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Editorial Notes 
from Christopher Blais, MD

Welcome to the summer issue of the 
Ochsner Bioethics Newsletter. 

In this issue, Dr. David Taylor discusses 
the Ochsner Bereavement Survey and 
its role in measuring the quality of care 
provided to patients and their families 
near the end of life and around the time of 
death. 

Dr. Taylor’s article is followed by an 
update on Ebola ethics by Jan White, NP-C that includes 
reviews of recently published articles on the topic.

Finally, we have a report on the 5th Annual Clinical Ethics 
Symposium that was held on May 9th this year. Highlights 
of the symposium included a presentation by Joanne 
Cain Marier, JD on End of Life: A Crossroads of Medical, 
Ethical, Legal Decision Making and two mock bioethics 
committee consult panels that considered both adult and 
pediatric cases.

The final page of the newsletter provides a variety of 
useful bioethics resources. 

Details on the 2015 Bioethics Grand Rounds are 
provided to the right. We are fortunate to have Dr. Dan 
Sulmasy of the University of Chicago as our featured 
speaker this year. Mark your calendar now for this 
important event.

Have a great summer!

Annual Bioethics Grand Rounds

November 24, 2015
12:00-1:00 pm  •  Monroe Hall
Lunch is provided
Teleconferenced to all available sites

Pages 2-3
The Rest of the Patient 
Experience Story

Pages 4-6
Ebola Ethics Update

Page 7
Bioethics Consult 
Training

Page 8
Bioethics Resources 
for You

I N S I D E

Accreditation
The Ochsner Clinic Foundation is accredited by the Accreditation Council for 
Continuing Medical Education to provide continuing medical education for physicians.

Designation
The Ochsner Clinic Foundation designates this live activity for a maximum of 1 AMA 
PRA Category 1 Credit™. Physicians should claim only the credit commensurate with 
the extent of their participation in the activity.

Disclosure
The presenters, their spouses or partners, have no actual or potential conflict of 
interest in relation to this program or presentation.

CME Designation Statement
Ochsner Health System (OHS), Nursing Professional Development is an approved 
provider of continuing nursing education by South Central Accreditation Program, an 
accredited approver by the American Nurses Credentialing Center’s Commission on 
Accreditation. This program has been approved for 1.0 CNE hour.
 

“Substituted Interests and Best Judgments: 
Helping Surrogates to Make Decisions for 
their Loved Ones at the End of Life”
Daniel P. Sulmasy, MD, PhD

Daniel P. Sulmasy holds the Kilbride-Clinton Chair in 
Medicine and Ethics in the Department of Medicine and 
Divinity School and is associate director of the MacLean 
Center for Clinical Medical Ethics at the University of 
Chicago.

He served on the New York State Task Force on Life and the 
Law from 2005-2009 and the Empire State Stem Cell Board’s 
Ethics Committee from 2007-2009. He serves as Editor-in-

Chief of the journal Theoretical Medicine and Bioethics and is the author of 
four books. Dr. Sulmasy’s research interests include both theoretical and 
empirical studies of ethics and spirituality in medicine.
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The Rest of the Patient Experience Story – How Can We 
Assess the Quality of Dying and Death?
by David E. Taylor, MD

In addition to assuring that patients have 
a good outcome, healthcare providers are 
reminded every day of the importance of 
delivering a high-quality patient experience. 
Evidence demonstrates a connection between 
patient engagement/satisfaction and excellence 
in patient outcomes. In fact, reimbursement 
for hospital care is even linked to patient 
satisfaction as measured by the HCAHPS 

survey completed by patients after discharge. Long used as 
research tools, additional surveys to assess asthma/COPD control, 
depression, and quality of life are becoming more available in routine 
practice, including within electronic health records. 

Given this intensified attention on patient experience and quality of 
life, it should not be a surprise that there has been growing interest 
in the development of survey tools to assess the quality of dying and 
death. Most questionnaires that examine the patient experience and 
the quality of death focus on several different domains, including 
physical, psychological, social, spiritual/existential experience, 
nature of healthcare, preparation for death, and circumstances of 
death.1 As a result, the Quality of Dying and Death questionnaire 
(QODD) was developed at the University of Washington in Seattle.2 
Although not yet routinely used in clinical practice, it is the most 
widely studied and validated measure of the quality of dying and 
death. As a research tool, the QODD has been used to assess the 
satisfaction of patient families, bedside nurses, and physicians 
(including house staff) with the care of dying patients.

