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Neurodevelopmental condition count, functional difficulties, and care-coordination gaps among U.S. children with caregiver-reported congenital heart conditions
Table S1. Current-heart-condition sensitivity analysis
	Model
	Comparison
	aPR (95% CI)

	M1  NDD count
	1 current NDD vs 0
	1.30 (0.96-1.75)

	M1  NDD count
	≥2 current NDDs vs 0
	1.35 (1.04-1.76)

	M2  Functional difficulties
	1 functional difficulty vs 0
	1.57 (1.14-2.16)

	M2  Functional difficulties
	≥2 functional difficulties vs 0
	2.20 (1.63-2.95)

	M3  Joint
	1 current NDD vs 0
	1.07 (0.80-1.43)

	M3  Joint
	≥2 current NDDs vs 0
	0.99 (0.74-1.32)

	M3  Joint
	1 functional difficulty vs 0
	1.55 (1.12-2.15)

	M3  Joint
	≥2 functional difficulties vs 0
	2.22 (1.59-3.10)


The reference category was 0 for each exposure. M1 and M3 included 1469 children and 581 failure events; M2 included 1483 children and 585 events. Models used the primary covariate set, with current heart-condition severity entered as mild versus moderate or severe. aPR, adjusted prevalence ratio; CI, confidence interval; M, model; NDD, neurodevelopmental disorder.
Table S2. Component outcome on additional coordination help
	Analysis
	Category or comparison
	Events / denominator
	Estimate (95% CI)

	Weighted prevalence
	Could have used extra help
	493/2714
	17.0% (14.4-19.6)

	Weighted prevalence
	0 current NDDs
	144/1440
	9.8% (7.0-12.7)

	Weighted prevalence
	1 current NDD
	68/393
	16.1% (9.5-22.8)

	Weighted prevalence
	≥2 current NDDs
	273/835
	31.2% (25.2-37.2)

	Weighted prevalence
	0 functional difficulties
	92/1174
	6.0% (3.9-8.1)

	Weighted prevalence
	1 functional difficulty
	106/629
	18.1% (12.4-23.9)

	Weighted prevalence
	≥2 functional difficulties
	295/911
	29.4% (23.6-35.2)

	Adjusted joint model
	1 current NDD vs 0
	462/2544
	1.03 (0.64-1.66)

	Adjusted joint model
	≥2 current NDDs vs 0
	462/2544
	1.61 (1.10-2.38)

	Adjusted joint model
	1 functional difficulty vs 0
	462/2544
	2.89 (1.83-4.55)

	Adjusted joint model
	≥2 functional difficulties vs 0
	462/2544
	3.92 (2.48-6.22)


The outcome was caregiver report that the family could have used additional help arranging or coordinating care (K5Q21). K5Q21 is one component of the effective care-coordination composite and therefore is not an independent validation outcome. Weighted prevalence rows report survey-weighted percentages among available responses; denominators vary by exposure because of item nonresponse. Adjusted rows report aPRs from the M3 covariate set (n = 2544; 462 events), with 0 as the reference category for each exposure. aPR, adjusted prevalence ratio; CI, confidence interval; M, model; NDD, neurodevelopmental disorder.
Table S3. Receipt of desired coordination help
	Response
	Unweighted n
	Weighted % (95% CI)

	Usually
	115
	18.7 (13.2-24.2)

	Sometimes
	218
	45.0 (36.9-53.1)

	Never
	152
	36.3 (27.7-44.9)


Denominator: 485 children with a caregiver report that additional coordination help could have been useful and a valid K5Q22 response. CI, confidence interval.
Table S4. Descriptive gaps in care-coordination components
	Component
	Applicable n
	Gap events
	Weighted gap % (95% CI)

	Communication among doctors/providers
	2715
	1006
	38.0 (34.2-41.8)

	Received needed help coordinating care
	1182
	369
	32.4 (27.1-37.7)

	Communication with school/child care/special education
	641
	181
	28.0 (21.2-34.8)


Each row is restricted to children for whom that component was applicable and classifiable; the applicable denominator is shown in the second column. Because denominators differ, the percentages should not be interpreted as rankings across a common population. Estimates and 95% CIs account for the NSCH complex survey design. CI, confidence interval.
Table S5. Cross-year availability of core analysis constructs
	Construct
	Key released variables or items
	2020
	2021
	2022
	2023
	2024

	CHC definition
	HEART, HEART_BORN
	Present
	Present
	Present
	Present
	Present

	Effective care coordination
	S4Q01; K5Q20_R; K5Q21; K5Q22; K5Q30; K5Q31_R; K5Q32
	Present
	Present
	Present
	Present
	Present

	Neurodevelopmental count
	Six ever/current diagnosis pairs
	Present
	Present
	Present
	Present
	Present

	Functional difficulty count
	Nine age-applicable items; ERRANDALONE at 12-17 years
	Present
	Present
	Present
	Present
	Present

	Survey design
	FWC; FIPSST; STRATUM; HHID
	Present
	Present
	Present
	Present
	Present

