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I. Introduction

This study presents a portrait of unpaid family caregivers' today. The National Alliance for Caregiving
(NAC) and AARP are proud to present Caregiving in the U.S. 2020, based on data collected in 2019.

A national profile of family caregivers first emerged from the 1997 Caregiving in the U.S. study. Related
studies were conducted in 2004, 2009, and 2015 by NAC in collaboration with AARP. This study
builds en those prior efforts and replicates the new methodology implemented in 2015, allowing for
examdination of changes to caregiving since the last data collection effort in 2015.

The eore ateas we examined in this study include the following:
® The'prevalence of caregivers in the United States
® Demographic characteristics of caregivers and care recipients

® The carégiver’s)situation in terms of the nature of caregiving activities, the intensity and
duration of-garesthe health conditions and living situation of the person to whom care is
provided, and’othétunpaid and paid help provided

® How caregiving affects*earegiver stress, strain, and health
® Financial impact on ecarégivers

® Impacts on and supportssprovided,to working caregivers
¢ Information needs and resouxeés

® Technology and role of online supports

Because adult caregivers’ circumstances can yarymarkedly depending on the age of their care
recipient, NAC and AARP will be publishing tw6 companion reports in the coming months that
separately explore the experiences of caregivers whesesecipient is (a) age 18 to 49, with trend
comparisons to the 2015 study; and (b) age 50 or oldér, withftrend comparisons to the 2015 study.

OVERVIEW OF METHODOLOGY

This report is based on nationally representative quantitative online/surveys with 1,392 caregivers ages
18 and older. Caregivers of adults are defined as those who provide uripaid care, as described in the
following question:

At any time in the last 12 months, has anyone in your household provided unpaid care

to a relative or friend 18 years or older to help them take care of themselves? This may
include helping with personal needs or household chores. It might be managing a person’s
finances, arranging for outside services, or visiting reqularly to see how they‘are doing.
This adult need not live with you.

1 Family caregivers are not exclusively related to the person they are providing care to; they include any adult who provides
unpaid care or support to a family member or friend.

CAREGIVING IN THE U.S. 2020 1



Additionally, the study asked respondents if they had provided care to a child with special needs in the
past year, as described in the following question®:

In the last 12z months, has anyone in your household provided unpaid care to any child
under the age of 18 because of a medical, behavioral, or other condition or disability?
This kind of unpaid care is more than the normal care required for a child of that age.
This could include care for an ongoing medical condition, a serious short-term condition,
emotional or behavioral problems, or developmental problems.

While caregivers of someone of any age were eligible to complete the full online survey, this report
summarizes the findings for those caring for an adult only. Results from the screening question about
caring for‘a child'with special needs were included in the prevalence estimates only. A special report
on family cazegivers of children with special needs will be published in a forthcoming report. The
questionnaire Was.designed to replicate many of the questions posed in the 1997, 2004, 2009, and 2015
NAC/AARP Caregivinggn the U.S. studies, as well as to explore new areas. The full questionnaires, for
both web and phone@dministration, are presented in appendix A to this report.

Caregiving in the U.S. 2020'utilized Ipsos’ (formerly Gtk) national, probability-based, online
KnowledgePanel® as was usedsin the 2015 wave. For more information about KnowledgePanel®, see
appendix B to this report. Online'surveys were conducted with a random sample of 1,320 caregivers.
To supplement this random sample 179 additional online surveys were conducted via targeted
sampling of racial/ethnic groups, yielding the 1,499 base study, full online surveys with caregivers?
(by race/ethnicity: 858 non-Hispanic Whité caregivers, 215 non-Hispanic African American caregivers,
222 Hispanic caregivers, 130 Asian Ameriean caregivers,* and 74 caregivers of another race/ethnicity).
In addition to the 1,499 caregivers in the basé studygthe study included an oversample of 160 older
caregivers ages 75 and older. Further, 8o AsianAmerican caregivers were surveyed via telephone

(73 landline and 7 cell phone) to bring the total Asian/American subsample to 210 caregivers (197
caring for an adult and 13 caring for a child only).

Online respondents were given the option of conducting the"sdrvey in Spanish or English, and

31 percent of Hispanic respondents chose the Spanish versionglhe median length of the survey was
19.5 minutes online and 34.1 minutes via telephone. The surveysswere conducted between May 29,
2019, and July 27, 2019.

All the data gathered from the screeners were used to estimate prevalence#the proportion of
caregiving individuals and households in the United States (shown in appendixzB).

All fully screened respondents—regardless of caregiver status—were weighted by the individual’s age,
sex, and race/ethnicity to population estimates from the IPUMS public-use data file of'the March 2019
Current Population Survey, conducted by the U.S. Census Bureau.

The margin of error for the overall 2020 results is plus or minus approximately 2.5 peréentage points
at the 95 percent confidence level. This means that 95 times out of 100, a difference of gréater than
roughly 2.5 percentage points would not have occurred by chance. For subgroups of caregivers, the
margin of error is larger. All details of the methodology are included in appendix B to this repaort. For a
comparison of 2015 and 2020 results for caregivers of adults, see appendix C to this report.

2 These two questions used to identify caregivers are the same questions used in Caregiving in the U.S. 2015. These questions
were also used in the 2009 study with minor wording edits made in 2015 to make them suitable for online self-administration.

For additional details about sampling, including oversamples, see appendix B, Detailed Methodology.

Asian American is inclusive of those caregivers who are of Asian American origin, background, or descent, including the
regions of the Indian subcontinent, Far East, Southeast Asia, or Pacific Islands.
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READING THIS REPORT

This report is based on a nationally representative quantitative online survey with 1,392 caregivers
ages 18 and older who cared for an adult in the 12 months prior to the time of the survey. The sample
sizes shown throughout represent the unweighted number of people who answered each question. All
substantive results (means, medians, percentages) have been weighted and rounded.

To signal statistically significant differences between subgroup findings, the report uses an asterisk to
highlight any numerical result that is significantly higher than the comparison group, at the 95 percent
confidenee level. When more than two groups are being compared in columns of a table, a superscript
letter next to a numerical result indicates it is significantly higher (at the 95 percent confidence level)
than‘thegtimerical result in the column designated by that letter.

In the graphigs, significant increases or decreases are displayed as the percentage point change from
2015 to 2026 along with a graphic up or down arrow.

All substantive Tesults)(means, medians, percentages) have been weighted and rounded. In addition,
“don’t know” or “refused?responses are not always presented in figures. For these reasons, data in
some figures will not'add™te,100 percent. The results for multiple response questions may also add to
greater than 100 percent.
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I1. Executive Summary

Family and friends comprise the most basic unit of any society. For individuals who take on the
responsibility of caring for another person through sickness or disability, it can often be challenging
to see beyond the individual experience. Yet in the aggregate, family caregivers—whether they be
families of kin or families of choice—are woven into the fabric of America’s health, social, economic,
and long-term services and supports (LTSS) systems. As the country continues to age, the need to
suppeftt earegivers as the cornerstone of society will only become more and more important.

Today, more than 1 in 5 Americans (21.3 percent) are caregivers, having provided care to an adult or
child with special needs at some time in the past 12 months. This totals an estimated 53.0 million
adults in the United States, up from the estimated 43.5 million caregivers in 20155

When looking at caregivers for adults only, the prevalence of caregiving has risen from 16.6 percent in
2015 to 19.2 percent,iny2020—an increase of over 8 million adults providing care to a family member
or friend age 18 orelderprimarily driven by a significant increase in the prevalence of caring for a
family member or friend®ho is age 50 or older. Figure 1 shows the prevalence rate, estimated number
of caregivers in the UnitedsStates, and change in the past five years.

Figure 1. Prevalence of Caxegiving by Age of Care Recipient, 2020 Compared to 2015

Estimated Estimated
Number of Number of
U.S. Adults U.S. Adults

2020 Who Are 2015 Who Are
Prevalence Caregivers Prevalence Caregivers

Overall 21.3%* 53.0 million 18.2% 43.5 million
10.2 million

14.1 million

Caregivers of recipients ages 0-17*

Caregivers of recipients ages 18+ 47.9 million 39.8 million
Caregivers of recipients ages 18-49 2.5%* 6.1 million 2.3% 5.6 million
Careg_;ivers of recipients ages 50+ 16.8% 41 .8million 14.3% 34.2 million

* Significantly higher than in zo15.

Compared to 2015, a greater proportion of caregivers of adults are providing care to multiple people
now, with 24 percent caring for two or more recipients (up from 18 percent in.2015). This finding, in
combination with the increased prevalence of caregiving, suggests a nation of#Americans who continue
to step up to provide unpaid care to family, friends, and neighbors who might need assistance due to
health or functional needs. This increase in prevalence may be due to any of the following:

® The increasingly aging baby boomer population requiring more care

® Limitations or workforce shortages in the health care or long-term services and ‘supportsyLTSS)
formal care systems

® Increased efforts by states to facilitate home- and community-based services

® Increasing numbers of Americans who are self-identifying that their daily activities, in support
of their family members and friends with health or functional limitations, are caregiving

e The confluence of all of these trends

5  Aswith previous Caregiving in the U.S. studies, prevalence estimates include those who have provided care in the 12 months
before the time they were surveyed, whether they were a caregiver at the time of survey or had been a caregiver in the prior
12 months but no longer were. With the margin of error, the estimated prevalence of being a caregiver for anyone in 2020 is
20.4 percent to 22.2 percent, which is outside the range estimated in 2015 of 17.3 percent to 19.1 percent.
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The demographic characteristics of caregivers remain largely unchanged since 2015: caregiving
remains an activity that occurs among all generations, racial/ethnic groups, income or educational
levels, family types, gender identities, and sexual orientations. The shifts we do see in caregiver
demographics reflect general changes in the demographic composition of the U.S. population over the
past five years.

Six in 10 caregivers are women (61 percent), and the caregivers’ average age is 49.4 years old. Six in 10
are non-Hispanic White (61 percent), 17 percent are Latinx/Hispanic, and 14 percent are non-Hispanic
AfricaméAmerican or Black (hereafter, referred to as White, Hispanic, and African American). One in
10 is'asstudent enrolled in college or other classes (11 percent), while 9 percent have served on active
dutysin the U.S. Armed Forces. Eight percent self-identify as lesbian, gay, bisexual, and/or transgender®
(LGBTQ.

Most caregiyers‘of adults care for a relative (89 percent), typically a parent or parent-in-law (50 percent),
spouse or partner’(12, percent), grandparent or grandparent-in-law (8 percent), or adult child (6 percent),
though 10 percent provide care to a friend or neighbor. Many caregivers live together with their
recipient (40 percent),4 proportion that has grown since 2015 (34 percent). As in 2015, older caregivers
tend to take care of similar-aged recipients, with 74 percent of caregivers ages 75 and older caring for a
recipient age 75 or older, whil€'younger caregivers tend to take care of someone older than themselves
(81 percent of caregivers ages 18 te.49 care for someone age 50 or older).

Caregivers report that the adults who.zeceive care (the “care recipient”) have greater health and
functional needs than was reported by €aregivers in 2015. Compared to 2015, caregivers are more likely
to report their adult care recipient needs care because of long-term physical conditions (63 percent,

up from 59 percent in 2015), emotional og'mental health issues (27 percent, up from 21 percent), and
memory problems (32 percent, up from 26 percent), including Alzheimer’s or dementia (26 percent, up
from 22 percent in 2015). This increasing comogbidity’ of conditions that require care, with caregivers
reporting their recipient has 1.7 conditions categories’on average (up from 1.5 in 2015), suggests that not
only are more American adults taking on the role ofsinpaidfearegiver, but they are doing so for adult
recipients who may have increasingly complex medical of support needs.

The data suggest many caregivers may be taking on this roleswvithout adequate and affordable services
and supports in place. Despite the increasing complexity of cdréwecipients’ conditions, fewer caregivers
report their recipient had been hospitalized overnight (48 percent, down from 53 percent in 2015)® and
just 3 in 10 report their recipient has any paid help (31 percent). €Ehe health care and LTSS systems

in the United States can often be dispersed or fragmented, with many different settings to go to for
care, services, or supports,? which can be frustrating, stressful, and costly.® Garegivers navigate this
system—and face the choices in where to go for care and the implication it has for costs—along with
their recipients. Our data suggest that this journey through the care system may not always be easy as,
since 2015, more caregivers say it is difficult to coordinate their recipient’s care across various providers
(26 percent, up from 19 percent). About one in 4 also report it is difficult to get affordablé’setvices in
their recipient’s area (27 percent).

6  Thisincludes anyone self-identifying as gay or lesbian, bisexual, or some other sexual orientation other than “straight, that'is,
not gay,” as well as anyone self-identifying as transgender or some other transgender status other than “male” or “female.”

7  Comorbidity is when a person has more than one health issue or condition at the same time.

Analysis of trends in hospital inpatient stays suggests this is occurring overall. See R. Sun, Z. Karaca, and H. S. Wong, “Trends
in Hospital Inpatients Stays by Age and Payer, 2000-2015,” HCUP Statistical Brief #235, Agency for Healthcare Research and
Quality, Rockville, MD, January 2018, www.hcup-us.ahrg.gov/reports/statbriefs/sb235-Inpatient-Stays-Age-Payer-Trends.pdf.

9  Foradescription of the health care system changes, see Mark Miller, “The Decade in Retirement: Wealthy Americans Moved
Further Ahead,” New York Times, December 14, 2019, https://www.nytimes.com/2019/12/14/business/retirement-social-

security-recession.html.

10 National Academies of Sciences, Engineering, and Medicine, Families Caring for an Aging America (Washington, DC: The
National Academies Press, 2016).

CAREGIVING IN THE U.S. 2020 5


http://www.hcup-us.ahrq.gov/reports/statbriefs/sb235-Inpatient-Stays-Age-Payer-Trends.pdf
https://www.nytimes.com/2019/12/14/business/retirement-social-security-recession.html
https://www.nytimes.com/2019/12/14/business/retirement-social-security-recession.html

The support and complex care tasks the nation’s caregivers provide are largely unchanged since 2015,
with today’s caregivers providing about 24 hours of care each week. As in 2015, nearly all of today’s
caregivers help with Instrumental Activities of Daily Living (IADLs; 99 percent), 6 in 10 help with
Activities of Daily Living (ADLs; 60 percent), and nearly 6 in 10 help with medical/nursing tasks

(58 percent). The Level of Care Index measuring the intensity of the caregiving situation is similar to

2015 (40 percent in a high-intensity care situation”).

The impact of disease or disability can ripple beyond the caregiver and recipient. Other members of the
familyfor community, such as children in the home, may be called upon to carry out care tasks. About
halffoficaregivers say there are others who provide unpaid help to their care recipient (53 percent).
Among these who report the presence of other unpaid help, 14 percent say at least one of those unpaid

caregivers is achild under age 18—so

out of all caregivers of adults, 7 percent
report the presence of a child caregiver.

Beyond the estimated 48 million
caregivers of adultsgn the United
States, an additional 3.4 nillion child
caregivers may be standing astheir
shadow.’>"34

While many caregivers feel their rele
has given them a sense of purpose or
meaning (51 percent), these positive
emotions often coexist with feelings
of stress or strain. Caregivers report
physical, emotional, and financial
strain, with 2 in 10 reporting they feel
alone (21 percent). When compared

to 2015, fewer caregivers report their
health status as excellent or very good
(41 percent, down from 48 percent in

Photo credit: iStock.com/AlexRaths

2015) and a greater proportion report being in fair or poor health¥ (21 percent, up from 17 percent in
2015). One in 4 find it difficult to take care of their own health (23 fper€ent) and a similar proportion
report caregiving has made their own health worse (23 percent). This decline’in caregiver self-reported
health is concerning, as the stress associated with caregiving may exacerbate declines in health that
occur with age. This means that supports for caregivers and their recipientstwil be even more critical
if this trend in declining caregiver health continues to hold. From a policy pérspective, the strain of
disease or disability on a family unit can endanger larger system goals to improve health care and

11 The Level of Care Index, first developed in the 1997 study Family Caregiving in the U.S. (a predecessor to this research) and
used in the 2004, 2009, and 2015 Caregiving in the U.S. studies, is replicated to convey the intensity or complexity of the
caregiving situation. This index provides one way to articulate the impact of a disease or disability on the people"who care,for
a patient during the caregiver journey. The index is based on the number of hours of care given as well as the number‘of ADLs
and IADLs performed. High intensity is scoring a 4 or 5 on the 5-level index. The details of index construction are shown.n

appendix B.

12 This may be an underestimate as the literature shows that adults are often hesitant to say that children are providing care. See

C. Levine, “More Than 1 Million Young Caregivers Live in the United States, but Policies Supporting Them Are Still ‘Emerging,

299

Health Affairs Blog, August 7, 2017, https://www.healthaffairs.org /do/10.1377/hblog20170807.061390/full/.

13 For comparison, 11.2 percent of caregivers of adults report living with their care recipient and there being children or
grandchildren under the age of 18 also living in the same home at the time of care. This would project out 5.4 million child
caregivers providing care to an adult, if at least one child in each of these households provided care.

14 Past estimates of the number of child caregivers in the United States placed the estimate at 1.3 million children. See G. Hunt,
C. Levine, and L. Naiditch, “Young Caregivers in the U.S.: Report of Findings,” National Alliance for Caregiving and United
Hospital Fund, New York, NY, September 2005, https://www.caregiving.org /data/youngcaregivers.pdf.
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reduce overall costs in an increasingly strained system. Caregivers who cannot care for themselves
may become unavailable to care for others; likewise, caregivers have their own financial, health, and
wellness needs, which begs the question, “Who will care for the caregivers?”

The shift in health care to community-based settings rather than traditional residential care settings'
puts additional pressure on families to fill the gaps in LTSS. Caregivers increasingly provide and
monitor complex care at home, navigating the care system, advocating for their care recipient, and
paying for services to help the person with care needs.”” While many caregivers rely on health care
professienals (such as doctors, nurses, or social workers) as a source of information about providing
caref(55 percent), very few report having conversations with them about what they need to care for
theirrecipient (29 percent) or to support their own well-being (13 percent).

The economicjetfects of family caregiving can result in financial strain with substantial financial
consequences. @ne in 5 caregivers report high financial strain as a result of caregiving (18 percent).
Four in 10 haVe experienced at least one financial impact as a result of their caregiving (45 percent).
Most commonly, @10 have stopped saving (28 percent) and 1 in 4 have taken on more debt

(23 percent), both of which could have longer-term repercussions on caregivers’ financial security into
the future, especially if the earegiving situation lasts a long time. Caregivers of adults find themselves
providing care for 4.5 years, omaverage, and an increasing proportion have been providing care for

5 years or longer (29 percent, up from 24 percent in 2015).

In fact, caregivers’ savings are eroding, with 22 percent who used up personal short-term savings and
12 percent who used up long-term savings (for things like retirement or education). Two in 10 have left
bills unpaid or paid them late (19 peréent), while another 15 percent borrowed money from family or
friends. One in 10 have been unable to afford basic expenses like food (11 percent).

Six in 10 caregivers report working while caregiving (61 percent) and the majority have experienced

at least one work-related impact (61 percent). Asfin 2015, most working caregivers report going in late,
leaving early, or taking time off to accommodate‘eare (§3 percent). One in 10 working caregivers have
had to give up work entirely or retire early (10 percent). When this happens, caregivers more often face
financial impacts (2.9 on average) and are twice as likely"to'repert high financial strain (35 percent).
Employers appear to be taking note of the challenges facing caregivers in the workforce. Caregivers
more often report having workplace benefits such as paid family, leave (39 percent, up from 32 percent)
and paid sick days (58 percent, up from 52 percent) than in 2015 likely an effect of a greater number
of large employers and state and local governments taking action.on’paid leave. Despite this progress,
most caregivers (61 percent) still report having no paid family leave at theizzworkplace.

Caregivers of adults have information and training needs to support their dailylife. Increasingly,
caregivers are recognizing that some services and supports, like respite care, would be helpful to

their own situation, though actual use of supports and services remains low. Just 14 percent report
having used respite, though 38 percent feel it would be helpful (up from 33 percent in 2015). The

most common information and support needs are related to keeping their care recipient$ate at home
(26 percent); managing their own (the caregiver’s) stress (26 percent); and navigating forms, paperwork,
and eligibility for services (25 percent). The majority of caregivers—about two in three foreach=feel
an income tax credit (68 percent) or program to pay caregivers to provide care (65 percent) would be
helpful to defray the financial costs of care.

Some experts hope that technology might help support caregivers, but only about half of caregivers
report using software or other technological tools to help them (53 percent), most commonly, tracking

15 J. E. Gaugler, “Innovations in Long-Term Care,” in Handbook of Aging and the Social Sciences, edited by L. K. George and K. F.
Ferraro (London, UK: Academic Press, 2016), 419-39.

16 See S. C. Reinhard et al., Home Alone Revisited: Family Caregivers Doing Complex Care (Washington, DC: AARP Public Policy
Institute, 2019); see also C. G. Whiting, N. Boice, and L. Weber-Raley, “Rare Disease Caregiving in America,” National Alliance
for Caregiving in partnership with Global Genes, Washington, DC, February 2018.
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their care recipient’s finances (35 percent). Despite how connected and smartphone-centric society

is,” only 6 in 10 caregivers report going online to do something to help support care (60 percent).
Caregivers most commonly go online to find more actual, hands-on help: searching for services, aides,
facilities, or other help (32 percent). This may change in the future as millennial and generation X
caregivers, who use these online tools more often, could drive continued advancement of and education
about these online and technology support tools.

When it comes to looking forward, many caregivers are not preparing for their own or their care
recipient’s future needs. About half of caregivers expect to be caring for someone in the next five years
(54 pexcent). However, making plans for future care, such as instructions for handling financial
matters, health care decisions, or living arrangements, is still not the norm among caregivers: just

44 percent report their recipient has these plans in place and 45 percent of caregivers have their own
future care plans‘in place.

Ultimately, categivers are us, with one out of every five American adults providing care in a given
year—from all walks of life and backgrounds. This research highlights the varied experiences and
situations of caregiversfin the United States and points to the impacts many caregivers face as a result
of their stepping up to hélp'family and friends. Unpaid caregiving is increasing in prevalence and the
U.S. population continties 6 age and live longer with more complex and chronic conditions. Caregivers
feel the push and pull of providing care on their time, their financial well-being, their health,

their family, their work, and theinown personal well-being. They may find themselves in need of
information, resources, benefits,'er programs—but these things are often difficult to find or access, or
too expensive to afford. Unpaid caregivers are serving as a core piece of the health and LTSS systems,
as well as the main source for long-term care for adults living at home and in the community.

Of key concern for policy makers and othexstakeholders is whether this arrangement is sustainable
with the care gap looming on the horizon, as'more people need care and fewer potential family
members are available to provide that everyday help.#'9Without greater explicit support for family
caregivers in coordination among the public and pfivate sectors and across multiple disciplines, overall
care responsibilities will likely intensify and place greaterpressures on individuals within families,
especially as baby boomers move into old age. In additién/theZaregivers themselves require support
to ensure they do not suffer deteriorating health effects, finaficiahinsecurity, or a combination of these
negative impacts. There is an opportunity for public health expents, policy makers, health and social
providers, researchers, employers, financial institutions, and other stakeholders to work together to
improve the health care and LTSS systems so they better address'the needs of caregivers. Together, we
can develop and enact solutions to support family caregivers and to improye their well-being and the
well-being of those for whom they provide care.

17 The Pew Research Center “Mobile Fact Sheet” indicates that 81 percent of Americans own smartphones (see “Mobile Fact
Sheet,” Pew Research Center, June 12, 2019, https://www.pewresearch.org/internet/fact-sheet/mobile/).

