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Abstract

Despite the important role that family members can play in dementia care, little is known about 

the association between the availability of family members and the type of care, informal (unpaid) 

or formal (paid), that is actually delivered to older adults with dementia. After examining persons 

with dementia using the Health and Retirement Study (HRS), we found significantly lower spousal 

availability but greater adult child availability among women vs. men, non-Hispanic blacks vs. 

non-Hispanic whites, and those with lower vs. higher socioeconomic status. Adults with dementia 

and disability who have greater family availability are significantly more likely to receive informal 

care and less likely to use formal care. In particular, the predicted probability of a community-

dwelling adult moving to a nursing home over the subsequent two years is substantially lower for 

those who had a coresident adult child (11%), compared to those who didn’t have a coresident 

adult child but had at least one adult child living close (20%) and to all children living far (23%). 

Health care policies on dementia should consider potential family availability in predicting the 

type of care persons with dementia will use and the potential disparities in consequences for 

persons with dementia and their families.

INTRODUCTION

About 6 million adults age 65 and older in the United States have dementia, with the 

number projected to more than double by 2050. 1,2 Total costs for paid care services used by 

individuals with dementia were estimated at $355 billion in 2021.2 However, more than 11 

million family members and other unpaid caregivers provided care to people with dementia 

in 2020.2 The value of informal care (i.e., care from family members and other unpaid 

helpers) may be comparable to the total costs of care purchased from the market.3
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People with dementia usually prefer to reside in their own homes as long as possible,4 an 

option that is often less costly than alternative types of care. 5 Spouses and adult children, 

especially daughters, play a major role in providing care for older adults who live in their 

homes. 6,7 However, not all older adults have access to family members who live nearby 

and are able to devote the time and energy required to provide care that meets changing 

care needs. 8,9 Lower marriage and birth rates in recent decades 10,11 may substantially 

reduce the potential pool of family caregivers for the aging population. Individuals with 

dementia who have little family availability (no spouse or no adult child nearby) need to 

depend largely on paid in-home care service, adult day care, and nursing home care to help 

with daily activities of living, or they may go without necessary care. Most older adults 

with dementia lack sufficient financial resources to cover the costs of long-term care; many 

depend on Medicaid for partial or full coverage of such services. 12,13

Despite the importance of knowledge about potential family availability in predicting 

care use and related costs, there is little evidence on this, especially specific to dementia 

care. Several studies, some of which focus on dementia caregivers, suggest the significant 

influence of active family caregiving on health care use and cost 14–18. While providing 

valuable insights into the relationship between informal and formal (paid) care utilization, 

these studies focusing on active family caregiving do not address the influence of the 

potential availability of family members (e.g., spatial proximity to an adult child), which is 

likely to affect the amount of family caregiving that is actually provided.

In some studies, family availability (e.g., having a daughter) was used as an instrumental 

variable to reduce endogeneity in assessing the effect of informal care on formal care use 
15,18, but not as the primary predictor nor specific to dementia. Other studies examined 

more explicitly the potential effect of family structure and availability on care utilization and 

transitions, 19,20 but not specific to dementia.

A better understanding of the effect that a potential pool of family caregivers might have on 

care utilization specific to people with dementia is critically important -- for predicting 

care utilization, care transitions, and care costs associated with dementia. There may 

also be significant heterogeneity in family availability among individuals with dementia. 

Understanding differences across gender, racial, ethnic, and economic groups could help 

identify individuals who are vulnerable to going without necessary dementia care.

The study provides important new evidence on dementia care resources and care utilization 

by examining disparities in potential family care availability and the association between 

the family availability and the informal and formal care used by individuals with dementia, 

which should inform policies and interventions aimed at improving dementia care overall.

The specific research questions are: What is the status of spouse and adult child availability 

among adults with dementia? And to what extent is the availability of a spouse or adult child 

associated with informal care and formal care used by older adults with dementia?

Choi et al. Page 2

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



STUDY DATA AND METHODS

To answer the first question, we provide descriptive statistics of the availability of spouses 

and adult children for adults with dementia – for overall sample and each demographic and 

socioeconomic subgroup. To address the second question about the potential influence of 

family availability on care utilization, we use multivariable analyses to reduce endogeneity 

in predicting their informal and formal care utilization.

DATA AND SAMPLE

We created three analysis samples based on data from the Health and Retirement Study 

(HRS), a nationally representative longitudinal dataset of older adults.

First, we created a dementia sample using the Langa--Weir approach to select a sample of 

adults 55 or older who had dementia,21 as described in Appendix Method A1.22 We use the 

HRS Core data surveyed over the years of 2002–2014 (biennial) to have all key information 

for the study. For example, prior to 2002, we cannot distinguish caregivers who help with 

activities of daily living (ADL) from caregivers who help with instrumental activities of 

daily living (IADL). And the RAND HRS Family File which includes information to 

identify adult children (e.g., age of each child) is currently not available beyond the survey 

year of 2014. We did not include the HRS Exit interview data in the main analysis sample 

because the sample person’s ADL status at the time of care utilization (e.g., formal and 

informal care) is not available in the Exit interview. The minimum age of 55 was chosen 

because, with a refreshment sample every six years, the HRS is representative of adults 55 

and older for all survey waves during the study period. Also, about 13.4 % of our dementia 

sample was 55–64, which is not trivial. The dementia sample for this study includes 4,955 

persons and 9,365 person- year observations. This sample is used to provide estimates 

of family availability for persons with dementia – overall and for each demographic and 

socioeconomic group.

Second, to assess the care provided by informal caregivers and formal helpers in relation to 

family availability, we restricted the dementia sample further to those who had a limitation 

with at least one ADL (walking across a room, dressing, bathing, eating, getting in and out 

of bed, and using the toilet) at the time of interview. In this sub-sample, there were 3,390 

persons and 5,686 person-year observations.

Third, we restricted the sample further to those who were community-dwelling in the 

previous interview (2,852 persons and 4,259 person-year observations) to examine the 

likelihood that adults with and without available family members would transition to a 

nursing facility over the subsequent two years. This sample was also used to estimate the 

predicted probability and amount of informal and formal care used that are associated with 

family availability.

MEASURES

We selected family availability variables that were previously identified as potentially 

important factors associated with caregiving. 9,15,20,23–25 For spouse availability, we 

included the presence of spouse (married or partnered); spouse’s disability condition (i.e., 
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having limitation in any ADLs or Instrumental activities of daily living (IADLs)); and 

employment status of spouse (working full time or not). For potential availability of adult 

children, we included the number of adult children (1–2, 3+ adult children); the presence of 

at least one adult daughter; the employment status of adult children (having at least one child 

not working full time); and geographic distance to the closest adult child (at least one adult 

child coresident; at least one adult child who isn’t a coresident but lives within 10 miles; all 

adult children living 10+ miles).

We created an outcome measure that indicates whether older adults with dementia received 

ADL help from each of the following helper types: spouse; adult biological or adopted child 

(adult child henceforth); informal helpers (i.e., family member helpers or unpaid helpers); 

formal helpers (i.e., non-family, paid helper); and nursing home employee. We also created a 

measure of total hours provided by an ADL helper during the last month.

Covariates include the following: gender; age (55–64, 65–74, 75–84, 85+); race/ethnicity 

(non-Hispanic white, non-Hispanic black, non-Hispanic others, Hispanic); education (<12, 

12, 13– 15, and 16+ years); wealth quartile (defined based on the distribution of household-

size-adjusted wealth at each age in each year); the number of ADL limitations; survey 

design features such as interview mode (face-to-face or not) and proxy interview status; and 

survey year.

ANALYTIC APPROACH

We first estimated the percentage in each status of spouse and adult child availability for 

the overall sample (adults 55+ with dementia) and for each demographic and socioeconomic 

subgroup. Second, we summarized unadjusted estimates of informal and formal ADL help 

received by adults 55+ with dementia who also had an ADL limitation, specific to the care 

receipt from each active helper type (informal, spouse, adult child, formal, nursing home 

employee). Third, to assess the extent to which family availability influenced the probability 

of care received over the subsequent two years, we estimated the adjusted probability of 

ADL help received associated with each family availability measure, using multivariable 

logistic regression. We also estimated the adjusted predicted total hours of care received 

by adults with dementia for each family availability status using a two-part model 26: logit 

model for the first part (i.e., helped or not) and generalized linear model with gamma 

distribution and log-link for the second part (i.e., positive hours). We calculated the adjusted 

probabilities and hours by holding all control variables at their mean values.

Our base controls, which were included for all multivariable analyses, contain survey 

year indicators, the number of ADL limitations, interview mode, the status of proxy 

interview, demographic and socioeconomic variables that were surveyed two years prior 

to the outcome measure. Additional variables were added to some analyses to control for 

confounding effects specific for each analysis. See Appendix Exhibit A2 and A3 for specific 

adjustment variables for each model. 22

We conducted sensitivity and auxiliary analyses. First, we re-estimated family availability 

using recent surveys (2010– 2014) to check if the results from recent data substantively 

differ from results using all available survey years (2002– 2014). Second, for the main 
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analyses, we imputed family availability for all main analyses (0.1% to 3.4% missing values 

depending on variables in the study sample). To check whether the imputation potentially 

changed results, we replicated the summary statistics of family availability status using data 

without imputation. Third, there were some mismatched cases between the respondents’ 

report and actual data record in terms of the number of children. We repeated our analyses 

by dropping sample persons who did not have consistent information between the reported 

total number of children vs. counts of all child records in the child-level data file. Fourth, we 

re-estimated the multivariable analyses by including the HRS Exit data as well as the HRS 

Core data.

Population weights were applied for all analyses, and a complex survey design including 

stratification and cluster (i.e., primary sampling unit) was incorporated to adjust variances in 

estimates.

Limitations—Several study limitations should be noted. First, the primary study design 

was cross-sectional, which allowed us to provide national estimates of family care 

availability and care use for the general population of dementia. We incorporated some 

longitudinal features of the data to assess possible transitions to a nursing home by linking 

family availability with care outcomes measured in the subsequent survey year. However, 

our data cannot provide causal implications nor the level of detail to describe how families 

make decisions over time about the care they can provide. A rigorous longitudinal approach 

is recommended to provide further insights into family availability and care dynamics over 

the course of dementia.

Second, because the study population of interest was persons with dementia, we had to 

rely on information provided by a proxy for those who could not provide the information 

themselves. While we controlled for the sample person’s proxy status in all multivariable 

analyses, the bias in the estimates may not be fully addressed.

Third, a variable to assess whether adult children have a minor child (e.g., age <18) was not 

available in HRS. Because having a minor child at home is a competing demand of care, it 

may affect the availability of adult children to provide dementia care for their parents.

RESULTS

Spouse and Adult Child Availability for Older Adults with Dementia

This section summarizes spouse and adult child availability among adults 55+ with dementia 

– for the overall sample and for each demographic and socioeconomic subgroup.

Spouse availability: As summarized in Exhibit 1, the majority of adults 55+ with 

dementia did not have a spouse (62%) and about a quarter of the adults with dementia 

had a spouse without a disability; the rate was lower for women vs. men (16% vs. 38%), for 

non-Hispanic blacks vs. other racial/ethnic groups (19% vs. 25–27%), for the lowest vs. the 

highest education group (22% vs. 36%), and for the lowest vs. the highest wealth group (9% 

vs. 41%). Overall, the rate of having a spouse working full- time is low (3.6%), although the 

rate is relatively higher for men (6%), those in younger ages (15% ages 55–64), with higher 
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education (6% with 16 or more years of schooling) and greater wealth (6% among the top 

25% of the wealth distribution).

Adult Child availability: Most adults with dementia had at least one adult child (88% 

in Exhibit 2), and about half (51%) had three or more adult children; 73% of adults 55+ 

with dementia had at least one daughter (in Appendix Exhibit A4). The majority of the 

sample had at least one adult child who was not employed full-time (and hence assumed 

to have more time available for caregiving). This rate was substantially higher for those 

with less than 12 years of schooling (65%) compared to those with 16 or more years of 

schooling (46%). About one- quarter of adults with dementia had at least one adult child 

coresident, but a similar share (23%) had no adult child living nearby. There are substantial 

differences in the availability of adult children. The percentage of Hispanic adults with 

dementia having a coresident adult child was 40%, substantially greater than non-Hispanic 

whites with dementia (18%). Adults with dementia in the lowest education and wealth group 

had a greater rate of having an adult child coresident than the highest by large. Overall, 

results from sensitivity analyses were consistent with those from the main analyses (as 

shown in Appendix Exhibit A5–A10). 22

Overview of Informal and Formal Help Received by Adults with Dementia Who Have at 
Least One ADL limitation

Among those 55+ with dementia, about 60% have some limitation in activities of daily 

living (ADL). In this section, we provide an overview of the rate and amount of ADL care 

received from family members and other informal and formal helpers among adults 55+ with 

dementia who also have an ADL limitation.

Overall, about 81% of these adults received care from an ADL helper (see Exhibit 3); 50% 

from an informal helper, and 44% from a formal helper. About 18% of the sample received 

care from their spouse and 27% from an adult child. Considering only those who received 

care from an ADL helper during the last month, the total hours of help received from a 

spouse was substantially higher than the total hours of help received from adult children: 

245 hours vs. 157 hours. However, because many more adults with dementia and an ADL 

limitation received care from an adult child than from a spouse, unconditional average total 

hours of help received during the last month (i.e., including cases of zero hours as well 

as cases of positive hours) was comparable between total hours of care from a spouse and 

from adult children (43 hours vs. 42 hours). Results from sensitivity analyses conducted by 

dropping adults with mismatched information on the number of children were consistent 

with those from the main analyses, as shown in Appendix Exhibit A11. 22

Implications of Family Availability for Informal and Formal ADL Care Used by Adults with 
Dementia

In this section, we report estimates of the extent to which informal and formal care differ 

by family availability. Using the same analysis sample of age 55+ with dementia and an 

ADL limitation, we summarized spouse and adult child availability (See Appendix Exhibit 

A12 and Appendix Exhibit A13) 22 and unadjusted estimates on the care receipt by the 

spouse and adult child availability (See Appendix Exhibit A14 for care outcomes stratified 
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by spouse availability and Appendix Exhibit A15 for care outcomes stratified by adult child 

availability).22

To reduce potential endogeneity in predicting the risk of transition to a nursing home 

over the subsequent two years, we used a more restrictive sample that focuses on those 

community- dwelling two years before the survey of care utilization outcomes. See 

Appendix Exhibit A16 and Appendix Exhibit A17 22 for estimates on family availability 

using this sample. We report those results below when they show a significant difference in 

the predicted care outcomes of any informal care receipt or any formal care receipt, based 

on the adjusted models. See Appendix Exhibit A2 and Appendix Exhibit A3 22 for details 

about samples, outcomes, main predictors, and covariates. Full results including all family 

availability predictors are summarized in Appendix Exhibit A18–A20. 22

Informal care

Spouse availability:  As demonstrated in the top panel of Exhibit 4, the adjusted probability 

of adults with dementia receiving any informal help with ADLs was significantly lower for 

those who did not have a spouse two years before the survey of care receipt outcome: 53% 

vs. 69%. Likewise, the adjusted total hours of help received from all informal ADL helpers 

were significantly lower in the case of not having a spouse vs. having a spouse: 107 hours 

vs. 173 hours, as shown in Appendix Exhibit A19. 22

Adult child availability:  Having no adult child compared to having at least one adult 

child is associated with a substantially lower probability of receiving any informal care: 

43% vs. 62%, respectively (Exhibit 4). The adjusted probability of receiving ADL care from 

an adult child was 33%. The predicted total monthly hours from all ADL informal helpers 

is substantially lower if one does not have any adult child: 95 hours vs. 137 hours, as in 

Appendix Exhibit A19. 22

The adjusted probability of any informal ADL care received by older adults with dementia 

was substantially higher if they had a coresident adult child (73% vs. 54% if they did not 

have an adult child within ten miles and 60% if they had at least one adult child within 

ten miles. The adjusted probability of receiving ADL care from an adult child among those 

who have a coresident child is 52%, which is similar to that from a spouse (53%). Predicted 

total monthly hours from all informal ADL helpers are substantially greater if they had 

a coresident adult child: 193 hours with a coresident adult child vs. 104 hours with no 

adult child living nearby and 119 hours with at least one adult child living nearby but not 

coresident. See Appendix Exhibit A19. 22

Other family factors:  Other family availability factors, including disability status of a 

spouse, working status of a spouse, having a daughter, and having an adult child not working 

full time, were not significantly associated with the incidence and amount of any informal 

ADL care received by adults with dementia. However, all these factors except the working 

status of a spouse were significantly associated with ADL care provided by the specific 

helper. See Appendix Exhibit A18–A19 for details.22 For example, spousal disability status 

was not associated with the difference in overall informal care received, but adults with 

dementia and ADL limitation were likely to receive more hours of spousal care if their 
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spouse did not have any disability (136 hours) than if their spouse had a disability (92 hours) 

as shown in Appendix Exhibit A19. 22

Formal care—As presented in the bottom panel of Exhibit 4, having an adult child is 

significantly associated with a lower, adjusted probability of receiving any formal ADL care 

-- 31% if at least one adult child vs. 46% if no adult child. The adjusted probability of 

receiving help from an employee of a nursing home also differed significantly by the status 

of having an adult child: 29% if no adult child; 18% if at least one adult child.

Conditional on those who had at least one adult child, the adjusted probability of receiving 

institutional care was significantly lower if adults with dementia and ADL who had a 

coresident adult child two years before the survey of care outcomes (11%) compared to 

those whose adult children all lived farther than 10 miles (23%) and those who had an 

adult child within 10 miles but not coresident (20%). Other family availability factors (e.g., 

spouse availability, the number of children, having a daughter, having a child not working 

full time) were not significantly associated with the probability of using formal care over the 

subsequent two years. For details, see Appendix Exhibit A20.22

Results from the sensitivity analyses based on dropping the respondents with mismatched 

information on the number of children were consistent with those from the main analyses, 

as shown in Appendix Exhibit A21. 22 Results from analysis including the sample from the 

HRS EXIT data were consistent with the finding from the main data (i.e., using HRS Core 

data only), as shown in Appendix Exhibit A22.

DISCUSSION

This study provides national estimates of family availability for adults with dementia and 

assesses the potential influence of spouse and adult child availability on informal and formal 

care used by the adults with dementia. The paper extends the dementia care literature 

in significant ways. Most previous studies focused on active family caregivers, which is 

important for assessing the caregivers’ burden. However, it is essential to understand the 

potential care pool available to older adults with dementia in order to predict the type of 

care they will utilize, transitions to institutional care, and the associated care costs to the 

older adults, their families, and the public. For example, a spouse who is an active caregiver 

provides substantially more hours of care than an adult child who is an active caregiver. 

However, the majority of adults with dementia do not have a spouse. Spousal availability is 

especially limited among Non-Hispanic blacks and those with lower socioeconomic status, 

which may lead to a greater dependence on adult children for ADL care among these 

groups. In other words, there may be an unequal, intergenerational spillover effect in that 

children of some vulnerable groups defined by race, ethnicity, and economic status may 

incur more care responsibility and (opportunity) costs than other groups.

Our findings from the multivariable models suggest that having a coresident child reduces 

the likelihood of using formal care and transitioning to a nursing home among adults with 

cognitive and physical limitations. Despite the substantial care contribution of a spouse, 

spousal availability was not independently associated with the likelihood of subsequent 
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formal ADL care use by adults with dementia. Primary responsibility for ADL care may 

be assigned sequentially, first to a spouse (if physically and cognitively able) followed by 

an available adult child (if a spouse is unavailable), and then by other informal helpers 

(e.g., sibling, other relatives, and friends) or paid caregivers if a spouse or adult child is not 

available.27 In other words, for those without a spouse, adult children may step in until they 

are no longer able to provide the needed level of care. Therefore, the availability of adult 

children may be more directly linked with the need to use formal care than the availability of 

a spouse.

A substantial share of informal care received by adults with dementia was unaccounted for 

by care provided by either a spouse or adult child acting alone. This implies that there are 

multiple informal caregivers and combinations of caregivers (e.g., spouse together with an 

adult child; or an adult child together with other relatives and friends) who may provide 

help for adults with dementia over the course of their illness. Future research is needed to 

examine how care is shared across the full spectrum of dementia progression.

Conclusion

This study provides significant evidence about family care availability for adults with 

dementia and its potential influence on informal and formal care use. The development 

of a care system that integrates informal with formal care has been considered essential for a 

sustainable health care system, especially one providing dementia care.28,29 To develop such 

a system, policymakers should understand how the availability of spouses and adult children 

translates into actual care for adults with dementia.

The study also provides important insights into the potential vulnerability of individuals with 

dementia who have limited family availability and are thus at greater risk of needing a long-

term care facility. It also suggests that a reliance on spouse and adult children as primary 

caregivers is likely to have differential consequences for caregivers across racial, ethnic, 

and socioeconomic groups. Policies and interventions that promote family care involvement 

should also consider substantial heterogeneity in potential family care resources.
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Appendix Method A1.

To identify people with dementia, we followed the Langa--Weir approach 1 that used the 

total score of cognitive functioning ranges from 0 to 27 points (higher value means better 

cognitive functioning). This score is the sum based on immediate word recall (0–10 points), 

delayed word recall (0–10 points), serial 7s (0–5 points), and backwards counting from 

20 (0–2 points). A total score of 0–6 points was classified as dementia.1 The cognitive 
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functioning assessments were not available for sample persons with a proxy interview (44% 

out of aged 55+ with dementia). Therefore, the Langa-Weir approach based on information 

from the proxy and informant was used for sample persons with a proxy interview. The 

total score ranges 0 to 11 (higher value means poorer cognitive functioning) by summing 

scores based on: i) a direct assessment of memory ranging from excellent to poor (Score 

0–4); ii) an assessment of limitations in five instrumental activities of daily living (IADL), 

including managing money, taking medication, preparing hot meals, using phones, and 

doing groceries (Score 0–5); and iii) the interviewer assessment of difficulty completing the 

interview because of cognitive limitation (Score 0–2 indicating none, some, and prevents 

completion). A total score of 6–11 were classified as dementia for the sample persons with a 

proxy interview based on Langa—Weir classificaiton.1
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Appendix Exhibit A2.

