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A National Profile of Family and Unpaid Caregivers Who Assist
Older Adults With Health Care Activities
Jennifer L. Wolff, PhD; Brenda C. Spillman, PhD; Vicki A. Freedman, PhD; Judith D. Kasper, PhD

IMPORTANCE Family and unpaid caregivers commonly help older adults who are at high risk
for poorly coordinated care.

OBJECTIVE To examine how caregivers’ involvement in older adults’ health care activities
relates to caregiving responsibilities, supportive services use, and caregiving-related effects.

DESIGN, SETTING, AND PARTICIPANTS A total of 1739 family and unpaid caregivers of 1171
community-dwelling older adults with disabilities who participated in the 2011 National
Health and Aging Trends Study (NHATS) and National Study of Caregiving (NSOC).

MAIN OUTCOMES AND MEASURES Caregiving-related effects, including emotional, physical,
and financial difficulty; participation restrictions in valued activities; and work productivity
loss.

EXPOSURES Caregivers assisting older adults who provide substantial, some, or no help with
health care, defined by coordinating care and managing medications (help with both, either,
or neither activity, respectively).

RESULTS Based on NHATS and NSOC responses from 1739 family and unpaid caregivers of
1171 older adults with disabilities, weighted estimates were produced that accounted for the
sampling designs of each survey. From these weighted estimates, 14.7 million caregivers
assisting 7.7 million older adults, 6.5 million (44.1%) provided substantial help, 4.4 million
(29.8%) provided some help, and 3.8 million (26.1%) provided no help with health care.
Almost half (45.5%) of the caregivers providing substantial help with health care assisted an
older adult with dementia. Caregivers providing substantial help with health care provided
more hours of assistance per week than caregivers providing some or no help (28.1 vs 15.1 and
8.3 hours, P < .001 for both). The use of supportive services was low but was greater among
caregivers providing substantial vs some or no help (26.7% vs 15.5% and 7.6%, P < .001 for
both). In multivariable regression models adjusting for older adults’ function and caregivers’
sociodemographic and health characteristics, caregivers providing substantial help with
health care were significantly more likely to experience emotional difficulty (adjusted odds
ratio [aOR], 1.79; 95% CI, 1.20-2.66), physical difficulty (aOR, 2.03; 95% CI, 1.39-2.97), and
financial difficulty (aOR, 2.21; 95% CI, 1.52-3.22) than caregivers providing no help. Compared
with caregivers providing no help with health care activities, caregivers providing substantial
help with health care activities were more than 5 times as likely to experience participation
restrictions in valued activities (aOR, 5.32; 95% CI, 3.31-8.59) and more than 3 times as likely
to experience work productivity loss (aOR, 3.14; 95% CI, 1.40-7.02).

CONCLUSIONS AND RELEVANCE Family caregivers providing substantial assistance with health
care experience significant emotional difficulty and role-related effects, yet only one-quarter
use supportive services.
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T he high costs and poor quality of care delivered to older
adults with complex health needs represent a pressing
concern for policy makers, clinicians, patients, and

society.1,2 Almost 8 million older adults with significant dis-
abilities live in the community with help from family and un-
paid caregivers (family caregivers).3,4 Older adults’ family care-
givers not only provide most assistance with everyday
activities3,5 but also help with a range of health care activi-
ties, such as physician visits,6,7 transitions between settings
of care,8,9 medical decisions,10,11 and medical tasks, such as in-
jections, medication management, and wound care.12 Be-
cause family caregivers are not systematically identified or rou-
tinely assessed in health care delivery,13-15 little is known about
the degree to which they assist with health care activities or
about the nature of caregiving-related effects they may expe-
rience. A better understanding of the “workforce” of family
caregivers who assist with health care activities is particu-
larly timely and important given growing attention to the con-
tribution of nonmedical factors to health16,17 and given re-
form efforts that are shifting the focus of the health care
enterprise toward accountability and value.17,18

