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BACKGROUND: It is unknown whether health-related
media stories reach diverse older adults and influence
advance care planning (ACP).

OBJECTIVE: To determine exposure to media coverage
of Terri Schiavo (TS) and its impact on ACP.

DESIGN AND PARTICIPANTS: Descriptive study of 117
English/Spanish-speakers, aged ≥50 years (mean
61 years) from a county hospital, interviewed six
months after enrollment into an advance directive
study.

MEASUREMENTS: We assessed whether participants
had heard of TS and subject characteristics associated
with exposure. We also asked whether, because of TS,
subjects engaged in ACP.

MAIN RESULTS: Ninety-two percent reported hearing
of TS. Participants with adequate literacy were more
likely than those with limited literacy to report hearing
of TS (100% vs. 79%, P<.001), as were participants with
≥ a high school vs. < high school education (97% vs.
82%, P=.004), and English vs. Spanish-speakers (96%
vs. 85%, P=.04). Because of TS, many reported clarify-
ing their own goals of care (61%), talking to their
family/friends about ACP (66%), and wanting to com-
plete an advance directive (37%).

CONCLUSIONS: Most diverse older adults had heard of
TS and reported that her story activated them to engage
in ACP. Media stories may provide a powerful opportu-
nity to engage patients in ACP and develop public
health campaigns.
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INTRODUCTION

Media health campaigns and direct-to-consumer advertising
can increase health knowledge and activate patients to seek
care and change behavior,1,2 although less consistently among
minority groups.1,3,4 Unlike health campaigns, news coverage
of health-related stories, such as Terri Schiavo’s (TS), do not
always have a clear health-related message.5,6 However, just
as the “Katie Couric effect” increased colon cancer screening,
health-related stories may activate patients for behavior
change.1,7

TS was a 41-year-old woman who was in a persistent
vegetative state after suffering a cardiac arrest in 1991. After
a prolonged legal battle, her feeding tube was removed on
March 18, 2005 and she died on March 31.8 There was
extensive news coverage of TS’s story while we were adminis-
tering a follow-up questionnaire for an advance directive
preference study among English-speaking and Spanish-speak-
ing older adults. Therefore, we took the opportunity to
determine the reach of the media coverage of TS’s story within
our sample. Given historically low penetration of health-
related information among minorities and patients of lower
socioeconomic status,3,4 we assessed the influence of literacy,
education, and language on the reach of TS’s story. We also
explored whether hearing about TS influenced engagement in
advance care planning (ACP).

METHODS

In this descriptive study, participants were part of an on-going
advance directive preference study.9 Subjects were recruited
between August and December 2004, using convenience
sampling, from an urban, county general medicine clinic in
San Francisco. Participants were eligible if they were 50 years
of age or older and reported fluency in English or Spanish.
Participants were excluded if they had dementia, or were deaf,
delirious, or acutely ill.

In February 2005, we began administering a six-month
follow-up telephone questionnaire to assess whether partici-
pants had engaged in ACP. Because of the concurrent TS
media coverage, on April 13, 2005 we added six questions
concerning TS to our questionnaire. This study was approved
by the University of California, San Francisco Institutional
Review Board.

To assess the reach of TS’s story we asked “Have you heard
about Terri Schiavo? She was the woman with brain damage
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from Florida who recently had her feeding tube removed and
she died?”

We then asked participants who reported having heard of TS
whether her story motivated them to clarify their values and
become “more sure” of their own treatment wishes. We also
asked whether TS led participants to discuss their own health
care wishes with their family or friends, to want to complete an
advance directive, to discuss their health care wishes with
physicians (excluding 32 participants who had not seen their
doctor), or to complete an advance directive (excluding ten
participants who had previously completed one). These ques-
tions were asked to capture multiple steps in the ACP
process.10

We obtained self-reported age, race/ethnicity, gender, in-
come, educational attainment, religiosity, and self-rated
health. Personal end-of-life experience was defined as any
previous personal or family/friend admittance to an ICU or
having helped someone complete an advance directive. For
multivariable analysis, we created a composite measure based
on affirmative responses to any of these end-of-life indicators.
We measured literacy using the short form Test of Functional

Health Literacy in Adults dichotomized into adequate literacy
(scores > 22/36) and limited literacy (≤22/36).11 We searched
the LexisNexis and English and Spanish television news
archive databases with the search term “Terri Schiavo” to
determine the height of both print and television TS media
coverage and the time from the height of the coverage to the
study interview (methods further described in Fig. 1).12–14

Data Analysis

The associations between subject characteristics and the
reach of TS’s story were assessed with χ2 tests, Fisher’s exact
tests, t-tests, and stepwise multivariate logistic regression. All
subject characteristics associated with the outcome at P<.05
were retained in the final multivariate model.

RESULTS

Due to the timing of TS’s story relative to our follow-up
questionnaire for the advance directive preference study,

Figure 1. Print and television media coverage of Terri Schiavo. Footnote: Because the impact of the TS case could have waned over time, we
measured the number of days from the height of the TS media coverage until participants were interviewed. To estimate the height of the
media coverage and determine its trajectory, we searched the LexisNexis database for all English news full-text articles and all major world
publications in non-English (searching for Spanish publications) with the search term “Terri Schiavo”.12 We also searched the Vanderbilt

University Television News Archives database, which included evening news coverage for all major English U.S. television news stations,13 and
the archives database of Univision, a major U.S Spanish television station, using the search term “Terri Schiavo”. All print or television data
where TS was mentioned were captured and categorized by month and year. * Results obtained from Univision™, one of the largest Spanish

television stations in the U.S.
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117/173 (68%) eligible subjects were asked additional ques-
tions about TS.

