
This Data Profile examines primary
family caregivers age 25 to 64 who
are working and those who are not

working. Primary caregivers are family
members, friends or volunteers who coor-
dinate and provide the majority of the
care to those who are age 65 or older and
need long-term care. Long-term care is
the need for assistance performing Instru-
mental Activities of Daily Living (IADLs),
such as doing housework, managing
medication or finances, or transportation,
and/or Activities of Daily Living (ADLs)
such as eating, bathing, dressing, using
the toilet, or moving about. Moreover,
“working” or “employed” refers to any
primary caregiver that receives employ-
ment compensation, and the term “work-
ing-age” refers to primary caregivers
age 25 to 64. 

Characteristics of primary care-
givers who are working compared
to those not working 
Non-working caregivers are more likely to
be married women living with and pro-
viding care to their spouse (see Table 1).

Caregiving and Paid Work
Are there trade-offs?
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Nearly one-third — 32 percent — of all primary family caregivers, regardless of age, are

in the labor force.1 About 6 percent of working caregivers are age 65 or older while the

majority — 88 percent — are between the ages of 25 and 64 (see Figure 1). Among primary

caregivers of working-age, more than half — 58 percent — are employed and most of those

employed (83 percent) are working full time (35 or more hours per week). 
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F I G U R E  1

Age Distribution of Primary Working
Caregivers, 1999

SOURCE: Center on an Aging Society’s analysis of data from the
Informal Caregiver Supplement (ICS) to the 1999 National Long
term Care Survey (NLTCS).
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T A B L E  1

Demographic Characteristics of Working
Caregivers versus Non-Working Caregivers
(Age 25-64), 1999

NON-
WORKING WORKING

GENDER

Male 26% 16%
Female 74% 84%

MARITAL STATUS

Married 50% 65%
Widowed 5% 4%
Divorced 18% 14%
Separated 2% 3%
Never Married 23% 13%
Partnered, Not Married 1% 1%

RELATIONSHIP TO THE CARE RECIPIENT

Spouse 4% 14%
Son/Daughter (-in-law) 77% 70%
Parent (-in-law) 0% 1%
Sibling (-in-law) 1% 1%
Other Relative 11% 10%
Non-Relative 6% 4%

HEALTH STATUS

Excellent 34% 20%
Good 48% 36%
Fair 17% 32%
Poor 1% 12%

LIVING ARRANGEMENT 

Living with the Care Recipient 43% 60%

SOURCE: Center on an Aging Society’s analysis of data from
the Informal Caregiver Supplement (ICS) to the 1999 National
Long Term Care Survey (NLTCS).

F I G U R E  2

Proportion of Working Caregivers (Age 25-64) that Made Work
Adjustments by Type of Adjustment, 1999

SOURCE: Center on an Aging Society’s analysis of data from the Informal Caregiver
Supplement (ICS) to the 1999 National Long Term Care Survey (NLTCS).

NOTE: “Working Caregivers” includes both currently working caregivers and cargivers
who are no longer working but have worked while caregiving.
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DEMANDING JOB
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FULL-TIME TO PART-TIME

HAD TO TURN DOWN 
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TAKE LEAVE WITHOUT PAY

REARRANGE WORK
SCHEDULE
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Working caregivers are more likely to be
male, unmarried, adult children that do
not live with the care recipient. About
one in four working caregivers were male
compared to 16 percent of non-working
caregivers. More than two-thirds of non-
working caregivers and half of working
caregivers were married. While nearly
two thirds of non-working caregivers
lived with the care recipient, less than
half — 47 percent — of working caregivers
did. Working caregivers are much more
likely to say they are in good or excellent
health while non-working caregivers are
more likely to say they are in fair or
poor health.

Work adjustments are 
not uncommon
It is not uncommon for workers to make
adjustments to their schedule when they
are also primary caregivers (see Figure
2). Among those who have ever worked
while providing care (includes both cur-
rently working caregivers and caregivers
who are no longer working but have
worked while caregiving), 39 percent
rearranged their work schedule. Others
have worked fewer hours in order to pro-
vide care or have taken time off without
pay — 16 and 20 percent, respectively.
Among caregivers not currently working,
a substantial proportion — 56 percent —
stopped working while they were a pri-
mary caregiver and 17 percent reported
that they stopped working to provide
care to the care recipient.2



EMPLOYERS LOSE AS A RESULT
OF LOST PRODUCTIVITY
Employers report that caregiving affects worker productivity by
increasing employee absenteeism, turnover, and early retirement. In
1997, Metropolitan Life Insurance Company (MetLife) estimated that
working caregivers cost businesses roughly $11.4 billion per year.6 If
additional health care costs associated with the stress of caregiving
were included, the estimated cost to employers could be as high as
$29 billion per year.

