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Is there a conflict over patient’s
wishes? Involve clinical ethicists!
Communication, negotiation are necessary

“I know my mother wouldn’t want this, but I just can’t let her 
go.” If a family member admits feeling this way to a clinician, a 
clinical ethicist can be very helpful in resolving the situation, says 

Thomas Foreman, DHCE, MA, MPIA, director of the Department of 
Clinical and Organizational Ethics at The Ottawa Hospital in Ontario, 
Canada. “It’s never wrong to feel like you don’t want your mother to 
die. But it may be a violation of autonomy and personal integrity to act 
in a way you know she has directed you to not act,” says Foreman.

Clinical ethics practitioners, the subset of bioethics that addresses 
ethics in the clinical environment, should assist clinicians in under-
standing that it is their responsibility to carry out the patient’s wishes 
to the best of their ability, advises Nneka O. Mokwunye, PhD, director 
of the Center for Ethics and the Spiritual Care Department at MedStar 
Washington Hospital Center in Washington, DC.

“We must also inform the family that the clinical team has an obli-
gation to fulfill their loved one’s clearly expressed end-of-life wishes, 
and address any grief by bringing in additional supportive services, like 
spiritual care,” she says. 

If family members threaten legal action, it can be easier for provid-
ers to simply give in and honor the family’s wishes. “Although this 
is an ethical issue, like many ethical issues, the solution lies in com-
munication and negotiation,” says David Casarett, MD, MA, director 
of hospice and palliative care at Penn Medicine and associate profes-

EXECUTIVE SUMMARY

Clinical ethicists can help surrogate decision makers and clinicians to resolve 
conflicts over a patient’s end-of-life wishes by facilitating communication be-
tween involved parties and exploring difficult questions. 
• Have a continual process of education for clinicians on advance directives, 
advance care planning, and end-of-life decisions.  
• Identify and support the patient’s named agent.
• Provide aggressive palliative care to patients regardless of family objections.
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sor of medicine at University of Pennsylvania’s 
Perelman School of Medicine in Philadelphia. Even 
though the “right” answer might be to respect 
the patient’s preferences and to ignore the family, 
that’s not always possible.  

“So health care providers need to understand 
the family’s perspective,” says Casarett.  Do they 
want aggressive treatment because they don’t 
believe the patient’s preferences, because they 
don’t trust the physician’s estimate of prognosis, 
or because they haven’t yet come to accept that the 
patient is dying?  

“Ethical determinations of right and wrong are 

a blunt instrument that are often unhelpful in situ-
ations like this,” says Casarett. “Instead, what’s 
needed is careful communication, listening, negotia-
tion, and consensus-building.”

Explore patient’s meaning

Mokwunye says clinical ethicists can reduce the 
tension between family members and clinicians by 
following these key steps: 

1. Read the patient’s chart to begin getting a clear 
picture of the clinical facts; 

2. Talk to the patient’s attending physician, nurse, 
and others on the clinical team to understand their 
sources of conflict; 

3. Discuss the situation with the family to appreci-
ate their distress and sources of conflict; 

4. Participate in a family meeting to improve com-
munication between the parties.

In substitute decision making, the question 
becomes whether the family is obligated to act in the 
best interest of the patient, or whether they are obli-
gated to act as they understand the patient would see 
their own best interests. “Those can be two different 
things. There isn’t a universal consensus on this,” 
says Foreman. “In some cases, the team is dependent 
on a family member — who may or may not have 
their own agenda — to express for the patient what 
their wishes might be.”

Many patients don’t express their end-of-life 
wishes, but even if a patient does have an advance 
care directive, it often lacks specificity. “We will 
often encounter a document where a patient has 
signed a power of attorney which says something 
vague like, ‘I want to die with dignity,’” says 
Foreman. “Well, define that. What does it mean to 
that individual patient if they don’t spell it out?”

The substitute decision maker and clinical team 
are then left to interpret the patient’s wishes. “One 
of the ways bioethicists can help in that situation 
is helping the clinician and the family explore the 
meaning behind the patient’s statements,” says 
Foreman. The family member can share details with 
the team about what “dying with dignity” would 
mean to the individual patient. 

Years ago, Foreman asked a severely ill patient 
what quality of life would be acceptable to him, and 
the man answered, “As long as I can have a beer and 
enjoy a football game.” “So if that patient was on a 
chronic ventilator but was awake enough to enjoy a 
football game, that might be acceptable to him,” he 
says. 

The clinical ethicist can help the team to dig 
deeper and come to a conclusion about the patient’s 
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end-of-life wishes. “One of the core competencies 
for bioethicists is the ability to actively listen, to 
tease out some of the nuances and mediate,” says 
Foreman. “We should be utilizing that skill set to 
assist providers and families.”

