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Advocacy and Moral
Agency: A Road Map for
Navigating Ethical Issues
in Pediatric Critical Care
Cynda Hylton Rushton
triumphs more rewarding than in almost any other kind of job.
The Slakes are so high: whole lifetimes.

WHAT Is ETHICS'?
ETHICAL PRINCIPLES FOR DECISION MAKING

Peggy Anderson'

Balancing Benefit and Harm
Respect for Persons and the Role of Children
in Decision Making
Autonomy and Informed Consent
Truth Telling: The Ethical Principle of Veracity
Justice
An Ethic of Care

N

urses accompany pediatric patients and their families
on an uncertain journey from aggressive treatment
aimed at cure, recovery, palliation, or-when cure is no
longer possible-toward a peaceful death. Nurses assist
patients and families in finding safe passage through the
complex maze of decisions and treatment options. The
situations that arise within pediatric critical care raise ethical
questions concerning the rights of children to make their
own treatment decisions, the status of parental rights, the
obligations of nurses and other healthcare professionals to
prevent and relieve suffering, and society's beliefs about
how children should live and how they should die.
These questions arise in a context of increasingl y scarce
human and economic resources, health systems in disarray,
and healthcare providers who are grieving the loss of their
previous professional roles and relationships. These issues
are often surrounded by confusion, ambi valence, and
tension on the part of healthcare professionals, patients, and
families. The emotional intensity that surrounds the care of
critically ill children can magnify the ethical concerns.
The myriad ethical questions that surround the provision
of pediatric critical care often arise from specific treatment
choices such as do-not-attempt-resuscitation (DNAR) decisions, abatement of life-sustaining therapies including
medically provided hydration and nutrition, use of innovati ve therapies, or pain management. Individuals may wonder, for example, whether it is morally justified under any
circumstances to forgo life-sustaining therapy provided to a
young child who has significant morbidity and a small
chance of survival.
Ethical questions may also arise because there are
genuine value conflicts about the right thing to do and the
proper outcomes to pursue. For example, parents and
professionals may disagree about which values ought to
guide the treatment of a child with a life-threatening disease
such as cancer or congenital heart disease. Evaluating the

ETHICAL ISSUES IN PEDIATRIC CRITICAL CARE

Forgoing Life-Sustaining Treatment
Cardiopulmonary Resuscitation
Medically Provided Hydration and Nutrition
Pain Management
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Shared Decision Making
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Partners on the Journey: Critical Care Nurse
Advocacy
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NAVAGATING THROUGH ETHICAL ISSUES

Addressing Conflict
Environments That Support Ethical Practice
SUMMARY

Being a very ill child or the parent of a very ill child must test
the outermost limits of human tolerance ... being involved in
the care of very ill children must be one of the most demanding
responsibilities in the world, the failures more awful, the
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possible goals for the child involves important values about
what makes life meaningful and what sorts of burdens are
acceptable in order to achieve those goals. The parents may
value the possibility, however small, to promote survival
and therefore have a high threshold for the burdens they will
tolerate in order to give the child a chance for life. The
treatment team, in contrast, also values gi ving the child a
chance for life but their threshold for reasonable burdens
may instead be based on the possibility that survival may
commit the child to a life of burden they believe is
disproportionate in relation to the chance for survival now
and into adulthood.
Nurses working in pediatric critical care may experience
frustration and anguish as they watch children struggle
against formidable odds and observe parents grapple with
some of the most difficult decisions a family can ever
confront. Nurses watch children bear the consequences of
disease, injury, and technology. A nurse's perceived inability
to minimize or eliminate tragic outcomes brings on feelings
of powerlessness and helplessness. The demands of the
critical care unit are hectic and at times unrelenting. Tasks
are accomplished under high personal and professional
tension. Ethical dilemmas grow as some children's lives end
before potential is reached and other children's lives hang on
too long. It is within this complex environment that nurses
experience moral uncertainty, moral dilemmas, and moral
distress.
Andrew Jameton sorts the mora) problem nurses face into
three categories 2 :
1. Moral uncertainty-When one is unsure of which
principles or values apply, or even what the moral
problem is.
2. Moral dilemmas-When two or more clear moral
principles apply. but they support mutually inconsistent courses of action.
3. Moral distress-When one knows the right thing to
do but is prevented by institutional or other constraints from pursuing the right course of action.
Moral uncertainty and moral dilemmas produce discomfort because of the nurse's inability to decide what is the
right thing to do or the proper outcome to pursue. Moral
distress, on the other hand, produces negative feelings
because of the nurse's inability to maneuver through the
environment, to do what he or she believes is right.
This chapter describes the specific moral issues that arise
in the care of sick children and discusses the ethical
principles of beneficence, nonmaleficence, autonomy, and
veracity as they relate to pediatric critical care. The
discussion of these principles along with a model for
decision making will provide the nurse with practical
assistance in sorting through the ethical dilemmas typically
present in the pediatric critical care unit.

WHAT IS ETHICS?
Ethics is concerned with the behavior, choices, and character of individuals and groups. More specifically, ethics is the
study of the process for deternlining the best course of

action in the face of conflicting choices. Most people have
a sense of what is right and what is wrong. These values
are developed while growing up within a society that
teaches specific social rules, expectations, and prohibitions.
"Morality tells us not to harm others, not to kill, to be good
persons, to keep promises, and to tell the truth.,,3 Morality
provides us with general rules of conduct; it tells us whether
the consequences of actions are good or bad. Thus people
form opinions about how one ought to act and what one
ought to believe in certain situations.
Ethics, however, refers to the systematic study of
principles and values. It is a discipline that looks at the way
people act and asks whether their actions are good or
harmful. The study of ethics goes beyond what is and asks
what ought 10 be. In asking these questions, ethical inquiry
helps form and change moral conduct. Ethical questions
arise alongside, but differ from, fundamental social, legal,
political, professional, and scientific questions. For example, public policies and laws surrounding end-of-life care set
boundaries for human behavior but do not necessarily
correspond to an individual's sense of what might to be.
Practically, ethical issues in the clinical arena primarily
involve problem solving using a systematic process. 4
Ethical deliberation involves a process of discernment,
analysis, and articulation of ethically defensible positions.
and then acting upon them. Ethical thinking helps give a
reasoned account of an ethical position and move beyond
intuition or emotions. The goal of ethical deliberations is not
to achieve absolute certainty about what is right, but rather
to achieve reliability and coherence in behavior, choices,
character, process, and outcomes. This requires that participants make reasoned judgments about the justifications that
are offered to support a particular course of action.
Judgments should be grounded by ethical theories and
principles to avoid making decisions based solely on
individual opinions 4

ETHICAL PRINCIPLES
FOR DECISION MAKING
Balancing Benefit and Harm
Based on the principles of beneficence and nonmaleficence,
healthcare professionals seek to promote the well-being of
their patients and to reduce or alleviate harm. The Code for
Nurses of the American Nurses Association (ANA) stresses
the alleviation of suffering as a nursing duty over saving life.
The ANA Code for Nurses states: "Nursing encompasses
the promotion and restoration of health, the prevention of
illness and the alleviation of suffering.,,5 When promoting
"good" such as health. relief from pain and suffering, and
the prevention of illness, nurses may seek answers to these
difficult questions: How do you know what is good in a
specific situation? Can circumstances alter the perception of
what is good? When does doing good become harm? Who
decides what is good? Is one doing good when one
continues to treat a critically ill child for whom there is no
hope? Is one doing good when a child in a persistent
vegetative state continues to receive antibiotics, food, and
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fluids? Is one doing good when a 15-year-old child is forced
to continue chemotherapy against his or her wishes?
Choices among treatments should benefit the infant or
child, and clearly outweigh the associated burdens and
harms. This "best interest" principle relies on subjective
and objective weighing of the benefits and burdens of each
therapy. 6 Weighing of benefits and burdens occurs within a
framework of patient/family goals and preferences, treatment goals, and possible outcomes. The interests of infants
and children are not limited to biologic interests and include
developmental, emotional, social, spiritual, and other interests. A "best interest" standard recognizes the possibility
that medically indicated treatment may result in a profoundly burdensome life for the child and that death may not
be the "greatest evil to befall a person.,,7 Thus, it presumes
that prolongation of life may not always be in the child's
best interest. Focusing on what is best for the child avoids
morally dubious justification based preferentially on the
interests of other involved parties such as the parents,
siblings, healthcare professionals, or the institution.
When the best interest principle is applied to children, a
"reasonable person" standard is generally used to evaluate
benefits and burdens because children have frequently not
expressed autonomous values or choices about treatment. A
reasonable person standard relies on what most informed
and reasonable persons would view as in the child's best
interest. It is meant to reflect a social consensus about what
would be the appropriate response for someone in a similar
situation. However, in many instances a clear social
consensus is lacking. 608
A variety of criteria have been suggested to assess
whether a treatment is in a child's best interest (Box 6-1).
Benefits and burdens may be understood based on the
child's and/or parent's values and preferences for what
constitutes a meaningful life and death. The following are
commonly viewed as benefits to the critically ill child:
(a) comfort or relief from suffering; (b) alertness; (c) unconsciousness of severe pain or anxiety; (d) awareness of
one's condition, prognosis, or impending death (if cognitively able); (e) relating to friends and loved ones; (f) exercising authority over or participation in decisions; or
(g) completing life tasks. These benefits must be weighed
against the burdens associated with certain treatments such
as: (a) repeated pain and suffering associated with invasive
procedures and the underlying disease; (b) new, unrelieved,
or exacerbated symptoms; (c) physical and emotional
isolation; (d) anxiety; (e) lack of human contact; (f) loss of
hope; (g) despair; (h) meaningless existence; (i) immobilization; (j) noninvolvement in decisions; (k) prolonged
hospitalization; (I) developmental deprivation; or (m) lack
of continuity by a consistent person of special significance.
Most medical interventions are not benign and are accompanied by some degree of pain, bodily inva~ion, and
physical, psychologic, or spiritual burden. Hence the
process of weighing benefits and burdens is ongoing and
evolving over time. The threshold for tolerating the burdens
of certain therapies may change as goals change in light of
patient responses. For example, parents, children, and
healthcare professionals may be willing to tolerate the side

~
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Assessment Criteria to Determine Whether
Treatment Is in the Child's Best Interest

1. The degree of pain and psychologic and spiritual suffering

and the potential for relief.
2. The severity of the patient's medical condition. This may
be assessed by: (a) verifying the diagnosis, (b) detennining the accuracy of predicting prognosis, (c) detennining the degree of certainty needed for diagnosis and
prognosis, (d) detennining the degree of major organ
systems affected by the disease, and (e) the presence
of severe neurologic impainnent.
3. The potential for developing a capacity for selfdetennination.
4. The potential for personal satisfaction and enjoyment
of life.
5. The potential for restoration of function, improvement
in symptoms, or cure. Consider questions sucb as: Is
this condition reversible? Will this treatment extend a
meaningful life or prolong dying? Will the treatment
change the disease trajectory or outcome? Will the
therapy be effective in achieving an important goal? Is
the treatment beneficial from the patient's perspective?
6. The goals that are possible for the patient and those
desired by the patient, if competent, or by the surrogate.
These goals may include restoration and cure, stabilization
of functioning, or preparation for death.
7. The proportionality of treatment-related benefits and
burdens.
Data from President's Commission for the Study of Ethics Problems in Medicine
and Biomedical and Behavioral Research. Deciding 10 forego life-sustaining
trearment. Washington, DC. 1983. US Government Priming Office; and
Weil R, Bale J: Selective nontreatment of neurologically impaired neonales.

