
Study: Patients, families often 
experience abandonment at end of life
Actions to mitigate those feelings are necessary

Feelings of abandonment on the part of patients and their care-
givers are not uncommon as they transition from treatment to
end-of-life care, according to a recent study completed by a team

at the University of Washington.
The findings were  published in the March 9, 2009, issue of the

Archives of Internal Medicine. 1

“What we found was that patients and families experience aban-
donment around the end-of-life care through the process of receiving
care from physicians,” says J. Randall Curtis, MD, MPH, a professor
of medicine in the Division of Pulmonary and Critical Care at the
University of Washington in Seattle and senior author of the study.

“Sometimes this abandonment occurred in the context of transfer-
ring patients to hospice, because of the way the hospice benefit has
been created in the U.S., he says. This oftentimes requires that physi-
cians basically turn their patients over to the care of someone else.
You know, hospice, by and large, does a fabulous job of providing
that care, but it often does mean losing that contact with the physi-
cians who have been caring for patients and families for quite a while.
So, patients can experience that as abandonment.”

While patients experience the sometimes sudden transitions in care
as abandonment, physicians, on the other hand, experience the sepa-
ration as “lack of closure,” Curtis says.

“They talk about this feeling of lack of closure, but we found that
physicians, as they talk about that, don’t really connect that to the
patient and family experience of abandonment,” Curtis says, noting
that this was one of the major findings of the paper.

That sense of lack of closure on the part of physicians, he says,
“ought to trigger physicians to act on that by trying to reach out to
patients and families and to reduce their sense of abandonment.”

It may take findings and published research like the University of
Washington study to inform clinicians that patients feel this sense of
abandonment, says Margaret L. Campbell, PhD, RN, FAAN, admin-
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istrative director, nursing administration, Detroit
(MI) Receiving Hospital. Campbell also is board
president for The Hospice and Palliative Nurses
Association, based in Pittsburgh, and an assistant
professor — research at the Center for Health
Research, College of Nursing, Wayne State
University.

“For some readers of that paper, it’s going to
be an ‘Ah-ha’ moment,” she says.

Campbell’s own palliative care practice is hos-
pital-based, and many of the patients she sees are
in the intensive care unit (ICU). She often sees
transitions in “goals of care” when the focus
shifts to palliative care. Her team takes over the
care of patients who may be transitioning from

the ICU.
“There have been observations — mostly from

families of these patients — that they feel aban-
doned by the team that they had been intensively
working with from the time of the patient’s
admission to the hospital until the transition to
palliative care, “ Campbell says. 

“Similarly, I’ve had critical care nurses express
a wish that, ‘Can’t we keep the patient here on
the intensive care unit, because we want to see
closure with this case. We want to follow this
patient and this family until the patient’s death.”

Not only does Campbell say that the observa-
tion of abandonment that the University of
Washington identified is “common,” also her col-
leagues in hospice care have identified that
they’re new to the patient, and that can create
challenges.

“They’re coming in at the eleventh hour, so to
speak, and patients have identified, ‘So, what
about my doctor that discharged me from the
hospital? Am I not going to see my home care
nurses anymore?’”

That is true, she says, because home care and
hospice nurses often are not provided within the
same agency. But there are ways to mitigate such
feelings, she says.

What patients feel at end of life

According to the paper, there are “two kinds of
continuity losses” felt by patients in end-of-life
care.  One kind of loss involves “losing access to
their physician’s medical expertise.”

“For example, one patient said, ‘I feel I need
more help now than I did . . . and by help I mean
I need to be able to depend on my doctor, and I
guess I want her to know that, “If I call you next
week, doctor, will you see me right away?”’

Another patient in the study expressed concern
that, when transitioning to hospice, “someone
else would take over who doesn’t have a lot of
history with [the dying] person  . . . I think that
one could feel relatively abandoned.”

The study points to a second kind of “conti-
nuity loss,” which is the loss of the patient-
physician relationship itself, seen as separate
from the provision of medical care alone by the
physician.

One patient expressed the thought that he
knew there wasn’t anything the physician could
do for him at that point, “And I realize that, but
they can hold my hand, so to speak, to the very
end.”
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The paper also indicates that a nurse remem-
bered how the fear of abandonment was
expressed as “desperation,” with the patient ask-
ing at the time of an unexpected hospital admis-
sion, “Will you go with me? Will you come out
and see me?”

