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benefits, and regulations that support children and adults in need of care
and their caregivers. In this chapter, we assess how well the current system
is working—and for whom. Assessing the adequacy of U.S. care policy provisions
requires identifying a set of standards against which to evaluate these provisions.
Yet, as decades of policy analysis scholarship have established, there is no single
framework to use in assessing the adequacy of policy provisions. In our case,
one approach would be to focus on the efficiency or effectiveness of existing
care supports—that is, to assess outputs or outcomes relative to expenditures and
other inputs across several areas of care policy. Another would call for surveying
care recipients and caregivers to assess the degree to which they judge their needs
to be met, Yet another would require establishing some absolute standards—one
or more floors below which access to (or receipt of) care supports should not fall—
and assessing the extent to which those in need of care and their caregivers have
access and supports consistent with those standards. All of these approaches would,
of course, require tackling challenging normative questions, especially about who
needs and deserves care supports, how much and what kind of care is optimal or
acceptable, and what the balance should be between public and private provisions.
A comprehensive evaluation of this large package of care policies, using any
of these frameworks, is outside the scope of this project. Instead, we focus on the
adequacy of the current system from the vantage point of disparities in the receipt
of care. Two axes strike us as particularly consequential: disparities by income
and disparities by geography. In the first half of this chapter, we review relevant
research to assess the interaction between household income and receipt of care,
looking at families with high, low, and middle incomes. In the second half, we
draw on policy data gathered for this project to assess the variations in the receipt
of care across the U.S. states.

National, state, and local governments provide a complex array of services,
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DISPARITIES BY INCOME

Income matters in at least two crucial ways. First, public supports for care are pro-
vided against the backdrop of an extensive system of private, market-based options,
which only higher-income families and individuals can afford without substantial
public support and which are often of superior quality or provide a greater range
of choice or control relative to their publicly funded counterparts. For early child-
hood and care, private options include nannies, babysitters, family day care ser-
vices, child care centers, and educational programs. Public family (and medical)
leave programs supplement those provided by individual employers, which may
be part of a standard employee-benefit package or individually negotiated. In adult
care, publicly funded long-term care services and supports supplement an enor-
mous and complex assortment of private services, including personal and home
care aides, assisted living facilities, and retirement communities that offer a long
menu of services for a substantial fee.

Second, some publicly provided care supports are means-tested—that is, they
are available only to people with low household incomes. Other services—such
as foster care services, early intervention and special education for children with
learning disabilities, and maternity-related disability pay provided by state tem-
porary disability insurance programs (see chapter 6 for details)—are available to
recipients regardless of income. In other policy arenas, including several early
childhood education and care services and long-term care programs, eligibility
is conditioned on low income. When recipients are separated by income level, a
frequent result is income-related disparities in the quantity and quality of the care
and support received. In some policy areas, the use of nonrefundable tax credits
leads to further disparities by benefiting only families with incomes high enough
to pay income taxes.

These intertwined features of the U.S. care system lead to important and complex
disparities. Many high-income families have the financial resources to purchase
private services, often with the option of choosing among a range of care options,
for example, between in-home and various types of institutional care. In addi-
tion, people in high-income households are more likely than their lower-earning
counterparts to have access to employer-provided benefits.

Low-income families have fewer options, but they do have access to various
means-tested public programs—although being low-income hardly guarantees
actual access, let alone satisfactory services. In some cases, means-testing thresholds
are set so low that they exclude all but the most impoverished families. Even those
who qualify may remain without services because many means-tested programs
lack entitlement status, allowing states to control costs by rationing access to care.
Moreover, the available level of public support may be insufficient to enable recipi-
ents to obtain needed care. Many eligible individuals lack services simply because
they (or their family caregivers) are not aware that they are entitled to them. Approx-
imately half of uninsured children, for example, are eligible for public health insur-
ance, but their parents or guardians do not apply for it. And finally, those who do
access publicly funded services often find that they are of poor quality.
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Not wealthy enough to afford private care and not poor enough for means-
tested services, families in the middle of the income distribution often face the
most limited options. Their employer-provided benefits are patchy at best, and
they are ineligible for many public programs, yet they lack the resources to pur-
chase adequate private care. They cannot afford to take unpaid time off work, but
paying for ECEC or long-term care services is likely to cause them substantial
financial hardship.

Early Childhood Education and Care

Families face remarkably different levels of support for and access to ECEC ser-
vices depending on their income levels, yet families at all income levels face chal-
lenges in arranging ECEC (Williams and Boushey 2010).! As other researchers
have reported, low-income families face specific ECEC challenges and inadequa-
cies (Meyers et al. 2004). Most notably, they report the highest ECEC cost burden,
yet their children receive the least amount of formal care. Low-income parents are
more likely than their affluent counterparts to use informal arrangements, largely
because they are less expensive.

In their analysis of 2008 national data sets, Joan Williams and Heather Boushey
(2010) define low-income families as those in the bottom third of the income dis-
tribution, with income falling below 200 percent of the federal poverty level for a
family of three. They define professional families as the 13 percent of families with
incomes in the top 20 percent in which at least one adult is a college graduate. The
remaining 53 percent represent the middle.

The typical low-income family using center-based care for young children
spends 14 percent of its total monthly income on that care—about the same
as those using in-home care spend, and much higher than the share of family
income paid by middle- and upper-income families (Williams and Boushey 2010).
When public support is unavailable or insufficient, many low-income families are
forced to rely on a patchwork of unpaid child care. One study of poor working
families with children found that 60 percent did not pay for ECEC at all (Meyers
et al. 2004).

Family income imposes serious constraints on ECEC decisions. Children in
low-income families are less likely than their more affluent counterparts to be
enrolled in formal care and/ or pre-primary school programs (Matthews 2009; U.S.
Department of Health and Human Services/ ACF/CCB 2008). One study found
that three- and four-year-olds from families with incomes in the top quartile are
23 percent more likely to be enrolled in pre-primary school programs than those
in the bottom quartile. Even after controlling for several covariates (such as race,
ethnicity, and mother’s education, employment, and marital status), more afflu-
ent children were still 15 to 16 percent more likely to be enrolled in pre-primary
school. Because formal care for young children is associated with better cognitive
and school-readiness outcomes, disparities in care during early childhood may
exacerbate income inequality later in life (Meyers et al. 2004).
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While a number of publicly available, means-tested, publicly supported ECEC
programs are available to low-income families, many do not take advantage of
these services. Although the total amount of federal money for child care doubled
in recent years, fewer than one-quarter of eligible children received a subsidy.
Among low-income parents, only about 30 percent using center-based care and
15.5 percent using an in-home care center (what is often referred to as “family
day care”) received a government subsidy. Take-up rates are low in part because

ublic child care subsidies are often low and unstable (Williams and Boushey
2010). Child care vouchers for women who have left welfare to enter the job
market pay only $2 an hour, and families often receive the subsidies only briefly,
for an average of three to seven months.

Another powerful explanatory factor is that many states ration ECEC by imple-
menting policies that depress demand (such as high copayments and long waiting
lists) or supply (such as low provider reimbursements). This explains why Head
Start does not fill the gap in pre-primary enrollment that exists between low- and
high-income children. The Head Start program is intended to serve poor children,
but with income eligibility capped at a stringent $17,170 for a family of three for at
least 90 percent of enrollees, it excludes many families in the bottom third of the
income distribution. Further, states have no legal obligation to serve all income-
eligible children. As a result, a recent GAO study found that 90 percent of more
than 550 Head Start programs surveyed had wait lists, and eligible families often
waited months to be placed in the program (General Accountability Office 2010b).
In total, Head Start serves less than half of all income-eligible four-year-olds and
far fewer eligible children below that age (U.S. Department of Health and Human
Services/ ACF/OHS 2010).

