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|. Organization of Report

This document serves as the final report for the consumer outcomes portion of Phase V (2002-
2003) National Core Indicators (NCI) data collection. All consumer survey data submitted
between July 2002 and June 2003 are included in this report. In addition, Phase V consumer
employment data is included.! The report is organized as follows:

INTRODUCTION -- Gives a brief overview of NCI activities to date, and presents the core
indicators  measured  with  the Consumer Survey and with the optional
Day/Vocational/Educational Support supplement.

CONSUMER SURVEY -- Briefly describes the development and structure of the survey
instrument.2

METHODS -- Describes the protocol for administering NCI consumer sutrveys, including
sampling criteria, administration guidelines, and interviewer training procedures.

DATA ANALYSIS -- Explains the statistical methods used to analyze the consumer survey data.
Includes an explanation of how certain outcomes are “adjusted” for the purposes of making
comparisons across states. Also discusses scale construction and significance testing of results.

RESULTS: DEMOGRAPHIC CHARACTERISTICS OF RESPONDENTS -- Presents aggtregate
and state-by-state results of demographic information used for outcome adjustment.

RESULTS: CORE INDICATOR COMPARISONS ACROSS STATES -- Presents aggregate and
state-by-state results for each question.

APPENDICES -- Include additional analysis information, services and supports received, and
detailed item-by-item results.

1 Most states collected consumer employment data by using the “Day/Vocational/Educational Support” Supplement to the
Consumer Survey. In some states, however, these data are collected from providers on a regular basis and maintained in
state data systems.

2 For a detailed review of psychometric properties of the survey, including results of reliability and validity tests and features
designed to test for consistency of responses, please see the NCI Phase II Technical Report.




Il. Introduction

Overview of NCI

In December 1996, the NASDDDS Board of Directors launched the Core Indicators Project
(CIP). The aim of CIP was to support state developmental disabilities authorities (SDDAs) in
developing and implementing performance/outcome indicators and related data collection
strategies that would enable them to measure service delivery system performance. This effort,
now called National Core Indicators or NCI, strives to provide SDDAs with sound tools in
support of their efforts to improve system performance and thereby to better serve people with
developmental disabilities and their families. The Association’s active sponsorship of NCI
facilitates states pooling their knowledge, expertise and resources in this endeavor.

NCI Phase I began in January 1997. In August 1997, the Phase I Steering Committee selected a
“candidate” set of 61 performance/outcome indicators in order to test their utility/feasibility. Six
states agreed to conduct a field test of these indicators, including administering the NCI consumer
and family surveys and compiling other data. Field test data were transmitted to NCI staff during
the summer of 1998. The results were compiled, analyzed and reported to participating states in
September 1998.

NCI Phase II was launched in January 1999. Phase II data collection wrapped up in June 2000 and
set the stage for continuation and further expansion of the NCI. During Phase 1II, the Phase I
indicators were revised, and data collection tools and methods were improved. The Version 2.0
indicator set consisted of 60 performance and outcome indicators. Going forward, NCI expanded
its scope to include services for children with developmental disabilities and their families,
continued to develop and refine the indicators, and recruited additional states to participate in the
collaboration. Phase II data are considered baseline NCI data. Phase II technical reports and
other selected documents are available online at www.hsti.org/nci.

Twelve states (AZ, CT, KY, MA, MN, NE, NC, PA, RI, VA, VT, WA) participated in Phase II.
Four additional states joined during the following year (DE, IA, MT, UT), and seven states joined
in 2001 (AL, HI, 1L, IN, OK, WV, WY). Virginia, Minnesota, Montana, Illinois and Utah are
currently on hiatus. South Dakota, South Carolina, and Maine signed on in 2002. In Phase V,
twenty-one states participated in NCI, plus the local DD authority in Orange County, CA. State
participation in NCI is entirely voluntary.

