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SYNOPSIS
Multiple agencies at the federal and state level provide for children with
special health care needs (CSHCN), with variation in eligibility criteria. Epidemiological studies show that 3.8%–32% of children could be classified as
children with special health care needs, depending on the definition and
method of determination used.
Objectives. To determine the extent of variation between definitions used
and funding by Supplemental Security Income (SSI), Title V, and Medicaid for
CSHCN.
Methods. Statistics on children receiving SSI and the amount of funding were
obtained from the SSI website. This was compared to information on Title V
children from the Maternal and Child Health Bureau (MCHB) website and
eligibility definitions published by the Institute of Child Health Policy in
Gainesville, Florida. Medicaid definitions were obtained through interviews
with state Medicaid agencies and confirmed with state regulations.
Results. The population enrolled in SSI has varied with alterations in eligibility
criteria. The number of children enrolled in SSI and the amount of funding per
child in each state correlate with the state poverty rate (r ⫽0.56, p⬍0.0001;
r ⫽0.44, p⬍0.001). Enrollment in Title V does not correlate with state poverty
rates (r ⫽0.16, p⫽0.25). Title V definitions vary widely among states, but there
was no correlation between the number of children served or amount of
funding per child and the type of definition used (Z⫽–0.12, p⫽0.91; Z⫽–0.59,
p⫽0.55). State Medicaid agencies rarely define CSHCN.
Conclusions. There is significant variation in definitions used by agencies
serving CSHCN. Agencies need to be more explicit with eligibility criteria so
the definitions are logical to those making referrals for services.
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Substantial numbers of children with significant health
problems live in our communities, and because their
needs are different from those of their healthier peers,
they present challenges to the institutions and agencies—medical, educational, social, financial—involved
in their care. These children with special health care
needs may require frequent hospitalizations or intensive at-home nursing care in addition to standard preventive services. They may also require technological
aids such as wheelchairs, renal dialysis, or portable
oxygen. They may need special education and access
to psychological or psychiatric care, as well.
Around the United States, there is enormous variation in the way the population of children with special
health care needs is categorized. Practitioners, policymakers, and academics have debated for the past two
decades how public and private agencies should identify and classify children with “chronic illnesses” and
“disabilities.” In the current health care environment,
definitions and identifiers determine who receives what
service, where it is delivered, when it is provided, who
renders it, and who pays for it. Despite these theoretical discussions, state agencies and private health care
funders continue either to ignore the definitional issue or to use a wide variety of schemes, with little
consensus across the states or among agencies within
states. This article explores the reasons for the present
state-level variations and provides a data-based analysis
of current federal practices in defining children with
special health care needs.
We briefly discuss theoretical approaches to defining the population of children with chronic illness
and disability and delineate the current operating definitions of the Social Security Administration, the Maternal and Child Health Bureau, and Medicaid. We
then present data on children now meeting the definitional criteria of those three public agencies and discuss the implications of the current situation.
Theoretical approaches
The categorical approach. One way to define a population of children with special health care needs is to
start with a list of health conditions presumed to be of
a chronic nature and assume that children who carry
these diagnoses are in need of special attention. This is
the method traditionally used by epidemiologists. In
1984, Gortmaker and Sappenfeld created such a list
for their classic study on the prevalence of chronic
conditions in children.1 The most commonly used current source for such lists is the National Health Interview Survey (NHIS), a nationwide survey of the civilian
noninstitutionalized population conducted by interview
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personnel of the National Center for Health Statistics
at the Centers for Disease Control and Prevention.2
Another approach to categorizing children is to
look at their utilization of services. An example of this
is the classification system developed by the National
Association of Children’s Hospitals and Related Institutions (NACHRI) for use as a research tool, primarily
for cost analysis.3 It is essentially a diagnosis-based system (categorical), but it incorporates measures aimed
at assessing the functional impact of disease conditions on individual children and groups. It also allows
for the inclusion of information about the “at risk”
status of children and families.
Non-categorical or functional approaches. Leading researchers advocating a non-categorical or functional
approach to defining children with special health care
needs argue that such a strategy is valuable because it
focuses on the child, not on the disease.4,5 This approach was pioneered by Pless and Pinkerton6 and
developed by Ruth Stein and colleagues.4 They propose that ongoing health conditions, by definition:
(1) have a biologic, psychologic, or cognitive basis;
(2 ) have lasted or are virtually certain to last for at
least one year; and (3 ) have produced one or more of
the following sequelae:
a. Limitation of function, activities, or social role in
comparison with healthy age peers in the general areas of physical, cognitive, emotional, and
social growth and development.
b. Dependency on one of the following to compensate for or minimize limitation of function, activities, or social role: medication, special diet,
medical technology, assistive devices, or personal
assistance;
c. A need for medical care or related services, psychologic services, or educational services over
and above the usual for the child’s age; for special ongoing treatments, interventions, or accommodations at home or in school.4
Federal and state definitions
Three public agencies have major responsibility at the
national level for assuring the provision of health and
social services or funds to children with chronic illness
and disability: the Social Security Administration (SSA),
the Maternal and Child Health Bureau (MCHB), and
Medicaid. Each agency approaches the definition of
children with chronic illness based on both historical
precedent and current reality. In addition, income
eligibility can be used as a qualifier for these services
or funds. In the real world, the definitional choices of
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agencies reflect the issues that are highlighted in the
theoretical controversies regarding categorical, noncategorical, and utilization-based funding discussed
above.
At the state level, there are varying interpretations
and applications of the federal definitions which depend on federal/state arrangements, prior experience,
and any recent state-level policy decisions. We will
outline the current status of definitions for each of
these public agencies, presenting data pertinent to
the particular agency’s charge in graphic form.
Social Security Administration. In 1972, Congress enacted Title XVI of the Social Security Act to supply
families raising a child with a disability an extra stipend of Supplemental Security Income (SSI) to offset
their added expenses.7 Disability determination for
children was originally based on the adult model: A
child was eligible for SSI if the child had a disability
that lasted or was expected to last 12 months and
either caused the child to be unable to engage in
“substantial gainful activity” or was in and of itself a
“severe” impairment.8 The severity of a child’s impairment had to meet or equal the severity of the listing
for adults. Unlike the criterion for adults, however,
functional status did not need to be determined for a
child. The family of the child also had to meet their
state’s income criteria for the child to be eligible for
SSI benefits.
From its inception until the early 1980s, SSI payments for children made up a very small proportion of
the total dollars afforded to people with disabilities.
For example, when SSI was implemented in 1974,
individuals 0–18 years of age made up only 1.8% of
the total of SSI recipients.9 Through the 1980s, children accounted for 4%–6% of all SSI recipients.9 The
disability community was concerned that the eligibility
criteria made it too difficult for children to be deemed
eligible.
In February 1990, the U.S. Supreme Court found
that using the medical listing for adults to determine
disability in children did not meet the “comparable
severity” standard established in Title XVI of the Social Security Act.10 The Sullivan v Zebley decision was
based on the fact that the determination process made
no attempt to describe the functional status of children. Although determining vocational status for children is clearly inappropriate, the Supreme Court felt
that there should be some method of including an
assessment of the functional status of children.10 Following Zebley, SSI determinations for children were
increasingly made on the basis of functional status.
Concurrently, SSA developed mental health guidelines

