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About This Report

This report documents the research and analysis conducted in the project titled An
Interdisciplinary Time Use Approach to Study the Economics of Caregiving, funded by the
Alfred P. Sloan Foundation (G-2024-25106). This report presents findings from a pilot study
designed to develop new methods for understanding and measuring caregiving costs through a
time use perspective. The study proposes a conceptual framework for the time use approach and
tests a pilot survey about daily time use decisions made by people who have caregiving
responsibilities. The study should be of use to researchers studying caregiving, caregiving
impacts, and time use measurement, as well as institutions, local and federal policymakers, and
advocates working to design and implement caregiver support policies and programs. It should
also be of interest to researchers and organizations in other domains related to time-constrained
activities who can consider using time use as an innovative measurement approach for evaluating
outcomes and intervention effectiveness.
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Summary

Caregiving costs are multidimensional and heterogeneous — they involve hidden categories
that extend beyond traditional measures of lost income and time. Effective policy requires
understanding of which caregivers require support and how to apply targeted interventions. In
this study, we introduced three new measures of important, though under-studied, aspects of
caregiver experiences: fragmentation of time, unpredictability in care demands, and quality of
their time spent in other activities such as leisure or work. We developed a conceptual
framework that focuses on the commonality of time challenges of all caregivers to allow
application to diverse caregiving contexts and piloted a survey about caregivers’ time use
decisions and experiences so that future researchers can incorporate these measures in studying
and estimating caregiving cost for specific caregiver groups, providing insights on how tailored
support can address caregiving burden.

e Time use experiences, more than total caregiving time, influence caregiver wellbeing.
Our three dimensions of time use experiences explain 45 percent of variance in perceived
caregiving burden, compared to 7 percent for total caregiving hours alone. Understanding
how caregiving affects daily life — not just how much time it takes — is essential to
assessing the true costs of caregiving.

e An interdisciplinary approach offers a more comprehensive framework for caregiving
costs than traditional economic frameworks. Economic analysis of caregiving typically
focuses on lost wages and foregone work. Our framework incorporates how caregiving
affects other daily activities through time use experiences. This expanded scope explores
the more nuanced components of caregiving costs and enables researchers and
policymakers to rethink how to estimate and address caregiving costs.

e Caregiver experiences and needs are highly heterogeneous. Only 62 percent of caregivers
would accept professional support if available at no cost; those reporting more severe
negative time use experiences are more likely to want support, though most would
replace some caregiving, not all. Measuring time use experiences helps researchers,
policymakers, and various stakeholders understand what caregivers want and need —
rather than assuming universal preferences — providing insights into which caregivers
experience the most burden and how to design targeted interventions.
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Chapter 1. Caregiving as Time Use

Prevalence of informal caregiving in the U.S. has risen dramatically over the past decade,
and today, one in four adults are caregivers (AARP and National Alliance for Caregiving,
2025).! Much of this work is unpaid, and its informality complicates efforts to understand and
measure the costs. Beyond the direct and opportunity costs of lost time, care demands shape the
daily life of caregivers in numerous ways because caregiving is a deeply personal experience.
For example, when caregiving tasks fragment available time, caregivers may find it difficult to
complete or fully engage in other activities. Similarly, the need to remain ready to provide care
can generate stress and strain, while narrowing the range of alternative endeavors a caregiver can
pursue. These caregiving experiences potentially diminish one’s ability to sleep, enjoy leisure or
self-care, and maintain productivity in work or education. Individuals with fewer resources and
options to meet care needs within their families may bear these costs most heavily.

Despite the growing prevalence of informal caregiving and acknowledgement of its impacts
on caregivers, existing economic frameworks do not fully capture how time demands and time
experiences generate burdens that translate into costs. This undercounting has practical
consequences. More accurate understanding of caregiving costs can inform the design of policies
and programs to more effectively support caregivers by addressing what creates burden.

Our study seeks to integrate these impacts in a broader framework that provides a more
comprehensive picture of caregiving costs and inform policies to support caregivers. This report
describes this alternative way to envision, assess, and study caregiving and caregiving impacts.

To do so, we begin by defining caregiving as the act of meeting the care demands of another
person not for pay.? Caregiving encompasses a wide range of activities such as assisting with
daily living tasks, coordinating medical or educational services, offering companionship or
emotional support, and managing or funding formal care arrangements (Schulz et al., 2020;
Charmes, 2019; Kutner, 2001). We intentionally define caregiving broadly to include both adult

! When providers of childcare are included, the numbers rise even further. For example, recent data shows that about
40 percent of U.S. adults provide some form of caregiving support, and that the type and intensity of care vary
systematically by the age and needs of the care recipient: caregivers assisting with activities of daily living (ADLSs)
devote considerably more time than those providing other types of support (Ramchand et al., 2024). The difficulties
of providing care became stark during and after the COVID-19 pandemic, as millions of people provided unpaid
care while struggling to manage caregiving impacts. Demographic shifts, such as an aging population and declining
fertility rates, will further increase care demands relative to caregiver availability.

% The primary motivation of such unpaid caregivers is to provide care, not to be paid as an employee. We include
caregivers who may receive some forms of compensation — as long as the work is not considered a job. In other
words, these caregivers cannot consider caregiving primarily as a means of earning income. Though care workers
could experience some of the same challenges at work while caregiving, their decisions are more akin to labor
market decisionmaking based on fundamentally different mechanisms and tradeoffs. Ramchand et al. (2014)
provides a discussion of formal and informal caregivers in the context of military caregivers.



and childcare, though they differ in important ways. Adult caregiving often arises unexpectedly
(Ramchand et al., 2014), whereas childcare typically follows from a deliberate choice to become
a parent. 3 Paid services exist in both cases, but childcare services and schooling are far more
readily available. Unpaid adult care remains the primary source of support for adults with
chronic illness or functional decline. Despite these important distinctions, we focus on
commonalities in time use experiences across both caregiving situations. Both require day-to-day
management of care commitments with fluctuating, often unpredictable care demands. This time
use lens unites different caregiving contexts and reveals how caregiving costs stem not just from
total hours, but from how caregiving shapes daily life.

Traditional economic frameworks on caregiving costs usually focus on financial and
employment-related losses such as foregone wages and labor market withdrawal. The underlying
assumption is that the opportunity cost of caregiving derives from employment alternatives.
While focusing on opportunity cost provides an objective and measurable estimation of the cost,
it represents just one component and overlooks the full spectrum of impacts caregiving has on
caregivers.

We treat caregiving as an activity that can pull both financial and time resources away from
caregivers, impacting their experiences during caregiving as well as the rest of their day. We
highlight the time demand from caregiving in this approach because time is a unique type of
scarce resource fundamentally different from other resources. Time scarcity poses distinctive
challenges that shape how people think, prioritize, and make decisions under constraints
(Strazdins, 2024). Measuring only how much time people allocate does not fully reflect its
impact.

First, the experiential value of spending an hour can vary from extremely positive to
extremely negative. For example, caregiving can feel burdensome and exhausting, while at the
same time feeling loving and rewarding: it can be a complex mix of positive and negative
experiences. These experiences may differ from one caregiver to another, and even for the same
caregiver, from day to day or hour to hour. The literature documents this “mixed-bag” impact for
parents (Nomaguchi and Milkie, 2023), though it applies for all caregivers. This feature makes
the opportunity cost approaches that only track total caregiving time problematic for estimating
caregiving costs.

Second, the impact of spending an hour on something can be felt well beyond that hour. For
example, in cases where caregiving time encroaches on other activities in the day, the caregiver
might feel pressured to complete tasks faster than they would like or to continually readjust and
rearrange other activities to accommodate. This affects general life experience and wellbeing, so

3 We use a broad and more inclusive construct of care involvement, one that includes people who are affected by
someone with care needs, regardless of their relationships or if they provide hands-on assistance. Some people who
provide caregiving and are affected by caregiving do not necessarily consider themselves caregivers. We will
discuss this more in Chapter 4.



understanding caregiver life outside of caregiving provides essential insights into total caregiving
costs.

Third, time allocation differs fundamentally from other resource allocation decisions. While
we all have 24 hours daily to use, time cannot be freely scheduled or rescheduled across the day.
For example, if a caregiving task arises at 9AM, a caregiver may not be able to defer it to SPM to
maintain their scheduled day, even though they know they would have the time later. As a result,
while people make decisions on how they want to spend their time based on the daily 24-hour
time budget, the actual implementation becomes much more spontaneous and constrained.
Unexpected events or circumstances easily change plans, and people cannot reverse decisions.
This feature of time creates distinct experiences beyond simple hour counts. In this pilot study,
we focus on three key experiences — time fragmentation, demand unpredictability, and reduced
time quality. If caregiving requires intermittent or uncertain time inputs, it can fragment
engagement with other activities within the same time window.* A simple example is
interrupting a night’s sleep. When care demands are unpredictable, caregivers lose flexibility to
plan their day, limiting their ability to commit to other activities. The quality of time devoted to
other activities can decline — leisure can feel less restorative and work less productive. These
experiences often overlap: for example, fragmented leisure time provides less restoration
precisely because it lacks continuity.

All of these factors suggest that caregiving may impose a range of nuanced costs on
caregivers that remain under-observed and under-measured. For example, fragmentation has a
non-trivial impact on wellbeing—sleep fragmentation impairs cognition, increases health risks,
and reduces emotional wellbeing (Medic, Wille, and Hemels, 2017), and leisure fragmentation
diminishes free time quality (Mullens and Glorieux, 2020; Urwin, Lau, Grande, and Sutton,
2023).° Similarly, the requirement to remain on call and the uncertainty of demands increase
stress and anxiety for caregivers, regardless of whether any actual demands happen (Grupe and
Nitschke, 2013). Traditional time use surveys record the time windows an individual allocates to
activities, and some subjective measures may capture how an individual feels at the time, but
they cannot fully capture these nuanced experiences. They do not document, for example,
whether the time was fragmented, whether the associated activity was expected or unexpected, or
how other activities affected that time. Moreover, the spontaneity and real-time nature of these
experiences make them difficult to recall accurately through retrospective reporting. The
recognition of these gaps motivates us to develop both a framework and new survey
methodologies that can systematically measure and incorporate these costs into comprehensive
caregiving cost estimates. This pilot study assesses the feasibility of our approach by building a

4 Fragmentation is also influenced by social structures (e.g., schools, store hours), human needs (e.g., eating,
sleeping), and the social needs (e.g., when other people are available, when other people have needs to be met). In
other words, caregiving alone does not lead to fragmentation.

> Studies of time fragmentation among caregiving parents are more mixed (Flood, Meier, and Musick, 2020).



conceptual framework and fielding a pilot survey to examine the prevalence and significance of
these experiences for caregivers.

Approach and Organization of the Report

The aim of this study is to develop and test a new approach to assess the true costs of
caregiving to the caregiver. We began with a comprehensive literature review to identify
categories of caregiving costs that have been examined and measured versus those that remain
under-studied, poorly measured, and overlooked, summarized in Chapter 2. Drawing from these
findings, we developed a conceptual framework of caregiver decisions and outcomes, expanding
on an economic utility optimization process and treating caregiving as a time use decision. We
present the conceptual framework of caregiving in Chapter 3, highlighting the building blocks
necessary for model quantification.

To test how to empirically capture key elements of the framework, especially those related to
time use, we designed and fielded a pilot survey targeting measures absent from existing
caregiving data. Preliminary analysis of the data from the pilot survey, presented in Chapter 4,
demonstrates the validity and value of our approach. Chapter 5 concludes with a discussion of
future directions. This work serves as a proof of concept, a first step to transform how we
understand and measure the true costs and impacts of caregiving. Future work can refine the
survey to administer it to a broader, more representative population of caregivers and expand the
conceptual framework to a fully quantifiable model.



Chapter 2. Literature Review on the Costs and Benefits of
Caregiving

To understand the current landscape of research and clarify existing gaps, we conducted a
comprehensive review of the literature on caregiving impacts, focused primarily on the cost of
caregiving for caregivers.® Researchers usually classify caregiving costs into three categories:

e direct costs, encompassing costs directly resulted from caregiving;
e indirect costs, typically focused on the cost of foregone labor and leisure time; and
e hidden costs, which stem from items less likely to be monetized in current research, such
as changes in health and wellbeing, and costs that are understudied, such as those
imposed through time fragmentation and time pressure.
This chapter discusses existing research and potential metrics for each of these cost
categories, explores research on the benefits associated with caregiving, and concludes with a
discussion of gaps in the literature.

Direct Costs

The direct costs of caregiving are well documented and are included in economic models.
For context, direct costs arising from caregiving activities generally include expenditures such as
healthcare services and medications for the recipient, as well as accommodation, household
maintenance, meals, formal help, and transportation (Coumoundouros, et al., 2019; Schmidt et
al., 2024). Some studies further consider the cost of associated paid housework (Guerriere et al.,
2010), child care (Rowland et al., 2017; Hanly et al., 2013), and legal services (Lerner et al.,
2020). These differences in defining direct costs reflect the challenge to identify specific
expenditures resulting from caregiving rather than other household needs (Smith and Wright,
1994). Researchers derived data on direct caregiving costs primarily from original surveys and
cohort studies,” though more recent studies also rely on claims or billing data to assess direct
caregiving costs (e.g., Schmidt et al., 2024).

6 Searches were performed using RAND’s Primo search and Google Scholar, supplemented by ancestry searches of
reference lists and backward citation tracking for seminal papers. Key search terms combined caregiving, carework,
or caregiver with societal cost, direct cost, indirect cost, income loss, productivity loss, leisure cost, impact, time
use, time use survey, disparities, welfare, wellbeing, experience sampling, ecological momentary assessment, daily
diary, and day reconstruction. Our review prioritized recent literature published between January 2019 and January
2025 where possible, with the search period expanded for seminal papers or keywords yielding limited results. Titles
and abstracts were screened, followed by full-text review of relevant publications.

7 Examples include cohort studies of primary caregivers for cancer patients admitted to a single hospital (Guerriere
et al., 2010) or for Alzheimer’s disease patients (Robinson et al., 2020), and original surveys of individuals who
registered the death of a relative from cancer (Rowland et al., 2017) or cared for people with and without severe
depression (Lerner et al., 2020).



Indirect Costs

Studies of indirect costs typically focus on the economic consequences of changes in
employment-related activities associated with caregiving, while some analyses also examine
changes in non-labor activities such as leisure. The literature examines indirect caregiving costs
including changes in working hours (transitions from full to part time), reduced productivity
while at work (presenteeism), increased work absences (absenteeism), and complete withdrawal
from the labor force.

