
CHAPTER ONE
I.
INTRODUCTION
Canada's death rates for low birth weight and deformed newborns used to be cataclysmic.  A short while ago, many doctors thought this was natural.  Low birth weight infants suffered from immature respiratory systems which made breathing difficult.1  High mortality in deformed populations was perceived to be nature's way of eliminating its mistakes.2  Only in very select cases did doctors intervene with then available medical techniques.

Twenty-five years ago two pioneering Canadian hospitals3 revolutionized the treatment of seriously ill newborn children.  The hospitals created specialized centres for newborn intensive care to combat the unparalleled incidence of mortality then experienced by congenitally defective and low birth weight infants.  Neonatal centers4 coordinated separate advanced in drug therapy, transfusion techniques, pediatric surgery and radiotherapy.  From the start, the first units demonstrated remarkable success.  Newborn death rates fell dramatically; incidence of long term disability was slashed.5  Because of this great achievement the concept of an intensive care nursery has gained wide acceptance in Canada.  Twenty-nine units now serve as regional centers to which most serious pediatric cases are routinely referred.6

The original units experienced start-up problems with recruitment of staff and funds for equipment.  The staffing problem continues as a major obstacle to development of the concept.  There are few qualified neonatologists.  Turnover in neonatal nursing staff is exceptionally high.

The idea of newborn intensive care is inspired by an interdisciplinary approach to pediatric medicine.  Neonatal units train, and then utilize the services of a new specialty, neonatology.  Children are admitted to the intensive care nursery in the name of the neonatologist, who thus assumes primary responsibility for care.  The neonatologist coordinates the work of increasingly specialized pediatric disciplines, including pediatric cardiology, pediatric urology, child development and so forth.  In concept, assessment and management of serious pediatric cases is accomplished in concert by a neonatal team under the neonatologist's managership.

The interdisciplinary approach to pediatric medicine has proven most valuable in cases of multiple anomalities.  Meningomylocele, for example, exhibits deficiencies in neurological, orthopedic and urological functioning.  A urologist is not competent to treat meningomylocele, but, as a member of the neonatal team, he can assess the extent to which the urological system is repairable, and illuminate for other doctors the expected quality of the child's life from a urological point of view.  Neurological and orthopedic data are appraised separately by pediatric neurologists and orthopods.

Neonatal units experience a diverse case load.  The majority of patients referred are low birth weight newborns suffering from respiratory distress.7  These cases pose a special problem because diagnostic techniques are imprecise.  Unlike adults, one third of severely asphyxiated newborns recover completely, even if spontaneous respiration is absent for up to thirty minutes.  The remainder, however, do not.  In many cases catastrophic disability results, frequently destroying all capacity for self awareness or socialization.  Many children become ventilator dependant vegetables.8  A smaller population is admitted for developmental or cogenital defects distinct from immaturity.9  These cases bristle with similar treatment dilemmas.

The wonderful successes neonatologists have had in treating defective newborns have been accompanied by spectacular failures.  A significant number of cases are salvaged to lead lives of incomprehensive misery.  If no intervention is made, nature would take its course; most severely defective newborns would die.

Neonatal intensive care increases the number of grossly deformed survivors. Because this is so, pediatricians increasingly incline to the view that some seriously ill children should not be treated.  All Canadian neonatal units practice selective treatment.  With cases considered unsalvageable or without potential for development, active care is withheld.  The child is allowed, in some cases actively assisted, to die.

A large body of literature in medicine, medical ethics and medical law has considered the medical wisdom, ethics and legality of withholding treatment from seriously ill children.  Typically, the literature views the phenomenon in gross, and thus asks:  is selective treatment good medicine?  Is it ethical?  Is it legal?  A consistent disappointment of recent research has been the inability to break the problem apart.  No serious inquiry has been made into important smaller aspects of selective treatment, such as the decision making authority, the decision making process, the use of paramedical data and the proper interim care.

The reason for this failure is all too obvious.  Routines inside neonatal units are opaque.  There has been no adequate description of the practices neonatologists adopt relative to the smaller issues.

It is the purpose of the present chapter to fill this gap.  The research is based on interviewing with neonatologists, pediatric specialists, pediatricians, pediatric residents, neonatal nursing staff, parents, officials of Children's Aid societies, social workers, and prosecutors conducted during 1979-80.  Interviewing was pursued into all Canadian tertiary care units.

The most promising interviews were transcribed.  The interview extracts in the following pages were taken from this material.  The transcriptions certainly lend themselves to quantitative methods of analysis, but the materials have not been utilized in that way.  It is not that a statistical picture of neonatal intensive care is not useful;10 it is only that we think debate can be furthered by a different presentation.  Thus, practice in the intensive care nursery is described by using techniques analogous to those of an investigative journalist.  Our intention is to paint a detailed picture of what really goes on inside relevant to the smaller questions.  Our method has been to ask questions calling for a descriptive answer, and also, to put interviewees on the spot.  We have been concerned to elicit reactions and responses that would give the feel of actual intensive care practice.  This could not have been done with a questionnaire or with other than a personal form of survey.  We make no apologies for our view that this is what is needed to correct the abstract generalities of much medical, legal and ethical writing relevant to defective newborns.

It has thus become possible to redirect research into passive euthanasia of defective newborns.  The smaller issues now cry out for legal and ethical investigation. Chapter 2 considers the law relevant to these issues.  Chapter 3 considers relevant ethical theory.  Chapter 4 applies this theory, to create a useable model for ethically acceptable deliberate deaths.  Chapter 5 suggests new ways to regulate medical practice in the intensive care nursery.
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5.
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For example, at McMaster University Medical Centre (25 beds) in 1978, the intensive care unit had 735 admissions.  Of these, 394 (53.6%) were under 2,500 grams; 158 (21.5%) were under 1,500 grams.  In Ontario the incidence of low birth weight infants (less than 2,500 grams) was 71 per thousand live births in 1968:  Ontario Council of Health, Perinatal Problems, Toronto; Ontario Department of Health, 1971, p. 12.
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Indeed, we are highly impressed with Diana Crane's study:  The Sanctity of Social Life:  Physicians' Treatment of Critically Ill Patients, New York:  Russell Sage Foundation, 1975, and recommend it to those interested in a quantitative presentation.

II.
WITHHOLDING TREATMENT IN CANADA
1.
The Neonatal Intensive Care System
Neonatal intensive care developed haphazardly in Canada.  Medical staff convinced certain hospitals to establish experimental nurseries to combat high rates of newborn mortality1 and long term disability.  No thought was given to hospital location.  The pioneers did not perceive that certain facilities might utilize an intensive care department better than others.  Nor did they consider coordinating intensive care nurseries with programs to identify high risk pregnancies.  Governments did not become seriously involved in research and planning until development was well underway.

Lack of initial coordination has resulted in long term problems increasingly intricate to solve.  Neonatal units are unequally distributed across Canada, and are concentrated exclusively in urban areas.  Availability rarely conforms to community need.  Access is difficult, particularly from outlying regions.2

Neonatal units perform better when integrated with fetal-obstetric care centres having programs to identify high risk pregnancies.  Integration at this point, however, would be difficult and expensive.  Although sixty to seventy percent of high risk pregnancies can be identified before birth, many neonatal units receive only referrals.3 None of their patients are born in the hospital.  In many cases, effective treatment requires immediate postnatal action.  By the time serious post-partem complication is diagnosed in the delivery facility, and transport to neonatal intensive care is arranged, it often is too late.  This is particularly true in Canada where distances are relatively great and the climate presents serious obstacles to transport.

Neonatal units operate as regional collecting centres for low birth weight and defective newborns.4  All units have specialized transport teams, operating by road and air.  The teams pick up referred infants on request.5  Seriously ill newborns are, or should be, referred routinely from non-specialized birth facilities to an intensive care nursery.  Non-specialized hospitals have neither the equipment, personnel, or integrated systems to diagnose many types of neonatal illness properly, or to initiate the procedures available.

