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Objectives

- Describe the types of ethics resources and references used by
clinical ethics consultants.

- Compare references recommended by the American Society for
Bioethics and Humanities (ASBH) with references used by
clinical ethics consultants.

- Use clinical examples to demonstrate how different references
can provide different ethical guidance.

IOWA

HEALTH CARE



Objective 1:

Describe the types of ethics resources and references used by clinical
ethics consultants.



Case — Part 1

- Alex is a young man with history of acute myelogenous leukemia (AML) in
remission after extensive treatment. Complications and side effects of treatment
have led to damage to heart, lungs, and kidneys such that he was recently
admitted in respiratory failure and renal failure and is currently intubated,
ventilated, and on continuous renal replacement therapy (CRRT). After 10 days,
tracheostomy is brought up for consideration.

- He is alert and felt to have capacity to make his own decisions. He and his family
want to move forward with tracheostomy.

- A colleague involved in his care who knows of your interest in ethics asks you
whether you think it is appropriate for the team to have offered tracheostomy, or
whether that is futile (or ‘potentially inappropriate’) care.
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Case — Part 1

- What else would you want to know (especially if this was a formal ethics
consult request or you are also involved in care for the patient)?

- Would you look anything up to help you give recommendations or advice?
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What resources do you use/recommend?

None - | just know what | know

Bioethics books

Specific key articles that I've collected

| search for articles relevant to the specific question

Professional / society guidelines or hospital guidelines / policy

Legal or religious documents

Online resources or Al resources
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- Purpose of the study

MEC Forum (2025) 37:159-177 1. |dent|fy to what extent a
https/doi.org 1010075107 30-024-09532-7
common set of references
® is used in clinical ethics
On What Grounds? A Pilot Study of References Used in | consultation and
Clinical Ethics Consultation and Education education
Kelly Turner' . Abram Brummett™( . Erica Salter’ 2. Determine if references

are aligned with existing
Accepted: 17 May 2024 f Published online: 31 May 2024
@ The Authar(s), under exclusive licence to Springer Mature BV, 2024 AS B H resources fo r
credentialing clinical
ethics consultants and
educators
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ONLINE SURVEY

Methods qualtrics™

- Anonymous 11-question survey using Qualtrics

- Three domains of information:
- Demographics
* 5 most frequently encountered ethics topics
- Specific references that informed these 5 ethics topics

» Distributed to clinical ethicists via listservs and word-of-mouth

- Main listservs were American Society for Bioethics and
Humanities, Clinical Ethics Consultation Affinity Group,
Association of Bioethics Program Directors — sent in spring 2023
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Demographics

95 respondents completed the survey

- 56% held a doctorate degree in a field other
than medicine or law, 24% had a Master's
degree, 19% had an MD, and 10% had a JD

« 30% completed a 1-2 year clinical ethics
fellowship program

» 56% had HEC-C certification

« 53% had >10 years of ethics consultation
experience

Turner K, et al. On What Grounds? A Pilot Study of References Used in Clinical
Ethics Consultation and Education. HEC Forum. 2024 May 31. PMID: 38819603.
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Most Frequently Encountered
Clinical Ethics Topics

95% appropriateness of treatment (i.e., futility, code
status, non-beneficial treatment)

84% informed consent and decision-making capacity 'WWW l]ah[}l]l Zhm.

Dacl [uhh '“"*‘
79% identifying appropriate surrogate i ma B[kﬂma |nu [EHTH]HHI

s m []{]|3_. g A 11 R

64% discharge decision-making =b | S | U *Sl‘"uual -
e JPpIOpIiate -

mﬂautunnmu praclice ﬂ -

32% advance directives " it z r:aw

mrhar mﬂdmﬂr = sl

30% psychiatric ethics issues

27% pediatric ethics issues

Turner K, et al. On What Grounds? A Pilot Study of References Used in Clinical
Ethics Consultation and Education. HEC Forum. 2024 May 31. PMID: 38819603.
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Ethical Issues Encountered at UIHC

1. Surrogate decision making
(identifying/obtaining or reliability of),
advanced directives

3. Decision making capacity in adults
(assessment or absence of)

4. Goals of care (clarification of or
disagreement about)

5. Potentially inappropriate treatment given
patient’s poor prognosis
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End-of-life decision making

Maternal-fetal conflict

Moral distress/burnout/uncertainty

Parental decision making and pediatric assent
Professional boundaries

Questions regarding safe discharge

Sensitivity to/tension between cultural/spiritual
beliefs and medicine

Sterilization of a minor
Duty to care
Truth-telling

Trust in healthcare
Conscientious practice

Issues of justice
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TABLE 1:
Frequently
encountered
clinical ethics
topics reported by
respondents

Turner K, et al. On What Grounds? A Pilot
Study of References Used in Clinical Ethics
Consultation and Education. HEC Forum. 2024
May 31. PMID: 38819603.

