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Abstract

Rationale and objective: Greater understanding of the challenges to shared decision-making
about treatment of advanced CKD is needed to support implementation of shared decision-making
in clinical practice.

Study design: Qualitative study.

Setting and participants: Patients aged =65 years with advanced CKD and their clinicians
recruited from 3 medical centers participated in semi-structured interviews. In-depth review of
patients’ electronic medical records was also performed.

Analytical approach: Interview transcripts and medical record notes were analyzed using
inductive thematic analysis.
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Results: Twenty-nine patients (age 736 years, 66% male, 59% Caucasian) and 10 of their
clinicians (age 52+12 years, 30% male, 70% Caucasian) participated in interviews. Four themes
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emerged from qualitative analysis: 1) Competing priorities — patients and their clinicians tended to

differ on when to prioritize CKD and dialysis planning above other personal or medical problems;
2) Focusing on present or future —patients were more focused on living well now while clinicians
were more focused on preparing for dialysis and future adverse events; 3) Standardized versus
individualized approach to CKD - although clinicians tried to personalize care recommendations
to their patients, patients perceived their clinicians as taking a monolithic approach to CKD that
was predicated on clinical practice guidelines and medical literature rather than patients’ lived
experiences with CKD and personal values and goals; and 4) Power dynamics— while patients
described cautiously navigating a power differential in their therapeutic relationship with their
clinicians, clinicians seemed less attuned to these power dynamics.

Limitations: Thematic saturation was based on patient interviews. Themes presented might
incompletely reflect clinicians’ perspectives.

Conclusions: Efforts to improve shared decision-making for treatment of advanced CKD will
likely need to explicitly address differences in approaches to decision-making about treatment
of advanced CKD between patients and their clinicians and perceived power imbalances in the
therapeutic relationship.

Plain-Language Summary:

While shared decision-making is widely promoted, its implementation in decisions about
treatment of advanced chronic kidney disease (CKD) remains challenging. We conducted a
qualitative study using interviews with older patients with advanced CKD and their clinicians
along with medical record review to ascertain perceived challenges with decision-making about
treatment of their kidney disease. Patients and their clinicians reported that it was difficult to
find common ground in four areas: 1) balancing CKD among other priorities; 2) focusing on

the present versus preparing for the future; 3) taking a standardized versus an individualized
approach to treatment of advanced CKD; and 4) navigating power differentials in the therapeutic
relationship. Steps to promote shared decision-making for treatment of advanced CKD should
explicitly address these challenges.

Keywords
shared decision-making; patient-centered care; medical decision-making; qualitative research

Introduction

Patients with progressive chronic kidney disease (CKD) and their clinicians face difficult
decisions about whether and when to pursue maintenance dialysis.2~” These decisions are

particularly challenging for older patients with significant comorbidity for whom there

is

growing evidence of clinical equipoise between dialysis and conservative management of

advanced CKD.8-21

In this context, professional societies call for application of shared decision-making for

treatment of advanced CKD.22:23 Shared decision-making emerges from a partnership
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between the patient and clinician where the patient serves as an expert on their individual
circumstances, needs, healthcare values and goals; and the clinician as an expert on the
illness and its prognosis as well as evidence-based therapies and their risks, benefits and
likely outcomes.24:25

There is concerning evidence that patients and clinicians do not always work collaboratively
to reach decisions about treatment of advanced CKD.28 In a survey study of patients with
advanced CKD, only 25% perceived that they shared decision-making with their medical
team.2” Many patients on dialysis report regret with their decision! and are unaware of
more conservative treatment options for their advanced CKD, such as hospice.28 In prior
qualitative studies, many patients described having been presented with little choice but to
start dialysis.2829 Interviews conducted of clinicians indicate that many are uncomfortable
with sharing prognostic information and selectively withhold or discourage the option

of conservative management with their patients.26:30-33 However, an important limitation
shared by most prior qualitative studies is that they reported on only the perspective of
patients and not their clinicians, or vice versa, and thus provide an incomplete view of the
multifaceted process of decision-making that occurs between patients and their clinicians.

To gain a deeper understanding of how shared decision-making in advanced CKD can
be supported in clinical practice, we conducted a qualitative study on the experiences of
patients and their clinicians with decision-making about treatment of advanced CKD.

