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Considerable research and public discourse on family caregiving portrays it as a stress-
ful and burdensome experience with serious negative health consequences. A landmark
study by Schulz and Beach that reported higher mortality rates for strained spouse car-
egivers has been widely cited as evidence for the physical health risks of caregiving and
is often a centerpiece of advocacy for improved caregiver services. However, 5 subse-
quent population-based studies have found reduced mortality and extended longevity
for caregivers as a whole compared with noncaregiving controls. Most caregivers also
report benefits from caregiving, and many report little or no caregiving-related strain.
Policy reports, media portrayals, and many research reports commonly present an overly
dire picture of the health risks associated with caregiving and largely ignore alterna-
tive positive findings. As the pool of traditional family caregivers declines in the com-
ing years, a more balanced and updated portrayal of the health effects of caregiving
is needed to encourage more persons to take on caregiving roles, and to better target
evidence-based services to the subgroup of caregivers who are highly strained or other-
wise at risk. Recommendations are discussed for research that will better integrate and
clarify both the negative and potential positive health effects of informal caregiving.
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Our country is in the early stages of an unprecedented explo- ~ The need to provide adequate care to these vulnerable older
sion in the number of older adults who will be living at home adults is a major challenge facing our society on many levels.
with physical disabilities or serious cognitive impairments. ~ The assumption of our current health care system is that close
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family members will provide the majority of day-to-day assis-
tance and manage the wide array of problems that confront
these older adults with disabilities. However, most health care
delivery models focus primarily on individual patients and
do not properly engage, educate, or support family caregiv-
ers or other informal care providers (Gillick, 2013; Wolff &
Roter, 2008). Furthermore, despite the projected increase
in the need for caregivers (Centers for Disease Control and
Prevention [CDC], 2010), the pool of available family car-
egivers is expected to decline in the coming years due to
smaller and more dispersed families as a result of decades of
reduced fertility rates, lower marriage rates, higher divorce
rates, and greater geographic mobility.

For those who take on caregiving roles, the prevailing
view from the research literature, public policy statements,
and the lay public is that becoming an informal caregiver
for a disabled family member is often a chronically stress-
ful experience that can become overwhelming and may
even become hazardous to the caregiver’s own health. Meta
analyses and other systematic reviews typically conclude
that caregivers are more likely to experience depressive
symptoms and have poorer physical health outcomes when
compared with various samples of noncaregivers (Pinquart
& Sorensen, 2003; Schulz & Sherwood, 2008; Vitaliano,
Zhang, & Scanlon, 2003). The commonly accepted and
converging viewpoint, therefore, is that while the need for
informal caregivers is rapidly increasing, the pool of poten-
tially available caregivers is actually shrinking, and the
caregiving role is both stressful and hazardous to the car-
egivers’ health (CDC, 2010). A breaking point in this critical
resource appears to be inevitable in the near future.

This Forum article aims to re-examine some of the exist-
ing evidence on the health effects of caregiving, focusing
in particular on one commonly cited claim that family
caregiving is associated with an increased risk for mortal-
ity. We will discuss important methodological concerns on
the definition of caregiving, the composition of different
caregiving subgroups, the sampling of caregivers, and the
sampling and recruitment of appropriate noncaregiving
comparison groups. An important goal is to contribute to a
more updated and balanced portrayal of the health effects
of caregiving in the research literature, lay media, and pub-
lic policy realm.

Who Are Informal Caregivers?

The defining characteristics of an informal caregiver typically
include being a person who provides some type of unpaid,
ongoing assistance with activities of daily living (ADLs) or
instrumental activities of daily living (IADLs) to a person
with a chronic illness or disability. This is in contrast to for-
mal caregivers, such as home health aides, who are paid for

their professional services. Different studies, however, vary in
their methods for defining who qualifies as a caregiver and for
measuring and confirming the types of assistance provided.
In some studies, caregivers are simply the co-residing spouses
of persons with dementia who report providing some infor-
mal care (e.g., Kiecolt-Glaser et al., 2003; von Kanel et al.,
2006). Other studies more explicitly confirm that caregivers
are persons who provide help with one or more ADLs or
IADLs (e.g., Brown et al., 2009; Fredman et al., 2010; Schulz
& Beach, 1999). Telephone survey studies have defined car-
egiving by asking specific questions about providing some
form of assistance to a family member with a chronic illness
or disability (e.g., Roth et al., 2013) or to an older adult
who was unable to manage independently without help (e.g.,
Pruchno et al., 2008).