Neurol C/in North Am 7:807-822. 1989.

effects of chemotherapy when cure is possible. However,
after repeated relapses those same burdens may be viewed
as unjustified.
Decision making is more complicated when the prospect
of successful outcome is less certain, the outcome of
the treatment is expected to be of marginal usefulness, or the
degree of burden is high. This is most common during the
terminal phases of many diseases. In these cases, the agony
of certain treatments may be viewed as disproportionate in
relation to the small statistical chance for survival, especially if the course of therapy is prolonged. 9
Decisions regarding the treatment of critically ill children
always occur under conditions of uncertainty. Determining
the child's best interests can be particularly difficult when
the precise diagnosis and/or prognosis is unclear or it is
difficult to accurately predict the disease trajectory. As a
consequence, it is more difficult to understand the benefits
or burdens that will result from treatment or nontreatment.
The unpredictability of a child's response to treatment may
motivate caregivers or parents to try to reduce the uncertainty by pursuing additional diagnostic studies and innovative therapies. This creates ambiguity and controversy
about whether the child's condition is reversible or whether
it represents the terminal phase of the disease. Depending on
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how the uncertainty is viewed, either as threat or opportunity, caregi vers or parents may be willing in some instances
to accept a greater degree of burden in order to give the child
an opportunity for a longer life and the possibility of future
beneficial treatments. 10
At times, however, the quest for absolute certainty may
result in disproportionate burden by the patient. As uncertainry and the burdens associated with treatment escalate,
other important moral considerations must be brought to
bear on the decision. The prolongation of life cannot be
considered exclusively. Prioriry must also be given to the
comfort or ease with which a life is lived. Hence, as the
benefits of medical interventions diminish, the focus of care
necessarily shifts to relieving pain and promoting comfort,
rather than on therapies to prolong life.
Assessing benefits and burdens in permanently unconscious children is particularly problematic. Presumably, a
permanently unconscious child is not capable of experiencing benefits or burdens. In such instances, it has been argued
that the child's interests are limited to the maintenance of
biologic functions without an awareness of benefit or
burden. For example, children who are permanently unconscious cannot interact with their environment or family nor
can they derive satisfaction or pleasures associated with
living. Similarly, these children cannot perceive the potential burdens associated with treatment. In such a state the
child lacks the neurologic function to perceive pain. In this
special circumstance, the best interest principle does not
apply since it appears that the child's interests cannot be
changed by enhancing benefits or reducing burdens. A
vitalist argument based on sanctiry of life may be used as
justification for continuing treatment but does not rely on a
benefit or burden for it's justification. Opponents may argue
otherwise. Miller-Thiel and colleagues have suggested that
consideration be given to whether the prolongation of the
unconscious life of a child is an act of caring.! [ The Baby
Doe regulations,12 for example, regard permanent unconsciousness as a condition that does not require lifesustaining treatment; yet there are a wide range of views on
the degree of neurologic impairment that justifies limiting or
forgoing treatment.

Respect for Persons and the Role
of Children in Decision Making
A second principle involved in decision making is respect
for persons. In its broadest interpretation, respect for
persons means recognizing another human being as sharing
a common human destiny.13 Each life, regardless of how
diminished it may be, must be regarded with fundamental
reverence and respect. There are opposing views about
whether such respect for human life mandates that life must
be sustained unconditionally. Despite this, the principle of
respect for persons invites thoughtful consideration of the
child's uniqueness and inherent worth.
Respect for persons requires that children be recognized
as individuals whose thoughts, experiences, and opinions
malter, despite their developmental immaturity and legal
status as minors. 14 Even though children are not autono-

mous or self-determining, an element of respect is required
because the lives of children have unique meaning. To treat
children with respect is to acknowledge and value who they
are outside of a medical context.'s Even though a child may
not be fully able to direct his or her own treatment, it is
possible and desirable to involve even young children in
decisions about their treatment. Many children with lifelimiting conditions have an accelerated understanding of
their condition and an intimate knowledge of the consequences of certain treatments. This profound personal
knowledge should be given appropriate moral status in the
decision-making process.
The degree of involvement of children and adolescents
in treatment decisions varies depending upon their capaciry
and desire for involvement. The capacity to consent to
medical treatment requires a person's ability to understand the treatment options and consequences, reason about
them, and freely choose from various alternatives. Two
factors that influence a child's level of participation in
healthcare decisions are cognition and competence. As
these aptitudes develop, a child is able to take on increased
responsibility for treatment decisions. Children do not
suddenly develop decision-making capacity when they
reach 18 years of age. Children's ability to recognize their
own best interest and to choose or refuse treatment follows
a developmental process like any other normal path of
growth and development. This ability develops gradually
throughout childhood, at a pace that varies from one child
to another.
How, then, does one weigh the child's ability to choose
or refuse treatment? The normal childhood developmental processes have been fully explored by Erikson and
Piaget. 16• 17 They describe milestones or points at which a
child masters certain tasks or processes. Although most
children pass through these milestones at a steady pace,
some children advance, stop, or even fall back as environmental conditions, such as their home life, limits in mental
intelligence, and illness, interfere with normal progress. In
particular, chronic or terminal illness often influences a
child's developmental progress. Capacity for healthcare
decision making is not an all-or-none concept and may be
situational. For example, an individual child may be able to
decide to discontinue chemotherapy but not have the
capacity to decide to go home and die. Thus each child must
be viewed individually, taking into account developmental,
as well as chronologic, age and the particular characteristics
of the situation.
Before the age of 11 or 12, children believe illness is
caused by something external to their bodies or something
they ingest. 18 Very young children who are sick are principally concerned with separation from their parents and the
unpleasantness of the procedures that they must undergo. At
about age 6 or 7 the child often believes that illness is
retribution for bad thoughts or actions. By 12 years of age
children develop the capacity to think abstractly. At this
stage of development a child is able to consider multiple
factors, hypothesize, and predict future consequences. The
child is able to understand illness as a process caused by a
malfunctioning of an internal organ system and is therefore
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able to understand the long-term risks of chronic disease,
instead of just focusing on whether the disease will interfere
with their immediate routine. By the time adolescents reach
the age of 15, they are less likely to acquiesce to their
parents' wishes. Thus the ability to freely assent to treatment or nontreatment has developed.
As children attain greater capacities to participate in
decision making, they should be involved more fully in
decisions about their care. McCabe and colleagues offer
guidelines for determining the level of involvement of
minors in treatment decisions. Involvement includes preparation of procedures and assent, shared decision making
with parents, and autonomous decision making. 19 Generally,
children who are not fully autonomous are asked to assent
to treatment rather than consent, which requires decisionmaking capacity and autonomous decision making. Assent
to treatment means that the child has agreed to proceed
with a specific course of treatment or has decided to
withhold or limit certain treatments, with the approval of
the parent or surrogate. The process of obtaining assent
confers respect for a child by encouraging involvement and
understanding. Although it is important not to accept
uncritically a child's reluctance to undergo painful and
distressing interventions, it is essential to respect the wishes
and self-defined goals of mature children, particularly when
parents support making comfort the primary goal of
management at the end of life.
When a child is incapable of forming and stating his or
her own goals, respect is still required, but it is more difficult
to determine the proper balance of benefits and harms. The
nature of the consequences of the decision may be useful in
determining the decision-making role of minors. Clearly,
special caution should be exercised when death is a likely
outcome of a decision. Confidence in assessing the child's
decision-making capacity and the process for making
decisions will be crucial for justified deference to his or her
preferences and choices. 4
At a minimum children should be granted the following:
(a) informed in developmentally appropriate terms about the
nature of their condition, proposed treatment, and expected
outcomes; (b) informed about who is caring for them and
performing procedures; (c) prepared for medications and
treatments; (d) their views and preferences listened to
and taken account of in decision making. Children with
life-limiting conditions should, for instance, be involved in
determining the how much, when, and to what extent they
prefer to have information provided. Regardless of the
child's level of participation in care planning, he or she
should be given as much control over the treatment plan as
possible.1 9
Children should not be deceived or misled about the
scope of their authority in decisions. 9 If the child's
preferences are not determinative of treatment, this should
be openly acknowledged. For example, when decisions are
made to forgo life-sustaining treatment, it is desirable to
acknowledge how the child's preferences will be incorporated into the decision-making process and to determine
whether or the extent to which the child's views will
determine treatment.
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Autonomy and Informed Consent
The ethical principle of autonomy, which is derived from
respect for persons, refers to individual self-determination
and freedom of choice. "It requires that we respect the rights
of others to make autonomous decisions. To violate a
person's autonomy is to treat that person merely as a means
to an end that is in accordance with one's own beliefs and
values. ,,20 An extension of the principle of respect for
persons is the ethical standard for informed consent
Informed consent is also the legal standard by which
permission is sought for medical treatment of an individual.
The only acceptable legal exception to this law is that in
which the need for medical treatment constitutes an
emergency, that is, when the patient would suffer irreversible harm if not treated. Thus, when consent cannot be
obtained because the patient is not competent and a
surrogate decision maker is not immediately available, the
treatment can proceed. However, in all other instances, the
patient or the patient's surrogate must consent to or refuse
treatment.
The Role of Minors. In caring for children, special
ethical issues arise because children are not consenting
adults. Since young children do not have the cognitive
ability to provide informed consent or refusal, parents or
legal guardians are usually responsible for treatment decisions for their children. As a child nears adolescence,
parents' rights to make healthcare decisions may be limited
by both the increase in the minor's cognitive ability and
precepts of law.
The concept of "mature minor" has received increasing
judicial approval. A mature minor statute recognizes that a
young person (14 or 15 years of age or older) can understand
the nature and consequences of certain proposed treatments.
The treatment must not involve very serious risks and the
physician must believe that the minor could give the same
degree of informed consent as an adult. 21 Treatment for
venereal disease, drug and alcohol abuse, pregnancy, and
communicable diseases may fall into this area. In fact,
California state law recommends that it may be appropriate
to seek legal advice if a minor aged 14 or older objects when
parental consent is given for a procedure that involves a
significant risk of severe adverse consequences. 22
Specific state statutory provisions "emancipate" minors
for the purpose of making their own healthcare decisions.
Generally, an emancipated minor is someone younger than
18 years of age who is not living at home and/or is
self-supporting, married, in the military, or an unmarried
mother. An emancipated minor statute reflects the judgment
of a particular state that, when certain conditions are met,
these minors are capable of consenting to their own
healthcare. In particular, provisions that grant adult status to
minor parents consenting to treatment for their own child
have significant implications in the care and treatment of
children.
State laws may need to be clarified in situations such as
when a minor is in the custody of juvenile court or foster
parents and when minors are suspected victims of child
abuse. Legally, some minors have been given the authority
to give consent for medical treatment in specific situations.
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Although the federal Patient Self Determination Act of 1990
(PSDA) endorses adults making decisions for themselves
and documents their choices, the spirit of the law reinforces
the involvement of minors, especially adolescents, in their
own treatment decisions and encourages the creation of an
atmosphere in which children, with their parents, can make
informed decisions.2 3 .24
Ensuring Informed ness. Although full informed
consent has been said to be a theoretic ideal, reality must
come as close as is possible to that ideal for parents to make
decisions in the best interests of their child. Informed
decisions are made with full knowledge of that which needs
to be done and why. An atmosphere of open discussion must
exist, free from fear of reprisal. Informing patients and their
families is a dialogue, not a lecture, wherein the provision of
information helps to clarify understanding.
To make a decision about medical treatment requires that
the same information be provided to either an adult or a
child. The physician must provide all the information
necessary for the patient or the surrogate to make a
reasoned, free choice about treatment. The risks of doing or
not doing a procedure must be explained, as well as any
alternative choices that are available. The information given
should focus on the child and what life will be like with and
without treatment. Parents should be asked questions about
their goals and desires for the child; their values regarding
disease, disability, and death; and their desire to be involved
in healthcare decision making. It is within this fuller context
of communication that informedness can be assured.
Information must be conveyed in a quiet atmosphere in
which optimal communication can occur. The critical care
unit can be a frightening place for parents and children alike.
Constant artificial light, ceaseless activity, frequent emergencies, and the ever-present threat of death unnerves the
sturdiest of families. Information should be provided in the
language of the decision maker, minimizing the use of
medical terminology. For example, "unconsciousness,"
"mental retardation," and "life support" are words that
must be explained. Parents must be helped to understand
that what they see as movement, for example, is actually
involuntary motion indicating the child's level of neurologic
damage. Whether a child has an 80% chance of survival or
a 20% chance of dying has little meaning for many parents.
Healthcare professionals must explain these serious discussion points in clear language and avoid using them to sway
the parent's decision. Written materials should be offered to
further clarify the circumstances whenever possible.
Obviously, no single information session ensures informedness, especially when decisions about life and death
are involved. The nurse plays a vital role in ensuring informedness through ongoing discussion of the situation with
the child and family, arranging to have medical specialists
and social work professionals available for discussion, and
by providing support, clarification, and understanding as
decisions are reached. Davis 25 defined the role of nurses in
the informed consent process as including: (I) monitoring
informed consent, (2) advocating for patients to the physician, (3) providing patients with explanations and informa-

