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ACA provisions: “Overwhelmingly 
positive potential” to improve 
Americans’ end-of-life care
Improved care, reduced costs with palliative care

 

The Affordable Care Act (ACA) has an “overwhelmingly positive 
potential” for both palliative care and end-of-life care, accord-
ing to Timothy E. Quill, MD, professor of medicine, psychiatry, 

and medical humanities at University of Rochester (NY)’s Palliative 
Care Program. 

“Palliative care has the potential to improve care and save money,” 
says Quill. “It allows patients to use medicine where it’s helpful for 
them, but potentially not use it in circumstances where they really 
don’t benefit.”

Two provisions in the ACA have highlighted the role of palliative 
care, says Jonathan Keyserling, JD, senior vice president of the office of 
health policy and counsel at the National Hospice and Palliative Care 
Organization in Alexandria, VA. One provision allows for concurrent 
care for pediatric patients covered by Medicaid and the Children’s 
Health Insurance Program.  

“This recognizes the role that palliative care can play in the dilem-
mas that patients and families face when they have a child with a 
severe illness,” he says.

The second is a provision that authorized the Centers for Medicare 

EXECUTIVE SUMMARY

The Affordable Care Act (ACA) has the potential to improve end-of-life care and 
encourage the use of palliative care. There is growing interest in palliative care in 
multiple care settings, and in providing palliative care earlier in a patient’s diagnosis. 
• The ACA allows for  concurrent care for pediatric patients covered by  
Medicaid and the Children’s Health Insurance Program. 
• A demonstration project will look at concurrent care in adults.
• The ACA did not establish palliative care as an essential health benefit that must be 
covered by all insurance plans. 
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& Medicaid Services (CMS) to undertake a dem-
onstration project to test the notion of concurrent 
care for adults. “While that provision might not 
result in action from CMS, we think it has engen-
dered a great deal of interest in concurrent care,” 
says Keyserling. “A variation on that theme will 
probably be coming from CMMI [the Center for 
Medicare & Medicaid Innovation].”

First stage of reform

There is growing interest in palliative care in 
multiple care settings, as well as in providing 

palliative care earlier in a patient’s diagnosis. 
“There is a lot of activity around recognition 
of the role of advanced care planning,” says 
Keyserling. “There is a heartfelt desire among 
policymakers, when politics are set aside, to 
make sure the right care is delivered to the right 
patient at the right time.”

The ACA did not establish palliative care as an 
essential health benefit that must be covered by all 
insurance plans; instead, this was left this up to the 
states to determine. “We would have loved to have 
seen both end-of-life care and palliative care estab-
lished as an essential benefit,” notes Keyserling. 
“Some have termed the ACA ‘the first phase’ of 
health care reform, and there are any number of 
steps that will follow.”

There was originally a provision in the ACA 
that would have provided for reimbursement for 
a goals of care conversation, for example. While 
this wasn’t included in the final legislation, “there 
is currently legislation pending in Congress that 
would provide for that conversation,” Keyserling 
says. 

The goals of care conversation is an important 
component of palliative care, he adds, since in 
order to meet the patient’s goals, the provider has 
to know what those are.

“The legislation was intended to provide for 
that opportunity to have a meaningful and com-
prehensive conversation about the patient’s values 
and goals, and then translate that into an agreed-
upon plan to meet those goals,” he says.

Keyserling says a consistent and clear definition 
of palliative care is needed. “Prior to there being a 
reimbursement stream, it seems prudent to have an 
agreed-upon set of standards,” he says.

At some point, difficult decisions will need to 
be made as to whether marginally effective treat-
ments will be covered for everyone. “Right now, 
health care reform is a little bit all over the place. 
It’s talking about giving everybody access to every-
thing, and is not talking about any limits,” says 
Quill. 

Palliative care can help in this conversation, says 
Quill, “but we don’t want to be in the business of 
being the arbiters of who gets what.”

The role palliative care plays in helping people 
make informed choices has significant financial 
implications for hospitals. “The impact of that, 
economically, can be huge,” Quill says. “Lots of 
folks are getting treatments that they think are 
much more effective than they are. At least some 
of those patients, if they were told the truth, would 
make different decisions.”
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Some research has shown that palliative care, if 
introduced early enough, can improve quality of 
life, save money, and even prolong life relative to 
standard cancer care.1 The more difficult research 
is yet to be done, says Quill — that of assessing the 
quality of care that’s being delivered. 

“Standards for quality palliative care have been 
developed and updated, but this is not routinely 
being measured outside of the hospice commu-
nity,” says Quill. “This is an important order of 
business for the field.”