This study draws on 2 nationally representative, popula-
tion-based studies that together provide insight regarding older
adults and the family caregivers who assist them. We focus on
caregivers’ assistance with 2 prevalent and clinically impor-
tant health care activities that pertain to coordinating care with
health care professionals and managing medications. A re-
cent companion analysis that exclusively examined older adults
found that approximately half of those individuals receiving
help with both activities had dementia.19 Our study extends
this line of inquiry by examining family caregivers’ perspec-
tives and by focusing on a range of topics that may only be as-
certained by speaking to a caregiver. By identifying the char-
acteristics, responsibilities, and caregiving-related effects of
family caregivers who navigate health system demands along-
side or on behalf of older adults with disabilities, we seek to
inform public health and health care delivery initiatives to bet-
ter support family caregivers.

Methods
Data
The data that were examined in this study are publicly avail-
able, do not contain individual identifiers, and are therefore
exempt from institutional review board review. Data for this
study are drawn from the 2011 National Health and Aging
Trends Study (NHATS) and the National Study of Caregiving
(NSOC), 2 linked national surveys that provide information re-
garding a well-defined population of older adults and their fam-
ily caregivers. The NHATS is nationally representative of Ameri-
cans 65 years and older. In-person interviews are conducted
with study participants or with proxy respondents if the par-
ticipant is unable to respond. Study participants are asked
whether and how they performed daily activities in the month
before the interview. Among older adults who receive assis-
tance, a detailed helper roster lists the relationship and spe-
cific activities for each person providing assistance.

The NSOC is a nationally representative survey of family
members (>95% of whom are unpaid) and other unpaid care-
givers who assist older persons with disabilities. Caregivers of
the NHATS participants who lived in the community and re-
ceived help with mobility, self-care, or household activities for
health and functioning reasons or who lived in a residential
care facility with supportive services were eligible for the NSOC.
The NSOC participants were identified from the NHATS helper
roster on the basis of being a family member or an unpaid
helper who provided assistance with mobility, self-care, house-
hold activities, transportation, or medically oriented tasks. A
telephone interview was conducted with up to 5 eligible help-
ers for each older adult. For older adults with more than 5 eli-
gible helpers, 5 helpers were selected at random, and the re-
maining helpers were considered ineligible for the NSOC.

The NSOC participants are drawn from a well-defined
population of older adults and the helpers they identify (from
the NHATS Other Person file). Of 7609 NHATS participants liv-
ing in the community or in a residential care facility, 2423 were
included in the NSOC sampling frame, and 4935 helpers met
eligibility criteria for the NSOC. An NSOC nonresponse can arise
from the NHATS participant (who may refuse to provide con-
tact information for helpers) or his or her caregivers (who may
refuse to participate). The NHATS participants did not pro-
vide contact information for 1573 eligible family caregivers, and
1355 of the remaining 3362 eligible family caregivers could not
be located or refused to respond, yielding 68.1% and 59.7% first-
stage and second-stage response rates, respectively. In total,
2007 family caregivers of 1369 older adults responded in 2011
to the NSOC.20 Because the nature of caregiving is likely to vary
for older adults who live in residential care facilities owing to
the availability of supportive services, we limited this study
to older adults living in traditional community settings, leav-
ing a final sample of 1739 family and unpaid caregivers of 1171
older adults with disabilities.

Measures
We examined caregivers’ sociodemographic and health char-
acteristics, the nature and intensity of care they provide, their
use of supportive services, and caregiving-related effects. Care-
givers’ sociodemographic and health characteristics in-
cluded age, sex, educational attainment, relationship to the
older adult, presence of a child younger than 18 years in the
household, and self-rated health status. We constructed a com-
posite measure of older adults’ cognitive and physical func-
tion. Dementia refers to probable dementia, from self-
reported physician diagnosis of Alzheimer disease or dementia,
the AD8 dementia screening interview (administered to proxy
respondents),21 and cognitive tests to evaluate memory, ori-
entation, and executive function.22 Severe disability refers to
receipt of help with 3 or more self-care or mobility activities.
Using these measures, older adults’ function was categorized
as no dementia or severe disability, dementia but not severe
disability, no dementia but severe disability, or both demen-
tia and severe disability.