Evidence demonstrates widespread and substantial indirect cost associated with caregiving.
For example, nearly a quarter of family caregivers experienced either absenteeism or
presenteeism over a one-month period (Fakeye et al., 2023), while a third of cancer caregivers
stopped working entirely due to caregiving responsibilities (Bradley, Kitchen, and Owsley,
2023). Costs vary across caregiver subgroups. For example, caregivers for stroke survivors
reported an average of 8.8 hours of formal work time lost per week (Ganapathy et al., 2015),
whereas another estimate suggests general informal caregivers work 46 minutes less a day (or
around 3.8 hours per week) based on UK Time Use Survey (Urwin, Lau, Grande, and Sutton,
2023). Research also found that caregivers for people with treatment-resistant depression
experienced higher employment-related costs than those with other health conditions (Lerner et
al., 2020).

The most commonly used methods to estimate the monetary value of employment-related
caregiving costs are the proxy good method (replacement cost method), which uses average
professional care worker wages, and the opportunity cost method, which uses average national
wages (Posnett and Jan, 1996; Landfeldt, Zethraeus, and Lindgren, 2018). Both methods
typically calculate costs by multiplying caregiving hours by prevailing wage rates, assuming
wage rates are full substitutes for the price of care. While informative, these approaches do not
account for caregivers’ preferences regarding their time use or wage heterogeneity across
different caregivers. To address this, alternatives, such as the contingent valuation method, ask
respondents hypothetical valuation questions — for example, how much monetary compensation
they would require to provide an additional hour of informal care (van den Berg, Brouwer, van
Exel, and Koopmanschap, 2005). Similarly, the conjoint measurement method asks caregivers to
rank or rate hypothetical scenarios involving different caregiving hours and tasks (van den Berg
et al., 2005), and the wellbeing valuation method asks caregivers compensating variation needed
to maintain the same level of wellbeing after providing an hour of care (van den Berg and Ferrer-
i-Carbonell, 2007). These alternatives provide more nuanced insights regarding caregiving costs
from the caregiver’s perspective, revealing substantial variation in perceived caregiving costs
that traditional wage-based approaches overlook.

Several data sources collect information on US caregivers that are used to estimate
employment-related indirect costs of caregiving. The National Health and Aging Trends Study
(NHATS) and the Health and Retirement Study (HRS) are panel surveys that track health and



needs of older respondents. NHATS has an accompanying National Study of Caregiving survey
that collects information on caregiving tasks and impacts on up to five unpaid caregivers for each
respondent. HRS asks about both paid and unpaid care for the respondents and also asks if
respondents provide care for others. Researchers have used both datasets to estimate
employment-related caregiving costs (e.g., Fakeye et al., 2023; Bradley, Kitchen, and Owsley,
2023; Robbins et al., 2022; Mudrazija, 2019). The American Time Use Survey (ATUS)is a
nationally representative time diary survey collected yearly by the U.S. Census, and it provides
the most comprehensive information on caregiver life through time diary data, though beyond
caregiving time, it provides limited specifics on care recipients, caregiving tasks, and
experiences. Several nationally representative surveys — the Panel Study of Income Dynamics
(PSID), National Survey of Families and Households (NSFH), and Behavioral Risk Factor
Surveillance System (BRFSS) — also have some information on caregiving and caregivers.
Meanwhile, studies employing contingent valuation and conjoint measurement methods that ask
caregivers to value their time or rate different caregiving scenarios usually collect their own data
(Brouwer, van Exel, Koopmanschap, and Rutten, 1999; van den Berg et al., 2005; van den Berg,
Brouwer, van Exel, and Koopmanschap, 2005). However, existing data sources on caregiving
and caregivers remain fragmented and typically focus on specific sites or forms of care, making
insights about general care provision difficult to piece together (Folbre, Fremstad, and Gonalons-
Pons, 2023).

The literature generally defines the indirect cost of non-labor market activities as losses in
“leisure time™® and often estimates it as a proportion of the average market wage, such as 35
percent of wage (Prados et al., 2022; Husberg, Davidson, and Hallert, 2017; Landfeldt et al.,
2014). Some studies equate the opportunity cost of travel time with the value of leisure time
(Oskar et al., 2008; Jonsson et al., 2006), while others use contingent valuation to estimate the
willingness to pay or accept compensation for leisure time lost due to caregiving (Kim and Jin,
2024). Typically, the indirect cost of leisure is estimated alongside other employment-related
costs.

Hidden Costs

Hidden costs of caregiving — sometimes referred to as intangible, non-economic, or spillover
costs (Gu et al., 2024; Fast, Williamson, and Keating, 1999; Jacobs, Van Houtven, Tanielian, and
Ramchand, 2019) — capture the diverse personal, psychological, and social consequences of
providing care that are not reflected in traditional economic evaluations (Brouwer, Van Exel,
Koopmanschap, and Rutten, 1999; Fast, Williamson, and Keating, 1999). They encompass broad
impacts on caregivers’ physical and mental health, wellbeing, and family or social relationships.

8 Keep in mind that “leisure” in this literature refers to all activities outside of working and caregiving, a limitation
of this approach since these activities are clearly not all relaxing in nature.



Although recent studies increasingly acknowledge these dimensions, they remain inconsistently
measured and rarely translated into economic terms. To understand how the literature has
approached hidden costs, this section describes how existing studies assessed and measured
caregiving-related changes in health, wellbeing, and time use.

Health consequences for caregivers are generally well-established and have been quantified.
Bom, Bakx, Schut, and Van Doorslaer (2018), in a systematic review, document physical strain,
fatigue, and stress among caregivers, analyzing studies assessing self-reported health problems,
clinician diagnoses, biomarkers, healthcare and medication use, and physiological indicators
such as walking speed or grip strength. Researchers often use standardized measures, such as
self-reported questionnaires which track a person’s health-related quality of life across domains
including mobility, self-care, usual activities, pain/discomfort, and anxiety/depression (Devlin,
Parkin, and Janssen, 2020). Health impacts of caregiving are sometimes measured with quality-
adjusted life year (QALY) losses (e.g, Prados et al., 2022); however, most research on health
changes has yet to be translated into costs. Established measures also evaluate caregiver mental
and cognitive health.’

Most studies measure caregiver burden using standardized tools designed to capture
increases in stress and other subjective aspects of caregiving (Liu, Heffernan, and Tan, 2020).
For example, the Caregiver Burden Inventory (CBI) is a 24-item scale widely used to estimate
the amount of burden caregivers experience in the following six areas: time-dependence,
development, physical, social, and emotional (Novak and Guest, 1989); Cohen, Kunicki, Drohan
and Greaney (2021) used the CBI and found that more than half of the sample experienced an
increase in caregiver-related burdens during the COVID-19 pandemic. The Zarit Burden
Interview (ZBI) focuses on personal and role stress (Zarit, Reever, and Bach-Peterson, 1980) and
has been used in a study to analyze factors associated with higher burdens (Reed et al., 2020).
Other tools include the Caregiver Strain Index (CSI) by Robinson (1983) and the Caregiver
Reaction Assessment Scale (CRA) by Nijboer et al. (1999).

Research that quantifies the changes in quality of life and wellbeing uses instruments such as
the Care-related Quality of Life (CarerQol) metric, which combines information on caregiving
burden and happiness to quantify changes in quality of life associated with caregiving (Brouwer,
van Exel, van Gorp, and Redekop, 2006). For example, using a brief version of CarerQol, Besser
et al. (2024) reported increased financial burden, productivity loss, and lower general quality of
life assessments among caregivers. Other studies demonstrate wellbeing declines associated with

? Examples include the Center for Epidemiologic Studies Depression (CES-D) Scale and the Patient Health
Questionnaire-9 (PHQ-9), which evaluate depressive feelings and symptoms (Radloff, 1977; Kroenke, Spitzer, and
Williams, 2001), and the Mini-Mental State Examination (MMSE) (Folstein, Folstein, and McHugh, 1975), which
evaluates cognitive states. These measures allow researchers to analyze associations between caregiver burden and
depression (e.g., Kayaalp, Page, and Rospenda, 2021) and cognitive decline among caregivers (e.g., Reed et al.,
2020).



caregiving through decreases in life satisfaction (van den Berg, Fiebig, and Hall, 2014) or
reduced leisure time (Coe, Skira, and Larson, 2018).

Impacts of caregiving on social relationships and life experiences, potentially through
changes in time use, represent another crucial domain. Caregiving responsibilities can disrupt
social engagement, family relationships and dynamics, leisure and social activities, and
educational attainment (Jacobs, Van Houtven, Tanielian, and Ramchand, 2019; Gu et al., 2024).
Caregivers may spend less time on social activities and sports (Lam and Garcia-Roman, 2017) or
on other families needing care, particularly sandwich caregivers balancing childcare and adult
care responsibilities (Friedman, Park, & Wiemers, 2017). The literature also documents how
time use experiences differ for caregivers: relative to non-caregivers, they reported more
multitasking and more fragmented time (Mullens and Glorieux, 2020). Studies about in-the-
moment experiences show that caregivers with uncontrollable and unpredictable events
experienced greater negative affect, less social participation, and less meaningful daily activities
(Atefi et al., 2025). These impacts, however, are rarely incorporated in cost estimates for
caregivers.

Taken together, this body of research underscores that many consequences of caregiving
extend well beyond direct time reallocation. Hidden costs encompass declines in physical and
mental health, reductions in wellbeing and life satisfaction, and disruptions in social and family
domains that traditional cost analyses seldom capture. Despite increasingly sophisticated tools to
assess burden and quality of life, these outcomes remain only partly integrated into economic
valuation frameworks. As a result, the literature recognizes the hidden costs of caregiving in
descriptive and psychological terms but present them separately from direct and indirect costs
expressed in monetary units, leaving an incomplete picture of the full economic and social
impact of caregiving.

Benefits

Though existing research focuses more on costs of caregiving, it is clear that caregiving may
also entail numerous benefits. Across both childcare and adult care, time use data analysis
reveals that caregiving produces overwhelmingly more positive than negative wellbeing
experiences for both men and women (Dukhovnov, Ryan, and Zagheni, 2022). Individual reports
also show that almost half of caregivers reported deriving positive utility from informal care,
with caregiver happiness declining if tasks are taken by someone else (Brouwer et al., 2005).
Longer-term caregiving is associated with lower social engagement and chronic psychological
distress but also higher positive impacts of caregiving, including reconsideration of life
perspectives and increased maturity (Liu et al., 2023; Pendergrass et al., 2019). Caregiving
experiences are shaped by caregivers’ perceptions of both costs and benefits, which vary based
on many factors including care demands and caregiver circumstances (Pristavec, 2018). In other



words, understanding the benefits is essential to understanding caregiver decisions and the true
costs of informal caregiving.

Gaps in the Literature

Our review of the literature on caregiving costs reveals gaps and inconsistencies across
multiple dimensions: how caregiving costs are defined, measured, and quantified, and how
factors affecting these costs are incorporated into estimates.

Direct and Indirect Costs

There is a notable lack of consensus in the literature regarding which components should be
included in calculations of direct costs for informal caregivers. Some studies consider medical
costs borne by caregivers as a consequence of caregiving as part of direct cost, others do not,
leading to divergent estimates of total direct costs (El-Hayek et al., 2019; Coumoundouros, Ould
Brahim, Lambert, and McCusker, 2019; Gardiner et al., 2020; Schmidt et al., 2024). Indirect
caregiving costs are typically monetized using simplified wage-based approaches that fail to
incorporate caregiver preferences, subjective costs, or heterogeneity in caregiving roles (van den
Berg et al., 2005; van den Berg, Brouwer, van Exel, and Koopmanschap, 2005). Cost estimates
for leisure losses often rely on crude measures that do not reflect the true value of displaced non-
market time — that is, how caregiving time reduces time for any non-work activities.!* Many
existing cost estimates are based on data from surveys or diaries that focus on narrow subsets of
caregivers.

Hidden Costs

The literature lacks consensus on the definition of “hidden costs,” (Gu et al., 2024),
complicating efforts to measure them or include them in cost estimates. While more recent
studies have quantified costs to caregiver wellbeing — for example, as changes in caregiver health
in QALYs (e.g., Prados et al., 2022) — they remain rare, and broader cost estimates do not
incorporate them. Additionally, estimation approaches often exclude more nuanced costs such as
spillover effects on social engagement, educational attainment, and family life. This includes
detailed time use related outcomes such as the impact of time fragmentation and the burden of
multitasking, which research recognizes as possible negative impacts of caregiving but does not
typically discuss as caregiving costs. Excluding these costs from caregiving from cost estimates
has substantial policy implications because they are nontrivial; studies have shown that cost-
effectiveness estimates decline for caregiving policies when some hidden costs are included
(Leech et al., 2023; Lin et al., 2019).

10 New instruments such as state-preference approaches offer alternatives, but they remain underutilized and may
risk double counting — specifically, valuing health spillovers separately from care time valuation when these costs
may overlap (Grosse, Pike, Soelaeman, and Tilford, 2019).
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Heterogeneity

Existing literature acknowledges heterogeneity across caregivers, yet cost estimations
typically do not reflect it. Caregiving costs vary substantially based on caregiver and contextual
characteristics. For example, the impact of caregiving on employment-related outcomes varies
significantly by gender, with female caregivers experiencing greater caregiving penalties (e.g.,
Miller and Sedai, 2022; Gupta, Sayer, and Pearlman, 2021). Caregiving burden and benefits are
associated with age, race/ethnicity, gender, health, relationship with the recipient, and caregiving
situation (e.g., Pristavec, 2018; van den Kieboom, Snaphaan, Mark, and Bongers, 2020; Gardiner
et al., 2020; Xiong et al., 2020). However, when it comes to cost estimations, methods either
focus on specific caregiver subgroups or use population averages, obscuring the contextual
variation that shapes costs. A more effective cost estimation approach needs to move beyond
standard methods to reflect this variation.

In summary, the current literature likely underestimates the economic burden of caregiving
by applying simplified methods and omitting cost categories that are challenging to measure or
monetize. In particular, research has not adequately captured time use impacts — such as
fragmentation, unpredictability, and time quality — suggesting the need for a fundamentally
different approach. In Chapter 3, we present a comprehensive framework grounded in time use
theory that maps all major domains of caregiving costs into one unified structure to incorporate
the previously overlooked dimensions and potentially quantify them.
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Chapter 3. A Time Use Framework on Caregiving

This chapter presents the conceptual framework that underlies our approach to studying
caregiving from a time use perspective. By expanding on traditional economic approaches to
study caregiving costs, we explicitly theorize the ways in which caregiving time allocation
shapes experiences beyond simply how much time is spent. Grounded in established economic
theory while incorporating the more nuanced caregiving impacts, our approach balances the need
for quantifiable measures with a more comprehensive understanding of caregiving costs.

