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Quidelines Project. Background

* In Anuary 2007/, The Hastings Genter launched
a three-year project to revise and expand our
1987 ethics guidelines on end-of-life care.

» The 1987 @Qudelines became the single most
Influential publication in The Hastings Genter’'s
40-year history.
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Quidelines Project: (oals

= Articulate the values that constitute a vision of
ethically justified, responsible end of life care.

» Recommend practices and policies that can advance
this vision, with reference to evidence and
consensus.

= Jay close to bedside realities, and to the needs of
good professionals who may work in not-so-good
systems.
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Who needs ethics guidelines?

No one turns to ethics guidelines if everyone
already agrees about the right thing to do.

In drafting our Q/aelines, we are mindful that:

* Somebody Is suffering. Somebody else doesn’t know
how to make the right decisions about how to relieve
this suffering.” “Distress is the driver.”
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What should the ethically competent
professional know about ECL care?

1. Know the outcomes data on end-of-life
Interventions.

2. Learn how to integrate palliative care into
treatment and discharge plans.
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What should the ethically competent
professional know about ECL care?

3. Learn how to talk with and listen to patients
concerning their values and preferences.

Learn how to set, document, and use goals
and plans that reflect preferences.

4. Learn how to collaborate with patients and
surrogates during treatment deliberations

and decision-making.
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What should the ethically competent
professional know about ECL care?

5. Learn how to collaborate with other professionals
during medical conferences relevant to treatment
decision-making, during handoffs and transfers,

and in discharge planning.

6. Learn about the causes of distress experienced by
patients, families, and staff in end-of-life care
settings, and how these stressors may affect
decision-making and care.
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What should the ethically competent
professional know about ECL care?

/. Learn how to resolve interpersonal conflicts.

8. Learn how to recognize and correct legal
myths about end-of-life care.

9. Develop capadities for personal reflection and
ethical reflection.
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Professional self-identity

Professionals who care for dying people but may
not self-identify with “end-of-life care”:

* Hospitalists

" |ntensivists and EM providers

= Primary care physicians
* Medical directors and nursing directors in
nursing homes

= Senior leaders of hospitals and nursing homes

! The Hastings Center 9




Quidelines: formats and expectations

= (inical practice guidelines and related professional
guidance: journal articles or web-based

= (Jinical ethics handbooks: books

= Professional education curricula: web-based
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dinical Practice Quidelines: NOON

Guidelines Index
Balliative Care TOC

Practice Guidelines

NCCN’

Palliative Care

in Oncology — v.1.2009 Discussion. References
PALLIATIVE CARE OVERVIEW
SCREENING 2P ASSESSMENT ESTIMATED LIFE PALLIATIVE CARE REASSESSMENT AFTER DEATH
EXPECTANCY INTERVENTIONSP INTERVENTIONS

Uncontrolled i Satisfactory:
symptoms Ongoing reassessment «——————— | « Patient satisfied
or with response to B
Moderate to * Anticancer therapy anticancer For family and
severe distress * ::gflfr%ri:jafht;:ia;;?zmjgf therapy C?reg"":_ri‘

: * Immediate
related to cancer psychesocial conditions = Adequats pain after-death
diagnosis and « Benefits/risks of + Promote coordination of and symptom care
cancer therapy anticancer therapy care control « Bereavement
or + Symptoms Years « Symptom management * Reduction of support
Serious Present—s |* Psychosocial or » Advance care planning patient/family Death « Cancer risk
comorbid spiritual distress Year to * Psychosocial and distress +(A“good »| assessment

spiritual support
physical and * Personal ) months . Cﬁlturall appm riate + Acceptable death”) and
psychosocial goalslexpectations Y appropi sense of control modification
- » Educational and Months to care For healthcare

conditions : : — — |« Resource management/ » Relief of

informational weeks * ; 9 . team:
or needs social support caregiver burden « General
Life expectancy Not « Cultural factors Weeks to « Consultation with « Strengthened
<12 mo a ; palliative care specialist ; . support
= resent affecting care days " relationships
or P « Criteria for early : » Hospice referral . s After-death
Patient/family Itation with (Dying « Response to request to *Optimized support

consultation wi patient) : i i quality of life
concerns about palliative care withdraw or withhold life y
course of specialist sustaining treatment + Personal growth

- + Response to request for and enhanced

disease and physician-assisted meaning
decision-making suicide and euthanasia
or s Care of imminently
Patient/family dying patient :
requests » Palliative sedation Unsatisfactory
palliative care l

» Intensify palliative care efforts
Ongoing reassessment «+—————————— |« Consult or refer to specialized
palliative care services or hospice

of role and benefits of
palliative care services
» Discuss anticipation and prevention of symptoms
» Rescreen at next visit
apManagement of any patient with positive screening requires a care plan developed by a interdisciplinary team of physicians, nurses, mental health professionals,
and chaplains.
bOncologists should integrate palliative care into general oncology care for patients who meet screening criteria. Consultation/collaboration with a palliative care
specialist’hospice team is recommended for patients with more complex issues.

L- Inform patients and families

Mote: All recommendations are category 2A unless otherw ise indicated.
Clinical Trials: NCCN believes that the best management of any cancer patient is in a clinical trial. Participation in clinical trials is especially encouraged.

Palliative Care

Assessment (PAL-3)
PAL-2

Wersion 1.2008, 111508 @ 2008 Nalional Compehensive Cancer Nelwod, Inc. Al rights res erved. These guidelines and this illustration may not be reproduced in any form without the express writlen penmission of NCCN.
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dinical Practice Quidelines: NG

B ' otional Quality Forum

A Comprehensive Framework and Preferred Practices for Measuring
and Reporting Cultural Competency

Domain 5: Workforce Diversity and Training

B Preferred Praclice 28: Recruit and hire ethnically diverse providers and staff at all levels,
including management levels.

B Preferred Praclice 29: Actively promote the retention of a culturally diverse workforce through
organizational policies and programs.

B Preferred Practice 30: Implement training that builds a workforce that is able to address the
cultural needs of patients and provide appropriate and effective services as required by federal,
state, and local laws, regulations, and organizational policies.