Middle-income families also face serious difficulties, because they do not qualify
for government assistance. High-quality care, which can cost as much as $12,000
a year, lies out of reach. Yet the care services they do purchase, costing on average
about $126 per week, account for about 11 percent of total family income (Williams
and Boushey 2010, 46-47). The Child and Dependent Care Tax Credit (CDCTC)
provides a federal tax benefit to offset out-of-pocket care expenses. However, fami-
lies can claim only a percentage of the expenses incurred, subject to a ceiling, As
a result, the benefits remain modest (National Association of Child Care Resource
and Referral Agencies 2009).

Family Leave

As in the case of ECEC, the adequacy of family leave provisions is also stratified
by income, for three reasons. First, the coverage and eligibility rules of the Family
and Medical Leave Act (FMLA)—the main national policy in the United States
that provides family leave rights—disproportionately exclude lower-income
workers. Second, access to employer-provided leave rights and benefits—and
particularly to paid leave benefits—is distributed regressively, rising with both
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workers’ earnings and their household income. Third, workers in low-income
families are less likely than others to utilize unpaid leave because they cannot
afford to go without a regular paycheck.

A number of weaknesses in the FMLA cut across income groups, compromis-
ing its protections even for the most advantaged workers and their families. The
definition of family members is narrow—many states limit leaves to the care of
spouses, children, and parents, excluding domestic partners and other relatives
(such as in-laws). In addition, in most states FMLA-covered medical leave is lim-
ited to “serious illness,” so routine doctor visits are not grounds for leave-taking,
and leaves for other (nonmedical) family care needs, such as attending school
meetings, are not covered.

The millions of low-income workers who are not covered under the FMLA negoti-
ate a “high-wire balancing act” (Newman 2000, 90). Access to FMLA leave depends
on several factors. First, employees must work in a covered establishment—that
is, one with at least fifty employees (employed within a seventy-five-mile radius).
Thirty-four million American workers—about 30 percent of the workforce—are not
covered by the FMLA because their employers are too small (U.S. Small Business
Administration 2010). Second, eligibility requires a record of at least twelve months
with the current employer, including at least 1,250 hours worked during the previ-
ous year; more than one-fifth of those in covered establishments are ineligible on
this count (U.S. Department of Labor 2000). Low-earners are less likely than high-
earners to work for larger employers and are also less likely to meet the employ-
ment history requirements; as a result, they are overrepresented among those not
covered or not eligible for FMLA Jeave.

Disparities in FMLA coverage and eligibility are compounded by low levels of
compliance with the law, which recent estimates place at less than 77 percent and
possibly as low as 54 percent (Gerstel and Armenia 2009). Workers who know
their FMLA rights can sue employers that violate the law, but such suits are risky
and expensive; as a recent study shows, low-wage workers in the United States
are particularly vulnerable to labor law violations (Bernhardt et al. 2009). In addi-
tion, research in California shows that low-income workers are much less likely t0
be aware of the FMLA and other leave benefits than are middle-income or high-
income workers (Milkman and Appelbaum 2004).

Currently, only about 8 percent of private-sector workers are offered paid
leave benefits by their employers (Levine 2009). Employer-provided rights and
benefits in the private sector may be offered as part of a standard employee ben-
efit package or may be negotiated on a case-by-case basis. Highly paid private-
sector workers are more likely than their low-wage counterparts to enjoy some
bargaining power with employers because replacing them is often difficult and
costly. Accordingly, access to paid leave declines with wages and household
income and is also correlated with educational attainment. Employed women
with less than a high school degree, for example, are half as likely to have pﬂid
maternity leave as women with a high school diploma, and one-fourth as likely
as women with a college degree or higher (Smith, Downs, and O’Connell 2001)-
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Including the public-sector workforce, where access to paid leave benefits is
much more prevalent, only 22 percent of poor families have access to four
weeks of paid leave some or all of the time, compared to 59 percent of non-

oor families (Heymann 2001). The share of working parents with access to any
paid leave is less than 46 percent for those with poverty-level income but over
83 percent for those with incomes at or above 200 percent of the poverty thresh-
old (Ross Phillips 2004). And women with earnings in the top decile are seven
times as likely as those with earnings in the bottom decile to have employer-
provided paid family leave (Levine 2009).

In addition to these limitations on access to paid and unpaid leave benefits,
economic constraints reduce the likelihood that parents will use the unpaid
Jeave time to which they are entitled. Among those parents who take FMLA-
guaranteed leaves to care for newborns, more than two-thirds take fewer than
half of their allowable days. Nearly 80 percent of employees who do not take
FMLA leave when needed report that the reason was that they “could not afford
to take leave” (U.S. Department of Labor 2000). The data do not indicate what
respondents mean by “could not afford”; some might be in low-income fami-
lies, while others could be higher earners deterred by opportunity costs. Never-
theless, it is clear that the absence of wage replacement seriously disadvantages
low-income workers and their families. As of 2000, about 10 percent of FMLA
users who did not receive full pay went on public assistance during their leaves
(U.S. Department of Labor 2000). Analysis of vital statistics data shows a small
but significant reduction in infant mortality rates among college-educated mar-
ried mothers attributable to unpaid family leave provisions. No such benefits
are apparent for children of other mothers, largely as a result of low take-up
rates (Rossin 2011).

Foster Care

Foster care, like many other areas of child welfare policy, is “universal,” with
state child welfare agencies legally required to protect and serve all children
regardless of income. Nevertheless, the foster care system predominantly serves
children from low-income families—and too often reproduces their economic
disadvantages. Although the foster care system serves children from a wide
range of family backgrounds, children from low-income families are far more
likely to be placed in foster care than their higher-income counterparts. Children
in families with incomes below $15,000 are twenty-two times more likely to be
the subject of reported abuse and neglect—and forty-five times more likely to
be victims of substantiated neglect—than children in families with incomes
above $30,000 (Hutson 2001; Lindsey and Klein Martin 2002). These dispari-
ties may be due, to some extent, to inequalities in reporting and investigation
of abuse and neglect claims, but poor children are understood to be at higher
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risk for physical and sexual abuse than children from middle-class and afflu-
ent families (Stukes Chipungu and Bent-Goodley 2004). Their higher risk may
be the result of basic differences in resources or time, family structure, work-
force participation, the criminal justice system involvement of parents or other
involved adults, or the stress associated with poverty (Paxson and Waldfogel
1999; Waldfogel 2000; Hutson 2001).

In addition, important income disparities emerge among foster parents, espe-
cially between kin and nonkin foster parents. Kin care, which currently makes
up roughly 20 percent of formal foster care placements, refers to the placement
of a child either with a family member or with someone with whom the child
has a significant relationship. Because foster children are disproportionately
poor, and because poor children often have poor extended families, kin fos-
ter parents are, on average, more economically disadvantaged than are nonkin
foster parents. One study estimated that 39 percent of kin foster parents have
incomes below the federal poverty line (FPL), compared to only 13 percent of
nonkin foster parents (Ehrle and Geen 2002). Kin caregivers are also much more
likely than nonkin caregivers to have less than a high school degree (24 versus
13 percent), to be single (58 versus 27 percent), and to be over sixty years old
(20 versus 11 percent) (Macomber, Geen, and Main 2003; Grimm and Darwall
2005; U.S. Department of Health and Human Services/ ACF 2010). Yet kin foster
parents often receive lower levels of public support than foster parents who are
not biologically related to the children they care for. (See the later discussion of
foster care disparities by geography for details.)

