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Agenda

* Research questions
 What are health disparities?

* Health/healthcare disparities and
people with ID/DD

e What do NCI data show?
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Research Questions

* Do people with intellectual and developmental
disabilities experience health disparities overall?

* Do NCI data demonstrate differences in
utilization and access to preventive healthcare
by race/ethnicity?

* Do NCI data demonstrate differences by
race/ethnicity in other outcomes, such as
employment, choice, community inclusion, and
rights /respect?
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National Core Indicators (NCI)?

e NASDDDS - HSRI Collaboration

q" e Multi-state collaboration of state DD agencies
* Measures performance of public systems for people
NI?IIII[())Igﬁ!I.' gSSRE with intellectual and developmental disabilities
NASDDDS & HSRI * Assesses performance in several areas, including:

employment, community inclusion, choice, rights, and
health and safety

* Launched in 1997 in 13 participating states - now in
42 states (including DC) and 22 sub-state areas

* Now expanded to elderly and people with disabilities
through the NCI-AD
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How Does NCI Collect Data?

e Adult Consumer Survey

v In-person conversation with a sample of adults
receiving services to gather information about
their experiences

v Keyed to important person-centered outcomes
that measure system-level indicators related to:
employment, choice, relationships, case
management, inclusion, health, etc.

* Adult Family, Child Family, and -
Family/Guardian Surveys: mail surveys - -
separate sample from Adult Consumer Survey

* Other NCI state level data: Mortality, Staff
Stability
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What Are Health
Disparities?
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Health Disparity Populations

The National Institute on Minority Health and

Health Disparities (NIMHD) defines the population
as those with:

A significant disparity in the overall rate of disease
incidence, prevalence, morbidity, mortality, or

survival rates in the population as compared to the
health status of the general population.
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Health Disparity Populations

Current NIMHD health disparity target groups include:

Blacks/African Americans
Hispanics/Latinos

American Indians/Alaska Natives
Asian Americans
Native Hawaiians and other Pacific Islanders

Socioeconomically disadvantaged populations and
rural populations

Disability advocates pressing for inclusion in the
definition
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Health Determinants

* Why are some people
healthy/unhealthy?

» Differences in health/
healthcare utilization exist
because of unequal
distributions of social,
environmental, economic

AV & [

conditions within society L A 9N ] Agesex&
~/ hereditary
* NCI captures demographics, factors
employment, Health Determinants Model
Communlcatlon’ ChOiCG., etC. http://www.health-inequalities.eu/HEALTHEQUITY/EN/about_hi/health_inequalities/
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ID/DD Population as Potential Health
Disparity Population?

* American Academy of Developmental Medicine
and Dentistry (AADMD), AMA, and ADA:

Advocating to have ID/DD population designated as
“medically underserved” by Health Resources and
Services Administration—would lead to increase in
resources to address disparities

* People with ID/DD shown to be
“socioeconomically disadvantaged™”
* People with ID/DD experience:
= Higher rates of certain diseases/conditions

= More deaths and morbidity from those diseases
when compared with the general population

*Rehabilitation Research and Training Center on Disability Statistics and Demographics (StatsRRTC), 2004 Disability Status Reports 2004; Ithaca (NY): Cornell University
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What Are the Top 5 Causes of Death in
the General Population?

Rank Cause
] w=) Heart Disease 24.5%
2 wsssssss=) (Cancer 23.3%
3 =) Emphysema, Asthma, Bronchitis
5.68%
4 wmm———=== Stroke 5.3%
5 we======== Unintentional Injury 5.02%

http://www.cdc.gov/nchs/fastats/leading-causes-of-death.htm
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What Do People with ID/DD Die of?

