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“Children are not little adults” – the distinctiveness of ethics in children  
 
 

Adult and pediatric palliative care share many features, including the importance of 

advance care planning, the need to establish a plan of care that reflects the patient 

and family’s goals, and the right to obtain optimal symptom management. But children 

are not ‘little adults.’ Many ethical issues are unique to pediatrics, both in principle and 

in their application.  

 

In pediatric medicine, the patient is generally not the decision-maker. Whereas adult 

patients are presumed to possess decision-making capacity (DMC), children are 

presumed to lack it. Usually that assumption is correct.  By virtue of their age and 

developmental level and the nature of life-limiting conditions in children, most children 

have never possessed DMC for most decisions and so it makes makes no sense to 

explore what a child might have decided if he did.   

 

Instead, the basis for medical decisions is that they should be in a child’s interests. 

Acting in someone’s interest has been defined as “acting so as to promote maximally 

the good of the individual” (1).  Where in adult ethics the best interest standard is the 

‘last resort’ if autonomy and substituted judgment are not possible, in pediatric 

decision-making it is the child’s interests that are paramount (2). 

 

The test of ‘best interests’ is not, however, without ethical problems.  It can be 

impersonal, since the subjective values on which some interests depend, and that 

drive the treatment plan, are not necessarily those of the child-patient herself.  Unlike 

adults, who can appoint a health care proxy, children do not have the opportunity to 

choose their surrogate decision-maker. It is assumed that parents can and should play 

this role, and in Western cultures the power parents have to make medical decisions 
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over their children is, de facto, often much great than that of surrogates in other 

contexts (see below). 

 

One problem with the best interest standard is that it implies there is only one 

acceptable decision.  ‘Best interest’ is, by definition, a superlative.  That misrepresents 

the reality of medical decisions in practice.  In the real world there are usually multiple 

options: 

 

There are five possible treatment plans for a patient, involving various 

combinations of potentially beneficial interventions.  Medical staff deem the 

acceptability of the various options on the following scale: 

 

● Option 1: ideal 

● Option 2: almost as good as 1, and acceptable 

● Option 3: not quite as good as 2, but begrudgingly acceptable 

● Option 4: generally unacceptable by virtue of burden/benefit ratio 

● Option 5: entirely unacceptable given lack of potential benefit 

 

According to the best interest standard, the only acceptable course of action 

would be Option 1.  Should parents object, they would not be acting in the 

child’s best interests and according to the best interests standard could 

reasonably be accused of abuse.   Similarly, a physician who chose Option 2 

or 3 would potentially be open to the charge of medical negligence. 

 

According to a test of interests (rather than best interests), physicians are not entitled 

to disregard the preferences of parents unless they are for a course of action that 

would harm their child.  Doctors must show that what parents are asking is outside 

what is generally acceptable, based on factors such as the probability of success, the 

ratio of benefits and burdens, etc.  That approach has sometimes been dubbed the 

‘harm principle’ (3). 

 

It is important to note that simply because a child is not the legal decision-maker 

regarding his care does not mean that the child has no role in reaching decisions.  

Children should be included in discussions and decision-making to the degree that 
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their age and maturity allow. In some countries, that involvement is through the child’s 

‘assent’.  In most countries the legal concept of consent involves sufficient 

understanding of the information presented and the application of reason or values in 

coming to a decision.  Assent, in contrast, requires only that the child agree to the plan 

presented in basic terms appropriate to his cognitive development and emotional 

maturity.  In cases where the child is old enough to understand what is being 

considered, it is important to obtain his assent prior to commencing (or withholding) 

treatment. 

 

Some treatment plans should be deferred or even cancelled if the child does not agree 

to it. Others offer such a positive benefit/burden ratio that it would be perverse to allow 

the withholding of assent by a child with limited DMC to stand in the way of 

implementing it. Examples of this include low-burden treatment of life-threatening 

infections in otherwise healthy children. In such situations, the child should not be 

asked for his assent but rather informed in developmentally appropriate terms what is 

going to happen, while being offered control over discretionary aspects of care, such 

as the setting of care and who will be present when the treatment is provided (4).  In 

cases where the complexity of the illness and treatment exceed the patient’s DMC, 

the balance of benefit and burden often render the child’s assent irrelevant. 

 

‘Divided loyalties’ are those in which a decision-maker who is not the patient finds 

themselves having to trade off the needs of the patient against her own needs, or 

those of others under her care.  Divided loyalties occur in adult medicine (e.g., the 

loving spouse of a patient who almost surely will not recover and who has expressed 

a desire to avoid burdensome treatment) but they are especially likely in pediatrics. It 

runs contrary to every human instinct to ‘let your child go’ even when it has become 

clear that cure is not possible.  It can be difficult for parents not to privilege their need 

to remain true to that instinct over the interests of their child.  In addition to their own 

feelings, parents may also take into account the well-being of other members of the 

family. While some defend such ‘intrafamilial trade-offs’ so long as the basic needs of 

each child member are not jeopardised (5), others argue that it violates the principle 

of justice for two children in equivalent medical situations to receive different 

treatments, based purely on social or familial considerations (6). 
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Finally, whereas in adult medicine the clinical relationship is generally between the 

patient and the physician, in pediatrics the clinical relationship is a triad: patient, 

parent(s), and physician. An adult patient should normally be fully informed about his 

health status and options, but in pediatrics parents often ask doctors not to share 

information with the patient because they wish to shield their child from burdensome 

knowledge.  The reality (see below) is that children are aware of much more than 

adults around them imagine (7) and without an opportunity to explore their 

understanding with adults may become fearful in a way that could be avoided by 

discussion and reassurance.  As a result, withholding unwelcome knowledge from a 

child is often, counterintuitively, more harmful than sharing it. This logically raises the 

question of how much information parents have a right to withhold from their child, 

especially as the child enters adolescence and approaches adulthood. 

 

 

Decision-making - Parental authority to request ‘harmful’ interventions - and 
ditto to request futile ones. 
 

A 14-year-old boy with a neuronal migration disorder has been admitted to the 

surgical unit with acute abdominal pain which was found to be due to a massive 

infarction of the small bowel. He survived surgery, but after many months there 

has been no recovery of his bowel function and he remains unable to tolerate 

enteral feeds. Furthermore, he has developed a series of chest infections while 

on the ward, and despite having no neurological deficit has lost the ability to 

walk. The team caring for the child seek advice from the palliative care team as 

to whether total parental nutrition can be ethically withheld.  

 

The Royal College of Paediatrics and Child Health (2) in the UK recognises three 

broad situations in which it might be reasonable to choose not to intervene to prolong 

a child’s life; when life is limited in quantity, when it is limited in quality and when the 

child competently refuses. 

