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Abstract

Objectives—Spouses of older adults with functional disability often provide help with their
partner’s medical care. Yet little is known about the implications of these activities for spouses’
caregiving experiences. We examined how spouses’ medical care activities are linked to both
positive and negative aspects of caregiving (difficulties and gains), and whether these associations
vary by their age, gender, and education.

Design—Retrospective analysis of data from the 2011 National Health and Aging Trends Study
(NHATS) and National Study of Caregiving (NSOC) cross-sectional studies.

Setting—Caregivers and care recipients/proxies were interviewed by telephone at home.

Participants—Nationally representative US sample of 345 spousal caregivers and their
community-dwelling care recipients aged 65 and older.

Measurements—Caregivers’ self-reported sociodemographics, care activities, health conditions,
well-being, and support resources. Care recipients (or proxies) reported on their health conditions
and dementia status.

Results—A higher number of health system interaction tasks (e.g., making appointments) were
significantly associated with greater emotional caregiving difficulties, whereas a higher number of
medical/nursing tasks (e.g., giving shots/injections) were significantly linked to greater caregiving
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gains. A higher number of medical/nursing tasks were also significantly associated with greater
physical difficulties for caregiving wives and spouses with less education.

Conclusions—Medical care activities may have both positive and negative consequences for
spousal caregivers, which depend partly on sociodemographics. This study underscores the
importance of ensuring that spouses have the resources and support needed to provide complex
care to their partners.

Keywords

caregivers; late-life disability; medical care; spouse

Objective

The unpaid assistance provided by family caregivers is critical for supporting persons with
late-life disability so they can remain in their communities.12 In addition to personal care
and household chores, family members commonly assist with medical care tasks.1*
Medical care activities require a range of skills, from interacting with healthcare systems to
providing care traditionally performed by medical/nursing professionals. Help with these
tasks may persist for years, particularly among caregivers of older adults with chronic
conditions (e.g., stroke) that require prolonged home-based care.> Medical care activities are
often complicated and may be stressful; however their implications for caregivers are largely
unknown.

Spouses appear especially likely to help with medical care activities. Roughly two-thirds
(65%) of caregiving spouses perform tasks including wound care and medication
management, compared to 42% of non-spouse caregivers.3 Spouses may view these
activities as part of their marital commitment; but they may also lack the resources to
effectively provide this care. Relative to non-spouse caregivers, caregiving spouses tend to
be older and have less education, lower incomes, poorer health, and fewer sources of
support.3:6-8 Strikingly, more than half of caregiving spouses (58%) report no help in
handling care responsibilities.> Moreover, only 37% of spouses helping with medical care
activities receive instruction in managing these tasks.3 Difficulties in performing medical
care activities may expose care recipients to reduced quality of care that presents a serious
health risk. Given spouses’ high engagement in medical care activities along with the
vulnerabilities of both care partners, it is imperative to determine how these tasks may
impact positive and negative caregiving experiences.

This study utilized a nationally representative US sample of spouses caring for community-
dwelling older adults from the 2011 National Health and Aging Trends Study (NHATS) and
National Study of Caregiving (NSOC) to examine two types of medical care activities
(health system interaction tasks and medical/nursing tasks) and their associations with
caregiving difficulties and gains. We also considered whether these links differed by
caregivers’ age, gender, and education.

Stress process theorists propose that caring for an impaired older person is a chronic source
of stress that may contribute to emotional and physical problems.®10 Indeed, care-related
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stressors (e.g., care tasks) are associated with elevated burden, greater psychological distress,
and poorer physical health.>:711-13 prior work has placed a near-exclusive emphasis on two
types of tasks: assistance with activities of daily living (ADLS) and instrumental activities of
daily living (IADLS). ADLs encompass personal care (e.g., bathing, dressing) and mobility,
whereas IADLs include household chores (e.g., shopping, paying bills). Although these
activities are important elements of caregiving, they fail to capture the full spectrum of tasks
that are central to many caregivers’ lives.3

Examining medical care activities and their associations with care-related outcomes would
add to a more complete understanding of caregiving. It was recently reported that caregivers
helping with both care coordination (e.g., speaking with physicians) and medication
management have an increased risk of emational and physical caregiving difficulties relative
to caregivers who do not combine these tasks.? Yet it remains unclear whether various types
of medical care activities may have different implications for caregiving experiences.