This has encouraged companies to offer work-based caregiver
support programs. Between 1993 and 1999 caregiver support pro-
grams more than doubled among Fortune 100 and Fortune 500
companies, increasing from 20 percent in 1993 to 47 percent in
1999.7 Nearly one in four — 23 percent — of companies with 100 or
more employees have resource and referral programs in place to
support caregivers, 9 percent offer long-term care insurance and 5
percent provide direct financial contributions to elder care programs
in the communities in which they operate.8 Other work-based care-
giver support programs include employer-sponsored seminars and
fairs about caregiving and long-term care, support groups, providing
employees with geriatric care managers, respite care services, flexi-
ble spending/dependent care accounts, flexible schedule options, or
in-kind cash contributions to support caregiver programs and serv-
ices. However, only a third of working caregivers knew about their
company’s caregiver programs despite the fact that the programs
in place were comprehensive and available to all employees.9

Employers need to make a concerted effort to inform their employ-
ees of their caregiving benefit options. 
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Some working caregivers hesitate 
to tell their supervisor about their
caregiving responsibilities
Some working caregivers may hesitate
telling their employer about their caregiv-
ing responsibilities. Some 16 percent of
working caregivers have not told their
employer about their caregiving responsi-
bilities. However, over half — 57 percent
— of caregivers feel that their employer is

T A B L E  2

Proportion of Working Caregivers (Age 25-
64) Agreeing or Disagreeing to Statements
about the Past Two Months, 1999

PERCENT (%)

I HAVE LESS ENERGY FOR WORK

Strongly Disagree 32
Disagree 44
Somewhat Agree 17
Agree 6

I MISSED TOO MANY DAYS OF WORK

Strongly Disagree 46
Disagree 45
Somewhat Agree 6
Agree 4

I AM DISSATISFIED WITH THE
QUALITY OF MY WORK

Strongly Disagree 44
Disagree 44
Somewhat Agree 9
Agree 3

I AM WORRIED ABOUT THE CARE
RECIPIENT WHILE I AM AT WORK

Strongly Disagree 25
Disagree 31
Somewhat Agree 30
Agree 14

I HAVE BEEN INTERRUPTED BY TELEPHONE
CALLS ABOUT/FROM THE CARE RECIPIENT
WHILE AT WORK

Strongly Disagree 42
Disagree 40
Somewhat Agree 13
Agree 5

SOURCE: Center on an Aging Society’s analysis of data from
the Informal Caregiver Supplement (ICS) to the 1999
National Long Term Care Survey (NLTCS).

very understanding of their caregiving
demands.3 A minority — 24 percent — of
caregivers said their employer is only
somewhat understanding and 3 percent
reported that their employer is not very
understanding.4

Caregiving may affect 
work productivity 
Caregiving may also affect one’s per-
formance at work (see Table 2). Overall,
44 percent of working caregivers have
had a conflict between their job and
caregiving responsibilities.5 Over one-
third of working caregivers acknowledge
spending time during the work day wor-
rying about their loved one. Nearly a
quarter — 23 percent — of working care-
givers acknowledge that they have had
less energy at work in the past two
months. Few working caregivers — 10
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Working caregivers provide
fewer hours of care
Clearly, workers face more competition
for their time than non-workers. The
median hours of care provided per week
by working caregivers is half that provid-
ed by non-working caregivers — 10 and
20 hours, respectively.12 However, work-
ing caregivers are more likely to have a
helper if needed to provide extra care.
Over two-thirds — 67 percent — of work-
ing primary caregivers say that if they
were unable to help the care recipient
that they had a secondary helper lined-up
who could. Among non-working primary
caregivers, 54 percent had a helper if
they could not provide needed care.