Study population

We recruited English-speaking patients aged =65 years with advanced CKD from
nephrology clinics at 3 academic medical centers in the greater Seattle area between

March 2017 and April 2018. Advanced CKD was defined as having at least 2 outpatient
measures of estimated glomerular filtration rate (eGFR) <20 ml/min/1.73m? separated by
>90 days during the previous year. We purposively sampled patients reflecting a range of
ages, racial backgrounds, and male and female perspectives. We also reviewed the clinical
progress notes entered into the electronic medical record proximal to the study period to
further select and invite to participate a sample of patients reflecting a range of documented
preferences towards treatment options for advanced CKD. We initially approached patients
by letter followed by telephone and invited them to an in-person visit to explain the study.
We included patients who might have previously received hemodialysis for acute kidney
injury, but excluded those who had received a kidney transplant, were receiving maintenance
dialysis or were under the care of any of the authors. We also administered the 6-item
Cognitive Impairment Test (6-CIT) screening tool3* to patients and excluded those with
cognitive impairment (i.e., score >7). We obtained written informed consent from patients
and offered $40 as compensation for time spent participating.

Enrolled patients were invited but not required to identify any clinicians at their medical
center who played an influential role in their decision-making about treatment of their
advanced CKD and whom we could approach to participate in the study. Recruitment of
patient-identified clinicians occurred between July 2017 and May 2018 and was conducted
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over email or telephone. We first approached clinicians by informing them that one of their
patients had identified them as eligible to participate in the study and only disclosed the
patient’s identity after clinicians provided their written or electronically signed consent to
participate.

The study was approved by the Institutional Review Boards at University of Washington
(#00000779) and Veterans Affairs Puget Sound Health Care System (#00999).

Study setting

The medical centers from which participants were recruited support a range of treatment
options for advanced CKD, including in-hospital, in-center and home dialysis therapy,
kidney transplant and kidney palliative care. Patients are typically referred to free education
classes on their treatment options offered at each medical center or in the community at a
non-profit dialysis organization.

Participant characteristics

Patients and clinicians were asked to provide information on their age, race and sex.
Clinicians were also asked about their professional training including highest degree
attained, years since completion of their terminal degree and clinical specialty. From
patients’ medical records, we ascertained whether patients were listed for kidney transplant,
had previously received dialysis for acute kidney injury and had completed preparatory steps
to place vascular dialysis access.

Qualitative interviews

Patients completed a 60-minute private interview by phone or in-person in a clinic room
with either S.P.Y.W. (nephrologist with advanced qualitative methods training) or a research
coordinator trained in qualitative research methods. Clinicians completed a private phone
or in-person 30-minute interview at their workplace with a research coordinator. For
clinicians (n=2) who had more than one patient participating in this study, a separate
interview was completed for each of their patients. Patient interviews were conducted using
a semi-structured interview guide (Item S1) designed to elicit participants’ experiences and
perspectives on decision-making about treatment of advanced CKD. Clinician interviews
followed a similar guide (Item S2), and clinicians were encouraged to respond to questions
with their enrolled patient’s specific case in mind. Two authors (S.P.Y.W and G.S.)
developed the interview guides, which they iteratively refined after review of the first 4
interviews to enhance depth and relevance of responses. All interviews were audio-recorded,
transcribed verbatim and purged of personal identifiers. Transcripts were not returned to
participants prior to analysis for their edits.

Medical record review

One author (S.P.Y.W.) reviewed all clinical progress notes in each patient’s electronic
medical record from 2-years prior to enrollment through to the interview date. Passages
containing information pertaining to decision-making about patients’ advanced CKD were
abstracted from the medical record and purged of personal identifying information.3!
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Analytical approach

Results

To analyze interview transcripts and medical record passages, we used inductive thematic
analysis,3® which is an approach to uncovering previously unidentified concepts pertaining
to a phenomenon through immersive and systematic review and coding of the data. First,
S.P.Y.W. and a research coordinator trained in qualitative methods independently reviewed
each transcript and openly coded in a line-by-line fashion for emergent themes related to
participants’ experiences with making decisions about treatment of their advanced CKD.
Coders met at regular intervals to review transcripts, passages and codes, and utilized a
consensus-based approach to determine whether thematic saturation (i.e., when no new
themes emerged with recruitment of additional cases)38 was reached. Because not all
patients had clinicians who participated in this study and because there was substantial
heterogeneity in documentation across patients’ medical records, thematic saturation was
based on patient interviews. Passages from each patient’s medical record were reviewed
and coded in a similar fashion by S.P.Y.W and T.R.H. (pediatric nephrology fellow with
qualitative methods training).