Domain 6: Community Engagement

B Preferred Praclice 31: Engage communities to ensure that healthcare providers (individual
and organizational) are aware of current and changing patient populations and cultural and
communication needs and provide opportunities to share resources and information.
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Professional Guidance: NCP et al

JOURNAL OF PALLIATIVE MEDICINE

Volume 12, Number 10, 2008 SpeCial Repo rt

© Mary Ann Liebert, Inc.
DOI: 10.1089/jpm.2009.0142

Improving the Quality of Spiritual Care as a Dimension
of Palliative Care: The Report of the Consensus Conference

Christina Puchalski, M.D., M.S,, F.A.P.C.,1 Betty Ferrell, Ph.D., MA,, FAAN., F.P.C.N.,z
Rase Virani, RN.C., MHA., OCN.® F.P.C.N.,2 Shirley Otis-Green, MSW., LCSW, ACSW., O.S.W.-C.F
Pamela Baird, A.A.Z Janet Bull, M.A.! Harvey Chochinov, MD., Ph.D., FRC.P.C.3
George Handzo, M.Div., B.C.C., MA.* Holly Nelson-Becker, MSW., Ph.D.>
Maryjo Prince-Paul, Ph.D., AP.RN., ACHPN.E
Karen Pugliese, M.A, B.C.C.] and Daniel Sulmasy, O.FM., M.D., Ph.D®

Abstract

A Consensus Conference sponsored by the Archstene Foundation of Long Beach, California, was held February
17-18, 2009, in Pasadena, California. The Conference was based on the belief that spiritual care is a fundamental
component of quality palliative care. This document and the conference recommendations it includes builds
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Professional (uidance:
(bhen et al 2003

B PERSPECTIVES ON CARE
AT THE CLOSE OF LIFE

Practical Considerations

in Dialysis Withdrawal

“To Have That Option Is a Blessing”

Lewis M. Cohen, MD
Michael ). Cermain, MD
['tl\"lll \1 I‘lblllll'l, \]['

THE PATIENT'S STORY

Mr D was a 78-year-old man with end-stage renal disease
(ESRD) from diabetes and hypertensive nephrosclerosis. He
had a prior history of multiple episodes of aspiration pneu-
monia. For the past 2 years Mr D resided in a convalescent
home, where he was visited frequently by his daughter, son,
and their families. Mr D was transferred from his skilled nurs-
ing facility to the university hospital with cough, fever, and
hypoxia.

Mr D had had diabetes for 10 years, with repeated hospi-
talizations for nonketotic hyperosmolar state. Comorbid dis-
orders included vascular dementia, atrial fibrillation, chronic
lymphocytic leukemia, emphysema, pleural effusion, co-
lonic diverticulosis, and tubular adenoma. Hemodialysis was
begun 30 months prior to his final admission, but he became
progressively more lethargic, less verbal, and physically weaker.
A formal advance directive was never completed. On several

The Hastings Genter

Cessation of life-support treatment is an appropriate op-
tion for situations in which the burdens of therapy sub-
stantially outweigh the benefits. Decisions to withdraw
dialysis now precede 1 in 4 deaths of patients who have
end-stage renal disease. Guidelines have been recently
published to assist clinicians in making these complex
and emotionally charged determinations, and they in-
clude: relying on shared decision making by all partici-
pants, obtaining informed consent, estimating the prog-
nosis on dialysis, adopting a systematic approach for
conflict resolution of disagreements, honoring advance
directives, and ensuring the provision of palliative care.
These principles are discussed in relation to an elderly
man with dementia whose family decided to terminate
maintenance hemodialysis.

JAMA. 2003;289:2713-2119 www.jama.com

cause they feel responsible for actively doing something that

et T d e e e i leen?ee Aecaile
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Professional Quidance:

(bhen et al 2003

The earliest phase of the process requires the physician
to sensitively broach basic end-of-life issues and to clarify
goals of treatment. BOX 1 outlines steps that we have found
can be helpful for the patient and family in the early stages.
Ongoing discussions should include the following, which
are based on the Society of Nephrology and Renal Physi-
cians Association’s 9 tenets:

1. Shared Decision Making. According to the retrospec-
tive literature on dialysis discontinuation decisions, nearly
half the patients lack the capacity to speak for themselves,
because of dementia or other organic brain syndromes.'® Even
older patients who are mentally competent often defer to
younger relatives and staff to help make these difficult de-
cisions. As in the present case, family members frequently
become the primary decision makers.* If the physician and
family wait until the individual is too sick to participate in
discussions, the default decision may be to provide aggres-
sive care to the end; this is often futile, against the patient’s
values, and associated with needless suffering.”” As in the
present case, families can feel that the burden of arriving at
a determination is almost too great for them to tolerate; they

!! The Hastings Genter

CONSIDERATIONS IN DIALYSIS WITHDRAWAL

Box 1. Considerations for Dialysis Withdrawal

1. Identify patient who may benefit from withdrawal, in-

cluding those with
Very limited estimated prognosis
Poor quality of life
Pain unresponsive to treatment
Progressive untreatable disease, eg, cancer, demen-

tia, acquired immunodeficiency syndrome, periph-
eral vascular disease, congestive heart failure

Inability or unwillingness to tolerate further dialysis, or
Dialysis is technically difficult or impossible

Discuss goals of care with patient and family

3. Discuss quality of life on dialysis with patient and/or
family

4. Discuss possible symptoms and their palliation

5. Clarity that dialysis withdrawal is an option

6. Reassure that it can result in a peaceful death and dis-
cuss usual course

7. Allow time for discussion

8. Make recommendations to withdraw dialysis and re-
quest family's assent

0. Provide assurance that the decision is reversible

-




Ehics Handbook:
Post et al 2007

R'HEALTH CARE ETHICS'COMMITTEES
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Professional Education:
The BPEC Project

€ C | ¥¢ nhttpy/,
The EPEC™ Project

Webpages/index.cfm > G- A

/www.epec.net/EP

Education in Palliative and End-of-life Care

HOME OMNLINE LEARNING COMNFERENCES MATERIALS “& SHOPPING CART LOG IN

Welcome to the EPEC Project

EPEC HOME Our mission is to educate all healthcare professionals
ABOUT US on the essential clinical competencies in palliative care

FOR TRAINERS
PARTNER INITIATIVES
FACULTY/STAFF
PUBLICATIONS
RESOURCES/LINKS
JOIN EMAIL LIST
NEWS & EVENTS

10th ANNIVERSARY

NORTHW
UN

News & Events

'Become an EPEC Trainer’ Conference
July 10th — 12th, 2009 Chicago, IL

Registration
Download Conference Brochure

'‘Become an EPEC-Emergency Medicine Trainer’ Conference
July 10th — 11th, 2009 Chicago, IL

Regi: ion
Download Conference Brochure
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Professional Education:
|PPC

= C 9f http://www.ippcweb.org/module2.asp

The Initiative for Pediatric Palliative Care

Enhancing family-centered care for children living with life-threatening ' u
conditions through education, research and quality improvement.

IPPC Curriculum

Module 1 Hodule 2 Hodule 3 HModule 4 Hodule 5
Engaging with Relisving Pain & Analyzing Ethical Responding to Suffering | Improwing l_:ommuni;atiop ES
Children & Families | Other Symptors | Challenges and Bereawement Strengthening Relationships

Module 2: Relieving Pain and Other Symptoms

ACTIVITY 1: LECTURE

Developmental Factors in Pain Assessment and Treatment

This lecture enhances the ability of medical professionals to apply key
principles and tools in the assessment of pain in children of all PowerPoint ™
developmental stages and abilities. [learn more ... ]

Facilitator's Guide EER

ACTIVITY 2: SEMINAR

Pain Assessment in the Absence of Self Report
This case-based seminar addresses pain assessment in children who are
unable to report their pain verbally. [learn more ... ]

!! The Hastings Genter

Facilitator's Guide EER
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For more information

Nancy Berlinger, The Hastings Center

berlingern@thehastingscenter.org

Qurrent research on EOL care and palliative care:
» Project Director, Quaddlines Project

= (O-H, The (haplain’s Role in Pediatric Palliative Care
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DECLARATIONS CONCERNING LIFE-
SUSTAINING PROCEDURES

La.R.S. 40:
§1299.58.1.