With its most recent revision,3 the QODD 
consists of 17 questions divided into 4 
principal domains: Symptom Control, 
Preparation, Connectedness, and 
Transcendence. The first 10 questions 
are answered on a 0-5 scale (0 = None of 
the time → 5 = All of the time), while the 
last 7 questions are answered Yes/No:

1.  How often did your loved one 
appear to have pain under 
control?

2.  How often did your loved one appear to have control over 
what was going on around?

3.  How often did your loved one have control of bladder or 
bowel function?

4.  How often did your loved one breathe comfortably?
5.  How often did your loved one appear to feel at peace with 

dying?
6.  How often did your loved one appear to be unafraid of 

dying?
7.  How often did your loved one laugh and smile?
8.  How often did your loved one appear to be worried about 

strain on loved ones?
9.   How often did your loved one appear to keep her/his dignity 

and self-respect?

(Continued on p. 3)
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10. How often did your loved one spend time with family and friends?
11. Was your loved one touched or hugged by her/his loved ones?
12. Were all of your loved one’s healthcare costs taken care of?
13. Did your loved one say goodbye to loved ones?
14. Did your loved one have one or more visits from a religious or spiritual advisor?
15. Was a mechanical ventilator or kidney dialysis used to prolong your loved one’s life?
16. Did your loved one have the means to end her/his life if she/he needed to?
17. Did your loved one have funeral arrangements in order prior to death?

Despite its use in various research settings, the QODD questionnaire has not achieved regular clinical use for several reasons. The 
survey relies on family members to answer as a proxy for the deceased patient, so responses may not accurately reflect the patient’s 
perspective. In addition, there can be substantial differences in scores between families and healthcare providers, as well as across 
different cultures and geographic regions. Last, research to date has not demonstrated that any specific intervention has consistently had 
an impact on the QODD score. 

In the absence of a definitive standardized tool to measure the quality of dying and death, Ochsner is one of only a few hospitals 
nationwide to employ a Bereavement Survey. This standardized questionnaire is mailed to surviving family members within 4-6 weeks 
after the death of all inpatients who die in an Ochsner facility. Along with common questions about the inpatient experience, the 
Bereavement Survey includes specific questions about the patient’s care at the time of death. Additionally, the questionnaire allows for 
specific handwritten comments about the patient’s hospital stay. The surveys are reviewed by the Palliative Care Steering Committee with 
the goal of improving end-of-life care for patients at Ochsner. 

References
  1. Hales S, Zimmermann C, Rodin G. Review: the quality of dying and death: a systematic review of measures. Palliat Med. 

2010;24:127-144.
2. Patrick DL, Engelberg RA, Curtis JR. Evaluating the quality of dying and death. J Pain Symptom Manage. 2001;22:717-726. 
3. Downey L, Curtis JR, Lafferty, WE, Herting JR, Engelberg RA. The Quality of Dying And Death Questionnaire (QODD): empirical 

domains and theoretical perspectives. J Pain Symptom Manage. 2010;39:9-22. 
 

Life is pleasant. Death is 
peaceful. It’s the transition 
that’s troublesome.

– Isaac Asimov 

(Continued from p. 2)



The abundance of ethical challenges borne by the looming specter of the Ebola virus has been the focus of national and 
local debate as hospitals across the nation sought to rapidly mobilize resources and formulate plans in anticipation of 
caring for patients with suspected or confirmed Ebola virus disease. The use of invasive life-sustaining therapies such as 
dialysis, intubation and mechanical ventilation, or cardiopulmonary resuscitation (CPR) in persons with Ebola is an issue 
that has proven to be particularly controversial.1,2 Is it ethically appropriate to establish absolute policies prohibiting the 
use of lifesaving invasive therapies, including CPR, to Ebola patients? If not, then under what circumstances should they 
be offered and who should make those decisions? More important, what ethical principles should guide providers and 
policymakers in making these determinations? Two recent publications build on these discussions, offering additional food 
for thought as well as practical ethical guidance to those tasked with making these decisions.

Should CPR Be Categorically Denied to Ebola Patients?
In a recent posting in the Hastings Center Bioethics Forum entitled “Don’t Categorically Refuse CPR to Ebola Patients,” 
Edelson responds to arguments that, in all instances, the “line should be drawn at CPR.”3 Although acknowledging the 
necessity of protecting the safety of volunteer providers, Edelson contends that there is no legitimate basis for absolute 
institutional policies restricting CPR in Ebola cases. Restricting CPR based solely on a diagnosis rather than on individualized 
patient prognosis, he points out, is unprecedented in contemporary medicine. Noting the limited experience with treating 
Ebola in the modern, state-of-the art facilities that are typical in this country and the relative dearth of data on patient 
response to advanced treatments, Edelson analyzes four key misconceptions underlying arguments in favor of prohibiting 
CPR that fail to account for the nature and course of the disease and current approaches to care: (1) CPR in Ebola patients 
will potentially cause more harm than good by aggravating internal hemorrhage; (2) CPR is essentially futile in Ebola 
patients; (3) time delays to don personal protective gear are unacceptable, limiting the efficacy of CPR; and (4) CPR exposes 
providers to unacceptable risks of infection. His discussion is provocative, and although there is room for disagreement, it 
is not unreasonable to conclude, as he does, that it is far too soon to presume that all patients with Ebola virus disease are 
“unsalvageable” and “beyond the pale of modern medical care.”

