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F
ive-year survival among pa-
tients on dialysis in the United

States is approximately 40% 1;
however, clinicians rarely consider
end-stage renal disease to be a
“terminal” diagnosis and typically
involve palliative care only when
such patients are very close to
death.2 This raises the question of
whether the cohort of patients, for
whom mortality is 60% at 5 years,
has been adequately prepared for
the end of life, precisely the
question that Russwurm and col-
leagues sought to investigate.3

In their study, Russwurm et al.3

surveyed patients on dialysis to
determine how often and with
whom they discussed their end-of-
life wishes. They found that about
half of patients contemplate their
mortality, but fewer than 10% of
patients on dialysis discuss their
end-of-life wishes with their
nephrologist. Even when these
discussions occur, it is not clear
that typical advance care planning
adequately prepares people for
death, especially when time is
scarce. An older tradition of
approaching preparation for death
as a lifelong practice called the ars
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moriendi, or “art of dying” has
wisdom to offer those with a ter-
minal prognosis, which is ulti-
mately a universal human
condition.

Extending Life or Delaying

Death? Challenges of

Medicalization

Patients on dialysis are not the
only ones ill-prepared for death. In
the West at least, where most as-
pects of life have become medical-
ized, patients and doctors have
elected to also medicalize the dying
process.

As I describe in my book, “The
Lost Art of Dying”, during the
aftermath of the mid-1300s Bu-
bonic plague, the ars moriendi lit-
erary tradition developed to help
ordinary people anticipate and
prepare for death. The genre
circulated for more than 500 years
but lost favor in the 1920s, as the
world rebounded from the first
world war and the global influenza
pandemic.4 The discovery of anti-
biotics and then chemotherapy,
combined with the advent of car-
diopulmonary resuscitation, the
mechanical ventilator, and hemo-
dialysis, gave the illusion that
death could be avoided. In the
United States these discoveries
appeared alongside an explosive
growth in hospitals, from fewer
than 200 in the 1870s to more than
K
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6000 by 1920.5 Those with access
to sophisticated medical treatments
grew accustomed to the idea that a
miraculous cure sits around the
next corner, if we can only avoid
death.

Nevertheless, this illusion has
perplexed living and dying for
patients and doctors alike. For
example, rather than seeing dial-
ysis as a kind of miracle and not
something to be taken for granted,
modern patients have come to
expect dialysis as a fix for chronic
kidney disease. And even though
mortality is high, clinicians
indulge expectations of patients,
often without preparing them for
the inevitable. My own uncle, who
started dialysis during the COVID-
19 pandemic, was shocked that he
would have arteriovenous fistula
complications. He fully expected
dialysis to extend his life a couple
of more decades. Although the
numbers tell a different tale, his
doctors did not warn him.

We see the impact of medicali-
zation in our own hospital as well,
where patients suffer setback after
setback, each attended to with
some intervention or another. We
have machines to pump hearts,
administer artificial nutrition and
hydration, and substitute for kid-
neys. Patients dependent on such
interventions can experience pro-
longed hospital stays in the order
of months to more than a year,
because ongoing complications
prevent stabilization and
discharge. Even though they
require a heart transplant, or
cannot eat for themselves, or are
dialysis-dependent, we do not
consider them to have terminal
conditions, and we fail to help
them prepare for death. As the
authors rightly note, current
nephrology guidelines omit pallia-
tive care for end-stage renal
disease.6
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Limitations of Advance Care

Planning

Russwurm and colleagues sought
to investigate, among German pa-
tients on dialysis, the frequency of
precautionary planning directives,
consideration of end-of-life wishes,
and treatment plans concordant
with the patient’s goals. Although
they found that only a minority of
patients on dialysis engage their
nephrologists in end-of-life dis-
cussions, the question is whether
that minority benefits and whether
the majority misses out. The
answer may not be so obvious.

Some American physicians are
not persuaded that advance care
planning has yielded expected re-
sults. Morrison and colleagues
highlight “a substantial body of
high-quality evidence” that fails to
demonstrate that advance care
planning affects medical decision
making at the end of life improves
goal-concordant care, or enhances
patient and family perceptions of
quality of care.7 Clinical practice
rarely provides the conditions
necessary for advance care plan-
ning to achieve its desired out-
comes. They highlight 8 steps for
successful planning, including the
following: (i) patients articulate
their values and goals in a variety
of hypothetical scenarios; (ii) cli-
nicians ask about those values; (iii)
patient preferences are docu-
mented, and (iv) documentation is
available when needed; (v) surro-
gate decision-makers act in accor-
dance with patient wishes; (vi)
clinicians attend to and integrate
the documentation, and (vii) honor
patient wishes; and (viii) health
care systems prioritize the support
of goal-concordant care. Even
when circumstances are optimized,
the emotions and complexity
involved in treatment toward the
end of life can confound the
clearest documentation.