Second, patient transcripts were re-reviewed alongside their corresponding clinician
transcript and/or medical record passages by S.P.Y.W. and T.R.H. using a constant
comparative approach, which is a process of comparing elements of a phenomenon when
it occurs under different conditions.3> We recorded analytical and theoretical memos of
similar, related and overlapping themes that emerged from these different data sources.
Themes selected for the final thematic schema comprised those reflecting processes shaping
decisions about treatment of advanced CKD shared by both patients and their clinicians.
All authors participated in theme refinement and assembly into larger thematic categories.
Member-checking (i.e. sharing analyzed data with participants for their input)3” was not
performed out of concern that disclosing preliminary themes that synthesized patient and
clinician data and their supporting quotations might threaten participant confidentiality
and undermine therapeutic relationships. We used Atlas.ti v.8 to annotate transcripts and
passages and organize codes and memos. The genders of patients and clinicians referenced
in quotations were changed at random to conceal participants’ identities.

We approached 66 patients of whom 3 screened positive for cognitive impairment, and 29
(age 736 years, 66% male, 59% Caucasian) consented to participate (Table 1). Examples of
patients’ documented treatment preferences are provided (Table S1). All 29 enrolled patients
identified at least 1 clinician (2 patients named the same clinician) who was influential in
their decision-making about treatment of their advanced CKD and whom we could approach
for interviews. We approached 25 clinicians of which 10 (age 52+12 years, 30% male, 70%
Caucasian) consented to participate (Table 2).

Four major themes emerged from interview transcripts and medical record passages
reflecting shared processes for patients and their clinicians in decision-making about
treatment of advanced CKD: 1) competing priorities; 2) focusing on present or future; 3)
standardized versus individualized approach to CKD; and 4) power dynamics. Illustrative
quotations supporting each theme are presented in Boxes 1-4.
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Competing priorities
Both patients and clinicians described challenges with balancing multiple competing
priorities in addition to advanced CKD (Box 1). Patients voiced needing to attend to
several other medical conditions (quote 1a) and complex personal circumstances (quote 1b)
concurrently and spoke of CKD as “just another worry” among many (quote 1c). Clinicians
also acknowledged that as patients’ personal stressors and medical complications increased
(quote 1d), consideration of other issues necessarily took precedence over patients’ CKD
(quote 1e). Nevertheless, patients and clinicians did not always agree on the urgency and
attention that their CKD should be given over other priorities in patients” lives (quote 1f).
Some patients expressed that they were best able to handle each issue if they addressed “one
thing at a time” (quote 1g). Patients tended to take a “wait and see” approach with their
CKD and relied on changes in clinical status to prompt them to refocus their efforts towards
their CKD and preparation for dialysis or transplant (quote 1h).

By contrast, clinicians tended to use likelihood of disease progression to guide whether they
might “push” the issue of CKD with their patients in advance of clinical deterioration (quote
1i). In other instances, the pace of decision-making for CKD was tied to decisions and
outcomes of other illnesses (quote 1j). Despite the complex interplay that these decisions
could have, they were often dealt with separately by different clinicians in different clinical
settings (quote 1k). Such fragmentation in decision-making could sometimes hinder or
precipitate a cascading series of decisions about interventions to ultimately address patients’
CKD (quote 1I).

Focusing on present or future

Across interviews and chart notes, patients and clinicians expressed different outlooks on
CKD, with patients taking a more present-oriented and clinicians a more future-oriented
view of CKD (Box 2). Patients described how “dialysis or death” were presented as a
“foregone conclusion” (quote 2a), with some stating only “a miracle” could provide an
alternative outcome. In this regard, patients saw “dwelling” on the future as “negative”
(quote 2b) and steps to prepare for this future as only guaranteeing dialysis or death to

occur (quote 2c). For one patient who did take advance steps to prepare for kidney failure
but whose CKD did not progress, his efforts seemed unnecessarily burdensome in hindsight
(quote 2d). Patients generally expressed desire to live in the “present” without thinking “way
into the future,” enjoying a “normal life” now and taking “one day at a time” (quote 2e).