A third key issue concerns the outcomes of the estimated 30,000 youth who age
out of foster care each year (U.S. Department of Health and Human Services/
ACF/ACYF 2008). Researchers and policymakers have long been concerned about
the degree to which tenure in foster care is linked to substantial hardship and
poor life outcomes, including a significantly increased likelihood that former fos-
ter children will become impoverished adults relative to their peers, even those
from similar backgrounds. The system’s capacity to provide for the health, educa-
tion, and developmental needs of the children in its care and to help them tran-
sition into adulthood is of particular concern with respect to those who are in
foster care for a substantial part of their childhood. In making the transition from
the foster care system to independent living, many of these youth find it difficult
to find and keep a job or a place to live, and many become pregnant at an early
age. An increased likelihood of mental health or substance abuse problems and
of insufficient education or job preparedness compounds their difficulties, and a
disproportionate number wind up poor, homeless, or incarcerated (U.S. General
Accountability Office 1999; Lenz-Rashid 2004).

Many studies have found that there is a direct relationship between partici-
pation in the foster care system and employment and criminal justice outcomes
for former foster children. Youth aging out of foster care are less likely than
other young adults to work during the two years following their emancipa-
tion, and when they do work they have significantly lower earnings (George
et al. 2002). Another study found that former foster children age twenty-three
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and twenty-four are less likely than their age-comparable counterparts to be
employed and more likely to be poor, and that those who have jobs earn less.
Fewer than half of the former foster youth surveyed had a checking or savings
account, and almost one-third had low or very low food security. Three-quarters
of the women and one-third of the men received benefits from one or more
need-based government programs. They also had much higher levels of crimi-
nal justice involvement than their peers: 20 percent of women and 42 percent
of men reported having been arrested, and 8 percent of women and 23 percent
of men reported having been convicted of a crime (Courtney et al. 2010). Other
studies document similarly bleak results (Tweddle 2007).

Services for Children with Disabilities

Services for children with disabilities come closer to meeting their needs and
mitigating income disparities than do most other services targeted toward
children—or toward adults with disabilities. One of two key services, Med-
icaid’s Early and Periodic Screening, Diagnosis, and Treatment (EPSDT), is a
means-tested program (see description in chapter 6). However, many states
have either set their income eligibility thresholds and income disregards high
enough to cover a substantial number of children under EPSDT or have created
state-financed programs to serve children whose household incomes are too
high to qualify for EPSDT.

States have the option to set income eligibility levels for EPSDT as high as
300 percent of the federal poverty line, and other federal programs provide them
with incentives to do so. Both Medicaid and the Children’s Health Insurance
Program (CHIP) give states some flexibility when they evaluate income eligibil-
ity, allowing them to create deductions and disregards for parents of children
with disabilities. Further, the individual educational plans (IEPs) for school-age
children and individual family services plans for preschool children required
by the Individuals with Disabilities Education Act (IDEA) can include medical
and therapeutic services for children with developmental delays. As a conse-
quence, IDEA provides an incentive for states to set higher income eligibility
thresholds or income disregards so that Medicaid EPSDT will share in the cost
of providing mandated medical and therapeutic services (Rosenbaum 2008). As
will be discussed in the following section, Medicaid coverage for adults is more
limited because there are no similar incentives to raise income eligibility levels
for adults.

Certainly disparities are linked to family income, but these are mitigated by the
design and accessibility of services for children with disabilities. A recent study
found that lower-income children with disabilities who are enrolled in EPSDT
actually fare better than middle-income children with private health insurance.
The study found no significant differences between the two groups in use of either
supportive services for the family (personal care, respite, and transportation)
or therapeutic services for the children (speech therapy, therapies for learning
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disabilities and behavioral problems, and physical therapy), both in and out of
school. However, children who had public EPSDT insurance were two to three
times more likely to use these services than either children without insurance or
children with private insurance, after controlling for numerous other factors that
would affect service use (Benedict 2006).

Another key program for children with disabilities, special education, is an
entitlement for all children regardless of income. However, as will be discussed
in more detail later, huge differences in spending both across and within states
prevent all children from having equal access to its services, and inequalities by
income play a significant role alongside differences across geography. Federal allo-
cations for special education are made using a formula that takes into account
both the number of children enrolled in special education and the state poverty
rate. Within states, spending is based on a range of formulas, some of which result
in local allocations that are not proportionate to the level of need among school
districts (Parrish 2010).

Policies for Adults with Disabilities and the Frail Elderly

Support for long-term care for adults is more stratified by income than is support
for the care and education of disabled children. As with ECEC, many upper-
income people in need of care (and their families) can afford to purchase private
services, and many are able to purchase high-quality care consistent with their
preferences (such as home-based rather than institutional care). Low-income
people in need may receive long-term care services through the means-tested
Medicaid program, the largest purchaser of long-term care services in the United
States, but they are more likely than those paying privately to be placed in a
nursing home. As with ECEC, middle-income families are largely left to “make
do” and typically cobble together a patchwork of unpaid care and purchased
services or spend down their assets and rack up expenses until they qualify for
Medicaid. This spend-down and the resulting access to benefits often happens
only as a result of placing a family member in a nursing home: while only one-
fifth of nursing home residents are Medicaid recipients when they enter, Medic-
aid is the primary payer for four-fifths of residents who stay longer than three
years (Kaye, Harrington, and LaPlante 2010).

Upper-income families clearly have the most options, but they still face con-
straints and challenges. Many find it difficult to arrange care for a parent, spouse
or child because of the demands of jobs with long work hours and inflexible sched-
ules. And for all but the most affluent families, the costs are a substantial burden.
The average cost of a year in a nursing facility in 2009 was $79,935 for a private
room and $69,715 for a shared room; one year in an assisted living facility cost
$37,572. Home health care purchased through an agency cost $21 per hour on
average, and “homemakers/companions” cost about $19 per hour in 2009 (Metlife
Mature Market Institute 2009).
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Low-income people in need of care face a substantially different landscape
pecause many of them are eligible for Medicaid. Although Medicaid provides
coverage for long-term care services, drawing on Medicaid to pay for long-
term care can put other members of a family in financial jeopardy because they
are forced to choose between their own comfort and that of their loved one.
For example, for the last twenty years the Centers for Medicare and Medicaid
gervices has allowed spouses of Medicaid recipients in nursing homes to retain
some of their assets, but in many states there is no spousal asset protection
if a Medicaid recipient opts for home- and community-based care (O'Brien
and Merlis 2007). This has created a perverse incentive: many people who are
lJow-income but who hold some assets choose nursing home care when they
would prefer to stay at home (and staying at home would mean lower costs to
the state) in order to avoid impoverishing their spouse.

