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CHANGES IN CAREGIVING NETWORKS OVER THE COURSE OF
DISABILITY

KEY POINTS

e Care networks evolve over the course of a person’s disability. New caregivers often step in when a
family member’s needs escalate.

e People who reside in the community who have significant disabilities are more likely than those
without significant disabilities to live with their children.

e Around the time of their death, nearly 85% of people with significant long-term services and
support needs receive unpaid family care.

e People without spouses or children are more likely to go without care, turn to assisted living, or
rely on Medicaid.

BACKGROUND

Most people who need long-term services and supports (LTSS) first rely on unpaid assistance from members of
their family before supplementing unpaid care with assistance from paid helpers. Some rely exclusively on care
from family throughout the course of their disability.! Family care takes many forms, including companionship
and light help, direct care, and assistance with complex medical tasks.? As we have shown in prior research,?
care networks can be quite diverse. Although children and especially spouses tend to be the most intensive
caregivers, all types of friends and family often step in to help people with LTSS needs.

For many families, co-residence is part of a continuum of care, although many families choose to co-reside as
more LTSS needs develop. Co-residence facilitates the sharing of resources among family members and
sometimes prevents people with LTSS needs from falling into poverty.*

METHODS

This brief aims to help us understand when and how older adults rely on their families for care, and when they
turn to paid care at home or in congregate settings. Using estimates from the Health and Retirement Study
(HRS)' to understand current relationships and projections from the Dynamic Simulation of Income Model
(DYNASIM) to project into the future, we describe the diversity in care needs, care networks, and paid care for
adults ages 51 and older.

We focus on older adults with significant LTSS needs using a definition that mirrors the “benefit triggers” for
tax-advantaged long-term care insurance policies specified in the Health Insurance Portability and
Accountability Act of 1966 (HIPAA). These HIPAA-based criteria focus on more significant disability, identifying
people with chronic need for help with two or more activities of daily living (ADLs), including incontinence, and
adding severe cognitive impairment as a separate criterion. Besides establishing a benchmark for private
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insurance, the measure has become more common for approximating high need for long-term care services
generally and eligibility for Medicaid services specifically, although considerable variation across state
programs remains.™> For some figures we look at those that actually receive care, and thus include all persons
with disabilities receiving care.

Our analysis distinguishes between potential care networks and actual care networks. We define a potential
network based on whether someone with LTSS needs has a surviving spouse or partner or any adult children
and create four potential care network categories: both spouse and child, spouse only, child only, and neither
spouse nor child (others only). An actual care network consists of the people who provide at least some care
over the course of a year. More categories are needed to define actual networks than potential networks, as
many care partner combinations are possible, including spouse only, spouse and children, children and others,
children only, spouse and others, and others only.

DYNASIM is a large-scale dynamic microsimulation model that starts with a nationally representative
population and then endeavors to model directly all the underlying processes (disability, care needs, formal
and informal care use, eligibility for and use of public programs, unmet need), including their evolving
interactions. To dynamically age the population, we use algorithms that generate transition probabilities from
year to year. The underlying data for the model includes the HRS (pooled waves 2016 and 2018), the National
Health and Aging Trends Study (2015) and the National Health Interview Survey (2018).

FINDINGS

Family Caregivers Typically Provide Help First

Spouses and adult children are the primary caregivers for older adults with significant LTSS needs (Figure 1). In
their first year with significant LTSS needs, roughly two-thirds (68%) of people receive some unpaid family care,
and just over half receive care from a combination of spouses and children. Others--siblings, grandchildren,
neighbors, friends--often step in to assist when a spouse or children are not available. Around the time of a
person’s death, nearly 85% of people with significant LTSS needs receive unpaid family care, with about three-
fifths receiving care from a spouse or children. At the onset of disability, children and others play a smaller role
than they do when the death of the care recipient approaches. Children and others tend to replace spouses as
the primary caregiver as care recipients reach older ages, when the need for intensive assistance is usually
greatest and many care recipients have become widowed.
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Figure 1. Composition of Unpaid Care Networks at Onset of Significant LTSS Needs and Death,
People Born between 1960 and 1964

Family care networks evolve over time, with children often playing a larger role later in the course of disability
as some older adults become widowed or their spouses develop LTSS needs
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people ages 51 and older with significant LTSS needs. The analysis defines significant LTSS need
as either: (1) a need for assistance with at least 2 ADLs (among eating, toileting, transferring, bathing, dressing, and
continence) that cannot be performed due to a condition that is expected to last at least 90 days; or (2) a need for
substantial supervision for health and safety threats due to SCI. Unmarried cohabiting partners are included in our definition
of spouse. None means that no care network was identified in the HRS survey.

