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Experiences of health care services among people with cognitive disabilities and mental

health conditions

Abstract

Background: People with cognitive disabilities such as intellectual and developmental
disabilities face significant barriers to accessing high-quality health care services. Barriers may
be exacerbated for those with co-occurring mental health conditions.

Objective: This study compares patient experiences of health care services between adults with
and without cognitive disabilities and, among people with a cognitive disability, those with and
without co-occurring mental health conditions.

Methods: Cross-sectional analyses were conducted using 2021 Medical Expenditure Panel
Survey data, a national U.S. survey, to examine differences in Consumer Assessment of
Healthcare Providers and Systems measures.

Results: Adults with cognitive disabilities reported lower satisfaction with health care services
compared to the general population (7.71 (95% confidence interval (Cl): 7.47-7.95) vs. 8.31
(95% ClI: 8.27-8.36) on scale from 0-10). Adults with cognitive disabilities were less likely to
report that providers listened carefully to them (odds ratio (OR): 0.64, 95% CI: 0.48-0.86),
explained things in a way that was easy to understand (OR: 0.50, 95% CI: 0.35-0.72), showed
respect for what they had to say (OR: 0.48, 95% CI: 0.34-0.66), spent enough time with them
(OR: 0.57, 95% CI: 0.42-0.77), or gave advice that was easy to understand (OR: 0.43, 95% CI:
0.28-0.66) compared to the general population. Among adults with cognitive disabilities, there

were no differences based on co-occurring mental health conditions.



23

24

25

26

Conclusions: Adults with cognitive disabilities report lower satisfaction with health care
services driven by worse experiences with the health care system. Policies to increase provider
capacity to support this population should be prioritized.

Keywords: cognitive disability; mental health; health care experiences; health services
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Introduction

Individuals with intellectual and developmental disabilities (IDD) such as autism
spectrum disorder (ASD) and Down syndrome experience significant health disparities,
including increased rates of co-occurring mental and physical health conditions and decreased
life expectancy, compared to the general population.' In their 2006 review, Krahn and
colleagues describe a “cascade of disparities” affecting individuals with IDD wherein disparities
in the prevalence of co-occurring conditions are intensified by disparities in attention to
treatment or management of those co-occurring conditions, disparities in preventive services for
comorbid co-occurring conditions, and disparities in access to health care services overall.*

Barriers to high-quality health care services for individuals with IDD are well
documented. Few health care service providers receive training in how to support patients with
IDD.*® This contributes to a lack of knowledge of how to accommodate services to meet the
needs of patients with IDD (e.g., using alternative communication strategies) and stigmatizing
attitudes about treating people with IDD.*® People with IDD also frequently require services that
are spread across highly fragmented health care and social service systems, necessitating
significant resources to navigate.®

The ability to access high-quality health care services may be even more difficult for
individuals with co-occurring conditions, including the approximately one-third of individuals
with IDD who also have a mental health condition, such as depression or anxiety.>"8 In
particular, mental health conditions are also highly stigmatized and often present differently in
individuals with IDD compared to those in the general population.®° For example, “acting out”
and disorganized behavior, common symptoms of posttraumatic stress disorder among

individuals with 1DD, are observed less frequently in the general population.i® This frequently
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results in people with co-occurring IDD and mental health conditions not being adequately
served in either the IDD or the mental health sectors.’8

To date, research on the quality of the experiences of health care services for individuals
with IDD with and without co-occurring mental illness is largely qualitative. Quantitative
analyses are typically focused on small, local samples.***1°> These studies report disparities in
accessing health care services among individuals with IDD and poor experiences with those
services, including a lack of provider knowledge or training in treating this population, a lack of
understanding of medical procedures among individuals with IDD, and a lack of shared-decision
making between providers and their patients with IDD.**"1> One large-scale quantitative
analysis of combined Behavior Risk Factor Surveillance Survey and National Core Indicators
Consumer Survey data found that adults with IDD had lower rates of preventive health care
services (i.e., physical exam, flu shot, cancer screening) compared to individuals with no
disability.®

One reason for the limited research in this area is the inability to specifically identify
people with IDD in national surveys. Instead, these surveys use functional measures of disability
such as limitations in physical activity, cognition, hearing, or vision. In this study, we identify
individuals in a large, national survey with cognitive limitations with and without co-occurring
mental health conditions and assess their experiences of health care services using Medical
Expenditure Panel Survey (MEPS) data measures on Consumer Assessment of Healthcare
Providers and Systems (CAHPS).1"18 Among other groups, the identified population with
cognitive disability likely includes individuals with IDD, especially those with intellectual
disability, which is characterized by significant limitations in intellectual functioning and

adaptive behaviors and is often present in individuals with other developmental disabilities.?
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Methods
Data source