In addition to some definitional differences across stud-
ies, there is also considerable variability on many caregiv-
ing-related factors. Caregivers differ in the relationships
they have with their care recipients (e.g., spouse, adult
child, other relative, in-law, neighbor or friend), their living
arrangements (e.g., co-residing vs. not living with the care
recipient), whether the person is a “primary” caregiver or
someone who provides more secondary and supplemental
support, the clinical conditions of the care recipients (e.g.,
dementia, frailty, stroke, etc.), and other indicators of the
extent and involvement in providing care. Studies differ
substantially on these dimensions, and on whether certain
types of caregivers are explicitly included or excluded. From
a public policy perspective, it would be helpful to define the
broad population of caregivers, then identify variables or
specific caregiving subtypes within that broad population
that are under investigation, and limit the generalizations
to the specific subtype(s) being examined.

Under What Circumstances is Caregiving
Stressful?

Informal family caregiving is often described as a burden-
some role that has all of the hallmarks of a chronic stress
experience (Schulz & Sherwood, 2008). The burden associ-
ated with caregiving has been assessed for decades using
a measure developed by Zarit, Reever, and Bach-Peterson
(1980) in their seminal paper that has now been cited over
2,800 times. Schulz and Beach (1999) followed in this
tradition and stated that “there is a strong consensus that
caring for an elderly individual with disabilities is burden-
some and stressful” and that “although family caregivers
perform an important service for society and their relatives,
they do so at considerable cost to themselves (p. 2215).”
There is no doubt that, in many cases, it is stressful to
have a close family member who is afflicted with a chronic
illness or disability. However, it is not always clear that
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the responsibilities and activities that accompany provid-
ing help to those individuals with disabilities lead to an
increase on the overall level of stress. Having a close family
member, such as a spouse or an elderly parent, with demen-
tia or some other serious disability can lead to stress or
depressive symptoms regardless of whether the unaffected
family member is providing care to the family member
with the disability (Amirkhanyan & Wolf, 2003). Lazarus
and Folkman (1984) provided a classic definition of stress
as a “particular relationship between the person and the
environment that is appraised by the person as taxing or
exceeding his or her resources and endangering well-being
(p. 19).” Under this definition, people may not appraise sit-
uations as stressful if they are confident they have sufficient
resources to manage those situations. If family members
or other acquaintances freely choose to provide help to a
disabled person within the scope of their knowledge and
resources and without any perceptions of new threats, then
this type of informal caregiving may not meet this concep-
tual definition of a stressful situation.

Multiple population-based studies indicate that many
family caregivers, in fact, report little or no strain associ-
ated with providing caregiving assistance. Schulz and Beach
(1999) found that 44% of the spouse caregivers in their
sample reported “no strain” in association with caregiv-
ing tasks, while 56% reported either “some strain” or “a
lot of strain.” Using similar questions for both spouse and
nonspouse caregivers, Roth and colleagues (2009) found
that 33% of caregivers reported “no strain” and only 17%
reported “a lot of strain.” A recent survey by the National
Opinion Research Center (2014) found that 83% of car-
egivers viewed it as being a positive experience.

The conceptual framework underlying the assertion
that caregiving is stressful and hazardous to one’s health
is based on an integration of sociological (e.g., Pearlin
et al., 1981), psychological (e.g., Lazarus & Folkman,
1984), and physiological (e.g., McEwen, 1998) models of
the impact of stress on health. Specifically, when caregiv-
ing demands exceed psychological or social resources to
cope, immunological and neuroendocrine disruptions may
occur that can increase one’s risk of health decline. This
stress process model, however, should be complemented
and balanced by the healthy caregiver hypothesis (Fredman
et al., 2010), which asserts that healthier persons are more
likely to become caregivers and to remain in caregiving
roles over time, and by evolutionary models that describe
biological mechanisms by which health benefits might
be obtained from prosocial behavior (Brown & Brown,
2014). Theoretical models that focus primarily on the
stressful aspects of caregiving are also based on an assump-
tion that caregivers are more stressed than noncaregivers.
However, only a few studies (e.g., Fredman et al., 2010;

Gallagher-Thompson et al., 2006; Wahbeh et al., 2008)
have actually compared caregivers and noncaregivers on
self-reported measures of stress.