This report summarizes both “first cycle” data (submitted prior to February 28, 2003) and
“second cycle” data (submitted between March 1, 2003 and June 30, 2003) of Phase V (i.e.,
the fifth year) of NCI. A total of seventeen states plus Orange County are included in this
final report.




The Indicators

The survey instrument is designed specifically to measure certain core indicators. Most indicators
correspond to single survey items. A few indicators are referenced to clusters of related items.
Table 1 presents a crosswalk between core indicators® collected using the Consumer Survey
Version 2002-2003 and their corresponding survey item(s).

Table 1. Crosswalk of Core Indicators and Survey Questions: Consumer Sutvey Version 2002-2003

Key to codes:
BI = background information question
Q = consumer interview question (bold indicates question allows consumer responses only)

S = Day/Vocational/Educational Supplement

Question: | Refers to Core Indicator:

BI-17 The proportion of people taking medications for mood, anxiety, or behavior problems.

BI-20 The proportion of people who have had a physical exam in the past year.

BI-21 The proportion of women who have had a GYN exam in the past year.

BI-22 The proportion of people who have had a routine dental exam in the past six months.

Q1 The proportion of people who are satisfied with their job or day program.

Q2, Q8 The proportion of people indicating that most support staff treat them with respect.

Q4 The proportion of people satisfied with where they live.

Q5 The proportion of people who report satisfaction with the amount of privacy they have.

Q6, Q7 The proportion of people who report that they feel safe in their home and
neighborhood.

Q9, Q10, The proportion of people whose basic rights are respected by others.
Q45-Q47

Q12 The proportion of people who have friends and caring relationships with people
other than support staff and family members.

Q13 The proportion of people who have a close friend, someone they can talk to about
personal things.

Q14, Q16 | The proportion of people who are able to see their families and friends when they
want.

Q15 The proportion of people who feel lonely.

3 Wording has been updated to reflect Revised Phase V Indicators (in draft).




Q17 The proportion of people who know their service coordinators.

Q18 The proportion of people reporting that service coordinators help them get what they
need.

Q19 The proportion of people who report that their service coordinators asked about their
preferences.

Q20 The proportion of people who have an advocate or someone who speaks on their
behalf.

Q21 The proportion of people reporting that they received support to learn or do
something new in the past year.

Q22 The proportion of people who report having adequate transportation when they want to
go somewhere.

Q26-Q31, | The proportion of people who participate in everyday activities in their communities.

Q33

Q34, Q36- | The proportion of people who make choices about their everyday lives.

Q40, Q42-

Q44

Q35, Q41 | The proportion of people who report having been provided options about where to
live and work.

Q48 The proportion of people who have participated in activities of self-advocacy
groups or other groups that address rights.

Q49 The rate at which people report that "needed" services were not available.

S1-S6 The average monthly earnings of people who have jobs in the community.

S1-S6 The average number of hours worked per month for people with jobs in the
community.

S1-S6 The percent of people earning at or above the state minimum wage.

S9 Of people who have a job in the community, the percent who were continuously
employed during the previous year.

S10 Of people who have a job in the community, the percent who receive job benefits.

S11 Of people who have a job in the community, the average length of time people have

been working at their current job.




l1l. Consumer Survey

The National Core Indicators Consumer Survey was initially developed by a technical advisory
subcommittee with the purpose of collecting information directly from individuals with
developmental disabilities and their families or advocates. The survey is designed to measure over
half of the original 60 core indicators. Many questions were drawn from survey instruments
already in use in the field; other questions were developed specifically for NCI. NCI staff have
tested and refined the instrument each year based on feedback from interviewers.

Organization of the Survey
The Consumer Survey is composed of a pre-survey form and three sections.

THE PRE-SURVEY FORM collects information necessary to schedule face-to-face
interviews, including contact information for consumers, and the names of guardians,
advocates, or other individuals who might be asked to provide responses. The form also
was used by surveyors to identify special communication needs that individuals might have
prior to conducting the interview, define terms the individual would be most familiar with
(such as “case manager” or acronyms), and document that informed consent was
obtained. In most instances, information for the pre-survey form was obtained from the
individual’s case manager. [Note: Individual identifying information was excluded from
data submitted to HSRI.]