Families also expressed a sense of abandon-
ment, according to the paper. 

One family member was quoted as saying,
“The way they presented it  . . . they’re just here
to make you comfortable until you die. But you
can’t seek your regular treatment from your doc-
tor. Your doctor is out of it. And that’s not what
we want.”

Physicians’ perspective on saying goodbye

Although physicians did not connect their own
sense of lack of closure to possible feelings of
abandonment on the part of patients and families,
they were, according to the paper, “conscious of
the possibility that patients would feel aban-
doned, ” according to the article. 

“One physician described his approach to
explicitly address abandonment: ‘And what we
need to do, now, is refocus our efforts and treat
your symptoms. That doesn’t mean we’re going
to abandon you.’”

However, the paper indicates that after a
patient’s death, “physicians were sometimes
unaware that family members experienced this
lack of closure as abandonment.”

One physician in the paper cited time and
logistical constraints to contacting patients after
they were no longer actively caring for a patient
in hospice. That physician commented that
“There are only so many hours in the day, and I
have, probably, at any one time, 10 to 20 patients
on hospice. And if I started calling them up, there
would be this problem and that problem  . . . and
quite frankly, it’s care that’s not reimbursed.”

Another physician was asked if he said good-
bye to patients, and he indicated that he did, and
that sometimes he cried, although he said, “But I
try not to. It’s too disruptive to my day  . . . I
sometimes am afraid that I’m going to break
down, so I tend to gloss over it.” 

What caregivers can do to mitigate abandonment

In addition to issues of lack of closure for
physicians and feelings of abandonment by
patients and families, Cynda Hylton Rushton,
PhD, RN, FAAN, says there also are typically

“issues around emotional and spiritual
abandonment, and fears around loss of 
relationships.”

While that relates to issues of continuity of care
and closure, she says, “I think that’s a very
important aspect of the sense of abandonment
[that is] around the quality of the relationship
and the level of engagement in the relationship.”

“What may be happening here [is] some
sense of unmet needs in terms of that relation-
ship,” Rushton notes. “And I think it’s an area
we haven’t really explored very fully [regard-
ing] what patients’ and families’ expectations
are around their relationships with health care
professionals.”

But there are actions that caregivers can take
to either prevent or mitigate those feelings of
abandonment by patients and families — as
well as for institutions to take to help alleviate
health care providers’ lack of closure and to
help them address any other feelings that may
surround the patient-provider relationship.

“I think one of the things that seems fairly
simple, but is actually complicated, is changing
our language around how we talk about those
transitions in treatment, so that the language of,
‘There’s nothing more we can do’ — we extin-
guish that from our conversations,” Rushton
suggests. “That, in and of itself, can often be a
statement that is received as abandonment.”

Rather than reinforcing connection at that
time, it reinforces abandonment. She also sug-
gests that this is a statement that is not accurate.
The reason is that even though a patient may no
longer be receiving treatment that is “disease-
directed,” there is “still an incredible amount of
care and caring that we can provide for them in
terms of emotional and spiritual support [and]
advance planning.”

Both Rushton and the paper’s senior author,
Curtis, suggest that an increased focus on inter-
disciplinary communication and approach
toward the patient could be helpful. For example,
the responsibility for reaching out may not only
be the physician’s duty, but the duty of other
members of the health care provider team, “who
are, in a way, agents of the entire group to reach
out to families.”

Curtis tells Medical Ethics Advisor, “I think
there are tremendous opportunities to improve
communication with patients and families, and
one way to do that is by having better interdis-
ciplinary communication and collaboration.

“I think a lot of times, unfortunately, the way
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we practice now is that nurses often feel like
they have to stay away from these delicate top-
ics, because they don’t know exactly what the
doctors have said to the patients and families —
and they don’t want to step on any toes, or say
something that isn’t supportive of what the doc-
tors have said.”  

The fragmented nature of the health care sys-
tem is also a factor in that it doesn’t always do a
good job of insuring continuity of care between
different settings of care, Curtis says. He says
we now have intensivists in the ICU, hospital-
ists in the hospital, outpatient doctors in outpa-
tient centers, and hospice physicians.

“There’s a reason we developed that way,
because these are all such highly specialized
fields, but what it does is it leads people to feel
abandoned each time they go from one setting
to another setting,” Curtis says. “And I think
we need to find ways to ensure continuity of
care across [multiple] settings.”