We begin with a Becker-style utility optimization model (Becker, 1965)'! that describes how
time and monetary resources are allocated across different activities, including caregiving, to
maximize individual utility — the overall wellbeing and life satisfaction. Preferences (what brings
one satisfaction), values (what one believes as important), and perceived responsibilities (what
one feels obligated to do, legally or morally) all shape the allocation decisions. We represent the
cost of caregiving as the reduction of resources that would have been available for other
activities that could derive higher utility than caregiving — the opportunity cost of foregone work,
leisure, or others. However, this approach treats time as a stock resource and therefore only
reflects caregiving costs from direct displacement, not from related experiences such as
fragmentation. To address this limitation, we introduce an experience dimension that extends the
standard Becker model. We refer to this resulting framework as the “time use experience model,”
and formally, it can be represented as the following utility maximization problem:

max U(1;w; y;] i €1)
s.t. y; = fi(Xilmy, ty)
Xm; =FE
I, =1

where U is the utility of the individual, who can engage in each possible activity i = {1, 2, ..., [}
(e.g., work, caregiving, sleep, leisure), 1; indicates whether the person chooses to do activity i,
and w; represents how much this activity matters to wellbeing. Each activity i has outcome y;,
which increases or decreases utility. This outcome depends on its financial impact (m;) and time
cost (t;), as well as experiences X;,'> which capture the subjective perceptions of both how many
resources activity i requires and how the implementation of the resource allocation is felt — such

' This class of models, first introduced by Gary Becker, treats households as small firms that produce with
purchased market goods and the individual's time. It integrates time into the economic theory of consumption so that
the opportunity cost of time becomes an explicit factor in individual decisions.

12 Experience, for the purpose of our paper, encompasses the subjective perception of burden, satisfaction, and
accomplishments associated with time use. For example, time pressure is the perception of having too little time to
accomplish needed or desired tasks.

12



as time pressure and fragmentation.!® The function f; maps the experience, X;, to the overall
outcome, y;, reflecting how this activity influences the rest of this individual’s life. 4 In other
words, we define activity i and its associated costs m; and t; as objective measures, but leave the
experiences from implementation, X;, as subjective. For example, the same four hours of
caregiving (objective measure) can happen in one predictable block or in scattered, unpredictable
moments throughout the day (subjective experience). Experience varies across individuals and
contexts. For example, fragmentation could be a positive experience for some caregivers by
allowing them to integrate caregiving flexibly into their daily routines, and a negative experience
for others by reducing the quality of both caregiving and concurrent activities. Furthermore, the
impacts of activity I extend beyond its total time t;, requiring attention to the features of a
person’s life that affect the experience of i.

Following the standard Becker framework, the financial impacts of all activities sum to a
financial endowment E,'> and the time impacts sum to 1, normalized to represent the episode of
time this model evaluates. Note that m; can be negative (i.e., activity requires financial cost) or
positive (i.e., activity generates income, such as work), while t; = 0 for all i because no activity
can bring time back. Meanwhile, m; and t; are choice variables, while X; is not. For example,
experiencing time fragmentation is not a choice but a consequence of constraints and
circumstances.

This experience measure, X;, is the main feature that separates this time use experience
model from a traditional Becker-style time use allocation model. In both models, the utility cost
of inputs is higher when constraints are tighter (either due to less availability or higher inputs for
other activities), and when time and money can partially substitute for each other in completing
an activity, a tradeoff that depends on the relative tightness of the constraints. Our model goes a
step further by adding a layer of experience between inputs and outcomes, allowing inputs to
affect outcomes in more complex ways outside of their impact on constraints.

To maximize utility within budget and time constraints, individuals choose activities where
the benefits outweigh the costs in time and money. For any activity pursued, individuals optimize
by choosing the best combination of time and money such that no reallocation of time or money

13 Leisure is generally beneficial for wellbeing. We argue that the magnitude of its benefit varies depending on both
an activity’s duration and the experience of the activity. For example, caregiving’s displacement of leisure is
detrimental because it leaves less time for leisure, not necessarily because it changes the experience of the leisure
activity itself. By contrast, other time use factors we discussed, such as fragmentation, are detrimental because they
degrade the experience of the activity, not because they reduce total time for the activity. Although an incalculable
number of factors shape the experience of any activity, we focus narrowly on those that are a consequence of the
caregiving role for the purpose of this work.

14 we keep the expression of X; and the functional form of f; vague intentionally at this stage because they should
be informed by data. For example, if empirically, fragmentation increases the time needed to complete a task, then
X; can be modeled as a wedge parameter multiplying time input t; to discount its effectiveness. Different types of
experience likely have different impacts, resulting in more complicated formulations of X; and f;.

13 For the purpose of this conceptual framework, we do not discuss borrowing or the endogenous decisions about
wealth accumulation. This financial endowment can be interpreted as the change in wealth in this time period.
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would increase utility. Mathematically, this optimization is characterized by the following first-
order conditions:

oU  oU 0f; 9X;

om; a_yl a_)(l om;’

oU  dU 0f; 0X;

dat; 9y, 0X; at;’

. . D .. Y
The impacts depend on three factors: how much the activity weighs in deriving utility (% = w;),
i

.. : . afi . ..
how the activity experience translates to its overall outcome (a—Q), and how inputs affect activity
l

ox;
at;
consider for outcomes: (1) what caregiving means for the individual, (2) what the caregiving

: aX; .. . :
experience (a_ml- and —). In the context of caregiving, this gives us three broad categories to
L

experience means for the caregiver’s life, and (3) what spending time and money means for the
caregiving experience. The first category relates to the caregiver’s values and preferences, which
vary significantly based on personal and environmental characteristics. The second highlights the
spillover effect from caregiving to other parts of the caregiver’s life, which time use analysis best
demonstrates. The third has two components: one is the more straightforward cost component —
the amount of resources caregiving requires — and the second is about how the caregiver
experiences that time, such as the time of day, whether the time is scheduled or unpredictable,
and other characteristics of time use that may affect the experience (Kahneman et al., 2004; Atefi
et al. 2025; Urwin, Lau, Grande, and Sutton, 2023). Together, these factors demonstrate why a
comprehensive approach to measuring caregiving impact must account for both its broad scope
and the considerable heterogeneity in caregiver experiences.

We expand the time use experience model conceptually to accommodate the complex,
nuanced, and mixed experiences that characterize caregiving, drawing on the literature on these
three categories. Figure 3.1 illustrates the conceptual framework and the relationships across key
elements necessary to understand the rationale for and impacts of caregiving based on our
literature review and model.
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Figure 3.1. Conceptual Framework
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The framework starts with the contextual factors from the broader socio-economic
environment and individual circumstances that shape caregiving costs (left side of the figure),
including care and work-related infrastructure, policies, social expectations, and cultural
influence. These factors influence the individual’s values, preferences, and attitudes, which in
turn shape the individual’s resource allocation optimization problem.'® Based on the time use
experience model, resource allocation decisionmaking includes both the amount of resources
allocated to caregiving-related activities (m;, t;) and how the implementation of the decision
shapes experiences (X;). These decisions determine an individual’s objective and subjective
outcomes, which appear on the right side of the conceptual framework. The literature documents
several benefits from caregiving, including emotional rewards, personal growth, and
strengthened relationships with the care recipient (Pendergrass et al., 2019; Pristavec, 2018).
When characterizing costs, we follow the same three categories from the literature review: direct,
indirect, and hidden costs. Our approach provides clear definitions for all three. Based on the
model structure, direct costs represent the monetary input for caregiving (Mcgregiving)- Indirect
costs represent reductions to resources available for other activities as a result of caregiving (i.e.
reduction in budget and time constraints). The time use experience channel (X;) provides a
comprehensive approach to capture hidden costs — specifically, how caregiving affects life
experience and quality such as health, social relationships, and time distress. The benefits of
caregiving primarily operate through the experience layer.

Although the main channel we focus on moves from left to right across the framework, the
actual relationships among these variables are far more complicated. Outcomes shape individual
and environmental circumstances, which will influence future resource allocation decisions as
caregivers continually revisit and revise their choices. This can exacerbate caregiving challenges:
when caregivers experience negative wellbeing consequences, these impacts may accumulate
and compound over time.

This framework provides unique insights into caregiving decisionmaking and the impact on
caregivers compared to traditional economic frameworks. First, it expands the scope of
caregiving impacts to provide a much more comprehensive picture, demonstrating how
traditional economic frameworks underestimate caregiving costs by excluding some hidden
costs. Traditional economic literature focuses on direct and indirect costs — primarily financial
outcomes including loss of income, productivity, and career opportunities. The broader
caregiving literature has documented hidden costs such as health and wellbeing impacts, but
these remain somewhat disconnected from the economic valuations. Our approach integrates
these costs within one unifying framework, allowing examination across all dimensions
simultaneously. Second, by using utility optimization theory as the core of the framework, we
provide some mathematical structure to a highly complex process. Life is rarely an optimization
problem, but by framing it this way, we create a roadmap to study barriers and burdens that may

16 The process that forms values, preferences, and attitudes is outside of the scope of this framework and project.
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be addressed through social and policy interventions. Third, this approach generalizes caregiving
and its challenges while highlighting caregiver heterogeneity. By treating caregiving as a time
use choice variable, we develop a framework to study the decisionmaking and impacts across all
types of caregiving. By incorporating the various influences and outcomes, we embrace and
explore the dimensions on which caregivers differ in their circumstances, experiences, and
outcomes.

To empirically investigate the novel, less-studied dimensions in this conceptual framework,
we developed a pilot caregiver survey to understand how caregiving as a time demand affects
caregivers’ sense of burden, yielding insights into effective interventions for reducing perceived
caregiving costs.
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Chapter 4. Survey of Caregiver Time

Our review of the caregiving cost literature reveals many dimensions of cost that remain
insufficiently examined and modeled. Existing research rarely incorporates caregivers’
preferences, recognizes the burden of hidden costs, or adequately considers how such
experiences vary across diverse caregiving populations and contexts. Drawing on the gaps
identified in Chapter 2, the framework presented in Chapter 3 integrates these omitted elements
(preferences, hidden costs, and caregiver heterogeneity) within a theoretical structure that builds
on conventional economic approaches to costing caregiving effort. Alongside our conceptual
framework, we developed a pilot survey designed to explore how to measure time use
experiences and their relevance to caregiving burden. This chapter presents the survey
methodology and findings.

Our conceptual framework, based on resource allocation decisionmaking theory, suggests
that caregiving choices reflect the underlying characteristics of caregivers, the constraints they
face, and the preferences they hold. Some caregivers may wish to provide additional care but are
time-constrained, while others may prefer to obtain professional support if they have sufficient
financial resources and access. Consistent with the conceptual framework, our pilot survey
incorporated a broad set of factors known to influence caregiving decisions, including network
support, care recipient need, and caregiver sociodemographic characteristics. A key aim of the
survey was to recruit a heterogeneous sample that varied across these dimensions, facilitating
exploration of factors relevant to caregiving burden and potential policy interventions. We
recruited respondents through the online platform Prolific, which enabled us to enroll individuals
representing diverse caregiving circumstances and backgrounds.!”

To assess caregiver preferences, we asked respondents to evaluate a hypothetical intervention
in which professional assistance would be available. We examined their demand for such support
and analyzed the caregiver characteristics associated with greater or lesser interest in the
intervention.

Survey Design

Our pilot survey focuses on the time use aspects of caregiving costs. Three broad options
exist for collecting time use data: time diaries, EMAs, and stylized measures. Respondents

17 Details on respondent recruitment and sampling procedures are provided in Appendix A. The appendix outlines
the identification of potential caregivers through pre-existing screening measures. We implemented a two-stage
recruitment strategy: first, a brief pre-screening survey to identify respondents engaged in different forms of
caregiving, and second, a main survey that included qualified participants from the pre-screening phase. This
process yielded a diverse sample of 943 individuals, including 862 active caregivers, for analysis.
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complete a time diary survey by reporting every major activity they engaged in during a specific
day, the timing and duration of each activity, and additional contextual information (such as their
location and the presence of others). Nationally representative time diary data are generally
recognized as the gold standard for reliably estimating daily time use (Cornwell, Gershuny, and
Sullivan, 2019). EMAS consist of in-the-moment measurements that prompt respondents to
report throughout the day. While diaries can collect subjective information, such as emotions
experienced throughout the day (Kahneman et al., 2004), researchers typically view EMA as a
more reliable measure of subjective experience because it captures in-the-moment experiences
rather than retrospective reports (Dockray et al., 2010). Stylized measures do not capture specific
instances but rather ask respondents to report “typical” experiences, such as the average amount
of time spent providing care and the extent to which they typically enjoy it. Because this
approach requires respondents to aggregate their experiences, it risks aggregation errors (Juster,
Ono, and Stafford, 2003). However, the development and deployment costs associated with
stylized measures are substantially lower than those for the time diary and EMA approaches.

Given the volume of topics covered and the pilot nature of this research, we employed the
stylized approach to rapidly identify key constructs. Our survey introduced novel measures that
are not typically collected in caregiving datasets, which our conceptual framework identifies as
central to caregiver wellbeing, such as time fragmentation, unpredictability, and time quality. We
provide additional details on survey measures in Appendix B, the complete screener surveys in
Appendix C, and the complete main survey in Appendix D.

Central Measures

To support efforts to model and quantify caregiving decisions and impacts outlined by the
conceptual framework, we experiment with ways to provide empirical estimates of the novel,
less-studied dimensions of caregiving cost. We develop several key measures in the pilot survey
to understand the standard features of time allocation and caregiver types, and critically, time use
experiences that influence how caregiving as a time demand affects caregivers’ sense of burden.
This section presents the central measures examined in our analysis.'®

Time Use

To operationalize the time-use framework presented in the conceptual framework, we
developed survey items that capture both the objective allocation of caregiving time and the
more novel subjective time experiences that occur with caregiving. These measures examine
how caregiving responsibilities reshape daily activities — especially sleep, leisure, and work or
educational activities — through displacement, fragmentation, unpredictability, and perceived

18 Complete screener surveys and the main survey are documented in Appendices C and D.
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changes in time quality.!® Table 4.1 describes categories of these measures and their respective
scales. Caregiving time is collected as a categorical variable, while time experience measures are
collected on 5-point Likert scales.

Table 4.1. Caregiving Time Use and Time Experience Measures

Measure and Definition Measure Scale

Caregiving Time: Number of caregiving days in the
past 30 days x average hours per day (converted to
weekly).