The Medical Expenditure Panel Survey (MEPS) is a large, nationally representative
survey of civilian, non-institutionalized individuals and families in the U.S. fielded by the
Agency for Healthcare Research and Quality (AHRQ).*® Survey sampling is done at the
household level; typically one adult will participate in the computer-assisted personal
interviewing process on behalf of the entire household.?! The publicly available household
component data includes information on individual household members’ demographic
characteristics, health conditions, health status, use of medical care services, charges and
payments, access to care, satisfaction with care, and health insurance coverage.*® Information
related to health care services including diagnoses is confirmed and supplemented by and
additional MEPS sample of the providers who provided care to individuals in the household
survey.®

Consumer Assessment of Healthcare Providers and Systems (CAHPS) Health Plan
Survey measures are included as part of the larger MEPS survey.*® These twelve items are part
of a subset of questions given to all adults in sampled households as a paper-and-pencil
questionnaire. Proxy responses for these items are allowed.'® Specific CAHPS items are

described in detail below.

Study population
This cross-sectional analysis used a sample of 22,779 adults (age 18 and older) in 2021,
the most recent year the CAHPS measures were available. Individuals were divided into four

groups for analysis. First, adults with (N=1,497) and without (N=21,282) a cognitive disability



96  were identified. Consistent with previous literature, individuals were considered to have a

97  cognitive disability if they met criteria for cognitive limitation: “(1) experienced confusion or

98  memory loss, (2) had problems making decisions, or (3) required supervision for their own

99  safety.”®22 Second, among adults with a cognitive disability, those with (N=689) and without
100  (N=808) co-occurring mental health conditions were identified. People were considered to have
101 aco-occurring mental health condition if they reported being diagnosed with a psychiatric
102  condition or a psychiatric condition was identified as a reason for receipt of a medical service.
103  These were identified using ICD-10 codes for schizophrenia, mood disorders, anxiety and other
104  mental health conditions as defined in the Healthcare Effectiveness Data and Information Set
105  (HEDIS) Mental Iliness Value Set (ICD-10 codes F20-F25, F28-F34, F39-F45, F48, F50-F52,
106  F59, F60, F63-F66, F68, F90, F91, F93-F95, F98, F99, G44, R37, R45, 787).%
107
108  Measures
109 The primary independent variable was diagnostic category, first defined as adults with
110  (vs. without) cognitive disability and then defined as adults with a cognitive disability with (vs.
111 without) a co-occurring mental health condition. Outcomes of interest were the twelve CAHPS
112 measures. First was a measure of overall satisfaction with health care services received in the
113 previous 12 months. To measure overall satisfaction, individuals who went to a doctor’s office or
114  clinic to get care at least once in the prior 12 months were asked to rate their health care from all
115  doctors and other health providers, from 0 (worst health care possible) to 10 (best health care
116  possible). Next were three measures related to accessing health care services: ability to get care
117  right away, ability to get an appointment as soon as needed, and ability to see a specialist when

118  needed. The final eight measures related to experiences of health care services were: health
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providers listened carefully, explained things in a way that was easy to understand, showed
respect for what the individual had to say, spent enough time with the individual, gave
instructions about what to do for a specific condition, gave advice that was easy to understand,
asked individuals how they were going to follow advice, and offered help filling out forms. All
items except for the overall rating were measured on a four-response Likert scale (“never,”

29 ¢

“sometimes,” “usually,” or “always”). For the main analysis, these items were dichotomized with
responses of “always” or “usually” indicating agreement and “sometimes” or “never” indicating
disagreement. For example, an individual who responded “usually” to the item “How often
health providers listened carefully to you” was coded as agreeing with the statement, “Health
providers listened carefully to me.” Full item wording for all CAHPS measures is listed in
Appendix A.

Demographic measures controlled for in analyses included age, sex, race/ethnicity,
annual household income, educational attainment, employment, marital status, region, and
insurance coverage. Insurance coverage groups were not mutually exclusive (i.e., individuals
could report both Medicare and Medicaid coverage) and included only individuals who reported
each type of coverage for the full calendar year. Individuals who indicated having no insurance
coverage at any point in the year were considered to be uninsured.

