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Abstract

This study assesses changes in self-reported health and healthcare status among adults with intellectual and developmental disabilities (I/DD)
over the past 20 years, utilizing data from the National Health Interview Survey. We conducted a cross-sectional analysis of 601 464 adults 18
and older, categorized by disability status: no functional limitations, developmental disabilities, intellectual disabilities, and other functional
limitations. We aimed to identify trends in health status, healthcare access, affordability, and utilization from 1999 to 2018, comparing
outcomes across disability groups. Results indicate adults with intellectual disabilities reported poorer health compared to those without
functional limitations, particularly in the most recent period (2014-2018). Adults with developmental disabilities exhibited increased odds of
poor health during 2009-2013 compared to 1999-2003, but no significant differences occurred between other periods. Additionally, poverty
rates for adults with I/DD were higher, with a substantial proportion of adults with intellectual disabilities living in poverty compared to those
without functional limitations, indicating persistent disparities without significant trend improvements. Despite advancements in healthcare
access and affordability, self-reported health outcomes for adults with I/DD have not improved, highlighting the need for policies to enhance

care quality. Future research should focus on effective healthcare practices and provider training to address these persistent disparities.
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Introduction

Intellectual and developmental disabilities (I/DD) often pre-
sent at birth, affecting physical, learning, language, or behav-
ioral development throughout life." Recent studies indicate
that about 17% of children have one or more I/DD, a notable
increase over the last 20 years, primarily due to rises in
attention-deficit/hyperactivity disorder (ADHD), autism, and
intellectual disabilities."> Adults with I/DD face increased
mortality risk and high rates of chronic conditions such as
obesity, asthma, diabetes, cardiovascular disease, and chronic
pain, as well as higher rates of epilepsy and psychiatric disor-
ders compared to those without I/DD.>”

The umbrella term “intellectual and developmental disabil-
ity” encompasses a broad spectrum of diagnoses and varying
degrees of functional limitations. Conditions such as cerebral
palsy (which can range from mild to severe), Down syndrome,
ADHD, and autism can lead to diverse challenges that impact
health outcomes. Some adults experience structural and phys-
ical health challenges that continue to affect their self-reported
health, even with optimal healthcare access.® Adverse health
outcomes in I/DD populations have been linked to personal
factors like physical inactivity and poor nutrition. However,
recent literature suggests these outcomes result from health
disparities, including inequitable access to high-quality medic-
al care, inadequate healthcare provider training, and exclusion
from public health efforts.”'* Individuals with I/DD in the
United States show limited use of health services and less
frequent primary healthcare visits, even with coverage.'*"”

A study using electronic health records in Ohio found that
individuals with I/DD were significantly less likely to visit
specialized and preventative care providers, such as gastroenter-
ologists, pulmonologists, cardiologists, obstetrician gynecolo-
gists (OB/GYNs), general surgeons, and pain management
specialists.'® This lack of access to preventative and inclusive
healthcare is a significant problem, given the high rates of co-
occurring conditions among people with I/DD.'1718

The current literature indicates mixed findings regarding the
impact of the Affordable Care Act (ACA) on the health and
longevity of individuals with disabilities and mental health
conditions. Various studies utilizing the similar data sources
examine the potential effects of the ACA on healthcare access,
chronic illness management, and overall health outcomes, re-
vealing inconsistencies and nuanced outcomes that warrant
further exploration. Notably, Kaye'® presents a detailed ana-
lysis of how the ACA has affected different disability groups,
emphasizing that while some individuals have experienced im-
proved access to care, others continue to face significant bar-
riers, particularly concerning specialized services. There are
persistent challenges in access to healthcare for individuals
with disabilities, with factors such as socioeconomic status,
geographic location, and systemic biases contributing to on-
going disparities, before and after the full implementation of
the ACA.2%*' Given these complexities and the ongoing
challenges faced by individuals with I/DD, it is crucial to inves-
tigate how recent policy initiatives have influenced their health
outcomes.
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Purpose

Over the past 20 years, the United States has implemented several
policy initiatives to reduce health disparities, including the
Patient Protection and ACA of 2010.>* The ACA aimed to im-
prove healthcare access by expanding public health coverage
and making private insurance more affordable, particularly for
those with preexisting conditions like I/DD.'” While emerging re-
search has begun to assess the impact of these policies, much re-
mains unknown about their effect on individuals with I/DD.*?