18 D. Redfoot, L. Feinberg, and A. Houser, “The Aging of the Baby Boom and the Growing Care Gap: A Look at Future Declines
in the Avallablllty of Family Caregivers,” AARP Public Policy Institute, Washlngton DC, 2013, ttps Z(WWW aarp org/home-
il fo-08-2013/the- -of-the-bab d-th -AARP-ppi-I

19 J. E. Gaugler and R. L. Kane, eds., Family Caregiving in the New Normal (San Diego, CA: Academic Press, 2015).
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I11. Detailed Findings

A. PREVALENCE OF CAREGIVING

Of the 7,309 people who were screened in the online survey, the proportion of initial respondents who
had served as unpaid caregivers was 21.3 percent.”® Using a 2019 estimate of 249,193,093 Americans
ages 18 and older, the study estimates 53.0 million adults have been caregivers to an adult or child in
the 12 gmonths prior to the study. This means that today, more than 1 in 5 Americans are caregivers.

The estimated prevalence, as shown in Figure 2, of caring for an adult is 19.2 percent, or 47.9 million
Ametican§up from 16.6 percent in 2015.” The estimated prevalence of caring for a child with
special needs under age 18 is 5.7 percent, or 14.1 million Americans, up from 4.3 percent in 2015.>
Approximately 418 million Americans have provided unpaid care to an adult age 50 or older in the
prior 12 months (16,8 percent), up from 2015 (14.3 percent).”?

Figure 2. Estimates of Population Prevalence by Age of Recipient

Type of Recipient Prevalence Estimated Number of Caregivers
Overall 21.3% 53.0 million
Only child recipients 2.0% 5.1 million
Only adult recipients 15.6% 38.9 million
Both adult and child recipients 3.6% 9.0 million

The increase in prevalence of caregiving mirrofs the face of caregivers: it is up among all racial/ethnic
groups, educational levels, work statuses, genders; and nearly all generations,* mirroring results found in
other studies of caregiving over time.> This increasedn prevalence may be due to any of the following:

® The increasingly aging baby boomer population requiring more care

® Limitations or workforce shortages in the health’care.ot' LTSS formal care systems

® Increased efforts by states to facilitate home- and comimithity-based services

® Increasing numbers of Americans who are self-identifying that their daily activities, in support
of their family members and friends with health or functignallimitations, are caregiving

® The confluence of all of these trends

To see detailed prevalence statistics by demographics and for more informatienzabout the prevalence
increase, see appendix B to this report.

20 As with prior Caregiving in the U.S. studies, prevalence estimates are inclusive of anyone providing care to someone in the
12 months before the time they were surveyed, whether they were a caregiver at the time of survey or had been‘a caregiver in
the prior 12 months but no longer were.

21 To calculate the prevalence of caring for an adult, add the estimated 15.6 percent caring for an adult only to the 3.6 percent
caring for both a child and adult, which yields an estimated prevalence of caring for an adult of 19.2 percent. With.thé margin
of error, the estimated prevalence of being a caregiver for an adult age 18 or older in 2020 is 18.3 percent to 20.1 percent,
outside the 2015 estimated range of 15.7 percent to 17.5 percent.

22 With the margin of error, the estimated prevalence of being a caregiver for a child in 2020 is 5.2 percent to 6.2 percent,
outside the 2015 estimated range of 3.8 percent to 4.8 percent.

23 With the margin of error, the estimated prevalence of caregiving for an adult age 50 or older in 2020 is 15.9 percent to
17.7 percent, outside the 2015 estimate of 13.7 percent to 14.9 percent.

24 Prevalence of caregiving is increasing among generation Z, who are just aging into eligibility for this study. Millennials,
generation X, and baby boomers also show increased prevalence of caregiving compared to 2015, while the silent and greatest
generations are declining in their caregiving prevalence as they continue to age. See appendix B for detailed statistics.

25 See . L. Wolff et al., “Family Caregivers of Older Adults, 1999-2015: Trends in Characteristics, Circumstances, and Role-
Related Appraisal,” The Gerontologist 58, no. 6 (2017): 1021-32.
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B. BASICS OF THE CAREGIVING SITUATION

Who Are Caregivers?

The demographic characteristics of caregivers
remain largely unchanged since 2015: caregiving
remains an activity that occurs among all
generations, racial/ethnic groups, income

or edueational levels, family types, gender
idenfities, ‘and sexual orientations. The shifts we
do see in garegiver demographics reflect general
changes‘in the demographic composition of the
U.S. populatien ever the past five years.

{\9] |

Three in 5 cafegivers are women (61 percent) and
2 in 5 are men (3g"percent). Six in 10 caregivers
report being non-Hispafiie White (61 percent),

17 percent are Latinx/Hispanic, 14 percent non-
Hispanic African Ametican orBlack, 5 percent
Asian/Pacitic Islander, and 3 percent some other
race/ethnicity, including multiracial. [For more

detail on caregiver demographiCS, sce’thisreport Photo credit: VadimGuzhva/stock.adobe.com

section M: Respondent profile.

On average, caregivers of adults are 49.4 y€ars,old, with a median age of 51.0 years (see Figure 3).

Figure 3. Caregiver Age

74,
Average Caregiver Age
49.4
35%
24% 23%
12%

. -

18-34 35-49 50-64 65-74 75+

S

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded; results may not add to 100 percent.
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More than 4 in 10 are ages 18 to 49 (46 percent), while over half are ages 50 and older (54 percent, see
Figure 4).

Figure 4. Caregiver Gender

BeA

Men

&,

Women

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

As generation Z ages into adultheed.and generation X continues to age, as shown in Figure 5, they are
increasingly part of the caregiving poptilation in the United States.

Figure 5. Percentdage of Caregivers of Adults Who Are
in Each Generationg202Q vs. 2015

2020 2015

(n = 1,392) (n = 1,248)

Generation Z 65+
(born 1997 or after) y

Millennial - 7, -
(born 1981 to 1996) 0 / 0

Generation X e .
(born 1965 to 1980) 29% 25%

Baby Boomers 34% 39% g

(born 1946 to 1964)

Silent/Greatest ) .
(born 1945 or prior) 7% 13%

* Significantly higher than comparison year.

Note: Results are rounded and don’t know/refused responses are not
shown; results may not add to 100 percent.

Subgroups: 2020
® Male caregivers are more often younger (42 percent among those 18 to 49) than those who are
middle-aged (35 percent among those 50 to 64).

® (Caregivers reflect the changing demographics of the United States as a whole: White caregivers
are the oldest (51.7 years, on average), older than either African American (47.7 years, on
average) or Hispanic (43.3 years, on average) caregivers.
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Current Versus Past Care

Just over 6 in 10 caregivers of adults (62 percent, see Figure 6) are caring for a recipient, up significantly
as compared to 2015 (56 percent), meaning 38 percent of caregivers have provided care in the past
12 months but are no longer doing so.

Figure 6. Current Versus Past Care

+6 in 2020

A

62%1

Q1.

relative or frie is something you did in
the past 12 months§ a ;é o longer doing?

2020 Base: Caregivers o ient Age 18+ (n=1,392)
2015 Base: Caregivers of Recipie e 18+ (n=1,248)

Number of Care Recipients

While most caregivers of adults care for one person (76 percent) cent care for two or more
adults, up significantly from 2015 (18 percent, see Figure 7). This finding, inseombination with the
increased prevalence of caregiving, suggests a nation of Americans who géntinue to step up to provide
unpaid care to family, friends, and neighbors who might need assistance d ealth or functional

needs.
: . s
Figure 7. Number of Care Recipients

24% care for 1 8% care for

multiple people 5% I Three+ I 3% multiple people

Q2. How many adults did you care for in the past 12 months?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
2015 Base: Caregivers of Recipient Age 18+ (n=1,248)
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Change Focus: 2020 vs. 2015

=> The increase in caring for two or more adults is happening across all ages of caregivers, as
shown in Figure 8:

Figure 8. Percentage Caring for Two or More
Adults, by Caregiver Age

18-49 (n = 552) 26%* 21%
50-64 (n = 546) 25%* 16%
65+ (n = 454) 20%* 11%

* Significantly higher than comparison year.

Subgroups: Zm

® Women are maore often caring for two or more adults (27 percent vs. 20 percent for men caregivers).

® Those caring for a spouse/partner tend to be solely focused on their care: 91 percent care for
a spouse/partner and nofonelelse, while those caring for other adults (parents, other relatives,
non-relatives) more often‘eare’for two or more people (26 percent).

® Caregivers who live in a rural@area more often care for multiple people (34 percent vs.
23 percent of caregivers who live iii'a suburban or urban area).

While some caregivers do provide care for multiple adults, this research asks caregivers to focus on the
main adult for whom they provide care. Resultssprésented hereafter refer to the caregiving situation for
that main adult recipient.

Care Recipient Gender and Age

Two out of 3 care recipients are women (61 percent, see Figlité 9) and about 4 in 10 are men (39 percent).
A greater proportion of caregivers report caring for a man (39 pexcent) than in 2015 (35 percent).

Figure 9. Gender of Care Recipient

0,
61% 65%

0,
39% 359%

Female Male

A A

Q9. Andis/was the person you care/cared for ...

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
2015 Base: Caregivers of Recipient Age 18+ (n=1,248)
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Change Focus: 2020 vs. 2015

=> Caregivers who have been providing care for five years or longer more often report caring
for a man (41 percent vs. 32 percent in 2015). Four out of 10 caregivers of a baby boomer are
caring for a man (43 percent), an increase over 2015 (33 percent).

On average, the recipient is 68.9 years old, with a median age of 72.0 years old, as shown in Figure 10.
About half of caregivers of adults are caring for someone age 75 or older (46 percent), with 40 percent
caring for someone age 50 to 74. Significantly more caregivers report caring for an adult age 18 to 34
(8 percent compared to 5 percent in 2015).

Figure 10. Care Recipient Age

Average Care Recipient Age

68.9

46%
Up from Down from 20% 20%
5% in 2015 ,9% in 2015
A
0

-8 : . . .

18-34 35-4 50-64 65-74 75+

Q5. How old is/was that adult'[at the time you provided care]?

2020 Base: Caregivers of Recipient Age 48+ (n=1,392)

The generational profile of care recipients continues to shift, with a greater proportion of recipients part
of the younger generations (now generation Z and millennials)*and/a drop-off in the oldest generation
(greatest, see Figure 11).

Figure 11. Care Recipient Generation

2020 2015
(n=1,386) (n=1,246)

Generation Z 39+ B
(born 1997 or after) 0
Millennial .
(born 1981 to 1996) 7% 5%
Generation X . .
(born 1965 to 1980) 9% 9%
Baby Boomers - .
(born 1946 to 1964) 33% 29%
Silent \ .
(born 1928 to 1945) 40% 42%
Greatest 8% 16%*

(born 1927 or prior)

* Significantly higher than comparison year.

Note: Results are rounded and don't know/refused responses are not shown;
results may not add to 100 percent.

14 CAREGIVING IN THE U.S. 2020



Relationship of Caregiver Age and Care Recipient Age

It is important to note that older caregivers tend to be taking care of someone similar in age to
themselves, while younger caregivers provide care to someone older (Figure 12).

Figure 12. Age of Main Care Recipient by Age of Caregiver

Caregiver Age

18-49 50-64 65-74 75+
(n = 552) (n = 546) (n=217) (n = 237)
A B c D

Average Care Recipient Age

18%°B¢P 11%P 9% 6%
56%5°P 23% 38%°P 21%
25% 65%° 53%" 7 49%8¢

Recipient age 18-49
Recipient age 50-74
Recipientiage 75+

Notes: Letters in'supersetipt indicate a figure is significantly higher than the figure in the column indicated.
Results are rounded and don't know/refused responses are not shown; results may not add to 100 percent.

Subgroups: 2020

The age of the care recipient yaties by the caregivers’ race/ethnicity, where White caregivers are
caring for the oldest recipients'(70.5 years, on average). This is older than either African American
caregivers (caring for someone 64.9 yeats,old, on average) or Hispanic caregivers (caring for
someone 66.9 years old, on average). Asfan American caregivers are caring for someone 69.1 years
old, on average, older than Hispanic anddAtgican*American caregivers’ recipients.

Those caring for a parent or parent-in-law afe garing for someone older (76.1 years, on average),
compared to those caring for a non-relative (69.3 years old), spouse or partner (61.5 years old), or
some other relative (59.1 years old).

Primary caregivers are caring for a younger recipient’(67.2yyears old, on average), compared to
non-primary caregivers who are caring for someone age 72.1 on average.
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Care Recipient Relation to Caregiver

Most caregivers take care of a relative (89 percent), while just 10 percent care for a friend, neighbor, or
other non-relative. Significantly more caregivers report caring for a relative than in 2015 (85 percent).
Most are caring for a parent (42 percent) or parent-in-law (8 percent), or for a spouse or partner

(12 percent, see Figure 13).

Figure 13. Care Recipient Relation to Caregiver

Parent/Parent-in-law _ 50%
Spouse/Partner . 12%

r@bndparent in-law

Slb| ling-in-law

dult chi

Other relativ

Non-relative 14

Q7. Who are you caring/did you care for? Please sele ationship.
2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

add to 100 percent.

Note: Results are rounded and don’t know/refused responses %?suh‘s may not

Change Focus: 2020 vs. 2015

= The growth in caring for an adult
relative is up markedly among
African American caregivers
(88 percent compared to 77 percent
in 2015) and Hispanic caregivers
(92 percent vs. 85 percent in 2015).
The youngest caregivers are also more
often caring for an adult relative
(91 percent) than in 2015 (85 percent).

Photo credit: Africa Studio/stock.adobe.com
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Subgroups: 2020

® Who is being cared for is driven greatly by the age of the caregiver, with older caregivers caring
more for peers (spouse/partner, siblings, and non-relatives) while younger caregivers care more
for an older generation (parents or grandparents), as is shown in Figure 14.

Figure 14. Care Recipient Relation to Caregiver by Caregiver Age

Caregiver Age

18-49 50-64 65-74 75+
(n =552) (n = 546) (n=217) (n =237)
A B C D
Parent/Parent-in-law 52%¢P 59%AcP 34%P 8%
Grafidparent/In-law 179%s00 940 - -
Spouse/Partner 8% 11% 21%"8 40%"8C
L 4 A d
Sibling /In-ld Pa 6% 5% 12%" 9%®
Own child 3% 9% 10%A 11%A
Other relative ‘sl | 2% 19 Boge goe
Non-relative 9% 9% 15%A8 22%"®

Note: Letters in superscript indicated figure is significantly higher than the figure in the column indicated.

® Additionally, men who provide caresmetevoften do so for a relative (92 percent) than women
(88 percent).

® Asian American caregivers more often repopt caring for a parent/parent-in-law (52 percent) than
Whites (43 percent) and African Americans (53 pereént).

® Long-term caregivers (those providing care for five/yearsior longer) are more often caring for
a relative (94 percent) than shorter duration caregivers' (87 percent when caring for four years
or less). Notably, long-term caregivers more often repoft earing for their own adult child
(12 percent vs. 4 percent of shorter-term caregivers).

® (Caregivers with lower household income (less than $50,060) more often report caring for a non-
relative (14 percent) than caregivers with higher income (8 percent)!
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Duration of Care for Recipient

The average duration of caregiving is 4.5 years. Three out of 10 caregivers have provided care for
5 years or longer (29 percent), significantly more than in 2015 (24 percent, see Figure 15).

Figure 15. Duration of Care

Less than 6 months 25%

6 months to less than 1 year

1to 4 years 27%

5to 9 years

29% in 2020
(vs. 24% in 2015)

10 years or more

L 4
Q21. How long have you been providing/did you provid?ﬂur [relation]?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392
Note: Results are rounded and don’t know/refused responses are not sﬁ results may

not add to 100 percent. 7

Change Focus: 2020 vs. 2015

A greater proportion of caregivers is providing care for five years or longer, a change'that is/happening
significantly among the following groups:

=> Caregivers ages 50 to 64 (36 percent compared to 28 percent in 2015)

= Lower-hour caregivers (27 percent of those providing care for 20 hours or less each havedbeen
caregiving five years or longer, compared to 22 percent in 2015)

=> Those caring for a recipient who has a long-term physical condition (37 percent vs. 31 percent
in 2015)

= Generation X caregivers (33 percent vs. 21 percent in 2015)
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Subgroups: 2020

Caregivers who are ages 50 to 64 have been caring for 5.6 years on average, longer than
caregivers who are ages 18 to 49 (3.4 years on average) or ages 65 or older (4.5 years on average).

However, when care recipients are younger (ages 18 to 49), care duration is longest at 7.9 years
(on average, significantly longer than the 3.9 years of care provided when caring for someone
age 50 or older).

Those caring for some other relative (not a spouse or parent) have been caring for 6.1 years on
average—longer than those caring for a parent/parent-in-law (4.0 years) or those caring for a
non-relative (2.3 years on average).

Primazy caregivers have been providing care longer (4.8 years on average vs. 3.9 years for non-
primary caregivers).

Caregivers with household incomes of $50,000 or more have been providing care for 4.9 years
on average;longer than those with lower household incomes (3.7 years).

Generation X garegivers have been caring for 5.2 years on average, nearly 3 years longer than
either millennial (2.9#years) or generation Z (2.4 years) caregivers.

Choice in Taking on Caregiver Role

Having a choice to take on care'is an important aspect of caregiving, as found in Caregiving in the
U.S. zo15, where those who reported having no choice were found to more often face complex care
situations and increased stress and stfain, results echoed again in this cycle’s analysis.*

When asked if they had a choice in taking on'the responsibility to provide care for their recipient, more
than half of caregivers felt they had no choicefin taking on this role (53 percent, see Figure 16).

Figure 16. Choice in Taking on CarggivergRole

x V 4 Felt they did
Felt they did not YO have‘asehoice

have a choice

=

Q39. Do you feel you had a choice in taking on this responsibility for caring for your
[relation]?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded and don’t know/refused responses are not shown;, results may not
add to 100 percent.

26 As shown throughout the report in subgroup analysis.
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Change Focus: 2020 vs. 2015

While overall the feeling of choice has not changed since 2015, there are select subgroups of caregivers
who more often feel they had no choice but to take on their caregiving role. Given the importance of
choice perception to outcomes like stress and strain, these caregivers may be especially vulnerable:

=> In 2020, all race/ethnicity groups report similar levels of feeling “choice,” though Asian

American caregivers more often report they had no choice in taking on their caregiving role
(61 percent) than they reported in 2015 (46 percent).

Women who provide care more often report having the lack of choice (55 percent compared to
50 percent in 2015).

Generatioh X caregivers more often report they had no choice in taking on care (58 percent vs.
45 pes€entiin 2015).

Caregiver§who do not live with their recipient more often report feeling they had no choice in
providing care/51 percent compared to 43 percent in 2015).

In addition, lower-hour caregivers also report an increase in feeling they had no choice in
becoming a caregiver (52 percent of those who provide 20 or fewer hours of care weekly,
compared to 45 percentgn 2015). Similarly, non-primary caregivers more often feel they had
no choice in taking on their role (46 percent vs. 40 percent in 2015).

Caregivers of a recipient whoglives in a rural area more often report having no choice in taking
on care (51 percent) than they diddn 2015 (43 percent).

Subgroups: 2020

Those caring for a spouse/partner (66 percent)for for.a parent or parent-in-law (61 percent) more
often report having a lack of choice than do those€aring for some other relative (45 percent) or
a friend/neighbor (21 percent).

Primary caregivers are more likely to feel they had nogehoice in taking on their role (57 percent
vs. 46 percent of non-primary caregivers).

As the length of time spent caregiving increases, so too d6es the feeling of having no choice:

63 percent of those who have been providing five or more years ofscare report feeling no choice,
compared to 56 percent of those caring for one to four years and 45 pereent when caring for less
than a year.

Higher-income caregivers more often report they had no choice in taking on their care role
(57 percent of those with $50,000 or more in household income vs. 47 percent of those with less
than $50,000).

Near-full-time working caregivers (those working 30 hours or more a week) more often repost
feeling they had no choice (57 percent) compared to their unemployed (51 percent) or lesser+
hour working (48 percent) peers.
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C. CARE RECIPIENT LIVING SITUATION

Care Recipient Living Alone

One in four care recipients live alone (26 percent, see Figure 17) and among care recipients who are not
in an assisted living or skilled nursing facility, 28 percent live alone.

Figure 17. Care Recipient Living Alone

w
4 in 4 care recipients live alone

o,

Q14c. Does our [relation] live alone at the time you provided care?

2020 Base: Caof Recipient Age 18+ (n=1,392)

)

Subgroups: 2020

®* Among those not living in a facility, thesoldest fecipients most often live alone: 37 percent
of recipients ages 65 and older live alone, ‘eompared to 15 percent of those ages 50 to 64 and
8 percent of those ages 18 to 49.

® Those caring for non-relatives more often reporttthat thé'friend or neighbor lives alone
(45 percent) compared to those caring for a relative (27 peicent, excluding spouse).

Caregiver Distance from Care Recipient

Most caregivers live within 20 minutes of their care recipient (76"percent, Eigure 18).

Figure 18. Caregiver Distance from Care Recipient

) _4

Up from 34%
In your household 40%7T W
in 2015 76%:within20
minutes,of househald
Within 20 minutes of your home )
20 minutes to 1 hour from your home C

1-2 hours from your home I 4%

2+ hours away . 7%

Q11. Where does/did your [relation] live at the time you provided care?

11% 1+ hour away

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
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Where Care Recipient Lives

There has been a shift in residence over the past five years, where more caregivers report their
recipient lives with them, the caregiver, instead of living in their (the recipient’s) own home. About
two out of five caregivers report their care recipient lives in the recipient’s own home (43 percent, see
Figure 19), significantly fewer than in 2015 (48 percent). Another 40 percent say their recipient lives in
the caregiver’s household, significantly more than in 2015 (35 percent).

Figure 19. Where Care Recipient Lives

48%

His/her own home
Caregiver’s household

Semeone else’s home

Nursing care/long-term care I 3%
facility 5%

Assisted living facility

Independent living/retirement . 4%

Q13. Which of the following best describes where your [rélation] lives/lived at the time you provided care?

2020 Base: Caregivers of Recipient Age 18+ Who Reportéd/Living Arrangement (n=1,389)
2015 Base: Caregivers of Recipient Age 18+ Who Reported-iving Arrangement (n=1,236)

Note: Results are rounded and don’t know/refused responses are notshewn; results may not add to 100 percent.

Change Focus: 2020 vs. 2015

This shift in residence seems to be focused among several groups:

=> African American caregivers more often report co-residing with their recipient (45 percent
compared to 28 percent in 2015) and less often report their recipient lives in their own home
(38 percent compared to 56 percent in 2015).

=> Caregivers ages 18 to 49 report a similar pattern, more often living with their recipient
(42 percent vs. 34 percent in 2015) and less often that their recipient lives in their owndome
(45 percent vs. 51 percent in 2015).

=> Those caring for a relative (other than a parent/parent-in-law or spouse/partner) also repert
increased co-residence (36 percent vs. 26 percent in 2015) and less of the recipient living in
their own home (43 percent vs. 54 percent in 2015).

Subgroups: 2020

® Caregivers who are Asian American (51 percent), Hispanic (48 percent), and African American
(45 percent) are more likely than Whites (36 percent) to report their recipient lives in their home
(the caregiver’s home).
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® As might be expected, where the care recipient lives varies by the relationship of the caregiver
and recipient, with spouses more often living together.