Reference

1. Back, Anthony L. et al, “Abandonment at the End of
Life From Patient, Caregiver, Nurse, and Physician
Perspectives.” Arch Intern Med 169; 5 pp. 474-479. ■

Boutique practices 
remain controversial 
Some say they fill a need

Boutique; concierge; retainer. These are all
words used to describe physician practices

that charge patients an annual fee for access. And
while there don’t appear to be firm numbers on
such practices, some say they are meeting an
important need in a broken health care system.

According to Felicia Cohn, PhD, director of
medical ethics at the University of California,
Irvine, School of Medicine, the “harsh reality” of
today’s health care system is that “there’s a finite
amount of resources.” 

Why?
“Because there’s just no answer — it’s so hard,

and everyone is so frustrated by it, and it’s even
affected the way that physicians practice
medicine,” she says.

Indeed, she says, these new physician practices
present “a huge ethical issue, especially for physi-
cians who’ve already been in practice, who are
now going to leave this practice and essentially
abandon some of their patients — who say to
their patients, ‘I’m moving to this type of prac-
tice, so you have the choice of either finding a dif-
ferent physician or paying me this retainer.”

Retainer vs. public access

Carol Taylor, PhD, MSN, director, Center for
Clinical Bioethics at Georgetown University in
Washington, DC, compares the provision of
health care to the public education system. While
most people accept the fact that not every hopeful
and qualified student can afford to go to an Ivy
League school, she says we tend to accept that as
reality in the United States, because there is still
public access to education.

“I have incredible sympathy for physicians
who want to be able to spend enough time with
their patients to practice good medicine, and I
know there are some people who have chosen
boutique medicine for that reason,” Taylor says.
“On the other hand, until everybody has access to
good, quality care, what these boutique [prac-
tices] are doing is oftentimes siphoning off, if you
will, the best patients.”

And the so-called “best” patients are “those
who don’t have multiple complications; those
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who are motivated to pay; [and] those who are
sufficiently health-motivated to spend that much
money.”

Taylor notes that she has heard first-hand from
patients who were not accepted into boutique
practices, not because of an ability to pay, but due
to their health co-morbidities.

That, in turn, “further diminishes the resources
that are available for everybody else,” Taylor
says.

Taylor says anecdotally, she has heard of many
physicians choosing to transition to this type of
practice.

“I think it’s increasing, because physicians are
increasingly frustrated with the reimbursement
strategies, and they need to employ people who
know what all the payers will pay, and to bill
accordingly — the hassle of running an office,”
she notes.

Taylor says she also thinks there are “two types
of people going into boutique medicine,” which
includes those physicians who “really value the
bond they have with patients.”

“There are some who are going in because you
can increase profit and decrease hassle,” she says.

Still, she notes that “until everybody has
access,” it’s troubling to see the level of resources
that are being steered to these types of practices.

What family practitioners say

Lori J. Heim, MD, FAAFP, who is president-
elect of the American Academy of Family
Physicians (AAFP) in Leawood, KS, says that her
organization also does not “track” the number of
retainer practices, but it is something AAFP is
likely to begin monitoring.

Heim says such practices are “meeting a need
of patients in certain markets, so I would think it
is probably not something that was just a flash.”
The emergence of boutique practices, she says, is
“indicative of a [problem] with our medical 
system.”

As to whether such practices are good or bad
for medicine, Heim tells Medical Ethics Advisor, “It
is not something I would say is an up or down. It
works for certain types of physicians, and it
works for certain patients.”

She also notes that there are critics of retainer
practices and that “ there are certainly issues sur-
rounding [them] that one has to review care-
fully.” For example, the American Medical
Association in Chicago has official policy on
retainer practices, developed in 2003.

“[The AAFP is] not in a position to judge peo-
ple who set up a practice like this,” Heim says.
“When you talk to physicians in a practice like
this, and their patients who are involved, they are
very satisfied with their practice, and the patients
are very satisfied with the way the care is set up.”

Heim notes that one “ethical dilemma people
cite” with such practices is that this is a “have vs.
have-not” dilemma.

“And while I think that that is absolutely true,
again, it’s simply a way of stating what we already
have,” she says. “If you have insurance, I can
assure you, your care is very different than if you
are uninsured or underinsured in this country.