Description of prediction models for informal care - Samples, outcomes, main 

predictors, and covariates

Main predictor: Family availability Model

Outcome: 
Informal care 
from (incident 
& amount)

Control variables Sample restrictions

Spouse 
availability

presence of 
spouse

1 Any type

Base control
b

Base sample restriction
a 

(N=4,259)

2 Spouse

Base sample restriction
a
 + 

spouse present (N=1,783)

disability status of 
spouse

3 Any type

4 Spouse

working status of 
spouse

5 Any type Base control
b
 + spouse 

disability (IADL/ADL)6 Spouse

Child 
availability

presence of adult 
children

7 Any type

Base control
b
 + marital status 

of respondent

Base sample restriction
a 

(N=4,259)

8 Adult children

Base sample restriction
a
 + 

adult child present (N=3,795)

number of adult 
children

9 Any type

10 Adult children

presence of 
daughter

11 Any type

Base control
b
 + marital status 

of respondent + number of 
adult biological children

12 Adult children

working status of 
adult children

13 Any type

14 Adult children

distance to adult 
child

15 Any type

16 Adult children

a
Base sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T 

(T=2002–2014) and community-dwelling in year T-2.
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b
Base control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and 

the number of ADL limitations in interview year T-2.

Appendix Exhibit A2.

Description of prediction models for informal care - Samples, outcomes, main predictors, 

and covariates

Main predictor: Family 
availability Model

Outcome: 
Informal 
care from 
(incident & 
amount)

Control variables Sample restrictions

Spouse 
availability

presence of 
spouse

1 Any type

Base control
b

Base sample restriction
a 

(N=4,259)

2 Spouse

Base sample restriction
a 

+ spouse present 
(N=1,783)

disability status 
of spouse

3 Any type

4 Spouse

working status 
of spouse

5 Any type Base control
b
 + spouse 

disability (IADL/ADL)6 Spouse

Child 
availability

presence of 
adult children

7 Any type

Base control
b
 + marital 

status of respondent

Base sample restriction
a 

(N=4,259)

8 Adult 
children

Base sample restriction
a 

+ adult child present 
(N=3,795)

number of 
adult children

9 Any type

10 Adult 
children

presence of 
daughter

11 Any type

Base control
b
 + marital 

status of respondent 
+ number of adult 
biological children

12 Adult 
children

working status 
of adult 
children

13 Any type

14 Adult 
children

distance to 
adult child

15 Any type

16 Adult 
children

a
Base sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T 

(T=2002–2014) and community-dwelling in year T-2.
b
Base control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the 

number of ADL limitations in interview year T-2.

Appendix Exhibit A3.

Description of prediction models for formal care - Samples, outcomes, main 

predictors, and covariates

Main predictor: Family Availability Model
Outcome: 
Formal care 
from

Control variables Sample restrictions

Spouse 
availability

presence of 
spouse

1 Any type

Base control
b Base sample restriction

a 

(N=4,259)2 Nursing home 
employee
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Main predictor: Family Availability Model
Outcome: 
Formal care 
from

Control variables Sample restrictions

disability status of 
spouse

3 Any type

Base sample restriction
a
 + 

spouse present (N=1,783)

4 Nursing home 
employee

working status of 
spouse

5 Any type
Base control

b
 + spouse 

disability (IADL/ADL)6 Nursing home 
employee

Child 
availability

presence of adult 
children

7 Any type

Base control
b
 + marital status 

of respondent

Base sample restriction
a 

(N=4,259)8 Nursing home 
employee

number of adult 
children

9 Any type

Base sample restriction
a 

+ adult child present 
(N=3,795)

10 Nursing home 
employee

presence of 
daughter

11 Any type

Base control
b
 + marital status 

of respondent + number of 
adult biological children

12 Nursing home 
employee

working status of 
adult children

13 Any type

14 Nursing home 
employee

distance to adult 
child

15 Any type

16 Nursing home 
employee

a
Base sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T 

(T=2002–2014) and community-dwelling in year T-2.
b

Base control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and 
the number of ADL limitations in interview year T-2.

Appendix Exhibit A3.

Description of prediction models for formal care - Samples, outcomes, main predictors, and 

covariates

Main predictor: Family 
Availability Model

Outcome: 
Formal care 
from

Control variables Sample restrictions

Spouse 
availability

presence of 
spouse

1 Any type

Base control
b

Base sample restriction
a 

(N=4,259)2 Nursing home 
employee

disability status 
of spouse

3 Any type

Base sample restriction
a 

+ spouse present 
(N=1,783)

4 Nursing home 
employee

working status 
of spouse

5 Any type
Base control

b
 + spouse 

disability (IADL/ADL)6 Nursing home 
employee

Child 
availability

presence of 
adult children

7 Any type
Base control

b
 + marital 

status of respondent
Base sample restriction

a 

(N=4,259)8 Nursing home 
employee
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Main predictor: Family 
Availability Model

Outcome: 
Formal care 
from

Control variables Sample restrictions

number of 
adult children

9 Any type

Base sample restriction
a 

+ adult child present 
(N=3,795)

10 Nursing home 
employee

presence of 
daughter

11 Any type

Base control
b
 + marital 

status of respondent 
+ number of adult 
biological children

12 Nursing home 
employee

working status 
of adult 
children

13 Any type

14 Nursing home 
employee

distance to 
adult child

15 Any type

16 Nursing home 
employee

a
Base sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T 

(T=2002–2014) and community-dwelling in year T-2.
b
Base control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the 

number of ADL limitations in interview year T-2.

Appendix Exhibit A4.

Adult child availability by the status of having a daughter among adults 55+ with 

dementia (Sample: Adults aged 55+ with dementia; 4,955 persons and 9,365 

person-year observations)

Adult child present

Have an adult daughter

N. of obs No adult child (%) No (%) Yes (%)

Overall 9,365 11.8 15.3 72.9

Gender

 Men 3,507 13.6 16.4 70.0

 Women 5,858 10.6 14.7 74.7

Age

 55–64 981 18.0 18.9 63.1

 65–74 1,844 9.7 14.4 75.9

 75–84 3,186 9.4 13.8 76.8

 85+ 3,354 12.8 16.0 71.2

Race/Ethnicity

 NH White 5,233 11.2 16.5 72.3

 NH Black 2,499 14.5 13.1 72.4

 NH Others 232 11.4 21.1 67.5

 Hispanic 1,392 10.6 11.7 77.7

Education

 <12 5,348 11.2 14.3 74.5
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Adult child present

Have an adult daughter

N. of obs No adult child (%) No (%) Yes (%)

 12 2,328 12.1 15.8 72.0

 13–15 995 11.7 18.1 70.2

 16+ 680 12.6 17.3 70.1

Total wealth

 Bottom 25% 2,880 15.2 15.5 69.3

 25–50% 2,284 11.1 13.2 75.7

 50–75% 2,254 10.2 14.9 74.9

 Top 25% 1,947 9.8 17.9 72.3

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. The estimates of percentages 
add up to 100% if the percentage of no adult child is added to the sum of percentages under the panel of “Have an adult 
daughter” (e.g.,10.6+14.7+74.7=100.0 for women)

Appendix Exhibit A4.

Adult child availability by the status of having a daughter among adults 55+ with 

dementia (Sample: Adults aged 55+ with dementia; 4,955 persons and 9,365 person-year 

observations)

Adult child present

Have an adult daughter

N. of obs No adult child (%) No (%) Yes (%)

Overall 9,365 11.8 15.3 72.9

Gender

 Men 3,507 13.6 16.4 70.0

 Women 5,858 10.6 14.7 74.7

Age

 55–64 981 18.0 18.9 63.1

 65–74 1,844 9.7 14.4 75.9

 75–84 3,186 9.4 13.8 76.8

 85+ 3,354 12.8 16.0 71.2

Race/Ethnicity

 NH White 5,233 11.2 16.5 72.3

 NH Black 2,499 14.5 13.1 72.4

 NH Others 232 11.4 21.1 67.5

 Hispanic 1,392 10.6 11.7 77.7

Education

 <12 5,348 11.2 14.3 74.5

 12 2,328 12.1 15.8 72.0

 13–15 995 11.7 18.1 70.2

 16+ 680 12.6 17.3 70.1

Total wealth
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Adult child present

Have an adult daughter

N. of obs No adult child (%) No (%) Yes (%)

 Bottom 25% 2,880 15.2 15.5 69.3

 25–50% 2,284 11.1 13.2 75.7

 50–75% 2,254 10.2 14.9 74.9

 Top 25% 1,947 9.8 17.9 72.3

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. The estimates of percentages 
add up to 100% if the percentage of no adult child is added to the sum of percentages under the panel of “Have an adult 
daughter” (e.g.,10.6+14.7+74.7=100.0 for women)

Appendix Exhibit A5.

Spousal availability by demographic and socioeconomic status among adults 

with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 

persons and 4,155 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-

time (%)
Working full-

time (%)

Overall 4,155 63.8 23.1 13.1 32.7 3.5

Gender

Men 1,564 41.9 38.3 19.8 53.0 5.2

Women 2,591 77.4 13.6 9.0 20.1 2.4

Age

55–64 553 52.7 34.7 12.7 35.1 12.2

65–74 680 52.3 34.6 13.1 40.5 7.3

75–84 1,426 59.3 26.2 14.5 39.5 1.2

85+ 1,496 77.6 10.2 12.1 22.2 0.2

Race/Ethnicity

NH White 2,220 61.6 24.6 13.8 35.7 2.7

NH Black 1,118 72.8 16.9 10.3 23.1 4.1

NH Others 95 58.6 27.9 13.5 35.4 6.0

Hispanic 714 62.7 23.6 13.8 32.5 4.9

Education

<12 2,156 67.6 19.9 12.6 30.0 2.5

12 1,137 67.0 21.4 11.7 30.4 2.7

13–15 497 55.7 29.9 14.4 37.2 7.1

16+ 353 46.6 35.1 18.3 47.2 6.2

Total wealth

Bottom 25% 1,305 83.8 7.6 8.6 14.8 1.4
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-

time (%)
Working full-

time (%)

25–50% 1,007 67.0 19.9 13.1 29.8 3.2

50–75% 978 54.0 29.0 17.0 41.8 4.2

Top 25% 865 45.4 40.0 14.7 49.0 5.6

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A5.

Spousal availability by demographic and socioeconomic status among adults with dementia, 

using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 4,155 person-

year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

Overall 4,155 63.8 23.1 13.1 32.7 3.5

Gender

Men 1,564 41.9 38.3 19.8 53.0 5.2

Women 2,591 77.4 13.6 9.0 20.1 2.4

Age

55–64 553 52.7 34.7 12.7 35.1 12.2

65–74 680 52.3 34.6 13.1 40.5 7.3

75–84 1,426 59.3 26.2 14.5 39.5 1.2

85+ 1,496 77.6 10.2 12.1 22.2 0.2

Race/Ethnicity

NH White 2,220 61.6 24.6 13.8 35.7 2.7

NH Black 1,118 72.8 16.9 10.3 23.1 4.1

NH Others 95 58.6 27.9 13.5 35.4 6.0

Hispanic 714 62.7 23.6 13.8 32.5 4.9

Education

<12 2,156 67.6 19.9 12.6 30.0 2.5

12 1,137 67.0 21.4 11.7 30.4 2.7

13–15 497 55.7 29.9 14.4 37.2 7.1

16+ 353 46.6 35.1 18.3 47.2 6.2

Total wealth

Bottom 25% 1,305 83.8 7.6 8.6 14.8 1.4

25–50% 1,007 67.0 19.9 13.1 29.8 3.2

50–75% 978 54.0 29.0 17.0 41.8 4.2

Top 25% 865 45.4 40.0 14.7 49.0 5.6

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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Appendix Exhibit A6.

Adult child availability by demographic and socioeconomic status among adults 

55+ with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 

2,746 persons and 4,155 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 4,155 11.5 12.4 25.7 50.4 15.1 73.4 27.6 60.9 22.8 40.3 25.5

Gender

 Men 1,564 13.8 11.8 25.7 48.8 16.6 69.6 33.3 52.9 29.3 37.3 19.6

 Women 2,591 10.1 12.9 25.7 51.3 14.2 75.7 24.1 65.9 18.7 42.2 29.1

Age

 55–64 553 22.1 14.0 22.4 41.6 16.9 61.0 27.1 50.8 20.5 30.5 27.0

 65–74 680 10.0 10.3 29.1 50.6 14.4 75.6 36.7 53.3 28.4 35.5 26.2

 75–84 1,426 7.3 9.7 24.9 58.1 14.1 78.6 31.5 61.2 23.3 43.7 25.7

 85+ 1,496 11.5 15.2 26.1 47.1 15.7 72.8 20.1 68.3 20.5 43.7 24.3

Race/
Ethnicity

 NH 
White 2,220 10.9 12.3 30.7 46.2 17.1 72.1 32.4 56.7 25.8 44.3 19.0

 NH 
Black 1,118 13.2 14.9 16.7 55.2 12.3 74.6 19.8 67.0 18.9 35.6 32.3

 NH 
Others 95 13.6 14.7 24.8 46.8 17.1 69.2 20.7 65.7 17.4 29.4 39.6

 Hispanic 714 11.4 9.6 17.7 61.2 10.9 77.7 19.8 68.8 16.4 32.7 39.4

Education

 <12 2,156 10.5 12.3 19.6 57.6 14.6 74.9 20.9 68.7 21.4 38.2 29.9

 12 1,137 11.6 14.6 29.9 43.9 15.1 73.3 32.2 56.2 20.6 44.3 23.5

 13–15 497 12.9 10.2 29.7 47.2 16.1 71.1 34.3 52.8 24.8 42.5 19.8

 16+ 353 12.4 10.4 39.5 37.7 17.3 70.4 40.4 47.3 33.3 36.8 17.6

Total 
wealth

 Bottom 
25% 1,305 14.6 14.1 20.4 50.9 13.9 71.5 21.2 64.2 21.9 37.7 25.8

 25–50% 1,007 11.0 13.7 21.2 54.0 13.4 75.6 22.8 66.1 20.8 35.7 32.5

 50–75% 978 10.1 9.5 27.7 52.6 14.9 75.0 31.4 58.5 22.3 40.7 26.9

 Top 25% 865 9.4 12.1 35.2 43.3 18.9 71.7 36.8 53.8 26.5 48.1 16.0
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A6.

Adult child availability by demographic and socioeconomic status among adults 55+ with 

dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 

4,155 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 4,155 11.5 12.4 25.7 50.4 15.1 73.4 27.6 60.9 22.8 40.3 25.5

Gender

 Men 1,564 13.8 11.8 25.7 48.8 16.6 69.6 33.3 52.9 29.3 37.3 19.6

 Women 2,591 10.1 12.9 25.7 51.3 14.2 75.7 24.1 65.9 18.7 42.2 29.1

Age

 55–64 553 22.1 14.0 22.4 41.6 16.9 61.0 27.1 50.8 20.5 30.5 27.0

 65–74 680 10.0 10.3 29.1 50.6 14.4 75.6 36.7 53.3 28.4 35.5 26.2

 75–84 1,426 7.3 9.7 24.9 58.1 14.1 78.6 31.5 61.2 23.3 43.7 25.7

 85+ 1,496 11.5 15.2 26.1 47.1 15.7 72.8 20.1 68.3 20.5 43.7 24.3

Race/
Ethnicity

 NH 
White 2,220 10.9 12.3 30.7 46.2 17.1 72.1 32.4 56.7 25.8 44.3 19.0

 NH 
Black 1,118 13.2 14.9 16.7 55.2 12.3 74.6 19.8 67.0 18.9 35.6 32.3

 NH 
Others 95 13.6 14.7 24.8 46.8 17.1 69.2 20.7 65.7 17.4 29.4 39.6

Hispanic 714 11.4 9.6 17.7 61.2 10.9 77.7 19.8 68.8 16.4 32.7 39.4

Education

 <12 2,156 10.5 12.3 19.6 57.6 14.6 74.9 20.9 68.7 21.4 38.2 29.9

 12 1,137 11.6 14.6 29.9 43.9 15.1 73.3 32.2 56.2 20.6 44.3 23.5

 13–15 497 12.9 10.2 29.7 47.2 16.1 71.1 34.3 52.8 24.8 42.5 19.8

 16+ 353 12.4 10.4 39.5 37.7 17.3 70.4 40.4 47.3 33.3 36.8 17.6

Total 
wealth

 Bottom 
25% 1,305 14.6 14.1 20.4 50.9 13.9 71.5 21.2 64.2 21.9 37.7 25.8

 25–
50% 1,007 11.0 13.7 21.2 54.0 13.4 75.6 22.8 66.1 20.8 35.7 32.5

 50–
75% 978 10.1 9.5 27.7 52.6 14.9 75.0 31.4 58.5 22.3 40.7 26.9
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

 Top 
25% 865 9.4 12.1 35.2 43.3 18.9 71.7 36.8 53.8 26.5 48.1 16.0

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A7.

Spousal availability by demographic and socioeconomic status among adults with 

dementia, without imputation for family availability measures (Sample: Adults 55+ 

with dementia; 4,955 persons and 9,365 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

Overall 9,359 62.3 23.3 12.9 33.7 3.5

Gender

 Men 3,506 41.2 37.7 20.1 52.6 5.8

 Women 5,853 75.2 14.4 8.4 22.2 2.1

Age

 55–64 981 49.8 34.9 13.9 34.8 14.6

 65–74 1,843 49.3 35.2 13.8 43.8 6.4

 75–84 3,182 58.0 26.4 13.9 40.6 1.0

 85+ 3,353 78.7 9.2 10.9 20.9 0.1

Race/Ethnicity

 NH White 5,233 60.9 24.4 13.3 35.7 3.1

 NH Black 2,498 70.6 17.8 10.2 24.4 4.2

 NH Others 231 61.0 23.9 11.7 32.8 4.7

 Hispanic 1,388 57.7 25.5 14.9 37.5 4.2

Education

 <12 5,343 65.5 20.6 12.6 31.4 2.6

 12 2,328 62.8 23.7 11.7 33.0 3.8

 13–15 995 57.7 26.8 13.7 36.4 5.6

 16+ 679 46.2 35.2 17.3 47.4 5.9

Total wealth
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

 Bottom 25% 2,876 83.2 8.0 7.8 14.8 1.6

 25–50% 2,284 65.2 20.1 13.4 31.7 2.7

 50–75% 2,253 52.6 29.7 16.2 42.6 4.4

 Top 25% 1,946 43.3 39.6 15.2 50.3 5.9

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A7.

Spousal availability by demographic and socioeconomic status among adults with dementia, 

without imputation for family availability measures (Sample: Adults 55+ with dementia; 

4,955 persons and 9,365 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

Overall 9,359 62.3 23.3 12.9 33.7 3.5

Gender

 Men 3,506 41.2 37.7 20.1 52.6 5.8

 Women 5,853 75.2 14.4 8.4 22.2 2.1

Age

 55–64 981 49.8 34.9 13.9 34.8 14.6

 65–74 1,843 49.3 35.2 13.8 43.8 6.4

 75–84 3,182 58.0 26.4 13.9 40.6 1.0

 85+ 3,353 78.7 9.2 10.9 20.9 0.1

Race/Ethnicity

 NH White 5,233 60.9 24.4 13.3 35.7 3.1

 NH Black 2,498 70.6 17.8 10.2 24.4 4.2

 NH Others 231 61.0 23.9 11.7 32.8 4.7

 Hispanic 1,388 57.7 25.5 14.9 37.5 4.2

Education

 <12 5,343 65.5 20.6 12.6 31.4 2.6

 12 2,328 62.8 23.7 11.7 33.0 3.8

 13–15 995 57.7 26.8 13.7 36.4 5.6

 16+ 679 46.2 35.2 17.3 47.4 5.9

Total wealth

 Bottom 25% 2,876 83.2 8.0 7.8 14.8 1.6

 25–50% 2,284 65.2 20.1 13.4 31.7 2.7

 50–75% 2,253 52.6 29.7 16.2 42.6 4.4

 Top 25% 1,946 43.3 39.6 15.2 50.3 5.9
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A8.

