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Abstract

Background and objectives There is growing interest in efforts to enhance advance care planning for patients with
kidney disease. Our goal was to elicit the perspectives on advance care planning of multidisciplinary providers
who care for patients with advanced kidney disease.

Design, setting, participants, & measurements Between April and December of 2014, we conducted semi-
structured interviews at the Department of Veterans Affairs Puget Sound Health Care System with 26 providers
from a range of disciplines and specialties who care for patients with advanced kidney disease. Participants were
asked about their perspectives and experiences related to advance care planning in this population. Interviews
were audiotaped, transcribed, and analyzed inductively using grounded theory.

Results The comments of providers interviewed for this study spoke to significant system-level barriers to supporting the
process of advance care planning for patients with advanced kidney disease. We identified four overlapping themes: (1)
medical care for this population is complex and fragmented across settings and providers and over time; (2) lack of a
shared understanding and vision of advance care planning and its relationship with other aspects of care, such as dialysis
decision making; (3) unclear locus of responsibility and authority for advance care planning; and (4) lack of active
collaboration and communication around advance care planning among different providers caring for the same patients.

Conclusions The comments of providers who care for patients with advanced kidney disease spotlight both the
need for and the challenges to interdisciplinary collaboration around advance care planning for this population.
Systematic efforts at a variety of organizational levels will likely be needed to support teamwork around advance

care planning among the different providers who care for patients with advanced kidney disease.
Clin ] Am Soc Nephrol 11: 855-866, 2016. doi: 10.2215/CJN.11351015

Introduction

Advance care planning (ACP) is the process of com-
munication between patients, family members, and
providers to clarify the patient’s values, goals, and
preferences for care if they were seriously ill or dying
(1,2). There is growing interest in efforts to enhance
ACP for patients with advanced kidney disease (3-6).
In this population, low rates of completion of ad-
vance directives (7) and low levels of prognostic
awareness (8) coexist with intensive patterns of end-
of-life care focused on life prolongation (9,10).

There is emerging evidence that interventions to
support ACP among patients with advanced kidney
disease can lead to better preparation for end-of-life
treatment decisions among patients and their surro-
gate decision makers (11,12) and more favorable be-
reavement outcomes among surrogates (12). Patients
with kidney disease report being open to engaging in
ACP but expect health care providers to initiate these
conversations (13-17). Barriers to ACP among renal
providers include inadequate knowledge and train-
ing in communication, belief that ACP may be dis-
tressing for patients, concerns that ACP is too time
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consuming, difficulty estimating prognosis, and un-
certainty about their role in ACP (18-22).

Prior studies of provider perspectives on ACP
among patients with advanced kidney disease were
conducted almost exclusively among nephrologists
and renal or dialysis unit staff (13,18-24). Because
many of these patients have other serious health con-
ditions and may be cared for by a range providers
in a variety of settings during the course of illness
(25), these earlier studies may have failed to capture
and address the complexity of care for this patient
population. We undertook a qualitative study to
gain insight from providers from a range of disci-
plines and specialties who care for patients with
advanced kidney disease to identify potential oppor-
tunities to enhance ACP for this population.

Materials and Methods
Participants

We approached providers who routinely care for
patients with advanced kidney disease (defined as a
sustained eGFR=20 ml/min per 1.73 m? or on dialysis)
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from different disciplines and specialties (cardiology, geri-
atric medicine, intensive care, nephrology, nursing, nutri-
tion, palliative care, physiatry, primary care, social work,
and vascular surgery) at the Department of Veterans Af-
fairs (VA) Puget Sound Health Care System (Seattle, WA).
Eligible providers were emailed an invitation to participate
in the study, and those who agreed to participate signed an
informed consent form. The protocol for the overall study
was reviewed and approved by the VA Central Institu-
tional Review Board.

Data Collection

Participants completed a 45- to 60-minute semistruc-
tured, one-on-one interview by phone or in person to elicit
their perspectives and experiences related to ACP for
patients with advanced kidney disease (Supplemental
Table 1). Participants were prompted to provide details
and examples to enhance the richness of the data. The
interviews were conducted by one coinvestigator (J.S.),
digitally recorded, and transcribed verbatim.

