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National Core Indicators®
Executive Summary

The National Core Indicators (NCI) are standard measures used across states to assess the
outcomes of services provided to individuals with intellectual/developmental disabilities and
their families. Indicators address key areas of concern such as employment, respect/rights, service
planning, community inclusion, choice, and health and safety. The data that result from NCI
surveys are often used to inform strategic planning, produce legislative reports, and prioritize
quality improvement initiatives. Many states also share the data with stakeholder groups such as
Quality Councils and use the stakeholder feedback to help set priorities and establish policy
direction.

The NCI Child Family Survey is administered to families who have a child with a developmental
disability who lives in the family’s home and receives at least one service other than case
management.! Not all states that participate in NCI administer the Child Family Survey on an
annual basis. Of the 46 states, District of Columbia, and 22 sub-state entities who participated in
NCI during the 2019-20 data collection cycle, eight states submitted a valid sample of Child Family
Survey data: Arizona (AZ), Colorado (CO), Louisiana (LA), Missouri (MO), North Carolina (NC),
Oregon (OR), Utah (UT), and Wisconsin (WI). This Final Report provides a summary of results
based on data submitted by June 30, 2020.

Important note on Impact of COVID-19

The 2019-20 NCI Family Survey data collection cycle began July 1, 2019 and ended June 30, 2020.
Midway through data collection, in February 2020, COVID-19 began to spread across the United
States. Data collection for the NCI Family Surveys continued throughout the pandemic. States
begin data collection at various times throughout the year — some before the pandemic started and
some after. Because the family surveys do not collect information on the date of survey
completion, we cannot fully assess what impact the pandemic had on data collected at different
times throughout the year. Additionally, we cannot determine whether the onset of COVID-19
impacted state samples. For instance, we do not know if certain populations were more or less
likely to respond to the survey after February and we do not know whether or how responses
were affected for specific questions for those who completed the survey after the pandemic began.
While these data will serve as an important baseline, and meaningful way for states to understand

1 A Child Family Survey could be completed for an individual up to 22 years if still receiving “child” services.
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the overall impact of services on families of individuals being served, these data should be read
with caution.

The following are NCI national averages for a selection of survey items. Complete breakouts by
state for each item in the Child Family Survey can be found in the Results section of this report.
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Results

This section provides state-by-state and national results for

demographic and survey outcomes data.

Child Family Survey Final Report: 2019-20| 1
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Presentation of Data

In addition to basic demographic questions and questions on services and supports received, the
survey contains six groupings of questions that probe specific areas of quality service provision:
information and planning, access and delivery of services, choice and control, community
connections, satisfaction, and outcomes. Each question is constructed so the respondent selects

" « »nn nn

from either four possible responses ("always," “usually,” "sometimes," "seldom/never") or two
responses (“yes” or “no”). Respondents also have the option to indicate that they don't know the

answer to a question or that the question is not applicable.

Demographic results are shown in table for m with states listed alphabetically. Outcomes are
shown first with a chart depicting the NCI Average. The charts are followed by accessible tables
showing state outcomes and the NCI Average listed in descending order, grouped by level of
significance.

Statistical significance is taken to be at or below the .01 level. For those states that fall within the
NCI Average range, their ‘always’ or ‘yes’ response was not statistically different from the NCI
Average.

States with fewer than 20 respondents to a question are not included in tables; however, their
data are included in the NCI Average.

Note on Significance: Statistical significance depends on both the amount by which a state differs
from the average for a given item and the state’s sample size for that item. So, there may be
instances where State A’s difference from the average is larger than State B’s, but State B is shown
as significantly different from the average whereas State A is not. The larger the sample size of a
state, the smaller the difference needs to be for it to be statistically significant.

Note on NCI Averages: The NCI averages contained in this report are “weighted” means; their
calculations reflect the relative population sizes of participating states, as well as the states’
sample sizes. Prior to 2016-17, NCI averages were calculated as the simple arithmetic mean of all
state means (an approach known as “average of averages”), so comparisons to past reports should
be made with caution. See more about weighting in the Methodology section.

Note on language used in this report: “You” and “Respondent” refers to the person (usually a
parent or guardian) filling out the survey. “Child” refers to the person receiving services whom
the respondent is answering questions about in this survey.

Note on responses: All data are reported by the respondent based on their understanding of the
child’s demographics, diagnoses and personal characteristics.

Child Family Survey Final Report: 2019-20| 1
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Demographics

Note on responses: All data are reported by the respondent based on their understanding of the
child’s demographics, diagnoses and personal characteristics.

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 1
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Child

This section provides demographic information about the child for whom the survey was completed.

