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Who knows what’s best?

32 year old woman with end-stage 
cancer

Disclosed to staff that she did not 
want to be kept alive by machines

Emergency loss of consciousness
Endotracheal intubation performed 

upon husband’s insistence that 
“everything be done” 



Should we tell the truth even when 
it hurts?

24 yr old woman with metastasized 
cancer – requires surgery, 
radiotherapy, chemo – guarded 
prognosis

Husbands insists that she should not 
be told diagnosis/prognosis – in their 
culture, this is husband’s burden to 
bear



Is there a basic obligation to 
provide food and water?

 3 yr old girl underwent tonsillectomy
 Severe hemorrhage overnight –

cardiopulmonary arrest
 Severe brain injury
 Two weeks later – breathing on her own; 

severe neurological injury (probable 
prognosis: severe disability – need at 
least 1 month to confirm prognosis)

 Parents insist that tube-feedings & 
hydration be discontinued



Sample Ethical Issues in 
Everyday Medicine

Paternalism - Consent
Treatment limitation

– “end of life” 
Confidentiality
Restraints
 Innovative therapies
Disclosure of medical error
Culture & ethics
Others?



Principlism

Beauchamp, T. L. & Childress, J. F. (2001)
Principles of Biomedical Ethics. (5th ed). Oxford: Oxford 

University Press

Autonomy
Beneficence
Nonmaleficence
 Justice



Principlism

Autonomy
Right to self-determination 

(being in charge of one’s self) 



Principlism

Beneficence
Necessity to take steps to help others  

Do/promote good



Principlism

Nonmaleficence
(Primum non nocere)

Obligation to not seek to inflict harm 



Principlism

Justice
Fairness in determining what 

person/group is entitled to

Criterion: need; equality; utility; 
liberty; restitution 



CONSENT
Informed Consent

Free and Informed Consent



Consent

Who decides?
By what standard?



Consent

Self-Determination (Free/Informed 
Consent)

Substituted Judgment 
(Mandate/Advance Directives)

Best Interests
Proportionality: benefits-burdens

Assent??



Capacity to consent

Patient understands:
condition being treated
nature & purpose of treatment
 risks of treatment
 risks of non-treatment



Consent
Code of ethics of physicians (Quebec)

 28. A physician must, except in an emergency, 
obtain voluntary and informed consent from the 
patient or his legal representative before 
undertaking an examination, investigation, 
treatment or research.

 29. A physician must ensure that the patient or 
his legal representative receives explanations 
pertinent to his understanding of the nature, 
purpose and possible consequences of the 
examination, investigation, treatment or research 
which he plans to carry out. He must facilitate 
the patient's decision-making and respect it. 



Consent
Civil Code of Quebec

INTEGRITY OF THE PERSON
10. Every person is inviolable and is 

entitled to the integrity of his person.
Except in cases provided for by law, no 

one may interfere with his person 
without his free and enlightened 
consent.



Consent
Civil Code of Quebec

CARE
11. No person may be made to undergo 

care of any nature, whether for 
examination, specimen taking, removal of 
tissue, treatment or any other act, except 
with his consent.

If the person concerned is incapable of 
giving or refusing his consent to care, a 
person authorized by law or by mandate 
given in anticipation of his incapacity may 
do so in his place.



Consent
Civil Code of Quebec

12. A person who gives his consent to or 
refuses care for another person is bound 
to act in the sole interest of that person, 
taking into account, as far as possible, any 
wishes the latter may have expressed.

If he gives his consent, he shall ensure that 
the care is beneficial notwithstanding the 
gravity and permanence of certain of its 
effects, that it is advisable in the 
circumstances and that the risks incurred 
are not disproportionate to the anticipated 
benefit. 



Consent
Civil Code of Quebec

Surrogate Decision-Making
15. Where it is ascertained that a person of 

full age is incapable of giving consent to 
care required by his or her state of health, 
consent is given by his or her mandatary, 
tutor or curator. If the person of full age is 
not so represented, consent is given by 
his or her married, civil union or de facto
spouse or, if the person has no spouse or 
his or her spouse is prevented from giving 
consent, it is given by a close relative or a 
person who shows a special interest in the 
person of full age. 