Information regarding the nature and intensity of care pro-
vision included travel time to older adults’ residence, dura-
tion of caregiving, intensity of help (measured by hours of care
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in the previous week), and assistance with specific tasks in do-
mains of disability-related activities, health system logistics,
and health management. Because of missing information,
hours of care could not be computed using responses to the
NSOC for 104 caregivers. For these caregivers, we used a hot-
deck approach to impute hours of care based on older adults’
function and caregivers’ relationship, sex, and age (B. C. S. writ-
ten communication to J. L.W., June 27, 2015). Measures of
physical, financial, and emotional difficulties associated with
providing care were constructed based on reported levels of
difficulty in each domain (ratings of none, 1-2, and 3-5, respec-
tively, were categorized as little or none, some, and
substantial).4 Participation restrictions refer to activities re-
ported as being very or somewhat important to the caregiver
that were limited in the prior month because of caregiving.
Missed work refers to caregivers’ reports of any missed time
from work because of caregiving in the prior month among
caregivers who were working for pay. In addition, we con-
structed a summary measure of work productivity loss that in-
corporated absenteeism (missed hours of work because of care-
giving in relation to typical hours worked) and presenteeism
(effect of caregiving on productivity when at work).23 Care-
givers’ use of supportive services was examined using a 1-year
reference period.

Involvement in health care activities refers to care coor-
dination and medication management. Care coordination was
defined by direct interactions with health care professionals.
Caregivers who were identified by older adults as “sitting in

with them” at physician visits (from the NHATS) or who re-
ported that they spoke to or emailed medical professionals
about older adults’ care (from the NSOC) were categorized as
helping with care coordination. Medication management re-
fers to caregivers from the NSOC who reported that they helped
older adults “keep track of medications” or “take shots or in-
jections.” Using these data elements, we constructed mutu-
ally exclusive categories to summarize involvement in health
care activities as follows: (1) no help (neither care coordina-
tion nor medications) (n = 364), (2) some help (care coordina-
tion but not medication management [n = 338] or medica-
tion management but not care coordination [n = 162]), or (3)
substantial help (assisting with both care coordination and
medication management) (n = 875).

Data Analysis and Estimation
We first present the numbers and characteristics of family and
unpaid caregivers who assist older adults. We then describe
the nature and intensity of care provided by caregivers as ex-
pressed by hours of care per week and types of activities for
which help is provided across domains of disability-related ac-
tivities, health system interactions, and health management
tasks. We next evaluate caregiving-related emotional, physi-
cal, and financial difficulty; participation effects in valued ac-
tivities; work productivity loss; and the use of supportive ser-
vices, stratified by the degree of caregiver assistance with
health care activities. Finally, we use multivariable regres-
sion models to examine how involvement in older adults’

Table 1. Characteristics of Older Adults’ Family and Unpaid Caregivers

Caregiver Characteristic

Help With Health Care Activities
Substantial
Help Some Help No Help

% [Reference] % P Value % P Value
No. of caregivers (row %), millionsa 6.5 (44.1) 4.4 (29.8) NA 3.8 (26.1) NA

Age, mean (SE), y 57.2 (0.7) 55.3 (1.2) .16 53.4 (1.4) <.01

Female sex 69.3 56.6 <.001 56.8 <.001

Educational attainmentb

≤High school 40.5 43.3

.43

48.1

.17Some college 35.5 31.4 31.0

≥College 24.0 25.4 20.9

Self-rated health status

Excellent or very good 44.5 56.1

<.01

53.5

.11Good 31.1 24.4 28.5

Fair or poor 24.5 19.5 18.0

Presence of a child <18 y old in the household 18.3 16.4 .49 13.8 .13

Relationship to the older adult

Spouse 26.2 25.9

.03

15.3

<.001
Daughter or son 54.2 45.6 34.7

Other relative 16.7 23.9 31.6

Nonrelative 3.0 4.6 18.4

Older adults’ functionc

No dementia or severe disability 41.5 63.3

<.001

70.3

<.001
Dementia but not severe disability 24.3 14.3 13.1

No dementia but severe disability 13.1 12.9 9.1

Both dementia and severe disability 21.2 9.4 7.5

Abbreviation: NA, not applicable.
a Unweighted sample, with 875

providing substantial help, 500
providing some help, and 364
providing no help.