for eligibility, which allowed determinations based on
mental health impairments.10 As a result of the precipitous increase in the number of children served
after the Zebley decision and the inclusion of the
mental health guidelines, Congress passed the 1996
Personal Responsibility and Work Opportunity Reconciliation Act (PRWORA), which tightened the criteria
for SSI eligibility for children. The law currently states:
“An individual under the age of 18 shall be considered
disabled for the purposes of this title if that individual
has a medically determinable physical or mental impairment, which results in marked and severe functional limitations, and which can be expected to result
in death or which has lasted or can be expected to last
for a continuous period of not less than 12 months.”8
Maternal and Child Health Bureau. The Social Security
Act of 1935 included a section specifically dedicated
to children. Title V of the Act laid out provisions for
the health care of women and children and for services for “crippled children.” Speaking of a “regiment”
of children whose acute needs could not be ignored, a
report by the U.S. Committee on Economic Security
documented that services for children with chronic
illnesses and disabilities were lacking in many communities, particularly in rural areas.7,11 Title V was established as an ongoing authority of the federal government in recognition of the need for a federal role in
assuring the health of the nation’s maternal and child
populations.
The federal funds were to be administered as grants
to the states, with states having autonomy over various
aspects of the programs. One of these aspects for the
Services to Crippled Children was the definition of
crippled children. Each state was to produce its own set
of criteria for designating the group of children to
receive services through Title V. Initially, many of the
states specified children with orthopedic conditions as
crippled children. Over the years, the federal Title V
Maternal and Child Health administration created a
series of categorical programs in response to a variety
of disparate health and developmental needs of children. To stimulate both service delivery and academic
interest in the identified problems, targeted grant funding was made available for categorical conditions such
as rheumatic heart disease, cerebral palsy, and various
congenital anomalies. States responded individually
and differently to the federal solicitations, receiving
varying amounts of funding for different categories of
conditions. The result has been a complex quilt of
classifications by state.
In 1998, the federal Maternal and Child Health
Bureau leadership adopted a more uniform and co-
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herent approach to the system of identification. Previously, Nelson and Stein coined the phrase children with
special health care needs or CSHCN.12 The 1998 MCHB
definition is: “Children with special health care needs
are those who have or are at increased risk for a chronic
physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by
children generally.”13
Medicaid. Funded by both the federal government and
the states, Medicaid is a state-administered health insurance provider for low-income individuals. While
the fundamental mission of the Medicaid program is
not the provision of service to children with special
health care needs, Medicaid plays a vital role in the
delivery of health services for these children. Children
with special health care needs are more likely to be
poor than are children without such health care problems.14 In addition, Medicaid programs in many states
have been given the responsibility for providing gap
funding and/or wraparound services for non-poor children whose insurance companies have reached their
caps or lifetime limits. Children in this situation most
often are those with very complex medical situations.
Medicaid is also a critical player for children with
special health care needs because in most states Medicaid offers a very comprehensive array of services for
this population. These services may include home
nursing, physical, occupational, and speech therapy,
and counseling as well as primary and specialty care,
outpatient, and inpatient care. Katie Beckett Waivers,
also known as Home and Community-Based Programs,
and intermediate care facility programs have been the
major programs in state Medicaid agencies to provide
for children with special health care needs. In recent
years, Medicaid has also begun to fund health-related
services provided to children in special education programs in schools.15
Medicaid programs in general have not created
definitions for children with special health care needs.
Rather, they have tended to rely on the definitions
proposed by other agencies such as SSI, Title V, and
Departments of Mental Retardation. In many instances,
state Medicaid departments have not considered children with special needs as a separate category at all.
This lack of categorization does not present a problem
for families or providers under fee-for-service planning,
but has raised serious concerns as many state Medicaid
programs are converting to managed care, prepaid,
and/or capitated arrangements. The pediatric community worries that in the absence of a special designation, children with special health care needs will no
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longer have access to the range of services they need
under prepaid plans.16 However, the Centers for Medicare and Medicaid Services (CMS) are developing
measures to include in the Health Plan Employer Data
Information Set (HEDIS) to more closely monitor how
plans and states are meeting the needs of children with
special needs who are eligible for Medicaid services.
While many state Medicaid programs have not directly addressed the issue of identifying children with
special needs at the individual clinical level, the Medicaid programs have used aggregate data to get a handle
on their “high utilizers,” based on the data they have
available from their billing systems. Analyses of this
information often reveal groups of children with complex medical needs who are substantially engaged with
the medical care system. For example, one study of
pediatric Medicaid recipients in the state of Washington used chronic disease categories to better understand the distribution of payments across the population.17 The authors found children with the selected
conditions incurred costs ranging from 2.5 to 20 times
those of other children in the Medicaid program. Recognition of these differences has raised the salience of
looking at the definitional issue.
OBJECTIVES
Given the diverse approaches to the categorization of
children with special health care needs, our group
posed the following questions:
1. Across the United States, how are the SSI, Title
V, and Medicaid programs identifying children
with special health care needs? Are the numbers
comparable?
2. Within the 50 states and the District of Columbia, what is the pattern of funding for the children identified as eligible under the various disability definitions?
3. Given the discretion of states to make their own
determination of eligibility under Title V, how
frequently are “categorical” and “functional”
methods used? Is there any correlation between
categorization methodology and levels of funding for children covered under Title V?
4. Based on these analyses, how do the numbers of
children classified by the state-level programs
compare to the numbers of children with special
health care needs reported in various epidemiological studies?
To understand the complexities of the definitions
used by states and to probe for answers to these ques-
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tions, we set out to collate and analyze available statelevel data about child eligibility and about the number of children classified and funded under the three
programs.
METHODS
For all analyses, we used U.S. Census Bureau estimates
for state population of children younger than 18 years
of age and child poverty rates. The population data
comes from the year 2000 Current Population Survey.
To increase the precision of the Current Population
Survey estimates for child poverty rates, three-year average (1998–2000) rates were used.
For both the SSI and Title V analysis, we report the
median, minimum, and maximum values for percentage of eligible recipients and average payments or
spending, since these data were not normally distributed by state. In addition, non-parametric measures of
association and models were used (Spearmans rho,
Mann-Whitney U, and logistic regression). We considered associations to be statistically significant at the
p⬍0.05 level.
SSI analyses
All states apply a standard, federally determined SSI
definition with variation by state in income eligibility.
To assess the number of children identified as eligible
and served by the current SSI regulations, we obtained
data from the most recent Social Security Administration Annual Statistical Report 2000.9 For comparison
purposes, we determined the percentage of children
receiving SSI by dividing the reported number of children on SSI in each state by the estimated number of
children in that state. For each state, we estimated the
average per-child annual payment as twelve times the
total reported federal payments for the month of December 1999 divided by the number of recipients in
the state. We report Spearman correlation coefficients
for bivariate rank-order correlations.
Title V analyses
Information on the number of children served and
the dollars expended on them by state were obtained
from the Title V Information System Web Site at:
https://performance.hrsa.gov/mchb/mchreports.
Percentage figures were derived by dividing the number of children served by the state child population.
Although in some states Title V programs cover individuals up to age 22, for comparison purposes, we
estimated the effect of state population by using age
younger than 18 data as the denominator and the
available data from the state for enrollment in the

