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Abstract

Background: Informal caregivers of older adults experience a high degree of psychosocial 

burden and strain. These emotional experiences often stem from stressful tasks associated 

with caregiving. Caregiving supportive services that provide assistance for stressful tasks are 

instrumental in alleviating caregiving burden and strain. Research is limited on what types of 

supportive services caregivers are utilizing by relationship status and their source of information 

regarding these services. We sought to characterize caregiving supportive services use by caregiver 

relationship status.

Methods: We analyzed cross-sectional data from the 2015 National Study of Caregiving limited 

to caregivers of older adults ≥65 years of age. Caregiver relationship status (i.e., spouse, child, 

other relative/non-relative) was the independent variable. Type of supportive service and source 

of information about supportive services were the dependent variables. Bivariate analyses were 

performed to examine the association with caregiver relationship status and associations between 

use of caregiving supportive services and caregiver and care recipient characteristics. Among 

service users, we measured associations between caregiver relationship status, type of supportive 

services used, and source of information about supportive services.

Results: Our sample consisted of 1,871 informal caregivers, 30.7% reported using supportive 

services. By caregiver relationship status, children had the greatest use of supportive services 

compared to spouses and other relatives/non-relatives (46.5% vs. 27.6% vs. 25.9%, p=<0.01, 
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respectively). Among users of services, there were no differences in type of services used. Spouses 

primarily received their information about services from a medical provider or social worker 

(73.8%, p=<0.001).

Conclusion: Our findings highlight the need to ensure that other caregiving groups, such as 

spouses and other relatives/non-relatives, have access to important supportive services such as 

financial support. Medical providers and/or social workers should be leveraged and equipped to 

provide this information and refer to services accordingly.

INTRODUCTION

Over 40 million caregivers provide informal care to adults 65 years of age and older in 

the United States (US)1. Informal care consists of unpaid assistance with activities of daily 

living and instrumental activities of daily needs such as toileting, medication management, 

food prep, and shopping and is typically provided by a spouse, child, neighbor, friend, or 

other family relative. Informal caregivers provide roughly 30 billion hours of care each year 

to family and friends at an estimated fiscal value of $522 billion annually2. Thus, informal 

caregivers are the primary source of long-term services and supports for older adults2. While 

this group provides a lion-share of care for older adults, this is not without its challenges and 

consequences to the caregivers themselves.

Informal caregivers of aging older adults experience a high degree of psychosocial 

burden and strain stemming from the stressors of caregiving, including the provision of 

direct personal services. Consequences may include a drain on physical strength, loss 

of personal time and family time, challenges to planning for the future,3 and adverse 

psychological outcomes4. Informal caregivers may lack the knowledge and skills to 

effectively communicate their caregiving stress despite having a need for increased caregiver 

assistance3.

Caregiving supportive services—such as respite care—that provide support for stressful 

tasks may be instrumental in alleviating the caregiving burden. Researchers have identified 

the association between access to supports (e.g., mindfulness training, group therapy) with 

lower burden and stress and improved caregiver quality of life (QOL). 5,6 Multicomponent 

interventions developed specifically for individual circumstances additionally decrease 

burden. These interventions may include health tools that assist with managing emotional 

stress, implementing environmental changes within the home, and handling finances.7

However, research is limited on the types of caregiving supportive services caregivers are 

utilizing by their relationship status to patients and the source of information related to these 

services8. Because utilization rates can be a helpful indicator for accessibility, filling this 

gap is critical to better understanding how best to increase equitable access to important 

supportive services for all caregivers (e.g., spouses, children, relatives/non-relatives). We 

sought to characterize caregiving supportive services use by caregiver relationship status to 

better understand who is using what services and how information about these services was 

made known to the caregiver.

Travers et al. Page 2

J Am Geriatr Soc. Author manuscript; available in PMC 2024 May 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



METHODS

We analyzed cross-sectional publicly available data from the 2015 National Health and 

Aging Trends Study (NHATS) and its linked caregiver survey, the 2015 National Study 

of Caregiving (NSOC). The NHATS began in 2011 and samples from the Medicare 

enrollment file to describe disability trends in a nationally representative sample of Medicare 

beneficiaries ages 65 and older. Interviews are conducted annually. In 2015, the sample was 

replenished. Participants of NHATS provided names and contact information for caregivers 

for participation in the NSOC. Up to five caregivers per older adult were interviewed about 

caregiving activities and related experiences. NHATS and NSOC participants are linked 

based on the older adult’s ID number. De-identified data does not meet the definition 

of human subjects research and thus this study did not require institutional review board 

approval.

Sample

We limited our sample to caregivers providing assistance with routine daily activities to 

older adults who were living in the community. We excluded caregivers of older adults in 

residential care and nursing home settings.

Measures

The independent measure of interest was caregiver relationship status (i.e., spouse, child, 

other relative/non-relative).

The dependent measures of interest were type of caregiving supportive services and 

source of information about caregiving supportive services. Type of caregiving supportive 

services included respite, support group/counseling, training, and financial help for care 

recipient. Source of information about caregiving supportive services included government 

or community agency, medical care provider or social worker, church or synagogue, self or 

friend, or other source.