Clinical Ethics Topic PRespondents
who selected
topic,
N=05n (%)

Appropnateness of treatment (e.g. futility, code status, non-beneficial and/or potentially 90 (94.7%

harmful treatment)

Informed consent/decision-making capacity (e.g. undue influence, capacity assessments,
capacitated refusal of beneficial treatment)

Identifymg appropriate surrogate (e.g. swrogate conflict, unrepresented patients,
guardianship)

Discharge Decision-Making

Advance Directives

Psychiatnic ethics 15sues (e.g. swcidal patents, mvoluntary commitment, authenticity)
Pediatric ethics 1ssues (e.g. state intervention, adolescent decision-making, neonatal
decision-making)

Other (write m)

Allocation of resources

Professionalism (e g. conflicts of interest, impaired colleagues, gifts)
Spmituahity/culture 13sues

Feproductive ethics 1ssues (e.g. termination, matemnal-fetal interventions, genetic
sCTeenings)

Truth-telling/confidentiality

Determination of death (e.g. bramn death, circulatory death)

Disorders of consciousness (e.g. vegetative, mimmally conscious, locked-n)

Organ procurement and transplantation

Medical erTor

80 (34 2%)
75 (78.9%)

61 (64.2%)
30 (31.6%)
29 (30.5%)
26 (27 4%)

14 (14.7%)
13 (13.7%)
11 (11.6%)
11 (11.6%)

9(9.3%)

9(9.3%)
7 (7.4%)
7 (7.4%)
5(3.3%)
1(1.1%)




Most Frequently Cited

Principles of Biomedical Ethics by Beauchamp and Childress

Clinical Ethics by Jonsen et al.
ATS/AACN/ACCP/ESICM/SCCM “Five Societies Statement” " iimdn:  tiwsnom ror srare.

Articles by Appelbaum, Gazini and Diekema

Principles of
Biomedical

Ethics

IOWA

HEALTH CARE

Journal of the American Medical Directors

Association
Volume 5, Tssue 4, July-August 2004, Pages 263-267

Ethics

Ten Myths About Decision-Making Capacity

Linda Ganzini MD, MPH ° ®, Ladislav Volicer MD, PhD © ¢, William A. Nelson PhD 9, Ellen Fox MD ©
& =, Arthur R. Derse MD, JD "'

Show more v

+ Add to Mendeley &9 Share 39 Cite

https://doi.org/10.1016/51525-8610(04)70134-6 7 Get rights and content 7

As a matter of practical reality, what role patients will play in decisions about their
health care is determined by whether their clinicians judge them to have decision-
making capacity. Because so much hinges on assessments of capacity, clinicians who
work with patients have an ethical obligation to understand this concept. This article,
based on a report prepared by the National Ethics Committee (NEC) of the Veterans
Health Administration (VHA), seeks to provide clinicians with practical information
about decision-making capacity and how it is assessed. A study of clinicians and ethics
committee chairs carried out under the auspices of the NEC identified the following 10
common myths clinicians hold about decision-making capacity: (1) decision-making
capacity and competency are the same; (2) lack of decision-making capacity can be
presumed when patients go against medical advice; (3) there is no need to assess
decision-making capacity unless patients go against medical advice; (4) decision-making
capacity is an “all or nothing” phenomenon; (5) cognitive impairment equals lack of
decision-making capacity; (6) lack of decision-making capacity is a permanent condition;

Assessment of Patients’ Competence
to Consent to Treatment

elbaum, M.D

This Journal feature begins with a case vignette highlighting a common clinical problem.
Evidence supporting various strategies is then presented, followed by a review of formal guidelines,
Iy F J ! ] 8
when they exist. The article ends with the author's clinical recommendations.

A T75-year-old woman with type 2 diabetes mellitus and peripheral vascular disease is
admitted with a gangrenous ulcer of the plantar aspect of her left foot. A surgical con-
sultation results in a recommendation for a below-the-knee amputation, but the pa-
tient declines the procedure on the grounds that she has lived long enough and wants
to die with her body intact. Her internist, who has known her for 15 years, is con-
cerned that she has been increasingly confused over the past year and now appears to
be depressed. How should her physician determine whether her decision is a compe-
tent one?

