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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 ÉÎ ÔÈÅ ÆÁÍÉÌÙȭÓ ÈÏÍÅ ÁÎÄ ÒÅÃÅÉÖÅs at least one service other than case 

management.1 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 2017-18 data collection cycle, eight (8) states submitted a valid sample of Child 

Family Survey data: Arizona (AZ), Louisiana (LA), Missouri (MO), North Carolina (NC), Oregon 

(OR), Texas (TX), Utah (UT) and Wisconsin (WI). This Final Report provides a summary of results 

based on data submitted by June 30, 2018. 

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.  

  

                                                        
1 A #ÈÉÌÄ &ÁÍÉÌÙ 3ÕÒÖÅÙ ÃÏÕÌÄ ÂÅ ÃÏÍÐÌÅÔÅÄ ÆÏÒ ÁÎ ÉÎÄÉÖÉÄÕÁÌ ÕÐ ÔÏ ςς ÙÅÁÒÓ ÉÆ ÓÔÉÌÌ ÒÅÃÅÉÖÉÎÇ ȰÃÈÉÌÄȱ ÓÅÒÖÉÃÅÓȢ   
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wŜǎǳƭǘǎ 

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

demographic and survey outcomes data. 
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Survey Development 
The NCI Child Family Survey was first developed and administered in 2000ɀ2001, in response to 

state interest in determining the level of satisfaction with services and supports among families of 

children with intellectual and developmental disabilities living at home. Since that time, NCI has 

routinely refined the survey instrument based on feedback from families and state staff.  

Most participating states use the standard NCI survey instrument  described here, but some states 

incorporate additional questions to look more deeply at specific issues. These supplementary 

questions are typically added after a state has participated in NCI for at least a year and 

established baseline results. 

Organization of the Child Family Survey 

The Child Family Survey is composed of the three sections described below. There is also an 

opportunity for families to write open-ÅÎÄÅÄ ÃÏÍÍÅÎÔÓ ÃÏÎÃÅÒÎÉÎÇ ÔÈÅÉÒ ÆÁÍÉÌÙȭÓ ÐÁÒÔÉÃÉÐÁÔÉÏÎ ÉÎ 

the service system.  

Demographics  

The survey instrument begins with a series of questions relating to characteristics of the family 

member with a developmental disability (e.g., age, race, type of disability) followed by a series of 

demographic questions pertaining to the survey respondent (e.g., age, health status, relationship 

to the individual with the developmental disability).  

Services and Supports Received  

A brief section of the survey asks the respondent to identify the services and supports that they 

and/or their family member with a developmental disability receive.  

Questions Regarding Services and Supports  

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 from either four possible responses 

("always," ȰÕÓÕÁÌÌÙ,ȱ "sometimes," "seldom/ÎÅÖÅÒͼɊ ÏÒ Ô×Ï ÒÅÓÐÏÎÓÅÓ ɉȰÙÅÓȱ or ȰÎÏȱɊȢ 2ÅÓÐÏÎÄÅÎÔÓ 

also have the option to indicate that they don't know the answer to a question or that the question 

is not applicable. 
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Presentation of Data 

Direct feedback from families is an important means for states to gauge service and support 

satisfaction and to pinpoint areas for quality improvement. All demographic and individual 

outcome results from the Child Family Survey are presented in this report.  

Outcome results are presented in six subsections that correspond with the sections of the survey. 

For each question, the results are first shown in a graph that depicts the NCI Average and then in a 

set of tables that break out ÅÁÃÈ ÓÔÁÔÅȭÓ ÐÅÒÃÅntages. States are listed in descending order of 

percentage and are categorized as statistically significantly above the NCI Average, within the 

range of the NCI Average, or significantly below the NCI Average. Statistical significance is taken to 

be at or below the .01 level. For those states that fall within the NCI Average rÁÎÇÅȟ ÔÈÅÉÒ ȬÁÌ×ÁÙÓȭ 

ÏÒ ȬÙÅÓȭ ÒÅÓÐÏÎÓÅ ×ÁÓ ÎÏÔ ÓÔÁÔÉÓtically 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 statÅȭÓ ÓÁÍÐÌÅ ÓÉÚÅ ÆÏÒ ÔÈÁÔ ÉÔÅÍȢ So there may be 

ÉÎÓÔÁÎÃÅÓ ×ÈÅÒÅ 3ÔÁÔÅ !ȭÓ ÄÉÆÆÅÒÅÎÃÅ ÆÒÏÍ ÔÈÅ ÁÖÅÒÁÇÅ ÉÓ ÌÁÒÇÅÒ ÔÈÁÎ 3ÔÁÔÅ "ȭÓȟ ÂÕÔ 3ÔÁÔÅ " ÉÓ ÓÈÏ×Î 

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 .#) ÁÖÅÒÁÇÅÓ ÃÏÎÔÁÉÎÅÄ ÉÎ ÔÈÉÓ ÒÅÐÏÒÔ ÁÒÅ Ȱ×ÅÉÇÈÔÅÄȱ ÍÅÁÎÓȠ ÔÈÅÉÒ 

ÃÁÌÃÕÌÁÔÉÏÎÓ ÒÅÆÌÅÃÔ ÔÈÅ ÒÅÌÁÔÉÖÅ ÐÏÐÕÌÁÔÉÏÎ ÓÉÚÅÓ ÏÆ ÐÁÒÔÉÃÉÐÁÔÉÎÇ ÓÔÁÔÅÓȟ ÁÓ ×ÅÌÌ ÁÓ ÔÈÅ ÓÔÁÔÅÓȭ 

sample sizes.  Prior to 2016-17, NCI averages were calculated as the simple arithmetic mean of all 

ÓÔÁÔÅ ÍÅÁÎÓ ɉÁÎ ÁÐÐÒÏÁÃÈ ËÎÏ×Î ÁÓ ȰÁÖÅÒÁÇÅ ÏÆ ÁÖÅÒÁÇÅÓȱɊȟ ÓÏ ÃÏÍÐÁÒÉÓÏÎÓ ÔÏ ÐÁÓÔ ÒÅÐÏÒÔÓ ÓÈÏÕÌÄ 

be made with caution. See more about weighting in the Methodology section. 

