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This brief is the first in a 4-part series focused on Oregon children enrolled in Medicaid
or CHIP who have complex health and social needs during early childhood.

We provide an overview of the current care system, describe early chronic medical
conditions and social and environmental experiences among this group, and discuss
national policy activity and questions for state officials that may guide future action.

Series Overview

This 4-part series on complex medical and social needs in early childhood describes a cohort of children
enrolled in Medicaid or CHIP who were in the Oregon public school 3rd-grade classes of 2017-2018 and
2018-2019.

This Part 1 overview provides context and policy considerations for state decision makers around the care
system for young children with complex health and social needs. It also presents data on the prevalence of
chronic health conditions for the cohort, and how often they encountered different social and
environmental experiences.

In Parts 2, 3, and 4, we spotlight children with complex medical needs and social or environmental
experiences in these areas:

e Part 2: Public program participation - More young children and families with chronic conditions
participated in early childhood support programs than those without, but there is a large gap between
eligibility and receipt of key services.

e Part 3: Health states and health service use - Young children with chronic health conditions had more
interaction with the health system than those without, but many still did not receive recommended
levels of preventive care.

e Part 4: Early education - Young children with chronic conditions accessed more in-school services and
had more disruptive education experiences than those without chronic conditions.

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

Key Data Findings in Part 1

e More than a third of children were identified as having a chronic medical condition at age 5 years.

e A greater proportion of children with complex individual- or family-level environmental
experiences (e.g., had an out-of-home foster care placement or history of substantiated
maltreatment) between birth and age 5 years also had chronic health conditions.

e The more complex social and environmental experiences children had (e.g., 3 or more, vs. 1 or 2),
the higher the prevalence of noncomplex or complex chronic conditions.
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Series Introduction

Early childhood is a critical time for physical and cognitive Key Terms
development. Nationally, Medicaid and the Children’s Health
Insurance Program (CHIP) cover nearly half of children with

Medical complexity refers to a
classification of children with

complex or chronic health conditions, and data reported within chronic disease. We used the
Oregon and other states have shown that many children first Pediatric Medical Complexity
experience chronic medical and behavioral health conditions Algorithm®? to determine the
between ages 0 and 5. Many young children also face co- following categories of children:
occurring complex social and environmental experiences within e Complex chronic: History of
their daily living environments, including deep poverty, more than 1 chronic condition
maltreatment, contact with the foster care system, or parental or of progressive or malignant
factors such as mental health or substance use conditions. These conditions
challenges are often associated with poorer health and e Noncomplex chronic: History
educational outcomes. of 1 chronic condition lasting
at least 1 year
Policy context e Nonchronic: No history of
Children and families with complex health and social needs often chronic conditions
require services and interventions from numerous sectors (e.g., See the methods summary for
health care, education) and the associated providers, state additional methodological detall,
agencies, or programs. These may include specialty pediatric variable definition, and

hospitals, early disability services, or child welfare system discussion of study limitations.

involvement. Research shows families typically face a fragmented,

siloed, and often inadequate care system to address these needs, with enrollment in different services
and programs often requiring significant time, effort, and administrative burdens. Family caregivers
face a physical and mental health toll along with large economic challenges associated with medical
bills, other care-related expenses, and limiting or forgoing employment to coordinate care.

Recent federal and state policy activity has focused on building a more robust and interconnected care
system for children with complex needs. In 2022, the US Health Resources and Services
Administration (HRSA) released a Blueprint for Change articulating key principles and strategies for
building a more integrated and holistic system of services for children with high medical needs,
including improved data connections across sectors and the linkage of pediatric health to broader
well-being outcomes.

Fundamental to a “system of care” approach is the concept of overlapping dimensions of sectors,
agencies, and services that often serve the same children in different ways. This includes early
childhood programs aimed at addressing complex needs in young children, such as early intervention
and home visiting services. Recent initiatives have emphasized the importance of creating greater
alignment between Medicaid and early childhood programs. Reflecting the importance of this
approach, in 2019 the Oregon Legislature established a System of Care Advisory Council to enhance
the cross-system coordination and delivery of services for Oregon children with behavioral and mental

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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health needs. In 2023, the state then established the Department of Early Learning and Care (DELC) to
consolidate and synergize several early learning and childhood programs under a single agency.

Young children and families in Oregon with complex medical and social needs may be interacting with
many programs and services across multiple state agencies (see Figure 1).

