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Summary

Background—This study quantifies survival time after dementia diagnosis and assesses 

mechanisms driving differences across race/ethnicity to inform care and financial planning.

Methods—Using 100% Medicare claims data, we identified 670,955 beneficiaries with incident 

dementia diagnosis in 2001 and followed them through 2018. We quantified racial/ethnic 

differences in post-diagnosis survival and for subgroups defined by sex, age at diagnosis, socio-

economic status, and geography. Additionally, we investigated racial/ethnic time trends in 5-year 

mortality risk of 8,080,098 beneficiaries with incident dementia in years 2001–2013.

Findings—Hispanics and Asians diagnosed with dementia had 40% lower mortality risk and 

African Americans had 13% lower mortality risk than Whites. There was no difference between 

American Indians/Alaska Natives and Whites. Racial/ethnic differences were of similar size in 

sex, age at diagnosis, and urban/rural subgroups; however, the survival advantage between non-

Whites and Whites was larger among low-income beneficiaries. State differences in mortality 

among Blacks were consistent with a Southern divide but not for Asians and Hispanics. The 

Asian-White and Hispanic-White mortality differences decreased 2001 to 2013.

Interpretation—Racial/ethnic survival differences after dementia diagnosis have implications 

for magnitude of financial impact of dementia on individuals and families. Quantifying survival 
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differences and changes over time informs family, community, and societal level long-term care 

planning for a large and growing population of persons living with dementia. Variation in the size 

of racial/ethnic differences by economic status and geographic location provides opportunities for 

targeted strategies to reduce economic consequences and improve care and quality of life after 

dementia diagnosis.

Keywords

dementia; racial/ethnic disparities; mortality; mechanisms

Introduction

Several studies have documented significant differences in survival after dementia diagnosis 

across racial and ethnic groups.1–6 The size of differences varies considerably across studies. 

For example, Hispanics with dementia outlive non-Hispanic Whites by one year as reported 

by Mayeda and colleagues,3 while the Hispanic-White disparity is roughly four times as 

large in Helzner et al.’s work.4 It is also inconclusive whether Asians diagnosed with 

dementia live longer than White counterparts or not.3,5 Cross-study differences in these 

estimates are driven partly by studies based on regional samples, with limited sample sizes 

for racial/ethnic groups and insufficient observed follow-up time after dementia onset.6 

Quantifying length of life after dementia diagnosis and understanding mechanisms driving 

these subpopulation differences informs care, end of life and financial planning for diverse 

groups of persons living with dementia and their families, their health care providers, and 

public health policy leaders.

Potential mechanisms driving racial/ethnic differences in post-diagnosis survival are 

proposed but not explicitly tested. Hispanics and African Americans have more competing 

risks for mortality associated with their higher prevalence of other conditions (e.g. 

hypertension, diabetes) before and after dementia diagnosis.3,7 Risks may be related to 

differences in age at dementia onset or at diagnosis of dementia, with studies showing 

delayed dementia diagnosis of Hispanics and Blacks relative to Whites.8,9 Non-Whites with 

dementia are more likely than whites to be undiagnosed leading to a selection of minorities 

diagnosed with dementia based on health and/or economic status that may in part explain 

disparities in mortality risk.8 Higher education, less common among members of minorities, 

is associated with greater cognitive reserve resulting in later-stage diagnosis of dementia 

and paradoxically faster mortality.4,10 However, a resource advantage associated with higher 

socio-economic status (SES) may offset the relatively later diagnosis, via better access to 

and quality of care, as in the general population.11,12 Location plays a role in driving racial/

ethnic disparities. Larger percentages of minorities live in urban areas than rural areas and 

rural-urban differences in dementia detection and care has been documented.13 State policy 

regarding health benefits, immigration, environment, labor, and others, have also been linked 

to longevity. 14,15 Over time, racial/ethnic differences in post-diagnosis survival may change 

due to secular trends in these factors.