Caregivers would be expected to experience high levels
of stress when they do not have sufficient internal (informa-
tion, skills, coping behaviors) and external (finances, help
from other family, formal care) resources to adapt to car-
egiving situations. Providing care in a progressively deterio-
rating situation over a long period of time, with little or no
choice or hope for relief, such as caring for a spouse with
Alzheimer’s disease, would likely qualify as a stressful situ-
ation, but one that is probably not representative of most
family caregivers. Caregivers might also be at increased risk
if they have pre-existing health conditions that compromise
their responses to stress. Many caregivers experience both
positive experiences and some strain simultaneously (Beach
et al., 2000; Harmell, Chattillion, Roepke, & Mausbach,
2011). Lawton, Moss, Kleban, Glicksman, and Rovine
(1991) asserts that caregivers may experience both emo-
tional distress and psychological satisfaction and growth,
effects that are not assumed to be different ends of one
continuum. Indeed, the positive experiences of caregiving
could potentially buffer against some of the possible stress-
related health consequences.

To be connected through caring relationships with other
human beings, especially within one’s own family, is a com-
mon human experience that is desired by virtually everyone.
Providing care for an older family member or friend with a
chronic illness or disability is an increasingly common and
important type of caring relationship. We assert that the
“caregiving-is-stressful” assumption is an overly narrow,
simplified, and limited view on these types of human rela-
tionships. Multiple perspectives, from research on altruism,
volunteerism, and evolutionary perspectives on prosocial
behavior, are currently emerging to provide a broader and
more balanced view on the range of caregiving experiences
and health outcomes (Brown & Brown, 2014).

Is Caregiving Associated With Poorer Health
for Caregivers?

There is a large literature that indicates caregivers, as a
general group, are more likely to report symptoms of
depression and other indicators of psychological distress
than noncaregivers (Pinquart & Sorensen, 2003; Roth
et al., 2009; Schulz & Sherwood, 2008). Many studies also
suggest that caregivers have poorer physical health when
compared with various samples of noncaregivers (Pinquart
& Sorensen, 2003; Vitaliano, Zhang, & Scanlon, 2003),
and several investigations specifically restricted to demen-
tia caregivers have reported higher inflammatory burden
and other biomarkers of poorer health in these caregivers
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compared with various noncaregiving comparison groups
(Gouin et al. 2012; Kiecolt-Glaser et al., 2003; Lovell &
Wetherell, 2011; von Kinel et al., 2006). Unfortunately,
the vast majority of studies on the physical health and
biomarker correlates of family caregiving have relied on
clinical or convenience samples, where markedly different
recruitment methods are usually used for the caregiving
and noncaregiving comparison groups.

Population-based studies that compare caregivers with
noncaregivers who have been recruited and enrolled with sim-
ilar procedures are surprisingly rare, and only a few popula-
tion-based studies have examined physiological or biomarker
correlates of caregiving status. Such studies would be useful
for better controlling some of the confounds that potentially
contaminate comparisons of convenience samples. A review
paper published in 2011 identified 42 papers up to that date
on caregiving and biomarkers (Lovell & Wetherell, 2011).
Interestingly, 41 of those 42 papers used convenience samples,
and only 5 had samples of over 100 caregivers. A large major-
ity of these studies were comparisons of dementia caregivers
to poorly characterized noncaregiving controls. Dementia car-
egivers may experience more problems than other caregiving
subgroups (Ory, Hoffman, Yee, Tennstedt, & Schulz, 1999),
but they represent only a small proportion of all informal car-
egivers (National Alliance for Caregiving and AARP, 2009).

An important limitation of much of the research on the
physical health and biomarker correlates of caregiving is that
the noncaregiving controls in these studies are almost always
recruited from different sources, such as through newslet-
ters and social groups where socially active individuals are
asked to “volunteer” to participate in a research project.
Consequently, the finding of poorer health for the caregiv-
ers from such studies is equivalent to the finding of better
health among the socially active volunteers. That is, in many
convenience sample comparisons in the caregiving literature,
the health risks of caregiving are confounded with the health
benefits of volunteerism (Okun, Yeung, & Brown, 2013).
The results from studies of convenience samples are further
qualified by findings that convenience samples of caregivers
report more physical health problems and depressive symp-
toms in comparison to noncaregivers than population-based
comparisons of these samples (Pinquart & Sorensen, 2003;
Pruchno et al., 2008). In short, there is very little evidence
from well-controlled population-based studies that family
caregivers, as a general group, have poorer objective physi-
cal health than suitable noncaregiving comparison groups.
There is considerable evidence that caregivers experience
symptoms of emotional distress, but some of this may be a
result of observing a family member struggling with a seri-
ous or disabling medical condition (Amirkhanyan & Wolf,
2003; Monin & Schulz, 2009) and not because of any stress
involved in providing care to that person.