Substitute Consent
Civil Code of Quebec

Emergency principle
 13. Consent to medical care is not 

required in case of emergency if the life of 
the person is in danger or his integrity is 
threatened and his consent cannot be 
obtained in due time.

 It is required, however, where the care is 
unusual or has become useless or where 
its consequences could be intolerable for 
the person. 



Consent
Civil Code of Quebec

Minors
14. Consent to care required by the state of 

health of a minor is given by the person 
having parental authority or by his tutor.

A minor 14 years of age or over, however, 
may give his consent alone to such care. 
If his state requires that he remain in a 
health or social services establishment for 
over 12 hours, the person having parental 
authority or tutor shall be informed of that 
fact. 



Consent
Civil Code of Quebec

16. The authorization of the court is necessary 
where the person who may give consent to care 
required by the state of health of a minor or a 
person of full age who is incapable of giving his 
consent is prevented from doing so or, without 
justification, refuses to do so; it is also required 
where a person of full age who is incapable of 
giving his consent categorically refuses to receive 
care, except in the case of hygienic care or 
emergency.

The authorization of the court is necessary, 
furthermore, to cause a minor 14 years of age or 
over to undergo care he refuses, except in the 
case of emergency if his life is in danger or his 
integrity threatened, in which case the consent of 
the person having parental authority or the tutor 
is sufficient. 



Consent
Civil Code of Quebec

17. A minor 14 years of age or over 
may give his consent alone to care 
not required by the state of his 
health; however, the consent of the 
person having parental authority or 
of the tutor is required if the care 
entails a serious risk for the health of 
the minor and may cause him grave 
and permanent effects. 



Treatment Limitations 
Withholding & withdrawing

Balancing Benefits & Burdens/Risks

Usual therapies
Resuscitative therapies (“DNR”)
Medically-administered nutrition & 

hydration



1. PPC ≠ EOL
2. Families are not visitors
3. Children are not incompetent
4. Newborns are children too
5. Culture ≠ ethnicity
6. Inadequate pain management is an 

ethical problem
7. Suffering cannot be assessed objectively
8. Ethics ≠ Law
9. Moral Distress is not the same as 

Psychological Distress
10. Best Interests: We don’t know what it 

means

Pediatric Palliative Care Ethics
Ten ethical correctives



WHO WHO Definition of Palliative 
Care

 Active total care of body, mind, and spirit
 Also involves support for the family 
 Palliative care begins when illness is 

diagnosed

http://www.who.int/cancer/palliative/definition/en/

Palliative care ≠ EOL



Families are not visitors



• Mistakenly implies ‘All or none’ 
• Provokes fear of abandonment
• Also problematic: “DNAR”
• Alternative terms

Levels of intervention
Treatment limitation

 Rethink the utility of futility
Distinguishing physiological futility from 
excessively burdensome intervention

Carnevale (1998)

Do not use ‘Do-Not-Resuscitate’



Withdrawing/Withholding 
Artificial Nutrition & Hydration?



Uncontrolled pain is wrong
• All people are entitled to have pain recognized and 

managed with safe and effective treatment
Legally & ethically accepted approaches to the ‘end of 

life’ are misunderstood
• Palliative sedation (& analgesia) is not euthanasia

It is permissible to administer sedation/analgesia 
that may shorten life through the Principle of 
double effect
1. The nature of the act is itself good or morally neutral; 
2. The intention is for the good effect and not the bad; 
3. The good effect outweighs the bad effect, the situation merits the 

risk of the bad effect (e.g., risking patient's death to manage 
intolerable pain); 

4. The bad effect (e.g., death) is not used as a means to achieve the 
good effect (e.g., pain relief). 

APS 2001; IASP 2010; Olmstead et al 2010

Inadequate pain management 
is an ethical problem



 ‘Life & Death’ treatment decisions 
commonly refer to patient’s suffering, as 
assessed by family and clinicians 

 Suffering is an emotion that cannot be 
assessed objectively by another

 Suffering assessments are confounded by 
the assessor’s sympathies toward the 
patient   Carnevale (2009)

