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EXECUTIVE SUMMARY

Introduction
The purpose of the Long-Term Services and Supports Quality Review (LTSSQR) is to describe the perceived quality of long-term services and supports administered by the Texas Department of Aging and Disability Services (DADS) and trends in long-term services and supports over time.  Perceived quality and trends over time were obtained by examining responses people who receive long-term services and supports gave to one of two surveys: the National Core Indicators (NCI) survey or the Participant Experience Survey (PES).  Statistical analyses were performed to examine differences in perceived quality or trends across programs or years.  Data presented in LTSSQR 2010 include general observations made in 2010 and statistically significant findings within a program or across years.  The current report presents data for the following programs:

· Community-Based Alternatives (CBA)

· Community Living Assistance and Support Services (CLASS)

· Consolidated Waiver Program (CWP)

· Deaf Blind with Multiple Disabilities (DBMD)

· Home and Community-Based Services (HCS)

· Large Intermediate Care Facilities for Persons with MR (ICF/MR)

· Small or Medium ICF/MR

· State Supported Living Centers (SSLC)

· Texas Home Living Waiver (TxHmL)

Methods

LTSSQR 2010 reports on data collected from 5,332 adults who participated in face-to-face NCI or PES interviews from December 2008 to March 2009.  Responses were totaled by question then frequencies and percents were calculated by program and year.  Data were said to be statistically significant if the probability of a difference between two values being compared was due to chance at least 1 time out of 100 times (p(.01). 

Findings

The following improvements in services and supports were observed across programs:

· Long-term services and supports facilitate personal goals, health, and well-being;

· Most people received the services they needed and were satisfied with information about how to access services and support;

· At least three out of four people reported feeling happy;

· Access to transportation;

· Autonomy to use the phone whenever the person wanted;
 
· Choice to decide how to spend free time;
 and
· An increased percentage of people participated in self-advocacy activities.

The following opportunities for improvement were observed across programs:

· Job opportunities in the community;

· Community inclusion;
· Feeling lonely often;
 this finding was consistent with a 2007 study on people from five states who reported feeling lonely often (Stancliffe et al., 2007).
  The study’s authors suggested that increasing social contact and compatibility with roommates, decreasing fear with where one lives, and increasing choice with where and with whom one lives with
 may help address loneliness;

· Access to timely preventive care, in particular, dental and Pap tests for women;

· Autonomy to take risks;

· Choice of staff
 or case manager;

· Control over transportation
 and spending money;
 and

· Privacy when visiting with guests.

Two programs that offer the Consumer-Directed Services (CDS) option were included in LTSSQR 2010: CBA and CLASS.  The data suggests that compared to people who did not use CDS, the people who used CDS in either CBA or CLASS:

· Had a higher degree of awareness about choosing the staff that helps them and chose their own staff.

Conclusions
Findings from LTSSQR 2010 suggest that people are satisfied with information about how to access long-term services and supports and receive the services they need.  People also reported that their long-term services and supports helped them achieve their personal goals and support their health and well-being.  In addition, findings from people who use the CDS option suggests that people who direct their services and supports have a high degree of awareness about choosing the staff that helps them and are more likely than people who do not use CDS to choose the staff that helps them. 

The report also suggests specific areas for improving long-term services and supports including improving opportunities for people to have choice, control, and autonomy over their services and supports.  While improving choice, control, and autonomy are broad goals to achieve, LTSSQR 2010 identified specific opportunities to improve long-term services and supports including increasing a person’s autonomy to take risks, having a choice about the staff who helps them, choosing their case managers, having control over their transportation and spending money, and privacy when visiting with guests.  Access to timely preventive care presents another area for improvement.  

LTSSQR is one of several key strategies DADS uses to monitor the quality of long-term services and supports in the state.  In addition to monitoring the quality of services and supports in assisted living facilities, ICFs/MR, SSLCs, and home and community-based waiver programs, DADS uses LTSSQR to inform stakeholders about the status of long-term services and supports, including current observations and trends over time.  DADS will continue to use LTSSQR to monitor the quality of long-term services and supports in Texas to ensure that people will continue to be satisfied with their long-term services and supports provided by the state.

INTRODUCTION

Long-Term Services and Supports Quality Review (LTSSQR)

The purpose of the LTSSQR project is to inform the Texas Legislature, Texas Health and Human Services Commission (HHSC), DADS, and other internal and external stakeholders about the experiences of people who receive long-term services and supports administered by the state.  Since 2005, DADS has contracted with Nurse Aide Competency Evaluation Service (NACES) Plus Foundation, Inc. to conduct interviews with and mail surveys to people who receive long-term services and supports administered by DADS.  The LTSSQR is mandated by the Texas Legislature (2008-2009 General Appropriations Act, Article II, Health and Human Services, DADS, 80th Regular Session, 2007).  NACES interviewers conduct face-to-face interviews with individuals to find out whether people have choice and control over their services or supports, participate in the community, have relationships, feel safe, have an awareness of and access to services or supports, and are satisfied with their long-term services and supports.  From DADS perspective, the LTSSQR project helps identify areas where improvements have been made over time.  DADS also uses the information to build on existing quality management strategies to address areas for improvement, which in turn aids DADS in meeting its mission, vision, and key responsibilities to the people of Texas.

The Quality Improvement Process

Addressing quality within the various long-term services and supports programs DADS administers includes the basic quality improvement process common to any intervention.  The process includes five basic steps:
 
· Identify problem areas;

· Brainstorm remediation strategies;

· Develop quality intervention activities;

· Measure the impact of the intervention (e.g., LTSSQR project); and

· Evaluate the effectiveness of the intervention.

METHODS

Survey Instruments and Performance Indicators


NCI Consumer Survey

In 2004, the Quality Assurance and Quality Improvement Task Force recommended that DADS join the NCI Project and use the NCI tool to gauge the experiences of people with intellectual and developmental disabilities who receive long-term services and supports in Texas.  NCI is a collaboration among participating National Association of State Directors of Developmental Disability Services (NASDDDS), member state agencies (including Texas), and the Human Services Research Institute (HSRI).  The goal of the NCI Project is to develop a systematic approach to performance and outcome measurement.
  DADS has used the NCI Consumer Survey to report on the delivery of long-term services and supports from the participants’ perspective in annual LTSSQR reports since 2005.  Table 1 displays utilization of the NCI tool by program in 2010. 


NCI
LTSSQR 2010 reports on indicators related to the following domains: Individual Outcomes, System Performance, and Health, Welfare, and Rights. 
  Indicators related to Individual Outcomes address how well long-term services and supports aid adults with developmental disabilities to be employed, participate in their communities, have friends and sustain relationships, and exercise choice and self-determination.  Individual Outcomes indicators also address how satisfied individuals are with their services and supports.  System Performance indicators address service coordination and access to services and supports.  Indicators related to Health, Welfare, and Rights address issues related to an individual’s safety, health, and rights and respect for the person.


PES: Elderly/Disabled Version

In addition to the NCI tool, the PES was used to obtain information about program participants’ experience with long-term services and supports they receive under the Medicaid Home and Community-Based Services (HCBS) waivers.  Whereas the NCI Consumer Survey was designed to assess participant experiences of people who have intellectual and developmental disabilities, the PES was designed to assess participant experiences of adults with physical disabilities and seniors.  Table 1 includes utilization of the PES tool by program.


Performance Indicators
The PES provides indicators of program participants’ experience in four priority areas:

· Access to Care: Are program participants’ needs for personal assistance, adaptive equipment, and case manager access being met?

· Choice and Control: Do program participants have input into the types of services they receive and who provides them?

· Respect/Dignity: Are program participants treated with respect by providers?

· Community Integration/Inclusion: Do program participants participate in activities and events of their choice outside their homes when they want to? 

Long-Term Services and Supports Programs Included in LTSSQR 2010
LTSSQR 2010 includes results from face-to-face interviews that were held with adults (age ( 18) who receive long-term services and supports through one of six community services and supports waiver programs, ICFs/MR, or SSLCs.  The following community services and supports waiver programs were included in 2009: CBA, CLASS, CWP, DBMD, HCS, and TxHmL.  A description of services and supports provided by each program is provided in Appendix A.  Demographic data for people enrolled in each program, for each year data were collected, are presented in Appendix B.
Survey Tool Used by Program and Year
The programs surveyed, instrument used, and data analyzed for LTSSQR 2010, are summarized in Table 1.  

Table 1 - Survey Instrument Used and Data Analyzed by Program in 2010
	Programs included in LTSSQR 2010
	Survey Instrument Used
	Data Analyzed in 2010

	
	
	2005
	2006
	2007
	2008
	2009

	Community Services and Supports Waiver Programs
	CBA
	PES
	(
	(
	
	(
	(

	
	CLASS
	NCI
	(
	(
	
	(
	(

	
	CWP
	
	(
	(
	
	
	(

	
	DBMD
	
	(
	(
	
	
	(

	
	HCS
	
	(
	(
	(
	
	(

	
	TxHmL
	
	(
	(
	
	
	(

	ICF/MR (Large and Small/Medium)
	
	(
	(
	(
	(
	(

	SSLC
	
	(
	(
	(
	(
	(


Sample Selection

The number of people enrolled, face-to-face interviews conducted, and number of valid surveys analyzed by program, is presented in Table 2.  

Table 2 - Number Enrolled, Number of Interviews, and Number of Surveys Analyzed by Program

	Programs included in LTSSQR 2010
	Number enrolled in program
	Face-to-face interviews conducted
	Number of valid surveys analyzed

	Community Services and Supports Waiver Programs
	 CBA CDS
	88
	74
	74

	
	CBA Non-CDS
	24,355
	362
	362

	
	 CLASS CDS
	828
	387
	382

	
	 CLASS Non-CDS
	1,226
	447
	440

	
	CWP
	127
	114
	112

	
	DBMD
	143
	119
	118

	
	HCS
	12,833
	616
	592

	
	TxHmL
	1,263
	387
	373

	ICF/MR
	Small and medium
	4,892
	818
	765

	
	Large
	1,184
	528
	507

	SSLC
	4,589
	1,480
	1,453

	Total
	51,528
	5,332
	5,178


Responses to Survey Questions Are Obtained by Face-to-Face Interviews or Mailed Surveys

Since 2005, DADS has contracted with NACES to interview in-person or survey by mail people receiving long-term services and supports.  From December 2008 to March 2009, NACES conducted face-to-face interviews with 5,332 individuals for LTSSQR 2010 (Table 2).  DADS staff trains NACES interviewers to use the NCI and PES tools prior to in-person interviews or mail-in surveys each year.


Persons Allowed to Respond to Survey Questions

Appendix C presents a table of persons that were allowed to respond to questions on either the NCI or PES survey by survey question reported in LTSSQR 2010.  Some questions on the NCI survey only allow responses from the person receiving services that were collected in a face-to-face interview.  Other questions on the NCI and each question on the PES allowed responses that were collected either in-person or by phone from the person or someone who knew the person well (e.g., advocate, parent, guardian, personal representative, relative, or staff who helps the person).  For questions where someone else is allowed to respond, NACES interviewers are trained to ask the person receiving services first but if the person does not respond for whatever reason then interviewers are allowed to ask someone who knows the person well to respond to the question.  Responses to questions about employment or day activities or preventive medical care could be provided by the case manager or service coordinator on either the NCI or PES survey.


Data Analysis

Of the 5,332 surveys returned, 5,178 were validated and analyzed for LTSSQR 2010 (Table 2).  One-hundred and fifty four surveys were found to be invalid and were not utilized in data analyses.  Reasons for invalid data include: (a) the person receiving long-term services and supports responded to less than half of the questions on the NCI tool, (b) the interviewer recorded that the person did not understand the question(s) being asked, or (c) the interviewer recorded that the person gave inconsistent responses.
  

Statistical Tests for Differences

Data reported in LTSSQR 2010 are said to be statistically significant when p(.01.  P-values are probabilities that range from 0 to 1.  In the current report, one assumes that the average of each group being compared is the same, and that any difference observed between the groups is due to random sampling or to a true difference.  For example, if p(.01, then there is a 99% chance that the groups being compared are different, and a 1% chance that the difference observed between the groups is due to random sampling, or chance.  The probability p(.01 was used instead of the less rigorous p(.05 because of the large number of comparisons and the lack of a priori
 hypotheses about outcomes.  Note that a statistically significant difference does not mean the difference is necessarily large or important, it simply means that there is statistical evidence that the groups being compared likely occurred because of a real event and not due to chance.  In short, statistical tests for differences tell one how likely the event observed was true.

FINDINGS

How the Findings are presented in LTSSQR 2010

Findings are Presented by NCI Domain and Indicator

Findings in the report are presented by NCI domain and indicator in the following order: 
· Individual Outcomes

· Employment or Day Activity

· Community Inclusion

· Choice and Decision-Making

· Relationships

· Satisfaction

· System Performance

· Service Coordination

· Access to Services and Supports

· Health, Welfare, and Rights
· Safety

· Health

· Rights and Respect

· Individual Outcomes - Self-Determination: Consumer Directed Services (CDS)

Self-Determination: CDS Data are presented last
Even though information about self-determination, as measured by use of the CDS option to direct one’s services, is a sub-domain of Individual Outcomes, data about self-determination is presented last because unlike the other indicators where percentages are presented by program, this section of the report examines differences between people who use CDS and people who do not within the CBA or CLASS program.  This section is also presented last because it includes data about principles related to System Performance and Health, Welfare, and Rights, which needed to be described before they were discussed in the Self-Determination section.

Data Collected Using the PES are Presented within the Relevant NCI Domain and Indicator
Data collected from people who receive services from the CBA program using the PES are incorporated into the NCI domain and indicator framework (i.e., Individual Outcomes, System Performance, and Health, Welfare and Rights). 