Note on Texas sample: While the prescribed mode of administration for CFS is mail-in paper 

surveys or direct entry online, Texas sought to increase the response rate to the CFS surveys by 

allowing for three modes of administration: paper, web, and phone. Texas mailed out invitation 

letters to program participants asking them to participate and providing them with a telephone 

number and web link so that they could complete the survey by phone or web. Both options were 

available in both English and Spanish. After a month, Texas sent out paper surveys (available in 

Spanish and English) to everyone on the sampling frame who had not responded by phone or web.  

Note on language used in this report: ȰRespondentȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ɉÕÓÕÁÌÌÙ Á ÐÁÒÅÎÔ ÏÒ 

guardian) filling ouÔ ÔÈÅ ÓÕÒÖÅÙȢ  ȰChildȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ÒÅÃÅÉÖÉÎÇ ÓÅÒÖÉÃÅÓ ×ÈÏm the 

respondent is answering questions about in this survey. 



bŀǘƛƻƴŀƭ /ƻǊŜ LƴŘƛŎŀǘƻǊǎϰ 

Child Family Survey Final Report: 2017-18| 4 

Note on language used in this report: ȰRespondentȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ɉÕÓÕÁÌÌÙ Á ÐÁÒÅÎÔ ÏÒ 

guardian) filling out the survey.  ȰFamily Member ȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ÒÅÃÅÉÖÉÎÇ ÓÅÒÖÉÃÅÓ ×ÈÏm 

the respondent is answering questions about in this survey. 
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Demographics 
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Child 

This section provides demographic information about the child for whom the survey was completed. 
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Table 1. More Than One Child Living in the Home Has IDD 

State Yes No N 

AZ 21% 79% 167 

LA 18% 82% 269 

MO 23% 77% 172 

NC 22% 78% 219 

OR 24% 76% 905 

TX 21% 79% 1,236 

UT 25% 75% 146 

WI 19% 81% 974 

NCI Average 21% 79% 4,088 

Table 2. /ƘƛƭŘΩǎ !ƎŜ  

State Age N 

AZ 9.8 172 

LA 4.8 275 

MO 10.6 177 

NC 14.3 219 

OR 11.9 909 

TX 15.6 1,243 

UT 13.0 149 

WI 10.4 1,062 

NCI Average 11.4 4,206 

Table 3. /ƘƛƭŘΩǎ DŜƴŘŜǊ 

State Male Female N 

AZ 68% 32% 174 

LA 62% 38% 272 

MO 75% 25% 176 

NC 69% 31% 220 

OR 67% 33% 897 

TX 62% 38% 1,238 

UT 64% 36% 148 

WI 65% 35% 1,006 

NCI Average 66% 34% 4,131 
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Table 4a. /ƘƛƭŘΩǎ 5ƛǎŀōƛƭƛǘƛŜǎ ¤ 

State Intellectual 
Disability 

Mood Illness 
or Psychiatric 

Disorder  

Autism 
Spectrum 
Disorder  

Cerebral 
Palsy 

Limited or No 
Vision 

Severe or 
Profound 

Hearing Loss 

AZ 37% 11% 56% 16% 7% 3% 

LA 25% 7% 28% 7% 4% 5% 

MO 28% 17% 59% 10% 7% 3% 

NC 57% 21% 63% 20% 7% 2% 

OR 49% 21% 58% 12% 6% 5% 

TX 76% 26% 45% 25% 25% 11% 

UT 59% 29% 53% 21% 11% 7% 

WI 40% 16% 49% 12% 7% 5% 

NCI Average 48% 17% 51% 16% 11% 6% 

Table 4b. /ƘƛƭŘΩǎ 5ƛǎŀōƛƭƛǘƛŜǎ (continued) ¤ 

State Brain Injury Seizure Disorder 
or Neurological 

Problem 

Chemical 
Dependency 

Down 
Syndrome 

Prader-
Willi 

Syndrome 

Fetal 
Alcohol 

Spectrum 
Disorder 

Other 

AZ 6% 17% 0% 10% 0% 3% 24% 

LA 4% 15% 2% 8% 0% 1% 40% 

MO 7% 18% 0% 9% 1% 0% 31% 

NC 6% 27% 0% 14% 1% 1% 25% 

OR 7% 21% 1% 10% 0% 6% 26% 

TX 20% 45% 4% 14% 1% 1% 43% 

UT 15% 31% 1% 14% 3% 1% 21% 

WI 8% 24% 0% 15% 1% 1% 30% 

NCI Average 10% 26% 1% 12% 0% 2% 31% 

Table 5a. /ƘƛƭŘΩǎ IŜŀƭǘƘ Conditions ¤ 

State Cardiovascular 
Disease 

Diabetes Cancer High Blood 
Pressure 

High 
Cholesterol 

AZ 13% 4% 0% 11% 13% 

LA 20% 2% 2% 3% 3% 

MO 11% 2% 0% 4% 7% 

NC 17% 5% 0% 6% 6% 

OR 11% 5% 3% 3% 7% 

TX 15% 5% 2% 9% 9% 

UT 14% 2% 3% 3% 0% 

WI 14% 3% 2% 6% 3% 

NCI Average 14% 4% 1% 8% 8% 

¤ Categories are not mutually exclusive  
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Table 5b. /ƘƛƭŘΩǎ IŜŀƭǘƘ /ƻƴŘƛǘƛƻƴǎ (continued) ¤ 