Four categories:
1-8 hrs; 9-20 hrs; 21-40 hrs; 41+ hrs per week

Displacement: Additional time they would spend on = 5-point Likert:
sleep, leisure/self-care, and work/education if “No change — 2 hrs+” (sleep)
caregiving stopped. “None — All care time” (leisure, work/education)

Fragmentation: Frequency with which caregiving

interrupts sleep, leisure/self-care, and o-point Likert:
. ’ “Never — Always”
work/education activities.
Unpredictability: Extent to which possible care s
needs limit leisure/self-care planning or activity 5,\'1‘; (\)/Ig:ﬂkﬁll\f\./ avs”
choices. Y
5-point Likert:

Quality: Impact of caregiving on satisfaction with
leisure/self-care and efficiency of work/education
tasks (combined measure).

“Significantly less — Significantly more” (leisure)
“No difference — Well over ¥z hr longer”

(work/education)
complating workleducation faeks outads roguiar | SPOtLikert
“Never — Always”

hours (evening/night).

These measures provide a foundation for analyzing caregiving through the costing lens of time
use rather than solely through financial or employment costs. By capturing variations in how
caregivers experience interruptions, quality changes, and temporal displacement, the pilot survey
identifies dimensions of burden that existing datasets and cost estimates largely overlook.
Incorporating these measures into our empirical model links caregivers’ reported experiences
directly to the conceptual framework introduced in Chapter 3, which emphasizes the importance
of understanding time allocations and time use experiences.

19 We discuss both fragmentation and multitasking in our analysis. Fragmentation refers to an activity interrupted by
a care-related task, while multitasking refers to both the activity and care-related task being completed
simultaneously. Respondents reporting on a specific episode of time may distinguish between the two, stylized
measures we use make such distinctions difficult. We therefore do not ask about them separately. Although we refer
to this measure as fragmentation, we expect that respondents also considered instances of multitasking when
responding to our fragmentation questions.

20



Demand for Paid Care

Theoretically, if caregiving burden comes from time constraints, the most straightforward
policy intervention is to improve access to caregiving support — such as free or subsidized
professional care services that could relax an individual’s time constraint without tightening their
financial constraints. However, based on both the literature review and our conceptual
framework, the perception of burden and the potential gains from receiving professional support
vary considerably, reflecting differences in preferences, values, and perceived benefits. This
heterogeneity has important implications for policy effectiveness.

To capture this dimension of heterogeneity empirically, we include a question in our pilot
survey asking whether and how much professional support respondents would use to replace
their current caregiving efforts.?’ Respondents’ answers provide an estimate of this key
preference parameter and identify caregivers who would benefit most from increased access to
care services. In future full-scale surveys, more detailed data on the types and intensity of
caregiving respondents would replace with paid care can inform scenario analysis in a
quantitative model — specifically, outcomes on the intensive margin, such as how much
caregiving burden could be reduced through expanded access to care services.

Findings

Overall, our sample composition indicates we successfully recruited a sample of respondents
with a broad spectrum of caregiver characteristics and caregiving circumstances. We present
selected descriptive statistics in Table 4.2 below and comprehensive descriptives in Appendix E.
Respondents ranged in age from 18 to 79 years, fairly evenly distributed across sex, care receiver
type, and total caregiving time. Over a third of respondents (39 percent) reported caring for
multiple people,?! though we focus on their caregiving experience related to the primary care
recipient. Most respondents (89 percent) reported being their care receiver’s main caregiver, and

nearly all respondents felt some obligation to provide care, either legal or moral.??

20 Specifically, we asked “If there were high quality care services in your area that were free and available to you,
would you consider using them to provide any of the care you are currently providing to your [care receiver]?”
Respondents selected either “Yes” or “No.” If they selected “Yes,” we then asked how much of the time they
currently spent providing care they would want replaced, with outcome options ranging from “No change” to “All of
the time (i.e., I would stop providing care)”. If the respondent selected “No,” we asked them to select the primary
reason they would not consider using such services from a list of nine options. For our analysis, we categorized
respondents into one of four groups based on their response to this measure: (1) those who would not utilize care
services; (2) those who would use care services to replace none or little of their care responsibilities; (3) those who
would replace some of their care responsibilities; and (4) those who would replace most or all of their care
responsibilities.

21 Seventy respondents (8 percent of the entire sample) reported caring for both their own (or spouse’s) children and
their own (or their spouse’s) parents. These sandwich caregivers often face significant stresses (Ansari-Thomas,
2024; Kim and Jin, 2024).

22 We asked respondents if they have a legal obligation to provide care to their care recipient, such as a parent’s
legal obligation to take care of their young child. Respondents selected either “Yes” or “No.” If the respondent
selected “No,” we asked whether they felt a moral obligation to provide care.
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Table 4.2. Sample Overview

Category Level Value

Sex Male 392 (45.5%)
Female 470 (54.5%)

Age Mean 44.27 (18 ~ 79)

Weekly Caregiving Hours 1-8 265 (30.7%)
9-20 202 (23.4%)
21-40 166 (19.3%)
41+ 229 (26.6%)

Caregiver type (primary care recipient)  Own or stepchild (under 18) 207 (24.0%)
Own or partners parents or grandparents 358 (41.5%)
Other family member 254 (29.5%)
Friend or other 43 (5.0%)

Multi-care giver Yes 333 (38.6%)

NOTE: The primary care recipient is the only recipient for caregivers that only provide care for one individual and is
the main care recipient (based on time spent) for multi-care providers. “Other family member” includes, own or
stepchild 18+, spouse/partner, and other family member(s). N=862.

Caregiving Impacts on Daily Activities: Sleep, Leisure, and Work/Education

Our pilot survey results demonstrate the value of collecting and incorporating information on
time use experiences. Figure 4.1 presents our survey results on time displacement and the
spillover impact of providing care on other daily activities, including sleep, leisure/self-care, and
work/education.?? More than half of respondents (53 percent) report they would sleep more if
they no longer had caregiving tasks. Among the subset of caregivers who do experience sleep
displacement, the modal amount is 1 to 2 hours. For leisure and self-care, more than 96 percent
of respondents report some degree of displacement. For daily work and education activities, over
76 percent would do more of them if caregiving did not reduce the time available. These results
reveal widespread time displacement across caregivers, with substantial variation in the
magnitude.

23 Results are grouped into Figure 4.1A (sleep displacement) and 4.1B (leisure/self-care and work/education
displacement), based on survey response categories in their respective legends.
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Figure 4.1. Displacement: How Caregiving Time Would be Reapportioned if Caregiving Ceased
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NOTE: For sleep displacement, respondents reported how much more time they would spend sleeping per night if
they no longer provided care to their main care receiver. For leisure/self-care and work/education displacement,
respondents reported the proportion of time spent in caregiving that would be redirected to either of these activities if
they no longer provided care to their main care receiver. These measures capture the extent to which the activities
are being displaced by caregiving tasks.

N = 862.

While the evidence on displacement suggests that many caregivers would undertake a range
of different activities without caregiving responsibilities, an important question is how
caregiving affects the time caregivers allocate to other tasks. We first examine fragmentation —
the extent to which caregiving forces caregivers to break activities into shorter, more frequent
segments of time. Fragmentation of sleep, leisure, work, and educational activities matters
because these activities benefit from longer uninterrupted windows of time.>* We present the
results of our pilot survey on fragmentation in Figure 4.2. The spillover effects of caregiving on
the fragmentation of other daily activities are substantial and prevalent. Specifically, 43 percent
of respondents reported that care needs interrupted their sleep at least sometimes, and 68 percent
reported interrupted leisure or self-care at least sometimes. Among respondents who undertook

24 Fragmentation is different from multitasking, although multitasking can lead individuals to fragment time blocks.
A caregiver may simultaneously watch children and perform work or household tasks such as folding laundry — and
the ability to do so may benefit caregivers. Fragmentation, as measured here, captures interruptions that prevent one
from continuously performing a task. For example, waking in the middle of the night to feed a child, thus
fragmenting the normal block of sleep time into separate windows.
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work or education in the past thirty days, 53 percent reported that care responsibilities
interrupted these activities at least sometimes.

Figure 4.2. Fragmentation: How Often Caregiving Interrupts Each Activity
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NOTE: Fragmentation refers to how often the care they provide their main care receiver interrupts each of these
activities, therefore resulting in the activity being fragmented by caregiving tasks. Percentages for work/education
fragmentation are relative to the sub-sample who received the question, not the entire sample.

Sleep and leisure/self-care fragmentation: N = 862; Work/education fragmentation: N = 495

An additional key dimension of potential burden is unpredictability — the inability to
anticipate when care demands arise complicates caregivers’ ability to plan and complete other
activities, creating uncertainty throughout the day. In Figure 4.3, we present the reported
spillover impacts of care unpredictability. More than 70 percent of respondents reported that
their leisure/self-care was impacted by their need to provide care at least sometimes. Among
those who reported devoting time to work or educational activities in the past thirty days, almost
50 percent reported that care obligations caused their work or educational activities to take place
in the evening or night.
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Figure 4.3. Unpredictability and Timing: How Often Unpredictable Care Needs Impact Leisure/self-
care, and How Often Caregiving Impacts Work/education Timing
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NOTE: Unpredictability and leisure/self-care refers to how often the unpredictability of caregiving tasks impact what
respondents choose to do during leisure/self-care. Work/education timing refers to how often caregiving tasks results
in paid employment or educational training activities taking place in the evening or night. Percentages for
work/education timing are relative to the sub-sample who received the question, not the entire sample.
Unpredictability and leisure/self-care: N = 862; Work/education timing: N = 495

In Figure 4.4A, we present the third dimension of caregiving experience we examined — how
caregiving affects the quality of other daily activities. Among our pilot survey respondents, 44
percent reported that their leisure/self-care would be somewhat or significantly more satisfying
without caregiving obligations. However, more than 46 percent of respondents reported no
spillover on their leisure/self-care satisfaction, and almost 10 percent even noted that their
leisure/self-care time would actually be less satisfying if they did not undertake caregiving. This
heterogeneity in responses reflects the complex and emotional nature of caregiving — it can be
burdensome for some and rewarding for others. Of the respondents who reported some work or
education in the past thirty days, 48 percent reported that their work or educational activities take
longer to complete due to caregiving (Figure 4.4B). When asked how much longer a hypothetical
one-hour task would take when experiencing typical care needs, responses ranged broadly from a
few extra minutes to well over a half hour longer,?> suggesting substantial heterogeneity in
caregiving impacts on productivity.

2 Typical, here, was defined by the respondent. Specifically, we asked “How much longer do you think this task
would take if you encountered typical care responsibilities?”
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Figure 4.4. Time Quality: How Absence of Caregiving Impacts Leisure/self-care Satisfaction, and
How Experience of Caregiving Impacts Work/education Efficiency
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NOTE: Leisure/self-care quality refers to how much more satisfying respondents expect their leisure/self-care
activities would be without their caregiving tasks. Work/education quality refers to how much less efficient their
work/education activities are due to care obligations. The question asked respondents to consider how much longer a
1-hour work/education activity may take if they encountered typical care responsibilities during the activity.
Percentages for work/education quality are relative to the sub-sample who received the question, not the entire
sample.

Leisure/self-care quality: N = 862; Work/education quality: N = 495

Associations with Caregiving Burden

To explore the relationship between caregiving time experiences and caregiving costs
outlined in our conceptual framework, we examine associations between our time use measures
and perceived caregiving burden (results presented in Appendix F). We find that more time spent
providing care is associated with greater perceived caregiving burden, consistent with literature
findings, though it explains only a very small part of the variance in the reported burden (R? =
0.07). When we include the time use experience variables, the explained variance rises
significantly (R? = 0.45). In other words, perceived caregiving burden is much more closely
related to how caregiving shapes experiences than to total caregiving time. Specifically,
respondents experiencing greater fragmentation of their leisure/self-care and sleep, more
frequent unpredictable care interruptions to leisure/self-care, and reduced satisfaction with
leisure/self-care without caregiving reported greater caregiving burden. Expanding the analysis

26



to include spillover effects on work/education time use measures—and therefore limiting the
analysis to the subsample that reported work or education in the past thirty days—reveals similar
patterns (R?> = 0.06 v.s. 0.49).

These results demonstrate an important insight: although time use experiences (subjective
measures) naturally correlate more strongly with perceived burden (also subjective), total
caregiving hours are a poor indicator of actual caregiving burden. This confirms that caregiving
time is heterogeneous in its impacts — some hours are experienced positively or impose minimal
burden, while others impose substantial costs. As a result, universal interventions that reduce
total caregiving hours will be inefficient and wasteful: caregivers experiencing substantial
burden may not receive sufficient support, while caregivers experiencing little burden receive
unnecessary coverage.

Demand for Paid Care

To further explore the heterogeneity essential for modeling caregiving and designing
effective policies, we examine respondents’ openness to using professional support without
additional financial burden. As shown in Figure 4.5, 62 percent of the pilot sample indicated they
would consider using high-quality care services if available at no cost, though most would
replace only some or less of the care they provide. Only 19 percent of these respondents (12
percent of all respondents) would replace most or all of the care they provide with such services.
Meanwhile, 38 percent indicated they would not use this care resource at all. The top three
reasons for declining this support were: (1) they feel they are the best person to provide care, (2)
they feel a personal obligation to provide care themselves, and (3) they believe providing care
strengthens their relationship with the care recipient. These reasons reveal that many caregivers
derive substantial benefits from caregiving; therefore, reducing their caregiving responsibilities
would likely be ineffective even when caregivers need support. Instead, support strategies should
address specific sources of burden while preserving the relational and emotional benefits
caregivers value.
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Figure 4.5. Are Respondents Open to Professional Support?
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We further explore associations between demand for paid care and our time use experience
measures. All time use displacement and experience variables associate significantly with
openness to accept paid care (p-value <0.001), with those experiencing greater displacement,
fragmentation, unpredictability, and time quality impacts reporting greater demand to replace
caregiving responsibilities with professional support. Total time spent providing care showed
significance (p-value = 0.023), though caregivers with the highest caregiving hours (41+ hours)
reported less demand for paid care. Parents with childcare responsibilities dominate this group,
consistent with the literature on the “mixed-bag” experiences of parents. More broadly, the lower
demand for paid care among high-hour caregivers reflects the benefits of caregiving — a finding
supported in both childcare and adult caregiving literature. Greater care receiver dependence,®
presence of long-term conditions, and need for personal care or management of psychological
disorders all associate with higher demand for paid care replacement (p-value <0.001), further
highlighting the heterogeneity of caregiving tasks in their impacts.

