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Abstract

Background: Previous studies have shown that minority populations have low rates of documented advance
directives and express preferences for more life-prolonging interventions at the end of life. We sought to determine
the impact of Latino ethnicity on patients” self-report of having an advance directive discussion and having a
completed advance directive in the medical record at an index hospitalization for serious medical illness.
Methods: This was a prospective observational cohort study of 458 adults admitted to the general medical services
of a safety net hospital, an academic medical center, and a Veterans’” Affairs (VA) hospital. Patients were asked if
they had discussed advance directives, and we reviewed medical records for documented advance directives.
Results: Overall, 45% of patients reported having had a discussion about advance directives (29% of Latinos
compared with 54% of Caucasians, p=0.0002) and 24% of patients had a completed advance directive in their
medical record (25% Latinos and 26% of Caucasians, p =not significant [ns]). Using logistic regression modeling
and adjusting for socioeconomic status (SES), education level, and language spoken, Latinos (odds ratio [OR]
0.42, confidence interval [CI] 0.24-0.75) were less likely to report having advance directive discussions compared
with Caucasians (referent). However, modeling of a completed advance directive in the medical record showed
no significant difference between Latinos (OR 1.44, CI 0.73-2.85) and Caucasians (referent).

Conclusions: The unexpected discrepancy we found highlights the need for more effective communication in
advance care planning that includes education that is culturally sensitive and accessible to persons with low
health literacy.

Introduction with advanced cancer, simply engaging in discussions about
wishes at the end of life with their physician increased the

OLLOWING PASSAGE of the Patient Self Determination likelihood that care was consistent with preferences."

Act (PSDA) in 1990,' advance directives (ADs) became
part of the hospital admission process. In the intervening 20
years since the passage of the PSDA, completion rates of ADs
remain low at 18 to 36% of adults.>? Less than half of adults
with a serious chronic or life-limiting illness have completed
an AD and many physicians are unaware their patients have
completed an AD.*”

Advance care planning protects patient autonomy and can
communicate patient preferences for care at the end of life.
Recent research has demonstrated that ADs do not decrease
survival and can benefit patients at the end of life.** In Silveira
and colleagues’ recent nationwide study of decedent adults,
they found that for those who completed an AD, care at
the end of life was significantly more likely to be consistent
with previously stated preferences.” Furthermore, in patients

In addition, cross-cultural research suggests one model for
end-of-life care does not fit all. Indeed, there are multiple
studies demonstrating that care preferences among ethnic
minorities at the end of life differ from those of Caucasians.'' ™
In several studies, when compared with Caucasians, African
Americans and Latinos expressed a wish for aggressive
therapies and more life-prolonging interventions over com-
fort care, even if life could be extended by only days."! Ethnic
minorities also tend to express a greater preference for death
in a hospital rather than at home'''> and appear less likely to
complete ADs.'""'* Multiple barriers to AD completion have
been identified including language, lack of knowledge, poor
communication, and a perception that having family involved
obviated the need for an AD.">""” In a recent study of patients
with advanced cancer, the presumed influences, such as
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religiousness, treatment preferences, and acknowledgement
of terminal diagnosis, were not associated with the ethnic
differences in advance care planning.'! The authors of the
study postulated that communication and physician bias
were possible mediators to be explored in future research.

We sought to explore the relationship between Latino
ethnicity and two separate but related outcomes—whether
patients reported having discussed ADs and whether they
had a documented AD in the medical record. Looking at both
of these outcomes allows us to not only examine ethnic dif-
ferences in completion of AD, but also to examine an impor-
tant barrier to completing an AD—whether patients recall if
a discussion about AD even took place.

Methods

This was a multisite cross sectional observational study
of adult patients admitted to the hospital for medical illness.
The Colorado Multi-Institutional Review Board approved
this study.