State Dysphagia Pressure Ulcers Oral Health or 
Dental Problems 

Sleep Apnea Other  

AZ 13% 2% 11% 27% 51% 

LA 16% 0% 9% 8% 44% 

MO 14% 0% 7% 32% 44% 

NC 16% 1% 6% 28% 50% 

OR 22% 2% 14% 24% 43% 

TX 37% 5% 19% 38% 54% 

UT 34% 5% 20% 44% 34% 

WI 23% 2% 16% 22% 49% 

NCI Average 24% 3% 14% 29% 50% 

Table 6. /ƘƛƭŘΩǎ wŀŎŜ ŀƴŘ 9ǘƘƴƛŎƛǘȅ ¤ 

State American 
Indian or 

Alaska 
Native 

Asian Black or 
African 

American 

Hawaiian 
or Pacific 

Islander 

White Hispanic 
or Latino 

Other N 

AZ 6% 4% 9% 1% 64% 31% 1% 174 

LA 2% 2% 31% 0% 66% 6% 1% 265 

MO 3% 5% 10% 0% 83% 5% 2% 176 

NC 2% 2% 24% 0% 68% 7% 3% 223 

OR 4% 8% 4% 1% 80% 16% 1% 907 

TX 3% 4% 15% 0% 56% 44% 1% 1,231 

UT 1% 3% 2% 3% 91% 11% 0% 149 

WI 3% 3% 8% 0% 87% 7% 1% 1,018 

NCI Average 4% 4% 13% 0% 69% 23% 1% 4,143 

Table 7. /ƘƛƭŘΩǎ tǊŜŦŜǊǊŜŘ aŜŀƴǎ ƻŦ /ƻƳƳǳƴƛŎŀǘƛƻƴ 

State Spoken Gestures or 
Body Language 

Sign Language 
or Finger 
Spelling 

Communication 
Aid or Device 

Other N 

AZ 72% 20% 2% 5% 2% 176 

LA 51% 34% 3% 2% 9% 272 

MO 76% 14% 2% 6% 1% 173 

NC 62% 27% 1% 4% 5% 218 

OR 70% 19% 2% 6% 1% 894 

TX 59% 26% 5% 6% 4% 1,184 

UT 58% 37% 1% 3% 1% 147 

WI 62% 25% 4% 6% 3% 990 

NCI Average 65% 24% 3% 5% 3% 4,054 

¤ Categories are not mutually exclusive 
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Table 8. /ƘƛƭŘΩǎ {ǳǇǇƻǊǘ bŜŜŘǎ for Self-Injurious, Disruptive, and/or Destructive Behaviors  

State Extensive Some None N 

AZ 16% 47% 38% 173 

LA 12% 29% 59% 266 

MO 17% 46% 37% 172 

NC 32% 39% 30% 222 

OR 34% 46% 20% 899 

TX 28% 33% 39% 1,219 

UT 37% 45% 18% 148 

WI 18% 36% 46% 1,020 

NCI Average 22% 40% 39% 4,119 

Table 9. /ƘƛƭŘΩǎ Level of Help Needed With Personal Care Activities 

State Extensive Some None N 

AZ 55% 43% 3% 176 

LA 56% 36% 7% 267 

MO 41% 41% 18% 175 

NC 55% 39% 7% 220 

OR 56% 41% 3% 916 

TX 64% 31% 6% 1,239 

UT 72% 27% 1% 149 

WI 55% 39% 6% 1,035 

NCI Average 56% 38% 6% 4,177 
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Respondents 

This section provides demographic information about the respondent. 
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Table 10. Respondent's Age 

State Under 35 35-54 55-74 75 or Older N 

AZ 18% 71% 11% 0% 177 

LA 42% 46% 12% 0% 273 

MO 21% 72% 7% 0% 173 

NC 10% 69% 20% 1% 221 

OR 11% 73% 16% 0% 920 

TX 7% 70% 22% 1% 1,241 

UT 13% 73% 14% 0% 149 

WI 19% 69% 11% 1% 1,056 

NCI Average 17% 68% 14% 0% 4,210 

Table 11. Respondent's Health 

State Excellent Very Good Fairly Good Poor N 

AZ 20% 48% 31% 1% 177 

LA 24% 46% 27% 3% 271 

MO 16% 48% 32% 3% 177 

NC 12% 48% 36% 4% 223 

OR 16% 46% 35% 4% 916 

TX 17% 43% 34% 7% 1,226 

UT 21% 48% 28% 3% 149 

WI 16% 52% 29% 2% 1,056 

NCI Average 18% 47% 32% 3% 4,195 

Table 12. RespondentΩǎ wŜƭŀǘƛƻƴǎƘƛǇ ǘƻ /ƘƛƭŘ 

State Parent Sibling Grandparent Other N 

AZ 97% 0% 2% 1% 176 

LA 88% 0% 7% 5% 272 

MO 100% 0% 0% 0% 177 

NC 91% 0% 6% 2% 223 

OR 93% 1% 6% 1% 919 

TX 92% 0% 5% 3% 1,243 

UT 99% 0% 1% 0% 149 

WI 96% 0% 3% 1% 1,058 

NCI Average 94% 0% 4% 2% 4,217 
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Table 13. Respondent or Other Family Member Provides Paid Support to Child 