The composition of the unpaid care network varies with the age of the care recipient (Figure 2). As people
grow older, they are more likely to need intensive care for their significant LTSS needs. They are also more
likely to be widowed or have spouses with disabilities of their own.> Spouses remain the primary care

providers for those who are married and whose spouses are not disabled, but children and others assume

larger roles in the care network as care recipients age. For example, more than half of those whose significant
LTSS needs begin in their fifties do not use unpaid care at that time, compared with only a quarter of those

whose needs begin in their nineties. Spouses provide the majority of care at onset for those in their fifties,
while children are the main providers for people who develop severe LTSS needs in their nineties.
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Figure 2. Composition of Unpaid Care Networks at Onset of Significant LTSS Needs
by Age at Onset, People Born between 1960 and 1964

Children play an especially larger role in the care network for people who develop LTSS needs at older ages
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people ages 51 and older with significant LTSS needs. The analysis defines significant LTSS need
as either: (1) a need for assistance with at least 2 ADLs (among eating, toileting, transferring, bathing, dressing, and
continence) that cannot be performed due to a condition that is expected to last at least 90 days; or (2) a need for
substantial supervision for health and safety threats due to SCI. Unmarried cohabiting partners are included in our definition
of spouse.

Paid Direct Care Workers Support Many Families, Sometimes Through Medicaid or Residential Care
Some Families Use Residential Options, like Assisted Living or Living with their Children

As adults’ care needs evolve, patterns of caregiving and care receipt often change. Many families choose to
live together or supplement unpaid care with paid care. These options can take a variety of forms, as a family
member ages or their needs escalate. Among people with private insurance, moving to a facility from the
community is the most common transition, but one recent study found that moving back to the community
accounts for about a third of transitions, and some people make multiple transfers.®

At older ages, people in the community who have significant LTSS needs are more likely than those without
significant LTSS needs to live with their children, regardless of income (Figure 3). For people without significant
LTSS needs, higher incomes reduce the likelihood that they live with their children.
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Figure 3. Co-residence with Children by Family Income and
Presence of Significant LTSS Needs, 2016 (%)

People with significant LTSS needs are more likely to live with their children, regardless of income

B Has significant LTSS needs Does not have significant LTSS needs

Percent living with child(ren)

40%
35%
30%
25%
20%
15%
10%

5%

0%

< 200% of FPL >= 200% of FPL

Family income as a percent of poverty

SOURCE: Urban Institute estimates from HRS.

NOTES: Sample consists of people ages 65 and older who are not in a nursing home or assisted living. The analysis defines
significant LTSS need as either: (1) a need for assistance with at least 2 ADLs (among eating, toileting, transferring, bathing,
dressing, and continence) that cannot be performed due to a condition that is expected to last at least 90 days; or (2) a need
for substantial supervision for health and safety threats due to SCI.

Freedman and Spillman describe a continuum of housing options for people with LTSS needs.” Many remain in
traditional housing, some use senior or retirement housing, others use assisted living, and those with the most
severe disabilities often rely on nursing home care. Those who opt for assisted living usually must pay out-of-
pocket. Use of residential care, here specified as use of an assisted living facility as defined by the National
Center of Health Statistics,® is especially common among those who do not have spouses in their potential care
network (Figure 4). Both before and after we restrict the sample population to people with significant LTSS
needs, we see that those without a spouse in their potential network are markedly more likely to use assisted
living than other older adults.
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Figure 4. Use of Assisted Living by Potential Care Network and
Presence of Significant LTSS Needs, 2021-2024
People without spouses are more likely to use assisted living
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people ages 65 and older. The analysis defines significant LTSS need as either: (1) a need for
assistance with at least 2 ADLs (among eating, toileting, transferring, bathing, dressing, and continence) that cannot be
performed due to a condition that is expected to last at least 90 days; or (2) a need for substantial supervision for health and
safety threats due to SCI. Unmarried cohabiting partners are included in our definition of spouse.

Medicaid, the Largest Public Payer, Has Income and Asset Requirements and Varies by State

For those needing paid care, Medicaid is often an important source of financing. People with significant LTSS
needs are almost twice as likely to turn to Medicaid if they are not married than if their potential care network
includes a spouse (Figure 5). However, it is likely that the relationship between marital status and Medicaid
receipt depends on other factors, like income and assets, that also change with age.

Figure 5. Use of Medicaid LTSS, by Potential Care Network and Presence of Significant LTSS Needs

People without spouses are more likely to rely on Medicaid for LTSS
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people ages 65 and older in 2021-2024. The analysis defines significant LTSS need as either: (1) a
need for assistance with at least 2 ADLs (among eating, toileting, transferring, bathing, dressing, and continence) that cannot
be performed due to a condition that is expected to last at least 90 days; or (2) a need for substantial supervision for health
and safety threats due to SCI. Unmarried cohabiting partners are included in our definition of spouse.
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From other analyses, we know that many Medicaid LTSS beneficiaries had low incomes most of their lives.
These people often turn to paid help from Medicaid early in their disability spell. Those with more resources
may spend down to Medicaid after paying for care or other medical expenses out-of-pocket. Using HRS data,
Johnson shows that those most likely to develop disabilities had low resources long before using Medicaid.®
Other research has shown that the relatively modest number of Medicaid enrollees who had relatively high
income earlier in life usually survived to quite old ages.’®'! Access to Medicaid LTSS differs significantly across
the states,'>!31415 gnd living in a higher-spending state is associated with a relatively small chance of going
without needed care.®

Many Older Adults with LTSS Needs Use Both Family Care and Paid Care

Care from a combination of providers is common for those with significant and less significant needs (Figure
6). Especially as people reach older ages, they often combine family care, paid care, and co-residence, defined
here as living with someone other than a spouse or partner, often an adult child. More than half of people
using care in their late sixties live alone or with just their spouse and rely solely on unpaid care. Among people
in their late nineties, the majority combine paid and unpaid care.