Study sites and participant recruitment

Participants were recruited from three hospitals affiliated
with the University of Colorado Denver School of Medicine
Internal Medicine Residency program: the Denver Veterans’
Administration Center (DVAMC), a large urban Veterans’
Affairs (VA) hospital; Denver Health Medical Center (DHMC),
the safety net hospital for the Denver area; and University
of Colorado Hospital (UCH), an academic tertiary, specialty
care, and referral center. Participants, who were screened for
study eligibility on the first day following admission to the
adult general medical service, were recruited during 96 post-
admission days between February 2004 and June 2006 (exclu-
sion criteria: death or discharge <24 hours, pregnant, jailed,
or lacking decisional capacity as determined by the treating
physician). All potentially eligible patients were approached
and invited to participate in a brief verbal survey that focused
on ADs and preferences relating to care at the end of life.

Subject interview and measures

After informed consent was obtained, participants com-
pleted a bedside interview that included self-identified eth-
nicity through the Multigroup Ethnic Identity Measure
(MEIM),'® a scale measuring dimensions of ethnic identity,
including self-identification, affirmation/belonging, identity
achievement, and ethnic behaviors and practices. In addition,
participants reported socioeconomic measures (e.g., income,
employment, home ownership, car ownership), measures of
social support (marital status, friends and relatives with whom
they are in contact, faith group, memberships in other formal
organizations), if they had a primary care provider (PCP), and
questions related to advance care planning as detailed below.

Interviewer: Do you know what an advance directive is?

Patient responds.

Interviewer: [Either affirms or redirects and then offers this standard
explanation to all participants] An advance directive is a document or
paper that tells your doctors about the kind of medical treatment you
would want if you were very sick and could not make those decisions
for yourself. This may include a living will, a medical decision maker or
medical durable power of attorney, or a CPR directive.

Has anyone ever talked to you about advance directives?

Chart review data collection

For each participant, we performed a detailed chart review
for medical history including admitting diagnoses and the
CARING criteria, a set of simple criteria developed by our
group to score the need for palliative care, which has been
shown to predict death at one year."” The CARING criteria is
an acronym for Cancer as an admitting diagnosis, Admitted to
the hospital >2 times in the past year for a chronic illness,
Resident in a nursing home, ICU (intensive care unit) admis-
sion in multiorgan failure, and meeting >2 Noncancer hospice
Guidelines. Each criterion and patient age are weighted so that
patients may be categorized as low, medium, or high risk of
death at one year. We also recorded insurance coverage, and
the presence of ADs in the medical record. We defined ADs
broadly, including a living will, a durable power of attorney
(POA) for health care, or a comprehensive advance care plan-
ning document (e.g., Five Wishes),** and cardiopulmonary
resuscitation (CPR) directive. All responses and data were
directly entered into an electronic Access® database (Microsoft
Corporation, Redmond, WA).

Analysis

The statistical software SAS version 9.1 (SAS Institute Inc.,
Cary, NC) was used for all analyses. Simple frequencies and
means statistics were used to determine rates of descriptive
characteristics of the sample as well as rates of the measured
outcomes, reporting an AD discussion and presence/absence
of an AD in the medical record. Chi-square tests were per-
formed for all categorical variables to determine a significant
association with outcome variables. Continuous variables
including summary score for the MEIM were selected for the
model by performing ¢ tests. Variables were selected for lo-
gistic regression modeling if the p value of univariable anal-
ysis was <0.25.° We had 80% power to detect a 12 percentage
point difference in rates of AD completion.

Logistic regression modeling

Logistic regression models were fitted to examine adjusted
associations between variables selected in the univariable
analysis and the outcome variables—whether the subject re-
ported a discussion about ADs and whether there was an AD
in the medical record.

Results
Study population

Subjects were recruited on 96 postadmission days totaling
842 admissions. Details of enrollment, eligibility, and refusal
rates are presented in Figure 1. Characteristics of the 458 study
participants are depicted in Table 1. Spanish was the preferred
language for 31 participants (7%), whereas the rest of the
patients spoke English.

Effect of ethnicity on reporting advance
directives discussions and presence
of advance directives in the medical record

Overall, 206 study patients (45%) reported having had a
discussion about ADs. However, medical record review re-
vealed that only 110 patients (24%) had a form of documented
AD in their chart. Among these, 28 patients (25%) had a living
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842 admissions

511 331
eligible ineligible
(61%) (39%) \
/ \ & 78
175 76 '('::g'bjﬁl
53 458 discharged lacking preg:'nant) !
refused consented within 24 decisional
(10%) hours capacity
v
2 died
within
24 hours

FIG. 1.

