Complex Medical and Social Needs

in Early Childhood OCID

Part 2 of 4: Public Program Participation oy

This brief highlights the early childhood support programs children with chronic health
conditions accessed and provides a detailed look at the receipt of early intervention and home
visiting services among children with qualifying health conditions or characteristics.

Key Data Findings in Part 2

e Alarger proportion of children with chronic medical
conditions at age 5 years and their families participated in
early childhood supports and other social service programs
than those without chronic conditions.

» Program participation was highest among children with
complex chronic conditions.

e Many children with chronic health conditions in early
childhood did not have a history of qualifying diagnoses for
Early Intervention (El) or Early Childhood Special Education
(ECSE) services.

e There was a gap between eligibility for El or ECSE and
home visiting programs and receipt of those services for
children enrolled in Medicaid or CHIP.

» Less than 40% of children with qualifying El or ECSE
diagnoses received services.

Analysis Series

Read the other briefs in this
4-part series on children enrolled
in Medicaid or CHIP who have
complex health and social needs
during early childhood.

Part 1: Overview and Policy
Context

Part 3: Health States and
Health Service Use

Part 4: Early Education

Visit the interactive tool to further
explore the data presented in this
series.

» 15% of children eligible for home-visiting services through the Babies First! or Maternity Case

Management (MCM) program received them.

» Among children with qualifying El or ECSE diagnoses, more children with chronic conditions

received services than those without chronic conditions.

e Among children with a history of out-of-home foster care placement or substantiated
maltreatment, rates for eligibility and receipt of El or ECSE services were higher compared with

other children in the full cohort.

» 59% of children with a history of out-of-home foster care placement and 49% with a history of
substantiated maltreatment by age 5 years were likely eligible for services.

» Among those likely eligible, 47% of children with a history of out-of-home foster care
placement and 42% with a history of substantiated maltreatment by age 5 years received

services.
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Complex Medical and Social Needs in Early Childhood

Introduction

Children with complex health and social needs often require
support services from a large and diverse set of providers and
programs, ranging from the health care system to public
education. Fundamental to a “system of care” approach is the
concept of overlapping dimensions of sectors (e.g., health care
and education), agencies, and programs that are often serving
the same set of children in different ways. However, this
assortment of programs may require families to navigate
different eligibility criteria, enrollment processes, and
administrative hurdles to access each one. This service array
includes early childhood programs addressing complex needs in
young children, such as El and home visiting services; recent
initiatives have emphasized the importance of creating greater
alignment between Medicaid and early childhood programs.

This brief, Part 2 in the series, examines which public support
programs children with chronic health conditions enrolled in
Medicaid or CHIP encountered during early childhood.
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Key Terms

Medical complexity refers to a
classification of children with
chronic disease. We used the
Pediatric Medical Complexity
Algorithm®? to determine the
following categories of children:

e Complex chronic: History of
more than 1 chronic condition
or of progressive or malignant
conditions.

e Noncomplex chronic: History
of 1 chronic condition lasting
at least 1 year.

e Nonchronic: No history of
chronic conditions.

See the methods summary for
additional methodological detail,
variable definition, and
discussion of study limitations.

As discussed in Part 1, this analysis identifies children with medical complexity and certain Cohort prevalence

social and environmental experiences to describe the many systems and situations that

may affect early childhood well-being and readiness to learn.

of chronic medical
conditions

The study population consisted of children enrolled in Medicaid or CHIP who were in the Complex chronic
Oregon public school 3rd-grade classes of 2017-2018 and 2018-2019. In this cohort, 36% . 13%

of children were identified as having chronic conditions at age 5, including 13% with 2
complex chronic conditions. A larger proportion of children with a low birthweight and
children identified as male or Black had some level of medical complexity; other equity
and demographic characteristics largely followed a similar distribution as the full cohort.

Noncomplex chronic

.
The prevalence of medical complexity in this cohort differs when considering their various
social and environmental experiences, including out-of-home foster care placements, Nonchronic
substantiated maltreatment, deep poverty, and parental factors. As the number of those 64%
experiences increases, so does the prevalence of medical complexity.

1 Simon TD, et al. for the Center of Excellence on Quality of Care Measures for Children with Complex Needs (COE4CCN) Medical Complexity Working Group. Pediatric
medical complexity algorithm: a new method to stratify children by medical complexity. Pediatrics. 2014;133(6), e1647-54. doi: 10.1542/peds.2014.3875.