Improved discharge planning

Americans’ end-of-life choices are changing 
“perhaps not rapidly, but nonetheless steadily,” 
says Mark Pfeifer, MD, senior vice president and 
chief medical officer at University of Louisville 
(KY) Hospital. 

“We know more Americans are thinking ahead 
about their deaths. Over the last 20 years, we’ve 
gone from about one in 10 to one in three having 
put their future wishes in some written form,” says 
Pfeifer. “Still, talking about death and end-of-life 
care remains a very uncomfortable subject in most 
families.”

In addition, more patients are choosing aggres-
sive treatments due to technological advances. 
“I believe this reflects an increased desire to take 
advantage of current medical science, while simul-
taneously having a focus on symptom relief, the 
place of dying, and knowing when to stop,” Pfeifer 
says. 

Hospitals’ efforts to reduce length of stay and 
readmission rates could result in better end-of-life 
care. “It is possible that readmission rate pressure 
will lead to more definitive discharge planning 
with a longer horizon,” says Pfeifer. “This would 
be a positive result, if it is truly patient-centered.”

Pfeifer says the ACA will “further push coordi-
nated care ... and that, in turn, will push goals of 
care discussions around end of life. Too often in 
acute care, we discharge a patient without discuss-
ing ‘If this happens again, what do you want to 
do?’” Pfeifer says bioethicists can address this by:

• constantly encouraging goals of care discussions;
• reinforcing that palliative care is not hospice 

care, should begin at the time of a diagnosis, and 
does not mean the patient is “giving up.” 

“Our systems are built to continue curative care 
unless they are stopped,” Pfeifer says. “Discussing 
goals of care in a patient-driven way can open 
other possibilities, including hospice and palliative 
care.”

Too few palliative care specialists

Since reimbursement for palliative care is not 
sufficient to support a program or a clinical team, 
its cost must be supplemented by hospitals. “But a 
system will still save money investing in palliative 
care. Many progressive systems are already doing 
that, in a major way,” says Quill. “It’s a way to 
improve quality and take some cost out, with vir-
tually no downside.”

Most health care systems remain narrowly 
focused on their short-term financial survival. “But 
surviving by doing more of the usual care that peo-
ple have been getting is not a long-term strategy,” 
Quill says. “It’s not sustainable, and it’s also not 
good care.”

While earlier involvement of palliative care is 
desirable, there are inadequate numbers of palliative 
care specialists to provide this care. “That is why 
the cutting edge is going to be training all clinicians 
who care for really sick people to do the basics of 
palliative care, and reserving the palliative care con-
sults for the tougher cases,” says Quill. 

Palliative care involves being honest with 
patients and providing good pain management. 
“Those are skills you want every doctor caring for 
sick people to have,” says Quill. “It’s only when 
those good basic skills are insufficient that you 
might need a specialist to come in and help sort 
out the path.”

Many palliative care consults consist of simply 
telling the patient the truth in a straightforward, 
compassionate way, so that the patient is able to 
make good decisions. 

“You don’t necessarily need a palliative care 
consult to do that — you need a good doctor,” 
says Quill. “We have some skill building to do 
with doctors who have never been trained in this, 
or who have been deferring these conversations to 
somebody else.”   
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There are numerous nonfinancial barriers to 
health care, says Rothstein. These include the lack 
of health care providers in some parts of the coun-
try, and the reluctance of some providers to accept 
Medicaid patients because of low reimbursement. 

Other factors limiting access include lack of 
transportation, translators, child care, convenient 
hours, and health literacy allowing patients to 
understand the importance of immunizations and 
other forms of preventive medicine.

“Expanding the financial aspect of health care is 
very important,” says Rothstein. “But it is only the 
first step in implementing a just health care system 
for all.” 

Out-of-pocket costs increasing

Out-of-pocket costs have been increasing over 
the past decade, largely in the form of high-deduct-
ible health plans; patients might have to pay $1000 
to $10,000 before more comprehensive coverage 
begins.  The ACA likely will cause a major expan-
sion in these high-deductible plans, even among 
some patients who previously had more gener-
ous coverage, predicts J. Frank Wharam, MB, 
BCh, BAO, MPH, assistant professor of medicine, 
department of population medicine, Harvard 
Medical School in Boston, MA.

“Unaffordable health care is, ironically, a real 
and growing concern, notwithstanding the sub-
stantial benefits of insurance to people who were 
previously uninsured and needed care,” says 
Wharam.