® (Caregivers with lower household incomes more often report living in the same household
as their care recipient (46 percent vs. 36 percent of those with $50,000 or more in annual
household income). However, caregivers, regardless of income, more often report living with
their recipient now than in 2015. Among those with less than $50,000 in household income,
46 percent live together (vs. 39 percent in 2015), while among higher-income caregivers,
36 percent live together (up from 31 percent in 2015).

Figure'20. Where Care Recipient Lives by Relation to Caregiver

Caregiver Is Caring for their...

Parent/ Spouse/ Other Non-
Parent-in-law Partner Relative Relative
(n=703) (n=177) (n = 355) (n=149)
A B Cc D
Lives with caregiver 34%P 90%#CP 36%P 17%
Lives in recipient’s own‘hofne ) 47% 3% 43%° 69%C
Lives in someone else’s home 4% 3% 9%"8 6%
Independent living or retireme\hcvmity 6%8 - 4%8 3%"
Assisted living 5%8Co 1% 2% 2%
Nursing care or long-term care facilify L‘ 4% 3% 4% 2%

Note: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated.

Frequency of Visits

Of the caregivers who do not live with their care recipient,/three-quarters say they visit their recipient
at least once a week (74 percent, see Figure 21), including Mogpé than half who say they visit multiple
times a week (55 percent).

Figure 21. Frequency of Caregiver Visits

[v)

week orimore
Once a week - 18%

Few times a month . 13%
Once a month I 4%

Few times a year . 8%17
9% less than

once a month

Less often | 1%
Q12. (If not in caregiver’s household) On average, how often do/did you visit your [relation]?
2020 Base: Caregivers of Recipient Age 18+ Not Living with Recipient (n=851)

Note: Results are rounded and don’t know,/refused responses are not shown; results may not add to 100 percent.
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Subgroups: 2020

® (Caregivers who live within an hour of their recipient more often report they see their recipient
once a week or more (84 percent vs. 27 percent of those who live an hour or more away).

® (Caregivers who are “doing more” visit more often, including:

— Primary caregivers: 79 percent visit more than once a week (vs. 67 percent of non-primary
caregivers)

— Higher-hour caregivers: 73 percent visit more than once a week (vs. 51 percent of those
providing 20 or fewer hours)

~—4Those in a high-intensity care situation®’: 78 percent visit more than once a week (vs.
60, percent medium-intensity and 43 percent low-intensity caregivers)

D. CARE RECIPIENT’S CONDITION

Types of Care Recipient. Conditions

Caregivers report their adult gare recipients have greater
health and functional needs than was reported by
caregivers in 2015 (see Figure\22). Six in 10 caregivers
care for an adult with a long-term physical condition

(63 percent), significantly more commonlymentioned
than in 2015 (59 percent). Another 30'pétcent say

their recipient has a short-term physical condition,
significantly less commonly mentioned than.in 2615

(35 percent).

Figure 22. Types of Care Recipient Conditions

N

2020 30%Y
Short-term physical conditio o

Number of reported Long-term physical condition
conditions is up

1.77 Emotional or mental health issue
1.5

Memory problems

Behavioral issues

Developmental or intellectual
disorder

Q17. Does/Did your [relation] need care because of a ...? :

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
2015 Base: Caregivers of Recipient Age 18+ (n=1,248)

Note: Respondents may select more than one response; results add to greater than 100 percent.

27 High-intensity care situation refers to caregivers who score a 4 or 5 on The Level of Care Index, first developed in the 1997
study Family Caregiving in the U.S. to provide one way to articulate the impact of a disease or disability on the people who care
for a patient during the caregiver journey. The index is based on the number of hours of care given and the number of ADLs
and IADLs performed. The details of index construction are shown in appendix B.

24 CAREGIVING IN THE U.S. 2020



One in three indicates their recipient has a memory problem (32 percent), up significantly as compared
to 2015 (26 percent). In addition, caregivers of adults more often mention their recipient having
emotional or mental health issues (27 percent) than in 2015 (21 percent). Smaller proportions indicate
the care recipient has behavioral issues (8 percent) or a developmental or intellectual issue (9 percent).

It is important to note that the type of condition varies by the care recipient’s age, such that the oldest
recipients are most likely to have a long-term physical condition or memory problem, while mental
health or behavioral issues are more common among the youngest adult recipients, as shown in
Figure23.

Figure'23. Types of Care Recipient Conditions by Care Recipient Age

Recipient Recipient Recipient

Age 18-49 Age 50-64 Age 65+

(n=188) (n = 256) (n =944)

A B C

Long-term physical condition 46%* 57 %4 69%"®
Short-term physical cﬂﬁon 30% 40%"° 26%
Emotional or mental healthsproblem 41%C 35%*¢ 21%*
Behavioral issue UA 19%8¢ 119%*¢ 5%
Memory problems 13% 19% 39%*A8
Developmental or intellectualhw delay 24%*BC 9%* 5%*

* Significantly higher than in 2015.

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Respondents may
select more than one response; results add to greaterthan 100 percent.

Subgroups: 2020

® The longer a caregiver has been providing care, the/more likely they are to report their recipient
is dealing with multiple conditions, while newer cafegivers more often report their recipient’s
issue is a short-term physical one. However, longer-termearegivers are often older than newer
caregivers, as are their care recipients (see Figure 24).

® Primary caregivers more often report behavioral issues (10"percent.ys. 6 percent non-primary).

Figure 24. Types of Care Recipient Conditions by Caregiver Tenure

Less Than 1 year 1-4 years 5+ years
(n =574) (n =393) (n=419)
A B (o
Average number of condition categories 1.5 1.74 1.948
Long-term physical condition 43% 77 % 7 9%A
Short-term physical condition 48%5¢ 19%¢ 13%
Emotional or mental health problem 22% 28%* 33%*
Behavioral issue 6% 7% 13%"8
Memory problems 23% 38%* 38%"
Developmental or intellectual disorder or delay 5% 5% 16%"®
Presence of any Alzheimer’s or dementia 18% 35%* 28%A
Caregiver age (mean, in years) 46.8 50.7% 51.8*
Recipient age (mean, in years) 66.0 73.14¢ 69.2*

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Respondents may
select more than one response; results add to greater than 100 percent.
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Change Focus: 2020 vs. 2015

Overall, comorbidity of conditions, as reported by caregivers, seems to be increasing. The changes since
2015 in specific condition categories that caregivers report include the following:

=> Long-term physical conditions are more common in 2020 among the youngest recipients
(46 percent vs. 32 percent in 2015).

=> Emotional or Mental health issues are more often reported by those caring for someone age 50
or older (24 percent vs. 19 percent in 2015); by primary caregivers (28 percent vs. 21 percent in
2015); and by those also caring for someone with a long-term physical condition (28 percent
vsf21 percent in 2015).

= Behavioral issues are more often reported by caregivers of recipients ages 50 to 64 (11 percent
vs. 3'percent in 2015).

= Memory preblems are now more often mentioned by caregivers of those ages 65 and older
(39 percentws. gpercent in 2015); by primary caregivers (32 percent vs. 25 percent in 2015);
those caring for someone with a long-term physical condition (36 percent vs. 30 percent
in 2015); and by ‘earegivers who expect their role to continue five years into the future
(36 percent vs. 30 percent.in 2015).

Comorbidity of Conditions

A greater proportion of caregivers of"@dults reports their recipient is dealing with multiple condition
categories, with 45 percent reporting twogr more condition categories, compared to 37 percent in 2015.
On average, caregivers report the presence f 277 eondition categories, significantly higher than the 1.5
reported in 2015 (see data presented earlier, in Eigure 22). This increasing comorbidity*® of conditions
that require care suggests that not only are more‘Amegican adults taking on the role of unpaid
caregiver, but they are doing so for adult recipients who may have increasingly complex medical or
support needs.

Change Focus: 2020 vs. 2015

=> This increase in caregiverreported comorbidity of conditigns™is occurring among older
recipients: 45 percent of those caring for someone age 50 or older‘teport the presence of two
or more conditions, up from 38 percent in 2015.

=> Caregivers of a recipient who lives in a rural area report a sharp incréase in comorbid
conditions (51 percent reporting two or more categories of conditions ys. 38 percent in 2015),
and while caregivers of recipients living in non-rural areas also report an increase in multiple
conditions (43 percent vs. 37 percent in 2015), it is not as marked an increase as'among
caregivers of rural-dwelling recipients.

=> Primary caregivers more often report the presence of two or more conditions (45 percent vs.
37 percent in 2015).

=> Those who provide care to someone with a long-term physical condition more often report at
least one other condition (57 percent), more than was reported in 2015 (49 percent).

=> Caregivers who expect their role to continue into the future also more often report their
recipient has two or more conditions (51 percent vs. 41 percent who do not expect to continue
to provide care).

28 Comorbidity is when a person has more than one health issue or condition at the same time.
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Care Recipient’s Main Problem or lliness

When caregivers are asked to identify the recipient’s main problem or illness that causes them to need
care, the three most common problems or illnesses cited by caregivers include “old age” (16 percent),
mobility issues (12 percent), and Alzheimer’s or dementia (11 percent, see Figure 25). Note that these
perceptions may not mirror independent health statistics.*

Figure 25. Care Recipient’s Main Problem or lliness

“Old age” ® 16%
Mobility issues ® 12%
Alzheimer’s, dementia @ 1%

Surgery, wounds =@ 6%
Cancer —@ 6%
Mental/Emotional illness =——@ 5%
Back problems —@ 5%
Stroke =——@ 5%
Diabetes =——@ 4%
Heart disease =——@ 4%
Feéble/Faling ——@ 4%
Brokensbones ——@ 3%

/9y

Lung diseasé I_. 3%

Breathing issues /@ 3%

Blindness, vision loss, can’t see well —=@ 2%
Arthritis @ 1%/

Q18. What is/was the main problem or illness youwr'] has/had,
( )

for which they need/needed your care?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392 ;

Subgroups: 2020

® The main problem for which the caregiver’s recipient needs care varies greatly depending on
the recipient’s age, as shown in Figure 26.

29 These are self-reports by caregivers about what they perceive their recipient’s main problem to be for which they need unpaid
care.
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Figure 26. Selected Main Problem or lliness by Care Recipient Age

Recipient Recipient Recipient
Age 18-49 Age 50-64 Age 65+
(n = 188) (n = 256) (n = 944)
A B c
Alzheimer’s, dementia 2% 2% 15%*48
Back problems 8%° 10%° 3%
Cancer 6% 7% 6%
Qv&)plnental or intellectual disorder or disability 139%*8C 1% 0%
Diabetes 2% 8%AC 3%
Heart @  or attack 1% 496" 49"
Mental/Emotional illness 15%8¢ 7%¢ 2%
Mobility issues”_ ™, 7% 10% 13%
“Old age,” frailty. - 49%* 23%"8
Stroke o~ 1% 6%" 5%+
Substance abuse 5%¢° 3%¢ 0%
Surgery, wounds o u 4% 129%*AC 5%

* Significantly higher than in 2015.

Note: Letters in superscript indicate a figufe is significantly higher than the figure in the column indicated.

Presence of Alzheimer’s or Dementia

Although Alzheimer’s or dementia is cited by ondy #f percent of caregivers as the main condition for
which the care recipient needs help, 26 percent of caregivers say their recipient does suffer from this
type of condition, up significantly from 2015 (22 pereéent, see Figure 27).3°

Figure 27. Presence of Alzheimgr’ss0r Dementia

+4 in 2020

A

26%1T

22%

Yes

Q18/Q20. Does/Did your [relation] suffer from Alzheimer’s
or other mental confusion?

2020 Base: Caregivers of Recipient Age 18+ (n=1,391)
2015 Base: Caregivers of Recipient Age 18+ (n=1,248)

30 This includes anyone indicating the presence of Alzheimer’s disease, dementia, or other mental confusion.
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Change Focus: 2020 vs. 2015
=> Those caring for someone age 65 or older also more often report their recipient has Alzheimer’s
or dementia (32 percent vs. 27 percent of caregivers of someone age 65 or older in 2015).
Subgroups: 2020
® One in three caregivers of someone age 65 or older reports the presence of Alzheimer’s or

dementia (32 percent vs. 12 percent when caring for someone under 65).

Frequency of Care Recipient Hospitalization

Despite the increasing comorbidity of conditions and increase in reported Alzheimer’s or dementia,
fewer caregivers of adults report their care recipient was hospitalized at least once over the past
12 months (48¢percent, see Figure 28), down from 53 percent in 2015.

Figure 28. Frequency of Care Recipient Hospitalization

‘F =5 in 2020
\ A

53%

48%1

/
<)

Hospitalized at any point in the lasi.2 months

N9. Inthe last 12 months that you were caringw, how
many times was your [relation] hospitalized6vernight?.
2020 Base: Caregivers of Recipient Age 18+ (n=1,392
2015 Base: Caregivers of Recipient Age 18+ (n=1,248) 7

Change Focus: 2020 vs. 2015

=> Caregivers of recipients ages 65 and older less often report their recipient has beenf
hospitalized at least once in the past year (49 percent, down from 56 percent in 2015).despite
these same caregivers more often reporting their older care recipient is dealing with, maltiple
conditions (more so than in 2015, see results on comorbidity above).

=> Caregivers of recipients who have no physical condition (short- or long-term) report a
sharp decline in hospitalization (18 percent hospitalized one or more times in past year vs.
33 percent in 2015).

= White (48 percent) and Asian American (43 percent) caregivers less often report their care
recipient was hospitalized compared to 2015 (55 percent each).

=> Hospitalization is down among new caregivers who have been providing care for less than a
year (51 percent vs. 57 percent in 2015).
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Subgroups: 2020

® Hospitalization is more common when the care recipient is age 50 or older (50 percent vs.
37 percent when recipient is 18 to 49).

® (Caregivers in higher-intensity care situations more often report their recipient has been
hospitalized (56 percent medium-to-high intensity vs. 38 percent low intensity). Similarly,
those providing 21 or more hours of care each week more often report their recipient has been
hospitalized (56 percent vs. 44 percent of those who provide care for 20 hours or less each week).

E.€CAREGIVING ACTIVITIES AND LEVEL OF CARE

Hours of €are Provided

On average, caregivers spend 23.7 hours per week providing care (see Figure 29), with a median
of 10 hours3' About one in three provides care for 21 hours or more each week (32 percent)** and
21 percent perform.afulktime job of 41 or more hours of care each week.

Figure 29. Hours of Care Provided

W' _Less than 1 hour BRI

-~ | 68%
1—8 hours 35% 0—20 hours

9-20 hours 22%

21-40 hours 11%

32%

Average Hours of Care
23.7 hours 41+ hours 21+ hours

Q25. Thinking now of all the kinds of help you provide/providedéoryour [relation], about how many hours
do/did you spend in an average week helping them?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded and don’t know/refused responses are not shown; resultsgmay not add to 100 percent.

Subgroups: 2020

® Caregivers whose recipient lives with them, in the caregiver’s home, report{providing care for
37.4 hours each week, more than those not living together (14.6 hours per week/n average).

® Caregivers who have no other help (paid or unpaid) provide 27.4 hours of care weekly, more
than those who share care (21.7). Similarly, primary caregivers provide more hours of caré (26.7
vs. 18.3 hours among non-primary caregivers).

31 Any caregiver who typed in hours of care in excess of 98 hours per week is capped at this level, equivalent to 14 hours per day.
Caregivers who selected constant care were capped at 77 hours per week, the mean hours of care derived from an imputation
model predicting hours of care provided. For more details on the imputation model, see appendix B: Detailed Methodology.

32 Those providing 20 hours of care or less each week provide 7.1 hours of care on average, with 5.0 median hours of care. Those
providing 21 or more hours of care each week provide 59.2 hours of care on average, with 77.0 median hours of care.
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African American caregivers report providing more hours of care each week (31.2 hours on
average) than either White (21.2 hours) or Asian American (24.1) caregivers. Hispanic caregivers
provide 26.0 hours of care weekly (significantly more than White caregivers).

Those caregivers who feel they had no choice in taking on care report providing 25.8 hours of care
weekly on average, more than those who feel they had a choice (21.4 hours).

Caregivers who have been providing care for five years or longer provide 27.5 hours of care weekly,

more than those who have been caring either for one to four years (20.9) or for less than one year

(22.9).

Caregivers whose recipient lives in a rural area provide 26.3 hours of care on average, each week, more

thamjthe 22.5 hours of care provided by caregivers of someone living in a suburban or urban setting.

—< Caregivers of recipients living in both rural and non-rural settings have similar profiles of “other
Relp,” suggesting that this gap in hours of care is not due to lack of other help (paid or unpaid).

— Howeéver, caregivers of those living in a rural area report greater difficulty finding affordable
services.in their recipient’s local area (32 percent vs. 25 percent of those caring for someone

who livesdn agsuburban or urban area), suggesting that caregivers of someone in a rural setting
may be filling in'for needed services and supports.

Unemployed carégivers provide 28.9 hours of care weekly, more than those who are employed (20.4)3

Help with Activities of Daily Living-(ADLs)

Six in 10 caregivers help their care recipient with at least 1 Activity of Daily Living (ADL, see Figure 30).
Most commonly, caregivers help their recipient get in and out of beds and chairs (41 percent). On average,
caregivers help with 1.7 of the 6 ADLs.

Figure 30. Help with Activities of Daily LivinggdADLSs)

33

\ Y S 4

> _Any ADL

Getting in and out 41%
MEAN 1.7 of beds and chairs

None Getting dressed 31%

) Getting to and
One from the toilet
Bathing or

Feeding

Down from
% in 2015

Dealing with
incontinence

inae

Q22. Which of these do/did you help your [relation] with?
2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Respondents may select more than one response; results add to greater than 100 percent.

Lower-income and lower-education caregivers also provide greater hours of care weekly, but they also are less often employed

and less often have help from others (paid or unpaid). This suggests that employment may limit caregivers’ ability to provide the
needed care hours, leading care to be stitched together across more caregivers (paid and unpaid), and/or that employment (and its
corresponding higher income) allows caregivers to hire additional care support. Further research is needed.
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Subgroups: 2020

® Caregivers whose recipient lives with
them in the caregiver’s home perform
at least one ADL for their recipient
(68 percent vs. 54 percent of caregivers
who do not co-reside with their
recipient).

® ¢ Higher-hour caregivers (those providing

1 or more hours of care each week)

agémore often helping with ADLs
éfeent) than those helping for
20 é less weekly (49 percent).
® For th stpart, performing ADLs

is more ¢ among caregivers of
adults ages 50/and.older (61 percent

‘ @ 1t when caring for someone age 18 to 49).

® (Caregivers who c@t their recipient has memory problems are more often performing
ADLs, with 69 percente fo
On average, caregivers o L
than those caring for someo
health issue (1.8).

® Even though their care recipients ? be younger, both Hispanic (71 percent) and African
American (70 percent) caregivers m @#elp with at least one ADL than either White
er

pients with memory issues provide help with 2.2 ADLs, more

(55 percent) or Asian American (49 p ivers.

Difficulty with Activities of Daily Living (ADLs)
Among caregivers performing ADLs, one in five indicatés jt is-difficult to assist their recipient with

these tasks (21 percent rating 4 or 5 on a 5-point scale, see

res31).
Figure 31. Difficulty of Helping with ADL%
21% find it difficult;

24% e, .
14% (D
0@
1-Notat 2 3 4 5-Very 0

all difficult difficult

33%

N1.  (If doing ADLs) How difficult is/was it for you to help your [relation]
with these/those kinds of tasks?

2020 Base: Caregivers who help Recipient Age 18+ with ADLs (n=822)

Note: Results are rounded and don’t know/refused responses are not shown;
results may not add to 100 percent.
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Subgroups: 2020

® Caregivers who feel they had no choice in taking on their caregiving role more often find
performing ADLs difficult (26 percent), compared to 14 percent of those who had a choice.

® Higher-hour caregivers providing 21 or more hours of care weekly also more often find
performing ADLs difficult (25 percent vs. 17 percent of those providing care 20 or fewer hours
weekly).

® When a caregiver provides care to someone with a memory problem, not only are they more
often performing ADLs but it is more difficult (28 percent vs. 16 percent of those caring for
someone without memory problems).

®  Whilecaring for someone with emotional or mental health issues does not increase the chances
ofa caregiver performing ADLs, for those who do have to take on these personal care tasks it is
especidlly difficult (30 percent vs. 17 percent of those caring for someone without emotional or
mental ealth\issues).

Help with Instrumental Activities of Daily Living (IADLSs)

There is an established list/0f,zInstrumental Activities of Daily Living (IADLs) that pertain to adult
caregiving. On average, carégivers help their recipient with 4.4 IADLs (significantly more than in 2015
at 4.2, see Figure 32).

The performance of IADLs is fairly gonsistent with 2015 data, though a greater proportion of caregivers
report helping with housework (76 percent) and managing their recipient’s finances (58 percent).

Figure 32. Help with Instrumental Activitiés of Daily Living (IADLs)

7).,
o 4.4
93 A) Housework 76%" !r,;"/:r?nmzms
2+ IADLs :
Managing finances 58%7 g:.%t'?n"'zo15
Giving medicines, pills, or injections
Arranging outside services

Q23. Do/Did you provide help to your [relation] with...? < 0

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Respondents may select more than one response; results add to greater than 100 percent.

Change Focus: 2020 vs. 2015

= Working caregivers perform more IADLs (4.4 on average) than in 2015 (4.1), with increases in
housework (78 percent vs. 71 percent in 2015) and meal preparation (61 percent vs. 56 percent
in 2015).
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Subgroups: 2020
® Higher-hour caregivers (those providing 21 or more hours of care weekly) help with 5.6 IADLs
on average, more than those providing 20 or fewer hours of care weekly (3.9 on average).

® (Caregivers who live with their care recipient perform 5.1 IADLs on average, more than the
3.9 IADLs performed by those not living together.

— Similarly, those caring for a spouse (who typically live together) perform 5.1 IADLs on
average, more than the 4.4 performed by caregivers of other relatives and the 3.8 performed
by those caring for a non-relative.

=—_Primary caregivers perform 4.6 IADLs on average, more than non-primary caregivers (4.0).

® Those«aring for someone with memory problems do 4.9 IADLs on average, more than those
cating’fof someone with a long-term physical condition (4.6) or short-term physical condition
(4.4)- Garegivers of someone with an emotional or mental health issue perform 4.7 IADLs on
average, mere than those caring for someone with a short-term physical condition.

® Caregivers who'réport having had no choice in taking on care do 4.6 IADLs, more than those
who feel they had a ¢hoice (4.1, on average).

® As years of care.incréase, so too do the number of IADLs performed. Those who have been
providing care for less.thama year perform 4.1 IADLs, which rises to 4.5 IADLs when caring for
one to four years and 4.7 when caring for five years or longer.

Time Spent on Managing Recipient’s Finances

Three in 10 caregivers of adults report that helping manage their recipient’s finances is time consuming
(30 percent rating 4 or 5 on a 5-point scale,8ee/Figure 33).

Figure 33. Time Spent on Managing Recipient’s Finances

30% time consuming

24% r N
15% 17%
2 3 4

1 - Not at 5-Very
all time time
consuming consuming

M8. (If helps with paperwork or finances) How time consuming is/was it for you to help your Jfelation]
with their finances, bills, or insurance claims?

2020 Base: Caregivers Who Help Manage Paperwork/Finances for Recipient Age 18+ (n=825)

Subgroups: 2020

® Caregivers who provide care for 21 or more hours a week often report that managing finances
is highly time consuming (46 percent vs. 20 percent of those who manage finances but only
provide 20 or fewer hours of care).