Analysis

Bivariate analyses were performed to examine both the associations between use of 

caregiving supportive services and caregiver and care recipient characteristics, and, among 

supportive service users, the associations between caregiver relationship status and type of 

caregiving supportive services used and source of information about caregiving supportive 

services. Analyses were performed using STATA.

Results

Our sample consisted of 1,871 informal caregivers. Nearly one-third (27.8%, n=574) of 

informal caregivers reported using caregiving supportive services. By caregiver relationship 

status, children had the greatest use of caregiving supportive services compared to other 

relatives/non-relatives and spouses (60.2% vs. 20.3% vs. 19.9%, p=<0.01, respectively). 

Caregivers who were African-American or Hispanic and other race or ethnicity, had more 

education, and cared for older adults receiving assistance with 3 or more self-care or 
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mobility activities, had dementia, or were Medicaid-enrolled were more likely to use 

supportive services (all p-values <0.05). See Table 1.

Among users of caregiving supportive services by caregiver relationship status, child 

caregivers were more likely to use two or more services (Figure 1). There were no 

differences in type of services used by caregiver relationship status, but respite and financial 

supportive services were used in the greatest proportions among all caregivers. Regarding 

source of information about caregiving supportive services, spouses primarily received their 

information about caregiving supportive services from a medical provider or social worker 

(73.8%, p=<0.001), and other relative and non-relative caregivers were more likely to find 

information about caregiving supportive services on their own or from a friend (70.6%, 

p=<0.001).

DISCUSSION

We sought to understand the utilization of caregiving supportive services for informal 

caregivers across relationship status. In a nationally representative sample of 1,871 informal 

caregivers, we found that less than one-third of informal caregivers are using caregiving 

supportive services. Among those who are, respite and financial help are the most commonly 

used supportive services and the greatest use of services were by children. To our 

knowledge, this study is the first nationally representative investigation to examine use 

of caregiving services by caregiver relationship status and our findings raise important 

implications for the provision of caregiving supportive services in the US.

Because the greatest use of services was among children, our findings highlight the need 

to understand any underlying barriers to use that may exist for other caregiving groups 

like spouses/partners, other relatives, or non-family caregivers. Previous literature has 

demonstrated that spouses, particularly solo spouses, exhibit high levels of caregiver stress—

often greater than that of adult children9. Yet, this study shows that spouses are not utilizing 

these services at comparable rates to adult children caring for an aging parent, pointing to 

a potential disparity in how caregiver supportive services are designed, disseminated, and 

delivered. More research into why this disparity exists, whether they are personal, financial, 

cultural, geographical, or structural, is imperative as we draft policies and programs to 

ensure equitable access to these supportive services.

To promote this access to and utilization of these services, it is critical that we are meeting 

caregivers where they are using mechanisms that are common and customary to them and 

tailored to a wide range of caregiving groups. For example, children more commonly use 

digital resources to access information10 related to available caregiving supportive services. 

Such information can be readily available at the tip of one’s fingers, but only for those who 

are versed with technology. On the other hand, spouses may rely on receiving information 

related to caregiving supportive services through medical providers, word of mouth, personal 

networks, and traditional media11. It is also important to increase access to caregiving 

supportive services for all social supports in the patient’s life who provide caregiving and 

may not be from their family of origin. For instance, many sexual and gender minority 

patients (e.g., LGBTQ+) are supported by chosen families who are intricately involved 
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in the patient’s life, health decision-making, care needs, and social identity12. However, 

information related to caregiving supportive services is not so commonly disseminated 

through these mediums and in ways that are easily understood. Healthcare personnel such 

as clinicians, healthcare providers, and/or social workers should be better leveraged and 

equipped to provide this information.

In recent years, family caregivers have been prioritized within recommendations adopted 

in policies such as the Recognize, Assist, Include, Support, Engage (RAISE) Family 

Caregivers Act, Lifespan Respite Care Program, and National Family Caregiver Support 

Program13,14. These policies and programs support caregivers by providing respite options, 

service planning support, education, training, and financial security, for example13,15,16. 

Nearly all state managed long-term services and supports programs also include family 

caregivers in service planning and care coordination (upon the patient’s consent) and provide 

some services and supports (such as respite care or caregiver education and training) 

targeted to members’ family caregivers17. While these current and forthcoming efforts 

are laudable, their reach is limited if targeted efforts are not implemented to ensure that 

all caregivers have access to these resources and supports drawing on recommendations 

provided above. Provision of support to caregivers is additionally important for delaying and 

preventing unnecessary nursing home placements that are costly to the healthcare system. 
14,16

There are limitations in our study design to note. First, because we do not have access to 

geographic information of the caregivers, we are unsure if the lack of use of supportive 

services was because of limited availability of caregiving supportive services or lack of 

knowledge. For example, there might not be a local caregiver support group in some towns, 

limiting utilization of this service; however, increasing prevalence and referrals to virtual 

support groups could help address this gap. Second, there is a chance that the needs of 

caregivers are being met in other areas not captured by the supportive services described 

herein. Next, we cannot assess factors that might reflect cultural preferences for caregiving 

supportive service use. Lastly, we did not estimate any regression models, nor did we control 

for any factors that might be driving or inhibiting use of caregiving supportive services. This 

was a first step to understanding supportive services use by caregiving relationship type, 

which future research might examine these issues in more depth. Moreover, taken together, 

our findings provide important information to improve access and use of supportive services 

for caregivers.