Wharam says the primary ethical issue with 
health care affordability is equitable access to care. 
High out-of-pocket costs risk creating a system in 
which wealthier patients have better access to care. 

Another less recognized issue is ethical resource 
use. “Very low out-of-pocket costs could lead 
to overconsumption of health care services, so 
that health care might take dollars away from 
other societal priorities like education, welfare, or 
defense,” Wharam explains.

Physicians are busy, he acknowledges, but they 
should try to be aware of their patients’ insurance 
type and general ability to pay out-of-pocket costs.  

“Obviously, physicians should only recom-
mend necessary and evidence-based testing and 
treatment,” says Wharam. “Beyond that, they 
might consider less expensive but evidence-based 
approaches.” Physicians or facilities could take 
these approaches:  

• Ensure that patients receive generic medica-
tions instead of brand names; 

Even with ACA,  
access to care remains a  
pressing ethical concern
Enrollment “not the same thing as access”

One of the most important ethical reasons 
for enacting the Affordable Care Act (ACA) 

is justice, says Mark A. Rothstein, JD, found-
ing director of the Institute for Bioethics, Health 
Policy and Law at the University of Louisville (KY) 
School of Medicine. 

“The ACA is designed to expand access 
to health care for approximately 50 million 
Americans who lacked health coverage,” he says. 
Health care access is being expanded in two ways: 
by increasing the number of people covered by 
Medicaid and by making individual health insur-
ance policies affordable through health exchanges 
with income-based subsidies. 

“One frequently overlooked problem is the big 
difference between eligibility and enrollment,” 
says Rothstein. “Making individuals eligible for 
coverage is not the same thing as having people 
enrolled.”

Even before the ACA, only two-thirds of eli-
gible individuals enrolled in the Medicaid pro-
gram; now, the Medicaid expansion has been 
limited for political reasons in several states. 
“Opposition to the ACA and the troubled web-
site also have impeded enrollment for individual 
health insurance,” he adds. “Even being enrolled 
is not enough; enrollment is not the same thing as 
access.”

EXECUTIVE SUMMARY

The Affordable care Act is expanding access to health care 
by expanding Medicaid coverage and subsidizing health 
insurance policies available through health exchanges, but 
enrollment has been impeded by multiple factors.
• Even enrolled individuals may have problems accessing care.
• High out-of-pocket costs can result in a system in which 
wealthier patients have better access to care. 
• Very low out-of-pocket costs could lead to overconsump-
tion of health care services.
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• Offer installment payments in cases in which the 
only alternatives seem unaffordable for the patient;

• Have staff connect financially vulnerable 
patients to community resources;

• Waive charges for the poorest patients;
• Advocate for a more nuanced health insurance 

system that considers out-of-pocket costs, not just 
monthly premiums, to determine insurance afford-
ability.  

“Many hospitals and other health care profes-
sions, such as dentistry, have experience in these 
areas,” notes Wharam. 

The ACA caps yearly out-of-pocket costs at 
$12,700. “This is still a large amount for middle 
and lower income families, but better than the 
extreme expense of many medical procedures, and 
might be tolerable for some families if spread over 
two or three years,” says Wharam. 

More evidence is needed to determine what level 
of out-of-pocket costs causes adverse health out-
comes and financial hardship. Then, says Wharam, 
“the next generation of insurance designs could 
tailor out-of-pocket costs to be lower for people 
who are expected to be harmed by high out-of-
pocket costs, and higher for those who can afford 
them without adverse health effects.”   
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Distributive justice is 
chief ethical issue with 
neurotechnologies
Socioeconomic disparities are one ethical concern

The most pressing ethical concerns about neu-
rotechnologies involve distributive justice, 

according to Thomas Cochrane, MD, MBA, senior 
ethics consultant at Brigham and Women’s Center 
for Bioethics and assistant professor of neurology 
at Harvard Medical School in Boston. 

“Who gets to benefit from these technologies, 
and how do we pay for them?” Cochrane asks. “If 
only wealthy people have access to treatments or 

enhancements, this could aggravate pre-existing 
socioeconomic disparities.” Here are some ethi-
cal concerns involved with various applications of 
neurotechnologies:

• How should you utilize a test that can detect 
some consciousness in a patient who looks 
unconscious? 

This is an issue because researchers have used 
functional MRI techniques to detect limited con-
sciousness in patients who had been diagnosed as 
being in a persistent vegetative state and a mini-
mally conscious state.1

“If we knew that detecting consciousness in 
such a patient was predictive of improvement, then 
naturally it would impact the decision to continue 
life support or not,” says Cochrane.  The tech-
niques are labor-intensive, and are only available 
at specialized centers; even then, they are largely 
only available as part of a research protocol.