® One in three caregivers who had no choice in taking on care report that managing finances is
time consuming (34 percent vs. 23 percent of those with a choice).
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® Lower-income caregivers (35 percent vs. 28 percent of those with $50,000 or more in household
income) and those with a high school education or less (37 percent vs. 25 percent of college-
educated caregivers) are especially likely to find this task time consuming.

® Caregivers of someone with an emotional or mental health issue (42 percent vs. 24 percent
without these issues) and those caring for someone with a memory problem (40 percent vs.
23 percent without) more often report finance management being time consuming.

Help with Other Key Activities

Carégivers’ responsibilities often extend beyond the traditional direct care ADLs and IADLs, to
interacting-with various providers, agencies, and professionals on their care recipient’s behalf.

A majoritymoniter their care recipient’s condition so they can adjust care accordingly (71 percent, see
Figure 34), doingso more frequently than reported in 2015 (66 percent). Two out of three communicate
with health care professionals about their recipient’s care (65 percent). Over half (56 percent) act

as an advocate withcare providers, community services, or government agencies, taking on this
responsibility more‘than in 2015 (50 percent).

Figure 34. Helpswith Other Key Activities
~ 0 )

Monitoring the 'severity\ofitheir I
condition so that you can/could 71%71 sg% in 2015
adjust care accordingly
»

Communicating with health
care professionals

Advocating with providers,
services, agencies

Up from
50% in 2015

/ 4

Q23_1. And do/did you provide help to your [relation] by...? y
2020 Base: Caregivers of Recipient Age 18+ (n=1,392) /‘
Note: Respondents may select more than one response; results add to greate%OO percent.

Change Focus: 2020 vs. 2015

=> African American caregivers are more often doing each of these three support aetivities;
as compared to 2015: monitoring recipient’s condition (74 percent vs. 62 percent i 2615
communicating with care professionals (71 percent vs. 56 percent in 2015), and advocating
(62 percent vs. 47 percent in 2015).

=> Non-primary caregivers are increasingly advocating on behalf of their recipient (50 percent vs.
42 percent in 2015) and monitoring condition severity (67 percent vs. 60 percent in 2015).

=> Caregivers of someone living in a rural area have more often taken on the role of advocate
(60 percent vs. 42 percent in 2015) and are more frequently monitoring their recipient’s
condition to adjust care accordingly (70 percent vs. 63 percent in 2015).
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=> Advocating for the care recipient is increasingly more common now than in 2015 among
several groups:

— Women caregivers (57 percent vs. 50 percent in 2015)

— Those caring for the youngest recipients (57 percent when caring for someone age 18 to 49
VS. 45 percent in 2015)

— Those caring for the oldest recipients (59 percent when caring for someone age 65 or older
vs. 53 percent in 2015)

- Those with household incomes less than $50,000 (52 percent, up from 45 percent in 2015)

Subgrodps: 2020

® (Caregivers who report having had no choice in taking on their role more often report doing
each of these three activities than those who had a choice: monitoring recipient’s condition
(76 percent Vsy64 percent with a choice), communicating with care professionals (72 percent vs.
57 percentwith a choice), and advocating (64 percent vs. 46 percent with a choice).

® Those who provide 21 or more hours of care each week more often perform each of these three
activities than caxegivers in lower-intensity or lower-hour situations. For higher-hour caregivers,
70 percent advocate ((vs. 49 percent lower-hour caregivers), 87 percent monitor (vs. 63 percent),
and 82 percent communicate (vs. 57 percent).

® Similarly, primary caregivers more often perform each of these three tasks: advocating
(59 percent vs. 50 percent nonsprimary), monitoring (73 percent vs. 67 percent), and
communicating (69 percent vs. 58 percent).

® Those who have been providing caté fer one year or longer also more often take on these
support tasks of advocating (64 percent y8. 46 percent of those caring for less than a year),
monitoring (76 percent vs. 64 percent), and comanunicating (72 percent vs. 57 percent).

® Higher-income caregivers—those with $50,060 or more each year in household income—more
often perform all three support activities of adve€ating(58 percent vs. 52 percent of those
with less than $50,000 in household income), monfitoring (73 percent vs. 67 percent), and
communicating (68 percent vs. 61 percent).

Of note, performing these tasks, like advocating for the care recipient.er communicating with care
professionals, varies by the relationship the caregiver and care reeipient haye, When the caregiver is
caring for a close family member (like a spouse/partner or parent), they mere often do each of these
three tasks than caregivers of more “distant” relatives. In turn, those caringgorihese more “distant”
relatives (other relatives in Figure 35), more often do these three tasks than cagegivers of non-relatives.
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Figure 35. Help with Other Key Activities by Caregiver-Care Recipient Relationship

Parent/
Spouse/ Parent-In- (034,114 Non-
Partner Law Relative  Relative
(n=179) (n=703) (n=355) (n=149)
A B C D
Communicating with hgalth care professmnalls. |Ik? 7Q948CD 67%° 61%° 48%
doctors, nurses, or social workers about recipient’s care
tc)ng the severnty of their condition so that you 78%CP 739%P 69%° 549%*
adjust care accordingly
Advocating.for them with health care providers, 62%CP 60%CP 5290 40%*

community.services, and government agencies

* Significantlythigher than in 2015.
Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Respondents may
select more than one'response; results add to greater than 100 percent.

Assistance with Medical/Nursing Tasks

Recent research revealed that, in"addition to ADLs and IADLs, family caregivers are increasingly
performing tasks that nurses typieally perform.3* Known now as “medical/nursing tasks,” these skilled
activities include injections, tube feedings, catheter and colostomy care, and many other complex care
responsibilities. About 6 in 10 caregivers assist with medical/nursing tasks (58 percent, see Figure 36).

Figure 36. Assistance with Medical/Nursing Tasks

Not sure (2%)

Yes

N3. Do/Did you help your [relation] with any medical/nursing tasks? This might
include giving medicines like pills, eye drops, or injections, preparing food for
special diets, tube feedings, or wound care. You could be monitoring things like
blood pressure or blood sugar, helping with incontinence, or operating equipment
like hospital beds, wheelchairs, oxygen tanks, nebulizers, or suctioning tubes.

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded and don’t know,/refused responses are not shown; results may
not add to 100 percent.

34 See Reinhard et al., Home Alone Revisited; S. C. Reinhard, C. Levine, and S. Samis, Home Alone: Family Caregivers Providing
Complex Chronic Care (Washington, DC: AARP Public Policy Institute and United Hospital Fund, 2012).
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Subgroups: 2020

® African American and Hispanic caregivers
(67 percent each) more often help with
medical/nursing tasks than do White
caregivers (52 percent).

® Caregivers who feel they had no choice
in taking on care more often help with
medical/nursing tasks (61 percent) than
those who had a choice (54 percent).

® % Those caring for a spouse/partner more
oftén helpswith medical/nursing tasks
(72 percent) than all other caregivers
(56 pereent)sSimilarly, caregivers who live
with their reeipient more often help with
medical/nursing tasks (70 percent) than
those who do not livertogether (49 percent).

® The more hours'ef care a caregiver provides, the more often they help with medical/nursing
tasks: 84 percent of caregivers who provide 21 or more hours of care weekly are helping with
medical/nursing tasks (compased to 45 percent of those providing 20 or fewer hours of care).
A similar pattern also emerges for the level of care index, where caregivers in higher-intensity
situations more often do medical/nussing tasks.

® (Caregivers of recipients who live in aguzal area more often report helping with medical/nursing
tasks (62 percent vs. 56 percent of those caring for someone living in a non-rural area).

Ease of Coordinating Care

The challenges individuals face in navigating the health cafe’and LTSS systems are often amplified
for their caregivers, who are acting on their behalf35 A gtreaterproportion of caregivers report having
at least some difficulty in coordinating care among their ¢arefecipient’s providers (31 percent vs.

23 percent in 2015, shown in Figure 37).

Figure 37. Ease of Coordinating Care

D 4

m Very difficult ®m Somewhat difficult m Somewhat easy m\Very easy

2020 [ 24%17

2015 2% 18% 46% 31%

Q38. (If responsible for coordinating) Please think about all of the health care professionals or service
providers who give/gave care or treatment to your [relation]. How easy or difficult is/was it for you to
coordinate care between those providers?

2020 Base: Caregivers Involved in Care Coordination for Recipient Age 18+ (n=1,200)
2015 Base: Caregivers Involved in Care Coordination for Recipient Age 18+ (n=1,042)

Note: Results are rounded and don’t know/refused responses are not shown; results may not add to 100 percent.

35 National Academies of Sciences, Engineering, and Medicine, Families Caring for an Aging America.
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Change Focus: 2020 vs. 2015

This increased difficulty in coordinating care seems to be fairly universal for caregivers in 2020. This
significant increase in coordination difficulty is happening across all age groups under 75, gender,
and income groups of caregivers; caregivers who felt they had a choice and those who feel they did
not; both working and unemployed caregivers; caregivers providing any number of hours of care; and
irrespective of where the recipient lives (rural vs. not).

=> Caregivers with at least some college education show a marked increase in difficulty of care
ceordination (34 percent vs. 23 percent in 2015).

=» Those caring for the oldest recipients ages 65 and older more often report having difficulty
withycare coordination (30 percent) than they did in 2015 (22 percent).

=> Primary edregivers report more difficulty with care coordination (28 percent vs. 20 percent in
2015).

=> Long-termpearegivers who have been providing care for one year or longer more often report
issues withgarefepordination (32 percent vs. 21 percent in 2015).

Subgroups: 2020

® (Caregivers of those whe have emotional or mental health issues report the most difficulty with
care coordination (45 petcent ys. 25 percent of those caring for a recipient without emotional or
mental health issues). Thosefcaring for someone with memory problems (37 percent) are also
especially likely to find care coordination difficult (compared to 27 percent of those caring for
someone without memory problems).

® Higher-hour caregivers more often repért having ditficulty (38 percent of those who provide
21 or more hours of care a week vs. 27 pércent of those providing 20 hours or less), as do high-
intensity caregivers (37 percent vs. 25 percent low- to mid-intensity caregivers).

® Those caregivers who feel they had no choicé in taking on care also more often find care
coordination difficult (37 percent vs. 23 percent who hada choice).

Level of Care Index

The Level of Care Index, first developed in the 1997 study Family Garegiving in the U.S. (a predecessor
to this research) and used in the 2004, 2009, and 2015 Caregiving‘in the U.S. studies® is replicated in
this study to convey in a simple measure of the intensity or complexity ofhe caregiving situation.
The index is based on the number of hours of care given as well as the numbetiof ADLs and IADLs
performed. The details of index construction are shown in appendix B.

Four in 10 caregivers are in high-intensity situations (40 percent), 16 percent experience ‘a medium
intensity, and 43 percent have a low intensity (see Figure 38).

36 Ineach of the prior waves, this index was referred to as the Burden of Care Index, with each level of the index referred to as
high, moderate or medium, and low “burden.” For the 2020 cycle, we have adjusted the name to be Level of Care Index, with
each level of the index referred to with the word “intensity” rather than “burden,” as this index is one way to measure the
intensity or complexity of the caregiving situation.
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Figure 38. Level of Care Index

40%
high intensity

27% 16%

H Low intensity - 1 m2 3 4 m High intensity - 5

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

For each intensity level of care, Figure 39 shows the components of the index.

Figure 39~Components of Level of Care Index by Intensity Category

Low Medium High
Intensity Intensity Intensity
(n = 595) (n =231) (n =559)
Hours of care per week_ 5.4 9.7 48.9
Number of ADLSs out of siX total 0.2 2.2 3.0
Number of IADLs out of seven total 3.5 4.3 5.5*

* Significantly higher than in 2015.

Change Focus: 2020 vs. 2015

=> The youngest caregivers—those ages 18 to 49—m@r¢ often are in a higher-intensity care situation
(43 percent) than they were in 2015 (36 percent). This'may be because a greater proportion of
these caregivers are caring for a relative (91 percent vs. 8g,pércent in 2015), live together with
their recipient (42 percent vs. 34 percent in 2015), care foga recipient with Alzheimer’s or
dementia (23 percent vs. 16 percent in 2015), and/or their regipfent has more comorbid conditions
(47 percent reporting two or more condition categories vs. 37 percentinh 2015).

Subgroups: 2020

® African American (54 percent) and Hispanic caregivers (49 percent) moresoften avesin high-
intensity care situations than either White (35 percent) or Asian American (32 percent) caregivers.

® Those caring for a spouse/partner are most often in the high-intensity category (59 percent),
more so than those caring for a parent/parent-in-law (35 percent), other relative (44 percent), or
non-relative (31 percent). Likewise, caregivers who live with their recipient more often aresima
high-intensity care situation (61 percent vs. 27 percent not living together).

® Primary caregivers more often are in a high-intensity care situation (44 percent) than non-
primary caregivers (33 percent).

® Those who have been providing care for five years or longer more often are in high-intensity
care situations (47 percent vs. 38 percent of those who have been providing care for less time).

® Lower-income caregivers more often are in high-intensity situations (46 percent vs. 37 percent
of those with $50,000 or more in household income), as are caregivers with less than a college
degree (43 percent vs. 35 percent of those with a bachelor’s degree or higher).
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F. PRESENCE OF OTHER HELP

Presence of Other Unpaid Caregivers

About half of all caregivers report that someone else also provided unpaid care to their care recipient
over the past year (53 percent, see Figure 40).

Figure 40. Presence of Other Unpaid Caregivers

N )

A N
Q28. Has@else provided unpaid help to your

[relation] during the last 12 months?

2020 Base: Caregi sgf Recipient Age 18+ (n=1,392)

Primary Caregiver Status

Over 6 in 10 caregivers perceive themselves to be the primary unpaid caregiver, meaning either they
are sole caregivers (47 percent, see Figure 41) or there are otherAinpaid caregivers but they themselves
provide the majority of unpaid care (17 percent). The 36 percentawho are non-primary caregivers
includes 12 percent who share caregiving equally with someone‘else and 23 percent who say another
caregiver provides most of the unpaid care.
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Figure 41. Primary Caregiver Status
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Change Focus: 2020 vs. 2015

=> Caregivers of recipients who live in a rural area are morewften the primary caregiver

(67 percent) than they were in 2015 (57 percent).

Subgroups: 2020

37

African American caregivers (55 percent) more often are the soleginpaid.earegiver for their
recipient, more so than White (44 percent) or Asian American (43 peteent) caregivers.’

Women caregivers are more often the primary caregiver (67 percent vs,59 pergent of men
caregivers).

LGBTQ caregivers are more likely to report being the primary caregiver (78 pergéent ys.

63 percent of caregivers not identifying in this way).

Those caring for someone age 18 to 49 are more often the primary caregiver (73 pereent y§.
63 percent of those caring for someone older). Moreover, they are more often the sole caregiver
for the adult age 18 to 49 (59 percent vs. 45 percent of those caring for someone older).

Those who report having no choice in providing care more often are the primary caregiver
(69 percent vs. 59 percent with choice), with 50 percent reporting they are the sole caregiver.

Caregivers of a spouse/partner are predominately the sole caregiver (8o percent), more than
those caring for a parent/parent-in-law (44 percent), other relative (40 percent), or non-relative

Fifty-two percent of Hispanic caregivers report being the sole unpaid caregiver, not significantly different from any other
racial/ethnic group listed.
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(45 percent). Similarly, caregivers who live with their care recipient often are the sole caregiver
(61 percent vs. 38 percent of those who do not co-reside).

® Among caregivers who provide 21 or more hours of care each week, 53 percent report being
the sole caregiver, more than the 44 percent of caregivers who provide 20 or fewer hours of
care weekly. High-intensity caregivers more often are the primary caregiver (71 percent vs.
60 percent of those in low- to mid-intensity situations).

® Caregivers who do not work (67 percent) or who work fewer than 30 hours a week (69 percent)
more often are the primary caregiver than those who work 30 hours or more (60 percent).

® Perhaps related to working, caregivers with lower household incomes more often report being
thie primary caregiver for their recipient (70 percent), compared to those with $50,000 or more
inJiousehold income (61 percent).

Caregivers WhosAre Children

The other membets of the family or community who may be called upon to carry out care tasks
includes children. Amgongsthose who report having unpaid help, 14 percent say at least one of these
unpaid caregivers is a childainder age 18 (see Figure 42). Therefore, in total, 7 percent of caregivers of
adults report a child helps pfovide care to the recipient. Based on a population of 47.9 million caregivers
of adults, this estimates at least 3@~million children under age 18 in the United States are providing
care to an adult recipient.®

Figure 42. Caregivers,Wwho are Children

%)
L
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Q29Z. (If has other unpaid help) Of all the people who help provide/helpéd*provide
care to your [relation], are/were any of them children under the agesof 18?
They might help or assist/have helped or assisted you with the care you
provide/provided. The child(ren) may also help/have helped with things like
bringing items to or from your [relation], doing chores or other housework,
running errands, or just generally helping watch over your [relation].

2020 Base: Caregivers With Other Unpaid Help for Recipient Age 18+ (n=738)

38 For comparison, 11.2 percent of caregivers of adults report living with their care recipient, with children or grandchildren
under the age of 18 also living in the same home at the time of care. This would project out 5.4 million child caregivers
providing care to an adult, if at least one child in each of these households provided care.
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Subgroups: 2020

® Younger caregivers more often report at least one child helping to provide care, though they
also more often have at least one child living in their home, as is shown in Figure 43.

®  When the caregiver lives in the same home as the care recipient, children more often provide
care (19 percent vs. 11 percent of those not co-residing).

® Children helping to provide care is more common among non-White caregivers, with about
one in five reporting their presence: 21 percent Hispanic, 20 percent African American, and
174percent Asian American compared to 9 percent White.

¢, Caregivers in high-intensity care situations more often report children helping to provide care
(17 pexcent) than those in a low-intensity setting (10 percent).

Figure 43. €hildhen Providing Care, Children in Household, and Co-Residence with Recipient
by CaregiverGenegation

Generation Z Millennial Generation X  Baby Boomer Silent
(n= 34) (n = 283) (n =392) (n = 594) (n=89)

A B (¢ D E
At least one child caregiver 16%PE 9%PE 9%PE 4% 2%

At least one child lives with
the caregiver

36%" 449%"F 47%P* 10% 8%

Care recipient lives in

o 44% 41% 39% 36% 559%8CP
caregiver’s home

Note: Letters in superscript indicate a figure is significantly‘higher than the figure in the column indicated.

Use of Paid Help

Despite the increasing complexity or comorbidity of conditions that adult care recipients are dealing with,
the majority of caregivers have no paid help in caring for their gecipient (69 percent, Figure 44). Among
caregivers whose recipient was not in a nursing home or assisteddiving facility, just 3 in 10 report their
recipient received paid help from aides, housekeepers, or others in'the past year (31 percent).

Figure 44. Use of Paid Help

Yes
o

e

No
- e

Q30. (If recipient not in nursing home or assisted living) During the last 12 months, did your [relation]
receive paid help from any aides, housekeepers, or other people who were paid to help them?

2020 Base: Caregivers of Recipient Age 18+ Not in Nursing Home or Assisted Living (n=1,285)
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Subgroups: 2020

Women caregivers more often report the use of paid help (34 percent vs. 26 percent of men
caregivers).

Use of paid services is most common among caregivers of those ages 65 and older (38 percent
vs. 16 percent of those caring for someone ages 18 to 64).

Caregivers who do not live with their care recipient more often report the presence of paid help
(36 percent vs. 23 percent who live together).

These in a high- to medium-intensity care situation more often report the use of paid help
(30epercent vs. 24 percent of low-intensity caregivers).

Caregiyers with higher household incomes more often report their recipient has paid help
(33 pércent of those with $50,000 or more vs. 27 percent of those with less than $50,000 in
household/income).

Combination of Paid orsUnpaid Help

One in three caregivers of adults is providing care completely alone, with no help from anyone else
(paid or unpaid, 33 percent as"shown in Figure 45). Another 22 percent is at the other end of the help
spectrum—reporting the presence.of both paid and unpaid help. One in three have other unpaid
caregivers helping out but no paidihelp (31 percent), while 14 percent report having paid help but report
that they themselves are the onlyunpaid/caregiver.

Figure 45. Combination of Paid?’or Unpaid Help

31% 3%
22%

Has unpaid help Has paid help Has both No other help
only only
Q28. Has anyone else provided unpaid help to your [relation] during the last*T2.months?

Q30. (If recipient not in nursing home or assisted living) During the last 12 months, did your
[relation] receive paid help from any aides, housekeepers, or other people who were
paid to help them?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
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Caregivers who “do it alone” without any other help (paid or unpaid) report providing more hours of
care weekly and are more often living together, as shown in Figure 46.

Figure 46. Caregiving Situation by Presence of Paid and Unpaid Help

Has Both Has Unpaid

Paid and Help but Has Paid Help Has No
Unpaid Help No Paid but No Unpaid | Other Help
(n=318) (n=417) (n = 195) (n = 457)
A (3 b}
Hours‘ of care provided weekly by 295 20.8 293 07 4480
caregiver (average)
Numb-e(M performed by 2 38D 13 2. 00 1.4
caregiver (average)
Numb‘er of IADLs"performed by 4.4 4.2 4.g#eD 4.4
caregiver (average)
v
Years of care (averago 4.1 4.0 5.1 4.9
.Numbe.r of condition categories care 1.8%0 16 2 00 15
is provided for (average)
High-intensity care situation \s 4293 35% 43% 43%8
(percent)
Recipient lives with caregiver 29% 359 329 5Q9ABC
(percent)
Caregivers’ median household income @W . $67,500 $80,000 $55,000

Note: Letters in superscript indicate a figure is significantly highegthan the figure in the column indicated.

Subgroups: 2020

® The older the recipient, the more often they have help from both paid and unpaid sources
(27 percent when care recipient is age 65 or older vs. 11 percentfor younger recipients ages 18 to
64).

® White (24 percent) and Asian American (23 percent) caregivers mére often report the presence
of both paid and unpaid help than do Hispanic caregivers (14 percent)#vhich may be because
their care recipients are often older.®

® Half of caregivers who live with their recipient report having no help at all (paid/or unpaid),
significantly more than caregivers who do not co-reside with their recipient{23 petcent).

® Similarly, those caring for a spouse/partner (who almost always live together) ate oftefi
providing care totally alone (66 percent without paid or unpaid help), while the majority*of
those caring for someone else have at least one other source of help (71 percent paid or gnpaid).

39 Twenty percent of African American caregivers report the presence of both paid and unpaid caregivers, not significantly
different than any other racial/ethnic group reported above.
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G. WELL-BEING OF CAREGIVERS

Caregiver Health

Caregiver self-rated health seems to have declined during the past five years; alarmingly, the stress
associated with caregiving may exacerbate declines in health that occur with age. Four in 10 caregivers
(41 percent, see Figure 47) consider their health to be excellent or very good, down significantly from
2015 (48 percent), while 1 in 5 say it say it is fair or poor (21 percent), up significantly from 2015

(17 percent)*® and comparable to other research.*

Figure 47. Caregiver Self-Rated Health

Excellent [0

Very good 31%

Good 38%

Far 21% in 2020
fair/poor
. I - vs. 17% in 2015

D1.  How would you‘desgribe®your own health? / When
you were last carégiving, wassyour health ...?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

By comparison, using the same self-rated health measure,{thiegeneral U.S. population has not seen a
comparable decline over the past five years, as shown in Figure48:+> Supports for caregivers and their
recipients will be even more critical if this trend in declining caregiver health continues to hold.