Is Caregiving Associated With Increased Risk
for Mortality?

A widely cited publication on the deleterious health
effects of caregiving comes from the landmark study of
the mortality rates for the spouses of participants in the
population-based Cardiovascular Health Study (CHS)
(Schulz & Beach, 1999). This study compared spouses of
CHS participants without disability to three groups of
spouses of CHS participants with disabilities: (a) spouses
of disabled persons but no help being provided, (b) spouses
of disabled persons and help being provided but with no
caregiving strain reported, and (¢) spouses of disabled
persons, help being provided, and some caregiving strain
reported. The strained spouse caregivers were found to be
63% more likely to die in the subsequent 4-year follow-up
period than the spouses of nondisabled partners (covariate-
adjusted relative risk (RR) = 1.63, 95% confidence interval
(CI) = 1.00-2.65). Importantly, the spouses who were pro-
viding care but reported no caregiving strain had mortality
rates that were similar to spouses of non-disabled partners
(RR =1.08,95% CI = 0.61-1.90).

Figure 1 illustrates the effects of the Schulz and Beach
(1999) analyses along with five subsequent population-
based studies of the impact of caregiving on mortality.
Additional descriptive information on these six studies is
summarized in Table 1. A hazard ratio (HR) or RR > 1 indi-
cates an increase in mortality for caregivers compared with
a noncaregiving referent group, whereas an HR or RR < 1
indicates a lower mortality rate for the caregivers. For each
study, thin lines are used in Figure 1 to illustrate effects
reported in the original articles for specific caregiving sub-
groups, and thick lines are included at the bottom of each
study panel to indicate overall caregiving effects.

Although not reported in the original Schulz and Beach
(1999) article, an overall caregiving effect can be calculated by
combining the effects reported in the article for the two spouse
caregiving subgroups. When the mortality data for spouse car-
egivers with and without caregiving strain were combined and
compared with the spouses of nondisabled CHS participants,
the overall caregiving mortality effect was not statistically sig-
nificant (RR = 1.37,95% CI = 0.90-2.07, line a3 in Figure 1).

The five subsequent population-based mortality studies
vary in their details, such as the specific caregiving ques-
tions used, who comprised the noncaregiving comparison
group, the different caregiving subgroups examined, the
covariates included in the analytic models, and the length
of the follow-up period (4-8 years). There is, however, one
consistent finding across all five subsequent population-
based studies: Caregivers, as a general group, have signifi-
cantly reduced mortality rates compared to their respective
noncaregiving reference groups.
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Figure 1. Effect sizes from survival analyses of caregivers versus noncaregivers. Thin lines represent caregiving subgroup effects reported in the
original articles. Thick lines represent overall caregiving effects either reported in the Fredman and colleagues (2010) and Roth and colleagues (2013)
articles or calculated based on the subgroup information reported in the other articles. a1: 179 strained spouse caregivers; a2: 138 nonstrained spouse
caregivers; a3: 317 strained and nonstrained caregivers; b1: 306 spouses providing 1-14hr of care; b2: 338 spouses providing 14 or more hours of
care; b3: 644 spouses providing any care to a spouse with ADL/IADL impairment; ¢1: 58,075 women providing 1-19hr of care; ¢2: 15,141 women
providing 20-49 hr of care; c¢3: 25,757 women providing 50+ hr of care; c4: 40,606 men providing 1-19hr of care; ¢5: 9519 men providing 20-49 hr of
care; c6: 15,786 men providing 50+ hr of care; ¢7: 162,884 men and women providing any care; d1: 12,033 women providing 1-19 hr of care; d2: 5,876
women providing 20 or more hours of care; d3: 9,751 men providing 1-19 hr of care; d4: 3,744 women providing 20 or more hours of care; d5: 31,404
men and women providing any care; e1: 219 female caregivers reporting low caregiving-related stress; e2: 156 female caregivers reporting high
caregiving-related stress; e3: 375 female caregivers; f1: 1,993 White caregivers; f2: 1,610 African American caregivers; f3: 1,163 caregivers reporting
no strain; f4: 1,748 caregivers reporting moderate strain; f5: 578 caregivers reporting high strain; f6: 537 spouse caregivers reporting moderate or
high strain; f7: 1,915 caregivers providing less than 14 hr of care; f8: 1,588 caregivers providing 14 or more hours of care; f9: 2,219 female caregivers;