tion about alternatives, (4) coordinating consent processes
with families and patients, and (5) negotiating between involved parties when there are differences of opinions.
Clearly, the involvement of nurses is critical as parents and
their children grapple with serious issues.

Truth Telling: The Ethical Principle
of Veracity
Veracity, being truthful, is also derived from the principle of
respect for persons. Whether to inform children about the
seriousness of their illness and encourage their participation
in treatment decisions is an issue with which both parents
and healthcare professionals wrestle. The idea of having
children actively participate in health-related decisions can
be intimidating. Yet, when the child is able to reason and
understand the consequences of actions, withholding information or lying is an act of paternalism and requires
justification.
Parents and healthcare professionals who practice such
deception do so because they believe that they are allaying
fear and anxiety on the part of the child. "An overwhelming
wish to protect the sick child from disturbing information,
guilt feelings, or the emotional threat posed by the imminent
death of their child may overshadow parental recognition or
acceptance of the juveniles' autonomy or even his or her
welfare. ,,26
There is no certainty, however, that being honest, even
when the situation is a difficult one, will cause a significant
negative reaction. Knowing the full extent of tbe illness is
often less anxiety provoking to tbe minor than receiving no
or false information??
Furthermore, withholding from children accurate and
appropriate information denies them the opportunity to
discuss their feelings and come to terms with what is
happening to their bodies and minds. Family relationships
may become strained at a time when both the child and the
parents need each other. Talking and explaining helps
children to see the reasons for medical treatment and
understand the various treatment or nontreatment alternatives. In fact, researchers have demonstrated that children
older than 5 years of age have an understanding of the
finality of death and should be openly provided information
and be involved in treatment decisions 28
Trust is at the foundation of the ethical principle of
veracity. Veracity teaches us that truthfulness is fundamental
to establishing trust between individuals. Sick children
depend upon the trusting relationship they have with their
parents and their healthcare providers, especially at a time
when dependency needs are at their highest. Withholding
information or lying threatens the trusting relationship and,
consequently, children's ability to rely on the adults on
whom they depend. As with adults, children may not want
to hear certain information and may want their parents to
make decisions. Such requests should be respected. However, it is necessary for ongoing dialogue to occur so that the
children are certain that any information they request will be
provided truthfully.
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Justice
Justice pertains to fairness and equity in the treatment of
others. It refers to an individual's access to an adequate level
of healthcare and to the distribution of available healthcare
resources. Justice demands that individual patients are
treated fairly and decisions are not made based on criteria
such as race, age, sex, diagnosis, religious beliefs, or
socioeconomic status. Children, regardless of their life
circumstances, should be availed of the same treatments and
advantages as other children in a similar situation. Children
with life-limiting conditions, for example, may be denied
certain therapies or services because their life expectancy is
shortened. Questions of justice arise when the reasons for
denying such care is based on questionable criteria or
criteria that is inherently discriminatory, such as ability to
pay, social status, race, or age. In other instances, children
who become wards of the state because their parents are
unable or unwilling to act as their surrogate decision maker
are at greater risk for discrimination, which could result in
undertreatment or overtreatment. 4
Questions of resource allocation and the proper limits of
treatment often arise when the utilization and consumption
of resources is high. An appeal to fairness compels healthcare professionals to create equitable systems for the distribution of scarce healthcare resources. Dying children, for
example, may face unique threats to access to and reimbursement for end-of-life care. Regulatory criteria for access
to hospice, for example, currently limit access to children
because the criteria are based on an adult model of hospice
that does not reflect the unique needs or trajectory of illness
of children. Moreover, insurance criteria may create unjustified barriers to providing necessary services at the end oflife
based on inflexible interpretation of guidelines 4
Healthcare professionals have dual obligations for allocating resources at the individual and societal levels. Often
these obligations create intense conflicts of interest and
responsibility. The conventional wisdom is that decisions
about what will benefit individual patients should generally
be separated from decisions about how society will allocate
its healthcare resources. Such decisions are not suited for the
bedside, but belong within the context of a larger societal
debate. Yet when marginally beneficial treatments or other
scarce resources are considered, healthcare providers have a
responsibility to allocate resources in a fair, fiscally responsible manner. A societal consensus about how to resolve
these competing obligations is currently lacking, creating
conflict for patients, families, providers, and other members
of society.

An Ethic of Care
Traditional ethical reasoning requires providers to ascertain
the rights of indi viduals and weigh the ethical principles in
order to resolve conflicting obligations. Applying ethical
principles alone cannot resolve the clinical quandaries that
arise while caring for critically ill or dying children. When
the rights of children are held in opposition to the rights of
their parents, for example, an adversarial tension can be
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established that may polarize discussion. This method of
moral reasoning focuses on an ethic of rights that is achieved
through a process of separation and individuation of the
child from others including their family. In contrast,
considering other aspects of the moral life, such as care,
harmony, compassion, and responsibility for self and
others, may reduce adversarial tensions between the rights
of children and their parents. Such an approach allows for
a more comprehensive appreciation of the attitudes, values,
and moral commitments of decision makers within the
context of their family and other significant relationships. This perspective is often referred to as an "ethic
of care." 29
From a care perspective, the resolution of ethical
quandaries is focused on the child's needs in the context of
the family, and the provider's corresponding responsibilities
within the context of the professional-patient relationship.
The professional is guided to focus on the special circumstances and context of the specific situation in which moral
action occurs instead of merely considering the child's
interests and preferences in isolation. In other words, the
uniqueness of a child and the particular dynamics of his or
her relationships are endorsed as essential components of
moral decision making.29 Such a model supports efforts to
assist children and their families in finding unique meaning
or purpose in their living or their dying and to assist them
to realize goals that promote a meaningful life or death.
AACN's Syngergy Model also supports attentiveness to
these concerns. 30
The values and expectations involved in certain roles and
relationships are seen as primary from this vantage point.
Therefore, being an advocate for a child with a critical
illness or life-limiting condition involves appreciating the
relationships significant to the child and understanding how
those relationships affect care and decision making. Children develop an intricate web of relationships that support
and sustain them throughout their lives. In keeping with a
family-centered phi losophy of care, families are viewed as
essential partners in children's treatment and care. Professionals must recognize and respect these interconnections as
central to the well-being of the child. 4
A care perspective also emphasizes the interrelationships
of the members of the healthcare team. It recognizes that
nurses, physicians, and other caregivers work collaboratively to advance the interests and goals of children with
life-limiting conditions. Threats to harmony and relationships are viewed as the essential nature of moral dilemmas
from a care perspective. Therefore, when there is conflict or
disharmony among caregivers or among caregivers and
family members, relationships are threatened and the moral
endeavor is undermined. The goal is to create connection,
promote openness and dialogue, and engage in activities to
promote healing of the fractured relationship.4
A care perspective also invites attention to the narrative
dimensions of the case. The diagnosis and treatment of a
child's disease evolves over time. The story of the process is
an essential element of the context of ethical decision
making. Focusing on the narrative dimensions of the process
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enables parents and professionals to negotiate meaning and
to make sense of an often foreign and incomprehensible
situation. The meaning that each person assigns to a
particular situation is unique and is derived from his or her
own social, cultural, familial, religious, political, and other
influences. Understanding this context gives insight into
how meaning is derived. The search for meaning often leads
to understanding. Understanding adheres to meaning ascribed to a situation or set of values or behaviors, but it does
not simply mean "knowing" certain facts or concepts. It
requires an integration of the information into one's values,
and requires cognitive activities that are not exclusively an
act of reason. Within a care perspective, meaning and
understanding are accessible and relevant to the decisionmaking process.

ETHICAL ISSUES IN PEDIATRIC
CRITICAL CARE
Technologic achievements in critical care created unanticipated dilemmas as powerful diagnostic techniques, sophisticated surgical procedures, effective drugs, and expedient
therapeutic interventions interrupted the usual course of
illness and disability. Problems became magnified because
life could be sustained for a significant period if the patient
accepted dependence on a specific procedure or machine.
Medical technology can be a double-edged sword. It is
usually beneficial in the care of sick or injured persons,
sometimes dramatically so. However; since it is often
intrusive, occasionally cruel. sometimes of little value, and
almost always expensive. its use must be assessed critically,
particularly in ICUs. 3J
The uncertainties and ambiguities that result from
disease, injury, and the use of technology often force
healthcare professionals to demand cure in the absence of
otherwise compelling evidence to choose a different course.
The inevitable conflicts that arise produce questions such as
these: Can treatment be stopped once initiated? Who gives
consent for medical treatment? Can patients be forced to go
along with a recommended treatment plan? Do all patients
have to be resuscitated? Who judges the quality of
someone's life? When is a patient considered dead? The
indecision that occurs reflects a growing uneasiness with the
consequences of scientific advances, especially when death
is not imminent but the quality of life is greatly impaired. In
pediatric critical care, the problems are complicated further
by the child's developmental stage, chronologic age, and
family situation.
The ethical quandaries that arise in healthcare are not
new. They have always been a part of clinical practice.
Ethical considerations lie on or just below the surface of
many clinical activities, yet are rarely noticed. It is only
when decisions feel uncomfortable or when alternatives
seem equally unsatisfactory that the finer issues of moral
decision making are considered. Increasingly, a proactive
process for addressing these issues using clinical guidelines has been advocated?2 In the next section, prominent
ethical issues that arise in pediatric critical care will be
emphasized.