These technologies aren’t necessarily available 
when providers go to the bedside, says Marleen 
Eijkholt, PhD, LLM, a clinical ethics fellow at 
Alden March Bioethics Institute at Albany (NY) 
Medical College. 

“The technologies may not provide concrete, 
practical input around end-of-life decisions,” she 
says. “Or they may be just too expensive in light 
of uncertain practical benefits.”

• Who should have access to cognitive enhancers?
Ethical questions arise as to how individuals use 

pharmacological drugs normally prescribed for 
treatment purposes, such as methylphenidate or 
modafinil, to enhance cognition, says Eijkholt. For 
example, healthy students could use such drugs to 
enhance their concentration during school exams. 

“We are talking about issues of fairness,” she 
says. “If healthy people are using them, is it fair 
that they are so expensive that only the elite can 
profit from them? Should they be available for 
‘healthy’ individuals at all?”

Clinicians and researchers have knowledge about 
the safety and efficacy of cognitive enhancers, says 

EXECUTIVE SUMMARY

Distributive justice is a primary ethical issue involving 
neurotechnologies. Ethical concerns include:
• Who will have access to treatments or enhancements;
• Who should have access to a test to detect limited con-
sciousness in patients who have been diagnosed as being 
in a persistent vegetative or minimally conscious state;
• How risks and benefits are distributed among benefi-
ciaries of these technologies.
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Patients with LEP
likely to experience 
worse outcomes

   
Informed consent is primary ethical issue

Ethical issues related to caring for patients with 
limited English proficiency (LEP) are “a particu-

larly complicated area,” says Ellie Andres, MPH, a 
former senior research associate in the Department 
of Health Policy at the George Washington Univer-
sity School of Public Health, Washington, DC.

Patients with LEP often cannot communicate 
directly with their providers. In the best situations, 
patients with LEP see bilingual providers who can 
speak their language or rely on trained medical 
interpreters. 

“But often patients with LEP ‘get by’ in medi-
cal encounters with the help of family members 
or other medical care staff serving as ad hoc inter-
preters, or even using their own limited second 
language skills to communicate with their provid-
ers,” says Andres.

When patients with LEP do not have access to 
bilingual providers or trained interpreters, says 
Andres, “care may be compromised.”

Consent may not be truly informed

Patients with LEP may fail to understand impor-
tant medical information, such as informed con-
sent conversations or end-of-life care. 

“Health professionals have a fundamental 
responsibility to ensure that patients understand 
what we are proposing to do to their bodies — 
whether it’s a surgical intervention, a medical 
treatment, or a diagnostic test,” says Matthew 
Wynia, MD, MPH, director of the American 
Medical Association’s Institute for Ethics and an 
assistant clinical professor at the University of 
Chicago (IL) Hospitals.

This responsibility is rooted in pragmatism, 
since ill-informed patients are less likely to adhere 
to treatments and get better. “But it’s also rooted 
in the basic human right not to have someone 
act on you without your informed consent,” says 
Wynia. “And, of course, informed consent is also a 
legal requirement.”

Patients with LEP are at much higher risk of 
not providing truly informed consent, says Wynia, 
especially if their doctor doesn’t speak their lan-
guage fluently or doesn’t have a trained interpreter 
on the team.

Eijkholt, but bioethicists can bring light to concerns 
about distributive justice.

Bioethicists could point out, for example, that 
increasing numbers of pharmaceutical enhancers 
are being tested; besides safety concerns, there are 
also concerns about societal risks and benefits.

Bioethicists can also help contribute to the dis-
cussion about how to make a distinction between 
what constitutes therapy and what constitutes 
enhancement. 

“Therapeutic interventions and drugs are often 
justified stating medical reasons; their costs or 
availability are hardly questioned,” says Eijkholt. 
“Enhancers lack this justification, and, therefore, 
raise issues about distributive justice.”

• How should neurotechnologies be applied to 
identify neuropathways of addicted individuals?

This application raises another set of ethical 
concerns, says Eijkholt. “We need to think fur-
ther than the most obvious distribution issues and 
issues of fairness,” she says. Some risks are not as 
clearly visible, such as stigma. 