Non-CDS Data are presented in Each Section except Self-Determination

With the exception of the Self-Determination section, only non-CDS data are presented for the CBA and CLASS programs throughout the report because the data suggest people who use the CDS option are different from people who do not use CDS to direct their services: people who use CDS had greater autonomy over their services and supports and were more likely to participate in community activities.  Therefore, to make the CBA and CLASS program data more similar to the other programs, only non-CDS data are presented in each section except the Self-Determination section.


How to Interpret Trend Data
Data are presented as percentages in data tables throughout the report.  Each percent represents the percentage of people who responded to a question on the survey in a particular way.  For example, in Table 3, the data show that in 2006, 11% of people in the CLASS program (who did not use the CDS option) reported that they had a paid job in a community-based setting during the past month.  In addition to percentages, in the last column of each table, the trend from the first to the last year data was collected is provided.  Statistical analyses were done to examine linear trends over time (i.e., trends that form a straight line) when two or more years of data were available.  When the trend was found to be statistically significant (i.e., an increase or decrease occurred due to a real event and not due to chance), an asterisk denotes the statistical finding, and the “p-value” is provided below the data table.  Linear trends from the first to the last year data were available are indicated with arrows in the last column of each table where trends are reported.  Arrows pointing upward (() represent an increase of 5% or more from the first to the last year data were collected.  Arrows pointing downward (() represent a decrease of 5% or more from the first to the last year data were collected.  Arrows that point left-right (() represent a stable trend where the percentage from the first to the last year data were collected was 5% or less.  
Special Note: Readers are cautioned against comparing findings from one program to another because in some cases, differences between programs may be a reflection of how a program is administered as opposed to differences between the way people from different programs responded.
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Individual Outcomes: Employment or Day Activity
Background

Research suggests employment is beneficial for people with disabilities because being employed reduces the economic and social disparities people with disabilities face, and helps them gain economic security and become more fully integrated and engaged in mainstream society.
  However, studies also suggest that of the 17% of working-age people who have a disability, only about half (9%) are employed in a given month compared to about 80% of working-age people without disabilities.
  Studies further suggest that low employment rates contribute to lower levels of household income and higher rates of poverty among people with disabilities.
  In addition, people with disabilities earn 10%-25% less on average that otherwise-comparable people without disabilities.
  This section of the report focuses on community or facility-based paid or unpaid activities and barriers to employment.
Findings 
Note that 2005 data are only reported for some questions because questions about employment or daily activities were only added to the NCI and PES beginning in 2006.

Community-Based Employment/Other Day Activity

Had a paid job in a community-based setting during the past month
Data about whether people had a paid job in a community-based setting (e.g., competitive or supported employment, enclave, or work crew) were collected from 2006 to 2009.  The data indicate that in 2009, less than 13% of people had a paid job in the community (Table 3).  Also, with the exception of people who reside in small or medium ICFs/MR or SSLCs, the percentage of people who reported having a paid job in a community-based setting has remained the same from 2006 to 2009 (Table 3, last column).  When complex statistical tests were done that accounted for more than just a change in percent from 2006 to 2009, the results suggested that even though the difference in the percentage of people who reported having a paid job in the community decreased by 5% or less (suggesting no change over time), a decline among people who resided in either small or medium ICFs/MR or SSLCs very likely occurred (statistically significant at p<.001).

Table 3 - Had a Paid Job in a Community-Based Setting during the Past Month
	
	Percent (%)

	Program
	2006
	2007
	2008
	2009
	Change from 2006-2009

	CLASS (non-CDS)
	11
	Not surveyed
	7
	8
	(

	CWP
	5
	Not surveyed
	Not surveyed
	6
	(

	DBMD
	10
	Not surveyed
	Not surveyed
	8
	(

	HCS
	12
	13
	Not surveyed
	12
	(

	Large ICFs/MR
	4
	4
	3
	4
	(

	Small or Medium ICFs/MR
	13
	27
	15
	11
	(*

	SSLCs
	7
	4
	2
	2
	(*

	TxHmL
	16
	Not surveyed
	Not surveyed
	12
	(


Not surveyed: Program not selected during survey year; *p<.001

Worked 10 out of the last 12 months in a community job
When people were asked whether they worked in a community job 10 out of the last 12 months, the percentage of people who received services from CBA (non-CDS) or CLASS (non-CDS) or who resided in small, medium, or large ICFs/MR did not change from 2006 to 2009 (Table 4).  The percentage of people who reported having a job in the community during the past 10 of 12 months increased among people who receive services from either the DBMD, HCS, or TxHmL program.  Statistical tests for differences revealed that the increase in the percentage of people who received services from the HCS program very likely occurred because of a real event (statistically significant at p<.001).  A decline in the percentage of people who resided in SSLCs who reported having a job in the community for 10 out of the past 12 months was observed from 2006 to 2009. 
Table 4 - Worked at a Job in the Community 10 Out of the Past 12 Months
	
	Percent (%)

	Program
	2006
	2007
	2008
	2009
	Change from 2006-2009

	CBA (non-CDS)
	0
	Not surveyed
	0
	0
	(

	CLASS (non-CDS)
	22
	Not surveyed
	11
	18
	(

	CWP
	3
	Not surveyed
	Not surveyed
	No data
	No data

	DBMD
	12
	Not surveyed
	Not surveyed
	37
	(

	HCS
	26
	16
	Not surveyed
	40
	(*

	Large ICFs/MR
	14
	6
	5
	9
	(

	Small or Medium ICFs/MR
	31
	29
	23
	31
	(

	SSLCs
	16
	4
	6
	6
	(

	TxHmL
	20
	Not surveyed
	Not surveyed
	33
	(


Not surveyed: Program not selected during survey year; No data: Data not reported because less than 30 people responded so the data is unreliable.  *p<.001

Participated in an unpaid activity in a community-based setting during the past month
From 2006 to 2009, the percentage of people who reported volunteering or participating in skills training or some other unpaid community experience either stayed the same or declined from 2006 to 2009 (Table 5).  In 2009, less than 20% of people in any program reported participating in an unpaid community-based activity.
Table 5 - Participated in an Unpaid Activity in a Community-Based Setting during the Past Month
	
	Percent (%)

	Program
	2006
	2007
	2008
	2009
	Change from 2006-2009

	CBA (non-CDS)
	No data
	Not surveyed
	No data
	No data
	No data

	CLASS (non-CDS)
	3
	Not surveyed
	2
	3
	(

	CWP
	15
	Not surveyed
	Not surveyed
	19
	(

	DBMD
	35
	Not surveyed
	Not surveyed
	15
	(

	HCS
	21
	13
	Not surveyed
	9
	(

	Large ICFs/MR
	10
	21
	14
	5
	(

	Small or Medium ICFs/MR
	14
	6
	11
	6
	(

	SSLCs
	4
	7
	6
	7
	(

	TxHmL
	13
	Not surveyed
	Not surveyed
	5
	(


No data: Data not reported because less than 30 people responded so the data is unreliable; Not surveyed: Program not selected during survey year.
Facility-Based Employment/Other Day Activity

Paid for work performed in a facility-based setting during the past month
The percentage of people who reported being paid for work performed in a facility-based setting (e.g., workshop or activity center) either remained unchanged or declined from 2006 to 2009 (Table 6).  Among people who resided in SSLCs, 40% reported being paid for work performed in a facility-based setting in 2009.  People that lived in small or medium ICFs/MR were twice as likely as people that reside in large ICFs/MR to report being paid for work performed in a facility-based setting during the past month in 2009 (26% vs. 13% respectively).  Less than 8% of people in the remaining programs were paid for work performed in a facility-based setting in 2009.
Table 6 - Paid for Work Performed in a Facility-Based Setting during the Past Month
	
	Percent (%)

	Program
	2006
	2007
	2008
	2009
	Change from 2006-2009

	CBA (non-CDS)
	1
	Not surveyed
	0
	0
	(

	CLASS (non-CDS)
	1
	Not surveyed
	1
	1
	(

	CWP
	1
	Not surveyed
	Not surveyed
	6
	(

	DBMD
	8
	Not surveyed
	Not surveyed
	2
	(

	HCS
	14
	7
	Not surveyed
	8
	(

	Large ICFs/MR
	16
	14
	23
	13
	(

	Small or Medium ICFs/MR
	27
	25
	27
	26
	(

	SSLCs
	37
	41
	46
	40
	(

	TxHmL
	13
	Not surveyed
	Not surveyed
	6
	(


Not surveyed: Program not selected during survey year.
Wanted to Work or Attend a Day Program: CBA (non-CDS) Only

Wanted to work or attend a day program outside the home: CBA (non-CDS) only
Data is only presented for people enrolled in CBA (non-CDS) because questions about wanting to work or participate in a day program were only included on the PES, not the NCI survey.  Table 7 shows that the percentage of people who reported currently working or attending a day program outside the home, or wanting to attend a day program outside the home has remained the same from 2005 to 2009.  The percentage of people who reported wanting to work has decreased by more than half from 2005 (31%) to 2009 (12%).

Table 7 - Wanted to Work or Attend Day Program Outside the Home: CBA (non-CDS) Only
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	Currently working
	1
	0
	Not surveyed
	1
	1
	(

	Wants to work
	31
	31
	Not surveyed
	16
	12
	(

	Attends day program outside the home
	7
	9
	Not surveyed
	6
	7
	(

	Wants to attend day program outside the home
	Not asked
	No asked
	Not surveyed
	17
	15
	(


Not surveyed: Program not selected during survey year; Not asked: This question was not asked during survey year.

Barriers to Employment
This section reports on potential barriers to employment.  Even though data were only collected for two years (2008 and 2009), percentages and trends (i.e., change in percentages from 2008 to 2009) are presented to provide the scope and direction of each issue including transportation, training or education, lack of job coaching or supports, the effect of work on benefits, and lack of job opportunities.  Data are not presented for CBA because questions about barriers to employment were not included on the PES.  Also note that data are not presented for DBMD because too few people responded to questions about barriers to employment so the data for DBMD are unreliable (i.e., the data could vary from year to year due just to chance).

Transportation keeps person from working in the community
Data collected in 2008 and 2009 suggest that less than 10% of people perceived transportation as a barrier to working in the community (Table 8).  Also, with the exception of people that resided in small or medium ICFs/MR, there has been no change in the percentage of people who reported that transportation was a barrier to working in the community.  More complex analyses revealed that even though the percentage of people who resided in small or medium ICFs/MR only increased by 3% from 2008 to 2009, the likelihood that the increase was real was high (statistically significant at p<.01).  
Table 8 - Transportation Kept Person From Working at a Job in the Community
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2008-2009

	CLASS (non-CDS)
	5
	7
	(

	CWP
	Not surveyed
	5
	No trend

	HCS
	Not surveyed
	6
	Not trend

	Large ICFs/MR
	5
	4
	(

	Small or Medium ICFs/MR
	0
	3
	(*

	SSLCs
	1
	5
	(

	TxHmL
	Not surveyed
	9
	No trend


Not surveyed: Program not selected during survey year; No trend: Trend was not presented because only one year of data is available.  *p<.01

Training or education kept person from working in the community
When asked whether training or education kept people from working in the community, in 2009 less than 19% of people reported that training or education was a barrier to employment in the community (Table 9).  Also, of the four programs where data were collected for the past two years, the percentage of people who reported that training or education was a barrier to working in the community did not change among people who received services from the CLASS program or people who resided in large ICFs/MR from 2008 to 2009.  Increases were observed among people who resided in small or medium ICFs/MR or SSLCs.  Additional statistical analyses revealed that the increase among people who resided in small or medium ICFs/MR very likely occurred (statistically significant at p<.001).
Table 9 - Training or Education Kept Person From Working at a Job in the Community
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2008-2009

	CLASS (non-CDS)
	18
	18
	(

	CWP
	Not surveyed
	9
	No trend

	HCS
	Not surveyed
	18
	No trend

	Large ICFs/MR
	5
	6
	(

	Small or Medium ICFs/MR
	5
	15
	(*

	SSLCs
	3
	13
	(

	TxHmL
	Not surveyed
	12
	No trend


Not surveyed: Program not selected during survey year; No trend: Trend was not presented because only one year of data is available.  *p<.001

Lack of job coaching or supports kept person from working in the community
In 2009, less than 9% of people reported that a lack of job coaching or supports kept them from working in the community (Table 10).  No change was observed among people who received services from CLASS (non-CDS) or people who resided in small or medium or large ICFs/MR or SSLCs.  
Table 10 - Lack of Job Coaching or Supports Kept Person from Working at a Job in the Community
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2008-2009

	CLASS (non-CDS)
	11
	7
	(

	CWP
	Not surveyed
	0
	No trend

	HCS
	Not surveyed
	8
	No trend

	Large ICFs/MR
	2
	2
	(

	Small or Medium ICFs/MR
	3
	5
	(

	SSLCs
	1
	4
	(

	TxHmL
	Not surveyed
	6
	No trend


Not surveyed: Program not selected during survey year; Not asked: This question was not asked during survey year; No trend: Trend was not presented because only one year of data is available.

Working would affect benefits
In 2009, less than 4% of people reported that working would affect their benefits (Table 11).  No change in the percentage of people who reported that working would affect their benefits was observed from 2008 to 2009.  While a third year of data would help when looking at trends, in general, the data suggest the effect working would have on benefits is not a significant barrier to employment in the community.

Table 11 - Working Would Affect Benefits
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2008-2009

	CLASS (non-CDS)
	6
	3
	(

	CWP
	Not surveyed
	2
	No trend

	HCS
	Not surveyed
	1
	No trend

	Large ICFs/MR
	1
	0
	(

	Small or Medium ICFs/MR
	1
	1
	(

	SSLCs
	0
	1
	(

	TxHmL
	Not surveyed
	3
	No trend


Not surveyed: Program not selected during survey year; No trend: Trend is not presented because only one year of data is available.