Except for one clinician who intentionally coached a patient to shift her attention to the
“immediacy of the day” as a means to cope with CKD (quote 2f), clinicians tended

to “strongly recommend” early preparation for declining health and dialysis (quote 2g).
Clinicians described feeling an “obligation” to caution patients about the risk of kidney
failure and dialysis while not “coming off as seeming really pessimistic” (quote 2h).
Clinicians tended to interpret patients’ reluctance to consider the future or plan for dialysis
as “not being realistic” or indicating “a lack of understanding” or “fear” (quote 2i).
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Standardized versus individualized approach to CKD

Patients perceived their clinicians as taking a largely rote approach to management of

their CKD that seemed to override their individual concerns (Box 3). Patients described a
seemingly preeminent role that blood work and laboratory measures had in characterizing
their CKD (quote 3a) and decision-making about whether and when to start dialysis (quote
3b). To patients, the weight assigned to laboratory values by clinicians’ in their assessments
and treatment recommendations seemed arbitrary and incongruent with how they felt and
what symptoms they were experiencing (quote 3c). Patients also perceived clinicians as
overly focused on “the disease that they walked in the room for” and that interactions

often consisted of a series of closed-ended questions posed by clinicians intended to

assess whether patients fit a “textbook” presentation of CKD (quote 3d). Patients remarked
that their clinicians didn’t “trust people to know their own bodies better than they do.”
Patients found it difficult for clinicians to set aside their preconceived notions and accept an
alternative perspective of their CKD and how best to manage it (quote 3e).

In contrast to the monolithic approach to CKD perceived by patients, clinicians who
participated in interviews described varying approaches to caring for their patients. Some
clinicians tended to adhere to the “standard of care” and favor “going with the Kidney
Disease Outcomes Quality Initiative guidelines” (quote 3f). Others discussed being careful
not to “extrapolate population statistics” to one patient and to “treat them as an individual”
(quote 3g). Clinicians also tended to consider their patients’ personal circumstances and
comorbid conditions when determining eligibility for different dialysis modalities and
kidney transplant (quote 3h). While these clinicians felt that they were more confident
from the “scientific perspective” about appropriateness of treatments in individual cases,
they did not feel they had adequate time or skill to talk with patients about their goals of
care and which treatments best supported these goals (quote 3i). Consistent with this, we
could not find documentation in clinical notes of patients’ healthcare goals elicited by their
clinicians. Further, when directly asked by interviewers, none of the patients remembered
being presented with a conservative option for their advanced CKD.

Power dynamics

Patients perceived themselves at disadvantage relative to their clinicians in their ability

to make decisions about treatment of advanced CKD (Box 4). With little to no medical
background, patients described having “no choice” but to “trust” their clinicians and accept
their proposed plans and recommendations about whether and when to start dialysis (quote
4a). While patients generally accepted clinicians’ assessments of their CKD and care
recommendations, some patients also described doubts and/or disagreements about their
CKD and treatments (quote 4b). How patients handled these differences with their clinicians
varied. Some patients voiced their differences directly with their clinicians, which clinicians
sometimes found to be confrontational (quote 4c). Other patients were more deferential,
using humor or exploratory questioning to convey that their clinicians’ assessments and
recommendations “didn’t sit well” with them (quote 4d). There were also some patients who
kept these differences in beliefs hidden out of concern of disapproval from their clinicians
(quote 4e).
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Clinicians seemed less attuned to the power differential described by patients. Although
clinicians acknowledged their influence over their patients’ decision-making, they also felt

it had its limits and saw that their patients could ultimately decide which treatments to
accept (quote 4f). Interview responses (quote 4g) and documentation in the medical record
(quote 4h) also suggested that some clinicians were unsure where to draw the line between
“encouraging” and “forcing” patients into accepting recommendations when patients seemed
reluctant. Only one clinician whom we interviewed discussed intentionally approaching
patients as a peer to cultivate open, honest conversations about kidney disease and dialysis
(quote 4i).

Discussion

Our study spotlights 4 key areas where it can be remarkably challenging for patients

and their clinicians to find common ground in decision-making about treatment of
advanced CKD (Figure 1). Patients and their clinicians described differing perspectives on
balancing attention to CKD and dialysis planning versus multiple other priorities, focusing
on the present versus planning for the future, relying on biomedical data and clinical
practice guidelines versus patients’ informed preferences to make treatment decisions,

and recognizing and navigating power differences within the patient-clinician therapeutic
relationship.