THE BACKGROUND INFORMATION SECTION requests data that would most likely be
found in agency records or information systems. In some states, case managers complete
this section at the same time the pre-survey form is completed. In other states, surveyors
complete the section during the direct interview.

SECTION I of the survey, which concerns questions aimed at obtaining expressions of
satisfaction and opinions from each individual, may be completed only through a direct
interview with the individual; proxy responses are not acceptable.

SECTION II questions are to be answered by the individual if possible. If the person is
unable to respond, an advocate is asked to answer.

The last page of the survey is the SURVEYOR FEEDBACK SHEET. Sutveyors are asked
to record the length of the interview with the individual and describe any problematic
questions.

The DAY/VOCATIONAL/EDUCATIONAL SUPPLEMENT is an optional add-on to the
survey instrument. These data are generally collected at the same time the background
information section is completed.

10



I\V. Methods

Criteria for Exclusion of Responses

All persons selected in the survey sample are given an opportunity to respond to questions in a
face-to-face interview. There is no pre-screening procedure. Exclusion of responses is done at the
time of data analysis, based on specific criteria described below.

The total number of surveys administered in Phase V was 9552. Section I is administered only to
the person receiving services. A person’s responses are excluded if any of the following criteria
are met:

¢ The consumer responded to less than half of the questions in Section 1.
¢ The interviewer recorded that the person did not understand the questions being asked

¢ The interviewer recorded that the person gave inconsistent responses.

After excluding incomplete and inconsistent responses, the number of valid respondents to
Section I = 6239. Overall, 65% (6239/9552) of consumers in the total sample were able to
respond to Section I of the direct interview. The “% Consumer Respondents Section I”
column in Table 2 indicates the percentage of consumers who were able to respond to Section I,
by state.

Section II allows multiple respondents. The “% Consumer Respondents Section II”” column in
Table 2 indicates that a consumer was one of the respondents to Section II. Other informants
(e.g., family, friend, support worker) may have provided answers to some of the questions. In the
final analysis, if a respondent is excluded from Section I, his or her responses are also excluded
from Section II. Otherwise, all responses to questions in Section II are included in the
analysis, regardless of how many questions were answered. Thus, the consumer response rate to
Section I may be lower than the response rate to Section II due to stricter criteria for including
Section I responses. The number of tesponses to Section II = 8986. Overall, 64% (5755/8986)+
of responses to Section II included consumer responses.

Sampling

The goal of each state was to conduct a minimum of 400 interviews. Each state drew a random
sample of individuals over age 18 who were receiving at least one service, besides case
management. Most states also drew an over-sample to account for refusals. Some states did not
complete 400 interviews, and others exceeded this goal. Those that did not complete 400 are
included in this report; however, readers are cautioned to take sample sizes into consideration
when comparing results across states.  Table 2 presents the number of surveys completed and
response rates to each section, by state.

4'This figure does not include Maine.

11



Table 2. Valid Number of Surveys and Response Rates, By State

% Consumer % Consumer

Respondents  Respondents

State Valid N Section | Section Il
AL  Alabama 297 71% 67%
RCOC 8?;:;(;rglgouﬁgglonal Center of 500 78% 7904
CT  Connecticut 406 72% 65%
DE Delaware 200 49% 36%
HI  Hawaii 487 52% 53%
IN Indiana 795 79% 62%
1A lowa 820 78% 79%
KY  Kentucky 512 68% 70%
ME Maine 417 43% not available
NC  North Carolina 674 63% 69%
OK  Oklahoma 407 46% 40%
PA  Pennsylvania 1349 74% 71%
RI Rhode Island 406 64% 69%
SC  South Carolina 582 44% 52%
SD  South Dakota 534 68% 70%
VT  Vermont® 274 50% 50%
WV  West Virginia 297 57% 53%
WY  Wyoming 406 72% 69%
TOTAL 9552 65% 64%

Administration

Most participating states used the basic survey tool developed by the project. Vermont and
Pennsylvania include NCI items in their own statewide survey tools. States used a variety of types
of surveyors, including: consumers and families, university students, and state personnel. Some
independent interviewers were paid; others were unpaid volunteers. All of the above methods
were acceptable and no major differences were noted in terms of using different types of
interviewers. The only stipulation was that if case managers are used, they do not interview
consumers on their own caseloads.