Lack of job opportunities kept person from working at a job in the community
In 2009, 13%-21% of people reported that a lack of job opportunities is a barrier to employment in the community.  A lower percentage of people enrolled in CLASS reported that a lack of job opportunities kept them from working in the community in 2009 compared to 2008.  An increase was observed among people who resided in small, medium, or large ICFs/MR (Table 12).  No change was observed among people who resided in SSLCs.

Table 12 - Lack of Job Opportunities Kept Person from Working at a Job in the Community
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2008-2009

	CLASS (non-CDS)
	23
	16
	(

	CWP
	Not surveyed
	21
	No trend

	HCS
	Not surveyed
	16
	No trend

	Large ICFs/MR
	5
	15
	(

	Small or Medium ICFs/MR
	5
	17
	(

	SSLCs
	6
	16
	(

	TxHmL
	Not surveyed
	13
	No trend


Not surveyed: Program not selected during survey year; No trend: Trend was not presented because only one year of data is available.
Did Not Receive Employment Supports or Day Services

Person did not receive employment support or day services
Data about whether people received employment support or day services varied by year and program (Table 13).  Among people that resided in large ICFs/MR, the percentage of people who reported not receiving employment support or services has not changed from 2006 to 2009.  Declines were observed among people who received services from the CBA (non-CDS), CLASS (non-CDS), CWP, or DBMD programs or people who resided in SSLCs.  Increases were observed among people who received services from the HCS or TxHmL program and among people who reside in small or medium ICFs/MR.
Table 13 - Did Not Receive Employment Support or Day Services
	
	Percent (%)
	

	Program
	2006
	2007
	2008
	2009
	Change from 2006-2009

	CBA (non-CDS)
	74
	Not surveyed
	27
	43
	(

	CLASS (non-CDS)
	77
	Not surveyed
	42
	62
	(

	CWP
	71
	Not surveyed
	Not surveyed
	54
	(

	DBMD
	29
	Not surveyed
	Not surveyed
	28
	(

	HCS
	22
	36
	Not surveyed
	37
	(

	Large ICFs/MR
	28
	42
	9
	24
	(

	Small or Medium ICFs/MR
	16
	28
	2
	33
	(

	SSLCs
	17
	17
	5
	11
	(

	TxHmL
	43
	Not surveyed
	Not surveyed
	50
	(


Not surveyed: Program not selected during survey year.
Summary
Data collected in 2009 support studies which have shown that employment among people with disabilities is low.  In 2009, less than 13% of people reported having a paid job in the community.  The data also suggest the percentage of people who had a paid job in the community has either stayed the same or declined over time.  Like employment, participation in unpaid community activities has also either remained about the same (20% or less in 2009) or has declined over time.  Since studies suggest employment improves economic and social disparities between people who have disabilities and those who do not, the data suggest providing job opportunities, training, and education may help improve outcomes for people with disabilities.  Also, since participation in community activities increases one’s social competence
, increased opportunities to engage in unpaid community activities is also an area for improving individual outcomes.
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Individual Outcomes: Community Inclusion
Background

Research suggests inclusion in one’s community improves outcomes for people with disabilities, including the likelihood of having a job, getting married, having children, and owning a home.
  In LTSSQR 2010, community inclusion is measured by the percentage of people who reported taking part in everyday activities in the community during the past 30 days.  This section of the report describes findings related to inclusion in community activities including: shopping, running errands or going to appointments, going out for entertainment, eating out, attending a religious service, and going out for exercise.
Findings 
Data are not presented for the CBA program because questions about community inclusion were not included on the PES.

Took Part in Everyday Community Activities

Went shopping during the past 30 days
The percentage of people who reported going shopping in the community has declined over time (Table 14, last column).  Additional statistical tests revealed that the decline is likely due to a real event and not due to chance among people who receive services from the following programs: CLASS, HCS, large ICFs/MR, small or medium ICFs/MR, SSLCs, and TxHmL (i.e., the decline was statistically significant at p<.01 or p<.0001).  In 2009, 58% to 90% of people reported going shopping during the past 30 days.
Table 14 - Went Shopping During the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	92
	91
	Not surveyed
	89
	80
	(*

	CWP
	92
	86
	Not surveyed
	Not surveyed
	81
	(

	DBMD
	88
	88
	Not surveyed
	Not surveyed
	77
	(

	HCS
	94
	91
	93
	Not surveyed
	88
	(**

	Large ICFs/MR
	96
	84
	87
	78
	73
	(*

	Small or Medium ICFs/MR
	97
	96
	98
	97
	90
	(*

	SSLCs
	67
	66
	75
	79
	58
	(*

	TxHmL
	96
	95
	Not surveyed
	Not surveyed
	90
	(*


Not surveyed: Program not selected during survey year.  *p<.0001; **p<.01

Ran errands or went to an appointment during the past 30 days
The percentage of people who reported running an errand or going to an appointment in the community has declined over time (Table 15, last column).  The decline is likely due to a real effect and not due to chance (i.e., the decline was statistically significant at p<.0001 or p<.001).  In 2009, 67%-90% of people reported running an errand or going to an appointment during the past 30 days.  

Table 15 - Ran Errands or Went to an Appointment during the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	97
	98
	Not surveyed
	99
	81
	(*

	CWP
	100
	96
	Not surveyed
	Not surveyed
	78
	(*

	DBMD
	98
	100
	Not surveyed
	Not surveyed
	90
	(**

	HCS
	97
	98
	99
	Not surveyed
	85
	(*

	Large ICFs/MR
	94
	99
	97
	95
	80
	(*

	Small or Medium ICFs/MR
	99
	99
	99
	100
	90
	(*

	SSLCs
	89
	95
	98
	97
	67
	(*

	TxHmL
	99
	99
	Not surveyed
	Not surveyed
	83
	(*


Not surveyed: Program not selected during survey year.  *p<.0001; **p<.001

Went out for entertainment during the past 30 days
At least half of all the people who responded to the NCI survey reported going out for entertainment in 2009.  Also, with the exception of people enrolled in DBMD, the percentage of people who reported going out for entertainment has declined from 2005 to 2009 (Table 16, last column).  The decline among people who receive services from the CLASS, HCS, or TxHmL program or reside in a small, medium, or large ICF/MR, or SSLC likely occurred due to a true decline and not to chance (i.e., the decline was statistically significant at p<.0001).

Table 16 - Went Out for Entertainment during the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	85
	82
	Not surveyed
	86
	65
	(*

	CWP
	78
	59
	Not surveyed
	Not surveyed
	56
	(

	DBMD
	79
	88
	Not surveyed
	Not surveyed
	75
	(

	HCS
	90
	87
	90
	Not surveyed
	76
	(*

	Large ICFs/MR
	94
	85
	87
	85
	69
	(*

	Small or Medium ICFs/MR
	94
	95
	93
	93
	82
	(*

	SSLCs
	78
	89
	91
	88
	69
	(*

	TxHmL
	84
	86
	Not surveyed
	Not surveyed
	69
	(*


Not surveyed: Program not selected during survey year.  *p<.0001

Went out to eat during the past 30 days
The percentage of people who reported going out to eat has declined among people who receive long-term services and supports from 2005 to 2009 and was statistically significant among the following programs: DBMD, HCS, large ICFs/MR, small or medium ICFs/MR, SSLCs, and TxHmL.  In 2009, less than half of everyone who resided in SSLCs reported going out to eat.  At most, 88% of people reported going out to eat in 2009 (Table 17).

Table 17 - Went Out to Eat during the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	87
	82
	Not surveyed
	87
	79
	(

	CWP
	88
	77
	Not surveyed
	Not surveyed
	81
	(

	DBMD
	90
	92
	Not surveyed
	Not surveyed
	74
	(*

	HCS
	94
	90
	92
	Not surveyed
	88
	(**

	Large ICFs/MR
	90
	78
	82
	85
	68
	(*

	Small or Medium ICFs/MR
	94
	92
	97
	97
	88
	(**

	SSLCs
	54
	65
	69
	68
	48
	(*

	TxHmL
	92
	94
	Not surveyed
	Not surveyed
	86
	(*


Not surveyed: Program not selected during survey year.  *p<.0001; **p<.001

Went to a religious service during the past 30 days
Similar to other community activities, the percentage of people who reported going to a religious service has also declined over time.  In 2009, between 39% and 67% reported going to religious service (Table 18).

Table 18 - Went to a Religious Service during the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	67
	67
	Not surveyed
	57
	53
	(*

	CWP
	60
	52
	Not surveyed
	Not surveyed
	52
	(

	DBMD
	47
	42
	Not surveyed
	Not surveyed
	39
	(

	HCS
	73
	69
	66
	Not surveyed
	59
	(*

	Large ICFs/MR
	66
	48
	55
	58
	47
	(

	Small or Medium ICFs/MR
	77
	76
	70
	70
	65
	(*

	SSLCs
	79
	79
	85
	84
	67
	(*

	TxHmL
	76
	69
	Not surveyed
	Not surveyed
	60
	(*


Not surveyed: Program not selected during survey year.  *p<.0001

Went Out for Exercise during the past 30 days
The percentage of people who reported going out to exercise has stayed the same for people who receive services from the DBMD program and declined in the remaining programs.  Among people who receive services from CLASS, HCS, or TxHmL programs or who reside in small or medium ICFs/MR or SSLCs, the decline was likely real and not due to chance (i.e., the decline was statistically significant at either p<.0001 or p<.001).  In 2009, between 37% and 83% reported going out for exercise in the community (Table 19).

Table 19 - Went Out for Exercise during the Past 30 Days
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	65
	61
	Not surveyed
	69
	46
	(*

	CWP
	48
	52
	Not surveyed
	Not surveyed
	37
	(

	DBMD
	88
	85
	Not surveyed
	Not surveyed
	83
	(

	HCS
	79
	72
	77
	Not surveyed
	68
	(**

	Large ICFs/MR
	87
	74
	67
	77
	66
	(

	Small or Medium ICFs/MR
	85
	89
	85
	82
	71
	(*

	SSLCs
	65
	72
	70
	73
	46
	(*

	TxHmL
	74
	68
	Not surveyed
	Not surveyed
	61
	(*


Not surveyed: Program not selected during survey year.  *p<.0001; **p<.001
Summary
In general, participation in everyday community activities has declined over time.  Since research suggest social inclusion improves economic and social outcomes for people with disabilities, increasing community inclusion appears to be an area for improvement.
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Individual Outcomes: Choice and Decision-Making
Background

In 2008, Lakin et al. examined data collected from six states using responses from the NCI survey, the same survey used for LTSSQR 2010.
  The study examined choice-making among people who received services from HCBS programs or ICFs/MR and found that persons with mild intellectual and developmental disabilities had significantly more control over their daily schedules and how they spend their free time and spending money than persons with moderate or severe intellectual and developmental disabilities.  Persons with profound intellectual and developmental disabilities had the least amount of control over these everyday choices.  When the size of the residence was taken into account, regardless of disability level, persons who lived in 1-2 person residences had significantly more control over everyday choices than persons who lived in 3-5, 6-8, or 9 or more person residences.  This section of the report presents findings about choice and decision-making related to where people live, their daily schedule or free time, work or day activity, how to use their spending money, and choosing one’s case manager.
Findings 
Home

Chose where they live
With the exception of people who receive services from CWP, the percentage of people who reported choosing where they live either decreased or stayed the same from 2005 to 2009 (Table 23, last column).  In 2009, 3%-39% of people reported choosing where they live.

Table 20 - Person Chose Where They Live
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	45
	44
	Not surveyed
	41
	21
	(*

	CWP
	21
	46
	Not surveyed
	Not surveyed
	39
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	21
	19
	20
	Not surveyed
	15
	(

	Large ICFs/MR
	14
	8
	4
	7
	6
	(

	Small or Medium ICFs/MR
	13
	10
	13
	10
	10
	(

	SSLCs
	5
	2
	2
	2
	3
	(

	TxHmL
	15
	37
	Not surveyed
	Not surveyed
	20
	(


Not surveyed: Program not selected during survey year.   No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.0001

Chose whom they live with
The percentage of people who chose who they live with either decreased or stayed the same from 2005 to 2009 (Table 21).  The decrease among people who received services from the CLASS or TxHmL program or who resided in small, medium, or large ICFs/MR likely occurred due to a true increase and not to chance.  In 2009, 4%-58% of people reported choosing whom they live with.

Table 21 - Person Chose Who They Live With
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	87
	89
	Not surveyed
	67
	33
	(*

	CWP
	60
	86
	Not surveyed
	Not surveyed
	58
	(

	DBMD
	7
	3
	Not surveyed
	Not surveyed
	11
	(

	HCS
	37
	24
	22
	Not surveyed
	24
	(

	Large ICFs/MR
	30
	13
	18
	27
	9
	(*

	Small or Medium ICFs/MR
	19
	14
	21
	16
	11
	(**

	SSLCs
	8
	3
	6
	7
	4
	(

	TxHmL
	82
	88
	Not surveyed
	Not surveyed
	40
	(*


Not surveyed: Program not selected during survey year.  *p<.0001; p<.01

Chose who helps them at home
Findings about choosing who helps the person at home were mixed.  While there was an increase in the percentage of people in DBMD and TxHmL who chose the people that help them at home, decreases were observed among CLASS, CWP, and HCS.  The percentage of people who reported choosing the people who help them at home has remained low among people who reside in ICFs/MR or SSLCs (Table 22, last column).
Table 22 - Person Chose Who Helps Them at Home
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	54
	58
	Not surveyed
	59
	46
	(

	CWP
	52
	50
	Not surveyed
	Not surveyed
	42
	(

	DBMD
	3
	12
	Not surveyed
	Not surveyed
	14
	(

	HCS
	27
	24
	27
	Not surveyed
	16
	(*

	Large ICFs/MR
	11
	5
	11
	17
	7
	(

	Small or Medium ICFs/MR
	8
	11
	11
	9
	6
	(

	SSLCs
	7
	1
	8
	8
	2
	(

	TxHmL
	29
	43
	Not surveyed
	Not surveyed
	35
	(


Not surveyed: Program not selected during survey year.  *p<.001

Decided who came into their home
An increase in the percentage of people who decided who entered their home was observed among people who receive services from CWP (Table 23).  Among other programs, the percentage of people who decided who entered their home either decreased or stayed the same over time.  

