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B
lood and marrow transplantation (BMT) is 
an aggressive medical treatment associated 
with high morbidity and mortality. Survival 
rates for BMT vary from 25%–50%, depend-
ing on the underlying diagnosis and type 

of transplantation performed (Barrera, Boyd-Pringle, 
Sumbler, & Saunders, 2000; Drew, Goodenough, Maurice, 
Foreman, & Willis, 2005; Kolb, Gidwani, & Grupp, 2006). 
Despite the statistics, BMT often represents the most vi-
able treatment option for children with certain types of 
life-threatening cancers, bone marrow failure, metabolic 
disorders, or immunodeficiency syndromes. Many chil-
dren receiving BMT have endured lengthy, aggressive 
treatment only to suffer disease relapse or experience 
failure of more conventional treatment. Throughout an 
often prolonged course of disease, parents of children 
receiving BMT are forced to make numerous treatment 
decisions with the intent and hope of saving their child’s 
life (Stevens & Pletsch, 2002). When curative efforts fail, 
parents suddenly are faced with decisions that focus on 
end-of-life treatment and care for their dying child.

Authors who have addressed parental end-of-life deci-
sion making for children have focused on parental priori-
ties for end-of-life care, the meaning of end-of-life decision 
making for parents, the challenge of decision making 
involving palliative treatment with potentially toxic 
medications as opposed to supportive care alone, and the 
degree and type of control parents express throughout the 
decision-making process (Hinds et al., 2000, 2001; Meyer, 
Burns, Griffith, & Truog, 2002; Pyke-Grimm, Degner, 
Small, & Mueller, 1999; Sharman, Meert, & Sarnaik, 2005; 
Tomlinson et al., 2006). For this article, parental end-of-life 
decision making is defined as a parent’s decision to not 
resuscitate or withdraw life-sustaining therapy to allow 
the terminally ill child to die a natural death.

Parents have consistently reported that end-of-life 
decisions are the most difficult they have faced on behalf 
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of a seriously ill child (Hinds et al., 1997; Hinds, Schum, 
Baker, & Wolfe, 2005) and, in retrospect, they express re-
gret, doubt, and second guessing over the decision (Drew 
et al., 2005; Meyer et al., 2002). BMT is recognized as a 
particularly aggressive treatment that is delivered in an 
environment of semi-isolation. Children who die follow-
ing BMT usually do so in the hospital after a prolonged 
stay, punctuated by numerous treatments and procedures 
(Hinds, Schum, et al., 2005). The transition from aggres-
sive curative care to palliative care often is abrupt (Meyer 
et al., 2002). The parental decision to forego or withdraw 
life support for a dying child following BMT is the ulti-
mate final decision and may occur from hours or even 
minutes to several days or longer prior to the child’s death 
(Drew et al., 2005). 
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