This study aimed to quantify years of life lived after dementia diagnosis for racially/

ethnically diverse populations, and to understand factors driving the differences. We quantify 
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survival using large representative samples of older African Americans, American Indians/

Alaska Natives, Asians/Pacific Islanders, Hispanics, and non-Hispanic Whites enrolled in 

traditional Medicare. Estimates were not biased by censoring because beneficiaries were 

followed for 18 years after diagnosis at which point all but 1% of persons living with 

dementia had died. Leveraging Medicare claims data, we analyzed multiple hypotheses for 

racial/ethnic disparities including age at diagnosis, SES, geographic location, and year of 

dementia diagnosis for empirical evidence of their relevance.

Methods

Data and study population

The main study population was drawn from a 100% sample of Medicare beneficiaries 

aged 65 or older and enrolled in traditional fee-for-service (FFS) Medicare in 2001 

(N=32,030,540). To capture incident dementia diagnosis, we restricted analysis to those 

continuously enrolled in FFS from 1999 to 2001 to ensure a two-year ‘wash-out’ period with 

no dementia diagnosis to 2001 (N=21,882,461). We identified incident dementia in 2001 

for 670,955 beneficiaries composed of African Americans (n=62,488), American Indians/

Alaska Natives (n=1,941), Asians/Pacific Islanders (n=5,206), Hispanics (n=17,214), non-

Hispanic Whites (n=578,901), missing races (n=2,564), and other races (n=2,641). The 

cohort, including those who in any year after 2001 switched from FFS to Medicare 

Advantage (n=32,362 or 4.8%), was followed from date of incident dementia diagnosis 

in year 2001 to December 31, 2018, or death. Only 1.1% (n=7,407) of the sample remained 

alive at the end of 2018.

For analysis of time trends in racial/ethnic disparities, we identified cohorts of individuals 

with an incident dementia diagnosis in each year from 2001 to 2013 (N=8,080,098) and 

estimated mortality risk for each of the 13 cohorts. Prior exclusion restrictions apply to this 

sample. We also pooled this cohort sample of individuals with incident dementia diagnosis 

in any year during 2001–2013 to provide sufficient sample size for analyses of geographic 

variations in mortality risk across states for each racial/ethnic group.

Dementia measure

Incident dementia diagnosis was identified as a dementia diagnosis in 2001 and no 

diagnosis in the prior two years (incident). To account for rule-out diagnoses, we required 

a second dementia diagnosis over the next two years, or death within one year.16 Dementia 

diagnoses were ascertained using the following International Classification of Diseases, 

Ninth Revision, Clinical Modification codes (ICD-9-CM): Alzheimer’s disease (331.0), 

Pick’s disease (331.11), other frontotemporal dementia (331.19), senile dementia (290.0, 

290.20, 290.21, 290.3, 331.2, 797), presenile dementia (290.10, 290.11, 290.12, 290.13), 

vascular dementia (290.40, 290.41, 290.42, 290.43), dementia classified-elsewhere (294.0, 

294.10, 294.11, 294.8, 331.7), and unspecified dementia (294.20, 294.21).

Mortality

The main outcome, mortality, was measured using the death date provided in the Medicare 

data, sourced from the claims, online date of death provided by family members, or 
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benefit information collected from the Railroad Retirement Board and the Social Security 

Administration. The date of death has been validated for about 99% of beneficiaries.17

Race/ethnicity and other covariates

Race/ethnicity, self-reported in claims based on Social Security records, was refined based 

on Research Triangle Institute’s algorithm that uses first and last name to increase accurate 

identification of Hispanics and Asians in Medicare claims.18 Age and sex were retrieved 

from the Master Beneficiary Summary File. Low SES was indicated by identifying those 

eligible for both Medicare and Medicaid, ‘dual-eligibles,’ in any month of incidence 

year. Urbanicity was obtained from mapping Federal Information Processing System 

(FIPS) county codes to the Rural-Urban Continuum codes developed by the United States 

Department of Agriculture. State of residence was identified from FIPS state codes. Disease 

complexity was measured using the Charlson Comorbidity Index (CCI), an integer score that 

predicts one-year mortality based on the presence of one or multiple comorbid conditions.19 

Using ICD-9-CM codes in claims, we generated indicators of diagnosed comorbid health 

conditions, including hypertension, hyperlipidemia, acute myocardial infarction, atrial 

fibrillation, stroke, and diabetes. All covariates were measured in the year of incident 

dementia diagnosis.