2.
Decision-Making at the Birth Facility
Most defective children in Canada are born in hospitals which lack an intensive care nursery.  Even if full integration of neonatal units and obstetric centers was achieved, the problem would not disappear.6  Thirty to forty percent of risk pregnancies escape detection by current medical techniques.7  These mothers would continue to deliver in general service hospitals where newborn intensive care is seldom available.  The only way to protect this population would be to direct all pregnancies to centralized, integrated fetal-obstetric centers, thereby removing deliveries from the work load of all other hospitals.

Before a seriously ill newborn may benefit from the intensive nursery someone must refer him.  This requires that the attending obstetrician or pediatrician recognize that the infant is seriously ill; that the doctor be aware intensive care is appropriate; and that someone positively refer the child to an intensive care unit.

Hurdles are encountered at all three stages of the decision.  Many doctors do not recognize such specialized and relatively rare abnormalities as congenital heart disease or neurological anomalies.  Diagnosis often requires specialized equipment and expertise.  So too, many doctors are poorly educated about the potentiality of neonatal intensive care.  They may fail to recognize that very low birth weight infants (600 grams) are salvageable or that certain seemingly monstrous dento-facial abnormalities are correctable.8  In some cases, the doctor or parents decide not to provide active care for defective children.  They choose not to refer.
A decision not to refer to neonatal intensive care is contrary to standard operating procedure in all hospitals.  Generally speaking, as soon as it appears that something is seriously wrong with the child, he is referred to intensive care. According to a nurse:

A.   It's done almost automatically -- if there's anything seriously wrong with the baby, it is sent immediately.

A decision not to refer a seriously defective newborn to intensive care is equivalent to a decision to withhold treatment.

In theory, a decision not to refer is made by the child's parents on the advice of the attending obstetrician or pediatrician.  Reality, however, usually is different. Speed is all important.  The risk of death or deformity increases significantly the longer treatment is delayed.  Many post-partum mothers are exhausted or under anaesthesia.  The fathers of seriously defective children often are upset emotionally. Frequently, the attending doctor perceives that he has little choice but to dispense with long discussions with the parents, and decide whether to refer himself.9

Where the parents are present, competent and concerned to play an active role in decisions concerning their child, differences of view sometimes erupt between the parents and medical staff.  The parents may regard a seriously deformed infant as too much of a burden.  They perceive that it would be better if he were allowed to die. They resist giving their consent to transfer the newborn to intensive care, even where the doctor urges the contrary.  As well, the doctor may conclude that the infant should not be salvaged.10  One senior resident pointed out that many survivors of intensive care have constant medical problems requiring frequent emergency admissions to hospital.  The parents are tied to these children.  While doctors may be skeptical about referring in some cases, parents may be unable to accept passive euthanasia of their children.

Where the parents and doctors form different views about referral to intensive care, the matter is resolved in a variety of ways.  At one end of the scale, doctors engage parents in a constant interchange, largely of an educational nature.  The doctors explain the advantages of intensive care evaluation, the advances in pediatric medicine, and the medical alternatives which a proper intensive care assessment can develop.  In most cases, after these discussions, parents originally resisting referral comply with the doctor's request.

If the parents continue to refuse consent, doctors have the option of taking legal action to compel referral.  Most doctors are reluctant to institute legal proceedings. Few cases appear clear cut to them.  Although the doctor may differ with the parents' conclusion, the difference rarely is so fundamental that the doctor is unable to accept the morality of what the parents propose.  One doctor said:

A.   Probably once a year we go to the Children's Aid Society...I never pushed this.  It's not my decision.  I don't force this on the parents.

Children's Aid Society officials confirm that legal proceedings to control parental decision-making about newborn care are rare.

Doctors influence the parents without resorting to legal compulsion.  The chief of an obstetrics/gynecology department described the case of a microcephalic child who had serious intestinal difficulties.  A relatively minor operation was recommended to remove an intestinal blockage causing starvation.  The parents were opposed to treatment.  They preferred that the child die a natural, if somewhat painful, death rather than live with serious neurological deficit.  The doctor, however, wanted to correct the child's intestines.  He gave the parents a choice between leaving the child in hospital and letting him operate, or taking it home to die.  The parents ultimately consented to surgery.

On occasion parents are provided with limited and highly selective information weighted all one way.  The parents are not informed of all medical alternatives.  As a urologist said:

A.   I think I have an obligation to parents to make some sort of decision for them and I am just turning away from making a decision [ by long explanations to the parents ] and putting it on them which is unfair.

This particular doctor went on to say that if he favoured withholding treatment he would not advise the parents that a kidney transplant from a live donor could be performed.

A.   If one says that little Johnny is going to die without a kidney...you put unbearable pressure on the family to submit to a nephrectomy, which is a life-threatening procedure.

Q.   So in the kidney transplant situation -- you would not tell the parents basically that a procedure is available?

A.   As it stands now, no.

In between full disclosure and selective provision of information there is a range of decision-making practices constituting a continuum, with "back and forth, back and forth" between doctors and parents at one end, and grudging provision of biased information at the other.

Interaction between doctors and parents is the main forum for making decisions whether to refer.  However, other hospital personnel participate actively, particularly nurses and residents.  It is not uncommon for differences of views to erupt, especially in the case of nurses.  Nurses are responsible for day to day care of the children.  The pediatrician and parents may see the child infrequently, or not at all.
Where a decision has been taken to withhold treatment, vigourous disagreement by hospital personnel sometimes leads to legal interference or the threat of legal interference.  In one case, pressure from nursing staff forced a doctor to operate after active treatment had been withheld for six weeks.11  In another case, threats of legal action by a psychiatrist-administrator of a child welfare organization resulted in the reversal of the medical decision.12  In a third case a nurse who disagreed with the medical/parental decision informed the Children's Aid Society.  The Society intervened on the child's behalf and legal action was commenced before the provincial court.  At a Christmas Eve hearing, the baby was made a ward of the court, and surgery compelled.13  Similar cases have occurred in the United States.14

Decisions respecting defective newborns differ considerably from decisions respecting low birth weight infants.  With defective newborns, it is merely desirable that treatment begin on the first day of life.15  Long-term results are proportionately better the earlier treatment is begun.  By contrast, immediate treatment for low birth weight infants is a matter of life and death.  The child's respiratory system is immature, and requires immediate mechanical respiration to prevent asphyxia.  There is no time for detailed explanations to the parents or consultation with other doctors. A snap decision must be made in the case room.  There is no time for referral to an intensive care nursery in some other hospital or city.

A wide variety of doctors make decisions whether to ventilate low birth weight newborns.  If the mother's obstetrician is attending the delivery, he will make the decision.  If he is unavailable, whatever doctor is in the case room will decide. Residents, including junior residents, could decide.  Parents rarely participate in decisions whether to ventilate.  Most doctors believe the situation does not call for parental involvement.  As one doctor said:

A.   I think in the case room one just has to make that a sort of arbitrary decision in actual fact.

He explained:

A.   ... I don't think we would ever ask [ the parents ].  I don't think you can.  I wouldn't think that that is a fair question to ask anyone, 'do you want me to ventilate your baby?'  I don't think there is any way you can ask that question...I think at that point in time you've got to make one decision either this kid is really so immature there is really no hope at all or else, O.K., there's a chance, and I think most of us would agree that if you make that decision then you go ahead and do whatever has to be done.

In some cases, ventilation decisions are strictly medical.  In others, para-medical factors become important.16  Family profile, a first pregnancy, parents desperate to succeed with the particular child, parental ability to care for the child, and other socio-economic indications may be considered.

Doctors in the birth facility face considerable difficulty obtaining para-medical socio-economic or personal data.  They must decide quickly.  There is no time to make detailed investigations.

The medical chart will be available.  Rarely will it disclose any, or sufficient, para-medical data.  Increasingly few doctors know the parents well.  The doctor's quickly formed personal impressions are usually based on quicksand.