State No Respondent  Other Family 
Member 

N 

AZ 78% 3% 19% 175 

LA 89% 7% 4% 272 

MO 94% 3% 3% 176 

NC 86% 5% 10% 221 

OR 66% 6% 28% 911 

TX 63% 12% 26% 1,226 

UT 51% 1% 48% 149 

WI 80% 7% 14% 1,050 

NCI Average 76% 6% 18% 4,180 

Table 14. Number of Adults in Household 

State One Two Three Four or More N 

AZ 15% 62% 15% 8% 175 

LA 25% 61% 9% 6% 268 

MO 18% 68% 12% 2% 176 

NC 20% 53% 19% 7% 221 

OR 20% 60% 13% 8% 903 

TX 18% 47% 23% 12% 1,227 

UT 12% 58% 21% 9% 149 

WI 17% 66% 13% 5% 1,050 

NCI Average 18% 59% 16% 8% 4,169 

Table 15. Number of Children in Household (including child receiving services about whom survey is being completed)  

State One Two Three Four or More N 

AZ 32% 38% 18% 12% 172 

LA 41% 36% 12% 11% 266 

MO 30% 39% 22% 9% 172 

NC 49% 33% 11% 7% 209 

OR 37% 37% 15% 11% 871 

TX 42% 35% 15% 8% 940 

UT 25% 24% 24% 27% 149 

WI 34% 37% 19% 10% 1,017 

NCI Average 37% 37% 17% 10% 3,796 
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Table 16. Respondent's Highest Level of Education 

State No High 
School 

Diploma or 
GED 

High School 
Diploma or 

GED 

Vocational 
School or 

Certificate 
Program 

Some College College 
Degree or 

Higher 

N 

AZ 8% 18% 5% 16% 52% 173 

LA 12% 23% 5% 17% 42% 270 

MO 3% 17% 5% 18% 58% 175 

NC 7% 19% 4% 20% 50% 224 

OR 9% 14% 9% 21% 47% 903 

TX 14% 16% 7% 21% 41% 1,221 

UT 5% 9% 5% 26% 54% 149 

WI 3% 16% 11% 19% 51% 1,051 

NCI Average 9% 18% 7% 19% 48% 4,166 

Table 17. Total Taxable Household Income of Wage Earners in the Past Year 

State Up to 
$15,000 

$15,001- 
$25,000 

$25,001- 
$50,000 

$50,001- 
$75,000 

Over 
$75,000 

No 
Earned 
Income 

Prefer 
Not to 

Say 

N 

AZ 7% 12% 17% 14% 29% 4% 17% 173 

LA 20% 10% 12% 13% 26% 14% 4% 269 

MO 10% 9% 17% 26% 25% 4% 9% 170 

NC 11% 11% 18% 13% 24% 11% 12% 221 

OR 10% 14% 19% 14% 27% 6% 11% 904 

TX 15% 13% 20% 12% 21% 6% 12% 1,181 

UT 3% 7% 17% 18% 35% 5% 15% 144 

WI 7% 9% 16% 18% 33% 5% 11% 1,039 

NCI Average 11% 12% 17% 15% 27% 6% 12% 4,101 

Table 18. Residential Designation (Urban, Rural, or Suburban) 

State Urban or Suburban Rural N 

AZ 87% 13% 164 

LA 60% 40% 247 

MO 64% 36% 170 

NC 53% 47% 218 

OR 77% 23% 878 

TX 71% 29% 1,217 

UT 77% 23% 144 

WI 65% 35% 1,016 

NCI Average 72% 28% 4,054 
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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.  
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Table 19. Services and Supports Received From IDD Agency 

State Financial 
Support 

In-home 
Support 

Out-of-
home 

Respite 

Early 
Intervention 

Transportation Other Self-direction 
or Fiscal 

Intermediary 
Services  

AZ 10% 63% 42% 20% 23% 90% 26% 

LA 19% 31% 6% 66% 13% 70% 22% 

MO 22% 22% 18% 13% 13% 72% 19% 

NC 13% 77% 46% 2% 31% 74% 29% 

OR 19% 76% 46% 7% 30% 61% 60% 

TX 14% 66% 43% 2% 22% 55% 44% 

UT 11% 75% 51% 4% 32% 60% 88% 

WI 35% 42% 38% 23% 20% 76% 29% 

NCI Average 17% 57% 37% 18% 22% 73% 34% 

Table 20. Other Services or Supports Received 

State Social Security Payments 
(SSI/SSB) 

Services or Supports from Other 
Agencies or Organizations 

AZ 30% 66% 

LA 26% 34% 

MO 32% 78% 

NC 53% 66% 

OR 44% 75% 

TX 67% 42% 

UT 23% 78% 

WI 33% 73% 

NCI Average 41% 61% 

.  
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Child Family Survey Results 

Please Note:  

Note on Significance:  Statistical significance depends on both the amount by which a state differs 

from the average for a given item and the statÅȭÓ ÓÁÍÐÌÅ ÓÉÚÅ ÆÏÒ ÔÈÁÔ ÉÔÅÍȢ 4ÈÅÒÅ may be instances 

×ÈÅÒÅ 3ÔÁÔÅ !ȭÓ ÄÉÆÆÅÒÅÎÃÅ ÆÒÏÍ ÔÈÅ ÁÖÅÒÁÇÅ ÉÓ ÌÁÒÇÅÒ ÔÈÁÎ 3ÔÁÔÅ "ȭÓȟ ÂÕÔ 3ÔÁÔÅ 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. 
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Information and Planning 

Families and children with disabilities have the information and support necessary to plan for their 

services and supports. 