5 The State of Vermont used a survey tool called the Se/f-Perceived Satisfaction Scale, developed by Susan Culbert, Ph.D. and
Sara Burchard, Ph.D. of the University of Vermont. The survey has been in use for several years and has been adapted to
align with the NCI Consumer Survey. There are some differences in sampling and survey methods used in Vermont vs.
other NCI states. For example, Vermont only allows the interview to be completed by individuals receiving supports.
Surrogate responses are not accepted. For those individuals who do not complete the survey for whatever reason,
demographic information only is collected. Vermont’s sample included a total of 274 individuals, 136 who responded to the
survey and 138 for whom demographic information only was collected. The response rate of 50% reported here is
calculated by dividing the number of sutvey respondents (1306) by the total number of individuals in the sample (274).

6 The State of Maine is transitioning from a previously established Quality of Life survey process to the NCI survey process.
The interviewers are assigned differently and may include individuals’ case managers or provider staff.

12



Training

“Train-the-trainer” sessions were provided to the lead agencies from each state. These trainings
were conducted by conference call. The first part of the training reviewed the survey tool in detail,
question by question. The second part reviewed general interviewing techniques. The participants,
or “trainers” from each state, then conducted training with the actual interviewers. NCI provided
a packet of standardized materials (including scripts for contacting respondents, frequently asked
questions, general interviewing tips and skill exercises) to be used at these in-state training sessions.

V. Data Analysis

NCI data management and analysis is coordinated by Human Services Research Institute (HSRI).
Data is entered by each state, and files are submitted to HSRI for analysis. All data files received
are reviewed for completeness and compliance with standard NCI formats. The data files are
cleaned and merged, and invalid responses are eliminated. An outcome adjustment procedure is
performed on selected outcomes. See Appendix A for specific rules used to recode, collapse, and
adjust outcome variables.

Outcome Adjustment

Outcome adjustment or “risk adjustment” is a statistical process used to control for differences in
the individual characteristics of people interviewed across states. This method effectively “levels
the playing field” across states. It is necessary to perform this analysis because a state that has a
broad eligibility definition (i.e., serves people with autism, brain injury, or other developmental
disability) will probably have a sample that looks slightly different from a state that only serves
people diagnosed with MR. Other reasons, such as sampling biases, may also affect the nature of
the sample.

Only those indicators that are likely to be affected by individual characteristics are adjusted; the rest
are not adjusted. For example, a person who has limited mobility and frequent seizures might be
less likely to participate in shopping or other community activities. On the other hand, such
characteristics should not affect whether a person has friends or has contact with his or her service
coordinator. Items are “adjusted” using a logistic regression model. Earlier in NCI, a detailed
analysis involving ICAP7 data determined a number of individual characteristics that were found to
predict outcomes on the Consumer Survey. These individual characteristics are used as regression
variables and include: age, gender, legal status, level of MR label, other diagnoses, primary means of
expression, and visions.

The predicted values created by the logistic regression represent the “adjusted mean proportion”
for each state. Essentially, the predicted value represents what one would expect the outcome to
be if all factors were equal across samples. For outcomes that are adjusted, the column heading in
the data table will read “Adjusted Mean Proportion.” The types of outcomes that are subject to
adjustment include: Community Inclusion, Choice and Decision-making, some Access items, and
some Rights items. Appendix A, Table Al indicates the specific variables that are adjusted.

