


5.  Treatment Decisions for Seriously Ill Newborns
	
The birth of a child is normally a time of joy for parents and other family members. Unfortunately, some parents are faced with the trauma of making life and death medical treatment decisions for seriously ill newborns.  
This occurs in the case of babies born prematurely, especially in the case of extreme prematurity. (1) For example, some pregnant women are at risk for delivering the baby during the periviable period. This refers to “newborns delivered near the limit of viability whose outcomes range from certain or near-certain death to likely survival with a high likelihood of serious morbidities” (2). This period is dated as delivery occurring from 20 weeks to 25 weeks of gestation. (3).  In the event of periviable delivery, parents will be faced with decisions about whether to initiate resuscitation and intensive care measures (e.g., intubation, chest compressions, administration of the drug epinephrine, mechanical ventilation) for their child or to opt for palliative care only. (4) 
Even full term babies can suffer from acute illnesses, such as pneumonia, sepsis, or meningitis, which require care in the NICU (neonatal intensive care unit) if the child is to have any chance at survival. (5) Or again, babies can be born with congenital anomalies, such as the genetic disorders Trisomy 13 (Patau syndrome) or Trisomy 18 (Edwards syndrome) which are considered life-limiting conditions.  Congenital heart defects are common among these infants, and decisions must be made about whether to undertake corrective surgery. (6)  
Emotionally, these medical treatment decisions faced by parents “are extremely distressing because the life on the line is that of a newborn, a voiceless and defenseless person whose life has barely begun and whose future should be open to great possibilities.” (7) We describe guidance which can be offered to parents in making these decisions. 

Principles for Making Medical Treatment Decisions
Various standards have been proposed for making treatment decisions about seriously ill newborns. (8)  Catholic health care ethics applies the principle of  benefits and burdens, which is the current understanding of the “ordinary” and “extraordinary” treatment distinction. (9) Specifically:
· There is a moral obligation to undertake medical treatments which offer a reasonable hope of benefit and do not entail an excessive burden or impose excessive expense on the family or the community. (10)
· It is morally permissible to forgo (withhold or withdraw) medical treatments which do not offer a reasonable hope of benefit or entail an excessive burden, or impose excessive expense on the family or the community. (11) 
For an extended explanation of these principles, see the chapter Making Decisions about Using or Forgoing Life-Sustaining Treatments in this Handbook. 
In applying these principles, it may be helpful to keep the following questions in mind:
· What is the chance that the medical treatment/therapy will succeed in achieving the intended benefit?
· If successful, to what extent will the treatment/therapy prolong the life of the child? Or is the treatment/therapy merely prolonging the dying process for the child without significant alleviation of suffering?
· What risks are involved with treatment and with nontreatment?
· What degree of pain, suffering and psychological distress will the treatment/therapy cause for the baby?  Will there be a need for repeated, painful and distressing medical interventions for the child? What measures can be taken to relieve such pain, suffering, and distress?
· Will the treatment/therapy eventually enable the child to survive independently of life support? 
· Will the treatment/therapy eventually enable the child to be cared for outside of the hospital? (12)
It is an adage among ethicists that “good ethics begins with good facts.” (13)  In making decisions about using or forgoing medical treatment for a seriously ill newborn, it is critical that the parents (and health care providers) have accurate, up-to-date, and complete factual information about the medical condition(s) the newborn is experiencing and the newborn’s prognosis if treatment is undertaken. 
