Caregiving in the U.S.

Impact of Caregiving on Work

Over seven in ten caregivers were employed at some time when they were caregiving
(73%). Among them, two-thirds have gone in late, left early, or taken time off during the
day to deal with caregiving issues (66%). One in five took a leave of absence (20%).

Figure 17: Work Accommodations Due to Caregiving
Q34. In your experience as both a worker and a caregiver, did you ever...?

2004-2009 Trend for Caregivers of Recipient Age 18+

Caregivers in 2009 more commonly report that they shift their arrival or departure
times or take time off to provide care than did 2004 caregivers (57% 2004 vs. 65%
2009). This increase is apparent only among caregivers providing less than 40
hours of care a week, and is especially prominent among those providing 0 to 8
hours or 9 to 20 hours per week. Coming during a recession when feelings of job
security would be expected to be low, these findings are somewhat surprising.
They could be a result of broadened employer tolerance of informal flextime
behavior on the part of their employees.

Information Sources and Needs

One in five caregivers say they have obtained formal caregiver training (19%), but
caregivers are hungry for more help or information. In fact, three-quarters (78%) feel they
need more help or information about at least one of 14 specific topics related to caregiving.
Caregivers in high burden situations are particularly likely to want help or information (83%
vs. 73% of low burden caregivers).

The most popular aspects of caregiving for which caregivers would like help or information
are keeping their loved one safe at home (37%), managing their own stress (34%), easy
activities to do with their care recipient (34%), and finding time for themselves (32%).
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Figure 18: Caregiving Information Needs
Q48. As a caregiver, on which of the following do you feel you need/needed more help or information?

Ba_se: 2009 All caregivers Caregivers of
(n=1,480) Recipient Age 18+
. L 2004 2009
Percentage Needing More Help or Information in Each Area (n=1.247) (n=1,307)
Any of these 78% 67% 77%*

Keeping recipient safe athome 30% 36%*
Managing your emotional/physical stress 34% 29% 32%
Easy activities to do with recipient 34% 27% 32%*
Finding time for yourself 32% 35%* 30%

Balancing work/family responsibilities 27% 29% 25%
Talking to doctors/other professionals 22% 23%
Choosing home care agency 13% 24%*

Making end of life decisions 20% 20% 21%

Choosing assisted living facility 18% 13% 19%*

Managing challenging behaviors 17% 14% 14%
Choosing nursing home 16% 8% 17%*

Moving, lifting recipient 16% 16% 17%

Managing incontinence 11% 1% 10%

Finding non-English language materials 7% 5% 6%

2004-2009 Trend for Caregivers of Recipient Age 18+

In general, the demand for caregiving information seems to have increased over the
past five years. A greater proportion desire information on at least one topic (77%
vs. 67% in 2004), with 2009 caregivers showing increased interest in care recipient
safety at home (36% vs. 30% in 2004), easy activities (32% vs. 27%), and choosing
either a home care agency (24% vs. 13%), an assisted living facility (19% vs. 13%),
or a nursing home (17% vs. 8%).

The desire for information or help on finding easy activities becomes more marked
as the recipient age increases, and is most prominent among caregivers whose
recipient is 65 or older. This may relate to increasing media coverage on keeping
active in one's older years.

There are no apparent patterns explaining the increase in a desire for help in finding
assisted living, a home care agency, or a nursing home appears. However, the
increased demand for information on choosing an assisted living facility is found
only among those who live separately from their care recipient.

2009 caregivers express less desire for information about finding time for
themselves (30% vs. 35% in 2004). Of note, this decline is not apparent among co-
resident caregivers.

18



Caregiving in the U.S.

It is important that any groups who wish to support caregivers know where they turn for
information related to caregiving. If caregivers were to look for information to help them
take care of their loved one, their top source of information would be a health or caregiving
provider (36% )—including a doctor (22%), nurse or other health professional (11%), or a
hospital, caregiving provider, social worker, etc.

Figure 19: Sources Used for Caregiving Information
Q41. If you were looking for information about some aspect of helping take care of your [relation], where would you turn?

Base: 2009 All caregivers
(n=1,480)

Percentage Mentioning Each Source

Health or caregiving provider

(Doctor, nurse, social worker, hospital, hospice) 36%

Internet
Family, friends, other caregivers

Aging or disease-specific organizations

Government programs
(VA, Social Security, Medicare, Medicaid)

Social or community services
Books, magazines, library

Other

The Internet is also a popular resource, named top of mind as a potential resource by 25%
of caregivers. However, half of all caregivers say they have used the Internet in the past
year to find caregiving information (53%).

Use of this resource rises in relation to household income, from 36% of caregivers with
less than $30,000 in income to 66% of those with $100,000 or more. As one might expect,
older caregivers are far less likely than younger ones to use the Internet for a caregiving-
related purpose. Specifically, only 30% of those who are 65 or older used it, compared to
56% of younger caregivers. There are racial/ethnic differences in Internet usage as well.
Two-thirds of Asian-American caregivers have gone online for caregiving information
(66%), more so than Whites, African-Americans, or Hispanics (54%, 44%, and 50%,
respectively).