A. ...all persons have
relating to their own medical care, including the
decision
... Where...diagnosed as having a

(3)...the State of Louisiana shall recognize:

(a) The right of such a person to make a declaration instructing his
physician to withhold or withdraw life-sustaining procedures or
designating another to make the treatment decision and make
such a declaration for him,



DECLARATION
<

l, , Willfully and voluntarily make known my
desire that my

| direct (initial one only):

____That all life-sustaining procedures,
be withheld or withdrawn (food and water will not be administered
invasively).

____That life-sustaining procedures, be
withheld or withdrawn (food and water can be administered invasively.)

| further direct that | be permitted to die naturally with
... deemed necessary



DNR ID BRACELETS

e D.(1)(a) The secretary of state shall establish a
declaration registry in which a person, or his
attorney,... register ...the declaration.

e (b) The secretary of state shall issue a do-not-
resuscitate identification bracelet to qualified patients
listed in the reqistry. The ...bracelet must include the
patient's name, date of birth, and the phrase "DO
NOT RESUSCITATE".



§1299.58.8. Immunity from liability

A.(1) Any health care facility, physician, or other
person acting under the direction of a physician shall

or be deemed to have engaged in unprofessional
conduct
from a
gualified patient who has made a declaration or is
In
accordance with the provisions of this Part.



WORLD MEDICAL ASSOCIATION
STATEMENT ON MEDICAL ETHICS IN THE

EVENT OF DISASTERS (1994)
.

o 3. TRIAGE
—- e. patients whose condition exceeds the available

o 4.

therapeutic resources...may be classified as "

..tfreatment :

a. Itis , at all costs,
treating individuals " It is
justified when it is intended to save the maximum number of
Individuals. However, the such
patients , for
example by and

appropriate



COMMITTEE FOR DISASTER MEDICINE
REFORM


Presenter
Presentation Notes

This is not about my colleagues and I---it is about all of us.
LOUISIANA DISASTER LEGISLATION
Members from all walks of life and from all over the state and the country: 2 members outside of LA included Dr Eugene Myers from Pgh and Dr Byron Bailey from Galveston. This is not just a problem for NO, or LA, but for everyone


Louisiana Disaster Legislation

e Act 538
- La.R.S. 29:735.3 (Amendment to Good Samaritan Statute)

e Act 539

- La.R.S. 37:1731.1 (Disaster Medicine Protocol, Civil
Immunity)

e Act /58
- La.R.S. 29: 7353

- La. R.S. 40: 1299.3 (Disaster Medicine Review
Panel/Criminal Cases)

For Language of Acts, see links within www.cdmr.org
Do not protect against intentional acts



Presenter
Presentation Notes
OF course these laws to not protect vs intentional acts or willful misconduct which punishable by law
Effective August 15, 2008—only during a declaration of disaster and are retroactive to the event
Those covered are those listed in the Good Samaritan Statue

http://www.cdmr.org/�

ALL THREE ACTS
ACT 538/ACT 539/ACT 758

e \Who is Covered?

- Persons listed in the existing Good Samaritan Statute R.S.
37:1731 (i.e. physicians, surgeons, physician assistant,
nurses, medical professionals from other states,
veterinarians, dentists and emergency medical technicians.)

e \Who is Not Covered?

-~ Not all “healthcare providers” are covered. The focus is on
the individuals and not corporations or entities.

e Applicable only during State of Emergency declared
by Governor

e Effective August 15, 2008



ACT 538 SENATE

La.R.S.37:1/31.1

e Amendment to Good Samaritan Statute

- Services rendered in disaster area during
declared disaster

- Covered “regardless of compensation”

(anyone on call or paid employee are now
covered)

- Simple negligence law suits are prohibited
(not actionable)



Question
. ]

e If government or military orders civilian
doctors to evacuate hospital using disaster
medicine protocol, why should physicians
conduct be subject to different liability
rules than government officials?


Presenter
Presentation Notes
The scenario at Lindy Boggs Hospital prompted this law. We asked the question, if…


ACT 538

La.R.S. 29: 7353
STATUTE DEFINITIONS

(1)

(2)

“Disaster medicine” means the art and science of
patient care when the number of patients exceeds
the normal medical capacities, facilities and
personnel.

“Disaster medicine protocol” means the order of
evacuation and treatment of persons by priority in
accordance with recognized triage process
applicable when disastrous conditions prevent
evacuation or treatment of all patients.




ACT 538

La.R.S. 29: 7/35.3--DISASTER MEDICINE PROTOCOLS

e PROTECTION AGAINST Civil damages to patients
as a result of evacuation or treatment

e In accordance with disaster medicine protocol
(cannot treat all patients) and at the direction of
Government or military

*Medical Community needs to eliminate “direction of
Government” by developing well-defined “disaster
medicine protocols” that are widely accepted *



ACT 758

DISASTER MEDICINE REVIEW (CRIMINAL)
La. R.S. 29:7353;La. R.S. 40: 1299.3

e Opinion by Independent Body (Disaster Medicine
Review Panel)

Three member panel consists of: Coroner; Member of
LSMS; Expert in Disaster Medicine (appointed by
Governor or other two members)

e Input from Medical Community on Medical Judgment
e Scientifically Reliable Evidence

e Standard: “Good Faith Medical Judgment under the
circumstances.”

e Advisory Opinion to Prosecution

e Statement of Legislative Intent — Prosecution “shall refrain
from arrest of respondent medical personnel until panel
opinion” (except: Risk of Flight).


Presenter
Presentation Notes
Balanced independent opinions


UNIQUE PROVISIONS OF THE

STATUTES
<

“Regardless of compensation” amendment to
Good Samaritan statute

Definitions of “Disaster Medicine” and “Disaster
Medicine Protocol”

Criminal Standard—"Good Faith Medical
Judgment under the Circumstances”

Disaster Medicine Review Panel to protect medical
judgment from criminal charges

Requires Scientifically Reliable Evidence
Statement of Legislative Purpose and Intent



Ochsner Health System

'\./Ochsner"’

Health System

David E. Taylor, M.D.

ICU Medical Director

Chairman, Pulmonary/Critical Care
Palliative Care
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“Theres no easy way I can tell you this, so I'm
sending you to someone who can.”



