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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.



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.



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?



What resources do you use/recommend?
• None – I just know what I know

• Bioethics books

• Specific key articles that I’ve collected

• I search for articles relevant to the specific question

• Professional / society guidelines or hospital guidelines / policy

• Legal or religious documents

• Online resources or AI resources



• Purpose of the study
1. Identify to what extent a 

common set of references 
is used in clinical ethics 
consultation and 
education

2. Determine if references 
are aligned with existing 
ASBH resources for 
credentialing clinical 
ethics consultants and 
educators



Methods

• 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



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.

https://thenounproject.com/icon/people-6815389/


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

79% identifying appropriate surrogate

64% discharge decision-making

32% advance directives

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.



• 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

Ethical Issues Encountered at UIHC

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

2. Best interests of patient vs autonomy
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
6. Refusal of or nonadherence to 

recommended treatment or plan



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

79% identifying appropriate surrogate

64% discharge decision-making

32% advance directives

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.



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.



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”
• Articles by Appelbaum, Gazini and Diekema

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.

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

• 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.



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



Appelbaum and Gazini articles on 
Assessment of  Patient Competence
• 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

https://www.psychiatrictimes.com/view/psyched-paul-applebaum-md-transformation-ethics-psychiatry
https://www.linkedin.com/in/linda-ganzini-md-mph-9028a7117/
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Diekema article on parental refusal of 
treatment and the harm principle

• 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





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



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.



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?



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.



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?

ASBH Core Competencies for Healthcare Ethics Consultation, 2011



• Purpose of the study
1. Identify to what extent a 

common set of references 
is used in clinical ethics 
consultation and 
education

2. Determine if references 
are aligned with existing 
ASBH resources for 
credentialing clinical 
ethics consultants and 
educators



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)



Survey Says!

• Of the 95 respondents
• 56 provided references

• Median number of references provided was 6, average 8
• Range was 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



FIGURE 1: Percentage 
breakdown of all 
references by citation 
frequency

FIGURE 2: Percentage 
breakdown of unique 
mentions of references, by 
category and subcategory

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)



ASBH 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



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.



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?



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."

Kon et al – Defining Futile and Potentially Inappropriate Interventions: A Policy Statement from the Society 
of Critical Care Medicine Ethics Committee from 2016 Critical Care Medicine



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."

Kon et al – Defining Futile and Potentially Inappropriate Interventions: A Policy Statement from the Society 
of Critical Care Medicine Ethics Committee from 2016 Critical Care Medicine



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



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.

Weiss EM, Fiester A. From "Longshot" to "Fantasy": Obligations to Pediatric Patients and Families When Last-Ditch Medical Efforts Fail. Am 
J 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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