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Ethics and Surrogate Decision-making 

Julie Clegg, Parent and Member, IWK Health Family Leadership Council & Van Bernard, Patient 

 

The following discussion questions are provided as an additional educational tool to accompany this fireside 

chat video. Please feel free to select the questions that are most relevant to your committee or group, revise 

and adapt them as needed, etc. As always, we welcome feedback on this or any other NSHEN resource.   

 

Questions: 

• What stood out the most to you in this interview and why? 

• Van’s parents were encouraged by Van’s medical team to involve Van in medical decision-making from 

a very young age. At what age do you think children should be involved in the decision-making process 

around their health care? 

• What are some of the concerns that parents might have about involving their child in health care 

decision-making when they are as young as 7 or 8 years old?  

o How might you address some of these concerns as a health care provider? 

• Van’s parents and his medical team supported Van in various ways to enable him to work through his 

concerns and make decisions together with his parents around his health care. What are the benefits of 

this family centered approach to decision-making? 

• Sometimes medical decisions need to be made urgently. How might you best support pediatric patients 

and their parents making health care decisions under time pressure? 

• Van describes how he has become more knowledgeable about health care decision-making and how 

benefits and risks must be weighed in each decision. How does Van’s extensive experience with health 

care decisions make responses to his decisions potentially different from how a health care team might 

approach a similarly-aged peer who is encountering health care decision making for the first time?  
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Websites: 

For further information on Spinal Muscular Atrophy, see: Home - Cure SMA 

 

Some articles require access with an institutional login. If you need assistance in accessing an article please email NSHEN 

administrator Krista Mleczko-Skerry at Krista.MleczkoSkerry@iwk.nshealth.ca  
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