Domains of Palliative Care

® Patient and Family-Centered Decision Making

® Communication within Team and with Patient / Family
® Continuity of Care

® Emotional and Practical Support for Patient / Family
® Symptom Management and Comfort Care

Spiritual Support for Patient / Family

YOchsner

Health System



Domains of Palliative Care
Patient and Family-Centered Decision Making

® Assess patient competence
® I|dentify family spokesperson
® Pre-existing advance directives
® Living Will
® Healthcare Power of Attorney
® Establish parameters of care (DNR status)
® Share plan of care with patient / spokesperson daily
Formal family conference within 48 hours of admit
Provider care conference to determine care plan

YOchsner

Health System



Domains of Palliative Care

Communication within Team
Communication with Patient / Family

® Interdisciplinary approach to care

® Formal family conference within 48 hours of admit
— Format
— Goals
— Participants
— Setting

— Documentation
® Provider care conference to determine care plan

\./Ochsner“’

Health System



Patient / Family Conference

® Change In patient status or goals of care

® Provider / family miscommunication or conflict

® Long length of stay without clear discharge plan
® “Blanket” family directions — “Do everything”

® Differing messages from various family members
® Need for further cultural and spiritual insight

® Family conflict or mistrust of medical caregivers
Uninvolved family members — “Relative from Alaska”
Alternative sites of care to be considered

YOchsner

Health System



Provider Care Conference

® No clear physician leader — MD coordinator of care
® Disagreement among healthcare team members

® Inconsistent assignments of nurse to patient

® Nurses request different patient assignments

® Patient / family reported as “difficult” or “challenging”
® Co-morbid acute or chronic mental health condition
Debriefing after a death

\./Ochsner“’

Health System



Domains of Palliative Care
Continuity of Care

® Shift to shift transfer of care
® Transfer of care to alternative provider
® Transfer of care to alternative setting

YOchsner

Health System




© Cartoonbank.com

As you can see, we've rraﬂ.gﬁ:rmd your &rufwna"_ from intensive to casual care.”

\./Ochsner“’

Health System



Domains of Palliative Care
Emotional and Practical Support

® Social services

® General information

— Advance directives
— Palliative care
— Hospice

Bereavement services

Strengthen family relations and communication
Liberal patient visitation

“Nobody dies alone in my ICU”

YOchsner

Health System



Domains of Palliative Care
Symptom Management and Comfort Care

® |dentify symptoms of discomfort and distress
¢ Standard (but flexible) comfort care orders
® Anticipate side effects of medications

® Establish best practices for withdrawal of
aggressive interventions (ventilator)

Create a checklist

YOchsner

Health System



Domains of Palliative Care
Spiritual Support for Patient / Family

® Incorporate pastoral care provider as team member

® Establish spiritual needs early in the course of care

® Cultural and spiritual sensitivity

® Offer spiritual support as requested by patient / family

\./Ochsner“’

Health System







A SYMPLE Approach to Palliative Care

® Symptoms

® Medical Problems / Prognosis
® Psychosocial (Spiritual)

® | egal
® Ethical

\./Ochsner“’

Health System



Palliative Care
The Quest for Goal Alignment

HDO”

Patient Family Provider
Knowledge Prognosis
“Think”
Emotion Suffering
“Feel”
Action Plan of care

\./Ochsner"’

Health System
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Competencies in pediatric
end of life care
Background / goals of medicine
Our understanding of children's death
How can we improve end of life care

Pediatric EOL care as a professional responsibility



Goals of Medicine

(Hastings Center Report; Nov/Dec96, Vol. 26 Issue 6, pS9, 6p)

The prevention of disease and injury, and the
promotion and maintenance of health

The relief of pain and suffering caused by maladies

The care and cure of those with a malady, and the
calre Ol those Who cannot be cured

The avoidance of premature death, and the pursuit of
a peaceful death




INCONSISTENCY BETWEEN OUR
CLINICAL SKILLS AND OUR
SUPPORTING COMPETENCIES




Clinical situations that need end of life care:

Pediatric intensive care
Neonatology

Oncology

Chronic diseases
Primary care

ETC.



» All pediatricians need to develop
competencies to improve end of life care
of their patients

e Other professionals in the health team

* Not a duty for separate teams



Which competencies do we need?

Clinical skills
Supportive competencies

Bioethical competencies

s W o=

Personal attitudes



Kathe Kollwitz (1867-1945), Woman with her Dead Child (1903)



e \WWe need to understand death

 If we deny and hide adult’'s death, when it
occurs Iin children we are left with no
answers at all: only questions and mystery



Velorio del angelito. Arturo Gordon (1883-
1944)



Pearl Born July 7, 1895
Died December 26, 1895




 \WWhat is the meaning of such short lives?

e We are left with no answers: Their lives
are a mystery

 Responses come from poetry and faith



 Mystery ....

 The deep meaning and transcendence of each
human life Is not age dependent

 We need a personal learning:

— We have to understand and work out the
death of children in a professional way

— to be able to identify the child’s and parents’
needs and to respond to them




The health professional and a
child’s death

We have responsibilities with:
® The child

® The family
® Our working team

® Scientific iIssues



Responsibilities with the child

® Support for coping, according to age

® Balance between intensive treatment and
palliative care

® Analgesia and sedation
® Personalized plan for end of life care
® Treatment limitation decisions

® No patient abandonment



Children’s comprehension of
death?

* Newborns and infants: no comprehension

* Preschool children: different sense of time,
death is not definitive, they recognize adult’'s
sadness, helplessness and grief



« School age children: recognize death as
definitive, they fear their own death

« Adolescents: comprehend death depending
on their experiences. They feel anger and
may go into personal crisis



THEY ALL NEED SUPPORT ACCORDING
TO THEIR AGE,

BOTH FOR THEIR OWN PROXIMITY TO
DEATH AND FOR THEIR GRIEF



Responsibilities with families

Support to admit the probability of their child’s
death

Good communication
Shared decisions
Emotional and spiritual support

Assistance In last moments and for bereavement



e Parents’ priorities:

 Complete and honest information

e Fluent access to medical staff

« Harmonization of information and decisions

o Staff’'s emotional expressions
 Encouragement of parent’s and child bonding
« Faith expressions facilitated

(Meyer EC, Pediatrics 2006; 117:649-657)



Responsibilities with families

e \WWhat parents value most in
communication:

— Truthful, gradual and continuous

— Reporting biological analysis and systemic organ
functions does not ease comprehension of child’s
disease

— Less talking and more listening !!!

— They value silence time and companionship from
physicians and health professionals



Responsibilities with our own
working team

Enhance their understanding of a child’s death
Multidisciplinary team decisions
Separate professional work from personal life

Need to care of ourselves



Scientific responsibilities

Scientific point of view:

Final diagnosis

Post mortem exams

Causes of death

Critical analysis

Review of similar cases and issues






How can we improve our
management of a child’s death?



Support experiences for
bereavement in pediatrics

Good communication and support during

disease

Definition of the best place for dying

Favor family and child relationship and

attachment
Detailed information of final procedures

Post mortem meetings



Our experience in Neonatal Unit at
Clinica Alemana in Santiago

 Post mortem meetings:

— Analysis of clinical history and unavoidability
of death

— Results of postmortem exams

— Clarify any possible doubts

— Explaining emotional phases of grief
— Analysis of parent’s coping process

— Assure them that they’ll overcome to their
child’s lost

— Reproductive counseling
— Directing to specific professional assistance




The experience in Neonatal Unit at Hospital
Regional de Temuco:
Analysis of 141 neonatal deaths 2000-2002

Grief committee

Staff’s training program

Procedure handbook

mminent death was informed in 96%

Parents’ visits were authorized at any time
/7% of parents were with their baby at death
Post mortem meetings with 50% of parents









Conclusions ?