Comparison of the Top 5 Leading Causes of Death
as Reported by Four State ID/DD Agencies

MA DDS MA DDS CT DDS45 OH DDD47 LA OCDD
CY2010 CY2011 FY2011 2010 FY2011
(Adults) (Adults) (all ages) (Adults) (all ages)
Method Underlying Primary Unknown Unknown
1 Heart Disease Heart Disease Heart Disease Heart Disease Heart Disease
18.0% 17.5% 27.4% 18.9% 18.4%
2 Cancer Cancer Cancer Cancer Septicemia
13.8% 12.7% 13.5% 11.3% 17.3%
Alzheimer's Alzheimer's Aspiration Influenza & Congenital
Disease Disease Pneumonia Pneumonia Condition
3 12.8% 10.9% 12% 9.0% 16.3%
Aspiration Aspiration Respiratory Congenital .
4 Pneumonia Pneumonia Disease4 Diseases Pneijgwg(;la
12.3% 8.0% 11.1% 8.3% e
— Malignant
5 Septicemia Septicemia Pneumonia éf&ﬁgﬁ?a Neoplasm
8.6% 7.7% 8.2% o (Cancer)
7.1% 7.1%

l’l National Core Indicators (NCI)




At What Ages Do People
with ID/DD Die?

Average Age at Death by Gender, 2011

Average Age at Average Age
Gender 8E A8 of Death US
Death MA DDS )
General Population
Female 62.5 81.1
Male 59.9 76.3
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What Does the CDC Say About the Health

Status of People with ID/DD?

Adults with intellectual disabilities experience poorer
health outcomes than people without ID. These disparities
mean that people with ID are more likely to:

Live with complex health conditions.

Have limited access to quality healthcare and health
promotion programs.

Miss cancer screenings.

Have poorly managed chronic conditions, such as epilepsy.
Be obese.

Have undetected poor vision.

Have mental health problems and use psychotropic
medications.

http://www.cdc.gov/ncbddd/developmentaldisabilities/index.html
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ID/DD Healthcare Disparities in
Preventive Care Use

Women with ID/DD are less likely than women
without ID/DD to:

= Have had cervical and breast cancer screenings
= Have ever visited a gynecologist

Individuals with ID/DD are less likely than
individuals without ID/DD to:

= Visit dentist regularly rE—'E

= (et eye and hearing tests LOTFC

ﬂeé
&
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What Is Preventive Care?

* Prevents people from getting sick
by detecting diseases/conditions before
they become serious

* Beneficial for both financial purposes and to
achieve a high quality of life

* Enhanced attention to preventive care:

= Patient Protection and Affordable Care Act (ACA)

* Requires that many health insurance companies
cover the full cost to the consumer of many types of
regular preventive care services (Healthcare.gov).
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Racial/Ethnic Healthcare Disparities
in Use of Preventive Care

General Public:

African American and Hispanic individuals

* Visit their personal physician and have
dentist visits less frequently than whites

* Are less likely than whites to receive
services such as
* Flu and/or pneumonia vaccines
= Colorectal cancer screenings
= Pap tests
= Mammograms
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Data Source: Adult Consumer Survey

o Standardized, face-to-face interview with a
sample of individuals receiving services

= Background Information - includes health

information
= Section I (no proxies allowed)

= Section II (proxies allowed)
* No pre-screening procedures

* Conducted with adults only (18 and over)
receiving at least one service in addition to case

management
* Section I and Section II together take 50 minutes /-‘

(on average) (“
1o
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General Findings

* Individuals living in structured settings
(i.e., specialized institutions, group
homes) are more likely to have access to
preventive screenings and
vaccinations—regardless of their race
or ethnicity.

* Individuals living with their families and
those living independently are less
likely to receive preventive care.
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Residence Type

* To determine whether race or ethnicity
played a role in access to preventive care, we
only included individuals living in:

= Independent home/apartment
= Parent/relative’s home

= Foster care/host home
* N=7,632 from 25 states
* Race/ethnicity collapsed into
3 groups African American ou
(non Hispanic), Hispanic (including black
Hispanic), White (non-Hispanic)

l’l National Core Indicators (NCI)




100%

80%

60%

40%

20%

0%

Demographic Differences

Final Sample Residence Type (p<=.001)

80%
71%

62%

27%_23%

11% 11% 10%

6%
Independent Parent/Relative's  Foster Care/Host
Home/Apt home Home

B White, Non-Hispanic W African American, Non-Hispanic M Hispanic
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Race/Ethnicity of Individuals Living at
Home, Independently or in a Foster
Home/Host Home

