
Archived version from NCDOCKS Institutional Repository http://libres.uncg.edu/ir/asu/ 

The Economic Value Of Informal Caregiving For Persons 
With Dementia: Results From 38 States, The District Of 

Columbia, And Puerto Rico, 2015 And 2016 BRFSS

By: Kristina M. Rabarison, Erin D. Bouldin, Connie L. Bish, Lisa C. McGuire, 
Christopher A. Taylor, and Kurt J. Greenlund

Abstract
Objectives. To estimate the economic value from a societal perspective of informal caregiving of persons with 
dementia in 38 states, the District of Columbia, and Puerto Rico. Methods. Using a cost replacement method and 
data from the 2015 and 2016 Behavioral Risk Factor Surveillance System caregiver module, the US Bureau of 
Labor Statistics May 2016 Occupation Profiles, and the US Department of Labor, we estimated the number and 
economic direct cost of caregiving hours. Results. An estimated 3.2 million dementia caregivers provided more than 
4.1 billion hours of care, with an average of 1278 hours per caregiver. The median hourly value of dementia 
caregiving was $10.28. Overall, we valued these caregiving hours at $41.5 billion, with an average of $13069 
per caregiver. Conclusions. Caregivers of persons with dementia provide care that has important economic 
implications. Without these efforts, many people would either not receive needed care or have to pay for that 
support. Surveillance data can be used to estimate the contributions of informal caregivers and the economic value 
of the care they provide. 

Kristina M. Rabarison, Erin D. Bouldin, Connie L. Bish, Lisa C. McGuire, Christopher A. Taylor, Kurt J. Greenlund, 
“The Economic Value of Informal Caregiving for Persons With Dementia: Results From 38 States, the District of 
Columbia, and Puerto Rico, 2015 and 2016 BRFSS”, American Journal of Public Health 108, no. 10 (October 1, 
2018): pp. 1370-1377. DOI: 10.2105/AJPH.2018.304573. Publisher version of record available at: 
https://ajph.aphapublications.org/doi/full/10.2105/AJPH.2018.304573



The Economic Value of Informal Caregiving for
Persons With Dementia: Results From 38 States,
the District of Columbia, and Puerto Rico, 2015
and 2016 BRFSS

KristinaM.Rabarison,DrPH,MS,ErinD.Bouldin, PhD,MPH,Connie L. Bish, PhD,MPH,LisaC.McGuire, PhD,Christopher A.Taylor, PhD,
and Kurt J. Greenlund, PhD

Objectives. To estimate the economic value from a societal perspective of informal 
caregiving of persons with dementia in 38 states, the District of Columbia, and Puerto 
Rico.

Methods. Using a cost replacement method and data from the 2015 and 2016 Be-
havioral Risk Factor Surveillance System caregiver module, the US Bureau of Labor 
Statistics May 2016 Occupation Profiles, and the US Department of Labor, we estimated 
the number and economic direct cost of caregiving hours.

Results. An estimated 3.2 million dementia caregivers provided more than 4.1 billion 
hours of care, with an average of 1278 hours per caregiver. The median hourly value of 
dementia caregiving was $10.28. Overall, we valued these caregiving hours at $41.5 
billion, with an average of $13 069 per caregiver.

Conclusions. Caregivers of persons with dementia provide care that has impor-

tant economic implications. Without these efforts, many people would either not 
receive needed care or have to pay for that support. Surveillance data can be used 
to estimate the contributions of informal caregivers and the economic value 
of the care they provide. 

Dementia is a form of cognitive decline
that progresses over time.1 Alzheimer’s

are unpaid family members or friends who
regularly care for or assist a person with
a chronic health problem or disability.8 These
informal caregivers provide a wide range of
assistance, such as help with personal care
(e.g., givingmedications, feeding, dressing, or
bathing) and household tasks (e.g., cleaning,
managing money, or preparing meals).

Informal caregivers are a vital component
of long-term support in US communities8;

without informal caregivers, people with
dementia may not receive some of the as-
sistance they need to maintain their health
and well-being.9 Although family members
and friends currently provide substantial
care for older adults with dementia, the need
for informal care may increase as Medicare
reduces reimbursement for home health
services.10,11 We estimated the number of
informal caregiving hours received by and
their economic value to persons with de-
mentia.We also explored the potential effects
of providing informal caregiving on the
health of these caregivers.