She points to a U.S. health care system where
disparities in care exist and where there are dis-
parities in outcomes by both race and gender.

The fact that there are retainer practices in the
United States is not the problem.

“As it relates to retainer practices, I think that
it’s true that we overestimate their importance
and underestimate the need we have for system-
atic reform,” Heim says.  ■

Q&A on brain death with
John D. Banja, PhD

[Editor’s note: Dr. Banja is a Professor in the
Department of Rehabilitation Medicine;  a Medical
Ethicist at the Center for Ethics; and the Director of
the Section on Ethics in Research at Emory University
in Atlanta. E-mail: jbanja@emory.edu.]

Q: You’ve said about language — “Reality is
internal to language.” — and that language
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sort of gives shape to the activity.

A: If you walked around Atlanta and went up
to people and said, “Do you know that real-

ity is internal to language?” they’d probably look
at you like you just escaped from an asylum. But
if you get the idea of how important words are,
you start seeing why definitions are just so incredi-
bly important and how they shape behavior. 

Definitions control our understanding — like is
waterboarding torture or not? Well, what is tor-
ture? Is capital punishment cruel and unusual?
Well, how do you define “cruel and unusual”?
You can see why those definitions are handed
down by very authoritative groups, like legisla-
tures, or courts. 

Q: And those definitions vary from culture to
culture, too.

A: They do. In most of Europe, capital punish-
ment is cruel and unusual. It’s not allowed.

By the way, we suspended capital punishment in
the United States in the early 1970s but resumed
it in 1977. And someday, perhaps in the case of
abortion, it will be the Supreme Court that might
change its current opinion as to when a fetus
becomes a “person.” 

Q: So much seems to come back to abortion,
stem cells….

A: Right. Because the Supreme Court in 1973
defined viability as the moment that a fetus

becomes constitutionally protected, or has moral
status-in other words, has to be protected. So, a
future Supreme Court might overturn that defini-
tion in favor of a different one for conferring
moral status. They might decide that the moment
of conception is when an embryo becomes pro-
tected.

For some people, the person in the persistent
vegetative state — and it’s difficult to know how
you want to say this — will “lose moral status.”
So, does that mean they’re dead or not? Not nec-
essarily, but it can mean, for example, that they
can no longer make claims on society. If they do
lose moral status, if that is the way you want to
define it, then they can no longer make the same
claims on society that you and I can.

There are some ethicists who would say that
just the permanent loss of consciousness could be
enough to qualify a person as dead.  And then, of
course, there’s the brain death criteria. And so
now, in contrast to the persistent vegetative state
where the brain stem is usually somewhat pre-
served, the whole brain is involved in brain
death, and that’s the law of the land in our 50
states and the District of Columbia — and that is

recognized as death.
But then there are the folks who believe that if

you have biological functioning below your neck,
such as occurs with people who are deemed brain
dead, that’s enough to say that these people are
alive.

So, it varies from moral sensibility to moral
sensibility. Let’s come back, though, to the two
definitions of death. The traditional one, which is
the cessation of respiration and circulation, seems
rather inarguable. Most reasonable people would
say, yes, if you’ve stopped breathing and your
heart has stopped beating and there’s no way we
can start them back up again, well, this person is
dead. And that’s the historical, traditional, and
customary understanding of death.

But now we’ve got the brain death criteria,
which look at that functioning of the whole brain.
What they’re saying is it doesn’t matter that you
have biological functioning going down below
your shoulders. If that entire brain has ceased
active functioning — of the entire brain — you’re
dead.

And of course, what complicates the situation
with people who are  brain dead is that they’re on
a ventilator, and therefore, the ventilator does
their breathing. And as long as it keeps doing that
— they can have a heartbeat, and therefore their
organs are perfused. So, their biological activity
will continue.

And also, let me say that if you took a brain
dead person off that ventilator, he or she would
stop breathing very quickly — within minutes —
maybe hours at the most.

Of course, once they stop breathing, then
within about 5 minutes all of that biological activ-
ity going on in their body would stop too. Then
they would inarguably be dead. So, with that
brain-dead person, everything depends on that
ventilator for him or her.

Q: How would you address brain death in the
Motl Brody case [in Washington, DC] (For

story, see the January 2009 issue of Medical Ethics
Advisor, page 4) You and I discussed this case,
and I spoke to the head of an ethics committee at
one hospital where they generally try to address
the patient within their religious tradition and
their religious beliefs.