 

Limitation of quantity and quality are best considered variations of the same principle 

of balancing burden and benefit.  It is the outcomes that are different.  Limitations of 
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quantity refer to how high the stakes are (for example whether cure is a possibility). 

Limitations of quality ideally refer to the child’s own sense of her existence and what 

she can bear, but since that can often not be known, clinicians usually need to fall 

back on eliciting approximations made by those who know her best, especially her 

parents.   In this example, both the likelihood of recovery from this episode, and the 

patient’s sense of what is bearable, are difficult to know precisely.  It is nevertheless 

possible to make a reasoned judgment of the benefits of total parenteral nutrition and 

the adverse impact it would make on a life that is unlikely to be saved by it.   

 

The only indisputably relevant ethical question is about the child’s interests; whether 

the intervention is likely to do more good than it does harm to that individual child. That 

balance needs to take into account much more than simply the duration of the child's 

life, but also issues that are difficult to measure such as the child sociality, relationships 

etc. A child's cognitive and physical disability are relevant, but only to the extent that 

they impact on these other things. It is inevitable that clinicians will need to rely on 

input from a child's family; sometimes it will be important to distinguish between what 

the family considers are best interests of the child, and what are the best interests of 

family. Both are important, but where they conflict it is the interest of the child that 

should have priority for paediatricians. 

 

One important question is whether the decision not to introduce a treatment is ethically 

the same as a decision to stop it once it has started.  There is no doubt that clinicians 

often prefer withholding treatment to withdrawing it, but on its own that does not 

constitute evidence that they are morally different.  Beauchamp and Childress argue 

that the idea that withholding and withdrawing are morally distinct is “outmoded and 

untenable … the distinction between withholding and withdrawing treatments is 

morally irrelevant, and can be dangerous.” (8). 

 

There is a sense in which Beauchamp and Childress seem to be obviously wrong.  

There is only one way to withdraw treatment, and that is to make a decision and act 

on it.  But there are two ways to withhold treatment; to decide to withhold it, or not to 

make a decision at all.  Since most would agree that deliberation before taking an 

action is morally relevant, the fact that the action of withholding treatment can be 
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achieved without such deliberation seems to make the two potentially quite different 

moral decisions. 

 

But in a more substantive sense, Beauchamp and Childress are right that withholding 

and withdrawing treatment are ethically equivalent, even if they are not ethically the 

same.  If an intervention will do more harm than good (considered appropriately 

broadly), then doing it is morally wrong, whether you are doing it for the first or the 

fiftieth time.  Measured against the yardstick of what is in a child’s interests, it makes 

no difference whether a decision results in stopping an intervention that has become 

harmful, or results in not starting it because it is already harmful.  The preference of 

clinicians for withholding treatment is partly because it allows the possibility that they 

will avoid making a difficult decision.  But all that means is that they are failing to make 

a judgement that they are, in fact, morally expected to make.  It is true that withholding 

interventions is easier than withdrawing then; but it should not be true, because 

withholding an intervention should always be the result of the same careful deliberation 

as withdrawing it. 

 

There is an important caveat here.  It would not be true to say that, because it is 

reasonable to withhold treatment at one point in time, it will by the same token be 

reasonable to withdraw it later.  Ventilating or not ventilating might be equally 

defensible alternatives at the time a patient is admitted to the intensive care unit.  If 

ventilation is commenced, however, then the reasonableness of a decision to stop it 

later is not established simply by the fact that it was earlier considered reasonable not 

to start it.  That decision is a separate one, based on what is known at the time the 

second decision needs to be taken. 

 

Refusal by a child 
 

 

Children are not fully autonomous in the same way that an ideal adult might be.  That 

is not the same, however, as claiming that children possess no meaningful autonomy 

at all.  In most countries the legal right of a child to choose is less extensive than her 

moral rights.  Irrespective of whether or not she has attained the age at which she is 

allowed to take decisions on her own behalf, a patient may have strong preferences 
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about her treatment that should be heard.  That does not mean that a child should 

have to make decisions independently of her parents. Autonomy is exercised most 

effectively in the context of trusting and interdependent relationships (9). But even if 

they are not considered to carry the same authority as if she were an adult, if a child 

can articulate and express her preferences then her views should carry some weight 

in decision-making. 

 

Cognitive impairment and severe restrictions on physical mobility are the rule in 

children with life-limiting conditions, however, and most children needing palliative 

care are not able to express those preferences.   

 

 

Parental authority 

 

It is tempting to imagine that it is therefore the autonomy of parents that physicians 

have a duty to respect.  The term ‘parental rights’ is sometimes used to describe the 

authority that parents have to make medical decisions over their children.   Often there 

are several alternative courses of action that would be reasonable on the basis of what 

is known at the time.  Physicians should support parents in choosing one from among 

those reasonable courses, even if their own choice would be different.  There is a 

hypothetically important distinction here between treatment that is harmful, and 

treatment that is merely futile.  Futile treatment will do no good, but it does not follow 

that it will do harm.  While there may be powerful arguments against proceeding with 

a futile intervention, they flow largely from ideas of justice and resource allocation 

rather than from the interests of the child.  A parent who would agree that an 

intervention was wrong if it harmed their child might nevertheless object to its being 

withheld simply because it will do no good.  In principle, that objection is quite 

reasonable.1 

 

But acknowledging that the range of reasonable alternatives is wide is not the same 

as saying that all alternatives are equally reasonable.  The authority of parents over 

medical decisions that affect their children is not unlimited.  Parental rights are co-

                                                        
1 Although in practice all interventions do carry some harms, however trivial. 
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extensive with parental duties, and so are restricted to enabling parents to do the best 

for the children.  Some medical decisions are wrong in an absolute sense, in that it is 

probable that, if acted on, they will inflict more harm on the child than they will do good.   

An adult has the right to make wrong decisions about her own health, but that principle 

does not extend to allowing her to make wrong decisions about the health of her child.2  

Parents usually aspire to do the best for their child, but like doctors they might not 

always know what that best is, for example because they have not been fully informed 

or because it is not known or even unknowable. Furthermore, the task of distinguishing 

between what parents feel their child would want from what they themselves want for 

their child, is one of considerable sophistication that is difficult at the emotionally 

sensitive times at which they have to take such decisions.  Finally, a small number of 

parents actively wish to harm their child. 

 

Parents are not the only arbiters of what actions will help their child.  A decision that 

will probably harm a child in a way that is not justified by its benefits is ethically wrong, 

and it does not become permissible just because parents have authorised or 

requested it (10).  Parents are not morally entitled to harm their child, or to instruct or 

authorise someone else to do so.   