If not advance care planning and
conversations about the end of life,
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what do Morrison and colleagues
recommend? They suggest encour-
aging patients, while they are able,
to appoint a trusted medical
decision-maker, and then studying
the outcomes; they also recommend
further research on actual discus-
sions of end-of-life decision-mak-
ing. These solutions, though
constructive, will take longer to
bear fruit. The ars moriendi offers a
time-tested alternative.

Lessons From the Ars

Moriendi

The ars moriendi handbooks
developed to help people
acknowledge their finitude and
prepare for death over the course
of a lifetime. The idea was simple:
if you want to die well, you must
live well, and one of the tasks of a
life well lived is to attend to the
lifelong work of living well to die
well. For the ars moriendi, this
meant living with mortality in
sight, investing in community and
mending broken relationships,
cultivating cultural and religious
practices, participating in ritual,
and examining core beliefs. These
activities were never carried out in
isolation or without the end in
sight. Life (and death) had mean-
ing, and communities pressed into
this claim.

In contrast to how we approach
advance care planning today, ars
moriendi practices were not one-off
events, but they were incorporated
into the warp and woof of daily
existence. Perhaps if we
approached planning for our own
mortality as a regular practice,
nephrologists would have more
advance-care-planning conversa-
tions with their patients, and pa-
tients would receive more goal-
concordant care as they die.

The data suggest that mortality
is high for patients on dialysis, and
I suggest that we should view
dialysis as a terminal condition.
However, the truth is that despite
enormous advances in medical
science, mortality remains high for
all of us. In fact, human mortality
has always been 100%. Because
this is the case, perhaps an even
broader paradigm shift is in order:
it is not only patients on dialysis
who have terminal conditions but
it is also everyone else.

DISCLOSURE

LSD receives royalties, honoraria for

talks related to the book named in

this manuscript, and HER travel

expenses are usually covered as

well.

REFERENCES

1. United States Renal Data System.

USRDS 2023 Annual Data Report:

Epidemiology of kidney disease in the

United States. National Institute of

Diabetes and Digestive and Kidney

Diseases, 2023, Department of Health

and Human Services Bethesda, MD.

Accessed August 31, 2024. https://

usrds.adr.niddk.nih.gov/2023

2. Lanini I, Samoni S, Husain-Syed F,

et al. Palliative care for patients with

kidney disease. J Clin Med. 2022;11:

3923. https://doi.org/10.3390/jcm1113

3923

3. Russwurm M, Rabaev A, Hoyer JD,

Haas CS, Volberg C, Russ P. A survey

on end-of-life contemplation among

patients on dialysis. Kidney Int Rep.

2024;9:2981–2987. https://doi.org/10.

1016/j.ekir.2024.07.035

4. Dugdale LS. The Lost Art of Dying:

Reviving Forgotten Wisdom. New

York: HarperOne; 2020.

5. Starr P. The Social Transformation of

American Medicine: the Rise of a

Sovereign Profession and the Making

of a Vast Industry, 2nd ed. New York:

Basic Books; 2017:73.

6. Kidney Disease: Improving Global

Outcomes (KDIGO) CKD Work Group.

KDIGO 2024 clinical practice guideline

for the evaluation and management of

chronic kidney disease. Kidney Int.

2024;105:S117–S314. https://doi.org/

10.1016/j.kint.2023.10.018

7. Morrison RS, Meier DE, Arnold RM.

What’s wrong with advance care

planning? JAMA. 2021;326:1575–

1576. https://doi.org/10.1001/jama.

2021.16430
2843

https://usrds.adr.niddk.nih.gov/2023
https://usrds.adr.niddk.nih.gov/2023
https://doi.org/10.3390/jcm11133923
https://doi.org/10.3390/jcm11133923
https://doi.org/10.1016/j.ekir.2024.07.035
https://doi.org/10.1016/j.ekir.2024.07.035
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref4
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref4
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref4
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref5
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref5
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref5
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref5
http://refhub.elsevier.com/S2468-0249(24)01901-6/sref5
https://doi.org/10.1016/j.kint.2023.10.018
https://doi.org/10.1016/j.kint.2023.10.018
https://doi.org/10.1001/jama.2021.16430
https://doi.org/10.1001/jama.2021.16430

	Paradigm Shift: Dialysis as a Terminal Condition
	Extending Life or Delaying Death? Challenges of Medicalization
	Limitations of Advance Care Planning
	Lessons From the Ars Moriendi
	Disclosure
	References


