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IMPORTANCE Youth with intellectual and developmental disabilities (I/DD) are more likely to
be placed in foster care than other youth. Examining the clinical and sociodemographic
characteristics of youth with I/DD in the foster care system is critical for identifying disparities
and understanding service needs.

Supplemental content

OBJECTIVE To produce a population-level analysis of youth with I/DD in foster care that
examines differences in rates of foster care involvement based on race, ethnicity, age, and
sex.

DESIGN, SETTING, AND PARTICIPANTS This cross-sectional study involved all individuals with
I/DD 21years and younger enrolled in Medicaid through foster care in 2016 via data from
Transformed Medicaid Statistical Information System (T-MSIS) Analytic Files (TAF) for all 50
US states and Washington, DC. As a key insurer of /DD services and foster care, Medicaid
claims offer a timely population-level analysis. Youth with I/DD were grouped into diagnostic
subgroups: autism spectrum disorder (ASD) only, intellectual disability only, or ASD and ID.
The data analysis took place from July 2022 to September 2023.

EXPOSURE TAF data contain Medicaid enrollment information by month with a binary
indicator of foster care involvement, and eligibility files identify race, ethnicity, age, and sex.

MAIN OUTCOMES AND MEASURES The period prevalence of foster care involvement was
determined among I/DD youth by diagnostic subgroups using an intersectional approach
across race, ethnicity, age, and sex. Logistic regression examined associations between risk
for foster care involvement and race, ethnicity, age, and sex.

RESULTS A total of 39 143 youth with I/DD had foster care involvement in 2016. Black youth
(adjusted odds ratio [aOR], 1.37; 95% Cl, 1.28-1.47) and females (aOR, 1.18; 95% Cl, 1.1-1.27)
had increased likelihood for foster care involvement. The likelihood for foster care
involvement increased with age in all groups relative to the age group O to 5 years old.

CONCLUSIONS AND RELEVANCE This study found that among youth with 1/DD, Black youth and
females faced higher risk for foster care involvement, and the likelihood of foster care
involvement increased with age. There is an urgent need for research that focuses on
addressing system-level factors that drive increased risk. Understanding the specific health
needs of Black and female youth with I/DD is critical to ensure the formation,
implementation, and monitoring of equitable delivery of health services.
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Foster Care Involvement Among Youth With Intellectual and Developmental Disabilities

he American Academy of Pediatrics declared that chil-

drenin foster care have special health care needs driven

by complex and serious medical, mental health, and de-
velopmental issues associated with childhood adversity and
trauma.! Children enter foster care for many reasons, includ-
ing abuse and neglect, non-maltreatment-related issues (eg,
parental death or incarceration), and barriers related to ac-
cessing needed services and resources, including supports for
caring for children with developmental or health care needs.>?
Children enter foster care with an array of needs, including
acuteillnesses such as infections and injuries that are a direct
result of abuse and neglect and chronic health conditions such
as asthma and anemia, which are often undiagnosed or
undertreated,* in addition to developmental and intellectual
disability diagnoses.>

Children diagnosed with autism spectrum disorder (ASD)
or children with an intellectual disability (ID) diagnosis, col-
lectively referred to as intellectual and developmental dis-
abilities (I/DD), likely present with a range of service and sup-
port needs given the complexities of their diagnoses and
numerous, co-occurring conditions.®” For children with I/DD,
foster care involvement may pose additive risk for complex
health care needs, given that delays or disruptions in access-
ing services can adversely affect overall health, developmen-
tal, and life trajectories.®'° The foster care system may fur-
ther exacerbate service barriers as multiple placements can lead
to disruptions in services through changes in clinicians. El-
evated odds for foster care involvement among youth with I/DD
have been documented.™ Existing research suggests this may
be the result of increased risk of neglect and abuse.!2 Col-
lectively, these factors catalyze a call for research on the preva-
lence and patterns of children with I/DD in foster care to iden-
tify opportunities to mitigate heightened risk for adverse health
outcomes.