7'The Inventory for Client and Agency Planning is a tool that measures a variety of functional and behavioral characteristics.

8 The following items were not included in the outcome adjustment procedure this year due to missing data in a number of
states: mobility, frequency of seizures, frequency of medical care required, and the presence of problem behavior.

13



Scale Development

For the sub-domains of Community Inclusion, Choice and Decision-making, and Service
Coordination, we wete able to combine certain items into reliable scales. There are a total of four
scales. The Community Inclusion scale and the two Choice scales were created using adjusted
figures. The Service Coordination scale uses unadjusted figures. The scale scores are computed by
averaging the values of a number of items. In order for a score to be computed, the person (or a
proxy respondent) must have answered a minimum number of questions. Each scale is described
in further detail in the results section of this report.

A scale can be considered a reliable measure if its internal consistency is >= (0.70. The statistic that
assesses the scale’s reliability is called Cronbach’s alpha. In other words, if the alpha is >= 0.70, we
can be fairly confident that items are measuring the same dimension. Alpha scores are also
included in the results sections.

Significance Testing

All four scales were tested for significant differences across states, and between each state and the
national average. Fach state’s scale score was compared with the average scale score across all
other states (not including that state). A conservative cutoff point (p>=0.01) was used to
determine significant differences. These results are displayed below in table and map formats.

Analysis of variance is a collection of techniques used to test for differences among more than two
groups. Post hoc (multiple comparison) tests provide information about which groups are
different from each other. One such analysis, called Tukey’s test, was performed to determine
“homogeneous subsets” of results, i.e., groups of states that are not significantly different from one
another. Subsets are arranged by column and labeled with a number at the top of each column.
Scores that fall in the same subsets are not significantly different.

VI. Results: Demographic Characteristics of
Respondents

First, we present descriptive information about the sample of respondents. Seventeen states plus
the Regional Center of Orange County administered the consumer survey in the first cycle of
2002-2003 and together conducted a total of 9552 interviews. The participating states represented
are: AL, CA — Regional Center Orange County (RCOC), CT, DE, HI, IA, IN, KY, ME, NC, OK,
PA, RI, SC, SD, VT, WV and WY. Respondent characteristics are summarized in the following
tables.
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Table 3. Gender

N % Male % Female

AL 295 55.9 44.1
RCOC 597 57.8 42.2
CT 405 55.3 447
DE 290 47.2 52.8

HI 487 51.7 48.3

IN 789 53.1 46.9

IA 819 55.7 44.3

KY 510 56.1 43.9
ME 414 51.7 48.3
NC 664 54.8 45.2
OK 407 59.0 41.0
PA 1342 51.6 48.4

RI 406 56.4 43.6

SC 582 59.8 40.2
SD 533 57.2 42.8
VT 273 53.1 46.9
wv 278 47.5 525
wy 406 56.2 43.8
TOTAL 9497 54.6 45.4
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Table 4. Race

%

% Native

American % Hawaiian
Indian or Black or & Other % %
Alaska % African Pacific % % Mixed Don't
N Native Asian® American Islander White Other Race Know
AL 295 0.0 0.7 33.6 0.0 64.7 0.3 0.0 0.7
RCOC 599 1.0 8.7 2.7 0.8 65.6 19.0 1.3 0.8
CT 405 0.0 0.2 10.4 0.2 82.0 5.9 1.2 0.0
DE 290 0.0 0.3 24.8 0.0 71.0 3.4 0.3 0.0
HI 487 0.2 - 1.2 57.9 16.2 4.3 19.7 0.4
IN 792 0.8 0.1 1.6 2.0 94.1 1.0 0.1 0.3
1A 819 0.6 0.1 8.7 0.1 89.4 0.7 0.4 0.0
KY 510 0.0 0.8 7.8 0.0 90.8 0.2 0.4 0.0

ME Not available

NC 664 1.2 0.8 34.9 0.0 61.4 1.1 0.