Workers provide less ADL help
than non-workers
A smaller proportion of working care-
givers provide help with Activities of
Daily Living (ADLs) compared to non-
working caregivers — 37 percent and 49
percent, respectively. Differences in the
proportions of working and non-work-
ing caregivers providing help with dress-
ing and getting in and out of bed are
the most substantial (See Figure 3).

Similar proportions of workers and non-
workers provide help with Instrumental
Activities of Daily Living (IADLs) includ-

percent — report having to miss days
of work to provide care and one in ten
caregivers — 12 percent — report that
they are dissatisfied with the quality
of their work as a consequence of their
caregiving responsibilities. Roughly 18
percent of caregivers are interrupted at
work by telephone calls about or from
the care recipient. 

Working caregivers are better-off
financially than non-working 
caregivers 
Similar proportions — 20 percent — of
working and non-working caregivers
report feeling that the cost of providing
care is more than they can afford. Non-
workers, however, experience more overall
financial strain and have lower incomes
than working caregivers. Nearly one in
four — 24 percent — of non-working care-
givers report feeling financially strained
while 19 percent of working caregivers
did. Approximately 41 percent of non-
working caregivers had annual household
incomes below $25,000 compared to 23
percent of working caregivers.10 One study
estimated that women who reduced their
hours to provide care to a parent or par-
ent-in-law gave up an average of $7,800
in pre-tax wages in 1994 (which was
about 20 percent of median family
income among these women).11

F I G U R E 3

Proportion of Working Caregivers and Non-Working Caregivers (Age 25-64) by Type of ADL Help Provided, 1999

SOURCE: Center on an Aging Society’s analysis of data from the Informal Caregiver Supplement (ICS) to the 1999 National Long Term Care Survey (NLTCS).
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ing money management, grocery shop-
ping, and providing transportation. Non-
working caregivers are more likely, how-
ever, to administer medications or medical
care, make telephone calls, and do house-
work including laundry (see Figure 4). 

Use of formal services is more
common among workers
Working caregivers are somewhat more
likely to use caregiver supportive services
than non-working caregivers. For exam-
ple, one-tenth of working caregivers have
used a respite service, compared to some
7 percent of non-working caregivers.
And, the proportion of working caregivers
attending a support group is double that
of non-working caregivers. Compared to
non-working caregivers, somewhat larger
proportions of working caregivers use for-
mal care services to help provide needed
care. The most substantial difference is

F I G U R E  4

Proportion of Working Caregivers and Non-Working Caregivers
(Age 25-64) by Type of IADL Help Provided, 1999

SOURCE: Center on an Aging Society’s analysis of data from the Informal Caregiver
Supplement (ICS) to the 1999 National Long Term Care Survey (NLTCS).
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T A B L E  3

Proportion of Working Caregivers and Non-
Working Caregivers (Age 25-64) That Report
Using Specific Caregiver Support Services, 1999
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TYPE OF CAREGIVER NON-
SUPPORT SERVICE WORKING WORKING

Recieved any respite or
caregiver support from a 
government source 12% 9%

Requested information about 
how to get Help 12% 16%

Has taken part in a support 
group of caregivers 10% 5%

Used a service to temporarily 
take care of the carerecipient 
to get some time away 7% 8%

Enrolled the care recipient in 
a program outside the home 
such as an Adult Day Care or 
senior center 5% 4%

Had a service come to help 
with personal care or nursing 
care at the care recipient’s home 33% 35%

Had a service come to help you 
with housework at the care 
recipient’s home 15% 9%

Had an outside service deliever 
meals to the care recipient’s home 11% 16%

Had an outside service provide 
transportation for the 
care recipient 12% 14%

Had any home modifications 
made to the care recipient’s 
home to make things easier 25% 20%

Obtained assistive devices, such 
as wheelchairs,walkers, etc., for 
the care recipient 47% 44%

SOURCE: Center on an Aging Society’s analysis of data from the
Informal Caregiver Supplement (ICS) to the 1999 National Long
Term Care Survey (NLTCS).

the use of a home modification service.
Some 28 percent of those who are working
compared to 18 percent of those who are
not working have used a service to modify
the care recipient’s home (See Table 3).
And, a larger proportion of working care-
givers compared to non-working care-
givers have obtained assistive devices for
the care recipient — some 54 and 47 per-
cent, respectively. 

NON-WORKING
WORKING
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