.ÏÔÅȡ 3ÉÇÎÉÆÉÃÁÎÃÅ ÉÓ ÂÁÓÅÄ ÏÎ Ȱ!Ì×ÁÙÓȱ ÏÒ Ȱ9ÅÓȱ ÒÅÓÐÏÎÓÅȢ 

ȰRespondentȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ɉÕÓÕÁÌÌÙ Á ÐÁÒÅÎÔ ÏÒ ÇÕÁÒÄÉÁÎɊ ÆÉÌÌÉÎÇ ÏÕÔ ÔÈÅ ÓÕÒÖÅÙȢ   

ȰChildȱ ÒÅÆÅÒÓ to the person receiving services whom the respondent is answering questions about 
in this survey. 
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Table Q1. Do you get enough information to help you participate in planning services for your family? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 47% 31% 14% 8% 241 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 36% 28% 23% 12% 1,193 

NCI Average 34% 37% 21% 8% 4,026 

NC 34% 36% 25% 5% 217 

UT 34% 51% 13% 1% 144 

AZ 33% 40% 23% 5% 172 

MO 32% 41% 17% 10% 162 

OR 31% 44% 19% 6% 875 

WI 31% 42% 20% 7% 1,022 
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Table Q2. Is the information you receive easy to understand? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 38% 40% 18% 4% 255 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 32% 31% 28% 9% 1,210 

AZ 29% 49% 19% 3% 177 

NCI Average 28% 43% 23% 6% 4,072 

MO 28% 48% 18% 6% 163 

UT 19% 57% 23% 1% 145 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

OR 22% 50% 22% 6% 900 

WI 21% 46% 26% 7% 1,003 

NC 19% 44% 32% 6% 219 
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Table Q3. 5ƻŜǎ ǘƘŜ ŎŀǎŜ ƳŀƴŀƎŜǊκǎŜǊǾƛŎŜ ŎƻƻǊŘƛƴŀǘƻǊ ǊŜǎǇŜŎǘ ȅƻǳǊ ŦŀƳƛƭȅΩǎ ŎƘƻƛŎŜǎ ŀƴŘ ƻǇƛƴƛƻƴǎΚ 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

UT 84% 14% 1% 0% 147 

LA 83% 15% 2% 1% 247 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 74% 16% 7% 3% 1,180 

AZ 73% 23% 3% 1% 172 

NCI Average 72% 21% 5% 1% 3,964 

OR 71% 23% 5% 1% 877 

MO 70% 26% 2% 2% 153 

NC 65% 28% 6% 1% 199 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 67% 26% 6% 1% 989 
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Table Q4. Do you have enough information about other public services for which your family is eligible? 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 37% 27% 14% 22% 196 

TX 31% 24% 24% 21% 1,156 

NCI Average 29% 29% 22% 20% 3,540 

AZ 28% 26% 23% 24% 137 

OR 27% 37% 22% 13% 779 

MO 26% 36% 22% 15% 137 

NC 25% 31% 25% 19% 191 

WI 25% 35% 23% 18% 828 

UT 23% 42% 22% 13% 116 
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Table Q5. Do you need help planning for your ŎƘƛƭŘΩǎ future with respect to any of the following? 

State Employment Financial Housing Legal Medical Social or 
Relationships 

Transition 
from 

School 

Recreation Other 

AZ 53% 53% 47% 47% 44% 58% 60% 59% 8% 

LA 33% 48% 32% 31% 47% 41% 43% 39% 15% 

MO 54% 58% 47% 42% 49% 53% 56% 48% 16% 

NC 56% 62% 53% 52% 38% 46% 61% 48% 13% 

OR 63% 64% 55% 49% 49% 56% 62% 59% 8% 

TX 57% 58% 48% 56% 57% 47% 58% 60% 15% 

UT 52% 57% 46% 60% 42% 44% 66% 50% 8% 

WI 56% 64% 54% 50% 48% 54% 60% 56% 9% 

NCI Average 54% 57% 48% 49% 48% 52% 58% 56% 11% 
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Table Q6. If you asked for crisis or emergency services during the past year, were services provided when needed? 

Within Average Range 

State Yes No N 

AZ 74% 26% 57 

TX 72% 28% 404 

UT 67% 33% 24 

NCI Average 66% 34% 1,012 

NC 62% 38% 58 

LA 61% 39% 54 

MO 48% 52% 33 

Significantly Below Average 

State Yes No N 

WI 51% 49% 182 

OR 50% 51% 200 
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Table Q7. Does your child have a service plan? 

Significantly Above Average 

State Yes No N 

OR 86% 14% 770 

AZ 86% 14% 152 

Within Average Range 

State Yes No N 

NC 83% 17% 203 

UT 80% 20% 124 

NCI Average 77% 23% 3,552 

TX 76% 24% 1,041 

MO 70% 30% 158 

Significantly Below Average 

State Yes No N 

WI 69% 31% 898 

LA 50% 50% 206 
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Table Q8. Does the plan include all the services and supports your child needs? 

Significantly Above Average 

State Yes No N 

LA 95% 5% 95 

UT 93% 7% 95 

Within Average Range 

State Yes No N 

TX 87% 13% 745 

OR 86% 14% 571 

NCI Average 85% 15% 2,449 

MO 84% 16% 101 

WI 84% 16% 567 

AZ 83% 17% 121 

NC 81% 19% 154 
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Table Q9. Does your child receive all of the services listed in the plan? 