Figure 48. Self-Rated Health Status of Caregivers Comparedsto General U.S. Adult Population

2020 Caregivers National estimate 2015 Caregivers National estimate

(n = 1,392) 2018** (n = 1,248) 2014***
Excellent/Very good 41%* 62% 48% 2 62%
Good 38% 26% 35% < 26%
Fair/Poor 21%* 12% 17% 12%

* Significantly different than 2015 (higher or lower)

** See note 42.

*#* CDC/NCHS, Summary Health Statistics: National Health Interview Survey, 2014.

40 Self-rated health is typically asked on this 5-point scale. See E. L. Idler and Y. Benyamini, “Self-Rated Health and Mortality: A
Review of Twenty-Seven Community Studies,” Journal of Health and Social Behavior 38, no. 1.

41 Researchers found that 20 percent of informal, unpaid caregivers self-reported fair or poor health. See V. J. Edwards et al.,
“Characteristics and Health Status of Informal Unpaid Caregivers—44 States, District of Columbia, and Puerto Rico, 2015-
2017, MMWR Morbidity and Mortality Weekly Report 69 (2020):183-88. doi:http://dx.doi.org/10.15585/mmwr.mmé6907a2.

42 CDC/NCHS, Summary Health Statistics: National Health Interview Survey, 2018, https://ftp.cdc.gov/pub/Health_Statistics
NCHS/NHIS/SHS/2018_SHS_Table_A-11.pdf.
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Change Focus: 2020 vs. 2015

The drop-off in caregiver self-rated health since 2015 is happening across most subgroups of caregivers.
Caregivers report significantly worse health across all hours of care and ages of recipients; among both
low- and high-income caregivers; among all marital statuses; and among both those who had a choice
and those who had no choice in providing care.

The following groups of caregivers stand out as having significant declines in self-rated health, while
their peers have not.

>

The youngest caregivers—those ages 18 to 49—are less likely to say they are in excellent or
veny good health (40 percent in 2020 vs. 52 percent in 2015) and are more likely to report
having fair or poor health (21 percent in 2020 vs. 15 percent in 2015). The decline seems to
be’concentrated among millennials, who say they are in worse health now than they were in
2015 (40 percent rating excellent or very good in 2020 vs. 56 percent in 2015, and 22 percent
rating theimhéalth as fair or poor in 2020 vs. 14 percent in 2015). Other research suggests
that generally, as<a whole, millennials are experiencing health declines at earlier ages than
generations before them,* so perhaps millennial caregiver health declines are reflective of
overall populationdiealth declines among their generation. Further research is needed.

Alarmingly, caregivers in the miore,'demanding” or “intense” care situations have had the greatest
slides in self-rated health in the(past five years:

>

>

>

Fewer than 4 in 10 caregivets who have no other help at all (either paid or unpaid) report
having excellent or very good health (36 percent), down from 50 percent in 2015.

The highest-intensity care situationssare.experiencing health declines: 35 percent report being
in excellent or very good health (dowh from#2 percent in 2015) while 27 percent report being
in fair or poor health (up from 21 percéntdin 2015).

Caregivers who live with their care recipient/are experiencing health declines (35 percent in
excellent or very good health, down from 45 pereent in 2015), while those who do not live
together are down in health status only slightly.

Primary caregivers’ health is also declining, with just §gspercent reporting excellent or very
good health compared to 49 percent in 2015.

Other groups showing significant declines in self-rated health include the feldowing:

43

2>

2>
>

7

Hispanic caregivers (35 percent rate their own health as excellent or very good vs. 51 percent
in 2015)

Asian American caregivers (41 percent vs. 60 percent in 2015)
Women caregivers (40 percent, down from 48 percent in 2015)

Working caregivers generally (46 percent vs. 53 percent in 2015), and “full-tim¢” werking
caregivers specifically (47 percent of those working 30 hours or more vs. 54 percent in 2015)

Caregivers with a high school diploma or less education (31 percent vs. 43 percent in 2015)
Caregivers who do not live in a rural area (42 percent vs. 50 percent in 2015)

Those caring for a spouse/partner (32 percent excellent or very good vs. 45 percent in 2015)
and caring for a relative other than a parent (40 percent vs. 53 percent in 2015)

BlueCross BlueShield Health of America, The Economic Consequences of Millennial Health, November 6, 2019,
https://www.bcbs.com/sites/default /files/file-attachments/health-of-america-report/HOA-Moodys-Millennial-10-30.pdf.
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Subgroups: 2020

® Groups that rate themselves in better health include the following:

— White caregivers (45 percent rate their own health as excellent or very good), compared to
African American (34 percent) or Hispanic (35 percent) caregivers

— Caregivers who feel they had a choice in taking on their role (45 percent rating excellent or

very good vs. 38 percent had no choice)

— Higher-income caregivers (47 percent in excellent or very good health vs. 31 percent of those

with less than $50,000 in household income)

=—_More educated caregivers (51 percent of those with a college degree or higher vs. 41 percent

of those with some college vs. 31 percent of those with a high school diploma or less)

At the other enddf the health spectrum, caregivers who more often self-rate as being in fair or poor
health includet
— Thosegvhofeel alone (30 percent vs. 16 percent of those who do not feel alone)

— Caregiverswho live with their care recipient (27 percent vs. 16 percent of those not living
together)

— Those in high-intensity caregiving situations (27 percent vs. 16 percent in medium- to low-
intensity situations)

— Primary caregivers (23 percent vs. 16 percent non-primary)

Caregiver Health Changes

While 7 out of 10 caregivers feel that proyiding care has not affected their own health (72 percent),
nearly 1 out of 4 feel caregiving has made theif liealth worse (23 percent, see Figure 49).

Figure 49. Caregiver Health Changes

Made it better

Made.it worse

Not affected it

D2. How would you say taking care of your [relation] has affected your health?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Subgroups: 2020

® Half of those who feel alone feel that caregiving has made their health worse (50 percent),
compared to just 13 percent of those who do not feel alone.
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® Caregivers who report lesser or lower health status are the same caregivers reporting that their
role has made their health worse, including:

— Those in high-intensity caregiving situations (32 percent say it has made their health worse
vs. 16 percent in medium- to low-intensity situations)

— High-hour caregivers (33 percent when providing 21 or more hours of care weekly vs.
18 percent of lower-hour caregivers)

— Caregivers who live with their care recipient (29 percent vs. 18 percent not living together)

— Those who feel they had no choice in taking on their role (32 percent vs. 12 percent had a
choice)

— Primary caregivers (25 percent vs. 18 percent non-primary)

®  White/(24'percent) and Asian American (27 percent) caregivers more often report that
caregivingthas made their health worse, as compared to Hispanic caregivers (17 percent); and
while Asian“American caregivers are older than Hispanic caregivers, caregiver age has no effect
on the healthvimpact of caregiving.

® One out of thfeeeategivers of a spouse/partner report caregiving has made their health worse
(33 percent), compared.to 21 percent of those caring for all others.

® As the length of caregiving,rises, so too does the reported impact on caregiver health, for
the worse: 277 percent of(these who have provided care for a year or longer report caregiving
making their health worsé*vs” just"17 percent of those who have cared for less than a year.

Difficulty Caring for Own Health

Nearly one in four caregivers say it is diffieult to-take care of their own health (23 percent), while
55 percent disagree (see Figure 50).

Figure 50. Difficulty Caring foi#Own Health

N
<

23%-agree

30% 25% 19% 4%

m 1-Strongly disagree m 2-Disagree = 3-Neither m4-Agree ®5-Strongly ‘agree

\

M5b. How much do you agree or disagree with each statement below
about being a caregiver for your [relation]? “I find/found it difficult
to take care of my own health.”

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded and don’t know/refused responses are not
shown; results may not add to 100 percent.

Nearly across the board, caregivers who say caregiving has made it difficult to take care of their own
health report a higher-intensity or demanding care situation: they perform more hours of care weekly,
perform more ADLs and IADLs, more often live with their recipient, and report their recipient has
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multiple condition categories (as shown in Figure 51). They more often say they are in worse health and
more often report feeling physical strain, emotional stress, and loneliness.

Figure 51. Caregiver Well-Being by Difficulty Taking Care of Health

\

Care Situation
High intensity
Average hours of care weekly

ADLs (average)

IADLs (average)

Average condition categories recipient has
Recipient lives 'with caregiver

Self-Rated Health Status

Difficulty to Take Care of Own Health

Not Difficult Neither Difficult
(n=768) (n = 300) (n=317)
A B C

Excellent/Very good
Fair/Poor

Made health worse
Stress and Strain

Feels alone

High physical strain

High emotional stress

High financial strain

Had no choice in taking on care

Age of caregiver (average)
Age of care recipient (average)

32% 45%"* 57%"®
19.2 25.8% 32.9%8
1.4 1.74 2.1%8
41 4.5% 5.148
1.5 1.74 2.1%8
35% 45%A 47 %
55%8¢ 30%° 20%
10% 25%" 42%8
8% 19%* 60%"®
8% 21%" 55%*"8
8% 19%"* 38%"®
22% 40%"* 709%"8
10% 23%" 36%"®
44% 57 %A 72%"8
4949 48.6 48.4
70.58€ 67.7 66.2

Sub

Note: Letters in superscript indicate a figure is significantly higher than % in the column indicated.

groups: 2020

_gb

Caregivers ages 18 to 64 more often agree that caregiving has made it'difficult to take care of
their own health (24 percent vs. 18 percent of those ages 65 and older).

As with the other health subgroups seen above, caregivers who are likely to-report having
difficulty taking care of their own health include:

— Those who had no choice in taking on care (31 percent vs. 14 percent with cheice)

— Those caring for a spouse/partner (31 percent vs. 22 percent others)

— Those who live with their care recipient (27 percent vs. 20 percent not co-residing)

— Those who have been providing care for a year or longer (27 percent vs. 17 percent less than

a year)

— Those in high-intensity care situations (32 percent vs. 16 percent medium- to low-intensity

situations)

— Primary caregivers (26 percent vs. 17 percent non-primary)
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Physical Strain of Caregiving

Nearly one in five caregivers report high physical strain as a result of their caregiving duties (17 percent
rating a 4 or 5 on a 5-point scale, see Figure 52). On average, caregivers of adults report a physical
strain of 2.4 (out of 5).

Figure 52. Physical Strain of Caregiving

MEAN 2.4
’ physical
strain
-
; 29% 25% 11% 7%
B 1Nota strainatall m2 3 m4 m5-Very much a strain

-
Q35. How much strain would you say that caring for your
[relation] is/was for you?
2020 Base: Caregivers%nt Age 18+ (n=1,392)

Note: Results are rounded and do fwérefused responses are not

shown; results may not add to 1 W

Subgroups: 2020
® (Caregivers who say they had no choice in taking on their care role more often report high
physical strain (21 percent vs. 13 percent with choice).

® Those in high-intensity caregiving situations more often@eport high physical strain (29 percent),
more than those in medium-intensity situations (14 percent), who im"turn more often report
physical strain than those in low-intensity care situations (7 percént)

® Similarly, those who provide 21 or more hours of care weekly report higher physical strain
(30 percent) than those providing fewer hours of care (11 percent).

® (Caregivers who report feeling alone also report high physical strain (37 pef€entvss11 percent of
those who don't feel alone).
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Emotional Stress of Caregiving

Nearly 4 in 10 caregivers consider their caregiving situation to be highly stressful (36 percent rating
stress 4 or 5 on a 5-point scale, shown in Figure 53), while an additional 28 percent report moderate
emotional stress. On average, caregivers of adults report emotional stress of 3.0 (out of 5).

Figure 53. Emotional Stress of Caregiving

MEAN 3.0 ):g
36% high
emotional stress

Ve

/7y

16% 20% 19%4 18%
m 1-Not at all stressful m2 3 u4 m 5-stressful
-,

Q36. How emotic M tressful would you say that caring for your

[relation] is Was for you?
2020 Base: Caregiversé' ient Age 18+ (n=1,392)

cipi
Note: Results are rounded an@k //refused responses are not
shown; results may not add to 1

Ve

Subgroups: 2020

When caregivers feel alone, 72 percent report feeling’hightemotional stress, compared to just

24 percent of those who do not feel alone.

Nearly half of caregivers who had no choice in providing carefeel a high amount of emotional

stress (48 percent vs. 23 percent who had a choice).

Asian American caregivers more often report feeling high levels of#€motional stress (44 percent),

more so than either African American (29 percent) or Hispanic (32 pereent) caregivers.

Women who provide care are also more stressed (39 percent vs. 33 percent of men who are

caregivers).

Caregivers ages 18 to 64 also report higher emotional stress (38 percent) thanoldet caregivers

(30 percent).

Those who have been providing care for one year or longer more often report highgemetional

stress (42 percent vs. 28 percent of those who have provided care for less time).

Those caring for a relative more often feel high emotional stress (38 percent) than do thesé

caring for a non-relative (23 percent).

As with the health impacts and physical strain, those in care situations that are more intensive

or involved feel higher emotional stress:

— Those living together with their recipient (40 percent high stress vs. 34 percent among those
not co-residing)

— Those in high-intensity care situations (49 percent vs. 37 percent medium and 24 percent low)

— Those who provide 21 or more hours of care weekly (49 percent vs. 30 percent who provide

20 or fewer hours of care)
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Feeling Alone

One out of five caregivers of adults feels alone (21 percent strongly agree or agree with the statement
“I teel alone,” see Figure 54), while 58 percent disagree. Feelings of loneliness are associated with fairly
strong feelings of stress and strain as well as decreased health for caregivers*.

Figure 54. Feeling Alone

iLa

21% feel
alone

33% 25% 16% 5%

"
\
v

m 1:Strongly disagree m2-Disagree = 3-Neither m4-Agree B 5-Strongly agree

you.agree or disagree with each statement below
egiver for your [relation]? “I feel/felt alone”

2020 Base: Caregiversgecipient Age 18+ (n=1,392)

Note: Results are rounde

know,/refused responses are not
shown; results may not add to'10 an
5 o

Subgroups: 2020

® Despite living with another adult, caregivers who ¢efteside with their care recipient more
often report feeling lonely (29 percent) than do caregiyers who do not live with their recipient
(16 percent). Similarly, those caring for a spouse/partner29 percent) more often feel alone than
those caring for someone else (20 percent).

® Caregivers who use social media more often report feeling alone, suggesting that in-person
social interaction outside of the caregiver—care recipient relationshipmaybe important to
prevent social isolation.* This holds for caregivers who have used social media as a source for
help or information about caregiving (30 percent feel alone vs. 19 percent of those who have
not used social media as an information source) as well as for caregivers who haye connected
with other caregivers using online or social media support groups (34 percent feelalone vs.
22 percent of those who have not done this kind of thing online).

® Those in high-intensity care situations more often feel alone (29 percent vs. 16 percent-miedium-
to low-intensity situations), as do those providing 21 or more hours of care (30 percent vs.
17 percent caring for 20 or fewer hours weekly).

® (Caregivers who feel they had no choice in taking on care are more likely to feel alone
(29 percent vs. 12 percent who had no choice).

® Primary caregivers are more likely to report feeling alone (27 percent vs. 11 percent of non-primary).

44 As shown throughout the report in subgroup analysis.

45 This is echoed in other research; see G. O. Anderson and C. Thayer, “Loneliness and Social Connections: A National Survey
of Adults 45 and Older,” AARP, Washington, DC, September 2018, https://www.aarp.org/research/topics/life/info-2018/
loneliness-social-connections.html?CMP=RDRCT-PRI-HOMFAM-073118.
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As the years of providing care increase, so too does the feeling of being alone, with 14 percent
of those caring for less than a year, 22 percent of those caring for one to four years, and
32 percent of those caring for five or more years feeling alone.

Unmarried caregivers more often feel alone (25 percent vs. 19 percent of those who are married
or with a partner), as do LGBTQ caregivers (33 percent vs. 20 percent of non-LGBTQ).

Sense of Purpose

For ca

feel

ivers, positive emotions often coexist with feelings of isolation, stress, or strain. Half of caregivers
ir role as a caregiver gives them a sense of purpose or meaning in life (51 percent, see Figure 55).

% Figure 55. Sense of Purpose
O ok

o

7%

11%

51% get/were given
a sense of purpose

14%

37%

m 1-Strongly disagree = @yee = 3-Neither m4-Agree m 5-Strongly agree

Mb5a. How much do you agree or

2020 Base: Caregivers of Recipient Age

Note: Results are rounded and don’t know/refusea
shown; results may not add to 100 percent.

Subgroups: 2020

Hispanic (61 percent) and African American
(59 percent) caregivers more often report
that caregiving provides them with a

sense of purpose, more than either White
(46 percent) or Asian American (48 percent)
caregivers. Despite performing more hours
of care and care tasks, resulting in higher-
intensity care situations, Hispanic and
African American caregivers are not as
emotionally stressed as their White and
Asian American counterparts—perhaps
suggesting that this sense of purpose or the
cultural expectation to care for one’s family
or community helps to buffer some of the
emotional stress of caregiving. Further
research is needed.

% with each statement below
about being a caregiver for yourfrelati “My role as a caregiver

gives/gave me a sense of purpose o

in my life”
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® (Caregivers who say they had a choice in taking on their role more often feel a sense of purpose
as a result of providing care (59 percent vs. 43 percent of those who had no choice).

® Those caring for more distant relations—non-relatives (60 percent) or relatives other than a
parent or spouse (57 percent)}—more often feel a sense of purpose or meaning from caregiving,
as opposed to those caring for a parent (47 percent) or spouse (46 percent).

® In spite of, or perhaps because of, the demands of caregiving, those in higher-intensity
(56 percent of those in high-to-medium intensity vs. 44 percent in low intensity) or higher-hour
(57 percent caring for 21+ hours per week vs. 48 percent caring for fewer hours) care situations
more often feel this sense of purpose.

®\, Primary caregivers more often feel this sense of purpose or meaning (53 percent vs. 46 percent
of monjprimary caregivers).

H. THE FINANCIAL SITUATION OF CAREGIVERS

Financial Strain

The economic effects ofifamily caregiving can result in financial strain with substantial short-term

and long-term financialeonsequences. About one in five caregivers report experiencing high financial
strain as a result of providing-€ar€18 percent rating 4 or 5 on a 5-point scale, see Figure 56). On average,
caregivers of adults report a financial.strain of 2.2 (out of 5).

Figure 56. Financial Strain of Caregiving

MEAN 2.2

financial
strain

12% 7%

m 1-No strain at all m2 3 u4 m 5-Very much.a strain

Q37. How much of a financial strain would you say that caring for your
[relation] is/was for you?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Results are rounded and don’t know/refused responses are not
shown; results may not add to 100 percent.

Change Focus: 2020 vs. 2015

Nearly across the board, most caregivers of adults are experiencing comparable levels of financial strain
as were experienced by caregivers of adults in 2015.

= However, caregivers of adults ages 18 to 49 report greater financial strain (34 percent vs. 22 percent
in 2015). Further research is needed to understand the financial burden of caring for a younger
adult, though we do know that caregivers of younger adults more often experience financial
impacts, like reducing savings, taking on more debt, or having trouble with expenses (see below).
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Subgroups: 2020

The youngest caregivers—those ages 18 to 49—report the highest financial strain (22 percent
rating 4 or 5 vs. 15 percent of caregivers ages 50 and older).

LGBTQ caregivers more often report high financial strain (27 percent vs. 18 percent of those
not identifying as such), though they are younger than non-LGBTQ caregivers by about 8 years
(mean age 42.4 years old compared to 50.0 years for caregivers not identifying as lesbian, gay,
bisexual, and/or transgender).

Caregivers of a spouse/partner (26 percent) or other relative (22 percent) each report higher
financial strain than those caring for a parent/parent-in-law or non-relative (15 percent).

Similarly, those who live with their care recipient more often report financial strain (25 percent
vsf144percent of those not living together), as do primary caregivers (21 percent vs. 13 percent of
non-primary caregivers).

Caregiversrin high-intensity care situations report high financial strain (29 percent) more so
than those in miedium- to low-intensity situations (11 percent). Likewise, those who provide 21 or
more hours of cafe weekly more often report high financial strain (31 percent vs. 13 percent of
those who provide,€are=20 hours or less).

Caregivers who haveiless than a college degree more often report financial strain (21 percent vs.
14 percent of those withfa bachelor’s degree or higher).

Financial Impacts

About half of caregivers have experienced at least one financial impact as a result of caregiving
(45 percent), with 34 percent who have expérieficed two or more financial impacts (see Figure 57
showing top financial impacts).

Figure 57. Top Financial Impacts as a ResultfoffCaregiving

% Yes

Any of these

2+ financial impacts

...................... Stoppedsavmg

Took on more debt

Used up your personal short-term savings

Left your bills unpaid/paid them late

Borrowed money from family or friends

Mé. As a result of providing care to your [relation], have you ever experienced any of these financial things?
2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Respondents may select more than one response; results add to greater than 100 percent.
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In terms of savings, 28 percent have stopped
saving, 22 percent have used up their
personal short-term savings, and 12 percent
have used long-term savings (like retirement
or education accounts) to pay for other things.
With regard to debt, nearly one in four has
taken on more (23 percent), while 15 percent
have borrowed money from friends or family.
Verygdewneport they have missed or were
laté paying student loans (5 percent), while

3 percent’have filed for bankruptcy (medical
or personal).

In terms of bills and living expenses, 1 in

5 has left bills wrpaidyor paid them late

(19 percent), whilewdn 1 has been unable to
afford basic expensesflikesf@od (11 percent).
Fewer have had home impacts: 7 percent had
to move to a less expensive home, apartment, or other living arrangement, while 2 percent report being
evicted or having their homeféreclosed.

Finally, some caregivers attempttte bridgerthe financial gap by finding more money through paid work.
One in 10 had to start working, work miore, or find a second job due to caregiving financial impacts
(11 percent), while 9 percent put off when thiey planned to retire or decided to never retire.

Subgroups: 2020

® When caregivers have a household incomé undef’ $50,000, they more often report having
experienced financial impacts as a result of caregiving (2.2 on average vs. 1.4 among those with
$50,000 or more in household income, see Figure£8).

Figure 58. Financial Impacts as a Result of Caregiving by Caregiver’s Household Income
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2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
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Age has a buffering effect on experiencing financial impacts, for both caregiver age and the age of the
care recipient, though caregivers who themselves are younger and caregivers who care for a younger
recipient have lower household incomes.

¢ Financial impacts tend to be greater among younger caregivers. Caregivers ages 18 to 49 report
2.1 financial impacts, on average, more than those ages 50 to 64 (1.5), who in turn report more
impacts than caregivers ages 65 and older (1.0). As shown in Figure 59, 1 out of three caregivers
ages 50 to 64 who are approaching their retirement years are dipping into savings at a period
when they should be saving for retirement, which could jeopardize their long-term financial
security.

Figure 59. Financial Impacts as a Result of Caregiving by Caregiver Age
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2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

® Caregivers who provide care to an adult age 18 to 49 report high financial impacts (2.8,
on average)—more than those caring for someone‘age‘5o.to 64 (2.1), who experience more
impacts than caregivers of the oldest adults (1.3 impacts'when caring for someone age 65+, see
Figure 60).

Figure 60. Financial Impacts by Age of Care Recipient

18-49 50-64 65+
(n = 188) (n = 256) (n = 944)

A B c
Financial impacts experienced (mean) 2.88¢ 2.1¢ 1.3

Experienced change in at least one impact related to ...

