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ABSTRACT

PURPOSE \We wanted to explore factors that influence Dutch and US physician
treatment decisions when nursing home patients with dementia become acutely
ill with pneumonia.

METHODS Using a qualitative semistructured interview study design, we col-
lected data from 12 physicians in the Netherlands and 12 physicians in North
Carolina who care for nursing home patients. Our main outcome measures were
perceptions of influential factors that determine physician treatment decisions
regarding care of demented patients who develop pneumonia.

RESULTS Several themes emerged from the study. First, physicians viewed their
patient care roles differently. Dutch physicians assumed active, primary respon-
sibility for treatment decisions, whereas US physicians were more passive and
deferential to family preferences, even in cases when they considered families’
wishes for care as inappropriate. These family wishes were a second theme. US
physicians reported a perceived sense of threat from families as influencing the
decision to treat more aggressively, whereas Dutch physicians revealed a pre-
disposition to treat based on what they perceived was in the best interest of the
patient. The third theme was the process of decision making whereby Dutch phy-
sicians based decisions on an intimate knowledge of the patient, and American
physicians reported limited knowledge of their nursing home patients as a result
of lack of contact time.

CONCLUSION Physician-perceived care roles regarding treatment decisions are
influenced by contextual differences in physician training and health care deliv-
ery in the United States and the Netherlands. These results are relevant to the
debate about optimal care for patients with poor quality of life who lack deci-
sion-making capacity.

Ann Fam Med 2006;4:221-227. DOI: 10.1370/afm.536.

INTRODUCTION

ementia—a progressive illness of cognitive, functional, and physi-
cal deterioration—is a major cause of morbidity and mortality.'
The sequelae of advanced dementia frequently lead to pneumonia,
which can be a terminal event in long-term care settings.>® The develop-
ment of pneumonia in elderly patients with dementia often raises multiple
ethical and clinical issues for physicians, and there is wide variation in the
care of these patients across cultures. For example, in Dutch long-term
care settings, demented residents who develop pneumonia are rarely hos-
pitalized but are treated empirically and symptomatically within the nurs-
ing home.* In the United States, however, many patients acquiring pneu-
monia in long-term care facilities are transferred to acute-care hospitals.’”
Often the result is aggressive care involving use of diagnostic interven-
tions, intravenous antibiotics, and rehydration therapy”® despite evidence
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that treatment in a hospital rather than the nursing
home does not improve outcomes, such as mortality®'°
The wide variation between US and Dutch
approaches to this care has been attributed to con-
textual differences on 2 levels: the system of orga-
nizing nursing home care, and the legal and social
understanding of end-of-life decision making.® These
contextual differences are frequently embedded in
both professional and family values regarding end-of-
life decision making. A qualitative study of US family
members of nursing home residents with dementia, for
example, found families had painful emotional needs
that dominated decision making.'" In both cultures,
however, physicians are still ultimately responsible and
accountable for this care, because a physician's order is
necessary for initiating and coordinating care between
acute-care hospitals and long-term care. To understand
the variation in this care further, we conducted an
exploratory study to determine which factors Dutch
and US physicians perceive as important in their treat-
ment decisions regarding nursing home patients with
dementia who become acutely ill with pneumonia.

METHODS

We used a qualitative research design with semistruc-
tured interviews conducted by the principal investiga-
tor (MRH). Purposeful sampling in the United States
and the Netherlands identified 2 sets of physicians who
care for nursing home patients. In both countries, we
sought physicians who represented a wide range of
clinical experience, worked in both rural and urban set-
tings, and varied in their care approaches at the end of
life. We anticipated that 12 physicians in each country
would be sufficient to reach a threshold level of data
saturation. An interview guide (Supplemental Appen-

dix 1, available at http:/www.annfammed.org/cgi/
%“; content/full/4/3/221/DC1) was used to direct explo-

ration of factors that potentially influence medical
decision making, as well as physicians’ thoughts and
experiences in this area of clinical care. Participants
were asked to describe and reflect on 2 actual cases of
pneumonia in nursing home patients with dementia:
one in which a curative or aggressive approach was
undertaken, and one in which a palliative or comfort
care approach was chosen.

The interviews were conducted in English, tape
recorded, professionally transcribed, and checked for
accuracy by the principal investigator, who is a family
physician. Initial coding was performed by the principal
(MRH) and coinvestigator (TPD), and the interviews
were read to identify emerging patterns using edit-
ing analysis in which meaningful segments of text are
coded to construct and interpret common themes.'

