
ABSTRACT

Advance care planning (ACP) for adolescents is not yet a
standard of care; as such, adolescents with life-limiting disease
are often left out of important discussions about end-of-life (EOL)
care, namely, advance care planning. This narrative review will
describe the ethical, legal, developmental, and biological concepts
and perceived barriers to including adolescents in EOL decision
making. We will briefly explore adolescents’ autonomy, the legal
definition of capacity, and how these evolve through adolescence
as minors mature and become more experienced with their ill-
ness. We argue that adolescents’ participation in ACP not only
supports adolescents who want to participate, but also assists the
parties who are legally responsible for making decisions. This par-
ticipation leads to goal-concordant care and reduced conflict. Fi-
nally, we address common misconceptions about EOL discussions
and argue that EOL care does not diminish hope in patients or
families and is still possible in the face of prognostic uncertainty.
Involving adolescents in ACP respects the autonomy and growing

Jennifer Needle, MD, MPH, is an Associate Professor of Pediat-
rics and Bioethics at the University of Minnesota in Minneapolis.
Maureen Lyon, PhD, is a Professor of Pediatrics at George Wash-
ington University School of Medicine and Health Sciences, Chil-
dren’s National Hospital, in Washington, District of Columbia.
Donald Brunquell, PhD, is Affiliate Faculty at the Center for Bio-
ethics at the University of Minnesota in Minneapolis.
Catherine Heith, MD, is an Assistant Professor of Pediatrics at
Oklahoma University School of Medicine in Oklahoma City.
©2020 by All rights reserved.

capacity of adolescents and promotes patient- and family-centered
care at EOL.