A: I have heard of at least one hospital actually
sending a brain-dead patient home at the

insistence of the family. They kind of fashioned a
makeshift ICU in the individual’s home. And I’ve
heard of that patient, who’d been diagnosed as
brain dead, living for a couple of weeks. 
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Q: What are the challenges to brain death
determinations? 

A: The biggest challenge is this idea that the
brain death criteria don’t satisfy the brain

death definition. So, think of all the criteria as the
ones that are established by all the various neuro-
logical tests, where the neurologist will shine a
light into the patient’s pupil, but they don’t
move. Reflex tests, where they’ll get a pencil or
some object and they’ll push it between your
knuckles and see if you have any tendency to
withdraw or flex your hands.

They’ll squirt ice water into your ear canal and
see if your eyes deviate toward the ear where
they ice water is squirted into.

But the thing is that a patient can fit all of these
tests — all of these neurological tests — but he or
she might still have pockets of electrical activity
in his or her brain. So, therefore, the definition
which says all your brain has to be dead — no
activity going on in [the brain] at all — is really
not met even if the individual satisfies the 
criteria.

So there’s a flaw between the criteria and the
definition.

Q: So, what needs to happen? What needs to
change?

A: One thing you could do is to change the
definition [of brain death]. You could say

that brain death will be denoted by the cessa-
tion of all significant brain activity, with the
exception of pockets of electrical activity that
really do not contribute to any significant
human functioning. 

Of course, you’re essentially asking a question
that a court or a legislature or a medical society
would convene its best minds around.  So, one
thing is to change the definition. Another thing is
to improve the tests, such that the tests really do
deliver on the definition [that is] if you pass all of
the tests, there won’t be any pockets of electrical
activity. 

You know, another idea, I think, is to simply
say that a person who meets all the brain death
tests is dead. And forget about the definition —
that it’s got to be the cessation of functioning of
the entire brain, and just simply say — the indi-
vidual who meets all of these test criteria will
for all legal purposes be considered to be
deceased.

Q: Why haven’t these questions been
resolved in the last — what, 30+ year since

the advent of ventilators and other technology
that allows physicians to prolong life? Why

haven’t these questions worked themselves out
after 30 years? 

A: That’s a good question. People have been
discussing all this for the last 10 years at

least.  So, your question is very well taken,
because we know the criteria don’t satisfy the
definition very well. How come we haven’t
looked into it or done anything about it?

I would think that the first reason why is
because we want to continue our organ trans-
plant programs in the United States. And because
of that — and I think because we have this moral
intuition that a person who meets all the brain
death criteria — this sounds horrible, but —
they’re as “good as dead.” I mean, they are on
that cusp, or that penumbra, between life and
death, and we know…they’re not going to
recover any kind of human functioning.

All we are doing is maintaining this biologi-
cal activity in their bodies by keeping them on a
ventilator. So, all of our intuitions, our sensibili-
ties — for most people — really incline toward
saying this is unreasonable keeping this indi-
vidual alive on a ventilator. He or she is as good
as dead.

They are a living corpse, and the reasonable
thing to do — the clinically reasonable, the eco-
nomically reasonable, even the morally reason-
able thing to do — would be to take them off this
ventilator. . .  If they meet the brain death criteria,
what the doctor will do is pronounce them dead,
and then take them off the ventilator.

So, I think it’s really our interest in maintain-
ing organ transplant programs — and also our
interest in keeping the ICU beds populated by
folks who  “reasonably” need them. And I think
we believe that people who are brain dead do
not have a reasonable need for this kind of allo-
cation of intensive care services.

Q: I believe we’ve talked about that before, i.e.,
the allocation of resources to those who most

need it.

A: That’s right; however, be very careful 
with that one because I have known of situ-

ations wherein that justification was brought up
— that there are other people who could make
better use of these health care resources, and 
the family exploded because to them, that
claim, “There are others who can make better
use of these resources” sounds like blatant 
discrimination.

[Dr. Banja presented an audio conference for AHC
Media LLC on April 7, 2009, on the topic: “Are Brain
Dead Patients Really Dead?”]  ■
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Psychiatric advance
directives: Pros and cons
Patients and providers tend to avoid them

While psychiatric advance directives are not
new in concept, patients tend not to take

advantage of these tools.
Psychiatric advance directives are intended to

be developed by patients with behavioral health
disorders or diseases prior to a potential neces-
sary hospitalization, in which it could be possible
for that patient to be declared incompetent to
make his or her own treatment decisions.