Analyses

Data analysis was based on grounded theory (26). To
ensure that the analysis was not biased by the researchers’
expectations, we began with open coding to capture im-
portant themes from the transcripts using an emergent
rather than an a priori approach. We used Atlas.ti software
to organize the coding process (Atlas.ti; Scientific Software
Development GmbH, Berlin, Germany). Each transcript
was coded by at least two of four coauthors (A.M.O,, ].S.,
L.V.M,, or EK.V.). One coauthor (J.S.) then reviewed all
coded transcripts and refined, condensed, and organized
open codes into code families (groupings of codes with re-
lated meaning). Emergent codes were added throughout
the analysis, and in vivo codes were selected as exemplars
(27). Five coauthors (AM.O., ].S., L.V.M,, ].S.T., and EK.V.)
iteratively reviewed and discussed the codes and code
families, returned to the transcripts to ensure that coding
remained well grounded in the data, and built consensus
by open discussion of differing interpretations of the data,
choice of codes, and thematic organization (28).

Results

In total, 35 providers routinely involved in the care of
patients with advanced kidney disease were invited to
participate in this study. Of these, 26 (74%) agreed to
participate, including 13 physicians (from cardiology, in-
tensive care, nephrology, palliative care, primary care,
physiatry, and vascular surgery), six nurses (including
nurses and nurse practitioners in palliative care, nephrol-
ogy, and dialysis), three dialysis technicians, two dieticians,
and two social workers. Thematic saturation was reached
after analyzing data from 22 interviews. The remaining
four interviews were reviewed for concurrence (29). The
mean age of providers was 49.3+9.7 years old (range =28-
65 years old), 46% were men, 77% were white, and the
average time in clinical practice was 18+9.0 years (ranging
from 1 to 32 years).

Although all providers interviewed for this study seemed
to appreciate the potential value of ACP for patients with
kidney disease, the following four interrelated themes

pertaining to barriers to ACP in this population emerged
from provider interviews (Figure 1). An overarching theme
was that medical care for these patients is complex and
fragmented across settings and providers and over time
(theme 1). This theme provided a backdrop for the follow-
ing three subsidiary themes: lack of a shared understand-
ing and vision of ACP and its relationship with other
aspects of care (theme 2), unclear locus of responsibility
and authority for ACP (theme 3), and lack of active col-
laboration and communication around ACP (theme 4)
among providers.

Theme 1: Medical Care for Patients with Advanced Kidney
Disease Is Complex and Fragmented across Settings and
Providers and over Time

Providers tended to move in and out of the care of
individual patients over time. Their reach was often
confined to particular phases in the illness trajectory,
clinical settings, or roles. Primary care providers reported
becoming less involved after their patients started dialysis
(Table 1, exemplar quotation 1). Some expressed concern
about the way that decisions about dialysis sometimes un-
folded and provided examples of situations where they did
not feel that their patients had been offered a meaningful
choice or where they questioned the wisdom of initiating
dialysis in particular patients (Table 1, exemplar quotation
2). Some lacked a clear understanding of how decisions
about dialysis were made, and some had the sense that
such decisions were often shaped by wider social forces
and treatment imperatives beyond the control of individual
providers (Table 1, exemplar quotation 3).

Providers involved later in the course of illness often
wondered why patients were not better prepared for the
advanced stages of kidney disease and were struck by how
“blindsided” patients often seemed when faced with deci-
sions about dialysis (Table 1, exemplar quotation 4). Di-
alysis unit staff became involved later in the illness
trajectory, and many felt that ACP should have been ini-
tiated much earlier in the course of illness in the clinic
(Table 1, exemplar quotation 5) by nephrologists (Table
1, exemplar quotation 6). A palliative care nurse—who
reported assisting with hospice referrals—shared that her
“pet peeve” was when providers involved early on did not
help patients to identify a surrogate decision maker (Table
1, exemplar quotation 7).

Compartmentalization and fragmentation of care also
occurred across settings. Many providers recognized the
importance of addressing ACP in the clinic setting with
trusted providers but acknowledged that, most commonly,
these discussions occurred in the acute setting with a
provider that the patient did not know well (Table 1,
exemplar quotation 8). Compartmentalization within
settings was also challenging. A general internist
described a situation in which she did not follow the ratio-
nale for dialysis initiation in a very elderly patient while
rotating on the inpatient medicine service (Table 1, exem-
plar quotation 9). Although the dialysis unit at the VA Pu-
get Sound Health Care System is located in the hospital and
provides both inpatient and outpatient dialysis, one dialy-
sis nurse explained that she was not able to participate in
the end-of-life care of her patients on dialysis when they
were seriously ill in the intensive care unit, because
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Theme 3: Unclear locus of
responsibilityA%n; authority for

Figure 1. | Emergent themes. The figure represents a qualitative rather than a quantitative description of the relationship between themes.