b Educational attainment is from the
National Study of Caregiving for
nonspousal caregivers (n = 1332)
and from the National Health and
Aging Trends Study Other Person
file for spouses (n = 393).
Information regarding educational
attainment was missing for
14 caregivers.

c Dementia refers to possible
dementia from a summary measure.
Severe disability refers to receiving
help with 3 or more self-care or
mobility activities, including
bathing, eating, dressing, toileting,
transferring, and indoor mobility.
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health care activities is associated with caregiving-related ef-
fects after adjusting for older adults’ function and caregivers’
sociodemographic and health characteristics.

Observations from the NHATS and NSOC are weighted to
produce nationally representative estimates and to account for
the complex sampling designs of each survey. Detailed weights
released with the NSOC and used to generate population es-
timates in this study use information from the NHATS to ad-
just for differential probabilities of selection at both the NHATS
sample person and caregiver levels.20 All analyses were con-
ducted with statistical software (SAS, version 9.3; SAS Insti-
tute Inc) using survey sampling weights and procedures that
account for the complex sampling strategy.

Results
Drawing on weighted estimates from linked nationally repre-
sentative disability and family caregiver surveys, we find that
14.7 million family and unpaid caregivers assisted 7.7 million
community-dwelling older adults with daily activities for
health and functioning reasons in 2011. Of these caregivers, 6.5
million (44.1%) provided substantial help, 4.4 million (29.8%)
provided some help, and 3.8 million (26.1%) provided no help
with health care activities (Table 1). Caregivers who provided
substantial help with health care activities were compara-
tively more likely to be female and adult children than care-
givers who provided some or no help, respectively. Care-
givers providing substantial help with health care activities
were older than caregivers who provided no health care help
and were less likely to rate their health as excellent or very good
than caregivers who provided some help. Caregivers provid-
ing substantial help with health care activities were signifi-
cantly more likely than caregivers providing no or some health
care help to assist an older adult with both dementia and se-
vere disability (21.2% vs 9.4% and 7.5%, P < .001 for both) or
with dementia only (24.3% vs 14.3% and 13.1%), while the pro-
portion assisting an older adult with severe disability was com-
parable across the 3 groups (13.1% vs 12.9% and 9.1%, respec-
tively). Among older adults receiving substantial help with
health care activities, 45.5% (24.3% plus 21.2%) had demen-
tia, and 34.3% (13.1% plus 21.2%) had severe disability.

Caregivers who provided substantial help with health care
were comparatively more likely to live with older adults (61.1%
vs 49.4% and 37.6%, P < .01 and P < .001, respectively) (Table 2)
and to provide care of greater intensity (28.1 vs 15.1 and 8.3
hours per week, P < .001 for both) than caregivers who pro-
vided some or no help with these activities. Caregivers pro-
viding substantial (vs no) help with health care were half as
likely to have assisted for less than 1 year (5.4% vs 11.0%,
P = .02). Caregivers providing substantial help with health care
were more likely to assist with each of the specified activities
that pertain to help for disability-related activities, health
system logistics, and health management than caregivers pro-
viding some or no help.