Many middle-income families (who, for the most part, fail to qualify for Med-
icaid) face an especially restricted set of options. Some have no health insurance
coverage, and even for those who do, many health insurance plans—including
Medicare—do not include many long-term care benefits. Unfortunately, most
middle-income families encounter the need for long-term care as a sudden and
catastrophic event for which they have done little, if any, planning, and they are
left to navigate a confusing and fragmented system on their own. Unlike other
large expenses in people’s lives that are likely to be financed through long-term
borrowing (such as houses and cars), paid for with insurance (damage from
floods, fires, or automobile accidents), or planned for and financed with savings
(retirement), most Americans have little idea how they will pay for long-term
care if and when they need it. A 2006 survey by AARP showed that 59 percent
of Americans over the age of forty-five believed that Medicare would pay for
an extended stay in a nursing home, and 52 percent believed that Medicare
covers assisted living costs, neither of which is true. Only 11 percent had long-
term care insurance (Barrett 2006). Yet people who earn too much to qualify for
Medicaid and do not have long-term care insurance must either pay for care
out-of-pocket, rely on unpaid care from family members, or both, forcing many
to do without needed care.

In addition, even unpaid care can strain a family’s finances, since family care-
givers must often give up a paying (or better-paying) job or reduce the hours they
work for pay in order to care for a relative. That lost income can threaten the eco-
nomic security of all but the most affluent families.

DISPARITIES BY GEOGRAPHY

Several factors lead to widespread variation across states in access to, and receipt
of, care services and supports. The most powerful factor is the federalist gov-
ernmental structure in the United States, which leaves a substantial degree of
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policymaking to the states. As we reported in chapter 6, some care-related poli-
cies are purely federal, but the vast majority of care-related policies and programs
have large state components. Some policies operate as federal-state matching pro-
grams, while others function as federally funded block grants. Some state pro-
grams extend the eligibility and benefits granted through national policies, while
others operate as autonomous state programs. In some cases, uniform rules about
eligibility and benefits are set at the national level, but variation across states in
administrative and implementation practices leads to extensive cross-state vari-
ation in take-up—which, in turn, results in state-to-state variability in de facto
access to and receipt of care.

In practice, nearly all elements of early childhood education and care have
large state-based components. Paid family leave policies are devised almost
entirely at the state level, and many states have expanded access to unpaid leave
beyond the protections provided under the federal FMLA. Although the federal
government plays a role in funding and influencing some aspects of foster care
policy, many key features, such as the maintenance rates paid to families and
the treatment of kin care, are determined at the state level and vary widely from
state to state. And even though national Medicaid rules require that all state
Medicaid programs provide nursing home care and medically necessary home
health care, states vary greatly in the other publicly funded long-term care ser-
vices and supports that they provide for children and adults with disabilities
and for the frail elderly.

Furthermore, state-to-state variation in demographic, labor market, and other
economic factors can compound state policy differences. All in all, the adequacy
and availability of supports for those in need of care, and for their families, var-
ies enormously depending on their state of residence. In short, where one lives
matters—and it matters a lot.

Early Childhood Education and Care

The adequacy of ECEC services for America’s young children, especially those
in low-income homes, depends in no small part on where a child lives. As
described in chapter 6, most governmental support for ECEC comes in one of
two forms: means-tested child care subsidies for low-income parents or public
prekindergarten programs (including the federal Head Start program and state-
level prekindergarten programs). Provisions for both vary markedly across the
states.

Expenditures on means-tested assistance for child care, including the Child
Care and Development Fund (CCDF) and additional funding allocated from the
Temporary Assistance for Needy Families (TANF) program, totaled nearly $11 bil-
lion in 2006. With about 2 million low-income children served, spending per child
served totaled just under $5,400. However, per child spending varied enormously
across the fifty states, from a high of $13,972 in Connecticut to a low of $2,066 in
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i Mississippi—a nearly sevenfold difference (see table 7.1). Nationwide, about one-
1S fifth of poor children under the age of fourteen receive child care services subsidized
O- through CCDF or TANF. That percentage also varies sharply across the states. As of
O- 2006, in three high-enrollment states (Vermont, Wyoming, and Delaware) 35 percent
le or more of poor children were served, while in another five states (Colorado, South
at Carolina, Texas, Nevada, and Arkansas) fewer than one-tenth were served.
in The adequacy of public early education programs is also largely determined by
- the state in which a young child lives (see table 7.1). Public expenditures on early
to education (Head Start and public prekindergarten programs together) amounted
to nearly $10 billion in 2006. About 2 million children were served, for an average
o expenditure of just over $5,400 per child, but state average expenditures per child
st ranged from a high of 13,717 in New Jersey to a low of $2,860 in Kansas.
- The share of young children served in these early education programs also var-
Al ies considerably by state. Nationwide, about one-tenth of all children under the
age of five are enrolled in either Head Start (which is means-tested) or a state-
™ based prekindergarten program (most of which have some income requirements).2
K Again, enrollment levels vary sharply across the states. On the high end, nearly
7 one-fifth of young children in three states—Kentucky, Oklahoma, and Vermont—
e were served in publicly funded programs as of 2006, while fewer than 5 percent
16 were served in Nevada, Utah, and Oregon.
L The regulation of ECEC quality also varies. Although American families pay
< substantial amounts for ECEC, recent research suggests that the quality of much of
the care that they purchase is not very good. A recent study of ECEC recipients up
ol to age four and a half indicates that only 17 percent experienced high-quality care,
. while another 24 percent received care that was moderately high-quality. More
i than one-third (35 percent) experienced low-quality care, and 24 percent encoun-
es tered moderately low-quality care. In other words, more than half experienced
low- or moderately low-quality care, and twice as many experienced low-quality
as high-quality care (Vandell et al. 2010). This uneven care quality is due in part to
the weakness and variability of state regulation.
Because informal babysitters and small family day care homes are exempt from
regulation in most states, most nonparental care for young children is provided in
i settings with little or no public oversight. Many states exempt certain types of child
o care centers from regulation, such as religious centers (thirteen states) and half-day
of nursery schools (twenty-two states) (U.S. General Accountability Office 2004). Licens-
i ing rules are even more inconsistent. Only twelve states require that all family day
, care centers be licensed; others exempt providers who care for only a few children
X or providers who receive no public funds (U.S. General Accountability Office 2004).
1S State resources for enforcing these requirements are limited, so an unknown number
v of family day care homes operate illegally, even in states that require licensing.
he
il- Family Leave
1d
ly With no national law granting paid family leave, public provision of paid leaves
in has been left entirely to the states. Five states (California, Hawaii, New Jersey,
/151
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New York, and Rhode Island) have TDI programs that grant workers some wage
replacement in conjunction with pregnancy and childbirth (see table 7.2). Because
TDI programs operate within a disability framework, they only offer benefits
related to pregnancy or childbirth; they pay no benefits to fathers caring for infants
or to workers caring for ill family members.

Two of these five states—California and New Jersey—have also enacted paid
family leave programs. Both programs grant infant-care leaves to mothers and
fathers, and both grant family leaves for the care of seriously ill family members. A
third state, Washington, recently enacted a paid family leave law as well, although
it remains unfunded and will not be implemented until 2012. When Washington's
program is up and running, it will grant short periods of paid leave to workers,
but only to care for infants (see table 7.2).

Although the federal FMLA grants most workers the right to twelve weeks of
unpaid family leave per year to care for infants or for ill family members, states
also play an important role in unpaid family leave because several supplement the
FMLA with more generous unpaid leave laws of their own (see table 7.2). Seventeen
states currently extend FMLA protections to firms with fewer than fifty employees,
lengthen the leave period to more than twelve weeks a year, relax the job tenure and
hours requirement to less than twelve months and/ or fewer than 1,250 hours, and/
or broaden the definition of family members beyond child, spouse, or parent.