We should improve our understanding of death
and its meaning In our pediatric patient

Avoid denying death and hiding it as a clinical
Issue



3. There is a need for improvement in its knowledge
and for developing clinical, supportive and

bioethical competencies, altogether with personal
attitudes

4. End of life care in pediatrics is a responsibility of
the entire professional team



Thank you









Thank you



The Practice of Voluntary Active Euthanasia
and PAS in the Netherlands and Oregon
Its Impact on Patients, Families, Physician-
Patient Relationship, society?

G.K.Kimsma, MD MPh

Radboud University Medical Center
Nijmegen
Vrije Universiteit Medical Center
Amsterdam, The Netherlands



Aims of presentation

e Describe

— the Dutch and Oregonianlllegal position /numbers/
diseases/physicians

— the requests and the suffering

— the role and role perception of Dutch doctors

— the effect of E/PAS on patients, physicians and families
— If dangers for a “slippery slope’ are realistic?

e Formulate conclusions




definitions

e Dutch: euthanasia: ending
the life of a patient after a
request, by injection

e Other forms: death
through stopping _ .
treatment (NTD), deathas ~ * ©Other forms: passive E,
unintended effect of voluntary/ involuntary,
treatment, alleviating pain direct/indirect

and suffering (APS), life  « PAS: helping a patient die
ending without an explicit after a request through
request (LAWER) handing a potion

e PAS: helping a patient die
after a request through
handing a potion

o USA: this is voluntary
active euthanasia:VAE



VAE and PAS, when allowed: conditions

e Conditions in the Law on Review Procedures for
the Termination of Life, 2002
— Voluntary and carefully considered request
— Unbearable and hopeless suffering
— Full information on the medical position
— No reasonable alternative
— Independent collegial consultation
— Life ending with due medical care
« Mandatory reporting: Euthanasia Review
Committees (5) : lawyer, physician, ethicist,
binding decisions
o 2008: 2321 cases/’80%’



When 1s PAS allowed? (O)

e Conditions of the ODDA 1997:

— >18 yr, resident Oregon

— Patient must be capable

— Physician and consultant confirm diagnosis and
prognosis

— Determination of terminal illness, 2 physicians

— 2 oral requests, 15 days apart, one written

— In case of doubt of competence, referral to mental
health

— Full information on alternatives in care and comfort
— Request to notify the patient’s next of kin

— Mandatory report of prescription to Oreg dept health
services

— Pharmacies are required to report prescriptions



Differences between N and O (1)

Euthanasia and PAS, 1:60 « PAS, 1:800
Not limited to terminal  Terminal patients, life
patients: ‘unbearable and expect < 6 months

hopeless suffering’

Phys ends life by injection
or hands potion: duty to be

e Phys writes prescription,
IS absent at ingestion

present  Prior consultation by 2
Prior phys consultation physicians

Mandatory reporting to » Mandatory reporting, for
Euthanasia Review Cie, statistics

for review



Differences N and O (2)

Jurisprudence allowed
PAD since the seventies

Broad public support,
>80%

Support of the medical
profession since 1984

Cooperation between the
legal and medical
profession: focus of the
law 1s on medical science
and medical ethics

Parliamentary passage in
2002

Only allowed after the law
was voted on 1997

Divided public support,
narrow majority

No support of the medical
profession

NoO cooperation between
law and medicine

Passage by popular vote



How often does “it” happen?
Does any request do 1t? 2005

* Roughly 10x more requests for ‘the future’
than actual cases (~34000 vs 3600)

e Roughly 3x more requests for the
Immediate future than actual cases (9700 vs

3600)
» 80% family physicians, 2-3 requests a year,
VAE and PAS about once every two years



Numbers 2005 (N): 138.000 deaths in 16
million inhab/ USA 2006: 2.426.264

VAE: 1,/%:2325: ~ USA 41.000

PAS: 0,1%: 100 Or: 97/07: 341
APS: 25% ~ USA 600.000
NTD: 16% ~ USA 390.000
LAWER: 0,4%: 550 ~ USA 9.700

Reporting VAE/PAS : 80 % ~USA ? %?



2500

2000

1500

1000

500

0

Numbers of E and PAS:

Netherlands

il

1999

2001

2003

2005

2007

2009

[ 1999/2216
[12000/2123
Ml 2001/2054
W 2002/1882
[ 2003/1815
M 2004/1886
[ 2005/1922
M 2006/1923
[ 2007/2120
MW 2008/2331
W 2009/2500



PAS In Oreqgon

QuickTime™ en een
TIFF (ongecomprimeerd)-decompressor

zijn vereist om deze afbeelding weer te geven.




Comparing cases 2008(N) anad

s rd(e)
e Diseases: 81% cancer < Diseases: 86% cancer
e 19%: CLRD, ALS, e 7%: ALS, CLRD,
HIV/AIDS, heart dis HIV/AIDS
e 80% died at home, e 90% died at home,
with GP care, 20% 88% with hospice care

hospital, longterm
care, nursing homes,
hospices



Why do patients want to die?

Netherlands e Oregon
To prevent:

further suffering, * Loss of autonomy

. . 100%
meaningless suffering _ e
Further deterioration * Decreasing abilities
Pain 86%
Death without dignity * Loss of dignity 86%

Loss of independence
Fatigue, suffocation
Being a burden

 |nadequate pain
control 33%



Observation and interpretation:
Physician and Patient

Actual suffering:
symptoms, loss of
function

Future suffering: what
symptoms, which loss?

What 1s unbearable for
this patient?

How has the patient
reacted to ‘threats’?

Context of care, burdens
for others?

What does this mean for
this patient?

How does the patient
experience loss of
function, increased
dependence?

How does the patient look
at more loss of functions

What loss Is
unacceptable?

When does care become
no longer acceptable?



How do Dutch physicians see their roles
In helping die? (Norwood, 2005)

In general : helping people die is normal medicine,
ending life Is part of medical ethos, even when
legally it is not normal medicine

Non abandonment: guide, witness and facilitator

Making death as acceptable as possible for the
Individual patient

Helping families in accepting death of a patient

Euthanasia is only possible with a deeper, mutual,
reciprocal relationship



The effect on physicians after helping
patients die ‘in all forms’ 1

Haverkate (2001): interviews 405 phys after E and
other med dec at the end of life (MDEL)

Both feelings of satisfaction/relief (52%) and
discomfort/emotional drain (42%) , esp GPs

Surprise finding: discomfort increased with
E/PAS, even higher than with ‘illegal’ hastening
of death without request (LAWER)

Explanation: with E/PAS the closer relationship
causes the deeper ‘hurt’



The effect on physicians 2

No routine: 110 physicians with more experience,
next case perceived: 45% just as difficult, 26%
less difficult, 29% more difficult

No withdrawal: 95% indicated a willingness to
participate again if need be

Little regret: 5% had regrets but no doubts about
the appropriateness of the E

Satisfaction: 85% reported an increase in the
quality of dying through E, 12% reported a
‘somewhat’ increase

Conclusion: a good death was realized, even under
lingering doubts.