Concurrent independent analyses were performed by
an American anthropologist with expertise in quali-
tative research (GRG) and a Dutch epidemiologist
experienced in Dutch physician decision making and
nursing home care (JTS). All investigators subsequently
met and iteratively reviewed the codes and categories
to reach consensus. Themes were compared within and
across interviews, as well as within and across cultures.
All data were analyzed using qualitative research soft-
ware (QSR N6)."® The study was approved by the Uni-
versity of North Carolina Committee on the Protection
of the Rights of Human Subjects.

RESULTS

Our participants all cared for patients with dementia
who resided in nursing homes. The US physicians
were board-certified in their specialty, 8 in family
medicine and 4 in internal medicine, with 6 having
additional training in geriatrics. The average age was
46 years (range 35 to 57 years); 4 were women. The
Dutch physicians were trained in nursing home medi-
cine, which is a separate specialty in the Netherlands,
and had an average age of 44 years (range 33 to 60
years); 5 were women. Our analysis of the interviews
resulted in the identification of 3 domains or the-
matic areas influencing physician decision making for
demented nursing home patients who develop pneu-
monia. By the last few interviews, data saturation was
achieved, namely, no new themes or ideas emerged.

Physician Patient Care Role
The physician's patient care role was an implicit and
overt set of expectations and assumptions regarding the
physician's diagnostic strategies and provision of care. US
physicians described a passive knowledge of the patient
typified by a reliance on technology, a proxy assessment
by nursing home staff or emergency department physi-
cians, and discontinuity. These physicians reported often
not knowing their nursing home patients because of the
infrequency of visits or lack of time or opportunity to get
to know the patients and their families.

"My interactions with the family are hit or miss.
As doctors, we sneak in and we sneak out. The nurses
know them very well, but I don't have occasion to have
that much interaction with them” (US physician 5).

“If you haven't talked to the family as much as
you liked to, you might not be on the same page, and
sometimes it seems safer to send them [the patients] to
the ER and at least they get a good evaluation there
with good x-rays, and then maybe the discussions can
be made there” (US physician 6).

In contrast, Dutch physicians depicted a contextual
knowledge of the patient encompassing a relationship
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of continuity, personal and first-hand understanding,
and appreciation of the patient's quality of life and
functional status.

“What I try to do in each patient is to carefully
look at how he is, try to get an idea how he feels, how
he functions in the ward, how he relates still to other
people, how happy he or she is” (Dutch physician 10).

As a result of this knowledge, the Dutch physicians
reported they seldom use chest radiographs, blood
tests, or technology in their assessment; instead, they
rely on clinical signs and symptoms and their physi-
cal examination. This reliance on clinical acumen by
Dutch physicians was tied to a perceived duty to pro-
tect the patient from medical interventions.

“I feel very representative of medical society that
has offered so many things that it is my duty to bring
them out of the pace of the medical path we have
come along until now, and to bring them more to
human insight” (Dutch physician 12).

Although Dutch physicians highly value family
input, they saw their role as assuming responsibility for
the decision and were less willing to render care they
saw as inappropriate, even if it is against family wishes.

“Before | make the decision, | want to know how
the family thinks about the problem, or how the family
thinks mother or father would think about this prob-
lem. [ make it clear that they don't have to make the
decision. [ make the decisions. And I think they quite
often see that as a relief” (Dutch physician 7).

This sense of responsibility was linked to relieving
the patient's suffering and not engaging in practices
they saw as futile. Dutch physicians voiced a role as
the filter between family wishes and the treatment
decision, where family wishes were considered but the
physician’s decision ultimately prevailed.

“If I have the feeling that I'm not only prolonging
suffering but also making suffering worse, then I will
be very strong and say 'no” (Dutch physician 12).

In contrast, American physicians were more likely
to report their role as one that provided information to
the family in a passive and deferential fashion.

“If I had my druthers, [ suppose I would transport
very, very few patients out of the nursing home. But it's
really not my decision. I'm there as a medical provider,
and these decisions about how much care each indi-
vidual patient is going to receive is really made by the
family for these demented folks. I am there to provide
information” (US physician 9).

Family’s Patient Care Wishes

Family wishes, or the preferences regarding care, were
important in both cultures, but American physicians
were more deferential to the family, often citing the
possibility of threat from the family.

"It's not appropriate to send the patient to the hos-
pital to treat the pneumonia. But when push comes to
shove, if | advise not doing it—Iet the patient just die
in peace—and the family says, ‘No, we want them to
go to the hospital,’ they go to the hospital because |
don't want to be sued” (US physician 4).

