Chapter Four

Beyond the PVS:
Severe Dementia

The case of Joey Fiori was, of course, important for the relatively small cir-
cle of individuals who knew him, who cared for him, and who were in-
volved in litigating his case. But Fiori’s situation was not unique. At any
given time, between 15,000 and 35,000 U.S. citizens are being sustained in
a persistent vegetative state (Council 1990: 426). Consequently, the number
of people involved in and concerned about the issues raised by the Fiori
case extends well beyond those directly involved in his situation.

The circle of affected parties extends even further because we all have a
stake in the treatment of patients in a PVS, connected as we are to these indi-
viduals through shared understandings of social values and ethical standards.
In addition, we all help to underwrite the health care expenses incurred by
these individuals, estimated to be between $1 and $7 billion annually.!

Potentially, we are all affected by the issues raised in the Fiori case in a
more direct way as well. Most patients become incompetent to make med-
ical decisions at the end of life, just as Fiori did. Most do not have an ad-
vance directive, just as Fiori did not. And most Americans will die, like
Fiori, only after a decision to forgo life-sustaining treatment is made by
someone else. Given this reality, it follows that most deaths in the United
States will raise, to one degree or another, the same questions that were
raised in Fiori and addressed by consensus groups both before and after the
case was decided: Who should make end-of-life treatment decisions—
courts or families and caregivers? When should these decisions be made—
only when the patient is terminal, or also when he or she is seriously and ir-
reversibly ill> And on what basis should decisions be rendered—on the
basis of clear and convincing evidence, substituted judgment, the best inter-
ests standard, or something else?

Most of us will die having lost the ability to make decisions for ourselves,
and many of us will also pass through a protracted vegetative state. Joey
Fiori’s situation was sui generis, then, in only a very narrow sense.? It is
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