“In psychiatry, the idea that someone might be
incompetent at one point in time, but they make
decisions about how they would like to be treated
and who they would like to be involved, and all
that at a point prior to [hospitalization] — when
they are viewed as competent,” says Mark
Salzer, PhD, associate professor and director,
UPENN Collaborative on Community Integration
of Individuals with Psychiatric Disabilities at the
University of Pennsylvania in Philadelphia.

And while the concept is not new for psychi-
atric advance directives, the laws pertaining to
them are new in certain states, Salzer says. 

By completing a psychiatric advance directive,
patients can determine in advance such things as
what doctors they want to treat them, and which
they don’t; what medications they want to be
placed on, and those they don’t wish to be given;
and who they want to be informed of their hospi-
talization — such as friends and family members
— and those they don’t.

Patients also can stipulate which hospitals they
will be admitted to,  and again, those they don’t.

“Part of my work . . . is in the area of commu-
nity integration for people with psychiatric dis-
abilities, and part of my work is promoting
self-determination and patient rights as much as
possible — ensuring that people’s rights aren’t
violated, to see that they have opportunities to
make decisions that affect their lives, as much as
possible,” Salzer tells Medical Ethics Advisor.
“Psychiatric advance directives are actually a nice
tool — a nice way for patients to express their
rights to make decisions about their treatment.

Salzer appreciates such directives both from an
“empowerment standpoint” and also “from a cri-
sis planning perspective” by allowing patients to
choose in advance of a crisis what health deci-

sions and issues are important to them.
“For some individuals who are hospitalized fre-

quently, that can be helpful therapeutically,” he
says.

Challenges for psychiatric directives

While the benefits are many, there also are
problems with psychiatric advance directives
from both a patient and provider perspective,
according to Salzer.

From the patient perspective, they often are
wary of the fact that such directives carry the
weight of law, he says.

“Some people don’t want to do a psychiatric
advance directive, partly because — or I think
primarily because — they fear these are actually
legal documents, and they fear that if they
express certain desires in this legal document,
that at a later point in time, when they are hospi-
talized, they will be held to those decisions that
they might have made six months earlier, or a
year earlier, or whatever,” Salzer says.

While such directives are legally binding, a
thorny issues exists regarding whether a patient
has a right to change his or her mind and refuse
the treatment that he or she earlier laid out in an
advance directive.

From the provider side, Salzer says a “huge
issue” for psychiatrists who treat such patients is
that they fear the dictates contained in an
advance directive will affect their own decision-
making regarding the patient’s care.

“They’re concerned that this document will tie
their hands in a way that might force them to
make medical decisions — clinical decisions —
that they don’t agree with [and] that they think
aren’t in the patient’s best interest,” Salzer says.

Due to this fear, providers “don’t seem to be
promoting them” to patients, he says.

And even when a physician does offer the
opportunity to the patient, patients often refuse.

Logistical challenges exist, as well

If a patient does exercise his or her right to cre-
ate a psychiatric advance directive, the question
becomes — how does this directive get into the
appropriate health care providers’ hands?

“There isn’t currently a good system for dis-
seminating and getting these documents to the
right place and the right time,” Salzer notes.

Theoretically, he says, advance directives could
be placed in a person’s file with their insurer, if
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they had private insurance, for example. When
the hospital calls the insurer to secure authoriza-
tion to admit the patient, the insurer could then
— ideally — advise the hospital that the patient
had an advance directive on file and send that to
the hospital.

But for patients on Medicaid, the process may
not work at all, or might be very different,
because such as system “hasn’t been put in place
very well,” Salzer says.  ■

Practices in ethics 
consults at OHSU

[Editor’s note: This is Part 2 of an article that
appeared in the April 1, 2009, issue of Medical Ethics
Advisor.]

When asked how many ethics consults her
team performs annually, or assists in

statewide, Susan Tolle, MD, director of the
Center for Ethics in Health Care at the Oregon
Health & Science University in Portland, explains
her team’s mission, as well.

“You know, our goal isn’t to get as many con-
sults as possible, it’s to be useful on the most dif-
ficult ones,” Tolle tells Medical Ethics Advisor.