Life-threatening, low weight deliveries are unanticipated.  Few obstetricians compile para-medical dossiers for use in the unexpected event it will be needed.

Q.   Do you ask the parents that before?

A.   No.  I don't ask, because I think it doesn't help me very much...most of [ the infants ] don't have defects !

Certain hospitals employ standardized medical criteria to aid decision-makers whether to ventilate low weight or defective newborns.  The factors considered include birth weight, length of gestation and APGAR scores.17  If the child fits the criteria for resuscitation, he will be ventilated; if he does not fit, he will not be ventilated and will die.  A second group of hospital employs no set criteria.  Medical decisions are made on a case by case basis.  The decision whether ventilation is medically indicated will be made by the duty doctor.  A third group of hospitals errs on the side of caution.  Virtually all low birth weight infants are resuscitated immediately after delivery.  An assessment of the child's chances for survival is made later, and a decision whether to continue ventilation will be taken then.  In many hospitals, duty doctors, including residents, make the subsequent assessment.

When a baby dies, parents are rarely informed of the decision not to ventilate. Typically, in the words of one doctor, parents are told:

A.   I'm sorry, your child was just too small to make it.  I'm sorry, your child was premature; it just didn't have what it took to live.

A difficult problem arises with neonates on respirators who are clinically dead;18 who have no chance for survival; or whose chances for survival are perceived as not warranting continued ventilation.  The respirator must be turned off.  The problem is compounded by abuse of resuscitation technology.  One resident reported experiments beyond established guidelines, to try to keep low weight children alive.  Seven hundred gram infants would be ventilated; sometimes six hundred; even five hundred grams or less.  In virtually all cases, subsequent decisions must be made to turn the ventilator off.

Procedures for deciding to discontinue ventilation are ad hoc in general hospitals.  Attending pediatricians, including residents, have discretion to discontinue respiration.  There is little formal machinery for consultation with senior staff or the attending pediatrician.

Parental consultation is erratic, differing from hospital to hospital, doctor to doctor.  Some doctors do not significantly involve parents when deciding to discontinue ventilation.  One doctor justified this as a need to accept medical responsibility.  He described the following case where discontinuing respiration was under consideration:

A.   In one experience a few years go, a girl phoned up the father and said, 'this is the situation.  It looks terribly, terribly bad and I think we should stop.  Do you agree with this'?  He got very angry with this and said, 'how on earth can you ask me to make that sort of decision?  It's your decision.  You make the decision.  You decide what you want to do' ...

In other cases, the parents are presented with the medical indications, a summary of the prognosis, and a recommendation.

A.   I think most people would be very willing to discuss this with the parents and say, 'here's the situation.  We know neurologically the prognosis is very, very bad.  We think we should probably stop at this point' -- and you get varying responses of course, to this.  Most parents, if they know what you are talking about, most parents will agree if you say to them, 'well look'.  Most of them have seen what has happened to the baby as well, and if they have a little time to see them on the ventilator, it is pretty discouraging at the best of times, 'I'm sorry but the prognosis is bad', most of them will agree...

Ventilation is often discontinued without parental involvement.  Sometimes respiration is initiated and discontinued without parental knowledge of either fact. Typically, as a senior resident said, the parents are told that everything possible was done for the baby.  He continued:

A.   The parents are told that the kid didn't make it.  They are not told he was resuscitated and that the ventilator was turned off.

Decisions whether to refer low birth weight or defective newborns to neonatal intensive care units are a small but significant part of many hospitals' routine.  A typical report comes from one hospital in an outlying centre, having 1,200 births annually.  The hospital refers between 6 to 12 neonates per year to a metropolitan intensive care nursery.  In the past year, three decisions were made not to refer.

The hospital indicated that many children referred are subsequently returned to die.  This creates a chilling effect on decisions to refer.  Doctors are concerned that the exercise not be pointless, expensive and frustrating for parents.

3.
Decision-Making in Neonatal Intensive Care
(a)
Neonatologist's Discretion
Rotating duty lists insure that a neonatologist is always present or on call in neonatal units.  When children are admitted to the unit, existing medical responsibility alters.  Children are admitted in the neonatologist's name and become the neonatologist's patients.  Responsibility passes from the referring pediatrician to the neonatologist.

Initially, the neonatologist assesses the child's over-all condition in order to identify proper treatment protocol.  His freedom of medical decision is greatest at this point.  The neonatologist may undertake treatment himself, alone; he may consult members of the neonatal team for specialist opinion or management; or he may be sufficiently convinced of the child's morbid outlook as to conclude further evaluation is unnecessary.  The neonatologist may withhold active care.

Difficulties arise where the neonatologist opts for a one man approach. Neonatologists cannot properly appraise numerous diseases falling within the competence of particular pediatric specialties.  Surgical cases, for example, require specialist training to evaluate correctability.  Neonatologists without expertise in cardiology, neurology and urology are

unable to assess properly such cases as cerebral palsy or spina bifida.  Even diagnosis presents difficulties.

The neonatoloist's authority to withhold treatment in all cases is more theoretical than real.  In practice, the neonatologist's views are tempered against the advice of members of the neonatal team, the referring pediatrician, pediatric residents and neonatal nurses before deciding on important medical protocols.  It is rare that neonatologists act alone.  Unlike the birth facility, decision-making in neonatal intensive care tends to be a team process.

Low birth weight infants (less than 1000 gms) suffering from respiratory distress pose a particular dilemma.  Techniques for estimating their prognosis are unreliable. In one third of extreme asphyxiation cases newborns, unlike adults, recover completely, even if spontaneous respiration is absent for thirty minutes.18a  Two thirds, however, suffer severe damage, destroying in many cases, all capacity for socialization and self-awareness.  Many become ventilator dependent vegetables.      Many low weight infants are assisted by ventilation commenced at the referring hospital.  Decisions must be made whether to continue life support.  For those not already ventilated, quick decisions must be made whether to start.

Decisions to initiate or discontinue ventilation are neonatologists' decisions. Unlike the birth facility, neonatal units impose tight controls on all ventilation decisions.  Only neonatologists can stop respiration.  Residents are not allowed to decide.  Nor can the referring pediatrician.  As a senior resident explained:

A.   ...the neonatal unit in this hospital is run as a closed unit. If Dr. X from the community refers the child here, the child is admitted under the neonatologist rather than Dr. X.  It is not Dr. X's decision [ to stop ventilation ].

As in the birth facility, ventilation decisions are made without significant parental involvement.  A decision to commence ventilation is regarded as ordinary care, well within the neonatologist's discretion.  A chief neonatologist explained that such decisions were "standard".  He continued:

A.   If the baby is born here and it is very small, he will be brought to this part of the hospital where the treatment will be started.  This means without any signature.  We will put the baby in an incubator and start an I.V., intravenous fluid, and give oxygen if we need to, and even put the baby on a respirator if it is needed, even without the signature of the parents.

Q.   So, if the baby is sent to this hospital from another hospital before you can put him on  respirator, you need a consent?

A.   Oh no !  No.  No.  Oh !  I don't know if we need it.  But we don't ask for permission to start these kinds of treatments which we consider standard treatments.

A decision to cease ventilation is viewed in the same way, but doctors perceive that they are on less secure ground.  Potential legal liability looms ominously in their minds.  As a result, neonatologists maintain closer liaison with parents when deciding whether to terminate respiratory support.  While written consent is not thought desirable, it is common for neonatologists to obtain oral consent to disconnect ventilators.  However, in some cases, neonatologists perceive that opting for passive euthanasia is beyond parental capabilities.  One neonatologist gave the following typical description of what he would do when this occurs.

A.   There have been some times I discuss that completely with the parents and they said, 'Okay, stop', and there is some times that the parents have so much invested in the baby themselves, they couldn't come to that.  I mean, not that you said, 'look, I want you to tell us to stop'.  That's cruel.  But sometimes, just their whole response to what you are telling them is such that you can see they can't make that decision... So sometimes we, under those      circumstances, have stopped the respirator, and told the parents that 'we're awful sorry, he's gone'.