Caregivers who provided substantial assistance with health
care were more likely to report caregiving-related difficulties
than their counterparts providing some or no help across do-

mains of emotional difficulty (34.3% vs 27.2% and 14.6%),
physical difficulty (21.6% vs 12.0% and 5.7%), and financial dif-
ficulty (23.0% vs 12.3% and 6.7%) (P < .001 for all) (Table 3).
Compared with caregivers providing some or no help with
health care, caregivers providing substantial help were more
likely to experience reduced participation in 1 or more valued
activities because of caregiving (35.3% vs 18.8% and 6.4%,
P < .001 for both), as well as each of the following specific ac-
tivities: visiting friends and family, going out for enjoyment,
attending religious services, and participating in club meet-
ings or group activities. Although caregiver employment did
not differ by involvement in health care, working caregivers
providing substantial assistance with health care were more
likely to have missed work because of caregiving in the past
month than working caregivers who provided some or no help
(20.0% vs 7.0% and 3.5%, P < .001 for both). Work productiv-
ity loss was 3 times higher for caregivers who provided

Table 2. Caregiving Circumstances and the Nature
of Assistance Provided

Caregiving
Circumstance

Help With Health Care Activities
Substantial
Help

Some
Help

No
Help

% [Reference] % P Value % P Value
Hours of care per
week, mean (SE)

28.1 (1.5) 15.1
(1.3) <.001 8.3

(0.7) <.001

Travel time to older
adults’ residence

Coreside 61.1 49.4

<.01

37.6

<.001
≤10 min 21.4 22.0 27.8

11-30 min 15.6 25.7 30.8

≥31 min 1.9 2.9 3.8

Duration of
caregiving, y

<1 5.4 7.0

.22

11.0

.021-4 44.1 48.1 38.0

>4 50.4 44.9 50.9

Nature of Assistance Provided

Disability-related
activity

Shopping 96.3 89.3 <.001 82.3 <.001

Transportation 92.4 86.2 <.001 80.4 <.001

Housework 95.6 82.0 <.001 72.1 <.001

Mobility 80.6 69.0 <.001 60.6 <.001

Banking 78.1 55.7 <.001 30.2 <.001

Self-care 70.4 43.0 <.001 31.2 <.001

Health system
logistics

Make
appointments

90.8 53.1 <.001 14.8 <.001

Order medicines 83.6 36.7 <.001 16.6 <.001

Handle insurance
issues

38.0 21.5 <.001 7.3 <.001

Health
management

Diet 45.1 24.1 <.001 15.2 <.001

Foot care 44.1 23.9 <.001 14.1 <.001

Skin care 38.8 23.1 <.001 7.9 <.001

Exercise 33.0 19.6 <.001 10.1 <.001

Dental care 28.2 9.2 <.001 3.6 <.001
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substantial assistance with health care compared with care-
givers who provided some or no help (9.6% vs 3.3% and 2.9%,
P < .01 and P < .001, respectively). Finally, caregivers who pro-
vided substantial assistance with health care were more likely
to use supportive services than caregivers who provided some
or no help (26.7% vs 15.5% and 7.6%, P < .001 for both).

Caregivers’ involvement in older adults’ health care ac-
tivities was highly associated with each of the caregiving-
related effects after adjusting for older adults’ function and
caregivers’ sociodemographic and health characteristics
(Table 4). In multivariable models, caregivers who provided
substantial help with health care were 1.8 times more likely
to experience emotional difficulty (aOR, 1.79; 95% CI, 1.20-
2.66) and more than twice as likely to experience physical dif-
ficulty (aOR, 2.03; 95% CI, 1.39-2.97) and financial difficulty
(aOR, 2.21; 95% CI, 1.52-3.22) than caregivers who provided no
help with health care. Caregivers who provided substantial help

with health care were 5.3 times as likely to experience partici-
pation restrictions in valued activities (aOR, 5.32; 95% CI, 3.31-
8.59) and, among working caregivers, were 3 times as likely
to experience work productivity loss (aOR, 3.14; 95% CI, 1.40-
7.02) than caregivers who provided no help with health care
activities.