“I see a role for bioethicists to go outside their 
academic field and reach out into the public 
domain,” says Eijkholt. “We need to make the 
debate accessible, and not too ‘highbrow.’”   
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EXECUTIVE SUMMARY

There are multiple ethical issues related to caring for 
patients with limited English proficiency (LEP). Bioethicists 
can do these things to ensure ethical care:
• Reinforce that patients with LEP are likely to experience 
different and typically worse outcomes than English-
speaking patients.
• Remind hospitals and other health care facilities of their 
legal obligations. 
• Be aware of the perils of relying on “ad hoc” interpreters.
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Practitioners need to do their best to understand 
what messages make sense to each patient, how 
to help them succeed in self-care, and how best to 
capitalize on their social relationships to improve 
their health status, says Wynia.

“We can’t do any of these things very well if we 
don’t speak the patient’s language, or if we don’t 
have a qualified interpreter on the team,” says 
Wynia.

Social justice issue

Providing equal quality care for patients with 
LEP is “clearly a social justice issue,” says Mary 
Anderlik Majumder, JD, PhD, an associate pro-
fessor of medicine in the Center for Medical 
Ethics and Health Policy at Baylor College of 
Medicine in Houston, TX. “Those of us working 
in the field of medical ethics have been accused of 
neglecting issues of social justice, and with some 
justification.”

Patients who face language barriers often expe-
rience worse outcomes than English-speaking 
patients, says Majumder. Psychiatric patients with 
LEP are more likely to receive a diagnosis of severe 
psychopathology, and pediatric asthma patients 
are more likely to be intubated. In general, patients 
with LEP have higher rates of hospitalization and 
drug complications.1

“Language barriers may compound other 
sources of disadvantage, and complicate efforts to 
provide comprehensive, compassionate support in 
challenging contexts, such as the critical illness of 
a family member,” Majumder says.  

Majumder says bioethicists can use these 
approaches to ensure ethical care:

• Remind others that hospitals and other health 
care facilities have legal obligations under Title VI 
of the Civil Rights Act of 1964.  

“The webpage for the HHS Office for Civil 
Rights provides information on the nature of these 
obligations, and access to resources to help facili-
ties meet these obligations,” she notes.2

• Be aware of the perils of relying on an “ad 
hoc” interpreter, such as a family member or a 
hospital employee who is not a trained interpreter, 
to help with a crucial conversation.  

“A recently published set of recommendations is 
very helpful in this regard,” she says.3

Are providers’ own skills sufficient?
 
Physicians who speak additional languages 

should be tested, if possible, to ascertain what 

their ability level actually is, says Wynia, 
before they start practicing medicine in a  
foreign language.  

“We need to be alert to clues to help us recog-
nize when it is safe for us to use our second lan-
guage skills, and when we are out of our depth,” 
says Wynia.

Just as clinicians rely on certain criteria to 
determine when they need to call in a specialist, 
criteria can alert a provider to the need to bring in 
a trained interpreter when the provider is using his 
or her own non-English language skills to provide 
patient care.4

“Today, most providers have at least some 
knowledge of a second language,” says Andres. 
“Often, interpreters are not readily available in all 
health care settings, particularly smaller practices.”

It can be tempting for providers to try to “get 
by” with their own language skills when a trained 
interpreter is not immediately available to help. 

“However, this presents an ethical issue,” says 
Andres. “The provider may be compromising care 
by communicating in a way that is not fully under-
stood by the LEP patient, and this could lead to 
medical errors.”

While LEP patients have a right to language 
access, they may not feel comfortable asking for 
an interpreter. Instead, they may go along with 
the provider without fully understanding the 
encounter. 

“It is very important for bioethicists to encour-
age providers to have access to interpreters when-
ever possible, and to be trained on how to access 
and use interpreters in the clinical setting,” says 
Andres.

Should providers find themselves in a situation 
in which they are tempted to use their own skills, 
it is essential that they understand their skill level 
and whether it is appropriate for them to use their 
own skills. 

“Hence, bioethicists should recommend pro-
vider language skill assessments before any use of 
one’s own language skills is permitted,” Andres 
says.    
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VHA model to bring  
ethics into “organiza-
tional mainstream”
Assessment of patient care includes ethics 
quality

The idea that health care quality encompasses 
ethics, as well as technical and service qual-

ity, was the motivation for the IntegratedEthics 
(IE) approach that was rolled out in 2000 by the 
Veterans Health Administration (VHA)’s 153 
medical centers. Fourteen years later, the program 
is still evolving.

“We realized that the traditional U.S. ethics 
committee design was not suited to achieve the 
ethics quality concept,” says Melissa M. Bottrell, 
MPH, PhD, chief of the VHA’s IE program.