Most children with I/DD (those with and without foster care
involvement) rely on Medicaid-funded services and sup-
ports, as it is the largest insurer of behavioral health services
in the US." Dually, Medicaid permits children placed in foster
care to automatically enroll. Preliminary research among
Medicaid-enrolled children from 2001 to 2007 found that fos-
ter care entry was 2.4 times greater for youth with ASD than
that of typically developing youth, 1.9 times greater for youth
with ID, and 1.6 times greater for youth with ASD and co-
occurring ID when compared with typically developing
children." Since this time period, autism prevalence in the US
has substantially increased. In 2004, 1in 125 children aged 8
years met diagnostic criteria for ASD, while in 2020, 1in 36 chil-
dren aged 8 years had ASD.' Recent estimates also suggest that
37.9% of children with ASD have a co-occurring ID,'>1¢ fur-
ther emphasizing the complex health care needs of this popu-
lation. Children diagnosed with ID but not ASD constitute
roughly 1.2% of the US population.'”

The increase in ASD prevalence can be explained in part
by improved identification of ASD in historically marginal-
ized populations. For instance, while White children have his-
torically received ASD diagnoses earlier and at higher rates than
Black and Latinx children,'® emerging reports suggest that
trends in the identification of ASD among children from un-
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Key Points

Question Is foster care involvement among youth with
intellectual and developmental disabilities (I/DD) increasing and to
what extent are subgroups disproportionately affected?

Findings This cross-sectional study found that the population of

youth with I/DD in foster care has grown compared with previous
research. Black youth and females faced higher risk for foster care
involvement, compared with youth who were White or male, and

the likelihood of foster care involvement increased with age.

Meaning Findings suggest that foster care involvement for youth
with I/DD differs based on race and sex, which has important
implications for equitable health outcomes as the number of youth
with 1/DD and foster care involvement increases.

derserved backgrounds has increased in recent years, with
Asian or Pacific Islander, Black, and Hispanic children re-
cently having higher documented rates of identification than
White children at 4 and 8 years old.'® This research also finds
that Black children in particular continue to be disproportion-
ately represented among children identified with ASD and ID.2°
Research on racial and ethnic differences among children in
foster care consistently finds that Black children and Native
American and Alaskan Native children are overrepresented
compared with the general population of children in the US.%!
Differences by sex are dually prominent in the examination of
I/DD and youth in foster care. While the rates of foster care
involvement among males and females are similar to those
found in the general population,?? previous estimates had sug-
gested that ASD occurs at a 4:1 ratio between males and
females.?® Recent research has shown that the core features
of ASD may present differently for females,?* but how this di-
agnostic disparity impacts the foster care population remains
unclear.

The goal of this study is to use a population-level, inter-
sectional examination of foster care involvement for youth with
I/DD to (1) quantify the number of youth with I/DD, by autism
and ID subgroups, in the foster care system in 2016, and (2)
identify differences in foster care involvement based on race,
ethnicity, age, and sex.

Methods

The Drexel University institutional review board approved a
waiver for the use of claims data for this study. This study fol-
lowed the Strengthening the Reporting of Observational Studies
in Epidemiology (STROBE) reporting guideline.

National Medicaid claims data from all states and Wash-
ington, DC, were collected via the Transformed Medicaid Sta-
tistical Information System (T-MSIS) Analytic Files (TAF) in cal-
endar year 2016. Medicaid claims data include indicators for
individual demographic and Medicaid enrollment status by
month, as well as service files with diagnosis and procedure
codes and prescription medications. The sample included in-
dividuals enrolled for a minimum of 9 months to account for
administrative churning. Additionally, individuals without a
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Table 1. Sample Characteristics by Diagnosis Group

386

No. (%)
Characteristic ASD only (n =23018) IDonly (n = 10701) ASD and ID (n = 5424)
Age group, y
0-5 3061 (13.3) 449 (4.2) 103 (1.9)
6-12 10404 (45.2) 3692 (34.5) 1784 (32.9)
13-17 7504 (32.6) 4377 (40.9) 2457 (45.3)
18-21 2049 (8.9) 2183 (20.4) 1079 (19.9)
Sex
Male 16251 (70.6) 5982 (55.9) 3884 (71.6)
Female 6767 (29.4) 4719 (44.1) 1540 (28.4)
Race and ethnicity
American Indian and Alaska Native, NA NA NA
non-Hispanic®
Asian or Pacific Islander® 115 (0.5) NA 33(0.6)
Black or African American 4005 (17.4) 3103 (29.0) 1269 (23.4) Abbreviations: ASD, autism spectrum
Hispanic or Latino 230 (1.0) 128 (1.2) 65(1.2) disorder; ID, intellectual disability;
White 9967 (43.3) 4462 (41.7) 2609 (48.1) NA, not available.
More than 1 race or ethnicity? NA 214 (2.0) NA 2 Veylues censored f<_>r compliance
Missing 8632 (37.5) 2665 (24.9) 1416 (26.1) :’;"Stsht;‘j:]sgg;:‘?ss'o" policy; all are