Shared decision-making reflects a paradigm shift in nephrology from a traditional disease-
based framework towards a more patient-centered approach to caring for patients with
advanced CKD.24 Under a disease-based model, care is predominantly informed by an
understanding of underlying biological mechanisms and epidemiology of illness and is
focused on halting disease progression and minimizing risk of complications. Clinicians
are the preeminent expert in care. In contrast, under a patient-centered model, care is
designed to serve the specific needs, values and preferences of patients and accommodates
the agency that patients would like to have in their care and decision-making. Our findings
illustrate major flashpoints in decision-making about treatment of advanced CKD that can
occur at the intersection of these two models of care. Our findings resonate with those of
other studies that have reported on the lack of explicit education in techniques to promote
shared decision-making in nephrology curricula,383? and the emotional and moral distress
experienced by patients and their clinicians when reconciliation of patients’ wishes with
clinicians’ perceived best interests or traditional standards of care is not achieved,30.32.40
Conversely, when clinicians receive training in communication techniques to facilitate
elicitation of patients’ values, goals and preferences, patients more often report having
talked with their clinicians about their goals of care and perceive their care as concordant
with their goals.#! Patient decision aids can also better prepare patients to select a treatment
option that they believe is best for them.*2 Additionally, engaging specialty palliative care
and ethics consultation services in the care of complex patients can be helpful to patients,
families and clinicians and reduce the use of burdensome or unnecessary treatments. 4344
Taken together, our findings call for more innovation to support shared decision-making for
treatment of advanced CKD.
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Whereas most prior studies on clinician perspectives of decision-making about treatment of
advanced CKD have been limited to nephrologists,2° our findings highlight the importance
of interdisciplinary collaboration and a whole-person approach to decision-making about
treatment of advanced CKD. In fact, 40% of the clinicians who participated in our study
because their patients identified them as influential in their decision-making were non-
nephrologists, and we found documentation related to dialysis decision-making in many of
the clinical progress notes of non-nephrologists. When making decisions, some patients may
preferentially engage clinicians outside of nephrology with whom they have long-standing
relationships.11:4546 Further, we found that patients and their clinicians alike viewed CKD
as an important consideration among multiple inter-related problems, but decision-making
about each problem often seemed siloed. Implementation of a multispecialty team approach
may help to clarify patients’ competing priorities, overcome care fragmentation and improve
patient outcomes for those with advanced CKD 4748

This study has several limitations. First, although we utilized purposive sampling to gather
diverse patient perspectives on decision-making about treatment of advanced CKD, our
findings may be of limited generalizability. Patients and clinicians were recruited from
academic medical centers located in a single geographic area, and their experiences may
not be representative of those in other practice settings and regions. Participants might

not be representative of those who elected not to participate or might reflect a biased
sample of patient-clinician dyads who wished to share particularly memorable (positive

or negative) experiences with decision-making about treatment of advanced CKD. Second,
we used documentation in patients’ medical records as a window on clinical encounters
between patients and their clinicians as they unfolded, enabling study of a range of clinician
types and settings that are relevant to decision-making about treatment of advanced CKD.
This technique has advantages over direct observation of clinical encounters, which can
influence patient and clinician behaviors and be unreliable because it is not guaranteed

that treatment of advanced CKD will be discussed during any given observed encounter.4®
However, documentation is also limited by what clinicians chose to document and may not
accurately or completely reflect patient-clinician interactions. Third, we cannot be certain
that patients and clinicians were referring to the same encounters during interviews or to
distant encounters that would be subject to recall bias, both of which might contribute to
the observed differences in perspectives between patients and clinicians. Fourth, we did not
solicit the perspectives of caregivers who are also commonly involved in decision-making
about CKD.1! Fifth, our study examines the perspectives of patients and clinicians gathered
at a single point in time. Future work is needed to examine how perspectives might change
over time. Finally, although themes presented emerged from patient and clinician interviews
and the medical record, thematic saturation was based on patient interviews. Subsequently,
our findings are not exhaustive of themes relating to clinicians’ perspectives on decision-
making about treatment of advanced CKD.