Debt 50%8¢ 38%¢ 23%
Saving 49%C 44%¢ 29%
Bills or expenses 34%¢ 29%¢ 17%
Work 26%° 19%C 13%
Home 10% 12%¢ 6%

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Respondents may
select more than one response; results add to greater than 100 percent.
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® African American caregivers report 2.4 financial impacts as a result of providing care, more
than either Asian American (1.5) or White (1.4) caregivers, while Hispanic caregivers (2.0)
have more impacts than Whites, as shown in Figure 61. Of note, these racial/ethnic disparities
in financial impacts emerge when caregivers have household incomes of $50,000 or more,
while caregivers with household incomes under $50,000 show comparable financial impacts,
irrespective of their racial/ethnic background.

Figure 61. Mean Financial Impacts by Race/Ethnicity of Caregiver and Caregiver Household
Incomeé

Non-Hispanic White Asian African American Hispanic
(n=801) (n=197) (n=199) (n = 205)
A B Cc D
Total 1.4 1.5 2.4%8 2.0
Less than $50;000 2.1 1.9 2.4 1.9
$50,000 or more 1.1 1.1 2.3%8 2.0%®

Note: Letters in superscriptindicate a lfigure is significantly higher than the figure in the column indicated.

Other groups showing greater finaneialimpacts include the following:

® (Caregivers who report livingwith their care recipient experience more financial impacts (2.4)
than those not co-residing (1.2, on average).** Co-residing caregivers more often experience each
of the five categories of financial impacts.,than do those who do not live with their recipient.

® Higher-hour caregivers experience 2.5 fipanéialsimpacts on average, more than lower-hour
caregivers (1.3).4

¢ Similarly, caregivers in high-intensity care sifuations also report elevated financial impacts as a
result of providing care (2.5 vs. 1.3 medium intensity and 1.1 low intensity).+*

® Those caring for a spouse/partner experience 2.4 finaficial impacts, more than those caring for
a non-relative (1.3), parent/parent-in-law (1.5), or some dther'relative (1.8). Nearly half of spousal
caregivers report an impact in saving behavior (49 percent)fwhile 39 percent report debt
impacts.

® (Caregivers who feel alone report 3.0 financial impacts on averageSignificantly more than the
1.2 reported by caregivers who do not feel alone.

Caregivers who report higher financial strain report more financial impacts—4.1, on average—which
allows us to paint a picture of financial strain, as shown in Figure 62. High financial strain is being
unable to save money (62 percent), taking on more debt (56 percent), and using up‘ene’s shogt-term
savings (55 percent). About half the time it means leaving bills unpaid or paying them Jate {46.percent),
while about a third of financially strained caregivers find themselves borrowing from friénds and
family (34 percent), having issues paying for basic expenses like food (31 percent), or drying up déng-
term savings to pay for other things (30 percent).

46 While co-residing caregivers more often report a household income of less than $50,000 (42 percent vs. 32 percent of those
not living together), co-residing caregivers report a greater number of financial impacts than those not living together, across
both low and high household income levels.

47 While higher-hour caregivers more often report household incomes of less than $50,000 (43 percent vs. 32 percent of those
providing 20 or fewer hours of care weekly), higher-hour caregivers report more financial impacts regardless of household
income.

48 High-intensity caregivers more often report lower household incomes (41 percent with less than $50,000 vs. 32 percent
among those in a lower-intensity care situation).
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Figure 62. Financial Impacts by Caregiver-Perceived Financial Strain

High Moderate Low
Financial Financial Financial
Strain Strain Strain
(n = 255) (n =260) (n=871)

A B C

Experienced change in at least one impact related to ...

Saving 73%5¢ 48%C 19%
Stopped saving 62%8C 42%C 15%
Used up-personal short-term savings 55%8C 29%¢ 11%
Used'up Iong—term savings, like retirement or education, 30%8C 16%C 5%
to pay for other things

Debt 67%"C 41%C 16%
Took on more debt 56%E¢ 33%¢° 10%
Borrowed money fromsfamily=er friends 34%8¢ 18%¢ 8%
Missed or was late paying studentjoan 11%¢ 9%¢ 2%
Filed for bankruptcy 8%¢ 5%¢ 1%

Bills or Expenses 52%E¢ 25%C 12%
Left bills unpaid or paid late 46%8C 23%° 9%
Was unable to afford basic expenses like food 31%8¢ 10%¢ 6%

Work 40%EC 22%° 7%
Had to start working, work more, or find a second job 28%"C 14%C 5%
Put off retirement or decided to never retire 2 498¢ 12%C 4%

Home 20%" 10%° 4%
m?xgc;:%ﬁngnséﬁpensive home, apartment, or other 179%8¢ 89C 4%
Was evicted or had home foreclosed 6%EC 3% 1%

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the columnfndicated®Respondents may
select more than one response; results add to greater than 100 percent.
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I. IMPACT OF CAREGIVING ON WORK

Working while Caring

Sixty-one percent of caregivers were employed at some point in the past year while also caregiving, as
shown in Figure 63.

Figure 63. Working while Caregiving

=)

!

Q32A. xr e you currently employed?

Q33. Were yyed at any time in the last year while you
were alsodelping your [relation]?

2020 Base: Caregivers Becipient Age 18+ (n=1,392)

Six in 10 employed* caregivers work full time {6o/percent) and another 15 percent work between
30 and 39 hours. One in 4 work fewer than 30 houss a'week. On average, employed caregivers work
35.7 hours a week (see Figure 64).

Figure 64. Hours Worked Among Employed Caregivers

70

Average hours
worked per week

35.7 hours

Less than 30

30 to 39

N13. About how many hours a week, on average, do you work? /
When you were last working and helping your [relation], about
how many hours a week, on average, did you work?

2020 Base: Working Caregivers of Recipient Age 18+ (n=837)

49 Employed caregivers refers to caregivers who were both working and providing care at the same time in the past 12 months.
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Subgroups: 2020

Men are more often employed while caregiving (67 percent vs. 58 percent women) and, on
average, they work more hours per week (38.7) than do women caregivers who are employed
(33-5)-

Younger caregivers more often work while providing care and work more hours weekly, on
average: 72 percent of caregivers ages 18 to 49 work (36.1 hours weekly) and 67 percent of those
ages 50 to 64 work (37.0 hours weekly), compared to just 24 percent of those ages 65 and older
who work, reporting 26.4 hours of work weekly.

€aregivers who have some college education or higher more often report working while
providing care (65 percent) than those with a high school diploma or less (54 percent).

Caregivers who live together with their care recipient less often report working (54 percent vs.
67 percentiof those not co-residing).

Those in high-intensity care situations also are less likely to work (56 percent) than those in
medium- toJowécare situations (65 percent). Similarly, higher-hour caregivers less often report
working (54 pergént) than those providing under 20 hours weekly (65 percent).s

Those caring for a’pafent/parent-in-law more often report working (69 percent) than those
caring for someone else/(54«percent), perhaps helping to explain some of the lesser financial
impacts caregivers of parents experience relative to caregivers of spouses, especially, as shown
in Figure 65.

Figure 65. Work, Financial Impacts, andg#Age by Relationship of Caregiver and Recipient

Parent/ Spouse/ Other
Parent-in-Law Partner Relative Non-Relative
(n = 703) (hn=179)  (n = 355) (n = 149)
A B C D

Employed (percent) 69%E<P 51% 57 %P 46%
Hours worked, weekly (average) 36.9¢ V/‘35.7 83,3 5.3
High flr!anC|aI strain (percent rating 4 or 5 15% 2 6% 29%A 15%
on 5-point scale)
Number of financial impacts (average) 1.5 N -, 1.8 1.3
Age of caregiver (average) 47.8 58.7A¢0 46.6 53.3#¢
Age of care recipient (average) 76.18¢P 615 © ﬂ1 69.38¢
Hours of care provided, weekly (average) 20.8P 36.04cP 27.3%° 13.2

Note: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated.

50 The relationship of employment and hours of care provided is complex; we can say only that these two things are related
but we cannot be certain of causality. There is some evidence that the recipient’s need for more care results in the caregiver
reducing work hours or stopping work (see next sections about work impacts among those caregivers who did work while
providing care), but it may also be that caregivers who work less or do not work are more often the ones to step in and provide
care due to their relative availability.
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Type of Employment

Over half of employed caregivets‘are paid hourly (54 percent), while 39 percent report being salaried.
In comparison, 58 percent of U.S™werkess are paid hourlys' Fifteen percent of caregivers are self-
employed or own their own businessgIn comparison, 10 percent of U.S. workers are self-employed.5*

Subgroups: 2020

51

52

White, African American, and Hispanig/caregivers are each more often working at a position
that is paid hourly (55 percent), while AsiangAnterican caregivers more often report having a
salaried job (55 percent).

Men who provide care more often are salaried (45 pereént vs. 34 percent women caregivers),
while women caregivers more often work hourly (58 pereent vs. 49 percent men caregivers).

The youngest caregivers—those ages 18 to 49—more often work hourly (6o percent vs.

48 percent of those ages 50 to 64), while those ages 50 to, 64amore often are salaried (43 percent
vs. 36 percent of those ages 18 to 49). This may explain why youngéricaregivers experience
more financial strain and financial impacts as a result of caregiving—each hour they spend
caring is one less hour they can work for income—and hourly workenearegivers more often
report lower incomes, fewer workplace benefits, and work fewer houts than salaried caregivers.

Long-distance caregivers—those living one hour or more away from their recipient—more
often report having a salaried position (51 percent) than those who live withvor cléser to their
recipient (36 percent).

Perhaps not surprising, caregivers who work fewer than 30 hours a week more oftén are paid
hourly (67 percent vs. 50 percent of those who work more), while those who work 30 onfmoze
hours a week more often are salaried (46 percent vs. 18 percent of those who work fewerhours).

Bureau of Labor Statistics, Highlights of Women’s Earnings in 2018, Report 1083, November 2019, https://www.bls.gov/opub/

reports/womens-earnings/2018/pdf/home.pdf.

Current Population Survey, 2014 data, as analyzed and presented in: Pew Research Center, “10 Facts about American
Workers,” News in the Numbers Report, Pew Research Center, Washington, DC, August 29, 2019, https://www.pewresearch.
org/fact-tank/2019/08/29/facts-about-american-workers/.
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Supervisor Knowledge of Caregiver’s Role

Among employed caregivers who are not self-employed, about half report that their supervisor at work
is aware of their caregiving responsibility (53 percent, see Figure 66).

Figure 66. Supervisor Knowledge of Caregiver’s Role

Not sure

No

N14. Does your supervisor know that you are caring for your [relation]? / At that time, did
your supervisor know'thatyou were caring for your [relation]?

2020 Base: Working and Not Self-Employed Caregivers of Recipient Age 18+ (n=707)

Subgroups: 2020

® Caregivers ages 50 and older who work mogé often report their supervisor is aware of their
caregiving role (62 percent) than younger cafegivers (47 percent).

It seems that the caregiving situation is what drives the'nged«to share or alert the supervisor, as
employed caregivers in more intensive care situations more gftemreport their supervisor is aware of
their caregiving role:

® (Caregivers in a high-intensity (67 percent) or medium-intensity (64 percent) care situation
more often report their supervisor is aware of their role than those"imra low-intensity situation
(38 percent). Similarly, higher-hour caregivers more often report thieir supervisor is aware of
their role (69 percent) than lower-hour caregivers (47 percent).

® Those who feel they had no choice to take on caregiving more often report their supervisor at
work is aware of their role (57 percent vs. 48 percent of those with choice).5

® Those caring for a spouse (69 percent) are more likely to report their supervisor i§ aware than
all other relationship types, while those caring for a parent/parent-in-law (53 percent) 6tother
relative (55 percent) more often report their supervisor knows about their role thansthesé caring
for a non-relative (28 percent).

® (Caregivers of someone with a long-term physical condition more often report their supervisor
is aware of their caregiving role outside work (58 percent vs. 48 percent of those caring for
someone with an emotional or mental health issue).

53 Those who had no choice in taking on care are more often salaried in their position, but there are no differences in supervisor
awareness by pay type, suggesting that this awareness is more about the caregiving situation than the work arrangement.
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Workplace Benefits for Caregivers

Among working caregivers, over half say their employer offers paid sick days** (58 percent, up from
52 percent in 2015), while 56 percent report having flexible work hours (see Figure 67). About half
report having unpaid family leave (53 percent). Nearly 4 in 10 say their employer offers paid family
leave (39 percent, up from 32 percent in 2015),5 but only a quarter say their employer offers employee
assistance programs (26 percent) or telecommuting (25 percent).

Figure 67. Workplace Benefits for Caregivers

% Yes
% Paid sick days @58%1 P from 52%
Flexible work hours ® 56%
Unpaid family leave* ® 53%

N 4
. Up from 32%
Paid fan@y ® 39%"7 in 2015

Programs to help caregivers

(Information, referral, Employee @) 26%
Assistance Programs) !

Telecommuting =————s—=@) 25%

*New in 2020

N16. For employees at your work in a similar role or job as yoursgwhich of the following does your employer
offer? / At the time when you were last working and providing.eare for your [relation], for employees
at your work in a similar role or job as yours, which of the following didyour employer offer?

2020 Base: Working and Not Self-Employed Caregivers of Recipient Age 18+ (n=707)

Note: Respondents may select more than one response; results add to greater thang @0 percent.

In recent years, some workplace supports for employed family caregivers have'received“increased
attention from the public and private sectors, and a number of states and municipalities’have moved
forward to enact paid family leave programs and paid sick days benefits to cover employees/caring for
ill family members. Eight states and the District of Columbia have or will soon have paiddamilyjleave
programs, and more employers (especially large employers) are offering paid family leave programs,*

54 Among the general U.S. population of workers, 76 percent have paid sick leave. Bureau of Labor Statistics, “Employee Benefits
in the United States—March 2019,” news release, September 19, 2019, https://www.bls.gov/news.release/pdf/ebs2.pdf.

55 Nationally, 16 percent of private industry workers and 25 percent of state and local government workers had access to paid
family leave, and 88 percent of private industry workers and 94 percent of state and local government workers had access
to unpaid family leave. See Bureau of Labor Statistics, U.S. Department of Labor, “Access to Paid and Unpaid Family Leave in

2018,” The Economics Daily, accessed January 29, 2020, https://www.bls.gov/opub/ted/2019/access-to-paid-and-unpaid-

family-leave-in-2018.htm.

56 See L. F. Feinberg, Breaking New Ground: Supporting Employed Family Caregivers with Workplace Leave Policies (Washington,
DC: AARP Public Policy Institute, 2018). See also S. Reinhard et al., Valuing the Invaluable: 2019 Update, Charting a Path Forward
(Washington, DC: AARP Public Policy Institute, 2019).
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The lack of support in the workplace has a real effect on retention and turnover—when caregivers have
particular benefits at work, they are less likely to stop working altogether. Just 6 percent of caregivers
with paid sick days and 6 percent of those with unpaid family leave stop working entirely (vs. 11 percent
who stop working among caregivers who do not have each benetfit).

Change Focus: 2020 vs. 2015

The increase in paid leave time (either sick days or family leave) seems to be occurring among select groups.

=>* Wiites report more paid family leave than they did in 2015 (35 percent vs. 28 percent), while
African Americans more often say they have paid sick days (70 percent vs. 53 percent in 2015).

=" Women caregivers more often report having paid family leave (40 percent vs. 29 percent in
2015).

=> Thosefages 50 to 64 have more paid family leave (44 percent vs. 30 percent in 2015).

Subgroups: ZW

® Nearly all workplace benefits are more commonly reported by caregivers working 30 hours or
more each week:>ZInfaddition, these benefits are more common among salaried caregivers (see
Figure 68 for comparisenef,both work hours and pay structure). While college-educated and
higher-income caregivers are more likely to say their employer offers benefits, these groups are
also more likely than less-ediicated and lower-income caregivers to be working full time and to
be salaried.

Figure 68. Workplace Benefits by Houks Worked Per Week

Hours Worked Per Week
Among Those Not Self-

Employed Payment Structure
Less Than 30 30 or More Salaried Hourly
(n = 156) (n = 549) (n =314) (n = 378)
A B Cc D
Flexible work hours 67%" 53% 59% 55%
Paid sick days 28% ST | s 43%
Telecommuting or working from home 22% 26% 40%P 13%
llf’;%gr:grggg)help caregivers (information, 17% 299 4 7%,3 10%
Paid family leave 19% 46%*A 51%P 31%
Unpaid family leave 37% 58%" ’64u 47%

* Significantly higher than 2015

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Respondents may
select more than one response; results add to greater than 100 percent.

57 After the passage of the Affordable Care Act in 2010 and implementation in 2014, the threshold for eligibility of health benefits
became 30 hours a week (or more), so that threshold cut is used here.
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Work Impacts as a Result of Caregiving

When it becomes difficult to balance caregiving with work, or if the demands of work come into
conflict with one’s caregiving responsibilities, sometimes caregivers choose to or are forced to make
changes to their work situation.

Six in 10 caregivers report having experienced at least 1 impact or change to their employment
situation as a result of caregiving (61 percent), with about half having to go in late, leave early, or
take time off to provide care (53 percent). Other impacts include cutting back on their working
hoursg(15,percent), taking a leave of absence (14 percent), or receiving a warning about performance
or attendance (8 percent, see Figure 69). On average, caregivers report having experienced 1.1 work
impaets.

Figureg69. Work Impacts as a Result of Caregiving

% Yes
Golinlate, leave early, take time off ® 53%

Wentfromworking full to part-
tim/feglice work hours @ 15%

Leave of absence =—@ 14%

Receive warning about ® s°
performance/attendance. 8%

Turn down prométion L. 7%
Give up working entirely L. 6%
Retired early —@ 5%
Lose job benefits =@ 4%

None of these @® 39%

Q34. As aresult of caregiving, did you ever experience any of these things at work?
2020 Base: Working and Not Self-Employed Caregivers of Recipient Age 18+ (n=837)

Note: Respondents may select more than one response; results add to greater than 100 pefcent.

Subgroups: 2020

® (Caregivers in high-intensity care situations more often report having each of these 8ywopk
impacts than do caregivers in medium- to low-intensity care situations. On average, high-
intensity caregivers report having 1.6 work impacts (vs. 1.0 medium and 0.7 low-intensity care
situation). Three out of four high-intensity caregivers report at least 1 work impact (73 percent)
and 40 percent report 2 or more.

¢ Similarly, higher-hour caregivers more often report experiencing 7 out of 8 work impacts than
caregivers providing 20 or fewer hours of care weekly. On average, they report 1.6 work impacts
(vs. 0.9 among lower-hour caregivers). Just over 4 in 10 report having 2 or more work impacts
(44 percent vs. 19 percent of lower-hour caregivers).
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® Primary caregivers also are more likely to report having any work impacts (65 percent vs.
54 percent of non-primary).

® Those caring for a parent/parent-in-law (56 percent) or spouse/partner (65 percent) are more
likely to go in late or leave early than those caring for some other relative (46 percent) or a non-
relative (40 percent).

® Those working at least 30 hours a week are more likely to report having workday interruptions
(58 percent going in late, leaving early, or taking time off during the workday compared to
39 percent of those working fewer than 30 hours a week). However, lower-hour workers (those
working fewer than 30 hours a week) are more likely to report cutting back their work hours
(24"percent went from full- to part-time work or otherwise cut back their hours compared to
12 percent of those working 30 hours or more). This suggests caregivers modity their work to fit
theirarégiving situation, rather than modifying their caregiving to fit employment.

Reasons for Leaving\Work

Among caregivers whe'have not worked while providing care in the past 12 months, 23 percent worked
at some point while proyiding care to their recipient (see Figure 70).5°

Figtre 70. Employment in Past while Caregiving

( Yes
O

No
[ ]

M2. At any time while you have been providing/provided
care to your [relation], have you worked or had a joh?

2020 Base: Caregivers Not Employed in the Past Whilé
Caregiving for Recipient Age 18+ (n=555)

Note: Results are rounded and don’t know/refused responses
are not shown; results may not add to 100 percent.

So why do working caregivers leave their job? Working caregivers who left their position; either
sometime in the past year or ever while also caregiving, most commonly did so to have more timé
to care for their recipient (49 percent), while 15 percent say their job didn't allow flexible work hous.

58 This past working while providing care is more common among caregivers under age 65 (26 percent) than it is among
caregivers already at retirement age or older (15 percent of those age 65+).
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Fewer say they could not afford paid help (13 percent), they retired (12 percent), or their job did not
allow time off with pay (12 percent, see Figure 71).5

Figure 71. Reasons Caregivers Stopped Working

Needed more time to care 49%

Job did not allow flexible work hours 15%

Could not afford paid help 13%

Job did not allow time off with pay 12%

Retired

/ Other 14%
W&@ok leave of absence, gave up work, or retired early) Why

ave your job, take a leave of absence, or otherwise
decid t work while also providing care?
2020 Base: ers Who Took a Leave of Absence,
Gave Up Work, etiroEarly, or Used to Work More While
6)

12%

Providing Care (n=

Note: Respondents may select more,than one response; results add
to greater than 100 percent.

¢
Vo 4
Discrimination

Few caregivers of adults report feeling that their responsibilitiés as a caregiver led to them being
penalized or discriminated against at work (7 percent).*

Subgroups: 2020

® (Caregivers ages 18 to 49 more often report feeling discriminated against at work due to
caregiving (9 percent vs. 6 percent for ages 50 to 64 and 1 percent forages 65 and older).

® One in 10 higher-hour caregivers report feeling discriminated against'at work (10 percent),
more than lower-hour caregivers (5 percent). Similarly, those in high- t6 mediumsintensity care
situations more often report feeling discriminated against (9 percent vs. 3 pereenit loew intensity).

® LGBTQ caregivers more often report feeling discriminated against at work due to cafregiving
(17 percent vs. 6 percent of caregivers not self-identifying this way).

® (Caregivers who are caring for someone with an emotional or mental health issue more often feel
they (the caregiver) have been discriminated against at work (12 percent vs. 5 percent not.eafing
for someone with emotional or mental health issues); similarly, those caring for someone with
memory problems also report higher feelings of discrimination (11 percent vs. 5 percent not).

59 While a similar question about reasons for stopping work was asked in Caregiving in the U.S. 2015, the question was asked as
a free response with no answers provided to respondents on the screen. In 2020, we leveraged learnings from the 2015 study
to offer respondents some answers in a check-all-that-apply format with an additional free response option. Due to this shift in
question structure, data should not be compared or trended.

60 Asof 2016, at least 15 localities or states (including the District of Columbla) have laws to protect workers from employment
discrimination; see http: .| bli il [
discrimination.
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J. SERVICES, SUPPORT, AND INFORMATION

Affordability of Services

One in four caregivers say it is very difficult to get affordable services in their recipient’s community, like
delivered meals, transportation, or in-home health services, that would help with their care (27 percent rating
a 4 or 5 on a 5-point scale, see Figure 72), while another 33 percent feel it is moderately difficult.

Figure 72. Affordability of Services in Recipient’s Area

3)

1 - Not at all difficult

2 GV

3 33%

(Ca P

‘' 15%

27 % difficult
5=\Very difficult KFAA

—
N19. How difficultds/was it to get affordable services in your

[relation]’s | rea@-or community that could help/would
have helped you<are for,your [relation], like delivered meals,
transportation, or i &8 th services?

2020 Base: Caregivers of Récipient Age 18+ (n=1,392)

Note: Results are rounded and don’t refused responses are

not shown; results may not add to 10
A

Change Focus: 2020 vs. 2015
Several select groups of caregivers report it is more difficult to obtain affoxdable services for their recipient
than in 2015, including:

=> Higher-hour caregivers (37 percent of those providing 21 or more hours of care vs. 29 percent in 2015)

= Women caregivers (29 percent vs. 23 percent in 2015)

Subgroups: 2020

® (Caregivers caring for someone in a rural setting more often report difficulty in finding-afférdable
services in their recipient’s local area, like meal delivery, transportation, or in-home healthservices
(32 percent vs. 25 percent of those caring for someone in an urban or suburban setting).