	Income implicates
	FPL_I1-FPL_I6
	Present
	Present
	Present
	Present
	Present


Availability was checked directly in the five enhanced topical public-use files. Item construction followed the annual NSCH documentation and the harmonization rules described in the Methods. CHC, congenital heart condition; FPL, family income-to-poverty ratio.
Table S6. Missingness in the primary analytic domain
	Analysis variable
	Missing n
	Missing %

	Neurodevelopmental condition count
	46
	1.6

	Functional difficulty count
	0
	0.0

	Age group
	0
	0.0

	Sex
	0
	0.0

	Race and ethnicity
	0
	0.0

	Household education
	0
	0.0

	Insurance type
	36
	1.3

	Current heart-condition status and severity
	15
	0.5

	Other listed physical or syndromic conditions
	25
	0.9

	Family structure
	44
	1.6

	Census region
	0
	0.0

	Household language
	19
	0.7

	Family income-to-poverty ratio
	0
	0.0


The primary domain included 2788 children. Family income-to-poverty ratio was available as six official multiply imputed implicates and therefore has no missing category in this table. The complete-case joint model included 2616 children (93.8%).
Figure S1. Care-coordination states across exposure categories
Survey-weighted distributions among 3809 children aged 6-17 years with caregiver-reported congenital heart conditions and a classifiable three-state care-coordination status. The mutually exclusive states were did not need coordination, received all needed coordination, and care-coordination gap. Percentages are descriptive and use the pooled selected-child weight divided by five.
[image: ]
Page 1
image1.png
Neurodevelopmental condition count Functional difficulties

100

80

60

40

43.6%

20

30.8%

e 16.8%

12.2%

0 1 2 or more 0 1 2 or more

|| Did not need coordination 7] Received all needed coordination Il Care-coordination gap





Page1Additionalfile1SupplementarytablesandfigureNeurodevelopmentalconditioncount,functionaldifficulties,andcare-coordinationgapsamongU.S.childrenwithcaregiver-reportedcongenitalheartconditionsTableS1.Current-heart-conditionsensitivityanalysisModelComparisonaPR(95%CI)M1NDDcount1currentNDDvs01.30(0.96-1.75)M1NDDcount≥2currentNDDsvs01.35(1.04-1.76)M2Functionaldifficulties1functionaldifficultyvs01.57(1.14-2.16)M2Functionaldifficulties≥2functionaldifficultiesvs02.20(1.63-2.95)M3Joint1currentNDDvs01.07(0.80-1.43)M3Joint≥2currentNDDsvs00.99(0.74-1.32)M3Joint1functionaldifficultyvs01.55(1.12-2.15)M3Joint≥2functionaldifficultiesvs02.22(1.59-3.10)Thereferencecategorywas0foreachexposure.M1andM3included1469childrenand581failureevents;M2included1483childrenand585events.Modelsusedtheprimarycovariateset,withcurrentheart-conditionseverityenteredasmildversusmoderateorsevere.aPR,adjustedprevalenceratio;CI,confidenceinterval;M,model;NDD,neurodevelopmentaldisorder.TableS2.ComponentoutcomeonadditionalcoordinationhelpAnalysisCategoryorcomparisonEvents/denominatorEstimate(95%CI)WeightedprevalenceCouldhaveusedextrahelp493/271417.0%(14.4-19.6)Weightedprevalence0currentNDDs144/14409.8%(7.0-12.7)Weightedprevalence1currentNDD68/39316.1%(9.5-22.8)Weightedprevalence≥2currentNDDs273/83531.2%(25.2-37.2)Weightedprevalence0functionaldifficulties92/11746.0%(3.9-8.1)Weightedprevalence1functionaldifficulty106/62918.1%(12.4-23.9)Weightedprevalence≥2functionaldifficulties295/91129.4%(23.6-35.2)Adjustedjointmodel1currentNDDvs0462/25441.03(0.64-1.66)Adjustedjointmodel≥2currentNDDsvs0462/25441.61(1.10-2.38)Adjustedjointmodel1functionaldifficultyvs0462/25442.89(1.83-4.55)Adjustedjointmodel≥2functionaldifficultiesvs0462/25443.92(2.48-6.22)Theoutcomewascaregiverreportthatthefamilycouldhaveusedadditionalhelparrangingorcoordinatingcare(K5Q21).K5Q21isonecomponentoftheeffectivecare-coordinationcompositeandthereforeisnotanindependentvalidationoutcome.Weightedprevalencerowsreportsurvey-weightedpercentagesamongavailableresponses;denominatorsvarybyexposurebecauseofitemnonresponse.AdjustedrowsreportaPRsfromtheM3covariateset(n=2544;462events),with0asthereferencecategoryforeachexposure.aPR,adjustedprevalenceratio;CI,confidenceinterval;M,model;NDD,neurodevelopmentaldisorder.TableS3.ReceiptofdesiredcoordinationhelpResponseUnweightednWeighted%(95%CI)Usually11518.7(13.2-24.2)Sometimes21845.0(36.9-53.1)