 

 

Research in children  
 
 

The Association for Paediatric Palliative Medicine in the UK (APPM) recently held its 

annual one-day training workshop. As part of the programme, trainees were asked to 

present a brief critical review of a recent research paper in paediatric intensive care. 

The trainees had no difficulty in locating relevant papers. They included meta-analyses 

of metoclopramide and gabapentin in nausea and vomiting, results from a phase 1 

study of nusinersin, the use of cannabinoids to treat spasticity, and two papers 

examining decision-making among the parents of children with life-threatening 

conditions. 

                                                        
2 As the United States Supreme Court put it, “Parents have the right to make martyrs of themselves, 
but they do not have the right under the same circumstances to make martyrs of their children” (Prince 
v. Massachusetts. (1944). 321 U.S. 158) 
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Everyone who heard the presentations left feeling more confident than beforehand 

that the interventions we were offering children with life-limiting conditions were not 

arbitrary, or guided simply by our own preferences, but by something objectively true 

that had been demonstrated by empirical evidence. Many specifically referenced 

children's palliative.  Others, though clearly relevant, were part of a related discipline 

such as oncology or simply contributed to the science of therapeutics in children more 

generally. 

 

There was a time when it would have been impossible to fill a meeting with 

presentations of empirical research evidence in children, because it was considered 

ethically unacceptable to conduct research on children at all, a fortiori children with life 

limiting conditions. While the practical benefits of the results of research are obvious, 

the ethical basis on which research is done remains uncomfortable, and even today, 

doing meaningful research in our patient group offers a number of important 

challenges.   There is no reason, for example, why a caring hands-on clinician should 

not also be an enthusiastic and effective academic.  In practice, however, clinicians 

who are drawn to children's palliative care are not necessarily drawn with equal fervour 

to research.  

 

One practical limitation is the relatively small number of children who need and/or are 

receiving palliative care at any one time.  The only way for a researcher to be 

absolutely sure of her conclusions would be to include in her study every person who 

currently exists. Fortunately it turns out that, in order to be 95% sure a study correctly 

identifies something that is true, researchers usually only need to recruit a tiny fraction 

of that number.   The precise number depends on the magnitude of the difference 

researchers are expecting to find, and how much people vary in respect of what the 

study is measuring, but it is usually only in the tens or hundreds of patients rather than 

the billions.   Nevertheless, in order to be able to answer a research question (at least, 

a question that relies on statistical analysis), there is a certain minimum number of 

patients that a researcher must recruit.   

 

That immediately presents a difficulty in paediatric palliative care research. The nature 

of children’s palliative care is that most services provide a lot of care to a relatively 
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small number of patients. To coordinate studies across several such centres would be 

a very significant logistical challenge.  Yet a study that is too small to answer the 

question is inherently unethical because there is no amount of harm small enough to 

be justified by a pointless study. 

 

 

Cultural factors 
 

One barrier to research and children has been a cultural perception that the child 

should be protected from research. This flows from recognition that children are 

vulnerable to exploitation and need to be protected. The child with a life-limiting 

condition is multiply vulnerable, and it seems obvious on the face of it that such 

children should be protected from the possibility of exploitation by clinical researchers 

who are motivated by something other than the interests of the child under their care.  

Theologian Paul Ramsey set out this deontological perspective compassionately and 

unequivocally (11): 

  

… to experiment on children in ways that are not related to them as patients is 

already a sanitised form of barbarism [that] pays no attention to the faithfulness-

claims which a child, simply by being a normal or a sick or a dying child, places 

upon us and medical care. We should expect no significant exceptions to this 

canon of faithfulness to the child.  

 

As far as Paul Ramsey is concerned, it is the purpose of adults to care for children.  

Where the child is sick, it is the particular duty of doctors and parents to protect the 

child.  In respect of a child, doctors should, according to Ramsey, take no action whose 

object is other than to help that particular child.3 

 

Ramsey's conclusion is problematic, however, because a duty of care towards a child 

                                                        
3 Ramsey’s view did not go unchallenged, even at the time.  Theologian Richard McCormick in particular 
argued that children are themselves moral agents who should be expected to participate in the project 
of humanity, if necessary by agreeing to participate in research intended to benefit others. McCormick 
took it for granted that the consent of the child’s parent was synonymous with the consent of the child 
herself (12). 
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does not only apply to protecting the child from research. The same duty requires us 

to protect the child from the use of medications or interventions that are not safe or 

else are not effective.  That can only be established by looking for empirical evidence.  

Ramsey was not a clinician, and he may have shared with many laymen a belief that 

clinicians are always informed in their decisions by a thorough understanding of the 

interventions they are using.  Unfortunately that is not true. All those working in 

paediatrics know that it would be impossible to treat children if we restricted our 

interventions to what was known, as a matter of absolute fact, to be safe or effective.    

 

A useful proxy indicator of the extent to which clinicians working with children have to 

rely on interventions that have not been adequately studied is the extent to which 

medications are used in a way that is ‘unlicensed’ or ‘off label’.  Drug companies are 

given a licence to advertise their products only if their claims for them can be justified 

by empirical evidence.  Conroy’s seminal paper showed that in 1999 almost half the 

medications used in children were unlicensed or off label (13). That was not because 

clinicians were careless, or because they did not recognise a duty to protect the 

children in their care.  It was because, in practice, there were not enough medications 

available that had been adequately researched.  In many paediatric specialties, there 

is at least a robust evidence base in adults from which it is often reasonable to draw 

conclusions about children.  In palliative care, on the other hand, the danger was 

compounded by the fact that even in adults the evidence base was very small (14).   

 

To care for a child, we need to know that the actions we take in respect of the child 

are (probably) going to do more good than harm.  Without knowing how effective a 

medication is, and what adverse effects it might cause, we cannot make that 

judgement.  Without it, we cannot act in accordance with the ‘canon of faithfulness’ to 

the child to which Ramsey refers.  Treating children with inadequately researched 

interventions puts them at risk of harm that is not justified by possible benefits:    

 

Children require protection, but this should not preclude the claim of other rights, 

including the right to the highest standard of healthcare, to be informed, express 

their views, and influence decisions made about them…and have their care 

assured by research. (15) 

 



 

 12 

Research in children presents an ethical antinomy.  It appears that to care adequately 

for children with life limiting conditions, compassion for children requires us both to 

recruit them into research studies, and simultaneously to avoid doing so.   

