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Objectives

• Introduce the concept of advance care planning (ACP)
• Review the relevance of ACP in Developmental 

Paediatrics and for children with complex medical needs
• Identify the potential benefits of ACP
• Identify barriers to ACP discussions
• Share strategies to begin the conversation
• Share resources available to aid clinicians doing ACP
• Review documentation of Advance Directives



What Is advance care planning?

• An extension of usual discussions about the treatment plan

• Broadly encompasses both short-term and long-term health care 
goals and treatments

• May include the drafting of formal advance directives - specify what 
treatments should or should not be provided to the patient under 
specific circumstances

Tsai & CPS Bioethics Committee,  2008



• Standard of care for pediatric patients with life-threatening/life 
limiting conditions

• Appropriate not only when children are dying, but at any point 
following diagnosis of a life-limiting condition
– Implemented early
– Continued through the life course
– Focus on “quality of living”

What Is advance care planning?

Tsai & CPS Bioethics Committee, 2008



Advance Care Planning (ACP)

• Increasing becoming a priority for health care organizations
– World Health Organization, Centres for Disease Control, Institute of 

Medicine & Health Canada (among others)
– “Planning in advance for decisions that may have to be made”
– “Planning for the “What Ifs” that may occur across the lifespan”
– “Not just for older adults approaching the end of life”
– “Can be revised and updated as health status and living 

circumstances change”
– “Involves discussion of disease trajectory”
– “Proactive instead of reactive”
– “Critically important to ensure that goals and needs are met”
– “Person-centered and family-oriented”
– “A process of reflection and communication”



Potential ACP topics

• Future Functional Skills

• Anticipated Learning and Development Needs

• Opportunities for Participation and Inclusion

• Long Term Caregiver Education and Support

• Financial Planning

• Possible future Health and Medical needs 

• Preparation in case of severe or life threatening illness/condition

- Resuscitation - End of Life Care - Advanced Directives



Relevance for developmental paediatrics and children 
with complex medical issues

• Declining childhood mortality rates overall and average life 
expectancy at birth is increasing
– More children with serious, chronic medical conditions surviving 

past birth
• Trends toward better life expectancy, yet many conditions still “life 

limiting”
• Children with developmental disabilities and complex medical 

needs often have significant morbidity and mortality
– Frequently associated with co-morbid conditions
– Increase users of health care resources

– Increased ER visits
– More frequent and longer hospitalizations

Liu, Oza, Hogan, et.al (2015); Boyle, Boulet, Schieve, et al (2011)



Factors influencing mortality in children with 
developmental disabilities

• Underlying diagnosis
• Mobility
• Feeding issues
• Technology dependence
• Cognitive abilities
• Medical co-morbidities
• Medical interventions

Eyman, Grossman, Chaney, & Call (1990); Himmelmann & Sundh(2015); Katz, (2003). 



Benefits of ACP
• Improved quality of patient care
• Improved patient/family satisfaction with health care delivery
• Promotion of continuity (vs. fragmentation) of care
• Contribution to efficient, effective use of healthcare resources
• Allows families to set goals and feel prepared
• Impacts parental decision making
• Improves bereavement outcomes
• Addresses ethical constructs

– Autonomy, beneficence, non-maleficence

Baker, Torkildson, Baillargeon, Olney, & Kane (2007); Heckford & Beringer (2014)



Family Perspectives on Advance Care Planning

• Parents…
– Want information on their child’s condition and 

treatment
– Want to be involved in decision making
– Want support in making decisions
– Have limited knowledge of advance care planning

Wharton et al, (1996)



Wharton,  Levine,  Buka,  & Emanuel  (1996) 



• We worry about...
• Upsetting the family
• Raising an issue that had never been considered
• Destroying hope
• Fracturing our relationship
• Looking like we’re giving up
• Disrespecting cultural/religious/spiritual beliefs
• Failing - what if they still want CPR?!!

Why is it hard to talk about these things?



Are expectations realistic?

• 2/3 of patients receiving CPR on television survive to 
hospital discharge

• What’s the reality?
– 25% of pediatric patients survive to discharge
– If arrest in the PICU – 22% survive to d/c; 14% with “good neuro 

function” (up to moderate disability)
– If arrest in the community – 12% survive to d/c; 4% 

neurologically intact
– Almost certainly lower for children with chronic complex 

conditions
Topjian et al (2009); Donoghue et al (2005); Meaney et al. (2006)



Barriers to Advanced Care Planning

• Less clinical experience and research focused on children

• Societal expectations that children will outlive their parents

• Concerns about loss of hope

• Prognostic uncertainty

Durall et al, 2012



Barriers to Advance Care 
Planning
Study Population
• Physicians and nurses from practice settings 

known to conduct ACP discussions (i.e. ICU, 
oncology ward, etc.)

