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IMPORTANCE Although maintenance dialysis is a treatment choice with potential benefits and
harms, little is known about care practices for patients with advanced chronic kidney disease
who forgo this treatment.

OBJECTIVE To describe how decisions not to start dialysis unfold in the clinical setting.

DESIGN, SETTING, AND PARTICIPANTS A qualitative study was performed of documentation
in the electronic medical records of 851 adults receiving care from the US Veterans Health
Administration between January 1, 2000, and October 1, 2011, who had chosen not to start
dialysis. Qualitative analysis was performed between March 1, 2017, and April 1, 2018.

MAIN OUTCOMES AND MEASURES Dominant themes that emerged from clinician
documentation of clinical events and health care interactions between patients, family
members, and clinicians relevant to the decision to forgo dialysis.

RESULTS In the cohort of 851 patients (842 men and 9 women; mean [SD] age, 75.0 [10.3]
years), 567 (66.6%) were white. Three major dynamics relevant to understanding how
decisions to forgo dialysis unfolded were identified. The first dynamic was that of dialysis as
the norm: when patients expressed a desire to forgo dialysis, it was unusual for clinicians
to readily accept patients’ decisions. Clinicians tended to repeatedly question this preference
over time, deliberated about patients’ competency to make this decision, used a variety of
strategies to encourage patients to initiate dialysis, and prepared for patients to change their
minds and start dialysis. The second dynamic arose when patients were not candidates for
dialysis: clinicians viewed particular patients as not candidates or appropriate for dialysis,
usually on the basis of specific characteristics and/or expected prognosis, rather than after
consideration of patients’ goals and values. When clinicians decided patients were not
candidates for dialysis, there seemed to be little room for uncertainty in these decisions.
The third dynamic occurred when clinicians believed they had little to offer patients beyond
dialysis: when it was clear that patients would not be starting dialysis, nephrologists often
signed off from their care and had few recommendations other than referral to hospice care.

CONCLUSIONS AND RELEVANCE These findings describe an all-or-nothing approach to caring
for patients with advanced chronic kidney disease in which initiation of dialysis served as a
powerful default option with few perceived alternatives. Stronger efforts are needed to
develop a more patient-centered approach to caring for patients with advanced chronic
kidney disease that is capable of proactively supporting those who do not wish to start
dialysis.
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M aintenance dialysis is a form of life support for pa-
tients with advanced chronic kidney disease (CKD).
However, treatment with dialysis does not always

have the intended effect of extending life or restoring health
and quality of life for those with advanced CKD. For some pa-
tients, the potential benefits of dialysis in terms of extending
life and managing signs and symptoms of uremia may be out-
weighed by its potential harms, which include the substan-
tial treatment burden and prospect of a highly medicalized
lifestyle1-3 and risk of progressive loss of physical, social, and
cognitive function.4-7

Available research on decision making about dialysis in the
United States has been limited largely to patients who are re-
ceiving maintenance dialysis and suggests that dialysis is of-
ten framed to patients as a necessity rather than a treatment
choice,8-12 and that patients sometimes struggle with clini-
cians about whether and when to begin this treatment.8,11 Prior
work in the Veterans Affairs (VA) health care system found that
it was relatively unusual for patients with advanced CKD to
forgo dialysis, with only 14.5% of patients (or those making de-
cisions on their behalf) choosing not to pursue dialysis.13 Avail-
able evidence suggests that this practice may be even less com-
mon in other health care settings in the United States.14,15

To gain a deeper understanding of how decisions not to
pursue dialysis unfold in the clinical setting, we conducted an
in-depth qualitative analysis of the medical records of mem-
bers of a cohort of VA patients with advanced CKD who de-
cided not to pursue dialysis.13