Title V program. Funding figures were determined by
dividing the state funding for 1998 (the most recently
available data) by the number of children served by
that state.
The data for eligibility criteria for Title V is based
on the 1999 report of Reiss and Dearholt at the Institute of Child Health Policy in Gainesville, Florida.18
The medical eligibility criteria for each state were independently reviewed by two of the study investigators
(NB and LS). An independent third-party reviewer
settled any discrepancies (JSP). The eligibility criteria
for each state were classified as primarily functional or
primarily categorical. Subsequently, the lists of eligible
conditions in states with primarily categorical definitions were classified as comprehensive or idiosyncratic for
states previously determined to be primarily categorical. The list of eligible conditions in states with primary functional definitions were classified as comprehensive or not listed with the exception of one state,
Alabama, which had an idiosyncratic list.
Each state’s exclusion criteria were reviewed by the
same methodology as previously mentioned. Exclusion criteria were classified in one of three categories,
yes, no, or none specified. Based on the federal goals of
the programs, exclusion criteria of acute conditions,
organ transplants, general primary care services, and
custodial care were classified as “no” exclusions. States
with exclusion criteria beyond these exemptions were
classified as “yes” exclusions. Mental health condition
exclusions were addressed under a separate heading.
Thus, if the only additional exclusions beyond the
exemptions were for mental health conditions, the
state was classified as “no” exclusions. States with no
conditions listed were classified as “none specified.”
Mental health conditions had the same method of
review. The definition of eligibility and the list of eligible conditions for each state were reviewed to determine if mental health conditions were covered by the
state. The exclusion criteria were reviewed to determine whether the states excluded mental health conditions. Each state was classified as to whether it included mental health conditions by categorizing as
yes, no, or no information. States specifying coverage
only for medical conditions related to mental health
conditions were categorized as “no.”
Mann-Whitney U, binomial, and multinomial logistic regression were used to identify potential differences in percentage of children served and state perchild spending for states with categorical vs. functional
eligibility definitions, and comprehensive vs. idiosyncratic sub-definitions. The potential confounding effect of state child poverty rate was assessed in the
regression models.
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RESULTS
Pattern of identification and funding
(Questions 1 and 2)
Figure 1 demonstrates graphically the changes that
have occurred in SSI eligibility since its inception. The
profound effects of the Zebley decision and introduction of the mental health guidelines are seen in the
striking increases that occurred in the 1991–1996 time
period. The subsequent slight downturn in the numbers of children qualifying for SSI is apparent as of the
new federal standards implemented in 1997.
Table 1 presents state eligibility for SSI and Title V.
The median percentage of children identified as meeting SSI criteria was 1.06%. There was some variability
by state in the percentages of children enrolled in SSI,
which ranged from a low of 0.39% in Hawaii to a high
of 3.23% in the District of Columbia. An analysis of
state poverty level as a possible contributor to the
variability revealed that the state percentage of children in poverty was positively associated with the percentage of children receiving SSI (r⫽0.56, p⬍0.0001
for Census 100% poverty level). In 1998, Perrin et al.
also found a similar relationship between SSI enrollment and poverty levels.19 The median annual U.S.
payment for SSI was $5,544. There was comparatively
little variation in this amount from state to state. The
minimum value was $5,016 and the maximum value
was $6,696. The size of the state population was posi-

