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FamilyFamily--Centered CareCentered Care

�� Dependent pediatric patientDependent pediatric patient
�� Dependent siblingsDependent siblings
�� ParentsParents
�� Issues that youIssues that you’’ve probably heard:ve probably heard:
�� ””parentparent--directed care?directed care?””
�� ““treating the family, not the patient.treating the family, not the patient.””
�� Who speaks for the child?Who speaks for the child?
�� Whose decision is it, anyway?Whose decision is it, anyway?



When parents request therapy When parents request therapy 
health providers view as health providers view as ““futilefutile””

An Ethical Dilemma (#1)An Ethical Dilemma (#1)
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Why talk about law?Why talk about law?

�� locates decision making authority locates decision making authority 

�� legal framework provides the basic level of legal framework provides the basic level of 
rights, liberties, obligationsrights, liberties, obligations

�� may establish limits on actionmay establish limits on action

�� reflects basic social values about children and reflects basic social values about children and 
the family; importance of family as a significant the family; importance of family as a significant 
social institutionsocial institution



What does law say about decisionWhat does law say about decision--makingmaking

�� who should make decisions?who should make decisions?

�� how should they be made?how should they be made?

�� what standards should be used?what standards should be used?



Potential DecisionPotential Decision--MakersMakers

�� parentsparents

�� health care professionalshealth care professionals

�� health care administratorshealth care administrators

�� ethics committeesethics committees

�� government institutions (legislatures, government institutions (legislatures, 
courts or social service agencies)courts or social service agencies)



Legal status of family as decision makersLegal status of family as decision makers

�� law protects parental autonomy and family law protects parental autonomy and family 
privacy & integrity privacy & integrity 

�� courts recognize parents as appropriate courts recognize parents as appropriate 
decisiondecision--makers, do not like to makers, do not like to ““meddlemeddle”” in in 
parentsparents’’ decisions decisions 



What about health care professionals?What about health care professionals?

�� specialized knowledgespecialized knowledge

�� familiar with treatment optionsfamiliar with treatment options

�� experience with complex casesexperience with complex cases

�� no personal conflict of interestno personal conflict of interest

�� but . . . do not live daybut . . . do not live day--toto--day with results of their day with results of their 
decisionsdecisions

�� no legal status apart from emergenciesno legal status apart from emergencies



Ideal decisionIdeal decision--making strategymaking strategy

�� health care professionals recommendhealth care professionals recommend

�� parents decideparents decide



What standards should be used?What standards should be used?



General Legal PrinciplesGeneral Legal Principles

�� All persons are inviolable and are entitled to All persons are inviolable and are entitled to 
their physical integrity: civil & criminal lawtheir physical integrity: civil & criminal law

�� Parents must act in the Parents must act in the ““best interestsbest interests”” of their of their 
childrenchildren

�� Health professionals must act in the Health professionals must act in the ““best best 
interestsinterests”” of their patients: physicianof their patients: physician’’s fiduciary s fiduciary 
dutyduty

�� Every decision concerning a child shall be taken Every decision concerning a child shall be taken 
in light of the in light of the ““childchild’’s interestss interests”” and the respect and the respect 
of his rights (of his rights (art. 33 art. 33 C.C.QC.C.Q.).)



What does What does ““best interestsbest interests”” mean?mean?

�� standard of standard of ‘‘reasonablenessreasonableness’’: the best option is : the best option is 
one that most rational people of goodwill would one that most rational people of goodwill would 
choose after full consideration of all factors that choose after full consideration of all factors that 
influence the situation influence the situation (Canadian Pediatric Society)(Canadian Pediatric Society)

�� ““best interestsbest interests”” generally supports a balance of generally supports a balance of 
potential benefit over potential harm, discomfort potential benefit over potential harm, discomfort 
or distress resulting from a given treatment or or distress resulting from a given treatment or 
nonnon--treatment choicetreatment choice



How is How is ““best interestsbest interests”” applied?applied?

�� no easily interpreted and applied substantive no easily interpreted and applied substantive 
standards for decisions about critically ill standards for decisions about critically ill 
childrenchildren

�� ““best interests of the childbest interests of the child”” locates the interests, locates the interests, 
but does not interpret them   but does not interpret them   



Best interestsBest interests

�� how does one determine what is in how does one determine what is in ““the childthe child’’s s 
interestsinterests””

�� cannot cannot ““knowknow”” what is in every childwhat is in every child’’s interests, s interests, 
especially infantsespecially infants

�� ““constructconstruct”” what will serve the particular childwhat will serve the particular child

�� determine what is contrary to the childdetermine what is contrary to the child’’s interestss interests

�� legal standards of care are based (for the most legal standards of care are based (for the most 
part) on standards set by the medical professionpart) on standards set by the medical profession



What factors have courts considered to What factors have courts considered to 
determine determine ““best interestsbest interests””??

�� value of life: laws to protect & maintain lifevalue of life: laws to protect & maintain life

�� childchild’’s right to healths right to health

�� current and future situation of the child current and future situation of the child ––
““subjective interestssubjective interests”” of the particular childof the particular child

�� quality of life with/without an interventionquality of life with/without an intervention



Factors considered?Factors considered?

