
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.1 

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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true that patients rarely linger in a persistent vegetative state for twenty 
years as Fiori did. But clinicians have come to realize that the persistent 
vegetative state is not an isolated syndrome. Rather, the PVS is a point on a 
continuum of brain functionality that begins with a healthy brain and runs 
through the stages of mild, moderate, and severe dementia before passing 
through the PVS and ending with brain death at the other extreme. 
Many Americans continue living, with the assistance of tube feeding and 

other life-supporting technologies, in a severely demented, quasi-vegetative 
state that is similar to the PVS in many important respects (see Multi 
Society Task Force on PVS 1994a, 1994b). This large and growing class of 
patients deserves our attention, for life-sustaining treatment decisions will 
have to be made for them at some point, just as they were for Joey Fiori. 
Even a decision not to make a decision has costs and consequences for all 
parties involved. 

,' Pathogenesis of Severe Dementia 
Alzheimer's disease, often referred to as senile dementia of the Alzheimer's 
type (DAT), is by far the most common cause of chronic dementia in the 
United States, accounting for approximately two-thirds of all cases. De 
mentia in the remaining cases is caused by related illnesses, such as Pick's, 
Huntington's, and Parkinson's diseases. Dementia is also common in the 
end stages of acquired immunodeficiency syndrome (AIDS). Regardless of 
their origin, most chronic neurological disorders lead to death-on aver 
age, seven to eight years after the onset of the disorder and four to five 
years after diagnosis (most progressive neurological disorders are not diag 
nosed until several years after onset). 
At the turn of the twentieth century, when the average life span was only 

forty-eight years or so, approximately 600,000 of the 78 million U.S. citi 
zens alive at the time (or 1 in every 130 people) suffered from disorders like 
Alzheimer's. Since then, as the population of the country has grown by 
about 350 percent, the number of citizens with progressive neurological 
disorders has increased 1,000 percent. 
Today, Alzheimer's disease or one of its related pathologies afflicts one in 

every forty-five Americans overall, one in every eight Americans over the 
age of sixty-five, and nearly half (47 percent) of the population over eighty 
five (U.S. Senate 1991: XXII). Demographers predict that the population of 
patients suffering from Alzheimer's or Alzheimer's-like disorders will mush 
room from 6 million to 30 million by the middle of the next century (OTA 
1987b: 3 ). It is no wonder, then, that Patricia Hanrahan and Daniel 
Luchins (1995: 56) refer to dementia as an "epidemiological time bomb." 
Alzheimer's disease was first brought to the attention of the medical com 

munity in 1907 by German neuropathologist Alois Alzheimer. The pathol- 


