Complex Medical and Social Needs

in Early Childhood OCID

Data Spotlight

Part 3 of 4: Health States and Health Service Use October 2024

This brief highlights health states and conditions among children with early chronic health
conditions, along with different types of health care service use ranging from inpatient to
timely preventative care.

Key Data Findings in Part 3 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

e 36% of children in the cohort had a noncomplex or complex
chronic condition at age 5 years, including 13% with complex
chronic conditions.

e The most common diagnoses in children with chronic during early childhood.
conditions were pulmonary-respiratory, mental health, Part 1: Overview and Policy
neurological, and ophthalmological. Context
»  25% of children with complex chronic conditions had a Part 2: Public Program

history of progressive or malignant diagnoses. Participation
»  60% of children with complex chronic conditions also had Part 4: Early Education
a mental health condition.

e Children with chronic health conditions were more likely Visit the interactive tool to further
than those without to meet the American Academy of explore the data presented in this
Pediatrics (AAP) standards for well-care visits at 3 different series.
time points between ages 0 and 5 years, but there is still
unmet need.

» 37% of children with complex chronic conditions and 41% of children with noncomplex chronic
conditions at age 5 years did not receive recommended screenings between birth and 15
months of age.

» 25% of children with complex chronic conditions and 30% of children with noncomplex chronic
conditions at age 5 years did not receive recommended screenings between 15 months and 30
months of age.

»  36% of children with complex chronic conditions and 40% of children with noncomplex chronic
conditions at age 5 years did not access yearly well-child visits between ages 3 and 5 years.

e Among children with complex medical conditions, the rates of recommended well-care visits at all
timepoints from birth through age 5 years were lower for children with a history of out-of-home
foster care placement or substantiated maltreatment.
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Introduction

Nearly 20% of all US children have special health care needs, as
defined by the US Health Resources and Services Administration.
Medicaid and CHIP cover nearly half of children with chronic
health conditions, either as a primary or secondary form of
coverage. Children with more complex conditions (e.g., cystic
fibrosis) incur an outsized percentage of total Medicaid or CHIP
costs. Data reported within Oregon and other states shows many
of these children first experience chronic medical and behavioral
health conditions between ages O and 5 years, and these
conditions may be occurring along with complex experiences
within their daily living environments (see Part 1).

Children with complex conditions often require care coordination
and integration among different types of health care services and
providers. For example, this could include consistent screening
and wellness visits to identify emerging health concerns at an
early age, and services from specialty care facilities to address
certain conditions. A recent multistate analysis showed many
children with complex chronic conditions may receive both
preventative and specialty care services from their specialty care
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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 these
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.

providers, illustrating that this group may need distinct care plans and different care settings than

other children to receive all needed services.

The Part 3 data spotlight describes the types of chronic health conditions our study population
experienced, their health care service usage trends during early childhood, and adherence to AAP early
childhood well-care visit guidelines. Medical complexity was calculated at age 5, which for children in

this cohort occurred between 2011 and 2015.

BACKGROUND

As discussed in Part 1, this analysis identifies children with medical complexity and certain
social and environmental experiences to describe the many systems and situations that

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

Cohort prevalence
of chronic medical
conditions

The study population consisted of children enrolled in Medicaid or CHIP who were in the
Oregon public school 3rd-grade classes of 2017-2018 and 2018-2019. In this cohort, 36%
of children were identified as having chronic conditions at age 5 years, including 13% with
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.

Complex chronic
B 3%

Noncomplex chronic

. 2
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

Pulmonary and mental health diagnoses were common among children with chronic health
conditions

Table 1 describes the prevalence of affected body systems in children with chronic conditions. The
most common diagnoses in children with chronic conditions were pulmonary or respiratory, mental
health, neurological, and ophthalmological conditions. Notably, mental health diagnoses were among
the most common, accounting for 32% of diagnoses in children with noncomplex chronic conditions
and 60% of diagnoses in children with complex chronic conditions. For children with noncomplex
chronic conditions, mental health conditions were more common in males than in females. Among
children with complex chronic conditions, mental health conditions were always paired with another
medical diagnosis.