Statistical analysis

Chi-squared tests were used to assess differences in demographic characteristics across
diagnostic categories. We used linear (for overall satisfaction with health care services) and
logistic (for all other measures) regression to assess the relationship between the three diagnostic

categories and the CAHPS measures controlling for demographic characteristics. Logistic

regression results are reported as odds ratios for each of the two comparisons (1. individuals with
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a cognitive disability vs. general population 2. among those with a cognitive disability, those
with vs. without a co-occurring mental health condition).

We conducted two sensitivity analyses. First, we conducted an analysis using
multinomial logistic regression to examine differences across the full Likert response scale for
items dichotomized in the main analysis. Second, we conducted all analyses excluding
individuals aged 65 and older who may have been more likely to be classified as having a
cognitive limitation due to an age-related condition (e.g., dementia) and therefore more closely
approximate the IDD population. All analyses included MEPS survey weights, which account for
sampling and nonresponse and allow for generalizability to the full U.S. civilian,
noninstitutionalized population.® Analyses were conducted using Stata version 15.2 The study

was approved by the (blinded for review) Institutional Review Board.
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Results

Of the 22,779 U.S. adults included in the 2021 MEPS, 6.6% (N=1,497) had a cognitive
disability. Nearly half (46%, N=689) of those with a cognitive disability had a co-occurring
mental health condition. Individuals with cognitive disabilities differed significantly from
individuals in the general population across demographic characteristics (Table 1). Relative to
the general population, people with cognitive disabilities were older, more likely to be female,
more likely to be White, Black, or a race/ethnicity other than those listed and less likely to be
Asian or Hispanic, had lower annual household income, lower educational attainment, were
more likely to be unemployed, more likely to be widowed or divorced and less likely to be single
or married, and more likely to have Medicare and/or Medicaid coverage and less likely to have
private insurance or to be uninsured. Among those with a cognitive disability, individuals with
co-occurring mental health conditions were younger, more likely to be White and less likely to
be Black, more likely to have an annual household income below $25,000, more likely to be
single, and less likely to have Medicare insurance coverage and more to have Medicaid than
those without a co-occurring mental health condition.

Individuals with a cognitive disability rated their overall satisfaction with health care
services as significantly lower than individuals in the general population (7.71 (95% confidence
interval (CI): 7.47-7.95) vs. 8.31 (95% CI: 8.27-8.36) on a scale from 0 (worst) to 10 (best)
health care possible) (Figure 1). There was no significant difference in the overall satisfaction
with health care services between individuals with a cognitive disability with and without co-
occurring mental health conditions (7.69 (95% CI: 7.43-7.94) vs. 7.80 (95% CI 7.48-8.11)). Full

regression results are listed in Appendix B.
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For measures relating to experience of healthcare services, there were no differences
between adults with cognitive disabilities and the general population on the three items related to
accessing care (Table 2). However, people with a cognitive disability reported significantly
worse experiences on five of the eight remaining measures compared to people in the general
population. Those with a cognitive disability reported decreased odds of health providers
listening carefully to them (OR: 0.64, 95% CI: 0.48-0.86), explaining things in a way that was
easy to understand (OR: 0.50, 95% CI: 0.35-0.72), showing respect for what they had to say
(OR: 0.48, 95% CI: 0.34-0.66), spending enough time with them (OR: 0.57, 95% CI: 0.42-0.77),
or giving advice that was easy to understand (OR: 0.43, 95% C1:0.28-0.66) compared to the
general population. Among adults with a cognitive disability, there were no significant
differences on measures of healthcare experiences related to presence of a co-occurring mental
health condition.

Results of sensitivity analyses were largely consistent with the main analysis. People with
cognitive disabilities reported worse experiences of healthcare services (i.e., were significantly
more likely to respond with a response other than “always’”) compared to the general population
on all measures except for providers asking them to describe how they would follow instructions
(Appendix C). Among those with a cognitive disability, differences were observed on measures
of providers explaining things or giving advice in a way that was easy to understand and asking
patients to describe how they would follow instructions with people with a co-occurring mental
health condition being less likely to respond that this “always” occurred compared to those
without a mental health condition.

In analyses excluding individuals aged 65 and older, individuals with and without

cognitive disabilities no longer differed significantly on the measure of providers listening

10
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carefully to them; all other differences were similar to that of the primary analysis (Appendix D).