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 2



Table 1. More Than One Child Living in the Home Has IDD

State Yes No N
AZ 18% 82% 159
co 26% 74% 280
LA 21% 79% 194
MO 27% 73% 223
NC 22% 78% 190
OR 24% 76% 691
uTt 27% 73% 196
wi 19% 81% 1,016
Weighted NCI Average 21% 79% 2,949
Table 2. Child’s Age

State Age

AZ 11.2 162

Cco 11.0 291

LA 9.2 198

MO 11.9 230

NC 15.0 195

OR 11.9 703

uTt 13.3 203

wi 10.1 1,053

Weighted NCI Average 12.0 3,035

Table 3. Child’s Gender

State Male Female N
AZ 68% 32% 160
co 63% 37% 291
LA 63% 37% 198
Mo 78% 22% 230
NC 66% 34% 194
OR 65% 35% 693
uT 71% 29% 204
wi 65% 35% 1,018
Weighted NCI Average 67% 33% 2,988

National Core Indicators®

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to

directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 3



Table 4a. Child’s Disabilities

National Core Indicators®

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown.

Intellectual Mood lliness Autism Cerebral Limited or No Severe or

Disability | or Psychiatric Spectrum Palsy Vision Profound

Disorder Disorder Hearing Loss

AZ 39% 13% 61% 15% 7% 4%
Cco 66% 26% 58% 19% 18% 10%
LA 37% 13% 36% 10% 7% 6%
MO 33% 31% 88% 6% 4% 1%
NC 65% 22% 63% 22% 9% 4%
OR 53% 25% 51% 12% 7% 6%
ut 64% 32% 60% 15% 9% 5%
wi 45% 20% 48% 11% 7% 5%
Weighted NCI Average 49% 19% 58% 15% 8% 5%

Table 4b. Child’s Disabilities (continued)

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown.

Prader-Willi
Syndrome

Fetal Alcohol
Spectrum
Disorder

Down
Syndrome

Chemical
Dependency

Seizure
Disorder or
Neurological
Problem

Brain
Injury

AZ 6% 10% 1% 15% 1% 1% 22%
co 15% 39% 1% 8% 0% 3% 37%
LA 7% 20% 1% 15% 0% 3% 33%
MO 2% 17% 0% 3% 0% 1% 29%
NC 8% 27% 1% 10% 2% 2% 28%
OR 8% 18% 1% 15% 1% 7% 24%
uT 10% 27% 0% 18% 0% 3% 22%
wi 8% 22% 0% 15% 0% 1% 35%
Weighted NCI Average 7% 20% 0% 13% 1% 2% 28%

Table 5a. Child’s Health Conditions

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown.

State Cardiovascular Diabetes Cancer High Blood High

Disease Pressure Cholesterol
AZ 25% 4% 2% 5% 9%
Cco 13% 2% 1% 5% 2%
LA 15% 7% 8% 10% 3%
MO 10% 1% 6% 6% 4%
NC 18% 8% 1% 6% 8%
OR 12% 5% 3% 3% 6%
ut 16% 2% 0% 6% 3%
wi 18% 3% 3% 8% 5%
Weighted NCI Average 18% 5% 3% 6% 7%

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 4




Table 5b. Child’s Health Conditions (continued)

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown.

National Core Indicators®

Dysphagia Pressure Oral Health or Sleep Apnea

Ulcers Dental

Problems
AZ 25% 0% 7% 24% 42%
(o0) 37% 1% 19% 45% 33%
LA 18% 1% 11% 19% 45%
MO 20% 0% 8% 28% 41%
NC 26% 1% 13% 23% 39%
OR 27% 1% 14% 36% 40%
ut 21% 2% 16% 45% 24%
wi 19% 1% 11% 23% 47%
Weighted NCI Average 24% 1% 11% 25% 41%

Table 6. Child’s Race and Ethnicity

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown.

American Asian Black or | Hawaiian or White Hispanic or
Indian or African Pacific Latino
Alaska American Islander
Native
AZ 4% 8% 9% 1% 61% 38% 1%
Cco 3% 9% 10% 1% 80% 14% 1%
LA 1% 4% 34% 1% 61% 6% 2%
MO 4% 5% 12% 1% 85% 4% 2%
NC 3% 2% 20% 0% 70% 11% 2%
OR 3% 8% 5% 1% 81% 16% 2%
ut 0% 4% 2% 1% 87% 14% 0%
wi 3% 4% 9% 0% 85% 7% 2%
Weighted NCI Average 3% 5% 13% 0% 72% 18% 1%