NINTH EDITION

A Practical Approach to Ethical

Decisions in Clinical Medicine

i*LANGE

DOUGLAS 5. DIEKEMA

INTERVENTION

ABSTRACT. Minors are generally considered incompetent to provide legally
binding decisions regarding their health care, and parents or guardians are
empowered to make those decisions on their behalf. Parental authority is not
absolute, however, and when a parent acts contrary to the best interests of a child,
the state may intervene. The best interests standard is the threshold most frequently
employed in challenging a parent’s refusal to provide consent for a child’s medical
care. In this paper, | will argue that the best interest standard provides insufficient
guidance for decision-making regarding children and does not reflect the actual
standard used by medical providers and courts. Rather. | will suggest that the Harm
Principle provides a more appropriate threshold for state intervention than the Best
Interest standard. Finally, I will suggest a series of criteria that can be used in
deciding whether the state should intervene in a parent’s decision to refuse medical
care on behalf of a child.

An Official ATS/AACN/ACCP/ESICM/SCCM Policy Statement:
Responding to Requests for Potentially Inappropriate Treatments in
Intensive Care Units

Gabriel T. Bosslet, Thaddeus M. Pope, Gordon D. Rubenfeld, Bernard Lo, Robert D. Truog, Cynda H. Rushton,

J. Randall Curtis, Dee W. Ford, Molly Osbome, Cheryl Misak, David H. Au, Elie Azoulay, Baruch Brody,

Brenda G. Fahy, Jesse B. Hall, Jozef Kesecioglu, Alexander A. Kon, Kathleen O. Lindell, and Douglas B. White;

on behalf of The American Thoracic Society ad hoc Committee on Futile and Potentially Inappropriate Treatment
Tiis OrriciaL Poucy STATEMENT OF THE AMERICAN THORACIC SOCIETY (ATS) was ApeROVED B THE ATS, January 2015, THE AMERICAN ASSOCIATION FOR

Crmeal Care Nurses (AACN), Decemser 2014, the American CoLtece of Crest Prvsicians (ACCP), Ocroser 2014, 1He Eurorean SocieTy FoR
Intensve Cane Meoioine (ESICM), Sertemper 2014, anp 1HE Sociery oF Cramear Care Meoicine (SCCM), Decemper 2014

Turner K, et al. On What Grounds? A Pilot Study of References Used in Clinical
Ethics Consultation and Education. HEC Forum. 2024 May 31. PMID: 38819603.



Principles of Biomedical Ethics

- Tom Beauchamp and James Childress
* First published in 1979

- Established "principlism" framework:
 Respect for autonomy
 Beneficence
- Nonmaleficence
» Justice

It is used for teaching about clinical ethical dilemmas and remains a
dominant theoretical framework used by ethics consultants.

111)",'/1 W https://kennedyinstitute.georgetown.edu/news-and-announcements/announcements/remembering-tom-beauchamp-1939-
2025/ Jim and Tom, 2010, also among the authors of the Belmont Report (1978)
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Clinical Ethics

A Practical Approach to Ethical Decisions in Clinical Medicine = =I:lS

- by Jonsen, Siegler, and Winslade

» First published in 1982

- Introduced the four-box method of case analysis
* Medical indications
- Patient preferences
* Quality of life
 Contextual features

The structured approach to organizing ethical considerations continues to be
commonly used during clinical ethical consultation.
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ATS/AACN/ACCP/ESICM/SCCM
“Five Societies Statement”

- Recommends strategies to prevent intractable treatment conflicts, including proactive
communication and early involvement of expert consultation

- Recommends the term “potentially inappropriate” rather than “futile” for treatments that have
at least some chance of accomplishing the effect sought by the patient

- Describes a process of conflict resolution for disagreement about potentially inappropriate
treatment while truly futile or legally proscribed treatments should not be offered

An Official ATS/AACN/ACCP/ESICM/SCCM Policy Statement:
Responding to Requests for Potentially Inappropriate Treatments in
Intensive Care Units

Gabriel T. Bosslet, Thaddeus M. Pope, Gordon D. Rubenfeld, Bernard Lo, Robert D. Truog, Cynda H. Rushton,

