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Abstract

Context.—Little is known about racial differences in place of death for persons with dementia
(PWD), who may be especially vulnerable to receiving care at end of life that is not concordant
with their goals or that places higher burden on caregivers.

Objectives.—To determine if there are racial and ethnic differences in place of death among
PWD.

Methods.—We analyzed data from the nationally representative National Health and Aging
Trends study. Participants were included if they had probable dementia as defined by a previously
validated algorithm and died between 2012 and 2020. Race and ethnicity were self-reported. Place
of death was obtained from post-mortem interviews with bereaved caregivers.

Results.—The sample included 993 decedents with dementia (81.4% white; 11.0% black, 7.6%
hispanic). A higher percentage of black and hispanic decedents died in the hospital (30.3%

and 32.8%, respectively) compared to white decedents (19.0%). A higher percentage of white
decedents died in the nursing home (31.0%) than black (22.4%) or hispanic decedents (15.0%) In
adjusted analyses, black decedents had a higher odds of hospital death (AOR 1.50; 95% CI 1.01,
2.24) compared to white decedents, with similar trends found for hispanic decedents.
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Conclusion.—We found racial and ethnic differences in location of death for PWD, with black
and hispanic PWD more likely to die in the hospital compared to white PWD. More research

is needed to determine if the differences found represent goal concordant care or rather lack of
access to high quality of care at the end of life.
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Place of death; Racial disparities; Dementia

Introduction

Methods

Significant shifts in place of death have been documented in the US in the past decades.
Recent studies have shown a decrease in death in the hospital and an increase in death at
home or at hospice facilities.! These trends extend to people dying with or from dementia,
who now comprise 30%—-40% of all decedents 65 and older in the U.S.2 Most Americans
state that they prefer to die at home, and evidence suggests that site of death should be
considered a quality measure for end-of-life.3 Yet, dying at home is possible only with

the appropriate resources and may not be equally preferred across all racial and ethnic
groups.? For people with dementia (PWD), who often experience a prolonged period of time
in a dependent state, dying at home usually requires a dedicated caregiver and significant
medical and social support.>~7

Previous studies have documented differences in place of death among racial and ethnic
minorities compared to whites. These indicate that racial and ethnic minorities are more
likely to die in the hospital and home, while white decedents are more likely to die in
nursing homes.8 Yet, despite the fact that PWD comprise a large and growing percentage

of decedents and racial and ethnic minorities are at greater risk of developing dementia,

little is known about racial and ethnic differences in place of death among PWD.46:8 This
knowledge could have important implications for ensuring that racial and ethnic minority
PWD are receiving appropriate supports at end of life and their place of death is aligned with
their goals of care.

Our study aims to assess the association between race, ethnicity and place of death for
people with dementia using data from the nationally-representative National Health and
Aging Trends Study (NHATS).

Data Sources and Participants

NHATS is a nationally representative sample of Medicare beneficiaries ages 65 or older

in the U.S., with oversampling of non-hispanic black persons and adults 85 and older.

In total, 8,245 participants were included in the initial 2011 survey (Round 1) and a
replenishment cohort was added in 2015. Annual assessments include verbal questionaries
and performance-based metrics of cognitive and physical capacity. Additionally, NHATS
administers a “Last Month of Life” survey to proxy respondents familiar with the
participants’ end-of-life care, usually a family member.® Response rates were high at 71%
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for Round 1, 86%-95% for follow-up assessments, and 94%-96% for the last month of life
interview. Our cohort included participants from the 2011 cohort who died and had a last
month life interview between 2012 and 2019 (7= 2862).

Dementia status: Dementia status of decedents was established using a validated
algorithm10 that classifies participants as having no dementia, possible dementia, and
probable dementia. The algorithm is based on 1) Self or proxy report of physician’s
diagnosis of dementia; a positive response places that person in the possible dementia
category 2) Scoring of cognitive testing in multiple domains, a score of 1.5 standard
deviations below the mean in two domains places that person in the probable dementia
group, while a score of 1-1.5 standard deviation below the mean places that person in the
probable dementia group; and 3) score on the AD8, a multidimensional dementia screening
questionnaire administered to all proxy respondents. A score of 2 or above, which meets
criteria for likely dementia, places that person in the probable dementia group. Sensitivity
and specificity of this approach for identifying probable dementia are 65.7% and 87.2%,
respectively.10:11 We assigned dementia diagnosis based on the survey before the reported
death. We excluded participants who were missing dementia classification in the year before
death. For our analysis, we included only participants with probable dementia.