Although a few Dutch physicians mentioned a con-
cern for disciplinary action that families could poten-
tially take against them, their inclination to do what
was best for the patient superseded those fears.

“She was very demented, could not drink or eat,
didn't know anything, and was not conscious. | didn't
want to transport her to the hospital anymore, and
despite what the family wanted, that was my decision.
That is a decision that you sometimes have to make, as
a doctor” (Dutch physician 3).

Process of Physician Treatment Decision
Physician treatment decisions resulted from a process
that included an interpretation of the patient's course
of illness, quality of life, functional status, and per-
ceived resuscitation preferences, followed by negotia-
tion with the family. American physicians described
the patient’s quality of life as often as Dutch physi-
cians; however, they were less likely to reflect upon it
in their decision making and more likely to acknowl-
edge the discomfort they felt arriving at decisions they
did not believe were appropriate:

“Many times I feel that instead of prolonging life,
which [ take very seriously, many times I feel like all
I'm doing is postponing death” (US physician 4).

American physicians tried to inform families of
their opinion regarding appropriate care but ultimately
were deferential, letting families direct the course of
care they wanted, despite the physician's preferences.

“You need to understand if we do go back to the
hospital, we're going to unleash a medical evaluation
apparatus that means multiple testing, and it's hard to
control that. | tell them I'm not sure this is the thing
that's best for your loved one. | try to go through it
and then [ usually defer” (US physician 11).

Although Dutch physicians kept family members
involved in the decision-making process and helped
families grieve and cope, their sense of responsibility
to the patient was primary. As a result, the process was
physician driven.

"I am used to really taking time and effort, really
trying to connect to the family member that is trying
to do his or her best for our patient ... by investing
time and really trying to connect with someone, really
telling what my viewpoint is. And in my experience that
almost every time leads to the fact that you all together
come to the right decision” (Dutch physician 6).

"It is a matter of trying to keep everyone satisfied,
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as though you are in a rocking boat and trying to
maneuver through the whole process, and everyone
at the end of the process has the feeling that that was
a nice piece of maneuvering and has a good feeling
about it" (Dutch physician 2).

In their process of decision making, Dutch physi-
cians reported placing a high value on patient quality of
life and used that information as a key determinant as to
whether a patient was treated aggressively. Dutch nurs-
ing home physicians often cited the ways in which they
acquired their close knowledge of patients and their
families, which was helpful when an acute illness arose.

“Because I look after patients during months usu-
ally, and during years often, | know them very well.
Not only the patients, but also the relatives. So when
there is a crisis, we have been through quite a bit
before we arrived at this point where we are going to
have this ultimate talk” (Dutch physician 4).

Although American physicians also acknowledged
that previous and ongoing care discussions would be
ideal, they often broached them only during an acute
illness.

“You'll improve the odds of not being inappropriately
aggressive if you talk with the family ahead of time. If
you wait until the patient is acutely ill and then ask them
to consider just letting the patient die peacefully, gener-
ally they can not think straight at that time and will opt
for the more aggressive treatment” (US physician 4).

Where Dutch physicians used quality-of-life assess-
ment, American physicians cited the patient's code
status as a major consideration in the process of mak-
ing treatment decisions, expressing frustration at the
obligation to transport patients from the nursing home
to the hospital if the patient did not have a “no code”
or "do not resuscitate” order.

“The 'full code’ ones are a little more difficult,
because we probably already failed them at some point
along the way in that they shouldn't be a full code, so
there's been a problem some place. Either the family
doesn't really understand, or | haven't really done an ade-
quate job of explaining the difference between code and
no code. But given that, if they're a full code and they're
obviously becoming sick and something acute is happen-
ing, then occasionally we can keep them, but frequently
we have to transport them out” (US physician 9).

In Dutch nursing homes, patients with dementia are
not candidates for resuscitation, which is considered
inappropriate and futile, and most Dutch physicians do
not even discuss the possibility with families.

“1 do not offer resuscitation when I talk to relatives or
to a patient, because I think it's a silly notion, when you
talk about demented patients. The outcome is a much
worse patient and the suffering will increase many fold.
So we don't offer that as an option” (Dutch physician 4).

There were differences within the 2 groups of physi-
cians, as well as similarities between the US and Dutch
physicians. US physicians also described cases for which
treatment was withheld, and Dutch physicians were
sometimes directive in recommending treatment.