 

A blanket embargo on research and children's personal care is ethically out of the 

question.  Some research is necessary.  But a limit must be set on what can be done 

to children in the name of science.  Ramsey is right that we must not regard children 

as possessions who can legitimately be used solely as a means to an end.  The 

declaration of Helsinki does not address the specific issue of children, but does 

acknowledge that in recruiting research subjects, certain vulnerable groups might 

need special protection: 

 

16.  … Medical research involving human subjects may only be conducted if the 

importance of the objective outweighs the risks and burdens to the research 

subjects. … 

19.       Some groups and individuals are particularly vulnerable and may have 

an increased likelihood of being wronged or of incurring additional harm.  All 

vulnerable groups and individuals should receive specifically considered 

protection. 4  

 

The child with a life-limiting condition is obviously an example of a vulnerable 

individual.  Applying the Helsinki declaration to the specific case of paediatric palliative 

care research, a research project must fulfil three criteria in order to be ethically 

acceptable: 

 

1.  The question it asks must be an important one 
 

An important question is not simply one that interests the researcher. It must be one 

that is of direct relevance to the care of children. That requirement may lead us into 

areas that are not obvious. If a drug company has developed a novel opioid, it might 

be important to the drug company to know something about its kinetics and tolerability. 

                                                        
4https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-
research-involving-human-subjects/ 
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But that is not necessarily an important question for paediatric palliative care, because 

there are already plenty of opioids that work well and whose side effects are trivial or 

manageable.  It is already possible to treat children’s pain effectively using opioids that 

are available and well understood.  The relevant research question about a new opioid 

is not whether the drug is safe and effective, but whether it is more safe and effective 

than the wide range of safe and effective opioids we already have.  

 

On the other hand, it might well be important to test whether children like the flavour 

of one preparation of an anticholinergic more than they like another preparation, or to 

test whether a new formulation is less likely to block a gastrostomy tube than existing 

formulations.  Taste and ease of administration through a gastrostomy tube are 

practical challenges to using medications effectively.  Paediatric palliative care needs 

better tasting medications and it needs more soluble ones; but it probably does not 

need new opioids unless they offer something quite spectacularly better than what we 

already have. 

 

 

2.  The study must be able to provide an answer to the question. 
 

Most studies cause some harm to those participating.  Many of those harms are trivial.  

But even trivial harms must be justified by the chance of achieving the objective of the 

study.  However important the question, and however trivial the harms, a research 

study cannot be justified unless it can provide an answer. That means the study must 

be well designed, and also that it must be possible to recruit enough patients. 

 

 

3.  That answer must not be already knowable by some other means 
 

It is the extent to which research in children is necessary to help care for children that 

determines the extent to which it is ethically justifiable to recruit them into research.  If 

the relevant knowledge can be obtained without recruiting children, then it would be 

wrong to do so.  The obvious alternative source for data is research in adults.  There 

are two equal and opposite errors to make when extrapolating pharmacology from 

adults to children. The first, and more dangerous, is to assume that everything we 
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know about medication in adults is exactly the same children.  Children are not little 

adults.   

 

But they are the same species.  It would be wrong to imagine that adults and children 

are so different that nothing we know about adult palliative medicine is relevant to 

children. The therapeutic evidence base in adults is the empirical foundation on which 

the children's specialty is also built.  The default position should be that if an approach 

is effective and safe in adults, it is likely to be effective and safe in children unless 

reason (based on what we know of differences in pharmacodynamics and 

pharmacokinetics) or evidence suggest otherwise.  

 

What that means is that we do not always need to do research on children to get the 

answers we need. Sometimes what we need to know in children is already known, or 

can reasonably be inferred, by other means. In that situation, there is no justification 

for repeating the project in children. 

 

 

Conclusion 
 

Caring for children at the end of life is based on a moral requirement to maximise 

benefit and minimise harm to the child.  That requires knowledge about interventions 

that cannot be obtained by any means other than good quality empirical research. 

 

The extent to which research in children with life-limiting conditions is justifiable, 

however, is limited.  It is the extent to which the research asks an important question, 

and is able to provide an answer that is not already knowable by some other means. 

Under those circumstances, and only under those circumstances, research is always 

ethically permissible, and might sometimes be mandatory. 

 

 

Adolescent decision-making/collusion  
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Adolescence5 is a liminal period: more mature than a child, but not quite an adult. This 

logically raises the question of which rights of an adult that an adolescent possesses, 

and to what degree the principles of pediatric decision-making still pertain. 

 

After long granting minors precious little role in their health care because they were 

felt incapable of making their own decisions, the last quarter of the twentieth century 

was marked by great optimism regarding the DMC of adolescents. Cognitive studies 

involving hypothetical complex decision-making suggested that mid-adolescents were 

just as capable of making decisions as adults. Researchers opined that there “is little 

evidence that minors of age 15 and above as a group are any less competent to 

provide consent than are adults” (16).  Based on such studies Weir and Peters 

concluded, “The presumption on the part of physicians…should be that all adolescent 

patients between 14 and 17 have the capacity to make health care decisions, including 

end-of-life decisions, except when individual patients demonstrate that they do not 

have the necessary DMC” (17).  International statements also attested to the right of 

some minors to make their own decisions.  For instance, the U.N. Convention on the 

Rights of the Child mandated recognition of the “evolving capacities” of minors and 

expected signees to grant them some or even all decision-making rights (18).   

 

Imputing such autonomy to minors is a two-edged sword, however, for with increased 

medical authority came expanded legal culpability in the form of severe sentences 

meted out for crimes committed prior to the age of majority. Justice concerns coincided 

with discoveries in cognitive psychology which recognized that brain development, 

rather than culminating in mid-adolescence, is an ongoing process through 

adolescence and into early adulthood. In fact, early adolescence was notable for the 

greatest dopaminergic activity in pathways connecting the limbic system (associated 

with emotions and impulsivity) and the prefrontal cortex (which is the center of more 

rational thought) (19).  These connections produce an ‘emotional reward’ for decisions 

that may not be entirely rational, offering a neurological explanation for long-

                                                        
5 Adolescence has been defined in various ways, with a starting age ranging from ten (World Health 
Organization 2016) to thirteen (Psychology Today 2017), and ending either at nineteen (World Health 
Organization 2016) or “the age of majority” (Merriam-Webster Inc. 2003), which varies by jurisdiction.  
For the sake of consistency—and recognizing the changing legal rights of a patient upon reaching the 
age of majority—“adolescent” will refer to a patient between the ages of thirteen and seventeen. 
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recognized behaviors of adolescence: impulsivity, sensation-seeking, decreased 

future orientation, and susceptibility to peer pressure. It also explains why adolescents 

generally make more rational decisions in hypothetical scenarios (“If this were to 

happen to me…”) than in real-life situations. 