If a patient’s surgery was perfectly executed 
from a technical perspective and the patient was 

satisfied with the care received, but the patient 
was misinformed about the procedure, then that 
patient’s care lacked ethics quality, for example.

“At the time we began developing IE, articles 
in the literature noted that ethics committees 
often functioned in isolation, and were not well-
connected with other parts of the organization,” 
Bottrell says. “They tended to be reactive and 
crisis-oriented.”

As a result, unaddressed ethical concerns cause 
moral distress, patient dissatisfaction, staff burn-
out, and poor quality care. “We recognized that 
ethics is something that can be managed, mea-
sured, and systematically improved,” says Bottrell. 

The IE program is structured around three core 
functions: ethics consultation, preventive ethics, 
and ethical leadership. These changes were made:

• Detailed standards were introduced for ethics 
consultations.

• A sophisticated electronic documentation 
system was created for ethics consultation. “This 
enables tracking and trending of ethics consulta-
tions across our large system,” Bottrell says.

• A tool was created to assess knowledge and 
skills of individuals who provide clinical ethics 
consultations, based on the American Society for 
Bioethics and Humanities’ competencies.

• “Preventative ethics” was introduced to 
address ethical issues more proactively on a sys-
tems level. This includes routine activities per-
formed by ethics committees, such as periodic 
policy updates, ethics education for staff, and 
accreditation readiness. 

“Its main focus is on quality improvement 
cycles, which are time-limited interventions tar-
geted to address specific ethics quality gaps,” says 
Bottrell. “These cycles are a key IE innovation.” 

Traditional model unable to provide  
leadership

The role of the ethicist has traditionally been 
to respond to requests by health care profession-
als for assistance in finding a resolution for ethi-
cal problems, conflicts, and dilemmas they have 
been confronted with, says Evelyne Shuster, PhD, 
former hospital ethicist at the Philadelphia VA 
Medical Center. Generally, these involve end-of-
life care, the use of life-sustaining technologies, 
ethical questions about life and death, and respect 
for patients’ wishes and autonomy.

“American bioethics has traditionally been con-
fined to ethics committees and monthly meetings,” 
says Shuster. “This model of American bioethics is 

EXECUTIVE SUMMARY

An IntegratedEthics model that was rolled out in 2000 
by the Veterans Health Administration is based on the 
idea that quality health care includes ethics. Long-term 
commitment and continued leadership engagement are 
necessary for the program's success.
• A sophisticated electronic documentation system iden-
tifies trends in ethics consultation.
• A tool is used to assess knowledge and skills of indi-
viduals who provide ethics consultations.
• Ethical issues are addressed more proactively on a 
systems level.



March 2014 / MEDICAL ETHICS ADVISOR ®  33

not what the founders had envisioned.”
American bioethics was to be richer in its diver-

sity than traditional medical ethics, she explains, 
and enriched with the knowledge and understand-
ing of the underlying forces that shape people’s 
lives, the environment, values, and behaviors.

This vision of bioethics was not realized, as 
American bioethics evolved into a discipline that 
dealt with procedural and regulatory questions, 
and the “nuts and bolts” of medical decision mak-
ing. “Today’s reductionist ethics model cannot 
provide leadership on issues that know no orga-
nizational or national boundaries,” says Shuster 
— such as weighing in on the need for universal 
access to affordable health care.

The VHA’s IE program represents a “funda-
mental departure” from the traditional approach 
to ethics in health care organizations, says Shuster. 
“It represents an expressed will to identify the 
foundational forces that shape values, drive deci-
sion making, and affect environment and culture,” 
she says. 

Here are some examples of system-wide issues 
the IE program is addressing:

• how well the organization promotes collab-
orative decision making between clinicians and 
patients;  

• how well the organization addresses death and 
dying issues; 

• ethical leadership — how well behaviors and 
activities by medical center directors and their 
associates promote high ethical standards that 
apply to all activities within the organization.  

The IE program is designed to move eth-
ics into the “organizational mainstream,” says 
Bottrell. “This requires more than simply man-
aging the work of ethics consultation, preven-
tive ethics, and ethical leadership,” she adds. 
“It is an integrative structure with clear lines of 
accountability.”

Each IE program has a program officer who 
acts as the executive director for the program. The 
program’s work is directed by an IE council, which 
may include the chief of staff, chief fiscal officer, 
patient safety officer, human resources director, 
information security or privacy officer, compliance 
officer, or nursing representatives.

The council ensures that the IE program 
achieves timely completion of two measurement 
tools designed to provide an overall assessment of 
ethics quality. These are the IE facility workbook, 
a self-assessment completed annually by facility 
teams, and the IE staff survey tool, administered to all 
employees every other year. 