2 Cohen E, Kuo DZ, Agrawal R, et al. Children with medical complexity: an emerging population for clinical and research initiatives. Pediatrics. 2011;127(3):529-538.

doi: 10.1542/peds.2010-0910.
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Findings

Children with chronic health conditions at age 5 years and their families used public support
programs at higher rates

Children enrolled in Oregon Medicaid or CHIP with chronic medical conditions at age 5 years accessed
early childhood support programs at higher rates than those without chronic conditions; both
programs related to early learning and disability needs, and others related to early education and
income support (Figure 1). For example, 48% of children with complex chronic conditions used El or
ECSE services and 41% were enrolled in public preschool, compared with 5% and 31%, respectively,
without chronic conditions.

Figure 1. Proportion of children enrolled in select public program services, by medical complexity

Complex Noncomplex
chronic chronic Nonchronic
ever enrolled
through 3rd grade
ever enrolled
Public preschool - -
Oregon Pre-K/Head Start # <0 =1

woc [ = M- :

Home visiting . .
Babies First!/MCM i 15 11
Abbreviations. ECSE: Early Childhood Special Education; El: Early Intervention; ERDC: Employment Related Day Care; IEP: Individual

Education Plan; MCM: Maternity Case Management; SNAP: Supplemental Nutrition Assistance Program; TANF: Temporary Assistance
for Needy Families.

Program participation increased with medical complexity

Most children touched at least 1 public program, and children with more complex chronic conditions
interacted with more public programs (Figure 2). Seventy-one percent of children with complex
chronic conditions and 58% of children with noncomplex chronic conditions used at least 3 of the 7
programs, compared with 40% of children with no history of chronic conditions.

Figure 2. Proportion of children touching multiple select public programs, by medical complexity

Complex 71% Noncomplex Nonchronic
chronic chronic
58% 56%
39% 40%
28%
1% 2% 4%
0 1-2 3+ 0 1-2 3+ 0 1-2 3+

Number of programs
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Enrollment of qualifying children in El or ECSE and Babies First! or MCM services was fairly low
Children in this cohort were considered eligible for El or ECSE

services if they had a history of a qualifying diagnosis Data Note

between birth and age 5 years. See the methods summary for The only home visiting programs in
further detail on diagnosis identification. Overall, we the OCID database for the study
identified 32% of the cohort as likely eligible by history of a period (2010-2015) are Babies
qualifying diagnosis for El or ECSE services. When First! and Maternity Case

Management. Other programs were
available within the state at that
time, meaning that this analysis

considering medical complexity, more children with chronic
conditions were likely eligible for El or ECSE services by
presence of a qualifying condition, particularly those with likely undercounts children
more complex conditions. However, 25% of children with receiving home visiting services,
complex chronic conditions and 48% with noncomplex Since 2020. the state has funded
chronic conditions were still identified as not eligible. and operatéd Family Connects, a
universal home visiting program

available to all families, under the
Oregon Health Authority.

Eligibility for Babies First! or MCM home visiting, a service

that can help connect families to developmental screening,

was determined by maternal and newborn characteristics and
program contacts identified from the birth record in children
born in Oregon (see the methods summary for details). In this
cohort, 90% of all children were likely eligible for these services.

However, many children enrolled in Medicaid or CHIP who were likely eligible for El or ECSE or Babies
First! or MCM were not enrolled (Figure 3). Of those likely eligible, 38% of children were enrolled in El
or ECSE, and 15% in Babies First! or MCM. A larger proportion of eligible children with chronic
conditions were enrolled in these programs, but there was still a large gap. For example, in El or ECSE,
60% of likely eligible children with complex chronic conditions had a record of entering the program.

Figure 3. Percentage of children eligible for and enrolled in services by medical complexity

All children Likely eligible for program M Enrolled
Complex Noncomplex )
chronic chronic Nonchronic
EI/ECSE 75% were eligible
for EI/ECSE 529
60% of eligible 17%
children enrolled
in EI/ECSE 41% B 14%
B_abies 92% were eligible 91% 89%
First!/ for BF/MCM

MCM

21% of eligible
children enrolled .
in BF/MCM 17% 13%

Note. ? Babies First!/MCM restricted to children born in Oregon.
Abbreviations. BF: Babies First!; ECSE: Early Childhood Special Education; El: Early Intervention; MCM: Maternity Case Management.
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Enrollment rates among likely eligible children for both programs across key demographic
characteristics can be found in Appendix A, Table Al. Enroliment in El or ECSE among children likely
eligible was higher for children identified as Asian or Black, as well as notably higher for those
identified as male compared with female and those in the tri-county region compared with rural
regions. Enrollment in Babies First! or MCM among those likely eligible was higher for Black children.