ACP, advance care planning.

“dialysis nurses are not part of that” (Table 1, exemplar
quotation 10).

Theme 2: Lack of a Shared Understanding and Vision of ACP
and Its Relationship with Other Aspects of Care

Providers differed in their understanding of ACP and
its relationship to other aspects of care. Some providers
viewed ACP as a discrete task or a series of tasks, such as
completion of advance directives and discussions about
code status (Table 2, exemplar quotation 1). Some viewed
these as potentially standalone procedures that did not
need to be closely integrated with other aspects of care
(Table 2, exemplar quotation 2). Others viewed ACP
more as an ongoing process that is best supported within
an established patient-provider relationship (Table 2,
exemplar quotation 3) and may even be impeded by a
focus on task completion (Table 2, exemplar quotation 4).

Some nephrologists viewed ACP as a series of tasks
that were largely separate from other elements of ne-
phrology care (Table 2, exemplar quotation 5). One ne-
phrologist drew a distinction between discussions about
resuscitation—which he understood to be part of the di-
alysis consent process—and other aspects of ACP, such as
advance directives (Table 2, exemplar quotation 6). He
reported having some limited discussion with patients
about the “big picture” but felt that his time was too

“limited” to fully address ACP (Table 2, exemplar quo-
tation 7).

Other nephrologists saw ACP as more integral to the care
that they provided. One nephrologist described dialysis
planning as “emblematic” of ACP (Table 2, exemplar quo-
tation 8) but acknowledged that conversations about dial-
ysis may not always extend to a detailed discussion of
prognosis or alternatives to dialysis (Table 2, exemplar
quotation 9). The more circumscribed nature of dialysis
decision making was seen by some providers as advanta-
geous in supporting discussions about ACP (Table 2, ex-
emplar quotation 10). Nephrologists (Table 2, exemplar
quotation 11) and other providers (Table 2, exemplar quo-
tation 12) who viewed ACP as integral to their care tended
not to view time as a constraint (“the grace of time”).

Theme 3: Unclear Locus of Responsibility and Authority for
ACP

Not all providers felt responsible for conducting ACP
with their patients; many felt that this was someone else’s
job. Although some dialysis nurses embraced ACP as part
of their role (Table 3, exemplar quotation 1), most dialysis
unit staff did not consider this to be within their scope of
practice (Table 3, exemplar quotation 2). A dietician felt
that she could contribute to ACP but was uncertain
whether she should be involved (Table 3, exemplar
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Table 1. Complex and fragmented medical care across settings and providers and over time (theme 1)

Exemplar Quotation

Exemplar Source

Quotation No.

1 Primary care provider

2 Primary care provider

3 Primary care provider

4 Renal nurse

5 Dialysis nurse (responding
to a question about when
ACP should be conducted)

6 Dialysis nurse

7 Palliative care nurse

8 Primary care provider

Once patients go on dialysis, I usually feel like there’s not

that much more to do. So, for example, from my
perspective, because I feel like all the decisions about
medications, all get factored into dialysis. Sure, I could
do some preventive health, but . . . the dialysis is relevant
to every aspect of their care and so I usually then will
say, “I'm happy to follow you. I'm just not sure whatI'm
doing for you.” So, most of those patients would
transition over the years to being followed solely by
nephrology.

TI'just had one patient who was like 85 and he ended up on

dialysis . .. Idon’t think the decision was, I don’t know, it
just didn’t go like you would hope it would for someone
that age. I don’t think he was presented with all of his
options, in terms of not doing anything. I think he was
only presented with like, “You have to do this, otherwise
you’ll die.” I think it’s in an acute setting, when people
are really sick. It’s different than when it’s a slow
progression. Some people just end up getting dialysis.

There are people who are just in the intensive care unit for

months and ... dialysis was keeping them alive. And I
know patients get discharged to these chronic centers
and get left on dialysis for a very long time. I feel like that
is a national conversation . . . in nephrology. You know, I
always wondered “Would Queen Elizabeth get put on
dialysis at her age?” I mean, in America, she would, butI
don’t know about in England.