Methods
Study Population
Using a previously published approach,8 we conducted a quali-
tative analysis of the clinical notes of selected members of a
national cohort of 28 568 patients with advanced CKD.13 As de-
scribed in detail elsewhere,13 cohort members had at least 2
outpatient measures of estimated glomerular filtration rate less
than 15 mL/min/1.73 m2 separated by at least 90 days in the
VA between January 1, 2000, and December 31, 2009, and were
followed up from the date of their second estimated glomer-
ular filtration rate of less than 15 mL/min/1.73 m2 during this
time frame through death or October 1, 2011. During follow-
up, 19 165 cohort members were treated with dialysis based on
either enrollment in the United States Renal Data System (a na-
tional registry of patients undergoing maintenance dialysis) or
a dialysis procedure code in VA and Medicare files. Among the
remaining 9403 cohort members, we selected a random sample
of 1928 patients for in-depth review of their national VA elec-
tronic medical record to determine the treatment decision
made with respect to dialysis closest to the end of follow-up.
Of the patients selected for medical record review, 437 were
found to have received dialysis based on documentation in
progress notes despite not being registered in United States Re-
nal Data System or having a dialysis procedure code, and 640
had not started dialysis by the end of follow-up but were dis-
cussing and/or preparing for this possibility. The analysis de-
scribed here was conducted among the remaining 851 pa-

tients included in the medical record review for whom there
had been a decision not to start dialysis made by either the pa-
tients themselves, their family members, and/or their clini-
cians. For the 812 patients (95.4%) who died during follow-
up, the decision not to start dialysis reflected their treatment
decision closest to the time of death. We used a combination
of linked administrative and clinical data from VA and Medi-
care files to define and characterize the study cohort.13,16 The
institutional review boards at the VA Puget Sound Health Care
System and the University of Washington approved this study
and waived the requirement for informed consent for the fol-
lowing reasons: (1) the study was deemed to be of minimal risk
to study participants; (2) this is a retrospective study in which
all the patients had died by the time the study was con-
ducted; and (3) there was no contact information within the
data sources to enable us to contact legal next of kin for con-
sent.

Data Collection
Progress notes and other documentation in the electronic medi-
cal record are available for all episodes of care at VA facilities
as Text Integration Utilities notes in the VA Corporate Data
Warehouse. Using Lucene text-search software,17 1 of us
(S.P.Y.W.) searched Text Integration Utilities notes for each pa-
tient’s entire medical record through the end of follow-up and
abstracted passages containing information relevant to deci-
sion making regarding dialysis. To ensure that all informa-
tion pertaining to decisions about dialysis was reviewed, we
used catch-all query terms, such as kidney disease, end-stage
renal disease, and dialysis to locate all potentially relevant notes.

Qualitative Analysis
Qualitative analysis was performed from March 1, 2017, and
April 1, 2018. We used an inductive approach to content
analysis18 to analyze passages abstracted from the electronic
medical record. One of us (S.P.Y.W.) reviewed all abstracted pas-
sages for each patient, openly coding for emergent themes per-
taining to the decision to forgo dialysis. In parallel, another 2
of us (L.V.M. and A.M.O.) independently reviewed and openly
coded abstracted passages for a random 20% sample of pa-
tients (n = 168). All 3 of us then collectively reviewed the codes

Key Points
Question How do patient decisions to forgo dialysis unfold in
real-world clinical settings?

Findings In a qualitative analysis of the medical record notes of
851 patients with advanced kidney disease who decided to forgo
maintenance dialysis, 3 prominent themes emerged: (1) clinicians
did not readily accept patients’ wishes not to start dialysis, (2)
clinicians decided particular patients were not candidates for
dialysis seemingly without consideration of the patients’ goals and
values, and (3) clinicians seemed to believe they had little more
to offer patients who would not be starting dialysis.

Meaning There is need for more patient-centered models of care
for advanced kidney disease capable of supporting those who do
not wish to start dialysis.
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and associated passages for the 20% sample and, using an it-
erative and consensus-based approach, resolved differences
in interpretation of passages and refined code definitions.19,20

All 3 of us also reviewed the list of codes and associated pas-
sages generated by S.P.Y.W after reviewing records from all 851
patients to confirm thematic saturation based on review of the
20% sample.19 Dominant themes were identified on the basis
of the consistency with which they emerged in passages.21

Finally, we assembled selected themes into larger thematic cat-
egories, returning as needed to the passages in the medical rec-
ord to ensure that the final thematic schema was well-
grounded in the data.20 We used ATLAS.ti qualitative analysis
software, version 8 (GmbH) to facilitate organization of codes
and abstracted passages.