Some states extend unpaid leaves related to pregnancy or childbirth, some extend
leave provisions for caring for seriously ill family members, and some do both. (In
table 7.2, the former are reported as “maternity leave” and the latter as “family leave.”)
For example, Hawaii and Montana impose no firm size minimum for workers taking
unpaid maternity leaves; Connecticut, Louisiana, and Tennessee extend the unpaid
leave duration from three to four months; and Towa, Montana, New Hampshire, and
Washington have no work tenure requirements for maternity leaves. Maine extends
unpaid leaves for care of coresident siblings (who are not covered by the FMLA), and
Hawaii grants unpaid leaves to care for several uncovered categories of family mem-
bers: nondependent adult children, grandparents, parents-in-law, grandparents-in-
law, stepparents, and so-called reciprocal beneficiaries (persons who have declared
their intent to marry but are not legally eligible to do 50).

Foster Care

Nationwide, nearly half a million children are cared for in the public foster care
system each year. More precisely, 495,816 children were in foster care on the last
day of 2006, constituting 7.3 children per thousand (children under the age of eigh-
teen).* However, that rate varies notably by state. Fewer than five children pef
thousand were in foster care in nine states (Utah, New Hampshire, Mississippls
Virginia, New Mexico, Idaho, South Carolina, Texas, and Louisiana) in 2006. In
another nine states (West Virginia, Vermont, Alaska, Wyoming, Oregon, Rhode
Island, Iowa, Oklahoma, and Nebraska), the prevalence was twice as high, with ten
or more children per thousand in foster care (see table 7.3). Some of this variatioft
can be explained by demographic, economic, social, and behavioral differences
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For Love and Money

across states that affect the need for care, but some is clearly explained by variabil-
ity in the performance of public foster care systems. However, drawing direct con-
nections between the variation in foster care utilization and the specific practices
of given states or localities is beyond the scope of this book.

That said, one especially consequential aspect of foster care policy varies mark-
edly across the states and deserves attention, not least because it relates directly to
income disparities: that is, the funding available to foster parents to provide for the
children in their care. Recent research indicates that these so-called maintenance
rates are often inadequate, particularly the regular (nonspecialized care) rates.
Inadequate maintenance rates make it difficult to attract and retain high-quality
foster care homes (National Association of Public Child Welfare Administrators
2007; DePanfilis et al. 2007). Maintenance payments vary widely from state to state
(see table 7.3). In 2004 regular foster care payments for nine-year-old children
average from $277 in Missouri to $717 in Connecticut. (These payment rates are
cost-of-living-adjusted.) That same year, specialized foster care payments for nine-
year-olds with special needs were substantially higher, averaging $980 a month
across the states and ranging from less than $500 in Louisiana and Wyoming to
more than $2,000 in Kansas, Connecticut, and Arkansas.

One of the most crucial and complex issues in foster care policy concerns
the placement of children in kin care. Historically, many child welfare agen-
cies were hesitant to embrace kin care, both because it makes adoption more
difficult and because it was believed that children in kin care could remain vul-
nerable to abuse from their biological parents. However, child welfare analysts
have increasingly called for expanding and supporting kin care options, on the
grounds that kin care can lessen the trauma of removal, help maintain fam-
ily connections, and add caregivers and flexibility to a system in which foster
homes are often in limited supply, especially on short notice (Center for Law
and Social Policy/ ABA 2010). Policies promoting and supporting kin care have
been adopted by many states, and a preference for it is stated in the 1996 federal
welfare reform law (Jantz et al. 2002; Child Welfare League of America 2005;
DiNitto and Cummins 2005; Geen 2004).

In 2004 kin care made up about one-fifth (19 percent) of all formal foster care
placements nationwide. This percentage varied from 35 percent or more in Hawaii
and Florida to less than 5 percent in Iowa, Arkansas, West Virginia, and Virginia (see
table 7.3). These official foster care placements do not include the more than 2 mil-
lion children nationwide living with relatives other than their parents in informal
kinship care arrangements (Geen 2004).

States may use waivers and variances to relax foster care rules associated with
federal (Title IV-E) payments in order to better incorporate kin care into their
foster care programs—and many do. As of 2003, kin were required to meet the
same standards as nonkin foster parents in only fifteen states, while twenty-three
applied nonkin licensing standards to kin but waived or modified one or more
standards for nonkin parents. Twelve of these states allowed waivers concerning
minimum household space, eleven waived some or all training requirements,
and eight waived minimum age requirements. A few waived requirements
related to transportation resources (for example, owning a car), family structure,
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and educational attainment. Other states offered an entirely separate approval
process for kin, which was almost always less stringent than that for nonkin
(Geen 2003).

Unfortunately, relaxed licensing requirements for many kin foster parents often
go hand in hand with lower maintenance payments—or none at all. Foster parents
who do not meet all the Title IV-E licensing standards established in a state’s plan
are not eligible for federal foster care payments. States often use state or local funds
to offer maintenance payments of their own, but these may not be equivalent to their
maintenance payments for licensed caregivers (Center for Law and Social Policy/
ABA 2010). In twenty-six states, at least some kin are not eligible to receive main-
tenance payments. Six states provide state-funded foster care payments to kin who
meet standards that are different from those for nonkin foster parents (Geen 2003).

Finally, children in foster care face markedly different outcomes across the
states with respect to their exit from the foster care system, particularly as regards
adoption. In 2006, 26 percent of the children in foster care were designated as wait-
ing to be adopted, ranging from as low as 13 percent in Rhode Island to as high
as 44 percent in New Jersey, In that same year, across the states, 44 percent of
children in foster care who were waiting for adoption were in fact adopted. Rates
of adoption (among those waiting for adoption) also varied widely, from just
under one-quarter (23 percent) in Alabama to a remarkably high three-quarters
(73 percent) in Wisconsin (see table 7.3).

Very little research has been conducted on the factors that shape these cross-
state differences in adoption rates out of foster care, so it is difficult to discern the
extent to which policy variation across the states explains these widely varied out-
comes. However, a team of social policy researchers recently surveyed state adop-
tion managers about barriers to the adoption of children in the foster care system
(Wilson, Katz, and Geen 2005). This survey, to which forty-three states responded,
produced some tentative explanations and showed that states vary markedly with
respect to several factors thought to be consequential. These include the number of
public agency staff assigned to adoption, the structure of the outreach process, and
the relative balance struck by state administrators between encouraging prospec-
tive parents and screening out those judged to be inappropriate.

Policies for Children with Disabilities

As discussed earlier, children’s participation in Medicaid EPSDT and/or CHIP,
and in the non-means-tested Early Intervention (IDEA: Part C) and Special Edu-
cation programs (IDEA: Part B) is high, in part because these programs use a
much broader definition of disability than adult programs and in part because
enrollment is encouraged through the public school system. Nonetheless, there is
still considerable variability in enrollemnt across states.