f10: 1,284 male caregivers; f11: 786 spousal caregivers; f12: 1,197 adult child caregivers; f13: 3,503 caregivers (all subgroups included).

Brown and colleagues (2009) found that married per-
sons in the HRS who provided 14 or more hours of care
per week to their spouses with ADL or IADL problems had
reduced mortality rates over a seven-year period compared
to spouses who provided no such care after adjusting for
care recipient variables and other demographics (adjusted
HR = 0.64, 95% CI = 0.45-0.90, line b1 in Figure 1).
Spouses who provided one to 14 hr of care did not show a
survival benefit (adjusted HR = 0.92, 95% CI = 0.69-1.24,
line b2 in Figure 1), but when the overall caregiving effect
was calculated, HRS spouse caregivers were found to have a
significant survival advantage compared to the spouses who
were providing no care (HR = 0.79, 95% CI = 0.66-0.94,
line b3 in Figure 1). In this study, caregivers were identi-
fied by the person receiving help: that is, the care recipients
reported whether their spouses helped them with ADLs or
IADLs and the number of hours per week this help was
provided. Thus, this definition reflects intensity according
to the amount of time a caregiver helps, as opposed to car-
egiver-reported psychological strain (Fredman et al., 2010;
Roth et al., 2013; Schulz & Beach, 1999). Moreover, care
recipients with severe cognitive impairment were under-

represented due to their inability to identify the amount

of assistance provided, which may have resulted in a less-
stressed sample of caregiver than other studies.

Fredman and colleagues (2010) examined the mortal-
ity rates of older women enrolled in the Caregiver-Study
of Osteoporotic Fractures. After adjusting for demograph-
ics, baseline health covariates, and general perceived
stress, women who were also informal caregivers had sig-
nificantly lower 8-year mortality rates than noncaregiving
women (adjusted HR = 0.74, 95% CI = 0.56-0.89, line
e3 in Figure 1). Caregivers were defined by whether they
assisted a relative or friend with one or more ADLs or
IADLs because that person had physical, psychological,
or cognitive impairments. Perceived stress was assessed in
all participants, thereby allowing comparisons of mortal-
ity rates in stressed caregivers and stressed noncaregivers
to nonstressed noncaregivers. The Fredman and colleagues
(2010) study is the only one summarized in Tablel and
Figure 1 that was restricted to female caregivers only.

Using data from a national epidemiologic study, Roth
and colleagues (2013) compared mortality rates for 3,503
caregivers who were individually matched with 3,503 non-
caregivers using propensity scores derived from 15 demo-
graphic, health history, and health behavior variables. The
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propensity score method first calculated the probability
of being a caregiver based on the 15 covariates, and then
matched each actual caregiver with a noncaregiver who
had the same propensity score. This method efficiently bal-
anced the caregiver and noncaregiver groups on multiple
confounders that could have otherwise biased the car-
egiving-mortality associations. The results indicated that
caregivers had an 18% survival advantage over a 6-year
period compared to the propensity-matched noncaregivers
(HR = 0.82, 95% CI = 0.70-0.97, line f13 in Figure 1).
Several caregiving subgroups were also analyzed based on
caregiver gender, race, relationship with the care recipient,
and caregiving strain, and none of the subgroups showed
significantly increased mortality relative to their own pro-
pensity-matched control group. Caregivers were defined by
their self-report of currently providing care on on-going
basis to a family member with chronic illness or disabil-
ity, such as watching the family member, dressing, bathing,
arranging care, or providing transportation. This broad
definition captured persons who provided minimal caregiv-
ing (i.e., only “watching” their family member) along with
those providing assistance with basic ADLs. Furthermore,
assessment of hours/week caregiving and amount of car-
egiving strain provided comparisons with other studies
(Schulz & Beach, 1999; Brown et al., 2009).