Results
Of the 851 patients included in this analysis (842 men and 9
women; mean [SD] age, 75.0 [10.3] years), 567 (66.6%) were
white (Table 1).8,9 During a median follow-up of 0.5 years, 812
cohort members (95.4%) died, and 323 (38.0%) enrolled in hos-
pice. In qualitative analysis, the following 3 dominant and in-
terrelated themes emerged that were relevant to understand-
ing how decisions to forgo dialysis unfolded: dialysis as the
norm, patient not a candidate for dialysis, and having little to
offer beyond dialysis.

Dialysis as the Norm
Many of the patients included in this cohort had voiced a strong
desire not to start dialysis. For example, it was not uncom-
mon to see statements from patients recorded in clinician notes
indicating that they would rather “die” than undergo dialysis
treatment. In these instances, clinicians did not readily ac-
cept or fulfill patients’ preferences, and instead repeatedly
questioned the patients’ decision, deliberated over patients’
competency to make decisions about dialysis, encouraged pa-
tients to initiate dialysis, and prepared for patients to change
their minds and start dialysis (Table 2).

Repeated Questioning
Although we found a few instances in which clinicians seemed
to readily accept patients’ expressed wishes not to pursue di-
alysis (patient 1), it was more common for clinicians to ques-
tion this decision, broaching the topic repeatedly over time
(Table 2). Repeat questioning could come from the same or dif-
ferent clinicians (patient 2) and were often prompted by tran-
sitions of care (patient 3). Although repeat questioning could
serve to clarify patients’ preferences (patient 4) and confirm
consistency over time and/or consensus among family mem-
bers (patient 5), this questioning could also be a source of frus-
tration (patient 6) and even hostility (patient 7) for some pa-
tients.

Consideration of Competency
When patients refused to initiate dialysis, clinicians were led
to deliberate over patients’ competency to make this deci-
sion (Table 2). Concerns documented included whether pa-

tients might be suicidal or depressed (patient 8) or emotional
or irrational (patient 9), or lack sufficient insight or informa-
tion to be able to make informed decisions about undergoing
dialysis (patient 10). When patients had a history of mental ill-
ness (patient 11), appeared to be depressed (patient 12), or had
given what seemed to clinicians to be conflicting messages
about their goals of care (eg, refusing dialysis treatment but
also declining do not resuscitate status) (patient 13), this could

Table 1. Characteristics of Patients in Whom There Was a Decision
Against Dialysisa

Characteristic at Cohort Entry Patient (N = 851)b

Age, y

<65 150 (17.6)

65-74 179 (21.0)

75-84 372 (43.7)

≥85 150 (17.6)

Race/ethnicity

White 567 (66.6)

Black 165 (19.4)

Other 119 (14.0)

Sex

Male 842 (98.9)

Female 9 (1.1)

Burden of comorbidity

Low 192 (22.6)

Moderate 292 (34.3)

High 358 (42.1)

Comorbidities

Hypertension 354 (41.6)

Coronary artery disease 386 (45.4)

Congestive heart failure 354 (41.6)

Type 1 and 2 diabetes 446 (52.4)

Peripheral artery disease 142 (16.7)

Cancer 273 (32.1)

Chronic obstructive pulmonary disease 241 (28.3)

Dementia 75 (8.8)

Stroke 109 (12.8)

Cirrhosis 17 (2.0)

Nephrology care in year prior

None 390 (45.8)

1-3 Clinic visits 301 (35.4)

≥4 Clinic visits 160 (18.8)

eGFR, mean (SD), mL/min/1.73 m2 11.7 (2.5)

Follow-up, median (IQR), mo 5.7 (1.1-17.2)

Care during follow-up

Received palliative care consultation 439 (51.6)

Enrolled in hospice 323 (38.0)

Died during follow-up 812 (95.4)

Died in a hospital 336 (41.4)

Abbreviations: eGFR, estimated glomerular filtration rate; IQR, interquartile
range.
a Further description of the cohort and ascertainment of variables

have been previously reported.8,9

b Presented as number (percentage) unless otherwise specified.
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Table 2. Dialysis as the Norm: Clinicians Do Not Readily Accept Patients’ Wishes Not to Start Dialysis

Patient No. Service Exemplar Quotes From the Medical Record

Repeated questioning

1 Nephrology clinic I feel that there is no need to discuss the dialysis anymore with him as he is quite
determined that he would not want to accept any artificial means to sustain life,
including kidney dialysis.

2 Oncology clinic He has severe renal insufficiency and now has hyperkalemia. He refuses dialysis.

Primary care clinic He refuses to go onto dialysis and was told that the consequences of not going could
be death. He says that he will die then.