Much of the time, ethics is called only after 
things have progressed to a level of frustration 
and stalemate. “Consulting ethics earlier can 
sometimes help to stave off this situation. But it 
is hard to know when a situation will progress,” 
says James N. Kirkpatrick, MD, an assistant pro-
fessor of medicine in the Cardiovascular Division 
and in the Department of Medical Ethics and 
Health Policy at the Hospital of the University of 
Pennsylvania in Philadelphia. 

While some exceptional clinicians are able to 
handle very challenging ethical situations, it is 
still helpful to have an outside perspective. “As a 
cardiologist and an ethicist, I would not hesitate 
to consult ethics on a difficult case when I am 
attending on the wards, for this very reason,” says 
Kirkpatrick.

Tensions may increase

A clinical ethicist’s most important contribution 
in this situation is as a mediator, says Casarett, 
acting as a neutral party from “outside” the clini-
cal case, hearing both sides and helping to identify 
and bridge gaps in communication.  

“It is important to remember that a ‘good’ out-
come in these cases usually means that consensus is 
reached on a plan that is acceptable to all parties, 
not necessarily that autonomy trumps all other 
concerns or that a particular position ‘wins,’” says 
Kirkpatrick. He adds that the ethics consultant’s 
job is to ask questions which illuminate the posi-
tions of different parties, and get people to think 
about their own positions and those of others. 

Tensions sometimes increase initially when 
clinical ethicists step in as a third party to resolve 
conflicts between patients and providers. “Difficult 
questions need to be asked, and sometimes people 
resent it,” says Foreman. “I can say things that 
the parties involved can’t necessarily say to one 
another, and they can be mad at me for saying it. I 
don’t take that personally.”  

For instance, a clinical ethicist might feel it nec-
essary to ask the decision maker questions such as, 
“Is that your agenda or the patient’s?” “It’s not an 
accusation — it’s an exploration. But it can appear 
as though you are accusing them of not having 
goodwill,” says Foreman. “Feathers get ruffled as 
part of that process.”

It’s unrealistic to expect surrogate decision mak-
ers to act as disinterested third parties, however. 
The clinical ethicist’s goal is to create an environ-
ment where every perspective is respected and con-
sidered. “There is nothing that is off the table in 
this discussion. Then we have a considered conver-
sation around all of that,” says Foreman. “After a 
consult, there should never be an elephant in the 
room.”

A family member might have seen media cover-
age on overcrowded hospitals and wonder if the 
physician’s recommendation to stop aggressive 
end-of-life interventions is really motivated by the 
need to open up a bed, for instance. “Sometimes 
practitioners aren’t very good at explaining them-
selves. Patients and families wonder if there is a 
hidden agenda,” says Foreman. Once the concern 
is aired, a provider has the chance to assure the 
family that the recommendation is based on the 
standard of care and the patient’s best interest.

Physicians oftentimes fail to consult with ethics, 
either because they are not aware of how to con-
tact ethics services in their institutions or because 
they choose to handle the problem themselves. 
“Clinical ethicists should foster trusting relation-
ships with the clinicians, so when conflict arises 
they feel comfortable seeking our involvement,” 
Mokwunye says.

Otherwise, clinicians may decide to handle 
things themselves, possibly to the patient’s detri-
ment. “If the physician is one of the two parties in 
the conflict, to expect that the physician can then 
become the resolver is probably not realistic,” says 
Foreman. “Yet physicians often will take on the 
role of the conflict resolver in a conflict they’re 
enmeshed in.”   
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Clinicians face pressure
to “keep going” 
Disagreements are barriers to treatment abatement

Clinicians may face pressure from family mem-
bers to “keep going” when there is concern 

that the patient might not have wanted aggressive 
end-of-life interventions, or the health care team 
considers palliation in the patient’s best interests. 
“This is very common,” says Nancy M. P. King, 
JD, co-director of the Center for Bioethics, Health, 
& Society and Graduate Program in Bioethics at 
Wake Forest University in Winston-Salem, NC. 

Failures of communication are often at the root 
of these disagreements. “This probably accounts 
for the majority of ethics consultations in many 
health care facilities,” says King. “It is less com-
mon for families to know that the patient’s 
advance directive requests treatment abatement 
and nonetheless seek to override those end-of-life 
wishes, but it certainly occurs.”