code indicating their reason for Medicaid enrollment were ex-
cluded (n = 45 386), and individuals with missing sex data were
excluded because of the small sample size (<11). All youth 21
years and younger with ASD or ID diagnoses (or both) en-
rolled in Medicaid were placed into 3 subgroups: youth with
an ASD diagnosis and no ID diagnosis (ASD only), youth with
anID diagnosis and no ASD diagnosis (ID only), and youth with
both an ASD and an ID diagnosis (ASD + ID). Validated algo-
rithms for identifying ASD and ID in claims data were applied
from the Chronic Condition Warehouse.?® These algorithms re-
quire 1 inpatient claim or 2 other claims to account for coding
practices and potential rule-out diagnosis especially in out-
patient settings.

Variables

TAF data include information about Medicaid eligibility that
contains specific categories for youth who are eligible be-
cause they are enrolled in foster care, Title IV-E adoption as-
sistance, or guardianship care. Race and ethnicity variables are
captured within the demographic information (32% of the
sample were missing these data so they were excluded). Age
was calculated as of December 1, 2016, and grouped into 4 cat-
egories: pre-formal school (aged 0-5 years), early ages (6-12
years), teenage/postpuberty (13-17 years), and transition-age
adults (18-21years). Sex in the TAF data was described as male
or female.

Analysis

We examined the distribution of categorical demographic vari-
ables for the ASD-only, ID-only, and ASD + ID groups enrolled
in foster care. We determined the prevalence of foster care in-
volvement for each diagnosis group by race, ethnicity, age
group, and sex across groups. We also established the preva-
lence of foster care involvement by intersectional categoriza-
tions across sex and race and ethnicity.?® Logistic regressions
examined associations between the likelihood of foster care

JAMA Pediatrics April 2024 Volume 178, Number 4

involvement and race, ethnicity, age, and sex adjusting for age
separate from sex and race and ethnicity. Data analysis was con-
ducted with R version 4.3 from July 2022 to September 2023.

. |
Results

A total of 39143 youth with I/DD had foster care involvement
in 2016. The ASD group (n = 28 442) was larger than the ID
group (n = 16 125) by almost 2-fold. One in 5 youth with ASD
and foster care involvement also had co-occurring ID (Table 1).
Overall, among all youth with I/DD enrolled in Medicaid, 23 018
youth with ASD only (4.3%) had foster care involvement, com-
pared with 10 701 youth with ASD and ID (4.6%) and 5424
youth with ID (5.1%).

In alignment with national ASD prevalence estimates, fos-
ter care-involved youth with an ASD diagnosis were more likely
to be male (Table 2). Across all groups, being female was as-
sociated with increased risk for foster care involvement, with
the highest risk presenting among the ASD-only group (ad-
justed odds ratio [aOR], 1.35; 95% CI, 1.39-1.4). In terms of race
and ethnicity, all diagnosis groups were predominantly White
compared with the other racial and ethnic groups. However,
asizable proportion of all groups was Black, totaling more than
6400 (27.9%) foster care-involved youth with ASD, 1735 (32%)
foster care-involved youth with ASD and ID, and 4173 (39%)
foster care-involved youth with ID only. Black youth in all
groups were also at increased risk for foster care involvement
(aOR, 1.37; 95% CI, 1.32-1.42, for those with ASD only; aOR, 1.37;
95% CI,1.28-1.47, for ASD and ID; and aOR, 2.32; 95% CI, 1.26-
1.39, for ID only).