Nephrology clinic He has refused to consider dialysis every time I have brought it up to him.

3 Nephrology: hospitalization 1 The patient again refused dialysis.…I discussed the case with all the nephrologists at
[the nephrology practice].

Medicine: hospitalization 2 Was contacted on the phone by [the cardiologist] to discuss dialysis. He categorically
refused and thought that all this has been settled during his previous admission.

4 Nephrology clinic He seems to be willing to do dialysis, if it was a life-or-death situation, but is not too
anxious to get it started before then.

Nephrology clinic He is unclear about whether he would do dialysis if he needed it.

Nephrology clinic We again discussed options of dialysis and he seems a little more resolute now
that he would not agree to dialysis should it become necessary.

5 Emergency department I called [patient’s] son to again address code status and dialysis status.…
He reiterated that per his father’s wishes and the family’s wishes, they did not want
anything done. They did not want to start dialysis.

6 Inpatient medicine The nephrology team came on rounds and readdressed the issue of dialysis.
The patient seemed somewhat annoyed with them reapproaching her with the same
issue and when they left she told this writer that she would appreciate it if the renal
doctors do not come around to see her.

7 Nephrology clinic Repeatedly every time asked says he will never agree to dialysis, and will die first.
He gets angry, belligerent when asked this question, and says it is his right to refuse
any care he chooses.

Consideration of competency

8 Outpatient social work Patient states he is not depressed or suicidal and would never hurt himself
intentionally, but would rather die than be dependent on machinery.

9 Nephrology clinic Patient seems scared of hemodialysis, and unable to logically explain apprehensions.
Continues to state he wants things done to get better so he can continue living,
yet states his life “schedule of activities” if interrupted by time spent
on hemodialysis would not be worth living and he would rather die.

10 Inpatient medicine He understands what is involved in dialysis and the consequences of his decision
(death), but has made an “educated” decision not to have dialysis.

11 Ethics committee The question centers around concern that the patient’s history of schizophrenia
might invalidate his prior and current expressed wishes for no hemodialysis.

12 Inpatient medicine He has expressed his wish not to receive dialysis for a long time.…He has had several
personal circumstances, including the recent death of father and a son that may
incite his depression and refusal of treatment. We will request psychiatry
reevaluation.

13 Ethics committee The ethical question according to [the nephrologist] is that although Veteran does
not want dialysis, which is the most vital treatment, without which he will not
survive, he has declined to be on Do Not Resuscitate status.

Encouraging dialysis

14 Outpatient social work Had numerous family meetings with patient and his family in an attempt to convince
patient to accept dialysis but patient has always stated without fail that he did not
want dialysis.

15 Nephrology clinic Patient is adamant that he will not consider dialysis under any circumstances—
seems to understand that the choice would be death.

16 Chaplaincy His wife is supportive of what he decides to do, but related that she feels guilty
in relation to the doctors who are urging dialysis.

17 Geriatrics clinic He has said in past he doesn’t want dialysis.…I advised that he can accept this
for a short time and could still decide to stop this afterwards.

18 Inpatient medicine Willing to offer dialysis as bridge to wedding or chemotherapy…he said quite clearly
that he did not want dialysis or chemotherapy, he just wanted “to be comfortable.”

19 Inpatient nephrology Patient has steadfastly refused to be placed on chronic dialysis. In terms of
short-term dialysis while patient is hospitalized, this was being considered on an
emergency basis only (ie, hyperkalemia or fluid overload refractory to medical
management).

20 Home-based primary care [Patient] reports that he does not really want to do [dialysis] but his wife states
forcefully, “You have to”…reviewed that her yelling and “telling” him what to do
were not the best ways to approach.

(continued)
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lead clinicians to question whether patients’ wishes to forgo
dialysis should be honored. Clinicians might consult with men-
tal health services and hospital ethics committees before up-
holding patients’ wishes not to pursue dialysis.