 

This is not meant to suggest that the earlier studies were incorrect. Adolescence is 

certainly a time of evolving maturity during which patients are able to process 

information in an increasingly rational way. In adolescence, however, there is, 

however, a greater disparity between the stage of development of emotional decision-

making and that of cognitive decision-making than at other stages of human 

development (Figure 1).  Mark Twain is believed to have remarked that when was 

seventeen he couldn’t bear to have his father around, but when he was twenty-five it 

was wonderful how the old man had improved.6  

 

 
Figure 1 
Dual process model of adolescent brain development 

 

The significance of this dual-process model to medical ethics is that adolescents who 

possess and fully understand the facts of a situation might nevertheless make 

decisions based on more socio-emotional considerations. An example would be 

                                                        
6 Quoted in a US humorous magazine in 1915 (20). 
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resisting chemotherapy because of associated hair loss, or refusing limb amputation 

for bone cancer because of the resultant inability to participate in sports. It is also 

relevant in euthanasia (see below), where a young adult’s consent to physician-

assisted death might be fully informed but nevertheless made on a basis that is not 

rational.  As Casey et al. observe: “In emotionally salient situations, subcortical 

systems will win out (accelerator) over control systems (brakes) given their maturity 

relative to the prefrontal control systems” (21) 

 

To possess DMC a patient must be able to reason about the choice in terms of 

personal goals and values, which in adolescence can be significantly impacted by the 

strong emotional overlay, as well as choose voluntarily, which is also often called into 

question for adolescents because of the influence of the family unit. Even if a patient 

understands and appreciates the information provided, and is able to manipulate it 

rationally, he must still have the freedom to make his own voluntary choice in order to 

be able to give true informed consent. Given the enmeshed nature of family 

relationships, it may be difficult for an adolescent to separate his own values from his 

parents’. While in some cases this may lead an adolescent to disagree with his 

parents’ view simply because it is his parents’ view, more often in medical situations 

the adolescent may be unduly positively influenced by the parents’ views. This is 

particularly true with regard to religious or cultural views which may lead to a rejection 

of allopathic medical care. 

 

One of the most challenging ethical situations encountered in pediatric palliative care 

is when a sick child’s parents ask the medical team not to reveal to him how sick he 

is, or the likely outcome of the disease. It is not difficult to understand the parents’ 

desire to protect their child from the additional burden of worry, as well as to nurture 

hope. Addressing the issue directly also brings the reality of impending death into the 

parent’s consciousness.   

 

Non-disclosure used to be the standard of practice. In her groundbreaking work 

Private Worlds of Dying Children (22), Myra Bluebond-Langner describes pediatric 

cancer patients suffering in silence, provided with precious little information about their 

disease or prognosis. Remarkably, every one of those children were aware of their 

diagnosis, despite the attempts of their families to shield them from it.    This, in turn, 
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led to ‘mutual pretense’: an unspoken agreement among all participants to act as if 

the child was not aware. Children played along because that is what they were 

expected to do and to spare their parents what they knew would be a painful 

conversation. Parents elected not to explore their suspicion that their child might know 

more than he was letting on. This made it impossible for parents and children to have 

open conversations about illness and death. 

 

This is particularly significant because of the potential benefit of such conversations. 

In a subsequent landmark study, Kreicbergs interviewed parents after their children 

had died, specifically asking if they had discussed illness and death in advance (23). 

Over half of the parents had not done so, even though the majority of these parents 

sensed their child had some awareness of his impending death. None of the parents 

who discussed death with their children later regretted doing so, but over one-quarter 

of the other parents regretted not doing so.  Parents who did not speak to their children 

about death were also more likely to suffer from anxiety at follow-up.   

 

Although there has been a significant shift in favor of transparency with adolescent 

patients, studies have shown that staff still often accede to requests for non-disclosure 

(24), largely in order to avoid conflict with parents. This can, in turn, cause moral 

distress because the staff feel they ca not adequately support the child as he explores 

the reasons why he feels the way he does, and what this might mean going forward. 

Being excluded from important discussions can also lead the patient to feel isolated. 

 

So how should one handle a request from parents for non-disclosure? The first step 

is to explore the parents’ reasons for making the request in the first place. They may 

want to wait for a particular time in order to tell the child, such as allowing him to have 

‘one more birthday’ or school graduation without the burden of the knowledge of the 

extent of her illness. They may be concerned about what exactly the medical team will 

tell their child, fearing it may destroy the fragile hope they and their child have for 

recovery. They may also feel that the child should take the lead in such conversations, 

interpreting the lack of direct questions on the child’s part as representing a desire not 

to know. 
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Each of these positions calls for a particular response. The first might prompt 

exploration of what time would be better to tell the child, recognizing that for many 

parents there is no “good time” to break such difficult news. The second might require 

paraphrasing what information the medical team feels is most important, and then to 

invite the parents to take part in the conversation, too. The team could also share 

evidence that candidness regarding prognosis does not damage hope, but rather may 

deepen it (25).  

 

Addressing the concern that the patient may not want to know, the team might wonder 

aloud if he already does. Information is often gleaned through overheard comments 

or direct intuition. Identifying subtle ways the child may have already communicated 

awareness—such as through gestures or artistic expression—may help the parents 

recognize this. This could lead the team and parents to brainstorm ways to open the 

door for conversation, should the child wish to walk through it.   

 

Even if the child does not already know, the practical question of how long that 

information can be kept “secret” needs to be raised. However difficult it would be for 

the child to hear that news from a loving parent, it would be far worse to learn of it 

inadvertently. What a child imagines may be even worse than the actual medical 

situation, leading to further increase in anxiety. Candor now generally leads to better 

adjustment later (26) and may also help with adherence to a treatment regimen once 

the child understands the necessity of it. 

 

In some cases parents themselves may not fully appreciate the seriousness of their 

child’s condition. Studies have shown that parents sometimes come to recognize that 

their child is dying months after the medical team has (27). Of course, this may be 

because the parents were not informed of the prognosis, given the emotional 

challenges involved in doing so. More likely, however, is that they were at least partly 

informed but were unable to process the information or accept the implications of it. 

Their reluctance to bring their child into the conversation thus provides an opportunity 

to enhance the parents’ own understanding of the medical situation, which may help 

them recognize the need for full disclosure.   
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In some situations, these steps can help bring the parents to a point where they are 

willing to speak candidly with their child, or at least permit the team to do so. The age 

of the child is relevant, as studies have shown that parents are more likely to speak to 

older children about upcoming death (23), reasonably concluding the child is better 

able to handle the news and may have further questions about it.   

