
ABSTRACT

Many physicians continue to see serious chromosomal ab-
normalities as lethal or “incompatible with life.” A diagnosis of tri-
somy 13 or 18 is associated with a high risk of perinatal death, but
children who survive the neonatal period may continue to live for
several years. In sharing diagnoses with family members, physici-
ans may convey their bias with family members. Shared decision
making, using a model of patient-centered care, may help physici-
ans to avoid conveying such bias.

Rebecca J. Benson, MD, PhD, is Medical Director of the Pediat-
ric Pain and Palliative Care Program and Assistant Clinical Pro-
fessor, Division of General Pediatrics and Adolescent Medicine,
Stead Family Department of Pediatrics, University of Iowa Stead
Family Children’s Hospital; is Medical Director of Clinical Ethics
and Director of the Ethics Consult Service, University of Iowa Hos-
pitals and Clinics; and is Affiliate Faculty in the Program in Bioeth-
ics and Humanities, Carver College of Medicine, University of Iowa,
Iowa City. 
Laura A. Shinkunas, MS, is a Research Specialist at the Pro-
gram in Bioethics and Humanities, Carver College of Medicine,
University of Iowa.
Joy Salls is the mother of Cora, a child with trisomy 18.
©2017 by All rights reserved.







This graphic is based on the authors’ interpretation of M.J. Barry and S.
Edgman-Levitan, “Shared decision making—pinnacle of patient-centered
care,” 3, no. 9 (2012): 780-1.

FIGURE 1.
Patient-Centered Care for Children with Trisomy 13 or 18
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