You know I don’t see chronic kidney disease patients in

clinic. I see them when they are already very advanced. I
can tell you that commonly that population of patients
thatI am involved with are completely blindsided. They
are so overwhelmed by the notion that they are going to
need to start dialysis.

Um in the clinic visits! We are like out of the realm a little bit,

as far as dialysis unit staff. The clinics here are run in a
different area, where they have staff for that.

So, it’s up to the physicians at that point . .. our social

worker gets involved and some of our other renal staff,
but it primarily falls on the physicians to start passing on
that information, early on. Um, and I don’t think that
always gets done maybe as well as it should.

I'think this is kind of my pet peeve, when people havereally

serious life-threatening illness, a lot of times the social
worker will approach them and say “well ... do you
want to do this advance directive?,” and if they say “no,”
then I think the providers should be encouraging them
to do them. Because when we’re trying to make
decisions and the person has a decision maker, let’s say
when a person has some cognitive impairment, you
need a shared decision-making model to even make a
decision, and if that surrogate decision maker has not
been identified ahead of time, you know, it really, really
makes the process a lot more hard.

It seems like most people . .. they end up in the hospital

really sick, they get out, or there is someone that starts
talking to them in the hospital about what they want to
do, what their directives are.
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Table 1. (Continued)

Exemplar

Quotation No. Source

Exemplar Quotation

9 Primary care provider

10 Dialysis nurse

But, of course, I think, in America, we tend to offer dialysis
to whoever wants it! ... But I don’t think that’s always
right. When Iwas attending at the university one time.. . .
we actually put a guy who was 92 on dialysis. My ward
residents were just having heart attacks! “What are we
actually doing?,” but . . . nephrology agreed to do it. And
I'think he had one dialysis session and said “I don’t want
this” and then a week later, died.

So that is more patients in the ICU, and we are not there to
make those decisions, because when the patients are in
ICU, families make those decisions (dialysis nurses are
nota part of that). Those are with the doctors and families
directly.

ACP, advance care planning; ICU, intensive care unit.

quotation 3). Some providers had a rigid understanding of
sources of authority in completing discrete tasks related to
ACP. Some nurses considered advance directives to be the
domain of the social worker and did not feel authorized to
complete this paperwork themselves (Table 3, exemplar
quotation 4). One social worker believed that physicians
and nurses were not technically authorized to complete
an advance directive (Table 3, exemplar quotation 5). Al-
though primary care physicians usually viewed ACP as
their responsibility, some spoke of a reality in which tasks
related to ACP fell to support staff because of time con-
straints (Table 3, exemplar quotation 6).

Although nephrologists felt ownership of discussions
related to dialysis initiation, they differed in how they
viewed their role with respect to ACP (theme 2). Some
considered this to be someone else’s responsibility but of-
ten, had only a vague notion of whose responsibility (Table
2, exemplar quotation 6 and Table 3, exemplar quotation 7).
One nephrologist reported sometimes being involved in
discussions about resuscitation in the inpatient setting but
did not feel “in the driver’s seat” with those discussions
(Table 3, exemplar quotation 8).

There was uniform agreement among non-nephrology
providers that ACP should be addressed well in advance of
dialysis initiation. A primary care provider commented
that waiting until dialysis was initiated to complete ACP
would be “shockingly late” (Table 3, exemplar quotation 9).
Primary care providers and specialists outside nephrology
often did not feel empowered—or did not see the need—
to discuss dialysis initiation with their patients, because they
believed this to be the responsibility of nephrology (Table 3,
exemplar quotation 10). Providers outside nephrology ten-
ded to assume that nephrologists were conducting ACP as
part of discussions about dialysis (Table 3, exemplar quotation
11) and even saw this as a strength of nephrology (Table 3,
exemplar quotation 12).

Theme 4: Lack of Active Collaboration and Communication
around ACP

There seemed to be little active collaboration or open
communication around ACP among providers interviewed

for this study. Completion of advance directives was
recognized by dialysis unit staff as one of the functions
of the multidisciplinary dialysis team after patients had
initiated dialysis. However, neither completion of advance
directives nor the broader process of ACP seemed to be a
central function of this team, and only select team members
were involved (Table 2, exemplar quotation 1 and Table 4,
exemplar quotation 1).