Usually, this isn’t because families disagree 
with the patient’s wishes, however. More often, 
families misunderstand or resist understanding the 
patient’s condition, argue that the patient would 
have made a different decision about his or her 
current circumstances, or misunderstand the cho-
sen health care agent’s decision-making authority 
or the meaning of substituted judgment. “Family 
members’ grief and guilt are often barriers to 
treatment abatement that may manifest as simple 
disagreements,” says King. She recommends these 
approaches:

• The health care facility should have a con-
tinual process of education for clinicians and legal 
counsel about advance directives, advance care 
planning, and end-of-life decisions.  

Clinicians who understand their facilities’ poli-
cies and the applicable law are more likely to seek 
consultation, and less likely to override advance 
directives. “Legal over-caution is often the reason 
for listening to the family rather than following the 
patient’s wishes, but that over-caution is rarely jus-
tified,” says King. 

• The team should identify and support the 
patient’s named agent.

“This is as important as identifying the patient’s 
wishes,” says King. “Support and counseling for 
the family is equally essential in every instance.”  
Families need to know that their acquiescence with 
the patient’s wishes is neither “giving up” nor 

“killing” a loved one.
Even when patients have informed families of 

their wishes, that discussion may not have been 
enough to reassure the family about honoring those 
wishes. “Additional supportive counseling may 
help,” King suggests.

• The team needs to know that they have an abso-
lute duty to provide aggressive palliative care to patients 
in these circumstances, regardless of family objections.

This is especially important if the decision-making pro-
cess is contested or resolution of the conflict is delayed, 
even if the facility ultimately supports the family’s choices. 
“Patients must be kept comfortable, no matter what else 
is in the treatment plan,” says King.    
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EXECUTIVE SUMMARY

Policies expanding physician performance incentives high-
light the importance of considering ethical implications 
when constructing systems. A Society of General Internal 
Medicine subcommittee determined that physician incen-
tives are not fundamentally unethical, but recommended 
these steps be taken:
• A careful and rigorous definition of quality must guide 
the creation of pay-for-performance systems. 
• Current pay-for-performance systems should rapidly 
adopt safeguards to protect vulnerable populations.  
• Researchers and policy makers should develop valid and 
comprehensive quality measures.

As physician  
incentives grow,  
so do ethical concerns

Is rewarding quality health care and aligning phy-
sicians’ financial incentives with the best inter-

ests of patients fundamentally unethical? J. Frank 
Wharam, MB, BCh, BAO, MPH, assistant professor 
of population medicine at Harvard Medical School 
in Boston, MA, co-led a Society of General Internal 
Medicine subcommittee that examined this ques-
tion, and other ethical considerations with physician 
incentives.1
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“Our committee felt that these are not fun-
damentally unethical,” says Wharam. “In other 
words, it’s O.K. for better doctors to be paid more.  
Putting that into practice is a whole different story, 
however.”

Nikola Biller-Andorno, MD, PhD, director of 
the Institute of Biomedical Ethics at the University 
of Zurich in Switzerland and visiting professor in 
the Division of Medical Ethics at Harvard Medical 
School in Boston, says that incentives imply 
manipulation and lead doctors to do what they 
would not have wanted to do, such as withholding 
treatment from a patient who might have needed it 
or providing an unneeded diagnostic intervention 
to a patient. 

Other ethical issues, she says, include conflicts 
of interest with possible negative effects on patient 
care, such as cherry-picking or “lemon-dropping” 
of certain patients. “Physicians become service 
providers, closely managed by administrators,” she 
says. “At the same time, it is an illusion to believe 
that there is a way around incentives.”

The challenge is to align incentives well with 
the goals of a health care institution, says Biller-
Andorno, and to make sure they are implemented 
in an effective and ethically responsible way. 

Bioethicists have multiple roles to play in this, 
says Biller-Andorno: They can do conceptual and 
empirical research on incentives and their effects 
on health care delivery; they can aid in the design 
and implementation of responsible incentive sys-
tems; and they can help educate students and 
young physicians and prepare them for conflicts of 
interests they might encounter in clinical practice 
and how to appropriately deal with them. 

“Given the role of incentives as a key man-
agement tool, ACOs [Accountable Care 
Organizations] can be expected to rely quite heav-
ily on them,” Biller-Andorno says. “Hopefully, 
they will use them in an intelligent and responsible 
way that can avoid the pitfalls that come with aim-
ing to influence professionals’ behavior.”

Transition underway

The more that policies expand physician per-
formance incentives, the greater the importance 
of considering ethical implications and the greater 
the likelihood of ethically concerning effects if sys-
tems are not constructed carefully, says Wharam.        