Table 1. Affected body systems and diagnostic categories of children enrolled in Medicaid or CHIP
with noncomplex and complex chronic conditions at age 5 years

Body system Complex chronic, % Noncomplex chronic, %
Mental health 600 NN 320 [
Pulmonary-respiratory 537 422 e
Neurological 464 S go
Progressive 248 1B -

Ophthalmological 182 1N 70 0
Musculoskeletal 11.5 |1N 23 |
Genitourinary 107 1R 1.5 |

Cardiac 100 1N 24 |

Metabolic 70 B 04 |

Genetic 61 B 02 |
Gastrointestinal 58 B 1.0 |
Hematological 44 B 05 |

Renal 38 B 04 |
Endocrinological 31 | 05 |
Immunological 31 03 |

Otologic 29 | 04 |
Otolaryngological 29 | 02 |

Malignancy 2.0 l -

Craniofacial 1.5 | 02 |
Dermatological 09 | 04 |

Note. Proportions represent the share of children with diagnoses that fall within each body system category. Children with complex
chronic conditions may have claims in more than 1 category. Children with noncomplex chronic conditions only have claims in 1 category
each and do not have malignant or progressive conditions.
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Children with chronic medical conditions had higher rates of health care service use than children
without chronic conditions

To explore how children with medical need interact with the health system, health care service use
and well-child care were analyzed for a subset of children continuously enrolled in Medicaid or CHIP
from birth to age 5 years. Table 2 describes means and standard deviations for inpatient, outpatient,
and emergency department visits from birth through age 5 years, and the proportion of inpatient and
emergency department visits considered preventable.

Table 2. Inpatient, ED, and outpatient care service use for children enrolled in Medicaid or CHIP
from birth through age 5 years, by medical complexity

Complex chronic Noncomplex chronic Nonchronic

Average outpatient visits (SD) 83 (74) 46 (25) 30 (16)
Average ED visits (SD) 6 (6) 5(4) 3(3)
% preventable? 2.5% 2.7% 0.2%

% with at least one inpatient stay 14.5% 4.1% 1.3%
% preventable 3.1% 12.8% 0.0%

Notes. Outpatient, inpatient, and ED visits are those that occurred on separate days. Visit counts rounded up to the nearest 1 to
represent a full visit. 2 Proportion of visits considered preventable in this cohort based on adapted AHRQ PQE methodology are not
representative of the population-at-large. ? Proportion of visits considered preventable in this cohort based on adapted AHRQ PDI
methodology are not representative of the population-at-large.

Abbreviations. AHRQ: Agency for Healthcare Research and Quality; ED: emergency department; PDI: Pediatric Quality Indicators; PQE:
Prevention Quality Indicators in Emergency Department Settings; SD: standard deviation.

Overall, children with chronic conditions used more health care than children without; children with
complex chronic conditions had the highest service usage of all groups.

There are differences in the rate of AAP guideline adherence by medical complexity status

The AAP provides recommendations on the frequency of well-child visits for young children to
identify issues that may present early in childhood development. Overall, a larger proportion of
children with chronic conditions met AAP screening guidelines for well-child care than children
without chronic conditions. However, many still did not receive the recommended number of well-
child visits at various stages of development.

Figure 1. Receipt of well-child visits based on AAP guidelines, by medical complexity status

6 visits, 2 visits, Yearly visits,
aged 0-15 months aged 15-30 months aged 3-5 years®

—
65

50

Noncomplex chronic

Nonchronic 55
Note. 2 Children aged 3 to 5 were considered to have met the guideline if they had 2 well-child visits during that 24-month period.3

Abbreviations. AAP: American Academy of Pediatrics.