Table 23 - Person Decided Who Entered Their Home
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	70
	75
	Not surveyed
	76
	68
	(

	CLASS (non-CDS)
	71
	69
	Not surveyed
	65
	64
	(

	CWP
	54
	64
	Not surveyed
	Not surveyed
	87
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	60
	58
	46
	Not surveyed
	52
	(

	Large ICFs/MR
	50
	47
	35
	52
	48
	(

	Small or Medium ICFs/MR
	61
	54
	35
	35
	41
	(*

	SSLCs
	37
	56
	33
	36
	39
	(

	TxHmL
	63
	63
	Not surveyed
	Not surveyed
	55
	(


Not surveyed: Program not selected during survey year.  No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.0001
Daily Schedule or Free Time

Daily schedule
The percentage of people who decided or had input into their daily schedule has remained the same for five programs, declined in two programs, and increased in one program from 2005 to 2009 (Table 24, last column).  In 2009, up to 54% of people decided or had input on their daily schedule.

Table 24 - Person Decided or Had Input on Their Daily Schedule
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	57
	58
	Not surveyed
	52
	50
	(

	CWP
	45
	53
	Not surveyed
	Not surveyed
	47
	(

	DBMD
	31
	30
	Not surveyed
	Not surveyed
	31
	(

	HCS
	42
	42
	35
	Not surveyed
	37
	(

	Large ICFs/MR
	45
	37
	25
	39
	24
	(*

	Small or Medium ICFs/MR
	25
	30
	24
	26
	26
	(

	SSLCs
	12
	13
	17
	19
	19
	(*

	TxHmL
	56
	56
	Not surveyed
	Not surveyed
	54
	(


Not surveyed: Program not selected during survey year.  *p<.01

Free time
Findings about deciding how to spend one’s free time were mixed.  Some programs experienced increases in the percentage of people who decided how to spend their free time, other programs experienced a decline, and still others experienced no change over time (Table 25, last column).

Table 25 - Person Decided How To Spend Their Free Time
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	63
	61
	Not surveyed
	60
	62
	(

	CWP
	55
	58
	Not surveyed
	Not surveyed
	59
	(

	DBMD
	45
	43
	Not surveyed
	Not surveyed
	62
	(

	HCS
	55
	62
	59
	Not surveyed
	62
	(

	Large ICFs/MR
	69
	63
	45
	58
	53
	(

	Small or Medium ICFs/MR
	50
	66
	76
	59
	66
	(

	SSLCs
	45
	53
	52
	51
	51
	(

	TxHmL
	69
	67
	Not surveyed
	Not surveyed
	65
	(


Not surveyed: Program not selected during survey year. 

Work

Where People Work
The percentage of people who reported choosing where they worked increased among each program except one (SSLCs).  The percentage of people who resided in SSLCs and reported choosing where they work has remained the same from 2005 to 2009 (Table 26, last column).  The increase observed among people who resided in large ICFs/MR or received services from the HCS or TxHmL programs was likely due to a true increase in the percentage of people who chose where they work, not due to an increase by chance.

Table 26 - Person Chose Where They Work
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	36
	36
	Not surveyed
	25
	59
	(

	CWP
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	16
	17
	12
	Not surveyed
	33
	(*

	Large ICFs/MR
	6
	3
	9
	15
	35
	(**

	Small or Medium ICFs/MR
	15
	14
	17
	9
	26
	(

	SSLCs
	12
	3
	3
	6
	15
	(

	TxHmL
	18
	13
	Not surveyed
	Not surveyed
	49
	(**


Not surveyed: Program not selected during survey year.  No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.01; **p<.0001

Chose Who Helps Them at Their Job
With the exception of the TxHmL program, the percentage of people who chose the people who help them at their job has stayed the same over time (Table 27).  In 2009, 8% to 23% of people chose the person or people who help them at their job.

Table 27 - Person Chose Who Helps Them at Their Job
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	25
	32
	Not surveyed
	24
	23
	(

	CWP
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	17
	15
	15
	Not surveyed
	14
	(

	Large ICFs/MR
	14
	2
	9
	21
	15
	(

	Small or Medium ICFs/MR
	15
	15
	13
	10
	13
	(

	SSLCs
	12
	3
	8
	4
	8
	(

	TxHmL
	15
	11
	Not surveyed
	Not surveyed
	9
	(


Not surveyed: Program not selected during survey year.   No data: Fewer than 30 people responded to the question so the data is unreliable.
Day

Chose Where To Go During the Day
Most programs experienced no change in the percentage of people who chose where to go during the day from 2005 to 2009 (Table 28).  In 2009, 8% to 30% of people reported choosing where to go during the day.

Table 28 - Person Chose Where To Go During the Day
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	36
	36
	Not surveyed
	25
	30
	(

	CWP
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	16
	17
	12
	Not surveyed
	18
	(

	Large ICFs/MR
	6
	3
	9
	15
	22
	(*

	Small or Medium ICFs/MR
	15
	14
	17
	9
	13
	(

	SSLCs
	12
	3
	3
	6
	8
	(

	TxHmL
	18
	13
	Not surveyed
	Not surveyed
	23
	(


Not surveyed: Program not selected during survey year. No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.0001

Chose Who Helps Them During the Day
With the exception of the CLASS program, the percentage of people who chose the people who help them during the day declined from 2005 to 2009 (Table 29, last column).  The decrease among people who received services from the HCS program or who resided in small or medium ICFs/MR or SSLCs was likely due to a true event and not due to chance.

Table 29 - Person Chose Who Helps Them during the Day
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	25
	32
	Not surveyed
	24
	22
	(

	CWP
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	17
	15
	15
	Not surveyed
	9
	(*

	Large ICFs/MR
	14
	2
	9
	21
	8
	(

	Small or Medium ICFs/MR
	15
	15
	13
	10
	5
	(*

	SSLCs
	12
	3
	8
	4
	2
	(*

	TxHmL
	15
	11
	Not surveyed
	Not surveyed
	6
	(


Not surveyed: Program not selected during survey year.  No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.0001
Spending Money

Chose What to Buy with Spending Money
For most programs, the percentage of people who reported choosing what to buy with their spending money decreased from 2005 to 2009 (Table 30).  However, an increase in the percentage of people who chose what to buy with their spending money was observed among people who received services from either the CWP or TxHmL program.

Table 30 - Person Chose What to Buy with Spending Money
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	60
	61
	Not surveyed
	52
	50
	(*

	CWP
	53
	61
	Not surveyed
	Not surveyed
	60
	(

	DBMD
	35
	40
	Not surveyed
	Not surveyed
	28
	(

	HCS
	63
	61
	47
	Not surveyed
	45
	(*

	Large ICFs/MR
	80
	45
	46
	53
	55
	(

	Small or Medium ICFs/MR
	73
	73
	83
	60
	57
	(**

	SSLCs
	49
	43
	41
	39
	37
	(**

	TxHmL
	18
	29
	Not surveyed
	Not surveyed
	33
	(


Not surveyed: Program not selected during survey year.  *p<.001; **p<.0001
Case Manager

Chose Case Manager
The percentage of people who reported choosing their case manager has remained low over time (Table 31).  Among people who received services from the TxHmL program, the decline in the percentage of people who reported choosing their case manager was likely due to a true decline and not a decline due to chance.
Table 31 - Person Chose Their Case Manager
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	6
	1
	Not surveyed
	4
	6
	(

	CWP
	4
	6
	Not surveyed
	Not surveyed
	3
	(

	DBMD
	0
	3
	Not surveyed
	Not surveyed
	2
	(

	HCS
	10
	8
	11
	Not surveyed
	5
	(

	Large ICFs/MR
	9
	4
	9
	11
	4
	(

	Small or Medium ICFs/MR
	6
	7
	7
	7
	3
	(

	SSLCs
	4
	1
	1
	2
	1
	(

	TxHmL
	11
	4
	Not surveyed
	Not surveyed
	4
	(*


Not surveyed: Program not selected during survey year.  *<.01
Summary
The findings support research reported by Lakin et al. (2008) which showed that regardless of disability level or residence size, persons with disabilities have less control over support-related choices (e.g., choosing the people that help them or their case manager) than everyday choices (e.g., deciding who enters their home or how to spend their free time).
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Inidividual Outcomes: Relationships
Background

Relationships are as important to people that have disabilities as they are to people who do not have disabilities.
  This section of the report asks about whether people had friends, could have relationships, helped other people, or felt lonely.  In the 1993 report, “Unlikely Alliances: Friendships & People with Developmental Disabilities,” sponsored in part by the National Institute on Disability & Rehabilitation Research and the University of Minnesota Institute on Community Integration, a woman’s description of “the powerful ordinariness of friendship” is recounted36:
As I’ve got older, I’ve got few friends and lots of acquaintances.  A friend is one who knows all about you and loves you just the same; A friend to me is someone really special.  Even if we don’t see each other for years we can pick up where we’ve left off.  I’ve got one friend I’ve known for 34 years.

Findings 
Helped Other People

Person got to help other people
The percentage of people who got to help others varied by program: at least 42%, and up to 92% of people reported getting to help other people in 2009 (Table 32).  An increasing percentage of people who received services from CWP or DBMD, or who reside in large ICFs/MR, reported getting to help other people.  The percentage who reported getting to help other people declined among people enrolled in the CLASS or TxHmL program.

Table 32 - Person Got to Help Other People
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	43
	36
	Not surveyed
	37
	42
	(

	CLASS (non-CDS)
	77
	73
	Not surveyed
	66
	71
	(

	CWP
	72
	62
	Not surveyed
	Not surveyed
	80
	(

	DBMD
	70
	72
	Not surveyed
	Not surveyed
	92
	(

	HCS
	74
	78
	75
	Not surveyed
	77
	(

	Large ICFs/MR
	72
	80
	74
	80
	79
	(

	Small or Medium ICFs/MR
	75
	89
	86
	70
	77
	(

	SSLCs
	73
	87
	80
	84
	77
	(

	TxHmL
	71
	71
	Not surveyed
	Not surveyed
	63
	(


Not surveyed: Program not selected during survey year.
Close Relationships

Person could have a close relationship
In 2009, most people reported they could have a close relationship (Table 33).  An increasing percentage of people who received services from the CBA or CLASS program reported they could have a close relationship from 2005 to 2009.  A decline was observed among people who resided in small, medium, or large ICFs/MR.

Table 33 - Person Could Have a Close Relationship
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	60
	64
	Not surveyed
	81
	68
	(

	CLASS (non-CDS)
	90
	89
	Not surveyed
	89
	86
	(

	CWP
	70
	75
	Not surveyed
	Not surveyed
	75
	(

	DBMD
	74
	65
	Not surveyed
	Not surveyed
	81
	(

	HCS
	84
	76
	81
	Not surveyed
	85
	(

	Large ICFs/MR
	91
	94
	77
	85
	84
	(

	Small or Medium ICFs/MR
	94
	88
	89
	79
	83
	(*

	SSLCs
	81
	85
	84
	86
	80
	(

	TxHmL
	79
	80
	Not surveyed
	Not surveyed
	80
	(


Not surveyed: Program not selected during survey year.  *p<.01

Person had friends who were not staff or family
In 2009, most people reported having friends who were not staff or family members (Table 34).  An increasing percentage of people who received services from the HCS program reported having friends who were not staff or family.  Declines were observed among people who resided in small, medium, or large ICFs/MR (Table 34, last column).

Table 34 - Person Had Friends Who Were Not Staff or Family
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	76
	74
	Not surveyed
	75
	85
	(

	CWP
	79
	66
	Not surveyed
	Not surveyed
	84
	(

	DBMD
	70
	69
	Not surveyed
	Not surveyed
	68
	(

	HCS
	67
	77
	74
	Not surveyed
	80
	(*

	Large ICFs/MR
	85
	70
	61
	71
	73
	(

	Small or Medium ICFs/MR
	80
	76
	80
	74
	72
	(

	SSLCs
	52
	88
	65
	83
	72
	(

	TxHmL
	73
	73
	Not surveyed
	Not surveyed
	77
	(


Not surveyed: Program not selected during survey year.  *p<.01

Person had a best or close friend
In 2009, at least 73% of people reported having a best or close friend (Table 35).  The decline from 2005 to 2009 observed among people who resided in small or medium ICFs/MR was likely due to a real event and not to chance (i.e., the decline was statistically significant at p<.01).

Table 35 - Person Had a Best or Close Friend
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	83
	82
	Not surveyed
	77
	76
	(

	CWP
	87
	77
	Not surveyed
	Not surveyed
	77
	(

	DBMD
	69
	80
	Not surveyed
	Not surveyed
	85
	(

	HCS
	77
	86
	81
	Not surveyed
	82
	(

	Large ICFs/MR
	82
	88
	82
	86
	87
	(

	Small or Medium ICFs/MR
	94
	88
	81
	90
	83
	(*

	SSLCs
	76
	87
	82
	85
	79
	(

	TxHmL
	74
	79
	Not surveyed
	Not surveyed
	73
	(


Not surveyed: Program not selected during survey year.  *p<.01

Person could see family whenever they wanted
In 2009, between 62% and 94% of people reported that they could see their family whenever they wanted (Table 36).  The decline observed from 2005 to 2009 among people who resided in SSLCs was likely due to a real decline and not due to chance (i.e., the decline was statistically significant at p<.01).