Subjective burden and pressure measures show intuitive associations with demand for paid
care: those who enjoy providing care, experience less caregiving burden, and feel less harried
reported less desire for replacing their care responsibilities (p-value < 0.001). Those with worse
mental health reported higher demand for paid care (p-value = 0.002), while physical health

26 We asked respondents about care recipient dependence by having them report whether others could provide the
care they provide, with outcomes ranging from “Never” to “Always.”
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status showed no significant association (p-value = 0.70), suggesting that demand for paid care
reflects subjective caregiver experiences rather than objective health constraints. Interestingly,
sex (p-value = 0.15), race (p-value = 0.89), and multiple-carer status (p-value = 0.07) showed no
significance. Employment status — the most direct measure of objective time constraints —
showed significance (p-value = 0.01), but weaker associations than time use experience
variables.

Our findings demonstrate that subjective time use experiences are stronger measures of
demand for care replacement than objective measures of constraints, highlighting their value for
designing effective policies and evaluating policy impacts. Traditional caregiver support models
and policies identify caregiving burden through total care hours, and support usually focuses on
reducing those hours. We suggest a more targeted approach: rather than providing universal
support based on caregiving time, policies could identify and target caregivers who actually
experience burden — for example, those with frequent interruptions, unpredictable care needs,
and reduced quality of leisure and work time. Effective policy interventions can then offer
tailored support to the caregivers experiencing these sources of burden. For example, support can
target particularly burdensome interruption points (e.g. bedtimes, work hours, leisure time) rather
than broad care replacement. While additional work is needed to fully develop these insights,
these findings could reshape how policies and support programs are designed and funded.

Lessons from the Pilot Survey for Full-Scale Survey Design

The pilot survey informs the design of a full-scale time use survey by examining different
dimensions in the impacts of caregiving—including measures of total caregiving time and
displacement from other daily activities, and more novel measures of daily activity experiences
rather than total time (e.g., fragmentation, unpredictability, timing). These experiences are under-
measured in caregiving research, yet are important for understanding wellbeing outcomes (Atefi
et al. 2025; Urwin, Lau, Grande, and Sutton, 2023).

Several important lessons emerge for future full-scale survey design. First, stylized measures
have inherent limitations; time diaries are essential for more precise measurements. 2’ A time
diary approach will capture the exact timing, duration, and context for caregiving and other
activities, enabling more precise measurement of when and how fragmentation occurs. Second,
our survey captured willingness to replace caregiving in aggregate, without specifying which
caregiving tasks respondents would want replaced. Task- and timing-specific information is
critical for policy design, and future surveys should collect it. Third, we found strong
associations between time use experiences and both burden and demand for caregiving support,
validating our approach, though more granular measurement is necessary. Finally, measuring

27 EMA methods provide detailed information about specific caregiving and other activities but capture only a
subset of daily activities. They therefore risk missing caregiving tasks and other valuable information revealed by
measures of respondents’ full 24-hour day.
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caregiving benefits alongside costs proved essential: 10 percent of respondents felt their leisure
would be less satisfying without caregiving and 38 percent would not replace any caregiving
responsibilities with free professional care services. Future surveys should systematically
measure both benefits and burdens.

These lessons also suggest strategies for augmenting existing survey infrastructure. Time
diaries incorporate measures of subjective experiences (Kahneman et al. 2004; Rinderknecht,
Doan, and Sayer, 2022). National time use surveys such as ATUS have some measures on how
respondents experience daily activities.”® Expanded experience-focused modules can capture
time use experiences alongside traditional time measures, revealing why respondents may feel
differently about identical activities. Including both caregivers and non-caregivers in the same
survey would enable hypothesis testing on whether fragmentation and unpredictability are
caregiving-specific or symptoms of general time pressure. Such a design could strengthen causal
inference and identify the time use experiences and impacts that are uniquely associated with
caregiving.

28 The ATUS Well-Being Module recorded emotion measures associated with three randomly selected daily
activities per diary collected in 2010, 2012, 2013, and 2021 (American Time Use Survey, n.d.)
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Chapter 5. Conclusion and Future Directions

When considering caregiving, researchers and policymakers typically focus on direct and
indirect time-related costs — the total amount of time dedicated to care and the displacement of
time away from the labor force. Yet research on wellbeing and time use suggests, and our work
confirms, that caregiving impacts daily life in ways far more subtle and complex than simple
hour counts capture. Caregiving can fragment time, making it difficult to accomplish or fully
engage in other tasks. It creates unpredictability, imposing persistent mental strain and limiting
the range of activities caregivers can commit to. The quality of time spent in other activities may
decline — leisure can feel less restorative, work and study less productive. These experiences,
while challenging to quantify in traditional economic frameworks, profoundly shape caregiver
wellbeing and burden. They represent real costs that demand policy attention.

Our work reveals an important fundamental insight: how time is experienced, more than how
much time is spent, drives perceived caregiving burden. From our pilot survey, time use
experience measures explain 45 percent of variance in perceived burden, compared to just 7
percent for total caregiving time alone. Moreover, caregiving is not universally experienced as
burden. While most caregivers would accept professional support if available at no cost, 38
percent would reject it entirely. More than half of respondents reported no negative caregiving
impacts on leisure quality, and 10 percent expected their leisure to be less satisfying without
caregiving. These patterns reveal that caregiving costs and benefits are highly heterogeneous and
intertwined.

The conceptual framework we propose unifies these observations by explicitly modeling
time use experiences as an additional layer between resource inputs and wellbeing outcomes in
individual resource allocation decisionmaking. In this framework, individual and contextual
factors shape caregivers’ values, preferences, and attitudes, which determine what caregivers
view as necessary and appropriate use of their time and money, as well as positive and negative
impacts on their wellbeing.

A critical policy insight emerges from our analysis: interventions that solely reduce
caregiving hours will likely be inefficient and potentially wasteful. They may under-support
caregivers experiencing substantial burden — particularly those experiencing severe
fragmentation and unpredictability — or waste resources on caregivers experiencing minimal
burden with no desire for less caregiving. More effective policies identify caregivers
experiencing high burden through time use experience measures, then design targeted
interventions addressing specific sources of burden rather than simply reducing total caregiving
hours. For example, flexible leave available when needed provides predictability, potentially
yielding better wellbeing outcomes than the same amount of leave taken all at once on a fixed
schedule. However, this advantage remains theoretical and requires more empirical examination.
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Implementing flexible leave also presents significant challenges: it would be difficult to monitor
usage and could generate unintended consequences, such as stigma around using leave,
underuse, or overuse. The same logic applies beyond caregiving, for example, workflow
organization (e.g., task sequencing, breaks, and interruptions) and institutional time structure
(e.g., appointment scheduling, fragmented or concentrated availability, and shift patterns)
similarly affect how individuals experience their daily lives.

This research introduces three novel measures, yet significant knowledge gaps remain. Our
pilot survey employed stylized measures asking respondents to report typical caregiving
experiences rather than capturing experiences during a specific caregiving episode. This
approach identifies key constructs effectively but sacrifices precision. For example, we cannot
determine exactly which caregiving activities create fragmentation or unpredictability, what time
patterns are more burdensome, or how caregiving tasks and timing vary across individuals and
contexts. A full-scale survey should use the time diary method, which would allow the
identification of intervention points by recording timing, duration, and context of caregiving
tasks and impacts on other activities.

Second, our sample was not representative of the general US caregiving population, limiting
quantitative insights on caregiving burden and feedback effects. Specifically, in the same way
that caregiving affects other activities, these other activities also impact caregiving experiences,
and as a result, the burden and costs of caregiving. Recruited through Prolific, our sample likely
has a different baseline experience than that of the general US population. For example, virtually
no respondents in our sample reported less than a high school education. Though this is in line
with other studies using Prolific (Rinderknecht, Doan, and Sayer, 2025), we cannot yet test
whether time use experience measures in our pilot survey are equally critical for even more
constrained populations. Similarly, our sample may spend more time in leisure activities relative
to the broader U.S. population (Rinderknecht, Doan, Sayer, 2025). Given that leisure disruption
is central to caregiving burden in our findings, exploring these impacts among a more
representative sample of caregivers who may have less leisure time available is essential.
Disruptions to already-limited leisure may prove even more problematic.

Third, our pilot cannot establish causal relationships or determine whether the time use
experiences are caregiving-specific. Caregivers experiencing high burden may select into care
patterns that fragment their time, or caregiving situations may inherently create unpredictability.
In other words, we cannot determine whether fragmentation causes burden or individual
circumstances with high burden create fragmented time use. We also cannot test whether
fragmentation and unpredictability are caregiving-specific burdens or symptoms of general time
pressures that affect all time-constrained individuals.

The conceptual framework also presents measurement and modeling challenges, limiting its
ability to derive clear policy insights without significant future work. Key components, such as
experiences, are conceptually clear but empirically tricky to measure with precision and
consistency. Because time use experiences are inherently subjective, establishing internal
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consistency across respondents and over time poses significant technical challenges, both in data
collection and model formulation. A fully quantifiable model must balance technical feasibility,
empirical representation, and applicability, requiring attention to valid modeling constructs,
measurement reliability, and inevitable tradeoffs between specificity and generalizability.

As demographic shifts increase caregiving needs while existing caregiving systems strain, the
urgency of understanding and supporting caregivers is becoming more apparent. Policymakers
need better tools to identify and support the most affected and burdened caregivers and design
interventions accordingly. This pilot study demonstrates that new time use metrics and
approaches to study caregiving costs are valuable for addressing this policy challenge.

We propose three integrated future research streams on caregiving. First, develop full-scale
time use diary surveys with time use experiences. Precise measures of time use and experience
throughout the day allow causal analysis to reveal intervention points and specific changes that
reduce burden most effectively. For example, research could identify which caregiving tasks
create the most fragmentation, whether caregivers experiencing fragmentation systematically
differ in their characteristics, circumstances, or baseline constraints. Time diary data can also
distinguish between interruptions caregivers can control and those inherent to their caregiving
role, revealing which challenges could be realistically addressed through support. Because these
time use experience measures are even more prone to recall errors than standard time use
measures, developing new time use diary collection techniques specifically designed to capture
them with sufficient precision is essential for rigorous analysis.

Second, apply the framework across diverse caregiver populations to understand how it
generalizes and where it requires adaptation. Our framework is generally applicable to
caregiving challenges that arise from time commitment, but to develop more specific and
actionable insights, it requires group-specific adaptation to inform targeted solutions.
Understanding how this framework generalizes across different groups is essential for building a
useful quantitative model. For example, time use experiences likely affect perceived burden
differently for parents versus adult caregivers, or for high-income versus financially constrained
caregivers, so the model may need to account for these variations structurally. The circumstances
around which caregivers desire support are also likely to be closely related to the kind of
caregiver they are and the nature of their relationship with the care recipient. For example, our
findings showed that caregivers for their own children are among the least likely to desire
professional support, despite the significant amount of time they dedicate to caregiving. This
highlights heterogeneity in caregiving benefits, which should be further explored in future
iterations of this framework.

Third, expand the conceptual framework to enable specific policy scenario analysis. By
parameterizing the framework with data from the time diary surveys, we can develop a
quantitative model to test whether interventions are effective in reducing burden as intended. For
example, time diary data would reveal which specific caregiving tasks caregivers most want to
offload and whether they prioritize eliminating interference with particular activities at specific
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times (e.g., sleep). With these insights, support programs can address caregivers’ specific pain
points, not limited to traditional outsourcing options. Policy changes, such as work schedule
flexibility, childcare and school start times, and medical appointment availability, can affect
caregiving experience. Cultural shifts, for example, in expectations about who should provide
care or how responsibilities are shared, could redistribute burden. Emerging technologies,
including artificial intelligence that can manage cognitive tasks and interactions, offer new
opportunities to address caregiving challenges. Understanding precisely which caregiving
experiences create the most burden informs targeted applications of emerging solutions.

Beyond caregiving, our work demonstrates that time use experience measures offer
methodological innovations applicable to other domains where time allocation and wellbeing
intersect. The core insight — how time is experienced often matters more than how much time is
spent — extends broadly. For example, work-life balance research measures hours worked much
more than time use experience. However, a worker with 40 hours of pre-scheduled predictable
activities would have very different experiences than someone with 40 hours of fragmented and
unpredictable tasks. Similar to caregiving, schedule, tasks, and experience at work shape
workers’ professional and personal life. The methodological approach we developed —
integrating time use experiences into a resource allocation framework — provides a systematic
way to address these nuances and fundamentally reorients how we measure and understand time
scarcity: time is not merely a resource, but an experience.
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Appendix A. Respondent Recruitment

This appendix includes an overview of the respondent recruitment, screening, and sampling
procedures.

Respondent Recruitment

Prolific is an online recruitment panel designed to facilitate respondent recruitment for
research. Assessments of Prolific response quality indicate these respondents provide high
quality data (Peer et al., 2022).2° When using Prolific, researchers identify the desired
characteristics of their sample via information already collected by Prolific about respondents,
and selected respondents are then typically directed to an external survey platform to complete
their participation. In our study, we were interested in respondents engaging in caregiving
behaviors. Prolific allowed us to identify some of these respondents via the following question
and response options:

I have extra responsibilities looking after a friend or member of my family due to
a long-term physical or mental ill health or disability, or problem related to old

age?
e Yes
e No

e Rather not say

Although still useful for identifying suitable respondents, this question wording presents
problems. Specifically, what might respondents interpret extra responsibilities to be? And how
might this interpretation vary culturally? It is our concern that being morally obligated to provide
caregiving may not qualify as an extra responsibility in such instances, and therefore such
respondents may be missed by this measure. Potentially, this measure may also miss individuals
who provide forms of care that are not especially burdensome. Additionally, parenting is
included in our definition of caregiving but not in Prolific’s measure of caregiving.

To ensure we recruited respondents who engage in caregiving behaviors irrespective of these
interpretational differences and the burden of the care they provide, we undertook a two-stage
recruitment strategy that only partially relied upon Prolific’s caregiving measure. The first part of
this recruitment strategy included a large-scale pre-screening stage to identify appropriate
respondents.

29 To further ensure high quality responses, we followed best practices advised in previous research by requiring
respondents to have a positive reputation (Peer, Vosgerau, and Acquisti, 2014). Specifically, we required
respondents to have completed at least ten previous studies, and we required them have received at least a 95%
approval rating, indicating at least 95% of their past study responses were deemed as sufficiently high quality by
researchers.
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Pre-screening Survey

Our definition for an appropriate respondent was broad and included those whose caregiving
responsibilities range from highly burdensome to, potentially, not perceived as burdensome at
all. Therefore, prior to distributing our main survey, we distributed a short screening survey to
identify appropriate respondents for the main survey. We designed two versions, one for those
who identified themselves as having engaged in caregiving behaviors via Prolific’s measure
(which we labeled “caregivers”) and one designed to be completed by those who indicated they
had not provided caregiving via that same measure (which we labeled “non-caregivers”).3? 3!