Encouraging Dialysis
When patients expressed a desire to forgo dialysis, clinicians
used a range of strategies to encourage initiation of dialysis
(Table 2). These strategies included attempts to “persuade” or
“convince” patients to start dialysis (patient 14) and to nor-
malize dialysis treatment by framing the decision to forgo di-
alysis in negative terms, akin to “giving up,” or “choosing death”
or their own “demise” (patient 15). Clinicians often enlisted the
help of family members in discussions about starting dialysis
(patient 16). Clinicians might also present dialysis as a short-
term or interim treatment, offering a “trial” of dialysis (pa-
tient 17), dialysis as a “bridge” to buy time for other treat-
ments (patient 18), or as temporary support for acute kidney
injury (patient 19). We found only a few examples of clini-
cians who interceded on the patient’s behalf when other cli-
nicians and/or family members seemed to be pressuring pa-
tients to accept dialysis (patient 20).

Preparing for Patients to Change Their Minds
Patients who were refusing dialysis might be described as “dif-
ficult,” “in denial,” and “not ready” to face the “need” for di-
alysis (patient 21) (Table 2). Clinicians expressed skepticism that
patients who said they did not want to start dialysis would ac-
tually be successful in this endeavor, expecting instead that
they would eventually change their minds and go on to initi-
ate dialysis when they became sicker (patient 22). Even when
patients expressed a desire not to initiate dialysis before the
need arose, clinicians tended to view these decisions as still
up for discussion (patient 23) and as not final until patients
reached a point where they were actually facing this need (pa-
tient 24). We found examples of clinicians reminding pa-
tients who seemed resolute about not starting dialysis that they
could always change their mind (patient 25) and recommend-

ing that such patients still take steps to prepare for dialysis in
case they changed their minds (patient 26).

Patient Not a Candidate for Dialysis
Unlike for patients described above who were refusing dialysis,
we saw a different dynamic at play in situations in which clini-
cians did not consider patients to be “candidates” or “appropri-
ate” for dialysis (Table 3). Determination of candidacy for dialysis
seemed to hinge on particular patient characteristics or perceived
poor prognosis, with little or no mention in clinician notes of the
values and goals of individual patients. In these instances, cli-
nician notes seemed to convey a high degree of certainty that pa-
tients did not stand to benefit from dialysis.

Determining Candidacy
Medical record notes routinely included language discussing
whether patients were candidates or appropriate for dialysis
(Table 3). Notions of candidacy and appropriateness tended
to arise in situations in which there were pragmatic concerns
about whether patients would “tolerate” (patient 27) or “com-
ply” with (patient 28) the dialysis procedure itself or when there
was concern that dialysis might not lengthen life (patient 29).
Questions about candidacy and appropriateness tended to arise
in the context of specific patient characteristics, such as ad-
vanced age and disability (patient 30). We found only 1 ex-
ample where the patient’s preference not to initiate dialysis was
explicitly considered by clinicians as a reason that he was not
a candidate for dialysis (patient 31). Rather, we typically found
no documentation to suggest that patients’ goals and values
had informed this assessment.

Little Room for Uncertainty
When clinicians did not view patients as candidates for dialy-
sis, their language conveyed a high degree of certainty that di-
alysis would not be beneficial but would rather be potentially
harmful (patient 32) (Table 3). Clinician documentation also
referenced patients’ other serious illnesses and whether they
were receiving life-prolonging treatment for these illnesses to

Table 2. Dialysis as the Norm: Clinicians Do Not Readily Accept Patients’ Wishes Not to Start Dialysis (continued)

Patient No. Service Exemplar Quotes From the Medical Record

Preparing for patients to change
their mind

21 Nephrology clinic Still in denial about his kidney disease and his need for hemodialysis in the near
future—repeat discussion with patient and wife regarding compliance.

22 Primary care clinic Adamantly and clearly refusing dialysis, even to consider dialysis; my concern is that
this may change as he begins to feel unwell.

23 Nephrology clinic We discussed hemodialysis in some detail…he does not want access placed and does
not want to pursue dialysis as a life-sustaining measure, although this will need to be
discussed further, particularly if he develops an acute indication.

24 Nephrology clinic Told him again he needs to start dialysis to prolong life. He again refused, saying he
will die rather than do dialysis. Told him he may not last a month or 2 weeks or
longer. He had no questions, didn’t want to be bothered with me nor my mention of
dialysis…would avoid fluid overload and pulmonary edema as that would force the
issue of dialysis or death.

25 Outpatient social worker Patient confirmed that he wants a referral for home hospice…he was educated
that he can change his mind at any time and let us know if he wants to discontinue
hospice and start dialysis.