Forgoing Life-Sustaining Treatment
Numerous quandaries arise when treatment choices such as
do-not-resuscitate (DNR) decisions, abatement of lifesustaining therapies including medically provided hydration
and nutrition, and pain management are considered. There
are many myths about forgoing life-sustaining treatment
(Box 6-2) and tenninology is often used inconsistently,
leading to confusion about the justification and ethical
propriety of certain acts that influence the timing and
circumstances of death.
Forgoing life-sustaining treatment refers to discontinuing
a therapy already begun or not starting a treatment. The
reasons for forgoing life-sustaining treatment include:
(l) cure is no longer possible, (2) the burdens of treatment
outweigh the benefits, or (3) the quality of life is undesirable. In such instances questions may arise about whether
current therapies ought to be continued or whether additional therapies should be added. Although it may be
psychologically easier to withhold than to withdraw treatment, there is no ethical distinction between the reasons for
stopping a therapy or not starting a therapy. Fear about
stopping a treatment once started may lead clinicians to
avoid a treatment with potential benefit. For example,
parents or professionals may fear that trying mechanical
ventilation in a child with pneumonia and multiple relapses
of leukemia may result in chronic ventilator dependence.
The American Academy of Pediatrics (AAP) recommends
initiating potentially beneficial interventions and discontinuing them after a trial of therapy proves their ineffectiveness 33 In this case it may be appropriate to institute a trial
of mechanical ventilation to determine whether the pulmonary process is reversible. In the AAP's view, continuing
Ilonbeneficial treatment causes children great burden and
obviates professional responsibility.33
Resuscitation, mechanical ventilation, blood products,
medications, medically provided hydration and nutrition,
dialysis, and other therapies must be considered individually
based on the goals for the patient. Clarifying goals of
treatment is essential for determining an ethically justifiable
course of treatment. It is unjustified, for instance, to assume
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Box 6-2

Myths About Forgoing
Life-Sustaining Treatment

• Anything that is not specifically permitted by law is
prohibited.
• Termination of life support is murder or suicide.
• A patient must be tenninally ill for life support to be
stopped.
• It is pennissible to terminate extraordinary treatments,
not ordinary ones.
• Terminating tube feedings is legally different from
stopping other treatments.
• Termination of life support requires going to court.
Data from Meisel A: Legal myths about terminating life support, Arch Intern
Med 151:1497-1501.
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that a decision not to resuscitate a dying child automatically
means that all other aggressive measures will also be
foregone. Cardiopulmonary resuscitation, for example, may
not be desirable for a child dying with cancer but his or her
parents may still desire that antibiotics, blood products, and
other palliative interventions be continued.
Determining whether it is morally justifiable to forgo
certain therapies depends upon the child's and the family's
goals and preferences for certain therapies, weighing the
benefits and burdens of each therapy in light of the goals,
and the moral analysis. When a child is dying, for example,
focusing on the comfort associated with dying rather than on
therapies to prolong life may be justifiable.
Although it is difficult to determine what may count in
determining a child's best interest, forgoing life-sustaining
treatment is justifiable when a child experiences substantial
and unrelievable suffering and when the child has suffered
irreversible brain injury that precludes human or environmental interaction. When life is judged worse than death for
a child, it is justified to choose death over continued
suffering. The more severely burdened or damaged the
child's condition and the greater the certainty of the nature,
degree, and irreversibility of the child's condition, the
greater the justification for not prolonging the dying
process. When in good faith it is not possible to determine
which is worse, the presumption for treatment that allows
for a chance for life and greater certainty may be warranted. Those with decision-making authority must accept the responsibility of choosing the conditions that
they believe be so dehumanized or dehumanizing as to
justify terminating life-extending treatment. Based on the
Baby Doe Regulations,12 there appears to be consensus
about terminal illness, permanent unconscious, medically
futility, and disproportionate burdens of treatment over
benefits as justifiable reasons to forgo life sustaining
therapies.
In some cases, disagreement may arise about whether a
particular intervention constitutes life prolonging treatment
or comfort care. For example, when does suctioning of the
pharynx merely prolong the dying process by preventing the
patient from aspirating his secretions, and when is it an
appropriate intervention that enhances the patient's comfort? A similar question may be asked about the use of
antibiotics or supplemental oxygen. Again, each intervention must be assessed based on the goal of treatment and
whether it contributes to the attainment of that goal.
Establishing strict criteria for distinguishing life-prolonging
interventions from those that are palliative and promote
comfort are unlikely to resolve the controversy or ambiguity. Rather, clinicians and parents should openly discuss the
use of interventions in the "gray zone" within the context of
the child's condition, goals, and preferences.
Within this process, professionals should examine their
own responses and reasoning in light of professional codes
and guidelines and personal morality. Professionals may
benefit from examining the extent to which the following
factors may be influencing their view about forgoing lifesustaining treatment: (1) their own frustration of caring for
an infant on a long-term basis, (2) the appearance of the

115

infant, (3) lack of family involvement, (4) a biased
impression of prognosis,34 (5) their own threshold for
balancing benefit and burden, and (6) the influence of
personal social, economic, cultural, or religious values. The
extent to which these factors can be illuminated will assist
in clarifying the professional's moral obligations and
defining ethically defensible boundaries for providing care.

Cardiopulmonary Resuscitation
Often the discussion about forgoing life sustaining treatments begins with a discussion about cardiopulmonary
resuscitation (CPR). Valid and reliable data are essential to
good decision making. When discussing resuscitation, it is
essential that professionals accurately convey the likely
outcomes of attempting CPR including the likelihood that
the child will be restored to his or her current condition or
sustain complications that may significantly alter their
quality of life. When a child is dying, cardiac or respiratory
arrest marks the terminal phase of the process. In this case,
CPR disrupts the body's natural progression to death and
may only prolong the dying process. When resuscitation
will not change the course of the disease and will prolong
dying, a DNAR order should be documented. 4
Based on practice standards and ethical guidelines, slow
codes are not ethically justifiable. If a patient does not have
a DNAR documented, healthcare professional are obliged to
resuscitate. This reality does not mean, however, that healthcare professionals are obliged to continue resuscitation beyond its usefulness. Like other interventions the application of CPR requires clinical judgment and knowledge of
patient/family goals. DNAR orders do not imply that routine
care, attention, and human presence are abandoned. Moreover, it does not necessarily mean that all other lifesustaining therapies should also be foregone. Each therapy
must be evaluated individually to determine whether the
initiation, continuation, or limitation is warranted.

Medically Provided Hydration and Nutrition
One of the most controversial areas of forgoing Ii fesustaining treatment involves medically provided hydration
and nutrition (MPH&N). MPH&N includes the provision of
fluids andlor nutrients via medical devices inserted into the
gastrointestinal tract such as gastrostomy or nasogastric
tubes or into blood vessels such as central venous lines
and portable infusion devices. 35 Forgoing MPH&N in
any circumstance remains controversial despite widespread
consensus among professional groups, ethicists, and the
courts that it is justifiable in some instances. 35-38 For a
variety of psychologic, cultural, and societal reasons, the
controversy intensifies when it is considered in children.
These reasons may include the following: (1) the powerful
symbolic significance of the act of feeding dependent
children; (2) the view that providing hydration and nutrition
is a basic care requirement to sustain life; (3) a child's
incapacity for independent decision making, which creates a
high threshold for continuing treatments until death is
imminent; (4) diagnostic and prognostic uncertainty about
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detennining a tenninal condition; (5) the injustice of young
children dying; and (6) fear of legal reprisal. Despite these
reasons, Nelson and colleagues argue that decisions about
forgoing medically provided hydration and nutrition should
be guided by the presumption that it is medically and
ethically appropriate in the majority of pediatric cases, and
nutrition and fluids should always be offered by mouth,
except in the unusual case when, for example, oral feedings
unavoidably lead to recurrent direct aspiration. 35 They
further argued that it is ethically permissible to forgo
MPH&N in certain cases. These include neurologic devastation, irreversible total intestinal failure, and proximate
death from any pathologic cause. 35
When death is imminent, within days or weeks, it is
ethically justified to stop those interventions that prolong
the dying process. lI The continuation of MPH&N can
significantly lengthen the dying process by interfering
with the natural dying process. In some instances, the
provision of MPH&N can impose unnecessary burdens
for the child and family. These include increased oral
and pulmonary secretions, diarrhea, edema, increased urine
output, abdominal distention, and discomfort. 11 A dying
child is likely to have anorexia and decreased desire for
eating or drinking. Forcing intake, either parenterally or
enterally, may not promote the child's best interests at the
end of life.
When MPH&N is considered as an option for forgoing life-sustaining treatment, it will be essential that the
decision-making process allow for divergent views to be
appreciated. Although many professionals and parents are
comfortable with discontinuing mechanical ventilation, the
issue of forgoing MPH&N may instigate intense emotional
responses that will require vigilant attention and a fair and
open process.

Pain Management
The ethical mandate to treat a child's pain is based on the
principles of beneficence and nonmaleficence. Healthcare
providers have an obligation to reduce or eliminate pain and
suffering by assessing and managing it using their clinical
knowledge and skill. Relieving the distress caused by pain
is an inherently humanitarian act, embodying the ethical
principle of beneficence-doing good for others. The
American Nurses Association, the World Health Organization, and other organizations unequivocally endorse the
professional's responsibility to assess and manage pain in
children. 39 ,4o It is now indisputable that infants and children
experience pain, and professionals have an unequivocal
responsibility to assess and manage pain in children. Yet
many infants and children continue to be undermedicated
for pain despite efforts to enhance professional awareness of
their needs. This is explained in part by philosophic and
clinical barriers to providing analgesia that is commensurate
with the intensity of the pain experienced by infants and
children.
When the burdens of treatment outweigh the benefits of
continued existence, the priority of care becomes the relief
of pain and suffering. Making comfort the primary goal of