“In this transition, everything seems up in the 
air, confusing, and potentially perverse. But the 
change will be for the better, in all likelihood,” 

says Thomas H. Lee, MD, on leave from his roles 
as professor of medicine at Harvard Medical 
School and the Harvard School of Public Health 
in Boston, MA, and current chief medical officer 
for Press Ganey. Lee says he is optimistic that 
health care is moving toward a system in which 
care is organized around meeting patients’ needs 
as efficiently as possible, rather than performing 
transactions and maximizing revenue from those 
transactions.

“What worries me most is that the primary defi-
nition of ‘performance’ for ACOs is saving money, 
at least on the surface,” says Lee. “In fact, I don’t 
think that is the case. You need market share 
regardless of the structure of your contracts. So 
you have to meet patients’ needs — or you will be 
out of business.”

Here are some ethical concerns involving physi-
cian incentives:

• A careful and rigorous definition of quality 
must guide the creation of pay-for-performance 
systems.  

“Defining health care quality is complex, and 
there is no consensus on a standard definition,” 
says Wharam. Even if an accepted definition could 
be applied to all types of care, there would be 
nuanced differences in applying that definition 
to the many types of specialists, stages of dis-
ease, and even types of patients.

“This raises the important question: How 
can we design physician incentives to improve 
quality, when it is difficult to nail down and apply 
a precise definition of quality?” says Wharam. 

Lee believes the greatest potential of ACOs is 
not saving money; it is meeting patients’ needs 
more effectively and also more efficiently than is 
currently done. “ACOs have the ability to be orga-
nized around meeting those needs,” he says. “We 
just need to measure patients’ needs, so we can tell 
how we are doing in meeting them. We have the 
potential for much more ethical incentives than we 
currently have.”

• There is a lack of proven safety and benefit of 
physician incentives.

Some studies have shown that pay-for-perfor-
mance has either unintended consequences or no 
effect on patient outcomes.2-6

“In addition, current systems tend to assess and 
reward only easily measurable outcomes that do 
not represent the full spectrum of physician care,” 
says Wharam. “This might sound like a minor 
problem, but it could cause concerning effects.”

For example, if physicians are rewarded to 
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improve diabetes care but not to address patients’ 
complaints, they might focus on diabetes to the 
detriment of investigating potentially serious 
symptoms.  

“The challenge is implementing a system that 
rewards genuine quality, with minimal or no unin-
tended consequences for patients, physicians, and 
society,” says Wharam. The Society of General 
Internal Medicine subcommittee identified these 
four major steps toward designing incentives that 
are ethical and effective:

1. Current pay-for-performance systems should 
rapidly adopt safeguards to protect vulnerable 
populations.  

For instance, additional compensation would 
be provided to doctors serving vulnerable popu-
lations. “Such patients are likely to fare more 
poorly, and thus reduce the apparent ‘quality’ of 
the physicians’ care, and therefore compensation,” 
Wharam explains.  

2. Key stakeholders should develop consensus 
regarding their responsibilities in improving health 
care quality.  

For example, to improve blood sugar control 
for patients with diabetes, physicians must recom-
mend appropriate management strategies, practice 
groups must provide access to testing facilities, 
health insurers must facilitate affordable medica-
tions and tests, and patients must adhere to thera-
peutic plans.  

3. Researchers and policy makers should 
develop valid and comprehensive quality measures.  

Measures would account for individualized 
patient-physician goals, be based on the best avail-
able evidence, and minimize doctors’ administra-
tive burden and expense. “Measures of physician 
quality should assess multiple domains, including 
accessibility, adherence to evidence-based and 
patient-centered care, and communication,” says 
Wharam. 

4. Researchers and policy makers should use a 
cautious evaluative approach to long-term devel-
opment of financial incentive systems.  

“Policy makers should implement care-
fully planned, small-scale pilot programs,” says 
Wharam. “Benefits and adverse effects should be 
monitored, and wide-scale adoption should only 
occur after proof of safety and efficacy.”     
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“Big data” in  
health care raises  
some ethical concerns

The Institute of Medicine has advanced “learn-
ing health care systems” which involve col-

lecting large amounts of data electronically during 
every health care encounter.1 However, some bio-
ethicists are voicing concerns about how patients’ 
privacy will be protected.

EXECUTIVE SUMMARY

“learning health care systems” necessitate the collection 
of large amounts of data electronically during every health 
care encounter. this can benefit patients by providing nec-
essary reminders for screening tests and improve medica-
tion adherence, and facilitate research, but there are some 
ethical concerns involving “big data.” 
• Privacy concerns include data being stored for unlimited 
periods of time. 
• the data could potentially be utilized for direct-to-con-
sumer medical marketing. 
• Clinical encounters could be negatively affected due to 
physicians’ focus on data collection.
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These concerns are significant because there 
are no limits on how long data will be stored, 
and long-term storage presents additional pos-
sibilities for security breaks, argues Ana S. Iltis, 
PhD, associate professor in the Department 
of Philosophy and director of the Center for 
Bioethics, Health and Society at Wake Forest 
University in Winston-Salem, NC.