Figure 1. Number of SSI recipients younger than
age 18, by year: 1980–2000
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Methodologic limitations and
constraints on inference
There are several limitations reducing the ability to
generalize the findings here. The secondary data sets
lead to usage of different denominators. States use
different cut-offs for the upper age covered under
Title V, which yields varying potential populations for
enrollment. The years of the data sets available are not
the same, but the closest possible were used to increase the comparability between different populations. All of these variations were noted in the methodology. Any estimation or adjustments are also noted.
To make conclusions about the Title V data, we
designed a process to reach the most standard conclusions possible. However, due to the reliance on judgements by individuals with different vantage points, some
discrepancy remains. Others looking at the same regulations may come to different conclusions.
In addition, both Title V and Medicaid are moving
targets, with changes in the regulations that may not be
accounted for due to a limited time frame of evaluation. Recognizing the pilot programs in states allowed
inclusion of some definitions that might not be considered policy in the regulations. The State Child Health
Insurance Programs (SCHIP) were not included due to
the large variations from Medicaid for some states and
the lack of stability of the definitions for the programs.

The primary data for Medicaid also relied on the
knowledge of the Director of Medicaid or their representative for children’s issues. The confirmation of the
information via the websites was an attempt to catch
any errors, but may not have captured all of the knowledge errors due to the magnitude of the Medicaid
programs.