Considering the broad range of medical care activities, it may useful to evaluate them using
the distinctions outlined by Spillman and colleagues.* Health system interaction tasks
involve contact with healthcare providers and systems (e.g., scheduling appointments),
whereas medical/nursing tasks involve nursing care in accord with medical
recommendations (e.g., foot care). While both tasks can be time consuming and stressful,3
medical/nursing tasks are likely to be more physically and cognitively demanding. Many of
these tasks require frequent monitoring and specialized skills for which spouses may not
have received training.2 Spouses may also experience strain from worrying about making a
mistake or viewing these tasks as embarrassing for their partner.3 Hence, spouses’ medical/
nursing tasks may be more strongly linked to adverse caregiving experiences than health
system interaction tasks.

Along with caregiving stress, spouses may derive care-related gains.14-20 Caregiving gains
are distinct from difficulties and include benefits such as confidence in one’s capabilities and
feeling closer to the care recipient.15-1820 An understudied possibility is that care-related
stressors may diminish positive aspects of caregiving.2! It is therefore plausible that spouses’
greater engagement in medical care activities may be linked to fewer caregiving gains.

In accord with the stress process framework, caregivers’ background characteristics play a
role in determining the extent to which care-related stressors are linked to emotional and
physical problems.®10 These characteristics reflect exposure to stressors and the availability
of coping resources. Older caregivers, for example, tend to have poorer health than younger
caregivers, possibly due to a reduced physical capacity to provide care.” Likewise, caregivers
with less education report worse health and higher depressive symptoms than their more
educated counterparts, in part because they face more stressors unrelated to caregiving and
have fewer resources to manage stress.’22 Regarding gender, caregiving women typically
report greater burden and poorer mental and physical health than caregiving men.2:23-25
These differences may be partly explained by more intense care-related stressors (e.g., care
tasks) and fewer resources (e.g., help with care tasks) among caregiving women,23:25
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This study had two major aims. First, we evaluated the associations between spouses’
medical care activities and perceived caregiving difficulties and gains. We predicted the
following: (1) a higher number of health system interaction tasks and medical/nursing tasks
would be linked to greater emotional and physical caregiving difficulties; (2) A higher
number of health system interaction tasks and medical/nursing tasks would be linked to
fewer caregiving gains; and (3) These associations would be especially salient for medical/
nursing tasks. Second, we determined the moderating role of sociodemographics. We
predicted that associations in this study would be significantly stronger for spouses who are
older, female, and less educated.

Sample and Procedures

The sample included 345 community-dwelling adults aged 65 and older and their spousal
caregivers drawn from the 2011 National Health and Aging Trends Study (NHATS) and
National Study of Caregiving (NSOC). In accord with the University of Michigan’s policies,
ethical approval for this study was not required because we used publicly available
secondary data with no individual identifiers.

Participants were eligible for NHATS if they were Medicare enrollees aged 65 and older,
lived in the contiguous US, and received health-related assistance in the past month with
mobility, personal care, and/or household chores. Participants were recruited from a
Medicare enrollment database using a stratified three-stage sampling design, with the oldest
age groups and Black non-Hispanic persons oversampled. In total, 14,643 enrollees were
sampled. Of 12,411 enrollees released to the field, 8,245 (71%) were interviewed.26

NHATS participants were eligible for NSOC if they had at least one family or unpaid non-
family helper who provided health-related assistance with mobility, self-care, household
chores, and/or medical care activities. The 2,423 NHATS participants who were eligible for
NSOC had 4,935 eligible caregivers. Contact information was provided for 3,362 (68.1%)
caregivers, of whom 2,007 (59.7%) completed a 30-min telephone interview.

Of the 2,007 caregivers who participated in NSOC, 422 were spouses. We were interested in
caregiving spouses who share a household with their partner, and so we removed 32 spouses
with care recipient living in residential care and two spouses who did not live with the care
recipient. In total, 388 spouses resided with the care recipient. Of these, 43 were removed
due to missing data on study variables. This widely used method for addressing missing data
is the simplest approach and appropriate given our relatively large sample size and small
number of incomplete responders.2” Thus, we focused on 345 spousal caregivers and care
recipients with complete data (see Table 1 for background characteristics and scores on key
variables). Spouses were in heterosexual marriages, with the exception of one caregiving
wife in a same-sex marriage. On average, couples had been married for 43.05 years (SD =
17.85, range =0 - 72).
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Medical care activities—Health system interaction tasks included ordering medication,
scheduling appointments, speaking to providers, helping to change/add insurance or drug
plans, and other medical insurance matters. Medical/nursing tasks included giving shots/
injections, caring for skin wounds/sores, caring for teeth/dentures, foot care (e.g., clipping
nails), managing medical tasks (e.g., ostomy care, Vs, testing blood), monitoring
medications, helping with prescribed exercises, and assisting with a special diet. Caregivers
reported whether they performed each task (1 = yes, 0 = n0). Summed scores were created
for health system interaction tasks (range = 0 — 5) and medical/nursing tasks (range = 0 — 8).