Issue of Long-Term Medical Problems and Disabilities
If a seriously ill newborn is treated medically and survives, the child may still suffer long-term medical problems and disabilities.  For example, infants born during the periviable period are at risk for neurodevelopmental impairments such as cognitive delay, cerebral palsy, hearing deficit or loss, severe visual impairment, behavioral problems (e.g., autism spectrum disorder, attention deficit hyperactivity disorder), and psychological problems (e.g., anxiety, depression, impulse control, obsessive-compulsive disorder). (14) Thus some have wanted to include the probability of survival without significant disability as a factor in making decisions about resuscitation and critical care interventions for such newborns. (15)  Or again, children “with trisomy 13 [Patau syndrome] who survive infancy have severe intellectual disability and developmental delays, and are at increased risk for cancers.” (16)  Children with trisomy 18 [Edwards syndrome] who live past the first year “often have severe intellectual disability” (17); those living into their twenties and thirties have experienced “significant developmental delays that do not allow them to live independently without full time caregiving.” (18)  
To the issue of seriously ill newborns Catholicism brings a “commitment to the value of human life and the dignity of the human person.”  (19)
Most Catholics…see human life as a holy thing, a unique image of God, and see each living person as having inherent dignity and worth regardless of social location, disability, age, health status, and so on. Importantly, the Catholic tradition does not define “personhood” as consisting in certain capacities or even potential for capacities, as is often the case in secular bioethics. From the moment of conception until “natural death,” each and every human being is considered to be a person, a creature of God, someone loved by God and therefore to be loved by us, regardless of their social utility, the costs of their care, how “disabled” they might be, or what potential for such disability there might be. In fact, there is a sense in the Catholic tradition that the more vulnerable a person is, the greater the obligation to treat them with respect and dignity. (20)
Hence “general ‘quality of life’ assessments are excluded from a Catholic moral analysis given the Church’s affirmation of the inherent dignity of all human life regardless or disease or disability..”. (21) Rather, medical treatment decisions must be made on the basis of the benefits and burdens attached to the treatment under consideration. (22)  As indicated in the statement  Principles on Treatment of Handicapped Newborns  from the U.S. Bishops Committee for Pro-Life Activities and the  American Jewish  Congress, “handicaps, in and of themselves, do not justify withholding medical treatment when such treatment offers reasonable hope of benefit and does not impose excessive pain or other burdens on the patient.” (23) Medical treatment decisions “should take a handicap into account only when it substantially decreases the benefit or increases the burden of a particular treatment.” (24)
Issue of Burdens on the Parents and Other Family Members 
In the ethical literature in general, there is emphasis on making medical treatment decisions which are in the best interests of the child. (25) As indicated in a policy statement from the American Academy of Pediatrics, this translates into considering the benefits and burdens of a medical treatment for the child him/herself:
Applying the best interests standard leads to favoring interventions that are likely to provide greater benefit than burden for the child and discouraging the initiation or continuation of interventions that are likely to lead to greater burden than benefit. (26) 
Or again, this policy statement affirms that “forgoing LSMT [life-sustaining medical treatment] is ethically supportable when the burdens of treatment outweigh the benefits to the child.” (27)
Catholic health care ethics allows burdens to be taken into account not only for the patient but for other people as well. (28)  If medical treatments enable a seriously ill newborn to survive the neonatal period, there will be long-term consequences for the parents and other members of the family who will live with and care for the child. (29) A special Hastings Center study group on imperiled newborns has described burdens for them which may ensue:
· The responsibility of home health care for the child is a source of stress. The demands on energy and inner resources are high; fatigue is a major problem and some experience “burn out” over an extended period of time.
· Another source of stress is fear and anxiety about the future—the child’s future development and needs, whether adequate services will be available to them at later points in time, the possibility that they will have a lifetime of extensive and unassisted responsibility for the child that will not taper off as the child grows older.
· Parents may never be able to go out together because one always has to be home to care for the child.
· Parental careers may be attenuated and employment mobility may be limited, and a parent who wished to remain at home to care for the child may be forced into the workplace to meet the expenses of the child’s treatment. 
· They feel worn down by experiences of fatigue, loss of free time, marital tension, anger, depression, guilt, and a sense of helplessness and isolation.  Some experience a “chronic sorrow” that cannot be overcome. (30)
Thus a concern arises of whether using the calculus of weighing benefits and burdens to make medical treatment decisions for seriously ill newborns will result in the infant’s interests being overshadowed and overridden by burdens on others, threatening obliteration of any sense of the infant’s intrinsic worth as a human being.  (31)
Regarding the moral permissibility of forgoing medical treatment, the qualification that the burden is “excessive” is important is take into account. The aforementioned hardships are not the whole story. Assistance is available to help parents and families cope with difficulties in the form of individual and group counseling and support groups (32) and, as will be discussed below, financial help is available from a variety of sources. Importantly, the experience of caring for an ill and/or disabled child can have positive aspects to it, as also noted by the Hastings Center study group on imperiled newborns:
