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Abstract

Care for children as they near the end of life is difficult and very complex. More difficult still are 

the decisions regarding what interventions are and are not indicated during these trying times. 

Occasionally, families of children who are nearing the end of life disagree with the assessment of 

the medical team regarding these interventions. In rare cases, the medical team can be moved to 

enact a do not attempt resuscitation (DNAR) order against the wishes of the patient’s parents. This 

manuscript presents one such illustrative case and discusses the ethical issues relevant to such 

challenging clinical scenarios. The authors posit that such a unilateral do not attempt resuscitation 

order is only appropriate in very limited circumstances in pediatric care. Instead, focus should be 

placed on open discussion between parents and members of the clinical team, shared decision-

making, and maintenance of the clinician-parent relationship while simultaneously supporting 

members of the clinical team who express discomfort with parental decisions. The authors propose 

an alternative framework for approaching such a conflict based on clinician-parent collaboration 

and open communication.
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INTRODUCTION

Care for children at the end of life is complex, requiring medical knowledge, interpersonal 

skills, and the involvement of numerous subspecialists. Decisions about which interventions 

are warranted at the end of life can be even more complicated, bringing into question 

medical facts as well as individual values and biases. Complicating matters further are cases 

in which the child’s parents and medical team are in disagreement. Many hospitals have 

guidelines for management of such situations, but these cases remain highly charged for all 

involved. Several recent policy statements highlight the complexity of these contentious 

scenarios and the strong reactions they elicit.1,2 One particularly challenging disagreement 

involves cardiopulmonary resuscitation (CPR) of a child with a terminal illness and no 

known curative options.

We present the case of one such patient and propose a framework for an approach based in 

tenets of clinical ethics and palliative care.

CASE PRESENTATION

Baby G is seven months old and has advanced liver failure. He was born full-term and 

developed jaundice shortly after birth. Despite evaluation at several medical facilities, a 

unifying diagnosis could not be found. He is now severely malnourished, with significant 

ascites and poor liver function. He is irritable, likely due to hepatic encephalopathy, and is 

becoming increasingly inconsolable. Despite his condition, he is on room air with stable 

vital signs.

Supportive therapies are initiated to correct his metabolic derangements and improve his 

nutritional status. Although the etiology of G’s liver failure is unclear, liver transplantation is 

the only curative option. Baby G, however, is ineligible for transplant evaluation due to 

complex social factors.1 His mother is resolved to get him a transplant and is uninterested in 

discussing alternative hopes or goals of care.

The medical team is at an impasse – they are faced with a critically ill child for whom 

curative options are not available but for whom the mother will not consider non-curative 

goals of care. Some distressed members of the care team feel that intensive care for G is 

futile; they wish to override the mother’s wishes and enter into Baby G’s chart a unilateral 

do not attempt resuscitation (DNAR) order.

1Baby G was ineligible for transplant evaluation because he did not have health insurance or means of payment as a result of recent 
immigration to the United States. This eligibility criterion itself is ethically charged, but a full discussion of this issue is beyond the 
scope of this manuscript.
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FUTILITY

Cases like this can cause angst among members of the medical team, a condition referred to 

as “moral distress.” First defined as a circumstance in which one “knows the right thing to 

do, but institutional constraints make it nearly impossible to pursue the right course of 

action,”3 moral distress may also describe a situation in which a provider’s sense of “right” 

is in conflict with the wishes of a patient/surrogate.4,5 This often is related to the belief that 

an intervention is “futile,” a term that has gone in and out of favor in recent years. Over the 

past 30 years, researchers have attempted to delineate the concept of futile (or non-

beneficial) interventions.6–8 An intervention has been described as quantitatively futile if it 

has been successful in <1% of cases or qualitatively futile if it portends an extremely poor 

post-intervention quality of life.9,10 Most now draw distinction between ineffective 

interventions (physiological futility) and those that would not be of sufficient benefit to the 

child. The first is a medical assessment – antimicrobial therapy, for instance, would not be 

medically effective to treat a respiratory virus. The second is a value judgment. What is 

deemed sufficiently beneficial to one party might not be to another. Determinations of 

benefit typically are based on an individual’s experiences, cultural and religious beliefs, and 

future goals. While healthcare professionals decide what is physiologically futile, 

determinations of benefit for an individual child are far more nuanced but, with few 

exceptions, should ultimately lie in the hands of the child’s parents.