• 266 providers participated (54% response rate)
Data Collection
• E-mailed link to online survey
• 148 items derived from focus groups regarding 

attitudes and behaviours related to ACP 
discussions and resuscitation status orders

Primary Outcome
• Clinician perception of barriers to ACP 

discussions

Durall et al (2012)



Durall, Zurakowski & Wolfe (2012)



Initiation and Timing of ACP

Durall, Zurakowski & Wolfe (2012)



Barriers to integration of curative                     
and palliative care
• Professional attitudes

– Opinions on appropriateness of intensive medical care
– Assumptions about quality of life 
– Lack of longitudinal exposure

• Reconfigured parental role
– Medicalization of daily life
– Parent/child intertwined identify
– Paternalism vs. family expertise

• Uncertain prognosis and the pressure of past success
– Tortuous clinical trajectory
– Difficulties with prognostication
– Faith in medicine’s ability to intervene

Graham & Robinson (2005)



Bouncing back from the brink of death

• Many chronic complex conditions (CCC) have unpredictable 
trajectories

• Not uncommon for children with CCC to bounce back from the 
brink of death
– May diminish trust in healthcare team
– May lead to reluctance about discussing end of life issues
– Faith in medicine’s ability to intervene

• Uncertain prognosis = most common reason for delaying referral to 
palliative care

Steele ( 2000); Graham & Robinson (2005)



1. “It’s not you...it’s me”
– The anxiety is ours; therefore, it is something 

we can control

2. All parents of children with cancer or a 
complex chronic disease have thought 
about death

Overcoming our fears 



3. Children, parents and even siblings value 
the opportunity to openly discuss fears and 
wishes about death

Overcoming our fears

Beale, Baile & Aaron (2005); Wharton, et al (1996); Stallard, Mastroyannopoulou, Lewis & Lenton (1997)



4. Rather than lose hope, some families may 
gain hope from these discussions

Overcoming our fears

Mack, Wolfe,  Cook, Grier, Cleary & Weeks (2007)



Parental preferences for prognostic 
information….

• Survey of 194 parents at DFCI during treatment
– 87% desired as much prognostic info as possible

– 36% found prognosis “extremely” or “very upsetting”
– Just as likely to say prognostic info was important and 

helped with decision-making
– Most wanted more information (only 1 wanted less)
– More likely to be upset if poor prognosis was not 

previously discussed

Mack, Wolfe,  Cook, Grier, Cleary & Weeks (2006)



5. They’re not upset with you; they are upset 
with the situation...and that’s ok

Overcoming our fears



• Hudson is a 13y/o boy with severe CP; global developmental delay; 
seizure disorder; g-tube, GERD and FTT; scoliosis

• He lives at home with his parents and 8y/o sister, and he attends 
school daily 

• Despite his severe impairment, Hudson has remarkably spent very 
little time in the hospital

• Recently, had his first aspiration pneumonia that resulted in 
intubation for 10 days

• Now back to baseline
• Follow up visit with physician/NP/Clinician 1 week after discharge 

from hospital

Role play



ACP is a process, not a single 
discussion.

Most useful when families consider 
wishes outside of a crisis, when they 

have time to think

Tricks of the trade



The Pace & Timing of ACP

• ACP is about helping patients/families think about their 
preferences as things change

• Generally involves 2 steps
1. HCP conveys the (possible) landscape up ahead 

so that families know what to consider
2. Families reflect on what would be most important 

to them in the event of…



The Pace & Timing of ACP

• Ideally ACP should be done regularly, over time
– Allows families to think about difficult situations from 

a safe distance
– Experiences may influence thinking
– Normalizes ACP, thereby avoiding “the talk”

• Relationship between clinician and family is much more 
important than the pace of ACP



Use uncertainty to your advantage. 
It’s because we are uncertain that we need to 

consider these things.

Tricks of the trade



Establish a relationship. 
Nobody wants to talk about these                         

things with a stranger

Tricks of the trade



Always start by inquiring about the 
perceived health status of the 

child.

