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Objectives

◦ Describe common ethical issues in pediatric palliative care 

◦ Identify strategies aimed at reducing ethical and moral distress in 
pediatric nurses

But First…Jeremy
◦ Jeremy is being treated for a high grade brain 

tumor and is having lots of complications during 
Induction therapy

◦ His mother speaks only Spanish and doesn’t ask 
many questions of the team

◦ All weekend, the team has been rounding, but 
haven’t been including mom because of the 
language barrier

◦ You’re concerned that the team is missing 
opportunities to manage his symptoms

Scope of Pediatric Palliative Care

◦ The best quality of care for patients and families that is consistent with 
their values and priorities

◦ The art and science of patient- and family-centered care aimed at 
enhancing quality of life, promoting healing and attending to suffering

◦ The need to integrate quality palliative care into the mainstream of 
medical treatment of all children suffering from chronic, life-
threatening, and life-limiting illnesses, regardless of the curative intent 
of therapy.
◦ Individualized care planning
◦ Effective communication

The Code of Ethics for Nurses
“…establishes the ethical standard for the profession 

and provides a guide for nurses to use in ethical 
analysis and decision-making.”

Obligation to Advance Health 
and Human Rights and Reduce 
Disparities

Nurses collaborate with other health 
professionals and the public to protect human 
rights, promote health diplomacy, and reduce 
health disparities
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Common Ethical Issues in Pediatric 
Palliative Care

◦ End-of-life planning and decision-making

◦ Family-centered communication

◦ Withdrawal of life-prolonging treatment

◦ The authority of parents

◦ Resuscitation

◦ Artificial nutrition

◦ Pain and suffering

Ethical Issues Unique to Pediatrics

◦ Distinct diagnoses

◦ Divergent disease trajectories

◦ Unique aspects of treatment

◦ Unique social context

◦ Unnatural phenomenon

◦ Decision-making

Child

ClinicianParent

Pediatric Nurses’ Perceptions of 
Obstacles and Supportive Behaviors 
in End of Life Care

◦ Language barriers**

◦ Parental discomfort in withholding and/or withdrawing mechanical 
ventilation

◦ Discontinuity of care of the child due to lack of communication 
among interdisciplinary team members

◦ The nurses’ opinion of the direction of the patient’s care not being 
valued

Beckstrand, et. al., 2010

The Right to Self-Determination

Nurses assist in decisions regarding 
resuscitation, withholding and 
withdrawing life sustaining 
therapies, forgoing nutrition and 
hydration, palliative care and 
advance directives.

Case Study
◦ Emily, a 2-year old, suffers profound hypoxic ischemic encephalopathy 

after near-drowning. Both the brain MRI and clinical examination are 
consistent with an extensive brain injury that will result in profound 
disability should she survive. Additionally, Emily has multi-organ failure, 
including renal failure.

◦ The medical team has counseled the family that redirection to comfort 
care is in Emily’s best interest, due to extensive brain injury and kidney 
damage. The parents are initially in agreement. 

◦ However, shortly after a nephrology consultant speaks to them about 
dialysis, they change their mind and want to continue “full active 
management” of their daughter.

Responsibility for Nursing 
Judgments, Decisions, and Actions

Bring forward difficult issues related to patient care 
and/or institutional constraints upon ethical practice 
for discussion and review
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The Role of the Ethics Committee

• Consultative Service

• Provides guidance based on accepted ethical principles

• Facilitates and encourages communication between interested 
parties

• Suggests possible actions

Ethical Decision Making

◦ Careful exploration of the problem aided by the insights and 
perspectives of others

◦ We need to rely on discussion and dialog with others

Principles of Bioethics

◦Autonomy – self-determination

◦Beneficence – “do good”

◦Non-maleficence – “do not harm”

◦ Justice - fairness

The Interplay of Ethical Principles
In Baby Emily’s case…

◦ Autonomy – the parent’s right to request further 
treatment

◦ Beneficence – the nurse’s obligation to the best 
interests of the infant and family

◦ Nonmaleficence – the physician’s obligation to 
minimize interventions that have no benefit and 
may cause suffering

Ethical Decision-Making

Is it ok to give painful/futile treatments to a patient?