Caregiving difficulties—Caregivers were separately asked whether they experienced (a)
emotional; and (b) physical care-related difficulties (1 = yes, 0 = no). Caregivers who
reported either type of difficulties then indicated their extent from 1 (a /ittle difficuli) to 5
(very difficul). We combined these items such that caregivers who did not report difficulties
were assigned a zero and those who reported difficulties received a score based on their
degree (0 = no difficultyto 5 = high difficulty). Mean scores were determined for emotional
and physical difficulties.

Caregiving gains—On a scale from 1 (not so much) to 4 (very much), caregivers reported
how much caregiving has: (a) made them more confident about their abilities; (b) taught
them to deal with difficult situations; (c) brought them closer to their partner; and (d) given
them satisfaction that their partner receives good care. Mean total scores were calculated (a
= .68).

Caregiver sociodemographics—We considered caregivers’ age, gender (1 = fermale, -1
= male), and educational attainment (1 = no schooling completedto 9 = masters,
professional, or doctoral degree).

Covariates—We controlled for caregivers’ self-reported ADLs and IADLs during which
they helped care recipients. ADLs included bathing, dressing, eating, toileting, getting in/out
of bed, and mobility inside/outside the house. IADLs included laundry, shopping, preparing
meals, banking, and managing money. Summed scores were created for total ADL/IADL
assistance (range =0 — 12).

We controlled for caregivers’ self-reported number of chronic conditions: arthritis, cancer,
diabetes, heart disease, hypertension, lung disease, and osteoporosis. Additionally, we
adjusted for caregivers’ psychological well-being. Caregivers indicated the extent to which
they: (a) felt confident and good about themselves; (b) liked their living situation; (c) have
an easy time adjusting to change; and (d) felt their life has meaning and purpose. Responses
ranged from 1 (disagree strongly)to 4 (agree strongly), and mean scores were calculated (a
=.62).

We also controlled for caregivers’ support resources. Informal support was determined from
caregivers’ availability of friends or relatives who help with care tasks (1 = had informal
support, -1 = did not have informal support). Support service use included caregivers’ use of
three services in the last year: (a) a caregiver support group; (b) respite services; and (c)
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training to help with care tasks. Summed scores were created. Paid help was assessed with
one item asking whether caregivers had found a paid helper in the past year (1 = used paid
help, =1 = did not use paid help).

We controlled for care recipients’ impairment from self-reports (17= 298) or proxy reports (1
=45 spouses; n= 1 adult daughter; n= 1 adult son) of diagnosed dementia (1 = dementia,
-1 = no dementia) and number of chronic conditions: arthritis, cancer, diabetes, heart
disease, hypertension, lung disease, osteoporosis, and stroke.

Statistical Analysis

Results

We estimated hierarchical regression models, which permitted examination of the amount of
variance in the outcome that is explained with each step of the model. In the first step, we
entered covariates along with caregivers’ age, gender, and education. We added health
system interaction tasks and medical/nursing tasks in the second step to examine their
independent links to caregiving outcomes. In the third step, we entered an interaction term
(e.g., Health System Interaction Tasks x Caregiver Age) to determine whether associations
differed by caregivers’ age, gender, and education. Interaction terms were analyzed
separately. Continuous variables were mean centered. To probe the significant moderating
effects, we analyzed simple slopes using two-way interaction plots from the following
website: http://www.jeremydawson.co.uk/slopes.htm. We estimated slopes for caregiving
wives and husbands to examine gender differences. For age and education, the statistical
significance of links between medical care activities and caregiving outcomes was evaluated
at one standard deviation above and below the moderator mean to represent high and low
values, respectively.28 Models were estimated in SAS 9.4 and used the NSOC analytic
weight with statistical procedures to account for nonresponse and differential probability of
sample selection.2®

Bivariate associations between study variables were examined in preliminary analyses
(Table 2). Compared with husbands, wives reported significantly more emotional ({342.55)
=5.64, p<.001) and physical (4340.83) = 5.57, p < .001) caregiving difficulties; but there
were no gender differences for caregiving gains (4343) = 0.97, p=.33). Wives reported
significantly more health system interaction tasks ({343) = 4.30, p < .001) and medical/
nursing tasks (#329.89) = 4.65, p < .001) than husbands.

Table 3 presents the hierarchical regression models. To adjust for multiple comparisons, we
used a Bonferroni correction (a/n, where a = .05 and /7= 3 models) such that o values less
than or equal to .02 were considered statistically significant.