management may involve maximizing analgesic interventions despite hazards such as sedation and respiratory
depression, or it may mean withdrawing or forgoing painful
or invasive treatments such as CPR, ventilator, or diagnostic
blood work. The benefits of the relief of pain and suffering
include the following: (1) the child may feel more comfortable during the dying process; (2) the child may be more
available for interaction with others, allowing the child and
family to connect with each other and/or complete their life
work together, thereby decreasing isolation and loneliness;
(3) the child may experience an increased sense of control
over his or her environment and treatment; (4) increased
activity may allow the child and significant others to share
important experiences together; and (5) the child's and famiIy's perception of the treatment or the final stages of the
child's life. These benefits must be weighed against the
physical, psychologic, and spiritual burdens of unmanaged
pain that include: (a) decreased interaction, isolation, or
immobility, (b) real or perceived sense of abandonment,
(c) anxiety and fear about being in pain without relief,
(d) loss of trust in and fear of healthcare professionals,
(e) irritability, (f) nightmares, and (g) decreased resources
for coping and living. When pain occurs at the end of life,
additional burdens include avoidance of the reality of death
and decreased opportunities for child and family to complete their life work together.
Throughout treatment, healthcare professionals may need
to discuss with the child and parents the plan for managing
pain during treatment and, when appropriate, at the end of
life. It is essential to note that intractable pain is uncommon
in children because most diseases produce pain that is
treatable with medications, For example, unlike adults,
children with cancer overwhelmingly experience pain that is
treatment related. 41 ,42 Clarification about the trade-offs that
may be necessary to manage pain will be necessary. For
example, some children may prefer to endure some pain in
order to remain interactive and not be sedated. Others may
prefer not to feel any pain and be drowsy and less
responsive. Being clear about the goals of management and
anticipating the various outcomes to different treatments
may help to avoid conflicts. Moreover, in the spirit of full
disclosure, a variety of pharmacologic and anesthetic
options that are available to manage pain at the end of life
that do not produce diminished awareness should also be
explored. 32 ,43
When children are dying, nurses and other healthcare
providers often struggle to balance their obligation to relieve
pain against the concern that their actions may cause the
child's death. Although some philosophers have argued that
there are no important differences between withdrawal of
treatment and active euthanasia, many clinicians and
ethicists have stressed the importance of maintaining a
distinction between active killing and efforts to promote
comfort at the end of life. Aggressive pain management at
the end of life can be ethically justified based on several
arguments. First, when a patient is dying, one may reason
that the obligation to relieve pain and suffering overrides
concerns about hastening death. In assessing risks and
burdens, common side effects of analgesia such as sedation,
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nausea, and respiratory depression should be distinguished
from rarer events such as the possibility of addiction. 40
Concerns about respiratory depression, addiction, or tolerance are insufficient reasons for inadequate pain management in the care of the dying. 4o Second, the intent of
providing sufficient analgesia to the dying person is to
relieve pain in order to enhance living until death occurs. In
contrast, the intent of active euthanasia, which is the
deliberate killing of the patient by lethal injections of toxic
agents or overdoses of analgesics or sedatives, is to
precipitate death. 41
The means to achieving pain relief in the dying person
are distinct from the means to achieving active euthanasia. 44
Generally analgesics are titrated in small increments with
constant assessment and monitoring of the patient's response in an attempt to maximize comfort while minimizing
undesirable side effects. Although death may occur secondary to the administration of the medication, it is in service to
the goal of pain relief. In active euthanasia, large, sometimes
massi ve doses that exceed the customary dosing parameters
and intensity of the patient's pain are given with the intent
of preventing any possibility that the person would survive
the administration of the agent. In this instance the goal is
irreversible cessation of heart rate and respiration. The
difference in intent carries with it a corresponding difference
in meaning for the patient, family, and caregivers.
Administering enough analgesia to relieve pain, even if
death occurs secondarily, is morally permissible as long as
the intent is to relieve suffering. Such an approach is
consistent with American Nurses Association (ANA) "Code
for Nurses. ,,45 The Code instructs nurses to promote health,
relieve pain and suffering, or promote a peaceful death. An
ANA position statement on pain relief at the end of life
encourages nurses to aggressively advocate for and provide
adequate pain relief in the dying patient even if it
secondarily foreshortens life. 39 The pursuit of adequate pain
relief is fully protected by laws and regulations governing
the practice of medicine; however, active euthanasia is
currently illegal in all 50 states. (One state [Oregon] has
legalized assisted suicide but this deals exclusively with
competent adults and therefore does not apply to children.)
To address concerns about pain management at the of
life, it is prudent to use end-of-Iife pain management
protocols that include a variety of safeguards, including
incremental titration of medications, ongoing assessment,
dosage parameters, and process guidelines. Careful attention
and monitoring should be employed to minimize the risks
associated with analgesia and to continually monitor the
balance of benefits and burdens associated with various
treatment regimens 32

Euthanasia
Strictly speaking, euthanasia means "good death." Although there is significant controversy about whether bright
lines can be maintained between different categories of acts
that lead to death, consensus among clinicians and some
ethicists supports distinctions between killing and allowing
to die. Many clinicians use the term euthanasia to refer to
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acts that intentionally and deliberately cause a person's
immediate death. 46 In this sense, euthanasia means killing
the patient. Allowing to die is a term used to refer to the
intentional avoidance of interventions that interfere with the
natural progression of a disease or injury to death. Yet there
is often confusion at the bedside on whether appropriate
management of pain at the end of life (see previous
discussion) or the forgoing of life-sustaining therapies
constitutes active euthanasia. This is particularly problematic in intensive care settings where the availability and
widespread use of complex technology blurs the distinctions
between acts that are forestalling an inevitable death and
those that are intended to end the patient's life. Moreover,
there is considerable debate about the ethical justification of
using pharmacologic paralytic agents during withdrawal of
mechanical ventilation. 47 .48
As a practical matter, parents rarely request that professionals actively end their child's life. Yet parents may beg
professionals to "do something" when their anguish at
watching their child suffer becomes unbearable. Such requests do not necessarily imply that parent's are asking for
euthanasia. Rather, such requests should invite further exploration of the feelings and the motivation behind such
pleas. The request to intervene is insufficient justification for
professionals to engage in acts that are outside their usual
protocols for caring for dying children such as giving lethal
injections in an effort to assuage parental and professional
anguish.
Despite the confusion in terminology, it is clear that
physicians and nurses have an obligation to respect life and
not to kill patients. Decisions to forgo or limit life-sustaining
treatment should always be subject to review and systematic
scrutiny. Ethically justifiable end-of-life care can be enhanced when the process of decision making includes
appropriate safeguards and clinical gUidelines. 32

DECISION-MAKING MODELS
In addition to an analysis of the ethical principles that apply
to issues in pediatric critical care, elements of an ethical
decision-making process should be taken into account. A
shared decision-making model and AACN's Synergy Model
are described below. Although not mutually exclusive, each
offers a unique perspective on the ideal manner in which
ethical issues may be resolved. In addition, the role of the
critical care nurse in decision making is addressed.

Shared Decision Making
Historically, healthcare professionals did not consider a
patient's or family's wishes, beliefs, and values. Wanting to
protect patients from their own lack of knowledge and
subsequent bad judgment, healthcare professionals did not
involve patients or families in heaIthcare decisions. The
norm that functioned promoted the belief that healthcare
professionals knew what was best for patients. Patients were
not to know too much about their diagnosis or prognosis and
were not to interfere with treatment plans. This paternalistic
attitude was often justified on the basis of doing no harm.
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Duff called this attitude "ethical elitism" and noted that
when paternalism thrives, the dictum of "do no harm" may
be violated?! Caring for others requires consideration of
their values and contributions. 49 Healthcare professionals
who believe that they know best foster family dependency
and increase feelings of loss of control. Healthcare professionals must remember that parental acceptance or rejection
of recommended medical treatment is a moral decision and
is not the healthcare professional's responsibility.
Despite our history, a moral framework based on a
model of shared decision making has been endorsed as
ideal. 15.33.50.51 The desired outcomes of shared decision
making are summarized in Box 6-3. Shared decision making
relies on establishing and nurturing a relationship that is
synergistic and reciprocal among the child, family, and
healthcare professionals. The relationship flourishes when
honesty, openness, and trustworthy interactions prevail.
Endorsement of a model of shared decision making
means that the outcome of the process of informed consent
is evaluated based on the quality of the relationship rather
than the amount or type of information shared. To accomplish this goal, parents must be respected and supported to
engage fully in the process, be enabled to fully understand
the range of possibilities for treatment and their consequences, and to share in meaningful ways in the dialogue
about their goals, values, and aspirations for their child's
life. Such a model goes beyond the legal requirements for
disclosure, comprehension, and voluntary consent,52 Although in theory professionals embrace the ideal of shared
decision making as the desired model of parent-professional
decision making, it is rarely accomplished in practice. 52
One possible reason for the lack of success in achieving
shared decision making is that professionals have focused
primarily on the decision itself, rather than the process
necessary to engage parents in a shared journey to realize
their child's interests. A revised model of shared decision
making would therefore focus more on the context of the
situation, especially the relational dimensions, the parent's
unique conception of good parenting, and the factors that
mediate decision making, rather than the decision itself.
A broader conception of the process of shared decision
making is necessary to account for the differences between
approaches of parents and professionals. Professionals, for
instance, must begin to appreciate the parental perspective
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Box 6·3
.
Desired Outcomes of Shared
Decision Making

Mutual respect
Preserved integrity
Mutual participation, authority
Understanding
Shared meaning
Hope balanced with honesty and realistic expectations
Mutual satisfaction with the process regardless of the
outcome

in decision making and not attempt to force parents to
conform to the professional decision-making framework.
Unlike the rational, scientific approach of professionals, the
context for parents' attitudes and behaviors is derived from
their unique conception of good parenting of which
commitment to their child is a central feature. 53 Instead of
asking parents whether they want their child to be resuscitated, professionals may find that focusing on the parent's
commitments to their child's life and connecting with parents as human beings may be a more fruitful approach.
Professionals should carefully assess each parent's appraisals of their situation and their coping strategies in order
to respect the myriad factors that may account for their
diversity in their patterns of adjustment,54 Box 6-4 describes
some key questions to promote understanding and dialogue
with parents. It must be acknowledged, however, that the
way parents choose to participate in decisions and their need
for control is varied. Some parents are accepting of and/or
desire professional dominance 55 ; others covet autonomous
decision making on behalf of their child. Although many
parents do not wish to abdicate their decision making
authority to others, they struggle with their own ambivalence about what role they could play in a situation they
view as largely out of their control.53.56 Professionals may
base their assessments of parental understanding on their
own values about what is important and meaningful to the
decision. Understanding each parent's conception of good
parenting involves assessing and fostering decisional involvement for parents based on their particular style of
decision making, coping strategies, and need for control. A
supportive approach is to ask parents what role they desire
regarding decisions for their child and what information is
meaningful to their decision making.
The process of shared decision making is thwarted when
parents and professionals fail to connect and achieve a
shared meaning of values and value labels that guide decision making. This process can be undermined when professionals fail to understand the richness of the patient/family's
life story and context, draw premature conclusions, or label

.
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Box 6·4

.

Key Questions To Promote Understanding
and Dialogue With Parents
.

• What is your understanding of your child's condition?
Is there anything about your child's care that is
worrying you"
Do you feel you are being guided too much or too little"
• What would you find to be most helpful right now?
• Have you been able to consider that your child is in danger
of not getting better or dying?
• What are you hoping for?
• What do you fear the most right now?
• What will this decision mean for your child's life?
• What will this decision mean for your family?
Adapted from Jellineck M. Catlin E, Todres D et al: Facing tragic decisions with
parents in the neonatal intensive care unit: clinical perspectives. Pediatrics
89: I19-122. 1992.
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a parent or their behavior or actions without validating their
interpretation of the action, behavior, or situation. For example, professionals may conclude that parents are denying the
severity of their child's condition when they repeatedly ask
when the child will go home. With clarification, professionals may learn that they parents understand their child's prognosis and their statement may be an expression of a deeply
held desire to spend time with their child outside of the
hospital, particularly if death is likely.
Increasingly a model of shared decision making has
been challenged, particularly when parents request treatments that healthcare professionals perceive to be inappropriate or futile. 57 .58 Unilateral decision making in
certain situations has been suggested as a means for
resolving conflicts. Such claims are based on the ethical
integrity of the professionals and support the claim that
professionals are not obligated to provide futile treatments.
Unilateral decisions represent a significant departure from
the usual model of shared decision making and should be
subject to careful examination.
Parents may request treatments that are of questionable benefit for a variety of reasons. These include:
(I) faulty reasoning about the efficacy or benefit of a
therapy; (2) psychologic factors such as fear, anxiety, stress,
or depression; (3) unrealistic expectations about the outcomes of certain treatments; (4) inability of the family to
trust professionals to act in the child's best interest;
(5) religious conviction that life must be preserved at all
costs; and (6) an attitude that getting "everything" is an
entitlement 59 Understanding some of the reasons that may
influence parental requests offers professionals avenues to
explore as they work with parents to develop a mutually
agreeable plan of care.
For shared decision making to be authentic, the parental
perspective must be appreciated as legitimate and meaningful. Efforts should be undertaken to begin to bridge the gaps
between the professional and parental perspectives. This
means that the goals of the parent-professional relationship,
the outcomes of the process, and the process itself must be
closely scrutinized and evaluated.