METHODS
The District of Columbia, Puerto Rico,

and 38 states implemented the caregiver
module of the 2015 and 2016 Behavioral
Risk Factor Surveillance System (BRFSS).12

We used data from the BRFSS caregiver
module to identify informal caregivers for
persons with dementia, characterize these
caregivers’ demographic and health status,
and characterize the informal care they
provided.

BRFSS is a state-based telephone (land-
line and cell phone) survey supported by
the Centers for Disease Control and
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disease is the most common form, with an 
estimated 5.7 million persons in the United 
States living with Alzheimer’s.2,3 In addition, 
Alzheimer’s is the sixth leading cause of 
death in the United States and accounted 
for 3.6% of all deaths in 2014.4 By 2025, an 
estimated 7.1 million people aged 65 years 
and older will be living with Alzheimer’s 
disease or other dementias.3

As a result of the progressive nature of 
dementia and the impaired function and loss 
of independence it leads to, many people with 
dementia need assistance from formal and 
informal caregivers. Formal caregivers are 
paid caregivers, such as home health aides 
and nurse aides, who provide care at home or 
in residential facilities.5–7 Informal caregivers
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Characteristics of Care Provided by
Informal Caregivers

We categorized persons receiving informal
care by relationship to caregiver as parent or
parent-in-law, spouse or partner (husband,
wife, or same-sex partner), other relative
(child, sibling or sibling-in-law, grandparents,
grandchild, or others not listed), or non-
relative. The BRFSS categorized the average
number of hours providing informal care per
week as 0 to 8 hours, 9 to 19 hours, 20 to 39
hours, or 40 or more hours. We categorized
the types of informal care provided in the
past 30 days as personal care only (giving
medications, feeding, dressing, or bathing),
household tasks only (cleaning, managing
money, or preparing meals), both personal
care and household tasks, or neither.

Number of Informal Caregiving
Hours

To determine the number of informal
caregiving hours that caregivers reported, we
calculated the weighted percentage of each
BRFSS weekly hours category. We multi-
plied these percentages by the median
number of hours within each category to
estimate the total number of dementia in-
formal caregiving hours per week. The me-
dian number of hours for those who reported
40 hours or more was 84 hours when cal-
culated using data from 2012 and 2013
BRFSS data andwhen the questionwas asked
with a continuous response option (0–168
hours). Last, we multiplied the total number
of informal dementia caregiving hours per
week by 52 weeks to estimate the annual
number of hours. We multiplied the amount
of time caregivers spent providing care in the
past week by 52 weeks because we assumed
that the prevalence and experience of care-
givers captured at the time of the survey
accurately represented the prevalence in the
states, the District of Columbia, and Puerto
Rico, including both long- and short-term
caregivers.

Economic Value of Informal
Caregiving

From a societal perspective that accounts
for informal care as a complement to for-
mal care and other unmeasured informal
costs (e.g., caregiver early retirement), we

estimated the economic value of dementia
caregiving using a cost replacement approach,
which assumes that the type of care caregivers
provide substitutes for care that would oth-
erwise be provided by paid workers.17–20 The
BRFSS type of care categories were house-
hold tasks only, personal care only, both, or
neither (activities not identified). The paid
worker categories we used were (1) home
health aides and (2) maids and housekeeping
cleaners. For each state, we obtained the
state-level median hourly wages from the
2016 US Bureau of Labor Statistics and the
state-level minimum wage from the US
Department of Labor. We conducted the
cost replacement for each type of care as
follows:

d We substituted household task cost with
the state-level median hourly wage of
maids and housekeeping cleaners;

d We substituted personal care cost with the
state-level median hourly wage of home
health aides;

d We substituted cost of providing both
household task and personal care with the
combined average of maids and house-
keeping cleaners, and home health aides’
state-level median hourly wages; and

d We substituted the cost of unidentified
activities with the median state minimum
wage.

Prevention; it asks adults in community 
living environments who are aged 18 years 
and older about a variety of health behaviors 
and experiences. BRFSS includes optional 
modules that states may choose to include in 
their annual survey. The optional caregiver 
module included 9 questions designed to 
assess the prevalence of informal caregiving 
and characteristics of these caregivers’ 
experience.13,14

We weighted data to state population 
estimates using an iterative proportional 
fitting (or raking) method and combined 
them. Our analyses accounted for the 
complex sampling design of the BRFSS
(following guidance available at http://
www.cdc.gov/brfss/data_documentation/
index.htm). To estimate the hourly cost 
of caregiving for persons with dementia, 
we used (1) state-specific hourly wage  
data from the US Bureau of Labor Statistics’ 
May 2016 State Occupational Employment 
and Wage Estimates15 for home health aides 
as well as maids and housekeeping cleaners, 
and (2) states’ minimum wage from the US 
Department of Labor.16 All data sources in 
this study are publicly available.