Dialysis unit staff members were sometimes critical of
nephrologists in terms of how they handled end-of-life
decision making (Table 4, exemplar quotation 2). Dialysis
nurses often felt that they had a better grasp of patients’
circumstances and priorities than the nephrologists and
expressed concern that nephrologists were not open with
patients about what to expect in terms of dialysis treat-
ment and future illness trajectory (Table 4, exemplar quo-
tation 3). Some nurses saw their role as patient advocate in
situations where they felt that physicians were not uphold-
ing patients” values (Table 4, exemplar quotation 4). Sev-
eral dialysis staff members saw ACP as an opportunity
for patients to protect themselves from the defaults in
the system and the agendas of others (Table 4, exemplar
quotation 5).

The comments of some providers spoke to a mismatch
between assigned roles and the skills needed to promote
ACP. Some nurses felt that their training—specifically in
communication skills—made them especially well suited
to engaging in discussions about ACP (Table 4, exemplar
quotation 6). In general, nurses were more likely than
physicians to reference the importance of communication
skills (Table 4, exemplar quotation 7) and assessing pa-
tients” readiness to engage in ACP (Table 4, exemplar quo-
tation 8). A social worker saw her role as assisting patients
with advance directives in the clinic if physicians did not
have time but noted that she had not been “asked to do
that” (Table 4, exemplar quotation 9). Some dialysis
nurses felt that they had more time than physicians to
talk with patients and understand their goals (Table 4,
exemplar quotations 10 and 11). Nevertheless, dialysis
nurses often felt that patients expected to hear informa-
tion about prognosis and treatment options from their
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Table 2. Lack of a shared understanding and vision of advance care planning and its relationship with other aspects of care (theme 2)

Exemplar
Quotation No.

Source

Exemplar Quotation

1

10

11

12

Dialysis nurse

Social worker

Social worker

Social worker

Nephrologist

Nephrologist

Nephrologist

Nephrologist

Nephrologist

Nephrologist

Nephrologist

Renal nurse

Wehave akind of checkofflist, that when someonestarts . . . they have to have
PPDs, and one of them is we have to look at advance directive status, and if
they don’thave onefiled . . . then initiate a discussion and then offer . . . [to]
have the social worker or one of us come in and help them do that.

I think it’s best done one on one by someone, and it doesn’t have to be
someone that they even know well, I think, if you normalize it. When I do
discharge planning on inpatient units, I might meet somebody one time to
do an assessment, and I always ask about advance directives. I think that
explaining what the purpose is, why they are good to do, and why it’s a
benefit to the person, all those things are important.

I'think it’s hard sometimes . . . like for inpatients, the nurse would see there is
no advance directive, and they would say that the patient wants to
complete one . .. and we would go to talk to the patient, and the patient
doesn’t even know what itis ... and you don’t have a relationship with
them to kind of influence them that way, in a sense persuading them that
this is really a good thing to do.

Advance directive completion is a process. You have to plant seeds along the
way to get them to start to think aboutit . . . Ijust think it is something that it
is hard to think about. It just introduces a lot of reality into your life, brings
up your mortality, all of that. I think that it is kind of loaded, more so than
what we can realize. It can be easy to just think, “Oh, it’s just a document,
what do you want?,” but these are huge decisions really.

Well, the most common one really is the decision about whether, when and
how to start maintenance dialysis for end stage renal disease and then, there
is also the issue of DNR/DNI orders, but I actually don’t address those
commonly myself in clinic. Sometimes I do, but it is uncommon. It is more
often the end stage renal disease questions.

For DNR/DNI discussions for dialysis patients, my understanding is that our
social worker and staff in the renal dialysis unitaddress that with everybody
in the renal dialysis unit. For my chronic kidney disease patients, many of
them have advance directives in the computer, not all of them do. I think
those are coming in from primary care.

I'tend to think that my discussions with the patients . . . areimportant for them
... Ithink I can give them the “big picture”; however, my time is limited, so
... I always am able to give my opinion and allow them to ask some
questions, but in the short period of time, it doesn’t address everything.

We actually, in dialysis, probably do a fair amount of it . .. we . .. constantly
talk about whether people are going to want dialysis and their choices,
including no treatment . . . especially with people ... who have a lot of
comorbidities, and we will talk about not having to do dialysis to extend
life. So, I think it’s emblematic of what advance care planning is ... an
ongoing conversation about patients’ goals and treatments.

I think it’s mostly that’s what nephrologists do, whenever they start talking
about dialysis and options ... essentially, that’s what they are doing,
advance care planning . .. not everyone talks about . .. what happens
without therapy or the mortality rate ... so that may not happen.