Table 7. Child’s Preferred Means of Communication

Spoken

Gestures or
Body Language

Sign Language or

Finger Spelling

Communication

Aid or Device

AZ 77% 16% 1% 4% 2% 163
co 56% 20% 4% 11% 8% 284
LA 61% 26% 5% 3% 5% 191
MO 80% 10% 1% 7% 2% 216
NC 66% 23% 3% 3% 4% 190
OR 69% 18% 2% 7% 4% 699
uT 58% 23% 3% 4% 12% 204
wi 64% 22% 3% 6% 5% 1,036
Weighted NCI Average 69% 20% 3% 5% 4% 2,983

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 5



National Core Indicators®

Table 8. Child’s Support Needs for Self-Injurious, Disruptive, and/or Destructive Behaviors

All data are reported by the respondent based on their understanding of the child’s demographics, diagnoses and personal

characteristics

State None Some Extensive N
AZ 39% 44% 17% 162
Cco 17% 25% 58% 281
LA 45% 34% 21% 192
MO 32% 50% 18% 223
NC 26% 44% 30% 193
OR 25% 46% 29% 689
ut 17% 40% 42% 201
wi 42% 38% 20% 1,017
Weighted NCI Average 34% 42% 24% 2,958

Table 9. Child’s Level of Help Needed With Personal Care Activities

All data are reported by the respondent based on their understanding of the child’s demographics, diagnoses and personal

characteristics

State None Some Extensive N
AZ 7% 45% 48% 164
co 1% 14% 85% 287
LA 7% 42% 52% 195
MO 16% 49% 34% 227
NC 5% 37% 58% 193
OR 5% 42% 54% 699
ut 5% 30% 65% 205
wi 6% 44% 50% 1,034
Weighted NCI Average 7% 41% 52% 3,004

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to

directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 6
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Respondents

This section provides demographic information about the respondent.

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
Child Family Survey Final Report: 2019-20| 7



Table 10. Language usually spoken at home

National Core Indicators®

State English Spanish Other N
AZ 85% 12% 3% 165
co 97% 1% 2% 288
LA 97% 1% 2% 197
MO 97% 2% 1% 229
NC 97% 3% 0% 194
OR 88% 7% 6% 704
uT 91% 4% 5% 204
wi 96% 2% 2% 1,042
Weighted NCI Average 92% 6% 2% 3,023
Table 11. Respondent's Age
State Under 35 | 35-54 55-74  75and Older N
AZ 13% 73% 12% 2% 166
co 10% 74% 16% 0% 289
LA 25% 56% 16% 3% 197
MO 14% 76% 10% 0% 229
NC 3% 71% 25% 1% 194
OR 8% 73% 18% 1% 705
uT 7% 80% 12% 0% 205
wi 18% 69% 12% 0% 1,049
Weighted NCI Average 12% 71% 16% 1% 3,034
Table 12. Respondent's Health
State Excellent ‘ Very Good Fairly Good Poor ‘ N
AZ 23% 46% 27% 3% 166
co 22% 45% 30% 3% 292
LA 23% 42% 32% 4% 197
MO 17% 49% 29% 5% 230
NC 16% 52% 28% 4% 193
OR 20% 47% 30% 3% 708
uT 25% 40% 29% 5% 204
wi 19% 51% 27% 2% 1,052
Weighted NCI Average 20% 48% 28% 3% 3,042

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to

directly compare with past and future NCI data.

Child Family Survey Final Report: 2019-20| 8




Table 13. Respondent’s Relationship to Child

National Core Indicators®

State Parent ‘ Sibling Grandparent Other ‘ N
AZ 95% 1% 5% 0% 166
co 97% 0% 3% 0% 291
LA 89% 1% 7% 3% 198
MO 99% 0% 0% 0% 229
NC 90% 0% 7% 3% 194
OR 92% 0% 6% 2% 712
uT 96% 0% 2% 2% 206
wi 95% 0% 4% 1% 1,045
Weighted NCI Average 93% 0% 5% 1% 3,041
Table 14. Respondent or Other Family Member Provides Paid Support to Child
Responses to this question might have been impacted by the COVID-19 pandemic.
State Respondent  Other Family No
Member
AZ 8% 14% 80% 162
co 56% 15% 35% 290
LA 9% 14% 77% 195
MO 3% 12% 85% 229
NC 3% 10% 87% 194
OR 6% 28% 66% 703
uT 3% 32% 66% 205
wi 8% 12% 80% 1,034
Weighted NCI Average 8% 14% 79% 3,012
Table 15. Number of Adults in Household
State One ‘ Two Three  Four or More ‘ N
AZ 14% 55% 22% 8% 166
co 15% 65% 17% 3% 289
LA 24% 56% 14% 6% 195
MO 25% 58% 13% 4% 227
NC 23% 57% 15% 5% 192
OR 16% 59% 18% 7% 707
uT 9% 70% 15% 6% 206
wi 16% 65% 13% 6% 1,042
Weighted NCI Average 18% 59% 17% 6% 3,024