Adult child availability by demographic and socioeconomic status among adults 

55+ with dementia, without imputation for family availability measures (Sample: 

Adults 55+ with dementia; 4,955 persons and 9,365 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 9,307 11.6 13.6 24.0 50.8 15.2 73.2 29.2 58.8 22.4 41.7 24.2

Gender

 Men 3,476 13.3 12.2 23.6 50.9 16.1 70.5 34.1 52.2 28.5 39.0 19.0

 Women 5,831 10.6 14.4 24.3 50.6 14.6 74.8 26.3 62.9 18.6 43.3 27.3

Age

 55–64 959 17.7 13.7 22.4 46.2 18.6 63.7 28.6 53.2 21.2 34.1 26.9

 65–74 1,832 9.5 10.4 25.7 54.4 14.3 76.3 36.5 53.7 26.6 38.5 25.3

 75–84 3,180 9.4 12.4 22.5 55.7 13.6 77.0 34.5 55.9 21.6 44.7 24.2

 85+ 3,336 12.7 16.4 25.3 45.6 15.9 71.4 20.1 66.8 21.4 43.3 22.3

Race/
Ethnicity

 NH 
White 5,212 11.0 13.9 28.1 47.0 16.4 72.6 32.5 56.3 25.2 45.4 18.2

 NH 
Black 2,476 14.6 14.5 15.9 55.0 12.4 73.0 22.3 62.3 18.3 35.3 31.5

 NH 
Others 228 11.6 17.1 25.0 46.2 21.2 67.1 29.3 58.8 20.0 35.0 33.4

 Hispanic 1,382 10.5 9.7 16.2 63.6 11.6 78.0 22.8 66.5 15.1 34.1 40.2

Education

 <12 5,316 11.1 13.1 18.5 57.3 14.2 74.7 23.3 65.2 20.5 40.7 27.5

 12 2,316 12.1 15.4 30.1 42.4 15.5 72.4 34.7 52.9 22.0 44.9 20.8

 13–15 987 11.6 13.3 28.5 46.6 17.8 70.6 36.1 52.2 25.0 42.8 20.4

 16+ 675 11.7 11.6 35.6 41.1 17.3 71.0 41.4 46.7 32.7 36.7 18.7

Total 
wealth

 Bottom 
25% 2,855 15.1 15.4 19.8 49.8 15.3 69.7 25.3 59.1 21.1 38.0 25.5

 25–50% 2,266 10.8 12.8 20.7 55.7 13.2 76.0 25.0 63.9 20.9 37.8 30.4

 50–75% 2,244 10.2 11.6 25.7 52.6 14.6 75.2 31.1 58.5 21.2 43.2 25.3

 Top 25% 1,942 9.8 14.3 31.3 44.7 17.7 72.5 36.5 53.5 26.8 48.7 14.6
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A8.

Adult child availability by demographic and socioeconomic status among adults 55+ with 

dementia, without imputation for family availability measures (Sample: Adults 55+ with 

dementia; 4,955 persons and 9,365 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 9,307 11.6 13.6 24.0 50.8 15.2 73.2 29.2 58.8 22.4 41.7 24.2

Gender

 Men 3,476 13.3 12.2 23.6 50.9 16.1 70.5 34.1 52.2 28.5 39.0 19.0

 Women 5,831 10.6 14.4 24.3 50.6 14.6 74.8 26.3 62.9 18.6 43.3 27.3

Age

 55–64 959 17.7 13.7 22.4 46.2 18.6 63.7 28.6 53.2 21.2 34.1 26.9

 65–74 1,832 9.5 10.4 25.7 54.4 14.3 76.3 36.5 53.7 26.6 38.5 25.3

 75–84 3,180 9.4 12.4 22.5 55.7 13.6 77.0 34.5 55.9 21.6 44.7 24.2

 85+ 3,336 12.7 16.4 25.3 45.6 15.9 71.4 20.1 66.8 21.4 43.3 22.3

Race/
Ethnicity

 NH 
White 5,212 11.0 13.9 28.1 47.0 16.4 72.6 32.5 56.3 25.2 45.4 18.2

 NH 
Black 2,476 14.6 14.5 15.9 55.0 12.4 73.0 22.3 62.3 18.3 35.3 31.5

 NH 
Others 228 11.6 17.1 25.0 46.2 21.2 67.1 29.3 58.8 20.0 35.0 33.4

Hispanic 1,382 10.5 9.7 16.2 63.6 11.6 78.0 22.8 66.5 15.1 34.1 40.2

Education

 <12 5,316 11.1 13.1 18.5 57.3 14.2 74.7 23.3 65.2 20.5 40.7 27.5

 12 2,316 12.1 15.4 30.1 42.4 15.5 72.4 34.7 52.9 22.0 44.9 20.8

 13–15 987 11.6 13.3 28.5 46.6 17.8 70.6 36.1 52.2 25.0 42.8 20.4

 16+ 675 11.7 11.6 35.6 41.1 17.3 71.0 41.4 46.7 32.7 36.7 18.7

Total 
wealth

 Bottom 
25% 2,855 15.1 15.4 19.8 49.8 15.3 69.7 25.3 59.1 21.1 38.0 25.5

 25–
50% 2,266 10.8 12.8 20.7 55.7 13.2 76.0 25.0 63.9 20.9 37.8 30.4

 50–
75% 2,244 10.2 11.6 25.7 52.6 14.6 75.2 31.1 58.5 21.2 43.2 25.3
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

 Top 
25% 1,942 9.8 14.3 31.3 44.7 17.7 72.5 36.5 53.5 26.8 48.7 14.6

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A9.

Spousal availability by demographic and socioeconomic status among adults 

with dementia (Sample: Adults 55+ with dementia, dropping the adults with 

mismatched information on the number of children; 4,397 persons and 8,269 

person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

Overall 8,269 60.1 25.8 14.1 36.0 3.9

Gender

 Men 3,082 37.3 41.2 21.5 56.2 6.5

 Women 5,187 73.8 16.6 9.6 23.9 2.3

Age

 55–64 837 43.1 41.3 15.7 39.7 17.2

 65–74 1,641 47.3 38.0 14.7 45.7 7.0

 75–84 2,883 56.7 28.5 14.8 42.3 1.0

 85+ 2,908 77.2 10.4 12.4 22.7 0.2

Race/Ethnicity

 NH White 4,692 58.4 27.1 14.5 38.2 3.4

 NH Black 2,123 69.0 19.8 11.2 26.4 4.6

 NH Others 203 58.6 27.4 14.0 35.3 6.1

 Hispanic 1,242 56.7 27.4 15.9 38.7 4.6

Education

 <12 4,669 63.9 22.6 13.5 33.3 2.8

 12 2,075 60.1 26.9 13.0 35.6 4.3

 13–15 894 55.7 29.2 15.1 38.1 6.2
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

 16+ 626 43.3 37.7 19.0 50.3 6.4

Total wealth

 Bottom 25% 2,455 81.7 9.4 8.9 16.5 1.8

 25–50% 2,023 63.3 22.5 14.2 33.7 3.0

 50–75% 2,029 50.6 31.9 17.6 44.7 4.7

 Top 25% 1,762 41.3 42.4 16.3 52.2 6.4

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A9.

Spousal availability by demographic and socioeconomic status among adults with dementia 

(Sample: Adults 55+ with dementia, dropping the adults with mismatched information on 

the number of children; 4,397 persons and 8,269 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

Overall 8,269 60.1 25.8 14.1 36.0 3.9

Gender

 Men 3,082 37.3 41.2 21.5 56.2 6.5

 Women 5,187 73.8 16.6 9.6 23.9 2.3

Age

 55–64 837 43.1 41.3 15.7 39.7 17.2

 65–74 1,641 47.3 38.0 14.7 45.7 7.0

 75–84 2,883 56.7 28.5 14.8 42.3 1.0

 85+ 2,908 77.2 10.4 12.4 22.7 0.2

Race/Ethnicity

 NH White 4,692 58.4 27.1 14.5 38.2 3.4

 NH Black 2,123 69.0 19.8 11.2 26.4 4.6

 NH Others 203 58.6 27.4 14.0 35.3 6.1

 Hispanic 1,242 56.7 27.4 15.9 38.7 4.6

Education

 <12 4,669 63.9 22.6 13.5 33.3 2.8

 12 2,075 60.1 26.9 13.0 35.6 4.3

 13–15 894 55.7 29.2 15.1 38.1 6.2

 16+ 626 43.3 37.7 19.0 50.3 6.4

Total wealth

 Bottom 25% 2,455 81.7 9.4 8.9 16.5 1.8

 25–50% 2,023 63.3 22.5 14.2 33.7 3.0
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

 50–75% 2,029 50.6 31.9 17.6 44.7 4.7

 Top 25% 1,762 41.3 42.4 16.3 52.2 6.4

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A10.

Adult child availability by demographic and socioeconomic status among adults 

55+ with dementia, (Sample: Adults 55+ with dementia, dropping the adults with 

mismatched information on the number of children; 4,397 persons and 8,269 

person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 8,269 3.3 14.8 26.5 55.4 16.8 79.9 32.4 64.4 24.6 45.9 26.2

Gender

 Men 3,082 4.9 13.0 26.3 55.8 18.0 77.1 37.8 57.3 31.1 43.1 20.8

 Women 5,187 2.3 15.9 26.6 55.2 16.1 81.7 29.1 68.6 20.7 47.5 29.4

Age

 55–64 837 4.7 15.9 25.8 53.6 21.9 73.4 33.4 61.8 24.8 39.0 31.4

 65–74 1,641 2.9 10.7 27.5 58.9 15.1 82.0 39.4 57.7 28.6 41.7 26.8

 75–84 2,883 2.8 13.2 24.5 59.5 14.8 82.5 37.4 59.9 23.1 48.5 25.7

 85 + 2,908 3.5 18.3 28.3 50.0 17.9 78.6 22.9 73.7 23.9 48.1 24.5

Race/
Ethnicity

 NH 
White 4,692 2.9 15.0 31.0 51.1 18.1 79.0 35.8 61.3 27.4 49.7 19.9

 NH 
Black 2,123 5.1 16.1 17.8 61.1 13.8 81.1 25.6 69.3 21.0 39.8 34.1

 NH 
Others 203 1.1 20.1 28.1 50.6 24.3 74.6 33.6 65.2 21.8 37.7 39.4

 Hispanic 1,242 3.1 10.7 16.5 69.7 12.9 84.0 24.7 72.1 16.7 37.5 42.7

Education

 <12 4,669 2.7 14.2 20.3 62.8 15.4 81.8 25.9 71.3 22.5 44.9 29.9
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

 12 2,075 3.3 16.9 33.4 46.5 17.7 79.0 38.5 58.2 24.5 49.7 22.5

 13–15 894 4.0 14.7 31.3 50.1 19.7 76.3 39.1 56.9 26.9 46.4 22.7

 16+ 626 5.5 12.4 37.5 44.5 18.7 75.8 44.5 50.0 35.5 39.3 19.6

Total 
wealth

 Bottom 
25% 2,455 4.2 17.2 22.6 56.0 17.4 78.5 29.0 66.9 24.3 42.8 28.7

 25–50% 2,023 3.0 13.9 22.6 60.5 14.2 82.8 27.9 69.1 22.4 41.3 33.2

 50–75% 2,029 3.0 12.6 27.8 56.7 16.4 80.7 33.9 63.1 23.2 47.2 26.6

 Top 25% 1,762 2.8 15.2 33.9 48.2 19.3 77.9 39.4 57.9 28.9 52.8 15.5

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A10.

Adult child availability by demographic and socioeconomic status among adults 55+ 

with dementia, (Sample: Adults 55+ with dementia, dropping the adults with mismatched 

information on the number of children; 4,397 persons and 8,269 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 8,269 3.3 14.8 26.5 55.4 16.8 79.9 32.4 64.4 24.6 45.9 26.2

Gender

 Men 3,082 4.9 13.0 26.3 55.8 18.0 77.1 37.8 57.3 31.1 43.1 20.8

 Women 5,187 2.3 15.9 26.6 55.2 16.1 81.7 29.1 68.6 20.7 47.5 29.4

Age

 55–64 837 4.7 15.9 25.8 53.6 21.9 73.4 33.4 61.8 24.8 39.0 31.4

 65–74 1,641 2.9 10.7 27.5 58.9 15.1 82.0 39.4 57.7 28.6 41.7 26.8

 75–84 2,883 2.8 13.2 24.5 59.5 14.8 82.5 37.4 59.9 23.1 48.5 25.7

 85 + 2,908 3.5 18.3 28.3 50.0 17.9 78.6 22.9 73.7 23.9 48.1 24.5
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Race/
Ethnicity

 NH 
White 4,692 2.9 15.0 31.0 51.1 18.1 79.0 35.8 61.3 27.4 49.7 19.9

 NH 
Black 2,123 5.1 16.1 17.8 61.1 13.8 81.1 25.6 69.3 21.0 39.8 34.1

 NH 
Others 203 1.1 20.1 28.1 50.6 24.3 74.6 33.6 65.2 21.8 37.7 39.4

Hispanic 1,242 3.1 10.7 16.5 69.7 12.9 84.0 24.7 72.1 16.7 37.5 42.7

Education

 <12 4,669 2.7 14.2 20.3 62.8 15.4 81.8 25.9 71.3 22.5 44.9 29.9

 12 2,075 3.3 16.9 33.4 46.5 17.7 79.0 38.5 58.2 24.5 49.7 22.5

 13–15 894 4.0 14.7 31.3 50.1 19.7 76.3 39.1 56.9 26.9 46.4 22.7

 16+ 626 5.5 12.4 37.5 44.5 18.7 75.8 44.5 50.0 35.5 39.3 19.6

Total 
wealth

 Bottom 
25% 2,455 4.2 17.2 22.6 56.0 17.4 78.5 29.0 66.9 24.3 42.8 28.7

 25–
50% 2,023 3.0 13.9 22.6 60.5 14.2 82.8 27.9 69.1 22.4 41.3 33.2

 50–
75% 2,029 3.0 12.6 27.8 56.7 16.4 80.7 33.9 63.1 23.2 47.2 26.6

 Top 
25% 1,762 2.8 15.2 33.9 48.2 19.3 77.9 39.4 57.9 28.9 52.8 15.5

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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Appendix Exhibit A11.

Informal and formal ADL help received by adults with dementia, unadjusted 

(Sample: adults 55+ with dementia and at least one ADL limitation, dropping 

the adults with mismatched information on the number of children in 2002–2014; 

3,005 persons and 5,014 person-year observations)

Average total hours of help

% of those received care 
from the given helper 
type

including zero hour as well as positive 
hours including positive hours only

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

ADL care 
received from:

Any helper 4,818 80.8 (79.6, 82.1)

Informal helper 4,839 52.0 (50.2, 53.7) 4,839 124.5 (117.6, 
131.5) 2,467 239.7 (229.5, 

249.8)

 - Spouse 4,960 18.9 (17.3, 20.6) 4,960 46.3 (40.9, 51.6) 869 244.5 (230.3, 
258.7)

 - Adult child 4,939 29.0 (27.3, 30.7) 4,939 44.9 (41.2, 48.6) 1,432 155.0 (145.2, 
164.9)

Formal helper 4,990 43.3 (41.0, 45.6)

 - Nursing 
home employee 5,012 32.8 (30.6, 35.0)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employees were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.

Appendix Exhibit A11.

Informal and formal ADL help received by adults with dementia, unadjusted (Sample: adults 

55+ with dementia and at least one ADL limitation, dropping the adults with mismatched 

information on the number of children in 2002–2014; 3,005 persons and 5,014 person-year 

observations)

Average total hours of help

% of those received 
care from the given 
helper type

including zero hour as well as 
positive hours

including positive hours 
only

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

ADL care 
received 
from:

Any helper 4,818 80.8 (79.6, 
82.1)

Informal 
helper 4,839 52.0 (50.2, 

53.7) 4,839 124.5 (117.6, 
131.5) 2,467 239.7 (229.5, 

249.8)
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Average total hours of help

% of those received 
care from the given 
helper type

including zero hour as well as 
positive hours

including positive hours 
only

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

 - Spouse 4,960 18.9 (17.3, 
20.6) 4,960 46.3 (40.9, 

51.6) 869 244.5 (230.3, 
258.7)

 - Adult 
child 4,939 29.0 (27.3, 

30.7) 4,939 44.9 (41.2, 
48.6) 1,432 155.0 (145.2, 

164.9)

Formal 
helper 4,990 43.3 (41.0, 

45.6)

 - Nursing 
home 
employee

5,012 32.8 (30.6, 
35.0)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employees were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.

Appendix Exhibit A12.

Spousal availability by demographic and socioeconomic status among adults with 

dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 

3,390 persons and 5,686 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

Overall 5,686 66.2 20.4 13.4 31.4 2.5

Gender

 Men 1,889 42.4 35.4 22.2 52.7 4.9

 Women 3,797 78.2 12.8 9.0 20.5 1.3

Age

 55–64 403 48.2 38.0 13.8 40.2 11.7

 65–74 954 50.0 34.0 16.0 43.8 6.2

 75–84 1,834 60.8 23.7 15.5 38.3 0.9

 85+ 2,495 81.2 8.1 10.7 18.7 0.1

Race/Ethnicity

 NH White 3,447 65.8 20.9 13.2 32.0 2.1

 NH Black 1,324 73.1 14.8 12.1 23.8 3.1

 NH Others 148 61.0 23.9 15.1 36.1 3.0

 Hispanic 765 59.6 24.3 16.1 36.9 3.6

Education

 <12 3,132 69.5 17.1 13.4 28.7 1.8

 12 1,420 66.4 21.7 11.9 30.7 2.9
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

 13–15 663 62.8 22.6 14.6 33.2 4.0

 16+ 468 51.1 32.6 16.3 45.8 3.1

Total wealth

 Bottom 25% 1,970 85.4 6.4 8.2 13.5 1.1

 25–50% 1,362 68.5 17.4 14.1 30.0 1.5

 50–75% 1,252 54.5 28.8 16.7 42.0 3.5

 Top 25% 1,102 47.0 35.9 17.1 48.5 4.6

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A12.

Spousal availability by demographic and socioeconomic status among adults with dementia 

(Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 

5,686 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

Overall 5,686 66.2 20.4 13.4 31.4 2.5

Gender

 Men 1,889 42.4 35.4 22.2 52.7 4.9

 Women 3,797 78.2 12.8 9.0 20.5 1.3

Age

 55–64 403 48.2 38.0 13.8 40.2 11.7

 65–74 954 50.0 34.0 16.0 43.8 6.2

 75–84 1,834 60.8 23.7 15.5 38.3 0.9

 85+ 2,495 81.2 8.1 10.7 18.7 0.1

Race/Ethnicity

 NH White 3,447 65.8 20.9 13.2 32.0 2.1

 NH Black 1,324 73.1 14.8 12.1 23.8 3.1

 NH Others 148 61.0 23.9 15.1 36.1 3.0

 Hispanic 765 59.6 24.3 16.1 36.9 3.6

Education

 <12 3,132 69.5 17.1 13.4 28.7 1.8

 12 1,420 66.4 21.7 11.9 30.7 2.9

 13–15 663 62.8 22.6 14.6 33.2 4.0

 16+ 468 51.1 32.6 16.3 45.8 3.1

Total wealth

 Bottom 25% 1,970 85.4 6.4 8.2 13.5 1.1
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Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

 25–50% 1,362 68.5 17.4 14.1 30.0 1.5

 50–75% 1,252 54.5 28.8 16.7 42.0 3.5

 Top 25% 1,102 47.0 35.9 17.1 48.5 4.6

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A13.

Adult child availability by demographic and socioeconomic status among adults 

55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL 

limitation; 3,390 persons and 5,686 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 5,686 11.0 13.8 24.8 50.5 15.3 73.6 28.0 61.0 22.4 43.0 23.6

Gender

 Men 1,889 11.8 11.9 23.5 52.7 16.4 71.7 34.2 53.9 28.1 41.2 18.8

 Women 3,797 10.6 14.7 25.4 49.3 14.8 74.6 24.8 64.6 19.4 44.0 26.0

Age

 55–64 403 13.7 12.5 23.8 50.0 18.5 67.7 30.9 55.4 21.2 41.9 23.2

 65–74 954 9.5 11.1 25.8 53.5 14.7 75.8 35.6 54.9 28.4 37.4 24.6

 75–84 1,834 8.8 12.5 22.9 55.7 13.8 77.5 34.2 57.0 21.4 44.9 24.9

 85+ 2,495 12.7 16.1 26.0 45.1 16.1 71.2 19.3 68.0 20.9 44.1 22.3

Race/
Ethnicity

 NH 
White 3,447 10.1 14.8 28.2 46.9 16.0 73.9 30.9 59.0 25.2 46.3 18.4

 NH 
Black 1,324 14.3 12.8 16.5 56.3 13.9 71.8 19.6 66.1 17.0 36.5 32.2

 NH 
Others 148 11.0 15.7 23.0 50.3 21.1 67.9 26.9 62.1 17.6 36.5 34.9

 Hispanic 765 11.4 8.8 17.6 62.2 12.2 76.4 23.8 64.8 15.3 35.4 37.9

Education

 <12 3,132 11.1 12.6 19.1 57.2 14.5 74.4 21.9 67.0 21.0 41.3 26.6
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

 12 1,420 11.1 16.2 30.9 41.8 14.5 74.4 33.6 55.3 22.3 45.3 21.3

 13–15 663 11.3 15.0 26.8 46.9 19.2 69.5 34.5 54.2 20.3 48.0 20.4

 16+ 468 9.4 11.8 36.5 42.3 17.5 73.1 37.8 52.7 33.2 39.6 17.8

Total 
wealth

 Bottom 
25% 1,970 14.3 15.8 20.8 49.2 15.8 70.0 25.8 59.9 22.3 39.3 24.2

 25–50% 1,362 9.3 12.2 21.9 56.7 13.1 77.6 25.1 65.7 21.3 40.3 29.1

 50–75% 1,252 9.8 11.5 27.4 51.3 14.5 75.7 29.0 61.2 20.0 43.3 26.9

 Top 25% 1,102 9.2 14.9 31.2 44.7 18.1 72.7 33.5 57.3 26.2 51.5 13.1

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A13.

