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Abstract

As our aging population grows, spousal caregiving is increasingly common. Associations between caregiving and higher rates of depression/anxiety have been examined; however, little is known about the associations between caregiving and loneliness or social isolation. Prior studies utilizing Pearlin’s Stress Model Process have demonstrated distinct behavioral health outcomes for Black and Hispanic compared to White caregivers, and female compared to male caregivers. Here, we assess the prevalence of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses, overall, and by gender and racial/ethnic subgroups (Hispanic, Non-Hispanic White, Black) using a cross-sectional analysis of the Health and Retirement Survey. We aim to highlight opportunities to address the unmet social health needs of diverse spousal caregivers.
Research Question and Specific Aims

Research Question
What is the prevalence of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses, overall, and by gender and racial/ethnic subgroups?
Specific Aims

1. Assess the prevalence of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses
2. Examine whether caregivers’ gender and/or race/ethnicity moderates the relationship between spousal caregiving, and loneliness or social isolation

Background and Significance
The number of adults aged 65 or older will exceed 80 million or 20% of the population by 2050.1 Many community-dwelling older adults live with one or more disabilities requiring caregiver support; among the oldest old (age 85 or older), approximately 69% had at least one type of disability in 2016.2 According to the most recent AARP (2020) report,3 nearly one in five Americans act as informal caregivers, 12% of whom care for their spouse or partner. The transition to spousal caregiving is life altering for both the individuals with new cognitive and/or physical impairment, and for their spousal caregivers. Extant literature demonstrates divergent behavioral health outcomes for caregivers; while multiple studies show associations between caregiving and higher rates of depression and anxiety,


4-7 ADDIN EN.CITE  other studies demonstrate associations between caregiving and enhanced well-being.


8,9 ADDIN EN.CITE  Pearlin’s Stress Process Model (Figure 1) conceptualizes caregiver health outcomes as the result of a process of dynamic stressors that include several key characteristics of caregivers (e.g., race/ethnicity, age, gender, educational attainment, perceived income adequacy) and care recipients (e.g., level of cognitive and physical impairment).10 Using this framework, there are distinct behavioral health outcomes among different racial/ethnic groups; Black caregivers may have more positive perceptions of caregiving and have stronger social support despite lower socioeconomic status and higher caregiver hours, and Hispanic caregivers may have worse physical health outcomes compared to White caregivers.


11,12 ADDIN EN.CITE  Intersectional identities also play a role, with Black women tending to take on more caregiver hours compared to White men and women, though with lower levels of caregiver burden.


13,14 ADDIN EN.CITE  As our nation’s diverse population ages, it is timely and critical to understand how we might best support spousal caregivers.
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Figure 1. Pearlin’s Stress Process Model10
While the associations between caregiving and depression/anxiety have been well reported, little is known about the prevalence of loneliness and social isolation among spousal caregivers. A recent National Academy of Sciences report (2020)15 highlighted the need to study loneliness and social isolation as two distinct social determinants of health, given the associated adverse health outcomes. Loneliness is defined as a subjective assessment that social relationships are lacking, while social isolation is defined as an objective lack of connections to companions, family or friends, or the community. Prior studies demonstrate low interrelationship between loneliness and social isolation.16 Understanding the unmet social health needs of caregivers, in addition to their behavioral health needs, can help to inform interventions to support this vulnerable group. Our objectives are to determine: 1) the prevalence of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses, and 2) if the prevalence differs by gender and race/ethnicity (Figure 2).
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Figure 2. Direct acyclic graph describing study

Methods
Study Design and Sample
We will conduct a cross-sectional study using the Health and Retirement Study (HRS), a nationally representative survey of adults aged 51 years and older. In 2004, the HRS began to administer an extensive Psychosocial Leave-Behind Questionnaire (LBQ) that includes measures of loneliness and social isolation. We will use eight waves of cross-sectional, biennial HRS LBQ data from 2004 to 2018. 

Our study sample will include individuals who completed the HRS LBQ and are married at time of questionnaire completion. We will exclude N participants who had incomplete responses to the LBQ and N participants who were caregivers for individuals other than their spouse. For N individuals who were followed longitudinally by HRS across multiple waves, we will include them only in the first wave during which they completed the LBQ and exclude them from analyses of future waves. This results in a final sample of N individuals. We will compare spousal caregivers (N=*) to non-caregiver spouses (N=*) at time of survey completion.
Measurements

Predictor
The primary predictor variable will be spousal caregiving. We will compare spousal caregivers to non-caregiver spouses.
Effect Modifiers

The effect modifiers of interest will be self-identified gender (Male or Female) and race/ethnicity (Black, Hispanic, Non-Hispanic White, and Other/Not Reported).
Confounders
We will adjust for potential confounding sociodemographic factors, including age, educational attainment, employment status, and net worth.
Social Health Measures
The primary outcome variables will be loneliness and social isolation.

We will measure loneliness as >=1 point on the three-item UCLA Loneliness Scale (range 0-6 points), which asks the frequency (often – 2 points, sometimes – 1 point, or hardly ever/never – 0 points) of feeling lack of companionship, left out, or isolated from others.
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Social isolation is defined based on three dimensions of social relationships: 1. Household and core contacts (household size, having nearby children), 2. Social network interaction (frequency of contact with children, family, or friends through in-person, email, or phone interactions), and 3. Community engagement (frequency of participation in religious services, other community groups, or community volunteering). The three subscales will be combined to create an overall social connectedness scale ranging 0-6 points, with <=2 points representing social isolation.
Statistical Analyses
A sample size of approximately 4,722 spouses who completed the HRS LBQ provides 80% power to detect an approximately 6 percent change in loneliness or social isolation. This assumes a control group prevalence of approximately 18% for loneliness and 20% for social isolation.
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Null Hypothesis: There is no difference in prevalence of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses.
Alternative Hypothesis: There are different levels of loneliness and social isolation among spousal caregivers compared to non-caregiver spouses.
Primary Predictor (Dichotomous Nominal Variable): Spousal caregiving vs non-caregiver spouses
Effect Modifiers (Nominal Variable): Race/Ethnicity (Non-Hispanic White, Hispanic, or Black), Gender (Male or Female)
Confounders:
Caregiver age (continuous), educational attainment (nominal), employment status (dichotomous), net worth (nominal)

Primary Outcomes (Dichotomous Variables): Loneliness (yes or no), Social Isolation (yes or no)
Statistical Test: Chi-Square Test; Multivariate Logistic Regression with Effect Modifiers

Alpha: 0.05, two tails

Beta: 0.20

P0 (among non-caregiver spouses): Based on prior literature,
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 loneliness 0.20 & social isolation 0.18

N1 (spousal caregivers, estimate based on similar study using NSHAP18): 400

N0 (non-caregiver spouses, estimate based on similar study using NSHAP18): 4322

Effect size: 
-Loneliness: +/-6.2% [80% power to detect P1 = 0.138 or 0.262]. Risk ratio = P1/P0 = 1.31. Odds ratio = 1.42

-Social Isolation: +/-6% [80% power to detect P1 = 0.14 or 0.26]. Risk ratio = P1/P0 = 1.33. Odds ratio = 1.439

Standard Deviation:18 Loneliness: +/- 0.162 (no literature for social isolation)
Standardized effect size: Loneliness: +/- 0.38 (effect size / std dev)
Ethical Considerations

This study is considered to be IRB exempt as we will use de-identified, publicly available data from HRS.
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