“She was very demented and generally unhappy.
We can't cure her of dementia, and she is never going
to get better. We could have saved her to die again
in a few months or weeks. I look at it as the natural
progression of the disease, and feeding tubes and
antibiotics just are not appropriate. To me, helping
someone pass away in a comfortable way is rewarding
and you feel very protective. It is important to change
gears from helping them to live to helping them to die
nicely” (US physician 10).

“She was acutely ill with pneumonia. But she was,
before she became ill, in a quite good condition,
although the dementia was quite severe. [ didn't dis-
cuss it with the family. | told them she had pneumonia
and that she has to be treated. | think I treat everyone
unless there is a reason the treatment would not be
successful” (Dutch physician 7).

DISCUSSION

Although physicians in the United States and in the
Netherlands who care for demented elders in long-
term care settings work in different social and cultural
environments, both shared the belief that nonaggressive
care was sometimes appropriate when demented nurs-
ing home patients became ill with pneumonia. These
individual beliefs, however, were manifested differently
for US and Dutch physicians in their role perceptions,
in the process of their decision making, and in the way
they responded to the patients' family's wishes.

The discordance between individual beliefs and social
roles points to the importance of contextual elements
within the physicians’ environment. To account graphi-
cally for these influences on physician decision making,
we constructed conceptual models for US and Dutch
physicians (Figures 1 and 2). Both models embed 3 con-
textual elements—societal values and constraints, tech-
nological medical training and values, and the policies
and practices of the nursing home—as background fac-
tors that affect influences on physician decision making.

Figure 1 depicts contextual elements and influences
on US physician decision making. The dominant contex-
tual element in this model is technological medical train-
ing and values. American nursing homes are generally
staffed by physicians trained in internal medicine and
family medicine, where acute-care hospitals are primary
training sites, and emphasis is placed on technology and
diagnostics.''* The organization of nursing home care
in the United States further constrains and shapes the
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Figure 1. Conceptual model of influences on US physician
decision-making regarding care of demented nursing home
patients who develop pneumonia.
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Figure 2. Conceptual model of influences on Dutch physician
decision-making regarding care of demented nursing home
patients who develop pneumonia.
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physician’s role, as nursing home responsibilities are fre-
quently a small part of a physician's overall clinical prac-
tice, and busy physicians spend limited time there.'® In
our study, American physicians frequently mentioned the
lack of time for seeing patients at nursing homes, citing
the poor financial reimbursement they receive for such
work and their need to spend time at their primary site of
practice, which is usually an office or hospital setting.

The organization of nursing home
care also leads to a reduced sense of
physician responsibility and a system in
which medical decision making is often
deferred to others, such as the family
or hospital physicians. Larger societal
values, such as personal autonomy, and
constraints, such as litigation, play a part
as well. Compared with their Dutch
counterparts, US physicians perceived
more threat from the family, most likely
because they do not know the family
well, and perhaps because they also work
in a more uncertain legal and ethical cli-
mate.”” These contextual elements result
in American physicians seeing their roles
as more passive and neutral, diminishing
their influence in the treatment decision
and placing higher value on the per-
ceived wishes of the family, and resulting
in deferral to more-aggressive care along
the treatment spectrum (Figure 1).

For Dutch physicians, the societal
values and constraints include the wide
public discussion regarding end-of-life
care and the place of suffering in the
Netherlands.'”'® Physician training of
nursing home physicians, a second con-
textual element, places less emphasis on
technology than in the United States.
In the Netherlands, nursing home medi-
cine is a specialty for which physicians
are trained exclusively in nursing home
settings and then employed there as
their only site of practice.'” This orga-
nization of care provides the venue for
physicians to get to know their patients
and patients' families; discussions can be
facilitated and are more likely to occur,
even before an acute illness. Although
family input is important, Dutch physi-
cians are more active in directing the
family, embodying both societal and
medical values that expect them to
assume primary responsibility. As a
result of their attitude in acting in the

best interest of the patient, physician decision making
favors the less-aggressive end of the treatment spectrum
in our model (Figure 2). We included antibiotics for pal-
liation in the model, however, as antibiotic treatment is
a practice of Dutch physicians,* even though evidence
of the palliative effects of antibiotics is lacking.?°

We triangulated our conceptual models with the per-
spective of society and the family, both of which play an
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important role in our model. Triangulation uses multiple
data sources to support and enhance the understanding
of the phenomenon under study.??? To begin, standards
of care, although they are advanced by the health care
profession, ultimately require the endorsement of soci-
ety.?* Our model depicting the influence of Dutch soci-
ety on physician decision making is supported by Dutch
law and various Dutch medical professional organiza-
tions, which explicitly recognize that treatment may be
withheld if the physician considers treatment futile, with
the single Dutch guideline issued on the topic focusing
on when to withhold antibiotics.?* In contrast, treatment
guidelines for nursing home-acquired pneumonia in the
United States focus on decisions related to hospitaliza-
tion, choice of antibiotics, and when to switch from
parenteral to oral treatment.?> Cure of the acute disease
is often the primary focus, even with an underlying
diagnosis of severe dementia.?