And that’s what most primary providers probably are faced with . . . it’sjusta
huge number of scenarios that they can’t go over. But I think, in
nephrology, it’s probably easier, the scenarios we are dealing with are a
little bit more limited.

Ifit’s a patient whose been a long-term individual . . . whom I've followed for
... several years, it’s actually quite easy, because we’ve been talking about
this here and there over the course of multiple different appointments.

In general medicine and chronic progressive medical illnesses . .. nothing is
an emergency, so you have the grace of time. It just has to be on your . ..
clinical agenda.

PPD, purified protein derivative; DNR/DNI, do not resuscitate/do not intubate.
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Exemplar
Quotation No.

Source

Table 3. Unclear locus of responsibility and authority for advance care planning (theme 3)

Exemplar Quotation

1

10

11

Dialysis nurse

Dialysis nurse

Dietician

Palliative care nurse

Social worker

Primary care provider

Nephrologist

Nephrologist

Primary care provider

Primary care provider
(responding to a question
about who is involved in
decisions about dialysis)

Vascular surgeon

For a nurse, it’s an opportune time, no matter where you
work, to be able to talk to patients about it, but again,
youhaveto ... have some practice and knowledge about
how to approach it, so it’s not going to be threatening to
them.

Myself, I don’t work with patients in helping them with
those types of decisions, because our social worker and
the doctors work with patients on those. I know of it. I
am well aware of it, but ... I am not there to ask those
questions.

Is that the dietician’s role? Is that OK for me to bring up? It
would definitely just depend on the patient and their
relationship, and I don’t want to scare them, but ... my
role, that’s always something I've wondered about.

I think that one problem that I've had is that sometimes I
just want the social worker; I can’t do an advance
directive with a patient, because I'm a nurse and only the
social worker can do that.

Technically, the doctors are not supposed to be involved in
advance care directives ... There is a conflict, they
cannot be a witness, and you know ... I don’t mean they
can’t do some educating, but I think the concern is that
they are going to influence the patient . . . They can speak
to the issues, but then, if you are actually helping them
fillitout. . .it'skind of a slippery slope. Really, that’s my
understanding, because it says on the document that
they don’t want doctors and nurses being witnesses.
And so, my assumption is that, you know, they
shouldn’t be helping them complete it.

In the outpatient setting . .. there are these rules about
patients being offered advance directives and given
information. I must admit, it’s often done more through
social work and through the triage nurses doing the
health promotions.

You know, I'm sort of wondering whether somebody like a
social worker or a psychologist may be very helpful to
have for those kinds of appointments.

And then ... thereare ... issues ... relating to DNR/DNI,
and withdrawal of care, that’s a common conversation. I
am involved in that a lot less . . . It does come up
sometimes, as a nephrologist, on the inpatient service.
But I'm not really in the driver’s seat. I don’t consider
myself in the driver’s seat with that for the most part.

Absolutely people should have something by the time
they’re going to think about dialysis. That would be
shockingly late in the course of things.

It’s usually really nephrology based, I think. I think
sometimes I'm involved as a primary care physician if
I'm really close to the patient. I can think of several
patients that . .. I've talked to them a lot about it. Usually
their spouses or significant others . .. the renal social
workers are really good. I think they provide a lot of
information.

Well, I actually don’t get engaged in those discussions, as a
rule. Because the patients come to us specifically for
dialysis access. And they are referred to us by the
nephrologist, and I generally assume that the
nephrologist and the patient have had a discussion
about goals of care and decided that dialysis is an option
for them.
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Table 3. (Continued)

Exemplar

Quotation No. Source

Exemplar Quotation

12 Cardiologist

I presume they are very good with end-of-life care, at least
in general, my colleagues that Iwork with, they certainly
have been much more in tune than I have. I feel like . ..
they are in good hands. I am less concerned than if they
were going to see, oh, pulmonary or something like that.

DNR/DNI, do not resuscitate/do not intubate.

nephrologists, and they did not always feel authorized or
qualified to enter into these conversations (Table 4, exem-
plar quotation 12).

Discussion

The value of a systematic approach to orchestrating the
process of ACP for complex patients—who are typically
cared for by multiple different providers in a range of set-
tings during the course of illness—has received relatively
little attention in the literature (30-32). The comments of
providers who care for patients with advanced kidney dis-
ease interviewed for this study speak to the complex and
fragmented patterns of care experienced by these patients
and spotlight both the need for and the challenges to an
interdisciplinary approach to ACP for this population.