Definition and Number of Informal 
Caregivers

BRFSS survey respondents were asked 
the following: “People may provide regular 
care or assistance to a friend or family member 
who has a health problem or disability. 
During the past 30 days, did you provide 
regular care or assistance to a friend or family 
member who has a health problem or dis-
ability?” We identified informal caregivers 
as those who answered “yes” and non-
caregivers as people who answered “no” 
or who reported that the care recipient had 
died during the past 30 days. We excluded 
persons from our analysis who did not 
provide a response.

All informal caregivers were asked to 
identify “the main health problem, long-
term illness, or disability that the person 
you care for has.” We defined informal 
caregivers for persons with dementia as 
those whose response was categorized as
“dementia and other cognitive impairment 
disorders” rather than as 1 of the 13 other 
possible categories.

To estimate the hourly economic value of 
informal dementia caregiving, we used the 
sum of each cost replacement multiplied by 
the weighted percentage of the types of care 
provided for each state, the District of Co-
lumbia, and Puerto Rico. We multiplied this 
hourly value estimate by the annual number 
of informal dementia caregiving hours to 
estimate the annual economic value, which 
we then divided by the number of informal 
dementia caregivers to estimate the economic 
value per caregiver per year. Dollar amounts 
are in 2016 US dollars.

Demographics and Health Status 
of Informal Caregivers

Examined demographic characteristics in-
cluded sex; age group (18–34, 35–44, 45–54, 
55–64, and ‡ 65 years); race/ethnicity (non-
Hispanic White, non-Hispanic Black, Hispanic, 
non-Hispanic Asian, and other/multiracial,
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Amount and Type of Informal
Caregiving

Informal dementia caregivers most fre-
quently provided care to a parent or a parent-
in-law (49.1%; 95% CI= 45.3%, 53.0); for

0 to 8 hours per week (55.6%; 95% CI=
51.8%, 59.4%); for between 2 and 5 years
(28.6%; 95% CI= 23.9%, 33.7%). On
average, informal dementia caregivers pro-
vided assistance with both household tasks

TABLE 1—Demographic Characteristics of Dementia Caregivers: 2015–2016 Behavioral Risk
Factor Surveillance System Caregiver Module, 38 States, District of Columbia, and Puerto
Rico

Characteristics Dementia Caregivers (n = 4645),a Weighted % (95% CI)b

Women 65.2 (61.5, 68.7)

Age group, y

18–24 10.0 (5.2, 18.3)

25–34 7.7 (6.2, 9.7)

35–44 9.8 (7.6, 12.5)

45–54 21.8 (18.6, 25.4)

55–64 25.1 (22.6, 27.7)

‡ 65 25.6 (21.2, 30.4)

Race/ethnicity

Non-Hispanic White 69.2 (65.4, 72.9)

Non-Hispanic Black 13.6 (10.1, 18.1)

Hispanic 13.2 (8.1, 20.7)

Non-Hispanic Asian 1.8 (0.9, 3.2)

Non-Hispanic otherc 2.2 (1.6, 3.1)

Marital status

Married/coupledd 61.4 (55.9, 66.6)

Not married/not couplede 38.6 (33.4, 44.1)

Education

No high school diploma 6.2 (4.9, 7.8)

High school graduate 22.5 (20.1, 25.1)

Some college 40.9 (36.9, 45.1)

College graduate 30.4 (27.2, 33.8)

Employment status

Employed/self-employed 55.7 (50.1, 61.2)

Homemaker 5.8 (4.7, 7.1)

Student 4.0 (2.1, 7.6)

Retired 23.6 (19.5, 28.2)

Out of work 4.1 (3.1, 5.4)

Unable to work 6.8 (5.3, 8.9)

Annual household income, $

< 15 000 8.8 (6.7, 11.5)

15 000–24 999 13.7 (10.9, 17.2)

25 000–49 999 23.8 (20.4, 27.7)

50 000–74 999 17.7 (13.5, 22.8)

‡ 75 000 36.0 (29.6, 42.8)