Statistical analysis

We calculated years of survival by race/ethnicity among persons with incident dementia 

diagnosis in 2001 using longitudinal data files and date of death. We then used Cox 

proportional hazards models to estimate racial/ethnic differences in time to death with 

covariate controls for age and age-squared at diagnosis, sex, CCI and CCI-squared, health 

condition indicators, and indicator for dual-eligibility status. To assess if any of the 

hypothesized factors differentially affected survival across race/ethnicity, we estimated 

stratified hazard models separately by sex; age bands 65–75, 76–80, 81–85, and 86 and 

older; dual-eligibility status; rural/urban living. The stratified models are adjusted for all the 

controls listed above and we applied Bonferroni correction to p-values.

For analyses of time trends in survival, we estimated 5-year mortality risk by race/ethnicity 

using Cox proportional hazards models stratified by year of diagnosis (2001 to 2013) and 

adjusting for previously described covariate controls.

To study the impact of state of residence on racial differences, we pooled the sample 

of persons with incident dementia 2001–2013 and used Cox models to estimate 5-year 

mortality risk separately for each racial/ethnic population including state indicators and all 

other control variables. We reported hazard ratios for the five most populous states for each 

racial/ethnic group relative to CA, which is a top 5 most populous state for all racial/ethnic 

groups.

We assessed the proportionality assumption of the models with Schoenfeld residuals and 

examined robustness of estimates to alternative models. For the analysis of cohort with 

incident diagnosis in 2001, we estimated log-linear models of survival years with Ordinary 

Least Squares (OLS) multivariate regression. For the analysis of time trend and state of 
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residence, we estimated multivariate logistic regression of 5-year mortality. All analyses 

were conducted in SAS Enterprise Guide 7.100.5.6214.

Role of funding source

The funders had no role in study design, data collection data analysis, data interpretation, 

writing of the manuscript, or decision to submit the manuscript for publication.

Results

Descriptive statistics

Table 1 reports sample characteristics measured in 2001, year of dementia diagnosis. Mean 

age of diagnosis was 82.2 years. Hispanics had the youngest age at diagnosis (79.4 years), 

while non-Hispanic Whites had the oldest (82.4 years). On average African Americans or 

Asian Americans were diagnosed at the age of 81. Females had higher rate of dementia 

diagnosis (66.0%) than males. Rates of hypertension and stroke were 75.1% and 29.8%, 

respectively, and prevalence of comorbidities varied by race/ethnicity. African Americans 

had the highest comorbidity index (1.7) and higher prevalence of hypertension and stroke 

than other groups. Almost one quarter (24.0%) of beneficiaries with incident dementia were 

eligible for both Medicare and Medicaid. Over half of racial/ethnic minorities received both 

Medicare and Medicaid benefits compared to 20% of non-Hispanic Whites. Seventy-five 

percent of persons with an incident dementia diagnosis lived in urban areas.

Distribution of years of survival after diagnosis by race/ethnicity

Following dementia diagnosis, Whites survived the shortest length of time on average 

(3.5 years) and at median (2.3 years) (Table 2). Hispanics (6.2 years) followed by Asians/

Pacific Islanders (5.5 years) had the longest mean and median survival (5.5 and 4.1 years, 

respectively). African Americans’ mean survival (3.8 years) and that for American Indians/

Alaska Natives (3.6) was at or close to the average for Whites. Ten percent of individuals 

lived at least 8.9 more years after diagnosis (Table 2). The 90th percentile of survival time 

was higher for non-Whites than Whites. Among Asians/Pacific Islanders, 10% lived at least 

14.3 years and similarly among Hispanics, 10% lived over 13.8 years, which were roughly 5 

years longer than that among Whites (8.6 years). African Americans and American Indians/

Alaska Natives had similar but slightly higher post-diagnosis life expectancy as Whites, 

both on average and at median; however, at the 90th percentile, African Americans outlived 

Whites by over one year.