Recommendations for Developing Policies on Provision of Life-Sustaining Treatment to Ebola Patients
Halpern and Emanuel, in a paper recently published in the Annals of Internal Medicine entitled “Ethical Guidance on 
the Use of Life-Sustaining Therapies for Patients with Ebola in Developed Countries,” directly address many of the 
concerns voiced by Edelson and provide some reasonable direction for accommodating the polarity of opinion over the 
extent of intensive measures offered to patients with Ebola.4 The authors present four hypothetical clinical situations, each 
calling for some measure of invasive lifesaving intervention, to illustrate and develop “5 points of ethical guidance” to 
assist clinicians and institutional policymakers as they grapple with these issues. A brief summary of those points and 
their rationale is provided here.
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Ebola Ethics Update 
by Janet L. White, NP-C and Christopher M. Blais, MD
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Janet L. White, NP-C 

Christopher M. Blais, MD

(Continued on p. 5)
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Point 1 – Risks to the provider weighed against the likelihood of successful treatment efforts
Traditionally, the patient is the sole focus of a provider’s risk-benefit analysis when deciding if advanced interventions are appropriate, and 

risk to the provider is not a variable in the decision-making process. In the case of Ebola, however, the risk of transmission to the provider is 
a valid and necessary consideration and protects not only the providers who volunteer to assume a heightened professional risk in caring for 
these patients, but also their subsequent contacts (family, coworkers) as well.

Point 2 – Institutional policies based on default policies permitting individual provider decisions rather than absolute institutional rules
Default policies delineate courses of action that are to be carried out if an alternative course is not actively chosen.5 An example of a common 
default policy in the healthcare setting is routing pneumococcal vaccines if indicated to all hospital patients as a condition of discharge unless 
the patient refuses. A default policy restricting CPR in patients infected with Ebola virus recognizes the increased risk of virus transmission to 
providers through the release of body fluids during chest compressions in a situation where the patient may derive little benefit. Conversely, a 
default policy in favor of elective intubations, dialysis, or surgery might be appropriate because the risk of transmission during such procedures 
may be more closely controlled, thus reducing the risk of transmission. In these situations, the default policy would be to provide the intervention 
unless the particulars of the clinical situation counsel against it. The advantage of a default policy is that it is not an absolute and permits an 
alternative course of action. Default policies thus accommodate and respect the autonomy of the provider at the bedside and ultimately promote 
improved patient outcomes by encouraging consideration of the variable risk vs benefit equations inherent in each unique clinical situation. 

Point 3 – Transparency in monitoring and reporting risks of transmissions and case fatality rates
There remains much to be learned about Ebola transmission and case fatality rates. Transmission rates are likely to vary with the nature of 
services provided, extent or time of exposure to patients, availability and quality of protective equipment, and general availability of clinical 
resources. Volunteers who care for Ebola patients knowingly accept a certain level of risk, but there are limits to the degree of personal risk they 
are, or should be, willing to accept. Exactly where the upper limits of acceptable risk should be drawn is a determination to be made after careful 
deliberation at the policy-making level, with considerable emphasis (deference) given to the individual clinician’s risk tolerance. Much like the 
concept of consent, however, an individual’s risk calculation must be informed by the most accurate data available.

Point 4 – Independent peer review/oversight of a provider’s decisions to withhold care or override default protocols
Policies permitting the exercise of individual clinical judgment at the bedside in deciding when and whether lifesaving interventions should be 
offered raise concerns for potential inequities in access to care and treatment based on patient characteristics unrelated to a purely objective risk 
vs benefit analysis. Oversight committees established to review clinician decisions opting out of the default policies offer a degree of protection 
against unethical and potentially illegal discrimination.

Point 5 – Full disclosure of institutional default policies and individual decisions to deviate from the standard of care
When institutional default policies or individual clinical decisions lead to withholding care that might otherwise be offered but for the risk of 
transmission to providers, the ethical principle of respect for persons and patient autonomy demands the basis for those decisions be disclosed 
to the patient, the patient’s families, and the patient’s surrogates. 