 

The fact that older children will play a more integral role in treatment decisions is not 

the only reason to disclose diagnosis and prognosis to a child. Younger children can 

still grasp the impact of a serious illness, if only in terms of its immediate implications 

(e.g., inability to go to school, need to stay away from friends who may be sick, etc.). 

To reduce the obligation of disclosure to one of practicality—in terms of decision-

making and adherence to therapy—overlooks the overall well-being of the child, his 

ability to process information, and his right to it. 

 

But what of situations when parents remain steadfast in their position that the child not 

be told? There is little guidance on how clinicians should specifically address that 

dilemma. An important factor to take into consideration is the imperativeness of the 

potential disclosure. In some situations, the child’s opinion about what is most 

important in life plays an integral role in larger treatment decisions, some of which may 

be time-sensitive. In those situations, there is more pressure to decide sooner about 

whether the child should be informed. 

 

Where decisions are not pressing, the parents may reasonably be afforded more time 

for reflection and discussion. In the meantime, certain fundamental rules should be 

identified, including never lying to a patient (adult or child). It is one thing not to disclose 

a diagnosis proactively or even to decline to answer a direct question related to it. But 

it is an entirely different thing knowingly to speak an untruth, especially telling a child 

who is dying that he is not. Such an action undermines trust and devalues the patient 

as a person and is never acceptable. 

 

It is also important to acknowledge the possibility that the child really does not know 

and does not want to know.  Just as one would with an adult patient, it is reasonable 

to preface any disclosure with an open-ended question about what the patient is 

worried and curious about, and how much he wants to know about his illness. In some 
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cases this can be accomplished more effectively without the parents present, so the 

child does not have to be so concerned about protecting them, too. 

 

Even if the child comes right out and asks, “Am I dying?”, it may not be entirely clear 

that he wants to know everything about her illness. In many cases the wisest course 

of action is to answer a question with another question, as in, “What makes you ask 

that?” or “What’s worrying you?” The child may, in fact, be asking if the worsening of 

his symptoms is a bad sign or if it is treatable, which if nothing else is a clue to the 

treating team that additional symptomatic treatment is necessary. By asking for more 

details, the team can better understand what terminology and framework the child is 

using, in order to answer in a way that is most appropriate and understandable to him. 

Ultimately, there may come a time when all attempts at clarification and persuasion 

have failed, and the child is felt to be suffering from apparently not knowing her 

diagnosis and prognosis.  It is quite likely that he does know about it but does not feel 

free to discuss it. In such situations, it is crucial to recall that, the family-centered 

nature of pediatrics notwithstanding, ultimately it is the child who is the patient (28). In 

situations where the patient, regardless of age, wishes to be informed and where his 

values impact on decision-making, disclosure should be considered a professional 

obligation which protects the interests of the child-patient.  

 

There may, therefore, be instances when the child’s need to know trumps the parents’ 

request for non-disclosure (29).  In those situations, the team should inform the 

parents of the fact that they have reached that conclusion, as well as the implications 

of it. Additional services, such as expanded psychosocial support and perhaps conflict 

mediation between the team and the parents, could (time permitting) be utilized to help 

mediate any potential conflict. The parents should also be given the opportunity to 

influence the context of the disclosure, such as choosing whether or not to be present 

when disclosure is made.   

 

From a procedural standpoint, it may be helpful to establish clear institutional 

guidelines affirming the right of children to understand their prognosis and offering 

practical advice on how to avoid inappropriate non-disclosure. That can pave the way 

for early discussion of likely outcomes and fuller integration of palliative and 

potentially-curative therapies. 
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Principle of Double effect  
 

A nine-year-old boy with severe cerebral palsy is admitted to the intensive care 

unit (PICU) with the latest in a series of severe chest infections. Each infection 

has been worse than the last, and on each admission it has become more 

difficult to wean him off the ventilator. Despite adequate and appropriate 

interventions, including ventilation and intravenous antibiotics, it seems likely 

that on this occasion it will not be possible for him to breathe independently of 

the ventilator. In discussion with his parents, a decision is made for 

‘compassionate extubation’ (that is, extubation in anticipation that he will die). 

The child has not seemed to be in pain and has never received opioids, but two 

hours before extubation, the PICU physician prescribes the equivalent of 2 mg 

per kilogram of oral morphine as a single intravenous bolus.  She is aware as 

she does so that three possible outcomes are analgesia, anaphylaxis and 

abolition of respiratory effort at the time of extubation. 

 

 

The principle of double effect (PDE) is simply an acknowledgement of the possibility 

that a clinician can foresee a range of outcomes from a single act, but intend only a 

subset of them. It is logically inescapable, and the basis on which good clinical 

decision-making is made in many specialties, particularly palliative medicine (30).  

Although originally articulated by a Christian theologian, it is a concept of moral 

philosophy that does not rely on any specific religious understanding.   

 

The main challenge of the principle of double effect for paediatricians does not lie in 

applying it specifically to children, but in the principle itself.  Despite its apparently self-

evident nature, the principle of double effect is considered by some to be no more than 

a ‘fudge factor’ that allows physicians to feel comfortable making decisions at the end 

of life that, in reality, hasten or cause death. There are several reasons for this, of 

which this chapter will consider only two. The first is that it is sometimes 

misunderstood. The second is that the key principle of PDE requires certain further 
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qualifications that are not agreed, particularly regarding concepts of proportionality 

and the extent to which a single act can be defined within, and reliably distinguished 

from, a series of acts.  

 

A common misunderstanding of the principle of double effect is that it legitimises 

equally all outcomes that are foreseen. In the example above, relief of pain is ethically 

permissible, while deliberately inducing apnoea is not7.  It is sometimes thought that 

the PDE permits the overdose because the ethically problematic outcome is simply a 

secondary consequence of treating pain. The PDE does not allow this, however, for 

an important reason; the dose that is suggested is disproportionately high for the 

ethically permissible outcome. The dose required for pain in an opioid naïve child 

would be a tiny fraction of this (1 mg per kilo per 24 hours). The dose suggested cannot 

be justified on the grounds of the permissible outcome. 

 

The illustration shows that some element of proportionality must be shown between 

the act and its outcome in order to judge the intention. That proportionality can be 

considered in several different ways. One is the reasonableness of the dose that is 

being proposed. Prescribing morphine for analgesia is ethically justified to the extent, 

and only to the extent, that the dose is appropriate for the degree of pain (see chapter 

XX – opioids chapter). 