Inherent in weighing risks and benefits of any intervention is the expectation that providers 

can reliably predict the intervention’s outcome. Unfortunately, healthcare providers are 

rather inaccurate in prognosticating when patients will die and which interventions will or 

will not prolong life.11–13 Definitions of “futility” vary greatly, equating to estimated 

survival rates anywhere from 0 to 60%.14,15 If clinicians cannot agree on how futility is 

defined or what will happen to a patient with or without a given intervention, it becomes 

very difficult to call any particular intervention futile, even in the physiologic sense. Recent 

movements to replace “futile” with “potentially inappropriate” or “likely non-beneficial” do 

little to rectify this problem.1,2

One illustrative case study of the role of the futility determination is the Texas Advance 

Directives Act, legislation aimed at providing an extrajudicial means of resolving conflicts 

about end-of-life decisions between patients/surrogates and medical providers.16 Some have 

argued that this law provides a legal and moral “safe harbor” for resolving futility disputes 

and aids in conservation of scarce medical resources.17–19 Others have called the statute 

biased and unfair, as committees reviewing the cases sided with the clinicians in >90% of 

cases,20,21 and in the only published report of pediatric patients for whom the law was 

applied, all patients were either Hispanic or African-American.22,23 Such findings raise 

significant concerns about justice and equity, two considerations of great importance in 

modern medical care.

THE UNIQUE CASE OF PEDIATRICS

In modern medical practice, adults have the autonomous right to make “poor” decisions 

about their medical care. While the medical team may disagree with a competent adult’s 
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decision to forgo treatment for a curable disease with non-morbid treatment, for instance, the 

team must respect the patient’s autonomy and cannot override such a decision. In pediatrics, 

parents are generally accepted to have the right to make medical decisions for their children, 

but these rights are not without limit.24

Various frameworks have been proposed to determine when healthcare professionals are 

justified in superseding individuals’ wishes, but the bar is quite high for overruling parents’ 

decisions regarding the care of their children.24–26 Pediatricians generally do not favor 

overriding parents’ medical decisions for their children, typically doing so only in the setting 

of clear and present harm. Diekema’s “harm principle” is one oft-cited threshold for state 

intervention in the setting of parent-physician conflicts,27 further operationalized by 

Gillam’s “zone of parental discretion.”28 For conflicts around pediatric end-of-life 

resuscitation, we favor Ross’ construct of constrained parental autonomy, wherein parents 

have “a presumptive right to non-interference” that is restricted only if parents fail to provide 

for their child’s basic needs or disrespect his/her developing personhood.29

This model calls for healthcare professionals to override parents’ wishes only when 1) 

parents refuse an efficacious, likely successful treatment, thus threatening the child’s life or 

putting him/her at great risk for serious/significant morbidity; or 2) parents request 
treatments that are “virtually futile and inhumane.”29 Though we have addressed the hazards 

of calling an intervention “futile,” we feel this model is an appropriately stringent standard 

for considering parent preferences regarding end-of-life resuscitation in the setting of 

terminal illness.

We posit that the decision to override parent preferences regarding interventions at a child’s 

end of life should be limited to cases in which the parents’ request is clearly malicious 

and/or an obvious violation of the child’s well-being. As in the model of constrained 

parental autonomy, this bar intentionally is set quite high, as allowing a child’s life to end 

without attempting CPR over parental objections is a decision not to be taken lightly. Only 

extreme actions such as overt child abuse meet these stringent requirements. For example, 

parent belief in the sanctity of life is a common reason for parent-clinician conflict in end-

of-life decision-making.30,31 Temporarily keeping a child with terminal cancer and 

respiratory failure on a ventilator because continued life is the parents’ highest value 

supports this belief and should not be grounds for unilateral action. It is immaterial whether 

parent preference is based on religion or other sociocultural leanings; rather, what matters is 

that the parents feel each moment of life has meaning unto itself. This value is assigned by 

the family, not the healthcare team.