Figure 1. System of services for young children with complex medical and social needs

Early childhood Education Income support Physical and Disability Child welfare
and intervention services services behavioral services services
services health services

Public preschool SNAP Community Develop- Foster care
Early Intervention (El) Individualized TANF Medicaid/CHIP mental Disabilities Child maltreatment
Early Childhood Education Program Employment Related Programs
Special Education (IEP) Day Care (ERDC) Medicaid HCBS
(ECSE) Section 504 plan WIC program waivers
Home visiting services Federal disability

determination

Abbreviations. CHIP: Children’s Health Insurance Program; HCBS: home- and community-based services; SNAP: Supplemental Nutrition
Assistance Program; TANF: Temporary Assistance for Needy Families.

Using OCID to connect early childhood needs, services, and education

Experts have stressed the need for data connecting medical and social needs to broader quality of life
and well-being metrics beyond the health care system. As shown in Figure 2, OCID’s multisector
linked dataset allows us to identify Oregon children enrolled in Medicaid or CHIP who had high
medical and social needs early in life, pinpoint which early childhood support programs they accessed
within Oregon’s system of services, describe how they used health services, and explore some of their
early education metrics.

Figure 2. Integrated multisector data sources within OCID

AGES 0-5 AGES 0-5

=@= IIIA

Mecilcald or CHIP enrollment .I ||
Medical complexity Early Childhood Health Education
Complex social needs Program Enrollment Service Use K-3

Deep poverty

Out-of-home foster care Income support Outpatient, inpatient, IEP or 504 plan

Substantiated maltreatment EI/ECSE and ED visits 3rd grade reading

Parent disability Home visiting Preventable inpatient and math proficiency

; Public preschool stays and ED visits Chronic absenteeism
Pty o il bl e ERDC Well-care visits Student discipline

Parent history of substance use disorder

Abbreviations. CHIP: Children’s Health Insurance Program; ED: emergency department; EI/ECSE: early intervention or early childhood
special education; ERDC: employment-related daycare.

This analysis series offers insights into the care journey and well-being of young children with
significant needs, as well as opportunities to create a more integrated system of care for these children
by informing new policies aimed at updating specific programs or services.

Analysis Series Research Overview

This 4-part analysis series presents descriptive data on a cohort of children enrolled in Medicaid or
CHIP who were members of the Oregon public school third-grade classes of 2017-2018 and 2018-
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2019. The series has a focus on chronic medical conditions and social and environmental experiences
encountered by these children between birth and age 5. Medical complexity was calculated using the
less conservative version of the Pediatric Medical Complexity Algorithm (PMCA), which identifies
children with nonchronic, noncomplex chronic, or complex chronic medical conditions using Medicaid
administrative claims. Social and environmental experiences were identified through state agency
administrative data. We address several inquiries with this work, including:

e What proportion of Medicaid- or CHIP-enrolled children in Oregon have a history of chronic
medical conditions during early childhood, and what additional complex social and environmental
experiences do they have?

e What health services and early childhood supports do these children and their families receive, and
what early education outcomes do they experience?

e How does the receipt and use of certain supports vary for different groups of children?

e What is the intersection between medical complexity, social and environmental experiences, child
well-being, and readiness to learn?

Demographic characteristics

OCID reports demographic and equity characteristics to describe disparities among different groups of
children (e.g., by reported gender, race and ethnicity, and geography). Stratifications by these
characteristics do not infer a biological basis for any identified differences. OCID recognizes that while
demographic characteristics may serve as proxies for constructs such as systemic racism, stress, or
poverty, these are not representations of those experiences, nor should those characteristics be
interpreted as causal.

Specific to race and ethnicity, OCID worked with state partners to develop a methodology for
determining race and ethnicity attributions using multiple sources.

The cohort for analysis was restricted to children enrolled in Medicaid or CHIP, meaning that this
research reflects the experiences of children meeting the income and other eligibility criteria of that
program, and not necessarily the experiences of all children in Oregon.

ZOOMINGIN
Children with out-of-home foster care placement or history of substantiated maltreatment

Each of the data spotlight briefs in this series (Parts 2, 3, and 4) also features a closer look at the
intersection between medical complexity, social and environmental experiences, child well-being, and
readiness to learn. Specifically, we analyzed important measures across health care, public support
program participation, and early education for children with chronic medical conditions at age 5 who
also experienced an out-of-home foster care placement or substantiated maltreatment. Data featured
in this report show that more Medicaid- or CHIP-enrolled children with these experiences have
chronic health conditions, and research shows these experiences are also associated with poorer
academic and health outcomes. Children in the child welfare system are closely involved with state
agencies and almost all are eligible to be enrolled in Medicaid. Past OCID analyses on educational
experiences also focused on this population of children.
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Findings

More than a third of children enrolled in Medicaid or CHIP had atleast 1 chronic medical condition
at age 5 years

Thirty-six percent of children in Medicaid or CHIP were Figure 3. Cohort prevalence of
identified as having either noncomplex or complex chronic chronic medical conditions
conditions at age 5 (e.g., asthma, diabetes, malignancies),
including 13% with complex chronic conditions (Figure 3).
See Part 3 for additional analysis on the types of
conditions these children experienced.