Racial/Ethnic difference in survival with additional controls

After adjusting for age, age-squared, sex, comorbid conditions, CCI, and dual eligibility 

status, all racial/ethnic minorities but American Indians/Alaska Natives had lower mortality 

risks than Whites (Table 3 Panel A). Being Asian/Pacific Islander (HR=0.60, 95%CI: 0.59—

0.62) or Hispanic (HR=0.59, 95%CI: 0.58—0.60) reduced the hazard by about 40% relative 

to White. African Americans experienced a 13% reduction in mortality risk than Whites 

(HR=0.87, 95%CI: 0.86—0.88).
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Racial/Ethnic difference in survival by sex and age at diagnosis

Table 3 Panel B reports hazard ratios for each racial/ethnic group from models stratified 

by sex and including all other covariates. Compared to White females, African American 

females had a 16.5% (HR=0.84, 95%CI: 0.83—0.85) lower hazard of death, and African 

American males had a 7% lower hazard (HR=0.93, 95%CI: 0.92—0.94) relative to White 

males. There was little sex difference in the American Indian/Alaska Native, Asian, and 

Hispanic groups.

Racial differences in age at diagnosis did not explain the mortality differences by race/

ethnicity. That is, mortality difference by race/ethnicity persisted across age bands (Table 

3 Panel C). An exception was the higher hazard ratio among Asians/Pacific Islanders 

diagnosed at age 86 and older (HR=0.75, 95%CI: 0.71—0.80).

Racial/Ethnic difference in survival by SES

When stratified by dual eligibility status, a proxy for low SES (Table 3 Panel D), the lower 

mortality risk of African Americans, Asian/Pacific Islanders and Hispanics compared to 

Whites remained and was larger among the dual-eligibles than among non-dual-eligibles. 

A notable difference was among American Indians/Alaska Natives. Although there was 

no difference than Whites among all American Indians/Alaska Natives, among the dual-

eligible, mortality risk relative to Whites was 8% lower (HR=0.92, 95%CI: 0.86—0.98).

Racial/Ethnic difference in survival by geographic location

Rural versus urban location did not explain racial/ethnic differences in survival after a 

dementia diagnosis for most groups. Differences in mortality risk of African Americans, 

American Indians/Alaska Natives and Hispanics relative to Whites was similar among rural 

and urban beneficiaries (Table 3 Panel E). Mortality risk of Asians/Pacific Islanders relative 

to Whites residing in non-urban areas (HR=0.59, 95%CI: 0.58—0.61) was lower than the 

Asian-White difference in urban areas (HR=0.79, 95%CI: 0.71—0.87).

There were differences in post-diagnosis mortality within a racial/ethnic population by state 

of residence (Table 4 and Supplementary Table S2). California (CA) is among the top 

five most populous states for all racial/ethnic groups and Table 4 reports hazard ratios for 

four other most populous states for each race/ethnicity relative to CA. African Americans 

residing in NY had a lower mortality risk compared to African Americans in CA (HR=0.98, 

95%CI: 0.96—1.00), while those living in GA faced an elevated risk of death (HR=1.09, 

95%CI: 1.07—1.12). American Indians/Alaska Natives living in AZ had a 11% lower 

hazard of death relative to CA but those living in OK had a 9% elevated risk. Asians/Pacific 

Islanders living in HI, NJ, NY, TX had higher hazards of death relative to those in CA. 

Hispanics living in FL (6%) and NY (8%) had lower hazards relative to Hispanics living 

in CA. Non-Hispanic Whites in FL, NY, and PA had lower risks of death after dementia 

diagnosis relative to Whites in CA but no difference for those in TX.