26 Nephrology clinic He does not want to go on hemodialysis, and does not want to have venous mapping
at this point. We’ll try to convince him of doing so, at least to have the information
in the event we need to plan for creation of an arteriovenous fistula once he agrees.
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support arguments about the limited value of dialysis (pa-
tient 33), even for some patients whose prognosis could not
be pinpointed (patient 34). Although patients were generally
accepting of clinicians’ judgements of candidacy (patient 35),
family members did not always agree with this decision (pa-
tient 36).

Having Little to Offer Beyond Dialysis
When it became clear to clinicians that patients would not be
initiating dialysis—either because they were determined to
forgo this treatment or because they were not viewed as being
candidates for dialysis—documentation in the medical rec-
ords seemed to suggest that clinicians believed they had little
else to offer the patient (Table 4).

Ending the Therapeutic Relationship
When it was clear that patients would not be starting dialysis,
we found a few examples of nephrology clinicians who of-
fered to continue to actively manage these patients’ care or to
make themselves available to patients on an as-needed basis
(patient 37) (Table 4). More commonly, we found documen-
tation to suggest that the nephrology team believed they “had
nothing more to offer” and “signed off” from patients’ care (pa-
tient 38). We also found documentation to suggest that pa-
tients also perceived nephrology services as part of the path-
way to dialysis (patient 39).

Hospice as the Only Alternative
Whenpatientswouldnotbestartingdialysis,cliniciansdescribed
a shortage of alternative treatments that could be offered to pa-
tients in place of dialysis (patient 40) (Table 4). The decision not

tostartdialysisalsotendedtoshutdownothertreatmentoptions.
For example, interventions that might accelerate the loss of re-
maining kidney function, such as surgery and cardiac catheter-
ization, were intentionally avoided (patient 41). Instead, these
patients were described as “eligible” or “candidates” for hospice
care (patient 42) and were encouraged to enroll in hospice (pa-
tient 43). Although few patients (or their families) readily agreed
to enter hospice care (patient 44), many patients were described
as being “resistant” to entering hospice care (patient 45) or “not
ready” to do so until their condition substantially deteriorated
(patient 46).

Discussion
This work among a national cohort of patients with advanced
CKD in whom there was a decision to forgo dialysis provides
an important window on how these decisions unfold in real-
world clinical settings in a large US health system. Dialysis
served as a powerful default treatment with few perceived al-
ternatives. Patients who did not wish to start dialysis had to
resist immense pressure from clinicians to do so, while pa-
tients who were not viewed as candidates for dialysis seemed
to have little say in the matter.

Contemporaryclinicalpracticeguidelinesfavormovingaway
from a one-size-fits-all approach and toward a more patient-
centered approach to care for patients with advanced CKD in
which all clinical decisions are responsive to and uphold what
matters most to individual patients.22 To support a more patient-
centered approach, clinical guidelines stress the importance of
early and ongoing discussion of treatment options and maximiz-

Table 3. Patient Not a Candidate for Dialysis: Clinicians Viewed Patients Not to Be Candidates or Appropriate for Dialysis

Patient No. Service Exemplar Quotes From the Medical Record
Determining candidacy

27 Inpatient medicine He will not be a candidate and he will not tolerate hemodialysis because of his poor
ejection fraction.

28 Inpatient nephrology Patient will be a poor candidate due to his longstanding history of noncompliance and
refusal to allow even peripheral intravenous access.

29 Inpatient medicine Told of poor prognosis and of the minimal benefit if any to be provided by further pursuit
of possible hemodialysis.

30 Primary care clinic The patient is 83 y of age. She has declining functional status and dementia. She is not
considered to be a candidate for dialysis.

31 Inpatient medicine Obviously he is not a dialysis candidate given his wishes/age/retroperitoneal
mass/comorbidities/etc.

Little room for uncertainty

32 Nephrology clinic At this time or in the future the risks and complications of invasive dialysis therapy
would outweigh any benefits with no improvement in survival or quality of life. Also,
with extremely poor cardiac reserve, and hypotension, it is more likely than not that
patient would have sudden cardiac arrest and death from arrhythmias and that risk is
imminent during fluid and electrolyte shift from dialysis therapy.