Number of recipients (thousands)

Medicaid analyses
To our knowledge, there is no compendium that pulls
together current information about how each state’s
Medicaid department defines children with disability.
We, therefore, gathered information from the states in
a primary fashion. Three steps were taken to determine
the types of definitions used by state Medicaid agencies
to qualify children in Medicaid for different levels of
service: (1) We called the Medicaid director’s office in
each state to determine whether the state had an overall system for defining children with special health care
needs or other services for children with special health
care needs, and if so, how they determined which children would be eligible. (2 ) We reviewed both the federal waivers for home and community-based programs
and the requirements for intermediate care facilities,
since children who are eligible for these programs can
access substantial Medicaid funding. (3 ) We confirmed
the statements by the Medicaid office by reviewing the
regulations at each state’s Medicaid website. Only four
states (Illinois, Maryland, Nevada, and West Virginia)
could not be confirmed by reviewing the regulations at
the state website. For one state (Maine), additional
information was found in the state website that had not
been disclosed in discussions with the Medicaid office.
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Table 1. Number of children younger than age 18, percentage SSI recipients, percentage of Title V recipients,
and percent of children below the 100% federal poverty level

State
Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
Illinois
Indiana
Iowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi
Missouri
Montana
Nebraska
Nevada
New Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio
Oklahoma
Oregon
Pennsylvania
Rhode Island
South Carolina
South Dakota
Tennessee
Texas
Utah
Vermont
Virginia
Washington
West Virginia
Wisconsin
Wyoming
Total U.S.

Children
younger than
age 18 (000s)
1,066
197
1,335
660
8,923
1,066
828
182
95
3,570
2,057
289
350
3,181
1,529
720
699
966
1,190
290
1,309
1,469
2,561
1,272
753
1,399
224
444
491
304
2,003
496
4,441
1,941
160
2,844
882
828
2,853
241
956
198
1,341
5,719
707
139
1,665
1,486
403
1,348
127
70,197

Percent receiving
SSI

Percent receiving
Title V

Percent below
100% federal
poverty level

2.27
0.46
0.91
2.21
0.90
0.68
0.65
1.38
3.23
1.70
1.28
0.39
0.88
1.23
1.10
0.78
0.86
2.32
2.37
0.98
0.99
1.06
1.35
0.69
2.52
1.15
0.81
0.76
0.74
0.52
0.98
1.10
1.49
1.49
0.57
1.48
1.16
0.75
1.37
1.22
1.74
1.02
1.50
0.83
0.47
0.83
1.18
0.74
1.83
1.15
0.72
1.21

2.09
1.25
1.15
2.30
1.49
0.78
0.64
1.50
0.94
1.33
0.73
2.96
0.65
0.77
0.61
0.75
1.57
1.66
0.71
0.77
1.08
1.57
1.08
0.57
0.83
0.40
0.62
0.92
1.45
1.39
3.39
2.47
1.37
3.34
1.12
1.11
1.90
0.94
1.18
1.53
1.42
2.82
0.35
0.47
0.61
2.60
0.67
0.62
1.27
0.14
2.47
1.21

24.5
9.9
22.7
21.1
23.1
11.7
10.4
16.6
36.1
20.5
22.8
16.3
21.1
15.2
11.0
12.5
14.6
19.9
26.5
15.4
9.2
17.8
14.9
13.4
22.1
17.3
21.5
13.4
16.1
12.2
12.2
28.7
23.9
18.9
19.8
17.0
18.2
18.6
16.1
18.3
18.6
12.6
18.5
22.6
11.0
13.3
12.8
12.1
24.2
11.8
15.5
18.5
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tively associated with SSI spending. More populous
states spent more per child than less populous states
(r⫽0.44, p ⬍0.001).
For Title V, the median percentage of eligible children with special health care needs was 1.12%, ranging from 0.14% in Wisconsin to 3.33% in North Carolina. Unlike the situation with SSI, child poverty rate
did not play an explanatory role in the variability of
percentage of children by state identified as eligible
for Title V (r⫽0.16, p⫽0.25), while there was some
evidence of a negative association with state child population (r ⫽–0.25, p⫽0.08). In comparison with the SSI
payments, there was considerable variability in state
spending by Title V. The median state spending per
child per year in 1998 was $939, with a minimum of
$127 in New Jersey and a maximum of $6,863 in California. There was some evidence that Title V spending
per child was associated with more populous states
(r⫽0.275, p ⬍0.051), but child poverty rate was not
associated (r ⫽0.20, p ⫽0.16).
Figure 2 is a graphic display of the estimated annual per-child expenditure comparing Title V spending and SSI payments, with states ranked by average
per-child Title V spending. The per capita amounts
are more consistent for SSI than they are for Title V
across the states, which is not surprising given the
uniform federal eligibility definitions of SSI. For SSI,
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the mean annual per-child expenditure by state was
$5,598 with a standard deviation of $316. In contrast,
for state administered Title V spending, the mean
annual per-child spending by state was $1,214 with a
standard deviation of $1,210. The difference in variance is highly significant (Levene’s test, F ⫽15.14,
p⬍0.0001).
Table 2 is a report of our review of the state Medicaid programs’ eligibility criteria for children with special health care needs. All the states had specific qualifications for intermediate care facilities based on level
of need for the mentally retarded or developmentally
disabled population. The definitions used for the eligibility for intermediate care facilities have little variation among states and rely heavily on the American
Association of Mental Retardation (AAMR) definition
of mental retardation and developmental disabilities.
In addition to the intermediate care facilities, all states
except Arizona have highly specialized Home and
Community-Based Waivers (also known as the “Katie
Beckett Waiver”) for provision of services in the home
or community as opposed to a hospital or nursingcare facility. These waivers vary some in the child eligibility, but have greater variability in the types of care
provided. Beyond this, families have the option of
spending down their resources in order to make their
child eligible for services in Medicaid.