3 Austin AM, Schaefer AP, Arakelyan M, Freyleue SD, Goodman DC, Leyenaar JK. Specialties providing ambulatory care and associated health care utilization and quality for
children with medical complexity. Acad Pediatr. 2023;23(8), 1542-1552. doi: 10.1016/j.acap.2023.07.002
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Looking at different demographic and equity characteristics, AAP guideline adherence was similarly
higher for children with chronic conditions within most groups (See Appendix A, Tables A1, A2, A3).
Across different levels of medical complexity, well-child visits were generally higher for children in the
tri-county area compared with rural geographies, and higher for children identified as Hispanic and
Asian. Adherence to AAP guidelines was generally lower for children identified as Black or White
compared with other racial and ethnic groups.

ZOOMING IN

AAP guideline adherence among children with complex chronic conditions and social and
environmental experiences

To further explore differences in preventative care for children with chronic health conditions and
complex social and environmental experiences, we examined the rate of adherence to AAP well-child
visit recommendations in children with complex chronic conditions and a history of out-of-home foster
care placement or substantiated maltreatment through age 5 years.

At all timepoints between birth and age 5 years, children with complex chronic conditions and an out-
of-home foster care placement or history of substantiated maltreatment had lower rates of
recommended well-child visits than all children with complex chronic conditions. The differences were
largest for recommended well-child visits during the child’s first 30 months of life.

Children with complex 6 Visits, 2 visits, Yearly visits,
chronic conditions aged 0-15 months aged 15-30 months aged 3-5 years

Out-of-home
SR
maltreatment

64%

o~I
N
o~

Conclusions

The results from this analysis share important information about the prevalence of high medical and
social needs during early childhood for Oregon children enrolled in Medicaid or CHIP, along with how
they accessed health care in the first 5 years of life.

The data show more than one-third of children aged O to 5 years enrolled in Oregon Medicaid or CHIP
during the study period had a history of chronic health conditions. Notably, both in children with
noncomplex chronic and complex chronic health states, mental health conditions were among the
most common. For children with noncomplex chronic conditions, those diagnoses are the drivers of
entrance into that designation—meaning that 32% of children with noncomplex chronic conditions had
a mental health condition that led to their chronic diagnosis. For children in this cohort with complex
chronic conditions, 60% had a mental health condition paired with another diagnosis. Ultimately, these
children have notable mental health needs, highlighting the continued importance of addressing
mental health in early childhood, particularly for children with concomitant chronic conditions.

Oregon Child Integrated Dataset

OCID



Complex Medical and Social Needs in Early Childhood October 2024

Perhaps unsurprisingly, children with chronic conditions used more health care services than those
without. Although more of them met AAP well-child care standards, a large percentage still did not
receive the recommended number of preventative care visits from birth to age 5 years. These rates
were lower for children with complex chronic conditions who also had a history of out-of-home foster
care placement or substantiated maltreatment.

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 these questions:

e Mental and behavioral health diagnoses are highly prevalent for children with chronic conditions at
age 5 years. How can policymakers:

» Prioritize and increase mental and behavioral health assessments, particularly for young
children with additional co-occurring chronic conditions?

» Design early behavioral health treatment options and care teams that integrate more effectively
with the many other systems and programs children may be touching (e.g., child welfare, early
education, early disability services)?

e How can policymakers identify and address large remaining gaps in the receipt of key preventative
health care services and screening opportunities early in life, particularly for children with both
medical and social needs?

» What additional data or analyses could help identify which specific complex social and
environmental experiences are closely associated with the nonreceipt of key preventative
health services?

»  What types of initiatives can promote cross-agency collaboration to improve receipt of early
well-child care for children with a history of different experiences and system contacts?

» How might policymakers increase or create incentives for connection between the health
system and state agencies or programs outside of the Oregon Health Authority (OHA)?

e Nearly half of children with a history of early out-of-home foster care placements had chronic
medical conditions, yet this group received several key preventative care services at a lower rate
than other children with complex medical needs. With almost all children in foster care eligible for
Medicaid, how can policymakers ensure this group of children receives critical early health care
services?

e Children with medical needs are touching different parts of the health system at disproportionate
rates and may also need care from a wide range of specialty clinicians and facilities. How can
policymakers help build more authoritative care coordination mechanisms or hubs that can
improve timely care access and integration while reducing the administrative burden for family
caregivers?
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APPENDIX A
Demographic and Equity Characteristics