J. Randall Curtis, Dee W. Ford, Molly Osborne, Cheryl Misak, David H. Au, Elie Azoulay, Baruch Brody,

Brenda G. Fahy, Jesse B. Hall, Jozef Kesecioglu, Alexander A. Kon, Kathleen O. Lindell, and Douglas B. White;

on behalf of The American Thoracic Society ad hoc Committee on Futile and Potentially Inappropriate Treatment
This Orricial Poucy STATEMENT OF THE AMERICAN THoRACIC SociETy (ATS) was apprOVED BY THE ATS, January 2015, THE AMERICAN ASSOCIATION FOR

CrmcaL Care Nurses (AACN), Decemeer 2014, the American Couece oF Grest Praysicians (ACCP), Ocroser 2014, the Eurorean Sociery FoR
InTensve Canre Meoicine (ESICM), Sertemeer 2014, anp tHe Sociery oF Camcar Care Memicne (SCCM), Decemaer 2014

IOWA

HEALTH CARE



Appelbaum and Gazini articles on
Assessment of Patient Competence

Table 1. Legally Relevant Criteria for Decision-Making Capacity and Approaches to Assessment of the Patient.

- Appelbaum’s NEJM papers published
in 1988 (with Grisso) and 2007

- Describes the legal standards for
competence and how to apply to
determining capacity for decision-
making in clinical situations

L“ ,‘«",\

Criterion

Communicate a
choice

Understand the
relevant in-
formation

Appreciate the
situation
and its con-
sequences

Reason about
treatment
options

Patient's Task

Clearly indicate pre-
ferred treatment
option

Grasp the fundamen-
tal meaning of in-

formation commu-

nicated by physi-

cian

Acknowledge medical

condition and likely

consequences of
treatment options

Engage in a rational

process of manipu-

lating the relevant
information

Physician's Assessment

Approach

Ask patient to indicate a

treatment choice

Encourage patient to

paraphrase dis-
closed information
regarding medical
condition and treat-
ment

Ask patient to describe

views of medical
condition, proposed
treatment, and likely
outcomes

Ask patient to compare

treatment options
and consequences
and to offer reasons
for selection of
option

Questions for Clinical Assessment* Comments

Have you decided whether to follow
your doctor’s [or my] recom-
mendation for treatment?

Can you tell me what that decision is?

[If no decision] What is making it
hard for you to decide?

Frequent reversals of choice
because of psychiatric or
neurologic conditions may
indicate lack of capacity

Information to be understood
includes nature of pa-
tient's condition, nature
and purpose of proposed
treatment, possible bene-
fits and risks of that treat-
ment, and alternative ap-
proaches (including no
treatment) and their bene-
fits and risks

Please tell me in your own words
what your doctor [or 1] told
you about:

The problem with your health now

The recommended treatment

The possible benefits and risks
(or discomforts) of the
treatment

Any alternative treatments and
their risks and benefits

The risks and benefits of no
treatment

What doyou believe is wrong with
your health now?

Do you believe that you need some
kind of treatment?

What is treatment likely to do for

Courts have recognized that
patients who do not ac-
knowledge their illnesses
(often referred to as “lack
of insight”) cannot make

you? valid decisions about treat-
What makes you believe it will have ment
that effect? Delusions or pathologic levels

of distortion or denial are
the most common causes
of impairment

What doyou believe will happen if
you are not treated?

Why do you think your doctor has
[or I have] recommended this
treatment?

This criterion focuses on the
process by which a deci-
sion is reached, not the
outcome of the patient’s
choice, since patients have
the right to make “unrea-
sonable” choices

How did you decide to accept or re-
I ject the recommended
treatment?
What makes [chosen option] better
than [alternative option]?

* Questions are adapted from Grisso and Appelbaum.?* Patients’ responses to these questions need not be verbal.

InWA https://www.psychiatrictimes.com/view/psyched-paul-applebaum-md-transformation-ethics-psychiatry
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Diekema article on parental refusal of
treatment and the harm principle

DOUGLAS 5. DIEKEMA

PARENTAL REFUSALS OF MEDICAL TREATMENT: THE
HARM PRINCIPLE AS THRESHOLD FOR STATE
INTERVENTION

ABSTRACT. Minors are pemerally considered incompetent to provide legally
binding decisions regarding their health care. and parents or guardians are
empowered to make those decisions on their behalf. Parental authority is not
absolute, however, and when a parent acts contrary to the best interests of a child,
the state may intervene. The best interests standard is the threshold most frequently
emploved in challenging a parent’s refusal to provide consent for a child’s medical
care. In this paper, I will argue that the best interest standard provides insufficient
puidance for decision-making regarding children and does not reflect the actual
standard used by medical providers and courts. Rather, 1 will suggest that the Harm
Principle provides a more appropriate threshold for state intervention than the Best
Interest standard. Finally, I will suggest a series of criteria that can be used in
deciding whether the state should intervene in a parent’s decision to refuse medical
care on behalf of a child.
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» Published in 2004