Adult child availability by demographic and socioeconomic status among adults 55+ with 

dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons 

and 5,686 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 5,686 11.0 13.8 24.8 50.5 15.3 73.6 28.0 61.0 22.4 43.0 23.6

Gender

 Men 1,889 11.8 11.9 23.5 52.7 16.4 71.7 34.2 53.9 28.1 41.2 18.8

 Women 3,797 10.6 14.7 25.4 49.3 14.8 74.6 24.8 64.6 19.4 44.0 26.0

Age

 55–64 403 13.7 12.5 23.8 50.0 18.5 67.7 30.9 55.4 21.2 41.9 23.2

 65–74 954 9.5 11.1 25.8 53.5 14.7 75.8 35.6 54.9 28.4 37.4 24.6

 75–84 1,834 8.8 12.5 22.9 55.7 13.8 77.5 34.2 57.0 21.4 44.9 24.9

 85+ 2,495 12.7 16.1 26.0 45.1 16.1 71.2 19.3 68.0 20.9 44.1 22.3
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%)

Two 
(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
miles 
(%)

At 
least 
10 one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Race/
Ethnicity

 NH 
White 3,447 10.1 14.8 28.2 46.9 16.0 73.9 30.9 59.0 25.2 46.3 18.4

 NH 
Black 1,324 14.3 12.8 16.5 56.3 13.9 71.8 19.6 66.1 17.0 36.5 32.2

 NH 
Others 148 11.0 15.7 23.0 50.3 21.1 67.9 26.9 62.1 17.6 36.5 34.9

Hispanic 765 11.4 8.8 17.6 62.2 12.2 76.4 23.8 64.8 15.3 35.4 37.9

Education

 <12 3,132 11.1 12.6 19.1 57.2 14.5 74.4 21.9 67.0 21.0 41.3 26.6

 12 1,420 11.1 16.2 30.9 41.8 14.5 74.4 33.6 55.3 22.3 45.3 21.3

 13–15 663 11.3 15.0 26.8 46.9 19.2 69.5 34.5 54.2 20.3 48.0 20.4

 16+ 468 9.4 11.8 36.5 42.3 17.5 73.1 37.8 52.7 33.2 39.6 17.8

Total 
wealth

 Bottom 
25% 1,970 14.3 15.8 20.8 49.2 15.8 70.0 25.8 59.9 22.3 39.3 24.2

 25–
50% 1,362 9.3 12.2 21.9 56.7 13.1 77.6 25.1 65.7 21.3 40.3 29.1

 50–
75% 1,252 9.8 11.5 27.4 51.3 14.5 75.7 29.0 61.2 20.0 43.3 26.9

 Top 
25% 1,102 9.2 14.9 31.2 44.7 18.1 72.7 33.5 57.3 26.2 51.5 13.1

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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Appendix Exhibit A14.

Unadjusted informal and formal ADL help received by adults with dementia, 

stratified by spouse availability (Sample: adults 55+ with dementia and at least 

one ADL limitation; 3,390 persons and 5,686 person-year observations)

Average total hours of help

% of those received 
care from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By spouse 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

No spouse

Any helper 3,671 79.7 (78.0,81.4)

Informal 
helper 3,692 43.4 (41.3,45.4) 3,692 95.3 (88.4,102.3) 1,616 219.8 (207.6,231.9)

 - Spouse 3,800

 - Adult 
child 3,738 30.5 (28.6,32.4) 3,738 51.9 (46.4,57.4) 1,155 170.1 (157.4,182.9)

Formal 
helper 3,777 51.1 (48.5,53.8)

 - 
Nursing 
home 
employee

3,799 40.5 (38.1,42.8)

With spouse

Any helper 1,800 82.0 (79.7,84.3)

Informal 
helper 1,804 63.7 (61.2,66.2) 1,804 170.5 (157.7,183.3) 1,116 267.7 (251.8,283.6)

 - Spouse 1,827 53.4 (50.4,56.4) 1,827 130.5 (118.0,143.0) 931 244.5 (230.6,258.3)

 - Adult 
child 1,869 18.9 (16.5,21.3) 1,869 21.6 (17.3,26.0) 348 114.5 (95.6,133.4)

Formal 
helper 1,880 31.1 (28.4,33.8)

 - 
Nursing 
home 
employee

1,884 21.0 (18.4,23.6)

No limitation

Any helper 1,065 82.4 (79.4,85.5)

Informal 
helper 1,068 67.2 (63.6,70.9) 1,068 185.5 (166.9,204.1) 700 276.0 (254.9,297.1)

 - Spouse 1,077 62.4 (58.8,66.0) 1,077 156.4 (139.5,173.2) 652 250.7 (233.8,267.5)

 - Adult 
child 1,106 16.9 (13.6,20.3) 1,106 16.3 (10.7,21.9) 182 96.3 (66.9,125.7)

Formal 
helper 1,108 27.3 (24.0,30.6)

 - 
Nursing 
home 
employee

1,111 19.1 (15.6,22.7)

At least one 
limitation

Any helper 735 81.3 (77.3,85.3)
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Average total hours of help

% of those received 
care from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By spouse 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

Informal 
helper 736 58.3 (54.7,61.9) 736 147.5 (128.3,166.7) 416 253.0 (226.3,279.7)

 - Spouse 750 39.7 (35.2,44.3) 750 91.3 (74.5,108.1) 279 229.8 (207.5,252.0)

 - Adult 
child 763 22.0 (19.1,24.9) 763 29.9 (21.9,37.9) 166 136.0 (115.2,156.9)

Formal 
helper 772 36.9 (31.8,42.0)

 - 
Nursing 
home 
employee

773 23.9 (18.9,28.8)

Not working 
full-time

Any helper 1,687 83.2 (80.7,85.8)

Informal 
helper 1,691 64.0 (61.3,66.6) 1,691 172.1 (158.7,185.4) 1,054 269.0 (252.0,286.0)

 - Spouse 1,712 53.4 (50.3,56.4) 1,712 131.4 (118.6,144.2) 873 246.3 (231.9,260.6)

 - Adult 
child 1,748 18.7 (16.5,21.0) 1,748 21.7 (17.1,26.2) 326 115.7 (94.5,137.0)

Formal 
helper 1,758 32.3 (29.6,34.9)

 - 
Nursing 
home 
employee

1,762 21.9 (19.2,24.5)

Working 
full-time

Any helper 113 65.5 (56.5,74.5)

Informal 
helper 113 60.2 (50.4,70.0) 113 149.7 (96.1,203.4) 62 248.8 (229.3,268.3)

 - Spouse 115 53.5 (41.3,65.8) 115 118.4 (69.0,167.9) 58 221.3 (202.5,240.1)

 - Adult 
child 121 21.3 (9.3,33.2) 121 21.5 (8.7,34.3) 22 101.1 (58.6,143.7)

Formal 
helper 122 16.6 (8.9,24.4)

 - 
Nursing 
home 
employee

122 10.0 (4.0,16.1)
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.

Appendix Exhibit A14.

Unadjusted informal and formal ADL help received by adults with dementia, stratified by 

spouse availability (Sample: adults 55+ with dementia and at least one ADL limitation; 

3,390 persons and 5,686 person-year observations)

Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By spouse 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

No spouse

Any 
helper 3,671 79.7 (78.0,81.4)

Informal 
helper 3,692 43.4 (41.3,45.4) 3,692 95.3 (88.4,102.3) 1,616 219.8 (207.6,231.9)

 - 
Spouse 3,800

 - Adult 
child 3,738 30.5 (28.6,32.4) 3,738 51.9 (46.4,57.4) 1,155 170.1 (157.4,182.9)

Formal 
helper 3,777 51.1 (48.5,53.8)

 - 
Nursing 
home 
employee

3,799 40.5 (38.1,42.8)

With 
spouse

Any 
helper 1,800 82.0 (79.7,84.3)

Informal 
helper 1,804 63.7 (61.2,66.2) 1,804 170.5 (157.7,183.3) 1,116 267.7 (251.8,283.6)

 - 
Spouse 1,827 53.4 (50.4,56.4) 1,827 130.5 (118.0,143.0) 931 244.5 (230.6,258.3)

 - Adult 
child 1,869 18.9 (16.5,21.3) 1,869 21.6 (17.3,26.0) 348 114.5 (95.6,133.4)

Formal 
helper 1,880 31.1 (28.4,33.8)

 - 
Nursing 
home 
employee

1,884 21.0 (18.4,23.6)

No 
limitation

Any 
helper 1,065 82.4 (79.4,85.5)

Informal 
helper 1,068 67.2 (63.6,70.9) 1,068 185.5 (166.9,204.1) 700 276.0 (254.9,297.1)

 - 
Spouse 1,077 62.4 (58.8,66.0) 1,077 156.4 (139.5,173.2) 652 250.7 (233.8,267.5)

 - Adult 
child 1,106 16.9 (13.6,20.3) 1,106 16.3 (10.7,21.9) 182 96.3 (66.9,125.7)

Formal 
helper 1,108 27.3 (24.0,30.6)
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Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By spouse 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

 - 
Nursing 
home 
employee

1,111 19.1 (15.6,22.7)

At least 
one 
limitation

Any 
helper 735 81.3 (77.3,85.3)

Informal 
helper 736 58.3 (54.7,61.9) 736 147.5 (128.3,166.7) 416 253.0 (226.3,279.7)

 - 
Spouse 750 39.7 (35.2,44.3) 750 91.3 (74.5,108.1) 279 229.8 (207.5,252.0)

 - Adult 
child 763 22.0 (19.1,24.9) 763 29.9 (21.9,37.9) 166 136.0 (115.2,156.9)

Formal 
helper 772 36.9 (31.8,42.0)

 - 
Nursing 
home 
employee

773 23.9 (18.9,28.8)

Not 
working 
full-time

Any 
helper 1,687 83.2 (80.7,85.8)

Informal 
helper 1,691 64.0 (61.3,66.6) 1,691 172.1 (158.7,185.4) 1,054 269.0 (252.0,286.0)

 - 
Spouse 1,712 53.4 (50.3,56.4) 1,712 131.4 (118.6,144.2) 873 246.3 (231.9,260.6)

 - Adult 
child 1,748 18.7 (16.5,21.0) 1,748 21.7 (17.1,26.2) 326 115.7 (94.5,137.0)

Formal 
helper 1,758 32.3 (29.6,34.9)

 - 
Nursing 
home 
employee

1,762 21.9 (19.2,24.5)

Working 
full-time

Any 
helper 113 65.5 (56.5,74.5)

Informal 
helper 113 60.2 (50.4,70.0) 113 149.7 (96.1,203.4) 62 248.8 (229.3,268.3)

 - 
Spouse 115 53.5 (41.3,65.8) 115 118.4 (69.0,167.9) 58 221.3 (202.5,240.1)

 - Adult 
child 121 21.3 (9.3,33.2) 121 21.5 (8.7,34.3) 22 101.1 (58.6,143.7)

Formal 
helper 122 16.6 (8.9,24.4)

 - 
Nursing 
home 
employee

122 10.0 (4.0,16.1)
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.

Appendix Exhibit A15.

Unadjusted informal and formal ADL help received by adults with dementia, 

stratified by adult child availability (Sample: adults 55+ with dementia and at least 

one ADL limitation; 3,390 persons and 5,686 person-year observations)

Average total hours of help

% of those 
received care from 
the given helper 
type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

No adult bio 
child

Any 
helper 625 76.6 (72.4,80.9)

Informal 
helper 629 31.0 (25.5,36.4) 629 69.2 (51.4,87.0) 212 223.4 (204.6,242.2)

 - 
Spouse 639 7.1 (4.1,10.0) 639 15.5 (6.6,24.5) 51 220.0 (193.0,247.0)

 - Adult 
child 642

Formal 
helper 637 58.3 (53.6,63.0)

 - 
Nursing 
home 
employee

641 47.2 (41.1,53.3)

Have at least 
one adult bio 
child

Any 
helper 4,846 81.0 (79.6,82.3)

Informal 
helper 4,867 52.6 (50.9,54.3) 4,867 127.0 (120.3,133.7) 2,520 241.4 (231.3,251.5)

 - 
Spouse 4,988 19.0 (17.4,20.7) 4,988 46.8 (41.4,52.1) 880 245.6 (231.5,259.7)

 - Adult 
child 4,965 29.9 (28.2,31.6) 4,965 46.8 (42.9,50.7) 1,503 156.7 (146.6,166.8)

Formal 
helper 5,020 42.6 (40.4,44.9)

 - 
Nursing 
home 
employee

5,042 32.2 (30.1,34.3)

1 adult bio 
child

Any 
helper 764 80.2 (75.2,85.2)

Informal 
helper 769 46.8 (42.4,51.2) 769 106.1 (87.8,124.4) 343 226.8 (198.5,255.0)

 - 
Spouse 784 14.1 (10.6,17.6) 784 32.5 (23.6,41.4) 95 230.2 (190.4,270.1)

 - Adult 
child 784 21.0 (17.1,24.9) 784 29.0 (21.1,36.9) 164 138.1 (113.6,162.6)
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Average total hours of help

% of those 
received care from 
the given helper 
type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

Formal 
helper 785 46.3 (40.7,51.9)

 - 
Nursing 
home 
employee

789 38.1 (33.7,42.4)

2 adult bio 
children

Any 
helper 1,292 81.0 (78.4,83.6)

Informal 
helper 1,296 50.9 (47.7,54.1) 1,296 114.3 (100.8,127.8) 635 224.7 (205.1,244.3)

 - 
Spouse 1,327 19.7 (16.7,22.7) 1,327 50.0 (39.4,60.6) 232 253.6 (221.3,285.9)

 - Adult 
child 1,329 26.8 (23.6,30.0) 1,329 35.4 (29.6,41.2) 357 131.9 (118.3,145.6)

Formal 
helper 1,339 43.6 (40.5,46.8)

 - 
Nursing 
home 
employee

1,344 35.7 (32.5,39.0)

3+ adult bio 
children

Any 
helper 2,790 81.1 (79.4,82.9)

Informal 
helper 2,802 55.1 (52.7,57.4) 2,802 139.0 (128.6,149.4) 1,542 252.4 (237.6,267.2)

 - 
Spouse 2,877 20.1 (18.0,22.2) 2,877 49.1 (42.2,56.0) 553 244.7 (225.3,264.2)

 - Adult 
child 2,852 33.9 (31.5,36.2) 2,852 57.4 (51.6,63.3) 982 169.5 (156.1,182.9)

Formal 
helper 2,896 41.1 (38.1,44.2)

 - 
Nursing 
home 
employee

2,909 28.9 (26.1,31.8)

No adult bio 
daughter

Any 
helper 853 81.1 (78.3,83.9)

Informal 
helper 855 48.7 (44.0,53.4) 855 109.3 (93.0,125.6) 382 224.5 (201.4,247.7)

 - 
Spouse 876 19.6 (14.6,24.6) 876 43.4 (30.6,56.3) 147 222.1 (206.1,238.1)

 - Adult 
child 877 17.8 (13.7,21.8) 877 24.1 (14.2,34.0) 148 135.9 (100.0,171.7)

Formal 
helper 883 43.8 (39.7,47.8)

 - 
Nursing 885 34.5 (30.3,38.6)
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Average total hours of help

% of those 
received care from 
the given helper 
type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

home 
employee

Have at least 
one adult bio 
daughter

Any 
helper 3,993 80.9 (79.3,82.6)

Informal 
helper 4,012 53.4 (51.3,55.5) 4,012 130.6 (121.9,139.4) 2,138 244.6 (232.2,257.0)

 - 
Spouse 4,112 18.9 (17.2,20.7) 4,112 47.5 (41.6,53.4) 733 250.7 (234.0,267.3)

 - Adult 
child 4,088 32.4 (30.6,34.3) 4,088 51.6 (46.9,56.3) 1,355 159.1 (148.4,169.7)

Formal 
helper 4,137 42.4 (39.7,45.1)

 - 
Nursing 
home 
employee

4,157 31.8 (29.3,34.3)

No non-full-
time-working 
adult child

Any 
helper 1,464 79.3 (76.2,82.4)

Informal 
helper 1,472 50.1 (47.1,53.1) 1,472 110.3 (99.0,121.7) 729 220.2 (203.7,236.6)

 - 
Spouse 1,500 24.0 (21.0,26.9) 1,500 54.6 (47.5,61.7) 349 228.0 (207.1,248.8)

 - Adult 
child 1,506 21.8 (18.8,24.8) 1,506 23.5 (19.0,28.0) 333 107.9 (91.5,124.3)

Formal 
helper 1,514 43.6 (40.1,47.1)

 - 
Nursing 
home 
employee

1,522 33.9 (31.0,36.7)

Have at least 
one non-full-
time-working 
adult child

Any 
helper 3,382 81.7 (79.8,83.7)

Informal 
helper 3,395 53.7 (51.2,56.3) 3,395 134.6 (125.5,143.7) 1,791 250.5 (237.1,263.9)

 - 
Spouse 3,488 16.8 (14.8,18.8) 3,488 43.2 (36.4,50.0) 531 257.1 (237.1,277.1)

 - Adult 
child 3,459 33.6 (31.3,35.9) 3,459 57.6 (52.4,62.9) 1,170 171.3 (160.4,182.1)

Formal 
helper 3,506 42.2 (39.5,44.9)

 - 
Nursing 
home 
employee

3,520 31.5 (28.9,34.1)
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Average total hours of help

% of those 
received care from 
the given helper 
type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

No adult child 
living within 
10 miles

Any 
helper 1,222 79.1 (75.6,82.6)

Informal 
helper 1,232 43.2 (40.1,46.3) 1,232 87.3 (76.0,98.5) 504 202.1 (183.8,220.4)

 - 
Spouse 1,240 22.9 (20.1,25.6) 1,240 53.1 (44.3,61.8) 264 232.2 (212.4,252.0)

 - Adult 
child 1,245 10.8 (8.6,13.0) 1,245 7.0 (4.8,9.1) 131 64.3 (48.9,79.7)

Formal 
helper 1,238 49.5 (44.7,54.2)

 - 
Nursing 
home 
employee

1,248 41.9 (37.2,46.6)

No adult child 
coresident but 
at least one 
within 10 
miles

Any 
helper 2,253 81.5 (79.6,83.4)

Informal 
helper 2,262 47.9 (45.3,50.6) 2,262 103.6 (91.8,115.5) 1,064 216.3 (194.8,237.7)

 - 
Spouse 2,306 19.3 (16.8,21.8) 2,306 48.4 (40.4,56.5) 418 251.2 (227.6,274.8)

 - Adult 
child 2,312 25.7 (23.5,28.0) 2,312 26.1 (22.0,30.3) 582 101.6 (87.5,115.7)

Formal 
helper 2,327 48.9 (46.0,51.9)

 - 
Nursing 
home 
employee

2,336 39.1 (36.3,41.8)

At least one 
adult child 
coresident

Any 
helper 1,371 81.7 (78.8,84.6)

Informal 
helper 1,373 70.7 (67.3,74.0) 1,373 210.0 (194.8,225.1) 952 297.0 (279.8,314.2)

 - 
Spouse 1,442 15.0 (12.1,17.9) 1,442 37.8 (29.4,46.2) 198 252.0 (228.6,275.3)

 - Adult 
child 1,408 56.3 (53.0,59.7) 1,408 124.5 (112.6,136.4) 790 221.0 (204.1,237.9)

Formal 
helper 1,455 24.7 (21.7,27.7)

 - 
Nursing 
home 
employee

1,458 10.7 (8.8,12.6)
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.

Appendix Exhibit A15.