As Oregon’s lead academic health center, her
team holds conferences at smaller hospitals “on a
regular basis,” she says. “And when we do, we
give our policies; we explain their use. Often,
they have an active case, but that isn’t the reason
we were there.”

Often, sharing OHSU’s already-determined pol-
icy helps those hospitals, because that may address
that hospital’s particular current case or situation.

“Many of [these consults] are more of ‘Here’s the
policy you need to solve your problem, because
your problem fits into this situation,’” she says.

“And we [smaller hospitals] build the tools to
solve it, rather than solving it for you, so that you
can continue on.”

It’s all part of the educational role performed by
OHSU in Oregon — “continuous training” and “a
lot of teaching them to problem-solve with things
that are clearly going to be recurrent,” Tolle says.

Ethics partners with palliative care

Since the ethics consult service was formed, the
ethics team has begun partnering with its pallia-
tive care team, which may be involved in family
conferences or “decision-making about goals of
care” that the ethics team on its own might have
determined in the past.

“The partnering began in about ‘95 and has
gotten stronger and stronger, as our palliative
care team has grown,” Tolle says.

The palliative care team conducts about 400-
500 consults a year. That team, for example,
might deal with cases OHSU’s Level I trauma
center sometimes sees, such as traumatic head
injuries, where goals of care discussions might
take place over an extended time.

While the palliative care team and partnership
with ethics has grown, so have the ethics team’s
policy writing and education activities.

“That’s a given that if you are the state’s aca-
demic health center, you had better have a pretty
robust — both policy side and writing of policies
— that solve some of these problems, so you
don’t keep running into them,” Tolle says. “And
that you educate about your policies, both within
your institution and beyond if you’re the lead
institution for much of your state.”

The ethics consults/cases that the ethics team
sees are those with greater complexity.

“The easy consults that we used to get — you
know, everybody’s in agreement on withdrawal
of life support, and we say, ‘Yes, this is fine and
legal and appropriate’ — we don’t get those any-
more,” she explains.

The message from this, she explains, is that
“we have taught people how to do the ones that
are less conflicted; their skill set has grown. They
don’t need us for the easy ones; they know how
to do them, and so that is, I think, a good thing
and a good use of resources and talent.”

Logistics of ethics consults

When approaching the ethics consult, Tolle’s
team typically tries to have two members of dif-
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ferent disciplines respond initially — for exam-
ple, a physician and a nurse, or a social worker
and a nurse. And “bedside consult” doesn’t nec-
essarily mean that conversations about a patient’s
care occur literally in the patient’s room. Fact-
finding occurs in a variety of ways.

“We try to be sure that we get more than one
perspective, and it is particularly helpful if there
is a conflict between the health care team and the
family,” she says.

And while that does not occur frequently and
is not a majority of their cases, it does occur, she
says. One scenario might be that the team thinks
that life support should be stopped, “and the
family is hoping for a miracle,” she notes.

“Then, you want multiple disciplines to be
able to spend time with the family, spend time
with the team, and if there’s a conflict within
the team — the nurses and physicians are not in
agreement — then having multiple disciplines
on your ethics consult team is even more valu-
able,” Tolle says.

Regardless of any given scenario, the goal is
always to build consensus among all parties.

“That is absolutely the goal . . . and there may
be documents that help you build consensus, if
the patient has previously executed an advance
directive, or in Oregon and many other states, if
they previously had a POLST form that specifi-
cally spells out some of their wishes,” she 
says. ■

Study: End-of-life care
discussions reduce costs 

Astudy published in the March 9, 2009, issue
of Archives of Internal Medicine, which

revealed that patients with advanced cancer who
reported talking to their physicians about their
end-of-life care wishes had significantly lower
health care costs in the last week of life.

“Discussions about care at the end of life
result in a higher quality of life for patients —

and cost the health care systeml less money. That
is something that hospice and palliative care
providers have long known,” said J. Donald
Schumacher, president and CEO of the National
Hospice and Palliative Care Organization in
Alexandria, VA, in a news release.

The NHPCO points out in the release that a
2007 study conducted at Duke University found
hospice saves Medicare about $2,300 per benefi-
ciary that receives hospice care.  ■

TJC to continue as 
hospice deeming authority

The Joint Commission reported in early April
that the Centers for Medicare & Medicaid

Services (CMS) has renewed its deeming author-
ity for hospice organizations for the maximum
six-year term allowed.