Significantly Above Average 

State Yes No N 

UT 94% 6% 94 

LA 90% 10% 94 

WI 90% 10% 555 

Within Average Range 

State Yes No N 

MO 83% 17% 101 

OR 82% 18% 577 

NC 79% 21% 152 

NCI Average 78% 22% 2,421 

TX 77% 23% 725 

AZ 71% 29% 123 
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Table Q10. Did you or another family member help develop the plan? 

Significantly Above Average 

State Yes No N 

UT 95% 5% 98 

NC 92% 8% 164 

Within Average Range 

State Yes No N 

OR 89% 11% 635 

NCI Average 86% 14% 2,585 

LA 86% 14% 99 

AZ 86% 14% 125 

TX 85% 15% 764 

WI 85% 15% 591 

MO 80% 20% 109 
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Table Q11. Did your child help develop the plan? 

Significantly Above Average 

State Yes No N 

TX 20% 80% 772 

OR 20% 80% 641 

Within Average Range 

State Yes No N 

NCI Average 14% 86% 2,613 

WI 14% 86% 601 

UT 13% 87% 99 

NC 11% 89% 166 

MO 11% 89% 108 

AZ 10% 90% 127 

LA 7% 93% 99 
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Table Q12. Did you discuss how to handle emergencies (such as a medical emergency or a natural disaster) at your childΩǎ 
last service planning meeting? 

Significantly Above Average 

State Yes No N 

TX 69% 31% 730 

LA 63% 37% 82 

NC 63% 37% 155 

OR 57% 43% 571 

Within Average Range 

State Yes No N 

UT 53% 47% 89 

NCI Average 48% 52% 2,357 

MO 36% 64% 94 

Significantly Below Average 

State Yes No N 

WI 32% 68% 529 

AZ 30% 70% 107 
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Table Q13. Does your child have a transition plan (as part of an IEP or Section 504 plan through his/her high school, 
usually starting at age 14)? 

Significantly Above Average 

State Yes No N 

WI 68% 32% 311 

Within Average Range 

State Yes No N 

UT 71% 29% 65 

NC 62% 38% 123 

MO 62% 38% 47 

OR 61% 39% 305 

NCI Average 59% 41% 1697 

TX 56% 44% 768 

LA 55% 45% 29 

AZ 55% 45% 49 
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Table Q14. If your child has a transition plan, did you help make the transition plan? 

Within Average Range 

State Yes No N 

MO 100% 0% 28 

AZ 96% 4% 26 

NCI Average 93% 7% 925 

WI 92% 8% 198 

TX 92% 8% 364 

OR 91% 9% 179 

NC 90% 10% 73 

UT 88% 12% 43 
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Table Q15. Do you feel prepared to handle the needs of your child in an emergency such as a medical emergency or a 
natural disaster? 

Significantly Above Average 

State Yes No N 

LA 94% 6% 242 

TX 91% 9% 1,177 

Within Average Range 

State Yes No N 

NC 85% 15% 205 

NCI Average 83% 17% 3,764 

WI 82% 18% 917 

MO 81% 19% 154 

AZ 77% 23% 149 

Significantly Below Average 

State Yes No N 

OR 75% 25% 789 

UT 69% 31% 131 
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Access and Delivery of Services and Supports 

Families and family members with disabilities get the services and supports they need. 

.ÏÔÅȡ 3ÉÇÎÉÆÉÃÁÎÃÅ ÉÓ ÂÁÓÅÄ ÏÎ Ȱ!Ì×ÁÙÓȱ ÏÒ Ȱ9ÅÓȱ ÒÅÓÐÏÎÓÅȢ 

ȰRespondentȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ɉÕÓÕÁÌÌÙ Á ÐÁÒÅÎÔ ÏÒ ÇÕÁÒÄÉÁÎɊ filling out the survey.   

ȰChildȱ ÒÅÆÅÒÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ÒÅÃÅÉÖÉÎÇ ÓÅÒÖÉÃÅÓ ×ÈÏm the respondent is answering questions about 

in this survey. 



bŀǘƛƻƴŀƭ /ƻǊŜ LƴŘƛŎŀǘƻǊǎϰ 

Child Family Survey Final Report: 2017-18| 35 

 

Table Q16. Are you or your child able to contact his/her support workers when you want to? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 69% 26% 3% 1% 234 

UT 63% 29% 7% 1% 147 

TX 57% 29% 10% 4% 1,166 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

NC 54% 35% 9% 2% 205 

OR 52% 37% 9% 2% 872 

NCI Average 52% 36% 9% 3% 3,869 

WI 51% 39% 9% 1% 940 

MO 48% 34% 11% 8% 141 

AZ 43% 45% 10% 2% 164 
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Table Q17. Are you or your child able to contact his/her case manager or service coordinator when you want to? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

UT 74% 20% 4% 2% 145 

LA 74% 20% 4% 2% 240 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 60% 32% 7% 1% 971 

TX 60% 27% 9% 4% 1,183 

NC 58% 33% 8% 1% 207 

NCI Average 58% 31% 8% 3% 3,960 

MO 55% 27% 9% 9% 152 

AZ 51% 37% 9% 2% 171 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

OR 51% 36% 11% 2% 891 
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Table Q18. Do support workers come and leave when they are supposed to? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 73% 22% 4% 0% 220 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 66% 24% 7% 3% 1,120 

AZ 65% 30% 5% 1% 166 

WI 65% 29% 5% 1% 886 

NCI Average 64% 29% 6% 2% 3,712 

UT 63% 31% 6% 0% 144 

MO 60% 25% 6% 9% 122 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

OR 58% 34% 6% 2% 853 

NC 45% 43% 10% 1% 201 
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Table Q19. 5ƻ ǎŜǊǾƛŎŜǎ ŀƴŘ ǎǳǇǇƻǊǘǎ ŎƘŀƴƎŜ ǿƘŜƴ ȅƻǳǊ ŦŀƳƛƭȅΩǎ ƴŜŜŘǎ ŎƘŀƴƎŜΚ 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 66% 24% 7% 3% 180 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 41% 31% 18% 11% 1,072 