This study uses National Health Interview Survey (NHIS)
data to examine 20-year trends in health status and healthcare
access, affordability, and utilization by disability status. We
aim to determine if the health and healthcare status of adults
with I/DD has changed, assess the impact of policies like the
ACA, and identify targets for reducing health disparities in
future healthcare policy reforms. Specifically, our research
questions are:

1. How has the health status of adults with /DD in the
United States changed over the past 20 years?

2. What are the trends in healthcare access, utilization, and
affordability for adults with I/DD in the United States?

We hypothesize that policy changes will reveal increased
healthcare affordability and accessibility, alongside improved
health status. This is the first study to evaluate national, long-
term trends among non-institutionalized adults with I/DD in
the United States.

Methods
Data source

Data were obtained from the NHIS, a cross-sectional house-
hold interview survey of the civilian non-institutionalized US
population, accessed via IPUMS USA.>*?¢ The NHIS uses a
complex, multi-stage probability sample to allow for national-
ly representative estimates.””*® This study was exempt from
IRB review at University of Wisconsin-Madison.

Sample

Adults aged 18 and older from the NHIS sample adult file
(1999-2018) were included. Information about the adult
sampled from each household (sample adult) is self-reported un-
less the individual is physically or mentally unable to self-report,
in which case a knowledgeable proxy can answer for the sample
adult. This approach ensures that health outcomes and experi-
ences accurately reflect individuals’ perceptions while allowing
for valid data collection when direct self-reporting is not feas-
ible. We excluded those with missing disability status data, re-
sulting in a final sample of 601 464 adults (1676 observations
deleted). “Sample adults” included 384 586 adults with no
functional limitation, 580 with developmental disabilities, 814
with intellectual disabilities, and 215 484 with other functional
limitations. The decision to analyze these groups separately was
made to better understand the unique health outcomes and chal-
lenges faced by each population. Each group may experience dif-
ferent health issues and barriers that warrant individualized
examination.”® Missing rates for key variables were generally
low. Except for poverty status (14%), missing rates among
demographic variables were <1%. Similarly, except for health-
care access (15%), missing rates of healthcare outcomes
were <1.5%.
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Demographic variables

We identified sample adults with I/DD in the NHIS by including
adults with “any functional limitation;” AND “functional limi-
tation from: intellectual disability” OR “functional limitation
from: other developmental problem.” Functional limitation
was based on a recoded variable indicating whether adults
had difficulty doing any of several specific activities because
of a health problem. “Health problem” was defined by inter-
viewers “as any physical, mental, or emotional problem or ill-
ness.” If a person acknowledged having any difficulty with
activities such as: walking a quarter of a mile or 10 steps with-
out resting, participating in social activities, relaxing at home or
doing things for leisure, or pushing or pulling large objects, they
were classified as “limited in any way.” If an adult was limited
in any way as defined above, they were asked follow-up ques-
tions about what condition or health problem was causing these
difficulties. Having a “developmental problem, such as cerebral
palsy” was one of the possible conditions on the interviewer-
provided flashcard. Intellectual disability (termed “Mental
Retardation” during some waves of the NHIS), was also one
of the possible conditions. Based on this, we created a disability
status variable indicating if each sample adult had (1) no
functional limitations, (2) developmental disabilities, (3)
intellectual disabilities, or (4) any other type of functional
limitation.

Demographic characteristics that are likely related to health-
care utilization and health status were also extracted (race,
ethnicity, sex, age, poverty status, educational attainment, em-
ployment, region of residence). Race and ethnicity were self-
reported: (1) Non-Hispanic White, (2) Non-Hispanic Black/
African American, (3) Non-Hispanic Asian or Pacific Islander,
(4) Hispanic/Latino, or (5) Non-Hispanic other. Sex indicated:
(1) male or (2) female. Poverty status indicated: family income
(1) at or above or (2) below the poverty level. The NHIS deter-
mines if a family or individual is at or above the poverty line by
comparing their income to the federal poverty threshold. The
federal poverty threshold is adjusted annually for inflation by
the US Census Bureau and varies by family size and compos-
ition.”” Educational attainment reported highest level of school-
ing completed: (1) less than high school, (2) high school diploma
or General Educational Development Test (GED), (3) some col-
lege, or (4) bachelor’s degree or higher. Employment status re-
ported whether adults were: (1) working in the past week
including working for pay, performing seasonal or contract
work, or working at a job or business NOT for pay; OR whether
adults were: (2) part of the labor force but unemployed, or (3)
out of the labor force entirely. Region of residence indicated:
region of housing unit containing the survey participant. The
4 regions—(1) Northeast, (2) North Central, Midwest, (3)
South, and (4) West—correspond to regions recognized by the
US Census Bureau.