Racial/Ethnic difference in survival by year of dementia diagnosis

Figure 1 shows the adjusted hazard ratios of 5-year mortality risk for each racial/ethnic 

group relative to Whites from different models stratified by year of incident dementia 

Chen et al. Page 6

Lancet Reg Health Am. Author manuscript; available in PMC 2022 July 08.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



diagnosis during 2001–2013. Asians and Hispanics saw a decreasing mortality advantage 

over Whites from 2001 to 2006, which became stable from 2006 onward (Figure 1 and 

Supplementary Table S3). The gap in survival time between African Americans and Whites 

remained constant over time. American Indians/Alaska Natives had similar mortality risk as 

Whites across most years but trended up over time and by 2013 they had a higher mortality 

risk relative to Whites.

Discussion

Using 100% sample of Medicare beneficiaries, this is the first study to quantify racial/

ethnic disparities in survival time following dementia onset, for all older Americans in 

traditional Medicare. Compositional differences within race/ethnic groups from regional 

studies particularly Latinos, resulted in different findings regarding survival after dementia 

diagnosis.3–5 Distinct from prior studies, we found a large survival advantage among 

Hispanics relative to Whites: a 40% reduction in mortality risk. Only two prior studies 

provided estimates of disparities in survival for American Indians/Alaska Natives and Asian 

Americans compared to Whites, although estimates were imprecisely measured due to small 

sample sizes,5 especially when stratified by age.3 In the model adjusted for differences in 

health, SES, and demographics, we found no difference of American Indians relative to 

Whites (HR=0.97, 95%CI: 0.93—1.01). We documented a large survival advantage among 

Asian Americans compared to Whites (HR=0.60, 95%CI: 0.59—0.62) that is substantially 

larger than estimates reported previously.

A second strength of this study is the long follow-up. This is the first study to follow 

individuals for up to 18 years, including those who move to Medicare Advantage, which 

reduces time censoring bias and selection bias associated with changes in Medicare plan 

type. Reducing censoring is important. Mean survival among all was 3.6 years and over one 

year higher than the median (2.4 years) reflecting the skewed distribution: 5% live at least 

11 more years after diagnosis. More than 10% of Asians and Hispanics lived more than 13 

years, the length of censored follow-up in an earlier study.3 African Americans had a slightly 

higher mean and median survival years relative to Whites; however, 10% survived at least 

one year longer than non-Hispanic Whites.

A third strength of this study is the analysis of contributing factors of socioeconomics, 

geographical location, and time trends in who is diagnosed to disparities in survival. 

The addition of this information along with large samples of racially/ethnically diverse 

populations and long follow up has not been possible in prior studies. We analyzed whether 

the average higher SES of non-Hispanic Whites compared to non-Whites is a factor driving 

disparities by separately modeling disparities in survival by Medicaid and Medicare dual-

eligibility status - a proxy for low SES. The cognitive reserve hypothesis is consistent 

with higher mortality risk of Whites compared to non-Whites. According to the cognitive 

reserve hypothesis,10 cognitive reserve delays symptom onset despite progression of disease 

pathology and thus diagnosis occurs at later stages in disease and once diagnosed, decline 

is faster, and longevity is compressed. The hypothesized racial disparities may be reduced 

in resource constrained populations if disparities are in part driven by low SES associated 

with delayed diagnosis and thus more severe disease at diagnosis. We did not find evidence 
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favoring this hypothesis. Within the sample of beneficiaries who are dual-eligible we found 

the survival advantage of non-Whites compared to Whites persisted and at a similar albeit 

slightly larger magnitude than among non-dual eligible beneficiaries.