Unadjusted informal and formal ADL help received by adults with dementia, stratified by 

adult child availability (Sample: adults 55+ with dementia and at least one ADL limitation; 

3,390 persons and 5,686 person-year observations)

Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

No adult 
bio child

Any 
helper 625 76.6 (72.4,80.9)

Informal 
helper 629 31.0 (25.5,36.4) 629 69.2 (51.4,87.0) 212 223.4 (204.6,242.2)

 - 
Spouse 639 7.1 (4.1,10.0) 639 15.5 (6.6,24.5) 51 220.0 (193.0,247.0)

 - Adult 
child 642

Formal 
helper 637 58.3 (53.6,63.0)

 - 
Nursing 
home 
employee

641 47.2 (41.1,53.3)

Have at 
least one 
adult bio 
child

Any 
helper 4,846 81.0 (79.6,82.3)

Informal 
helper 4,867 52.6 (50.9,54.3) 4,867 127.0 (120.3,133.7) 2,520 241.4 (231.3,251.5)

 - 
Spouse 4,988 19.0 (17.4,20.7) 4,988 46.8 (41.4,52.1) 880 245.6 (231.5,259.7)

 - Adult 
child 4,965 29.9 (28.2,31.6) 4,965 46.8 (42.9,50.7) 1,503 156.7 (146.6,166.8)

Formal 
helper 5,020 42.6 (40.4,44.9)

 - 
Nursing 
home 
employee

5,042 32.2 (30.1,34.3)

1 adult bio 
child

Any 
helper 764 80.2 (75.2,85.2)

Informal 
helper 769 46.8 (42.4,51.2) 769 106.1 (87.8,124.4) 343 226.8 (198.5,255.0)

 - 
Spouse 784 14.1 (10.6,17.6) 784 32.5 (23.6,41.4) 95 230.2 (190.4,270.1)

 - Adult 
child 784 21.0 (17.1,24.9) 784 29.0 (21.1,36.9) 164 138.1 (113.6,162.6)

Formal 
helper 785 46.3 (40.7,51.9)
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Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

 - 
Nursing 
home 
employee

789 38.1 (33.7,42.4)

2 adult bio 
children

Any 
helper 1,292 81.0 (78.4,83.6)

Informal 
helper 1,296 50.9 (47.7,54.1) 1,296 114.3 (100.8,127.8) 635 224.7 (205.1,244.3)

 - 
Spouse 1,327 19.7 (16.7,22.7) 1,327 50.0 (39.4,60.6) 232 253.6 (221.3,285.9)

 - Adult 
child 1,329 26.8 (23.6,30.0) 1,329 35.4 (29.6,41.2) 357 131.9 (118.3,145.6)

Formal 
helper 1,339 43.6 (40.5,46.8)

 - 
Nursing 
home 
employee

1,344 35.7 (32.5,39.0)

3+ adult 
bio 
children

Any 
helper 2,790 81.1 (79.4,82.9)

Informal 
helper 2,802 55.1 (52.7,57.4) 2,802 139.0 (128.6,149.4) 1,542 252.4 (237.6,267.2)

 - 
Spouse 2,877 20.1 (18.0,22.2) 2,877 49.1 (42.2,56.0) 553 244.7 (225.3,264.2)

 - Adult 
child 2,852 33.9 (31.5,36.2) 2,852 57.4 (51.6,63.3) 982 169.5 (156.1,182.9)

Formal 
helper 2,896 41.1 (38.1,44.2)

 - 
Nursing 
home 
employee

2,909 28.9 (26.1,31.8)

No adult 
bio 
daughter

Any 
helper 853 81.1 (78.3,83.9)

Informal 
helper 855 48.7 (44.0,53.4) 855 109.3 (93.0,125.6) 382 224.5 (201.4,247.7)

 - 
Spouse 876 19.6 (14.6,24.6) 876 43.4 (30.6,56.3) 147 222.1 (206.1,238.1)

 - Adult 
child 877 17.8 (13.7,21.8) 877 24.1 (14.2,34.0) 148 135.9 (100.0,171.7)

Formal 
helper 883 43.8 (39.7,47.8)

 - 
Nursing 
home 
employee

885 34.5 (30.3,38.6)
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Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

Have at 
least one 
adult bio 
daughter

Any 
helper 3,993 80.9 (79.3,82.6)

Informal 
helper 4,012 53.4 (51.3,55.5) 4,012 130.6 (121.9,139.4) 2,138 244.6 (232.2,257.0)

 - 
Spouse 4,112 18.9 (17.2,20.7) 4,112 47.5 (41.6,53.4) 733 250.7 (234.0,267.3)

 - Adult 
child 4,088 32.4 (30.6,34.3) 4,088 51.6 (46.9,56.3) 1,355 159.1 (148.4,169.7)

Formal 
helper 4,137 42.4 (39.7,45.1)

 - 
Nursing 
home 
employee

4,157 31.8 (29.3,34.3)

No non-
full-time-
working 
adult child

Any 
helper 1,464 79.3 (76.2,82.4)

Informal 
helper 1,472 50.1 (47.1,53.1) 1,472 110.3 (99.0,121.7) 729 220.2 (203.7,236.6)

 - 
Spouse 1,500 24.0 (21.0,26.9) 1,500 54.6 (47.5,61.7) 349 228.0 (207.1,248.8)

 - Adult 
child 1,506 21.8 (18.8,24.8) 1,506 23.5 (19.0,28.0) 333 107.9 (91.5,124.3)

Formal 
helper 1,514 43.6 (40.1,47.1)

 - 
Nursing 
home 
employee

1,522 33.9 (31.0,36.7)

Have at 
least one 
non-full-
time-
working 
adult child

Any 
helper 3,382 81.7 (79.8,83.7)

Informal 
helper 3,395 53.7 (51.2,56.3) 3,395 134.6 (125.5,143.7) 1,791 250.5 (237.1,263.9)

 - 
Spouse 3,488 16.8 (14.8,18.8) 3,488 43.2 (36.4,50.0) 531 257.1 (237.1,277.1)

 - Adult 
child 3,459 33.6 (31.3,35.9) 3,459 57.6 (52.4,62.9) 1,170 171.3 (160.4,182.1)

Formal 
helper 3,506 42.2 (39.5,44.9)

 - 
Nursing 
home 
employee

3,520 31.5 (28.9,34.1)

No adult 
child living 
within 10 
miles

Any 
helper 1,222 79.1 (75.6,82.6)

Informal 
helper 1,232 43.2 (40.1,46.3) 1,232 87.3 (76.0,98.5) 504 202.1 (183.8,220.4)
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Average total hours of help

% of those 
received care 
from the given 
helper type

including zero hour as well as 
positive hours including positive hours only

By child 
availability

ADL 
care 
received 
from:

N. of 
obs % 95% CI N Mean 95% CI N Mean 95% CI

 - 
Spouse 1,240 22.9 (20.1,25.6) 1,240 53.1 (44.3,61.8) 264 232.2 (212.4,252.0)

 - Adult 
child 1,245 10.8 (8.6,13.0) 1,245 7.0 (4.8,9.1) 131 64.3 (48.9,79.7)

Formal 
helper 1,238 49.5 (44.7,54.2)

 - 
Nursing 
home 
employee

1,248 41.9 (37.2,46.6)

No adult 
child 
coresident 
but at least 
one within 
10 miles

Any 
helper 2,253 81.5 (79.6,83.4)

Informal 
helper 2,262 47.9 (45.3,50.6) 2,262 103.6 (91.8,115.5) 1,064 216.3 (194.8,237.7)

 - 
Spouse 2,306 19.3 (16.8,21.8) 2,306 48.4 (40.4,56.5) 418 251.2 (227.6,274.8)

 - Adult 
child 2,312 25.7 (23.5,28.0) 2,312 26.1 (22.0,30.3) 582 101.6 (87.5,115.7)

Formal 
helper 2,327 48.9 (46.0,51.9)

 - 
Nursing 
home 
employee

2,336 39.1 (36.3,41.8)

At least 
one adult 
child 
coresident

Any 
helper 1,371 81.7 (78.8,84.6)

Informal 
helper 1,373 70.7 (67.3,74.0) 1,373 210.0 (194.8,225.1) 952 297.0 (279.8,314.2)

 - 
Spouse 1,442 15.0 (12.1,17.9) 1,442 37.8 (29.4,46.2) 198 252.0 (228.6,275.3)

 - Adult 
child 1,408 56.3 (53.0,59.7) 1,408 124.5 (112.6,136.4) 790 221.0 (204.1,237.9)

Formal 
helper 1,455 24.7 (21.7,27.7)

 - 
Nursing 
home 
employee

1,458 10.7 (8.8,12.6)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may 
include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not 
available; accordingly, numbers related to the hours of help from a formal helper were not estimated.
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Appendix Exhibit A16.

Spousal availability by demographic and socioeconomic status among adults with 

dementia (Sample: Adults 55+ with dementia and at least one ADL limitation 

who were community-dwelling at the previous interview; 2,852 persons and 4,259 

person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-
time (%)

Overall 4,259 62.0 23.5 14.5 35.2 2.8

Gender

 Men 1,525 37.5 39.2 23.3 57.4 5.2

 Women 2,734 75.7 14.7 9.6 22.8 1.5

Age

 55–64 328 46.7 40.0 13.3 41.1 12.1

 65–74 765 46.0 37.2 16.9 47.3 6.8

 75–84 1,462 56.7 26.8 16.5 42.3 0.9

 85+ 1,704 78.0 10.0 12.0 21.9 0.1

Race/Ethnicity

 NH White 2,447 60.0 25.5 14.4 37.4 2.5

 NH Black 1,063 71.7 15.8 12.5 25.3 3.0

 NH Others 114 62.1 22.4 15.6 34.0 3.9

 Hispanic 634 58.5 24.2 17.3 37.9 3.6

Education

 <12 2,469 66.2 19.0 14.9 31.9 1.9

 12 978 61.3 26.3 12.4 35.1 3.5

 13–15 472 56.6 27.1 16.3 38.8 4.6

 16+ 338 45.2 39.1 15.7 51.0 3.7

Total wealth

 Bottom 25% 1,321 81.1 8.4 10.5 17.5 1.5

 25–50% 1,045 65.3 19.0 15.7 33.1 1.5

 50–75% 1,022 53.2 30.9 15.9 43.1 3.7

 Top 25% 871 43.5 39.6 16.9 51.6 4.9
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Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A16.

Spousal availability by demographic and socioeconomic status among adults with dementia 

(Sample: Adults 55+ with dementia and at least one ADL limitation who were community-

dwelling at the previous interview; 2,852 persons and 4,259 person-year observations)

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
(%)

No limitation 
(%)

At least one 
limitation (%)

Not working 
full-time (%)

Working full-
time (%)

Overall 4,259 62.0 23.5 14.5 35.2 2.8

Gender

 Men 1,525 37.5 39.2 23.3 57.4 5.2

 Women 2,734 75.7 14.7 9.6 22.8 1.5

Age

 55–64 328 46.7 40.0 13.3 41.1 12.1

 65–74 765 46.0 37.2 16.9 47.3 6.8

 75–84 1,462 56.7 26.8 16.5 42.3 0.9

 85+ 1,704 78.0 10.0 12.0 21.9 0.1

Race/Ethnicity

 NH White 2,447 60.0 25.5 14.4 37.4 2.5

 NH Black 1,063 71.7 15.8 12.5 25.3 3.0

 NH Others 114 62.1 22.4 15.6 34.0 3.9

 Hispanic 634 58.5 24.2 17.3 37.9 3.6

Education

 <12 2,469 66.2 19.0 14.9 31.9 1.9

 12 978 61.3 26.3 12.4 35.1 3.5

 13–15 472 56.6 27.1 16.3 38.8 4.6

 16+ 338 45.2 39.1 15.7 51.0 3.7

Total wealth

 Bottom 25% 1,321 81.1 8.4 10.5 17.5 1.5

 25–50% 1,045 65.3 19.0 15.7 33.1 1.5

 50–75% 1,022 53.2 30.9 15.9 43.1 3.7

 Top 25% 871 43.5 39.6 16.9 51.6 4.9

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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Appendix Exhibit A17.

Adult child availability by demographic and socioeconomic status among adults 

55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL 

limitation who were community-dwelling at the previous interview; 2,852 persons 

and 4,259 person-year observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%) Two(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 4,259 9.4 13.2 24.4 53.0 14.8 75.8 28.2 62.4 20.9 41.7 28.0

Gender

 Men 1,525 10.1 11.6 23.5 54.7 15.7 74.2 34.5 55.4 27.1 42.0 20.7

 Women 2,734 9.0 14.1 24.9 52.0 14.4 76.6 24.6 66.4 17.5 41.5 32.1

Age

 55–64 328 12.3 12.2 23.5 51.9 18.1 69.6 33.4 54.2 22.3 40.6 24.7

 65–74 765 7.9 10.2 25.3 56.6 14.3 77.8 33.5 58.6 27.8 37.4 27.0

 75–84 1,462 8.2 12.0 23.3 56.4 13.4 78.3 33.7 58.0 19.9 43.1 28.8

 85+ 1,704 10.3 15.8 25.3 48.6 15.4 74.3 19.4 70.3 18.4 42.6 28.6

Race/
Ethnicity

 NH 
White 2,447 8.7 13.9 28.3 49.0 15.5 75.8 31.4 59.9 23.6 45.1 22.5

 NH 
Black 1,063 11.4 13.0 15.6 59.9 12.7 75.9 20.2 68.4 15.3 36.4 36.9

 NH 
Others 114 10.2 17.5 22.4 49.9 20.0 69.8 27.1 62.7 21.5 32.0 36.3

 Hispanic 634 9.9 8.9 17.5 63.6 13.1 77.0 23.6 66.5 15.3 34.4 40.4

Education

 <12 2,469 9.8 11.7 18.9 59.6 14.3 75.9 21.9 68.2 18.6 40.6 31.0

 12 978 8.9 17.1 31.9 42.1 13.6 77.5 34.0 57.1 21.6 42.6 26.8

 13–15 472 8.1 14.2 27.1 50.7 18.8 73.1 36.6 55.3 20.2 47.2 24.5

 16+ 338 9.1 10.3 34.7 45.9 16.6 74.3 39.5 51.4 35.0 38.3 17.6

Total 
wealth

 Bottom 
25% 1,321 11.8 14.9 19.8 53.6 14.7 73.5 24.3 63.9 18.8 36.8 32.7

 25–50% 1,045 7.9 11.5 21.1 59.5 13.9 78.2 25.0 67.1 20.1 37.6 34.4

 50–75% 1,022 9.2 11.9 27.3 51.6 14.2 76.5 30.1 60.7 19.1 42.7 29.0
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a non-
full-time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%) Two(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

 Top 
25% 871 8.2 14.3 30.7 46.8 16.6 75.2 34.3 57.6 26.7 51.1 14.0

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A17.

Adult child availability by demographic and socioeconomic status among adults 55+ 

with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation who 

were community-dwelling at the previous interview; 2,852 persons and 4,259 person-year 

observations)

Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%) Two(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Overall 4,259 9.4 13.2 24.4 53.0 14.8 75.8 28.2 62.4 20.9 41.7 28.0

Gender

 Men 1,525 10.1 11.6 23.5 54.7 15.7 74.2 34.5 55.4 27.1 42.0 20.7

Women 2,734 9.0 14.1 24.9 52.0 14.4 76.6 24.6 66.4 17.5 41.5 32.1

Age

 55–64 328 12.3 12.2 23.5 51.9 18.1 69.6 33.4 54.2 22.3 40.6 24.7

 65–74 765 7.9 10.2 25.3 56.6 14.3 77.8 33.5 58.6 27.8 37.4 27.0

 75–84 1,462 8.2 12.0 23.3 56.4 13.4 78.3 33.7 58.0 19.9 43.1 28.8

 85+ 1,704 10.3 15.8 25.3 48.6 15.4 74.3 19.4 70.3 18.4 42.6 28.6

Race/
Ethnicity

 NH 
White 2,447 8.7 13.9 28.3 49.0 15.5 75.8 31.4 59.9 23.6 45.1 22.5

 NH 
Black 1,063 11.4 13.0 15.6 59.9 12.7 75.9 20.2 68.4 15.3 36.4 36.9

 NH 
Others 114 10.2 17.5 22.4 49.9 20.0 69.8 27.1 62.7 21.5 32.0 36.3
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Adult child present

N. of adult children
Have an 
adult 
daughter

Have a 
non-full-
time-
working 
adult child

Proximity to adult children

N. of 
obs

No 
adult 
child 
(%)

One 
(%) Two(%)

Three 
or 
more 
(%)

No 
(%)

Yes 
(%)

No 
(%)

Yes 
(%)

None 
within 
10 
miles 
(%)

At 
least 
one 
within 
10 
miles 
(%)

At least 
one 
coresident 
(%)

Hispanic 634 9.9 8.9 17.5 63.6 13.1 77.0 23.6 66.5 15.3 34.4 40.4

Education

 <12 2,469 9.8 11.7 18.9 59.6 14.3 75.9 21.9 68.2 18.6 40.6 31.0

 12 978 8.9 17.1 31.9 42.1 13.6 77.5 34.0 57.1 21.6 42.6 26.8

 13–15 472 8.1 14.2 27.1 50.7 18.8 73.1 36.6 55.3 20.2 47.2 24.5

 16+ 338 9.1 10.3 34.7 45.9 16.6 74.3 39.5 51.4 35.0 38.3 17.6

Total 
wealth

 Bottom 
25% 1,321 11.8 14.9 19.8 53.6 14.7 73.5 24.3 63.9 18.8 36.8 32.7

 25–
50% 1,045 7.9 11.5 21.1 59.5 13.9 78.2 25.0 67.1 20.1 37.6 34.4

 50–
75% 1,022 9.2 11.9 27.3 51.6 14.2 76.5 30.1 60.7 19.1 42.7 29.0

 Top 
25% 871 8.2 14.3 30.7 46.8 16.6 75.2 34.3 57.6 26.7 51.1 14.0

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Appendix Exhibit A18. 

Adjusted probability of receiving informal care from ADL helper over the 

two years, by spousal and adult child availability -- including all family 
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availability measures (Adults 55+ with dementia and at least one ADL 

limitation who were community-dwelling two years prior to the survey of 

care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and 

Retirement Study. Notes. Each estimate was evaluated at mean values 

of covariates within the analysis sample used for each prediction. See 

Appendix Exhibit A2 above for specific covariates and sample for each 

prediction model.

Appendix Exhibit A18. 
Adjusted probability of receiving informal care from ADL helper over the two years, by 

spousal and adult child availability -- including all family availability measures (Adults 55+ 

with dementia and at least one ADL limitation who were community-dwelling two years 

prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. 

Each estimate was evaluated at mean values of covariates within the analysis sample used 

for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for 

each prediction model.

Choi et al. Page 51

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Appendix Exhibit A19. 

Adjusted hours of receiving informal care from ADL helper over the 

two years, by spousal and adult child availability -- including all family 

availability measures (Adults 55+ with dementia and at least one ADL 

limitation who were community-dwelling two years prior to the survey of 

care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and 

Retirement Study. Notes. Each estimate was evaluated at mean values 

of covariates within the analysis sample used for each prediction. See 

Appendix Exhibit A2 above for specific covariates and sample for each 

prediction model.

Appendix Exhibit A19. 
Adjusted hours of receiving informal care from ADL helper over the two years, by spousal 

and adult child availability -- including all family availability measures (Adults 55+ with 
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dementia and at least one ADL limitation who were community-dwelling two years prior to 

the survey of care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. 

Each estimate was evaluated at mean values of covariates within the analysis sample used 

for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for 

each prediction model.

Appendix Exhibit A20. 

Adjusted probability of receiving formal care from ADL helper over the 

two years, by spousal and adult child availability -- including all family 

availability measures (Adults 55+ with dementia and at least one ADL 

limitation who were community-dwelling two years prior to the survey of 

care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and 

Retirement Study. Notes. Each estimate was evaluated at mean values 

of covariates within the analysis sample used for each prediction. See 
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Appendix Exhibit A3 above for specific covariates and sample for each 

prediction model.

Appendix Exhibit A20. 
Adjusted probability of receiving formal care from ADL helper over the two years, by 

spousal and adult child availability -- including all family availability measures (Adults 55+ 

with dementia and at least one ADL limitation who were community-dwelling two years 

prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. 

Each estimate was evaluated at mean values of covariates within the analysis sample used 

for each prediction. See Appendix Exhibit A3 above for specific covariates and sample for 

each prediction model.

Appendix Exhibit A21. 

Adjusted probability of receiving informal and formal care from ADL helper 

over the two years, by spousal and adult child availability (Sample: Adults 
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55+ with dementia and at least one ADL limitation who were community-

dwelling at the previous interview, dropping the adults with mismatched 

information on the number of children; 2,553 persons and 3,813 person-

year observations)

Source. Author’s analysis of data from the 2002–2014 Health and 

Retirement Study. Notes. Each estimate was evaluated at mean values 

of covariates within the analysis sample used for each prediction. See 

Appendix Exhibit A2 and Appendix Exhibit A3 above for specific covariates 

and sample for each prediction model.

Appendix Exhibit A21. 
Adjusted probability of receiving informal and formal care from ADL helper over the two 

years, by spousal and adult child availability (Sample: Adults 55+ with dementia and at least 

one ADL limitation who were community-dwelling at the previous interview, dropping the 

adults with mismatched information on the number of children; 2,553 persons and 3,813 

person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. 

Each estimate was evaluated at mean values of covariates within the analysis sample used 

for each prediction. See Appendix Exhibit A2 and Appendix Exhibit A3 above for specific 

covariates and sample for each prediction model.

Choi et al. Page 55

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Appendix Exhibit A22. 

Adjusted probability of receiving informal and formal care from ADL helper 

over the two years, by spousal and adult child availability (Sample: Adults 

55+ with dementia and at least one ADL limitation who were community-

dwelling at the previous interview, including the sample from the HRS EXIT 

data; 3,081 persons and 5,368 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and 

Retirement Study. Notes. Each estimate was evaluated at mean values 

of covariates within the analysis sample used for each prediction. See 

Appendix Exhibit A2 and Appendix Exhibit A3 above for specific covariates 

and sample for each prediction model.
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Appendix Exhibit A22. 
Adjusted probability of receiving informal and formal care from ADL helper over the two 

years, by spousal and adult child availability (Sample: Adults 55+ with dementia and at least 

one ADL limitation who were community-dwelling at the previous interview, including the 

sample from the HRS EXIT data; 3,081 persons and 5,368 person-year observations)

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. 

Each estimate was evaluated at mean values of covariates within the analysis sample used 

for each prediction. See Appendix Exhibit A2 and Appendix Exhibit A3 above for specific 

covariates and sample for each prediction model.
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EXHIBIT 4. 
Adjusted probability of receiving informal and formal care from ADL helper over the 

subsequent two years, by spousal and adult child availability
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EXHIBIT 1.

Spousal availability by demographic and socioeconomic status among adults with dementia

Spouse present

Spouse’s ADL/IADL status Spouse’s working status

N. of obs No spouse 
present (%) No limitation (%) At least one 

limitation (%)
Not working full-
time (%)

Working full-time 
(%)

Overall 9,365 62.3 24.2 13.4 34.1 3.6

Gender

 Men 3,507 41.3 38.3 20.4 52.8 6.0

 Women 5,858 75.2 15.6 9.1 22.6 2.1

Age

 55–64 981 49.8 36.3 13.8 35.2 15.0

 65–74 1,844 49.3 36.1 14.6 44.2 6.5

 75–84 3,186 58.0 27.5 14.5 41.0 1.0

 85+ 3,354 78.7 9.8 11.5 21.2 0.1

Race/Ethnicity

 NH White 5,233 60.9 25.3 13.8 36.0 3.1

 NH Black 2,499 70.6 18.5 10.9 25.0 4.4

 NH Others 232 61.2 26.0 12.8 33.2 5.6

 Hispanic 1,392 57.8 26.8 15.4 37.9 4.3

Education

 <12 years 5,348 65.5 21.5 13.1 31.8 2.7

 12 2,328 62.8 24.8 12.4 33.4 3.8

 13–15 995 57.7 27.8 14.5 36.7 5.6

 16+ 680 46.3 36.1 17.6 47.9 5.8

Total wealth

 Bottom 25% 2,880 83.2 8.5 8.3 15.2 1.6

 25–50% 2,284 65.2 21.2 13.6 31.9 2.9

 50–75% 2,254 52.6 30.5 16.9 42.9 4.5

 Top 25% 1,947 43.3 40.8 15.9 50.8 5.9

Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.