�� probability of success an interventionprobability of success an intervention

�� results of withholding / withdrawing itresults of withholding / withdrawing it

�� requirement for many requirement for many ““risky and painfulrisky and painful””
interventions in the futureinterventions in the future

�� nature of the intervention: how nature of the intervention: how ““commonplacecommonplace””
is it?is it?

�� does withholding constitute discrimination?does withholding constitute discrimination?



Factors considered?Factors considered?

�� physical painphysical pain
�� preservation and restoration of physical, preservation and restoration of physical, 

sensory, emotional and cognitive functioningsensory, emotional and cognitive functioning
�� degree of humiliationdegree of humiliation
�� dependence and loss of dignity resulting from dependence and loss of dignity resulting from 

the condition and treatmentthe condition and treatment
�� quality of life quality of life 
�� life expectancylife expectancy
�� prognosis for recovery without treatmentprognosis for recovery without treatment
�� futility of continued treatmentfutility of continued treatment

In re Christopher (2003, California)In re Christopher (2003, California)



Regard of courts re role of parental interests:Regard of courts re role of parental interests:

�� parental concern considered by many courtsparental concern considered by many courts

�� a few take account of effect of treatment family and a few take account of effect of treatment family and 
social milieu on the childsocial milieu on the child

�� courts recognize parents as appropriate decisioncourts recognize parents as appropriate decision--
makers, do not like to makers, do not like to ““meddlemeddle”” in parentsin parents’’
decisions decisions 



Courts are conservative/protectiveCourts are conservative/protective

�� important role in protecting those unable to important role in protecting those unable to 
protect themselvesprotect themselves

�� historical role in preservation of lifehistorical role in preservation of life

�� in hard cases, they tend to favour life / treatmentin hard cases, they tend to favour life / treatment



ConclusionsConclusions

�� law establishes boundarieslaw establishes boundaries

�� law recognizes important societal valueslaw recognizes important societal values

�� law requires interpretation for the individual caselaw requires interpretation for the individual case

�� legal analysis informs, but does not replace legal analysis informs, but does not replace 
ethical analysisethical analysis

�� ““hard caseshard cases”” remain difficultremain difficult
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Conflict in End of Life Conflict in End of Life 
Decision MakingDecision Making

Health care providers have an ethical Health care providers have an ethical 
obligation to provide good end of life care, obligation to provide good end of life care, 
including helping patients and families including helping patients and families 
make decisions regarding lifemake decisions regarding life--sustaining sustaining 
treatment. Occasionally, conflict may arise treatment. Occasionally, conflict may arise 
when life and death decisions must be when life and death decisions must be 
made for a child.  These situations cause made for a child.  These situations cause 
distress for patients, families and health distress for patients, families and health 
care providers. care providers. 



Examples of conflict include:Examples of conflict include:

�� A patient or parent requests treatment be A patient or parent requests treatment be 
initiated or continued that health care initiated or continued that health care 
providers believe is futileproviders believe is futile

�� A health care team believes life sustaining A health care team believes life sustaining 
treatment should be initiated or continue, treatment should be initiated or continue, 
where parents believe life sustaining where parents believe life sustaining 
treatment should be withheld or treatment should be withheld or 
discontinueddiscontinued



Sources of conflict include:Sources of conflict include:

�� Different assessment of the childDifferent assessment of the child’’s best s best 
interests and/or quality of lifeinterests and/or quality of life

�� Different views about the longerDifferent views about the longer--range range 
goals for the childgoals for the child

�� Different understanding and appreciation Different understanding and appreciation 
of the nature and meaning of the childof the nature and meaning of the child’’s s 
health conditionhealth condition



Sources of conflict include:Sources of conflict include:

��Tension between different Tension between different 
values/belief systems values/belief systems 

E.g. health care providers who practice E.g. health care providers who practice 
evidenceevidence--based medicine may view things based medicine may view things 
differently from families who follow differently from families who follow 
alternative health care practices, or hold alternative health care practices, or hold 
certain religious beliefscertain religious beliefs



11stst Example of ConflictExample of Conflict

A patient or parent requests treatment be A patient or parent requests treatment be 
initiated or continued that health care initiated or continued that health care 
providers believe is providers believe is ‘‘futilefutile’’..



‘‘QuantitativeQuantitative’’ vsvs ‘‘QualitativeQualitative’’
FutilityFutility

Will it work?Will it work?
�� Treatment physiologically ineffectiveTreatment physiologically ineffective
�� May be appropriate to consider this a medical May be appropriate to consider this a medical 

decisiondecision

Is it worth it?Is it worth it?
�� Treatment may be physiologically effective Treatment may be physiologically effective 

but not believed beneficial (i.e. disagreement but not believed beneficial (i.e. disagreement 
about objectives) about objectives) 

�� Not only a medical decision (involves values, Not only a medical decision (involves values, 
beliefs, etc.)beliefs, etc.)