Not all providers intuitively know how to work effec-
tively as part of an interdisciplinary team (33-39), espe-
cially in a complex and fragmented care environment.
This study identified almost all facets of effective interdis-
ciplinary collaboration as potential targets for intervention
in efforts to enhance ACP for patients with advanced kid-
ney disease (31,34-48). First, although most providers in-
terviewed seemed to appreciate the potential value of ACP
for patients with advanced kidney disease, they did not
share a common vision or understanding of ACP and its
relationship with other aspects of care, such as dialysis
decision making. These findings are consistent with re-
ports of differing conceptualizations of ACP among oncol-
ogy nurses, community nurses, and primary care
providers (49-51). Second, team membership and roles
were poorly delineated, and lines of authority and account-
ability for ACP were unclear. ACP was often perceived as
someone else’s responsibility. These findings resonate with
reports of uncertainty about the locus of responsibility for
ACP among palliative care physicians and generalists car-
ing for patients in the hospital (52-54) and among pro-
viders caring for patients with chronic obstructive
pulmonary disease (55). Third, relationships between dif-
ferent providers caring for the same patients were not al-
ways characterized by a spirit of collaboration and open
communication. Providers often had difficulty understand-
ing the roles and challenges of their colleagues caring for
the same patients at different points along the illness tra-
jectory or in different settings. Lack of collaboration and
communication around ACP across providers and settings
has been previously reported among oncology nurses
(49,56) and among VA providers (51). Fourth, many

providers seemed to feel that their skills were underuti-
lized. Similar to earlier reports among oncology (49,56),
nephrology (18), and intensive care unit nurses (32), some
providers interviewed for this study did not feel authorized
or qualified to shape the process of ACP for individual
patients, despite having relevant experience, background,
and/or training.

For patients with a dominant health condition, ground-
ing discussions about ACP in situations and treatment
decisions with unique relevance to that condition can offer
powerful opportunities for synergy with ongoing disease
management (57-59). A disease-specific approach to ACP
may hold particular promise for patients with advanced
kidney disease. Dialysis is often initiated in the acute set-
ting and is among the intensive procedures that may be
listed in an advance directive (60,61). Indeed, many of the
providers interviewed for this study tended to default to
discussing dialysis initiation and /or discontinuation when
asked about ACP. Although it seemed self-evident to
many providers (especially those outside nephrology)
that patients should have an opportunity to engage in
ACP before dialysis initiation, fragmentation of care
seemed to conspire against this ideal. Primary care pro-
viders felt responsible for conducting ACP but did not
typically engage in discussions about dialysis, whereas
the opposite was often true for nephrologists. Taken to-
gether, these findings suggest that a primary care-based
approach to ACP—as currently implemented in the VA
(62) and elsewhere—may result in missed opportunities
for synergy with specialized treatment decisions such as
dialysis initiation and discontinuation.

System-level problems often call for system-level solu-
tions. Based on insights gained from providers interviewed
for this study, we suspect that systematic efforts to promote
interdisciplinary collaboration at a variety of organiza-
tional levels beyond that of the individual provider will be
needed to support ACP in this population (36,38,39). In-
terventions to promote effective teamwork around ACP
might include strategies to define team membership,
roles, and lines of accountability to clarify which pro-
viders have primary responsibility for conducting ACP
with individual patients and how other providers might
support this process. It will also be important to build a
common understanding and vision of ACP among pro-
viders caring for the same patients; leverage the unique
strengths of individual providers; and foster trust, empa-
thy, mutual respect, and open communication among
team members.
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Table 4. Lack of active collaboration and communication around advance care planning (theme 4)

Exemplar

Quotation No. Source Exemplar Quotation

1 Dialysis nurse Then we have a program when people start reaching stage 4 or 5, when
they’re [going to] need dialysis, that they come to education classes.
And we have our staff, our dietician, social worker, transplant
coordinator, all those people there, who talk to them about options, but
also start planting the seeds about thinking about advance directives
and what kind of care they might want to see.

