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Introduction
Intraventricular hemorrhage (IVH) is a
major cause of morbidity and mortality in
neonates, predominating in very low
gestational age (22-28 weeks) and very
low birth weight infants (VLBW, 401-
15009g) [1]. IVH is graded from I-IV,
grades III and IV being classified as
severe. Nine to 16% of very low GA and
VLBW will suffer from severe IVH [1,2].
Despite medical technology there is a 20%
mortality rate in babies with IVH with an
overwhelming 59% representation in
grade IV IVH [3]. Twenty to 22% percent
of surviving neonates with severe IVH will
develop hydrocephalus, and of those, 9-
16% will require permanent placement of
a ventriculoperitoneal shunt (VPS) [2,3].
Up to 50% of patients with severe IVH will
have either moderate or severe
impairment that directly limits quality of
life and functional status. We sought to
evaluate the quality of life of parents and
families of children with
ventriculoperitoneal shunts placed for
severe intraventricular hemorrhage since
the situation can create significant stress
on family dynamics and may contribute a
negative impact on the family's overall
quality of life.

Learning Objectives
By the conclusion of this session,
participants should be able to:
Describe the importance of the morbidity
and mortality associated with severe IVH
(grades III and 1V).

e Discuss how to facilitate the decision
making process of whether to place a VPS
for IVH and HCP for individual families.

eIdentify the value of previous families'
sentiments and perspectives on providing
future families with more information
about potential quality of life for the
family.

Methods
Retrospective chart review of patients with
grade III/IV IVH as a neonate with
subsequent placement of a VPS. Families
were identified and received 2
questionnaires: CHQ-28 that measures
pediatric quality of life and an institution
generated quality of life survey.
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Results
12 families returned the 2 questionnaires.
92% reported that placement of a VPS
was absolutely the right thing to do for
their family and 8% felt most likely that it
was the right decision. 83% would
absolutely make the decision again to
place it, while 17% would most likely
choose again to place it. 92% felt that
they absolutely or mostly understood the
special needs that their child might have
had at the time they made the decision.

Additionally, feel free to write any information you would like to share, which the survey
did not address:
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Additionally, feel free to write any information you would like to share, which the survey
did not address:
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Conclusions
The decision to place a VPS for patients
suffering from severe IVH and resultant
hydrocephalus is a very difficult one to
make. Caregivers are asked to provide
consent in a situation where they are under
high stress and possibly unable to fully
comprehend the information being
presented to them. Despite detailed and
simplified conversations, caregivers may
grapple with sufficient understanding of the
intervention with its risks and benefits, as
well as the possible long-term outcomes. At
that particular juncture, caregivers and the
medical team must decide whether to
pursue aggressive, full medical support that
may leave the child significantly disabled or
turn to palliative care and allow the child to
expire in a comfortable, controlled setting.
Both options have significant long-term
ramifications for the caregivers and their
families, and the right decision will be
unique for each family. Greater emphasis
should be placed on patient oriented
outcomes, especially quality of life, when
assessing the efficacy of placing a VPS in
babies with severe IVH.
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