Synergy Model
AACN's Synergy Model offers an additional framework for
applying ethical principles to the care of critically ill children and their families and contributes to a process of ethical
decision making. 30 Synergy, individuals working together in
mutually enhancing ways toward a common goal, is one of
the goals of the ethical decision-making process. Synergy
derives from responsive interdependence, shared commonality, and equity within relationships congruent with an ethic
of care (described previously). In the Synergy Model, the
child's needs are considered within the individual family
context, the community environment, and the child's unique
personal characteristics. These factors can be incorporated
into the assessment phase of the ethical decision-making
process (see later section). By achieving the desired patient
outcomes, integrity is promoted for the patient, family,
healthcare professional, and broader community.J°
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Partners on the Journey: Critical Care
Nurse Advocacy
Pediatric critical care nurses have a moral mandate to be
involved in resolving the ethical issues that arise in the care
of critically ill children and their families. Nurses bring a
unique perspective to decision making for critically ill
children because of their close proximity to patients and
families and their professional orientation, knowledge,
and skill. Their involvement is essential for the child and
family's safe passage through the often tumultuous experience of critical illness. Simultaneously, they struggle to
balance competing obligations to the patient, family, physician, institution, profession, colleagues, and society. It is
within this context that their advocacy occurs.
Advocacy, acting to safeguard and advance the interests
of another, is an essential dimension of critical care nursing practice 5 .30.60 The critical competencies described in
AACN's Synergy Model are consistent with the moral
obligations of nurses to advocate for the best interests of the
child in the context ofthe family.3o Nurses demonstrate their
moral agency when they assume a leadership role in
identifying and helping resolve ethical and clinical concerns. Effective advocacy requires clinical judgment, caring
practices, collaboration, systems thinking, and a commitment to clinical inquiry. Clinical judgment, for example, is
essential for understanding the child's disease trajectory and
prognosis, assessing benefits and burdens, and participating
in the development of goals and treatment plans, and
responding to the unique needs of the child and family.
Caring practices are how nurses express their moral
commitments of compassion, beneficence, and nonmaleficence in promoting the child's best interests and well-being.
Collaboration with the patient, family, and interdisciplinary
team is the means for understanding the values and goals of
the patient and family, communicating with others, and
engaging members of the interdisciplinary team in achieving mutually determined goals. Systems thinking focuses on
holistic interrelationships and the broader needs of the child
and family in addition to an awareness of how to navigate
effectively in the institution, healthcare system, and community. Such an orientation enables the nurse to nurture the
child and family's inherent capacities and the resources of
the healthcare system to promote the child's interests.
Finally, a commitment to clinical inquiry involves an ongoing process of questioning and evaluating practice and providing practice based on available data. These key elements
are essential for nurses to discharge their moral responsibilities on behalf of children and families.

PARENTS' AND CHILDREN'S RIGHTS
Based on the moral framework of shared decision making,
it is necessary for someone to represent the interests of the
child. In the United States there is presumption of parental
moral and legal authority in matters of concern for their
minor children. This is based on a belief that parents
generally have a sincere concern to protect their child's life.
Parents are obligated to protect their children from harm and
to do as much good for them as possible. Parents are in the
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best position to know their child's wants and desires. They
have a tendency to place their child's interests ahead of their
own. As a result of a long-tenn specific relationship with
their child, parents have a commitment to ongoing care. To
respect a child is to respect the relationships that are central
to the child's life. Thus, parents should have responsibility
for their children's healthcare decisions. After all, they bear
the financial, emotional, and medical consequences for
those decisions. Long after well-meaning healthcare professionals have gone home, "the family will be remembering
and incorporating this momentous decision into the fabric of
their lives.,,15
Generally parents are considered to be competent decision makers when they put their child's interest as primary,
appear to understand the essential components of their
child's illness and prognosis, and demonstrate rational
thinking processes. 61 This "reasonable parent standard" is
consistent with the elements of adult decision making
capacity. However, healthcare team members may question
parental competency, particularly when their decisions are
not congruent with professional recommendations. At times,
assessment of parental competency is clouded by the
parent's response to the crisis situation and grief. Under
these circumstances, professionals often assume that parents
are unable to participate in decision making because of lack
of understanding emotional upheaval or because professionals believe they must protect the parent from future
guilt. Professionals may also judge parental involvement,
behavior, and visiting patterns without adequate infonnation
or verification of their perceptions.
Despite professional assumptions to the contrary, most
parents in crisis are able to make sense out of the unexpected
and uncertain situation they are thrust into by their child's
illness. Their search for infonnation, support, and meaning
in the experience demonstrated their commitment to the life
of their child. They demonstrated their commitment to their
child's welfare by placing their own sense of self-worth and
their emotional needs in abeyance. Parents make significant
psychologic adjustments and major adjustments in interpersonal, family, financial, social, community, spiritual, and
moral contexts. Rather than being incapacitated, parents
demonstrate their advocacy by searching for acceptable
resolutions to the issues and problems that they face. 53 .54.62
In practice, the issue of who decides is not usually raised
to the surface. Only when disagreement arises over what
measures will serve the child best does the question of
who decides become a thorny one. For example, during the
past two decades, the question of parents' rights to make
medical decisions for their children has gained national
attention. It began in 1975 with the case of Karen Ann
Quinlan,53 whose parents had to go to the New Jersey
Supreme Court to be allowed to remove their comatose
daughter from a ventilator. The Baby Doe cases in 1982
prompted an attempt by the federal government to take
decision-making power away from parents who refused any
medical intervention for seriously handicapped newborns. 12
Then in 1989 a father in a Chicago pediatric intensive care
unit held hospital staff at bay with a shotgun while he

unplugged the respirator from his son, who was diagnosed
to be in a persistent vegetative state. 64

Limits to Parental Authority
The social policy of the United States gives a great deal of
discretion to parents and pennits supplanting their authority
only when the child's interests are clearly and severely
threatened by parental action. Children exist and develop
within the context of their families. As long as parents do not
neglect those people under their care, society should not
intervene. However, society has a responsibility to intervene
when parents refuse to give care to children that would
clearly benefit them or when parents subject children to
clear harm. For example, parental rights do not include the
right to abandon or endanger a child. However, when
parents insist on undertreatment or overtreatment in situations in which the healthcare team is in disagreement, the
responsibility for decision making is less certain.
Healthcare team members should use their knowledge of
the child's health status to attempt to resolve disagreement
with the family rather than supplant the family's decisionmaking authority. The physician and other team members
must be certain that to withhold a specific treatment or a
specific procedure would result in serious harm that would
threaten the child's life. The process of informing parents
often causes pain and anguish for them. Yet to avoid gi ving
parents all the infonnation available about their child's
diagnosis and prognosis does not show respect for their right
to make infonned healthcare decisions and provide their
child with needed support. Informed consent demands being
given the infonnation and then being allowed to make
a choice.
The interests of parents and the family must take a high
priority but do not override the fundamental respect for the
best interest of the child. Accepting parental perceptions and
actions does not imply that they must be blindly accepted or
acted upon. Each person's conclusions are open to examination, reflection, and comparison to socially and politically
detennined norms of behavior. Parental decision must be
assessed in light of the child's diagnosis, expected outcome
with and without treatment, degree of uncertainty about the
outcome, quality of the child's life, probability of benefits
from treatment, and presumed burdens if treatment occurs or
does not occur. However, parents' unique interpretations of
their child's interests must be taken seriously. Based on an
understanding of the parental perspective, it is, as Rhoden
suggests, justified to begin the assessment with the assumption that parents are the best decision makers for their
children and that their child's interests are primary in their
decision making. 55 It is incumbent upon others who would
challenge the parents' motives and commitments to prove
that they should be disqualified as decision makers instead
of parents having to prove their motives and commitments
are authentic. Unless a child is in imminent danger of dying,
the healthcare team has a duty to both the child and family
to take the time and effort necessary to reach consensus on
treatment decisions.
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When assessing parents as decision makers, several key
questions are recommended: (I) Do the parents meet the
"reasonable parent" standard? (2) Is the parent's request
within a morally acceptable range of options? (3) What
evidence is there that the parents should be disqualified as
the decision maker? (4) Are there actions that could be taken
to enhance the parent's ability to act as their child's
surrogate such as support and empathic listening, provisions
for nourishment and sleep, transportation, counseling, child
care, housing, or other resources?
Despite efforts to enable their participation. some parents
may be unable or unwilling to function in their proper role
as surrogate. In these relatively rare instances, healthcare
professionals must seek an alternative surrogate decision
maker who can represent the interests of the child. The issue
of who will speak for a dying child is particularly poignant
when an infant is unable to speak for himself or herself and
does not have a parent advocate. Without a parent or
surrogate to give meaning to the child's interests, to create
opportunities to question, explore, accept, or reject the
recommendations of caregivers, the child becomes voiceless. The balance of sharing in decision making can be
tipped in favor of the interests of the healthcare providers or
the bureaucracy of an overburdened state welfare system
may jeopardize decision making. When morally appropriate
surrogates are not present, caregivers must be more vigilant
in adhering to and having in place stringent safeguards to
protect the interest of the infant or child. When a parent
surrogate is absent, additional safeguards are necessary to
monitor how the balance of benefit and burden are
interpreted to avoid using technology inappropriately or
allowing treatment to continue beyond its usefulness.
Clearly there will always be cases in which assumptions
about parental authority will be appropriately challenged;
however, these will likely be few in number if a process of
shared decision making is made a reality. Cases of abuse or
neglect of the child (when a serious conflict of interest
exists), or instances in which the parental decision maker
lacks decision making capacity or refuses to serve as the
decision maker are examples of the types of situations in
which parental authority may be challenged. Safeguards to
protect the interests of children, families, and healthcare
providers will continue to be necessary and prudent.

The Courts
Although there is wide latitude given to families to practice
various religions and lifestyles, courts have intervened to
protect children and have not permitted refusal of standard
medical treatment in life-threatening situations, for example, by parents who are Jehovah's Witnesses or Christian
Scientists. The courts justify this interference by invoking
the "parens patriae" doctrine; that is, the state's legitimate
interest in the welfare of children and its right and duty
to protect vulnerable people from harm. The "parens
patriae" doctrine is often used in legislation and authorizes
the state to intervene when parents fail to provide necessary
medical care. 66
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Ultimately, a court must decide when parents will be
disqualified as decision makers and another person designated to act in their stead. It is incumbent upon the
healthcare team to show the court convincing evidence of
why the parents should be removed as the child's decision
maker. It has been argued that when parents appear unable
to make decisions in the best interest of their child, a
healthcare professional-usually the physician-ought to
make the healthcare decisions. However, healthcare professionals are not necessarily unbiased participants. Personal
feelings of defeat and helplessness become interwoven with
their own individual beliefs about life and death. Conflicts
among the various agendas of research, education, and
treatment may slant their perspective.
A court may appoint a surrogate decision maker, who can
be another family member or a person who is not a member
of the healthcare team. The surrogate decision maker should
have knowledge of the facts of the child's case and should
be free of serious conflicts of interest. It is important that the
healthcare team understand the circumstances under which
the surrogate was appointed, which decisions the surrogate
can make, and what other judicial action may be occurring.
If the state removed itself completely from such situations, the consequences could be devastating for many
children. Yet, because of a primary belief that parents
want to and do act in their child's best interest, the healthcare team should guard against reaching premature conclusions about parental intentions.