® The youngest caregivers—those ages 18 to 49—report having the most difficulty in finding
affordable services (31 percent vs. 22 percent of caregivers ages 50 and older).”

® Caregivers who co-reside with their recipient more often report difficulty in getting affordable
services (31 percent vs. 24 percent of those not living together).

61 While younger caregivers tend to care for relatively younger recipients, there is no difference in difficulty finding affordable
services by care recipient age, suggesting that younger caregivers may be less aware of services like delivered meals,
transportation, or in-home health services.
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® Those in the highest-intensity care situations more often report difficulty finding affordable
services (36 percent), compared to those in medium- to low-intensity situations (20 percent).
Similarly, higher-hour caregivers also report more difficulty (37 percent of those who provide 21
or more hours of care weekly vs. 22 percent of those caring for 20 hours or less).

® (Caregivers of someone with an emotional or mental health issue report high difficulty finding
affordable services (37 percent) more often than those caring for someone without such issues
(23 percent), as do caregivers of someone with memory problems (36 percent vs. 23 percent not)
and long-term physical conditions (31 percent vs. 20 percent not).
Financial Help for Recipient

Just onefin four have requested information about how to get financial help for their recipient
(25 percent, see Figure 73).

Figure 73. Financial Help for Recipient

1 in 4 caregivers have requested information about
how to get financial help for their care recipient

g

Q45. Inyour experience as a caregiver, have you ever ...

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Change Focus: 2020 vs. 2015

For the most part, caregivers are as likely to request informationZabout how to get financial help for their
recipient as they were in 2015. However, several groups show ghanges in requesting this information.

=> Those caring for a parent/parent-in-law are less often tequesting this information (24 percent
vs. 32 percent in 2015).

=> Lower-hour caregivers are also less often requesting information abeut this kind of help
(22 percent of those who provide 20 or fewer hours of care weekly vs. 27 percent in 2015).

Subgroups: 2020

® Four out of 10 caregivers of younger adults ages 18 to 49 have requested information about
how to get financial help for their recipient (40 percent), more than caregivers of older adults
(23 percent of those caring for someone age 50 or older).

® (Caregivers who feel they had no choice in taking on care more often report they requested this
information to financially help their recipient (29 percent vs. 20 percent with a choice).

® (Caregivers who live close to their recipient—either with the recipient (27 percent) or within an
hour of the recipient (26 percent)}—more often report requesting information about financial
help than those who live farther away (16 percent).

® Those in high-intensity care situations more often have requested this information (31 percent)
than caregivers in medium- to low-intensity situations (21 percent). Similarly, higher-hour
caregivers more often request financial help information (32 percent vs. 22 percent of caregivers
providing 20 or fewer hours of care).

® Those who have been caring for their recipient for a year or longer more often have requested
this information (31 percent vs. 17 percent of those caring for under a year).
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Caregiver Training and Information Needs

Many caregivers could use more information on or help with caregiving topics, with 62 percent
needing help with at least one topic (see Figure 74).* Caregivers most commonly want information
about keeping their recipient safe at home and about managing their own stress (26 percent each),
while one in four want help figuring out forms, paperwork, and eligibility for service (25 percent).

About one in eight need help with critical care decisions for their recipient, such as making end-of-life
decisions or choosing home care, assisted living, or a nursing home (13 percent each). Some caregivers
also want help for things like managing their own finances (13 percent), using technology for care
support, (12 percent), and managing challenging behaviors of their recipient (11 percent). Few want non-
English-lafiguage materials (3 percent).

Figure 744 Caregiver Training and Information Needs

qd )
Keeping recipient safe at home

Managing emotional/physical stress

Managing recipient’s paperwork/eligibility for
services™

Activities'youscan,dorwith recipient*
Making end-of-life decisions

Managing your own personalfinances*

Choosing a home care agency, assisteddiving
facility, or nursing home*

Using technology to care for recipient®
Managing recipient’s challenging behaviors
Finding non-English language materials

Other

None Y 38%

*New in 2020

N\
Q48. Which of the following topics do you feel you need/needed more help or information? Select all th

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
Note: Respondents may select more than one response; results add to greater than 100 percent. 0

Subgroups: 2020

® Across the board, caregivers in higher-intensity care situations more often need help or
information with each of the 10 caregiving topics.

62 Data from 2020 are not comparable to the same information needs question asked in 2015, as the 2020 list of needs
expanded to 10 total items, while 2015 asked about 6 total items, with only 5 items overlapping.
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® (Caregivers who report feeling alone want help with 8 of the 10 topics more often than those
who do not feel alone.®

® (Caregivers who feel they had no choice in taking on their role more often report needing help
with 6 of these 10 topics, as compared to those who feel they had a choice.*

Otherwise, caregiver needs depend on the situation of the caregiver and care recipient, emphasizing
the diversity of caregiving experiences and the importance of connecting caregivers to the right
resources at the right time. Some examples of this include stress management, figuring out forms and
eligibility; and end-oflife decision making.
e Caregivers who would like help or information about managing stress are generally those who

véport higher levels of emotional stress, including:

— Caregivers of a spouse/partner (35 percent vs. 25 percent all others)

— Thosemwho live with their recipient (34 percent vs. 20 percent not co-residing)

— Highet-hour caregivers (34 percent vs. 22 percent when providing 20 or fewer hours of care
weekly)

— Primary caregivers (29 percent vs. 19 percent non-primary)
— Those who report feeling alone (55 percent vs. 15 percent not feeling alone)

— Those caring for someéone with an emotional or mental health issue (41 percent vs.
20 percent not)

— Those caring for someone with a memory problem (32 percent vs. 23 percent not)
— LGBTQ caregivers (36 percent y§. 25 percent not identifying as such)
— Those who report having modezate-toshigh financial strain as a result of caregiving
(39 percent vs. 18 percent low-strdin caregivers)
® Caregivers who want help or informationtabout/figuring out forms or eligibility include:
— Younger caregivers ages 18 to 64 (27 percent vs#19 percent ages 65 and older)

— Those caring for someone with an emotional or mefital health issue (35 percent vs.
21 percent not)

— Those caring for someone with a memory problem\(3i"pgrcent vs. 22 percent not)
— Caregivers with some college education or higher (28 pergentvs. 21 percent high school or less)

— Caregivers who feel higher financial strain (41 percent high, 32 pércent moderate, and
19 percent low)

— Those who feel care is likely to continue into the next five years (2g percent vs. 21 percent
no or not sure)

— Caregivers who report feeling alone (35 percent vs. 21 percent not)
® Caregivers who want help or information about end-of-life decision making inelude:

— Higher-hour caregivers (17 percent vs. 11 percent of those providing 20 or fewer hours of
care weekly)

— Those caring for someone with memory problems (18 percent vs. 11 percent not)
— Those caring for someone with a long-term physical condition (16 percent vs. 7 percent not)

— Those caring for a baby boomer or silent generation recipient (14 percent vs. 5 percent
generation X recipient)

63 The two exceptions are choosing a home care agency, assisted living facility, or nursing home; and finding non-English-
language materials.

64 The four exceptions are finding activities to do with recipient, using technology to care for recipient, making end-of-life
decisions, and helping with managing their own (the caregiver’s) finances.
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Sources of Help or Information

Most caregivers report having at least one source of help or information about providing care

(8o percent), though 20 percent have never gotten any help or information. Most commonly, caregivers
rely on health care professionals (55 percent, see Figure 75) followed by family and friends (43 percent).

About one in five rely on their local hospital or care facility (20 percent), government agencies
or organizations (19 percent), or online or social media (19 percent). Fourteen percent rely on an
organization or nonprofit for aging, caregiving, or a specific condition.

Figure,75. Sources of Help or Information used by Caregivers
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caregiving, or specific condition

Never got help or information 20%

M1.  Where do/did you go for help or information about caring for%on]? Please select all that apply.

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
Note: Respondents may select more than one response; results add to greater tha@nt

Subgroups: 2020

Several groups report using more sources for help or information, perhaps because their
caregiving situation or experience requires it, as these same groups are among thosé

— Those who have no choice in providing care (1.9 sources on average vs. 1.5 for thosefwith'a
— Caregivers in a high-intensity (1.9 on average) or medium-intensity (1.8) care situation (vs. 1.5

— Higher-hour caregivers (2.0 vs. 1.6 for those providing 20 or fewer hours of care)

Caregivers in moderate-to-high financial strain report 2.0 sources of help or information, more

[ ]
experiencing the most stress and strain:
choice)
among those in low-intensity situations)
[ ]
than those who report low financial strain (1.6).
[ ]

Those who feel alone report 2.0 sources, more than those who do not feel alone (1.6).
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The longer caregivers have been providing care, the more sources they report relying on: when
providing care for a year or longer, they report having 1.9 sources (vs. 1.5 less than a year). This
continues for caregivers who expect to continue caring (1.9 sources for those who expect to care
five years into the future vs. 1.5 for those who do not).

Hispanic caregivers most often report having no source for help or information (26 percent),
more than either African American (17 percent) or Asian American (12 percent) caregivers.

Caregivers who are the sole care provider, providing care without help from either paid or
unpaid helpers, more often report having no sources of help or information (29 percent vs.
15 percent of others who have help).

Worhen caregivers report a greater reliance on friends and family (47 percent vs. 38 percent
of shen’caregivers), as do caregivers who do not live with their care recipient (47 percent vs.
37 pércéntyof those who co-reside).

Caregivers,ages 50 and older rely more on doctors or health care professionals (61 percent vs.
47 percentofthese ages 18 to 49), while the youngest caregivers use online/social media sources
more (23 percént ysy15 percent of those ages 50 and older).

Those caring fér azélative more often use a doctor or health professional as a source
(57 percent) than do non-relatives (37 percent).

Caregivers who have highexlevels of education report more sources for caregiving help (2.0
among those with a college degreé or higher vs. 1.7 among those with some college vs. 1.4
among those with a high scheel diploma or less).

Conversations with Health Care Providers

Fewer than 3 in 10 say a health care provider, su¢h & a,doctor, nurse, or social worker, has asked about
what was needed to care for their recipient (29 pefcent,see Figure 76). Just 13 percent say a health care
provider has asked what they need to care for themselves, dewn significantly from 16 percent in 2015.

76

Figure 76. Conversations withfHealth?Care Providers

P LN

29%

13%

Had a doctor, nurse, or social
worker ask you about what
you need/needed to help
care for yourself

Had a doctor, nurse or social
worker ask about what you
need/needed to help care

for your care recipient

Q45. Inyour experience as a caregiver, have you ever ...

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
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Change Focus: 2020 vs. 2015

Several groups are particularly less likely to report having these care conversations, despite caregivers,
overall, reporting higher difficulty navigating the care system in 2020.

=> Those who live with their care recipient are less often having conversations about both their

recipient’s care needs (30 percent compared to 37 percent in 2015) and their own needs
(15 percent vs. 20 percent in 2015).

Caregivers who feel they had no choice in taking on care are also less likely to report
haying these conversations both about recipient (29 percent vs. 36 percent in 2015) and self
(13, percent vs. 18 percent in 2015).

Thosecaring for a parent/parent-in-law are also less likely to report both recipient (30 percent
vst'36¢percent in 2015) and self (12 percent vs. 17 percent in 2015) care conversations.

Long-term caregivers—those who have been providing care for five years or longer—are less
likely to have had these care conversations than in 2015, both about their recipient (32 percent
vs. 40 percent inn2015) and about themselves (15 percent vs. 22 percent in 2015).

Those who expett toicontinue providing care in the future also less often report having these
conversations about#héir recipient’s needs (30 percent vs. 36 percent in 2015) and their own
needs (13 percent vsiizpercent in 2015).

LGBTQ caregivers less often report having these conversations about recipient needs
(31 percent vs. 50 percent int 2015) and about self-care (13 percent vs. 26 percent in 2015).

Finally, several groups of caregivers'report significant declines in having conversations with
care providers about their own needs®
— Primary caregivers (15 percent vsf19 pergent in 2015)

— Lower-income caregivers (13 percent of thésefwith less than $50,000 in household income
vs. 19 percent in 2015)

— Caregivers with a high school diploma or less«(13 percent vs. 20 percent in 2015)
— Rural caregivers (10 percent vs. 20 percent in 2015)

Subgroups: 2020

Caregivers of a relative (30 percent) more often report béing asked about what is needed to care
for their recipient than those caring for a non-relative (15 percent), perhaps because caregivers
are more likely to accompany their recipient to the doctor when the gecipient is a relative (as
suggested by the result in communicating with health care professionals on their behalf), or
perhaps because caregivers of non-relatives are less likely to have permission fsem the care
recipient to discuss their care. Further research is needed to understand the dynamics of
caregiver, care recipient, and provider conversations.

— Those caring for a spouse/partner are more likely to report having conversatiens about their
own self-care (19 percent vs. 13 percent all others).

As care situation intensity increases, so too does the likelihood that caregivers have had
conversations with health care professionals about needs, as shown in Figure 77. However, a
majority still report not having these conversations.
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Figure 77. Discussions with Care Professionals by Level of Care Index (Intensity) and Hours of Care

Level of Care Index Hours of Care Weekly

Low Medium High

Intensity Intensity Intensity 0-20 21+
(n = 595) (n =231) (n = 559) (n=939) (n = 446)

Had Conversations About ... A B C D E
What is needed to care for recipient ‘ 18% 28%* 39%"8 24% 38%P
Self-care needs ‘ 8% 10% 21%"® 10% 20%"

@tt‘s in superscript indicate a figure is significantly higher than the figure in the column indicated.

Desired Conversations with Health Care
Providers

The majority of caregivess of adults are

not having these conversations about their
needs, though many woulddike to have these
conversations. When indicaging if these kinds
of conversations would be helpful, hearly one
in three (30 percent) say they would like to be
asked about their needs to help care foptheir
recipient and about one in five (22 percent)
show interest in conversations about self-€are/

Subgroups: 2020

Several groups of caregivers would find it helpful t réquire care providers to have conversations about
care needs, both for the recipient and for themselves, the garegiver. This includes:

Those caring for someone age 50 to 64—37 percent.want conversations about recipient needs
(vs. 23 percent of those caring for someone age 18 to#g.and 30 percent of those caring for
someone age 65 or older) and 29 percent want conversations/about self-care (vs. 20 percent
when recipient is age 18 to 49 and 21 percent age 65 or oldef).

Caregivers who work 30 hours or more a week—34 percent want conversations about recipient
needs (vs. 27 percent of those who do not work or work less) andg£5 pereent want self-care
conversations (vs. 19 percent of caregivers who do not work or work less).

Caregivers who feel they had no choice in taking on care—34 percent want conversations
about their recipient’s care needs (vs. 27 percent with a choice), while 25 percentwant self-care
conversations (vs. 20 percent had a choice).

Those in higher-intensity care situations also more often would like to have these kinds of
conversations required. Thirty-four percent of those in moderate- to high-intensity cate sittiations
would like conversations about recipient needs (vs. 27 percent low intensity) while 28 pergent of
those in high-intensity situations would like self-care conversations (vs. 17 percent low intensity).

Several groups of caregivers are more interested in conversations about self-care needs, including:

Those who feel alone (34 percent vs. 19 percent not)

African American caregivers (32 percent vs. 22 percent White and 16 percent Hispanic)

65 Data were not trended to 2015 as the structure of the question asked changed (from helpfulness of six policy options in 2015
to helpfulness of just three policy options in 2020), so results are not comparable.
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Those who live with their care recipient (26 percent vs. 20 percent not co-residing),

LGBTQ caregivers (34 percent vs. 21 percent not)

Those caring for someone with memory problems (30 percent vs. 19 percent not)

Those caring for someone with mental or emotional health issues (29 percent vs. 20 percent not)

Younger generation caregivers (32 percent generation Z, 30 percent millennial, 23 percent
generation X, 17 percent baby boomer, and 14 percent silent)

Finally; Asian American caregivers more often want conversations about their recipient’s needs
(46gpereent) than all others (30 percent), while those caring for a parent or parentin-law are also especially
interestedsin, discussing their recipient’s care needs (36 percent vs. 25 percent all other relationships).

Respite Seryvices

Nearly 4 in 10 caregivers feel having respite services available would be helpful (38 percent, see Figure 78

)'66

However, only 14 péreent of caregivers report having used respite services, where someone provided care to
the recipient to give the'caregiver a break. This relatively low respite use is comparable to other studies.””

Eigure 78. Respite Services

38%1

14%

Used respite Would be helpful
services to have respite
services-available

Q45. Inyour experience as a caregiver, have yowever ...

N20. Various organizations are thinking aboutways to help
caregivers like you. Which of the following do you
think would be/have been helpful to you?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Subgroups: 2020

66

67

Higher-hour caregivers (42 percent vs. 35 percent of lower-hour caregivers) and the$e ina high-
intensity care situation (46 percent vs. 32 percent of caregivers in a medium- to lowsintensity.
care situation) are each especially likely to see the helpfulness of respite. These same ‘gréups/are
also more likely to have used respite, with 19 percent of higher-hour caregivers and 21 peréent
of high-intensity caregivers having done so.

Those caring for someone with a memory problem are more likely to say respite would be
helpful (46 percent vs. 34 percent not) and to have used respite (22 percent vs. 11 percent not).

Data were not trended to 2015 as the structure of the question asked changed (from helpfulness of six policy options in 2015
to helpfulness of just three policy options in 2020), so results are not comparable.

See Wolff et al., “Family Caregivers.” In this study, use of respite care by family caregivers of older adults (age 65+) was found
to be 15.7 percentin 2015.
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® Those caring for someone with an emotional or mental health issue more often say respite would
be helpful (46 percent vs. 35 percent not) and also say they used respite services (21 percent vs.
13 percent not).

® Similarly, caregivers of those with a long-term physical condition more often say respite would be
helpful (43 percent vs. 28 percent not) and say they have used respite (16 percent vs. 10 percent not).

® (Caregivers who say their recipient has paid help more often report the use of respite (26 percent
vs. 8 percent of those without paid help), perhaps because this paid help was a respite service or
because having paid help more easily allowed the caregiver to take a break from care demands.

® “Finally, several groups are especially likely to feel respite services would be helpful to their care
sittration:
—Caregivers ages 18 to 64 (39 percent vs. 31 percent among those ages 65 and older)
— @arégivers who feel they had no choice in taking on care (43 percent vs. 31 percent with a choice)

— Those who,have been providing care for five years or longer (44 percent vs. 32 percent less
than a‘year)

— Those whé expect to be providing care in the future (42 percent vs. 32 percent of those who
do not expect, to/or are unsure)

— Caregivers who feel alone (47 percent vs. 35 percent not)
— Working caregivers (39,percent vs. 35 percent not)

— Those with higher incomeés (46 percent vs. 33 percent of those with less than $50,000 in
household income)

— Caregivers with at least some géllege education (41 percent vs. 29 percent with high school
diploma or less)

Use of Caregiver Support Services

About two in five caregivers report they have had o make modifications to the home where their
recipient lives in order to more easily provide care (37 perfent, see Figure 79). One in four have used
transportation services for their care recipient (25 percent).

Figure 79. Use of Caregiver Support Services
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Q45. Inyour experience as a caregiver, have you ever ...

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Subgroups: 2020

Several groups of caregivers more often report having done both of these support activities, including
those in a high- or medium-intensity care situation, higher-hour caregivers, those who have been caring
longer, caregivers of a recipient with memory problems, those caring for someone with a long-term
physical condition, and those who report their recipient has paid help.
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Some caregivers are likely to report having made home modifications, including:

® (Caregivers of the oldest recipients, ages 65 and older (42 percent vs. 27 percent of those caring
for someone age 18 to 64)

® Those who expect to continue caring into the future (41 percent vs. 32 percent of those who do
not or are not sure)

® Higher-income caregivers (41 percent of those with $50,000 or more in household income vs.
29 percent of those with less)

o, These who are married or have a partner (40 percent vs. 32 percent not)

Unmarrie@caregivers more often report using transportation services (29 percent vs. 22 percent
married/parther).

Policy Proposals'for Caregiver Support

Of three national(policies or programs presented to caregivers as potential ways to help them, two
out of three caregiversfwould find an income tax credit helpful (68 percent, shown in Figure 80),
while a similar percentage would find a program to pay caregivers for some hours of their care
helpful (65 percent). Moresthatihalf feel a partially paid leave of absence from work would be helpful
(54 percent); though this number rises to 62 percent among caregivers who work 30 hours or more
each week.

Figure 80. Policy Proposals/for Caregiver Support
v
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M9. Below are some ways that people are proposing to help caregivers finan'c:{ally. How

helpful would you find/have found each?
2020 Base: Caregivers of Recipient Age 18+ (n=1,392) 0«

Subgroups: 2020

® Women caregivers are more likely than men caregivers to find each of the three policies helpful
(70 percent income tax credit vs. 63 percent men; 69 percent paid for some care vs. 58 percent
men; and 58 percent leave vs. 47 percent men).

® (Caregivers in high-intensity care situations more often say being paid for some hours of
care provided (76 percent) or taking a partially paid leave of absence (61 percent) would be
helpful, compared to those in medium- to low-intensity situations (57 percent paid for care and
49 percent leave of absence).
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® Those reporting moderate-to-high levels of financial strain also view each of these three
financial support policies as helpful (75 percent tax credit, 74 percent paid for care, and
60 percent leave), more so than those reporting low financial strain (64 percent, 59 percent, and
50 percent, respectively).

® Several groups more often find the income tax credit helpful, including those who have been
caring for five years or longer (73 percent vs. 65 percent for less than five years), those who
expect to continue caring into the future (73 percent vs. 62 percent of those who do not expect
to or are unsure), and caregivers with $50,000 or more in household income (70 percent vs.
63'percent with lower incomes).

K. TECHNOLOGY

Many expertsdeelithat technology might help support caregivers, but use of technology and online
solutions is limitéd.

Software and Monitering, Solutions

Half of caregivers have used at least one technology or software to help with caregiving (53 percent, see
Figure 81). Most commonly,(1 in'3 caregivers have used technology or software to track their recipient’s
finances (35 percent). Three in“1ofhave tracked their recipient’s personal health records with technology
or software. Fewer have used assistivesdeyices for their recipient (17 percent) or have used apps, video,
wearables, or other remote monitoring 16 check up on their recipient (13 percent). Fourteen percent
have created electronic lists to track activities related to providing care.

Figure 81. Software and Monitoring Solutfon's
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M11. Inyour experience as a caregiver for your [relation], have you ever done the following things using technology or
software?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Note: Respondents may select more than one response; results add to greater than 100 percent.
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Subgroups: 2020

Some groups of caregivers are especially likely to report
use of each of the five technology or software tools to aid
caregiving, including:

Higher-hour caregivers—those providing 21 or
more hours of care weekly

Caregivers who report feeling alone
Those who expect to provide care into the future
Those reporting high financial strain

Higher-income caregivers—that is, those with
$56,000 of more in household income

Caregiyers with a college degree or higher

Those caring, for someone with a memory problem

Caregivers Whose'recipient has an emotional or
mental health isstie

Use of specific types ofitechsiology or software is higher among select groups, depending on the
technology or software.