This qualitative study provides insight into some of the obstacles encountered by patients
and their clinicians during decision-making about treatment of advanced CKD. Our findings
suggest that success to achieving shared decision-making for treatment of advanced CKD
will likely require stronger methods for integrating more holistic and patient-centered
approaches to caring for patients with advanced CKD.
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Box 1.

Theme 1: Competing priorities

Quote*

Quotation [source]

Participant

la

1 have to manage diabetes, high blood pressure, high cholesterol and being
old, balance, falling, fear of falling. | mean, there are so many things going
on. [patient interview]

13

1b

How the hell is a person supposed to live a life when they are living on the
streets or living with drugs and stuff in their lives? [patient interview]

1c

1t’s everything... If I just had the kidney problem, | could cope with that, you
know, easily... But it’s everything together. That’s the problem. The kidney
disease Is just another worry. [patient interview]

15

1d

Her kidney disease was not very far along. Her cancer needed better follow
up, so | remember spending initial time with her trying to arrange better
follow up with urology and imaging... we didn’t talk early in our relationship
necessarily about dialysis and things like that. [clinician interview]

le

She stated interest in dialysis, she just doesn’t want to work on that right
now, and | haven’t pushed it... Depression and dissatisfaction in her living
situation and family relationships. So that really predominates with her.
[clinician interview]

29

1f

So now my kidney function is down to, | think, [my creatinine is] 2.5... Their
biggest concern is they take me off my diuretic... but what happens is my
legs swell up...I can’t move them... Take me off my diuretics, it hurts too
much to walk...In my mind, 1°d rather at least have some kind of quality of
life than just sitting around doing nothing. [patient interview]

33

19

Right now, I’'m dealing with a foot problem... I can only do one thing at a
time. Let’s hope I get through that. [patient interview]

39

1h

When I slowly discovered that maybe it wasn’t going to happen that fast,

1 somewhat lost interest in all of that. It didn’t seem like something that

1 needed to pay attention to and so I focused more on simply trying to
maintain the level of function with what I’ve been doing. [patient interview]

1i

For someone like the patient whose blood pressure, diabetes were out of
control, they’re going to progress pretty fast. That’s why I really tried to
push for getting her to [dialysis class] and learn about dialysis. [clinician
interview]

1j

She has a second issue which is she has a pararenal abdominal aortic
aneurysm... We’ve concluded that the risks of attempted repair probably
outweigh the benefit...Any attempt to treat her aneurysm is likely to
make her kidney disease progress...In general, being on dialysis leads to
a significant decrease in quality of life. [clinician interview]

40

1k

The surgeons have told her that they don’t think she’s a good surgical
candidate partially because of her kidney disease... One of the doctors set her
up to see one of his colleagues at the university...And she did see another
one of the providers here who is considering her for a less invasive repair...
But noboadly was really following through with that... [the patient] was not
getting answers that she wanted, she felt she should get surgery. [clinician
interview]

28

1l

She would need a chest/abdomen/pelvis computed tomography with
angiogram in order to make a final determination. The patient is approaching
the need for hemodialysis... I discussed with her that the intravenous contrast
might precipitate hemodialysis... She is leaning toward imaging. [medical
record]

RR

*
the number indicates the theme to which the quotation pertains; the letter indicates the order in which the

quotation is referenced in the manuscript text
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Theme 2: Focusing on present or future
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Quote

Quotation [source]

Participant

2a

There’s no cure for kidney disease. You just live until you get real sick and
then you get into dialysis. If not, you just got to die. That’s all. [patient
interview]

12

2b

1 don’t have any feelings about death at this point. 1’m not even thinking
about it. 1’m just thinking about every day and waking up and having a good
aay. | don'’t really bother to think way into the future... My parents, gave me
the idea that you accept your situation and not dwell on the negative. [patient
interview]

26

2c

1t’s hard to explain. I actually tell my boady to heal itself. It’s one of the things
1 was taught: positive thinking. If you have a negative attitude, if you start
saying, “I’m dying” or “my kidneys are failing,” they will! [patient interview]

37

2d

“You’ve got to have a caregiver, now!”... 1 just busted my butt trying to

find her... “You’ve got to change this diet!”... The diet has been hell... They
wanted me to find someone to donate a kidney... “Find yourself a kidney!”....
[My doctors] never let up... I was supposed to rush forward and show them