The first pre-screening survey asked respondents about the kind of person or people they care
for and their care needs. The second asked if respondents provided one or more forms of care to
someone with care needs in the past 30 days. If they provided some form of care, we asked about
the kinds of people they provide care for (if any), and the benefits they receive (such as monetary
payment) for providing care. If they reported providing no forms of care, we asked if they had a
spouse who provided care to others and, if so, the kind of person or people they cared for.3?
Respondents each received 50 cents for completing the pre-screening survey.

We recruited 1,197 respondents into the caregiving pre-screening survey and 1,199
respondents into the non-caregiver pre-screening survey between May 9% and May 17, 2025.
We further stratified sampling within each group between parents and non-parents, leaving us
with four pre-screening groups: caregiving parents, caregiving non-parents, non-caregiving
parents, and non-caregiving non-parents. We did so because although we include parenting in
our definition of caregiving, we wanted to ensure that our sample was not overwhelmed by
parents. We continued data collection until we started to exhaust our pool of respondents in at
least one group.?* This sampling procedure left us with approximately 600 respondents per

group.

30 prolific indicated that most of their screener questions have expiration dates, but they were unable to share how
recently respondents completed the screeners used in our study. Although we sample based on this caregiving
screener, we record current caregiver status in both our pre-screening survey and main survey.

31 Although we use the label “caregiver” in this discussion, this label does not necessarily reflect respondents’ own
identification as a caregiver. It only indicates that they reported engaging in caregiving behaviors. The 2001
American Association of Retired Persons’ Caregiver Identification Study found that 15 percent of their respondents
did not consider themselves caregivers despite providing caregiving-related help, and 10 percent identified
themselves as caregivers but did not provide hands-on assistance with personal needs or household chores (Kutner,
2001).

32 Due to the pilot nature of this project, we utilized Prolific’s pre-collected demographic measures rather than re-
ask them ourselves.

33 We collected 100 respondents from each group on our final day of data collection. We started data collection in
the morning and completed data collection in approximately one hour in each group except non-parent caregivers.
This required us to continue data collection into the evening, indicating few remaining respondents.
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The Main Survey

We included respondents who completed the caregiver-specific pre-screener in the main
survey if they continued to be a caregiver** and had important demographic information
available.®> In total, this included 1,081 respondents. For respondents who completed the non-
caregiver-specific pre-screener, we included those who reported providing certain forms of care
and had important demographic information available. Although we are interested in those
whose only care responsibilities include funding care for others, keeping care receivers company,
or who provide no care themselves but have spouses who provide care, our pre-screening survey
ultimately included too few such individuals to warrant developing our main survey to include
such individuals. Respondents were therefore included if they reported engaging in at least one
other form of caregiving activity in the 30 days prior to completing the survey.*® In total, of the
1,199 respondents who completed the non-caregiver-specific pre-screener, 586 met our inclusion
criteria for the main survey. Ultimately, the exclusion criteria left us with 1,667 total respondents
available to recruit for our main survey: 586 from the non-caregiver screener and 1,081 from the
caregiver screener. We conducted data collection between August 21st and September 7th, 2025,
until recruitment stalled.?” This left us with a final sample size of 943, of which 862 reported
providing some form of care in the past 30 days.*® For respondents who reported multiple care
receivers, our reported measures focused on the care receiver for whom they spent the most time
caring for over the past 30 days. Respondents received $4.50 each for completing the main
survey.

34 For simplicity, our question asked if they identified as a caregiver, rather than asking if they completed specific
caregiving tasks. This choice risks excluding people who engaged in caregiving behaviors but did not identify as a
caregiver. However, we do not believe this difference meaningfully impacted recruitment decisions. When
responding “No” when asked if they identified as a caregiver, respondents were prompted to explain this selection.
Of the 75 respondents who responded “No”—and were therefore excluded from the main survey—only two
provided an answer indicating they engage in caregiving too infrequently to consider themselves to be a caregiver.

33 These included sex, age, race, ethnicity, education, employment, marital status, household income levels, and
personal income levels.

36 Important demographic variables are the same as selected for the caregiver-specific pre-screener. Important forms
of care included completing any of the following activities in the past 30 days outside of their employment: personal
care (for example, bathing, dressing, or feeding); helping someone manage symptoms of psychological disorders
(for example, depression, anxiety, or posttraumatic stress disorder); and helping with other tasks which people may
have difficulty performing themselves, including arranging services, providing transportation, and remembering
things they are prone to forget.

37 Response rates were under ten cases per day for the last four days of our data collection, indicating few remaining
respondents.

38 We defined care for the respondent via the following description: “Providing care for someone can include
assisting them with their health, personal needs, or household chores. It might also include taking care of finances,
arranging for outside services (such as medical appointments), or visiting regularly to see how they are doing.” We
then asked them: “In the past 30 days, how many people did you care for who needed assistance (for example, due
to a disability, illness, or needs related to age) without receiving payment? These may include both adults and
children, kin and non-kin.” Response options included 0, 1, 2, or 3+ care receivers. The 862 respondents included in
our analytic sample reported caring for one, two, or three or more care receivers.
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Appendix B. Additional Details on Survey Constructs

This appendix includes additional details on the time use and time experience measures
selected for inclusion in the survey.

Caregiving Time. We measure time spent providing care by having respondents report the
number of days they provided care in the past 30 days. Next, we had respondents estimate the
average number of hours per day they provided care during those days. We adopted this
approach from the HRS.* Using these two measures, we then calculated hours per week spent
providing care. If respondents reported caring for multiple people, we used the time they
reported caring for the care receiver for whom they spent the most time caring for in the past 30
days. We report time spent providing care via four categories: (1) 1 to 8 hours per week; (2) 9 to
20 hours per week; (3) 21 to 40 hours per week; and (4) 41 or more hours per week.

Sleep, Leisure/Self-care, and Work/Education Displacement. We asked respondents how
much more time (if any) they would dedicate to sleep, leisure/self-care, and work/education if
they were no longer responsible for providing care for their primary care receiver. Outcomes are
5-point Likert scales including amount of time (for sleep), ranging from “No change” to “2 hours
+”, or (for leisure/self-care, and work/education) the proportions of the time they currently
dedicate to care, ranging from “None of the time” to “All of the time I currently dedicate to
providing care.”

Sleep, Leisure/Self-care, and Work/Education Fragmentation.** We asked respondents how
often their care responsibilities interrupt their sleep, leisure/self-care, and—if they reported any
work or education activities in the past 30 days—work/education. Outcome choices range from
“Never” to “Always.”

Unpredictability and Leisure/Self-care. We asked respondents the extent to which the
possibility they may need to provide care impacts what they choose to do during their
leisure/self-care activities. Outcomes range from “Never” to “Always.”

Leisure/Self-care and Work/Education Quality. We asked respondents to report the impact
they perceived their caregiving responsibilities have on the quality of their leisure/self-care
and—if they reported any work or education activities in the past 30 days—work/education
activities. We asked how much more or less satisfying their leisure/self-care activities would be
without caregiving responsibilities via 5-point Likert outcome options ranging from
“Significantly less satisfying” to “Significantly more satisfying.” We captured quality impacts on

39 One central difference between the measures employed in the HRS and those in our survey is that the HRS asked
care receivers to report on time spent providing care by their caregivers. Our measures, by contrast, asked the
caregiver how much time they provided care to their care receiver (HRS, 2010).

40 As we discussed in the report, although we refer to this measure as fragmentation, we expect respondents may
have also considered instances of multitasking when responding to our fragmentation measures.
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work/education by asking if such activities take longer to complete due to their caregiving
responsibilities. If so, we then asked how much longer a hypothetical one-hour task would take,
assuming they encountered typical care responsibilities. Outcome options ranged from “No
difference” to “Well over a half hour longer.” For our analyses, we combine these two
work/education measures into a single measure, where those who answered “No” to the first
question are coded as “No difference” in the second measure they did not receive a question for.

Work/Education Timing. We asked respondents to report how often their care responsibilities
lead to completing work/education activities outside of normal working hours, specifically in the
evening or night. Outcome choices ranged from “Never” to “Always.”

Caregiver Burden. We used the 4-item Zarit Caregiver Burden Assessment inventory to
assess overall feelings of burden associated with the caregiving role (Zarit, Reever, and Bach-
Peterson, 1980). We report this measure as a single scale and as a binary, indicating if the
respondent reported a score that indicates high burden. High burden corresponds to a score of
eight or more out of sixteen (Bedard et al., 2001).

Time Pressure. We used the Chronic Time Pressure Inventory (CTPI) to capture perceptions
of time pressure (Denovan and Dagnall, 2019). We report this as a total score and two separate
dimensions of time pressure captured by this inventory: Cognitive Awareness of Time Shortage
(CA) and Feeling Harried (FH). Higher values for CA reflect an awareness by the respondent
that they do not have enough time to complete tasks and engage in activities they enjoy. Higher
values for FH indicate greater anxiety and worry as a consequence of feeling rushed. Both CA
and FH focus on time pressure generally, not specifically as it relates to the caregiving role.
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Appendix C. Screener Surveys

This appendix includes all the questions contained in the caregiver pre-screener surveys.
Respondents were not presented with section titles, variable labels, or information presented
between brackets. Brackets are used to communicate information for the reader about how we
collected our data and, if italicized, the logic used to display questions to the respondent.

Self-identified Caregivers Pre-Screener

Q1) You previously identified as a caregiver. Do you still identify as a caregiver?
e Yes
e No

[Logic: If they select “No” on Q1I, go to Q2 as final required question]
Q2) Please briefly describe why you no longer identify as a caregiver:
e Free response

[Logic: If they select “Yes” on QI, skip to Q3]
Q3) Who are you a caregiver for, and what are their care needs? (select all that apply)

Long-term Long-term non- Something
physical physical condition else
condition

Own Child under 7
Own Child aged 7-17
Own Child 18+
Own Parents
Spouse / Partner
Other family member(s) or
friend(s)
[Logic: If they do not select “Other family members or friends” or “Something else” on Q3,

survey ends]
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[Logic: If they select ““Other family members or friends” on Q3]
Q4) You identified as being a caregiver for “Other family members or friends.” Please

briefly describe the kind of person or people you are a caregiver for (i.e. grandparent, sibling,

friend):

Free response

[Logic: If they do not also select “Something else” on Q3, survey ends]

[Logic: If they select “Something else” on Q3]
Q5) You reported Some other reason for providing care to your [care receiver type].
Please briefly describe why they require your support:

Free response

Non-self-identified Caregivers Pre-Screener

Q1) Outside of your employment, please indicate if you provided any of the following types

of assistance in the past 30 days to someone who has care needs: (select all that apply)

Personal care (for example, bathing, dressing, or feeding)

Helping someone manage symptoms of psychological disorders (for example,
depression, anxiety, or posttraumatic stress disorder)

Helping with other tasks which people may have difficulty performing themselves,
including arranging services, providing transportation, and remembering things they
are prone to forget

Keeping them company

Funding some of the assistance listed above to assist someone

I do not currently provide any of these types of assistance

[Logic: If they select options 1-5 on Q1]
[remind them Q1 selections]|

Q2) Who do you provide this assistance for? (select all that apply)

Own Child under 7

Own Child aged 7-17

Own Child 18+

Own Parents

Spouse / Partner

Other family member(s) or friend(s)

[Logic: If they select options 1-5 on Q1, go to Q3 as final required question]
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Q3) Final Required Question: Do you benefit (monetarily or non-monetarily) from the
assistance you provide? (select all that apply)
e Yes, paid as part of my employment
e Yes, paid by an individual
e Yes, paid through a state or federal program or insurance
e No
e Yes, in some other way [free text response]

[Logic: If they select option 6 on Q1, skip to Q4]

Q4) Regarding the types of assistance you were just asked about (see above), do you have a
partner or spouse who has provided any such support outside of their employment in the past 30
days to someone who has care needs?

e Yes
e No

[Logic: If they select “No” on Q4, survey ends]

[Logic: If they select “Yes” on Q4]
Q5) Final Required Question: Who does your spouse or partner provide this assistance for?
(select all that apply)
e Own Child under 7
e Own Child aged 7-17
e Own Child 18+
e Own Parents
e Spouse / Partner
e Other family member(s) or friend(s) (please specify)
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Appendix D. Main Survey

This appendix includes an overview of all the questions contained in our main survey, the
order in which respondents answered these questions, and the survey flow logic that determined
the questions presented to respondents. Underlined labels match the variables reported in the
body of the report and other appendices. Respondents were not presented with section titles,
variable labels, or information presented between brackets. Brackets are used to communicate
information for the reader about how we collected our data and, if italicized, the logic used to
display questions to the respondent. To improve interpretability, questions are indented if their
presentation was based on responses to the previously asked question. Note that, for brevity,
some questions reported in this appendix are not discussed elsewhere in the report.

Section 1: Overall Caregiving Role Occupancy, Identity, and Intensity

e Number of care receivers
Providing care for someone can include assisting them with their health, personal needs, or
household chores. It might also include taking care of finances, arranging for outside services
(such as medical appointments), or visiting regularly to see how they are doing.

In the past 30 days, how many people did you care for who needed assistance (for example, due
to a disability, illness, or needs related to age) without receiving payment? These may include
both adults and children, kin and non-kin.

e 0
o 1
o 2
e 3+

[Logic: if they select 0, skip to Section 2: Zero Care Receivers]

e Importance of caregiver identity
When you think about who you are as a person, is the care you provide others who need
assistance (for example, due to a disability, illness, or needs related to age) an important
part of how you define yourself?

— Not at all important
— Slightly important

— Somewhat important
— Highly important

— Extremely important

e Receiver type_single
[Logic: if they report caring for I person]
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You indicated that you provide care for 1 person.
Who do you provide this assistance for? Select the option that best describes this person.

— Own or stepchild/children under 7

— Own or stepchild /children aged 7-17

— Own or stepchild /children 18+

— Own or partner's parent(s)

— Own or partner's grandparent(s)

— Spouse / partner

— Other family member(s)

— Friend(s)

— Others(s), please specify [text response]

Total time days_single

[Logic: if they report caring for I person]

During the last 30 days, on about how many days did you provide care for this person?
Please count all days that you provided any amount of care.

[Respondent entered a value between 0 and 30, inclusive. ]

Total time hours_single

[Logic: if they report caring for I person]

On the days you provide care for this person, about how many hours per day was that? If
the hours vary widely, please provide your best estimate of average hours per day.

[Respondent entered a value between 0 and 24, inclusive. ]

Receiver type multiple

[Logic: if they report caring for 2 or 3+ people]

You indicated that you provide care for [Number of care receivers response]
individual(s).