“Moreover, health care data can affect not 
only individual patients but also their families, 
who might be presumed to be at higher risk for 
various conditions based on family history,” 
says Iltis. “Patients also have reasons to be con-
cerned that data could be used against them in 
various ways in the future.” 

Privacy concerns are sometimes dismissed by 
suggesting data will be de-identified or heavily 
protected using other mechanisms. “We have 
seen enough evidence from other industries that 
collect and store large amounts of data that pro-
tections can fail,” says Iltis. “People have good 
reasons to be suspicious of claims that their 
data will be well-guarded.”

Others point to the fact that so much infor-
mation about individuals already is collected, 
stored, and used for other purposes, such as 
retailers that analyze and sell information about 
their customers’ buying habits. “Many people 
have argued that this is inappropriate as well. 
And if they are permissible, they do not give 
health care a free pass,” says Iltis. “In many 
ways, we treat health care as special.”

Health care professionals and organizations 
are held to higher standards with respect to 
protecting privacy and confidentiality, and they 
expect from patients a higher level of honesty 
and transparency than retailers do, for instance.

“I might be justified in lying to a retailer 
about my birthday, but most would agree that 
I should not lie to my physician about my age,” 
says Iltis. “There are good grounds for treating 
health care differently. Practices employed by 
other industries are not necessarily justified in 
health care.”

Great promise, major concerns

The application of big data to health care 
holds great promise at an individual patient care 
level, as a population heath management tool, a 
quality improvement system, and in facilitation 
of comparative effectiveness research and longi-
tudinal observational studies, according to Blair 
Henry, BSc, MTS, an ethicist at Sunnybrook 

Health Sciences Centre in Toronto, Ontario, 
Canada.

However, privacy remains a major concern. 
“Many fear truth hidden in Paul Ohm’s warn-
ing: ‘Data can be either useful or perfectly anon-
ymous — but never both!’” says Henry.2 “How 
will the inherent tension between the protection 
of privacy and a reality that effective analysis 
requires sufficiently detailed data be managed, 
and by whom?”Concepts such as consent and 
data sharing agreements will need re-assessment 
in the face of big data’s far-reaching effects, 
adds Henry. “Data ownership and downstream 
access also needs to be considered,” he says. 
Here are some ethical concerns involving “big 
data” in health care:

The data could potentially be applied to con-
sumer preferences.

“Big data is particularly alarming for its abil-
ity to tailor advertising specifically at patients 
for demand-driven health services,” says John 
Henning Schumann, MD, associate professor 
of medicine and director of the internal medi-
cine residency program at the University of 
Oklahoma School of Community Medicine in 
Tulsa.

The “good” of big data includes providing 
patients with necessary reminders for screen-
ings, vaccinations, and medication refills, 
acknowledges Schumann, but he says direct-
to-consumer medical marketing becomes even 
more worrisome if big data is applied to con-
sumer preferences.

“We already see this with Google and 
Amazon, as well as brick-and-mortar retailers 
who track our buying habits via their frequent 
buyer programs,” he notes. “Will patients with 
certain diagnostic codes continue to be able to 
exert free will? Or does the future hold a Big 
Brother-like medical nanny state nagging our 
patients to conform, comply with, and adhere to 
treatment, even when their values conflict with 
the ‘best available evidence?’”

Patients’ data could be used for purposes that 
they do not support. 

“Parents of children with special needs might 
not want their children’s medical records used 
to support research that suggests that these 
children are ‘too expensive’ or have lives that 
involve extensive suffering, or to justify recom-
mending abortion to women whose fetuses are 
diagnosed with particular conditions,” says Iltis.

Data may be biased.
Clinicians may believe falsely that by collect-
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ing, storing, and utilizing large data sets, they 
are able to make more objective, evidence-based 
decisions. 

“Work in the philosophy of science and the 
philosophy of medicine teaches us that data col-
lection, interpretation, and use are fraught with 
biases,” says Iltis. “There are numerous biases 
in how we collect, store, and use data that may 
go unnoticed.” 

Data collection efforts could negatively affect 
the clinical encounter. 

Requiring clinicians to collect certain data 
could be very helpful to patients and improve 
the clinical encounter. For example, physicians 
might be prompted to ask certain questions that 
they would otherwise skip. “However, efforts to 
collect all required data can adversely affect the 
clinical encounter,” says Iltis. 