Table A1l. Proportion of children meeting AAP well-care guidelines? for preventative visits between
age 0 and 15 months, by demographic characteristics and medical complexity

Full cohort Complex chronic Noncomplex chronic Nonchronic
n % n % n % n %

Sex or gender
Female 5,130 56.6 610 62.8 1,220 59.8 3,300 54.5
Male 5,470 57.8 1,000 62.7 1,560 58.3 2,910 56.0
Race and ethnicity
American Indian/Alaskan Native 1,250 57.5 170 61.0 340 60.6 740 554
Asian 240 64.2 - - 60 71.6 160 62.3
Black/African American 540 51.6 110 58.8 150 52.8 280 48.8
Hispanic/Latinx 3,980 61.9 550 66.9 1,030 63.2 2,400 60.3
Native Hawaiian/Pacific Islander 130 58.4 - 30 68.0 70 52.6
White 4,470 53.9 740 60.8 1,170 554 2,560 51.5
Geography®
Rural 2,560 554 370 62.7 660 56.4 1,530 53.5
Tri-county 3,840 59.2 610 65.3 990 62.2 2,240 56.6
Urban 4,200 56.5 630 60.5 1,130 57.8 2,440 55.1

Notes. 2 6 well-child visits between age 0 and 15 months. ? 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.

Abbreviation. AAP: American Academy of Pediatrics.
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Table A2. Proportion of children meeting AAP well-care guidelines? for preventative visits between
age 15 and 30 months, by demographic characteristics and medical complexity

Full cohort Complex chronic Noncomplex chronic Nonchronic
n % n % n % n %

Sex or gender
Female 6,110 67.4 720 747 1,480 75.5 3,910 64.4
Male 6,420 67.8 1,210 75.5 1,830 68.6 3,380 65.1
Race and ethnicity
American Indian/Alaskan Native 1,530 70.3 210 78.3 400 70.7 920 68.5
Asian 280 75.1 - - 70 85.2 180 711
Black/African American 680 64.4 140 75.8 190 66.2 350 60.0
Hispanic/Latinx 4,650 724 660 79.6 1,210 74.6 2,790 70.0
Native Hawaiian/Pacific Islander 140 64.0 - - 30 62.0 80 61.3
White 5,250 63.3 870 711 1,410 67.0 2,970 59.8
Geography®
Rural 2,880 62.3 420 72.0 770 65.1 1,690 59.2
Tri-county 4,750 73.1 750 80.2 1,220 76.7 2,770 70.0
Urban 4,910 66.0 750 72.5 1,330 68.2 2,820 63.6

Notes. 2 2 well-child visits between age 15-30 months. ® 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.

Abbreviation. AAP: American Academy of Pediatrics.
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Table A3. Proportion of children meeting AAP guidelines? for well-child visits between ages 3 and 5
years, by demographic characteristics and medical complexity

Full cohort Complex chronic Noncomplex chronic Nonchronic
n % n % n % n %

Sex or gender
Female 4,890 53.9 600 62.2 1,250 60.9 3,040 50.2
Male 5,230 55.3 1,040 64.8 1,560 58.5 2,630 50.7
Race and ethnicity
American Indian/Alaskan Native 1,280 59.1 180 65.8 360 64.7 740 554
Asian 240 63.1 - - 60 71.6 150 59.0
Black/African American 560 53.3 110 62.1 160 56.2 290 491
Hispanic/Latinx 4,000 62.2 550 66.6 1,090 67.3 2,350 59.1
Native Hawaiian/Pacific Islander 100 45.3 30 58.0 50 38.7
White 3,950 47.6 750 61.7 1,100 52.2 2,090 421
Geography®
Rural 2,220 48.1 350 58.9 630 54.0 1,240 43.5
Tri-county 3,990 61.5 660 69.9 1,070 67.3 2,260 57.1
Urban 3,910 52.6 630 61.1 1,110 56.6 2,170 48.9

Notes: 2 2 well-child visits between age 3-5 years; ® 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.

Abbreviation. AAP: American Academy of Pediatrics.
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