Among those who used the Internet for a caregiving-related purpose, three in four looked
for information about their loved one’s condition or treatment (78%), while a smaller
majority (68%) sought information about caregiving services. Other goals of their online
research include finding doctors or other health professionals (36%), finding information
about care facilities (34%), or learning about how to do caregiving tasks (26%). Relatively
few (13%) looked for support for themselves as caregivers.

Other sources of information that caregivers would consult include family, friends, and
other caregivers (20%), aging or disease-specific organizations (12%), and government
programs (7%).
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Support for Caregivers
Technology offers great promise for facilitating some of the responsibilities that caregivers'
shoulder and more generally to improve the care of their recipients. Nearly half of
caregivers say some sort of technology has been used in the care of their recipient. The
most prevalent technology used is an electronic organizer or calendar (24%). Half as
many say their care recipient has used an emergency response system like Lifeline (12%)
or that the care recipient uses a device that sends information electronically to a doctor or
a care manager (11%). Nearly one in ten report use of a sensor that detects problems in
the home, like when someone falls, wanders away, or leaves the stove on (9%), and 7%
report use of a website or computer software to keep track of personal health records.
Figure 20: Use of Technology in Caregiving

Q44. In caring for your [relation], was the following ever used?

Base: 2009 All caregivers

=1,4
(n=1,480) Percentage Used Each Technology

Any technology 45%

An electronic organizer or calendar

An emergency response system, such as Lifeline

Any device that electronically sends information to a doctor or care
manager to help manage his/her health care, like a device that
transmits blood sugar or blood pressure readings

An electronic sensor that can detect safety problems in the home

and take steps to help, like when someone falls, wanders away, or
leaves the stove on

A website or computer software to keep track of his/her
personal records

A text reader for individuals with low vision

Any other technology
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Of six potential national policies or programs that could be offered to help caregivers, by
far the most popular is a caregiver tax credit of $3,000. Half of caregivers rate it as the first
or second most preferred policy. About three in ten prefer a voucher program where their
care recipient could pay them minimum wage for at least some of their caregiving hours
(29% first or second choice), and a similar proportion prefer respite services (26%).
Figure 21: Reaction to Caregiving-Related Policies
Q47. | am going to read you a list of things that policymakers are proposing to help caregivers like yourself.

Please tell me which one you would find/have found most/second most helpful,
regardless of whether or not you have used it already?

Base: 2009 All caregivers
(n=1,480) H Most Next Most

A caregiver tax credit of $3,000 19% 56%

A voucher program where your [relation] could pay you minimum
wage for at least some of the hours you spend caregiving

Respite services, where someone would take care of your
[relation] to give you a break

An outside service to provide transportation for your [relation]

An assessment of your capabilities and needs to connect you
with needed services

A partially paid leave of absence from your work for 6 weeks*

*Asked only of caregivers who were employed while caregiving, but percentages shown are based on all caregivers to
be comparable with other policy items.

Interestingly, preference for the tax credit rises in relation to household income. Among
caregivers with less than $30,000 in household income, 52% choose the tax credit as their
first or second choice, compared to 62% of those with $100,000 or more in income.

However, the voucher program where the care recipient can pay the caregiver minimum
wage for at least a portion of their caregiving hours is much more popular among the low
income caregivers. Four in ten (42%) of those with less than $30,000 in household income
prefer the voucher program as their first or second choice, and this percentage declines to
17% of the highest income caregivers—those with $100,000 or more in household income.
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Demographics

Seven in ten caregivers are non-Hispanic White (72%), 13% are African-American, and
2% each are Hispanic or Asian-American. Six in ten caregivers are married (58%). More
than one-third (37%) have children or grandchildren under the age of 18 in the household.

Four in ten have completed college (43%), although three in ten have had a high school
education or less (29%). Four in ten have less than $50,000 in household income (42%).

Figure 22: Profile of Respondents

Caregivers of
Caregivers of Younger Caregivers of

Children Adults Older Adults
Total 0to 17 18 to 49 50+
(n=1,480) (n=173) (n=187) (n=1,397)
A B C
Gender
Male 34% 28% 40% " 33%
Female 66 72° 59 67
Age of Caregiver
18 to 34 22% 35% © 30% °© 18%
35 to 49 29 415 26 27
50 to 64 35 17 314 40 %®
65 to 74 9 5 10 94
75 or older 4 1 2 548
Mean age 48.0 40.6 45.8" 49.9"°
Race/Ethnicity of Caregiver
White 72% 60% 61% 76% "®
African-American 13 17 17 11
Hispanic 12 19 © 20° 10
Asian-American 2 2 1 2
Other 2 1 1 2
Marital Status
Married 58% 53% 56% 59%
Living with a partner 5 6 4 5
Single, never married 16 21 19 15
Separated, divorced 14 16 15 14
Widowed 6 4 6 7
Children/Grandchildren <Age 18 in Household
Yes 37% 79% °¢ 30% 32%
No 63 21 70" 68 *

Note: Letters in superscript indicate a figure is significantly higher than the figure in the column indicated.
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Three in ten caregivers have no more than a high school education, while more than four in
ten caregivers have completed college. Caregivers' median household income is $57,200,
compared to $52,029 for the U.S. overall.’° Nearly six in ten are currently employed.