The differential location of racial/ethnic groups across urban and non-urban areas may 

contribute to disparities in survival differences after a dementia diagnosis. In the general 

population, mortality rate is higher in rural areas and the gap has widened over the last 40 

years with larger risk reductions in metro areas.20 In the context of dementia, missed and 

delayed diagnoses may be more common in rural areas where primary and specialty care are 

undersupplied and underused.21,22 As such, rural Americans tend to be diagnosed at more 

advanced stage of dementia thus facing shorter survival than urban counterparts. We found 

similar racial/ethnic disparities in survival after diagnosis in both urban and non-urban areas 

except for Asians/Pacific Islanders. The magnitude by which non-urban Asians outlived 

non-urban Whites was greater than that of urban Asians and Whites. This may in part be 

explained by compositional differences in Asians who live in urban and non-urban areas.

Prior studies of racial/ethnic differences in survival differences have largely focused on 

explanations such as individual health behaviors to the neglect of contextual factors such 

as state health policies, access to and supply of physicians and dementia specialists,23 

diagnostic practice,24 and other institutional factors that shape health and mortality.14,15 

Consistent with a prior study investigating Black-White disparities by state, we found 

elevated mortality risk for African Americans residing in southern states as well as lower 

risk for Whites in Middle Atlantic states.24 We also added differences in survival by state 

of residence for American Indians/Alaska natives, Asians/Pacific Islanders, and Hispanics 

to this scant literature. Findings for Hispanics did not follow a similar southern versus 

non-southern state divide. In states with significant populations of American Indians/Alaska 

natives such as AZ, CA and OK, we reported statistically different mortality hazards with 

both increased rates in OK (9%) and decreased in AZ (12%) relative to CA. The four 

most populous states with Asians/Pacific Islanders besides CA were associated with higher 

mortality risk for this group. Understanding origins of these state disparities in survival 

provides opportunities to reduce mortality risk across diverse populations.

We analyzed mortality risks of persons first diagnosed in each year 2001–2013 and found a 

narrowing gap between Asians and Whites and Hispanics and Whites and an increasing gap 

between American Indians/Alaska Natives and Whites. This may be explained by changing 

characteristics (not measured in claims data such as functional limitations) of different 

racial/ethnic populations who were being diagnosed in 2001 compared to 2013. Indeed, 

diagnosis of incident dementia increased over time for American Indians/Alaska Natives, 

Asians/Pacific Islanders, and Hispanics and declined among Whites. As more non-White 

persons with dementia receive a diagnosis, this changes the health and functional profile of 

the populations who are diagnosed.

We observed persistent survival advantage of non-Whites after accounting for hypothesized 

factors that were measurable in our Medicare claims data. Other explanations include 

racial/ethnic differences in dementia etiology, which can affect progression of disease 

and likely survival.13,14 Some autopsy evidence suggests differences in pathology among 
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African Americans, Hispanics,5 and Whites,25,26 however the distribution of etiologic 

subtype by race/ethnicity is not well identified in administrative claims. A prior study 

finds 85% of dementia diagnoses are by non-dementia specialists who are more likely 

to code “unspecified dementia” compared to dementia specialists who are more likely to 

specify subtypes of dementia.23 Hispanics and Asians have fewer visits with dementia 

specialists thus the etiology of their disease may be less well understood. Second, faster 

progression of dementia is associated with pre-diagnosis vascular risks, including diabetes 

and cholesterol level.4 In our sample we observed higher prevalence of diabetes and 

hyperlipidemia among non-whites suggesting a faster decline inconsistent with their longer 

survival compared to Whites. Third, greater contribution of impairment to death among 

African Americans than among Whites has been reported.27 Finally medical and informal 

care matters. Studies found less use of dementia care specialists and drug treatments among 

racial/ethnic minorites.23,28,29 Hispanics also have a lower likelihood of placement into 

nursing homes.30,31 If institutionalization increases mortality risks, then lower nursing home 

use by Hispanics may in part explain their survival advantage.

There are limitations to the study. The study population of all Medicare beneficiaries in 

traditional Medicare excludes those enrolled in Medicare Advantage at time of diagnosis. 