ZOOMING IN

Eligibility and receipt of El or ECSE services by age 5 years among children with out-of-home foster
care placement or history of substantiated maltreatment

To further explore differences in early disability services access, we examined eligibility and receipt of
El or ECSE for children with different social and environmental experiences. Compared with the full
cohort, children with a history of out-of-home foster care placement or substantiated maltreatment
had higher rates of eligibility; of those likely eligible, a greater percentage enrolled in the programs.

All children Likely eligible for program M Enrolled
Full QOut-of-home Substantiated
cohort foster care maltreatment
EI/ECSE

59% .
32% were eligible 49%

for EI/ECSE
38% of eligible
children enrolled 47% 42%

in EI/ECSE

Conclusions

A large proportion of young children enrolled in Oregon Medicaid or CHIP with chronic conditions
were also enrolled in several different early childhood programs and received income supports when
compared to children without chronic conditions. Children with more complex medical conditions
touched many different programs, underscoring the potential opportunities for coordination among
programs, as well as integration between the health system and additional critical social and
educational services.

Still, the data show substantial gaps between children who were likely eligible for El or ECSE and
Babies First! or MCM and those who entered the programs (though that gap was smaller for children
who had a history of chronic conditions). Many children with chronic conditions, even complex ones,
were also likely still not eligible for education-based disability services through El or ECSE. And though
most children appeared eligible for the Babies First! or MCM home visiting programs, which can serve
as a critical conduit to developmental screening, the health system, and additional social support
programs, a large majority of children and their families across all levels of medical complexity were
not enrolled in one of Oregon’s largest home visiting programs available at the time of this study.
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Considerations for Policymakers

The data in this brief highlight areas of opportunity and potential policy focus for Oregon moving
forward. For discussion on relevant state policies across the country, please see Part 1.

Oregon policymakers may want to consider the following questions:

e Avrecent federal data review indicates the percentage of Oregon children receiving early
intervention services is below the national average. How can Oregon ensure that more young
children with eligible diagnoses enroll into El and ESCE services?

» Are there opportunities for streamlining the assessment and enrollment processes for El or
ECSE, and more closely connecting early disability programs with the state’s health care
system?

» Is there additional cross-programmatic or service data that could help identify gaps in the
transitions between screening, diagnosis, referral, enrollment, and service receipt processes?

» How could data be analyzed geographically to guide both infrastructure and programmatic
investments in El and ECSE programs?

e Are there additional medical diagnoses and complex social needs that may put children at risk of
developmental delays not currently captured in El or ECSE or other support program eligibility
criteria? What options are available to expand eligibility or offer additional types of services to give
children and their families support during a critical period of development?

e The home visiting landscape within Oregon has evolved since this study, with several different
home visiting programs available to families. This includes the universal Family Connects program
under the Oregon Health Authority funded by the state legislature starting in 2020, which offers
up to 3 in-home nursing visits to all families. How can policymakers:

» Help support better integration of these different programs?

» Increase connection to the health care system and disability support programs for children with
early developmental and medical needs?

» More comprehensively capture data across all home visiting programs to understand the level
of service use and access, particularly for children with complex needs?

e Data show that children with increasing levels of medical complexity use a greater number of
public support programs. How might policymakers better integrate data sources and streamline the
assessment and enrollment processes to ensure that children and families enroll in these programs
and any others they may be eligible for, including multiple programs at once when possible (e.g.,
state disability services, home and community-based Medicaid waivers)?
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APPENDIX A
Demographic and Equity Characteristics
Table A1l. Proportion of likely eligible children? receiving EI/ECSE or home visiting services, by

demographic characteristics
EI/ECSE, % Home visiting, %

Sex or gender
Female 28.0 14.7

Male 44.9 15.7

Race and ethnicity

American Indian/Alaskan Native 37.8 17.3
Asian 44.6 18.1
Black/African American 411 22.5
Hispanic/Latinx 37.9 13.6
Native Hawaiian/Pacific Islander 34.3 14.9
White 375 14.7
Geography?

Rural 33.7 17.8
Tri-county 42.8 17.9
Urban 36.5 11.2

Notes. 2 See the methods summary for a description of eligibility criteria. ® Geography is broken down as follows. Rural: Counties where
the largest city has a population fewer than 50,000; Tri-county: Clackamas, Multnomah, Washington counties; Urban: Non-Portland
metro counties where the largest city has a population of 50,000 or larger.

Abbreviations. ECSE: Early Childhood Special Education; El: Early Intervention.

For the table on demographics and equity characteristics of the entire analysis cohort stratified by
medical complexity status, please refer to the appendix of Part 1.
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