Like the main analysis, there were no significant differences between individuals with cognitive

disabilities with and without co-occurring mental health conditions on any measure in this

sensitivity analysis.
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Discussion

We found that, in a national sample of U.S. adults, those with cognitive disabilities
reported lower satisfaction with health care services relative to the general population, primarily
driven by worse experiences with health care services. There were no significant differences in
experiences of health care services based on a co-occurring mental health condition among
adults with cognitive disabilities.

We found the greatest differences in quality of health care services were related to
provider communication and time spent with patients with cognitive disabilities. This is
consistent with prior qualitative work examining barriers to accessing high-quality care among
people with IDD. A 2022 review of access to health care services for adults with IDD and
communication disorders found that ineffective provider communication was a widespread and
significant barrier for this population.™ Poor patient-provider communication then contributed to
further negative outcomes for the patient with IDD including disruptions in continuity of care,
increased emergency department utilization, and patient safety risks.'®

Findings here are also consistent with recent work related to providers’ ability and
willingness to accommodate patients with disabilities more generally. A recent survey of a
national sample of primary care and specialty providers found that less than half of providers felt
“very confident” in their ability to provide the same level of care to patients with disabilities as
they did for patients without disabilities, and the greatest barrier to providing care for patients
with disabilities was lack of time.?>2°

Study findings suggest that priority should be placed on increasing provider time and
skills to effectively communicate with and meet the needs of people with cognitive disabilities,

including those with IDD. Training providers in the basics of working with patients with

12
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cognitive disabilities, such as strategies for improving communication with patients with
communication or language disorders specifically could help to improve providers’ ability to
support this population.t® One potentially helpful strategy for health care providers could be the
FRAME mnemonic framework, where each letter provides a general direction for
communication with patients with IDD (e.g., F = familiarize yourself with how the patient
prefers to communicate).?’ Provider payment policies should also reflect the increased time and
effort needed for high-quality appointments with patients with complex needs such as individuals
with IDD or other cognitive disabilities. One example, particularly relevant for individuals with
co-occurring mental health conditions, is the use of the interactive complexity add-on code
which allows mental health providers to bill for appointment complexity related to
communication (including the use of alternative communication devices) in conjunction with
billing for the primary service being delivered.?®

Findings from this analysis should be considered in light of its limitations. First, this is a
cross-sectional analysis, so causal claims cannot be made. MEPS respondents are limited to the
non-institutionalized U.S. population, so these findings may not generalize to significant number
of people with cognitive disabilities in institutional settings such as hospitals or nursing facilities
who may have different experiences with health care. Individuals who respond (or have a
household member that responds as a proxy) to MEPS may also have greater resources (e.g.,
time), fewer health or disability concerns (e.g., less severe cognitive or physical disabilities), or
other differences compared to individuals who do not respond that also may affect experiences of
health care services. The measures of health care experiences themselves ask respondents to rate
experiences based on health service utilization over the prior year. This may mask differences

between experiences with different types of providers (e.g., primary care vs. mental health)

13
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across the groups examined. Additionally, MEPS does not have a direct measure of IDD; as
operationalized in this analysis, individuals meeting criteria for cognitive limitations may also
include people with age-related limitations such as dementia and exclude individuals with a
developmental disability who do not have cognitive limitations. Despite these limitations, we
found similar results in a sensitivity analysis excluding individuals aged 65 and older who may
be more likely to have been identified as having a cognitive disability because of an age-related
condition. Data limitations are part of a larger dearth of national data on individuals with

disability generally and specifically IDD.!
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Conclusion

In a large, nationally representative sample of U.S. adults, people with cognitive
disabilities reported lower satisfaction with health care services related to worse experiences with
services overall compared to respondents in the general population. Individuals with cognitive
disabilities with and without co-occurring mental health conditions largely reported similar
experiences of health care services. Policies to increase provider training and capacity to provide

health care services for people with cognitive disabilities, including IDD, should be prioritized.
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Figure 1. Overall satisfaction with health care services by diagnostic group, 2021
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Table 1. Weighted demographic characteristics of US adults by diagnostic group, 2021*