Table 36 - Person Could See Family Whenever They Wanted
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	90
	89
	Not surveyed
	89
	86
	(

	CWP
	69
	85
	Not surveyed
	Not surveyed
	78
	(

	DBMD
	79
	73
	Not surveyed
	Not surveyed
	81
	(

	HCS
	85
	81
	86
	Not surveyed
	89
	(

	Large ICFs/MR
	78
	86
	75
	82
	75
	(

	Small or Medium ICFs/MR
	81
	78
	67
	70
	80
	(

	SSLCs
	80
	74
	75
	66
	62
	(*

	TxHmL
	92
	91
	Not surveyed
	Not surveyed
	94
	(


Not surveyed: Program not selected during survey year.  *p<.01

Person could see friends whenever they wanted
In 2009, most people reported that they could see their friends whenever they wanted (Table 37).  Also, while increases were observed in some programs, decreases were also observed between 2005 and 2009 (Table 37, last column).  However, none of the trends were found to be statistically significant.
Table 37 - Person Could See Friends Whenever They Wanted
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	85
	82
	Not surveyed
	74
	82
	(

	CWP
	62
	84
	Not surveyed
	Not surveyed
	75
	(

	DBMD
	93
	71
	Not surveyed
	Not surveyed
	82
	(

	HCS
	82
	81
	85
	Not surveyed
	83
	(

	Large ICFs/MR
	88
	97
	92
	92
	94
	(

	Small or Medium ICFs/MR
	89
	80
	86
	77
	85
	(

	SSLCs
	92
	88
	93
	89
	85
	(

	TxHmL
	83
	78
	Not surveyed
	Not surveyed
	82
	(


Not surveyed: Program not selected during survey year.
Loneliness

Person felt lonely often (more than half the time)
When asked whether they were lonely, between 6% and 27% reported feeling lonely more than half the time in 2009.  The percentage of people who reported feeling lonely decreased among people who resided in large ICFs/MR (Table 38).

Table 38 - Person Felt Lonely Often (More Than Half the Time)
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	17
	13
	Not surveyed
	12
	12
	(

	CWP
	21
	15
	Not surveyed
	Not surveyed
	19
	(

	DBMD
	21
	8
	Not surveyed
	Not surveyed
	24
	(

	HCS
	12
	16
	14
	Not surveyed
	10
	(

	Large ICFs/MR
	26
	16
	19
	17
	16
	(

	Small or Medium ICFs/MR
	14
	13
	14
	18
	14
	(

	SSLCs
	29
	18
	23
	20
	27
	(

	TxHmL
	9
	6
	Not surveyed
	Not surveyed
	6
	(


Not surveyed: Program not selected during survey year.
In 2007, Stancliffe et al.
 analyzed data from five states that also use the NCI – Indiana, Kentucky, Massachusetts, Oklahoma, and Wyoming – to examine self-reported loneliness among 1,002 adults with intellectual and developmental disabilities.  People who lived in institutional settings with 16 or more people were excluded from the analyses.  Thirty-three percent reported feeling lonely sometimes and 17% reported feeling lonely often.  Findings from LTSSQR 2010 are comparable; between 24% and 34% reported feeling lonely sometimes, and 6% to 27% reported feeling lonely often (Table 37).  

Table 39 - Self-Reported Loneliness, LTSSQR 2010
	Program
	Sometimes lonely (%)
	Often lonely (%)

	CLASS
	29
	12

	CWP
	27
	18

	DBMD
	24
	24

	HCS
	26
	10

	Large ICF/MR
	29
	16

	Small or Medium ICF/MR
	31
	14

	SSLC
	34
	27

	TxHmL
	32
	6


Stancliffe et al. (2007) concluded the following: (a) “loneliness was not more common for people living alone or in very small settings,” (b) “more loneliness was reported by residents of larger community living settings of seven to 15 people,” (c) “more social contact and liking where one lives was associated with less loneliness,” and (d) “being afraid at home or in one’s local community [or incompatibility with roommates] was associated with greater loneliness” (p. 380).  

A subsequent study by Stancliffe, Lakin, Taub, Chiri, and Byun (2009)
 validates findings from the 2007 study.  In Satisfaction and Sense of Well Being Among Medicaid ICF/MR and HCBS Recipients in Six States, Stancliffe et al. (2009) found that “loneliness was the most widespread problem” (p. 63) in a sample of 1,885 adults with intellectual and developmental disabilities receiving Medicaid HCBS and ICF/MR services in six states.  The authors concluded that there were “Consistent benefits of residential support provided in very small settings-with choices of where and with whom to live” and “few differences were evident by HCBS and ICF/MR status” (p. 63).  Taken together, opportunities to ease loneliness include the following: increasing social contact, decreasing fear with where one lives, and increasing choice with where and with whom one lives.

Summary
While findings about relationships were mixed and varied by program and over time, the finding that the percentage of people who reported feeling lonely more than half the time has not improved over the past five years suggests an area for improving social contact and increasing a person’s choice about where a person lives and whom the person lives with.
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Inidividual Outcomes: Satisfaction
Background

Given a combination of factors related to an aging baby boom population, fiscal constraints, and the disproportionate distribution of costs among people with long-term conditions, national policymakers and Medicaid leaders are paying greater attention to the management of long-term services and supports.
  Satisfaction with services and supports is one way states are measuring the coordination and management of the full continuum of long-term services and supports.  This section of the report presents data about whether people felt their services and supports addressed their health and well being, helped them achieve their personal goals, were happy with their personal life, liked where they lived, and whether they were satisfied about the information they received about services and supports available to them.
Findings 
Services and Supports Helped People

Services and supports addressed health and well being
In 2009, at least 94% of people reported that their services and supports helped their health and well being (Table 40).  The percentage of people who reported that their services and supports addressed their health and well being has remained high over the past three years.

Table 40 - Services and Supports Addressed Health and Well Being
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	92
	95
	(

	CLASS (non-CDS)
	Not surveyed
	93
	95
	(

	CWP
	Not surveyed
	Not surveyed
	96
	No trend

	DBMD
	Not surveyed
	Not surveyed
	97
	No trend

	HCS
	97
	Not surveyed
	98
	No trend

	Large ICFs/MR
	97
	97
	99
	(

	Small or Medium ICFs/MR
	97
	96
	99
	(

	SSLCs
	98
	99
	98
	(

	TxHmL
	Not surveyed
	Not surveyed
	94
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.

Services and supports helped people achieve their personal goals
Similarly, a high percentage of people reported that their services and supports helped them achieve their personal goals.  In 2009, at least 89% of people reported that their services and supports helped them achieve their personal goals.  The percentage of people who reported that their services helped them reach their goals has remained high over time (Table 41).

Table 41 - Services and Supports Helped People Achieve Their Personal Goals
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	92
	95
	(

	CLASS (non-CDS)
	Not surveyed
	90
	92
	(

	CWP
	Not surveyed
	Not surveyed
	92
	No trend

	DBMD
	Not surveyed
	Not surveyed
	96
	No trend

	HCS
	95
	Not surveyed
	96
	No trend

	Large ICFs/MR
	96
	94
	98
	(

	Small or Medium ICFs/MR
	97
	95
	98
	(

	SSLCs
	98
	99
	98
	(

	TxHmL
	Not surveyed
	Not surveyed
	89
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.
Happy or Satisfied

People were happy with their personal life
At least three out of every four people reported feeling happy in 2009 (Table 42).  A decline in the percentage of people who were happy was only observed in the CLASS program.  An increasing percentage of people who received services from the DBMD program or who resided in SSLCs reported feeling happy with their personal life from 2005 to 2009.  Little or no change was observed among the remaining programs.
Table 42 - Happy with Personal Life
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	84
	71
	Not surveyed
	83
	77
	(

	CWP
	77
	72
	Not surveyed
	Not surveyed
	80
	(

	DBMD
	81
	92
	Not surveyed
	Not surveyed
	87
	(

	HCS
	89
	83
	83
	Not surveyed
	87
	(

	Large ICFs/MR
	80
	85
	80
	75
	85
	(

	Small or Medium ICFs/MR
	86
	85
	72
	77
	81
	(

	SSLCs
	64
	86
	82
	76
	75
	(

	TxHmL
	85
	89
	Not surveyed
	Not surveyed
	83
	(


Not surveyed: Program not selected during survey year.

People liked their home or where they lived
In 2009, 77% to 94% of people reported being happy with their home or where they lived (Table 43).  Little or no change in the percentage of people who reported being happy with where they live has occurred from 2005 to 2009 (Table 43, last column).
Table 43 - Happy with Their Home or Where They Lived
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	96
	94
	Not surveyed
	95
	94
	(

	CWP
	90
	90
	Not surveyed
	Not surveyed
	93
	(

	DBMD
	86
	96
	Not surveyed
	Not surveyed
	91
	(

	HCS
	92
	92
	91
	Not surveyed
	92
	(

	Large ICFs/MR
	77
	83
	81
	77
	81
	(

	Small or Medium ICFs/MR
	83
	90
	82
	81
	84
	(

	SSLCs
	78
	69
	76
	72
	77
	(

	TxHmL
	95
	95
	Not surveyed
	Not surveyed
	94
	(


Not surveyed: Program not selected during survey year.

People liked their day activity
Responses people gave to the question about liking one’s day activity varied by program and year.  While most people reported liking their day activity, declines in the percentage of people who liked their day activity were observed among people who received services from the DBMD program or people who resided in small or medium ICFs/MR (Table 44).  An increase in the percentage of people who received services from CWP was observed from 2005 to 2009, while the percentages for the remaining programs has remained about the same during the same period (Table 44, last column).

Table 44 - People Liked Their Day Activity
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	90
	98
	Not surveyed
	89
	89
	(

	CWP
	83
	100
	Not surveyed
	Not surveyed
	94
	(

	DBMD
	100
	100
	Not surveyed
	Not surveyed
	92
	(

	HCS
	92
	91
	90
	Not surveyed
	90
	(

	Large ICFs/MR
	90
	97
	90
	93
	86
	(

	Small or Medium ICFs/MR
	94
	92
	83
	88
	88
	(

	SSLCs
	84
	86
	93
	91
	86
	(

	TxHmL
	94
	93
	Not surveyed
	Not surveyed
	96
	(


Not surveyed: Program not selected during survey year.
Satisfied with Information Received About Services

Determination or enrollment process was easy to understand and user-friendly
With the exception of people who resided in large ICFs/MR, the data suggest that over the past three years, most people have found the determination or enrollment process easy to understand and user-friendly (Table 45).  An outlier of 56% suggests 44% had difficulty with the enrollment process and that focused efforts are needed to improve the enrollment process for people who will reside in large ICFs/MR.
Table 45 - Satisfied with Determination or Enrollment Process 
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	94
	94
	(

	CLASS (non-CDS)
	Not surveyed
	89
	87
	(

	CWP
	Not surveyed
	Not surveyed
	92
	No trend

	DBMD
	Not surveyed
	Not surveyed
	94
	No trend

	HCS
	94
	Not surveyed
	89
	(

	Large ICFs/MR
	92
	92
	56
	(*

	Small or Medium ICFs/MR
	91
	82
	93
	(

	SSLCs
	91
	90
	87
	(

	TxHmL
	Not surveyed
	Not surveyed
	91
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.  *p<.0001

Applying for Services
When asked about applying for services, most people reported being satisfied (Table 46).  In addition, the percentage of people who reported being satisfied with information about how to apply for services has either stayed the same or increased over the past three years.  The increase among people who resided in SSLCs is likely due to a real improvement in applying for services (i.e., the increase is statistically significant at p<.0001).

Table 46 - Satisfied with Information Provided about Applying for Services
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	81
	86
	(

	CLASS (non-CDS)
	Not surveyed
	94
	90
	(

	CWP
	Not surveyed
	Not surveyed
	93
	No trend

	DBMD
	Not surveyed
	Not surveyed
	93
	No trend

	HCS
	94
	Not surveyed
	94
	(

	Large ICFs/MR
	87
	86
	95
	(

	Small or Medium ICFs/MR
	95
	84
	96
	(

	SSLCs
	84
	83
	95
	(*

	TxHmL
	Not surveyed
	Not surveyed
	92
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.  *p<.0001

Information About Services Available
When asked about information people received about services available to them, most people reported being satisfied and with the exception of the CLASS program, the percentage of people who were satisfied with information about available services either stayed the same or increased over the past three years (Table 47).  The increase observed in small or medium ICFs/MR and SSLCs was likely due to a real improvement about information about services available (i.e., the increase was statistically significant at p<.01).

Table 47 - Satisfied with Information about Services Available
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	81
	89
	(

	CLASS (non-CDS)
	Not surveyed
	92
	87
	(

	CWP
	Not surveyed
	Not surveyed
	90
	No trend

	DBMD
	Not surveyed
	Not surveyed
	87
	No trend

	HCS
	92
	Not surveyed
	93
	(

	Large ICFs/MR
	95
	88
	95
	(

	Small or Medium ICFs/MR
	91
	86
	97
	(*

	SSLCs
	85
	91
	94
	(*

	TxHmL
	Not surveyed
	Not surveyed
	91
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.  *p<.01
Summary
Most people reported feeling happy with their services and supports and reported that their services helped with their health and well-being, and achievement of their personal goals.  While most people were happy with their personal life and liked where they live, findings about whether people like their day activity were mixed.  Finally, most people found the information they received about services available to them and the enrollment process easy to understand.
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System Performance: Service Coordination
Background

Case management activities generally have two key features: providing a connection between individuals and the system of publicly-funded services and supports and assuring that these services meet reasonable standards of quality and lead to improved outcomes for individuals.
  More specifically, these activities include: targeting and outreach, screening and intake, comprehensive assessment, care planning, service arrangement, monitoring, and reassessment.  This section of the report addresses whether service coordinators are accessible (e.g., person could talk to their service coordinator when needed), responsive (e.g., when person asked, service coordinator got what the person needed), and support the person’s participation in planning their services (e.g., service coordinator asked about the person’s preferences).
 