Conclusion

As care delivery for older adults is evolving to focus on home and community-based 

systems, an increasing amount of caregiving duties are falling on informal caregivers. 

Without adequate access to caregiving services, this model for care delivery may not be 

sustainable. Importantly, caregivers are not a monolith—in which the needs of a spousal 

caregiver can differ greatly from an adult child. It is imperative that future research works 

to understand and mitigate any barriers that may limit a caregiver’s access to their support 

service of choice. Furthermore, as we develop new models to deliver caregiving supportive 

services, it is critical to not only promote access, but recognize the diversity within the 
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caregiving population and tailor these services to their unique strengths. To ensure high 

quality care for older adults, we must shift our focus, at all levels of healthcare delivery, to 

include not only the multifaceted needs of the individual patient, but those of their caregivers 

as well.
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Key Points

• Less than one-third of informal caregivers of older adults are using caregiving 

supportive services

• Among informal caregivers using caregiving supportive services, respite and 

financial help are the most common services accessed.

• The greatest proportion of caregiving supportive services were used by adults 

who serve as caregivers for their parents.

Why does this matter?

Use of support services varies significantly across types of informal caregivers, 

suggesting the need to better understand associative factors with these differences and 

subsequently ensure appropriate referrals and education about accessing supportive 

services in the future. Study findings provide information on caregiver groups in need 

and suggest ways to best target them for increased supportive service engagement.
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Figure 1. Bivariate Analyses of Supportive Service Use among Caregivers of Community-
Dwelling Older Adults with Disabilities, by Caregiver Relationship
Note. 1,871 NSOC caregivers providing assistance to older adults living in the community 

(excluding residential care and nursing homes). aOther source includes finding information 

about services from employer due to small cell sizes. Data reflect percentages. **p<0.01; 

**p<0.001. Spouse n=429 (24.1%); Child n=1021 (50.3%); Other Relative/Non-Relative 

n=290 (25.6%); weighted n’s = 4,238,904; 8,831,059; 4,491,241, respectively. Caregivers 

using supportive services: Spouse n=95 (19.5%); Child n=373 (60.2%); Other Relative/Non-

Relative n= 106 (20.3%)
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Table 1.

Characteristics of Caregivers of Community-Dwelling Older Adults with Disabilities (2015)

Characteristics
Caregiver

Mean ± SD or n (%)
P-value Total

Did Not Use
Caregiving

Support
Services

Used Caregiving
Support Services

Total

n (Row %) n=1297 (72.2%) n=574 (27.8%) N=1871

Weighted (n) 12,683,313 4,877,891 17,561,205

Age, years 59.0 55.7 <0.01 58.1

Gender a

 Male 39.4 36.3 0.44 38.5

 Female 60.6 63.7 61.5

Race

 Non-Hispanic White 67.8 56.4 0.02 64.6

 Non-Hispanic African American 12.2 16.2 13.3

 Hispanic and other 19.9 27.4 22.0

Education

 No degree 10.8 9.8 <0.01 10.5

 GED or High school diploma 49.6 44.4 48.1

 Two or Four- year college degree 22.0 31.0 24.5

 Masters 9.4 10.5 9.7

 Professional 8.2 4.4 7.1

Marital statusa

 Married 58.8 59.8 0.81 59.1

Has children a

 Yes 83.3 83.3 0.99 83.3

 No 16.7 16.7 16.7

Number of others living in household

 No other household members 5.2 5.0 0.93 5.1

 1 other household member 11.4 10.2 11.1

 2 other household members 45.9 46.3 45.9

 3 or more other household members 37.6 38.6 37.9

Relationship to the care recipient

 Spouse 25.9 19.5 <0.01 24.1

   Wife/Female partner 50.2 51.4 0.88 50.5

   Husband/Male partner 49.8 48.6 49.5

 Child 46.5 60.2 50.3

 Other relative/non-relative 27.6 20.3 25.6

Care Recipient Characteristics
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Characteristics
Caregiver

Mean ± SD or n (%)
P-value Total

Did Not Use
Caregiving

Support
Services

Used Caregiving
Support Services

Total

n (Row %) n=1297 (72.2%) n=574 (27.8%) N=1871

Level of disability

 Household activities only 28.5 23.0 <0.001 27.0

 1-2 Self-care/mobility activities 46.8 32.6 42.8

 3 or more self-care/mobility activities 24.8 44.4 30.2

Probable dementia 22.3 33.0 0.007 25.3

Medicaid-enrolled 17.5 35.4 <0.001 22.5

1,871 NSOC caregivers providing assistance to older adults living in the community (excluding residential care and nursing homes); Missing n=42 
for age, n=17 for marital status, n=46 for has children.
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