- Part of an ongoing body of work exploring the “zone
of parental discretion” in making decisions for
minors

- Gives guidance when there may not be a clear “best
interest” or when there are questions of when to
consider intervention by the state / courts



Table 2 Most frequently cited references. divided by category and sub-category™® Beference Citation Mumber

Reference Citation Number of re-
of re- spondents
spondents who cited
Bioethics Literature {Articles) Professional Society Documents (Professional Society Statements)
Appelbaum, Paul 5. “Assessment of Patients” Competence to Consent to Treatment ™ New 9 Bosslet, Gabnel T., Thaddeus M Pﬂpe: Gordon D Fubenfeld, Bemard Lo, Robert D Tl'lll:lg. 12
England Journal of Medicine 357, no. 18 (2007): 1834-40. Cwynda H Fushton, J. Randall Curtis, et al. “An Official ATS/AACN/ACCP/ESICM/SCCM
Diekema, Douglas. “Parental refusals of medical treatment: the harm principle as threshold 2 Policy Statement: Pesponding to Fegquests for Potentially Inappropriate Treatments in
for state intervention.” Theoretical Medicine and Bioethics 25, no. 4 (2004): 243-264. Intensive Care Units.” American Jowrnal afﬂespimmu' and Critical Care Medicine 191,
Ganzini, Linda et al. “Ten myths about decision-making capacity.” Journal of the American 4 no. 11 (2015)- 1318-30.

Medical Directors Association 3, no. 4 {2004): 263-7.

Appelbaum, Paul, and Thomas Gnisso. “Assessing patients’ capacities to consent to treat- 4 Kon, Alexander A, Enic K Shepard_ Nneka O Sederstrom, Sandra M Swoboda, Mar_'g.-' Faith 10

ment ” New England Journal of Medicine, 319, no. 25 (1988)- 1635-8. I-.'Ia.rs]]a]l_ Barbara B_i.n'i&l, and Fred Rincon. :‘Dgﬁﬂing l-'u1_ﬂe and Pntentigll_j; Inapp_nmpriate
Pope. Thaddeus Mason_ “Legal Fundamentals of Surrogate Decision Making ™ Chest 141, 3 [uFervenuans: A Policy Statement From the Society of Cl'ltltal Care Medicine Ethics Com-
no. 4 (2012): 1074-81. mittee.” Critical Care Medicine 44, no. 9 (2016): 1769-74.
Bibler, Trevor M., Mymick C. Shinall Jr., and Devan Stahl. “Responding to Those Who 3 Pope, Thaddeus M., Joshua Bennett, Shannon 5. Carson, Lynette Cederguist, Andrew B. 5
Haope for a Miracle: Practices for Clinical Bioethicists.” The American Journal of Bivethics Cohen, Erin §. DeMartino, David M. Godfrey. et al. “Making Medical Treatment Decisions
573 - 3 ) . . . . - . .
lljm 2 (;318). 4";_:'1' D, Clark Mifhva Lewis. nd Al Kon “Timati ; for Unrepresented Patients in the ICU. an Official American Thoracic Society/American
ornison, WYIHE, Jomna 4. LAark, WATIyA WIS ew by, and Alexander Kon. “Tifrating Genafrics Society Policy Statement.” American Journal of Respiratory and Critical Care
clinician directiveness in serious pediatric illness.” Pediafics 142, no. 3 (2018): 5178-86 Medicine 201 10 {Qtl'jl:l:l' 1122-02
Gillam, Lynn. “The zone of parental discretion: an ethical tool for dealing with disagree- 3 Ae ﬁm? o ]1-:1 o - ) ) ) o )
ment between parents and doctors about medical treatment for a child " Journal of Clinical Katz, Aviva L., Sally Webb, and the AAP Commuttee on Bioethics. “Informed consent in 3
Ethics 11, no. 1 (2016): 1-8. decision-making in pediatne practice.” Padiamics 138, no. 2{2016): e20161485.
Bioethics Literature (Books) Official Religious Teachings

Beauchamp Tom, and James Childress. Principles of Biomedical Ethics, 8th ed. New York: 11 Ethical and Religious Directives for Cathelic Health Care Services. United States Confer- 6

Oxford University Press, 2019, £ Catholic Bishoos. J 2018 ’

Jonsen, Albert B, Mark Siegler, and William Winslade. Clinical Ethics: A Practical 4p- 10 cnce of -alouc D1sops. June SU0°.

proach te Ethical Decisions in Clinical Medicine, 9th ed. New York, NY: McGraw-Hill, **Frequently cited” is defined as cited by 3 or more respondents. Some categories did not contain any
2021. refarences cited three or more times.