Study outcomes

The study outcomes are defined below. Similar to past NHIS
trend analyses, we set “don’t know,” “refused,” or values with-
out to missing for each outcome.””

Health Status

Health status was assessed through the NHIS question: “Would
you say your health in general is excellent, very good, good, fair,
or poor?” Responses were dichotomized into poor/fair health
(yes/no).
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Healthcare access

Healthcare access was assessed by whether adults had health in-
surance and a usual source of care.”” This variable was con-
structed based on several NHIS questions indicating if the
sample adult had health insurance and if so, which type and if
they had a usual place for medical care and if so, which type
of place. Adults were then classified as uninsured if at the time
of their interview, they reported not having private insurance,
Medicare, Medicaid, military plan, or other government- or
state-sponsored health plan. NHIS considered sample adults
with only Indian Health Service coverage to be uninsured as
well. To conserve power, we recoded sample adults with mili-
tary health insurance, government-, or state-sponsored health
plans as “other health insurance.” Sample adults with a usual
source of care were those who had a place they usually go,
such as a clinic or doctor’s office, when they were sick or needed
advice about their health. If an adult indicated that their usual
place of care was the emergency room, they were considered
to not have a usual source of care.

Healthcare affordability

Affordability was assessed by whether adults delayed seeking
medical care due to cost, needed but did not get medical care
because they could not afford it, and/or needed but did not
get prescription medicines due to cost.

Healthcare utilization

Utilization was determined by whether the adult had seen or
talked to a health professional in the past 12 months. If they
had not, they were coded as not having utilized healthcare in
the past year.

Analytic plan

Analyses incorporated strata and weights to produce national-
ly representative estimates, adjusting sampling weights to re-
present the US population across the 20-year study period.*®
Missing data on family income were imputed to determine
the poverty threshold indicator.?”

We summarized demographic characteristics and compared
them by disability status using y* tests. Multivariate logistic re-
gression predicted health and healthcare outcomes across 4 pe-
riods (1999-2003, 2004-2008, 2009-2013, and 2014-2018),
adjusting for key covariates. Changes in outcomes over time
by disability status were examined through weighted propor-
tions and logistic regression models. Observations with missing
outcome data were excluded from the model (ie, complete case
analysis).

Our post-hoc analysis assessed variations in outcomes by
disability status. Given the number of statistical comparisons
in this study, however, we employed methods to correct for
the family wise error rate (FWER) to reduce type I error.>!
As the number of hypotheses increases, so does the risk of
type I error. While the Bonferroni method is commonly used
to manage FWER by dividing the significance level by the
number of hypotheses, it can overly reduce power and increase
type Il error. Therefore, we initially set a P-value threshold of
.001 to control for FWER and then applied the Holm method,
a less conservative stepwise approach that ranks P-values and
adjusts the alpha level. In this method, we ranked the P-values
and set the alpha level to .05, leading to a first non-rejected hy-
pothesis at P=.151. Consequently, we established a second-
ary significance level at P <.151 for subsequent hypotheses.

Results
Demographic comparisons

Table 1 highlights the sociodemographic characteristics of the
study population, with a mean age of 46.16 years. The sample
included 63.9% with no functional limitation, 0.1% with de-
velopmental disabilities, 0.14% with intellectual disabilities,
and 35.8% with other functional limitations.

Key differences emerged between groups in race, education,
employment, and poverty. Adults with intellectual disabilities
had the highest proportion of Non-Hispanic Black/African
American individuals (21.32% vs 11.67% in the full sample).
Educational attainment varied significantly: 14.9% of adults
with no functional limitation had less than a high school degree,
compared to 26.24% with developmental disabilities and
46.39% with intellectual disabilities. Only 10% of adults with
intellectual disabilities completed more than high school, com-
pared to over 60% of adults with no functional limitations.