Figure 2. Estimated average annual per-child SSI payments and Title V spending by state for CSHCN

Average annual per child payments, spending
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Maryland
Nebraska
Arizona
Oregon
Vermont
New Mexico
Pennsylvania
Arkansas
Kansas
Oklahoma
Nevada
South Dakota
Delaware
New Jersey
US

0

State
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Table 2. Medicaid

Type of definition used

States

SSI

DC, MA

Title V

AR, MI

MR/DD

CO, HI, IL, ME, OR, WI

Functional assessment

AZ, CO, HI, IN, MA, NH,
NV, OR, WA, WI

Categorical assessment

GA, IN, NV, TX

No additional services
beyond Home and
Community Based
Waiver and Intermediate
Care Facility

AL, AK, CA, CT, DE, FL, ID,
IA, KS, KY, LA, MN, MS,
MO, MT, NE, NJ, NM, NY,
NC, ND, OH, OK, RI, SC,
SD, TN, UT, VT, VA, WV, WY

MR/DD = mental retardation/developmental disabilities

Aside from these two programs, thirty-two states
offer no additional services under Medicaid for children with special health care needs. Eighteen states
and the District of Columbia were found to have a
variety of additional programs and definitions (outlined in Table 2). In some cases, the definition is used
simply to provide a mechanism to identify children
eligible for supplemental funding for medical services.
Some states are also using more than one type of
definition based on the type of services or a multilevel
determination process, such as a functional assessment
of a child with a specific condition in order to receive
services. The District of Columbia and Massachusetts
each use the SSI definition as a mechanism for identifying children with special needs. Both Arkansas and
Michigan have merged the Medicaid and Title V services and are using their Title V definition to determine eligibility for additional services. Several states
are using developmental disabilities and/or mental
retardation definitions from other agencies, such as
departments of mental retardation or health, to determine eligibility. Four states have services offered to
children with a specific condition, such as blindness
(Texas). Because so few state Medicaid programs actually categorize children with special health care needs,
it was not possible to derive a comprehensive picture
of Medicaid funding for children with special health
care needs.
Analysis of categorical and non-categorical
approaches in Title V (Question 3)
In Table 3, we have presented the analysis of the ways
in which state Title V programs have used their discre-

tion to define children with special health care needs.
There is tremendous variability across the nation. We
have divided the states into a categorical group and a
functional group, and then have subdivided them by
other attributes of their definitional process. We have
arrayed the categorical states by whether they provided services based on a comprehensive list of conditions or one that was more idiosyncratic. A comprehensive list would include at least a compilation of
conditions, such as cardiac, congenital malformations,
respiratory, orthopedic, neurological, gastrointestinal,
renal, endocrine, and hematological. Fifteen states do
indicate by name that they specifically provide services
for children with almost all of the disabilities and
chronic illnesses that have been introduced as categorical programs over the 65-year history of Title V.
An additional 14 states and the District of Columbia
use a condition list, but their lists do not include many
conditions generally covered by other states.
With regard to the states using primarily a functional definition, the definition generally includes statements about a comprehensive evaluation of the child’s
ability to participate in daily events. Twenty-one states
use a functional approach, but only thirteen of these
rely on the functional definition exclusively. The other
states employ language to indicate that they cover
conditions “such as . . .” and then go on to provide a
relatively detailed and comprehensive listing of conditions. Even the states with a primary functional approach may have language indicating that there are
small categorical programs under special additional
grants or arrangements with other state agencies.
The vast majority of the states has language that
excludes acute conditions, general primary care services, custodial care, organ transplantation, and/or
mental health. Table 3 also demonstrates there are
many modifications of the criteria in the states. The
states listed in Table 3 as having additional exclusions
have language that specifies individual conditions that
will not qualify for services under Title V beyond the
acute conditions, primary care, custodial care, organ
transplantation, and mental health.
An area of wide discrepancy among states’ Title V
programs is their inclusion or exclusion of mental and
behavioral disorders. Table 3 lists the states that specifically mention mental retardation, developmental
delay, mental illness, and/or emotional/behavioral
disorders in their eligibility criteria. While only thirteen states specifically include mental health disorders
in their inclusion criteria, there are twenty-three states
specifically excluding mental health disorders. Two of
the states that exclude mental health, Maryland and
New Hampshire, provide for medical services associ-
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Table 3. Title V—definition approaches by state