Race and ethnicity: Race and ethnicity were self-reported and taken from the initial
recruitment interview to NHATS performed in 2011. Participants are asked if they consider
themselves to be white, black, American Indian, Alaska Native, Asian, Native Hawaiian,
Pacific Islander, or Other and are asked to identify a primary race if they select more than
one category. They are then asked if they consider themselves to be hispanic or Latino. From
this information, NHATS creates a derived variable that categorizes participants based on the
primary race selected as non-Hispanic white, non-hispanic black, hispanic, or non-Hispanic
Other (American Indian/Asian/Native Hawaiian, Pacific Islander, or other). We included
non-hispanic white, non-hispanic black, and hispanic participants and excluded participants
identified as Other (1= 59).

Place of death: Place of death was established by proxy answer in the Last Month of
Life interview. Place of death was categorized as home, hospital, nursing home, a hospice
facility or other (in an ambulance or somewhere else). There is no information in the
NHATS dataset on preferences regarding place of death and decedents regional availability
of services such as hospitals or nursing homes.

Covariates: Covariates included categorical age at time of death (65-74/75-84/85+), sex
(female/male), education (less than high school/High school graduate/ Bachelor’s degree
or higher), marital status in the year before death (Married/ Separated divorced or never
married/ Widowed/ Unknown), number of chronic conditions (0-1/2-3/4+); and income
(median yearly in USD).
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We used summary statistics to describe our sample by race and ethnicity. We calculated
unadjusted odds ratios to compare place of death by race and ethnicity. For these analyses,
we used logistic regression to assess the odds of dying for each place of death compared

to all other possible locations using white PWD as the reference category. For example,

we examined the odds of dying at home versus all other locations (hospital, nursing

home, hospice facility). We then created adjusted models with all covariates included. We
used NHATS survey weights that provide nationally representative estimates for deceased
participants considering differential probabilities of selection and nonresponse. All analyses
were performed using STATA, version 16.

Sample Characteristics

Our sample included 993 NHATS participants enrolled in NHATS Round 1 who died during
the 9 years of follow-up and had probable dementia in the interview prior to death. Hispanic
decedents with dementia were less likely to be female (55.2%) compared to white (61.5%)
and black (62.9%) decedents. White decedents were more likely to be 85 and older (73.2%)
compared to black (60.2%) and hispanic (61.2%) decedents. Most white decedents were
high school graduates while the majority of black and hispanic decedents had less than high
school education. Most of the participants in all racial and ethnic groups were widowed. The
median income for white decedents was higher than for black and hispanic decedents (Table
1)

Association Between Race and Place of Death

Frequency of place of death by race and ethnicity is shown in Fig. 1. A higher proportion

of white PWD died in a Nursing Home (31%) versus black PWD (22.4%) or hispanic PWD
(15.0%). A higher proportion of hispanic PWD (43.3%) died at home compared to white
(36.0%) and black 37%) PWD and a higher proportion of black (30.3%) and hispanic (33%)
PWD died in the hospital compared to white PWD (19%). In adjusted analyses, black (AOR
1.50, 95% CI 1.0-2.2) and hispanic (AOR 1.80, 95% CI 1.0-3.2) PWD had higher odds of
hospital death versus all other locations and a lower odd of dying in the nursing home (AOR
0.70, 95% CI 0.5-0.98 for black PWD and AOR 0.40, 95% CI 0.2-0.9 for hispanic PWD)
(Table 2). Hispanic PWD had a higher odd of dying at home versus all other locations,

but the estimate included the possibility that there was no difference (AOR 1.43, 95% CI
0.9-2.6).

Discussion

Our findings show important differences in place of death associated with race and ethnicity.
Black and hispanic PWD are more likely to die in the hospital than white PWD and less
likely to die in a nursing home than white PWD. These findings have key implications for
the care of the diverse population of PWD at the end-of-life.