Employment disparities were notable, with 79.04% of
adults with intellectual disabilities and 67.91% with develop-
mental disabilities not in the labor force, compared to0 22.19%
of those with no functional limitations. Poverty rates were
higher among adults with intellectual (25.32%) and develop-
mental disabilities (20.44%) than those with no functional
limitation (9.21%).

Insurance type also differed: 65.4% of adults with no func-
tional limitation used private insurance, whereas adults with
I/DD primarily relied on Medicaid (46.0% for intellectual
disabilities, 29.63% for developmental disabilities) and
Medicare (34.94% for intellectual disabilities, 32.66 % for de-
velopmental disabilities).

These demographic differences highlight higher poverty and
unemployment rates and lower educational attainment among
adults with I/DD. y* tests confirmed statistically significant
relationships between disability status and all demographic var-
iables, indicating that disability status is linked to race, sex, edu-
cation, employment, poverty, region, and healthcare coverage.

Health Status

Logistic regression models (Appendix Table Sla) suggest
adults with intellectual or developmental disabilities consist-
ently had significantly higher odds of reporting poor or fair
health compared to those with no functional limitations
(P <.001) (Supplementary materials in the online appendix).
In 2014-2018, adults with developmental disabilities had
over 8 times greater odds of reporting poor or fair health (ad-
justed odds ratio [aOR] = 8.6, P <.001). Adults with intellec-
tual disabilities had 11.59 times greater odds in 2009-2013
and 7.24 times greater odds in 2014-2018 of reporting poor
or fair health compared to those with no functional
limitations(P < .001).

Healthcare access, affordability, and utilization

Appendix Table S1b-d feature logistic regression models for
healthcare access, affordability, and utilization (Supplementary
materials in the online appendix). Adults with intellectual or de-
velopmental disabilities were less likely to be uninsured or lack a
usual source of care compared to those with no functional limi-
tations. However, they had higher odds of forgoing or delaying
medical care due to cost. Adults with I/DD were also more likely
to have seen or talked to a health professional in the past 12
months compared to those without functional limitations.
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Table 1. Sociodemographic characteristics of sample adults, NHIS 1999-2018.
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Full No functional Developmental Intellectual Other functional ~ P-value®
sample limitation disability disability limitation
=601464 =384586 N=580 N=2814 N=215484
Weighted % Weighted % Weighted % Weighted % Weighted %
(95% CI) (95% CI) (95% CI) (95% CI) (95% CI)

Age (mean) 46.16 (46.03-46.3)  41.35 (41.2-42.5)  39.28 (37-40) 39.28 (37-40) 55.78 (55.6-55.9)

Race <.0017
Non-Hispanic White  68.97% (68.5-69.4) 66.04% (65.6-66.5) 71.20% (66.3-75.7) 60.44% (55.7-65.0) 74.83%(74.3-75.3)
Non-Hispanic Black/ 11.67% (11.4-11.9)  11.83% (11.5-12.1) 14.24% (11.1-18.1) 21.32% (17.6-25.6) 11.31% (10.9-11.6)

African American
Non-Hispanic Asian 4.64% (4.5-4.8) 5.58% (5.4-5.8) 1.30% (0.7-2.4) 2.21% (1.3-3.8) 2.79% (2.7-2.9)
or Pacific Islander
Hispanic/Latino 13.68% (13.3-14.0) 15.60% (15.2-15.9) 11.69% (8.6-15.7) 14.74% (11.5-18.7)  9.87% (9.5-10.2)
Non-Hispanic Other 1.04% (0.9-1.1) 0.96% (0.9-1.0) 1.57% (0.8-3.3) 1.29% (0.6-2.7) 1.20% (1.1-1.3)

Sex <.001?
Female 51.82% (51.7-52) 48.30% (48.1-48.5) 49.33% (44.1-54.6) 45.19% (40.6-49.8) 58.88% (58.6-59.2)

Male 48.18% (48-48.4) 51.70% (51.5-51.9) 50.67% (45.5-55.9) 54.81% (60.2-59.4) 41.12% (40.8-41.4)

Educational attainment <.0017
Less than high school =~ 14.90% (14.7-15.1)  12.70% (12.5-12.9) 26.24% (21.7-31.4) 46.39% (41.6-51.3) 19.10% (18.8-19.4)

High school diploma  27.47% (27.2-27.7) 25.86% (25.6-26.1) 40.49% (35.5-45.7) 43.59% (38.8-48.5) 30.57% (30.3-30.9)
or GED