Hispanic, 5%

African
American,
Non-
Hispanic,
22%
White, Non-
Hispanic,
73%
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Preventive Care Utilization Disparities

White respondents, African American
respondents, and Hispanic respondents have
significantly different rates of:

= Having had a physical exam in the past year (p<.001)
= Having gone to the dentist in the past year (p<.001)

= Having had a routine vision screening/eye exam in
the past year (p<.001)

= Having had a flu vaccine in the past year (p<.001)
= Having ever had a pneumonia vaccine (p<.001)
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Important to Control
for Other Factors

* Individuals of different races and ethnicities also
differ in other demographic characteristics such as:

= State of residence = Level of intellectual
= Age disability
/ = Individual’s primary = Mobility
/\ language = Other diagnoses (in
= Individual’s primary addition to ID/DD)
means of expression = Residence type

* These differences may affect their rates of
preventive care use.

* Some examples of demographic differences are seen
in the next few slides...
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Level of ID by Race/Ethnicity

Level of Intellectual Disability (p<.001) - White respondents

100% _
more likely to be
m No ID diagnosed with mild
80% m Mild 1D
B Moderate
W Severe i .
60% = Profound  African American and

Hispanic respondents
44% more likely than

30% 31%

be diagnosed with

40% 36% White respondents to
31%
29%
; 18% 21% moderate, severe, or
o 0 11% 119 profound ID
0
o B B = H B I

White, Non-Hispanic  African American, Hispanic
Non-Hispanic
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Mobility Level by Race and Ethnicity

Mobility level (p <.01)

100%
81%
79%
9 75%
80% ’ B White, Non-Hispanic
60% B African American, Non-Hispanic
’ M Hispanic
40%
0%
Moves self around Moves self around Non-ambulatory,
environment without environment with aids always need assistance
aids or uses wheelchair
independently
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Other Diagnoses by Race/Ethnicity

Mental Illness/Psychiatric Diagnosis

 White respondents are

100% more likely to be diagnosed

® White, Non-Hispanic with mood disorder and/or
80% W African American, Non-Hispanic

B Hispanic anxiety disorder
60%  African American and
Hispanic respondents more
40% ) likely to be diagnosed with
- 20A12% o 14% - g psychotic disorder
» e B Cm
Mood Disorder Anxiety Psychotic
(p<.001) Disorder Disorder
(P<.001) (p<.001)
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After controlling for demographic
factors...

For individuals not living in institutional or community-based
settings, the following preventive care exams showed differences
by race/ethnicity that were still statistically significant:

3 African American respondents and Hispanic respondents were less
A = likely than White, Non-Hispanic respondents to have had a physical

exam in the past year.

African Americans were less likely than Whites to have had a dentist
visit in the past year.

African Americans were less likely than Whites to have had a flu
vaccine in the past year.

l’l National Core Indicators (NCI)



Example:

Though Whites Are More Likely to Have Ever Gotten
Pneumonia Vaccine (p <.001)— Bigger Predictor was Risk
Factors Including Age (older), Down Syndrome, Poor Health,
and Reduced Mobility

100%

80%

60%

40%

28%
23%

19%

20%

0%
White, Non- African American, Hispanic
Hispanic Non-Hispanic
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What Do NCI Adult Fam;Iy ///

/
Survey Data Tell Us About %/ﬁ

Racial and Ethnic Disparities
in Access to Preventive Care?



Adult Family Survey 2012-13

e Mail-in surveys fﬁ

* Adult Family Survey: respondent is
a family member of an individual
with ID/DD over age 18 who lives
in the family home

e 2012-13: N=5,010
« 13 states
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Administration of Adult Family Survey

* Mail-in
= Selection bias!
* Sent to families with an adult family member living at
home
* The Adult Family Survey (AFS) asks about access to
health services as opposed to utilization. For example:

= “Do you have access to health services for your family
member.”