TABLE 1. SAMPLE CHARACTERISTICS
(n=458; PERCENT [N] UNLESs OTHERWISE NOTED)

Mean MEIM? score (£SD) 2.75 (+£0.32)
Mean age in years (£SD) 57.7 (£15)
Ethnicity
African American 19% (88)
Caucasian 52% (239)
Latino 22% (102)
Other 6% (29)
Spanish language only 6% (31)

Female gender
Admitted to DVAMC
Admitted to DHMC

35% (159)
41% (188)
38% (174)

Admitted to UCH 21% (96)
CARING criteria
Cancer diagnosis 11% (51)

Admitted to hospital >2 times in
the past year for chronic illness
Resident in a nursing home
Noncancer Hospice Guidelines
(meeting >2)
Income less than $30,000/year
No greater than high school education
Home owner
Rents home
Unstable living situation”
Low social support*
Uninsured
Regular primary care provider

40% (181)

2% (9)
13% (59)

82% (377)
54% (248)
27% (125)
39% (177)
34% (156)
37% (169)
18% (81)

73% (332)

“MEIM =Multi-Ethnic Identity Measure, a continuous numeric
scale of ethnic identity. Scores range from 1 to 4.

PUnstable living situation defined as homeless, living in shelters,
or with friends.

‘Low social support defined as Identifying fewer than two forms
of social support (spouse/significant other, relatives, friends, church
or other group) present in their life.

DHMC, Denver Health Medical Center; Denver Veterans’
Administration Center, DVAMC; UCH, University of Colorado
Hospital.

Study Recruitment and enrollment.

will, 43 (39%) had a durable POA, 30 (27%) had a broader AD
document (e.g., Five Wishes),** and 59 (54%) had a CPR
directive. Table 2 shows the unadjusted results of our two
related research questions—are there ethnic differences in
reporting AD discussions and are there ethnic differences
in documentation of AD in the medical record? We found
Latinos were significantly less likely to have discussed AD
compared with all other ethnicities. We did not find any
significant differences between ethnic groups for having a
documented AD in the medical record. Most importantly, for
patients who reported an AD discussion, Latinos were
slightly more likely than all other ethnic groups to have a
documented AD in the medical record, although this differ-
ence was not statistically significant (Table 2).

Variables for logistic regression modeling

In the univariable analysis, variables related to ethnicity
including ethnic group and mean MEIM score were associated
with the outcomes of interest with a p value < 0.25, and were
included in the multivariable models. Socioeconomic variables,
including education level, income, and home ownership as
well as social support, having a primary care provider, more
severe disease (i.e., meeting CARING criteria), gender, and
hospital site were all associated (p<0.2) with having an AD
discussions and documentation of an AD in the chart.

Reporting advance directive discussions—Ilogistic
regression modeling

The results of the model of reporting an AD discussion are
presented in Table 3. No variables, including age, gender,
disease severity, social support, or the ability to identify a
PCP, were associated with recalling a discussion about AD.
However, Latino ethnicity was a significant negative predic-
tor of reporting an AD discussion. That is, after adjusting
for socioeconomic status (SES), age, gender, disease severity,
insurance, hospital, and PCP, Latinos were far less likely
to report having discussed AD compared with Caucasians
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TABLE 2. ADVANCE DIRECTIVE DiscussioNs AND DOCUMENTATION BY ETHNICITY

Total African American Caucasian Latino Other P value
Reported AD discussion 45% 41% 54% 29% 45% 0.0002
(n=206) (n=36) (n=128) (n=29) (n=13)
29% 22% 29% 34% 31% 0.7
Reported AD discussion (1=206) _ _ _ _ _
and had documented AD (n=59) (n=8) (n=37) (n=10) (n=4)
Had documented AD 24% 19% 26% 25% 21% 0.6
(n=110) (n=17) (n=62) (n=62) (n=6)

AD, advance directive.

(referent group) and other ethnic groups (African American,
Asian, Native American).