Findings 
Note that none of the trends in service coordination from 2005 to 2009 were statistically significant.

Service Coordinator is Accessible


Person met or could name their case manager or service coordinator
In 2009, 86% to 97% of people reported that they had met or could name their case manager or service coordinator (Table 48).  From 2005 to 2009, the percentage of people who reported meeting or could name their service coordinator increased for CLASS (non-CDS), CWP, HCS, small, medium, or large ICFs/MR, and stayed about the same for CBA, SSLCs, and TxHmL (Table 48, last column).

Table 48 - Person Met or Could Name Their Case Manager or Service Coordinator
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	63
	60
	Not surveyed
	61
	62
	(

	CLASS (non-CDS)
	88
	89
	Not surveyed
	90
	94
	(

	CWP
	70
	85
	Not surveyed
	Not surveyed
	89
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	88
	90
	86
	Not surveyed
	95
	(

	Large ICFs/MR
	89
	88
	87
	88
	97
	(

	Small or Medium ICFs/MR
	82
	87
	93
	86
	90
	(

	SSLCs
	84
	88
	89
	80
	86
	(

	TxHmL
	90
	86
	Not surveyed
	Not surveyed
	87
	(


Not surveyed: Program not selected during survey year; No data: Data not reported because less than 30 people responded so data is unreliable.


Person could talk to their case manager or service coordinator when needed
The data provided in Table 49 is only presented for CBA because the question, “Can you talk to your case manager or support coordinator when you need to?” was only included on the PES, not the NCI survey.  In 2009, 86% of people that received services from the CBA program reported that they could talk to their service coordinator when needed.  The percentage of people who could talk to their case manager or service coordinator has increased over time.

Table 49 - Could Talk to Case Manager or Service Coordinator When Needed, CBA (non-CDS) Only
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	79
	83
	Not surveyed
	80
	86
	(


Not surveyed: Program not selected during survey year.
Service Coordinator is Responsive


When person asked, case manager or service coordinator got person what they needed
In 2009, at least 80% of people that received long-term services and supports reported that their case manager or service coordinator got them what they needed when the person asked (Table 50).  From 2005 to 2009, the percentage of people who reported that their case manager or service coordinator got them what they needed increased for CWP and small or medium ICFs/MR, decreased for SSLCs, and remained the same for the remaining programs (Table 50, last column).
Table 50 - Case Manager or Service Coordinator Got Person What They Needed
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)

	84
	86
	Not surveyed
	87
	89
	(

	CLASS (non-CDS)
	85
	88
	Not surveyed
	87
	82
	(

	CWP
	74
	73
	Not surveyed
	Not surveyed
	80
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	85
	84
	84
	Not surveyed
	87
	(

	Large ICFs/MR
	97
	95
	88
	90
	93
	(

	Small or Medium ICFs/MR
	81
	89
	89
	85
	88
	(

	SSLCs
	89
	87
	84
	90
	88
	(

	TxHmL
	88
	81
	Not surveyed
	Not surveyed
	83
	(


Not surveyed: Program not selected during survey year; No data: Data not reported because less than 30 people responded so data is unreliable.


Person got special equipment or home modification after talking to service coordinator
The data presented in Table 51 only includes responses from people who received services from the CBA program because questions about whether the person talked to their service coordinator about special equipment or home modifications were only included on the PES, not the NCI survey.  In 2009, 73% of people enrolled in CBA talked with their case manager or service coordinator about special equipment or home modifications, an increase of 6% from 2005 and 27% of people in 2009 did not talk with their case manager or service coordinator about special equipment or home modifications (data not shown).  
Of the people who talked to their service coordinator about special equipment or home modifications in 2009, 85% reported getting the equipment or home modification they needed and 8% were in the process of getting the equipment or home modification they needed, which means that 93% (85% + 8%) of people who talked to their service coordinator got the equipment or home modification they needed (Table 51, last row).  The percentage of people who either received or were in the process of receiving the equipment or home modification they needed after talking to their case manager or service coordinator increased by 6% from 2005 to 2009 (Table 51, last row).

Table 51 - Got Equipment or Home Modification after Talking to Case Manager, CBA (non-CDS) Only
	
	Percent (%)

	Got equipment or modification
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	Yes
	78
	74
	Not surveyed
	80
	85
	(

	No
	13
	12
	Not surveyed
	11
	6
	(

	In Process
	9
	13
	Not surveyed
	9
	8
	(

	Yes or In Process
	87
	87
	Not surveyed
	89
	93
	(


Not surveyed: Program not selected during survey year.
Service Coordinator Supports the Person’s Participation in Planning Their Services


Case manager or service coordinator asked about the person’s preferences
In 2009, 78% to 95% of people reported that their case manager or service coordinator asked them about their preferences or what they wanted (Table 52).  From 2005 to 2009, the percentage of people who reported that their case manager or service coordinator asked about their preferences increased in CWP, small, medium, or large ICFs/MR, and SSLCs.  The percentage decreased for TxHmL, and stayed about the same for CBA (non-CDS), CLASS (non-CDS), and HCS.  

Table 52 - Case Manager or Service Coordinator Asked about the Person's Preferences
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)

	Not asked
	Not asked
	Not surveyed
	85
	84
	(

	CLASS (non-CDS)
	89
	88
	Not surveyed
	89
	90
	(

	CWP
	62
	78
	Not surveyed
	Not surveyed
	95
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	85
	81
	79
	Not surveyed
	90
	(

	Large ICFs/MR
	85
	83
	82
	83
	91
	(

	Small or Medium ICFs/MR
	77
	82
	80
	74
	88
	(

	SSLCs
	77
	81
	83
	83
	89
	(

	TxHmL
	89
	77
	Not surveyed
	Not surveyed
	78
	(


Not asked: Question added to PES in 2008; Not surveyed: Program not selected during survey year; No data: Data not reported because less than 30 people responded so data is unreliable.

Summary

Responses from people that received long-term services and supports in 2009 suggest that service coordinators are accessible: Most people reported having met or could name their case manager or service coordinator.  The data also suggests service coordinators are responsive.  Most people reported getting special equipment, home modifications, or other things they needed after they talked to their service coordinator.  In addition, the data suggests service coordinators support the person’s role in planning their services by asking people about their preferences or what they wanted with respect to their long-term services and supports.
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System Performance: Access to Services and Supports
Background

Accessing services and supports is critical to a person’s health, well being, and quality of life.  This section of the report describes whether services were readily available to people by measuring whether (a) others helped people gain access to services and supports by asking whether people knew who their advocate or guardian was, (b) providers met the needs of people by asking whether providers helped people do or learn new things, (c) people could access services and supports by having transportation to get where they wanted to go, and (d) people actually received the services they needed.
Findings 
Others Were Available to Help

People knew who their advocate or guardian was
In 2009, more than 84% of people reported knowing who their advocate or guardian was (Table 53).  The percentage of people who received services from the DBMD program who knew their advocate or guardian increased from 2005 to 2009, declined among people who resided in SSLC, and stayed about the same for the remaining programs (Table 53, last column).

Table 53 - Person Knew Who Their Advocate or Guardian Was
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	95
	97
	Not surveyed
	90
	95
	(

	CWP
	90
	96
	Not surveyed
	Not surveyed
	91
	(

	DBMD
	79
	90
	Not surveyed
	Not surveyed
	94
	(

	HCS
	81
	86
	85
	Not surveyed
	85
	(

	Large ICFs/MR
	93
	57
	85
	82
	90
	(

	Small or Medium ICFs/MR
	90
	85
	90
	86
	87
	(

	SSLCs
	97
	76
	91
	84
	86
	(

	TxHmL
	95
	91
	Not surveyed
	Not surveyed
	90
	(


Not surveyed: Program not selected during survey year.

Others helped person do or learn new things
In 2009, more than 75% of people reported that others helped them do or learn new things (Table 54).  With the exception of the CWP program and large ICFs/MR, the percentage of people who reported that others helped them do or learn new things has remained about the same over time.  The increase among people who received services through the CWP program and decline among people who resided in large ICFs/MR was likely due to real events and not due to chance (p<.01 and p<.001 respectively.

Table 54 - Person Reported Others Helped Them Do or Learn New Things
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	80
	87
	Not surveyed
	72
	82
	(

	CWP
	57
	70
	Not surveyed
	Not surveyed
	86
	(*

	DBMD
	85
	89
	Not surveyed
	Not surveyed
	86
	(

	HCS
	81
	86
	85
	Not surveyed
	85
	(

	Large ICFs/MR
	91
	95
	84
	80
	76
	(**

	Small or Medium ICFs/MR
	85
	93
	89
	75
	84
	(

	SSLCs
	82
	88
	92
	91
	81
	(

	TxHmL
	76
	67
	Not surveyed
	Not surveyed
	78
	(


Not surveyed: Program not selected during survey year.  *p<.01; **p<.001

Wanted more help to do or learn new things
In 2009, between 43% and 80% of people reported wanting more help to do or learn new things (Table 55).  The percentage of people who reported wanting more help to do or learn new things varied by program over time.  From 2005 to 2009, an increase was observed among people who received services from the CLASS or TxHmL program or those who resided in SSLCs.  A lower percentage of people who received services from CWP or DBMD or among people who resided in small, medium, or large ICFs/MR was observed during the same period (Table 55, last column).  

Table 55 - Person Reported Wanting More Help to Do or Learn New Things
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	69
	62
	Not surveyed
	63
	76
	(

	CWP
	75
	44
	Not surveyed
	Not surveyed
	43
	(

	DBMD
	67
	100
	Not surveyed
	Not surveyed
	50
	(

	HCS
	69
	55
	68
	Not surveyed
	73
	(

	Large ICFs/MR
	80
	100
	38
	71
	68
	(

	Small or Medium ICFs/MR
	93
	75
	87
	68
	75
	(

	SSLCs
	50
	69
	76
	68
	80
	(

	TxHmL
	55
	71
	Not surveyed
	Not surveyed
	70
	(


Not surveyed: Program not selected during survey year.
Transportation

Had control over transportation
Less than 57% of people in 2009 reported having control over their transportation (Table 56).  In addition, with the exception of people who received services from CWP, the percentage of people who reported having control over their transportation declined from 2005 to 2009.  The decline was statistically significant among people who received services from the CLASS or TxHmL program or who resided in SSLCs (Table 56, last column).

Table 56 - Person Reported Having Control over Their Transportation
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	53
	49
	Not surveyed
	55
	40
	(

	CLASS (non-CDS)
	68
	58
	Not surveyed
	59
	42
	(*

	CWP
	52
	55
	Not surveyed
	Not surveyed
	56
	(

	DBMD
	58
	54
	Not surveyed
	Not surveyed
	33
	(

	HCS
	46
	53
	35
	Not surveyed
	31
	(

	Large ICFs/MR
	37
	31
	43
	55
	28
	(

	Small or Medium ICFs/MR
	43
	44
	36
	35
	33
	(

	SSLCs
	57
	25
	12
	21
	25
	(**

	TxHmL
	44
	44
	Not surveyed
	Not surveyed
	31
	(**


Not surveyed: Program not selected during survey year.  *p<.0001; **p<.01

Almost always had a way to get where they wanted to go
At least 50% of everyone who responded in 2009 reported almost always having a way to get where they wanted to go (Table 57).  The percentage of people who had a way to get where they wanted to go varied widely among programs and ranged from 50% to 96% in 2009 (Table 57).

Table 57 - Person Had a Way to Get Where They Wanted to Go
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	80
	76
	Not surveyed
	77
	80
	(

	CWP
	61
	74
	Not surveyed
	Not surveyed
	82
	(

	DBMD
	95
	73
	Not surveyed
	Not surveyed
	96
	(

	HCS
	76
	72
	71
	Not surveyed
	84
	(

	Large ICFs/MR
	73
	65
	73
	75
	75
	(

	Small or Medium ICFs/MR
	76
	66
	70
	59
	74
	(

	SSLCs
	74
	41
	38
	40
	50
	(

	TxHmL
	76
	67
	Not surveyed
	Not surveyed
	78
	(


Not surveyed: Program not selected during survey year.
Received Needed Services

Received needed services
In 2009, between 76% and 98% of people reported getting the services they needed (Table 58).  With the exception of people who received services from the HCS program, the percentage of people who reported getting the services they need has remained about the same from 2005 to 2009 (Table 58, last column).  

Table 58 - Person Received the Services They Needed

	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	79
	85
	Not surveyed
	74
	81
	(

	CWP
	78
	84
	Not surveyed
	Not surveyed
	76
	(

	DBMD
	91
	92
	Not surveyed
	Not surveyed
	92
	(

	HCS
	81
	90
	89
	Not surveyed
	91
	(

	Large ICFs/MR
	98
	96
	95
	94
	96
	(

	Small or Medium ICFs/MR
	91
	94
	93
	90
	96
	(

	SSLCs
	96
	97
	97
	98
	98
	(

	TxHmL
	80
	78
	Not surveyed
	Not surveyed
	84
	(


Not surveyed: Program not selected during survey year.
Summary
The data suggest that of the people who were able to access long-term services and supports, most knew the person who could help them get the services they needed (i.e., their advocate or guardian) and actually received the services and supports they needed.  The data also suggest that increased control over one’s transportation is needed to help people access services and supports.






2010 Long-Term Services and 






     Supports Quality Review

Health, Welfare, and Rights: Safety
Background

Safety is a top priority of individuals with developmental disabilities, as well as their families, when considering and evaluating long-term services and supports.
  While research has been undertaken to assess one’s risk of injury, experts report that there is no single instrument to assess a person’s risk for injury at home.  This section of the report measures a person’s safety with where they live by asking whether people felt afraid or scared at home or in their neighborhood.
Findings 
Data are not presented for the CBA program because questions about being afraid or scared when at home or in one’s neighborhood were not included on the PES.  Among the data presented, the change in responses from 2005 to 2009 were not statistically significant.