Note. CI = confidence interval.The 38 states are AL, AZ, AR, CA, CO, CT, FL, GA, HI, ID, IL, IN, IA, KY, LA,ME,
MD, MN, MS, MO, MT, NE, NV, NJ, NY, ND, OH, OR, PA, SC, SD, TN, TX, UT, VA, WV, WI, and WY.
aUnweighted sample size was not design adjusted.
bDesign-adjusted percentages and CIs.
cAmerican Indian, Alaska Native, multiracial, or other not listed.
dMarried or a member of an unmarried couple.
eDivorced, widowed, separated, or never married.

i.e., American Indian, Alaska Native, mul-
tiracial, or other not listed); marital status
(married or coupled, i.e., married or
a member of an unmarried couple, vs not
married or not coupled, i.e., divorced,
widowed, separated, or never married);
education level (no high school diploma,
high school graduate or general equivalency
diploma, some college, and college gradu-
ate); employment status (employed or self-
employed, homemaker, student, retired, out
of work, and unable to work); and annual
household income (< $15 000, $15 000–
$24 999, $25 000–$49 999, $50 000–
$74 999, and ‡ $75 000).

Examined health status characteristics in-
cluded frequent physical distress (physical 
illness and physical injury for ‡ 14 days in the 
past 30 days); frequent mental distress (stress, 
depression, and problems with emotions for 
‡ 14 days in the past 30 days); body mass index 
(BMI, which is weight in kg divided by height 
in meters squared; normal weight [BMI < 25 
kg/m2], overweight [25 £ BMI < 30], or 
obese [BMI ‡ 30]); having at least 1 of 7 
chronic diseases (i.e., heart disease, stroke, 
diabetes, asthma, chronic pulmonary disease, 
arthritis, or nonskin cancer); health care cost 
was a barrier to care in the past 12 months 
(i.e., needed to see a doctor but could not 
because of cost); and had any health care 
coverage (i.e., health insurance, prepaid plans 
such as health maintenance organizations, 
government plans such as Medicare, or 
Indian Health Service).

RESULTS
In 38 states, the District of Columbia, and 

Puerto Rico, we identified 4645 adults as 
informal dementia caregivers from the 2015 
and 2016 BRFSS caregiver module, with 
a population estimate of 3 175 104. More than 
half of these caregivers were White (69.2%; 
95% confidence interval [CI] = 65.4%, 
72.9%), women (65.2%; 95% CI = 61.5%, 
68.7%), married (61.4%; 95% CI = 55.9%, 
66.6%), and employed (55.7%; 95%
CI = 50.1%, 61.2%; Table 1). The percent-
ages of informal dementia caregivers report-
ing frequent physical distress and frequent 
mental distress were 12.8% (95% CI = 10.5%, 
15.5%) and 17.8% (95% CI = 12.3%, 24.9%), 
respectively (Table 2).



Columbia. In total, the annual value of these
informal caregiving hours was $41.5 billion,
averaging $13 069 per caregiver per year
(Table 4).

DISCUSSION
Public health surveillance data, such as

BRFSS data, allow practical and approachable
methods to estimate the contributions of
informal dementia caregivers and the eco-
nomic value of the care they provide. With
an average of $13 069 per caregiver (range:
$8420 [Iowa] to $22 462 [Hawaii]) for
38 states, the District of Columbia, and
Puerto Rico, our findings were consistent
with previous studies and showed that

TABLE 2—Health Status Characteristics of Dementia Caregivers: 2015–2016 Behavioral Risk
Factor Surveillance System Caregiver Module, 38 States, District of Columbia, and Puerto
Rico

Characteristics Dementia Caregivers (n = 4645),a Weighted % (95% CI)b

Frequent physical distressc

No (< 14 d) 87.2 (84.5, 89.5)

Yes (‡ 14 d) 12.8 (10.5, 15.5)

Frequent mental distressd

No (< 14 d) 82.2 (75.1, 87.7)

Yes (‡ 14 d) 17.8 (12.3, 24.9)

BMI

Normal weight (< 25 kg/m2) 33.3 (27.5, 39.8)

Overweight (25 to < 30 kg/m2) 34.5 (30.6, 38.6)

Obese (‡ 30 kg/m2) 32.2 (27.2, 37.6)

Chronic diseasee

Yes 52.2 (46.4, 57.9)

No 47.8 (42.1, 53.6)