“Risk-sharing” programs 
offered for ART pose 
ethical concerns
Arrangement should not be profit center

There are a number of ethical concerns involv-
ing “risk-sharing” programs offered by some 

artificial reproductive technology (ART) clinics, 
according to Leslie P. Francis, JD, PhD, distin-
guished Alfred C. Emery professor of law and dis-
tinguished professor of philosophy at University of 
Utah in Salt Lake City.

“Both tools help facilities evaluate current ethics 
quality, identify strengths as well as opportunities for 
improvement, set goals, and develop quality improve-
ment plans,” says Bottrell.

Continued challenges to success

Bottrell says the biggest challenges for the IE model 
are the same ones experienced by all ethics programs. 
“Improving quality and changing practices requires 
resources — especially staff time,” she says. 

Changing organizational culture takes leadership 
engagement and long-term commitment by leaders at 
all levels of an organization, in order to foster an ethi-
cal environment and culture, notes Bottrell. 

“With the U.S. health care system undergoing 
major restructuring, it will be important to keep the 
focus on ethics,” she says. 

Consistent with the adage “you can’t manage what 
you can’t measure,” IE establishes clear standards 
for ethics quality, along with validated measurement 
tools. “This may itself be the most important IE 
achievement, since experts have been calling for the 
establishment of validated ethics measures for many 
years,” says Bottrell.

Metrics do matter, says Shuster, but satisfying 
demands for accountability is not the goal. “The IE 
council  must be willing to recognize that good mea-
surements and box-checking ethical compliance are 
not proxies for ethical excellence,” she says.   
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“You are dealing with a situation in which the 
physician has interests financially in the recom-
mendations made to patients, and in what kinds 
of arrangements they will permit patients to enter 
into,” she explains. 

“Risk-sharing” or “cost-sharing” programs, by 
which women receiving ART receive some percent-
age of their initial investment back if pregnancy 
does not occur, were developed because insurance 
companies generally do not cover the costs of 
ART. 

“At first glance, it seems to be a noble gesture 
for the ART corporations to act on behalf of the 
financial well-being of their clients,” says Marilyn 
A. Fisher, MD, MS (Bioethics), associate professor 
of pediatrics and associate professor of the Center 
for Biomedical Ethics Education & Research at 
Albany (NY) Medical College.

If pregnancy does not occur, the patient would 
receive some percentage of her initial investment 
back. “She would then be free to use this money 
for other options, such as adoption,” says Fisher. 

 
Misperceptions are likely

The fact that ART companies allow clients to 
believe that the “risk-sharing” is predominantly 
between the individual patient and the ART com-
pany is unethical, argues Fisher. 

“The ART businesses have sufficient experience 
in this field to be able to predict which clients are 
likely to achieve pregnancy with ART and which 
are not,” she says.  

ART companies require pre-enrollment testing, 
which the patient must pay for out-of-pocket and 
which is not refundable, to help them determine 
which potential clients to select. “Obviously, it is 
in the financial best interest of the ART companies 
to choose women with the most favorable pre-
enrollment testing results,” says Fisher. 

ART companies have also established tiered cost 
scales based on the recognized risk of advanced 
maternal age. The selection of clients desiring 
pregnancy by the ART companies is much like the 
selection of clients desiring insurance by life and 
health insurance companies, adds Fisher.

“ART companies have utilized these devices to 
ensure that they remain profitable,” she says. “So, 
in fact, the sharing of risk is not so much between 
the individual patient and the ART company. The 
risk is predominantly shared between the whole 
patient population. “

Francis says it’s important for clinics to convey 
clearly to patients what is known about their likeli-
hood of achieving pregnancy and birth. “The more 
clinics bend over backwards to make sure patients 
genuinely understand what they are likely to be up 
against, the better,” she says. “The primary worry 
here is to make sure clinics provide information to 
patients in a way that isn’t slanted.”

To remove financial conflicts of interest, the 
arrangement should be more like an insurance 
pool than a profit center, says Francis, with the 
increased charge being equal to the refund rate.

“If the amount of money that comes into the 
clinic is roughly the same with the rebate program 
than it would have been with patients paying nor-
mally, then the clinic isn’t profiteering from the 
rebate program,” Francis says. 

Patients who are feeling desperate will likely 
hear the good and not the bad. “So it’s not pater-
nalistic to say the bargain needs to be structured 
in a way that doesn’t permit obvious unfairness,” 
says Francis.