What happens after a request? Changes
In the physician-patient relationship

Hightened awareness of the limits of the medical role and
the ethos of helping patients die

Intenser emotions: experiencing anxieties/ambivalence,
Including the confrontation of one’s own mortality

Intenser involvement with the patient and the family: a
need for more intimacy, to come closer, to bond

Evaluating constantly whether the stage of unbearable
suffering becomes a shared experience, beyond the
subjective patients’ feelings

Experiencing ambivalence between the illegality of
helping someone die and the duty not to abandon



‘Medical friendship’ as a condition for E/PAS
(Clark/Kimsma)

* A mutual need for closeness by patients, families and
physicians

e The need for a more personal relationship within the limits
of professional distance

e Coupled with the need to know about a patient’s
endurance/biography in the face of unbearable suffering
(against subjectivism)

« With the aim to prevent suffering and not to abandon

Qualifies as friendship as virtue, hence: ‘medical
friendship’



Effects of E on the grieving of
families/friends (Swarte 2003)

e Comparison grieving of 189 persons who lost a E
patient, with 316 persons who lost a patient after
‘natural death’, gynecological tumors

o Group A has less traumatic grief symptoms, less
current feelings of grief and less post-traumatic
stress reactions, independent of other risk factors

« Possible explanations: possibility to say goodbye,
anticipatory grief, the possibility to talk open

about death and dying: ‘euthanasia discourse’



Dangers, slippery slopes in the Netherlands?

No increase in numbers of E/PAS

Pressure groups aim at the option to end life in
case of loss of meaning, ‘ready with life’

No political inclination to expand the law

‘Refinements’ for special groups through ERC’s:
psychiatric patients, early Alzheimer’s patients,
more stress on a prior advance directive in case of
loss of communication

‘unbearable suffering’ remains difficult to assess

The status of patients’ refusal of available care as
‘reasonable alternatives’



Dangers in Oregon? Effects on vulnerable groups?

* No slippery slope for:
— The elderly, over 85 years
— Women: 46% in O, N: slightly more males

— Uninsured: 16,9% uninsured, 1% of
prescriptions

— Education: more college grads, 7.6x higher
— Poverty: rather higher educated, insured
— Race: 97% white, no African Americans
— Disabilities, chronic diseases: no evidence
— Minors and mature minors: no evidence

* Overrepresentation of HIVV/AIDS patients




Conclusions: N/O: much anecdotal and few
empirical studies on the effect of E on the PP
relationship

N/O: More attention during the process of E

N/O: A deeper relationship between physician
and patient and families

Both unsettling for physicians and gratifying

No research on the appreciation of the medical
profession in the area of E except anecdotal

N: Anecdotal information Is overwhelmingly
appreciative and positive

N: The effect seems to be respect and appreciation
for individual physicians and the medical
profession



Thank you

e G.K.KImsma



Theory of Conflicts: moral/legal and
professional (Clark/Kimsma)

* Moral: ending vs protecting life
« Legal: protection of life vs duty to alleviate suffering

» Professional: the necessary basis of a treatment
relationship (no euthanasia tourism)

« Paradox: the percieved need for a closer relationship as a
condition to be able to end life



Why do physicians
refuse in two out of three cases? Resistance?

Alternatives present, including pain treatment
Suffering was not unbearable

Request was not really well considered
Absence of a correct view on the disease
Request was withdrawn

Objections in a particular case or in general against
VAE/PAS of the physician



Patients, physicians and diseases
Review Committees’ Report 2008

Of 2331 reported cases

81% suffered from terminal cancer

Other 19%: CVD, Nerv Syst, COPD, AIDS
80% died at home, helped by a family phys

Usually after a longterm relationship, after a
longer process of discussion, initiated mainly by
patients

Other 20%: hospital 6%, nursing home 4%, care
Institutions for elderly and hospice 10 %



The assessment of suffering: the theory

 Suffering: actual/future suffering

 Synchronic: complaints/symptoms
. loss of function
» Diachronic: changes over time, which symptoms will increase,
what functional loss will increase?
o Suffering and personality: why unbearable for this person?

« Suffering and biography: what coping mechanisms are part
of the biography?
o Suffering and surrounding: what care is available and how

does the patient feel about 1t? Nursing homes as an option
or not?



Phases In the process of
SNUERENEN R

Initial requests, for some time in the future, no
terminal/serious disease in sight

When sick: actual request for the near or immediate future
Balancing (palliative) care versus the desire to die

Asking for an independent consultation

Setting a date and time

Checking the veracity of the request

Ending life through 1.v. injection or oral barbiturate

Reporting to a local municipal MD and a Euthanasia
Review Committee



Public Health Emergencies

and

The Duty to Care: Medico-Legal Implications

Anna Maria Pou, MD
LSU Health Sciences Center



hurricane
earthquake
flood
mudslide
pandemic
nuclear incident
chemical spill
terrorist attack
whatever

This CAN happen to you!


Presenter
Presentation Notes
Many people think that what happened in NO during Katrina can’t happen to them. This is not just about hurricanes. Whether it be an earthquake, terrorist attach or pan demic flu, this can happen to you—you may find yourself in a situation where resources have become overwhlemed and you better be prepared 


Prelude

« Patients still being

evacuation Orleans admitted
parish e Hospital Lockdown 5pm
— No mandatory o 2,000 people Inside
evacuation for e 110 pets
hospitals e Mass chaos

— Superdome refuge of
last resort



August 29t 2005

 Hurricane Katrina
makes landfall in
Louisiana early am
with 135mph winds

e Levees breached

 Hospital on generator
power



Presenter
Presentation Notes
Pregnant teenager, dehydrated without food/water


Tuesday August 30th

6 Orleans Parish hospitals
underwater

W+ - Triage: critical go first
‘ il « Generators later failed
~  « Communications failed
™% (cut off from outside world
& each other)

""" « No running water

« Limited food, water, supplies
 Hospital in survival mode
« “Reverse” triage

Citizens trying to break into hospital
had to deputize medical personnel


Presenter
Presentation Notes
The decision for reverse triage, critical go last was made by the Chief of Staff and others in charge of the evacuation. Many of the critical were DNR patients. It was the condition of the patient, not the DNR status that took precedence, when the evacuation changed to evacuating the sickest patients last.Citizens in street holding babies and belongings
Could not let them in hospital
No clean water for dialysis
People from street getting sick
Commodes overflowed
People frightened and crying


Outside.....

g Pa e T
Jeee ™

KATRINA: THE STORM WEVE ALWAYS FEARED

The Times-JPicawume 5

‘HELP US,
PLEASE’

AFTER THE DISASTER, CHAOS AND
LAWLESSNESS RULE THE STREETS

- "'\. - » .._ ‘

Local leaders call relief
efforts wo linke, wo ke

Citizens on roof tops


Presenter
Presentation Notes
Rumors of murder at Superdome
Convention Center & Superdome --no food/water
Help slow in coming (helicopters threatened with gunfire; could not fly at night)



Hospital Conditions

“Special Needs” Shelter
3rd world


Presenter
Presentation Notes
Needed not only health care workers, but those who could move patients
No security at hospital/s
Volunteer airboats were told to leave
People would not evacuate without pets
Families wanted to leave together
Afraid of what laid ahead-many could not swim
Few helicopters
Massive movement of patients to common evacuation area
“Save yourself”
Destination of patients unknown
Minimal to no security 