Parental motivations certainly matter: in contrast with the prior example, parents who wish 

to keep their child on a ventilator to continue receiving dependent tax or supplemental 

security benefits can (and likely should) be questioned. Only if parents clearly are being 

malicious and/or are in obvious violation of a child’s well-being (such as cases of medical 

child abuse, Munchausen-by-proxy, or keeping the child alive solely to continue to receive 

governmental benefits) should the right to decide what is or is not done for a child be 

wrested from them. While conceptualizations of “well-being” vary by individual, that is not 
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to say that this is a purely subjective standard. Nonetheless, parents’ preferences regarding 

end-of-life resuscitation should be fulfilled in all but exceedingly rare circumstances.

Clearly, the healthcare team is not obligated to provide all interventions requested by parents 

to prolonging the child’s life. For example, extracorporeal membrane oxygenation (ECMO) 

or surgical intervention need not be performed if requested by parents when there is team 

consensus that these are not medically indicated (i.e., would be physiologically futile). 

Unlike other medical interventions, current practice – whether by policy or law – requires 

that CPR be attempted by default in the event of cardiopulmonary arrest or to be discussed 

with patients/families – even when not recommended – and that decisions about resuscitative 

efforts (and limits thereof) be made together.

DO NOT ATTEMPT RESUSCITATION ORDERS

The complexity of these issues becomes apparent when discussing initiation of DNAR 

orders, particularly unilateral DNAR orders. Most commonly utilized for adults with 

terminal illnesses, DNAR orders are used in a similar fashion and with similar goals in 

pediatric care. The primary difference is that for adults, the competent patient or his/her 

designated surrogate is the individual who decides to forgo resuscitative efforts, whereas in 

pediatrics, the child’s parent is the usual decision-maker.

Though this difference is relatively small in the setting of a standard DNAR order, its 

significance becomes greater when the patient/parents do not agree with the healthcare 

team’s plans to withhold resuscitative measures. In such cases, the team sometimes will opt 

to enter a DNAR order in the patient’s chart without consent from the patient or surrogate, 

an act known as a unilateral DNAR order. Some have argued that a DNAR order should 

never be placed without explicit assent/consent.32 In placing a unilateral DNAR order, the 

clinician implicitly takes on the role of surrogate decision-maker and states his/her belief 

that attempts at resuscitation would not be in the patient’s best interest.

In recent years, however, many have questioned whether the best interest standard is 

appropriate in pediatrics.29,33–39 Parents’ decisions for their child need not be the “best” 

decision but rather must be above a certain level of acceptability. Additionally, parsing the 

interests of a child from those of the parents/family can be difficult, further limiting the 

utility of the best interest standard in pediatrics. As discussed above, constrained parental 

autonomy is a more appropriate and forgiving approach. This model fits what usually is 

done in standard pediatric practice: though healthcare providers may not always agree with 

parents’ choices, they only intervene if those choices are clearly malicious and/or an obvious 

violation of the child’s well-being. This gives parents the benefit of the doubt and 

acknowledges that unless there is convincing evidence otherwise, parents are assumed to be 

looking out for what they believe to be best for their children.

SOCIOCULTURAL DIVERSITY

With important issues such as these, we must also consider the diversity of our patient 

population. Today, pediatric patients are of many different races, ethnicities, and nations of 

origin, and their families have widely varying sociocultural beliefs. While disagreement 
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remains regarding how to consider differential standards of care in areas of differing 

socioeconomic status (e.g., developing versus developed nation),40,41 the same does not 

apply to patients of different financial means or backgrounds treated at a single institution. 

When faced with disagreements over medical interventions, we must ensure that our patients 

are offered treatments justly and equitably. Research has shown, however, that those of low 

socioeconomic status, low health literacy, and different racial, ethnic, and religious 

backgrounds may both think differently about choices at the end of life and be given 

different options.20,42–45 It is not difficult to imagine that unilateral DNAR orders would be 

ordered more commonly for patients with different beliefs than their healthcare team and for 

those who do not have the means or wherewithal to object. A recent policy statement put 

forth by the Society of Critical Care Medicine minimizes the significance of these 

differential beliefs,2 and experience with the Texas Advance Directives Act has done little to 

assuage these concerns.23,46

CASE PRESENTATION, CONTINUED

Baby G is at risk of death from a range of causes including acute bleeding, infection, 

electrolyte imbalance, and respiratory failure. Presently, however, he is clinically stable 

without signs or symptoms of imminent decompensation. His mother’s stated goal is to 

provide any therapies that will keep him alive, and she continues to express hope for a 

miracle.