Health care cost barrier to care

Yes 11.7 (9.9, 13.8)

No 88.3 (86.2, 90.1)

Has any health coveragef

Yes 90.2 (87.2, 92.6)

No 9.8 (7.4, 12.8)

Note. BMI = bodymass index; CI = confidence interval.The 38 states are AL, AZ, AR, CA, CO, CT, FL, GA, HI,
ID, IL, IN, IA, KY, LA,ME,MD,MN,MS,MO,MT,NE,NV, NJ, NY, ND,OH,OR, PA, SC, SD, TN, TX, UT, VA,WV,
WI, and WY.
aUnweighted sample size was not design adjusted.
bDesign-adjusted percentages and CIs.
cHad physical illness or physical injury ‡ 14 d during the past 30 d.
dExperienced stress, depression, and problems with emotions for ‡14 d during the past 30 d.
eAt least 1 of the following: heart disease, stroke, diabetes, asthma, chronic pulmonary disease, arthritis,
or nonskin cancer.
fHad any health care coverage, such as health insurance, prepaid plans such as health maintenance
organizations, government plans such as Medicare, or Indian Health Service.

and personal care (56.1%; 95% CI = 50.3%, 
61.7%; Table 3).

Economic Value of Informal 
Caregiving

An estimated 3.2 million informal de-
mentia caregivers provided more than 4.1 
billion hours of care each year, with an av-
erage of 1278 hours per caregiver annually 
(Table 4). California had the most informal 
caregivers (393 320) and the lowest annual 
number of informal caregiving hours per 
caregiver (788).

The median hourly value of informal 
dementia caregiving across all participating 
locations was $10.28, ranging from $8.70 
in Puerto Rico to $14.99 in the District of

dementia caregiving is lengthy, personal, and 
costly.9,17–25 For example, a 2010 study using 
data from the Health and Retirement Study 
(HRS) estimated the annual unadjusted cost 
of informal dementia caregiving at $33 329 
(range: $23 578– $38 049) per person re-
ceiving care for all adults who needed both 
formal and informal care in the United 
States.20 Our analysis estimated only the 
replacement cost of informal care provided 
and did not include formal care services, 
forgone wages, or any other indirect cost 
to the estimates, which, therefore, is lower 
than is the per care recipient estimate calcu-
lated in the HRS-based study.20

Considering the aging US population 
and the substantial projected increase of de-
mentia prevalence and its associated costs, 
understanding the characteristics of dementia 
caregivers is an important public health is-
sue.3,8,17–20 Caregivers play an important role 
in ensuring that older adults receive the help 
and assistance they need.8 Evidence shows 
that persons with Alzheimer’s are more likely 
to need informal caregivers as their health
declines.23 Many people being cared for by 
family members or friends, if they were not 
receiving this care, might use formal care-
giving services to remain in their homes.9

Alternatively, some people with dementia 
would no longer receive the care or support 
they need,9 which could exacerbate the se-
verity of their condition and further increase 
their health care costs and might result in 
institutionalization.

Because of demographic trends and policy 
changes, the demand for informal caregivers 
for people with dementia may increase. 
Recent policy changes reduced Medicare 
payments to home health service providers by 
3.5% per year from 2014 to 2017.10,11 This 
change was part of the Centers for Medicare 
and Medicaid Services’ rebasing efforts that 
updated Medicare’s home health services 
prospective payment system to reflect the 
most current data on costs and use of services 
and the impacts of care provided on patient 
outcomes.10,11 A reduction in home health 
service provision for vulnerable patients with 
complex conditions could shift their care from 
formal to informal caregiving. Golberstein 
et al. found that reductions in Medicare 
home health care payments are followed 
by subsequent increases in the number of



formal caregivers either at home or in a resi-
dential facility.9,23,30 The increased intensity
of the care provided can negatively affect the
health status of informal dementia caregivers
and lead to increased personal health care costs
—particularly for older female caregivers.30,31

Furthermore, caregivers in poor health may
have more difficulty tending to the needs of
care recipients31 and may even need to stop
providing care to manage their own health.32

Contributions to the Literature
Our results are consistent with those of

previous studies3,17,19,20 that used a re-
placement cost method to estimate the cost of
informal dementia caregiving. These studies

used the average hourly wage of home
health aides,17,20 the average hourly wage
of maids and housekeeping cleaners,19 or
the average hourly wage of home health
aides and federal minimum wage3 to sub-
stitute for the hourly cost of dementia care-
giving. By contrast, we used a large survey
of people residing in 38 states, the District
of Columbia, and Puerto Rico, which
allowed us to use accessible methods with
population-based data from the same period
to estimate the hourly cost of dementia
caregiving.