Notes. Sample: Adults aged 55+ with dementia; 4,955 persons and 9,365 person-year observations. The estimates of percentages add up to 100% 
if the percentage of no spouse is added to the sum of all percentages under each panel of spouse availability on each row. Due to rounding, not all 
proportions add up to 100% (e.g., among women, 75.2+15.6+9.1=99.9 and 75.2+22.6+2.1=99.9)

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Choi et al. Page 61

E
X

H
IB

IT
 2

.

A
du

lt 
ch

ild
 a

va
ila

bi
lit

y 
by

 d
em

og
ra

ph
ic

 a
nd

 s
oc

io
ec

on
om

ic
 s

ta
tu

s 
am

on
g 

ad
ul

ts
 w

ith
 d

em
en

tia

A
du

lt
 c

hi
ld

 p
re

se
nt

N
. o

f 
ad

ul
t 

ch
ild

re
n

H
av

e 
a 

no
n-

fu
ll-

ti
m

e-
w

or
ki

ng
 a

du
lt

 
ch

ild
P

ro
xi

m
it

y 
to

 a
du

lt
 c

hi
ld

re
n

N
. o

f 
ob

s
N

o 
ad

ul
t 

ch
ild

 (
%

)
O

ne
 o

r 
tw

o 
(%

)
T

hr
ee

 o
r 

m
or

e 
(%

)
N

o 
(%

)
Y

es
 (

%
)

N
on

e 
w

it
hi

n 
10

 
m

ile
s 

(%
)

A
t 

le
as

t 
on

e 
w

it
hi

n 
10

 m
ile

s 
(%

)
A

t 
le

as
t 

on
e 

co
re

si
de

nt
 (

%
)

O
ve

ra
ll

9,
36

5
11

.8
37

.5
50

.7
29

.5
58

.7
22

.6
41

.5
24

.2

G
en

de
r

 
M

en
3,

50
7

13
.6

35
.5

50
.9

34
.4

52
.0

28
.4

38
.8

19
.2

 
W

om
en

5,
85

8
10

.6
38

.7
50

.6
26

.5
62

.8
19

.0
43

.1
27

.2

A
ge

 
55

–6
4

98
1

18
.0

35
.8

46
.2

29
.1

52
.9

21
.3

33
.7

27
.0

 
65

–7
4

1,
84

4
9.

7
36

.0
54

.3
37

.3
53

.0
27

.0
38

.2
25

.2

 
75

–8
4

3,
18

6
9.

4
34

.9
55

.7
34

.6
56

.0
21

.7
44

.7
24

.2

 
85

+
3,

35
4

12
.8

41
.6

45
.6

20
.4

66
.8

21
.6

43
.2

22
.5

R
ac

e/
E

th
ni

ci
ty

 
N

H
 W

hi
te

5,
23

3
11

.2
41

.9
46

.9
32

.8
56

.0
25

.3
45

.2
18

.3

 
N

H
 B

la
ck

2,
49

9
14

.5
30

.4
55

.0
23

.0
62

.4
18

.6
35

.4
31

.4

 
N

H
 O

th
er

s
23

2
11

.4
42

.0
46

.6
29

.3
59

.3
19

.4
34

.9
34

.3

 
H

is
pa

ni
c

1,
39

2
10

.6
25

.8
63

.6
23

.3
66

.1
15

.6
34

.0
39

.8

E
du

ca
tio

n

 
<

12
 y

ea
rs

5,
34

8
11

.2
31

.5
57

.3
23

.8
65

.0
20

.8
40

.5
27

.5

 
12

2,
32

8
12

.1
45

.4
42

.5
35

.1
52

.8
22

.1
44

.8
21

.0

 
13

–1
5

99
5

11
.7

41
.8

46
.5

35
.9

52
.3

25
.1

42
.7

20
.5

 
16

+
68

0
12

.6
46

.6
40

.8
41

.0
46

.3
32

.6
36

.3
18

.4

To
ta

l w
ea

lth

 
B

ot
to

m
 2

5%
2,

88
0

15
.2

35
.1

49
.7

25
.5

59
.3

21
.5

37
.8

25
.6

 
25

–5
0%

2,
28

4
11

.1
33

.3
55

.6
25

.7
63

.2
20

.8
37

.6
30

.6

 
50

–7
5%

2,
25

4
10

.2
37

.1
52

.6
31

.4
58

.3
21

.6
43

.1
25

.0

 
To

p 
25

%
1,

94
7

9.
8

45
.6

44
.6

36
.7

53
.5

27
.0

48
.6

14
.6

So
ur

ce
. A

ut
ho

r’
s 

an
al

ys
is

 o
f 

da
ta

 f
ro

m
 th

e 
20

02
–2

01
4 

H
ea

lth
 a

nd
 R

et
ir

em
en

t S
tu

dy
.

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Choi et al. Page 62
N

ot
es

. S
am

pl
e:

 A
du

lts
 a

ge
d 

55
+

 w
ith

 d
em

en
tia

; 4
,9

55
 p

er
so

ns
 a

nd
 9

,3
65

 p
er

so
n-

ye
ar

 o
bs

er
va

tio
ns

. T
he

 e
st

im
at

es
 o

f 
pe

rc
en

ta
ge

s 
ad

d 
up

 to
 1

00
%

 if
 th

e 
pe

rc
en

ta
ge

 o
f 

no
 a

du
lt 

ch
ild

 is
 a

dd
ed

 to
 th

e 
su

m
 o

f 
al

l 
pe

rc
en

ta
ge

s 
un

de
r 

ea
ch

 p
an

el
 o

f 
ch

ild
 a

va
ila

bi
lit

y 
on

 e
ac

h 
ro

w
. D

ue
 to

 r
ou

nd
in

g,
 n

ot
 a

ll 
pr

op
or

tio
ns

 a
dd

 u
p 

to
 1

00
%

 (
e.

g.
, 1

0.
6+

19
.0

+
43

.1
+

27
.2

=
99

.9
 f

or
 p

ro
xi

m
ity

 a
m

on
g 

w
om

en
).

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Choi et al. Page 63

E
X

H
IB

IT
 3

.

In
fo

rm
al

 a
nd

 f
or

m
al

 A
D

L
 h

el
p 

re
ce

iv
ed

 b
y 

ad
ul

ts
 w

ith
 d

em
en

tia
, u

na
dj

us
te

d

A
ve

ra
ge

 t
ot

al
 h

ou
rs

 o
f 

he
lp

P
er

ce
nt

ag
e 

of
 t

ho
se

 w
ho

 r
ec

ei
ve

d 
ca

re
 f

ro
m

 t
he

 
gi

ve
n 

he
lp

er
 t

yp
e

in
cl

ud
in

g 
ze

ro
 h

ou
r 

as
 w

el
l a

s 
po

si
ti

ve
 h

ou
rs

in
cl

ud
in

g 
po

si
ti

ve
 h

ou
rs

 o
nl

y

N
. o

f 
ob

s
%

95
%

 C
I

N
M

ea
n

95
%

 C
I

N
M

ea
n

95
%

 C
I

A
D

L
 c

ar
e 

re
ce

iv
ed

 f
ro

m
:

In
fo

rm
al

/f
or

m
al

 h
el

pe
r

5,
47

1
80

.5
(7

9.
2,

81
.7

)

 
In

fo
rm

al
 h

el
pe

r
5,

49
6

50
.2

(4
8.

5,
51

.9
)

5,
49

6
12

0.
5

(1
14

.4
,1

26
.6

)
2,

73
2

24
0.

2
(2

30
.9

,2
49

.5
)

 
 

- 
Sp

ou
se

5,
62

7
17

.7
(1

6.
2,

19
.3

)
5,

62
7

43
.3

(3
8.

3,
48

.3
)

93
1

24
4.

5
(2

30
.6

,2
58

.3
)

 
 

- 
A

du
lt 

ch
ild

5,
60

7
26

.6
(2

5.
0,

28
.1

)
5,

60
7

41
.6

(3
8.

1,
45

.1
)

1,
50

3
15

6.
7

(1
46

.6
,1

66
.8

)

 
Fo

rm
al

 h
el

pe
r

5,
65

7
44

.3
(4

2.
3,

46
.4

)

 
 

- 
N

ur
si

ng
 h

om
e 

em
pl

oy
ee

5,
68

3
33

.9
(3

1.
9,

35
.9

)

So
ur

ce
. A

ut
ho

r’
s 

an
al

ys
is

 o
f 

da
ta

 f
ro

m
 th

e 
20

02
–2

01
4 

H
ea

lth
 a

nd
 R

et
ir

em
en

t S
tu

dy
.

N
ot

es
. S

am
pl

e:
 a

du
lts

 5
5+

 w
ith

 d
em

en
tia

 a
nd

 a
t l

ea
st

 o
ne

 A
D

L
 li

m
ita

tio
n;

 3
,3

90
 p

er
so

ns
 a

nd
 5

,6
86

 p
er

so
n-

ye
ar

 o
bs

er
va

tio
ns

. H
ou

rs
 f

ro
m

 a
n 

A
D

L
 h

el
pe

r 
m

ig
ht

 in
cl

ud
e 

ho
ur

s 
sp

en
t w

ith
 a

n 
IA

D
L

 h
el

p 
if

 th
e 

A
D

L
 h

el
pe

r 
pr

ov
id

ed
 I

A
D

L
 h

el
p 

as
 w

el
l. 

H
ou

rs
 o

f 
he

lp
 f

ro
m

 th
e 

nu
rs

in
g 

ho
m

e 
em

pl
oy

ee
 w

er
e 

no
t a

va
ila

bl
e;

 a
cc

or
di

ng
ly

, n
um

be
rs

 r
el

at
ed

 to
 th

e 
ho

ur
s 

of
 h

el
p 

fr
om

 a
 f

or
m

al
 h

el
pe

r 
w

er
e 

no
t e

st
im

at
ed

 a
nd

 
le

ft
 b

la
nk

.

Health Aff (Millwood). Author manuscript; available in PMC 2022 September 01.


	Abstract
	INTRODUCTION
	STUDY DATA AND METHODS
	DATA AND SAMPLE
	MEASURES
	ANALYTIC APPROACH
	Limitations


	RESULTS
	Spouse and Adult Child Availability for Older Adults with Dementia
	Spouse availability:
	Adult Child availability:

	Overview of Informal and Formal Help Received by Adults with Dementia Who Have at Least One ADL limitation
	Implications of Family Availability for Informal and Formal ADL Care Used by Adults with Dementia
	Informal care
	Spouse availability:
	Adult child availability:
	Other family factors:

	Formal care


	DISCUSSION
	Conclusion
	Appendix Method A1.
	Appendix Exhibit A2.Description of prediction models for informal care - Samples, outcomes, main predictors, and covariatesMain predictor: Family availabilityModelOutcome: Informal care from (incident & amount)Control variablesSample restrictionsSpouse availabilitypresence of spouse1Any typeBase controlbBase sample restrictiona (N=4,259)2SpouseBase sample restrictiona + spouse present (N=1,783)disability status of spouse3Any type4Spouseworking status of spouse5Any typeBase controlb + spouse disability (IADL/ADL)6SpouseChild availabilitypresence of adult children7Any typeBase controlb + marital status of respondentBase sample restrictiona (N=4,259)8Adult childrenBase sample restrictiona + adult child present (N=3,795)number of adult children9Any type10Adult childrenpresence of daughter11Any typeBase controlb + marital status of respondent + number of adult biological children12Adult childrenworking status of adult children13Any type14Adult childrendistance to adult child15Any type16Adult childrenaBase sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T (T=2002–2014) and community-dwelling in year T-2.bBase control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the number of ADL limitations in interview year T-2.Appendix Exhibit A2.Description of prediction models for informal care - Samples, outcomes, main predictors, and covariatesMain predictor: Family availabilityModelOutcome: Informal care from (incident & amount)Control variablesSample restrictionsSpouse availabilitypresence of spouse1Any typeBase controlbBase sample restrictiona (N=4,259)2SpouseBase sample restrictiona + spouse present (N=1,783)disability status of spouse3Any type4Spouseworking status of spouse5Any typeBase controlb + spouse disability (IADL/ADL)6SpouseChild availabilitypresence of adult children7Any typeBase controlb + marital status of respondentBase sample restrictiona (N=4,259)8Adult childrenBase sample restrictiona + adult child present (N=3,795)number of adult children9Any type10Adult childrenpresence of daughter11Any typeBase controlb + marital status of respondent + number of adult biological children12Adult childrenworking status of adult children13Any type14Adult childrendistance to adult child15Any type16Adult childrenaBase sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T (T=2002–2014) and community-dwelling in year T-2.bBase control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the number of ADL limitations in interview year T-2.
	Appendix Exhibit A2.
	Appendix Exhibit A2.
	Appendix Exhibit A3.Description of prediction models for formal care - Samples, outcomes, main predictors, and covariatesMain predictor: Family AvailabilityModelOutcome: Formal care fromControl variablesSample restrictionsSpouse availabilitypresence of spouse1Any typeBase controlbBase sample restrictiona (N=4,259)2Nursing home employeedisability status of spouse3Any typeBase sample restrictiona + spouse present (N=1,783)4Nursing home employeeworking status of spouse5Any typeBase controlb + spouse disability (IADL/ADL)6Nursing home employeeChild availabilitypresence of adult children7Any typeBase controlb + marital status of respondentBase sample restrictiona (N=4,259)8Nursing home employeenumber of adult children9Any typeBase sample restrictiona + adult child present (N=3,795)10Nursing home employeepresence of daughter11Any typeBase controlb + marital status of respondent + number of adult biological children12Nursing home employeeworking status of adult children13Any type14Nursing home employeedistance to adult child15Any type16Nursing home employeeaBase sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T (T=2002–2014) and community-dwelling in year T-2.bBase control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the number of ADL limitations in interview year T-2.Appendix Exhibit A3.Description of prediction models for formal care - Samples, outcomes, main predictors, and covariatesMain predictor: Family AvailabilityModelOutcome: Formal care fromControl variablesSample restrictionsSpouse availabilitypresence of spouse1Any typeBase controlbBase sample restrictiona (N=4,259)2Nursing home employeedisability status of spouse3Any typeBase sample restrictiona + spouse present (N=1,783)4Nursing home employeeworking status of spouse5Any typeBase controlb + spouse disability (IADL/ADL)6Nursing home employeeChild availabilitypresence of adult children7Any typeBase controlb + marital status of respondentBase sample restrictiona (N=4,259)8Nursing home employeenumber of adult children9Any typeBase sample restrictiona + adult child present (N=3,795)10Nursing home employeepresence of daughter11Any typeBase controlb + marital status of respondent + number of adult biological children12Nursing home employeeworking status of adult children13Any type14Nursing home employeedistance to adult child15Any type16Nursing home employeeaBase sample restriction is to include adults 55+ with dementia and at least one ADL limitation in interview year T (T=2002–2014) and community-dwelling in year T-2.bBase control includes year, interview mode, proxy status, age, gender, race/ethnicity, education, wealth in quartile, and the number of ADL limitations in interview year T-2.
	Appendix Exhibit A3.
	Appendix Exhibit A3.
	Appendix Exhibit A4.Adult child availability by the status of having a daughter among adults 55+ with dementia (Sample: Adults aged 55+ with dementia; 4,955 persons and 9,365 person-year observations)Adult child presentHave an adult daughterN. of obsNo adult child (%)No (%)Yes (%)Overall9,36511.815.372.9Gender Men3,50713.616.470.0 Women5,85810.614.774.7Age 55–6498118.018.963.1 65–741,8449.714.475.9 75–843,1869.413.876.8 85+3,35412.816.071.2Race/Ethnicity NH White5,23311.216.572.3 NH Black2,49914.513.172.4 NH Others23211.421.167.5 Hispanic1,39210.611.777.7Education <125,34811.214.374.5 122,32812.115.872.0 13–1599511.718.170.2 16+68012.617.370.1Total wealth Bottom 25%2,88015.215.569.3 25–50%2,28411.113.275.7 50–75%2,25410.214.974.9 Top 25%1,9479.817.972.3Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. The estimates of percentages add up to 100% if the percentage of no adult child is added to the sum of percentages under the panel of “Have an adult daughter” (e.g.,10.6+14.7+74.7=100.0 for women)Appendix Exhibit A4.Adult child availability by the status of having a daughter among adults 55+ with dementia (Sample: Adults aged 55+ with dementia; 4,955 persons and 9,365 person-year observations)Adult child presentHave an adult daughterN. of obsNo adult child (%)No (%)Yes (%)Overall9,36511.815.372.9Gender Men3,50713.616.470.0 Women5,85810.614.774.7Age 55–6498118.018.963.1 65–741,8449.714.475.9 75–843,1869.413.876.8 85+3,35412.816.071.2Race/Ethnicity NH White5,23311.216.572.3 NH Black2,49914.513.172.4 NH Others23211.421.167.5 Hispanic1,39210.611.777.7Education <125,34811.214.374.5 122,32812.115.872.0 13–1599511.718.170.2 16+68012.617.370.1Total wealth Bottom 25%2,88015.215.569.3 25–50%2,28411.113.275.7 50–75%2,25410.214.974.9 Top 25%1,9479.817.972.3Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. The estimates of percentages add up to 100% if the percentage of no adult child is added to the sum of percentages under the panel of “Have an adult daughter” (e.g.,10.6+14.7+74.7=100.0 for women)
	Appendix Exhibit A4.
	Appendix Exhibit A4.
	Appendix Exhibit A5.Spousal availability by demographic and socioeconomic status among adults with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 4,155 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall4,15563.823.113.132.73.5GenderMen1,56441.938.319.853.05.2Women2,59177.413.69.020.12.4Age55–6455352.734.712.735.112.265–7468052.334.613.140.57.375–841,42659.326.214.539.51.285+1,49677.610.212.122.20.2Race/EthnicityNH White2,22061.624.613.835.72.7NH Black1,11872.816.910.323.14.1NH Others9558.627.913.535.46.0Hispanic71462.723.613.832.54.9Education<122,15667.619.912.630.02.5121,13767.021.411.730.42.713–1549755.729.914.437.27.116+35346.635.118.347.26.2Total wealthBottom 25%1,30583.87.68.614.81.425–50%1,00767.019.913.129.83.250–75%97854.029.017.041.84.2Top 25%86545.440.014.749.05.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A5.Spousal availability by demographic and socioeconomic status among adults with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 4,155 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)

Overall4,15563.823.113.132.73.5GenderMen1,56441.938.319.853.05.2Women2,59177.413.69.020.12.4Age55–6455352.734.712.735.112.265–7468052.334.613.140.57.375–841,42659.326.214.539.51.285+1,49677.610.212.122.20.2Race/EthnicityNH White2,22061.624.613.835.72.7NH Black1,11872.816.910.323.14.1NH Others9558.627.913.535.46.0Hispanic71462.723.613.832.54.9

Education<122,15667.619.912.630.02.5121,13767.021.411.730.42.713–1549755.729.914.437.27.116+35346.635.118.347.26.2Total wealthBottom 25%1,30583.87.68.614.81.425–50%1,00767.019.913.129.83.250–75%97854.029.017.041.84.2Top 25%86545.440.014.749.05.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
	Appendix Exhibit A5.
	Appendix Exhibit A5.
	Appendix Exhibit A6.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 4,155 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)Overall4,15511.512.425.750.415.173.427.660.922.840.325.5Gender Men1,56413.811.825.748.816.669.633.352.929.337.319.6 Women2,59110.112.925.751.314.275.724.165.918.742.229.1Age 55–6455322.114.022.441.616.961.027.150.820.530.527.0 65–7468010.010.329.150.614.475.636.753.328.435.526.2 75–841,4267.39.724.958.114.178.631.561.223.343.725.7 85+1,49611.515.226.147.115.772.820.168.320.543.724.3Race/Ethnicity NH White2,22010.912.330.746.217.172.132.456.725.844.319.0 NH Black1,11813.214.916.755.212.374.619.867.018.935.632.3 NH Others9513.614.724.846.817.169.220.765.717.429.439.6 Hispanic71411.49.617.761.210.977.719.868.816.432.739.4Education <122,15610.512.319.657.614.674.920.968.721.438.229.9 121,13711.614.629.943.915.173.332.256.220.644.323.5 13–1549712.910.229.747.216.171.134.352.824.842.519.8 16+35312.410.439.537.717.370.440.447.333.336.817.6Total wealth Bottom 25%1,30514.614.120.450.913.971.521.264.221.937.725.8 25–50%1,00711.013.721.254.013.475.622.866.120.835.732.5 50–75%97810.19.527.752.614.975.031.458.522.340.726.9 Top 25%8659.412.135.243.318.971.736.853.826.548.116.0Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A6.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, using 2010–2014 data (Sample: Adults 55+ with dementia; 2,746 persons and 4,155 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)

Overall4,15511.512.425.750.415.173.427.660.922.840.325.5Gender Men1,56413.811.825.748.816.669.633.352.929.337.319.6 Women2,59110.112.925.751.314.275.724.165.918.742.229.1Age 55–6455322.114.022.441.616.961.027.150.820.530.527.0 65–7468010.010.329.150.614.475.636.753.328.435.526.2 75–841,4267.39.724.958.114.178.631.561.223.343.725.7 85+1,49611.515.226.147.115.772.820.168.320.543.724.3Race/Ethnicity NH White2,22010.912.330.746.217.172.132.456.725.844.319.0 NH Black1,11813.214.916.755.212.374.619.867.018.935.632.3 NH Others9513.614.724.846.817.169.220.765.717.429.439.6 Hispanic71411.49.617.761.210.977.719.868.816.432.739.4