Demographic characteristics of participants are listed in
Table 1. Participants were interviewed a mean of 72 days
(range 43–134) after March 1, 2005, the date roughly
corresponding to the accelerated phase of the TS media
coverage (Fig. 1).

One hundred and seven participants (92%) reported hearing
of TS. Participants with adequate literacy were more likely
than those with limited literacy to hear of TS’s story (100% vs.
79%, P<.001), as were subjects with ≥ a high school education
versus < a high school education (97% vs. 82%, P=.004).
English speakers were also more likely to hear of TS’s story
compared to Spanish-speakers (96% vs. 85%, P=.04), as were
participants who were < 65 years versus ≥ 65 years (97% vs.
86%, P=.03). Only literacy was associated with an increased
odds of hearing of TS’s story after stepwise multivariate
analysis adjusted for age and language (OR 1.21 for every
one-point increase in literacy score; 95% CI 1.07–1.37).

Among participants who had heard of TS (n=107), a
significant proportion reported that her story activated them
to engage in ACP: 61% reported feeling more sure about the
type of medical care they would want if they became sick or
were near the end of their lives; 66% talked to their family or
friends about what they would want done were they in TS’s
situation; 37% reported wanting to fill out an advance
directive; 8% talked to their doctor about ACP; and 3%
completed an advance directive.

DISCUSSION

This study demonstrates the power of the mass media to reach
a substantial portion of diverse older adults with health-
related information. In this diverse older sample, almost all

participants reported hearing about TS’s story. While the reach
was lower for those with limited literacy, lower education, and
Spanish-speakers, the vast majority of subjects in these
groups reported hearing about her story.

There was also substantial engagement in ACP as a result of
exposure to TS’s story among this diverse, socioeconomically
vulnerable sample, populations who historically have had low
rates of ACP engagement.15,16 Of subjects who reported being
reached by the media, a majority felt “more sure” of their goals
of care because of TS’s story, had discussed with family and
friends what they would want were they in TS’s situation, and
many wanted to fill out an advance directive. In contrast, very
few subjects reported having spoken to their doctors or
completing a written advance directive.

The substantial television coverage of TS may help explain
both the reach of the TS case and its effects on ACP
engagement. The broad reach of TS’s story may reflect the fact
that a majority of older adults, regardless of literacy or
education, obtain health-related information from television.17

The power of visual images may further explain why TS’s story
resulted in substantial ACP engagement. A recent study found
that video images of advanced Alzheimer’s disease activated
patients to change their care preferences, especially among
minorities and those of lower education and literacy.18

Low rates of discussions with clinicians and advance
directive documentation may represent missed opportunities
to harness the media coverage of TS to promote ACP. According
to an Associated Press report, visits to the U.S. Living Will
Registry and the Aging with Dignity websites resulted in over a
1000-fold increase in downloads of living wills at the time of
TS’s death, and remained twice what they had been the year
after her death.19 TS’s continued coverage in the media today
suggests that her story may yet be a powerful tool to use in
ACP campaigns.12,13

Because news stories can contain biased or inaccurate
information,5,6 it is possible that some subjects may have
misunderstood the facts or had misperceptions regarding how
TS’s story should have been integrated into their own decision-
making. Physicians may need to clarify and interpret health-
related news stories, particularly among patient populations
with historically high degrees of mistrust in the medical
system.20

Limitations of this study include the inability to distinguish
activation in ACP due to TS’s story or due to the added effect of
prior exposure to an advance directive (although we asked
subjects to focus solely on the effect of TS’s story). Additional
limitations include compromised generalizability due to com-
pleting the study in one region of the country, limited power
due to the small sample size, and the lack of information about
patient/provider language discordance, which may have con-
tributed to low rates of ACP for some participants.

In conclusion, we found that a majority of diverse older
adults reported hearing of the Terri Schiavo story and that her
case activated them to engage in ACP. Although nearly all
subjects had heard of TS, the reach of the media was less
comprehensive for subjects with limited literacy and for
Spanish-speakers. Media stories, such as the TS case, may
represent unique opportunities for clinicians to initiate diffi-
cult discussions about ACP, clarify misperceptions of media
stories, elicit patients’ values for care, provide context to help
patients integrate the information into their own decision-
making, and may be used to develop ACP campaigns.

Table 1. Participant Characteristics, n=117

% or mean (±SD)

Age 61 years (±8)
Women 53
Race/Ethnicity
White, non-Hispanic 20
White, Hispanic (Latino) 41
Black, non-Hispanic 21
Asian 7
Multi-racial/ethnic, Other 11
Income < $10,000/yr 47
Less than high school education 38
Limited Literacy* 40
Spanish-speaking 39
Very to extremely religious 45
Fair to poor self-rated health 71
Personal end-of-life experience
Previously filled out an advance directive 10
Previously admitted to ICU 33
Had friends/family admitted to ICU 58
Helped others fill out an advance directive 13
Days interviewed since Terri Schiavo’s death 72 (±18)

† Literacy was assessed using the short form test of Functional Literacy
in Adults (s-TOFHLA), a 36-item, timed reading comprehension test.
Participants with scores ≤ 22 (possible range of 0–36) were considered to
have limited literacy or an approximate reading level of ≤ 8th grade.
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