Lo, Bernard. Resolving Ethical Dilemmas: A Guide for Clinicians. Dordrecht: Kluwer
Academic, 2019.

Hester, Micah D, and Toby Schonfeld, eds. Guidance for Healthcare Ethics Commitiees,
2nd ed. Cambridge, UK: Cambridge University Press, 2022

Buchanan, Allen E., and Dan W. Brock. Deciding for Others. The Ethics of Surrogate
Decision-making. Cambridge: Cambridge University Press, 1990.

Amencan Society for Bicethics & Humamties. Improving Competencies m Clinical Ethucs 4
Consultation: An Education Guide, 2013, 27-33.
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Discussion

- Ethicists agree on common challenges

- Some areas of ethics have agreed upon key references, while others
may be less unified

» Discharge decision-making is underrepresented in the ethics
literature
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Objective 2:

Compare references recommended by the American Society for Bioethics
and Humanities (ASBH) with references used by clinical ethics

consultants.



Case — Part 2

- Alex is a young man with history of acute myelogenous leukemia (AML) in
remission after extensive treatment. Complications have led to damage to heart,
lungs, and kidneys. He has been intubated, ventilated, and on continuous renal
replacement therapy (CRRT) for weeks. Prior to planned tracheostomy, Alex
develops disseminated intravascular coagulation (DIC). He has acute mental
status changes and imaging revealed large bilateral strokes.

- Over the following week he is unable to answer questions. His legal next of kin
are his divorced parents, who do not agree with each other about what Alex
would want in this scenario.

- A colleague involved in his care asks if it is still appropriate to offer
tracheostomy. She also raises concerns about CRRT and possible escalation of

care decisions.
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Case — Part 2

- What else would you want to know (especially if this was a formal clinical
ethics consult or if you are also involved in care for the patient)?

- Would you look anything up to help you give recommendations or advice?
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The rise of ethics consultation

- The rise of life-sustaining medical technology beginning in the 1960s led
to recognition of pressing moral questions in the care of patients, leading
to development of ethics committees and bioethics centers.

« Subsequently, clinical ethics consultation became increasingly common.

- Ethics consultation is defined as a set of services “dedicated to resolving
the uncertainty of conflict regarding value-laden concerns in healthcare”
that can be performed by an individual, team, or committee.

- ‘Ethics consultation’ can be used to refer to consultation for a specific
patient question as well as more general education to healthcare
professionals.
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Setting Standards

- The American Society for Bioethics and Humanities (ASBH) published
Core Competencies for Healthcare Ethics Consultation in 1998 to outline
the standards for the practice of clinical ethics, with a new edition in 2011.

- Core Competencies states that recommendations made by ethics
consultants should “comport with the bioethics literature, medical
literature, other relevant scholarly literature, current professional and
practice standards in the field... statutes, judicial opinions, and pertinent
institutional policies.”

- But what are the prevailing standards in the field?

IOWA
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- Purpose of the study

MEC Forum (2025) 37:159-177 1. |dent|fy to what extent a
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Accepted: 17 May 2024 f Published online: 31 May 2024
@ The Authar(s), under exclusive licence to Springer Mature BV, 2024 AS B H resources fo r
credentialing clinical
ethics consultants and
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References Used

- Total references: 451 reported; 315 unique, 136 by > 1

- Categories:
- Bioethics literature (n=206 unique; 156 articles, 48 books)
 Laws and legal cases (n=40)
 Professional society documents (n=36)
 Hospital policies (n=14)

- Religious teachings (n=3)
 Other (n=14)
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Survey Says!

 Of the 95 respondents

56 provided references
« Median number of references provided was 6, average 8
« Rangewas 2 - 64
- The majority of references were listed by one respondent

50 said they cite references in their notes
* 16 said they never cite references in their notes
» 29 did not answer the question
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Turner K, et al. On What Grounds? A Pilot Study of References Used in Clinical
Ethics Consultation and Education. HEC Forum. 2024 May 31. PMID: 38819603.