NAVAGATING THROUGH ETHICAL ISSUES
There are many ways of discerning the ethical dimensions of
a situation or issue. The process of discernment is complex
and is influenced by emotions, scientific facts, values,
interpersonal relationships, culture, religion, the essence of
who we are, and myriad situational factors. All of these
elements converge to shape the way ethical questions are
framed. The discernment process involves clarifying factual, conceptual, and ethical issues. For example, when a
child is dying it is important to understand the diagnosis and
prognosis and to clarify any factual issues related to medical
care. Additionally, conceptual issues such as the meaning or
quality of life or what constitutes a life worth living may
also need clarification and discussion. Ethical issues such as
the reasons for forgoing certain life-sustaining therapies will
also require rigorous analysis and discernment.
When situations arise that precipitate feelings of ambiguity, conflict, or confusion, there is an occasion for reflection, analysis, and critique. A systematic process applying a
moral framework for pediatric decision making can help to
clarify and resolve the ethical tension. The first step is to
assess and clarify what is at stake in the situation and the
nature of the ambiguity, confusion, or conflict. Often important values of patients, families, and professionals such as
patient self-determination, prevention of harm, or relief of
pain and suffering may be in conflict. Responding to such
conflicts involves clarifying and verifying the medical, psychosocial, and spiritual facts of the case. This includes as-
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certaining: (a) who is involved in the case; (b) who has
decision-making authority-legally and morally-and the
role of the child in decisions; (c) the patient's diagnosis,
prognosis, and therapeutic options for treatment; (d) the
context for the decision including a chronology of events
and any factors that are influencing the decision making and
implementation of actions; (e) goals of treatment and reasons to support various viewpoints; (f) application of clinical and moral criteria used in reaching a decision with particular attention to the degree of certainty needed or desired
for decision making; and (g) determination of the healthcare
professional's moral and professional obligations. 67
Based on the Synergy Model, personal characteristics of
the patient-stability, complexity, predictability, resiliency,
vulnerability, participation in decision making and care and
resource availability---{)ffer a useful framework for illuminating the unique context for decision making. 3o For
example, stability, complexity, predictability, resiliency, and
vulnerability are key factors in assessing the child's clinical
condition, prognosis, or morbidity associated with illness or
injury. Assessing the child's and family's participation in
decision making and care and the personal, psychologic,
social, technical, and fiscal resources that the patient, the
patient's family, and the community bring to the situation
are essential for creating a comprehensive picture of the
situation. Based on the model, patient characteristics must
be evaluated on an ongoing basis as the situation evolves.
This process invites healthcare professionals and parents to
review these data regularly and continually assess goals,
treatment plans, and prognosis.
Following the assessment and analysis stage, it is
necessary to identify a range of reasonable options and the
reasons to support each. This involves clarifying the above
inforn1ation, determining the effectiveness of the proposed
treatments using a benefit-burden analysis for available
treatment options, evaluating the relevance of factors such
as age, quality of life, legal considerations, economics,
cultural, and other patient/family factors, and examining the
strengths and weaknesses of the moral arguments that
support each option. 67 Again, the Synergy Model offers a
useful framework for assessing these concerns.
The following questions may be helpful in this process67 :
• Is the decision within a morally acceptable range of
options?
• Does pursing a particular course of action violate other
highly valued moral principles such as avoiding harm
or self-determination?
• What competing personal or professional values
might affect your willingness to take moral action in
this case?
• What kinds of objections might be raised about the
proposed decision? How can you explain your decision
in a way that addresses those objections?
Once the analysis is complete the decision maker must
choose the option that advances the child's interests
best. The final step in the process is to implement the
decision, evaluate the process and outcomes, and detern1ine
what you have leamed that will be helpful in similar future

situations. Participants (parents and professionals) must
engage in a disciplined decision-making process that
includes procedural safeguards. Cassidy suggests a set of
procedural checks to evaluate the quality of the ethical
analysis (Box 6_5)68

Addressing Conflict
Providing care for critically children may result in controversy or conflict among patients, families, and healthcare
professionals. When healthcare professionals, older children, and families disagree about the treatment plan or
goals, a method for conflict resolution is necessary. During
moments of conflict or confusion, individuals may experience vague feelings of unrest or a generalized feeling of
distress or anxiety. At this stage such feelings may not be
fully comprehensible and only partially articulated. Emotions are often heightened as participants attempt to interpret
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Box 6·5
.
Procedural Check fQrEvaluating
the Ethical Analysis
.

.

.....

...

Clarity
Have participants been open and seen each factor as it is and
incorporated it into the system without distortions? Have
individuals projected their own views or values onto the
meanings of others statements? Have assumptions been made
or conclusions drawn without sufficient information or validation? Has a particular action or reason been labeled in a way
that short-circuits the initiation or continuation of the moral
work that is necessary to resolve quandaries and conflicts?

Consistency
Have key concepts such as quality of life, eurhallosia, etc., been
used consistently? Have terms or values been respected not
only when they would serve individual purposes or interests.
but also when they would inhibit them? Have the participants
clarified the meanings of terms and concepts?

Coherence
Do all of the clear and consistent parts of a judgment truly lit
together without contradictions or gaps? Are judgments sufliciently grounded in ethical theory, principles, and/or methodologies and lead to a rationally connected conclusion?

Comprehensiveness
Have all relevant views and factors been taken into account? Or, have the preferred elements such as facts, values,
etc., been included while confounding views and factors been
disregarded?

Conclusiveness
Have all countervailing views and arguments been openly
recognized and honestly refuted? Have I fairly won tI1e right to
claim that my conclusion is conclusive?
Adapted from Cassidy R: From principles to practice. In Cassidy R. Fleishman
A, eds: Pediatric l'thics-from principle." to practice. United Kingdom.
1996. Harwood Academic Publishers.
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their "gut feeling" that something is amiss. Individuals
often translate their intuitive and visceral signals into questions of "why are we doing this?" In response, individuals
may either become quite determined in attempts to have
their concerns acknowledged and discussed or become apathetic and retreat from the situation. Paying attention to
one's intuitive signals can create an opportunity for further
reflection and inquiry to identify and name the cause of the
anxiety and moral distress. During this period there may be
heightened levels of personal and professional hesitancy to
act according to the proposed plan of care. Questions of
"why are we doing this?" may become more intense. It is
prudent that individuals share their concerns with colleagues
and supervisors to avoid acting in isolation or implementing
risky, unreflective, unethical, or illegal plans. 67
For example, Sarah is a critical care nurse caring for
Joshua, a 4-year-old with end-stage neuroblastoma. Joshua
was transferred to the PICU 48 hours ago following a rapid
deterioration in his condition in response to gram-negative
sepsis. After initial stabilization with vasopressors, mechanical ventilation, neuromuscular blockade, antibiotics, and
narcotics, Joshua's condition has steadily declined. Although Joshua's parents have been aware of the possibility
of his death, they are clinging to the hope that he will be able
to recover from the sepsis. The team caring for Joshua
believes that it is unlikely that he will survive this episode
of sepsis and that death in imminent.
A family meeting has been arranged to discuss the
treatment plan. The physicians and nurses caring for Joshua
convey their concern about his condition and prepare the
family for the inevitability of his death. After appropriate
grieving, the family states that they "do not want Joshua to
suffer" and they agree that life-sustaining therapies should
be discontinued. The team agrees to do everything possible
to eliminate any distress during the process of treatment
withdrawal.
An order is written to administer a combination of
morphine sulfate at 10 times the current dose and a
neuromuscular blocking agent. Following medication administration, vasopressors and mechanical ventilation are to
be withdrawn. CPR is not to be initiated. Sarah calls the
physician covering the case and questions the infusion
regimen because it exceeds the unit standards for delivering
analgesia at the end of life and violates standards governing
the use of neuromuscular blockade. When Sarah questions
the order, the physician becomes defensive, stating, "Just
give the dose-he's dying anyway." When she returns to the
bedside, his mother begs her to "do something to end this."
In this example, Sarah is experiencing conflicting obligations: first, to advance Joshua's well-being by promoting
a humane death; to his mother who is begging her to end
Joshua's suffering (and hers); to the physician who has
ordered an inappropriate dose of medication; and to the
employing institution to practice within institutional, professional, regulatory, and legal boundaries. Without systematic reflecting, Sarah could become confused about the
moral justification for her actions.
First, Sarah must use her intuitive wisdom and her
clinical expertise to identify what is at stake in this situation.
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Second, it is useful to articulate and name the conflict using
ethical terms and concepts. In this instance, she may reason
that her primary goal is to relieve Joshua's pain and
suffering. Administering a dose of narcotic that exceeds her
assessment of his pain intensity combined with a neuromuscular blocking agent may threaten a moral boundary to
avoid intentionally ending a patient's life. Third, it would be
prudent to review the goals of treatment, the assessment data
regarding Joshua's pain, his responses to dosage changes in
the past, and to clarify the justification for using neuromuscular blocking agents with ventilator withdrawal, and to
reiterate the moral foundation of pain relief at the end of life
with the physician. Such clarification would also apply in
response to the mother's request within a context of
acknowledging and clarifying her fears and reassuring her
about the nurse's continued presence and support throughout the process. Fourth, Sarah must use the chain of command to clarify issues and address concerns in a constructive
manner. Nurses have an obligation to exercise their moral
agency in situations that are illegal or unethical. Fifth, it
would be helpful for Sarah to disclose the boundaries of
ethical practice to both the physician and mother. Based on
the ANA Code and End-of-Life Position Statements, she
must convey to the physician and Joshua's mother whether
she is willing to undertake any actions to intentionally end
the life of any person. At the same time, it is important to
reaffirm her commitment to providing humane care including aggressive treatment of pain, nonabandonment, continuing support, and presence. Sixth, Sarah may involve others
in helping to resolve the issue (e.g., ethics consultants, palliative care specialists, or other advisors). Finally, Sarah must
decide whether this situation warrants her conscientious refusal to participate in implementing the orders written for
the patient. If she reasons that she cannot, she must ensure
that the patient is not abandoned or compromised as a result
of her refusal. In this case, following the institutional process for conscientious refusal, mandated by JCABO, is
essential.69
When approaching a questionable or controversial act or
decision, special caution is advised as a response is
formulated. Before acting upon the physician's order and the
mother's request, further deliberation is warranted. The
following questions can assist in clarifying issues and
describing the nature of the ethical quandary67:
• Is the situation emotionally charged? Has the emotional nature of the situation changed over time? What
is the emotional tenor of those involved in the case?
Patient? Family? Healthcare professionals? Have relationships and interaction patterns changed?
• Has the patent's condition significantly changed? Is
there confusion about the facts or values that surround
the case? Is there explicit or overt conflict, disagreement, or questioning about the course of care? Is there
some patient circumstance or characteristic (social,
religious, economic, cultural, clinical, psychologic)
that is unduly influencing decisions?
• Is there evidence of increased hesitancy about the right
course of action? Is there increased resistance to
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implementing the proposed plan of action? Is there
evidence of intimidation, manipulation, coercion, or
threats being leveraged by healthcare professionals,
families, patients, or others?
• Is the proposed action a deviation from usual or
customary practice? Does this action violate a practice
standard or professional code of ethics?
• Is there a perceived need for secrecy around this
action? Could a disinterested party interpret this action
differently? Could you openly disclose the proposed
action to the patient, family, colleagues, or the public?
Would those involved be willing to be challenged,
sanctioned, or punished for their actions by licensing
boards, legal decision, professional organizations, or
the public?
Answers to these questions may be helpful in articulating
the nature of the ethical conflict, ambiguity, or confusion.
Initiating this process of assessment and discernment may
resolve the conflict. General strategies for resolving ethical
conflicts are included in Box 6-6. In other instances, this
process will be the beginning of a longer process that may
involve ethics consultants or committees.

