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Cohort studies and randomized trials among hospitalized patients with acute and serious 

illnesses commonly use mortality as the primary or key secondary outcome measure. Death 

is a patient-centered outcome because nearly everyone wishes to avoid it. Despite this 

general preference, however, studies among healthy outpatients and those with serious 

illnesses show that a significant minority, and sometimes a majority, rate states such as 

severe dementia as worse than death.1–3

To our knowledge, there is no evidence as to whether patients with acute illnesses requiring 

hospitalization also consider certain states of debility as worse than death. This distinction is 

important because some evidence suggests that as death nears, people may choose more 

aggressive treatment options in an attempt to prevent it.4 We therefore sought to understand 
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how hospitalized patients with serious illnesses would evaluate states of cognitive or 

functional debility relative to death.

Methods |

We conducted a prospective cohort study nested within a randomized trial of different 

approaches to decision making among 180 patients with serious illnesses who were 

hospitalized between July 1, 2015, and March 7, 2016, at an academic medical center in 

Philadelphia, Pennsylvania. The cohort study consisted of structured interviews with 

inpatients 60 years or older with advanced solid malignant neoplasms, hematologic 

malignant conditions, class III or IV congestive heart failure, or severe obstructive or 

restrictive lung disease. None of these patients had limitations on any life-sustaining 

treatment documented in their electronic medical records.

All patients were asked to evaluate health states with specific physical and cognitive 

debilities, dependencies on forms of life support, and dependencies on others to perform 

various activities (Figure). Patients rated each state on a 5-point Likert scale indicating 

whether they considered the state to be worse than death, neither better nor worse than 

death, a little better than death, somewhat better than death, or much better than death. 

Combinations of states were not evaluated. The University of Pennsylvania institutional 

review board approved the protocol and patients provided written informed consent.

Results |

Patients displayed considerable heterogeneity in their ratings of health states relative to 

death (Figure), but significant percentages of patients rated each evaluated state of serious 

functional debility as equal to or worse than death. For example, a majority of respondents 

considered bowel and bladder incontinence (124 [68.9%]), requiring a breathing tube to live 

(121 [67.2%]), relying on a feeding tube to live (100 [55.6%]) and needing care from others 

all the time (97 [53.9%]) as health states the same or worse than death.

Discussion |

Hospitalized patients with serious and potentially life-limiting illnesses are at high risk for 

experiencing outcomes that many would consider to be worse than death. Nonetheless, 

studies of interventions in the hospital and specifically the intensive care unit, as well as 

hospital quality measures, commonly ignore such preferences, assuming implicitly or 

explicitly that death is an outcome to be avoided no matter what the alternatives are.5 This 

assumption may create untoward incentives for clinicians or health care systems to provide 

care that results in states of severe functional debility that patients prefer to avoid, even if the 

alternative is death.

There are many reasons why hospitalized patients with serious illnesses may receive care 

aimed at prolonging life when they are living in states they have deemed to be the same as or 

worse than death. Such reasons include changing preferences as death nears, belief that 

better health will be restored, willingness to endure undesirable states for the sake of family, 
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surrogates’ or clinicians’ unawareness of the patient’s values, and clinicians’ failures to offer 

and implement alternatives that are more consistent with the patient’s priorities.

It is also possible that patients may underestimate their abilities to adapt to certain health 

states, such that once-feared states become more tolerable once they are experienced.6 

Limitations of this study include the recruitment of patients from a single health care system 

and the solicitation of preferences for one-dimensional health states. Nonetheless, the fact 

that hospitalized patients with a broad range of serious illnesses so often viewed commonly 

encountered health states as worse than death should challenge researchers of patient-

centered outcomes and those who develop quality measures to formulate and use new 

metrics such as the avoidance of states worse than death.
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Figure. Ratings of States of Functional Debility Relative to Death by Hospitalized Patients With 
Serious Illnesses
Distribution of patient ratings of each queried health state on a 5-point Likert scale.
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