Occupational wages are not normally
distributed across states, thus the median is
a more appropriate measure of centrality than
is the average.33 In our cost replacement
approach, we usedmedian hourly wages from
each state, the District of Columbia, and
Puerto Rico instead of the composite average
hourly wages that previous studies used. In
addition, instead of taking the average of the
cost replacements, we applied state-based
weighted percentages of each type of care
provided to the appropriate cost substitute.
These approaches allowed us to obtain
state-level estimates of the value of
informal dementia caregiving.

Limitations
All BRFSS data were self-reported by

caregivers; care recipients were not surveyed.
Informal caregivers may not have self-
identified as caregivers, resulting in an un-
derestimate in the number of caregivers.
Additionally, informal caregivers likely do not
keep formal records of the hours of care they
provide, and so the estimates we report are
approximations of the time and therefore
value of this care. The survey also collected
limited information about care recipients and
did not include age, sex, residence (e.g.,
whether they lived alone, with their informal
caregivers, in a long-term care facility), or
a complete picture of their caregiving ar-
rangement (e.g., whether they also had formal
caregivers and whether they had more than
1 informal caregiver). Our estimates assume
that informal caregivers provided care to 1
care recipient. Providing informal caregiving
to multiple care recipients is not a response
option in the survey. This means that the
estimated value of informal caregiving per
caregiver might be underestimated. Similarly,

TABLE 3—Characteristics of the Care Dementia Caregivers Provided: 2015–2016 Behavioral
Risk Factor Surveillance System Caregiver Module, 38 States, District of Columbia, and
Puerto Rico

Characteristics Dementia Caregivers (n = 4645),a Weighted % (95% CI)b

Person receiving care

Parent/parent-in-law 49.1 (45.3, 53.0)

Spouse/partnerc 12.2 (9.7, 15.3)

Other relatived 27.4 (23.9, 32.1)

Nonrelative 11.3 (8.5, 14.8)

No. h providing care per wk

0–8 55.6 (51.8, 59.4)

9–19 13.1 (11.0, 15.6)

20–39 10.7 (8.8, 13.0)

‡ 40 20.6 (17.9, 23.6)

Length of time as caregiver

< 30 d 14.3 (9.1, 21.7)

1 mo to < 6 mo 10.1 (8.0, 12.6)

6 mo to < 2 y 22.5 (19.6, 25.6)

2 y to < 5 y 28.6 (23.9, 33.7)

‡ 5 y 24.6 (21.5, 28.0)

Type of care provided

Household tasks onlye 23.0 (20.2, 26.0)

Personal care onlyf 7.6 (6.1, 9.4)

Bothg 56.1 (50.3, 61.7)

Neitherh 13.3 (8.4, 20.6)

Note. CI = confidence interval.The 38 states are AL, AZ, AR, CA, CO, CT, FL, GA, HI, ID, IL, IN, IA, KY, LA,ME,
MD, MN, MS, MO, MT, NE, NV, NJ, NY, ND, OH, OR, PA, SC, SD, TN, TX, UT, VA, WV, WI, and WY.
aUnweighted sample size was not design adjusted.
bDesign-adjusted percentages and CIs.
cHusband, wife, or same-sex partner.
dChild, sibling or sibling-in-law, grandparents, grandchild, or others not listed.
eHousehold tasks such as cleaning, managing money, or preparing meals.
fPersonal care such as giving medications, feeding, dressing, or bathing.
gHousehold tasks and personal care.
hOther activities not identified.

beneficiaries relying on informal care, partic-
ularly those with lower incomes.26

Most informal dementia caregivers in our 
study had at least 1 chronic health condition, 
and more than half were women. In general 
older women (aged 65 years and older) are 
more likely than are men to have chronic 
health conditions—with heart disease as their 
leading cause of death—and limitations in 
daily living activities.27,28 Previous research 
has shown that female informal caregivers 
provide care for longer periods and provide 
more personal care than do male informal 
caregivers.21,24,29 In the final stages of the 
disease, people with dementia require more 
intense and constant care—whether they are 
cared for by family members and friends or