Expert Opinion vs Survey Says!

)

- The ASBH Certification Commission identified 22 “Core References’
from which the content of the Healthcare Ethics Consultant-
Certified (HEC-C) exam is drawn.

- About half the respondents report having become certified
- 70% of those non-certified do not plan to take the exam

- 13 of the 22 Core References were cited in the survey

- 8/9 that were not cited are relatively new

- 5 of the most commonly cited references are not Core References
(although many cover similar ground to Core References)
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ASBH Core References

Table 3 Survey citations of the ASBH Core References

Core Reference

Mumber
of re-

spondent

citations
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2021. ISBM: 9TE-1260457544.

Kon, Alexander A, Enc K Shepard, Nneka O Sederstrom, Sandra M Swoboda, Mary Faith
Marshall, Barbara Birnel, and Fred Rincon. “Defining Futile and Potentially Inappropriate
Interventions: A Policy Statement From the Society of Critical Care Medicine Ethics Com-
mittee.” Critical Care Medicine 44, no. 9 (2016): 176474,

Appelbaum, Paul 5. " Assessment of Patients” Competence to Consent to Treatment.” Mew
England Jowrnal of Medicine 357, mo. 15 (2007): 1334-40.

Lo, Bernard. Resolfving Erhical Dilemmas: A Guide for Clinicians. Dordrecht: Kluwer
Academic, 2009,

Hester, Micah D, and Toby Schonfeld, eds. Guidance for Healthcave Ethics Cammittees,
2nd ed. Cambridge, UK: Cambnidge University Press, 2022, ISBN: 975-1108791014.
American Socicty for Bioethics & Humanitics. Improving Competencies in Clinical Ethics
Consultation: An Educarion Guide, 20015, 27-33.

Berlinger, Nancy, Bruce Jennings, and Susan M. Wolf. The Hastings Center Cuidelines for
Decisions on Life-Sustaining Trearment and Care Near the End of Life. Mew York: Oxford
University Press, 2013, Pp. 3-K.

Dickema, Douglas, Mark Mercuno, and Mary Adam, eds. Clinical Ethics in Pediatrics: A
Case-based Texthoak, Cambridge: Cambndge University Press, 2011.

Core Competencies Task Force. Core Competencies for Healthcare Ethics Consultation, 2nd
edition. Chicago, 1L: American Socicty of Bioethics and Humanities, 2011.

Clinical Ethics Consultation Affairs Committee. Adaressing Patient-Centered Ethical fssues
in Health Care: A Case-Based Study Guide. Chicago, 1L: American Society of Biocthics and
Humanities, 2017

Fiester, Awtumn. “What Mediators Can Teach Physicians About Managing *Difficult” Pa-
tients.” The American Jaurnal of Medicine 128, no. 3 (2015): 215-216.
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Core References Not Reported by Survey Respondents
Damis, Manion, Yolonda W. Wilson, and Amina White. “Biocthicists Can and Should Con-
inbute to Addressing Racism.™ AJOS 16, no. 4 (2016): 3-12.#
Dubler, Nancy Neveloff. “The Ant of the Chart Note in Climcal Ethics Consultation and
Bioethics Mediation: Conveying Information that Can Be Understood and Evaluated.™ The
Jowrnal of Clinical Ethics 24, no. 2 (2013: 148-155.
Ford, Paul, and Denise Dudzinski (Ed_). Complex Ethics Consultations: Cases That Haunt
Us. Cambridge: Cambridge Press, 2008,
Marcus, Leonard J., Barry C. Dom, & Eric J. Mcnulty. “The Walk in the Woods: A Step-by-
Step Method for Facilitating Interest-Based Negotiation and Conflict Resolution ™ Negotia-
dion Jouwrnal 28, no. 3 (2012); 337-349.*
Morrerm, Havi. *Mediating Healthcare Disputes More, Earlier. . And Differently: Mediating
Directly in the Clinical Setting.” The Health Lawver 31, no.1 (2018): 18-29.%
Reynolds, Joel Michael. (2018). *Three Things Clinicians Should Know about Disability.”
AMA Journal af Ethics 20, no. 12 (2018 E1181-1187 .*
Saltman, Deborah C. *Conflict management: A primer for doctors in tramming.” Postgraduate
Medical Journal 82, no. 963 {2006): 4-12.*
Sherwin, Susan, and Frangoise Baylis. “The Femimist Health Care Ethics Consultant as
Architect and Advocate.” Public Affairs Quarterly 17, no. 2 (2003): 141-58.*