33 Inpatient nephrology Not a candidate for dialysis—demented, end-stage autoimmune deficiency syndrome
(AIDS), not on highly active antiretroviral therapy (HAART), dialysis wouldn’t prolong
life in end-stage AIDS without HAART therapy.

34 Urology clinic This patient’s prostate cancer is not curable. Any chemotherapy would be palliative.
His life expectancy is less than 5 y. In this situation, I doubt that dialysis would be
recommended.

35 Primary care clinic Has been told by [nephrologist] that dialysis would be too traumatic for his heart.
Has been told that he has only 2 mo to live. Seems to be accepting of decision not
to have dialysis.

36 Home-based primary care Discussed that renal [team] had seen the patient and that he was not a hemodialysis
candidate because of his comorbidities.…It sounds like she had some guilt from her
family about the decision that was made not to start hemodialysis during the past 3 y.
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ing choice around treatment modality to include home dialysis,
time-limited trials of dialysis, and palliative dialysis, as well as
alternatives to dialysis, such as conservative management.23-26

However, our results indicate that among this subgroup of pa-
tients with advanced CKD who did not initiate dialysis, the goals,
values,andpreferencesofindividualpatientsdidnotweighheav-
ily in clinicians’ approaches to decision making regarding dialy-
sis. In fact, we found examples of how some of the guideline-
recommended strategies, such as continually revisiting decisions
about dialysis and expanding the different options for dialysis
treatment, could sometimes cross the line between preserving
patient choice and undermining it when those strategies were
not fully grounded in the principles of patient-centered care.

The picture that emerged from our analysis was a crisis-
oriented approach to decision making for dialysis in which pa-
tients’ expressed desire not to pursue dialysis was often not
honored until late in the course of illness, by which time they
were facing a choice between dialysis or death. Rather than cre-
ate preemptive plans to support patients’ wishes not to un-
dergo dialysis, clinicians tended to initially respond with en-
couragement and expectation for patients to change their
minds and start dialysis. These observations are consistent with
the findings of several recent studies demonstrating clini-
cians’ limited experience with conservative management of
patients who chose not to pursue dialysis27 and a perception
of conservative care as an option of last resort.28,29 This kind
of approach stands in stark contrast to programs in place in sev-
eral other developed countries, where formal pathways of con-
servative care have been established to encourage proactive
decisions about dialysis before the need arises and to support

patients who do not wish to pursue dialysis.30-33 In this con-
text, available evidence suggests that, for older adults with a
high burden of comorbidity, conservative care models may pro-
vide similar life expectancy34-38 and quality of life39-41 to that
achieved with dialysis treatment. Taken together, our find-
ings underscore the need to develop the cultural and clinical
infrastructure to proactively support patients with advanced
CKD who choose not to pursue dialysis.

Limitations
This study has several limitations. First, although the VA is the
largest integrated health system in the United States, our find-
ings may not reflect care for groups not well represented in the
VA, such as women, or care outside the VA. Second, the medi-
cal record permits a broad and longitudinal view of care for in-
dividual patients through documentation by multiple clinicians
and in a range of settings. Nonetheless, what can be learned from
the medical record is ultimately limited to what clinicians chose
to document and provides only limited insight into the patient
perspective or experience. Third, because documentation was
not uniform across clinicians and patients, we could not reliably
determine whether particular themes were present or absent in
each case to measure counts. Themes identified were also com-
plex and could not be precisely rendered into dichotomous vari-
ables.Hence,wecouldnotestimatetheirprevalenceorinfertheir
generalizability. Fourth, we selected to present only dominant
themes; thus, findings reported here are not exhaustive of all
themes relevant to decisions to forgo dialysis. Finally, because
follow-up for our study ended in 2011, it is possible that our re-
sults do not reflect contemporary practices. We believe this is un-

Table 4. Having Little to Offer Beyond Dialysis: Clinicians Believed That They Had Little More to Offer Patients Who Would Not Be Starting Dialysis

Patient No. Service Exemplar Quotes From the Medical Record
Ending the therapeutic relationship

37 Nephrology clinic States he “would rather die” than go on dialysis…will honor the patient’s wishes and
continue to manage medically.

38 Nephrology clinic Patient continues to refuse hemodialysis…since we cannot offer him any assistance
from a renal standpoint other than hemodialysis at this stage of his disease, he will be
discharged from renal clinic. Urged patient that should he change his mind about
hemodialysis, to call us back to arrange this.