Advance directives documented in the medical
record—Ilogistic regression modeling

The results of the model of having an AD documented in
the medical record are presented in Table 4. Latino ethnicity
was not a significant predictor for having an actual AD on the
chart. Latino participants were just as likely as Caucasians
and other ethnic groups (African American, Asian, and Na-
tive American) to have an AD documented in the medical
record. Older age and more severe disease were the only
significant predictors of having an AD documented in the
medical record. There were no detectable interactions be-
tween age and ethnicity.

To minimize the effect of a language barrier, we repeated
the analysis after removing the 31 patients who were mono-
lingual Spanish, for whom language barriers would have
been a potential impediment. Yet excluding them from the
analysis had no appreciable effect on the results.

We also recognize that CPR directives may or may not be
representative of ADs. The patients may be directing care for
themselves, or relatives, proxies, or MD POAs may be making
the decision for patients. Therefore, we completed additional
analysis excluding CPR directives and our findings were
unchanged.

Discussion

We found that Latinos were less likely to report having
discussed ADs compared with Caucasians. Conversely, La-
tinos may be as likely (or even more likely although not sig-
nificantly) to have an AD in the medical record as Caucasians.
We did not detect any other ethnic differences in AD discus-

sions or documentation. Our results suggest that when Lati-
nos recalled discussing ADs, they were just as likely to have
an AD documented in the medical record as Caucasians. Thus
the communication discrepancy we found is a result of lower
rates of reported discussions. The ultimate question is are
rates of reported discussions lower among Latinos because
they did not take place (physician bias) or did the discussions
take place and Latinos were less likely to have understood
those conversations (cultural factors, communication, and
health literacy)?

Low rates overall of reported advance
directive discussions and documentation

Perhaps the most important finding of our study was that
less than half of our sample reported to have discussed ADs
and roughly a quarter of our population had some form of
AD documented in their medical record.. This is particularly
disconcerting given that all subjects had been admitted to the
hospital within the past 24 to 48 hours, and according to the
1995 PSDA, all persons admitted to the hospital must be asked
about ADs and should receive information about them.' Our
data certainly provide further evidence that this federal
mandate has been largely ineffective and that information
about ADs is not read or understood by a significant pro-
portion of hospitalized adults.”'

The effects of ethnicity on advance care planning

Previous studies examining ethnic differences in advance
care planning have focused on preferences, with multiple
studies showing a preference for more invasive, aggressive
care at the end of life''™'* and lower rates of hospice utilization
among African Americans and Latinos.??>?® Qualitative re-
search suggests that health inequality and poor access to care

TABLE 3. PREDICTORS OF REPORTING AN ADVANCE DIRECTIVE DI1sCUSSION

Predictive variables Estimate P value Odds ratio 95% Wald confidence limits
MEIM* score 0.11 0.74 1.12 0.57 2.19
Latino ethnicity -0.87 0.003 0.42 0.24 0.75
African American ethnicity -0.39 0.18 0.68 0.38 1.20
Other minority ethnicity —-0.04 0.92 0.96 0.41 2.23
Age by quintile —-0.03 0.73 0.97 0.81 1.16
Female gender -0.13 0.61 0.88 0.53 1.45

*MEIM =Multigroup Ethic Identity Measure, a continuous numeric scale of ethnic identity. Scores range from 1 to 4.
Adjusted for socioeconomic status (income, education level, housing), presence of a primary care provider, social support, insurance,
disease severity (CARING criteria), Spanish as primary language, and hospital.
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TABLE 4. PREDICTORS OF HAVING AN ADVANCE DIRECTIVE IN THE MEDICAL RECORD

Predictive variables Estimate P value Odds ratio 95% Wald confidence limits
MEIMA Score -0.17 0.68 0.85 0.38 1.87
Latino ethnicity 0.36 0.30 1.44 0.73 2.85
African American ethnicity -0.08 0.82 0.92 0.46 1.86
Other minority ethnicity 0.38 0.49 1.46 0.50 426
Age by quintile 0.29 0.008 1.34 1.08 1.66
Meeting CARING criteria 0.70 0.004 2.01 1.25 3.24
Female gender -0.27 0.42 0.77 0.40 1.48
Reported having an advance directive discussion 0.20 0.41 1.23 0.76 2.0