Stramondo, Joseph A. “Why Bioethics Needs a Disability Moral Psychology.” The Hastings
Center Repart 46, no. 3 (2016): 22-30.*
Wahlert, Lance, and Autumn Fiester. “Repaving the Road of Good Intentions: LGBT Health

Care and the Queer Bioethical Lens.” The Hastings Center Report 44, suppl 4 (2014):
B56-65.%

*Indicates that the reference has been recently added to the list of Core References



Discussion

- There were relatively few common ethical resources among
survey respondents

- Diversity in ethical references could reflect interdisciplinary
backgrounds and range of clinical ethical questions
encountered

- Academic affiliation influences access to literature
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Objective 3:

Use clinical examples to demonstrate how different references can provide
different ethical guidance.



Case — Part 3

- Alex is a young man with history of acute myelogenous leukemia (AML) in
remission after extensive treatment. Complications have led to damage to
heart, lungs, and kidneys. He has been intubated, ventilated, and on
continuous renal replacement therapy (CRRT) for weeks. Alex developed
disseminated intravascular coagulation (DIC). He has acute mental status
changes and imaging revealed large bilateral strokes. He now has
persistent fungal infection.

- He has been unresponsive for weeks. His legal next of kin are divorced
parents, who do not agree about what Alex would want in this scenario.
His long-term partner believes he would not want prolongation of life-
sustaining treatment.

- A colleague involved in his care asks if he can make him DNR.
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Case — Part 3

- What else would you want to know (especially if this was a formal clinical
ethics consult or if you are also involved in care for the patient)?

- Would you look anything up to help you give recommendations or advice?

- Would you cite any references?
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Defining Futile and Potentially Inappropriate

- Written as a follow up to the Five Societies publication, which provided
examples, but not a clear definition of "potentially inappropriate” which
would be addressed by their seven-step process of resolution.

- After review of professional organization statements and literature, they
developed a definition by consensus:

o "ICU interventions should generally be considered inappropriate when
there is no reasonable expectation that the patient will improve
sufficiently to survive outside the acute care setting, or when there is
no reasonable expectation that the patient's neurologic function will

improve sufficiently to allow the patient to perceive the benefits of
treatment.”
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What do you think?

- How would you apply this definition to our case?

- How would you apply it to other situations you encounter?

* Is this the standard used in most institutions?

o "ICU interventions should generally be considered inappropriate when
there is no reasonable expectation that the patient will improve
sufficiently to survive outside the acute care setting, or when there is
no reasonable expectation that the patient's neurologic function will

improve sufficiently to allow the patient to perceive the benefits of
treatment.”

I(1]\'/.W Konetal - Defining Futile and Potentially Inappropriate Interventions: A Policy Statement from the Society
of Critical Care Medicine Ethics Committee from 2016 Critical Care Medicine

HEALTH CARE



Other ethical guidance

- Beauchamp and Childress (2019) - undertaking physiologically
futile' interventions is 'morally optional’ because it may be an
act of '‘compassion and care’

- Berlinger et al (2013) says treatments with no potential for
physiologic benefit should not be offered for psychological
benefit

- All authors emphasize using proactive communication and
negociation before deciding the situation is an intractable
ethical dilemma
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From Longshot to Fantasy

 Recognition that some treatments offered are unlikely to achieve the
stated goal, but conceivably could — and these are often offered.

- There is high likelihood that the treatment plan will fail, and the initial goal
will be no longer feasible.

« They divide the progression into four stages and recommend specific
communication strategies to guide both the healthcare team and families

through the stages.

- The goal is to provide structure and guidance for the proactive
communication recommended by the earlier references.

IUWA Weiss EM, Fiester A. From "Longshot" to "Fantasy": Obligations to Pediatric Patients and Families When Last-Ditch Medical Efforts Fail. Am
il | Bioeth. 2018 Jan;18(1):3-11. PMID: 29313768.




Conclusions

- There are some areas of relative consensus in this survey of ethics
consultants — for example articles cited on determining capacity

- Overall, there is a high degree of variability in what resources ethics
consultants use, so there is ongoing work needed to determine shared
standards in the field of healthcare ethics consultation

- There are topics, such as discharge decisions (4th most cited ethical
issue), that are underrepresented in the ethics literature (only 5 of the 315
references cited)

 This survey was a convenience sample and likely reached primarily
academic ethicists — what might be the results in a broader group?
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