MO 41% 33% 17% 9% 118 

NCI Average 38% 39% 16% 7% 3,358 

AZ 36% 44% 14% 6% 151 

UT 32% 47% 16% 4% 117 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 33% 45% 18% 5% 797 

OR 29% 46% 18% 8% 741 

NC 26% 47% 20% 7% 182 
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Table Q20. Do support workers speak to you in a way that you understand? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 85% 13% 2% 0% 226 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

OR 74% 23% 2% 1% 874 

UT 74% 24% 2% 0% 147 

TX 74% 18% 6% 2% 1,139 

NCI Average 73% 21% 4% 1% 3,828 

MO 73% 21% 4% 2% 135 

AZ 72% 23% 5% 1% 169 

NC 71% 24% 4% 1% 211 

WI 71% 25% 3% 1% 927 
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Table Q21. !ǊŜ ǎŜǊǾƛŎŜǎ ŘŜƭƛǾŜǊŜŘ ƛƴ ŀ ǿŀȅ ǘƘŀǘ ƛǎ ǊŜǎǇŜŎǘŦǳƭ ƻŦ ȅƻǳǊ ŦŀƳƛƭȅΩǎ ŎǳƭǘǳǊŜΚ 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 92% 7% 1% 0% 245 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

UT 84% 15% 1% 0% 148 

TX 82% 12% 4% 2% 1,207 

MO 81% 16% 1% 2% 151 

NCI Average 80% 17% 3% 1% 4,022 

OR 79% 18% 2% 1% 892 

WI 79% 18% 3% 0% 994 

AZ 77% 20% 3% 0% 172 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

NC 71% 25% 3% 1% 213 
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Table Q22. If your child does not communicate verbally (for example, uses gestures or sign language), are there support 
workers who can communicate with him/her? 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 33% 27% 19% 21% 361 

NC 31% 51% 16% 2% 55 

OR 31% 43% 11% 15% 91 

UT 30% 32% 24% 14% 37 

NCI Average 30% 34% 18% 18% 682 

WI 24% 31% 24% 22% 106 
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Table Q23. Do support workers have the right ƛƴŦƻǊƳŀǘƛƻƴ ŀƴŘ ǎƪƛƭƭǎ ǘƻ ƳŜŜǘ ȅƻǳǊ ŦŀƳƛƭȅΩǎ ƴŜŜŘǎΚ 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 69% 26% 4% 1% 217 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 53% 30% 13% 4% 1,115 

UT 51% 39% 9% 1% 146 

NCI Average 48% 36% 13% 3% 3,739 

AZ 47% 35% 16% 2% 163 

OR 45% 41% 13% 2% 855 

MO 44% 40% 9% 7% 132 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 41% 43% 13% 3% 904 

NC 36% 43% 19% 1% 207 
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Table Q24. Does your child have access to the special equipment or accommodations that s/he needs (for example, 
wheelchair, ramp, communication board)? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 48% 25% 14% 12% 934 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 45% 28% 18% 8% 88 

NCI Average 39% 34% 18% 8% 2,555 

AZ 37% 40% 19% 4% 91 

MO 36% 37% 19% 9% 81 

NC 34% 34% 21% 10% 137 

UT 31% 37% 22% 9% 86 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 31% 42% 19% 8% 609 

OR 30% 37% 25% 8% 529 
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Table Q25. Can your child see health professionals when needed (for example, doctor, dentist, psychologist)? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 85% 14% 1% 0% 270 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

MO 74% 22% 3% 1% 175 

UT 70% 26% 3% 1% 149 

OR 69% 25% 5% 1% 919 

NCI Average 69% 25% 5% 1% 4,194 

NC 68% 27% 4% 0% 223 

AZ 68% 27% 4% 1% 174 

TX 66% 23% 8% 3% 1,238 

WI 65% 29% 5% 1% 1,046 
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Table Q26. 5ƻŜǎ ȅƻǳǊ ŎƘƛƭŘΩǎ ǇǊƛƳŀǊȅ ŎŀǊŜ ŘƻŎǘƻǊ ǳƴŘŜǊǎǘŀƴŘ ƘƛǎκƘŜǊ ƴŜŜŘǎ ǊŜƭŀǘŜŘ ǘƻ ƘƛǎκƘŜǊ ŘƛǎŀōƛƭƛǘȅΚ 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 73% 19% 6% 2% 261 

TX 66% 21% 9% 3% 1,219 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

NCI Average 62% 27% 9% 2% 4,125 

AZ 60% 29% 10% 1% 174 

NC 59% 30% 9% 2% 219 

OR 57% 31% 10% 2% 903 

WI 57% 32% 9% 2% 1,030 

MO 56% 34% 7% 2% 170 

UT 56% 32% 11% 1% 149 
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Table Q27. Do you have access to dental services for your child? 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 86% 9% 2% 4% 246 

AZ 84% 11% 3% 2% 171 

UT 83% 15% 1% 1% 149 

NCI Average 80% 12% 4% 3% 4,090 

MO 80% 12% 4% 4% 172 

NC 79% 15% 4% 2% 220 

TX 77% 10% 7% 5% 1,226 

WI 77% 14% 5% 4% 1,007 

OR 77% 16% 4% 3% 899 
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Table Q28. If respondent has access to dental services for the childΣ ŘƻŜǎ ȅƻǳǊ ŎƘƛƭŘΩǎ ŘŜƴǘƛǎǘ ǳƴŘŜǊǎǘŀƴŘ ƘƛǎκƘŜǊ ƴŜŜŘǎ 
related to his/her disability? 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 72% 17% 7% 4% 197 