Words…Futility

Futile – incapable of producing any results;  ineffective, 
useless

◦ “futile” could mean to a parent that the physician does not 
think their child is worthy of care

◦ “withdrawal of care” may conjure concerns that the team will 
stop caring and abandon their child
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Four Box Method of Clinical Ethical 
Decision Making

Johnson, A. R., Siegler, M. & Winslade, W. J. (2006)

Medical Indications
◦ Medical History

◦ Diagnosis

◦ Prognosis

◦ Treatment options

◦ Probability of success of treatment

◦ Condition (critical, emergent, acute, chronic)

◦ Is condition reversible?

Patient Preferences
◦ Patient preferences (if competent)

◦ Surrogate preferences

Quality of Life
◦ Prospects with or without treatment

◦ Will there be physical or mental deficits?

◦ Plans for comfort/palliative care

Contextual Features
◦ Family issues influencing decisions

◦ Provider issues influencing decisions

◦ Financial/economic factors

◦ Religion

◦ Culture

◦ Allocation of resources

◦ Laws affecting decision

◦ Conflict of interest

Ethical Decision-Making

Is it ok to give a lethal dose of morphine to a patient?
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Context: Double Effect

An action that is good in itself has two effects:
◦ An intended good effect
◦ An unintended, yet foreseen, evil effect

There is almost, always a final dose of morphine…

Case Study

◦Miles, a preterm baby born at 23 weeks gestation, 
developed severe necrotizing enterocolitis at 2 weeks 
of age. Additionally, Miles has severe lung disease and 
is dependent on a ventilator for survival. He is taken to 
the OR where surgeons declare that there is no viable 
gut left.

◦Despite being informed of the poor prognosis, the 
parents refuse the recommendation for redirection of 
care to comfort care. 

Hope vs. Optimism    

◦ Hope – to cherish a desire; to expect with confidence
◦ “Hopeless” is not where families want/need to be
◦ “Having hope” and “accepting death” can occur at the same time

“We share your hope that Miles recovers, but we are not optimistic that it 
will happen…”

Ethical Decision-Making

Is it ok to withhold nutrition in a dying child?

Nutrition
◦ Withholding or withdrawing medically provided nutrition and hydration from 

patients is often disturbing for both physicians and family members

◦ Enteral and parenteral nutrition and hydration are medical treatments that 
can be withheld or withdrawn under appropriate medical and ethical 
circumstances

◦ Forgoing nutrition and hydration near the end of life leads to greater patient 
comfort in many instances

◦ The withholding or withdrawal of nutrition and hydration are distinct from 
physician-assisted suicide and euthanasia

Dilemmas and Decisions

◦ Care decisions in pediatric palliative care are 
inherently complex…

◦ Any decision (patient, family, or healthcare team) 
can be Legal, Ethical, and yet also be Morally 
Distressing
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Moral and Ethical Stress

Moral (or Ethical) Stress – commonly experienced when health 
professionals struggle to make clinical decisions involving 
conflicting ethical principles

◦ What is the ethical thing to do?

Example
◦ Parents exercise autonomy in deciding to continue aggressive care to keep 

their child alive, while physician questions the beneficence (to do good) of 
painful interventions for a child who is not expected to recover

Moral Distress

Moral Distress – a negative or painful state of psychological 
imbalance experienced when one knows the ethically 
appropriate action, but is unable to act accordingly because of 
real or perceived institutional constraints

(Jameton, 1984)

Moral Dilemma vs Moral Distress
Dilemma

◦ Choice between two opposing ethical 
actions or alternatives

Distress

◦ Ethical action is known, but nurse is 
unable to act accordingly

Moral Distress – Key Words
◦ Ethical action is known

◦ Powerless to act 

◦ Real or perceived obstacles

◦ Negative feelings

Common themes

◦ Staffing, competency, budgetary issues, end of life care, pain management, 
accepting/refusing treatment, disclosure to patients/families 