Compared with the full cohort of Medicaid or CHIP
enrolled children aged O to 5, a larger proportion of
children with chronic conditions were male and had a low
birthweight. Forty-two percent of male children had at
least 1 chronic condition, and 49% of those with a low
birthweight had at least 1 chronic condition. Among other
demographic and equity characteristics, a larger
proportion of Black children had at least 1 chronic
condition (43%) compared with the overall cohort, while a
lower proportion of Asian and Native Hawaiian/Pacific
Islander children had these conditions. Other demographic and equity characteristics largely followed
a similar distribution as the cohort at-large (see Appendix A, Tables A1 and A2).

Complex
chronic

Noncomplex
chronic

Children with complex social and environmental experiences early in life had higher rates of chronic
health conditions at age 5 years

We explored the presence of 6 different early childhood experiences among children enrolled in
Medicaid or CHIP. These included:
e 3 child-level factors

o Out-of-home foster care placement

o Substantiated maltreatment

o Whether there was a high likelihood of living in a high-poverty household (as measured by
receipt of TANF), and;

e 3 parent-level factors

o Parent with a documented disability (measured by Medicaid enroliment status)

o Parent with a history of mental health treatment

o Parent with a documented substance use disorder diagnosis in Medicaid claims
Figure 4 depicts the intersection between medical complexity and different student- and parent-level
social and environmental experiences in this cohort of youth. The cohort described below includes

only children born in Oregon, as children not born in the state cannot be linked to a parent from the
birth record (see the methods summary for further information on this distinction).

Overall, children in this cohort with a history of complex social and environmental experiences had
higher rates of chronic (both complex and noncomplex) medical conditions at age 5 than those
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without. Fifty percent of children with a history of an out-of-home foster care placement had a
chronic condition; this was similar for children who had a parent with a history of disability.

Figure 4. Percentage of children with chronic conditions by student-level and parent-level
experiences

M Complex chronic 13% of the entire cohort had a complex chronic condition

B Noncomplex chronic I
: 36% of the entire cohort had a chronic condition
| :

STUDENT-LEVEL EXPERIENCES !

Out-of-home foster care 50% (of 2,240 children) had a chronic condition

Substantiated maltreatment 45% (of 4,600 children)

Deep poverty
ever enrolled in TANF

39% (of 14,920 children)

PARENT-LEVEL EXPERIENCES

Parent disability 52% (of 1,270 children)

Parent mental health treatment 449 (of 9,330 children)

Parent substance use disorder 41% (of 9,870 children)

0% 10 20 30 40 50

Note. Restricted to children born in Oregon.
Abbreviation. TANF: Temporary Assistance for Needy Families (program).

The more complex social and environmental experiences children had, the higher the prevalence of
noncomplex or complex chronic conditions

There were also differences in the prevalence of medical complexity by the total number of social and
environmental experiences. The more experiences children had, the higher the prevalence of medical
complexity compared with the cohort-at-large. Forty-five percent of children who experienced 3 or
more of the 6 factors listed above had chronic health conditions at age 5, compared with 36% of
children with 1 or 2 complex social and environmental experiences and 32% of children with no
known complex experiences (Figure 5).

Figure 5. Percentage of children with chronic conditions by number of complex social and
environmental experiences

B Complex chronic 13% of the entire cohort had a complex chronic condition
¥ Noncomplex chronic !

36% of the entire cohort had a chronic condition

BY NUMBER OF EXPERIENCES

3 or more experiences 45% (of 6,710 children) had a chronic condition

1 or 2 experiences 36% (of 12,690 children)

No known experiences 32% (of 12,210 children)

0% 10 20 30 40 50

Note. Restricted to children born in Oregon.
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How Other States Are Pursuing Integrated Pediatric Care Systems

States around the country are grappling with similar questions about how to provide more integrated
and effective systems of services for children with chronic medical conditions and complex social and
environmental experiences. Created in partnership with the multistate Medicaid Evidence-based
Decisions Project (MED) at the Center for Evidence-based Policy, Table 1 describes a spectrum of
state policies and programs aimed at improving care systems and cross-sector connectivity. The list
offers broader context and ideas for policymakers to consider within Oregon’s systems and structures.