Tracking recipient finances.is more common among:
— Caregivers who feel they had no choice (41 percent vs. 29 percent who had a choice)
— Older caregivers—those ages 50,4nd older (39 percent vs. 31 percent of caregivers ages 18 to 49)

— More tenured caregivers (49 peseéntwhen caring for five years or longer vs. 37 percent
caring for one to four years vs. 24¢percentrcaring for less than a year)

— Primary caregivers (39 percent vs. 28 peregént'not)
— Those caring for a recipient who lives ift aii urbam or suburban setting (38 percent vs.
30 percent rural-dwelling recipients)
— Caregivers of someone with a long-term physical'Cendition (38 percent vs. 32 percent not)
Tracking recipient health records is more common amemng;:
— Caregivers who feel they had no choice (34 percent vs. 26 percent had a choice)
— Those caring for a spouse/partner (42 percent vs. othef relatives.30 percent and non-relatives
16 percent)
— Caregivers who have been caring for a year or longer (37 percentiys#22 percent caring for
less than a year)
— Primary caregivers (34 percent vs. 25 percent not)
— Those caring for someone with a long-term physical condition (35 percentvs:224percent not)
Use of assistive devices for the recipient is more common when caregivers are caring for
someone age 65 or older (20 percent vs. 11 percent with younger recipients), providing care for
more than a year (22 percent vs. 11 percent less than a year), and caring for someonéwitht a
long-term physical condition (22 percent vs. 9 percent not).
Creating electronic lists or spreadsheets to track caregiving activities is more common for
caregivers who feel they had no choice (17 percent vs. 12 percent who had a choice), younger
caregivers (15 percent of caregivers ages 18 to 64 vs. 11 percent of those ages 65 and older), and
those caring for someone with a long-term physical condition (17 percent vs. 12 percent not).
This is less common among Hispanic caregivers (8 percent) than all others (17 percent).

Checking up on the recipient with an app, video, wearable device, or other remote technology is most
commonly done by younger caregivers (16 percent among caregivers ages 18 to 49 and 12 percent
ages 50 to 64 vs. 6 percent ages 65 and older) and student caregivers (24 percent vs. 11 percent not).
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Online Solutions

Six in 10 caregivers have done at least one of a variety of tasks online to help with caregiving

(60 percent, see Figure 82). Most commonly, caregivers rely on the Internet for searches for services,
aides, facilities or other help (32 percent). Roughly 1 in 4 caregivers go online for purchases for their
recipient, like managing prescriptions on an app or website (26 percent) or online grocery or household
supply ordering (22 percent). One in 5 has watched videos to learn how to do different care tasks for a
recipient (19 percent).

Fewerpscaregivers have gone online to create an online or shared calendar to organize caregiving
schédules (11 percent), to use a ride-share service like Uber or Lyft (10 percent), or to connect with other
caregivers{(8 percent). Very few have used virtual provider visits (also called telehealth or e-doctor
visits) for theig recipients (4 percent).

Figure"82. Caregiver Use of Online Solutions
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2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
Note: Respondents may select more than one response; results add to greater than 100 percent. ‘ :
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Subgroups: 2020

Several groups are especially likely to lean on online technology or tools to help with caregiving tasks.
As the intensity of the care situation increases, so too does caregiver use of online solutions, with
high-intensity situation caregivers doing 1.7 tasks online, medium-intensity caregivers doing 1.3 tasks,
and low-intensity caregivers doing 0.9 tasks online. Similarly, higher-hour caregivers more often report
going online to do tasks related to caregiving (1.7 on average vs. 1.1 among those providing 20 or fewer
hours of care).

Caregivess of recipients with an emotional or mental health issue more often report using each of
these eight things, as do caregivers who report higher financial strain. Caregivers who report feeling
aloneyperform six of eight online tasks more often,* as do those caring for someone with memory
problems.®?

Youngef cCaregivers seem to show greater comfort with two particular online tasks: placing an
online‘erdersfor groceries or household supplies for the care recipient (24 percent when ages
18 to 64 VS, 1a/percent ages 65 and older), and watching videos to learn how to do care tasks
(25 percent whén ages 18 to 49 vs. 17 percent ages 50 to 64 and 10 percent ages 65 and older).

Co-residing cagegivers more often report managing their recipient’s prescriptions online

(35 percent vs. 2epefcent not living together), watching videos to learn care tasks (23 percent
vs. 16 percent), and creatiighan online or shared calendar to organize caregiving schedules or
activities (13 percent vs. 9, pércent).

Those who feel they had no ‘cheice more often searched online for support services, aides,
facilities, or other help (37 percent ¥8. 25 percent who had a choice), managed prescriptions
(28 percent vs. 23 percent), and created a caregiving calendar (13 percent vs. 9 percent).

Caregivers who more often report going enlirte to manage their recipient’s prescriptions include
primary caregivers (29 percent vs. 20 pergéntson-primary) and those who have been caring for
a year or longer (29 percent vs. 21 percent fér Jéss than a year).

Caregivers who more often go online to search for'stipport services, aides, facilities, or other
such help include those who say their recipient hagpdid help (42 percent vs. 26 percent
without), those who have been caring for at least a y€a(36,percent vs. 26 percent), and
higher-income caregivers (34 percent of those with $505000 gr more in household income vs.
27 percent with less).

Those who have been caring for at least a year (27 percent vs. 17 pescent for less than a year)
and caregivers living in an urban or suburban setting (23 percent’vs. 16-percent rural) more
often report ordering groceries or household supplies online.

Non-rural-dwelling caregivers also more often go online to create calendars orerganize care
activities (11 percent vs. 7 percent rural), and they more often report using ride-share services
for their recipient (11 percent vs. 2 percent rural).

68 All except use of ride-share services like Lyft or Uber, and doing a telemedicine or e-visit for the recipient.

69 All except ordering groceries or other household goods, and use of ride-share services like Lyft or Uber.
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L. LONG-RANGE PLANNING

Expectations of Future Caregiving Role

Over half of caregivers expect they will be a caregiver for some adult (either their current recipient or
someone else) during the next five years (54 percent, see Figure 83).

Figure 83. Expectations of Future Caregiving Role

Not sure

' |_>

C

Yes

No

N12. Do you expect to have some responsibility for the care of your [relation] or
another adult/another adult family member or friend in the next five years?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)

Subgroups: 2020

® The expectation to continue being a caregiver fivefyears in the future varies by caregiver
generation, such that generation X caregivers most/oftén have this future caregiving expectation
and more often report this expectation than in 20154as,shewn in Figure 84.

Figure 84. Expectations of Future Caregiving Role by Caregiver Generation

Generation Z Millennial Generation X Baby Boomer Silent

(n = 34) (n = 283) (n = 392) (n = 594) (n = 89)
A B C D E
Expects to care in future 34% 46% 60%*48 58%"8 54%*

* Significantly higher than in 2015.

Note: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated.

® White (58 percent), Asian American (54 percent), and Hispanic (53 percent) caregivets are more
likely to expect to be caregivers in the future than are African American caregivers (42\perent).

® (Caregivers who feel they had no choice in taking on their role expect caregiving to continue
five years into the future (61 percent vs. 46 percent with a choice).

® Those caring for a parent/parent-in-law (63 percent) or spouse/partner (59 percent) are more
likely than those caring for other relatives (44 percent) or non-relatives (33 percent) to expect
their role to continue.
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® Those caring for a recipient with memory problems (62 percent vs. 50 percent not) or someone
with a long-term physical condition (6o percent vs. 45 percent not) more often expect their care
role to continue into the future.

® (Caregivers with a college degree or higher more often expect to continue providing care
(62 percent vs. 50 percent with less education), as do those with higher household incomes
(60 percent with $50,000 or more vs. 43 percent with less).

® Once caregivers have been providing care for at least a year, they more often expect their role to
centinue five years into the future (64 percent vs. 41 percent of those caring for less than a year).

® Those who feel alone more often expect caregiving to continue (62 percent vs. 52 percent not
feeling alone).

Long-Range’Planning

Fewer than half«6f caregivers report that their care recipient has or had plans in place for future care
(44 percent, see Figure 85), which includes instructions for things like handling financial matters,
health care decisionsgor living arrangements. Nearly two in five report there are no such plans in
place (38 percent, up from 32 percent in 2015), while one in five are not sure (18 percent, down from
22 percent in 2015).

About two in five caregivers indicate they have plans in place for their own future care (45 percent).

Figure 85. Long-Range Planning

m Caregiver(self) mCare recipient

54%
45% | 44%
38%"
18%
N/A

Yes, has/had plans for ~ No, does/did not Not sure
future care have plans for future
care

N22. Do you have your own plans for your own future care, such as handling financial
matters, health care decisions, or living arrangements?

N21. Does/did your [relation] have plans in place for his/her future care, such as instructien's
for handling financial matters, health care decisions, or living arrangements?

2020 Base: Caregivers of Recipient Age 18+ (n=1,392)
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Subgroups: 2020

As caregivers’ reported financial strain increases, they are less likely to report their care
recipient having future care plans in place, suggesting that a lack of long-range plans may cause
financial stress for caregivers (see Figure 86). In addition, caregivers with high financial strain
are less often reporting their recipient has plans in place than in 2015.

Figure 86. Percent with Long-Term Plans in Place by Financial Strain of Caregiver

High Moderate Low
Financial Strain Financial Strain Financial Strain
(n = 255) (n = 260) (n=871)
A B Cc
Care recipient-has plans in place 27%* 41%* 50%"8
Caregiver Maaiin place 39% 44% 48%

* Significantly lowernthan int2015

Note: Letters in superscfipt indicate a figure is significantly higher than the figure in the column indicated.

Groups of caregivers that are likely to report their care recipient has or had plans for their future care
in place include:

Caregivers who report the presence of both paid and unpaid help (57 percent vs. 40 percent of
those with one or no source 6f'help)

Those caring for adults ages 65 and oldet (52 percent vs. 29 percent when recipient is age 18 to 64)
Caregivers whose recipient has a mendory/problem (51 percent vs. 40 percent not)

Those who expect to be caring in the futufe (§opercent vs. 37 percent of those who do not or
are not sure)

Those who have been caring for at least a year (49 percent vs. 38 percent for less than a year)
Higher-income caregivers (48 percent with $50,000 op'mere vs. 37 percent with less)

More educated caregivers (48 percent with at least some college vs. 35 percent high school
diploma or less)

Those caring for a parent/parent-in-law (47 percent vs. 37 percent of those caring for a non-
relative)

Those not living with their care recipient (47 percent vs. 39 percent ofithose who co-reside)

Of note, caregivers of recipients with an emotional or mental health issue are less likelyto report their
recipient has plans in place (38 percent with plans vs. 46 percent of those caring for.someone without
emotional or mental health issues).

Caregivers who more often report having their own plans for future care include higher<ificome
caregivers (49 percent vs. 38 percent less than $50,000); those with at least some college education

(49 percent vs. 38 percent high school diploma or less); non-Hispanics (46 percent compared to

37 percent of Hispanics); and older caregivers (63 percent ages 65 and older vs. 50 percent ages 56 to 64
and 34 percent ages 18 to 49).
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M. RESPONDENT PROFILE

Caregivers reflect the general U.S. population and on the whole look similar to caregivers in 2015
(see Figure 87). Six in 10 are women and 4 in 10 are men; the average age is 49.4 years old, 6 in 10 are
White, and about half are married.

Figure 87. Demographic Summary of Caregivers of Adults, 2020 and 2015

2020 2015

(n=1,392) (n= 1,248)
Caregiver Gender

). Man 40%
/ Woman 60%
{g)omaregiver

18-34 24%
35-49 23%
50-64 34%
65-74 12%
75+ 7%
Mean age 49.2

Race/Ethnicity of CarM -~
White 62%
African American 13%
Hispanic 17%
Asian American 6%
Other 2%

Caregiver Education
Less than high school 8%
High school graduate 28%
Some college 22%
Technical school 8%
College graduate 20%
Graduate school 15%

Caregiver Marital Status o=
Married 57%
Living with a partner 8% J
Widowed 5%
Separated 1% <
Divorced 8%
Single, never married 19%

* Result is significantly higher or lower than in 2015.

Note: Results are rounded and don’t know/refused responses are not shown; results may not add
to 100 percent.
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Household incomes for caregivers are higher in 2020 than in 2015, though this change may be due to
both changed measurement and general wage change over the past five years’° Three in 10 caregivers
have a child or grandchild living in their home at the time of care and just 12 percent live in a rural
area, down from 2015 (16 percent). Six in 10 are employed while providing care, while 1in 10 is a
student while caregiving.

Figure 87 (continued). Demographic Summary of Caregivers of Adults,
2020 and 2015

2020 2015

(n=1,392) (n = 1,248)
Hatfgiver Household Income (unadjusted)

4 /“Less than $50,000 (net) 36%* 47%
| Less than $15,000 8%* 12%
$15,000-$29,999 13%* 16%
$30,000-$49,999 15%* 18%
$50,000/0r/more (net) 64%* 53%
$50,000-674,999 18 17%
$75,0005$99,999 14 13%
$100,000+ 33%* 23%
Median household income (2015 inflation adjusted) $67,500 $59,300
Children/Grandchildren in CW‘ ngsehold
Yes 28%
No 70%
Caregiver Living Location - ”
Urban/Suburban 84%
Rural 16%
Caregiver Employment Status
Employed in past year while caregiving 60%
Not employed 40%
Caregiver Student Status
Yes n/a
No n/a

* Result is significantly higher or lower than in 2015

Note: Results are rounded and don't know/refused responses are not shown; results may not add
to 100 percent. <

70 See appendix B: Methodology for documentation on inflation and the comparison of scales for household income used in
2020 and 2015. When these issues are corrected for, household income of caregivers in 2020 and caregivers in 2015 are
comparable.
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Most caregivers have health insurance, usually through an employer. National estimates of insurance
coverage indicate that 12.5 percent of Americans ages 18 to 64 are without health insurance” Among
caregivers ages 18 to 64, 15.2 percent report they are without health insurance, suggesting that
caregivers are more likely than general Americans to lack health insurance. About 1 in 10 have served
in the U.S. Armed Forces and 8 percent self-identify as LGBTQ. Three in 10 report their recipient lives
in a rural area and 14 percent say their recipient is a veteran.

Figure 87 (continued). Demographic Summary of Caregivers of Adults,
2020 and 2015

2020 2015

(n=1,392) (n = 1,248)
giver Has Health Insurance
| Yes

No

Caregvl&ge of Health Insurance
Employer-sponsored
Medicare
Medicaid
Direct purchase
Military /Veterans

Caregiver Service in Armed %\
Served on active duty
Did not ever serve

Caregiver LGBTQ Status K4
Yes
No

Care Recipient Living Location
Urban/Suburban
Rural

Care Recipient Service in Armed Forces

Served on active duty

Did not ever serve

* Result is significantly higher or lower than in 2015

(/

Note: Results are rounded and don't know/refused responses are not shown; results may not adé

to 100 percent. <

71 ). Tolbert et al., “Key Facts about the Uninsured Population,” Appendix Table B, Issue Brief, Kaiser Family Foundation,
December 13, 2019, https://www.kff.org /uninsured/issue-brief/key-facts-about-the-uninsured-population/.
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Hispanic caregivers are the youngest at 43.3 years old, while White caregivers are the oldest at 51.7 (see
Figure 88). Hispanic caregivers most often have a high school diploma or less (45 percent), while the
majority of Asian American caregivers report having a college degree or higher (74 percent).

Figure 88. Demographic Summary—All Caregivers and by Race/Ethnicity

African Asian
White American Hispanic = American

Total (n=801) (n=199) (n=205 (n=197)
(n = 1,392) A B Cc D

egiver, Gender

Man 40% 34% 39% 42%
Woman 60% 66% 61% 58%
Age of Careka'\
18-34 20% 26% 349%"° 20%
35-49 18% 27%" 32%" 32%"
50-64 40%BCP 30% 23% 29%
65-74 14%° 9% 7% 12%
75+ 8%C 7% 4% 7%
Mean age 51.75¢ 47.7°¢ 43.3 49.3¢
Caregiver Education
Less than high school 5%P 6%P 13%H8P 0%
High school graduate 26%P 24%P 32%P 4%
Some college 21% 24%P 27%° 15%
Technical school 141%P 17 %P 9% 6%
College graduate 21%¢ 16% 13% 50%*"8¢
Graduate school 16%¢ 13% 6% 249+8C
Caregiver Marital Status 7 b
Married 62%8CP 33% 46%8 52%®
Living with a partner 6% 9% 10% 5%
Widowed 4% 8%¢ 2% 4%
Separated 2% 3% 5% 2%
Divorced 9% 11% 6% 6%
Single, never married 16% 30%* 29%"A 2.9 %"

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Results"are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.
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Hispanic and African American caregivers report lower household incomes than White or Asian
American caregivers. Hispanic caregivers most often have children or grandchildren living in their
home (47 percent). White caregivers more often report living in a rural area (16 percent). African
American (19 percent), Hispanic (15 percent), and Asian American (17 percent) caregivers more often
report attending school while providing care than White caregivers (7 percent).

Figure 88 (continued). Demographic Summary-All Caregivers and by Race/Ethnicity

African Asian
White American  Hispanic = American

Total (h=801) (Nn=199) (n=205) (n=197)
(n=1,392) A B C D

Caregiver sehold Income (unadjusted)
Less than $50,000 (net) 36% 32% 47%"° 41%"° 27%
Less than.$ 15,000 8% 6% 15%"P 11%"P 5%
$15,000-$29,999 13% 11% 15% 17% 13%
$30,000-$49,999 15% 15%P 17%° 14% 9%

$50,000 or more (net) 64% 68%BC 53% 59% 7 1%8¢
$50,000-$74,999 18% 18% 19% 19% 13%
$75,000-$99,999 14% 13% 14% 13% 19%
$100,000+ 33% 37%"¢ 19% 27% 37%"

Median household income (2015
inflation adjusted)

$67,500 $80,000 $55,000 $55,000 387,500

v

Children/Grandchildren in Caregiver’s Househol

Yes 25% 34%A 47 %80 28%

No 798¢ 63%° 50% 70%°
Caregiver Living Location V/‘ -

Urban/Suburban 88% 84% 93%"* 97%"P 91%*

Rural 12% 16%8CP 7% 3% 8%
Caregiver Employment Status 7

Employed in past year while caregiving 61% 62% 64% 60% 59%

Not employed 38% 36% 40% 41%
Caregiver Student Status 2 ‘)

Yes 11% 7% 19%"* 1@‘ 17 %"

No 929%8¢P 81% 85% 83%

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Results,are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.
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Hispanic caregivers less often report having health insurance (79 percent). White and African
American caregivers are more often veterans. White caregivers more often report their recipient lives
in a rural area (35 percent) than Hispanic or Asian American caregivers.

Figure 88 (continued). Demographic Summary-All Caregivers and by Race/Ethnicity

African Asian
White American Hispanic American

Total (h=801) (n=199) (n=205) (n=197)
(n = 1,392) A B c D

aregiver Has Health Insurance

Yes 87% 89%° 87%° 79% 89%°
No 13% 11% 13% 21%"8P 11%

Caregiver ém-lealth Insurance

Employer-sponsored 58% 50% 56% 64%8

Medicare 22%° 19% 14% 18%

Medicaid 7% 13%"° 15%*4P 6%

Direct purchase 7% 9% 8% 10%

Military /Veterans 5%cP 4%° 1% 1%
Caregiver Service in Armed Forcev

Served on active duty 10%¢CP 12%¢CP 4% 5%

Did not ever serve 90% 88% 96%"E 95%"8
Caregiver LGBTQ Status

Yes 7% 11%P 6% 4%

No 92% 89% 91% 88%
Care Recipient Living Location V/‘

Urban/Suburban 69% 65% 70% 75%"* 70%

Rural 31% 35%P 30%P 25%P 11%

o«

Care Recipient Service in Armed Forces 7

Served on active duty 14% 18%CP 11% 9% 8%
Did not ever serve 83% 81% 86% 89%* 89%*

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the colum indicated. Results are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.
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Caregivers of younger adults are 44.7 years old on average, younger than caregivers of adults ages 50
and older, see Figure 89.

Figure 89. Demographic Summary by Care Recipient Age

Caregivers of  Caregivers of
Younger Adults  Older Adults

18-49 50+
(n = 188) (n = 1,204)
A B

z eg%Gender

Man 40% 39%
Woman 60% 61%
Age of CarM\'\
18-34 32%¢ 22%
35-49 29%8 22%
50-64 27% 36%*
65-74 7% 13%A
75+ 4% 7%
Mean age 44.7 50. 14
Race/Ethnicity of Caregiver ( L.
White 58% 61%
African American 19% 14%
Hispanic 15% 17%
Asian American 6% 5%
Other 2% 3%
Caregiver Education
Less than high school 10% 6%
High school graduate 32%8 25%
Some college 17% 23%
Technical school 12% 11%
College graduate 19% 21%
Graduate school 9% 15%A
Caregiver Marital Status S ( / -
Married 53% 54%
Living with a partner 149%8 6%
Widowed 8%B 3%
Separated 4% 2%
Divorced 5% 9%
Single, never married 13% 23%"*

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated. Results are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.
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Caregivers of younger adults more often report household income less than $50,000 (43 percent). Three
in 10 caregivers—regardless of the age of the care recipient—have children living in their home.

Figure 89 (continued). Demographic Summary by Care Recipient Age

Caregivers of Caregivers of
Younger Adults Older Adults
18-49 50+

Total (n = 188) (n = 1,204)
(n = 1,392) A B

Caregiver Household Income (unadjusted)

Less,than $50,000 (net) 36% 43%° 35%
Les$ tham$ 15,000 8% 7% 85%
$15,0002$29,999 13% 17% 12%
$30,000-$49,999 15% 18% 15%

$50,000 or more (net) 64% 57% 65%"
$50,000-$74,999 18% 19% 17%
$75,000-$99,999 14% 12% 14%
$100,000+ 33% 26% 349%"

Median household income (2015 inflation adjusted) $67,500 $55,000 $67,500
Children/Grandchildren in Caregivel:’s Hﬁe}old
Yes 31% 30%
No 65% 68%
Caregiver Living Location ¢
Urban/Suburban 86% 89%
Rural 14% 11%
Caregiver Employment Status
Employed in past year while caregiving 59% 62%
Not employed 4:1% 38%

Caregiver Student Status / SN

11% 15% 10%
89% 84% 89%

Notes: Letters in superscript indicate a figure is significantly higher than the figure in the column indiéated-Results are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.

Yes
No
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Caregivers of younger adults less often report having health insurance (8o percent vs. 88 percent of
those caring for someone age 50 or older). They less often report their younger recipient is a veteran
(6 percent), as compared to those caring for an older recipient (16 percent of recipients are veterans).

Figure 89 (continued). Demographic Summary by Care Recipient Age

Caregivers of Caregivers of
Younger Adults  Older Adults
18-49 50+

(n = 188) (n = 1,204)
A B

Caregiver. Has Health Insurance

Yes 80% 88%*

No 20%® 11%
Caregiver Sour%lth Insurance

Employer-sponsored 53% 57%

Medicare 18% 21%

Medicaid 11% 9%

Direct purchase 10% 7%

Military /Veterans 5% 4%
Caregiver Service in Armed Forces -

Served on active duty 8% 10%

Did not ever serve 92% 90%
Caregiver LGBTQ Status

Yes 10% 7%

No 87% 92%
Care Recipient Living Location

Urban/Suburban 64% 69%

Rural 36% 30%
Care Recipient Service in Armed Forces / -

Served on active duty 14% 6% 16%*
Did not ever serve 83% 90%® 82%

Note: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated=Results are
rounded and don't know/refused responses are not shown; results may not add to 100 percent.
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