Providers agree that Baby G may die very soon due to an acute event but also may live for 

many months. The team expresses moral distress – if he were to have an acute event, should 

CPR be performed as his mother wishes, even though some members of the team feel that 

CPR would not be in G’s best interest? To declare that CPR would be unconditionally futile 

(non-beneficial) for Baby G is a value judgment that the only worthwhile goal is long-term 

survival. Recovery from an acute arrhythmia, opioid side effect, or septic episode to return to 

the chronic state of living with advanced liver disease without an option for transplantation 

might be a poor outcome for some but a good outcome for others.

COMMUNICATION AND GOALS OF CARE

In any assessment of the potential benefits and burdens of resuscitative measures, there is an 

inherent judgment regarding what constitutes a “good” outcome. For some, prolongation of 

life itself is the goal; others may define quality of life differently. This dictates that parents’ 

voices be included in any decision about their child’s end-of-life care. Providers must assess 

the risks and potential benefits of treatment options, but to determine if a given outcome is 

good, we must understand parents’ goals and values.

Establishment of goals of care can best be achieved through open-ended questioning in a 

setting of trust and collaborative communication (Table 1).47 Clinicians can query parents 

about their hopes, worries, and next steps in treatment based on their understanding of their 

child’s status. This collaborative paradigm shifts the interaction from a delivery of 

information, debate, and oversimplification to one of learning, exploration, and 

understanding of complexity.48 It is empowering to bring parents into the decision-making 
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process by asking them to help the medical team understand their perspectives. Challenging 

the hopes of parents should be avoided, even if these hopes seem physiologically impossible. 

Unrealistic expectations are problematic; unrealistic hopes are not.

Utilizing shared decision-making, the medical team can present parents with a clear 

recommendation based on knowledge of the medical facts and the parents’ value system and 

ask if they agree with these plans.49 This directed approach may be interpreted by some as 

paternalistic, but the recommendation is central to truly shared decision-making.50,51 

Support from the palliative care and/or ethics teams may be beneficial in such situations, 

both to support parent-clinician discussions and to help alleviate provider moral distress that 

may arise.52

Making a recommendation about resuscitation status and seeking parental agreement is very 

different than initiating a unilateral DNAR order. Offering a recommendation acknowledges 

differences in views while still attempting to lead parents toward interventions that the 

healthcare team feels to be most appropriate for the child. In contrast, the unilateral DNAR 

simply supersedes parental decisions. Though subtle, this distinction is important. The 

former empowers parents while still enabling the team to professionally guide the family, 

while the latter takes advantage of the clinician-parent power imbalance to throw parents’ 

disagreements aside. Furthermore, while a unilateral DNAR abruptly and aggressively ends 

the conversation, a recommendation maintains the clinician-parent relationship and invites 

further discussion. If the parents do not agree with the recommendation, the discussion can 

begin again later with further inquiry into the parents’ reasoning and subsequent 

reevaluation of the child’s status, the parents’ goals of care, and the treatment plan. In the 

interim, any moral distress that is expressed by providers should be acknowledged, 

supported, and addressed. Recognition of this distress and provision of support for the 

healthcare team is integral to the care of the patient and to the morale and well-being of the 

team. Provider distress alone, however, is insufficient grounds to supersede parental 

decision-making.

CHALLENGING THE “ALL OR NOTHING” DICHOTOMY

A common misconception that further complicates communication about resuscitation status 

is the belief that CPR is an “all or nothing” phenomenon.53 Classically, the belief existed 

that CPR was ineffective after 10–20 minutes, but recent work indicates that individuals may 

survive with favorable neurologic outcomes following resuscitations of much longer 

duration.54,55 This has led to recognition that both initiation of CPR and ending a code are 

complex decisions that require significant individual clinician judgment and tailoring to each 

clinical scenario.56 Such personalization of care – delivery of care in a medically appropriate 

manner – is common in medical practice. It is absolutely vital when considering if and how 

to resuscitate a pediatric patient at the end of life. Such a process allows for consideration of 

situational factors and context far more than could be accomplished by simply checking 

“yes” or “no” on a DNAR order in advance of an arrest.