Additional analyses of large datasets thought to repre-
sent the entire population of Northern Ireland (O’Reilly
et al., 2008) and England and Wales (Ramsay et al., 2013)
have yielded similar survival benefits for caregivers com-
pared to corresponding noncaregivers. The unusually nar-
row confidence intervals in Figure 1 for the effects from
these studies reflect their very large sample sizes. Both of
these studies defined caregivers according to respondents’
report of looking after or helping a family member, friend,
or neighbor because of long-term physical or mental ill-
health, disability, or problems related to old age. This defi-
nition did not address the tasks performed by the caregiver,
although analyses did compare caregivers according to the
number of hours per week that they provided care.

Although the Schulz and Beach (1999) study is often
cited as a representative finding of increased mortality risk
for caregivers compared to noncaregivers, it is important
to clarify that those analyses were conducted only for
spouses, and that increased mortality was only found for
spouse caregivers who reported some caregiving strain.
Two of the subsequent studies have further examined the
effect of caregiving stress or strain on mortality, and neither
has confirmed an increased mortality risk even for caregiv-
ers under high stress. Specifically, Fredman and colleagues
(2010) found that caregivers reporting high caregiving-
related stress did not show differences in mortality com-
pared to noncaregiving women (adjusted HR = 1.00, 95%

CI=0.71-1.41, line €2 in Figure 1), whereas caregivers with
low levels of caregiving-related stress had a significantly
reduced risk of mortality compared to their noncaregiving
counterparts (adjusted HR = 0.57, 95% CI = 0.38-0.84;
line el in Figure 1). Similarly, Roth and colleagues (2013)
found that caregivers reporting high caregiving strain did
not differ in mortality when compared to their propensity-
matched noncaregiving controls (adjusted HR = 1.02, 95%
CI = 0.68-1.54, line f5 in Figure 1).

Media and Policy Representations of Caregiving
and Health

Research reporting that caregiving is associated with increased
mortality and other negative physical health effects, such as
increased inflammation (Gouin et al., 2012; Kiecolt-Glaser
et al., 2003), reduced immune system functioning (Lovell &
Wetherell, 2011), and reduced telomere length (Epel et al.,
2004), has been featured prominently in media reports,
caregiver-oriented web pages, and in government and non-
profit organizations’ reports, usually to heighten concerns
about caregiving and to emphasize the need for caregiver
support services. Web pages for caregiver organizations com-
monly state that spouse caregivers have 63% higher mortal-
ity rates than noncaregivers (e.g., Rozman, 2013) and similar
assertions have been made in Administration on Aging reports
(e.g., Administration on Aging, 2012). Two different caregiv-
ing web sites have stated that caregiving can “take as much
as 10 years off a family caregiver’s life” (Caregiver Action
Network, 2012; Rozman, 2013). A September 2013 news
report about a case of caregiver homicide and suicide included
the statement that “those burdens are so great they can shave
years off the life of caregivers, experts say. In fact, one study
showed that, compared with others, caregiver spouses aged
66-96 had a 63% higher mortality rate” (Carroll, 2013).
A prominent journalist (Sheehy, 2010) reported that “the
most devoted family caretakers are at risk of dying first them-
selves.” It is extremely rare to find contrasting statements in
such communications about caregiving and reduced mortal-
ity risk or potential health benefits. The message is clearly out
that informal caregiving is, in general, a stressful obligation
that is hazardous to the caregivers’ health. However, a more
balanced view of the entire body of population-based studies,
especially those examining actual mortality, appear to suggest
a different overall conclusion.

Research, Practice, and Policy Implications

Over the past decades, research on caregiving has advanced
from cross-sectional studies that generally found worse
self-reported health status in caregivers compared to non-
caregivers, to prospective, population-based studies that
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often find lower mortality and better health outcomes in
caregivers. What lessons can be learned to design more sci-
entifically rigorous studies of caregiving health outcomes in
the future? The following recommendations are offered to
integrate this updated review of studies on health effects of
caregiving into research, practice, and policy.