Clinicians can become engrossed in computer 
screens, in asking rote questions without pay-
ing much attention to whether the question 
truly was relevant to the patient or whether 
the patient understood it, and in fulfilling their 
data-driven obligations, rather than on the 
encounter with the patient. 

“Even something as simple as an office 
that is not set up for a clinician to use a com-
puter and also look at and engage a patient 
can downgrade the clinical encounter,” says 
Iltis. “Moreover, the desire to have one’s data 
‘look good’ and be complete can become more 
important than other aspects of the clinical 
encounter.”   
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Unintended  
consequences  
are possible with  
genetic screening
Uncertainty makes decisions problematic

Benefits of genetic screening are generally 
overstated by clinicians, whereas harms and 

unintended consequences are often understated, 
according to Evelyne Shuster, PhD, a medical and 
research ethicist at Veterans Affairs Medical Center 
in Philadelphia. 

“Clinical uncertainty itself is problematic,” she 
says. “Interpretation of results makes for a difficult 
conversation between doctors and patients, and 
agonizing decisions for patients.”

Patients may be so troubled when confronted 
with the uncertainty of their results that they may 
request additional screens, hoping to determine 
with absolute certainty their risks of developing the 
disease. “Over-diagnosis, however, may have unin-
tended consequences, such as causing patients to 
undergo radical treatment that is irreversible,” says 
Shuster. 

The role of bioethicists is to ensure that patients 
receive pre-test genetic counseling that includes the 
underlying principles of clinical uncertainty and 
variable genetic expressivity, says Shuster.  

Patient counseling can become even more com-
plicated when war metaphors are used, as this ter-
minology suggests that precautionary steps should 
be taken, argues Shuster. “For example, women’s 
breasts have been called ‘ticking time bombs’; her 
body, a ‘battlefield’; and breast cancer gene, the 
‘invader,’” she says. “Taking pre-emptive action 
against breast cancer would be to initiate a radical 

EXECUTIVE SUMMARY

Interpretation of results of genetic screening tests is 
potentially problematic for both providers and patients, 
and misunderstandings can arise regarding their impli-
cations. Bioethicists should ensure that patients receive 
pre-test genetic counseling informing them of:
• what screening for genes can and cannot do;
• the uncertainty or inconsequentiality of test results;
• the risks, benefits, and limits of genetic screening.
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Ethical issues  
involving medical  
use of marijuana

The medical use of marijuana is a reality in 
many states and appears to be gaining trac-

tion, notes Abraham Nussbaum, MD, MTS, an 
assistant professor of psychiatry at the University 
of Colorado School of Medicine in Denver.

“Bioethicists and clinical ethicists can help pose 
questions about this system and how it affects the 
contemporary physician-patient relationship,” 
says Nussbaum. “There is no room for Reefer 
Madness-style propaganda. But there is always 
room for sober assessments of what occurs when 
a physician recommends the medical use of mari-
juana.”

A primary ethical concern is whether it is pos-
sible for the benefits of medical use of marijuana 
to exceed its known risks, and whether it should 
be recommended without the usual protections 
afforded to patients, according to Nussbaum. 

“While the past decade has seen a dramatic 
increase in research about the medical use of mari-
juana, the evidence base for its benefits remains 
quite limited,” says Nussbaum. The published 
trials are compromised by their small sample 
sizes, heterogeneous populations, lack of active 
comparators, differing exclusion criteria, differing 
concentration, and subjective outcomes, he says, 
in contrast to the published studies of marijuana’s 
risks, which are larger, longer-lasting, better-
controlled for confounders, and have clearer out-
comes.

EXECUTIVE SUMMARY

Ethical issues involving the medical use of marijuana 
include whether it is possible for the benefits to exceed 
its known risks, and that many physicians making rec-
ommendations operate on the margins of the medical 
community. Clinical ethicists can:
• Help clinicians develop a framework for determining 
the limits of patient autonomy in medical marijuana 
decisions.
• Recommend referrals to pain team specialists, palliative 
care specialists, and integrative medicine specialists.
• Play a role in the design and conduct of clinical trials 
that test medical marijuana.

‘treatment’ in the absence of a disease, and view 
a healthy person as a patient before there might 
be a disease. This is premature, misleading, and 
damaging.”

Treatment intervention to address risk factors 
can be more radical than intervention for breast 
cancer itself, says Shuster. The fact that the pres-
ence of the BRCA1 gene mutation indicates an ele-
vated risk for breast cancer, not the actual disease 
itself, can get lost in translation. “It is a risk factor, 
which, in a significant number of patients will not 
become cancer. In many others, it will not manifest 
itself until very late in life,” she says. 