 

A second measure of proportionality in this context is to consider ‘directness’ of the 

intention. An action will always lead to a sequence of consequences that are 

increasingly remote from the intention of the agent. It is not, as one utilitarian ethicist 

humorously suggests (31), a question of how long after the act its consequences 

manifest.  That would reduce ethics to a branch of pharmacology. The ethical outcome 

in this case might depend on whether the PICU physician used quick-acting 

intravenous fentanyl to induce apnoea or a longer-acting oral morphine formulation. 

The question of directness relates rather to the disposition of the agent; that is, what 

it is the physician expects to happen as a result of his or her action.  Except to some 

consequentialists, there is a morally relevant difference between intending A while 

                                                        
7 I am setting aside, for the purposes of this illustration, the possibility that actively killing the child might 
be ethically justifiable in itself as a symptom-relieving intervention. 
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recognising that B is a consequence (that is, willing A but permitting B), and intending 

A and B equally. Temporal remoteness may be incidentally relevant, especially if it 

allows other agents to intervene to change consequence as a result of their own 

intentions, but it is not of itself a measure of directness. 

 

Proportionality can also be seen as a function of probability. Apnoea is likely at the 

dose suggested in the above example, but it is not inevitable. The intention would be 

different if, for example, the consultant in this example were to prescribe pancuronium 

instead of morphine at the time of extubation. Apnoea would then be guaranteed and 

the physician’s intention would be much more clearly to kill the child8. Conversely, 

anaphylaxis is a foreseen event for most drugs, but its rarity makes it obvious that a 

physician does not usually intend to cause death by prescribing it. Probability, as well 

as reasonableness and remoteness, are relevant to intention.   

 

The key stipulation of the PDE - that it is possible to intend only some of the 

consequences of an action that are foreseen - does not rely on the moral status of its 

subject and so raises no specific issues in respect of children.  In the qualifications 

about proportionality that follow that assertion, however, the relationship between 

physician and sick child once again becomes ethically relevant in determining its 

scope: 

 

A 12-year-old girl is close to death from metastatic rhabdomyosarcoma.  She 

has been anxious and fearful but her disease has progressed and she is now 

asleep for much of the time.  Her parents, recognising that the time they can 

spend with their daughter is limited, ask that she should be given 

methylphenidate as a psychostimulant so that she will wake up and they can 

have a conversation with her.  They realise that her anxiety will inevitably recur 

if she wakes up. 

 

Here, the palliative care team is faced with two outcomes from giving methylphenidate: 

alertness and anxiety. None of the concepts of proportionality considered above 

                                                        
8 Again, I am setting aside for the purposes of this chapter any ethical arguments in favour of active 
euthanasia in children.  Any ethical justification for giving pancuronium at the time of extubation flows 
from arguments supporting active euthanasia, rather than from the PDE. 
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distinguishes between the two.  Both effects will occur at the same dose, they are 

equally immediate to the prescriber’s intention, and the probability of both is the same.  

Whether the paediatrician intends alertness or anxiety depends in this case on his 

relationships with the family and the child; whose ‘symptoms’ he feels he is managing.  

If his intention is to address the needs of the parents, his primary expectation of 

methylphenidate is that it will cause alertness, and anxiety is a foreseen but 

unintended consequence that is permitted by the PDE. If, however, the scope of his 

intention is defined by his relationship with the child, the PDE does not permit 

prescription of methylphenidate, because the primary expectation of methylphenidate 

is that it will cause anxiety; alertness is no more than a foreseen but incidental effect.  

The proportionality of the unintended outcome to the intended one is influenced by the 

nature of the relationships between those involved in the ethical quandary.   

 

Summary 
 

There are certainly some ethical challenges in the PDE.  It demands an analysis in 

which a single act can be considered as the sum of several smaller acts, and it is hard 

to find a valid basis for such an analysis. The act of killing the child through an 

overdose of opioids could be said to begin with writing a prescription, with giving the 

injection, or in choosing not to give naloxone to reverse it if apnoea occurs. 

Alternatively, the entire act could be considered inseparable from the overall act of 

caring for a dying child.  

 

The PDE is nevertheless a logically inescapable phenomenon.  The fact that its 

application in practice is not always straightforward does not undermine its central 

thesis.  It is a matter of everyday reality for paediatric palliative care physicians that it 

is possible to foresee consequences of an intervention which are not its aim.  It is 

inconceivable that the intention of the physician is of no ethical relevance. It is also 

true that the ethical ‘rightness’ of an intervention that has such multiple outcomes must 

(or at least can) rely on some concept of proportionality, whether measured as 

reasonableness of the dose, remoteness of the intention, or probability of a 

consequence.   
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Euthanasia  
 

Euthanasia for children is legal only in Belgium and the Netherlands.  In Holland, 

children between twelve and sixteen require the consent of their parents to proceed 

and children younger than twelve are specifically excluded from the law. Belgium first 

legalized euthanasia in 2002 for adults and emancipated minors, but in 2014 

expanded the law to include minors of any age who possessed ‘the capacity of 

discernment’, again with their parents’ consent.  

 

The concerns noted above regarding an adolescent’s DMC in the light of the dual-

process model of brain maturation are directly relevant to any discussion of 

euthanasia. All laws require some variation of ‘constant and unbearable mental or 

physical suffering’ and one might reasonably wonder whether an adolescent is 

sufficiently forward-thinking to envisage the future possibility of recovery or at least 

improvement. Patients in most jurisdictions already have a right to refuse life-

sustaining medical therapies (LSMT) or to choose to stop eating and drinking. A 

rejection of euthanasia does not therefore sentence a patient to indefinite and 

unremitting suffering. Quite the contrary, it protects a patient from an impetuous 

decision, which by virtue of pressure and emotion is precisely the sort of decision that 

adolescents are least equipped to make. 

 

The only situation where a child is eligible for euthanasia, despite unequivocally 

lacking DMC, is under the Groningen Protocol from the Netherlands. This protocol 

came to worldwide attention in 2005 in an editorial in New England Journal of Medicine 

which attempted to dispel common misperceptions regarding it (32). The authors 

noted that, at the time, most infant deaths in the Netherlands were preceded by a 

medical decision to discontinue LSMT. The infants could be divided into three 

categories. The first are those who will die despite maximal treatment, and the second 

are those whose prognosis is poor and who are dependent on intensive care. In both, 

a decision to discontinue LSMT would lead to the child’s death. 

 

The third category are infants with “a hopeless prognosis who experience what parents 

and medical experts deem to be unbearable suffering” (32). The most common 

diagnosis meeting this criterion in the Netherlands is severe spina bifida. Many of 
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these patients are not dependent on LSMT, have normal or near-normal cognitive 

function, and with maximal treatment could be expected to live a long life. On the 

calculus of the Groningen Protocol, however, longer life and better intellectual function 

make euthanasia more acceptable because they represent a longer period over which 

the patient is capable of experiencing suffering.  