Table 1. State policies and programs for improving early-childhood care systems

Strategies Example state policies
Aligning early-childhood e Similar to Oregon’s DELC, consolidating most early childhood programs
programs into a single agency, such as early intervention, public preschool, home

visiting (e.g., Colorado, New Mexico)

e Developing a multiprogram screening tool to advise families on eligibility
for several early childhood programs at once (e.g., New Mexico)

Linking health systems and key e Building a bidirectional data pipeline between health care providers and
early-childhood services state early intervention data systems to facilitate e-referrals and follow-up
communications with clinicians (e.g., New York City)

Increasing family economic e Developing a Medicaid benefit to pay family caregivers who become
support and caregiver workforce  certified nursing aides (e.g., Colorado)

Expanding eligibility pathways e Expanding early intervention eligibility to include more medical and

for critical early-childhood and complex social needs that can affect development (e.g., Massachusetts)
health care services e Creating more pathways to Medicaid benefits for children and families with

high needs through creative use of disability eligibility criteria, waivers, and
buy-in programs (e.g., Massachusetts, Pennsylvania, New Jersey)

Building targeted Medicaid e Building a Medicaid MCO plan specific to children with special health care
coverage plans for high-need needs (e.g., Florida) or children involved in the child welfare system (e.g.,
children Washington)

Creating specialty pediatric care e Building a statewide specialty provider coverage network for low-income,
provider networks high-need kids with Medicaid MCO integration (e.g., California)

e Creating a Medicaid pediatric ACO and provider network centered in a
children’s hospital and covering a large share of children in the state

(e.g., Ohio)
Creating statewide cross-sector e Establishing a state-directed pediatric behavioral health and IDD care
systems or funding pools to system that controls Medicaid funding and a provider network; serves all
deliver health- and health-related  income levels (e.g., New Jersey)
services to high-need children e Authorizing a large state cross-sector funding pool for behavioral health,

education, and foster care service needs, administered by local cross-
sector, multidisciplinary teams (e.g., Virginia)

Pursuing cross-sector pediatric e Establishing initiatives connecting health, education, and other sectors
Medicaid initiatives involved in early child development (e.g., New York, North Carolina)

Establishing authoritative cross- e Building Medicaid health homes for high-need kids (e.g., New York)

sector coordination mechanisms  , AcO-based or Title V-based care coordination programs (e.g., Ohio, lllinois)

Abbreviations. ACO: accountable care organization; DELC: (Oregon) Department of Early Learning and Care; IDD: intellectual or
developmental disability; MCO: managed care organization.
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Considerations for Policymakers

In this Part 1 of the series, OCID data show that more than one-third of Oregon children enrolled in
Medicaid or CHIP during the study period had a chronic health condition at age 5. That proportion is
larger in children with complex social and environmental experiences. These young children with
complex needs and their families may need a wide range of support services and care providers. In
Parts 2, 3, and 4 of the series, we use the linked, cross-sector OCID data sources to show how they
are using public support programs (Part 2) and the health care system (Part 3), and highlight their
experiences within the education system between kindergarten and 3rd grade (Part 4).

The diverse array of needs and services available requires robust cross-sector collaboration among the
many Oregon agencies, programs, and systems that children may touch at an early age. Part 1
previewed how other states have been tackling similar challenges, and in Parts 2, 3, and 4, we provide
topic-specific questions that Oregon policymakers may consider.

Oregon policymakers may also consider several overarching questions about program development or
expansion and cross-sector integration, which may improve the broader system of services supporting
this population:

e To better target new policy efforts, what additional data could help identify which specific complex
needs and other related factors are closely associated with not receiving key support programs or
services?

e How might policymakers enable a more integrated, real-time exchange of data and information
among the agency sources used by OCID to help agency staff and care providers better identify
time-sensitive intervention points for children and actively coordinate more targeted and holistic
care plans?

e Given that many children with complex medical and social needs require services from several
different programs and sectors both inside and outside the health system (e.g., education), what
mechanisms could policymakers help develop to centralize and institutionalize cross-sector
coordination, care pathways, and payment mechanisms for this group?

e How could policymakers consider expanding or introducing new structures and benefits targeted
at this population? For example:

» Expanding pathways for children and families with special needs to access Medicaid coverage,
which may include services not covered by private health insurance plans

» Broadening support program criteria to include a wider range of medical factors and
environmental experiences that may increase the risk of developmental delay