Figure 6. Joint Use of Unpaid Family Care, Paid Care, and Co-residence by Age among those
Using Any of the Three Care Types, 2016-2020 (Pooled Years, Selected Ages)

As care recipients age, they become increasingly likely to combine paid and unpaid care
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people ages 65 and older in 2016 to 2020 who receive paid or unpaid care. We consider
everyone in residential care and nursing homes to be receiving paid care. “Living alone” is defined as living with no one
except a spouse or partner. “Living with others” is defined as living with at least one person other than a spouse or partner.

Those who receive paid care financed by Medicaid also receive substantial amounts of unpaid care from their
families and make significant contributions to the cost of their care out-of-pocket (Figure 7). For many families,
the care journey is not a single binary choice between paid and unpaid care, but rather a dynamic process in
which they shift between care types as care needs escalate and family and economic circumstances change.
Further, families that rely on Medicaid at some point make out-of-pocket contributions to their paid LTSS that
are comparable to those who never rely on Medicaid. For some, these out-of-pocket payments arise because
they have to “spend down” to Medicaid, often spending for LTSS or other health care needs.""'” State
Medicaid benefit packages may not always be sufficient to meet care needs, forcing families to pay out-of-
pocket for supplemental care while receiving Medicaid.
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Figure 7. Value of Unpaid Family Care, Medicaid LTSS, and Out-of-Pocket Family Spending,
by Duration of LTSS Need and Medicaid LTSS Experience,
People Born between 1956 and 1960 Who Ever Have Significant LTSS Needs

The value of unpaid family care is higher for people with significant LTSS needs that last more than 2 years
who use Medicaid than for those who do not use Medicaid
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SOURCE: Urban Institute projections from DYNASIM.

NOTES: Sample consists of people who survive until age 51. Care values are reported in 2021 inflation-adjusted dollars.
Family care is valued at the average of the state-specific median hourly rate that care agencies charge for in-home care and
the median state wage for direct care workers reported by the Bureau of Labor Statistics. The analysis defines significant
LTSS need as either: (1) a need for assistance with at least 2 ADLs (among eating, toileting, transferring, bathing, dressing,
and continence) that cannot be performed due to a condition that is expected to last at least 90 days; or (2) a need for
substantial supervision for health and safety threats due to SCI.

DISCUSSION

Understanding how care receipt changes over time can help policy-makers better understand and support
family caregivers and identify individuals that may be more at risk for having unmet LTSS needs. Family and
paid caregiving networks evolve through the course of an older adult’s experience with LTSS needs. At the
onset of needs, spouses and children are the most common care providers. As needs escalate and families
change (due to widowhood or the onset of disability for a spouse, for example), co-residence and paid
caregivers, including in assisted living settings and through Medicaid, often play increasingly important roles.
For many families, both caregiving and economic burdens are substantial, even when they receive help from
Medicaid.

In companion briefs, we discuss diversity in care needs,® the economic value of the unpaid care that family
and friends provide,* and how care needs and networks are likely to change in coming decades.?®

ADDITIONAL METHODOLOGICAL INFORMATION

Favreault and Johnson describe DYNASIM.?* The release of the model that we use is runid 981, which
incorporates economic and demographic assumptions from an interim baseline produced by Social Security’s
Office of the Chief Actuary.?? It uses data from the HRS, Medicaid rules, and price information from published
studies.”
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ENDNOTES

The HRS is a longitudinal study of adults ages 51 and older. It oversamples Black and Hispanic people
as well as Florida residents.

We define significant LTSS need as a level of impairment consistent with the definition specified in the
Health Insurance Portability and Accountability Act of 1996 for long-term care insurance plans that
qualify for tax preferences. One must need either: (1) assistance with at least two ADLs; among eating,
toileting, transferring, bathing, dressing, and continence) that cannot by performed due to a condition
that is expected to last at least 90 days; or (2) substantial supervision for health and safety threats due
to severe cognitive impairment (SCl). This disability threshold does not count limitations in performing
ADLs that can be resolved with special equipment (e.g., wheelchairs, walkers, handrails, ramps,
catheters, and related devices).

This study estimated the chances of transferring between a facility and paid care in the community
among a sample of people with private long-term care insurance coverage.

Wiener et al. estimate that nearly half (47%) of people spending down to Medicaid did not use LTSS, a
third used nursing home care only, 14% used both nursing home and personal care, and the remaining
7% used personal care alone. Those not using LTSS may have faced high out-of-pocket medical
spending or other urgent expenses (e.g., home or vehicle repair).
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