Butsome people have been a little bit harder than others to accept patient’s
decisions, sometimes. Like, for example, we have a couple of physicians
that really encourage people up to the very end to continue, and maybe
the patient is having a debilitating disease . . . it might not even be their
renal disease, some other things going on that’s making their quality of
life really poor. But they kind of keep pushing on for them to have the
dialysis. And sometimes the nursing staff, it might be difficult for them,
because they see what’s happening with the patients on a regular basis.

Um that it’s a terminal disease! I hate to say that, but I don’t think
sometimes the physicians let them know that you know, I mean there’s
going to be an end point to this. And that at any point they can say
“enough” or “stop.” I don’t think the physicians ... give them that
knowledge. If they are feeling at some point their quality of life is poor,
or they are not happy with what’s going on, they can say “uncle.”

2 Dialysis nurse

3 Dialysis nurse
(responding to a
question about
what would
have been
helpful for
patients to
know earlier in
the course of

caring for a
patient who
wished to stop
dialysis)
Dialysis nurse

Renal nurse

Renal nurse

Renal nurse

Social worker

their kidney
disease)

4 Dialysis nurse I really tried to advocate for that patient, to ... help him feel support,
(describing her because it probably felt to him like people were fighting him. And some
experience of them weren’t. But, having met with the patient and dealt with him,

we get to see him on a really regular basis, as nursing staff. Sometimes
we do know a little bit more about their situation or how they are feeling
and have discussions with them. So the physicians I think they
sometimes look on this as a failure. They kind of keep pushing forth.

With this kind of a chronic disease process and things that might happen,
it’s a good thing to . .. look at what options might be available for you
later, if things progress or become worse, you know make your wishes
known, so that somebody won't disrespect them.

I think that, in nursing, we learn the power of communication. And
learning how to meet people where they are at, to have a conversation
with them, to try to help them ... be as healthy can they can be or
successful as they can be at whatever point in their life they are at with
their medical illnesses, or whatever their challenges are.

I would go back to communication ... people are very sensitive to being
spoken down to. I think it’s really that literacy issue and understanding
what kind of intellect this person is in possession of, so that you are
speaking to them in a way that makes sense to them. That you use
metaphors that make sense to them, that you are joining them in their
experience at best you're able . . . not patronizingly . . . [but] out of good
heart to try and be a better communicator.

I think that, very commonly, the time when the clinician is ready to share
the information has nothing to do with when the patient is ready to hear
the information. That is the schism. You know I think it leads to all kinds
of “well, I told them about this” ... So, tell them again. Tell them a
different way. Ask them to tell you what they just heard. Find out what
they understood of what you just said. Because frequently, when people
are freaked out . .. they hear the first word of every sentence.

I know the doctors have a lot of patients to see, but I think that would take
just a few moments, and if they didn’t want to do it, I could certainly see
that person at their first clinic appointment. But I've not been asked to
do that.
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Table 4. (Continued)

Qti)xt?t?(}))rllalr\lo. Source Exemplar Quotation

10 Dialysis nurse I think the majority of the time (about 60% of the time) it’s just the patient
and I. Tjust talk, because I'm there! I talk with them. I've got 4 hours,
they are captive! ... And they talk and they talk, we review ... What's
been going on? How is it going? What are their goals they need to meet?

11 Dialysis nurse I wish the nephrologist had a little bit more time. They try ... but they just
don’t have much time.

12 Dialysis nurse When to stop dialysis. It’s so scary. I wish the nephrologists would come

over and say, “This is what we can do for you.” Because some of them do
want to really stop, but they are so scared . . . I'm not the right one to tell
them meds their doc can give them . .. they are just so worried that they
are going to drown. And I know it’s not that way, and I try and tell them
that ... but they need reassurance from the nephrologist.

The single-center design of our study is both a strength
and a limitation. The findings described here are all the
more striking for having emerged from interviews with a
small number of providers caring for the same group
of patients at a single medical center. Themes related to
shared vision, role delineation, and collaboration around
ACP also resonate with published work in other settings
and populations, supporting the broader relevance of our
findings (18,32,49-56). Nevertheless, our study does not
provide information on how ACP for patients with ad-
vanced kidney disease is approached at other centers
within or outside the VA.

In conclusion, complexity and fragmentation of medi-
cal care across settings and providers and over time for
patients with advanced kidney disease pose a significant
challenge to orchestrating the process of ACP among
members of this population. Systematic efforts to promote
interdisciplinary collaboration among the diverse pro-
viders who care for patients with advanced kidney dis-
ease will likely be needed to promote effective ACP in this
population.
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