Categorical
State

Comprehensive

Alabamaa
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
Illinois
Indiana
Iowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi
Missouri
Montana
Nebraska
Nevada
New Hampshire
New Jersey
New Mexico
New Yorke
North Carolina
North Dakota
Ohio
Oklahoma
Oregon
Pennsylvania
Rhode Island
South Carolina
South Dakota
Tennessee
Texas
Utah
Vermont
Virginia
Washington
West Virginia
Wisconsin
Wyoming

Functional

Idiosyncratic

Comprehensive

X
X
X
X
X
X
X

e

b

b

b

c

b

c

b

b

b

b

Yes

b

b

X
c

X
X
X
X
X
X
X

c

b

Yes
Yes
Yes
Yes
No
No
No
No
Yes
Yes
Yes
No
Yes
Yes
No
Yes
No
No
Yes
Yes

d

X
X
X
X

d

X

b

X
e

X
X
X
X
X
X
X
X
X

c

b

b

Yes

b

b

b

b

c

Yes
Yes
Yes

b

b

c

Yes
Yes
Yes
Yes
Yes
No
Yes

X
X
X
X

c

X

b

X
X

c

X

c

X
X

Not specified.
Covers medical services for mental health conditions but not mental health services.

Eligibility varies by county for New York.
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Yes
Yes
No

b

X

X
X
X
X

Yes
Yes

c

X

Includes mental health services.

d

Yes
Yes

b

X
X

An idiosyncratic list of eligible conditions is listed for Alabama.

c

b

c

X
X

Exclusions

b

X

a

b

Idiosyncratic

Mental
health
coverage

c
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ated with mental health disorders but not mental health
services, and thus we placed them in the excluded
category. Fourteen states provided no information on
inclusion or exclusion of mental health disorders.
The percentage of children receiving Title V spending was not associated with the type of definition used
(functional vs. categorical, Wilcoxon rank sum Z⫽
–0.12, p⫽0.91). State Title V spending was also not
associated with the type of definition (functional vs.
categorical, Wilcoxon rank sum Z⫽–0.59, p⫽0.55). Logistic regression analysis looking at the potential confounding effect of state child poverty rate did not yield
a significant model for either of these two measures.
Using data from large-scale epidemiological studies, there are three naturally occurring groups based
on the types of definitions used (see Figure 3). Group 1
(approximately 30% of the childhood population) is
comprised of children who meet any conditionspecific criterion at any time on standard instruments.21,22 Group 2 includes children who meet the
criteria of the MCHB definition or are identified by
systems that look at utilization, such as the NACHRI
system. In general, children in Group 2 are defined
on the basis of a functional statement such as “require
extra services.” These types of definitions yield 13%–
24% of children.1,14,23–25 (Newacheck PW. reported unpublished data from State and Local Area Integrated
Telephone Survey of CSHCN [cited 2003 Jul 17]. Available from: URL: http://www.cdc.gov/nchs/about
/major/slaits/cshcn.htm.) Group 3 is a much more
rigorously defined group, namely, those children with
conditions limiting their function in daily living activities. This definition is more closely aligned with the
standard adult definitions, such as those that appear
in the International Classification of Functioning, Disabili-

Figure 3. Prevalence of children with special health
care needs by various definitions