However, this was less than 13% of all beneficiaries in Medicare in 2001, and the study does 

include those who switch to Medicare Advantage plans after 2001. We identified dementia 

from claims with dementia diagnostic codes and non-whites with dementia are at higher risk 

of being undiagnosed relative to whites,8 and despite adjusting for health conditions and 

CCI, there may be a selection bias on unobserved health factors. Cause of death may in part 

explain racial/ethnic disparities in survival but is not measured in these data. Differences in 

morality risk after diagnosis across states and within a racial/ethnic group may be driven 

by state policies, programs, and other state-specific factors and/or selection into those states 

on individual characteristics and factors that we did not observe. We reduced the likelihood 

that results are driven by primarily selection, by analyzing states with large populations 

of each racial/ethnic group. Indeed, we find much larger cross-state differences within a 

racial ethnic group when comparing states with small populations of a racial ethnic group 

(Supplementary Table S2). For example, the highest and the lowest hazard ratios for African 

Americans were Vermont (HR=1.35) and Maine (HR=0.76). We report estimates from Cox 

proportional hazard models for comparability to other studies. Assessment of proportionality 

assumption indicated violation for some covariates. The reported racial/ethnic differences in 

survival were robustness to alternative modeling and estimation approaches utilizing OLS 

estimation of log-linear models of survival years (Supplementary Table 4) and logistic 

regression of 5-year mortality risk (Supplementary Table 5 and Supplementary Figure 

1). For instance, African Americans with a 13% lower risk of mortality in Cox models 

experienced 7.6% increase in years of survival using OLS models. Conclusions drawn from 

these models were consistent with those reported based on Cox models.

Racial/ethnic minorities diagnosed with dementia live many more years, requiring a decade 

or more of care. Variation in the size of racial/ethnic differences by economic status 

and geographic location provides opportunities for targeted strategies to reduce economic 

consequences and improve care and quality of life after dementia diagnosis. Measurement of 

these survival differences and understanding how and why they are changing over time will 
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inform community and societal level care and long-term support planning for a large and 

growing population of persons living with dementia.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Research in context

Evidence before this study

Accurate estimates of life expectancy after dementia diagnosis and drivers of differences 

in diverse groups informs their care and financial planning. Prior studies on post-

diagnosis survival have not yielded population representative estimates for different 

racial/ethnic populations because of limitations in sample size, representativeness of 

racial/ethnic groups, and length of follow up. We searched PubMed on July 1, 2021, 

using search terms: (“Alzheimer’s” OR “dementia” OR “cognitive”) AND (“mortality” 

OR “survival” OR “death” OR “life expectancy”) AND (“race” OR “ethnicity”). From 

the 988 records returned, we identified 20 studies characterizing racial/ethnic differences 

in survival time after dementia incidence in the U.S. A recent meta-analysis found most 

U.S. studies (13 out of 17) reported survival advantage for non-Whites relative to Whites, 

with a pooled hazard ratio of 0.79 (95%CI: 0.74–0.84) and significant heterogeneity 

across racial/ethnic populations and across studies.

Added value of this study

Using a 100% sample of beneficiaries in traditional Medicare with 18 years of follow-up 

data after incident dementia diagnosis, this study provides estimates of racial/ethnic 

differences in years of life lived after diagnosis. This study also contributes to the 

understanding of heterogeneity in racial/ethnic survival differences by analysis of 

demographic, economic, geographic, and temporal factors.

Implications of all the available evidence

We find longer length of life following dementia diagnosis for African Americans, 

Asians, and Hispanics compared to Whites and no difference for American Indians/

Alaska Natives compared to Whites. Large differences in survival after dementia 

diagnosis have meaningful implications for financial impact of, and care planning for, 

dementia for both families and society. Economic, temporal and geographic drivers of 

racial/ethnic disparities provide opportunities for targeted strategies to reduce economic 

consequences and improve care and length and quality of life after dementia diagnosis in 

a large and growing population of persons living with dementia.
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Figure 1. 
Five-Year Mortality Risk by Race/Ethnicity (Relative to Whites), 2001–2013.
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