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
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National Core Indicators®

Table 16. Number of Children in Household (including child receiving services about whom survey is being completed)

State One ‘ Two Three  Four or More ‘ N
AZ 38% 34% 20% 8% 154
Cco 31% 41% 17% 11% 288
LA 41% 37% 15% 7% 189
MO 35% 42% 17% 7% 223
NC 51% 31% 11% 7% 181
OR 37% 39% 15% 9% 686
uT 28% 27% 22% 23% 204
Wi 38% 37% 16% 9% 1,004
Weighted NCI Average 40% 35% 16% 8% 2,929

Table 17. Respondent's Highest Level of Education

No High High School
School Diploma or
Diploma or GED

Vocational
School or
Certificate

Program

Some College

College
Degree or

AZ 8% 15% 7% 19% 52% 165
co 0% 5% 8% 15% 70% 291
LA 13% 21% 7% 19% 40% 197
Mo 4% 13% 8% 19% 57% 227
NC 6% 17% 6% 23% 48% 192
OR 8% 12% 6% 20% 54% 697
uTt 3% 12% 4% 26% 55% 205
wi 4% 13% 11% 19% 54% 1,043
Weighted NCI Average 6% 14% 7% 20% 52% 3,017

Table 18. Total Taxable Household Income of Wage Earners in the Past Year

No Earned Up to CYEN R $25,001- $50,001- Over Prefer Not

Income $15,000 $25,000 $50,000 $75,000 $75,000 to Say
AZ 7% 7% 10% 17% 14% 30% 15% 165
co 1% 3% 5% 13% 21% 39% 17% 288
LA 10% 14% 7% 15% 15% 26% 13% 191
MO 8% 6% 8% 22% 20% 25% 1% 226
NC 10% 9% 9% 17% 12% 28% 15% 193
OR 7% 6% 10% 17% 15% 32% 13% 699
uT 3% 3% 8% 13% 15% 44% 13% 204
wi 5% 7% 7% 17% 18% 36% 10% 1,041
Weighted NCI Average 7% 8% 9% 17% 15% 31% 14% 3,007

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
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Table 19. Residential Designation (Urban, Rural, or Suburban)

State Urban or Rural N
Suburban
AZ 85% 15% 157
co 86% 14% 287
LA 56% 44% 181
MO 72% 28% 227
NC 51% 49% 186
OR 76% 24% 688
uTt 79% 22% 200
wi 67% 33% 1,018
Weighted NCI Average 69% 31% 2,944

National Core Indicators®

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to

directly compare with past and future NCI data.
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Services and Supports Received

This section provides information about the services and supports received by the family from the
state ID/DD agency.

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
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Table 20. Services and Supports Received From IDD Agency

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown. Responses to this question
might have been impacted by the COVID-19 pandemic.

Financial Out-of-home Early Transportation Other Self-direction

Support Respite Intervention or Fiscal

Intermediary

Services

AZ 10% 41% 12% 20% 84% 31%
Cco 33% 45% 12% 17% 92% 37%
LA 14% 13% 37% 24% 69% 35%
MO 30% 27% 5% 17% 7% 28%
NC 11% 49% 0% 29% 68% 29%
OR 20% 44% 6% 22% 68% 62%
ut 10% 61% 2% 31% 64% 81%
wi 34% 35% 23% 18% 74% 33%
Weighted NCI Average 18% 40% 12% 22% 75% 34%

Table 21. Other Services or Supports Received

All data are reported by the respondent based on their understanding of their family member’s demographics, diagnoses
and personal characteristics; categories are not mutually exclusive, therefore N is not shown. Responses to this question
might have been impacted by the COVID-19 pandemic.

Social Security Services or
Payments Supports from

(SSI/SSB) Other Agencies
or Organizations

AZ 39% 68%
co 24% 75%
LA 39% 44%
MO 35% 79%
NC 47% 66%
OR 35% 72%
uT 27% 76%
wi 31% 70%
Weighted NCI Average 38% 68%

Due to the COVID-19 pandemic and its impact to NCI data collection and sampling processes, we caution against using 2019-20 data to
directly compare with past and future NCI data.
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Child Family Survey Results

Note on Significance: Statistical significance depends on both the amount by which a state differs
from the average for a given item and the state’s sample size for that item. There may be instances
where State A’s difference from the average is larger than State B’s, but State B is shown as
significantly different from the average whereas State A is not. The larger the sample size of a
state, the smaller the difference needs t