Thursday September 1st

No security at hospital/s

Volunteer airboats were told to leave
People would not evacuate without pets
Families wanted to leave together

Afraid of what laid ahead-many could not
sSwim

National Guard and helicopters later
arrived


Presenter
Presentation Notes
Nurses sent their children on without them
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Memorial Hospital Lindy Boggs (Mercy) Hospital



Evacuation



Presenter
Presentation Notes
1-10 and  causeway
In an article written by the Israli doctors who were in Hati, they stated that when they arrived in Hati there was no functioning authority coordinating the distribution of available medical resources and they were challenged with establishing an ethical and practical system of medical priorities in a setting of chaos. NO was no different, but it is harder to accept because we are the best country in the world. This photo says it all
Hospitals unprepared: FEMA and state agencies (2004) had no organized plan for hospital evacuations



Disaster Medicine

“The art and science of patient care
under circumstances of stress when the
number of patients exceeds the normal
medical capacities, in which a sudden
concentration of causalities overwhelms
existing medical facilities and personnel.”


Presenter
Presentation Notes
Definition provided to me by Dr James James , retired military


Disaster Medicine Protocol:
Not Business as Usual

e “The order of evacuation and treatment
of patients by priorities in accordance
with the recognized triage process
applicable when disastrous conditions
may prevent evacuation or treatment
of all patients.

o Greatest good for greatest number
— Population based
— War-like situations


Presenter
Presentation Notes
Biggest problem is that civilian physicians are not adequately trained in disaster medicine, even ER docs and trauma surgeons. In the US we are accustomed to having unlimited resources at our disposal. Until you are faced with the reality of a disaster and possible allocation of resources and the use of disaster triage, one can never fully understand how difficult it is.


Physician’s Role During a Disaster

« “_..Individual physicians have an obligation
to provide urgent medical care during
disasters. The ethical obligation holds
even In the face of greater than usual risk
to their own safety, health or
life...physicians should balance
Immediate benefits to individual patients
with ability to care for patients in the
future.” (AMA 2004, E-9.067)



Triage

« S.T.A.R.T. model (Simple Triage and
Rapid Treatment)

 Immediate: threat to life or limb
 Delayed: medical attention within 6 hours
e Minimal: “walking wounded”

e Expectant: survival not expected

Triage Is accepted as preferred model for the ethical distribution
of scarce medical resources—no alternative proposed to date


Presenter
Presentation Notes
Prioritizing patients based on the severity of their condition. This rations patient treatment efficiently when resources are insufficient for all to be treated immediately. 


Applied Values of Medical Ethics

Beneficence: act in the best interest of the patient
Non-maleficence: ” first do no harm *
Autonomy: right to refuse or choose treatment

Justice - concerns the distribution of scarce health
resources, who gets what treatment (fairness and
equality)

Truthfulness and honesty: the concept of informed
consent

Dignity
Transparency: open and publicly debated



Presenter
Presentation Notes
Six of the values that commonly apply to medical ethics discussions are:
Beneficence - a practitioner should act in the best interest of the patient. (Salus aegroti suprema lex.) 
Non-maleficence - "first, do no harm" (primum non nocere). –more important not to harm them than to do them good
Autonomy - the patient has the right to refuse or choose their treatment. (Voluntas aegroti suprema lex.) 
Justice - concerns the distribution of scarce health resources, and the decision of who gets what treatment (fairness and equality). 
Dignity - the patient (and the person treating the patient) have the right to dignity. 
Truthfulness and honesty - the concept of informed consent has increased in importance since the historical events of the Doctors' Trial of the Nuremberg trials and Tuskegee Syphilis Study. 
Values such as these do not give answers as to how to handle a particular situation, but provide a useful framework for understanding conflicts.
When moral values are in conflict, the result may be an ethical dilemma or crisis. Writers about medical ethics have suggested many methods to help resolve conflicts involving medical ethics. Sometimes, no good solution to a dilemma in medical ethics exists, and occasionally, the values of the medical community (i.e., the hospital and its staff) conflict with the values of the individual patient, family, or larger non-medical community. Conflicts can also arise between health care providers, or among family members. For example, the principles of autonomy and beneficence clash when patients refuse life-saving blood transfusion, and truth-telling was not emphasized to a large extent before the HIV era.
Theory is great but reality is different
Enter human nature into the equation of theory vs reality
When you factor human nature into, fatigue, etc, it is harder to enforce guidelines




* Ethical dilemma: when moral values are In
conflict; sometimes, no good solution
exists

—The values of the medical community
conflict with the values of the individual
patient, family, or larger non-medical
community

— Conflicts can also arise between health
care providers, or among family
members



Presenter
Presentation Notes
When moral values are in conflict, the result may be an ethical dilemma or crisis. Writers about medical ethics have suggested many methods to help resolve conflicts involving medical ethics. Sometimes, no good solution to a dilemma in medical ethics exists, and occasionally, the values of the medical community (i.e., the hospital and its staff) conflict with the values of the individual patient, family, or larger non-medical community. Conflicts can also arise between health care providers, or among family members. For example, the principles of autonomy and beneficence clash when patients refuse life-saving blood transfusion, and truth-telling was not emphasized to a large extent before the HIV era.
Theory is great but reality is different
Enter human nature into the equation of theory vs reality
When you factor human nature into, fatigue, etc, it is harder to enforce guidelines
Conflicts between triage officer and other physicians or patients---not everyone is going to get treatment who wants it

http://en.wikipedia.org/wiki/Dilemma�

Pandemic Flu

 Protocols:
— New York: Indiana; Ontario Health Plan

— Task force on mass critical care :“ Definitive
Care for the Critically lll During a Disaster: A
Framework for Allocation of Scarce
Resources in Mass Ciritical Care” (Devereaux
et al, Chest 2008;133:515-66S)

 Objective exclusion criteria (some use age;
SOFA score)

e Palliative care team for those who will not
recelve a ventilator



Presenter
Presentation Notes
An example of this is treatment during any situation where there is allocation of resources, such as pandenmic flu and other disasters. I have listed here some well thought out protocols
Triage officer/s—no decision made unilaterally
Triage officer/s
Decisions should not be made in isolation
Appeals committee?
This would prevent timely decisions
Review of triage decision at the end of day



Ethical Framework for Allocating
Resources/Disaster Triage

Duty to care: obligation to care for patients
Duty to steward resources:

— Balance obligation to save greatest number of lives
vs. the obligation to care for each patient

Duty to plan:
— Planning is an obligation
Distributive justice:

— Same allocation system should be used across the
state and authorized by the state; equal access

Transparency
— Public input and education



Presenter
Presentation Notes
Duty to care: to save as many lives as possible
while health professionals have a moral duty to treat during disasters, institutions have an equal obligation to provide appropriate personal protective equipment and all-disaster training,
Duty to steward resources: read
Duty to plan; No plan is perfect, but planning is essential; failure to plan is irresponsible toward the patient and provider; it leaves the decisions to exhausted, overtaxed, providers


Ethical Principles at Risk

* Autonomy/Decision Making: patients may want
care, but may not receive care

 Autonomy/Informed consent:

— Patients and their family members will not be
actively participating in consent when
resources are scarce (l.e. to withhold care or
to withdraw care—to be removed from vent)

— Often impractical/unrealistic to have patients
sign a written consent form during a disaster
depending on patient (unconscious) and
hospital conditions, time constraints (WMA,
20006)

A just rationing system must support ethical principles when possible



Presenter
Presentation Notes
Every mass casuality event raises ethical issues concerning the priorities of treatment
Treating patients who are not yours
Should the “default” physician be protected from liability? (The consent form signed at admission does not give consent to an “alternate” physician)



Criteria

e Justice/allocation of resources:

« Pandemic: Sequential Organ Failure

Assessment (SOFA) score; severity of chronic
liness

— Hurricane Katrina:

* [VF's: Open eyes and state name (used by
a downtown hospital)

* Food/water: Patient, employee, young
pregnant female?