Youth with an ASD diagnosis had a 5% chance of being in
foster care in the bivariate analyses (Table 3). After adjusting
for age, the likelihood of a O- to 5-year-old, White youth with
ASD having foster care involvement decreased to 3%. Similar
declinesin foster care involvement, after adjusting for age, were
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Table 2. Intersection of Race and Ethnicity and Sex by Diagnosis Group?®

ASD only 1D only ASD and ID
Characteristic (n=23018),% (n=10701),% (n=5424),%
Male
American Indian and Alaska Native, 0.3 NA NA
non-Hispanic
Asian or Pacific Islander 0.5 0.9 0.5
Black or African American 20.2 21.9 22.8
Hispanic or Latino 1.2 1.1 1.2
White 51.9 30.5 46.3
More than 1 race or ethnicity 0.2 1.3 0.5
Female
American Indian and Alaska Native, NA NA NA
non-Hispanic
Asian or Pacific Islander 0.2 0.7 0.3 Abbreviations: ASD, autism spectrum
Black or African American 7.6 17.1 8.9 disorder; ID. intellectual disability;
NA, not available.
IRETREGIE O LA 03 0.5 04 2 Counts and some percentages are
White 17.5 25.1 18.9 censored for compliance with cell
More than 1 race or ethnicity NA 0.8 NA suppression policy; all are less than
0.2%.
Table 3. Logistic Regression Models for Foster Care Involvement by Diagnostic Subgroup
Adjusted OR (95% CI)
Characteristic® ASD only ID only ASD and ID
Intercept 0.05 0.03 0.03 0.07 0.04 0.04 0.06 0.03 0.03
(0.05-0.05) (0.03-0.04) (0.03-0.03) (0.07-0.07)  (0.04-0.05) (0.03-0.04) (0.06-0.06) (0.02-0.04) (0.02-0.03)
Age group, y
6-12 NA 1.36 1.35 NA 1.59 1.59 NA 1.97 1.95
(1.28-1.44) (1.27-1.43) (1.42-1.8) (1.42-1.79) (1.54-2.55) (1.53-2.53)
13-17 NA 2.06 2.07 NA 2.17 2.15 NA 2.57 2.56
(1.94-2.19)  (1.95-2.2) (1.93-2.44) (1.92-2.42) (2.02-3.33) (2.01-3.32)
18-21 NA 1.44 1.44 NA 1.27 1.26 NA 1.51 1.50
(1.34-1.55)  (1.33-1.55) (1.13-1.43)  (1.12-1.42) (1.18-1.97) (1.17-1.95)
Sex
Female NA NA 1.35 NA NA 1.10 NA NA 1.18
(1.29-1.4) (1.05-1.15) (1.1-1.27)
Race and ethnicity
American Indian  NA NA 1.08 NA NA 1.25 NA NA 0.93
and Alaska (0.82-1.38) (0.78-1.88) (0.46-1.67)
Native,
non-Hispanic
Asian or Pacific ~ NA NA 0.19 NA NA 0.39 NA NA 0.17
Islander (0.16-0.23) (0.32-0.46) (0.12-0.24)
Black or African  NA NA 1.37 NA NA 1.32 NA NA 1.37
American (1.32-1.42) (1.26-1.39) (1.28-1.47)
Hispanic or NA NA 0.94 NA NA 1.12 NA NA 1.26
Latino (0.81-1.07) (0.93-1.34) (0.96-1.61)
More than NA NA 0.77 NA NA 1.35 NA NA 1.06
1 race (0.53-1.06) (1.14-1.58) (0.69-1.55)
or ethnicity

Abbreviations: ASD, autism spectrum disorder; ID, intellectual disability; NA, not
applicable; OR, odds ratio.