Consider ethical principles

Patients and their doctors have an obligation to 
educate themselves about genetic testing and learn 
how to interpret results with the help of genetic 
counselors, says Shuster.  

The ethical principles which generally guide 
medical ethicists when they counsel patients and 
physicians are respect for persons and their rights 
to autonomous decisions, beneficence, non-malef-
icence,  and fairness, she notes. “Bioethicists must 
be mindful of how these ethical principles play 
out in the genetic setting,” she says. “People must 
be informed of what screening for genes can and 
cannot do, understand the probabilistic nature of 
most genetic findings and the uncertainty or incon-
sequentiality of test results, and know the risks, 
benefits, and limits of genetic screening.”

In some cases, early screening for breast cancer 
genes may not be beneficial, says Shuster. “While 
raising public awareness of breast cancer may be 
worthy, it is also critically important to discuss the 
unintended consequences of early screening and 
over-diagnosis,” she adds. “These oversell the fear 
of cancer, and the effectiveness of screening as dis-
ease prevention.” 

Ensuring that patients receive competent and 
comprehensive genetic counseling, and safeguard-
ing the moral integrity of patients’ informed choice 
based on genetic findings, are the foremost obliga-
tions of bioethicists, underscores Shuster. “Patients 
should be reminded in terms that they can under-
stand that there are no absolute remedies or uni-
versal cures for carriers of breast cancer genes,” 
she says.   
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“Given the state of the medical evidence, physi-
cians can make a strong argument that the medical 
use of marijuana should be studied rigorously,” 
he says. “However, no compelling ethical grounds 
exist for physicians recommending the medical use 
of marijuana outside of current regulations.”

It is well-known that there are medical mari-
juana clinics staffed with physicians who perform 
cursory histories and physicals and issue pre-
scriptions for medical marijuana, says Katrina A. 
Bramstedt, PhD, a clinical ethicist and associate 
professor at Bond University School of Medicine in 
Australia, and former faculty in the Department of 
Bioethics at Cleveland (OH) Clinic Foundation.

“Do these physicians put profit above proper 
medical practice?” she asks. “Also, state laws can 
be very ‘generous’ in their specification for what 
conditions medical marijuana can be prescribed.” 
For example, in California [Proposition 215] the 
list of indications includes “other chronic or per-
sistent medical symptoms.”

“This is an open window to nearly anything, 
and patients who are merely drug-seeking can be 
very creative in fabricating an illness to satisfy pre-
scribing criteria,” says Bramstedt. 

In the setting of clinical ethics consultation, ethi-
cists can recommend referrals to pain team spe-
cialists, palliative care specialists, and integrative 
medicine specialists for patients with refractory 
symptoms such as pain, nausea, muscle spasms, 
and wasting, says Bramstedt. “Clinical ethicists 
can also play a role in the design and conduct of 
clinical trials which test medical marijuana,” she 
adds. 

 
Patient-doctor relationship

Another ethical concern is what happens to the 
patient-doctor relationship in medical marijuana 
programs, says Nussbaum. Since many major 
healthcare systems will not allow physicians to rec-
ommend a substance that is not approved by the 
Food and Drug Administration and not distributed 
by hospitals or pharmacies, many of the physicians 
recommending the medical use of marijuana oper-
ate on the margins of the medical community, he 
explains.  

While some recommendations for medical mari-
juana do occur in the context of an established 
physician-patient relationship, the available evi-
dence suggests that most recommendations occur 
in a relationship focused on the recommendation 
of marijuana, adds Nussbaum. “Many physicians 
advertise that they ‘specialize’ in medical mari-

juana recommendations,” he says. “These arrange-
ments narrow the physician-patient relationship to 
the provision of an otherwise illicit substance.”

While the medical marijuana lobby is well-funded 
and well-organized, the opposition is poorly funded 
and disorganized, so the public conversation is 
imbalanced, says Nussbaum. 

“The issue is clear: Marijuana is not a medicine, 
and cannot be prescribed by a physician,” says 
Robert L. DuPont, MD, president of the Institute for 
Behavior and Health in Rockville, MD. “Doctors 
do not ‘recommend’ medicines to patients to buy all 
they want from whomever they want and suggest 
that they take all that they want of it.”

Medicines are purified chemicals that are 
approved in specific doses, based on scientifically 
determined efficacy, safety, and purity, says DuPont, 
and come from pharmacies where they are dispensed 
to individual patients on legal physicians’ orders to 
be used for specific periods of time, for specific rea-
sons, and in specific amounts.