A *MEIM = Multi-Ethnic Identity Measure, a continuous numeric scale of ethnic identity. Scores range from 1 to 4.
*Adjusted for socioeconomic status (income, education level, housing), presence of a primary care provider, social support, insurance, and

hospital.

has fostered a mistrust in the health care system and explains
in part the preference for higher use of technologic interven-
tions at the end of life.** The literature has also demonstrated
lower rates of documented ADs among ethnic minorities, al-
though these differences may be explained in part by differ-
ences in access to care.'''¥%°

Our results are unique and unexpected—we found no
difference in rates of documented ADs but a startling com-
munication discrepancy. Our study hospitals included
DVAMC, which provides equal access to care for all quali-
fying veterans and has been previously shown to have no
ethnic differences in rates of ADs in the medical record.
DHMC was another of our study hospitals and is a safety-net
health care system and nationally recognized for providing
high-quality care without disparities.”® It may have been that
the quality and equality of care at these two hospitals re-
sulted in similar rates of documented ADs between ethnic
groups. However, if the inclusion of these two model health
care systems explains why rates of documented ADs did
not differ, it leaves the more troubling question of why were
rates of reported AD discussions so much lower among
Latinos unanswered.

Possible explanatory factors may include physician bias,
cultural preferences, health literacy, or poor quality of com-
munication between patients and providers. Further studies
are needed to help understand these differences as we work
to improve advance care planning for all patients.

Improving advance care planning
communication for Latinos

Based on our study findings, we have developed an inter-
vention to increase knowledge and understanding and rates
of completion of ADs.*> The model for this intervention (Fig. 2)
addresses cultural factors by utilizing a bicultural and bilingual
patient navigator to deliver a personalized message to patients
and their families about advance care planning. As a layper-
son from the community, a patient navigator eliminates the
hierarchal power relationship. The navigator will employ teach—
teach-back methods to ensure understanding of the information.
Our intervention addresses limited health literacy by providing
English and Spanish language materials that are targeted for a
low literacy population by using simple language, bulleted
points, and pictures/cartoons to illustrate information.**

Barriers Navigator Intervention
Ensure completed advance directives
gt?‘c:rsﬁetg'g.aéea?:d are entered in the medical record
System Factors Assist patients with making
y appointments with their health care
Quality provider
Palliative Discrimination, Bias Discuss advance care planning with all
Care: study participants
Advance Communication Materials with 5™ grade reading level,
Care and Low Health limited text, and figures available in
i English and Spanish
Planning Literacy L G
Personalized messa rsonalismo
Cultural Preferences ge (b )
Establish trust first (confianza)
Integrate value of family into advance
care planning (for you, for your family)

FIG. 2. Model of patient navigator intervention to improve advance care planning.



ADVANCE DIRECTIVE DISCUSSIONS AND DOCUMENTATION 91

Limitations

Our study has several limitations. First, we were ap-
proaching patients who were recently hospitalized and
experiencing acute medical illness. It is possible that their
recollection of AD discussions did not accurately reflect
whether or not the discussions had actually occurred. We
also relied solely on the medical record for proof of exis-
tence of Ads, and the rates we report did not include pa-
tients who had completed an AD in another setting (e.g.,
during estate planning process) that had not been incor-
porated into the medical record. However, the hospital is
the setting where ADs are likely to be necessary and
therefore, access to these documents in the medical record is
imperative.

Conclusion

We found low rates overall of AD discussions and docu-
mentation but an important discrepancy between Latinos
and non-Latinos regarding self-report of an AD discussion
and documentation of AD in the medical record. The com-
munication breakdown in the Latino population seen in our
study raises serious concerns that these conversations are
either truly less likely to take place with Latino patients or
the health care provider is not effectively communicating.
Language barriers do not explain these differences, although
inadequate patient provider communication and low health
literacy are likely barriers. Finally, culturally competent strat-
egies to increase rates of advance care planning must focus not
only on AD completion, but also on ensuring a complete un-
derstanding of the entire process.
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