AZ 68% 21% 9% 2% 163 

TX 67% 18% 10% 5% 1,170 

MO 66% 22% 7% 5% 150 

NCI Average 65% 22% 9% 4% 3,771 

NC 64% 25% 9% 2% 210 

UT 59% 29% 10% 2% 146 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 60% 27% 10% 4% 889 

OR 54% 29% 11% 6% 846 
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Table Q29. LŦ ȅƻǳǊ ŎƘƛƭŘ ǘŀƪŜǎ ƳŜŘƛŎŀǘƛƻƴǎΣ Řƻ ȅƻǳ ƪƴƻǿ ǿƘŀǘ ǘƘŜȅΩǊŜ ŦƻǊΚ 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 96% 2% 1% 1% 1,167 

MO 95% 4% 1% 1% 129 

AZ 94% 3% 1% 2% 123 

UT 94% 5% 1% 0% 121 

NCI Average 94% 4% 1% 1% 3,424 

OR 93% 6% 0% 1% 725 

WI 93% 5% 1% 1% 790 

NC 93% 5% 2% 1% 192 

LA 93% 4% 2% 1% 177 
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Table Q30. If your child takes medications, do you, your child, or someone else in your family know what is needed to 
safely take the medications (when it should be taken, how much to take, potential side effects)? 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

AZ 94% 4% 1% 1% 121 

TX 92% 5% 2% 2% 1,158 

NCI Average 91% 7% 1% 1% 3,389 

OR 90% 9% 1% 1% 713 

LA 90% 8% 1% 1% 172 

UT 90% 8% 1% 1% 121 

MO 88% 8% 3% 1% 129 

NC 86% 12% 2% 0% 191 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 87% 10% 1% 1% 784 
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Table Q31. If your child uses mental health services, does the mental health professional (for example, psychologist, 
ǇǎȅŎƘƛŀǘǊƛǎǘΣ ŎƻǳƴǎŜƭƻǊύ ǳƴŘŜǊǎǘŀƴŘ ȅƻǳǊ ŎƘƛƭŘΩǎ ƴŜŜŘǎ ǊŜƭŀǘŜŘ ǘƻ ƘƛǎκƘŜǊ ŘƛǎŀōƛƭƛǘȅΚ 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 62% 19% 11% 8% 595 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

LA 61% 33% 2% 4% 46 

MO 60% 35% 2% 3% 60 

WI 58% 25% 13% 3% 329 

UT 56% 29% 11% 4% 55 

NCI Average 56% 29% 11% 4% 1,604 

AZ 52% 33% 13% 2% 60 

OR 50% 34% 10% 5% 355 

NC 44% 46% 9% 1% 104 
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Table Q32.  If you need respite services, do you have access to them? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 52% 21% 13% 14% 1,138 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

AZ 44% 25% 18% 13% 142 

NCI Average 42% 25% 17% 16% 3,303 

UT 42% 41% 13% 5% 143 

NC 38% 30% 16% 15% 190 

Significantly Below Average 

State Always Usually Sometimes Seldom or 
Never 

N 

OR 36% 32% 18% 14% 775 

WI 31% 29% 22% 18% 761 

MO 26% 24% 15% 35% 96 

LA 26% 16% 14% 45% 58 
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Table Q33. If respondent has access to respite services, are you satisfied with the quality of the respite services? 

Significantly Above Average 

State Always Usually Sometimes Seldom or 
Never 

N 

TX 70% 17% 8% 5% 909 

Within Average Range 

State Always Usually Sometimes Seldom or 
Never 

N 

WI 64% 25% 7% 4% 618 

MO 61% 24% 14% 0% 49 

NCI Average 60% 26% 10% 4% 2,620 

UT 56% 35% 8% 1% 136 

OR 56% 30% 11% 3% 618 

AZ 55% 30% 11% 4% 118 

NC 50% 36% 8% 5% 147 

LA 48% 28% 16% 8% 25 
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Table Q34. Does your family get the support and services needed? 

Significantly Above Average 

State Yes No N 

TX 85% 15% 1,174 

Within Average Range 

State Yes No N 

AZ 80% 20% 166 

LA 79% 21% 232 

NCI Average 77% 23% 3,840 

UT 76% 24% 143 

Significantly Below Average 

State Yes No N 

OR 71% 29% 821 

WI 69% 31% 931 

MO 65% 35% 165 

NC 64% 36% 208 
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Table Q35. If family does not get the support and services needed, what additional services are needed? 

State Respite Regularly 
Scheduled 

Support for 
Family Member 

Homemaker 
Services 

Home or 
Vehicle 

Modifications  

Counseling Family-to-
family 

Networks 

Other N 

AZ 42% 29% 13% 13% 32% 19% 48% 31 

LA 51% 24% 13% 18% 36% 29% 27% 45 

MO 58% 42% 21% 26% 26% 26% 28% 57 

NC 46% 33% 19% 24% 28% 22% 33% 72 

OR 45% 40% 21% 25% 27% 27% 34% 237 

TX 64% 55% 42% 44% 39% 38% 52% 165 

UT 38% 38% 18% 24% 24% 6% 35% 34 

WI 58% 35% 22% 18% 22% 27% 36% 278 

NCI Average 51% 37% 22% 23% 30% 26% 39% 919 

  
















































