(b)
Interdisciplinary Decision-Making
Following initial assessment of newly admitted patients, neonatologists, in most cases, consult with the neonatal team.  The neonatologist decides which specialists to involve.  Commonly, if there are multiple anomalies, the neonatologist asks different pediatric specialists to assess the child's body systems separately.  This occurs quickly. Meanwhile, neonatal nurses and pediatric residents care for and observe the baby.

The baby remains the neonatologist's patient.  He is not transferred to pediatric specialists, who are consulted only in an advisory capacity.  Consulting specialists develop information on one particular system, which data figures as a separate factor in a multi-faceted decision.  Meningomylocele, for example, produces deficiencies in neurological, urological and orthopedic functioning.  Different specialists assess each system.  Urologists are not competent to treat meningomylocele, but, as a member of the neonatal team, a urologist can illuminate for other doctors whether the urological system is repairable.  He can assess the capacity of the repaired system to function, and describe the expected quality of the child's life from a urological point of view.

A.   ...I could say that his sexual activity was to be normal or abnormal, or satisfactory or unsatisfactory...[ that ] development is possible and the patient will be continent, socially acceptable.

Neurological and orthopedic data are separately evaluated by competent experts under the neonatologist's leadership.  The neonatologist collates, assembles, and discusses this data with participating members.  Paradigmatically, decision-making is interdisciplinary.  Decision are made in concert under the neonatologist's managership.
Team dynamics vary with the severity of particular system anomalies.  This becomes clear in cases of moderate multiple anomalies, where one system stands out because of its poor prognosis.  The doctor reporting on that system is the pivot man. His assessment determines treatment protocol.  A urologist explained by describing a case in which the patient has five system anomalies.

A.   Three are entirely correctable, one is partially correctable and the third is a question mark...It ends up being that last system's final decision as to whether [ treatment ] is worthwhile.

The importance of a particular system deficit sometimes alters the interdisciplinary process of decision.  The parents focus their attention on the specialist evaluating the badly damaged system.  Not uncommonly, that doctor regards the patient as his patient.  This may affect his willingness to accept the advice of pediatric colleagues, or to consult with them.

Interdisciplinary decision-making crumbles markedly in neurosurgical cases. Once involved, the neurologist becomes the significant actor.  Consultation withers. De facto decision-making power is transferred away from the neonatologist because, as a neonatologist explained:

A.   ...I can't force the [ neuro- ] surgeon to operate on the child.  Clearly it is a decision that he is going to have to make...

Neurosurgeons jealously guard their perceived prerogative to decide whether to operate.  For this reason, they are cautious in tendering or accepting advice about "their" patient.  The team approach shatters.

Some neonatologists acquiesce in this, but with considerable unease.  Others protest strongly, but with apparent lack of success.  One chief neonatologist angrily described the typical decision-making process with

respect to spina bifida in his hospital.

A.   They don't consult very much.  Some people don't consult. These neurosurgeon doctors don't consult very much.

Q.   So it's often what they feel is best?

A.   Yes, and it changes from here to there.  They don't say exactly the same thing, but...

Q.   Do you feel that's a problem at all?

A.   It is  a problem !  It's so much of a problem you don't know exactly what could be done.

The problem is that a one-man approach usurps the interdisciplinary raison d'etre for neonatal intensive care.  An ultra-sophisticated facility metamorphoses into a neurosurgical satellite.

Deterioration of the interdisciplinary approach sometimes becomes complete. The neurosurgeon de facto, and formally, treats the child as "his" patient.  Inevitable problems arise.

Neurosurgeons have sharply limited parental contact as compared with the neonatologist or neonatal staff.  Neurosurgeons usually lack socio-economic and personal information developed by the neonatal team and its para-medical organs.19 Communication channels established between neonatologist and parents shut down. Parents who were receiving daily or hourly information from the neonatologist and intensive care staff find themselves in a vacuum.  Neonatologists assess carefully the parents' capabilities and wishes as part of the decision-making equasion.  With neurologists, the parents become a greatly reduced factor, or do not enter the decisional formula as a factor at all.  As one neurosurgeon said with great emphasis:

A.   I don't let the parents make the decision.  I don't think it's fair letting the parents make the decision.  I think we      [ the neurosurgeons ]

are the responsible ones to make the decision...anyway,

they should not be able to make a decision.  They can't make a decision.  Therefore, we make the decision for them after discussion back and forth with them.

When neurosurgeons consult parents, they deliver less neutral information than do neonatologists.  Typically, the information is highly selective and packaged as a foregone conclusion.  A neonatologist complained:

A.   The parents are being told exactly what the [ neuro- ] surgeons would like them to decide...most of the [ neuro- ] surgeons have already made their decision when they saw the child, and he will see the parents, I guess, not completely neutrally, if you want.

Q.   ...Do you think that there should be a different way of going about doing these things, or?

A.   Yes.  I would like the parents to know both sides of the problem -- what will happen if they don't operate, and if the child doesn't die.  They have to see what will happen, and the margin there could be about a foot wide.

(c)
Para-Medical Data in Medical Decision-Making
The major consideration influencing decisions whether to withhold medical treatment is the expected quality of the child's life.  That is not the only criteria.  All units utilize para-medical socio-economic and personal data as a further aid to medical decision-making.

One factor considered important by doctors is the marital status of the baby's parents.20  Many doctors surveyed indicated that if the baby were cared for by a young, single, unwed mother, they would be more likely to withhold treatment. According to a cardiologist:

A.   ...the perfect example is the 16-year-old unwed mother. You can spend hours arguing about whether this mother      can keep her child at all, whether

it's normal or not. That's the classic example.  There

you may not bring it up, but it's certainly in everyone's mind.

In one case, a decision "to let the child go" was made where, in addition to dislocated hips and severe club feet, the baby had a high level spina bifida lesion.  At this particular hospital, the policy is to treat all spina bifida cases, unless the lesion is very low down on the spine.  The baby's parent was a single, 18-year-old girl, and that "bad situation", as the orthopod referred to it, was influential in deciding to withhold care.

Doctors are equally concerned about the quality of the child's family.  If the parents have low intelligence, poor psychological adaptation, or for other reasons cannot provide an adequate environment, treatment is proportionately less likely.  A chief neonatologist explained why:

A.   There is no use in sending a baby back who requires complicated management and care to a mother who is unmarried, who has an I.Q. of 70 and quite unable to deal with it.  She may have part-time work or something like that, or six other kids in the family.  We know it's not going to work...

"You have to consider", said a cardiologist,

A.   ...if you are dealing with a [ poor ] psychological situation...if you fix this child surgically, is he going to make it in the post surgery... It's a very big part of pediatrics.

Certain doctors try to appraise the effect which addition of a deformed child would have on the particular family.21  These doctors know that parents of handicapped children experience high divorce rates; feel much guilt; and express mutual recriminations.  Strain is produced on the family by uncertainty and long periods of hospitalization.  Other children frequently react adversely.22  A neonatologist pointed out that it is

senseless to ruin five people's lives in order to save a life of questionable quality.  "It is very difficult for the parents", said a urologist,

A.   plus the effects it would have on other members of the family, other children.  There is certainly more attention to this child...is it worth destroying the family in the process?

Social welfare considerations are important.23  A minority of doctors surveyed have a heightened awareness of the economic burdens handicapped children impose on society.  This perception creates a greater overall resistance to treatment.  A urologist explained:

A.   We have an idea of what the success rate is, and we feel it can be improved with doing it... It's just that I am concerned about cost.  It's easy to make another baby in most cases.

The economic position of the baby's family figures prominently in medical decision-making.  Most doctors think that if the parents are well situated financially, it is more likely that they will be able to cope with a handicapped child. Consequently, in questionable cases, the child of economically comfortable parents has greater chances of receiving treatment.  A neurologist pointed out that economic capability is:

A.   ...very important to cope with it.  That will not make definite the decision, but, you see, if you have a severely damaged child with hydrocephalus, paraplegia, and all that, it is not the same thing to treat that child for a rich family that would be able to cope better with the child, than for a single...that will not influence definitely the treatment, but I think it may influence somehow.