Conflict most often focuses on Conflict most often focuses on ……

…… not whether or not it will work, but not whether or not it will work, but 
whether or not it is worth it. In both cases, whether or not it is worth it. In both cases, 
patientpatient’’s life may be prolonged by s life may be prolonged by 
aggressive medical intervention.aggressive medical intervention.

�� Are the burdens imposed on the patient Are the burdens imposed on the patient 
proportional to the potential benefits?proportional to the potential benefits?

�� Whose assessment of Whose assessment of ‘‘burdenburden’’ and and 
‘‘benefitsbenefits’’ should prevail when there is should prevail when there is 
conflict?conflict?



�� When resources are limited, are there When resources are limited, are there 
other patients who will other patients who will clearlyclearly benefit benefit 
more? How does this (more? How does this (howhow should this) should this) 
affect our moral reasoning?affect our moral reasoning?



Is the Language of Is the Language of ‘‘MiraclesMiracles’’
a Problem?a Problem?



�� The The ‘‘futility problemfutility problem’’ remains unresolved remains unresolved 
socially, professionally, institutionally, and socially, professionally, institutionally, and 
legallylegally

�� Responding with skilled communication, Responding with skilled communication, 
negotiation, and compassion is often negotiation, and compassion is often 
successful in resolving disagreementsuccessful in resolving disagreement

�� Rare cases that are not resolved should Rare cases that are not resolved should 
not set the standard for all casesnot set the standard for all cases



22ndnd Example of ConflictExample of Conflict

A health care team believes life sustaining A health care team believes life sustaining 
treatment should be initiated or continue, treatment should be initiated or continue, 
where parents believe life sustaining where parents believe life sustaining 
treatment should be withheld or treatment should be withheld or 
discontinueddiscontinued



What is the problem?What is the problem?

For us For us …… a child is not receiving the health a child is not receiving the health 
care intervention(s) we think will benefit care intervention(s) we think will benefit 
him/her. him/her. 

For the parents For the parents …… Treatment is perceived Treatment is perceived 
as as nonbeneficialnonbeneficial, or the child, or the child’’s suffering is s suffering is 
perceived as unbearable, or the childperceived as unbearable, or the child’’s s 
quality of life is seen as intolerablequality of life is seen as intolerable



What are some causes of these What are some causes of these 
conflicts?conflicts?

�� Lack of information Lack of information 

�� MisunderstandingMisunderstanding

�� Different interpretation of factsDifferent interpretation of facts

�� Lack of trust Lack of trust 

�� Practical problemsPractical problems

�� Different valuesDifferent values



In the case of parents refusing In the case of parents refusing 
potentially life saving surgery potentially life saving surgery 

Health care team Health care team ……

May focus primarily on potential for survivalMay focus primarily on potential for survival

May assess of quality of life factors from a May assess of quality of life factors from a 
dispassionate, detached point of view dispassionate, detached point of view 

May have experience with many children May have experience with many children 
and families under similar circumstancesand families under similar circumstances



Parents Parents ……

May be influenced by grief, overwhelmed by May be influenced by grief, overwhelmed by 
emotionsemotions

Will consider childWill consider child’’s best interests within the s best interests within the 
context of their familycontext of their family

May have a broader perspective on quality May have a broader perspective on quality 
of life considerationsof life considerations



Dilemma #1: Questions to ConsiderDilemma #1: Questions to Consider

�� When parents request When parents request ‘‘futilefutile’’ treatment, in treatment, in 
your role what would you do?your role what would you do?

�� A mother asks:  A mother asks:  ““HHowow could anyone think could anyone think 
they were in a better position to identify a they were in a better position to identify a 
childchild’’s best interests than his mother?s best interests than his mother?””
How would you respond? How would you respond? 

�� Is the language of Is the language of ‘‘miraclesmiracles’’ a problem?a problem?



An Ethical Dilemma (#2)An Ethical Dilemma (#2)



Questions to ConsiderQuestions to Consider

�� Which scenario is more difficult from your Which scenario is more difficult from your 
perspective ... being asked to provide perspective ... being asked to provide 
therapy we deem therapy we deem ““futilefutile””, or not providing , or not providing 
therapy we deem more beneficial than therapy we deem more beneficial than 
parents do?parents do?



Things That Help StaffThings That Help Staff

�� Ethics consultation and education (e.g. Ethics consultation and education (e.g. 
rounds, rounds, inservicesinservices))

�� Conflict management guidelines and Conflict management guidelines and 
trainingtraining

�� Debriefing sessions, and strategies for Debriefing sessions, and strategies for 
managing moral distressmanaging moral distress



Things That Help ParentsThings That Help Parents

�� Access to consultation with social work, Access to consultation with social work, 
chaplaincy, palliative care and/or ethics chaplaincy, palliative care and/or ethics 

�� Time limited trials of therapyTime limited trials of therapy

�� Opportunities for second opinion and/or Opportunities for second opinion and/or 
transfer of caretransfer of care



These sorts of conflicts challenge our These sorts of conflicts challenge our 
commitment and responsibility to provide commitment and responsibility to provide 
care that is both familycare that is both family--centredcentred and in and in 
patientspatients’’ best interests.best interests.



Thank you!