A “medically appropriate” code should not be confused with a “slow code,” however.57–59 

We support provision of a tailored, appropriate period of high-quality CPR while 
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investigating possible acute, reversible causes for the patient’s arrest. If no such cause is 

found, the resuscitation leader can stop resuscitative measures following an individually-

defined appropriate duration. An “appropriate” code might last only a few minutes for one 

patient but much longer and with more invasive interventions for another, when considering 

the parents’ goals of care, the patient’s clinical circumstances, and other contextual features. 

Individualization imparts variability in practice, but all care, including at the end of life, 

should be malleable and individualized. This individualization gives providers – some of 

whom may question the appropriateness of CPR – input into what an appropriate code 

should entail for each patient, thereby minimizing provider discomfort/distress and 

maximizing expert engagement. A growing literature considers what an appropriate code 

might entail (and for how long),56–58,60–62 but a comprehensive discussion of this is beyond 

the scope of this manuscript.

This blended, flexible approach requires that providers accept a degree of uncertainty. 

Education and support are needed to ensure all team members share a common 

understanding of how practice can and should be tailored for each individual patient, 

particularly when not all members of the team agree regarding the appropriateness of 

resuscitative measures. Again, ethics and/or palliative care teams can assist with such 

endeavors.

AN ALTERNATIVE MODEL

Most often, the medical team and parents agree about initiation of a DNAR order; 

occasionally the team does not explicitly agree with the parents but is willing to defer to 

parental wishes. Though uncommon, entrenched disagreements are highly charged and 

distressing for all involved. We propose a model (Figure 1) that includes active solicitation 

of the input of parents and significant effort to defer to parental wishes, only overruling 

those wishes when they or the reasons for them are clearly malicious and/or an obvious 

violation of the child’s well-being. This model engages parents and the medical team in 

active communication in attempt to come to consensus about what to do in the case of a 

child’s arrest. All parties are encouraged to voice their perspectives in a respectful and 

collaborative fashion.

Imposing a unilateral DNAR order can irreparably fracture the clinician-parent relationship 

at a time when that relationship is needed more than ever. Though potentially time-intensive 

and complicated, this approach gives parents a strong voice in their child’s care at the end of 

life, provides the healthcare team the opportunity to impart its clinical expertise, maintains 

or even strengthens the clinician-parent relationship, and hopefully provides the child in 

question with an elusive “good death.”63 The time has come for clinicians to take to heart 

the words from Robert Truog’s landmark piece from 2010: “providing non-beneficial CPR 

can be an act of sincere caring and compassion” and has “a limited but legitimate place in 

the practice of medicine.”64
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CASE CONCLUSION

With excellent supportive care in the intensive care unit, Baby G stabilizes, and, after many 

discussions between the medical team and Baby G’s mother, he is transferred to a chronic 

care floor with orders for full resuscitative efforts. Due to the unwavering advocacy of his 

mother, G is reevaluated and listed for liver transplantation. He lives in the hospital for three 

months, during which time he grows his first tooth, takes many smiling photos, and wins the 

hearts of nurses and staff. Unfortunately, while awaiting transplant, Baby G dies from 

gastrointestinal bleeding that could not be controlled with intensive care and surgical efforts.

Since his death, his mother has expressed extreme gratitude not only for the time she had 

with him, but also for the valiant efforts of the healthcare team as they provided CPR in his 

final moments.
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FIGURE 1. 
An approach to navigating discussions with patients and families about resuscitation status 

for children with life-limiting illnesses/conditions
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TABLE 1

Open-ended phrases to facilitate collaborative communication and shared decision-making

Beginning the conversation

“Tell us about your child before he/she became sick. What was important to him/her and his/her quality of life?”

“What is your understanding of your child’s illness/condition?”

Eliciting goals of care

“As you think about your child’s illness/condition, what are your hopes?”

“As you think about your child’s illness/condition, what are your worries?”

“You mentioned that what is most important to you is that your child be cured. We are hoping for that too. However, if the time comes when a 
cure isn’t possible, what would be most important to your child and your family?”

Talking about the possibility of death

“We hope that your child will get better, but I am very worried that our treatments will not be successful”

“Although no one knows for certain what will happen for your child, most children who are in this situation do not survive”

Talking about what to expect

“Would it be helpful to talk about what to expect if your child’s illness/condition gets worse?”

“Have you experienced anything like this before in your family?”

Adapted from Mack and Wolfe.45
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