(Continued from p. 4)

(Continued on p. 6)



  

Bioethics Newsletter Summer 2015

6

A table summarizing Halpern and Emanuel’s recommendations is provided below for 
ready reference.

Recommendations for Developing Policies on the Use of Aggressive Therapies

 in Ebola Patients   Adapted from Halpern and Emanuel4

Recommendation Rationale

Risks to the provider weighed against the 
likelihood of successful treatment efforts 

Protects volunteer providers by giving them 
the ability to opt out of specific circumstances 
based on a specific risk-to-benefit analysis. 

Institutional policies based on default 
policies that permit individual provider 
decisions rather than absolute institutional 
rules 

Offers decision-making autonomy to volunteer 
providers who care for high-risk patients.

Transparency in monitoring and reporting 
risks of transmissions and case fatality 
rates 

Assessing the risk to benefit for providing care 
to high-risk patients depends on knowing the 
actual risks to volunteers.

Independent peer review of a provider’s 
decisions to withhold care or override 
default protocols 

Provides independent oversight to prevent 
inequities in care.

Full disclosure to patients and families of 
default policies, individual deviations from 
the standard of care, and the reasons 
behind those decisions

Respects patients’ autonomy and right to 
be informed about decisions affecting their 
care. Offers providers a moral standard and a 
patient-centered approach to inform patients 
about decisions affecting their care.

Conclusion
Our own institution recently discontinued screening patients for Ebola exposure, a sign that the 
anticipated Ebola crisis has not materialized. Although we are undoubtedly far better prepared for 
Ebola or other future infectious disease threats, care must be taken not to abandon the discussions 
highlighted above. We now have the benefit of additional time to build on our experience to date and 
move forward thoughtfully and proactively to develop some measure of consensus on workable and 
ethically sound policies for caring for patients with Ebola or similar public health threat. The papers 
discussed above provide valuable direction in continuing that discussion.
 

(Continued from p. 5)
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The main presentation on END OF LIFE: A Crossroads of Medical, Ethical, Legal Decision-Making was given by Joanne Cain Marier, JD, 
Associate Professor of Clinical Medicine at LSU-NO School of Medicine, Director of LSU’s Program in Health Law and Medical Ethics, and member 
of the Ochsner Bioethics Committee. Her comprehensive review of US and Louisiana healthcare law, ethics, and practice included discussion of 
advance directives; the federal Patient Self-Determination Act of 1990; roles and limits of living wills; healthcare powers of attorney; default family 
consent law, including adult friends; substitute decision-making; LaPOST; futile care; DNR and better ways of phrasing it such as AND (allow 
natural death); rules for minors; right-to-try laws; special issues for pregnant women at end of life; plans of care; palliative care; hospice; end-of-life 
discussions; roles of hospital policies; and best-practice use of an ethics committee. 

Next, two bioethics mock panels were conducted so all participants could learn more about how ethics consults work and better understand the 
ethical principles used to determine what advisory opinion will be given. 

The first mock ethics consult considered a terminal metastatic cancer patient whose family wanted a futile blood transfusion. Many dynamics of 
family education, ethical decision-making, medical appropriateness, and facilitating a good death were reviewed. 

The second mock ethics consult considered pediatric cases. Several cases and ages were considered in which the child and parent refused lifesaving 
treatment. A competent adult’s refusal of treatment is legally binding, regardless of the doctor’s view of the reasonableness of the refusal. But when a 
child/parent refuses treatment that may be lifesaving, the question arises whether the doctor/institution should advocate for the child with the court to 
require the lifesaving treatment. 

Sometimes, one is 90+% sure the child’s life will be saved and the child will have a good life. Other times, one might only be 10% or less sure and the 
saved life may involve disability. Where do an ethics committee and attending physician draw the line between deferring to the parent/child wishes 
and taking them to court? How does this line change as the child ages from being an infant to being just shy of 18 years, which is the same legally 
in our state? Occasionally, an emancipated 17-year-old child’s refusal decision is treated the same as an adult, even though the identical case in 
an unemancipated 17-year old might be taken to court in certain situations. 
These are difficult cases and depend on many different dynamics. All panel 
participants agreed the first focus of an attending physician and ethics 
committee must be good communication and education before considering 
bringing a parent/child to court. 

Dr. Michael Boucree (left) 
presents a difficult case to the 
bioethics panel chaired by Dr. 

David Taylor (standing, right).

The 5th Annual Clinical Ethics Symposium on May 9 focused on Legal 
and Ethical Issues at End of Life. Dr. Joe Breault introduced the day and 
reviewed the bioethics resources available at Ochsner. These resources 
can be viewed at the Bioethics Portal and by clicking here. 