Tricks of the trade



Decision-making during ACP is 
facilitated by establishing                        

“goals of care”                                         
using a shared-decision making model

Tricks of the trade



Goals of care

• Helping the child/family examine what’s most important 
to them in the context of the current situation

• Should occur over the continuum, from diagnosis 
through death

• Goals of care should be established using a shared-
decision making model



• The choice of dessert on this menu is a 
matter of personal preference
Ø They’re all delicious
Ø They all cost the same amount

• The choice to attempt CPR must be 
informed by more than personal preference
Ø Success is determined by context
Ø Alignment with goals of care?



Expertise &
Knowledge

“Medical”
Best 

Interests

Goals &
Values

Bear the 
Burden

It’s My 
Body

Shared-decision making: 
We all bring something to the table



• “I want to speak to you about some difficult things now. 
Some parents find these discussions hard, but nearly all 
of them are glad that they had the opportunity to think 
about these issues during a time of relative calm, rather 
than during a crisis.”

Where to begin?



• Useful phrases to start ACP
• “Given the situation, what are your hopes?”
• “Looking ahead, what worries you the most?”

• Then listen and wait...
• “We’re hoping for a miracle – that his problem will just 

disappear”
• “She hates being in the hospital, so that’s something that we 

really want to avoid”
• “We want to make sure that he’s not suffering; that pain is 

not a problem”

Where to begin?



It’s our job to make recommendations

• Even those who accept death and are focused on 
comfort may struggle with a “No CPR”

• No parent should have to decide to “pull the plug”
– To some, it feels like an active role in their child’s death by 

forgoing a life-sustaining treatment



Recommendations should align with Goals of Care

• Goals that may be aligned with “No CPR”
– “I just want my child to be comfortable”
– “No more suffering”
– “I want to be at home; no more hospitalizations”
– “I hope my child maintains a good quality of life” (need to explore 

what defines a good QOL)

• Goals that suggest “Full Code” is appropriate
– “I need to know I’ve tried everything”



If you don’t go in with the goal to 
“get the DNR”, you won’t fail

Tricks of the trade



What about the family that insists on CPR?

• Remember, the goal is not to “get the DNR”
• When CPR does not appear to align with the goals of 

care, point it out to the family…
– “Can you help me to understand your decision…?”

• Alternatively, ask what they are hoping CPR will 
accomplish



When counselling about the option of         
‘no CPR’, focus on what WILL be actively 

provided, rather than what will not.

Tricks of the trade



DNR – Do Nothing, Right?

• WRONG!!!
• Many parents think that when a patient has a “No CPR” we just 

stand around
– Routine care will continue
– We will be as aggressive as necessary to ensure your child’s 

comfort
– We will not abandon you – there is always more that we can do



Steps for ACP

1. Think 

2. Learn 

3. Talk 

4. Decide 

5. Record 



https://agingwithdignity.org/doc
s/default-source/default-
document-library/product-
samples/fwsample.pdf?sfvrsn=
2



https://agingwithdignity.org/docs/default-source/Samples/vmc-
sample.pdf?sfvrsn=4



https://agingwithdignity.org/d
ocs/default-
source/Samples/mw-
sample.pdf?sfvrsn=2



Hear Our Voice

Booklet

Brochure

Cards



Available: www.advancecareplanning.ca   



http://www.makingm
ywishesknown.ca/m
ake-a-plan/





DNR confirmation                                              
(DNR-C) form

• DNR-C is not a DNR order
• Form cannot be altered and 

therefore not appropriate for a 
child with a modified/limited 
resuscitation status

• Not registered – family may 
choose if they show it

• Ordered through the MOHLTC 
Forms Warehouse – unique 
serial number

http://www.forms.ssb.gov.on.ca/mbs/ssb/forms/
ssbforms.nsf/AttachDocsPublish/014-4519-
45~1/$File/4519-45.pdf



Conclusions / Recommendations

• ACP is part of the standard of care for paediatricians involved in the 
care of paediatric patients with chronic / life-limiting conditions

• Responsibility of the physician to initiate discussions, but goal is 
shared decision making model 
– Participate in the decision – you have something to add!

• Advance care planning is a longitudinal process throughout the life-
course, implemented early and reviewed regularly (not just at the 
end of life)

• Always frame the discussion in relation to the goals of care
• Clarify misconceptions and focus on what WILL be provided
• Wishes / plans should be documented and shared as appropriate

Tsai & Canadian Paediatric Society Bioethics Committee, 2008 / 2016 ; Wharton et al, 1996



Our aim as paediatric health care 
providers should be “to add life to           
the child’s years, not simply years                

to the child’s life”.

Wharton et al, 1996
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