Obstacles
• Perceived powerlessness

• Competing sources of direction
• Administration, Medical team

• Positioned “in between”
• Patient, teams

• Fear of repercussions

• Self-doubt

• Lack of system/support

Moral Distress: NICU and PICU Teams

Causes
◦ Perceived disproportionate care
◦ Care not in a patient’s best interests
◦ Inability to advocate for the child

Climate plays a part!
◦ Dynamics between individual healthcare professionals

◦ Roles: victims and perpetrators
◦ Organizational structures within which they work

(Prentice, T. et. al. 2016)
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Moral Distress: NICU Nurses
◦ “Follow the family’s wishes to continue life support, even though it is not in the best 

interest of the child”

◦ “Initiate extensive life-saving actions, when I think it will only prolong dying”

◦ “Participate in care of vent dependent child when no one will decide to stop”

Cavaliere, et. al., 2010

Moral Distress in PICU and NICU RNs

Intensity and Frequency
◦ Perceived unsafe staffing

◦ Working with incompetent nurses and/or physicians

◦ Performing unnecessary tests and treatments

◦ Continuing life support when it was not in the child’s best interest

Sauerland, et. al., 2015 

Moral Distress: Pediatric Hematology 
Oncology Nurses
Intensity
◦ Perceived incompetence of coworkers

◦ Self incompetence

◦ Inadequate staffing

◦ Not providing sufficient pain management because of physician fear of causing death

Frequency
◦ Futile care

◦ Unnecessary treatment

Lazzarin, et. al., 2012) 

Moral Distress Among Pediatric 
Oncology Nurses
Low overall levels of distress

◦ Intensity
◦ Assist a physician who is providing incompetent care
◦ Provide care that does not relieve suffering because of fear that increasing pain meds would cause 

death
◦ Take no action on observed ethical issue because I was asked not to
◦ Witness medical students performing painful procedures to increase skills
◦ Working with unsafe staffing levels

◦ Frequency
◦ Follow family wishes to continue life support
◦ Follow family wishes to not discuss death and dying with child who asks
◦ Initiate life saving actions when I think they prolong death
◦ Carry out unnecessary tests and treatment

Emphasis on interprofessional collaboration and communication

Newman, 2019

Impact of Moral Distress

◦ Quality of care

◦ Health and well being of staff

◦ Job retention and turnover

Strategies to Reduce Moral Distress

Examine the ethical climate
Hospital Ethical Climate Survey

Sauerland, et. al., 2015; Huerta, 2000
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Strategies to Reduce Moral Distress

Education
Clinical acumen

Janvier, et. al., 2007 

Strategies to Reduce Moral Distress

Pediatric Ethics and Communication Excellence (PEACE) Rounds

◦ Formal weekly discussions of patients with prolonged PICU stay

Findings

◦ Moral distress scores decreased

◦ Decreased LOS

◦ Increased Code Status changes (DNR)

Wocial, L., et. al, 2016

Strategies to Reduce Moral Distress

Pediatric Quality of Life Program
◦ Interprofessional education program

◦ Complexity of communication, 
◦ Decision-making, 
◦ Care management of palliative care patients

Post-intervention
◦ Decreased frequency of situations “not in the best interest of the patient”
◦ Decrease in provider distress in providing palliative care interventions

Brandon et. al., 2014

Responsibility for Nursing 
Judgments, Decisions, and Actions

Nurse executives are responsible for ensuring that nurses 
have access to and inclusion on committee and in 
decision-making processes that affect ethics, quality and 
safety of patient care

Nurses were more likely to be involved in dilemma resolution when 
they perceived having administrative support and influence in their 
practice environments (Penticuff & Walden, 2000)

Organizational Strategies

• Promote ANA’s Code of Ethics

• Supportive environment and standards of behavior

• Interdisciplinary forums

• Ethics committees and consultation

• Palliative care teams

• Family-centered care meetings

• Employee counseling services

• Pastoral care services

Promotion of Personal Health, Safety, 
and Well-Being
◦ Eat a healthy diet, exercise, 
get sufficient rest, maintain 
family and personal 
relationships, engage in 
adequate leisure and 
recreational activities, and 
attend to spiritual or religious 
needs
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