Bioethics Consult Training

http://www.ochsner.org/bioethics
http://academics.ochsner.org/uploadedFiles/Education/Knowledge_Management/Medical_Library/Bioethics_Resources_for_You_03-2015%281%29.pdf
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•  Request a consult online  - 
http://academics.ochsner.org/bioethicsform.aspx

•  Call an Ochsner Chaplain 504-842-3286
•  Call Risk Management 504-842-4003
•  Contact your OMC local bioethics coordinator

Any Clinic
OMC-Eastbank 
OMC-Westbank
OMC-Kenner
OMC-Baptist
OMC-BR
OMC-St. Anne
OMC-Elmwood
OMC-Slidell
Chabert MC

Contact Chaplain’s Office
Contact Chaplain’s Office
Contact Chaplain’s Office
Aderonke Akingbola, MD
Frank Wharton, MD
Ralph Dauterive, MD
Allyson Vedros, CNO
Contact Chaplain’s Office
James Newcomb, MD
Jana Semere, CNO

Bioethics Education Program
•  Bioethics Grand Rounds - 
      Tuesday, November 24, 2015
•  Bioethics Website (consults) - 
 http://academics.ochsner.org/bioethics.aspx
•  Bioethics Website (resources) - 
 http://ochsner.org/bioethics
•  Quarterly Bioethics Newsletter - 
 http://ochsner.org/bioethics
•  The Ochsner Journal Bioethics column - 
 http://www.ochsnerjournal.org
•  Schwartz Rounds

What is a bioethics consult?
• Medical Ethics Website http://academics.ochsner.org/bioethics.aspx
• Bioethics Consultations and Resources 
   http://www.ochsnerjournal.org/doi/pdf/10.1043/1524-5012-11.4.357

What is sometimes helpful prior to a bioethics consult?
•  Asking the chaplain to come visit 
•  Holding a family conference

http://www.atsjournals.org/doi/pdf/10.1164/rccm.2501004
•  Requesting a palliative care consult

http://ochweb/page.cfm?id=2429
•  Having a discussion with Risk Management

http://ochweb/page.cfm?id=3325

Bioethics Education Fund When a bioethics consult is called, the expectation is that 
those providing services are well trained, not just people of good will. This training is the responsibility of 
the Bioethics Committee. Please support the committee’s educational work by donating to the Bioethics 
Education Fund - Endowed, managed by the Philanthropy Department as fund #3804126. In Lawson, 
employees can select the Bioethics Education Fund in the dropdown box during the annual giving 
campaign, and anyone can click the Donate Now button at www.ochsner.org/lp/bioethics_fund/. Every 
donation, however small, does great good and is used to build an endowment fund to permanently 
support bioethics educational programs at Ochsner. 

“...most hospitals in the USA provide clinical ethics 
consultation that is mainly due to the requirement of The Joint 
Commission for Accreditation of Healthcare Organizations—
in 2007 renamed the Joint Commission—that accredited 
hospitals must have a method for addressing ethical issues 
that arise.”  From http://www.iep.utm.edu/bioethic/

End-of-Life Resources
• 5 Wishes http://academics.ochsner.org/bioethicsdyn.aspx?id=54656
• Advance Directives, Living Wills, & Healthcare Power of Attorney http://ochweb/page.cfm?id=965  scroll down to   
  Advance Directives
• Palliative Care http://ochweb/page.cfm?id=2429
• State Living Will Declarations http://www.sos.la.gov/OurOffice/EndOfLifeRegistries/Pages/default.aspx
• UpToDate: Ethical Issues in Palliative Care http://www.uptodate.com/contents/ethical-issues-in-palliative-care
• Katy Butler: Slow Medicine http://katybutler.com/site/slow-medicine/
• Dr. Atul Gawande: Letting Go http://www.newyorker.com/reporting/2010/08/02/100802fa_fact_gawande?currentPage=all
• LaPOST: Handbook for Health Care Professionals 
   http://lhcqf.org/images/stories/LaPOST/LaPOST-Handbook-for-Health-Care-Professionals-2013.pdf
• LaPOST: State Website https://lhcqf.org/lapost-home
• LaPOST video: Using the LaPOST Document to Improve Advance Care Planning (intranet only) 
   http://mediasite.ochsner.org/mediasite50/Viewer/?peid=b54700807b474e1e8fe96113ca985e4b
• Respecting Choices Training http://respectingchoices.org/training_certification

How to Request a Bioethics 
Consult at Any Ochsner Facility

Bioethics Resources for You

Bioethics Newsletter Summer  2015
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