TABLE 4—Estimated Number of Informal Dementia Caregivers, Caregiving Hours, and Their Economic Values: 2015–2016 Behavioral Risk
Factor Surveillance System Caregiver Module, 38 States, District of Columbia, and Puerto Rico

Annual Informal Caregiving Hours
Annual Value of Informal

Caregiving, $

State Informal Caregiversa Totalb Per Caregiverc Value of Informal Caregiving per Hourd, $ Totale Per Caregiverf

AL 72 954 79 387 426 1 088 8.76 695 351 285 9 531

AZ 88 814 172 935 817 1 947 10.09 1 744 308 471 19 640

AR 31 719 47 472 348 1 497 8.94 424 307 843 13 377

CA 393 320 309 816 302 788 11.11 3 443 366 542 8 755

CO 53 923 62 514 920 1 159 10.93 683 564 396 12 677

CT 53 923 59 099 663 1 096 11.49 678 765 239 12 588

DC 6 344 6 638 855 1 047 14.99 99 495 853 15 684

FL 171 284 221 787 892 1 295 10.22 2 265 989 147 13 229

GA 72 954 93 966 351 1 288 9.34 877 485 032 12 028

HI 22 204 34 266 305 1 543 14.55 498 730 302 22 462

ID 12 688 14 637 149 1 154 9.51 139 147 326 10 967

IL 133 221 167 576 241 1 258 10.74 1 800 103 977 13 512

IN 69 783 88 759 592 1 272 9.86 874 728 439 12 535

IA 25 375 20 872 230 823 10.24 213 666 509 8 420

KY 50 751 89 868 816 1 771 9.90 889 811 822 17 533

LA 69 783 108 303 720 1 552 8.88 962 161 588 13 788

ME 22 204 23 352 605 1 052 10.32 241 070 806 10 857

MD 72 954 83 465 579 1 144 11.12 928 013 711 12 720

MN 60 267 54 701 689 908 11.34 620 064 435 10 289

MS 47 579 82 297 471 1 730 9.13 751 370 557 15 792

MO 66 611 100 228 811 1 505 9.93 995 622 896 14 947

MT 6 344 9 220 338 1 453 10.53 97 117 825 15 309

NE 22 204 18 678 274 841 10.14 189 443 083 8 532

NV 15 860 25 715 460 1 621 13.23 340 325 980 21 459

NJ 101 502 142 540 253 1 404 10.86 1 547 831 782 15 249

NY 266 442 369 277 349 1 386 11.87 4 381 483 136 16 444

ND 6 344 9 522 015 1 501 12.60 119 978 145 18 912

OH 196 660 251 168 412 1 277 9.74 2 445 312 863 12 434

OR 41 235 54 121 346 1 313 11.09 600 303 689 14 558

PA 168 112 208 868 928 1 242 10.39 2 170 475 039 12 911

SC 63 439 94 853 978 1 495 9.25 877 593 746 13 834

SD 6 344 5 946 435 937 10.39 61 775 725 9 738

TN 111 018 178 071 404 1 604 9.46 1 684 779 853 15 176

TX 317 193 382 117 637 1 205 8.88 3 392 337 208 10 695

UT 25 375 39 444 529 1 554 10.34 407 723 501 16 068

VA 79 298 128 065 983 1 615 10.06 1 287 840 489 16 240

WV 34 891 59 170 340 1 696 9.27 548 797 503 15 729

WI 63 439 65 578 690 1 034 10.39 681 514 732 10 743

WY 6 344 8 154 163 1 285 10.95 89 305 780 14 078

Continued



indirect cost of dementia. Without the efforts
of informal caregivers, many people would
either not receive needed care or would have
to pay for that support. Local and state public
health departments might identify and pro-
vide evidence-based caregiver support ser-
vices to promote good mental and physical
health while providing informal care. Poli-
cymakers and government agencies maywant
to consider the impact of Medicare funding
cuts or changes on the demand for and burden
on informal caregivers and people with
long-term care needs in the community.

From a data use perspective, our study
shows that public health professionals can use
population estimates from surveillance data to
estimate the contributions of informal care-
givers and the economic value of the care they
provide. Health policy planners can use this
information to assess state needs, including
physical, mental, and social supports, for in-
formal caregivers as well as needed links be-
tween clinical and community systems to
address the needs of both patients and their
caregivers. Furthermore, the methods we
used could be used to estimate the direct cost
economic value of informal caregiving for
other health conditions.
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