Some college 29.94% (29.7-30.2)  30.26% (29.9-30.5) 20.95% (17-25.5) 7.75% (5.5-10.8)  29.43% (29.1-29.7)

Bachelor’s degree or 27.69% (27.3-28.1)  31.18% (30.8-31.6) 12.32% (9.6-15.7)  2.28% (1.3-4) 20.90% (20.5-21.3)
higher

Employment status <.001*
Employed 63.04% (62.8-63.3)  73.57% (73.3-73.8)  27.0% (22.8-31.7) 18.74% (15.3-22.8) 42.43% (42-42.8)
Unemployed 4.03% (3.9-4.1) 4.24% (4.1-4.3) 5.09% (3.2-7.9) 2.22% (1.3-3.9) 3.63% (3.5-3.7)

Not in the labor force  32.93% (32.7-33.2) 22.19% (21.9-22.4) 67.91% (63-72.4)  79.04% (74.9-82.7) 53.95% (53.5-54.4)

Poverty status <.0017

At or above poverty 75.89% (75.6-76.2)  76.90% (76.6-77.2) 69.36% (64.8-73.6) 62.16% (57.6-66.6) 73.98% (73.6-74.3)
threshold

Below poverty 10.48% (13.4-13.9)  9.21% (8.9-9.5) 20.44% (16.9-24.4) 25.32% (21.6-29.5) 12.89% (12.6-13.2)
threshold

Region <.0017
Northeast 18.12% (17.7-18.5) 18.48% (18.1-18.9) 15.78% (12.4-19.9) 17.23% (13.9-21.1) 17.41% (16.9-17.9)

North Central/Midwest 23.52% (23.1-23.9)  22.60% (22.1-23.1) 25.69% (21.6-30.3) 23.69% (19.9-27.9) 25.34% (24.8-25.9)

South 36.43% (35.9-36.9) 36.47% (35.9-37.1) 39.42% (34.3-44.8) 39.59% (35.1-44.3) 36.31% (35.7-36.9)

West 21.93% (21.5-22.4)  22.45% (21.9-22.9) 19.11% (15.4-23.5) 19.49% (16.1-23.4) 20.93% (20.4-21.5)
Healthcare status <.0017

No insurance
Private Insurance

14.97% (14.7-15.2)
56.45% (56.1-56.8)
6.31% (6.2-6.5)

(

(

16.96% (16.7-17.2)
65.40% (65.1-65.7)
5.45% (5.3-5.6)
(

(

7.23% (4.9-10.5)
25.94% (21.8-30.6)
29.63% (24.9-34.8)

(
(

4.78% (3.1-7.4)
9.48% (7.2-12.5)
46.0% (41.5-50.6)
(
(

11.08% (10.9-11.3)

39.0% (38.6-39.4)
7.78% (7.6-7.9)
(
(

Medicaid
Medicare 17.59% (17.4-17.8) 8.60% (8.5-8.8) 32.66% (28.3-37.4) 34.94% (30.7-39.4) 35.33% (34.9-35.7)
Other health insurance  4.57% (4.5-4.8) 3.59% (3.5-3.7) 4.53% (2.5-7.9) 4.80% (3.3-7.0) 6.81% (6.6-7.0)

Frequencies and percentages are reported for categorical variables. Means and standard deviations are reported for continuous variables. To determine poverty
status, the reported total family income for an individual was compared to the US Census Bureau’s poverty thresholds for the year in question. These thresholds
are based not only on total income but also on family size and the number of children under age 18 in the home. Source: Author’s analysis of data from the
National Health Interview Survey, 1999-2018.

Abbreviation: NHIS National Health Interview Survey.

aP-value from y” test of independence.

for both those with (P <.001) and without functional limita-
tions (P <.001). There was also an increased risk of being un-
insured and having no usual source of care from 2005 to 2018
for those without functional limitations (P <.001) and for
those with functional limitations from 2005 to 2013. No sig-
nificant changes were observed for adults with I/DD from
2005-2018 compared to 1999-2003.

Post-hoc logistic regression models suggested adults with
developmental disabilities (aOR =7.62), intellectual disabil-
ities (aOR =8.71), and other functional limitations (aOR =
7.14) had significantly higher odds of reporting poor or fair
health (P <.001). Adults with developmental disabilities had
lower odds of forgoing or delaying care due to cost in
2008-2013 compared to 1999-2003. Other interaction terms
were not statistically significant.