Felt Afraid or Scared

At home
In 2009, less than 11% of people reported feeling afraid or scared most of the time when they were at home (Table 59).  The percentage of people who reported feeling afraid or scared when at home has remained the same from 2005 to 2009 (Table 59, last column).

Table 59 - Person Felt Afraid or Scared at Home
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	2
	7
	Not surveyed
	7
	4
	(

	CWP
	0
	6
	Not surveyed
	Not surveyed
	5
	(

	DBMD
	0
	12
	Not surveyed
	Not surveyed
	0
	(

	HCS
	3
	8
	5
	Not surveyed
	5
	(

	Large ICFs/MR
	9
	0
	6
	6
	9
	(

	Small or Medium ICFs/MR
	2
	6
	5
	6
	6
	(

	SSLCs
	8
	4
	5
	12
	10
	(

	TxHmL
	7
	4
	Not surveyed
	Not surveyed
	4
	(


Not surveyed: Program not selected during survey year.

In their neighborhood
Feeling afraid or scared in one’s neighborhood was similar to findings about feeling afraid or scared at home.  With the exception of people who resided in SSLCs where an increase in the percentage of people who reported feeling afraid or scared in their neighborhood over time, the percentage of people who reported feeling afraid or scared in their neighborhood has remained about the same (Table 60, last column).

Table 60 - Person Felt Afraid or Scared in Their Neighborhood
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	2
	4
	Not surveyed
	5
	4
	(

	CWP
	3
	8
	Not surveyed
	Not surveyed
	5
	(

	DBMD
	10
	13
	Not surveyed
	Not surveyed
	5
	(

	HCS
	5
	10
	8
	Not surveyed
	6
	(

	Large ICFs/MR
	10
	10
	9
	10
	12
	(

	Small or Medium ICFs/MR
	8
	7
	10
	8
	7
	(

	SSLCs
	2
	3
	2
	8
	9
	(

	TxHmL
	5
	3
	Not surveyed
	Not surveyed
	5
	(


Not surveyed: Program not selected during survey year.
Summary

Most people felt safe at home and in their neighborhood.  
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Health, Welfare, and Rights: Health
Background

In 2009, the National Council on Disability published “The Current State of Health Care for People with Disabilities” and reported the following:

People with disabilities tend to be in poorer health and to use health care at a significantly higher rate than people who do not have disabilities.  They also experience a higher prevalence of secondary conditions and use preventive services at a lower rate than others.  Moreover, people with disabilities are affected disproportionately by barriers to care.  These barriers include health care provider stereotypes about disability, lack of appropriate training, and a lack of accessible medical facilities and examination equipment, sign language interpreters, and individualized accommodations.

“Wellness promotion and health screening tests are essential to avert secondary conditions that can reduce functional capacity, diminish quality of life, and potentially lead to early death” (p. 57).45  With respect to dental exams, a 2005 report on health promotion for persons with intellectual and developmental disabilities suggested that dental health was poor because dentists lack the skills required to work or communicate with people who have intellectual and developmental disabilities.
  With respect to screening tests for cancer, the National Council on Disability suggests women with significant disabilities are likely to have fewer Pap tests to detect cervical cancer and mammograms to detect breast cancer than women who do not have disabilities.  In this section of the report, health is measured by the percentage of people who received preventive medical care including physical and OB/GYN exams within the past 12 months and a dental exam within the past 6 months. 

Findings 
Preventive Medical Care

Physical exam
In 2009, 84% to 99% of people reported having a complete physical exam conducted within the past 12 months (Table 61).  An increase in the percentage of people who received services from either the CBA or CWP program was observed and a decrease was observed among people who received services from the HCS program.  The trend in the percentage of people who reported having a complete physical exam conducted within the past 12 months remained about the same from 2005 to 2009 for the remaining programs (Table 61, last column).

Table 61 - Person Had a Complete Physical Exam within the Past 12 Months
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	82
	87
	Not surveyed
	97
	93
	(*

	CLASS (non-CDS)
	85
	89
	Not surveyed
	92
	87
	(

	CWP
	87
	97
	Not surveyed
	Not surveyed
	99
	(**

	DBMD
	96
	97
	Not surveyed
	Not surveyed
	96
	(

	HCS
	96
	95
	92
	Not surveyed
	91
	(**

	Large ICFs/MR
	100
	99
	98
	99
	95
	(

	Small or Medium ICFs/MR
	98
	99
	93
	99
	97
	(

	SSLCs
	95
	98
	98
	96
	92
	(

	TxHmL
	89
	79
	Not surveyed
	Not surveyed
	84
	(


Not surveyed: Program not selected during survey year.  *p<.0001; p<.001

Dental exam
Findings among people who had a dental exam within the past 6 months varied by program and year.  Increases in the percentage of people who had a dental exam within the past 6 months were observed in CBA and DBMD while decreases were observed in CWP, HCS, and large ICFs/MR (Table 62).  The increase observed among people who received services from CBA (non-CDS) and the decrease observed among people who resided in large ICFs/MR was likely due to a real event and not to chance (i.e., p<.0001).  In 2009, a low of 33% and a high of 79% of people reported having had a dental exam within the past 6 months (Table 62). 

Table 62 - Person Had Their Last Dental Visit within the Past 6 Months
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	17
	23
	Not surveyed
	45
	33
	(*

	CLASS (non-CDS)
	39
	38
	Not surveyed
	41
	35
	(

	CWP
	51
	67
	Not surveyed
	Not surveyed
	36
	(

	DBMD
	64
	70
	Not surveyed
	Not surveyed
	70
	(

	HCS
	72
	74
	73
	Not surveyed
	69
	(

	Large ICFs/MR
	80
	87
	74
	79
	54
	(*

	Small or Medium ICFs/MR
	78
	87
	82
	89
	79
	(

	SSLCs
	66
	78
	75
	75
	65
	(

	TxHmL
	58
	70
	Not surveyed
	Not surveyed
	56
	(


Not surveyed: Program not selected during survey year.  *p<.0001

OB/GYN exam
Findings among women who reported having an OB/GYN exam within the past 12 months also varied by program and over time.  In 2009, a low of 23% and a high of 89% of people reported having had an OB/GYN exam within the past 12 months (Table 63).  The decrease in the percentage of people who resided in small or medium ICFs/MR likely occurred because of a true decrease in the percentage of women who had an OB/GYN exam within the past 12 months (i.e., the decrease was statistically significant at p<.01).  A decrease was also observed among people who resided in SSLCs.  An increase in the percentage of women who reported having had an OB/GYN exam within the past 12 months increased among women who received services from the following programs: CWP, DBMD, and TxHmL (Table 63, last column).

Table 63 - Person Had an OB/GYN Exam within the Past 12 Months
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	32
	39
	Not surveyed
	53
	33
	(

	CLASS (non-CDS)
	38
	37
	Not surveyed
	59
	37
	(

	CWP
	15
	60
	Not surveyed
	Not surveyed
	23
	(

	DBMD
	81
	83
	Not surveyed
	Not surveyed
	89
	(

	HCS
	75
	81
	80
	Not surveyed
	75
	(

	Large ICFs/MR
	72
	94
	89
	87
	68
	(

	Small or Medium ICFs/MR
	90
	88
	91
	88
	81
	(*

	SSLCs
	90
	79
	61
	51
	54
	(

	TxHmL
	56
	57
	Not surveyed
	Not surveyed
	75
	(


Not surveyed: Program not selected during survey year.  *p<.01
Summary
The data suggest that while most people received routine physical exams, improvement in timely dental exams and Pap tests (to check for cervical cancer) exist.
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Health, Welfare, and Rights: Rights and Respect
Background

“Respect for inherent dignity, individual autonomy including the freedom to make one’s own choices, and independence of persons” is one of eight key principles cited in the Convention on the Rights of Persons with Disabilities.
  This section of the report addresses the rights and respect of people including whether they were treated with respect by the people who help them, had privacy at home, could use the phone or internet to communicate whenever they wanted, and whether they participated in self-advocacy activities.

Findings 
Treated with Respect

People paid to help person at home are respectful
Most people reported that the people paid to help them at home are respectful toward them and that trend has remained the same over time (Table 64).  An increase in the percentage of people who reported that people paid to help them at home were respectful was observed only among people who received services from the TxHmL program (Table 64, last column).
Table 64 - People Paid to Help Person at Home are Respectful
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	95
	98
	Not surveyed
	98
	97
	(

	CLASS (non-CDS)
	97
	98
	Not surveyed
	98
	96
	(

	CWP
	100
	100
	Not surveyed
	Not surveyed
	100
	(

	DBMD
	100
	96
	Not surveyed
	Not surveyed
	100
	(

	HCS
	97
	94
	91
	Not surveyed
	97
	(

	Large ICFs/MR
	94
	93
	91
	91
	92
	(

	Small or Medium ICFs/MR
	98
	97
	92
	90
	95
	(

	SSLCs
	92
	93
	92
	93
	92
	(

	TxHmL
	87
	90
	Not surveyed
	Not surveyed
	96
	(


Not surveyed: Program not selected during survey year.

People paid to help person at day program are respectful
Like the people paid to help the person at home, most people who received long-term services and supports reported that the people paid to help them at their day program were respectful toward them (Table 65).  The percentage of people who reported that staff paid to help them at their day program has remained the same from 2005 to 2009 (Table 65, last column).

Table 65 - People Who Help at Day Program are Respectful
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	96
	97
	Not surveyed
	85
	93
	(

	CLASS (non-CDS)
	94
	98
	Not surveyed
	97
	91
	(

	CWP
	94
	100
	Not surveyed
	Not surveyed
	90
	(

	DBMD
	100
	100
	Not surveyed
	Not surveyed
	100
	(

	HCS
	96
	95
	94
	Not surveyed
	96
	(

	Large ICFs/MR
	94
	94
	97
	96
	94
	(

	Small or Medium ICFs/MR
	94
	96
	94
	95
	96
	(

	SSLCs
	89
	91
	95
	96
	93
	(

	TxHmL
	96
	99
	Not surveyed
	Not surveyed
	93
	(


Not surveyed: Program not selected during survey year.

People paid to help person with transportation are respectful
Data about transportation are only available for the CBA (non-CDS) program because questions about transportation were only included on the PES, not the NCI survey.  Among people who received services from the CBA program, most reported that the people paid to help them with transportation were respectful toward them (Table 66).  While the percentage of people who reported that staff treated them with respect has remained the same from 2005 to 2009, the percentage who reported that staff listen carefully to what the person asks them to do has declined over time (Table 66, last column).

Table 66 - People Who Help with Transportation are Respectful: CBA (non-CDS) Only
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	Staff treat person with respect
	92
	94
	Not surveyed
	95
	95
	(

	Staff listen carefully to what person asks them to do
	96
	92
	Not surveyed
	92
	82
	(


Not surveyed: Program not selected during survey year.

Others let person know before entering their home
Findings about whether others let the person know before entering their home has varied over time and by program.  In 2009, 59% to 96% of people reported that others let them know before entering their home (Table 67).

Table 67 - Others Let Person Know Before Entering Their Home
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	93
	94
	Not surveyed
	90
	96
	(

	CWP
	83
	92
	Not surveyed
	Not surveyed
	91
	(

	DBMD
	78
	90
	Not surveyed
	Not surveyed
	86
	(

	HCS
	86
	86
	79
	Not surveyed
	91
	(

	Large ICFs/MR
	60
	59
	32
	63
	59
	(

	Small or Medium ICFs/MR
	90
	86
	76
	77
	82
	(

	SSLCs
	48
	73
	51
	70
	62
	(

	TxHmL
	88
	92
	Not surveyed
	Not surveyed
	91
	(


Not surveyed: Program not selected during survey year. 


Others let person know before entering their bedroom
The percentage of people who reported that others let them know before entering their bedroom has also varied over time and by program.  In 2009, 75% to 86% of people reported that others let them know before entering their bedroom (Table 68).

Table 68 - Others Let Them Know Before Entering Their Bedroom
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	82
	83
	Not surveyed
	86
	85
	(

	CWP
	90
	81
	Not surveyed
	Not surveyed
	86
	(

	DBMD
	65
	81
	Not surveyed
	Not surveyed
	85
	(

	HCS
	86
	85
	79
	Not surveyed
	80
	(

	Large ICFs/MR
	82
	73
	73
	80
	75
	(

	Small or Medium ICFs/MR
	91
	85
	80
	74
	81
	(

	SSLCs
	58
	83
	74
	77
	73
	(

	TxHmL
	80
	80
	Not surveyed
	Not surveyed
	83
	(


Not surveyed: Program not selected during survey year. 

Privacy

Person had privacy at home
Most people reported having enough privacy at home.  In 2009, 78% to 98% of people reported that they had enough privacy at home (Table 69).  An increase in the percentage of people who reported having enough privacy at home was observed in CWP from 2005 to 2009, a decrease was observed among people who resided in large ICFs/MR or SSLC, and no change was observed among the remaining programs (Table 69, last column).
Table 69 - Person Reported Having Enough Privacy at Home
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	96
	97
	Not surveyed
	96
	97
	(

	CWP
	92
	94
	Not surveyed
	Not surveyed
	98
	(

	DBMD
	95
	91
	Not surveyed
	Not surveyed
	96
	(

	HCS
	95
	91
	89
	Not surveyed
	92
	(

	Large ICFs/MR
	97
	87
	90
	88
	84
	(

	Small or Medium ICFs/MR
	89
	87
	84
	87
	84
	(

	SSLCs
	87
	88
	92
	92
	78
	(

	TxHmL
	94
	93
	Not surveyed
	Not surveyed
	90
	(


Not surveyed: Program not selected during survey year. 