COMPREHENSIVE HEALTH CARE—MEDICAID EPSDT AND CHIP  Nationally,

36 percent of children age zero to eighteen are enrolled in Medicaid and/or CHIP
(see table 7.4). However, statewide participation rates range from highs of 66 percent
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For Love and Money

in the District of Columbia, 52 percent in Louisiana, and 49 percent in Vermont to
lows of 19 percent in Nevada and 17 percent in Utah. The second column in table 7.4
reports the percentage of children eligible for public medical insurance who partici-
pate in the programs. That number ranges from a high of 95 percent in the District of
Columbia and Massachusetts to the very low rate of 55 percent in Nevada. (Six more
states—Hawaii, Kentucky, Maine, Massachusetts, Michigan, and Vermont—report
participation rates of 90 percent or higher.)*

State-to-state differences in eligibility requirements and in the efforts made to
enroll eligible candidates account for state variability in enrollment rates for eligible
children.” Under Medicaid regulations, state Medicaid agencies must not only pay
for preventive and corrective care for children but also ensure that children actu-
ally get needed care by providing administrative care management in concert with
other public agencies—especially maternal and child health, other public health
agencies and schools, and other means-tested programs such as the Supplemental
Nutrition Assistance Program (SNAPF, or food stamps). This outreach is effective:
one study found a participation rate of 93.5 percent among eligible poor children
who lived in households that received food stamps, compared to 72.9 percent
among those who did not (Kenney et al. 2010). There is also a fairly high positive
correlation between the proportion of schoolchildren who are receiving special
education and the participation rate of eligible children in Medicaid. As explained
in chapter 6, if a child enrolled in special education has special health care needs
that are cited in the IEP, and that child is eligible for Medicaid, Medicaid must pay
for treatment. Thanks to compulsory education and the universal entitlement to
special education, children with special health care needs or disabilities have a
very good chance of getting the care they need.

The data reported in table 7.4 on spending per enrollee captures average pay-
ments for all children enrolled in the Medicaid and CHIP programs. Medicaid-
CHIP spending per enrollee in 2007 ranged from a high of $4,261 in Alaska (with
Arizona, Massachusetts, and Rhode Island not far behind) to a low of $1,119 in
Louisiana (followed closely by Wisconsin and California). No available public
data disaggregate state spending on children enrolled in EPSDT and CHIP into
those with disabilities and those without. But it seems likely that variation in per-
enrollee spending across states derives from considerable variation in the level
of services covered and the proportion of children with special health care needs
enrolled in EPSDT (Kenney et al. 2010).6

Public insurance is especially critical for children with special health care
needs. Even after controlling for age, race-ethnicity, income, gender, family struc-
ture, primary language, severity of limitation, and whether parents cut back or
stopped working because of the child’s condition, children who do not have
public insurance are far more likely to report that they are unable to get the ser-
vices they need (that is, to be underinsured), even if they have private insurance.
Similarly, underinsurance rates are higher in states with more stringent Medic-
aid income eligibility requirements, which makes it more difficult to get pub-
lic insurance. Children in states where the maximum income eligibility level is
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100 percent of the federal poverty line are 24 percent more likely to be under-
insured than children living in states where income eligibility is set at 200 percent
of the FPL (Kogan et al. 2010).

The final three columns in table 7.4 report Medicaid income eligibility levels for
EPSDT in each of three age groups. As discussed in the first section of this chapter
on disparities in care by income, states must set EPSDT income eligibility require-
ments at no more than 300 percent of the FPL. Income eligibility is higher for CHIP
than for EPSDT in most states, because CHIP was meant to expand health insurance
coverage to uninsured children, either as an expansion of the Medicaid program
or as a separate program. However, children enrolled in CHIP do not receive the
range of preventive, corrective, and personal care services included under EPSDT;
those services have proven critical to the mainstreaming and education of children
with disabilities in the most integrated setting possible (Rosenbaum 2008). EPSDT
income eligibility levels are therefore a better indicator of the likelihood that
children with special health care needs are adequately covered.

States offer targeted services through a wide variety of Medicaid waivers, for
which eligibility may be limited to groups with specific disabilities or other char-
acteristics. The utilization of waivers for specific populations varies widely across
states. For example, of Colorado’s eleven waivers, four are targeted to different
groups of children, including two for children with developmental disabilities—
one for children with autism spectrum disorders and one for children with physical
disabilities. But in Florida, which has twelve waivers, none are targeted specifically
to children (Kaiser Family Foundation 2010).

EARLY INTERVENTION AND SPECIAL EDUCATION As shown in table 7.5,
about 2.3 percent of infants and toddlers and 8.7 percent of school-age children
were enrolled in early intervention and special education (IDEA) programs
nationwide in 2004. Participation in early intervention programs among chil-
dren under age three ranged from 7.1 percent (in Hawaii) to a low of 1.3 percent
(in Alabama, the District of Columbia, Nevada, and Georgia). Enrollment in
special education programs for children age three through twenty-one varied
from a high of 12.2 percent (in the District of Columbia, closely trailed by Maine
and Rhode Island) to a low of 6.7 and 6.8 percent (in California and Colorado).
Nationally, 13.4 percent of public school children were in special education pro-
grams, ranging from about one-fifth of students (19.7 percent) in Rhode Island
to about one-tenth (10.1 percent) in Texas.

Federal support for special education is estimated by using a formula based
on a combination of each state’s prior funding level, its share of students receiv-
ing special education, and its poverty rate (Parrish 2010).” Federal support per
student does not vary dramatically across states, but the federal share of total
spending on special education varies considerably because there is so much
variation in state and local contributions. Total spending per pupil ranged from
$8,196 in Mississippi to $34,529 in Hawaii, for a national average of $17,439.
Other states with high expenditures per student included Connecticut, New
Hampshire, New York, and Vermont. Notably, New York and Vermont were
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among the states that used Medicaid funds to finance significant amounts of ;
state spending on special education.

The Disparate Impacts of Care Policy

Policies for Adults with Disabilities and the Frail Elderly

: Assessing the adequacy of long-term care supports is difficult, but three principle
. metrics help to clarify the picture: the number of people served relative to the pop-
D . i 5

1 ulation; the amount spent per program participant in each state; and the balance
; between home- and community-based and institutional care. All three metrics
i vary widely across the states both for adults with intellectual and developmental
| disabilities (ID/DD) and for those with non-ID/DD disabilities.

|

!

i

]

)

E

| LONG-TERM CARE FOR ADULTS WITH DISABILITIES OTHER THAN ID/DD
AND THE FRAIL ELDERLY In 2006, 10.8 elders and people with disabilities for
every thousand in the national population were receiving long-term care services
(see table 7.6). Some states, such as Utah, Nevada, and Virginia, provided well
below average coverage at only 3.3 to 5.4 people per thousand, while others, such as
Arkansas (18.9), New York (16.1), Minnesota (14.4), and California (13.8), covered far
more than the national average. States also spent hugely different amounts per par-
ticipant on long-term services and supports in 2006, ranging from a low of $12,912
in Alabama and Arkansas to a high of $63,812 in Alaska. Variation in actual per-
: participant spending across states depends both on differences in the amount spent
; per participant in the same type of setting (nursing homes or non-institutional set-
. tings) and on variation in the proportion of long-term care provided in each setting.
: To capture a measure of relative spending that controls for the latter, state spending
i per participant is measured as the average spending per participant in each setting,
; weighted by the national average share of participants in each setting (47 percent
in home- and community-based services [HCBS] and 53 percent in nursing homes).
Nationally, the weighted average spent per Medicaid participant was $20,451.