Associations Between Medical Care Activities and Caregiving Outcomes

Caregiving difficulties—As shown in Table 3, a higher number of health system
interaction tasks were significantly linked to greater emotional difficulties (B= .15, B = .15,
t=2.81, df=56, p= .01, 95% CI [.04, .25]). Therefore, each additional health system
interaction task increased scores for emational caregiving difficulties by .15 (on a scale from
0-5).
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The link between medical/nursing tasks and physical difficulties was moderated by caregiver
gender (B=.12, p =.15, t=2.50, df= 56, p=.02, 95% CI [.02, .21]) and education (B = -.
07,p =-.16, t=-2.69, p= .01, df=56, 95% CI [-.11, -.02]); but the simple slopes were
not significant in the full models. Reduced models controlling for sociodemographics and
both care partners’ health conditions revealed that a higher number of medical/nursing tasks
were linked to greater physical difficulties for wives (B= .17, p = .22, t=2.36, df=56, p=.
02, 95% CI [.02, .32]) but not for hushands (B=-.04, p = -.05, t=-0.55, df=56, p= .59,
95% CI [-.17, .09]) and that more medical/nursing tasks were linked to greater physical
difficulties when caregivers’ education was low (B= .21, = .27, t=2.79, df=56, p= .01,
95% CI [.06, .36]) rather than high (B=-.06, p = -.07, t=-0.71, df=56, p= .48, 95% CI
[-.21, .10]) (Figure 1). In other words, each additional medical/nursing task increased scores
for physical caregiving difficulties by .17 for wives and by .21 for spouses with lower
education (on a scale from 0 — 5).

Caregiving gains—Table 3 shows that a higher number of medical/nursing tasks were
significantly associated with greater caregiving gains (8= .07, = .29, t=3.85, df=56, p
<.001, 95% CI [.03, .10]). Hence, each additional medical/nursing task increased scores for
gains by .07 (on a scale from 1 - 4).

Conclusions

This study builds upon the literature by examining medical care activities and their
associations with spouses’ positive and negative perceptions of caregiving. Spouses who
reported a higher number of health system interaction tasks had greater emotional care-
related difficulties, whereas spouses with a higher number of medical/nursing tasks
perceived more caregiving gains. Caregivers’ age did not moderate the associations in this
study, but their gender and education each played significant moderating roles. Overall, the
findings indicate that although medical care activities are likely to be stressful for many
caregivers, these tasks may also be a source of personal gains.

A higher number of health system interaction tasks were linked to greater emotional
caregiving difficulties, regardless of age, gender, or education. Interacting with health
systems may be frustrating and/or highly impersonal in ways that are emotionally taxing
(e.g., calling automated systems to schedule appointments; feeling as if one is getting the
“run around” in trying to coordinate care between providers). Health system interaction
tasks are also relatively passive and involve little direct control, which may heighten
spouses’ distress. Supporting this possibility, caregivers’ lower perceived control has been
associated with elevated depressive symptoms,30:31

By contrast, more medical/nursing tasks were linked to greater physical caregiving
difficulties for wives and less educated spouses. Compared with their male counterparts,
caregiving women report poorer physical health6:13.23.32 Helping with medical/nursing tasks
requires considerable stamina and strength (e.g. turning or lifting a spouse), and so these
tasks may be more physically challenging for wives. Gender differences in caregiving styles
may also partly explain these findings. Men tend have a managerial approach to caregiving
that features delegating tasks to other helpers.33 This approach may help caregiving
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husbands to preserve their own health, ultimately protecting them from physical care-related
difficulties. Finally, husbands may be less willing to report physical caregiving difficulties.
Relative to men, women show greater awareness of their health problems3* and are more
likely to express difficulties with managing their health.3°

Spouses with less education may report greater physical caregiving difficulties when they
help with more medical/nursing tasks in part because they encounter more caregiving
stressors and non-caregiving stressors (e.g., financial problems, job instability) than spouses
with higher education.?2:38 One might expect such stressors to intensify emotional care-
related difficulties; however they may be especially salient to physical difficulties. Over
time, stress contributes to worsening physical health that could diminish spouses’ ability to
perform medical/nursing tasks.3 Relatedly, caregivers with lower education have fewer
resources to manage stress and maintain health.”-22:36 |_ess educated spouses may, for
instance, have limited access to health care that hinders their long-term physical capacity to
assist with medical/nursing tasks. People with lower education also often have poor health
habits, which may further reduce their ability to meet caregiving demands.38 There was a
rather counterintuitive trend for spouses with higher education to report fewer physical
difficulties when they provided more medical/nursing tasks. Highly educated spouses who
view caregiving as physically difficult may be less likely to perform these tasks because they
are more able to utilize support resources (e.g., paid help).