Families with children who are seriously ill or disabled often can find meaning and satisfaction in their lives, despite many obstacles. They are able to derive genuine joy from their children, as do other parents. They discover that their mutual commitment to the child has created an increased closeness among their members, “involvement,” and personal growth.  Siblings, by their own accounts, have become more sensitive and caring adults due to their experiences in helping to care for a seriously ill or disabled family member. (33)
In writing on the issue of seriously ill newborns, ethicist John Robertson has argued that if we “examine the extent to which care of the defective infant subjects others to suffering, the claim that inordinate suffering outweighs the infant’s interest in life is rarely plausible.” (34)  He notes that “while social attitudes regard the handicapped child as an unmitigated disaster, in reality the problem may not be insurmountable, and often may not differ from life’s other vicissitudes.” (35) While “suffering there is…seldom is it so overwhelming or so imminent that the only alternative is death of the child.” (36)
Issue of Cost
Care in the NICU is very expensive. Following neonatal intensive care, there are additional and ongoing medical, educational, and social services costs associated with medical conditions and disabilities the child may well have. (37) It has been a matter of controversy whether, and to what extent, the cost of treatment should be part of the decision about using/forgoing treatments for seriously ill newborns.  Some “are of the view that economic factors should not be relevant, that it is both impossible and improper to put a price on human life.” (38) Others see the financial burden to families as one factor that is reasonable to include in the benefits/burdens calculus at least in some cases, for example, when newborns have “very poor prognoses and…will have to endure terrible burdens of their own in the mere struggle to survive…”. (39) 
Catholic health care ethics allows the cost of treatment to be taken into account in decisions about using or forgoing a medical treatment. (40) This is explicitly noted in a document from the Pro-Life Committee of the United States Conference of Catholic Bishops: “While some balk at the idea, in principle cost can be a valid factor in decisions about life support.” (41) Indeed, following the Vatican Declaration on Euthansia (42), the Ethical and Religious Directives for Catholic Health Care Services indicates the moral permissibility of forgoing a treatment which “impose[s] excessive expense on the family...”. (43)
The qualification that the expense is “excessive” for the family must be carefully noted.  Parents must be cautious about making decisions to forgo medical treatment for a seriously ill newborn solely on grounds of cost, especially if the treatment will provide meaningful benefit for the child. (44)  Financial support which can be provided to the family should be thoroughly investigated.  For example, the March of Dimes has a web page entitled Paying for Your Baby’s NICU Stay which indicates that, if the health insurance plan of the parents does not cover all of the baby’s expenses, parents might apply to Medicaid or the Supplemental Security Income Program (SSI) offered by Social Security. (45) Hospital social workers and case managers can assist parents with finding ways to finance their baby’s stay in the NICU. (46) In considering the cost for medical, educational, and social services in the long haul, parents should be made aware of financial assistance programs provided by health care facilities, governmental agencies, and various organization and charities as well as financial resources specifically for persons with disabilities. (47)
Time-limited trials
In the case of seriously ill newborns, there can be considerable uncertainty about outcomes. (48)  Thus time-limited trials of life-sustaining medical treatments, also referred to as “provisional intensive care,” may be appropriate. (49) Treatments are initiated and then evaluated for benefits and burdens after a prespecified period of time.  If the treatments prove beneficial overall, then they are continued; they are withdrawn if they have failed to contribute to improvement in the newborn’s status or are found to impose greater burden than benefit. (50) 
Palliative Care 
If a decision is made to forgo life-sustaining treatments for the newborn, then palliative care should be provided.  Such care is directed towards managing and minimizing pain, suffering, and discomfort for the child.  (See also the chapter Pain and Symptom Management in End-of-Life Care in this Handbook.) The family should be allowed to spend as much time with their newborn as desired. They should be given the opportunity to hold, touch, and interact with the child before and after death, to collect remembrances of the child, and to arrange for baptism of the child. (51) 

The Decision Makers
Ethically and legally, there is a presumption in favor of parental decision making authority in the case of seriously ill newborns.  (52) Ethically, this stance is grounded in the strong ties of affection and concern that parents have for their offspring which prompts parents to make medical care decisions which promote the welfare of the child. (53) Further, parents play an ongoing role in overseeing the lives of their children, and thus “the law recognizes that parents, to be parents, must be accorded the right to make basic decisions as to the welfare of their children.” (54) However, parental decisions should be made in collaboration with health care professionals who provide needed information about the child’s condition and prognosis and about treatment options. 
Ideally, treatment decisions should be made jointly by parents and health care providers, and agreed upon by both.  However, cases can arise in which parents want to reject treatment that health care providers believe will clearly benefit the child, or insist on treatment that health care providers see as futile or even harmful to the child. (55)  Or again, parents may disagree between themselves on the course of medical treatment for a child. In such situations, parents (and health care providers) should seek the assistance of their health care facility’s ethics consultant or ethics committee or infant care review committee to work through and resolve the conflict. Should the conflict not be resolved through these mechanisms, legal action in the courts might become the next step. 
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