Trends in health Status and healthcare access,
affordability, and utilization
Figure 1A-D illustrates trends in health and healthcare out-
comes. Adults without functional limitations showed con-
sistent outcomes, with <5% reporting poor or fair health
over 20 years. Adults with other functional limitations re-
ported poor or fair health at 27%-30%, while those with in-
tellectual disabilities reported 33%-47%, and those with
developmental disabilities reported 26 %-38%. The propor-
tion of adults unable to afford care fluctuated most. For ex-
ample, adults with developmental disabilities who could not
afford care rose to 31% in 2004-2008, then fell to 6% in
2009-2013.

Table 2 estimates increased odds of forgoing or delaying
care due to cost from 2005-2018 compared to 1999-2003
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Figure 1. Health and healthcare outcomes (A-D) by disability status, National Health Interview Survey 1999-2018.

Table 2. Changes in health status and healthcare access, affordability, and utilization for adults with and without I/DD, NHIS 1999-2018.

Healthcare access
(no health insurance or
usual source of care)
aOR (95% CI)

Healthcare utilization
(not seen/talked to health
professional in past 12 months)
aOR (95% CI)

Health status
(poor or fair health
status)
aOR (95% CI)

Healthcare affordability
(forgone or delayed care
due to cost)
aOR (95% CI)

No functional limitation
Year (ref:1999-2003)

2005-2008 (N =86 895)
2009-2013 (N=76465)
2014-2018 (N=114102)
Developmental disability
Year (ref:1999-2003)
2005-2008 (N=112)
2009-2013 (N=124)
2014-2018 (N =216)
Intellectual disability
Year (ref:1999-2003)
2005-2008 (N=128)
2009-2013 (N=198)
2014-2018 (N = 338)
Other functional limitation
Year (ref:1999-2003)
2005-2008 (N =44 440)
2009-2013 (N=45339)
2014-2018 (N=75262)

1.05 [0.99-1.1]°
1.02 [0.96-1.1]
1.02 [0.96-1.1]

1.15 [0.57-2.3]
1.03 [0.49-2.1]°
1.55 [0.83-2.9]

0.83 [0.45-1.6]
1.71 [0.95-3.1]°
1.06 [0.61-1.9]

1.07 [1.0-1.1]
1.01 [0.97-1.1]
1.03 [0.99-1.1]°

1.28 [1.2-1.3)°
1.55 [1.5-1.6]
1.06 [1.0-1.1]°

2.41[1.1-5.11°
0.42 [0.17-0.99]"
1.31 [0.66-2.6]

0.29 [0.09-0.871°
1.55[0.72-3.3]
0.99 [0.49-1.9]

1.34 [1.3-1.4]°
1.42 [1.4-1.5]
1.17 [1.1-1.2]

1.05 [1.0-1.1]°
1.11 [1.1-1.14]*
1.01 [0.98-1.0]

0.31 [0.09-1.0]®
0.83 [0.56-2.7]
1.48 [0.56-3.9]

1.36 [0.45-4.0]
0.98 [0.35-2.7]
1.01 [0.38-2.6]

1.05 [0.99-1.1]
1.11 [1.0-1.2]°
1.07 [1.0-1.1]°

1.19 [1.1-1.3]
1.44 [1.4-1.5
0.84 [0.79-0.88]°

2.29[0.40-13]
1.13 [0.19-6.7]
1.62 [0.30-8.7]

0.56 [0.07-4.7]
5.06 [0.91-28.25]°
1.15 [0.17-7.9]

1.43 [1.3-1.5]°
1.67 [1.5-1.8]
1.03 [0.94-1.1]

This table presents the adjusted odds ratios from multivariate logistic regression predicting changes in health status and healthcare access, affordability, and
utilization for sample adults (18+) with and without I/DD, 1999-2018. aOR = adjusted odds ratio, adjusting for race, ethnicity, sex, age, poverty status,
educational attainment, employment, and region of residence. Source: Author’s analysis of data from the National Health Interview Survey, 1999-2018.
Abbreviatigns: /DD, intellectual and developmental disabilities; NHIS, National Health Interview Survey.

4P <.001; PP <.151.

