

care .

b . They worried providers would 

insist on treatment even if it 

clearly was futile .  

c . They feared if physicians 

believed treatment was futile, 

it could undermine patients’ 

autonomy .

d . They believed strongly physi-

cians should be the only ones to 

decide if treatment was futile . 

2. Which is recommended in cases 

of potentially inappropriate 

end-of-life care?

a . Ethicists and palliative care 

teams should speak to patients 

separately to offer different 

perspectives . 

b . Ethics should support clinicians 

who state that ongoing treatment 

is futile by encouraging withdraw-

al of inappropriate interventions, 

even if the family objects . 

c . Talk about goals of care to help 

clinicians see things from the fam-

ily’s perspective .

d . Avoid time-limited trials of 

treatment, since this merely 

prolongs the decision-making 

process at the patient’s expense . 

3. Which factor made moral dis-

tress more likely in physicians 

caring for patients with surro-

gate decision-makers?

a . Female physicians

b . Younger physicians

c . When a decision had to be 

made about life-sustaining 

treatments

d . When the physician and sur-

rogate disagreed on the plan of 

care

4. What is in a new AAP policy 

regarding children with 

intellectual and developmental 

disabilities?

a . These patients should be ex-

cluded from transplant consider-

ation based solely on intellectual 

or developmental disability .

b . Transplant centers should use 

standardized definitions of intel-

lectual disability .

c . Transplant center policies 

should state disability is com-

pletely irrelevant to transplant 

decisions .

d . Children should be evaluated 

by medical review since in-person 

evaluations can lead to bias from 

individual evaluators .
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