6%

Moderate to severe
functional liminations

⬃18%

MCHB definition

30%

Any occurrence

ties and Health.26 There is often a time modifier as well
(such as three months or one year). These stringent
criteria lead to a prevalence on the order of 5%–
6%.27–31 Most of the studies generating Group 3 derive
from categorical lists with a functional modifier.
DISCUSSION
We chose to look at the classification schemes of SSI
and MCHB because each of these programs is mandated to provide services to children with special needs.
Comparison of SSI and MCHB eligibility is essentially
a comparison of a rigid, federally determined definition with a federally sanctioned state-by-state discretionary approach. Review of the SSI approach shows
that by applying a uniform federal standard, there has
been a fairly uniform capture of a population of children who are receiving monthly supplementary income. By comparison, the size and composition of the
populations of children served by the state MCHB
programs vary significantly. Logically, SSI spending per
child has a relatively tight distribution, since it is federally funded. Since Title V is a block grant, there is
significant variation of per-child spending between
states, depending on the number of children the state
chooses to enroll in Title V.
We also examined state Medicaid programs around
the country. At the federal level, Medicaid has not
chosen to issue any recommendations about the classification of children with special health care needs.
States, therefore, are making their own choices as to
how to deal with classification. Some states have borrowed from SSI or Title V. Some are using the definitions of their mental retardation (MR) and developmental disabilities (DD) programs. Other state
Medicaid offices have not addressed the issue at all. If
these states move to managed care arrangements for
all children, coverage for children might suffer as this
population would then receive the standard capitation, which is insufficient to cover all medical care
costs.
Epidemiological surveys of nationally selected random households form the basis for an increasingly
sophisticated and mutually reinforcing set of estimations of the size of the population of children with
special health care needs. These surveys of children
with disabilities and chronic illness range from 5% to
30%, depending on the definition and the level of
functional impairment specified. Based on these estimates, one would predict that a tight definition that
required substantial impairment would net on the order of 6% of the child population, as seen in the study
by McManus et al. in 1990.30 Approximately 20% of
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the population of children live in poverty, so the SSI
enrollment of 1.5% is what would be expected if the
eligibility criteria for income was 100% of the poverty
line. However, since the income eligibility is up to
approximately 250%,32 the percentage of population
enrolled in SSI should be greater by about two-fold.
By comparison, there is an even greater discrepancy between the number of children served through
MCHB programs nationwide and the epidemiological
predictions. When Newacheck applied the new definition promulgated by the federal MCHB leadership to
the National Health Interview Study sample for 1994,
he found that approximately 18% of children met that
definition.14 The definition is a functional and servicebased one with a less stringent severity requirement
than that contained in the SSI definition. It is particularly striking, then, that the Title V percentage of children served is 1.3%, which is more than an order of
magnitude less than the predicted number.
This review has reinforced the notion that definitions can have a profound effect on outcome. The SSI
story is an example of the way that small changes in a
definition can make significant changes in the funds
available to people with disabilities. Recognition of
the serious consequences of choosing a particular definition has led to a general wariness of categorization.
Nonetheless, policymakers and program developers
find themselves stymied when they cannot articulate
clearly what group or groups of children are being
chosen for a particular intervention.
The past 10 years have seen considerable movement toward a more useful system of definition. It is
becoming clear that the dichotomy between functional
definition and categorical lists is artificial. For practical
purposes, it is helpful to have components of both.
The promulgation of the MCHB definition of children with special health care needs in 1998 was an
important step toward addressing the confusion that
was apparent in both the clinical and policy realms.
The definition has served to open a wider discussion
on the issues and has introduced the non-categorical
dimension into state systems, which were generally
relying on historically generated lists. The MCHB
definition still begs the question of operationalizing
terms such as chronic physical condition, chronic emotional
condition, and so on. The term “children who require
health and related services of a type or amount beyond that required by children generally” introduced
a useful severity gauge, but also created the need for
decisions around the definition of health service and
related service.
The process begun in 1998 is clearly not finished.
States are amending their Title V definitions and are
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assessing their Medicaid provisions, particularly in light
of the new State Child Health Insurance Program
(SCHIP). There is now useful information from the
new SSI experience. Further, the studies in the field
have brought improved clarity about the classification
process. It may be a good time for a new iteration of a
standard approach to the classification of children
with special health care needs. Based on this review,
we offer a series of considerations for any group that
decides to take this next step.
It would be helpful if the next classification project
were carried out across federal and state agencies so
there would be consistency of approach in providing
services to children with special health care needs.
The caveat to this assertion is that having a variety of
definitions may have been protective for some children, allowing them coverage by one of the programs
when they were excluded by another. It is critical that
any definition be broad enough to provide protection
to as many children as possible. The value of an interagency approach would be that children could then
qualify for multiple services at once and the various
agencies could have comparable data about groups of
children who are their common constituency.
CONCLUSIONS
Any new definition should be based on a set of guiding principles. The experience of those who have experimented with different approaches should be considered when creating new criteria. Based on this study,
we suggest several considerations that should be included to ensure inclusiveness, accuracy, and fairness
in any definition:
1.

Severity of individual conditions.

2.

Chronicity of impairment resulting from health
conditions.

3.

Impact of multisystem involvement.

4.

Medical and technological assistance required
to maximize and maintain functional capacity.

5.

Psychological, developmental, and behavioral
needs and limitations.

It is incumbent upon us to weave these considerations into operational definitions for the sake of these
children and the families, professionals, and communities who care for them.
As helpful as the MCHB definition has been in
moving the process forward, its lack of specificity limits its usefulness for defining eligibility. As presented
earlier, the epidemiologic studies would suggest that
there are really three groups of children that are be-
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ing discussed under the heading of children with special health care needs. These three subgroups may be
more helpful as programs look to determine which
children they will provide with which set of services.
While these groups may not be the ultimate breakdown for such subgroups, we would suggest that a
good next step may be to identify each of these groups
by a specific term so practitioners and policymakers
could speak a common language when discussing children with special health care needs.
Depending on the funding available for a program
and the services to be provided, agencies are generally
forced to use different eligibility criteria. In addition,
if multiple agencies are required to commit to a single
definition, it may encourage a more efficient system
that may lead to the exclusion of children with rare
diseases or rare manifestations of more common conditions. Certain programs may require a more restrictive method of determination, while others can afford
to be more inclusive. Fairness dictates the importance
of a definition that follows a set of principles such as
those above.
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