Discussion

From 1999 to 2018, health disparities persisted for adults
with I/DD in the United States. Despite policy changes and
advancements in medicine and technology, significant health

status differences between adults with and without I/DD
remain.

The findings demonstrate that adults with I/DD are actively
utilizing the healthcare system; however, challenges such as
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financial barriers to medical care persist, contributing to on-
going health disparities. This points to the possibility that en-
hancing health outcomes may require approaches beyond
conventional healthcare services. For instance, increasing pro-
vider reimbursement rates could improve access, in addition to
addressing the affordability of specialized medical equipment,
diagnostic tests, and prescription medications is also essential
for better health outcomes.

This study corroborates previous research highlighting socio-
demographic disparities among adults with I/DD, who exhibit
lower educational attainment and higher rates of poverty and
unemployment.®*>* A significant proportion of this population
relies on Medicaid and Medicare, which have been essential in
increasing access to necessary healthcare services.> While these
programs are vital for reducing out-of-pocket costs compared to
private health insurance, it is important to recognize that eligibil-
ity for these programs may arise from having an intellectual or
developmental disability. Consequently, the challenges faced
by this population may be influenced by broader systemic issues,
including racism and ableism, which contribute to the ongoing
health disparities we observe.’

Health status for adults with I/DD did not improve, remaining
significantly worse than for those without disabilities. Despite
greater access and utilization of healthcare, health outcomes
did not reflect significant improvement. Notably, following the
full implementation of the ACA in 2014, adults with no function-
al limitations, other functional limitations, and developmental
disabilities experienced increases in their ability to afford care;
however, adults with developmental disabilities also saw a rise
in the rates of unaffordability for care compared to the period
of 2009-2013. However, overall health status did not improve
alongside gains in any affordability throughout the study period.
Research will be needed to parse out this relationship.

These findings suggest that improvements in access, affordabil-
ity, and utilization alone are insufficient to enhance health out-
comes for adults with I/DD.'®! Future policies and public
health initiatives should prioritize not only the quality of care pro-
vided through Medicaid and Medicare but also address factors
outside of traditional healthcare that impact health status. This
includes enhancing access to social programs, promoting em-
ployment opportunities, and identifying pathways to supplement
income for adults with I/DD. Moreover, healthcare providers
could play a broader role by collaborating with vocational re-
habilitation services and the employment sector to create more
work opportunities for this population. Research should further
explore the types of care most utilized by adults with I/DD, given
their lower rates of primary, preventive, and specialized care visits
and higher rates of emergency department use. Additionally, ef-
forts to improve care quality should include adequate provider
preparation, inclusive preventive practices, higher Medicaid re-
imbursement rates, and equitable public health initiatives.

Limitations

This study has several limitations. Outcomes were based on self-
reported data and did not include any triangulating measures of
health status, and healthcare access, utilization, and affordabil-
ity, which may introduce bias. However, these outcomes have
been used extensively in prior research.”* Nonresponse could
bias the results, though the NHIS has several strategies for miti-
gating this. Changes in diagnostic language and the stigmatiza-
tion of disabilities may have also resulted in fewer self-reports of
I/DD. The cross-sectional nature of this study limits our ability
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to assess temporal changes in health outcomes and healthcare
access, as it captures a snapshot of data at a single point in
time rather than longitudinal changes or trends over history.

Moreover, this study exclusively examines a non-
institutionalized sample of individuals with I/DD, which may
not fully represent the broader population, potentially overstat-
ing or understating the findings. Additionally, survey respond-
ents needed the capacity to answer NHIS questions, potentially
excluding non- or minimally speaking individuals with /DD,
thus affecting the sample’s representativeness. We acknowledge
that some responses may have been provided by proxies,
though details into the extent of proxy reporting within the
sample are unknown.

Conclusion

Despite targeted policies and increased spending, health dispar-
ities for adults with I/DD have persisted with little progress.
While access, affordability, and utilization are critical, they are
insufficient to enhance health outcomes without addressing sys-
temic barriers and gaps in care quality. Future research should in-
vestigate the healthcare experiences of adults with I/DD to
identify areas for improvement, while also focusing on the causal
impact of Medicaid policies on health, educational achievement,
economic participation, and community integration. Current
healthcare policies in the United States must prioritize accessibil-
ity and quality of care beyond just improving affordability and
utilization.
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Supplementary material is available at Health Affairs Scholar
online.
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