The Netherlands has even taken the controversial
step of decriminalizing physician euthanasia, if certain
procedures are followed and specific requirements
are met, including the explicit request of a competent
patient. The requirement for competency limits the
practice of euthanasia in patients with dementia, and
physician-assisted suicide in nursing home settings
is rare, even in patients with an advance euthanasia
directive.?*?” The Netherlands, however, has recently
issued strict guidelines for the deliberate ending of life
for newborns who live with severe and sustained suf-
fering from incurable conditions, evidence that they
do believe proxy decision makers can make end-of-life
decisions for incompetent patients.?® Physician-assisted
suicide, as embodied in the Oregon right-to-death
movement, remains a contested ethical and legal
issue in the United States, with many initiatives chal-
lenged in the court system. Although our study did
not address euthanasia, this background highlights the
societal differences between the United States and
the Netherlands regarding attitudes toward death and
dying. From an ethical point of view, active euthanasia
is distinct from actions intended to hasten the end of
life by withholding curative care and from administer-
ing medications primarily to manage pain or other
symptoms but with the potential for hastening death.?’

Families play an important role in our models, and
physicians frequently mentioned their role in shared
decision making. Family members in the United States
continue to report dissatisfaction with the quality of end-
of-life care delivered to their family member who died in
a nursing home setting, citing high rates of unmet needs
for symptom management, concerns about physician
communication regarding medical decision making, a
lack of emotional support for themselves, and a belief that
their dying family member was not always treated with

respect.3**2 Dutch physicians explicitly consider families'

feelings and preferences,*® but Dutch families’ attitudes
and experiences need to be studied in greater detail.

Our findings suggest that Dutch physicians are more
directive in their communications, exhibiting pater-
nalism toward patients and their families. In contrast,
physicians in the United States have moved away from
this approach and toward a greater emphasis on patient
autonomy.?* One risk of patient autonomy, however,
is the withholding of physician clinical experience
and recommendations regarding care. Beyond patient
autonomy, physicians have the duty of beneficence to
share their judgments about the futility or success of
interventions or treatments.* Quill and Brody have pro-
posed an “enhanced autonomy” model that encourages
patients, surrogate decision makers, and physicians to
actively exchange ideas, explicitly negotiate differences,
and share power and influence to serve the patient’s best
interests; recommendations that arise from this process
promote a collaboration among patient, families, and
the physician so that choices are informed by both the
medical facts and the physician's experience.?® The cur-
rent structure of nursing home care in the United States
inhibits the implementation of this model, because it
requires regular communication and a relationship with
the patient and the family. In contrast, Dutch nursing
home physicians have the structure to develop these
relationships and utilize this model but would need to
consider a less paternalistic approach to their care.

There are several limitations to our study. As an
exploratory study, the conceptual model should be
considered preliminary and open to modification.
Qualitative studies are not intended to be statisti-
cally representative of any population but to provide
an in-depth examination of complex phenomena. The
frequency and validation of participating physicians'
experiences were not determined. There were many
similarities between the US and Dutch physicians, as
well as differences within the 2 groups, but the con-
textual influences were strong enough to emphasize
the differences between the groups. Because we were
interested in the physicians' viewpoint, we did not
quantify the degree of dementia or pneumonia in the
patients. There are more nursing home beds per capita
in the United States than in the Netherlands, so it
could be that Dutch nursing home patients are sicker.?”
Even so, the strength of this investigation lies in the
in-depth examination and the emerging conceptual
model, which depicts a complex interplay of medical
and nursing home systems and societal phenomena.
Finally, our results and model are based on the physi-
cian's perspective and do not address the patient, fam-
ily, or other nursing home employee view.

In summary, we found that physicians from the
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United States and the Netherlands described differences
in their patient care roles, the family's patient care wishes,
and the process by which they make treatment decisions
regarding care of demented nursing home patients who
develop pneumonia. Efforts to improve the care of these
patients must involve consideration of the context of
societal values, the location of physician training, and the
processes by which physicians determine and negotiate
patient and family preferences regarding care.

To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.org/cgi/content/full/4/3/221.
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