Suffering cannot be assessed 
objectively



 9-year old girl with neuromuscular disease 
‘I think I will need it for a long time, a very long time. It 
helps me to breathe so I don’t care. It’s okay with me to 
have it.’ ‘It’s better to have it (tracheostomy and 
ventilator) than being dead.’ Carnevale et al (2006)

 4½-year-old girl 
‘My ‘pap’ [BiPAP] makes me happy. I really like my pap. 
The pap is good because it helps me to breathe.’ 
Earle, Rennick, Carnevale, Davis (2006)

Disability [even severe] 
≠ a life not worth living



Ethical dilemmas commonly entail culturally-
based: 

Different ways of understanding health
Different conceptions of right and wrong

Which contribute to relational tensions over
o Respect
o Trust
o Power 

Carnevale (2005)

Culture ≠ Ethnicity



Children are not incompetent



Some newborns are not 
treated with the same 
entitlements as older 
children

Clinical Examples (Carnevale & 
Bibeau, 2007)

Some newborn treatment 
decisions (e.g., feeding 
cessation) 

 ‘Arrêt de vie’ in French 
neonatology

Newborns are children too



An Act respecting end-of-life care (Bill 52)



Explicitly recognizes right to ‘end-
of-life care’

Explicitly recognizes the ‘legality’ of 
continuous palliative sedation

 ‘Legalizes’ Advance Medical 
Directives

 ‘Legalizes’ Medical Aid in Dying

An Act respecting end-of-life care (Bill 52)



Explicitly recognizes right to ‘end-of-
life care’
(no pediatric exclusion)

–Section 5: Every person whose condition 
requires it has the right to receive end-of 
life care, subject to the specific 
requirements established by this Act.

–Section 3: (3) “end-of-life care” means 
palliative care provided to persons at the 
end of their lives, including continuous 
palliative sedation, and medical aid in 
dying.

An Act respecting end-of-life care (Bill 52)



Explicitly recognizes the ‘legality’ of continuous 
palliative sedation
(no pediatric exclusion) 
 Adds formal requirement for monitoring and reporting
Continuous Palliative Sedation
 Section 25: Before giving consent to continuous palliative 

sedation, an end-of-life patient or, where applicable, the 
person who may give consent to care on behalf of the patient, 
must among other things be informed of the prognosis, the 
irreversible nature of the sedation and the anticipated duration 
of the sedation.

 In addition, the physician must make sure that the request is 
being made freely and without any external pressure.

 Consent to continuous palliative sedation must be given in 
writing on the form prescribed by the Minister and be filed in 
the patient’s record.

An Act respecting end-of-life care (Bill 52)



‘Legalizes’ Advance Medical Directives
(only age of majority)
 Section 45: A person of full age who is capable of giving 

consent to care may, by means of advance medical directives, 
specify whether or not they consent to care that may be 
required by their state of health, in the event they become 
incapable of giving consent. However, in such directives the 
person may not request medical aid in dying.

 In addition to instructions relating to care, the directives may 
include the names of one or more trusted persons who are to 
give them, at the appropriate time, to the attending physician 
or to another health professional providing care to the person.

An Act respecting end-of-life care (Bill 52)



‘Legalizes’ Medical Aid in Dying (only age of majority)

Medical Aid in Dying
Section 26. Only a patient who meets all of the 
following criteria may obtain medical aid in 
dying:
(1) be an insured person within the meaning of the Health Insurance act (chapter A-29);
(2) be of full age and capable of giving consent to care; 
(3) be at the end of life 
(4) suffer from a serious and  incurable illness;
(5) be in an advanced state of irreversible decline in capability; and
(6) experience constant and unbearable physical or psychological pain which cannot be 
relieved in a manner the person deems tolerable.
The patient must request medical aid in dying themselves, in a free and informed manner, 
by means of the form prescribed by the Minister. The form must be dated and signed by the 
patient.
The form must be signed in the presence of and countersigned by a health or social services 
professional; if the professional is not the attending physician, the signed form is given by 
the professional to the attending physician.

An Act respecting end-of-life care (Bill 52)
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