2 The reference value for age group was 0-5 y; for sex, male; and for race and
ethnicity, White.

observed across the groups with ASD and ID or ID only. The
likelihood for foster care involvement increased with age in
all groups relative to O- to 5-year-old youth, although youth
aged 13 to 17 years were more than twice as likely to have fos-
ter care involvement in all groups than the youngest age group.
The odds of foster care involvement declined slightly after age
17 years, in the 18- to 21-year-old age group, among all diag-
nosis subgroups.
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Discussion

Population-level analyses quantifying foster care involve-
ment of youth with I/DD found that in 2016 more than
39000 youth with I/DD had foster care involvement,
encompassing 4.3%, 4.6%, and 5.1% of the Medicaid popu-
lation with ASD only, ASD and ID, or ID only. During 2016, a
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total of 437 465 youth resided in foster care,?”2® with our
results using Medicaid claims indicating that nearly 8.9% of
these youth had an intellectual or developmental disability.
Our analysis of specific diagnosis groups found rates of ASD
and ID among youth in foster care that were 2 to 5 times the
rates found in the general population in the US. Collectively
our findings indicate that youth with I/DD are overrepre-
sented in the foster care system, and that among youth with
1/DD, Black youth and females across all diagnosis groups
were at an increased risk for foster care involvement, with
the risk especially high among youth with an ASD-only
diagnosis.

White males made up the majority of youth in each diag-
nostic subgroup (ASD only, ID only, and co-occurring ASD and
ID), which is consistent with previous research on the gen-
eral population.’®23 However, our findings that Black youth
with I/DD face an increased risk of foster care placement align
with research that has identified disparities and overrepre-
sentation of Black youth at each point of contact with the fos-
ter care system, including placement in foster care, both in the
United States and western European countries.??-3° The po-
tential causes of the disproportionate involvement of Black
youth in foster care have been grouped into 2 categories: dif-
ferential treatment by child welfare agencies and other sys-
tems due to racial discrimination and differential experi-
ences of Black families due to systemic and historical
marginalization.?! Furthermore, the increased risk of fos-
ter care involvement among Black youth with I/DD may be
attributed to the lack of policies and programs addressing the
intersection of disability, race, and sex, along with the asso-
ciated service and support needs within the foster care
system.

The data from this study cannot identify specific causes
for foster care involvement for youth with I/DD. However, our
results identify future research and action steps for consider-
ation. First, our findings point to the need for research on the
reasons why youth with I/DD enter foster care and when the
diagnosis is identified. Prior research has yielded mixed find-
ings regarding the reasons youth with I/DD are placed in care,
but all suggest that families of children with I/DD are not re-
ceiving the full continuum of resources needed to care for their
child.?1?

Increased attention to what happens to youth with I/DD
once they are placed in foster care is urgently needed. The iat-
rogenic effects of foster care placement may also be ampli-
fied for youth with I/DD because even small disruptions in
health care can have significant negative effects on short-
term and long-term health outcomes. This creates the possi-
bility that foster care placement can exacerbate existing health
disparities present in this population. Therefore, it is critical
that health care professionals work with child welfare repre-
sentatives and family members to maximize continuity of care
for youth with I/DD placed in foster care. Health care profes-
sionals can also advocate for youth with I/DD to receive cul-
turally responsive programs like Kinship Care and Family Group
Decision Making, to optimize the stability of out-of-home
placements and improve health outcomes while retaining their
connections to their families and communities.
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Increased risk for females has specificimplications for the
ASD group (both with and without ID) because of a growing
call for research focused on the identification of ASD in fe-
males and acknowledgment of variation in their reported ser-
vices needs and use.>? Females with ASD are diagnosed later
compared with their male counterparts. This delay likely im-
pacts the disparities found in this study as access to services
often hinges on a diagnosis, which can be especially delayed
for Black youth and females.*?

Youth with ASD only were younger than youth with ASD
and ID or ID only. It may be that youth with ASD who present
without a cognitive challenge observed in ID are identified ear-
lier because their symptoms may have behavior support im-
plications and necessitate support to avoid emergency or cri-
sis placements. It may also be that the development or growth
of ASD-specific Medicaid programs, such as waivers, in states
that do not require a formal ID diagnosis early in childhood pre-
sent opportunities to gain access to additional services. How-
ever, only a few states offer such waivers and they often have
enrollment caps, which can make accessing needed services
without an accompanying ID diagnosis more challenging.