Cognitive disability
- No
General | Cognitive p- Mental
pop. disability | value TN health P-
health " value
o condition
condition
N 21,282 1,497 808 689
Age, y (mean, SD) 47.8 60.4 <0.001 63.4 56.6 <0.001
(18.1) (21.7) (18.1) (19.3)
Sex
Female 50.9 58.3 <0.001 57.0 59.8 0.400
Male 49.1 41.7 <0.001 43.0 40.2 0.400
Race/ethnicity
White, non-Hispanic 61.2 66.4 0.002 63.0 70.6 0.016
Black, non-Hispanic 11.9 15.2 0.010 17.4 125 0.047
Asian, non-Hispanic 6.4 2.9 <0.001 3.6 2.1 0.232
Other, non-Hispanic 3.1 4.9 0.023 4.0 5.9 0.202
Hispanic 17.4 10.6 <0.001 12.0 8.9 0.084
Household annual income
< $25,000 14.9 43.0 <0.001 40.0 46.8 0.038
$25,000-$49,999 18.0 21.8 0.012 22.4 21.0 0.632
$50,000-$74,999 16.6 12.9 0.002 14.1 11.3 0.226
$75,000-$99,999 13.5 8.5 <0.001 8.0 9.1 0.612
$100,000+ 37.0 13.8 <0.001 15.4 11.7 0.155
Highest degree attained
Less than high school 115 22.0 <0.001 23.7 19.9 0.195
High school 48.1 57.6 <0.001 57.6 57.7 0.964
Bachelor’s degree 25.0 12.7 <0.001 10.9 15.0 0.091
Graduate degree or 155 76 | <0001| 7.8 74 | 0832
higher
Employment
Employed 65.4 21.2 <0.001 21.6 20.8 0.794
Unemployed 34.6 78.8 <0.001 78.4 79.2 0.794
Marital status
Single 29.8 24.9 0.002 20.3 30.7 0.001
Married 52.1 34.1 <0.001 38.4 28.7 0.004
Widowed 5.9 19.4 <0.001 21.1 17.3 0.128
Divorced 12.2 21.6 <0.001 20.3 23.3 0.234
Region
Northeast 17.4 16.8 0.672 15.6 18.3 0.289
Midwest 20.5 25.1 0.006 24.9 25.3 0.913
South 38.2 37.7 0.738 38.7 36.4 0.505




‘ West 23.8 20.4 0.017 20.9 19.9 0.740
Insurance coverage’
Medicare 22.6 61.1 <0.001 67.4 53.1 <0.001
Medicaid 15.9 42.6 <0.001 38.3 48.0 0.004
Private insurance 67.6 35.3 <0.001 36.3 34.0 0.506
Uninsured 7.5 1.3 <0.001 1.8 0.7 0.130

* All values are percentages unless otherwise noted. Totals may not add to 100 because of
rounding. Weighted percentages are representative of the U.S. civilian, noninstitutionalized

population.

T Insurance coverage indicates full calendar year coverage or uninsured. Medicare, Medicaid,
and private insurance categories are not mutually exclusive.




Table 2. Odds ratios for agreement with Consumer Assessment of Healthcare Providers and
Systems (CAHPS) measures by diagnostic group, 2021*

Cognitive disability vs. general

Among those with a cognitive

disability:

doctor or other provider’s
office.

population With vs. without co-occurring
mental health condition
N 22,779 1,497
OR 95% CI p-value OR 95% CI | p-value

;x;;“’e" care right 0.95 | 066-1.35 | 0.756 | 0.87 | 0.48-156 | 0.634
| got an appointment for
health care as soon as | 1.06 0.82-1.38 | 0.645 1.20 0.77-1.88 | 0.417
thought it was needed.
It was easy (o see a 0.97 | 0.73-128 | 0810 | 108 | 0.66-1.77 | 0.761
specialist when needed.
Health providers fistened | o6, | 43086 | 0.003 | 065 |037-114 | 0135
carefully to me.
Health providers
explained things inaway | 5 | 935072 | <0001 | 1.13 | 0.64-1.99 | 0.664
that was easy to
understand.
Health providers showed
respect for what | had to 0.48 0.34-0.66 | <0.001 0.68 0.38-1.22 | 0.190
say.
Health providers spent | 57 | 042077 | <0.001 | 098 | 0.85-1.64 | 0.932
enough time with me.
Doctors or other health
providers gave
instructions about what to NA NA NA NA NA NA
do about a specific illness
or health condition.
The advice given by
doctors or other health | 43 | 928.066 | <0.001 | 093 | 0.49-1.78 | 0.831
providers easy to
understand.
Doctors or other health
providers asked me to
describe how | was going 0.86 | 0.69,1.08 | 0.203 0.70 0.48-1.06 | 0.095
to follow their
instructions.
I was offered help with
filling out forms at the 083 | 0.63-110 | 0198 | 095 | 057-159 | 0.854




* Models adjust for age, sex, race/ethnicity, income, education, employment, marital status,
region, and insurance coverage. Full model results in Appendix B.
"No one included in the sample indicated agreement with this measure.
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