Discussion
We found that 6.5 million family and unpaid caregivers of com-
munity-dwelling older adults provide substantial help with
health care activities. Relative to caregivers who provide some
or no help, caregivers providing substantial help with health
care activities assist with greater intensity (as measured by
hours of care) and are significantly more likely to experience
caregiving-related effects across dimensions that include

Table 3. Caregiving-Related Difficulties, Participation Effects, and Supportive Services Use

Variable

Help With Health Care Activities
Substantial
Help Some Help No Help

% [Reference] % P Value % P Value
Emotional difficulty related to providing carea

Little or none 45.1 56.5

<.01

70.5

<.001Some 20.7 16.4 14.9

Substantial 34.3 27.2 14.6

Physical difficulty related to providing carea

Little or none 66.9 77.7

<.001

87.6

<.001Some 11.5 10.3 6.7

Substantial 21.6 12.0 5.7

Financial difficulty related to providing carea

Little or none 67.2 79.9

<.001

86.7

<.001Some 9.9 7.8 6.6

Substantial 23.0 12.3 6.7

Caregiving effects on valued activitiesb

Visiting friends and family 28.1 12.6 <.001 5.3 <.001

Going out for enjoyment 20.1 9.0 <.001 2.3 <.001

Attending religious services 14.9 4.7 <.01 0.8 <.001

Participating in club meetings or group
activities

12.9 6.0 <.001 0.5 <.001

Caregiving effects on participation in ≥1
valued activities

35.3 18.8 <.001 6.4 <.001

Works for payc 38.8 41.0 .61 41.3 .57

Caregiving effects on work, of those who work

Missed work because of caregiving in
the past monthd

20.0 7.0 <.001 3.5 <.001

Absenteeism, missed hours because of
caregivinge

2.1 0.7 .01 0.2 <.001

Presenteeism, reduced productivity because
of caregiving

7.9 2.6 <.01 2.7 <.01

Caregiving-related work productivity loss 9.6 3.3 <.01 2.9 <.001

Supportive services or assistance directed
to caregiver

Respite care 16.6 8.4 <.001 2.8 <.001

Received training regarding how to assist
older adult

9.5 6.3 .11 2.8 <.001

Support group participation 6.5 3.0 .03 2.7 .04

Use of ≥1 supportive services 26.7 15.5 <.001 7.6 <.001

a Responses of no difficulty are
categorized as little or none, rated
levels of difficulty of 1 to 2 are
categorized as some, and rated
levels of difficulty of 3 to 5 are
categorized as substantial.

b Reduced participation in the past
month because of caregiving for
activities identified as being
somewhat or very important.

c Sample includes 656 working family
caregivers providing substantial
help (n = 327), some help (n = 181),
or no help (n = 148) with health care
activities.

d Missed work refers to any missed
time from work in the past month
because of caregiving.

e Absenteeism reflects hours of work
missed because of caregiving in
relation to all hours typically
worked.
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physical, emotional, and financial difficulty, as well as par-
ticipation restrictions and work productivity loss. Approxi-
mately 1 in 4 caregivers receives supportive services. To our
knowledge, this investigation is the first nationally represen-
tative study to comprehensively examine differential caregiv-
ing-related effects for family caregivers who assist with health
care activities, and the results collectively raise important ques-
tions regarding the role of caregivers within a rapidly evolv-
ing health system that seeks quality, value, and accountabil-
ity in care.

Our findings contribute important insight regarding the
“invisible work” of managing complex care by documenting
the significant caregiving-related effects that are experi-
enced by family and unpaid caregivers who actively manage
older adults’ health care. Prior studies have established the time
and effort associated with managing care for persons with com-
plex health needs for health care professionals24,25 and for
patients.26,27 Our study extends existing evidence that has es-
tablished the special challenges encountered by caregivers of

persons with dementia.15,28,29 We found that almost half of the
caregivers providing substantial help with health care activi-
ties assist an older adult with dementia. For the first time to
date, we also quantify the emotional, financial, physical, par-
ticipation, and work-related effects of caregiving experi-
enced by family caregivers who interact with health care pro-
fessionals and manage health care activities on behalf of or
alongside older adults. Study findings indicate that the health
system is well poised to serve as a point for the identification
of higher-intensity caregivers, who are largely unrecognized
in systems of care.13,30