 Also asks about dental services, medications, and
mental health services.
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Demographic Breakdown

Adult Family Survey 2012-13 (N=4,760%)
Hispanic, 3%

African
American

White, Non-
Hispanic, 78%

*Only those cases for which a racial/ethnic identity was
provided were included in this analysis.
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Though Data Showed Some Differences in Access
(e.g., dental, doctors visits) Needed to Control For:

» State of residence e Family member’s highest level of

« Family member’s age education

Frequency at which family
member requires medical care

* Whether there is more than one
person with a disability in the
household Whether family member needs

« Family member’s primary behavior support

language * Level of support family member

»  Family member’s primary means needs for activities of daily living

of expression * Respondent’s highest education

* Family member’s other diagnoses level

(in addition to ID/DD) * Household income
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For example...

More than One Person With ID/DD

Lives in Household (p<=.001) Hispanic respondents

significantly more likely to

100%

need moderate or complete

80% help with daily activities

60% (such as bathing, dressing,
eating) than White, Non-

40% . : :

. Hispanic and African
509, ] 18% 17% . . :
0 12% . . American, Non-Hispanic
0% ] respondents.
White, Non- African Hispanic
Hispanic American,

Non-Hispanic
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Household Income in Past Year (p<=.001)

100%
B White, Non-Hispanic
80% B African American, Non-Hispanic
M Hispanic
60%
40%
27% 26%
20% 19% 18% 129 7% 15%
0% %
B L0
0%
Q Q Q
& § §
8z 2 8
QQ \QQ
&P
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Findings

Interestingly...

« Household income is a significant predictor of
access to dental care.

When we control for these demographic
differences

= Race/Ethnicity is no longer a significant
predictor of access to any of the preventive care
specified in the AFS.

l’l National Core Indicators (NCI)
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Other Outcome Disparities

There are significant differences in rates of paid
community employment among the racial and
ethnic categories.

In addition, among those who don’t have a paid
community job, African Americans more likely to want a
paid community job.

White respondents were significantly more likely
to have had at least some input in:

Choosing home, schedule, what to do in free time,
and/or choosing day activity
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Other Outcome Disparities (cont.)

Hispanic respondents are more likely to report that:

* Their email/mail is read without their permission

» There are rules against being alone with

<> friends/visitors

» There are rules/restrictions on use of
phone/internet

”I National Core Indicators (NCI)



Summary

* While people with ID/DD do experience
health disparities and are
disproportionately affected by disease,
and untimely death, they are not a
federally designated group.

* People with ID/DD are more likely to die
of preventable causes and to die at an
earlier age.
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Summary (cont.)

While a variety of factors may explain disparate access to
preventive health services,

@y . African American respondents and Hispanic respondents
>~ were less likely than White respondents to have had a
physical exam in the past year

African Americans were less likely than Whites to have had a
dentist visit in the
past year

African Americans were less likely than Whites to have had a
flu vaccine in the
past year
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Summary (cont.)

* Family income is a bigger predictor than race
and ethnicity of access to preventive health
services.

* NCI data show that African Americans and
Hispanic respondents to the Adult Consumer
Survey are less likely to achieve outcomes

/\/\ such as employment and choice and to have
their rights respected.
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What To Do Now?

e Advocate that HRSA include individuals with
ID/DD as a medically underserved population.

= Allocate more resources to research into disparities

* As more people with ID/DD live in their own homes,
with their families and in foster/host homes, public
managers and MCOs will need to find other means to
ensure that individuals with ID/DD utilize preventive
services - especially in light of their health challenges

= Track data

= Targeted outreach campaigns to different populations
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What To Do Now? (cont.)

* Conduct continued research into racial and
ethnic disparities in preventive and general
healthcare
* Help tease out root causes/social determinants of

disparities and what can be done to mitigate them

e Support more systematic examination of
mortality data for individuals with ID/DD

* Track the implementation of the ACA including
broader coverage, better training, more
accessible facilities

* Explore reasons for differential results
regarding employment, choice, rights
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For more, please contact dhiersteiner@hsri.org
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