Education <122,15610.512.319.657.614.674.920.968.721.438.229.9 121,13711.614.629.943.915.173.332.256.220.644.323.5 13–1549712.910.229.747.216.171.134.352.824.842.519.8 16+35312.410.439.537.717.370.440.447.333.336.817.6Total wealth Bottom 25%1,30514.614.120.450.913.971.521.264.221.937.725.8 25–50%1,00711.013.721.254.013.475.622.866.120.835.732.5 50–75%97810.19.527.752.614.975.031.458.522.340.726.9 Top 25%8659.412.135.243.318.971.736.853.826.548.116.0Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
	Appendix Exhibit A6.
	Appendix Exhibit A6.
	Appendix Exhibit A7.Spousal availability by demographic and socioeconomic status among adults with dementia, without imputation for family availability measures (Sample: Adults 55+ with dementia; 4,955 persons and 9,365 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall9,35962.323.312.933.73.5Gender Men3,50641.237.720.152.65.8 Women5,85375.214.48.422.22.1Age 55–6498149.834.913.934.814.6 65–741,84349.335.213.843.86.4 75–843,18258.026.413.940.61.0 85+3,35378.79.210.920.90.1Race/Ethnicity NH White5,23360.924.413.335.73.1 NH Black2,49870.617.810.224.44.2 NH Others23161.023.911.732.84.7 Hispanic1,38857.725.514.937.54.2Education <125,34365.520.612.631.42.6 122,32862.823.711.733.03.8 13–1599557.726.813.736.45.6 16+67946.235.217.347.45.9Total wealth Bottom 25%2,87683.28.07.814.81.6 25–50%2,28465.220.113.431.72.7 50–75%2,25352.629.716.242.64.4 Top 25%1,94643.339.615.250.35.9Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A7.Spousal availability by demographic and socioeconomic status among adults with dementia, without imputation for family availability measures (Sample: Adults 55+ with dementia; 4,955 persons and 9,365 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)

Overall9,35962.323.312.933.73.5Gender Men3,50641.237.720.152.65.8 Women5,85375.214.48.422.22.1Age 55–6498149.834.913.934.814.6 65–741,84349.335.213.843.86.4 75–843,18258.026.413.940.61.0 85+3,35378.79.210.920.90.1Race/Ethnicity NH White5,23360.924.413.335.73.1 NH Black2,49870.617.810.224.44.2 NH Others23161.023.911.732.84.7 Hispanic1,38857.725.514.937.54.2

Education <125,34365.520.612.631.42.6 122,32862.823.711.733.03.8 13–1599557.726.813.736.45.6 16+67946.235.217.347.45.9Total wealth Bottom 25%2,87683.28.07.814.81.6 25–50%2,28465.220.113.431.72.7 50–75%2,25352.629.716.242.64.4 Top 25%1,94643.339.615.250.35.9Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A8.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, without imputation for family availability measures (Sample: Adults 55+ with dementia; 4,955 persons and 9,365 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within miles (%)At least 10 one within 10 miles (%)At least one coresident (%)Overall9,30711.613.624.050.815.273.229.258.822.441.724.2Gender Men3,47613.312.223.650.916.170.534.152.228.539.019.0 Women5,83110.614.424.350.614.674.826.362.918.643.327.3Age 55–6495917.713.722.446.218.663.728.653.221.234.126.9 65–741,8329.510.425.754.414.376.336.553.726.638.525.3 75–843,1809.412.422.555.713.677.034.555.921.644.724.2 85+3,33612.716.425.345.615.971.420.166.821.443.322.3Race/Ethnicity NH White5,21211.013.928.147.016.472.632.556.325.245.418.2 NH Black2,47614.614.515.955.012.473.022.362.318.335.331.5 NH Others22811.617.125.046.221.267.129.358.820.035.033.4 Hispanic1,38210.59.716.263.611.678.022.866.515.134.140.2Education <125,31611.113.118.557.314.274.723.365.220.540.727.5 122,31612.115.430.142.415.572.434.752.922.044.920.8 13–1598711.613.328.546.617.870.636.152.225.042.820.4 16+67511.711.635.641.117.371.041.446.732.736.718.7Total wealth Bottom 25%2,85515.115.419.849.815.369.725.359.121.138.025.5 25–50%2,26610.812.820.755.713.276.025.063.920.937.830.4 50–75%2,24410.211.625.752.614.675.231.158.521.243.225.3 Top 25%1,9429.814.331.344.717.772.536.553.526.848.714.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A8.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, without imputation for family availability measures (Sample: Adults 55+ with dementia; 4,955 persons and 9,365 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within miles (%)At least 10 one within 10 miles (%)At least one coresident (%)

Overall9,30711.613.624.050.815.273.229.258.822.441.724.2Gender Men3,47613.312.223.650.916.170.534.152.228.539.019.0 Women5,83110.614.424.350.614.674.826.362.918.643.327.3Age 55–6495917.713.722.446.218.663.728.653.221.234.126.9 65–741,8329.510.425.754.414.376.336.553.726.638.525.3 75–843,1809.412.422.555.713.677.034.555.921.644.724.2 85+3,33612.716.425.345.615.971.420.166.821.443.322.3Race/Ethnicity NH White5,21211.013.928.147.016.472.632.556.325.245.418.2 NH Black2,47614.614.515.955.012.473.022.362.318.335.331.5 NH Others22811.617.125.046.221.267.129.358.820.035.033.4 Hispanic1,38210.59.716.263.611.678.022.866.515.134.140.2

Education <125,31611.113.118.557.314.274.723.365.220.540.727.5 122,31612.115.430.142.415.572.434.752.922.044.920.8 13–1598711.613.328.546.617.870.636.152.225.042.820.4 16+67511.711.635.641.117.371.041.446.732.736.718.7Total wealth Bottom 25%2,85515.115.419.849.815.369.725.359.121.138.025.5 25–50%2,26610.812.820.755.713.276.025.063.920.937.830.4 50–75%2,24410.211.625.752.614.675.231.158.521.243.225.3 Top 25%1,9429.814.331.344.717.772.536.553.526.848.714.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A9.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia, dropping the adults with mismatched information on the number of children; 4,397 persons and 8,269 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall8,26960.125.814.136.03.9Gender Men3,08237.341.221.556.26.5 Women5,18773.816.69.623.92.3Age 55–6483743.141.315.739.717.2 65–741,64147.338.014.745.77.0 75–842,88356.728.514.842.31.0 85+2,90877.210.412.422.70.2Race/Ethnicity NH White4,69258.427.114.538.23.4 NH Black2,12369.019.811.226.44.6 NH Others20358.627.414.035.36.1 Hispanic1,24256.727.415.938.74.6Education <124,66963.922.613.533.32.8 122,07560.126.913.035.64.3 13–1589455.729.215.138.16.2 16+62643.337.719.050.36.4Total wealth Bottom 25%2,45581.79.48.916.51.8 25–50%2,02363.322.514.233.73.0 50–75%2,02950.631.917.644.74.7 Top 25%1,76241.342.416.352.26.4Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A9.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia, dropping the adults with mismatched information on the number of children; 4,397 persons and 8,269 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)

Overall8,26960.125.814.136.03.9Gender Men3,08237.341.221.556.26.5 Women5,18773.816.69.623.92.3Age 55–6483743.141.315.739.717.2 65–741,64147.338.014.745.77.0 75–842,88356.728.514.842.31.0 85+2,90877.210.412.422.70.2Race/Ethnicity NH White4,69258.427.114.538.23.4 NH Black2,12369.019.811.226.44.6 NH Others20358.627.414.035.36.1 Hispanic1,24256.727.415.938.74.6

Education <124,66963.922.613.533.32.8 122,07560.126.913.035.64.3 13–1589455.729.215.138.16.2 16+62643.337.719.050.36.4Total wealth Bottom 25%2,45581.79.48.916.51.8 25–50%2,02363.322.514.233.73.0 50–75%2,02950.631.917.644.74.7 Top 25%1,76241.342.416.352.26.4Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A10.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, (Sample: Adults 55+ with dementia, dropping the adults with mismatched information on the number of children; 4,397 persons and 8,269 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)Overall8,2693.314.826.555.416.879.932.464.424.645.926.2Gender Men3,0824.913.026.355.818.077.137.857.331.143.120.8 Women5,1872.315.926.655.216.181.729.168.620.747.529.4Age 55–648374.715.925.853.621.973.433.461.824.839.031.4 65–741,6412.910.727.558.915.182.039.457.728.641.726.8 75–842,8832.813.224.559.514.882.537.459.923.148.525.7 85 +2,9083.518.328.350.017.978.622.973.723.948.124.5Race/Ethnicity NH White4,6922.915.031.051.118.179.035.861.327.449.719.9 NH Black2,1235.116.117.861.113.881.125.669.321.039.834.1 NH Others2031.120.128.150.624.374.633.665.221.837.739.4 Hispanic1,2423.110.716.569.712.984.024.772.116.737.542.7Education <124,6692.714.220.362.815.481.825.971.322.544.929.9 122,0753.316.933.446.517.779.038.558.224.549.722.5 13–158944.014.731.350.119.776.339.156.926.946.422.7 16+6265.512.437.544.518.775.844.550.035.539.319.6Total wealth Bottom 25%2,4554.217.222.656.017.478.529.066.924.342.828.7 25–50%2,0233.013.922.660.514.282.827.969.122.441.333.2 50–75%2,0293.012.627.856.716.480.733.963.123.247.226.6 Top 25%1,7622.815.233.948.219.377.939.457.928.952.815.5Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A10.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia, (Sample: Adults 55+ with dementia, dropping the adults with mismatched information on the number of children; 4,397 persons and 8,269 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)

Overall8,2693.314.826.555.416.879.932.464.424.645.926.2Gender Men3,0824.913.026.355.818.077.137.857.331.143.120.8 Women5,1872.315.926.655.216.181.729.168.620.747.529.4Age 55–648374.715.925.853.621.973.433.461.824.839.031.4 65–741,6412.910.727.558.915.182.039.457.728.641.726.8 75–842,8832.813.224.559.514.882.537.459.923.148.525.7 85 +2,9083.518.328.350.017.978.622.973.723.948.124.5Race/Ethnicity NH White4,6922.915.031.051.118.179.035.861.327.449.719.9 NH Black2,1235.116.117.861.113.881.125.669.321.039.834.1 NH Others2031.120.128.150.624.374.633.665.221.837.739.4 Hispanic1,2423.110.716.569.712.984.024.772.116.737.542.7

Education <124,6692.714.220.362.815.481.825.971.322.544.929.9 122,0753.316.933.446.517.779.038.558.224.549.722.5 13–158944.014.731.350.119.776.339.156.926.946.422.7 16+6265.512.437.544.518.775.844.550.035.539.319.6Total wealth Bottom 25%2,4554.217.222.656.017.478.529.066.924.342.828.7 25–50%2,0233.013.922.660.514.282.827.969.122.441.333.2 50–75%2,0293.012.627.856.716.480.733.963.123.247.226.6 Top 25%1,7622.815.233.948.219.377.939.457.928.952.815.5Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A11.Informal and formal ADL help received by adults with dementia, unadjusted (Sample: adults 55+ with dementia and at least one ADL limitation, dropping the adults with mismatched information on the number of children in 2002–2014; 3,005 persons and 5,014 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyN. of obs%95% CINMean95% CINMean95% CIADL care received from:Any helper4,81880.8(79.6, 82.1)Informal helper4,83952.0(50.2, 53.7)4,839124.5(117.6, 131.5)2,467239.7(229.5, 249.8) - Spouse4,96018.9(17.3, 20.6)4,96046.3(40.9, 51.6)869244.5(230.3, 258.7) - Adult child4,93929.0(27.3, 30.7)4,93944.9(41.2, 48.6)1,432155.0(145.2, 164.9)Formal helper4,99043.3(41.0, 45.6) - Nursing home employee5,01232.8(30.6, 35.0)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employees were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.Appendix Exhibit A11.Informal and formal ADL help received by adults with dementia, unadjusted (Sample: adults 55+ with dementia and at least one ADL limitation, dropping the adults with mismatched information on the number of children in 2002–2014; 3,005 persons and 5,014 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyN. of obs%95% CINMean95% CINMean95% CIADL care received from:Any helper4,81880.8(79.6, 82.1)Informal helper4,83952.0(50.2, 53.7)4,839124.5(117.6, 131.5)2,467239.7(229.5, 249.8) - Spouse4,96018.9(17.3, 20.6)4,96046.3(40.9, 51.6)869244.5(230.3, 258.7) - Adult child4,93929.0(27.3, 30.7)4,93944.9(41.2, 48.6)1,432155.0(145.2, 164.9)Formal helper4,99043.3(41.0, 45.6) - Nursing home employee5,01232.8(30.6, 35.0)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employees were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.
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	Appendix Exhibit A12.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall5,68666.220.413.431.42.5Gender Men1,88942.435.422.252.74.9 Women3,79778.212.89.020.51.3Age 55–6440348.238.013.840.211.7 65–7495450.034.016.043.86.2 75–841,83460.823.715.538.30.9 85+2,49581.28.110.718.70.1Race/Ethnicity NH White3,44765.820.913.232.02.1 NH Black1,32473.114.812.123.83.1 NH Others14861.023.915.136.13.0 Hispanic76559.624.316.136.93.6Education <123,13269.517.113.428.71.8 121,42066.421.711.930.72.9 13–1566362.822.614.633.24.0 16+46851.132.616.345.83.1Total wealth Bottom 25%1,97085.46.48.213.51.1 25–50%1,36268.517.414.130.01.5 50–75%1,25254.528.816.742.03.5 Top 25%1,10247.035.917.148.54.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A12.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)

Overall5,68666.220.413.431.42.5Gender Men1,88942.435.422.252.74.9 Women3,79778.212.89.020.51.3Age 55–6440348.238.013.840.211.7 65–7495450.034.016.043.86.2 75–841,83460.823.715.538.30.9 85+2,49581.28.110.718.70.1Race/Ethnicity NH White3,44765.820.913.232.02.1 NH Black1,32473.114.812.123.83.1 NH Others14861.023.915.136.13.0 Hispanic76559.624.316.136.93.6

Education <123,13269.517.113.428.71.8 121,42066.421.711.930.72.9 13–1566362.822.614.633.24.0 16+46851.132.616.345.83.1Total wealth Bottom 25%1,97085.46.48.213.51.1 25–50%1,36268.517.414.130.01.5 50–75%1,25254.528.816.742.03.5 Top 25%1,10247.035.917.148.54.6Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A13.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within miles (%)At least 10 one within 10 miles (%)At least one coresident (%)Overall5,68611.013.824.850.515.373.628.061.022.443.023.6Gender Men1,88911.811.923.552.716.471.734.253.928.141.218.8 Women3,79710.614.725.449.314.874.624.864.619.444.026.0Age 55–6440313.712.523.850.018.567.730.955.421.241.923.2 65–749549.511.125.853.514.775.835.654.928.437.424.6 75–841,8348.812.522.955.713.877.534.257.021.444.924.9 85+2,49512.716.126.045.116.171.219.368.020.944.122.3Race/Ethnicity NH White3,44710.114.828.246.916.073.930.959.025.246.318.4 NH Black1,32414.312.816.556.313.971.819.666.117.036.532.2 NH Others14811.015.723.050.321.167.926.962.117.636.534.9 Hispanic76511.48.817.662.212.276.423.864.815.335.437.9Education <123,13211.112.619.157.214.574.421.967.021.041.326.6 121,42011.116.230.941.814.574.433.655.322.345.321.3 13–1566311.315.026.846.919.269.534.554.220.348.020.4 16+4689.411.836.542.317.573.137.852.733.239.617.8Total wealth Bottom 25%1,97014.315.820.849.215.870.025.859.922.339.324.2 25–50%1,3629.312.221.956.713.177.625.165.721.340.329.1 50–75%1,2529.811.527.451.314.575.729.061.220.043.326.9 Top 25%1,1029.214.931.244.718.172.733.557.326.251.513.1Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A13.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two (%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within miles (%)At least 10 one within 10 miles (%)At least one coresident (%)

Overall5,68611.013.824.850.515.373.628.061.022.443.023.6Gender Men1,88911.811.923.552.716.471.734.253.928.141.218.8 Women3,79710.614.725.449.314.874.624.864.619.444.026.0Age 55–6440313.712.523.850.018.567.730.955.421.241.923.2 65–749549.511.125.853.514.775.835.654.928.437.424.6 75–841,8348.812.522.955.713.877.534.257.021.444.924.9 85+2,49512.716.126.045.116.171.219.368.020.944.122.3Race/Ethnicity NH White3,44710.114.828.246.916.073.930.959.025.246.318.4 NH Black1,32414.312.816.556.313.971.819.666.117.036.532.2 NH Others14811.015.723.050.321.167.926.962.117.636.534.9 Hispanic76511.48.817.662.212.276.423.864.815.335.437.9