39 Primary care clinic Offered to see the renal doctor, but he is not interested. He says he already saw that
doctor, says the kidney doctor wanted to put him on dialysis. He does not want it.

Hospice as the only alternative

40 Inpatient medicine Nephrology felt that hemodialysis was not a viable option secondary to the elevated
pulmonary pressure.…The family was also not in favor of doing dialysis. Therefore, the
team and family eventually came to the conclusion that there was nothing much that
could be done for this gentleman, medically.

41 Cardiology clinic Patient has near end-stage renal disease and is refusing to commit to beginning dialysis.
Therefore, he is refusing to undergo further workup for his cardiac disease with a cardiac
catheterization because of the fear of the risk of further kidney damage requiring
dialysis.

42 Urgent care clinic Hospice candidate, as patient has apparently refused dialysis.

43 Inpatient medicine Patient’s son talked with patient’s brother and afterward was unsure of hospice…
priority to talk to family in A.M. to address their concerns and strongly encourage
hospice.

44 Inpatient social work Spoke with patient who states he is familiar with hospice, “we had that for my wife,”
and he agrees to hospice services.

45 Primary care clinic He really ought to go into hospice and I tried to impress that on him…he really does not
want to until he gets to the point where he really needs that kind of help.

46 Home-based primary care [Daughter] wants to discuss hospice, desires referral stating she’s “no longer in
denial”…veteran with generalized edema, dyspnea, somnolence, in fact, couldn’t wake
him up this morning. Some difficulty breathing. She is in agreement with palliative care.
She is aware provider encouraged hospice a week ago and her mother declined and
vacillated regarding the referral.
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likelybecausetheincidenceofmaintenancedialysis intheUnited
States has not changed appreciably in more recent years,42 and
conservative care programs of the kind found in other developed
countries remain in their infancy in the United States.43

Conclusions
This study of a national cohort of patients with advanced
CKD not treated with dialysis provides an important window
on decision making regarding dialysis in a large US health

system. Our findings describe an all-or-nothing approach
to care for patients with advanced CKD in which dialysis
serves as a powerful default with few perceived alternatives.
Regardless of whether patients had to resist clinicians’ rec-
ommendations to undergo dialysis or were not considered
candidates for dialysis, their goals and values did not seem
to figure prominently in the decision making process. Collec-
tively, these findings call for stronger efforts to develop more
patient-centered models of care for patients with advanced
CKD with the capacity to proactively support those who do
not wish to pursue dialysis.
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Invited Commentary

Active Medical Management for Patients
With Advanced Kidney Disease
Keren Ladin, PhD, MSc; Alexander K. Smith, MD, MPH, MS

Choosing a treatment for older adults with advanced kidney
disease has consequences. For many such patients, dialysis may
confer limited survival benefit compared with conservative
management, and often reduces quality of life and intensifies

end-of-life care. A 2016 sys-
tematic review estimated the
annual survival of elderly pa-

tients (>75 years) undergoing dialysis as 73.0%, compared with
70.6% for patients receiving conservative management.1 Oth-
ers have found no survival advantage among patients older
than 80 years who choose dialysis rather than conservative
management.2 Nonetheless, many nephrologists in the United
States do not present conservative management as an option
for elderly patients with advanced kidney disease. Thus, few
patients perceive the initiation of dialysis to be a choice.3 Clini-
cal guidelines have long called for shared decision making in
the initiation of dialysis, as the decision is sensitive to patient

preferences. Although shared decision making is widely sup-
ported, it has not been widely adopted.

In this issue of JAMA Internal Medicine, Wong et al4 ex-
amine care practices for patients with advanced kidney dis-
ease who forgo dialysis. Analyzing clinical encounters with 851
patients cared for in Department of Veterans Affairs medical
centers, they found that shared decision making seldom oc-
curred. Nephrologists did not consistently engage patients in
decision making about initiation of dialysis. Instead, physi-
cians relied on their intuition and clinical expertise in deter-
mining whether patients should pursue dialysis, even when
this treatment directly contradicted preferences expressed by
patients. This paternalistic approach is 1 of 4 approaches re-
cently described regarding making decisions about dialysis.5

In the context of making decisions about dialysis, paternal-
ists typically view patient autonomy and the solicitation of pa-
tient values as less important than improving patient health
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