Another paramedical factor repeatedly mentioned by doctors is the ability of the parents to have additional children.  If it appeared that the parents had significant difficulties in carrying a pregnancy to term successfully -- that this child was the parents' best hope in childbearing -- medical intervention would be attempted more aggressively.  Conversely, parents who were young, healthy and had good chances of bearing other children, would be a factor weighing against active treatment of a particular deformed newborn.24

Special mention should be made of mental retardation.  Properly speaking, mental retardation is a medical factor.  Nevertheless, retardation is such an important consideration in doctors' minds that it transcends the purely medical.25  There is widespread discomfort and fear provoked in many doctors, paramedical staff, and parents by retardation.  Even a mildly handicapping situation can become ripe for a decision not to treat if retardation is a factor.26

Out of a series of fourteen pediatrics residents interviewed, thirteen said that, in the case of their own child, they would refuse consent to treat if serious neurological deficits were involved.  The following is a typical response:

Q.   Supposing that you had a defective child, severely retarded or brain damaged.  Would you treat it?

A.   I don't think so.

Q.   You make a different decision as a doctor than you would as a mother?

A.   Yes, but I am operating on quite different levels when I operate as a physician and when I operate as a mother. When I am operating as a mother, I am operating out of total emotionalism.  I will be shattered; I will be upset; I'm going to say no, no, no !  Don't do anything or whatever.

Most of the doctors said they would decide one way as a doctor (treat affirmatively) and another way as a parent (refuse treatment).  All were perplexed at the inconsistency, which they found difficult to explain.  But all were definite about the answers given, notwithstanding the inconsistency.

Failure to integrate fetal-obstetric centers with neonatal units creates difficulties in gathering para-medical socio-economic and personal data.  At the birth facility, obstetricians may know the mother because they cared for her during pregnancy.  They may therefore have some indication of the family's socio-economic profile, the mother's child-bearing difficulties, whether this is a first pregnancy or whether the particular child is perceived as the family's only hope for bearing children. Obstetricians may be aware of personal factors, such as marital stability or psychological profile, considered relevant to the family's ability to provide the child with a suitable environment.  By contrast, very little para-medical data is available on admission to the intensive care nursery.  Quick decisions usually are made with no organized socio-economic or personal information.  A chief neonatologist described the typical case:

A.   Most of the time, it is coming through the chart, because it has been said to the obstetrician or to the pediatrician at the other place, that will transfer the information to us, because, most of the time, we don't have time to wait until the parent comes.

Q.   Oh, so you wouldn't have contacted the parents at all?

A.   Not before, most of the time.

Where there is more time for decision-making, para-medical staff become important in gathering para-medical data for the neonatologist.  Nurses are a prime source of such information.  A neonatal nurse, in describing her role, said that she was expected to develop information as to:

A.   How the parents seem when they come; what kinds of questions they ask; do they touch the baby; do they

look at the baby; do they feel comfortable with the baby; will they hold it; will they not hold it... It is not infrequent that neonatal nurses will be sent to the birth facility to speak with the parents... We do make a large number of visits to these referring hospitals.

Many units employ social workers as para-medical fact-gatherers.  Social workers interview the family and prepare reports containing socio-economic and personal data.  In some facilities these reports are attached directly to the child's medical chart.27  The doctor may discuss the information with the social worker and solicit the latter's general perception of the family.  Certain doctors rely on this information to guide them in subsequent communications with the parents.

In some units the involvement of social workers is automatic in all cases of particular types.  Staff at one unit explained that immediate involvement of social workers was routine in all spina bifida cases:

A.   It starts as soon as the child is born.  The name is given to the social workers there and then.  It is an automatic process when the child is born with a spinal deficiency. This always comes into play and the child is followed in clinics every month or two.

Social workers gather a wide assortment of data.  Typically, they develop information as to whether, emotionally and financially, the family can care for a defective child, whether the mother would have to give up a job, whether a single parent would be without support, whether other children in the family might suffer, and whether marital difficulties might be caused between the parents.  Employment of social workers as para-medical fact-gatherers varies greatly in different intensive care units.  However, it is clear that use of social workers as para-medical consultants is acceptable intensive care practice.  It is a phenomenon on the rise in most Canadian units.

(d)
Parental Involvement
Neonatal units try to maintain close contact with the baby's parents.  Daily, by phone or in person, neonatologists enlighten parents as to the child's progress.  Links between parents, neonatal nurses and pediatric residents occur more frequently.

Doctors are perplexed about what to tell parents.  Medical indications governing treatment protocol are technical.  Assessment requires professional medical expertise. Professional responsibility obligates the physician to make this judgment.  Most neonatologists assume a further duty.  They superintend the decisional process in order to ensure that parents do not deprive a salvageable baby of help, or force treatment on the hopeless case.

In practice, doctors retain decision-making authority whether to initiate or withhold treatment.28  This position is maintained with some anxiety because it cuts sharply across two fundamental values:  the legal doctrine of informed consent,29 and the ethical precept of self-determination.  To soften the violence done to principle, neonatologists are astute to involve parents significantly in the decision-making process.

Although parental participation varies markedly from case to case, it is possible to describe a typical, if composite, decisional procedure.

Neonatologists reach their own conclusion as to proper treatment protocol before involving parents.  "You have to have your own point of view", a neonatologist emphasized, "in order to advise the parents reasonably".  Doctors form tentative views.  With these opinions in mind the child's developmental potential is explained to the parents.  The broad medical picture is described in layman's terms.  Doctors tell the parents what their life, as well as the child's life, will be like.  Parental wishes are ascertained.  "Then", said a cardiologist, the parents and doctors "try to come to some reasonable decision that we agree with".  In most cases doctors and parents agree about a proper medical course of action.
Some cases are on the line; the medical indications are not decisive either way as between withholding or initiating treatment.  It is easy for parents and doctors to disagree about whether to salvage the baby.

Doctors are reluctant to superimpose their authority in these cases.  If parents consider fully the information doctors provide and are firm in resisting treatment, doctors usually acquiesce.  The parental decision is difficult; implications for their future lives are profound.  "If this is what they say", conceded a neonatologist,

A.   "I would go along with them.  If, in spite of my explanation...that is the way they feel...I don't feel that I should force them...I accept the morality on their side.  I don't agree with it, but, I would say 'alright...its fine'...

Distinct from these borderline cases, two further situations arise where parents and doctors disagree.  First, doctors conclude treatment should be withheld.  The parents think differently.  They prefer to initiate treatment.  Second, parents conclude treatment should be withheld.  The doctor disagrees.  In his opinion, treatment is required.

(i)
Doctors Desiring to Withhold Treatment
Where doctors conclude that treatment is improper they retain decisional authority.  Even if parents specifically demand surgery, doctors may refuse.  "The decision is ours", said a chief neonatologist, "but we take the parents' wishes into every consideration".  A chief resident explained that the parents are

A.   ...involved with the discussion.  They are informed as to the condition of the child.  They are informed as to what the expected outcome is going to be.  They may express an opinion...but that opinion may or may not be acted upon.  The decision is not theirs, although they have input into the decision-making.

Q.   So if...the parents said, 'well, we have been trying to have kids; this is the one we have; this is the

one we are going to have.  Treat it.  Do everything you can and don't let go' -- still you might not provide active life support?

A.   Yes.  That might happen.  That's a correct assessment.

In one case, a single mother of a spina bifida child was adamant that she wanted her child treated.  The neurosurgeon refused.  He perceived the mother as "a very poor girl".  He told her that the child would die.  The mother insisted on taking the child home.  Spinal fluid was dripping out of the wound.  No antibiotics were administered. The neurosurgeon described what happened:

A.   ...but she insisted that she wanted the child treated.  So she went almost to the point to beg for the treatment of the child.  So, you know, after long talks with her, I explained that, at least, we would give a trial of life [ provide no treatment for a few days to see if the child survives ].  She wanted to take the child home.  She took the child home without antibiotics, and this was a leaky meningocele.  The child was leaking spinal fluid and all that.  So everything looked..everybody was saying that this child most likely would die...Well, she came back, to our surprise, about 2 months later with the myelomeningocele area completely healed.  The baby never got infected...So we had no choice, we had to treat the child [ at that point ]...

