




















policy makers are). Rather doctors and nurses deal with patients one at a time. What
do we know about the accuracy of predictions of impairment in survivors of NICU
care while the infants require life-support in the Nicu, as opposed to at their two-year
check-up? The answer, in short, is very little. Although some physiologic events in
the NIcu have clearly been correlated with subsequent impairment, very little atten-
tion has been paid to caretaker intuitions (either serial or ‘one-time’) about morbid
outcomes.

One could design a prospective morbidity study closely paralleling the prospective
mortality study described in the section above. One could ask caretakers on a daily
basis whether the infant in their care was going to ‘live but be impaired’, with vari-
ous degrees of impairment specified or not. Correlation of these intuitions with sub-
sequent outcomes would provide at least a first-cut answer to the predictive value of
intuitions of morbidity. It may turn out that the predictions of outcome by doctors are
not that bad, but that mortality is not the only bad outcome to be avoided. Survival
with severe neurological deficits may be as bad or worse in the minds of some par-
ents.

Parental perception of the goals of NIcu care is a second important area for future
research. Do parents feel that they are adequately involved in decision-making now?
For parents of babies who died, do they feel that they achieved a ‘good death?’ If
not, what mechanisms might facilitate more truly shared decision-making? The goal
should be to combine the best epidemiological data with the best methods of sharing
that data to insure that parents understand, and then seek the best decision for each
infant within the inevitable constraints of prognostic uncertainty.
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