Findings from this analysis also revealed that a greater pro-
portion of foster care-involved youth with co-occurring ASD
and ID or ID only were transition-age youth (18-21 years). These
diagnoses, alongside foster care involvement, may facilitate
many long-term barriers to optimal outcomes in adulthood for
this population. Without adequate support, adverse out-
comes in adulthood may include an increased risk for health
problems, increased premature mortality, psychiatric comor-
bidity, homelessness, unemployment, and substance use
challenges.3#:3> The service cliff experienced by transition-
age youth with ASD is likely worsened by foster care involve-
ment; therefore, there may be a need for new or amplified Med-
icaid-specific programs that support service navigation. As
youth transition across settings, their service needs likely both
persist and change, and continuity in health care profession-
als, supported transitions, and care planning is advanta-
geous. Research on outcomes among this group is especially
urgent as ASD prevalence has continued to increase, which has
implications for children who were diagnosed in the early
2000s and are now entering early adulthood.

Among all youth with I/DD, the continued lack of repre-
sentation in research underscores a parallel lack of informa-
tion for the foster care system.>® Increased inclusion of Black,
female, and older youth at a heightened risk for foster care in-
volvement based on I/DD diagnoses can enhance research ex-
ploring structural vulnerabilities that disproportionately place
these youth in care (eg, sociodemographic factors like age, so-
cioeconomic status, geographic location, and living area). In-
cluding I/DD status in research on populations at heightened
risk for foster care involvement would generate a more thor-
ough picture of supports that facilitate prevention for place-
ment among those most at risk for foster care involvement.

Limitations
The typical limitations of claims-based research apply to this
study. Care received outside of the Medicaid system was not

observed. There is a misclassification risk for diagnoses in the
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Medicaid system, despite the use of validated algorithms. Pre-
vious studies have also pointed to an underidentification of
youth with foster care involvement in Medicaid claims data,>”
although updated validation estimates are not available. While
thisresearch provides a point-in-time snapshot of rates of I/DD,
ASD, ID, and ASD and ID combined were examined by inter-
sectional identities of race and ethnicity and sex, yielding small
cell sizes that preclude a more compressive intersectional
analysis of the likelihood of foster care and disability in the re-
gression analyses. These sample size limitations dispropor-
tionately affect groups who may be at heightened risk for fos-
ter care involvement, such as American Indian, Asian, Pacific
Islander, or Native American individuals. Future studies should
prioritize adjustments for person-time across Medicaid en-
rollment periods, especially when examining the positive cor-
relation between proportion of children in foster care and age.

Implications

The use of an intersectional approach to generate a national
profile of foster care involvement among youth with I/DD high-
lights the need for continued monitoring of the size and char-
acteristics of these groups. Solutions to address the in-
creased risk for Black children and females with I/DD in foster
care should include the development of integrative data that
link both child welfare and health data to ensure a more com-
prehensive assessment of risk and research on pathways into
care that account for both disabilities and the socioeconomic
features of families that play a critical role in foster care place-
ment. Furthermore, examination of the specific risk factors
faced by Black youth with I/DD in youth aged 13 to 17 years is
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critical. Findings underscore concerns about the dispropor-
tionate involvement of Black children in foster care driven by
higher rates of poverty, racial bias and discrimination, child wel-
fare system factors, and structural racism.>® Given the inter-
connectedness of these systemic and structural barriers, per-
son-centered approaches are essential to understanding risk
factors because multiple factors can operate in tandem, and
identifying differential contributions is vital for developing
health risk profiles for youth with I/DD in foster care.® While
the identification of I/DD has improved among Black chil-
dren and youth generally, the increased risk of foster care in-
volvement may signal gaps in the provision of resources for
families to address related health and mental health chal-
lenges. Examinations of preventive services and resources for
Black youth with I/DD can help address disproportionate en-
try into foster care and establish standards for equitable prac-
tices of service provision for this group.

. |
Conclusions

This study found that among youth with I/DD, Black youth and
females faced higher risk for foster care involvement, and the
likelihood of foster care involvement increased with age. Fu-
ture research should shift toward elucidating risk factors for
foster care placement among youth with I/DD, including co-
occurring conditions, and the unique needs of this popula-
tion, especially at the intersection of race, ethnicity, sex, and
disability, are needed to advance health equity and ensure these
groups are not left behind.

look. Child Maltreat. 2022;27(4):596-604. doi:10.
1177/10775595211033855

4. American Academy of Pediatrics. Physical health
needs of children in foster care. Accessed
September 1, 2023, https://www.aap.org/en/
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