1 could do everything they wanted. But they were just thinking about it, my
life was trickling by, my time here on earth is going away, and if | don’t get a
kidney or if | need one. [patient interview]

2e

Just every day, take one day at a time. 1’m glad to be here. Tomorrow is not
promised. [patient interview]

17

2f

She is beginning to see the value of slowing down and trying to pay more
attention to what is happening now; not so much focused on the future where
she feels more limited. [medical record]

29

Her renal function continues to decline. At such a rate, she would likely
progress to end-stage renal disease in the next 12 months. Patfent states she
was told she needs dialysis many years ago, but “nothing ever happens...”
[ discussed the need to prepare for vascular access early. .. Despite extensive
counseling, patient declines referral to vascular surgery. [medical record]

2h

1 struggled a lot about how to say this, you know, that “when your kidneys

are no longer working, you can’t live...” our conversations over the last six
months have been quite serious and I leave the visit feeling, you know, “have |
done enough? Have | explained it clearly enough?“[clinician interview]

2i

1’m very mindful of how fear modifies their response. I’ve never met a patient
when, if | tell them, “You need dialysis,” says, “Hey, start me on dialysis.”
Never met a patient. Even if a patient may not articulate fear, they’re afraid.
[clinician interview]

22

Box 3.

Theme 3: Standardized versus individualized

approach to CKD

Quote

Quotation [source]

Participant

3a

There are no symptoms, per se. They check my blood. The tale is told in the
blood. That’s why they take the blood every time | go see them. They can tell
If I’ve got certain things going on. [patient interview]

30

3b

[ think my numbers are going to make my decisions actually. If | get down
below 13 much, she wants to start doing [dialysis]. [patient interview]

85

3c

You’re down to 10%, you’ll get the dialysis. So, how do they set up the
10%?... Right now I’'m about 15. | feel okay...But if to the point, [ said, “/
feel so sick, why do you say it’s not yet?” [patient interview]

34

3d

Everything is quicker in meetings with the nurses or the doctors...it’s more
black-and-white--"Here is what you do. Here’s the thing that you’ve got

fo do. Here’s how you have to go on these... “ Theyre more interested in
physical feelings. Am [ tired? Am | whatever? They’re looking at it from a
medical point of view... It’s all statistics and results and things like that. When
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Quote Quotation [source] Participant

they talk to patients, they’re using that type of information. That’s all fine and
aandy, but life isn’t just cut and dry. There’s a little more to it. | don’t get the
impression that it’s something they really want to hear. [patient interview]

3e

Empty your teacup and you’ll be able to learn. If you want to taste my tea, 13
and you have a teacup full of your tea, you’re not going to taste my tea. If

You want to taste my tea, empty your teacup, let me pour some in. But if you

mix it with yours, you’re not going to taste it, you’re going to say it tastes

bad... “Loosen up, empty your mind and listen to me, then think about it,”

that’s what I like to say to doctors. [patient interview]

3f

We recommend the standard of care and | show them the guidelines, if they 20
want to see them. [clinician interview]

3g

It is my goal to provide them with all the information that | can. For me then, 22
to understand what is important to them, based on that information, and then
help them navigate this very difficult journey. [clinician interview]

3h

She is interested in peritoneal dialysis and would like to learn more about L
peritoneal dialysis. However, given multiple abdominal surgeries, may not be
a candidate. [medical record]

3i

We’re working with patients and scrutinizing them closely for the 2
adevelopment of uremic symptoms... But then also talk about goals of care,

1 would say, almost impossible within a 25-minute visit... It’s not something

that | would say is in my wheelhouse of strengths, working on advance care

planning. [clinician interview]

Box 4.

Theme 4: Power dynamics

Quote Quotation [source] Participant

4a

A doctor has a plan and | think;, as a patient, yon kind of just give into that 19
because they’re supposed to be educated enough above you to know why they

came up with that plan and you have to just trust that the doctor is correct

when she may or may not be. [patient interview]

4b

Everyboady talks about like that’s the absolute, you’re going to be on dialysis. 39
Why am | hearing that all the time? It’s like you’re trying to talk me into

it... “What do you think about dialysis? How are you going to... “l don’t want

o do dialysis. [patient interview]

4c

They tell me, “You’re getting worse and worse... “ | argue with my kidney 12
doctor, | say, “Well | don’t feel sick. I feel the same...“ They just say, “Why
are you arguing with me all the time?” [patient interview]

4d

As a physician, the patient may not agree with you all the time...if you 34
don’t agree, then you may challenge it, “Why is this?”...1 guess, when I ask

questions, my tone is a question and not a challenge, that’s very important.