The six-year designation means that hospice
organizations accredited by The Joint Commission
will be “deemed” as meeting Medicare and
Medicaid certification requirements and are eligi-
ble for Medicare reimbursement.

CMS found that The Joint Commission’s stan-
dards for hospice “meet or exceed” those estab-
lished for Medicare and Medicaid programs.

“The Joint Commission is pleased to once
again receive this recognition of its national
standards for the accreditation of hospice pro-
grams,” according to Margherita Labson, RN,
associated director, Home Care Accreditation
Program, The Joint Commission. “This public-
private partnership between CMS and The Joint
Commission is a commitment to the quality of
hospice services for terminally ill patients and
their families.”

The final notice announcing the continued
recognition was published in the Federal Register
on March 27. The Joint Commission has been
granted deeming authority for hospice since
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1999.
Established in 1988, The Joint Commission’s

Home Care Accreditation Program accredits more
than 4,000 organizations that offer a variety of
services in a patient’s or client’s home, according
to the commission.  ■

Article suggests ownership
of EMRs must be addressed

Most people involved in health care know by
now that the American Recovery and

Reinvestment Act of 2009 creates significant
funding for electronic medical information.

However, legal uncertainty about who owns
the information “presents a major obstacle to
integrating and using” it to improve public health
and health care, according to a national commen-
tary co-authored by a Wake Forest University and
a Duke University faculty member.

The commentary appears in the March 25,
2009, issue of the Journal of the American Medical
Association (JAMA). 

“This impending legal issue must be addressed
very soon if we are to both protect patients’ inter-

ests in their medical information and ensure that
new information systems are put to their best
uses,” said Mark A. Hall, JD, professor of law
and public health sciences at Wake Forest
University and co-author of the commentary.  ■

May 2009 / MEDICAL ETHICS ADVISOR ® 59

■ Advantages of the POLST
form

■ Part II: Q&A on brain
death with John D. Banja,
PhD

■ The ethics of the right to
refuse treatment

■ Neuroimaging — the
good, the bad

COMING IN FUTURE MONTHS

CME instructions

Physicians participate in this continuing medical
education program by reading the issue, using

the provided references for further research, and
studying the questions at the end of the issue.
Participants should select what they believe to be
the correct answers, then refer to the list of correct
answers to test their knowledge. 

To clarify confusion surrounding any questions
answered incorrectly, please consult the source
material. After completing this activity with the June
issue, you must complete the evaluation form pro-
vided and return it in the reply envelope provided to
receive a credit letter. When your evaluation is
received, a credit letter will be mailed to you.  ■

CME objectives

After reading each issue of Medical Ethics
Advisor, you will be able to do the following:

• discuss new information about hospital-based
approaches to bioethical issues and develop-
ments in the regulatory arena that apply to the
hospital ethics committee;

• stay abreast of developments in bioethics and
their implications on patient care, risk manage-
ment, and liability;

• learn how bioethical issues specifically affect
physicians, patients, and patients’ families. ■

BINDERS AVAILABLE

MEDICAL ETHICS ADVISOR has sturdy plastic
binders available if you would like to store back issues of
the newsletters. To request a binder,
please e-mail binders@ahc
media.com. Please be sure to include
the name of the newsletter, the subscriber
number, and your full address. 

If you need copies of past issues or prefer
on-line, searchable access to past issues, go to www.ahc
media.com/online.html.

If you have questions or a problem, please call a cus-
tomer service representative at (800) 688-2421.
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CCMMEE  QQuueessttiioonnss

16. According to a study at the University of
Washington in Seattle on end-of-life care,
patients are often likely to feel a sense of
abandonment when transitioned beyond 
disease-directed care.
A. True 
B. False

17. What were some of the reasons given by
physicians in the University of Washington
study on end-of-life care as to why they don’t
say goodbye to patients more often?

A. Fear of losing emotional control
B. Time constraints
C. Dislike of a patient’s family
D. A and B. 

18. Psychiatric advance directives are widely pro-
moted by psychiatrists and other physicians
for their patients with psychiatric disabilites.
A. True.
B. False. 

19. How many disciplines does the Oregon
Health and Sciences University ethics team
strive to have included in initial response to
request for ethics consults.
A. Four
B. Five
C. Six
D. Two 

Answers: 16. A; 17. D; 18. B; 19. D. 
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