The parents' views about treatment are important to the medical team.  They figure significantly in the decision-making formula.30  Doctors explain the medical indications to the parents before eliciting their reactions.  If sharp disagreement about medical protocol erupts, less objective information is forthcoming.  The flow of medical information is used as a lever to control the decisional process.  "They are not explained the two sides of the problem", said a neonatologist.30a  In this way, doctors attempt to influence parental conclusions about the case.

In sum, where doctors favour passive euthanasia and the parents disagree, decisional power is retained by the doctors.  Notwithstanding parental requests to the contrary, doctors may refuse to treat seriously deformed newborns.

(ii)
Parents Desiring to Withhold Treatment:
Parental Consent and Substituted Consent
The views of doctors and parents are sometimes reversed.  Doctors conclude that treatment is indicated.  The parents, unable to accept a deformed child, refuse to consent.  Decisional power is differently distributed in such cases.

Most hospitals require two parental consents before beginning significant procedures in the intensive care nursery.  First, written consent to "all necessary treatment" is obligatory at admission31.  A second, specific consent is compulsory prior to surgery.

Medical practice is not inhabited by the lawyer's preoccupation with a fully informed and freely given consent.  Where lawyers assume an aroused sense of respect for patient autonomy, doctors introduce two further considerations.  Doctors temper the legal ideal of self-determination against a perceived discretion to refuse personally to treat, and a perceived duty to protect the patient's best interests.

Neonatologists elicit parents' wishes about whether to salvage their seriously defective child.  In many cases doctors respect parental decisions for passive euthanasia.  However, there are limits beyond which doctors will not go.  If it is considered that the parents' decision unreasonably cuts across the child's best interests, neonatologists refuse to implement it in most cases.  "The prime consideration", said a chief neonatologist, "is the welfare of the infant.  The secondary consideration is the welfare of the family".

When medical indications decisively warrant active medical intervention, doctors readily override the parents' decision to refuse treatment.  Two mechanisms are used to control the parents' refusal of consent.

First, the neonatal staff, led by the neonatologist, engage the parents in constant dialogue attempting, as a neonatologist said, "to influence the decision".  The neonatal staff explain the encouraging medical prognosis to the parents.  They provide information about available social welfare programs, education for handicapped children, and the potential for handicapped children to lead useful, happy lives.  "It is a question", explained a senior pediatrics resident, "of saying 'yes, there is this kind of possibility; there is a good outcome', and so on".  In most cases, after this dialogue, parents consent to treatment.

In a small number of cases doctors resort to legal coersion.  Hospital officials inform the Children's Aid Society that the child is in need of protection.  The Society has jurisdiction to take proceedings on the child's behalf in order to obtain a legally recognized, substituted consent to treatment.  Following treatment, depending on the family circumstances, the baby may be returned to the parents, or remain a ward of the Children's Aid Society.  In one case, parents adamantly refused consent for surgery to remove an intestinal blockage from their mongoloid child.32  Judicial consent for the relatively simple surgery was obtained by the hospital administration.  In a second case, judicial consent for neurosurgery was obtained to salvage a baby born with myelomeningocele.  According to the neonatologist, the parents of this child "decided they didn't want the baby, and agreed, in fact, they would give up the baby".  In a third highly publicized case the British Columbia Supreme Court awarded interim custody to the Superintendent of Child Service and authorized him to consent to a shunt revision for a profoundly damaged child over the strenuous objections of the parents, and conflicting medical testimony.32a

In all cases where doctors obtained substituted consent, they described the test for resorting to legal compulsion as the "best interests" of the child.  By "best interests" the doctors understand a calculus of medical probabilities based on medical indications that the baby would survive in a condition beyond the vegetative.  Some doctors added to the "best interests" test distinct quality of life considerations. "Quality of life" embraces the child's expected capacity for physical and mental development.  Beyond medical indications, quality of life includes family environment, access to medical services and economic resources.

(iii) Breakdown in Interdisciplinary Decision-Making
The team approach utilized in the intensive care nursery enhances the flow of information to parents.  Where interdisciplinary decision-making deteriorates, parents are less fully informed.  Their considered views weigh less in the decision-making balance.  Opportunities increase for principal specialists to impose their conclusions on the parents by tailoring the information provided.

A particularly revealing example occurred in the case of a child with severe kidney deficits.  The child had additional abnormalities, including deficits in the neurological system, and brain damage.  In this case, the nephrologist assumed virtually total responsibility for medical management.  Pediatric colleagues were not consulted.

During an interview, the child's parents described the medical prognosis as hopeless.  They thought a kidney transplant was not warranted because death was imminent.  The nephrologist explained the case quite differently.

Q.   What about a kidney transplant?

A.   I don't think it would be worth it because the kidney disease is not confined to the kidney.  It is mainly a brain disease and it is a generalized disease.

Q.   If he were to have a kidney transplant, would he probably live?

A.   Oh possibly, oh yes.

The nephrologist, in deciding against transplantation, proceeded through a complicated calculus of medical indications involving all body systems.  The high probability of brain damage was the critical factor in his mind weighing against transplantation.  None of this was explained to the parents, nor were they given an opportunity to say whether they wanted to salvage the child, even if brain damaged. Moreover, the nephrologist by-passed hospital committee structures in coming to his decision.

A.   Kidney transplant, oh we do have a committee...when it comes to accept, or particularly when we think we might refuse [ transplantation ] the committee has to be unanimous in their decision to refuse a child.

Q.   And the committee in this case decided they would not go ahead?

A.   No.  We did not even admit him to the committee because chances are he will not live long enough to get a transplant.

At this writing, one year later, the child is still alive and doing well.  The parents are still unaware that transplantation is being withheld.  In discussing the parents' role, the nephrologist said:

Q.   Would the parents enter into the decision of transplant?

A.   Yes.  They would.  But like always in medicine, the decision of the parents is strongly influenced by the opinion of the doctor.

Where interdisciplinary consultation occurs as it is supposed to occur in neonatal intensive care, distortion or restriction of information provided to the parents occurs much less frequently.  Generally speaking, neonatologists regard parental liaison, including the obtaining of informed consent, as an important part of their responsibilities.  Failure to obtain informed consent is significantly more probable where the process of interdisciplinary decision-making breaks down.

4.
Care Provided Where Treatment Withheld
Where it is decided to withhold active treatment from a defective newborn, difficult questions arise as to the level of care the baby should receive.  Should resuscitation efforts follow cardiac arrest?  Should a fever be controled with antibiotics?  Should the baby's fluids be managed?  Should he be fed?

The questions are troublesome because, ex hypothesi, the child's condition is incompatible with life, or with a life worth living.  On that view, it seems pointless to lengthen the life by medical means.  Nevertheless, withholding necessities such as food, warmth or basic medicines implies an ethic repellent to many.

Doctors respond to this dilemma with emotion and doubt.  Nevertheless, there is a discernible consensus in Canadian neonatal units.

The consensus is that the baby should be fed, kept warm and made comfortable. His fluids should be managed.  Beyond this, nothing should be done.  No resuscitation should be attempted.  No minor surgery should be performed.  No antibiotics should be administered.33  The baby's suffering should not be drawn out, because, as a resident said:

A.   ...if you have made a decision not...to maintain a life support system, then it makes equally little sense to treat infection.  What's the goal of treating infection?

Although most doctors accept the logic of this consensus, they find it difficult to implement.  Practicing by these rules brings doctors face to face with their inability to assist or cure.  To some, it appears indistinguishable from euthanasia.  A senior resident, when asked whether antibiotics would be given, said excitedly:

A.   You're asking me if I'm chicken or not.  That's what you are asking.  Am I chicken or am I not chicken.  You know what I mean?