  
Multiple conflicts of interest

Clinics also need to adhere closely to evidence-
based guidelines when deciding the number of 
blastocysts to implant, advises Francis.

“If you scrutinize your data to make sure you 
are following them, then you are not at risk for 
being subtly influenced for trying to increase the 
pregnancy yield to maximize profits,” she says. 

Physicians working in ART centers may expe-
rience conflict of interest between doing what is 
likely to be financially most lucrative for their 
company and doing what is most likely to be in 
the best interest of their patients, says Fisher. For 
instance, if the ART center is rewarded finan-
cially by the creation of at least one gestational 
sac, or by a pregnancy culminating in at least one 
live birth, the ART physician may be tempted to 
implant more than one embryo. 

EXECUTIVE SUMMARY

"Risk-sharing" programs were developed because insur-
ance companies generally do not cover the high costs 
of artificial reproductive technology (ART). Some ethical 
concerns:
• There is a misperception that the sharing of risk is be-
tween the individual patient and the ART company.
• Physicians working in ART centers may experience 
conflict of interest.
• Patients are in a circumstance in which they are likely to 
hear only the benefits of the arrangement. 
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“The impact on parents of a ‘successful’ preg-
nancy of raising multiple damaged premature 
babies must be considered,” says Fisher. “A multi-
fetal pregnancy can harm the fetuses/neonates, the 
family, and the community which tries to support 
them.”

Women hoping to avoid the complications of 
prematurity due to implantation of multiple fetuses 
are allowed by some ART companies to pay addi-
tional fees for the implantation of just one embryo 
with each cycle.  

“These additional fees will cover the likely 
additional costs of the ART company in achiev-
ing a pregnancy ‘success,’” says Fisher. “This is 
an additional tiered-cost technique imposed by the 
ART company in order to assure that the company 
turns over a profit from each patient.”

Intense ovarian stimulation with higher doses 
and longer durations of medications may subject 
the patient to excessive and sometimes unneces-
sary risk, notes Fisher, but the greater numbers 
of oocytes produced will give ART centers more 
eggs to fertilize and implant into a patient with a 
greater likelihood of “success.” 

This is another potential conflict for ART 
physicians, says Fisher, as “these ‘successes’ will 
enhance their bottom line as well as their reputa-
tion and ability to attract future patients.” 

As “risk-sharing” ART programs have the 
potential for multiple conflicts of interest, says 
Fisher, “it is important that each program recog-
nize its particular risks, and that informed con-
sent, disclosure of potential risks and benefits, and 
counseling of potential patients are carried out 
thoroughly.”   
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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.  

1. Which is true regarding palliative care, according to 
Timothy E. Quill, MD? 

  A. The quality of palliative care is not routinely mea-
sured outside of the hospice community.

  B. There is no provision for concurrent care for pediat-
ric patients covered by Medicaid.

 C. The Affordable Care Act established palliative care 
as an essential health benefit that must be covered by 
all insurance plans. 

 D. Palliative care consults are an ethical imperative for 
every individual with severe illness.

2. Which is true regarding ethical concerns involving 
patients with limited English proficiency (LEP),  
according to Ellie Andres, MPH?

 A. Hospitals have no legal obligations to provide 
interpreters.

 B. It is generally appropriate for patients with LEP to 
use their own limited second language skills to com-
municate with their providers.

 C. When patients with LEP do not have access to 
bilingual providers or trained interpreters, care may 
be compromised. 

 D.  There is no evidence that patients who face lan-
guage barriers are likely to experience worse out-
comes than English-speaking patients.

3. Which is true regarding ethics of "risk-sharing" pro-
grams offered for artificial reproductive technology, 
according to Marilyn A. Fisher, MD, MS (Bioethics)?

 A. It is ethical for clinics to allow clients to believe 
that the “risk-sharing” is predominantly between the 
individual patient and the clinic .

 B. It is acceptable for clinics, in most cases, to profit 
from the rebate program.

 C. There is no potential for conflict of interest for phy-
sicians in this scenario.

 D. Each program must ensure that informed consent, 
disclosure, and counseling are carried out thoroughly.

AHC Media: For Four Decades: Winning More 
Awards for the Medical Education You Need.

Our leading titles include Emergency Medicine 
Reports, Hospital Infection Control & Prevention, 
Internal Medicine Alert, and many more, which 
offer continuing education and continuing medical 
education. Publications are offered both in print 
and online formats.

Please check us out online at www.ahcmedia.com 
or follow us on Twitter at @medethicsadv