“None of that simple, common standard applies 
to ‘medical’ marijuana,’” says DuPont, noting that 
the American Society of Addiction Medicine recently 
issued a white paper opposing medical marijuana 
because it fails to meet this standard.1

 
Autonomy is issue

Clinician-patient discussions about the risks, ben-
efits, and alternatives to marijuana should include 
these items, says Gary M. Reisfield, MD, assistant 
professor and chief of pain management services in 
the Divisions of Addiction Medicine and Forensic 
Psychiatry at University of Florida College of 
Medicine in Gainesville: 

• A presentation of the evidence base for specific 
potential medical benefits of marijuana in specific 
medical conditions; 

• A discussion of pharmacologic and nonpharma-
cologic alternatives to marijuana; 

• General and patient-specific risks of marijuana.
Bioethicists can help clinicians develop a frame-

work for determining the limits of patient autonomy 
in medical marijuana decisions, advises Reisfield, 
and how autonomy relates to children and adoles-
cents, the mentally ill, pregnant women, individuals 
with substance use disorders, and individuals who 
take psychotropic medications. 

“In some medical conditions, and in some 
patients, the therapeutic effects of marijuana can 
exceed or augment the effects of currently available 
prescription medications,” notes Reisfield. “And, 
of course, beneficence also applies to considering 



September 2013 / MEDICAl EtHICS ADVISoR ® 	 107

CME OBJECTIVES

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

• Discuss new developments in regulation and health 
care system approaches to bioethical issues appli-
cable to specific health care systems.

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

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

therapies that are commensurate with our patients’ 
preferences and values.”

Potential harms

Nonmaleficence imposes an obligation on clini-
cians to refrain from doing harm, and there are 
several potential harms associated with cannabis 
and additional harms associated specifically with 
the smoked form of the drug, notes Reisfield. “It’s 
apparent to me that many physicians are aware of 
some of the potential benefits of marijuana, but 
fewer are well-informed about the downsides of 
the drug,” he says.

Reisfield says that one of the biggest ethical 
challenges he sees presently is physicians’ ready 
accession to patient demands for marijuana recom-
mendations. “There is a lack of a big-picture view 
of the implications of blithely making ‘medical’ 
decisions based on changing social and political 
realities, rather than scientific evidence or mean-
ingful empirical data,” he says. “I’ve heard highly 
credentialed physicians dismiss the risks of recom-
mending the use of a ‘flower’ that has been used 
medicinally for millennia.”

The reality is that despite its widespread and 
growing use and social acceptance, marijuana 
poses real and serious dangers, says Reisfield, 
including that nearly 10% of users will, at some 
point, meet criteria for addiction.  “Many patients 
seeking physicians’ medical marijuana recommen-
dations have pre-existing marijuana use disorders. 
The recommendation will give legitimacy to their 
drug use,” he says. 

Physicians must be mindful about using the 
authority of their medical degrees in recommend-
ing marijuana as a medicine, says Reisfield, “both 
in general and with regard to the unique patient 
sitting on their examination table.”   
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Editorial advisory Board

1. Which was recommended by a subcommittee of 
the Society of General Internal Medicine regard-
ing ethical incentives?

 A. No additional compensation should be pro-
vided to doctors serving vulnerable populations.

 B. Current pay-for-performance systems should 
rapidly adopt safeguards to protect vulnerable 
populations. 

 C. Aligning physicians’ financial incentives with 
the best interests of patients is fundamentally 
unethical.

 D. Doctors’ administrative burden and expense 
should not be taken into account when develop-
ing quality measures.

2. Which is true regarding ethics of data collection 
during health care encounters, according to Ana 
S. Iltis, PhD?

 A. Patients’ privacy is not a concern due to limits 
on how long data will be stored.

 B. Health care data can affect not only individual 
patients but their families, who might be pre-
sumed to be at higher risk for various conditions 
based on family history.

 C. Health care professionals and organizations 
should not be held to higher standards than 
retailers with respect to protecting privacy and 
confidentiality.

 D. Efforts to collect all required data cannot ad-
versely affect the clinical encounter.

3. Which is true regarding ethics of medical use of 
marijuana, according to Abraham Nussbaum, 
MD, MtS?

 A. It is clear that the benefits of medical use of 
marijuana exceed its known risks.

 B. Bioethicists can help clinicians develop a 
framework for determining the limits of patient 
autonomy in medical marijuana decisions.

 C. there are compelling ethical grounds for physi-
cians recommending the medical use of mari-
juana outside of current regulations.

 D. Nearly all recommendations for medical 
marijuana currently occur in the context of an 
established physician-patient relationship.
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