Q.   No.  I don't know what you mean.

A.   A chicken is chicken liver, you know, weak liver, how brave I am about making this kind of decision.

Q.   O.K. you make a decision not to treat and now he gets a little fevery, are you going to give him an antibiotic?

A.   I probably would.

Q.   You would?

A.   Yes.  It depends.  If his lesion is such that he is not compatible with life and I am not treating him, it doesn't make any difference whether I give him antibiotics or not.

Q.   But you'd give it to him anyway?

A.   Sure.  If he has an infection, there is no reason why I can't treat him because my original premise has to be of the lesion that I cannot treat is that the lesion is incompatible with life.  The problem of a fever shouldn't be handled, but I think I would handle it.

Q.   In other words, you don't think you should handle it because the idea is that he should die as quickly as possible?

A.   Right.

Q.   But yet you would treat it?

A.   True.

..........

Q.   I don't understand though that when you decide not to treat a child and then the reason is the child's going to die, and this has to go to your remark about being chicken, why shouldn't you help him along a little bit? Why should you prolong the misery?

A.   When you are wrong, you feel quite rotten.

A controversy exists with respect to use of painkillers such as morphine and demerol.  The prevailing view among pediatricians is that, because the nervous system is immature, newborns do not experience pain in the same way as adults.  For that reason, painkillers are not used in most neonatal units, even in aid of surgery. However, because there is uncertainty about the child's capacity to experience pain, certain units have adopted different practices with respect to the use of painkillers. To some extent, different practices are utilized by different doctors in the same unit.

5.
Pediatric Euthanasia
For obvious reasons, it is very difficult for the researcher to describe accurately the incidence of pediatric euthanasia.34  However, two types of euthanasia can be documented.  First, increasing dosages of painkillers, particularly morphine, may be administered.  Although the purpose is said to be relief of pain (if, indeed, neonates experience pain), the hastening of the baby's death is a clear and well understood effect.  Second, the doctor or nurse may hold back part of the morphine dosage recorded as administered.  When a sufficiently large amount is collected, a lethal dosage will be administered all at once, causing cardiac arrest and death.

Administration of increasing dosages of painkillers creates problems in the unit. Doctors are responsible for ordering the medication.  Nurses are responsible for administering it.  Because the doctor may have little contact with the baby in question, the consequences of his orders do not impact on his conscience with the same immediacy as occurs with the nurses.  The doctor will not suffer from the same sense of anxiety or guilt.  However, his orders may require nurses to administer painkillers to the baby on a regular schedule, even if the child shows no sign of pain, or is sleeping.  It will be crystal clear to the nurse that she is giving medication to a baby for whom such medication is not medically indicated.  Furthermore, the medication sometimes produces anomalous results.  In one case, the situation became traumatic for the nursing staff because, despite large dosages of morphine administered, the child continued to live.  A nurse described what happened:

A.   We put him on high doses of medication.  We kept increasing the medication and it became more traumatizing for the staff because essentially we knew we were poisoning the child.  So there was a little anxiety there naturally.  What happened was the child refused to die.  He was there three months, and eventually we cut out the morphine completely, and stopped the drugs completely, and sent him upstairs to another unit where he was just given feeding by tube, and now he is eating pablum...He is a child who refused to die.

It is impossible from our survey to say how common is the second situation -actively causing the child's death by a lethal dosage of morphine.  Not surprisingly, neonatologists surveyed were reticent about discussing this subject.  Some cases were described at second hand.  In a much publicized case an Edmonton resident ordered a lethal dose of morphine for a severely brain damaged newborn.  "It's happening everywhere" the doctor said in a newspaper interview, "but nobody's talking about it".34a  At the Hospital for Sick Children (Toronto) a Royal Commission of Inquiry is probing the mysterious deaths of 36 infants between June, 1980 and March, 1981.  The hospital's chief cardiologist suggested under cross examination that euthanasia might explain the deaths.  "The motive would perhaps be that of mercy killing", he stated. Most of the babies were "very ill with severe heart defects",34b  a fact which itself indicates the possibility of pediatric euthanasia.  A Harvard University cardiologist is reported as saying that mercy killings are now done behind closed doors.34c  The information gathered, however, is too fragmentary to allow any general conclusions as to frequency of euthanasia to be stated with confidence.

6.
Effect on Neonatal Staff
Babies who are not treated are kept in neonatal intensive care or transferred to a convalescence unit.  It is rare that parents take their child home.

Neonatal staff are seriously affected by these cases.  The units have high mortality rates; in some cases close to one death per day.  The staff works under constant stress produced by a case load of dangerously ill patients.  Morale suffers. There is high staff turnover because, as a nurse said, "it's depressing".35

Instances of bonding between nursing staff and particular children certainly occur.36  But this seems to be rare.  Typically, the staff feels, in the words of a neurosurgeon, "It is not very nice to have these children around...They are going to die".  This takes a significant toll from the staff in terms of morale, job satisfaction and turnover.

III.
CONCLUSION
Certain practices uncovered in the present survey cry out for comment and analysis from both legal and ethical points of view.  However, it is necessary to sound a note of caution.  There is a danger in concentrating attention on individual cases of abuse; one becomes lost in a wilderness of single instances.

Analysis of the survey must be sufficiently general to capture all cases of a particular type, as contrasted with all particular cases surveyed.  The method of analysis must rise from the empirical to the inductive.  Broad categories of questionable intensive care practice need to be synthesized from the individual cases. It is those categories of questionable medical practice which require legal and ethical analysis; not individual cases of abuse.  The present survey contains a sufficient wealth of detail to allow the researcher to state such categories.

The incidents described in the present chapter are parts of a larger whole.  They reveal general agreement among the medical profession on a number of issues raised by treatment of defective newborns.  The actual incidents uncovered in the research are, in the majority of cases, authentic manifestations of a larger professional consensus reached on particular problems encountered in the intensive care nursery.

By their practice, Canadian doctors have developed standards of acceptable medical conduct for the difficult ethical dilemmas faced daily in neonatal intensive care.  These practices may be said to constitute a professional tradition.  They condition the behaviour of new staff in the units.  Doctors learn by doing.  They usually do what they observe others doing.  A pediatrics resident in intensive care will observe and absorb, or be instructed in, these practices.  He may modify them, but the practices are certain to shape the resident's professional orientation more than he shapes the practices.

The professional consensi to which we refer amount to more than a tradition: they constitute an ethics of medical practice - a guide to medical conduct.  Rarely will this ethics be stated or formally codified.  By nature, such ethics are professionally established in the routines of institutional medical life.  They are practical ethics, not abstract or ideal ethics.  They are practical in the sense that this is what doctors actually do and feel pressured to do, even if not certain that what they are doing is right.

The present research reveals that a professional consensus exists on the broad question whether passive euthanasia of defective newborns is tolerable in some cases. Where the anticipated physical and mental quality of the child's life is perceived as being exceptionally poor, passive euthanasia, by withholding medical care, is acceptable medical management.  The evidence for this consensus is that all units surveyed report selective treatment and management of defective newborns.  Beyond this, the present research demonstrates that a professional consensus exists on six particular issues relevant to passive euthanasia of defective newborns.