1. More rigorous methods should be routinely employed
in future studies on the health effects of caregiving. It
is important to ensure in future research that caregiv-
ers and noncaregivers are selected from the same pop-
ulation. A volunteer sample of high functioning and
socially active noncaregivers is unlikely to represent
a suitable comparison group for a sample of caregiv-
ers because active volunteers tend to be healthier than
the general population. Furthermore, evidence suggests
that older adults who become caregivers are healthier
than same-aged noncaregivers (McCann et al., 2004);
thus, it is important to be aware of potential confounds
due to selection differences and to minimize those con-
founds when possible. In large enough samples, pro-
pensity score matching can be done (Roth et al., 2013),
but in smaller samples, use of propensity scores as a
covariate adjustment, or matching on a smaller set of
variables, could be used to achieve better balance. It is
also known that caregiving status can change over time
(McCann et al., 2004), so prospective studies should
consider re-assessing and updating caregiving status at
follow-up interviews, and to incorporate caregiving as a
time-varying factor in the analyses of health outcomes.
Because caregiving can be both psychologically chal-
lenging and provide gratification and a sense of purpose
simultaneously (Beach et al., 2000), measurements of
both positive and negative factors should be obtained.
Measures of perceived stress, social support, and other
resources should be obtained from both caregivers and
noncaregivers in order to better quantify differences,
and to better understand their complementary roles in
shaping caregiving health outcomes.

2. Caregivers should be better recognized as integral to
healthcare and viewed as partners by bealthcare pro-
viders. An increasing number of aging Americans
will become caregivers in the coming years. Many
will have had no prior caregiving experience and will
lack sufficient knowledge to prepare them for these
roles. If providers see caregivers as being vulnerable
and at risk for health care problems themselves, they
may limit the extent to which they burden caregivers
with more responsibilities to learn more about their
care recipients’ problems and to assist with treatment
implementation and adherence. More work to system-
atically include caregivers as medical visit companions

and to provide them with helpful tools and informa-
tion that would help them perform better in that role is
needed (e.g., Wolff & Roter, 2008; Wolff et al., 2014).
This work would be strengthened by a more balanced
image of the caregiver as a resilient and capable ally, as
opposed to characterizing caregivers as vulnerable and
at-risk co-patients. Information about resources (e.g.,
education, skill building), as well as the health effects of
caregiving, could be better disseminated to healthcare
providers, who could then work more effectively with
patients to identify, inform, and partner with their fam-
ily caregivers. Indeed, communication and preparation
for caregiving before it becomes a crisis has been found
to reduce stress and family conflict (Ingersoll-Dayton
et al., 2003).

Primary family caregivers should be supported with
additional resources, including secondary caregivers. In
many cases, the single primary family caregiver model
needs to be supplemented and extended with additional
resources. These resources could include economic relief,
such as insurers compensating primary caregivers when
institutional placements can be avoided and employers
developing more accommodating policies that support
family leaves of absence to assist aging parents. In addi-
tion, older adults with disabilities and their primary
care providers should strive to achieve more integrated
care and include informal care networks that extend
beyond the single primary family caregiver. Having a
network with both “primary” caregivers and “second-
ary” or supplemental caregivers would be beneficial in
many cases. This could markedly extend the informal
caregiving activities, including its challenges and health
benefits, to other individuals within the family and even
to persons outside of the care recipient’s family (e.g.,
friends, church-based volunteers, community health
advisors).

Public statements, policy positions, and research arti-
cles should reflect a more updated and balanced view of
caregiving. Family caregiving is stressful for some car-
egivers, and those caregivers should continue to receive
valued supports such as respite care and evidence-based
caregiver interventions. However, studies based on popu-
lation-based samples using rigorous methods to control
for confounding and that distinguish stress from caregiver
status often show better health outcomes for caregivers.
Those studies should be included in policy reports and
research articles to present a more balanced and compre-
hensive view of the current state of caregiving research.
Moreover, findings that show stress, but not caregiv-
ing status, is associated with poorer health outcomes
(Fredman et al., 2010; Litzelman et al., 2014) provide
justification for evidence-based stress-reduction programs
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and other supports. We can articulate the need for these
services for caregivers without repeating and reinforc-
ing a predominant narrative that providing care to a
person with a disability is, in general, a highly stressful,
overwhelming, and even dangerous activity. As described
here, there is not an established finding that caregiving
is associated with an increased risk for mortality. If any-
thing, caregiving is associated with reduced mortality and
increased longevity, possibly due to many underappreci-
ated positive aspects of providing care to a loved one.
The more balanced narrative could assist families to help
older adults with disabilities live at home, with the best
quality of life possible, and to do so with the full expecta-
tion of enjoying a gratifying caregiving experience.
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