J Pain Symptom Manage. Author manuscript; available in PMC 2023 September 01.
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Our findings are in line with the growing body of literature demonstrating differences

in place of death by race and ethnicity and extends this to PWD.8:12.13 These studies
consistently find that racial and ethnic minority groups are more likely to die in the hospital
and/or at home. Our findings are consistent with the one study we are aware of that included
race and ethnicity as a variable in looking at place of death among PWD (Cross et al).®
However, this study was limited in that they used death certificates to identify dementia
cases, which likely underreported dementia deaths, whereas we used a validated algorithm to
identify dementia cases.

The relationship between structural racism in healthcare, cultural preferences, and end-of-
life outcomes is complex and multifaceted.14 Differences found in place of death, especially
a larger percentage of black and hispanic PWD dying in the hospital compared to white
PWD, has often been assumed to be a reflection of cultural/religious preferences of
receiving more “aggressive” care toward the end of life.#15-18 However, differences may
also reflect lower access to care for black and hispanic PWD and lack of resources necessary
to avoid transitions in the end of lifel920 or could be attributed to cultural preferences

for caring for elders in the home and not in nursing homes, which is also more common

in minority populations.21:22 While it is known that PWD need significant care for long
periods of time and that caregiver burden is very high for people supporting this population,
it is still unknown what role this factor plays in determining place of death for a diverse
population of PWD. Low access to medical support and the financial burden of living in a
nursing home may cause minoritized populations to have a higher hospital death rate, but
this cannot be definitively stated based on the available data. Further, a higher proportion of
black and hispanic Medicare recipients report a preference to die in the hospital.# This may
demonstrate that Patients across racial and ethnic groups may have a similar likelihood of
dying in their preferred location. However, it is not well understood if or how systemic
racism within the healthcare system, cultural and religious norms, and existing health
disparities may drive individual preference.

If it is this case that reduced access to medical and other supports are driving higher

hospital deaths, it is important to ensure that supports are expanded and adapted to the
cultural, language, and religious preferences of PWD from racial and ethnic minoritized
groups. Expansion of home-based palliative care models could provide an additional layer
of support to PWD from racial and ethnic minority groups who do not meet prognostic
eligibility criteria for hospice or do not wish to enroll in hospice. Expanding access to such
programs, which are not currently covered under Medicare, is vitally important to improving
end-of-life care for diverse PWD moving forward.

There are several limitations to this study. First, the sample sizes of hispanic PWD were
small and limited the ability to detect an effect in our estimates. Second, we only assessed
the final place of death and did not consider transitions that occurred in the weeks and
months leading up to death. We did not have information on Patient’s preferred location

of death and whether their actual place of death aligned with preferences. Third, place of
death was self-reported by proxies and was not confirmed with medical records. We did
not have information on the regional availability of hospice, nursing homes, and hospitals
in the PWD’s vicinity, which may have affected options for place of death. Fourth, NHATS
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categorization of race and ethnicity is somewhat limited, with participants asked to define a
primary race category. We included only three race and ethnic categories caused by the size
of the cohort. Finally, we did not assess Medicare Hospice use prior to death, which is an
important area for further research. It is well-documented that racial and ethnic minoritized
groups are less likely to access hospice prior to death, and home-based support that hospice
provides may increase the likelihood of death at home. Racial and ethnic disparities in
hospice use, which has been shown to decrease likelihood of hospital death, may in part
explain differences in place of death seen in our study.23-25 Future research should explore
the relationship between hospice use, race and ethnicity, and place of death and the role

of Patient preferences and systemic factors, such as regional healthcare markets, and their
influence on racial disparities in place of death for PWD.

In conclusion, it is critical that care received at end of life for racial and ethnic minority
PWD, including place of death, is aligned with goals of care of the PWD and their caregiver.
Given that racial and ethnic minorities are more likely to care for PWD through the end of
life at home, there needs to be greater access to home-based clinical care and other supports
and services that are adapted to the unique needs of diverse populations.
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Key Message

We found that PWD who define themselves as black or hispanic are more likely to die in
the hospital than PWD who define themselves as white.

This may represent lack of access to high quality of care at the end of life for racial and
ethnic minority groups.
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Fig. 1.
Place of death among decedents with dementia by race and ethnicity.
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