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• Disclosure and Bias Mitigation
• In the creation of these materials, we have to the best of our abilities, 

used inclusive language, pronouns, photos and images.
• We also used the Upstate Bias Checklist to decrease bias
• Despite our best efforts and intentions, if there is any concerning content, 

please contact the conference organizer and let us know.

https://www.biaschecklist.org/the-upstate-bias-checklist


Objectives
1. To recognize that healthcare decisions are best made through a collaborative 

partnership between patients, families, and healthcare professionals. 
2. To understand that children and families experience a healthcare journey over 

time, during which their perspectives, priorities, and goals may evolve.
3. To learn about various resources that are available for caregivers supporting 

children with health complexity / serious illness

These slides will be put on Esther’s lab webpage - 
https://www.bcchr.ca/EstherLeeLab



Timeline
• 0-5 (5min) : Intro &  background: children with serious illness
• 5-10 (5 min): Kim #1
• 10-15 (5 min): discussion between E and K
• 15-20 (5 min): Kim #2
• 20-30 (10 min): Discussion between E and K
• 30-35 (5 min): Resources and summary
• 35-45 (10 min): Questions

Be curious. 
Some topics may be hard to hear…. You may need time to reflect after



Journey for children with serious illness



Trajectory

Jarvis, Arch Dis Child, 2017.



NeuroJourney by Courageous Parent Network







Kim - Part 1



Kim - Part 2
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Advance Care Planning and Goals of Care Discussion
• Advance care Planning: A process of reflection and communication to 

identify the values, wishes, and beliefs of patients’ future health care 
plans

• Goals of Care:  A plan for the future.  Goals, objectives, wishes
• Advance Directive:  Medical orders regarding life-saving, life-prolonging  

interventions.  Intubation, dialysis, cardioversion, surgery, CPR
• Do Not Attempt Resuscitation:  A specific order set regarding 

cardiopulmonary resuscitation



Serious Illness Conversation
• Focused on 

– What is the understanding of the patient/parents/caregivers
– What are the goals/hopes, fears/worries, strengths

• Optional:
– What experiences give meaning to your child’s life
– Trade o9s of risks vs benefit

This info helps to make decisions in the future by 
centering in the values of the patient/family



Serious Illness Conversation



Resources
• Naviga&ng Medical Complexity - MedicalComplexity.org

– Orien&ng and guiding caregivers to grow in agency and confidence. American.

• NeuroJourney - NeuroJourney.org
– Informa&on and support for families caring for a child with severe neurological impairment, in the 

phases they might experience along the journey. American

• Rare Disease Founda&on:
– Offers a network for families who are dealing with rare diseases. You can find Living Without a 

Diagnosis here. The founda&on wrote this road map and naviga&on tool for parents and 
caregivers of children with health and/or learning concerns and a suspected gene&c health 
condi&on or syndrome, but no set diagnosis. Canadian.

https://rarediseasefoundation.org/pages/parent-to-parent-resource-network-community
https://rarediseasefoundation.org/pages/living-without-a-diagnosis
https://rarediseasefoundation.org/pages/living-without-a-diagnosis


Resources
• Family Support Ins&tute BC

– A non-profit organiza&on that supports families who have a family member with a disability. You 
can view FSI webinars developed in partnership with BC Children's Hospital

• BC Complex Kids Society
– A non-profit organiza&on for families and caregivers with children who are part of the At Home 

Program

• Child Development & Rehabilita&on InfoSource
– Development, rehabilita&on and support informa&on and resources for children and youth with 

neurodiversity and/or disability in Bri&sh Columbia

https://familysupportbc.com/get-informed/
https://www.cdrinfosource.ca/


Canuck Place
• Canuck Place Children’s Hospice is BC & Yukon’s pediatric palliative care provider. 
• We support children and youth with life-threatening and/or life-limiting illnesses 

and their families.
• On average, a child is on the program for 7 years and their parents and siblings are 

in bereavement for an average of 3 years following the death of their child.

Through all stages of a child’s illness: Designed to meet the needs of 
each family:
• Family Support & Respite Care (21 days a year)
• Pain & Symptom Management
• End-of-Life Care
• Nursing & Medical Care
• Counselling & Expressive Therapies
• Consultative Services – 24-hour/day 
• Clinics (Hospital & Community)
• Community care (home visits, phone/virtual visits)
• Grief & Bereavement

Families can self-refer to 
our program 
(clinical or bereavement)



FEEDBACK (ANONYMOUS)

esther.lee@cw.bc.ca

Feedback: 
h+ps://ubc.ca1.qualtrics.com/jf
e/form/SV_1M2xGLk7wlRotWS

Slides: https://www.bcchr.ca/EstherLeeLab
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