Unexpectedly, more medical/nursing tasks were linked to greater caregiving gains. This
finding is counter to our hypothesis and suggests that, while these tasks may be stressful,
they present opportunities for personal growth such as coping successfully with challenges
and learning new skills. Performing a higher number of medical/nursing tasks may increase
spouses’ exposure to these opportunities, thereby enhancing the positive aspects of
caregiving. Contrary to the more passive health system interaction tasks, medical/nursing
tasks also involve the provision of active help. Consequently, it is plausible that spouses who
assist with more medical/nursing tasks feel they are directly benefitting their partner, which
further enhances perceptions of gains. Indeed, providing active help may promote positive
feelings among spousal caregivers.3?

Strengths of this study include a nationally representative sample, data on medical care
activities, and the assessment of positive and negative caregiving outcomes. Our emphasis
on medical care activities is timely:3 and accounts for a more complete picture of
caregiving. Medical care activities were shown to be a robust correlate of caregiving
difficulties and gains, independent of care recipients’ impairment and caregivers’
sociodemographics, ADL/IADL assistance, health, well-being, and support resources.
Moreover, considering sociodemographic moderators sheds light on the conditions under
which these activities may be linked to worse caregiving outcomes.

We acknowledge several limitations. First, cross-sectional analyses do not allow us to
determine causal associations. Second, on average, spouses reported low caregiving
difficulties and high gains. As such, the findings may not generalize to more distressed
spouses. Third, the findings may not apply to specific care contexts (e.g., dementia, cancer).
Fourth, the effect sizes were small to medium, accounting for 2-5% of the variance in
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outcomes. Yet even small effects may have a large clinical and public health impact.40
Future research should further investigate the clinical significance of the current findings.
This study sets the stage for subsequent work to obtain deeper knowledge regarding for
whom and under what conditions medical care activities are linked to spouses’ caregiving
difficulties and gains.

The present findings identify wives and less educated spouses as two subgroups of
caregivers who may experience particular challenges with medical care activities. Given the
physical and emotional vulnerabilities experienced by both subgroups,’+22:23:32 glong with
estimates that almost half (45%) of caregiving spouses have a high school education or less,3
it is critical to determine ways to best support these caregivers. Future work that explores
strategies to maximize gains from medical care activities may also be beneficial. Notably,
caregiving gains are linked to reduced caregiver burden and depression,14 better caregiver-
care recipient relationship quality,X® and a lower likelihood of nursing home placement.*!

In sum, this study implies that health policymakers and providers should proactively
consider spouses in the coordination and monitoring of geriatric care.2 Spouses hold a vital
and increasingly complex role in sustaining the well-being of persons with late-life disability
that should be recognized and supported in innovative care models.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Low Medical/Nursing Tasks High Medical/Nursing Tasks

Figure 1.
The moderating effect of caregivers’ educational attainment on the association between

medical/nursing tasks and physical caregiving difficulties.
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Background Characteristics of Spousal Caregivers

Caregivers
(N =345)
Characteristic M (SD)
CG Age in years 73.39 (9.00)
CR Age in years 76.88 (7.50)
CG Chronic conditions 2.09 (1.42)
CG Psychological well-being 3.41 (0.57)
CG ADL/IADL assistance 5.15 (2.47)
CG Service use 0.23 (0.51)
CR Chronic conditions 3.05 (1.46)
CG Health system tasks 2.57 (1.65)
CG Medical/nursing tasks 2.48 (2.02)
CG Emotional difficulties 1.31 (1.66)
CG Physical difficulties 1.05 (1.60)
CG Gains 3.54 (0.46)
n (%)
CG Gender (female) 204 (59.1)
CR Gender (female) 142 (41.2)
CR Dementia status 62 (18.0)
CG Informal support 158 (45.8)
CG Paid help 67 (19.4)
CG Educational attainment
High school graduate 106 (30.7)
College graduate 34 (9.9)
Post graduate 24 (7.0)
CG Health system tasks
Ordering medication 233(67.5)
Scheduling appointments 219 (63.5)
Speaking to medical providers 194 (56.2)
Changing/adding insurance plan 110 (31.9)
Other insurance matters 130 (37.7)
CG Medical/nursing tasks
Keeping track of medications 209 (60.6)
Managing medical tasks 55 (15.9)
Giving shots/injections 51 (14.8)
Foot care 136 (39.4)
Caring for skin wounds/sores 132 (38.3)
Caring for teeth/dentures 64 (18.6)
Helping with exercises 96 (27.8)
Helping with special diet 113 (32.8)
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