Most states moved significantly away from their almost total reliance on nurs-
ing homes in the 1960s to a more balanced system that includes extensive agency-
provided home care services. The last decade has seen a movement to expand
consumer-directed care as well. In consumer-directed care programs, care recipi-
ents have the option to control their own service budgets and/or to hire, fire, and
supervise their care providers. By 2008, fourteen states offered consumer-directed
home care as an alternative to agency-supplied services under the state personal
care services (PCS) option, and thirty-five offered some consumer direction through
HCBS waivers (Harrington, Ng, and Watts 2009). In other states, consumer direc-
tion is being introduced through demonstration projects. The Cash and Counseling
program, for example, offers a cash budget that Medicaid consumers can use to pay
for a combination of home modifications, assistive devices, or personal care and
homemaking services.® '

Though all states have made at least some progress in this area, there is huge
variability among them in terms of the balance between institutional and non-
institutional care, as reported in table 7.6. In five states (Alaska, California, Idaho,

4 divided by column 5).
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For Love and Money

Washington, and Oregon), more than two-thirds of people receiving paid long-
term care live in their own homes or in community settings. In Tennessee and
Indiana, in contrast, fewer than 10 percent of Medicaid long-term care recipients
receive home- and community-based services (Howes 2010; Harrington et al.
2009). In Alaska, fully 86 percent of adult long-term care recipients receive HCBS,
compared to the national average of 47 percent (Harrington, Ng, and Watts 2009;
Harrington et al. 2009).

If tipping the balance toward the use of HCBS has increased the choices and
autonomy available to Medicaid consumers, it has also helped slow the growth of
per capita costs in states. For example, California and Rhode Island have similar
levels of participation in Medicaid-provided long-term care (13.8 per thousand
and 13 per thousand, respectively) and of spending per participant ($19,261 and
$21,041, respectively), after controlling for differences in the mix between insti-
tutional and non-institutional care. Yet because California has a far larger share
of people in home care (69 percent of its participants, compared to 22 percent for
Rhode Island), it spends far less per state resident on Medicaid long-term care
services: $210 compared to Rhode Island’s $323.

LONG-TERM CARE FOR ADULTS WITH INTELLECTUAL AND DEVELOP-
MENTAL DISABILITIES 1In 2007, 328.3 people with intellectual and developmen-
tal disabilities for every 100,000 in the U.S. population were getting services—again,
with a significant variation across states.’ Four states (Texas, Georgia, Alabama, and
Tennessee) provided services to fewer than 150 per 100,000, while eight (Alaska,
California, Iowa, Idaho, Massachusetts, Minnesota, New York, and Vermont) pro-
vided services to more than 450 per 100,000 (see table 7.7). On the national level,
only 6 percent of those with mental disabilities received paid care through these
programs, with state averages ranging from 2 percent in Alabama, Kentucky, Mis-
sissippi, Tennessee, and Texas to 20 percent in Idaho. Even after controlling for
differences in settings, the average amount that states spent on each participant in
2007 varied enormously, from a low of $28,476 in California to a high of $111,310
in Delaware.

As discussed in chapter 6, great progress has been made in recent years in dein-
stitutionalizing people with intellectual and development disabilities. As of 2007,
only 6 percent—61,000—of the 990,000 beneficiaries of publicly funded services
were living in residences with sixteen or more residents, including 38,000 in large
state hospitals (down from 228,000 in state hospitals in 1967). But a person’s like-
lihood of remaining in a large institution is still high in certain states. In 2007,
38 percent of people in Mississippi with intellectual and development disabilities
were housed in five large state hospitals with 100 to 400 residents each, as were
22 percent of those in Texas and 30 percent in Arkansas. By contrast, seven states
have eliminated large institutions entirely in favor of small residential settings and
family homes (Prouty, Alba, and Lakin 2008).

State policies also vary enormously in unmet need for home- and community-
based care for persons with intellectual and developmental disabilities. As of the
end of 2007, residential service capacity for persons who wanted to live outside
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For Love and Money

their family home, either in their own home or in a congregate care setting, would
have had to expand by 46 percent nationwide to clear the waiting lists (not shown
in table 7.7). In Washington, capacity would have had to expand by only 4 percent,
and there were no waiting lists at allin many other states, including New York and
Rhode Island. In contrast, Texas, Indiana, and Ohio would all have had to triple
capacity to clear their waiting lists (Prouty, Alba, and Lakin 2008). The great vol-
ume of complaints against states that have been filed with the U.S. Department of
Justice since the Supreme Court’s 1999 Olmstead v. L.C. decision offers poignant
testimony to the inadequacy of home- and community-based services (Ng, Wong,
and Harrington 2009).

Just as with long-term care for the elderly and for younger adults with disabili-
ties, per capita costs to the state vary depending on how many people are covered,
how adequate the coverage is, and what percentage of the program recipients are
living in home- and community-based settings rather than in larger institutions.
For example, though Maine and Minnesota each spend just over $300 per state
resident on services for people with intellectual and developmental disabilities,
Minnesota is able to serve twice as many people because 49 percent of its program
participants live in family homes, in contrast to just 9 percent of Maine’s.

SUMMARY

Our first conclusion is that money matters. People at all income levels are served by
various care policies in the United States, but the adequacy of the supports avail-
able to those in need of care and to their families varies dramatically depending on
their household income. The affluent turn to private markets and generally have
access to higher-quality care services, have more options, and are able to preserve
more of their independence and autonomy. The poor linger on waiting lists until
rationed care becomes available or rely on means-tested public programs for care
that is often meager or low-quality and more likely than privately financed care to
be institutional. Middle-income families frequently face the most limited options,
since they lack the resources to buy private care yet earn too much to qualify for
means-tested public programs. If they cannot afford the long-term supports and
services that they need, they must spend themselves and their immediate family
members into (income and asset) poverty in order to qualify for Medicaid. And
when they do, their choice of services in many states is limited to nursing homes.

One exception to the rule that better services and more autonomy can be put-
chased in the private market is Medicaid’s EPSDT program, which requires states
to provide an exceptionally broad range of services to low-income children in
order to ensure that they all receive needed health care services and that those
who have developmental delays or other disabilities get early intervention and
treatment to increase their chances of succeeding in school and in later life. Ser-
vices are delivered in child care centers and in prekindergarten and elementary
and secondary schools, greatly increasing the likelihood that they will reach their
targets. Because EPSDT provides for preventive care as well as treatment, and for
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poth acute and long-term care needs, it is perhaps the closest that we have to a
model of adequate health care, but it is not available to middle- and higher-income
children. The private medical insurance system that these children and their fami-
Jies are left to rely on is not designed to provide the diagnosis and early treatment
needed by children with developmental delays or disabilities. Recognizing this
fact, a few states have expanded eligibility for EPSDT into the middle class, setting
higher income eligibility thresholds or disregarding family income that would be
spent on care services.

Qur second conclusion is that geography matters. Policies that shape the ade-
quacy of ECEC, family leave, foster care, and services and supports for children, frail
elders, and adults with disabilities vary sharply across the fifty states. Most of the
care policies under consideration are financed through federal-state partnerships, or
at the state level. Although federal support is critical for these programs, states nev-
ertheless spend about one-third of their budgets on care services, including ECEC,
early intervention and special education services, comprehensive medical services
for children with developmental delays or disabilities, foster care, and long-term
care supports and services for adults who need personal assistance. A significant
portion of the federal support for various care services comes through nondedicated
funding streams such as TANF and the Social Services Block Grant. As a conse-
quence, ECEC, foster care, and some services for the elderly and younger adults
with disabilities compete for limited resources at the state level. State supplemental
funding for these services competes with funding for schools and infrastructure.