First, a professional accord exists as to the identity of the proper authority -between parents, courts, variously constituted committees, and doctors - to make decisions to initiate or withhold lifesaving medical treatment.  The consensus established in neonatal intensive care is that doctors are the proper decision makers. This point was observed repeatedly throughout the survey.  Doctors in the birth facility decide for the parents whether to refer to neonatal intensive care;37 doctors exclude parents from decisions whether to ventilate low weight or defective neonates in the birth facility38 and in neonatal intensive care;39 standardized medical criteria are used by doctors in some units to decide whether ventilation should be commenced;40 ventilation is discontinued by doctors without parental, court or committee involvement in the birth facility41 and in neonatal intensive care;42 doctors refuse to operate when the parents request that treatment be initiated;43 doctors fail to inform parents of available lifesaving medical procedures in the birth facility44 and in neonatal intensive care;45 doctors by-pass established hospital committee structures in deciding whether to withhold lifesaving treatment;46 doctors fail to provide the parents with adequate or objective information relevant to medical decision making;47 doctors resort to legal means to compel compliance with their view that treatment should be initiated;48 doctors resort to moral and peer pressure to compel compliance with their view that treatment should be initiated;49 doctors initiate treatment without parental, court, or committee consent.50

The particular incidents referred to in the survey are not presented as examples of what every doctor would do if similarly situated.  However, the examples are all related in that, in various contexts, they reveal paradigm instances of medical practice where the doctor reserves for himself decisional power to initiate or withhold treatment in neonatal intensive care.  The thread which links all of these examples together is an established professional consensus -- a practical ethics expressed in the routines of institutional life -- that doctors are the proper decision-makers with respect to passive euthanasia of defective newborns.

A second ethical dilemma in the intensive care nursery relates to the procedure by which decisions to withhold treatment are made.  Assuming that doctors are the decision-makers, which doctors should decide, and, if more than one, what procedure should govern the decision-making process?  A professional consensus exists on that issue.  While the neonatologist retains formal responsibility for the decision, established procedure requires that his formal authority be tempered against the necessities of an interdisciplinary specialty.  There is a professional understanding that the neonatologist must initiate appropriate consultation with pediatric colleagues and neonatal staff in order to coordinate a decision in concert by the neonatal team.

The evidence for the existence of this consensus is as follows:  patients are admitted to neonatal intensive care in the neonatologist's name as his patient;51 residents in neonatal intensive care, unlike residents in the birth facility, have no decision-making authority to discontinue treatment;52 residents and nurses, who actually care for the child, are encouraged to express their opinions daily to the neonatologist on ward rounds; vigorous disagreement by neonatal staff, especially nurses, may lead to legal interference with any decision taken;53 neonatologists almost always consult the referring pediatrician;54 neonatologists routinely consult pediatric colleagues in cases of multiple anomalies,55 even where the appropriate course of medical action appears relatively clear to the neonatologist; cases of neonatologists acting alone are rare;56 consultation with pediatric colleagues does not transfer responsibility for the patient away from the neonatologist,57 pediatric colleagues who are consulted view themselves as advisors in a collegial decision-making process;58 failure by pediatric specialists - especially neurosurgeons - to consult extensively with pediatric colleagues provokes sharp criticism from nenoatologists;59 inadequate consultation, when it occurs, is perceived as a problem needing correction.60

A third problem concerns the information which must be developed prior to making a decision for passive euthanasia of defective newborns.  Doctors in neonatal intensive care are generally agreed that the child's anticipated quality of life must be determined by extensive medical assessments of the child's separate body systems. "Quality of life" refers to the child's potential for physical and mental development, and environmental factors which bear on the potential for development.  Where the anticipated quality of life does not decisively indicate whether treatment should be initiated, further information must be developed.  The parents' wishes are ascertained, and figure as a separate factor in the decision whether to treat.

Evidence in support of the existence of this consensus is as follows:  doctors use the child's "best interests" as the primary test for deciding whether to treat;61 "best interest" is understood as the medical probabilities based on medical indications;62 the child's body systems will be separately assessed by different pediatric specialists in order to estimate anticipated quality of life;63 it is standard policy for birth facilities not having the capacity to make extensive separate assessments to refer to neonatal intensive care;64 the parents' wishes become a secondary test in doubtful cases;65 the parents' wishes are a significant factor in the doctor's decision;66 the doctors are astute to involve the parents in discussions to determine their wishes;67 neonatologists criticize pediatric colleagues who fail to determine the parents' wishes adequately.68

A special difficulty of information development relates to the use of para-medical socio-economic and personal data for the purposes of deciding whether to treat defective newborns.  It is generally agreed that para-medical information properly figures in the decision-making formula.  Most of the units take initiative in developing para-medical facts.

However, the consensus established is narrow.  It exists only as respects the propriety of using paramedical data.  The units have evolved no uniform practices for gathering para-medical facts.  There is no substantial agreement on how to control the quality of para-medical data developed.  Nor are there common practices respecting the weight properly accorded to certain contentious information, such as economic data.  In sum, the units are anxious to acquire para-medical facts, but differ in their methods of fact-gathering, quality control and the use of any data obtained.

Evidence for the existence of this consensus is as follows:  the child of a young unwed mother has diminished chances of receiving treatment;69 the only child of an older mother, or a mother who has had many unsuccessful pregnancies, has greater chances of receiving treatment.70  The child of a family who appears well able to cope with the deformity is significantly more likely to receive treatment.  "Being able to cope" refers to the economic position of the family,71 the emotional maturity of the family72 and the intelligence of the family.73  The child of a family which is likely to be torn apart74 or to have other children injured75 by the addition of a deformed infant is less likely to be treated.

Evidence for the lack of agreement on methods of data acquisition, data use, and quality control is as follows:  some nurses gather non-medical facts by non-scientific observation when opportunities arise,76 whereas others are routinely sent to interview the parents with fact gathering in mind;77 social workers are used as fact gatherers at some institutions and build their data into the medical chart;78 whereas at other institutions social workers are restricted to a liaison function; doctors who profess to use para-medical data admit, when pressed, that the available data is poor quality;79 doctors misjudge the family's ability to cope.80.

A fifth issue relates to informed consent.  Doctors who practice in neonatal intensive care obtain a sharply different perspective on informed consent than do lawyers who read the law reports.  Doctors regard with suspicion and hostility the rule that a fully and freely informed parental consent must precede medical treatment.

Neonatal intensive care personnel treat the informed consent doctrine as a formality.  In practice, the doctrine provides little substantive guidance for medical conduct.  Where the neonatal team is of opinion that significant treatment is indicated, accepted practice requires the doctor to direct the parents towards that conclusion.  The medical alternatives are explained fully to the parents only so long as they willingly accept the doctor's leadership.

Where the parents resist giving consent to treatment, doctors guide the parental decision by carefully selecting the information provided.  The medical alternatives are narrowed.  With strong, reluctant parents, the neonatal team may mount a campaign to convince.  Parents who refuse outright may be subjected to legal action or coerced in other ways.

This is broadly similar to situations where the neonatal team is of opinion that treatment should be withheld.  There is a difference, however, in that doctors feel less constrained by legal requirements to obtain an informed consent for withholding treatment.  There is a broad consensus that doctors cannot be forced to treat personally; they are entitled to withdraw from the case.

Evidence for existence of this consensus is as follows:  doctors are ignorant of the legal requirements of informed consent;81 doctors describe the informed consent rules as "nonsense";82 no consent is obtained to initiate or withdraw ventilation;83 doctors conceal decisions to withdraw ventilation;84 doctors assert that it is unfair to ask parents to make medical decisions;85 doctors assert that parents are incapable of making medical decisions;86 doctors fail to inform the parents of available lifesaving treatment;87 information provided to the parents fails to present the medical alternatives objectively;88 parents who disagree with the doctor's views get less objective information;89 parents who resist giving consent are subjected to a campaign to convince by the neonatal team;90 doctors refuse to treat even where the parents so request;91 doctors assert that they cannot be forced to operate.92

A final dilemma concerns the care properly to be provided to a child whom the doctors decide not to treat.  There is a general agreement that the child should be fed, kept warm and have his fluids managed.93  A consensus exists that nothing further should be done for him.  No antibiotics should be administered.  No minor surgery should be performed.  No resuscitation should be attempted.94

The research failed to document any consensus about more active forms of euthanasia for defective children who will not be treated.  While some units tolerate the administration of increasing dosages of painkillers with the intent of hastening death, no common practices, discoverable by existing research, appear to have developed.  This is consistent with a similar lack of accord which characterizes the literature.95