Environments That Support Ethical Practice
Critical care environments may be conducive and supportive of ethical thinking and decision making or may erect
numerous formal or informal barriers to the process. Formal
barriers may result, for example, from the development of
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Box 6-6
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Strategies for Addressing Conflicts

• Anticipate and address ethical concerns in a proactive
manner.

•
•
•
•
•
•
•
•

•

•

Be accessible and fully present in each encounter.
Create an atmosphere of open communication
Listen without problem solving.
Engage in nonjudgmental listening.
Acknowledge a common commitment to the child's
well-being.
Admit areas of uncertainty and the limits of
prognostication.
Communicate decisions and plan of care honestly and
openly.
Provide a forum for staff to discuss and understand the
decision and the decision-making process that is not
focused on convincing those who share different views.
Develop policies regarding end-of-life care and decision
making including do-not-resuscitate orders, forgoing
life-sustaining treatment including medically provided
hydration and nutrition, pain management, and terminal
sedation.
Honor healthcare providers' requests not to participate in
morally objectionable situations based on hospital policy.
When standard methods fail, involve outside parties such
as ethics committees or ethics consultants.

end-of-life care institutional policies that are ambiguous,
controversial, or ignored. Additionally the traditional hierarchy within medical institutions may effectively silence
those who challenge the authority of physicians or administrators, or question the intent or substance of institutional
policies. 7o
An ideal environment would bring into harmony ethical
standards, the scientific basis for care, a holistic approach,
and a family-centered focus. Pluralistic values and beliefs
would not have to clash, but could be openly acknowledged
and truthfully communicated in order for harmony to exist
and for honorable decision making to occur. The following
strategies may promote better care through the development
of an environment that promotes ethical practice.
Clarify Personal and Professional Values. Selfreflection and a process for clarifying personal and professional values that influence the provision of pediatric
critical care is an essential first step in creating an ethical
practice environment. Within this process, healthcare professionals must explore within themselves the boundaries
of their commitment to accommodate values and commitments that are different from their own. For example,
professionals who hold a strict sanctity of life view may
find a request to forgo life-sustaining treatment morally
objectionable. In such instances the person must ask what
it would take to be able to accommodate and respect the
conscience and integrity of another while preserving one's
own. In the end, the person must determine whether
integrity-preserving compromise is possible or whether the
threat to one's deeply held values requires conscientious
refusal to participate.
Specify Norms of Professional Behavior and
Clinical Practice. A key element in developing an ethical
practice environment is to engage in a process of defining
norms of professional behavior and clinical practice.
Ideally, members of the community would be involved in
developing the norms for end-of-Iife care, care of children
with disabling or life-threatening conditions, etc., through
participation in focus groups or institutional committees.
Norms may include, for example, expectations about
the process for decision making, advance care planning, pain and symptom management, end-of-life care,
conflict resolution, professional communication, and collaboration. These norms become the "benchmarks" for
evaluating quality of care and are the basis for professional
accountability.70
Develop Processes to Monitor and Evaluate
Ethical Performance. Once norms are developed, it is
essential that individuals are held accountable for upholding
the norms of behavior and ethical performance. One
mechanism for monitoring adherence to agreed-upon norms
for clinical care is through quality improvement mechanisms. Through these mechanisms variances can be documented and strategies for recognizing excellence and
addressing deficiencies developed.
Standards for ethical performance for the entire organization help to uphold the ethical values and behaviors.
Structures to monitor ethical performance may include
integration of ethical performance into quality improvement
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activities, and mechanisms for identifying and dealing
with ethical violations, conscientious objection, and public
accountability.
Develop a Culture of Integrity. The goal of monitoring and evaluating performance is not merely to
detennine whether compliance standards are met. Rather,
the goal is toward a commitment to integrity in relationships, services, and decisions. If an institution is not clear
about what it values, then decisions are likely to be guided
by individual values and may result in incongruencies in
clinical care or between the employees and the institution's
leaders. Attitudes and actions of individuals at all levels of
the organization are a tangible sign of their commitment to
the values they espouse 70
Integrity is essential for maintaining a coherent professional identity that is based on compassion, caring, and trust
and for preserving self-esteem. For professionals to see
themselves as being trustworthy, they must believe that what
they are doing is consistent with their personal or professional standards and moral guides. If professionals perceive
that their personal or professional standards are being
undennined or that there is inconsistency between what they
believe and how they behave, their integrity is compromised. When integrity is threatened, professionals may be
unable to convey confidence in their clinical practice to
patients or others, their communication may be thwarted,
their ability to respond compassionately to the needs of
others may be eroded, and ultimately, the quality of patient
care will be undennined.
Create or Refine Structures That Support Ethical
Inquiry and Action. An ethical practice environment
demands systems that support proactive identification and
addressing of ethical issues. Participating in institutional
ethics committees, creating and offering a curriculum for
ethics education, developing forums such as ethics rounds
for interdisciplinary discussion of ethical issues, and organizing ethics councils or interest groups are essential
strategies to promote ethical inquiry and action. Each is
described below.
Institutional Ethics Committees. Institutional
ethics committees are an important tool for promoting
individual and institutional sensitivity to the ethical issues
faced at the bedside. When healthcare professionals, older
children, and/or families disagree about the treatment plan
or goals, a method for conflict resolution is necessary. Since
the 1980s ethics committees have become a common
institutional mechanism for clarifying, analyzing, and resolving difficult ethical issues. The Joint Commission on
Accreditation of Healthcare Organizations (JCHAO) now
requires healthcare institutions to have a mechanism for
addressing ethical issues. In many cases, this involves a
multidisciplinary ethics committee.? I Most often ethics
committees are used when standard approaches to decision
making through collaboration are insufficient or are not
successful in resolving the ethical tensions. Generally ethics
committees function in an advisory capacity and in many
cases provide education, mediation, support, and external
review. Standards for ethics consultation have contributed to
greater awareness of the need for consistency in approach,

125

specialized knowledge and skill, a systematic process. and
ongoing education and evaluation. 72
Ethics committees can assist parents and caregivers to
reflect upon, analyze, and develop ethically sound responses
to the ethical issues that may arise, particularly at the end of
life. Ethics committees can provide a forum of impartiality
to assist parents and healthcare professionals in the process
of ethical decision making. Complex issues coupled with
obvious disagreement about what the treatment should be or
who should decide invite ethics committee consultation.
Most ethics committees provide (I) education about ethical
principles that guide decision making; (2) a forum for airing
feelings and conflicts about dilemmas; (3) a system for
emotional support for healthcare professionals and families;
and (4) an interdisciplinary group to fonnulate policies that
guide decision making. Generally, the actions of the
committee are purely consultative and are not binding on
any professional. However, submitting ethical dilemmas to
uninvolved parties for consideration allows for objective
discussion of various viewpoints.
The generic makeup of an ethics committee is not
uni versally agreed upon. The consultation process is enhanced when committees include diverse representation
including physician, nurses, social workers, chaplains,
administrators, parents, and community members. A broad
perspective enhances contributions on issues that may
require knowledge about organizational systems and external resources that may aid decision making. Other committee members may include ethicists and/or attorneys, ideally
ones without an institutional conflict of interest. It is most
important that all committee members are willing to look
beyond their own values and preferences and view issues
from the patient's perspective. The members should have a
desire to be informed about ethical theory and principles, as
well as current issues. The members must be willing to listen
to each other; accept ambiguity; and be reflective, critical
thinkers 20
Access to ethics committees should be available to all
members of the healthcare team, patients, and families. The
committee should develop procedures to ensure timely and
effective consultation. Written information that outlines the
committee's roles should be provided to staff and families.
Ideally parents and professionals are proactive in addressing
ethical concerns. Professionals should anticipate decision
points and potential sources of disagreement and conflict
and regularly review and revise treatment goals based on
patient/family preferences.
The involvement of the courts in resolving conflict
should be reserved for cases of intractable conflict and only
as a last resort. Professionals and parents must consider the
limitations of the courts in resolving value conflicts and
what the appropriate role the courts can play in resolving
disputes. Pursuing court intervention necessarily alters the
nature of the relationships and may serve to create or
exacerbate adversarial tensions. It is prudent for ethics
committees and attorneys to work collaboratively to appreciate both the ethical and legal context of troubling cases.
The legal response may not necessarily be the best moral
response. Therefore, the process of working through diffi-
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The Practice Environment

cult cases must first focus on what is justifiable from an
ethical perspective and how to address the legal concerns
that accompany the best decision.
Ethics Education. Healthcare professionals who
work in critical care units have been expected to be experts
in the moral issues that surround life and death. Unfortunately, most have received little education in ethics. Many
professionals still practice with the belief that one's desire to
do good is directly proportional to how much good is
actually done. Thus, when called upon to buffer the
powerful reality of disease and disability and to make sense
out of alternative courses of action, healthcare professionals
may not be successful.
Nurses can enhance their decision-making ability by
taking advantage of educational opportunities that focus on
ethical analysis and the specific moral issues faced by
critical care nurses. Ethics education helps practitioners
make moral choices based upon reason rather than intuition.
Hospitals can provide a variety of educational opportunities
for both nurses and physicians that enhance their knowledge
of ethics and their collaboration. Grand rounds, unit-based
rounds, and journal clubs are excellent additions to formal
educational seminars.
Ethics Rounds. Ethics rounds are similar to other
formal case discussions. However, in ethics rounds the
clinical aspects of the case become the backdrop for an
organized discussion of the ethical dilemma and possible
solutions. Ethics rounds can be multidisciplinary or confined
to a homogeneous group such as nurses in the pediatric
critical care unit. To be helpful, these rounds must be
regularly scheduled and conducted by a skilled leader with
knowledge in bioethics. It is helpful if this individual is also
a nurse or is a person experienced in working with nurses on

resolving ethical issues so that nursing concerns are raised
and discussed. Ethics rounds can be a discussion of
retrospective or concurrenl cases. They offer an opportunily
to consider ethical concerns prospectively, rather than
operaling from a crisis position. The goal of these rounds is
not to make clinical decisions, but to discuss moral
problems confronting caregivers.
A commitment to ethical practice will incorporate a
variety of these mechanisms, depending on the resources,
priorities, and culture of the institution. Awareness of ethical
principles and theories, a methodology for ethical analysis.
and institutional support are key ingredients to support
quality care and the integrity of parents and healthcare
providers.

SUMMARY
Ethical reasoning and deliberation are essential for optimal
care of critically ill children and their families. Understanding current ethical issues and a process for ethical
decision making allows nurses to participate fully as a team
member and patient advocate. Creating an ethical practice
environment for professional practice and patient care
involves establishing an environment in which communication and coordination of care are optimized, the focus
is on the best interests of the child, and there are continual
efforts to encourage the child's participation in decision
making. Providing ongoing education through ethics
rounds and participation in ethics committees will immeasurably enhance the ability of the healthcare team to
support patients and families, as well as one another, when
addressing the ethical issues that arise in pediatric critical
care.
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