SOFA score not applicable



Presenter
Presentation Notes
How does one convey these  decisions to patients and families? 
New York RN said she would not remove life support from a living patient unless she had legal protection.
(Need protocol written by team prior to event--MD,  attorney, ethicist, etc)




e Beneficence
e Non-maleficence
e Dignity




Ethical Issues

e Hurricane Katrina order of evacuation:
— Evacuation:

» Are family members evacuated with
patients?

* Pregnant women/young people evacuated
pefore elderly patients?

* Are mothers separated from children?

 \What to do with those who won't evacuate
without pets?

o Critically ill/DNR



Presenter
Presentation Notes
Protocol set by Task Force on Critical Care: Mass Causalities: 
pandemic: list who does not get ventilator—fraught with legal and 
ethical problems



Ethical Issues

« How long are physicians/nurses
expected to stay with dying patients?

 What do you do with patients who can’t
be evacuated? (Lindy Boggs Hospital)

“Duty to serve”



Hope Turns to Anguish at
Intensive-Care Unit

(Robert Davis, USA Today, 9/2005)

“There was no good solution. There
were only bad choices.”
(James Riopelle, MD; Lindy Boggs Hospital)

...not everyone going to make it out


Presenter
Presentation Notes
How long are physicians/nurses expected to stay with patients? 
    (asked by many policy makers when making disaster plans; “duty to serve”)

What do you do with patients who can’t be evacuated?  (Lindy Boggs Hospital)

How long are physicians and nurses expected to stay with patients with risks to themselves and their families?

What do physicians/nurses do with patient who can’t be evacuated?  
The patients had be triaged into 3 categories, with the first category being ambulatory patients and the last category compromising the critically ill. "That was what made it very difficult for the firefighters 
But then, about six hours into the evacuation, Captain Kerry Foster received a new set of orders. 
Capt. Foster, firefighter: Basically being told to pack our things and leave.
The reason? Reports of gunfire and violent looting in the city. The command post decided to pull the rescuers back before sundown.  The firefighters had been prepared to stay until everyone got out—but now, they were being ordered to leave.  
Jessie Lasalle: If I would have had a gun I would have shot him though. I woulda really shot him. I’d a probably killed myself too.


“Missing” Pieces

e Mass Casualty Events:

— NO standard triage at present in U.S. for mass
casualty events

— “Standard” triage not applicable to
chronically/critically ill patients (hospital/shelter)

— No triage system to provide reliable distinction
among similar patients

— State/National guidelines needed: medical
protocols (care during altered conditions)

— Legal standard of care: there is none


Presenter
Presentation Notes
Need to protect the triage officer –good faith medical judgment—from criminal and civil liability
The best care possible at the time—care will change as resources become available
Guidelines may not be perfect, but it is a start
Need government endorsement of algorithm to protect from civil and criminal liability



Legal Issues

e Liability protection for health care
workers who adhere to the rationing
criteria/guidelines

 Legislation
e Defense and/or indemnification


Presenter
Presentation Notes
Maximize medical volunteerism because the more volunteers, the more you can avoid overwhelming the med resources that you have
(adhering to guidelines may not provide legal protection—legislation can)



Preparation

 Know your plan

 Know the “key players”. Do they have advanced
training?

 Physicians are at the mercy of those who

nlanned— be proactive!

 Protection for healthcare workers and families

* National Disaster Life Support Education

Consortium (NDLSEC): educates med students,
residents and practicing physicians in disaster medicine



Presenter
Presentation Notes
-- should make this part of credentialing for ALL physicians

Formulate a plan�Rehearse the plan �Follow the plan�Modify the plan �(real-time as resources become available
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Gost Is an ethical challenge

In end-of-life care

* Equity requires health care institutions to
grapple with the moral and fiscal dimensions

of resource allocation and the cost of care,
Including end-of-life care.

= |t Is difficult to talk about such issues in a
structured and productive way.

! The Hastings Center




Talking about the ethics of cost

Developing an institutional practice of talking about
the ethical dimensions of the cost of care:

= supports policy development concerning the
equitable allocation of limited resources

* helps professionals learn how to talk with patients
and families about treatment burdens that are
economic as well as physiological.

! The Hastings Center




Discussion strategy 1

Provide an appropriate forum for
discussing resource allocation.




Discussion strategy 2

Provide accurate institutional data on
costs to support discussions of resource

allocation.




Discussion strategy 3

Describe the different levels at which health
care resource allocation takes place. Support
ethical reflection appropriate to each level
while clarifying which levels are actionable

within the institution.

! The Hastings Center




Discussion strategy 4

|dentify known problems, shared goals, and
viable options.




Discussion strategy 5

Develop a working vocabulary of concepts and
definitions relevant to resource allocation.




Discussion strategy 6

Provide information and training for
physicians concerning the economic
implications of treatment plans for patients
and families.




Discussion strategy 7

= (Onduct a staff survey or interviews to identify the
resource allocation and cost issues that are most
troubling to staff.

= Address these issues in ongoing discussions.

= Develop ethics education programs that respond to
specific needs.

! The Hastings Center




Discussion strategy 8

= Discuss resource allocation and the cost of
uncompensated care for patients without
Insurance.




For more information

Nancy Berlinger, The Hastings Center
berlingern@thehastingscenter.org

Soecial Report (2005):
“Improving End of Life Gare: Why Has it Been S Difficult?’

http://www.thehastingscenter.org/ Publications/
SecialReports/ Detail.aspxdd=1344

Qurrent research projects on end-of-life care and palliative care:

»  Ahics Quadines for Deaision-Making About Life-Sistaining Treatment and Care
Near the End of Life

(revision of 1987 Hastings Center Quadelines)

= The Chaplain’s Role in Pediatric Palliative Care:
Mapping Model Programs
(empirical study with Rush University Medical Genter)

!! The Hastings Genter
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Qur blogs.
BIOETHICS FORUM

DIVERSE COMMENTARY ON ISSUES IN BIOETHICS

Bioethics Forum
www. bioethicsforum.org

Health Care Cost Monitor

Health Gare Gost Monitor

http://healthcarecostmonitor.thehastingscenter.org
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http://valuesconnection.thehastingscenter.org
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