Few family and unpaid caregivers used supportive ser-
vices. The significant consequences associated with caregiv-
ing reported herein and in other studies15,28,30,31 underscore
the need to identify and promulgate strategies that address the
needs of caregivers within systems of care delivery. Effective
psychosocial and coping interventions have been developed
to support family caregivers,32-34 but they are largely discon-
nected from routine health care delivery. The lack of system-

Table 4. Multivariable Logistic Regression Results for Correlates of Caregiving-Related Effects

Caregiver Characteristic

Adjusted Odds Ratio (95% CI)a

Emotional
Difficultyb

Physical
Difficultyb

Financial
Difficultyb

Participation
Restrictionsc

Work Productivity
Lossd

Age 0.99 (0.98-1.00) 1.01 (1.00-1.02) 0.98 (0.97-0.99) 0.99 (0.98-1.00) 1.00 (0.99-1.02)

Female sex 1.45 (1.10-1.92) 1.92 (1.41-2.62) 1.02 (0.72-1.43) 1.23 (0.85-1.78) 1.36 (0.75-2.47)

Educational attainment

≤High school 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference]

Some college 1.76 (1.34-2.31) 1.44 (1.02-2.01) 1.30 (0.86-1.96) 1.50 (1.05-2.14) 1.32 (0.71-2.45)

≥College 1.94 (1.43-2.64) 1.36 (0.90-2.04) 1.16 (0.67-1.98) 2.21 (1.51-3.24) 2.26 (1.09-4.70)

Self-rated health status

Excellent or very good 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference]

Good 1.47 (1.11-1.93) 1.94 (1.38-2.72) 2.49 (1.77-3.49) 1.79 (1.28-2.50) 1.91 (1.07-3.41)

Fair or poor 1.86 (1.30-2.67) 4.91 (3.43-7.03) 2.74 (1.90-3.96) 2.13 (1.51-3.01) 2.13 (0.98-4.60)

Presence of a child <18 y old in the household 0.79 (0.50-1.25) 1.17 (0.67-2.06) 1.06 (0.63-1.79) 0.56 (0.33-0.93) 0.68 (0.35-1.34)

Works for pay 0.93 (0.73-1.19) 0.68 (0.49-0.94) 0.98 (0.70-1.37) 0.93 (0.67-1.29) Not Applicable

Relationship to the older adult

Spouse 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference]

Daughter or son 1.28 (0.83-1.97) 0.76 (0.56-1.04) 0.75 (0.46-1.22) 0.93 (0.64-1.36) 1.16 (0.60-2.24)

Other relative 0.58 (0.35-0.97) 0.73 (0.47-1.11) 0.56 (0.35-0.89) 0.92 (0.57-1.47) 0.61 (0.26-1.46)

Nonrelative 0.36 (0.17-0.76) 0.52 (0.23-1.16) 0.25 (0.09-0.72) 0.37 (0.15-0.88) 0.32 (0.05-2.22)

Older adults’ functione

No dementia or severe disability 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference]

Dementia but not severe disability 1.19 (0.83-1.69) 1.29 (0.91-1.84) 1.68 (1.09-2.59) 1.67 (1.14-2.43) 1.21 (0.70-2.11)

No dementia but severe disability 1.51 (1.02-2.25) 2.56 (1.59-4.11) 1.59 (1.08-2.35) 1.92 (1.27-2.92) 1.56 (0.75-3.25)

Both dementia and severe disability 1.78 (1.10-2.87) 3.12 (2.12-4.59) 1.83 (1.17-2.86) 3.02 (2.02-4.51) 1.16 (0.49-2.74)

Help with health care activities

No help 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference] 1 [Reference]