Many states try to limit demand for care services, using a well-worn set of tools.
They may set caps on expenditures and enrollment, maintain long waiting lists even
for entitlements, or set high copayments to discourage service use. Some states offer a
limited array of relatively appealing services, while others set unusually low income
and asset thresholds for eligibility. Some observed differences in policy outcomes
are certainly attributable to factors other than policy variation, such as demographic
and workforce differences across states. However, dramatic cross-state variations in
policy rules also play a significant role in producing marked geographic disparities
in the receipt of care services in the United States.

Despite the temptation for all states to cut costs by limiting services, some states
are relatively generous in providing support for care in one or more policy areas.
These states may in some cases provide significantly more generous benefits than
the national average, may have substantially higher participation rates, or may
make more choices available to families in terms of the types and settings of ser-
vices supported. For low-income parents of young children in Vermont, for exam-
ple, the likelihood of receiving child care assistance subsidies or of having one’s
child enrolled in Head Start or a publicly supported prekindergarten program
is twice the national average. Moreover, Vermont has expanded unpaid family
leave, allowing workers in small firms to take job-protected leaves and extending
the definition of family members to include civil union partners for purposes of
caring leaves. Foster care monthly maintenance payments in Vermont are among
the highest in the country. In terms of providing health care benefits for children,
Vermont is the only state that sets the income threshold for EPSDT eligibility at the
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maximum allowable 300 percent of the federal poverty line ($54,930 for a family
of three in 2010) for all children younger than nineteen. Vermont is also relatively
generous in its policies with regard to serving adults with disabilities and older
adults; the state is in the top tier in terms of rates of receipt of publicly funded
long-term supports and services among these two populations.

As might be expected, this sort of policy generosity with regard to care is most
common in northeastern and Pacific coast states, but is not restricted to them,
In addition to the “usual suspects,” such as New York, Washington, California,
and Massachusetts, other states, including Alaska, Minnesota, and Oklahoma, are
among the states that are particularly generous in many (although not all) of the
care policy areas discussed in this volume. Some states simply exhibit generosity
in terms of higher expenditures per recipient or policies that provide expanded
access to services, but policy innovation also plays a significant role. Many of
these states are particularly innovative in the design and implementation of their
programs, and many offer a range of options for families, such as encouraging
kinship care in the foster care sphere or providing access to long-term care choices
through home- and community-based services.

On the other hand, another set of states—including mostly (but not only) south-
ern and western states such as Alabama, Nevada, Tennessee, and Utah—are gen-
erally problematic places to live with respect to the availability of supports for
care of children, the disabled, and the frail elderly. For working parents who need
help obtaining child care, families of children with special health care needs, those
responsible for caring for an ill family member, and those in need of long-term
supports and services, these states, among others, provide relatively meager ben-
efits. These less generous states consistently fall into the bottom tier in take-up and
spending in most of the care support programs discussed here and, unsurpris-
ingly, also tend to have care policies that are less expansive and less innovative
with regard to eligibility, access, and choice.

Although there are clearly some states that are consistently generous in their
care policies and some that are consistently less generous, perhaps more notable
than the policy variation between states is the policy variation within states. For
example, some states are particularly generous in some of the care policy areas
outlined earlier but particularly restrictive in others. These disconnects between
policy areas belie the straightforward conclusion that some states are simply more
generous with regard to care supports and others simply less so. Some states aré
particularly generous in one policy area; Georgia, for example, is a leading state in
implementing universal prekindergarten but is less generous in other care policy
areas. Some states, such as Maryland and Texas, seem to prioritize the needs of
children and parents, while providing relatively meager support to the elderly and
disabled. Others, such as Maine and Oregon, seem to have the reverse priorities.
In some states, there is no consistent policy with regard to children as opposed t0
the elderly and disabled; for example, Florida is one of the most generous states in
terms of care policy for the disabled and foster children, but one of the least gener-
ous in terms of care of the frail elderly and support for child care. Moreover, there
is often a disconnect within policy areas; for example, spending per beneficiary

P
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may be high, but the take-up of benefits among eligible residents may be low. To
the extent that benefits and take-up are determined by state policies and admin-
istration, these disconnected policy features may indicate a lack of consistency in
state policy design and implementation.

The strengths and limitations of our care policies provide clues to what a better
care system would entail. Although our country’s federalism provides the oppor-
tunity to learn from diverse types of policies, the states do not always move quickly
to build on the experiences of their more successful neighbors. Residents of many
states remain vulnerable to significant shortfalls in care provision, and current poli-
cies exert an uneven impact across lines of both income and geography, with unfor-
tunate consequences for caregivers as well as care recipients. Improving access to
care and the quality of care will require national policy reform.

NOTES

1. As in chapter 6, we use the term “early childhood education and care” to encompass
two types of programs: child care programs, which are primarily intended to provide
substitutes for parental care, and early education programs, such as Head Start and
prekindergarten programs, which have an explicit educational purpose.

2. In their study of state preschool programs, Barnett et al. (2009) reported that as of
2008-2009, thirty-eight states funded public prekindergarten programs separate from
special education services and Head Start. Of these, thirty-two states imposed income
requirements. Although the income requirement is set at the federal poverty line in
some states, more typically it is set higher, often between 185 and 300 percent of the
federal poverty line.

3. This estimate of the number of children in foster care differs modestly from the estimate
reported in chapter 6. This may be partly because the two estimates come from different
sources, but the more important factor is probably the difference in time periods, as the
small decline between 2006 and 2008 is consistent with widespread reports of declining
foster care caseloads.

4. There are some regional patterns. Five of the six states in the New England census divi-
sion were in the top two quintiles. No mountain or west-north-central states were in the
top quintile. Seven of the ten states in the lowest quintile were in the west region, and
five were in the mountain division of the west region (Kenney et al. 2010).

5. There are also fewer eligible children in states with higher income levels and lower
poverty rates.

6. Using pooled data from the 2002 to 2005 Medical Expenditure Panel Survey, Genevieve
Kenney, Joel Ruhter, and Thomas Seldon (2009) found that annual expenditures on chil-
dren in the highest spending decile of EPSDT/CHIP enrollees was more than seven
times that of mean spending, and thirty-five times that of median spending on children.
Sixty-six percent of children in the top decile had special health care needs, and 68 per-
cent had chronic conditions, roughly three times the rate of the rest of the EPSDT/CHIP
enrollees. The top spending decile of children accounted for 72 percent of all EPSDT/
CHIP spending.
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The U.S. Department of Education does not maintain data that can be used to com-
pare total spending on special education across states. However, Parrish (2010) has
developed a method for estimating expenditures based on employment costs, which
he argues represent about 85 percent of total costs (Parrish, personal communication,
November 3, 2010). Using his index of relative expenditures across states, we have esti-
mated spending per capita in each state.

The Cash and Counseling program, jointly sponsored by the Robert Wood Johnson
Foundation, the Assistant Secretary for Policy and Evaluation and the Administration
on Aging, made initial grants to seventeen states over a ten-year period. Many of these
states have continued to support the program.

Most discussions of disability policy for intellectual and developmental disabilities
report coverage as number of participants per 100,000 population, while most discus-
sions of long-term care services for aged adults and adults with disabilities report cov-
erage as number of participants per 1,000 population.