» Creating wider and simplified Medicaid specialty provider networks that include defined care
and facility pathways for specific conditions and needs

» Considering new policies and programs aimed specifically at children in the foster care system

e How could policymakers more effectively address the significant family-level burden associated
with caregiving responsibilities for children with complex needs, both in terms of personal health
and economic and financial considerations?
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APPENDIX A

Demographic and Equity Characteristics

Table Al. Demographic and equity characteristics of Medicaid- or CHIP-enrolled children at age 5
years, by medical complexity status

Noncomplex

Full cohort Nonchronic chronic Complex chronic
N = 34,450 N =21,980 N = 8,150 N = 4,320
n % n % n % n %
Sex or gender
Female 16,820 48.8 11,700 53.2 3,520 43.1 1,610 37.2
Male 17,630 51.2 10,280 46.8 4,640 56.9 2,720 62.8
Race and ethnicity
American Indian/Alaskan Native 3,870 11.2 2,470 11.2 950 11.7 450 10.3
Asian 810 2.3 570 2.6 160 1.9 90 2.0
Black/African American 1,900 5.5 1,090 4.9 510 6.2 300 7.0
Hispanic/Latinx 10,680 31.0 6,910 31.4 2,530 31.1 1,240 28.6
Native Hawaiian/Pacific Islander 500 1.4 350 1.6 100 1.3 50 1.1
White 16,700 48.5 10,590 48.2 3,910 47.9 2,200 50.9
Geography ®
Rural 8,810 25.6 5,720 26.0 2,070 25.4 1,010 23.5
Tri-county 12,220 35.5 7,810 35.5 2,810 34.5 1,600 37.1
Urban 13,430 39.0 8,450 38.5 3,270 40.1 1,710 39.5
Low birthweight®
No 29,470 93.5 19,040 94.7 6,980 93.1 3,450 87.8
Yes 2,050 6.5 1,050 5.2 520 6.9 480 12.2
Parent education®
Bachelor’s degree or higher 3,250 10.3 2,170 10.7 700 9.3 380 9.6
Some college 7,850 24.9 4,990 24.8 1,840 24.5 1,030 26.0
High school diploma/GED 11,190 35.4 6,960 34.5 2,770 36.8 1,460 37.0
Some high school 6,740 21.3 4,340 21.5 1,590 21.1 800 20.3
Less than 8th grade 2,450 7.7 1,590 7.9 590 7.8 260 6.7
Unknown 120 0.3 80 0.4 30 0.3 10 0.3

Notes. 2 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 more; P Restricted to children born in Oregon.

Abbreviations. CHIP: Children’s Health Insurance Program; GED: general equivalency diploma.
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Table A2. Distribution of medical complexity status of Medicaid- or CHIP-enrolled children at age 5
years, by demographic characteristics

Complex chronic Noncomplex chronic Nonchronic
n % n % n %

Full cohort 4,320 12.6 8,150 23.7 21,980 63.8
Sex or gender
Female 1,610 9.6 3,520 20.9 11,700 69.6
Male 2,720 15.4 4,640 26.3 10,280 58.3
Race and ethnicity
American Indian/Alaska Native 450 11.5 950 24.6 2,470 63.9
Asian 90 10.7 160 19.2 570 70.1
Black/African American 300 16.0 510 26.6 1,090 57.3
Hispanic/Latinx 1,240 11.6 2,530 23.7 6,910 64.7
Native Hawaiian/Pacific Islander 50 9.5 100 20.6 350 69.9
White 2,200 13.2 3,910 23.4 10,590 63.4
Geography ®
Rural 1,010 11.5 2,070 235 5,720 65.0
Tri-county 1,600 13.1 2,810 23.0 7,810 63.9
Urban 1,710 12.7 3,270 24.3 8,450 63.0
Low birthweight®
No 3,450 11.7 6,980 23.7 19,040 64.6
Yes 480 23.5 520 253 1,050 51.5
Parent education®
Bachelor’s degree or higher 380 11.7 700 21.6 2,170 66.7
Some college 1,030 13.1 1,840 235 4,990 63.5
High school diploma/GED 1,460 13.0 2,770 24.8 6,960 62.2
Some high school 800 11.9 1,590 23.6 4,340 64.5
Less than 8th grade 260 10.8 590 24.1 1,590 65.1
Unknown 10 11.2 30 22.4 80 66.4

Notes. @ 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
more; P Restricted to children born in Oregon.

Abbreviations. CHIP: Children’s Health Insurance Program; GED: general equivalency diploma.
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