2004-2009 Trend for Caregivers of Recipient Age 18+
Caregivers of adults in 2009 have higher educational levels than seen in 2004.
Specifically, 45% now have completed college, up from 36% in 2004.

Profile of Respondents (continued)

Caregivers of
Caregivers of Younger Caregivers of

Children Adults Older Adults
Total 0to 17 18 to 49 50+
(n=1,480) (n=173) (n=187) (n=1,397)
A B C
Education
Less than high school 6% 13% © 8% 4%
High school graduate 23 21 29 23
Some college 25 28 28 24
Technical school 2 4 2 2
College graduate 25 17 18 26 "¢
Graduate school 18 15 15 20
Household Income
Less than $50,000 (net) 42% 59% °¢ 44% 39%
Less than $15,000 8 15 ¢ 6 7
$15,000 to $29,999 14 18 21°¢ 12
$30,000 to $49,999 18 24 16 19
Less than $50,000, not fully specified 1 1 1 1
$50,000 or more (net) 53 37 49" 554
$50,000 to $74,999 19 11 22" 20"
$75,000 to $99,999 13 10 13 13
$100,000 or more 19 15 13 20°
$50,000+, not fully specified 2 1 1 3"
Median Household Income $57,200 $41,700 $563,100 $60,300
Current Employment Status
Working full time 46% 35% 44% 50% *
Working part time 11 18 B¢ 5 11°
Retired 15 7 14 174
Homemaker 10 14 ¢ 15°¢ 8
Unemployed and looking for work 7 12°¢ 10 5
Disabled 6 8 7 5
Student 2 4° <5 2°
Other 3 2 5 3

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

® Source: U.S. Census Bureau, American Community Survey, 2008.
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A plurality of caregivers live in a suburban setting, but three in ten each live in urban or
rural areas. A similar distribution is seen for care recipients. Eleven percent of caregivers
have served in the armed forces, and 17% of their adult care recipients have.

Profile of Respondents (continued)

Caregivers of
Caregivers of Younger Caregivers of

Children Adults Older Adults
Total 0to 17 18 to 49 50+
(n=1,480) (n=173) (n=187) (n=1,397)
A B C
Caregiver Living Location
Urban 29% 30% 27% 29%
Suburban 39 40 35 39
Rural 31 26 36 31
Care Recipient Living Location
Urban 33% 31% 34% 32%
Suburban 37 39 32 38
Rural 28 26 31 28
Caregiver Service in Armed Forces
Served on active duty 11% 7% 14% 11%
Did not ever serve 89 92 86 89
Care Recipient Service in Armed Forces (n=1,307) (n=187) (n=1,397)
(among those with adult recipients)
Served on active duty 17% — 5% 20%"°
Did not ever serve 82 -- 95 © 79

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

Caregivers are a diverse group. Their caregiving experiences range from those that are
relatively easy to manage, to those that are burdensome. We know that most caregivers
today are able to fulfill this role without experiencing overwhelmingly negative physical,
emotional, or financial consequences. On the other hand, caregivers with the heaviest
responsibilities are vulnerable to risks such as a decline in health, emotional stress, and
economic hardship.

As the baby boom generation ages over the next 25 years, the numbers of people needing
care will swell. The numbers of younger people available to provide care are likely to
dwindle. This suggests that in the future, caregivers will be older, on average, than today's
caregivers and may have greater infirmity of their own. In addition, the younger people
who step into a caregiving role in the future may perceive they have less choice about
becoming a caregiver. A greater share of caregivers may provide care to two or more care
recipients.

The future may bring some positive changes as well. In particular, we are likely to see an
expansion of the use of technologies that are already available to caregivers and
recipients, as well as the development of new technologies.

It is important to recognize that the nearly 66 million caregivers are a critical extension of
our formal health care system. Without their efforts, there would be a shift of recipients
into public programs such as Medicaid, and the quality of life and the health status of many
who need care would decline. It is important to do all we can to support caregivers so they
can continue in their roles. Specifically, it is important to:

1) Identify and help caregivers who are most at risk for deteriorating health, financial
security, and quality of life so that they can continue to provide care while
maintaining their own well being

2) ldentify and advocate for programs that make a real difference in caregivers' well
being and in their ability to continue providing care

3) ldentify and promote the use of technologies that can facilitate caregiving

4) Extend the reach of caregiver programs to all caregivers regardless of the age of
their care recipient

5) Encourage families to plan proactively for aging and potential health/disability issue
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