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OBJECTIVES

 Review the relevant history of dialysis care and coverage in the US
* Understand and apply ethical frameworks relevant to nephrology
* Discuss strategies to navigate challenging inpatient nephrology cases
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“Unsustainable trends
cannot be sustained”

The History of Dialysis in the United States



“God Panels”

S
Medical miracle and a moral burden of a small committee
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God Panels and Medicare

 1960s — dialysis allocated based on a patient’s “social worth”
» Seattle Artificial Kidney Center — tasked a team of physicians, nurses,
and community members/civic leaders to lead an allocation committee
* Social worth was tied to contribution to the community/world if their
life was saved by dialysis
* Subjective; significant ethical issues immediately

 NIH Director raised concerns that dialysis would save lives, but
at high cost to the country and individual
* Expose in Life magazine brought this to national attention
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God Panels and Medicare

e 1967- Committee on CKD met in response to this
« Recommended that ESRD funding come from the federal government
 Decided under the premise that most patients “medically suitable for
dialysis” would be under 54 years old with few comorbidities

1972 - Escalating rates of renal failure, Congress expanded
legislation to provide lifelong subsidization for dialysis to all

patients with ESRD?

* Significant underestimation of cost; at the time of enactment 10,000
patients on dialysis (280 millions) but this has grown exponentially

« Dialysis to this day occupies > 7-8% of the Medicare budget3
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Historic questions remain relevant today

* Costs continue to rise exponentially
* Annual Medicare spending in excess of $30 billion for dialysis care3
* Since 2003, the number of frail elders > 80 years old initiating HD

have been steadily increasing®

Mortality remains high#
Robust data suggest that dialysis in elders in nursing home is associated with drastic decline in

functional status and QOL>
* Prevalence of autonomy in US medical ethics

* Decline in provider-patient trust post-Covid pandemic

A potential crisis of dialysis care looming in the US- how do we
navigate this?
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Ethical Frameworks for
Nephrology




Frameworks to guide practice

 Reduce bias
* Navigate complexity in a standard fashion

e Reduce moral distress
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Principlism

- 1970s - The Belmont Report and the Principles of Biomedical Ethics established

four bioethical principles to guide medical decision-making®’
- Respect for persons (i.e. autonomy)
- The right to self-determination
- Beneficence
- Non-maleficence
- Justice (respect for persons)

- US Ethics in particular relies on this framework
- Patient patient / family autonomy drive medical decision making

With rise of principlism, “paternalism” has been in decline
- We must consider if this has come with abdication of the role of physicians
- Do patients get to choose all aspects of care?

- Benefit vs. burden analysis — who quantifies suffering?
- Patients with kidney disease have higher distress and critical illness tolerance; lower baseline®
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Application of Principlism

An 86-year-old female with CKD V, HTN, DM, HFrEF (EF 20%), PAD, and
mild neurocognitive impairment presents with AKI on advanced CKD
with refractory hyperkalemia and volume overload. She lives in a
nursing home. Her family reports excellent quality of life, though she
does not leave her wheelchair. Her baseline BP is in the 90s and you
are worried about dialysis tolerance. Her family is confident she would
want to live “every possible day” and is strongly advocating for dialysis
Initiation.

How might you apply ethical principlism to this case?
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Case Continued

 Autonomy * Beneficence / Non-Maleficence
 The patient gets to decide  The nephrologist has real
 Her family is clear on her concerns about dialysis
wishes tolerance
 The patient and her family * Dialysis initiation would almost
can understand the certainly lead to decline in
nephrologists concerns and functional status and quality of
then make an informed life
decision * (Can the patient truly represent

 Shared decision making her interests given dementia?
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What would likely happen?

« Dialysis would be initiated
« Conflict avoided
« “Patient centered” care approach that favors autonomy
« At what cost? Is this the correct approach?
* These principles require iterative re-application as cultural and societal
expectations evolve for critically ill patients
« 2010 RPA Guidelines provide support for withholding dialysis in

certain cases®
« Advanced dementia / agitation, malignancy or other conditions with very poor
prognosis, mental iliness such that dialysis cannot be provided safely
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Substituted Judgment

« Ethical framework helpful when a patient is incapacitated or unable

to otherwise articulate their wishes
Posited to return autonomy to an incapacitated patient

 Requires extrapolation of a patient’s known values, preferences, and prior
life choices to inform a decision never previously queried

« Can be helpful in states (such as MA, NY) with complicated
surrogate decision-making laws

« Highly relevant as up to 47% of adults require surrogate decision
making within 48h of hospitalization®
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Limitations to Substituted Judgment

* Overly prioritizes longevity which may not be in the best interest of
the patient!® 12 13
* May conflict with familial / cultural beliefst1.12, 13

* Inherently subjective
* When studied retrospectively, our “best guess” at what a loved one

would want is often wrong
Spouses unsuccessful at predicting their partner’s preference for dialysis in various
hypothetical scenarios#

* There often is no alternative to utilizing this in some capacity
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Substituted Judgment Case

A 63-year-old male with schizophrenia with psychotic features,
HTN, T2DM (refuses insulin, Alc 11.3%) who is experiencing
homelessness presents to the ED with acute renal failure
necessitating RRT consideration urgently. The patient’s friends
from his shelter are present and endorse certainty that the
patient would never want dialysis. His PCP notes document life-
long reticence for medical care and limited engagement with
outpatient providers.

How might you apply substituted judgment to this case?
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Case Application

* The patient’s decisions across his life suggest he would not want
aggressive care nor to engage with the system regularly
* PCP appointments, insulin adherence, stated preferences
* A decision to recommend against dialysis is ethically permissible
e Efforts should be made to:
* Assess for any dissenters

* Discuss with longitudinal providers
* Obtain collateral

* Ensure no undue influence or secondary gain from collateral sources
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Strategies for Challenging
Inpatient Dialysis Cases



Strategies to Consider

Time-limited trials of dialysis?> 1

- Rarely work

« Must be thoughtfully enacted with clear exit ramp and patient/family/provider trust
« Challenging to uphold with frequent care transitions

« May be over-utilized to forgo difficult goals of care discussions

« Early consideration of palliative care introduction

* Honest discussion of data at the time of initiation
- Particularly special populations - ESLD, cancer, s/p BMT

Application of shared decision-making frameworks
« REMAP/Serious lliness Conversation Guide'’- 18
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Mitigating Distress
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Nephrologists increasingly asked to navigate conflict/complexity

Patient/family distrust rising balanced with our professional

expertise

Seemingly no limit to "acceptable suffering”
Challenging to witness

Challenging to manage

Challenging to provide

Worries about sustainability

Divisional support, hospital policy, and national leadership are
necessary while also providing peer support

Case-based discussions may be helpful
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TAKE HOME MESSAGES

e Ethical challenges are rising in nephrology as patients age and
cases become challenging

* This is a difficult time with significant distress in our field

* Nephrologists can use substituted judgment and principlism to
support ethical decision making

e Caution should be exercised with time-limited trials

 National and institutional standards are necessary to guide

decision making on dialysis provision
* Including sustainable payment plans
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