Education <123,13211.112.619.157.214.574.421.967.021.041.326.6 121,42011.116.230.941.814.574.433.655.322.345.321.3 13–1566311.315.026.846.919.269.534.554.220.348.020.4 16+4689.411.836.542.317.573.137.852.733.239.617.8Total wealth Bottom 25%1,97014.315.820.849.215.870.025.859.922.339.324.2 25–50%1,3629.312.221.956.713.177.625.165.721.340.329.1 50–75%1,2529.811.527.451.314.575.729.061.220.043.326.9 Top 25%1,1029.214.931.244.718.172.733.557.326.251.513.1Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A14.Unadjusted informal and formal ADL help received by adults with dementia, stratified by spouse availability (Sample: adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyBy spouse availabilityADL care received from:N. of obs%95% CINMean95% CINMean95% CINo spouseAny helper3,67179.7(78.0,81.4)Informal helper3,69243.4(41.3,45.4)3,69295.3(88.4,102.3)1,616219.8(207.6,231.9) - Spouse3,800 - Adult child3,73830.5(28.6,32.4)3,73851.9(46.4,57.4)1,155170.1(157.4,182.9)Formal helper3,77751.1(48.5,53.8) - Nursing home employee3,79940.5(38.1,42.8)With spouseAny helper1,80082.0(79.7,84.3)Informal helper1,80463.7(61.2,66.2)1,804170.5(157.7,183.3)1,116267.7(251.8,283.6) - Spouse1,82753.4(50.4,56.4)1,827130.5(118.0,143.0)931244.5(230.6,258.3) - Adult child1,86918.9(16.5,21.3)1,86921.6(17.3,26.0)348114.5(95.6,133.4)Formal helper1,88031.1(28.4,33.8) - Nursing home employee1,88421.0(18.4,23.6)No limitationAny helper1,06582.4(79.4,85.5)Informal helper1,06867.2(63.6,70.9)1,068185.5(166.9,204.1)700276.0(254.9,297.1) - Spouse1,07762.4(58.8,66.0)1,077156.4(139.5,173.2)652250.7(233.8,267.5) - Adult child1,10616.9(13.6,20.3)1,10616.3(10.7,21.9)18296.3(66.9,125.7)Formal helper1,10827.3(24.0,30.6) - Nursing home employee1,11119.1(15.6,22.7)At least one limitationAny helper73581.3(77.3,85.3)Informal helper73658.3(54.7,61.9)736147.5(128.3,166.7)416253.0(226.3,279.7) - Spouse75039.7(35.2,44.3)75091.3(74.5,108.1)279229.8(207.5,252.0) - Adult child76322.0(19.1,24.9)76329.9(21.9,37.9)166136.0(115.2,156.9)Formal helper77236.9(31.8,42.0) - Nursing home employee77323.9(18.9,28.8)Not working full-timeAny helper1,68783.2(80.7,85.8)Informal helper1,69164.0(61.3,66.6)1,691172.1(158.7,185.4)1,054269.0(252.0,286.0) - Spouse1,71253.4(50.3,56.4)1,712131.4(118.6,144.2)873246.3(231.9,260.6) - Adult child1,74818.7(16.5,21.0)1,74821.7(17.1,26.2)326115.7(94.5,137.0)Formal helper1,75832.3(29.6,34.9) - Nursing home employee1,76221.9(19.2,24.5)Working full-timeAny helper11365.5(56.5,74.5)Informal helper11360.2(50.4,70.0)113149.7(96.1,203.4)62248.8(229.3,268.3) - Spouse11553.5(41.3,65.8)115118.4(69.0,167.9)58221.3(202.5,240.1) - Adult child12121.3(9.3,33.2)12121.5(8.7,34.3)22101.1(58.6,143.7)Formal helper12216.6(8.9,24.4) - Nursing home employee12210.0(4.0,16.1)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.Appendix Exhibit A14.Unadjusted informal and formal ADL help received by adults with dementia, stratified by spouse availability (Sample: adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyBy spouse availabilityADL care received from:N. of obs%95% CINMean95% CINMean95% CINo spouseAny helper3,67179.7(78.0,81.4)Informal helper3,69243.4(41.3,45.4)3,69295.3(88.4,102.3)1,616219.8(207.6,231.9) - Spouse3,800 - Adult child3,73830.5(28.6,32.4)3,73851.9(46.4,57.4)1,155170.1(157.4,182.9)Formal helper3,77751.1(48.5,53.8) - Nursing home employee3,79940.5(38.1,42.8)With spouseAny helper1,80082.0(79.7,84.3)Informal helper1,80463.7(61.2,66.2)1,804170.5(157.7,183.3)1,116267.7(251.8,283.6) - Spouse1,82753.4(50.4,56.4)1,827130.5(118.0,143.0)931244.5(230.6,258.3) - Adult child1,86918.9(16.5,21.3)1,86921.6(17.3,26.0)348114.5(95.6,133.4)Formal helper1,88031.1(28.4,33.8) - Nursing home employee1,88421.0(18.4,23.6)No limitationAny helper1,06582.4(79.4,85.5)Informal helper1,06867.2(63.6,70.9)1,068185.5(166.9,204.1)700276.0(254.9,297.1) - Spouse1,07762.4(58.8,66.0)1,077156.4(139.5,173.2)652250.7(233.8,267.5) - Adult child1,10616.9(13.6,20.3)1,10616.3(10.7,21.9)18296.3(66.9,125.7)Formal helper1,10827.3(24.0,30.6) - Nursing home employee1,11119.1(15.6,22.7)At least one limitationAny helper73581.3(77.3,85.3)Informal helper73658.3(54.7,61.9)736147.5(128.3,166.7)416253.0(226.3,279.7) - Spouse75039.7(35.2,44.3)75091.3(74.5,108.1)279229.8(207.5,252.0) - Adult child76322.0(19.1,24.9)76329.9(21.9,37.9)166136.0(115.2,156.9)Formal helper77236.9(31.8,42.0) - Nursing home employee77323.9(18.9,28.8)Not working full-timeAny helper1,68783.2(80.7,85.8)Informal helper1,69164.0(61.3,66.6)1,691172.1(158.7,185.4)1,054269.0(252.0,286.0) - Spouse1,71253.4(50.3,56.4)1,712131.4(118.6,144.2)873246.3(231.9,260.6) - Adult child1,74818.7(16.5,21.0)1,74821.7(17.1,26.2)326115.7(94.5,137.0)Formal helper1,75832.3(29.6,34.9) - Nursing home employee1,76221.9(19.2,24.5)Working full-timeAny helper11365.5(56.5,74.5)Informal helper11360.2(50.4,70.0)113149.7(96.1,203.4)62248.8(229.3,268.3) - Spouse11553.5(41.3,65.8)115118.4(69.0,167.9)58221.3(202.5,240.1) - Adult child12121.3(9.3,33.2)12121.5(8.7,34.3)22101.1(58.6,143.7)Formal helper12216.6(8.9,24.4) - Nursing home employee12210.0(4.0,16.1)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.
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	Appendix Exhibit A15.Unadjusted informal and formal ADL help received by adults with dementia, stratified by adult child availability (Sample: adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyBy child availabilityADL care received from:N. of obs%95% CINMean95% CINMean95% CINo adult bio childAny helper62576.6(72.4,80.9)Informal helper62931.0(25.5,36.4)62969.2(51.4,87.0)212223.4(204.6,242.2) - Spouse6397.1(4.1,10.0)63915.5(6.6,24.5)51220.0(193.0,247.0) - Adult child642Formal helper63758.3(53.6,63.0) - Nursing home employee64147.2(41.1,53.3)Have at least one adult bio childAny helper4,84681.0(79.6,82.3)Informal helper4,86752.6(50.9,54.3)4,867127.0(120.3,133.7)2,520241.4(231.3,251.5) - Spouse4,98819.0(17.4,20.7)4,98846.8(41.4,52.1)880245.6(231.5,259.7) - Adult child4,96529.9(28.2,31.6)4,96546.8(42.9,50.7)1,503156.7(146.6,166.8)Formal helper5,02042.6(40.4,44.9) - Nursing home employee5,04232.2(30.1,34.3)1 adult bio childAny helper76480.2(75.2,85.2)Informal helper76946.8(42.4,51.2)769106.1(87.8,124.4)343226.8(198.5,255.0) - Spouse78414.1(10.6,17.6)78432.5(23.6,41.4)95230.2(190.4,270.1) - Adult child78421.0(17.1,24.9)78429.0(21.1,36.9)164138.1(113.6,162.6)Formal helper78546.3(40.7,51.9) - Nursing home employee78938.1(33.7,42.4)2 adult bio childrenAny helper1,29281.0(78.4,83.6)Informal helper1,29650.9(47.7,54.1)1,296114.3(100.8,127.8)635224.7(205.1,244.3) - Spouse1,32719.7(16.7,22.7)1,32750.0(39.4,60.6)232253.6(221.3,285.9) - Adult child1,32926.8(23.6,30.0)1,32935.4(29.6,41.2)357131.9(118.3,145.6)Formal helper1,33943.6(40.5,46.8) - Nursing home employee1,34435.7(32.5,39.0)3+ adult bio childrenAny helper2,79081.1(79.4,82.9)Informal helper2,80255.1(52.7,57.4)2,802139.0(128.6,149.4)1,542252.4(237.6,267.2) - Spouse2,87720.1(18.0,22.2)2,87749.1(42.2,56.0)553244.7(225.3,264.2) - Adult child2,85233.9(31.5,36.2)2,85257.4(51.6,63.3)982169.5(156.1,182.9)Formal helper2,89641.1(38.1,44.2) - Nursing home employee2,90928.9(26.1,31.8)No adult bio daughterAny helper85381.1(78.3,83.9)Informal helper85548.7(44.0,53.4)855109.3(93.0,125.6)382224.5(201.4,247.7) - Spouse87619.6(14.6,24.6)87643.4(30.6,56.3)147222.1(206.1,238.1) - Adult child87717.8(13.7,21.8)87724.1(14.2,34.0)148135.9(100.0,171.7)Formal helper88343.8(39.7,47.8) - Nursing home employee88534.5(30.3,38.6)Have at least one adult bio daughterAny helper3,99380.9(79.3,82.6)Informal helper4,01253.4(51.3,55.5)4,012130.6(121.9,139.4)2,138244.6(232.2,257.0) - Spouse4,11218.9(17.2,20.7)4,11247.5(41.6,53.4)733250.7(234.0,267.3) - Adult child4,08832.4(30.6,34.3)4,08851.6(46.9,56.3)1,355159.1(148.4,169.7)Formal helper4,13742.4(39.7,45.1) - Nursing home employee4,15731.8(29.3,34.3)No non-full-time-working adult childAny helper1,46479.3(76.2,82.4)Informal helper1,47250.1(47.1,53.1)1,472110.3(99.0,121.7)729220.2(203.7,236.6) - Spouse1,50024.0(21.0,26.9)1,50054.6(47.5,61.7)349228.0(207.1,248.8) - Adult child1,50621.8(18.8,24.8)1,50623.5(19.0,28.0)333107.9(91.5,124.3)Formal helper1,51443.6(40.1,47.1) - Nursing home employee1,52233.9(31.0,36.7)Have at least one non-full-time-working adult childAny helper3,38281.7(79.8,83.7)Informal helper3,39553.7(51.2,56.3)3,395134.6(125.5,143.7)1,791250.5(237.1,263.9) - Spouse3,48816.8(14.8,18.8)3,48843.2(36.4,50.0)531257.1(237.1,277.1) - Adult child3,45933.6(31.3,35.9)3,45957.6(52.4,62.9)1,170171.3(160.4,182.1)Formal helper3,50642.2(39.5,44.9) - Nursing home employee3,52031.5(28.9,34.1)No adult child living within 10 milesAny helper1,22279.1(75.6,82.6)Informal helper1,23243.2(40.1,46.3)1,23287.3(76.0,98.5)504202.1(183.8,220.4) - Spouse1,24022.9(20.1,25.6)1,24053.1(44.3,61.8)264232.2(212.4,252.0) - Adult child1,24510.8(8.6,13.0)1,2457.0(4.8,9.1)13164.3(48.9,79.7)Formal helper1,23849.5(44.7,54.2) - Nursing home employee1,24841.9(37.2,46.6)No adult child coresident but at least one within 10 milesAny helper2,25381.5(79.6,83.4)Informal helper2,26247.9(45.3,50.6)2,262103.6(91.8,115.5)1,064216.3(194.8,237.7) - Spouse2,30619.3(16.8,21.8)2,30648.4(40.4,56.5)418251.2(227.6,274.8) - Adult child2,31225.7(23.5,28.0)2,31226.1(22.0,30.3)582101.6(87.5,115.7)Formal helper2,32748.9(46.0,51.9) - Nursing home employee2,33639.1(36.3,41.8)At least one adult child coresidentAny helper1,37181.7(78.8,84.6)Informal helper1,37370.7(67.3,74.0)1,373210.0(194.8,225.1)952297.0(279.8,314.2) - Spouse1,44215.0(12.1,17.9)1,44237.8(29.4,46.2)198252.0(228.6,275.3) - Adult child1,40856.3(53.0,59.7)1,408124.5(112.6,136.4)790221.0(204.1,237.9)Formal helper1,45524.7(21.7,27.7) - Nursing home employee1,45810.7(8.8,12.6)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.Appendix Exhibit A15.Unadjusted informal and formal ADL help received by adults with dementia, stratified by adult child availability (Sample: adults 55+ with dementia and at least one ADL limitation; 3,390 persons and 5,686 person-year observations)Average total hours of help% of those received care from the given helper typeincluding zero hour as well as positive hoursincluding positive hours onlyBy child availabilityADL care received from:N. of obs%95% CINMean95% CINMean95% CI

No adult bio childAny helper62576.6(72.4,80.9)Informal helper62931.0(25.5,36.4)62969.2(51.4,87.0)212223.4(204.6,242.2) - Spouse6397.1(4.1,10.0)63915.5(6.6,24.5)51220.0(193.0,247.0) - Adult child642Formal helper63758.3(53.6,63.0) - Nursing home employee64147.2(41.1,53.3)

Have at least one adult bio childAny helper4,84681.0(79.6,82.3)Informal helper4,86752.6(50.9,54.3)4,867127.0(120.3,133.7)2,520241.4(231.3,251.5) - Spouse4,98819.0(17.4,20.7)4,98846.8(41.4,52.1)880245.6(231.5,259.7) - Adult child4,96529.9(28.2,31.6)4,96546.8(42.9,50.7)1,503156.7(146.6,166.8)Formal helper5,02042.6(40.4,44.9) - Nursing home employee5,04232.2(30.1,34.3)

1 adult bio childAny helper76480.2(75.2,85.2)Informal helper76946.8(42.4,51.2)769106.1(87.8,124.4)343226.8(198.5,255.0) - Spouse78414.1(10.6,17.6)78432.5(23.6,41.4)95230.2(190.4,270.1) - Adult child78421.0(17.1,24.9)78429.0(21.1,36.9)164138.1(113.6,162.6)Formal helper78546.3(40.7,51.9) - Nursing home employee78938.1(33.7,42.4)

2 adult bio childrenAny helper1,29281.0(78.4,83.6)Informal helper1,29650.9(47.7,54.1)1,296114.3(100.8,127.8)635224.7(205.1,244.3) - Spouse1,32719.7(16.7,22.7)1,32750.0(39.4,60.6)232253.6(221.3,285.9) - Adult child1,32926.8(23.6,30.0)1,32935.4(29.6,41.2)357131.9(118.3,145.6)Formal helper1,33943.6(40.5,46.8) - Nursing home employee1,34435.7(32.5,39.0)

3+ adult bio childrenAny helper2,79081.1(79.4,82.9)Informal helper2,80255.1(52.7,57.4)2,802139.0(128.6,149.4)1,542252.4(237.6,267.2) - Spouse2,87720.1(18.0,22.2)2,87749.1(42.2,56.0)553244.7(225.3,264.2) - Adult child2,85233.9(31.5,36.2)2,85257.4(51.6,63.3)982169.5(156.1,182.9)Formal helper2,89641.1(38.1,44.2) - Nursing home employee2,90928.9(26.1,31.8)

No adult bio daughterAny helper85381.1(78.3,83.9)Informal helper85548.7(44.0,53.4)855109.3(93.0,125.6)382224.5(201.4,247.7) - Spouse87619.6(14.6,24.6)87643.4(30.6,56.3)147222.1(206.1,238.1) - Adult child87717.8(13.7,21.8)87724.1(14.2,34.0)148135.9(100.0,171.7)Formal helper88343.8(39.7,47.8) - Nursing home employee88534.5(30.3,38.6)

Have at least one adult bio daughterAny helper3,99380.9(79.3,82.6)Informal helper4,01253.4(51.3,55.5)4,012130.6(121.9,139.4)2,138244.6(232.2,257.0) - Spouse4,11218.9(17.2,20.7)4,11247.5(41.6,53.4)733250.7(234.0,267.3) - Adult child4,08832.4(30.6,34.3)4,08851.6(46.9,56.3)1,355159.1(148.4,169.7)Formal helper4,13742.4(39.7,45.1) - Nursing home employee4,15731.8(29.3,34.3)

No non-full-time-working adult childAny helper1,46479.3(76.2,82.4)Informal helper1,47250.1(47.1,53.1)1,472110.3(99.0,121.7)729220.2(203.7,236.6) - Spouse1,50024.0(21.0,26.9)1,50054.6(47.5,61.7)349228.0(207.1,248.8) - Adult child1,50621.8(18.8,24.8)1,50623.5(19.0,28.0)333107.9(91.5,124.3)Formal helper1,51443.6(40.1,47.1) - Nursing home employee1,52233.9(31.0,36.7)

Have at least one non-full-time-working adult childAny helper3,38281.7(79.8,83.7)Informal helper3,39553.7(51.2,56.3)3,395134.6(125.5,143.7)1,791250.5(237.1,263.9) - Spouse3,48816.8(14.8,18.8)3,48843.2(36.4,50.0)531257.1(237.1,277.1) - Adult child3,45933.6(31.3,35.9)3,45957.6(52.4,62.9)1,170171.3(160.4,182.1)Formal helper3,50642.2(39.5,44.9) - Nursing home employee3,52031.5(28.9,34.1)

No adult child living within 10 milesAny helper1,22279.1(75.6,82.6)Informal helper1,23243.2(40.1,46.3)1,23287.3(76.0,98.5)504202.1(183.8,220.4) - Spouse1,24022.9(20.1,25.6)1,24053.1(44.3,61.8)264232.2(212.4,252.0) - Adult child1,24510.8(8.6,13.0)1,2457.0(4.8,9.1)13164.3(48.9,79.7)Formal helper1,23849.5(44.7,54.2) - Nursing home employee1,24841.9(37.2,46.6)

No adult child coresident but at least one within 10 milesAny helper2,25381.5(79.6,83.4)Informal helper2,26247.9(45.3,50.6)2,262103.6(91.8,115.5)1,064216.3(194.8,237.7) - Spouse2,30619.3(16.8,21.8)2,30648.4(40.4,56.5)418251.2(227.6,274.8) - Adult child2,31225.7(23.5,28.0)2,31226.1(22.0,30.3)582101.6(87.5,115.7)Formal helper2,32748.9(46.0,51.9) - Nursing home employee2,33639.1(36.3,41.8)

At least one adult child coresidentAny helper1,37181.7(78.8,84.6)Informal helper1,37370.7(67.3,74.0)1,373210.0(194.8,225.1)952297.0(279.8,314.2) - Spouse1,44215.0(12.1,17.9)1,44237.8(29.4,46.2)198252.0(228.6,275.3) - Adult child1,40856.3(53.0,59.7)1,408124.5(112.6,136.4)790221.0(204.1,237.9)Formal helper1,45524.7(21.7,27.7) - Nursing home employee1,45810.7(8.8,12.6)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Note. Hours from ADL helpers may include IADL help if the ADL helper provide IADL help as well. Hours of help from nursing home employee were not available; accordingly, numbers related to the hours of help from a formal helper were not estimated.
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	Appendix Exhibit A16.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview; 2,852 persons and 4,259 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall4,25962.023.514.535.22.8Gender Men1,52537.539.223.357.45.2 Women2,73475.714.79.622.81.5Age 55–6432846.740.013.341.112.1 65–7476546.037.216.947.36.8 75–841,46256.726.816.542.30.9 85+1,70478.010.012.021.90.1Race/Ethnicity NH White2,44760.025.514.437.42.5 NH Black1,06371.715.812.525.33.0 NH Others11462.122.415.634.03.9 Hispanic63458.524.217.337.93.6Education <122,46966.219.014.931.91.9 1297861.326.312.435.13.5 13–1547256.627.116.338.84.6 16+33845.239.115.751.03.7Total wealth Bottom 25%1,32181.18.410.517.51.5 25–50%1,04565.319.015.733.11.5 50–75%1,02253.230.915.943.13.7 Top 25%87143.539.616.951.64.9Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A16.Spousal availability by demographic and socioeconomic status among adults with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview; 2,852 persons and 4,259 person-year observations)Spouse presentSpouse’s ADL/IADL statusSpouse’s working statusN. of obsNo spouse (%)No limitation (%)At least one limitation (%)Not working full-time (%)Working full-time (%)Overall4,25962.023.514.535.22.8Gender Men1,52537.539.223.357.45.2 Women2,73475.714.79.622.81.5Age 55–6432846.740.013.341.112.1 65–7476546.037.216.947.36.8 75–841,46256.726.816.542.30.9 85+1,70478.010.012.021.90.1Race/Ethnicity NH White2,44760.025.514.437.42.5 NH Black1,06371.715.812.525.33.0 NH Others11462.122.415.634.03.9 Hispanic63458.524.217.337.93.6Education <122,46966.219.014.931.91.9 1297861.326.312.435.13.5 13–1547256.627.116.338.84.6 16+33845.239.115.751.03.7Total wealth Bottom 25%1,32181.18.410.517.51.5 25–50%1,04565.319.015.733.11.5 50–75%1,02253.230.915.943.13.7 Top 25%87143.539.616.951.64.9Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A17.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview; 2,852 persons and 4,259 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two(%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)Overall4,2599.413.224.453.014.875.828.262.420.941.728.0Gender Men1,52510.111.623.554.715.774.234.555.427.142.020.7 Women2,7349.014.124.952.014.476.624.666.417.541.532.1Age 55–6432812.312.223.551.918.169.633.454.222.340.624.7 65–747657.910.225.356.614.377.833.558.627.837.427.0 75–841,4628.212.023.356.413.478.333.758.019.943.128.8 85+1,70410.315.825.348.615.474.319.470.318.442.628.6Race/Ethnicity NH White2,4478.713.928.349.015.575.831.459.923.645.122.5 NH Black1,06311.413.015.659.912.775.920.268.415.336.436.9 NH Others11410.217.522.449.920.069.827.162.721.532.036.3 Hispanic6349.98.917.563.613.177.023.666.515.334.440.4Education <122,4699.811.718.959.614.375.921.968.218.640.631.0 129788.917.131.942.113.677.534.057.121.642.626.8 13–154728.114.227.150.718.873.136.655.320.247.224.5 16+3389.110.334.745.916.674.339.551.435.038.317.6Total wealth Bottom 25%1,32111.814.919.853.614.773.524.363.918.836.832.7 25–50%1,0457.911.521.159.513.978.225.067.120.137.634.4 50–75%1,0229.211.927.351.614.276.530.160.719.142.729.0 Top 25%8718.214.330.746.816.675.234.357.626.751.114.0Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.Appendix Exhibit A17.Adult child availability by demographic and socioeconomic status among adults 55+ with dementia (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview; 2,852 persons and 4,259 person-year observations)Adult child presentN. of adult childrenHave an adult daughterHave a non-full-time-working adult childProximity to adult childrenN. of obsNo adult child (%)One (%)Two(%)Three or more (%)No (%)Yes (%)No (%)Yes (%)None within 10 miles (%)At least one within 10 miles (%)At least one coresident (%)

Overall4,2599.413.224.453.014.875.828.262.420.941.728.0Gender Men1,52510.111.623.554.715.774.234.555.427.142.020.7 Women2,7349.014.124.952.014.476.624.666.417.541.532.1Age 55–6432812.312.223.551.918.169.633.454.222.340.624.7 65–747657.910.225.356.614.377.833.558.627.837.427.0 75–841,4628.212.023.356.413.478.333.758.019.943.128.8 85+1,70410.315.825.348.615.474.319.470.318.442.628.6Race/Ethnicity NH White2,4478.713.928.349.015.575.831.459.923.645.122.5 NH Black1,06311.413.015.659.912.775.920.268.415.336.436.9 NH Others11410.217.522.449.920.069.827.162.721.532.036.3 Hispanic6349.98.917.563.613.177.023.666.515.334.440.4

Education <122,4699.811.718.959.614.375.921.968.218.640.631.0 129788.917.131.942.113.677.534.057.121.642.626.8 13–154728.114.227.150.718.873.136.655.320.247.224.5 16+3389.110.334.745.916.674.339.551.435.038.317.6Total wealth Bottom 25%1,32111.814.919.853.614.773.524.363.918.836.832.7 25–50%1,0457.911.521.159.513.978.225.067.120.137.634.4 50–75%1,0229.211.927.351.614.276.530.160.719.142.729.0 Top 25%8718.214.330.746.816.675.234.357.626.751.114.0Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study.
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	Appendix Exhibit A18. Adjusted probability of receiving informal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for each prediction model.Appendix Exhibit A18. Adjusted probability of receiving informal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for each prediction model.
	Appendix Exhibit A19. Adjusted hours of receiving informal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for each prediction model.Appendix Exhibit A19. Adjusted hours of receiving informal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 above for specific covariates and sample for each prediction model.
	Appendix Exhibit A20. Adjusted probability of receiving formal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A3 above for specific covariates and sample for each prediction model.Appendix Exhibit A20. Adjusted probability of receiving formal care from ADL helper over the two years, by spousal and adult child availability -- including all family availability measures (Adults 55+ with dementia and at least one ADL limitation who were community-dwelling two years prior to the survey of care utilization; 2,852 persons and 4,259 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A3 above for specific covariates and sample for each prediction model.
	Appendix Exhibit A21. Adjusted probability of receiving informal and formal care from ADL helper over the two years, by spousal and adult child availability (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview, dropping the adults with mismatched information on the number of children; 2,553 persons and 3,813 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 and Appendix Exhibit A3 above for specific covariates and sample for each prediction model.Appendix Exhibit A21. Adjusted probability of receiving informal and formal care from ADL helper over the two years, by spousal and adult child availability (Sample: Adults 55+ with dementia and at least one ADL limitation who were community-dwelling at the previous interview, dropping the adults with mismatched information on the number of children; 2,553 persons and 3,813 person-year observations)Source. Author’s analysis of data from the 2002–2014 Health and Retirement Study. Notes. Each estimate was evaluated at mean values of covariates within the analysis sample used for each prediction. See Appendix Exhibit A2 and Appendix Exhibit A3 above for specific covariates and sample for each prediction model.
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