Who do you provide this assistance for? (select all that apply)

— Own or stepchild/children under 7

— Own or stepchild /children aged 7-17

— Own or stepchild /children 18+

— Own or partner's parent(s)

— Own or partner's grandparent(s)

— Spouse / partner

— Other family member(s)

— Friend(s)

— Others(s), please specify [text response]

Total time days_multi

[Logic: if they report caring for 2 or 3+ people]

During the last 30 days, on about how many days did you provide care for these
individuals? Please count all days that you provided any amount of care.

[Respondent entered a value between 0 and 30, inclusive.]
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e Total time hours_multi
On the days you provide care for these individuals, about how many hours per day was
that? If the hours vary widely, please provide your best estimate of average hours per
day.

[Respondent entered a value between 0 and 24, inclusive. ]

Section 2: Zero Care Receivers
[Logic: display this section if the respondent reported caring for zero people]

e Zero care receivers
Earlier in the summer, you indicated that you provided care for others. What best
explains why you no longer provide this care?

— They recovered

— They passed away

— Others now provide care rather than me
— Some other reason (please specify)

[Logic: all respondents in this section exit the survey here|

Section 3: Multiple Care Receivers
[Logic: display this section if the respondent reported caring for multiple people]

e Main receiver type
You indicated that you provide care for multiple people, including [Receiver type

multiple responses]

Of the people you provided care for, who did you spend the most time providing care
for? Select the option that best describes this person.

— Own or step child/children under 7

— Own or stepchild /children aged 7-17

— Own or stepchild /children 18+

— Own or partner's parent(s)

— Own or partner's grandparent(s)

— Spouse / partner

— Other family member(s)

— Friend(s)

— Others(s), please specify [text response]

e Main time days
Going forward, you will be asked questions about your "[Main receiver type response*']".

41 Going forward, we refer to this response choice as simply “care receiver”.
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This refers to the individual you identified as the person you spend the most time
providing care for.

You previously reported providing care for [Number of care receivers response] people
during [Total time days_multi response] of the last 30 days.

During the last 30 days, on about how many days did you provide care for your [care
receiver]? Please count all days that you provided any amount of care.

[Respondent entered a value between 0 and the value they reported for Total time
days multi, inclusive.]

Main time hours

On the days you provide care for your [main receiver type choice], about how many
hours per day was that? If the hours vary widely, please provide your best estimate of
average hours per day.

[Respondent entered a value between 0 and 24, inclusive.]

We will now ask you questions about the kinds of care-related tasks you provide to your
[care receiver], how they relate to other activities you do each day, and your relationship
with your [care receiver].

Section 4: Care Reasons, Tasks, and Preferences

We will now ask you questions about the kinds of care-related tasks you provide to your
[care receiver], how they relate to other activities you do each day, and your relationship
with your [care receiver].

Consider self to be caregiver

Do you consider yourself to be a caregiver for your [care receiver]?

— Yes
— No

Reasons for care
Regarding your [care receiver], why do they require your care? (select all that apply)

— Long-term physical condition

— Long-term non-physical condition (such as a mental health problem, autism, etc.)

— Typical needs associated with their age (such as supervision for young children,
or assistance for elderly individuals)

— A short-term condition (such as a broken bone, recovery from surgery, etc.)

— Something else [text response]

Forms of care
Which of the following types of assistance have you provided this person in the past 30
days? (select all that apply)

— Personal care (for example, bathing, dressing, or feeding)
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Helping this person manage symptoms of psychological disorders (for example,
depression, anxiety, or posttraumatic stress disorder(PTSD))

Helping with tasks they may have difficulty performing themselves, such as
arranging services, providing transportation, household chores, or remembering
things they are prone to forget

Keeping them company

Funding some of the assistance listed above

Providing other forms of financial support (such as paying for rent or tuition)
Something else [text response]

Care enjoyment

How often do you enjoy performing these assistance activities?

Never

Rarely

Some of the time
Most of the time
All of the time

Openness to professional support

If there were high quality care services in your area that were free and available to you,
would you consider using them to provide any of the care you are currently providing to
your “[care receiver]"?

Yes

No

[Logic: if Yes]

Openness to professional support: yes

Compared to the time you currently spend providing care, how much less time
would you prefer to spend caring for your “[care receiver]", if free, high quality
care services were available to take over your care responsibilities?

o No change

o A little bit of the time

o Some of the time

o Most of the time

o All of the time (i.e., I would stop providing care)
[Logic: if NoJ
Openness to professional support: no

What is the main reason why you would not consider using free, high-quality care
services to assist with the care you provide for your [care receiver]

o I enjoy providing care

o I believe that providing care strengthens my relationship with the
care receiver

o Thave discussed and agreed upon my caregiving role with other
family members
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I believe I am the best person to provide this care

I have had negative experiences with care services in the past
I feel a personal obligation to provide this care myself

I do not trust others to provide care

I prefer to maintain control over the care process.

o O O O O O

Some other reason (please specify)

Section 5: Other Daily Activities

e Sleep displacement

If you were not providing care, how much more time would you spend sleeping per

night?

No change

Up to a half hour

30 minutes to 1 hour
1 to 2 hours

2 hours +

e Sleep fragmentation

How often does the care you provide your [care receiver] interrupt your sleep?

Never
Rarely
Sometimes
Often
Always

e Leisure/self-care displacement

Leisure and self-care refers to the time you spend taking care of yourself other than sleep
(such a grooming and fitness) and what you do in your free time for enjoyment (such as
hobbies, relaxing, consuming media, and socializing with others).

If you were not responsible for providing care to your “[care receiver]”, how much of the
time that you currently dedicate to care would you instead dedicate to leisure / self-care?

None of the time

A little bit of the time

Some of the time

Most of the time

All of the time I currently dedicate to care

e Unpredictability and leisure/self-care

How often is your leisure/self-care impacted by the possibility that you may need to
provide care to your [care receiver]? For example, do you skip certain leisure/self-care
activities because they would prevent you from addressing a sudden care need?

Never
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Rarely
Sometimes

Often
Always

e Leisure/self-care fragmentation

How often does the care you provide your [care receiver] interrupt your leisure/self-care?

Never
Rarely
Sometimes
Often
Always

e Leisure/self-care quality

How much more or less satisfying do you believe your leisure and self-care activities
would be if you were not providing care to your [care receiver]?

Significantly less satisfying
Somewhat less satisfying
No difference

Somewhat more satisfying
Significantly more satisfying

e Work/education displacement

If you were not responsible for providing care for your "[care receiver]", how much more
time would you dedicate to paid employment or educational training?

None of the time

A little bit of the time

Some of the time

Most of the time

All of the time I currently dedicate to providing care

e Work/education_screener

In the past 30 days, have you participated in any paid employment or engaged in
activities related to educational training? (For example, a job, freelance work other than
Prolific, an online course, workshops, classes.)

Yes
No

[Logic: if No, skip to Section 6. Relationship to Care Receiver]

e Work/education fragmentation

How often does the care you provide your [care receiver] interrupt your work or
education activities?

Never
Rarely
Sometimes
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— Often
— Always

e Work/education timing
How often does the care you provide your [care receiver] result in your paid employment
or educational training activities taking place in the evening or night?

— Never

— Rarely

— Sometimes
— Often

— Always

e Work/education quality
Does the care you provide your [care receiver] cause you to take longer to complete paid
employment or educational training tasks? For example, this may be due to frequent care-
related interruptions.

— Yes

- No
[Logic: if Yes]

=  Work/education quality: Yes
If you had a task related to paid employment or educational training that you
could probably complete in an hour if you had no care responsibilities, how much
longer do you think this task would take if you encountered typical care
responsibilities?

o No difference

o A few extra minutes

o Approximately 15 more minutes
o Approximately a half hour longer
o Well over a half hour longer

Section 6: Relationship to Care Receiver
e Main_caregiver
Are you the go-to person if your [care receiver] needs help?

— Yes
— No

e Have legal obligation
Regarding the main or only person you provided care for in the past 30 days, do you have
a legal obligation (such as a parent’s legal obligation to take care of their young child) to
take care of this person?

- Yes
- No
[Logic: if NoJ
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= Have moral obligation
Do you feel a moral obligation to provide care for your “[care receiver]”? Put
differently, do you feel a sense of duty that you should be providing the care you
provide?
o I feel no obligation to help
o I feel some obligation to help

o I feel a strong obligation to help

Co_residence
[Logic: exclude if care receiver is under 18]
Do you live with your “[care receiver]”?

- Yes
- No
[Logic: if Yes]
= Live together prior
Did you live together prior to this individual needing care?

o Yes
o No

Dependence on caregiver
If, for any reason, you were unable to provide care to your [care receiver], would others
be able to provide it?

— Never

— Rarely

— Sometimes,
—  Usually

— Always

Network time informal

Are there others (who are not care workers) helping to provide care for your [care
receiver]? If so, how many hours per day do they provide this care, on average over the
last 30 days? Please account for the time spent by ALL others providing care (other than
care workers).

— Zero hours (no others help provide care)
— Under 1 hour per day, but over zero

— Around 1 to 2 hours per day

— Around 2 to 4 hours per day

— Around 4 to 8 hours per day

— Over 8 hours per day

Care receiver has formal care
Do you or someone else pay a care worker to help provide care for your [care receiver]?

— Yes
— No
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[Logic: if Yes]
= Spenton formal care
How much did you spend to pay for this care worker in the past 30 days?

o Nothing (someone else paid)
$1-1,000

$1,001-1,500

$1,501-2,000

$2,001-3,000

$3,001+

o O O O

e Money spent on providing care
How much money did you spend in the past 30 days to support your [care receiver]’s
care, not including any costs you paid to others (such as a care worker) to provide care?
These costs might include transportation, housekeeping, medical expenses, and groceries
that are meant to support the care receiver.

— 1did not spend any money

— Some money but less than $100
— $101-500

— $501-1000

—  More than $1,001

— Idon’t know

e Money spent by others for care
How much money did others, such as family or friends, spend in the past 30 days to
support your [care receiver]’s care, not including any costs they paid to others to provide
care?

— They did not spend any money42
— Some money but less than $100
— $101-500

— $501-1000

—  More than $1,001

— Idon’t know

Section 7: Broad Time Use-related Outcomes and Other Outcomes

e CTPI*#
Here are a number of statements that focus on whether you feel you have enough time in

42 Note, this response option was mistakenly written as “I did not spend any money” for the first 600 respondents. A
Pearson’s chi-squared test indicates there is not a statistically significant difference in response patterns before and
after correcting this typo. We therefore expect respondents understood what we meant, and that this typo did not
affect responses.

43 Outcome options for each item: Strongly disagree (1); Disagree (2); Neither disagree nor agree (3); Agree (4);
Strongly agree (5).
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your life to do the things you want to do. For each statement, select the response (from
“Strongly disagree” to “Strongly agree”) that most accurately captures your thoughts or
feelings.

- Ctpi_1
There aren’t enough hours in the day
— Ctpi 2
I have enough time to do the things that I want to do
— Ctpi 3
I feel pressured to fit everything in
— Ctpi 4
The days fly by without me ever getting everything done
— Ctpi 5
I am often in a hurry
— Ctpi 6
I feel in control of how I spend my time
- Ctpi 7
I should have more free time to do the things I enjoy
— Ctpi_8
I worry about how well I use my time
- Ctpi 9
I have enough time to properly prepare for things
— Ctpi_10
I think I won’t finish work that I set out to do
— Ctpi_11
I feel disappointed with how I spend my time
— Ctpi_12
I always run out of time
— Ctpi_13

I feel rushed to do the things that I have to do

Now, we would like to ask you questions about your health and quality of life
Physical health
Would you say your own physical health, in general, is

— Poor

— Fair

— Good

— Very good
— Excellent

Mental health
Would you say your own mental health, in general, is

— Poor
— Fair
— Good
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— Very good
— Excellent

Quality of life

In general, would you say your quality of life is

— Poor

— Fair

—  Good

— Very good
— Excellent

Zarit

The following is a list of statements that reflect how people sometimes feel when taking
care of another person. After reading each statement, indicate how often you experience
the feelings listed by selecting the number that best corresponds to the frequency of these
feelings.

Zarit_1

Do you feel that because of your [care receiver] that you don't have enough time for
yourself?

— Never

— Rarely

— Sometimes

— Frequently

— Nearly always

Zarit 2

Do ygu feel stressed between caring for your [care receiver] and trying to meet other
responsibilities (work, home)?

— Never

— Rarely

— Sometimes

— Frequently

— Nearly always

Zarit 3

Do you feel strained when you are around your [care receiver]?

— Never

— Rarely

— Sometimes

— Frequently

— Nearly always

Zarit 4

Do ygu feel uncertain about what to do about your [care receiver]?

— Never
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— Rarely

— Sometimes

— Frequently

— Nearly always

Section 8: Further Receiver Information and Survey Feedback

Care receiver’s age
What is your [care receiver]’s age?

— Under 3
- 3to7
- 8tol2
- 13to 17
— 181030
— 31t050
- 51t070
- 71+
[Logic: if age 18+]
= Vet status
Is your [care receiver] a current or former member of the U.S. armed forces?

o Yes (current armed forces or veterans)
o No (never in armed forces)

Most difficult

Of all of the questions we asked in this survey, which questions were the most
challenging for you to answer accurately, and why did you find them challenging?

[Text response]

Whats_missing

In this study, we were primary interested in how your care responsibilities affected you.
Do you think there is anything important to know about the pressures placed on your time
that we did not ask? If so, please describe what we missed.

[Text response]

Other feedback

Do you have any other feedback you would like to leave us? If so, please provide it
below. Otherwise, please continue to the next page to complete your participation in this
survey.

[Text response]
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Appendix E. Sample Overview

This appendix presents descriptive statistics for the same (N = 862) across respondent

demographics, caregiving characteristics, and network support measures.