[patient interview]

4e

1’m going to admit something now... 1 said, “I’m taking these herbs, “and [my 9
nephrologist] says, “I don’t know what’s in them, but | don’t want you to take

them.” Well, I’ve been taking them, constantly, for two years now, and I’m

not willing to stop. [patient interview]

4f

“[Patient} claims she just can’t do it...1 feel like every time I see her, I just 29
have to say, ‘Listen, you have to. You can do this. You can take care of

Yyourself. You just have to do it.” Monitoring her blood pressure, watching her

diet, taking her medications. But she’s just very sort of fatalistic.” [clinician

interview]

49

[Patient] actually left the visit early because she was not happy with what | 1
was telling her. She didn’t want to talk about [dialysis]. She absolutely did

not want to go there at all. This is something that is going to happen to her in

her lifetime... That’s why I really tried to push for getting her to the [dialysis
eaucation classes] and learn about dialysis... | mean, it’s her choice. As a

provider, as long as the patient has capacity to make decisions, I can’t push

any of my beliefs onto her... I have no right to impose. I think my role is

to educate her about the consequences of her disease, as long as I’ve done

that, maybe she doesn’t believe me, | don'’t feel strongly to further push my
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Quote

Quotation [source]

Participant

beliefs...if you force care onto patients, when they don’t really want to accept
it, in the long term, I don’t think it’s a good idea. [clinician interview]

4h

We discussed that reducing [medication] is unlikely to precipitate chest pain
and encouraged her to hold or lower this dose... Unable to convince [patient]
to reduce [medication] as recommended. [medical record]

4i

1 just talk to people like they’re my fiend or they’re just a normal person...1
always try to get to know someone... | try to find some common ground as
1°’m doing the history...1 try to find something that | share with someone. |
try to figure out more what’s special about them and try to bring that out...|
don’t actually talk about dialysis at the beginning because | want to have a
relationship with someone before that even happens. [clinician interview]

33
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. Challenges to shared decision-making .
between patients and their clinicians

Patient perspective
“Wait & see” approach Theme 1: Competing priorities Likelihood of progression
to CKD is acceptable CKD is one among many inter-related problems. drives urgency of CKD

m

Clinician perspective

Desire to live “one day Theme 2: Focusing on present or future Need for future
at a time” Dialvsis viewed as inevitable. preparation for dialysis
Lived experience, . A A . Objective biomedical
Herdnat ilueesnd Theme 3: Standardized versus individualized approach to CKD Hatand il Bractis
goals drive decision Data and criteria are needed to guide decision-making. guidelines drive decision

Limited ability to voice :
Idilsaegree;'levnt wi?liw Theme 4: Power dynamics Unsure when to push or
decisions Power differences exist in therapeutic relationships. accept decisions

Treatment decisions

Figure 1: Four challenges to decision-making about treatment of advanced CKD experienced by
patients and their clinicians.

Theme 1: Competing priorities — \When to triage CKD and dialysis planning above other
priorities; Theme 2: Focusing on present or future — How to face dialysis as an inevitability;
Theme 3: Standardized versus individualized approach to CKD— What information is
overriding in guiding decision-making; Theme 4: Power dynamics — How power differences
affect the patient-clinician therapeutic relationship.
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Patient characteristics

Age, mean (SD)
Race
Asian, Pacific Islander
Black, African American
Hispanic, Latino
White, Caucasian
Mixed race
Sex
Female
Male
Dialysis fistula placed
Previously received acute dialysis

Listed for transplant

N=29
73 (6)

(2]

17

10
19
2
2
3
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Clinician characteristics

Age, mean (SD)
Race
Asian, Pacific Islander
Black, African American
Hispanic, Latino
White, Caucasian
Mixed race
Sex
Female
Male
Years of clinical practice, mean (SD)
Medical specialty
Nephrology
Oncology
Social Work

Vascular surgery

Primary Care

52 (12)

o N O O w

17 9)

=2
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