 

To be eligible for the Groningen Protocol, the infant’s diagnosis and prognosis must 

be firmly established. In addition, all attempts to ameliorate suffering must have failed. 

The parents must agree, as must the team of physicians, including at least one not 

directly involved in the patient’s care. If all these conditions are met, the infant may be 

euthanized and the physicians cannot be held criminally liable. 

 

The Groningen Protocol can be criticized in three ways. The first is that the Protocol 

crosses the clear line between choosing not to do something necessary to sustain life, 

and actively doing something to hasten death. Most definitions of palliative care 

specifically exclude the latter9, so like any other form of euthanasia the Protocol cannot 

be considered a part of palliative care.  But beyond its classification, stepping over that 

line presents all manner of ethical problems including violating the sacred 

responsibility of a physician, damaging the physician-patient relationship, and 

imperiling the vulnerable.  All the criticisms of active euthanasia are applicable to the 

Groningen Protocol, and it is made ethically more problematic still by the fact that it 

involves vulnerable infants who are, by definition, unable to participate meaningfully 

in the decision-making process. 

 

The second criticism involves the variability and inherent subjectivity of quality of life 

estimations. Studies have clearly shown that physicians underestimate the quality of 

life of formerly premature babies compared with the assessments of patients 

themselves (33). The Protocol requires parental consent as well as physician 

estimates of prognosis and suffering, but also parental consent. That provides a form 

of check against quality of life bias, but it is a weak one.  The intertwined nature of 

                                                        
9 “Palliative care … intends neither to hasten or postpone death.”  World Health Organization. (2002) 
www.who.int/cancer/palliative/definition/en/ (retrieved August 2018) 
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suffering that affects families and parental decisions means it is difficult for parents to 

separate out their own grief from a patient’s suffering and its effects on other children 

in the family, if only by virtue of the additional time and energy necessarily devoted to 

a seriously ill child.   

 

Even if one embraces the concept of ‘constrained parental autonomy’ whereby 

parents are permitted to make ‘intrafamilial trade-offs’ as long as each child’s basic 

needs are met (5), it is a significant further step to allow that autonomy to extend to 

active euthanasia.  Continued existence for the sake of existing alone is not the 

ultimate good, especially when extreme suffering is involved.  But for a life to have 

quality there must first be life.  Life itself is the most basic need there is.  The degree 

to which infants eligible for the Protocol truly experience ‘extreme suffering’ remains 

unclear, as does whether the Protocol is actually effective in reducing the suffering of 

the infant or parents. 

 

Finally, the Groningen Protocol does not so much increase the risk of sliding down a 

slippery slope, as represent the slope itself. Prior to the emergence of the Groningen 

Protocol, active euthanasia of adults has been legal for many years. Studies have 

shown that a significant proportion of adult patients who are euthanized there did not 

give their consent (34). The Protocol is a logically inevitable extension of the practice 

of non-voluntary euthanasia to a population who are universally unable to give 

consent, namely infants. 

 

It is not clear why, if non-voluntary euthanasia is permissible in infants, the practice 

should remain restricted to those with spina bifida.  At least to the eyes of external 

observers there are many other conditions that involve suffering that is ‘unbearable’. 

Considered in its broadest sense there are other, non-physical, forms of suffering that 

might seem unbearable to the observer; patients who may be pain-free but are seen 

by others to ‘suffer’ from disabilities which limit their ability to reach their full potential.  

According to the logic of the Groningen Protocol, even the suffering of isolated 

developmental delay might potentially be considered unbearable because of the 

opportunities in life the sufferer might lose.  This might appear extreme were it not that 

some commentators assert that no infant, healthy or otherwise, possesses a right to 

live, because infants have not yet developed the capacity to formulate and articulate 
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a preference to continue to exist (35).  It is also unclear why the practice of euthanasia 

should be restricted to infants.  There seems no obvious reason why, if a child’s 

suffering is deemed by her parents to be unbearable, she should be denied the remedy 

of euthanasia simply because her first birthday has passed.  

 

The Groningen Protocol is already so far down the ‘slippery slope’ of euthanasia that 

it seems practically impossible to prevent sliding all the way down, without regard for 

the wishes or potential of an individual patient.  It is not enough merely to reject active 

euthanasia for suffering infants, however; their suffering needs to be addressed.  All 

symptomatic treatment must be utilized and options considered, up to and including 

palliative sedation for truly refractory and intolerable symptoms. The fact that 

physicians tend to underestimate quality of life does not mean a child’s quality of life 

cannot be evaluated, or that it is never poor, even in the absence of specific symptoms.  

Illness serious enough to impact quality of life often requires occasional interventions 

such as antibiotics to sustain that life. Forgoing these when the burdens of treatment 

outweigh the benefits can, therefore, provide an ‘exit ramp’. Rejecting the idea of 

active euthanasia neither eliminates the need to make appropriate quality of life 

estimations, nor does it condemn a child to maximal, invasive and uncomfortable 

treatments that unnecessarily prolong suffering. 

 

Summary 
 
 

Children are fully capable of experiencing life in the same complex, multidimensional 

way that adults do.  In the face of a life-limiting condition, the moral responsibility of 

healthcare professionals is to ensure that the quality of a child’s existence remains as 

good as possible for as long as possible. 

 

While many of the ethical quandaries that arise in adult palliative medicine also occur 

in the paediatric specialty, children present specific additional challenges because 

they are distinct from adults in ways that are morally relevant.  Children entirely or 

partially lack many of the characteristics that have traditionally been associated with 

moral status, such as autonomy and a faculty for logical reasoning.  The result is that, 
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while the moral obligations of healthcare to children and adults are the same, many of 

the fundamental assumptions ethicists make about adults are certainly not true in 

children.  The physician should act in a child’s interests, for example, but the child is 

definitionally part of a family, the interests of whose individual members cannot always 

be explicated from one another.  The child must be informed and give permission for 

medical interventions, but a child’s understanding may be incomplete and there are 

circumstances under which interventions should take place despite the child’s 

withholding such permission.  In order to treat children and adults equally fairly, the 

healthcare team must sometimes treat children differently from adults. 

 

The aim of palliative care is to improve the lives of individual patients when death is 

inevitable.  That is equally true in the paediatric and adult specialties.  The ethical 

practice of medicine at the end of life in children must achieve that common objective 

by taking account of the moral distinctiveness of children.  
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