Some help 1.43 (0.96-2.13) 1.71 (1.11-2.63) 1.37 (0.87-2.17) 2.72 (1.69-4.39) 0.85 (0.39-1.84)

Substantial help 1.79 (1.20-2.66) 2.03 (1.39-2.97) 2.21 (1.52-3.22) 5.32 (3.31-8.59) 3.14 (1.40-7.02)
a Adjusted for caregiver age, sex, educational attainment, self-rated health

status, presence of a child younger than 18 years in the household, work
responsibilities, and relationship to the older adult.

b Difficulty related to providing care, with contrast between caregivers who
rated the level of difficulty of 1 to 5 (some or substantial in Table 3) vs
caregivers who indicated little or no difficulty because of caregiving.

c Reduced participation in any of 4 valued activities (visiting friends and family,

going out for enjoyment, attending religious services, and participating in club
meetings or group activities) because of caregiving.

d Refers to any work productivity loss using a composite measure encompassing
absenteeism and presenteeism among caregivers working for pay (n = 656).

e Dementia refers to probable dementia using a summary measure. Severe
disability refers to receiving help with 3 or more self-care or mobility activities,
including bathing, eating, dressing, toileting, transferring and indoor activity.
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atic identification and support of caregivers in mainstream care
means that their information and support needs are not well
understood and often remain unmet.15 Available evidence
(largely setting specific and anecdotal) indicates that care-
givers may be poorly informed about patients’ health or treat-
ment plans10,35,36 and may experience challenges in access-
ing such information.37-39

To our knowledge, this study provides the first national
estimates of work productivity loss due to providing care to
an older adult with disability, and our estimates are substan-
tially lower than previously reported.23,40,41 Although 1 in 5
working family and unpaid caregivers who provided substan-
tial help with health care activities missed work because of
caregiving in the previous month, hours of work that were
missed were few. In the aggregate, work productivity loss was
largely the result of reductions in productivity when working
rather than time missed from work. Work productivity loss was
3 times higher among working caregivers who provided sub-
stantial help with health care activities compared with work-
ing caregivers who provided no help or some health care help.
These findings are notable in quantifying the extent to which
caregiving effects extend to employers and the importance of
workplace strategies and policies to better support working
family caregivers such as paid family leave.42,43

As in any survey, the results herein are subject to the
constraints of sample design, participant response, and
questions asked. The methodological challenges of collect-
ing information from family caregivers are not inconsequen-
tial. National surveys report wide variation in prevalence
estimates and characteristics.44 The linked data sets used in
this study afford several strengths in this regard because
family and unpaid caregivers were identified from in-person
interviews, with a well-characterized sample of older adults

from a survey that was specifically designed to yield
national estimates of disability.3,45 In addition, the NSOC
surveyed and therefore generalizes to all family and unpaid
caregivers rather than a single primary caregiver as in prior
surveys.46 Although our measure of caregivers’ involvement
in health care activities was limited to coordination of care
and management of medications, these activities are com-
mon, broadly applicable to a wide range of conditions, and
of great clinical importance. Because analyses are cross-
sectional, we are unable to comment on the causal processes
that underlie observed caregiving-related effects or support-
ive services use.

Conclusions
Our study results pertain directly to calls that family mem-
bers should be included as members of patients’ interdisci-
plinary care teams47,48 and to consensus statements from pro-
fessional organizations that endorse more explicit and robust
partnerships with patients’ family caregivers.49-52 Although
care is safer, more efficient, and of higher quality when deliv-
ered by a coordinated health care team,1,53,54 little attention
has been directed at understanding the extent or conse-
quences of coordination between health care professionals and
family caregivers. Because the magnitude and scope of assis-
tance provided to disabled older adults by family and unpaid
caregivers far exceed those of paid caregivers3,55 and because
their involvement persists across both time56 and settings of
care,8,57 devising organizational strategies and health care prac-
tices to identify and more purposefully engage and support
family caregivers merits greater attention by health system
stakeholders seeking high-value care.
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