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JUST A QUICK BIT OF CONTEXT



THE CURRENT SITUATION

• Assisted dying options are available in the Netherlands for
• Neonates (up to 1 year of age)

• Children 12 and up (with parents’ consent)

• Children 16 and up (without parents’ consent)

• Paediatricians’ attitudes
• Discomfort about lack of options between 1-12 years of age (NVK, 2020)

• Emphasis placed on suffering (Bolt et al., 2017)



PAEDIATRIC SUFFERING

• Paediatricians’ argument but… what is it?

• The new futility? (Salter, 2020) 

• Mirage (Tate, 2020)

• Reflects responsibilities and experiences of adult stakeholders (de Weerd et 
al., 2015)

• Even more unstable as a concept than in adult care

• So, what might be a better way of centring children’s autonomy in end-of-
life decision-making?



PREFERENCES AND ACTIVE CHILD 
PARTICIPATION

• Willing, capable, and legally entitled to active participation (Schalkers et 
al., 2015)

• Research on children’s participation in end-of-life decisions is limited and 
with varied results (Ruhe et al., 2014)

• Can lead to conflict/children being overwhelmed
• Interested in decisions about how they are treated and remembered
• Children instinctually indicate their desired level of involvement

• Important to accurately gauge willingness and ability to engage and where 
possible discuss reasons for disengagement



BEST INTERESTS

• “Best interests” standard is the predominant approach (Kopelman, 2010)

• Problematic for a number of reasons
• Ill-defined, unreasonably narrow, and does not respect the family (Salter, 2012)

• Contains ableist conceptions of ‘a good life’ (Janvier, 2011)

• Bogs down discussion and focuses on the wrong thing (Gillam, 2016)

• Harm principle
• State can only intervene if child is at significant risk of serious harm (Diekema, 2009)

• Zone of parental discretion (Gillam, 2016)



VAD ONLY AS A RESPONSE TO HARM

• Response to paediatricians concerns about suffering

• Consider this set of questions
1. What are the reasons for considering assisted dying for this child?

2. Will the child’s basic needs be compromised if assisted dying is refused?

3. Are there alternatives for these needs to still be met in other ways?

4. Would the child’s death be predictably uncomfortable, stressful, or scary if assisted 
dying is refused?
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