Table E.1 Sample Overview

Category Level Value
Respondent Demographics
Sex Male 392 (45.5%)
Female 470 (54.5%)
Age group 18-30 126 (14.6%)
31-40 246 (28.5%)
41-50 210 (24.4%)
51-60 166 (19.3%)
61-70 97 (11.3%)
71+ 17 (2.0%)
Race White 629 (73.0%)
Black 107 (12.4%)
Mixed 64 (7.4%)
Asian 50 (5.8%)
Other 12 (1.4%)
Parent Yes 458 (53.1%)
Highest education level No Formal education 3(0.3%)

Employment

Marital Status

Household income

High school diploma/GED/GCSE

Technical/community college

College degree
Graduate degree
Employed full-time
Employed part-time
Unemployed

Other or no-paid work
Married

In a committed relationship
Single
Divorced/Separated
Widowed

Less than $10,000
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188 (21.8%
179 (20.8%
315 (36.5%
177 (20.5%
491 (57.0%
154 (17.9%
77 (8.9%)

140 (16.2%
383 (44.4%
171 (19.8%
212 (24.6%
75 (8.7%)

21 (2.4%)

44 (5.1%)

)
)
)
)
)
)

)
)
)
)



Category

Level

Value

Care Receiver Needs/Time Use

Caregiving Time

Reasons for care

Forms of care

Care Receiver Relationship

Relationship to caregiver

Dependence on caregiver

Have legal obligation

$10,000-$49,999
$50,000-$99,999
$100,000+

1-8 hours per week

9-20

21-40

41+

Long-term physical condition

Long-term non-physical condition

Short-term condition

Age related

Other

Personal care (for example, bathing, dressing, or feeding)
Helping manage symptoms of psychological disorders

Helping with tasks they may have difficulty performing
themselves

Keeping them company
Funding some of the assistance listed above

Providing other forms of financial support (such as paying
rent or tuition)

Own or stepchild under 7
Own or stepchild aged 7-17
Own or stepchild 18+
Own or partner's parent
Own or partner's grandparent
Spouse / partner
Other family member
Friend
Other
Never
Rarely
Sometimes
Usually
Always
Yes
If no, | feel moral obligationt

If no, | feel some moral obligationt
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280 (32.5%)
323 (37.5%)
215 (24.9%)

265 (30.7%
202 (23.4%
166 (19.3%
229 (26.6%
357 (41.4%
203 (23.5%
124 (14.4%
491 (57.0%
44 (5.1%)

463 (53.7%)
256 (29.7%)

)
)
)
)
)
)
)
)

749 (86.9%)
683 (79.2%)
276 (32.0%)

295 (34.2%)

115 (13.3%)
92 (10.7%)
45 (5.2%)
308 (35.7%)
50 (5.8%)
95 (11.0%)
114 (13.2%)
33 (3.8%)
10 (1.2%)
58 (6.7%)
171 (19.8%
273 (31.7%
221 (25.6%
139 (16.1%
293 (34%)
16 (2.8%)
122 (21.4%)

)
)
)
)



Category Level Value

If no, | feel a strong moral obligationt 431 (75.7%)
Co-residence (18+)} Yes 360 (55.0%)
If yes, co-residence prior to care needf 253 (70.3%)
Network Support
Main caregiver Yes 775 (89.9%)
Total time care by network Zero hours (no others help provide care) 248 (28.8%)
Under 1 hour per day, but over zero 179 (20.8%)
Around 1 to 2 hours per day 167 (19.4%)
Around 2 to 4 hours per day 114 (13.2%)
Around 4 to 8 hours per day 90 (10.4%)
Over 8 hours per day 64 (7.4%)
Care receiver has formal care Yes 141 (16.4%)
Other Care Recipients
Care for multiple people Yes 333 (38.6%)
If yes, sandwich caregivert 70 (21.0%)

NOTE: 1 Percentages are calculated among the respondents for whom the item was applicable, not the full sample.
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Appendix F. Caregiving Burden and Time Use

Table F.1. Caregiving Burden (Zarit) and Time Use

Model 1 Model 2 Model 3 Model 4
Caregiving for Main Recipient
(Ref = 1-8 hours per week)
9-20 hours 0.84* 0.18 0.89* 0.08
(0.34) (0.27) (0.44) (0.33)
21-40 hours 2.24** 0.48 2.02%* 0.14
(0.36) (0.29) (0.46) (0.37)
41+ hours 2,13 -0.29 2.06™** -0.18
(0.33) (0.29) (0.44) (0.37)
Sleep Displacement
(Ref = No change)
Up to a half hr — 0.18 — 0.69
(0.42) (0.49)
30 minutes to 1 hr — 0.54 — 0.36
(0.33) (0.41)
1to2hrs — 0.32 — 0.63
(0.31) (0.39)
2 hrs + — -0.50 — -0.61
(0.36) (0.47)
Leisure/self-care Displacement — -0.03 — 0.06
(0.12) (0.16)
Work/education Displacement — 0.19* — -0.11
(0.09) (0.13)
Sleep Fragmentation — 0.57*** — 0.09
(0.15) (0.19)
Leisure/self-care Fragmentation — 0.75*** — 0.54*
(0.18) (0.24)
Leisure/self-care Predictability — 0.97*** — 0.87***
(0.18) (0.23)
Leisure/self-care Quality — 1.02*** — 0.72***
(0.13) (0.16)
Work/education Fragmentation — — — 0.83***
(0.20)
Work/education Quality
(Ref = No difference)
A few extra min — — — 0.73
(0.51)
15 more min — — — 147
(0.41)
30 more min — — — 1.36***
(0.40)
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Model 1 Model 2 Model 3 Model 4

Over 30 min — — — 0.89
(0.47)
Work/education Timing — — — 0.20
(0.13)
Constant 5.38*** -3.82%* 5.43*** -3.46%**
(0.22) (0.52) (0.29) (0.70)
N 862 862 495 495
R? .07 .45 .06 49

NOTE: Standard errors in parentheses. Models 1 and 2 include the full sample. Models 3 and 4 include only
respondents who reported participating in paid employment or educational training in the previous 30 days.
*p<0.05, ** p<0.01, *** p <0.001, two-tailed

Model 1 adjusts for hours per week spent providing care, and we generally find a positive
association between increasing time and increasing sense of burden, albeit we see no increase
between 21-40 hours and 41+ hours. In Model 2, we added our time use measures focused on
other daily activities that were presented to all respondents. We find that sleep fragmentation and
leisure/self-care fragmentation, predictability, and quality all associate significantly with
caregiving burden, with increasing experience of these time use impacts associating with greater
burden. The displacement measures did not associate significantly with caregiving burden apart
from one group comparison in the sleep displacement measure,** and total amount of time spent
providing care became statistically insignificant.*> Including work/education fragmentation,
quality, and timing required creating a model (Model 4) limited to those who reported some
work or education in the past thirty days. Work/education fragmentation and quality generally
associated positively with caregiving burden, but work/education timing did not associate
significantly. Other variables associated with caregiving burden in this subsample similarly to
the full sample, except work/education displacement and sleep fragmentation became
statistically insignificant.

44 Respondents reporting sleep displacement of “30 minutes to 1 hour” reported greater burden than those reporting
“2 hours+” displacement. No other comparison was statistically significant.

43 In Model 2, the differences between these categories fell to insignificance except for the 21-40 hours per week
and 41+ hours per week groups, with the 21-40 hour group reporting greater caregiving burden than the 41+ hour
group.
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Appendix G. Variation in Demand for Paid Care

This appendix presents the distributions of respondents across the four categories of demand
for care services to reduce their caregiving responsibilities: no use, no/little reduction, some
reduction, and most/all reduction. Table G.1 displays the percentage of respondents in each
category by time use and time use experiences, health status, and demographics, with p-values
indicating statistical significance of group differences.

Table G.1. Variation in Demand for Paid Care

No Use Nollittle Some Most/all
Category/level reduction reduction reduction p-value
Sample 325 (37.7%) 209 (24.2%) 227 (26.3%) 101 (11.7%)
Time Use Measures
Caregiving time
1-8 hours per week 12.2% 8.0% 6.8% 3.7% 0.023
9-20 7.5% 5.5% 7.8% 2.7%
21-40 7.0% 3.5% 5.7% 3.1%
41+ 11.0% 7.3% 6.0% 2.2%
Sleep displacement
No change 22.6% 10.8% 9.4% 4.2% <0.001
Up to a half hour 2.4% 1.4% 1.4% 0.8%
30 minutes to 1 hour 3.6% 4.4% 3.6% 1.0%
1to 2 hours 4.3% 5.2% 7.7% 2.7%
2 hours + 4.8% 2.4% 4.3% 3.0%
Leisure/self-care displacement
None of the time 2.2% 1.0% 0.3% 0.1% <0.001
A little but of the time 13.3% 7.9% 5.6% 2.4%
Some of the time 14.8% 11.8% 13.5% 4.2%
Most of the time 5.8% 2.8% 6.3% 4.3%
All of the time 1.5% 0.7% 0.7% 0.7%
Work/education displacement
None of the time 11.9% 5.3% 3.6% 2.6% <0.001
A little but of the time 9.6% 6.1% 7.2% 2.4%
Some of the time 9.3% 8.1% 10.1% 3.0%
Most of the time 5.0% 3.9% 5.1% 2.6%
All of the time 1.9% 0.7% 0.3% 1.2%

Sleep fragmentation
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No Use Nol/little Some Most/all

Category/level reduction reduction reduction p-value
Never 9.7% 4.9% 3.1% 1.9% <0.001
Rarely 15.4% 9.2% 9.6% 3.0%

Sometimes 9.3% 7.1% 9.0% 4.5%
Often 2.7% 2.4% 3.8% 2.2%
Always 0.6% 0.7% 0.7% 0.1%

Leisure/self-care fragmentation
Never 3.9% 1.9% 0.6% 0.5% <0.001
Rarely 11.0% 7.4% 5.0% 1.6%

Sometimes 16.7% 9.4% 11.7% 5.2%
Often 4.6% 5.3% 7.4% 3.5%
Always 1.4% 0.2% 1.6% 0.9%

Work/education fragmentationt
Never 6.7% 3.4% 1.0% 1.0% <0.001
Rarely 15.6% 8.5% 8.1% 2.8%

Sometimes 13.3% 11.1% 14.9% 2.8%
Often 2.0% 1.4% 2.8% 2.4%
Always 0.2% 0.0% 0.8% 1.0%

Unpredictability and leisure/self-

care
Never 4.5% 2.0% 0.3% 0.5% <0.001
Rarely 10.7% 6.3% 4.2% 1.3%

Sometimes 15.1% 9.2% 11.9% 51%
Often 6.3% 6.1% 7.9% 3.9%
Always 1.2% 0.7% 2.0% 0.9%

Leisure/self-care quality
Significantly less satisfying  0.6% 0.2% 0.5% 0.1% <0.001
Somewhat less satisfying 3.2% 2.6% 21% 0.5%

No difference 22.0% 12.6% 8.5% 3.2%
Somewhat more satisfying  10.3% 7.7% 10.9% 4.2%
Significantly more satisfying 1.5% 1.2% 4.4% 3.7%

Work/education qualityt
No difference 24.2% 12.1% 13.3% 3.4% <0.001
A few extra minutes 2.4% 1.4% 2.8% 0.4%

Approximately 15 more

minutes 3.2% 5.1% 3.6% 1.0%
Approximately a half hour

longer 3.4% 4.6% 4.8% 3.0%
Well over a half hour longer 4.4% 1.2% 3.0% 2.2%

Work/education timingt
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No Use Nol/little Some Most/all

Category/level reduction reduction reduction p-value
Never 13.5% 5.5% 4.6% 2.2% 0.002
Rarely 9.1% 6.1% 7.5% 1.6%

Sometimes 9.7% 9.3% 8.9% 2.8%
Often 4.4% 2.2% 5.1% 2.8%
Always 1.0% 1.4% 1.6% 0.6%

Subjective Experience and

Health

Care enjoyment
Never 0.3% 0.1% 0.0% 1.0% <0.001
Rarely 1.4% 0.9% 1.7% 2.7%

Some of the time 8.2% 6.3% 10.0% 3.8%
Most of the time 18.4% 10.8% 11.9% 3.1%
All of the time 9.3% 6.1% 2.7% 1.0%

CTPI Score,

mean (SD) 39.9 (11.4) 40.9 (11.3) 45.8 (9.7) 45.7 (12.2) <0.001

CTPI (Feeling Harried),

mean (SD) 14.8 (4.8) 15.0 (4.6) 16.8 (4.3) 17.0 (5.4) <0.001

CTPI (Cognitive Awareness

of Time Shortage), mean (SD) 251 (7.1) 26.0 (7.4) 29.0 (6.0) 28.6 (7.5) <0.001

Zarit score,

mean (SD) 5.3(3.3) 6.1 (3.6) 7.8(3.2) 9.0 (4.5) <0.001

Zarit high 9.6% 8.9% 14.7% 7.5% <0.001

Physical health
Poor 1.4% 0.7% 0.8% 0.8% 0.70
Fair 7.5% 4.4% 6.4% 3.0%

Good 17.2% 11.9% 11.6% 5.0%
Very good 8.7% 5.2% 5.9% 2.2%
Excellent 2.9% 2.0% 1.6% 0.7%

Mental health
Poor 3.2% 0.9% 2.0% 2.3% 0.002
Fair 9.2% 6.1% 7.2% 3.1%

Good 11.5% 8.7% 8.7% 3.4%
Very good 9.2% 5.7% 6.6% 1.6%
Excellent 4.6% 2.8% 1.9% 1.3%

Demographics

Sex
Male 16.7% 10.0% 12.4% 6.4% 0.15
Female 21.0% 14.3% 13.9% 5.3%

Race
White 28.3% 18.1% 18.6% 8.0% 0.89
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No Use Nollittle Some Most/all
Category/level reduction reduction reduction p-value
Black 4.1% 2.6% 4.1% 1.7%
Mixed 2.9% 1.7% 2.0% 0.8%
Asian 2.1% 1.5% 1.3% 0.9%
Other 0.3% 0.3% 0.5% 0.2%
Employment status
Employed full-time 19.8% 14.7% 15.9% 6.5% 0.010
Employed part-time 7.2% 5.0% 4.3% 1.4%
Unemployed 3.1% 1.4% 2.3% 21%
Other or no-paid work 7.5% 3.1% 3.8% 1.7%
Caregiving for multiple people
Yes 15.5% 10.1% 8.2% 4.8% 0.070
If yes, sandwich
caregivert 10.2% 5.4% 3.6% 1.8% 0.35

NOTE: p-values were calculated using Pearson’s chi-squared test for binary and categorical variables and using
ANOVA for continuous variables to compare groups. For binary variables, tests were conducted across both
categories, even in instances where only one is shown on the table. T Percentages and statistical tests are calculated
among the respondents for whom the item was applicable, not the full sample.
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Abbreviations

ATUS
CarerQol
CBI
CES-D
COVID-19
CRA
CSI
CTPI
EMA
EQ-5D
HRS
MMSE
NHATS
OLS
010)3
PHQ-9
PTSD
QALY
ZBI

American Time Use Survey
Care-related Quality of Life
Caregiver Burden Inventory

Center for Epidemiologic Studies Depression Scale

coronavirus disease 2019

Caregiver Reaction Assessment Scale
Caregiver Strain Index

Chronic Time Pressure Inventory
ecological momentary assessment
EuroQol-5 Dimensions

Health and Retirement Survey
Mini-Mental State Examination
National Health and Aging Trends Study
Ordinary least squares

out-of-pocket

Patient Health Questionnaire-9
posttraumatic stress disorder
quality-adjusted life year

Zarit Burden Interview
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