Others read person’s mail or email without permission
With the exception of people who received services from the CWP program, less than 16% of people reported that others read their mail or email without the person’s permission (Table 70).  In 2009, not including CWP, 2% to 15% of people reported that others read their mail or email without their permission.  Fifty-four percent of people in CWP reported that others read their mail or email without their permission.  A declining percentage of people who reported that others read their mail or email without their permission occurred in the CLASS and DBMD program, increased in the CWP program, and remained about the same in the remaining programs from 2005 to 2009 (Table 70, last column).
Table 70 - Others Read Person’s Mail or Email without Person’s Permission
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	24
	6
	Not surveyed
	12
	15
	(

	CWP
	48
	1
	Not surveyed
	Not surveyed
	54
	(*

	DBMD
	30
	11
	Not surveyed
	Not surveyed
	15
	(

	HCS
	16
	10
	8
	Not surveyed
	13
	(

	Large ICFs/MR
	14
	40
	9
	18
	11
	(

	Small or Medium ICFs/MR
	6
	5
	4
	6
	8
	(

	SSLCs
	5
	5
	2
	1
	2
	(

	TxHmL
	15
	9
	Not surveyed
	Not surveyed
	11
	(


Not surveyed: Program not selected during survey year.  *p<.0001 


People paid to help took the person’s things without permission: CBA (non-CDS) only
Data for this indicator is only available for the CBA program because the question about taking the person’s things without permission was only included on the PES, not the NCI survey.  Among people who received services from the CBA program, less than 6% of people have ever reported that the people paid to help them took their things without permission (Table 71).  The percentage of people who reported that people paid to help them took their things without asking has remained about the same over time.

Table 71 - People Paid to Help Person Took the Person’s Things without Permission: CBA (non-CDS) Only
	
	Percent (%)

	CBA Only
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	People paid to help person took things without permission
	5
	4
	Not surveyed
	4
	3
	(


Not surveyed: Program not selected during survey year.
Freedom to Use Phone or Internet

Person could use the phone anytime
In 2009, 86% to 97% of people reported that they could use the phone anytime (Table 72).  Also, with the exception of people who reside in large ICFs/MR, increases in the percentage of people who reported that they could use the phone anytime were observed from 2005 to 2009 (Table 72, last column).  For most programs where increases were observed, the increase was likely due to a real increase and not due to chance (i.e., the increase was statistically significant at p<.0001 or p<.001).

Table 72 - Person Could Use the Phone Anytime
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	89
	96
	Not surveyed
	94
	96
	(

	CWP
	78
	94
	Not surveyed
	Not surveyed
	97
	(*

	DBMD
	60
	100
	Not surveyed
	Not surveyed
	86
	(

	HCS
	86
	90
	90
	Not surveyed
	93
	(**

	Large ICFs/MR
	90
	79
	92
	95
	87
	(

	Small or Medium ICFs/MR
	80
	89
	84
	85
	89
	(

	SSLCs
	84
	92
	90
	93
	94
	(**

	TxHmL
	86
	93
	Not surveyed
	Not surveyed
	95
	(**


Not surveyed: Program not selected during survey year.  *p<.0001; p<.001

Person could use the internet anytime
Data about using the internet are only available for two years and suggest that most people could use the internet anytime.  In 2009, 71% to 93% of people reported that they could use the internet whenever they wanted (Table 73).  A decrease in the percentage of people who reported that they could use the internet anytime was observed among people who resided in large ICFs/MR from 2008 to 2009.  No change was observed among people who received services from the CLASS program and among people who resided in either small or medium ICFs/MR or SSLCs (Table 73, last column).

Table 73 - Person Could Use the Internet Anytime
	
	Percent (%)
	

	Program
	2008
	2009
	Change from 2005-2009

	CLASS (non-CDS)
	93
	92
	(

	CWP
	Not surveyed
	93
	No trend

	DBMD
	Not surveyed
	89
	No trend

	HCS
	Not surveyed
	78
	No trend

	Large ICFs/MR
	97
	76
	(

	Small or Medium ICFs/MR
	75
	71
	(

	SSLCs
	86
	82
	(

	TxHmL
	Not surveyed
	87
	No trend


Not surveyed: Program not selected during survey year; No trend: Trend was not presented because only one year of data is available.
Self-Advocacy

Participated in self-advocacy
In 2009, 6%-35% of people reported participating in self-advocacy activities (Table 74).  Also, with the exception of the DBMD program where the percentage of people who participated in self-advocacy declined from 2005 to 2009, an increasing percentage of people who participated in self-advocacy was reported by people who received services from the HCS program or people who resided in small, medium, or large ICFs/MR or SSLCs (Table 74, last column).  The percentage of people who reported participating in self-advocacy stayed the same among people who received services from CBA, CLASS, CWP, and the TxHmL program.  
Table 74 - Participated in Self-Advocacy
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	Not asked
	Not asked
	Not surveyed
	9
	6
	(

	CLASS (non-CDS)
	22
	28
	Not surveyed
	24
	22
	(

	CWP
	22
	16
	Not surveyed
	Not surveyed
	17
	(

	DBMD
	30
	14
	Not surveyed
	Not surveyed
	23
	(

	HCS
	25
	21
	22
	Not surveyed
	31
	(*

	Large ICFs/MR
	19
	8
	17
	33
	31
	(**

	Small or Medium ICFs/MR
	27
	21
	24
	25
	33
	(*

	SSLCs
	14
	15
	22
	31
	35
	(**

	TxHmL
	16
	18
	Not surveyed
	Not surveyed
	18
	(


Not asked: Question added to PES in 2008.  Not surveyed: Program not selected during survey year.  *p<.01; **p<.0001

Wanted to participate in self-advocacy
In 2009, 9%-53% of people reported that they wanted to participate in self-advocacy activities (Table 75).  Also, with the exception of people who received services and supports from the CBA program where a decline from 2007 to 2009 was observed, the percentage of people who reported wanting to participate in self-advocacy has increased over time (Table 75, last column).

Table 75 - Wanted to Participate in Self-Advocacy
	
	Percent (%)
	

	Program
	2007
	2008
	2009
	Change from 2007-2009

	CBA (non-CDS)
	Not surveyed
	15
	9
	(

	CLASS (non-CDS)
	Not surveyed
	23
	37
	(

	CWP
	Not surveyed
	Not surveyed
	36
	No trend

	DBMD
	Not surveyed
	Not surveyed
	23
	No trend

	HCS
	18
	Not surveyed
	45
	(

	Large ICFs/MR
	13


	54
	40
	(

	Small or Medium ICFs/MR
	36
	43
	53
	(

	SSLCs
	27
	29
	35
	(

	TxHmL
	Not surveyed
	Not surveyed
	28
	No trend


Not surveyed: Program not selected during survey year.  No trend: Trend was not presented because only one year of data is available.

Free to take risks
Most programs reported a decrease in the percentage of people who reported being free to take risks.  The decrease among people who resided in large ICFs/MR or receive services from the TxHmL program likely occurred because of a real decrease and not due to chance (i.e., the trend is statistically significant).  An increase in the percentage of people who felt free to take risks was reported among people who resided in SSLCs (Table 76).

Table 76 - Felt Free to Take Risks
	
	Percent (%)

	Program
	2005
	2006
	2007
	2008
	2009
	Change from 2005-2009

	CBA (non-CDS)
	69
	76
	Not surveyed
	70
	61
	(

	CLASS (non-CDS)
	81
	82
	Not surveyed
	76
	75
	(

	CWP
	65
	73
	Not surveyed
	Not surveyed
	64
	(

	DBMD
	No data
	No data
	Not surveyed
	Not surveyed
	No data
	No data

	HCS
	81
	74
	71
	Not surveyed
	72
	(

	Large ICFs/MR
	69
	88
	72
	80
	55
	(*

	Small or Medium ICFs/MR
	79
	78
	70
	65
	72
	(

	SSLCs
	60
	78
	87
	75
	76
	(

	TxHmL
	81
	74
	Not surveyed
	Not surveyed
	66
	(**


Not surveyed: Program not selected during survey year.  No data: Fewer than 30 people responded to the question so the data is unreliable.  *p<.0001; p<.001
Summary
While most people reported that the people paid to help them were respectful, the data suggest a need for increased privacy, including but not limited to letting the person know when they are entering the person’s home or bedroom.  The data also suggest that while an increase in the percentage of people who participated in self-advocacy activities increased over time, an increasing percentage of people also expressed a desire to want to participate in self-advocacy and take risks.
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Individual Outcomes - Self-Determination:
Consumer Directed Services 
Background

Self-determination is a principle which signifies control of decision-making and other activities by an individual and refers to being free of outside intervention and interference.
  This section of the report presents data on people who used the CDS option to hire and manage the people who provided their services and people who did not use CDS.  The literature suggests that person-directed service models, like CDS, are in part, reflective of a societal shift from social benevolence toward people with disabilities and their families to a growing acknowledgment and respect for these individual’s capabilities, autonomy, and personal rights.

Findings 
Only responses found to be statistically significant (p<.01) are included in this section of the report.  Statistically significant differences are noted when differences in responses to questions differ between people who used CDS and people who did not use CDS.  Also, data are only presented for the CBA and CLASS programs because data by CDS status were only available for these two programs.

CBA
No statistically significant differences in demographic characteristics were observed between people who used CDS and people who did not in the CBA program.
  However, differences were observed in access to supports and services, choice and control, and respect/dignity indicators.


Access to Services and Supports

People who used CDS were more likely to report that staff spent all the time they were supposed to with them, and that their meal preparation needs were met (Table 77).  In contrast, people who did not use CDS were more likely to report that their adaptive equipment or environmental needs were met compared to people who used CDS (Table 77).  However, it should be noted that adaptive equipment and environmental modifications are identified as needs during the service planning process and are provided through a home health agency, regardless of whether one uses CDS.  Therefore, CDS status alone does not account for the difference observed between people who had their adaptive equipment or environmental needs met and research is needed to understand why differences were observed between people who used CDS and people who did not.
Table 77 - Access to Services and Supports, CBA, CDS and non-CDS, 2009

	
	Percent (%)

	Access to Services and Supports
	Non-CDS
	CDS

	Adaptive equipment or environmental modification needs were met
	94
	81

	Paid staff spent all the time they were supposed to with person
	97
	100

	Meal preparation needs were met
	98
	100



Choice and Control

People who directed their own services using the CDS option were more likely to report that their staff needs were met and that they picked the staff that helped them (Table 78).  These findings are not surprising since CDS allows individuals to choose and hire the people that help them.  However, research is needed to understand why people who did not use CDS were more likely than people who used CDS to report receiving help from their case manager (Table 78, row 1) or being able to talk to their case manager whenever they needed (Table 78, row 2).

Table 78 - Choice and Control, CBA, CDS and non-CDS, 2009

	
	Percent (%)

	Choice and Control
	Non-CDS
	CDS

	Case manager or support coordinator helped when person asked for something
	89
	71

	Person could talk to case manager or support manager when needed
	90
	79

	Person knew he or she could change paid staff
	92
	100

	Person wanted to help pick paid staff
	69
	100

	Person picked paid staff
	64
	94



Respect/Dignity.

Findings related to Respect and Dignity were mixed by CDS status.  The first statistically significant finding was that 100% of people who used CDS reported that day staff listened carefully to what the person asked them to do compared to 80% who did not use CDS (Table 79).  Since the CDS option allows people to choose their own staff, this finding is not surprising.  However, research is needed to understand why a statistically significant difference in the percentage of people who reported being injured by the people that help them was observed between people who used CDS and people who did not (90% and 99%, respectively).    

Table 79 - Respect/Dignity, CBA, CDS and non-CDS, 2009

	
	Percent (%)

	Respect/Dignity
	Non-CDS
	CDS

	People paid to help at day program or outside the home listened carefully to what the person asked them to do
	80
	100

	Person was not injured by paid staff
	99
	90


CLASS

2009 Only

The findings suggest that in 2009, among people who received services from the CLASS program, people who used CDS were different from people who did not use CDS.  The two groups differed in characteristics related to demographics, health status, community inclusion, choice and decision-making, access to services and supports, and rights and respect.



Demographic Characteristics

Differences in demographic characteristics were observed between people who used CDS and people who did not.  People who used CDS tended to be younger and were more likely to be Caucasian and speak English (Table 80).  The finding regarding language is likely related to a person’s ethnicity.  Research is needed to understand if language is a barrier to utilizing the CDS option to direct ones services because people who primarily spoke Spanish were less likely to use the CDS option.
Table 80 - Demographic Characteristics, CLASS by CDS Status, 2009
	
	Percent (%)

	Demographic Characteristics
	Non-CDS
	CDS

	Age
	
	

	Average age
	29
	27

	Ethnicity
	
	

	Caucasian
	47
	64

	Hispanic
	38
	18

	Language
	
	

	English
	84
	98

	Spanish
	11
	0.5




Health Status

The health status of people who used CDS was also different from people who did not use CDS.  People who used CDS were more likely to be ambulatory and had a dental visit within the past 12 months (Table 81). 

Table 81 - Health Status, CLASS by CDS Status, 2009
	
	Percent (%)

	Health Status
	Non-CDS
	CDS

	Non-ambulatory
	30
	22

	Last dental visit was more than 12 months ago
	38
	10




Individual Outcomes: Community Inclusion

People who used CDS to direct their services were more likely to have participated in community activities and to have a best friend compared to people who did not use the CDS option (Table 82).

Table 82 - Community Integration, CLASS by CDS Status, 2009
	
	Percent (%)

	Community Integration
	Non-CDS
	CDS

	Attended public school
	17
	26

	Had best friend
	76
	88

	Went on vacation during past 30 days
	44
	58

	Went shopping with staff during past 30 days
	23
	39

	Ran errand or went to appointment with staff during past 30 days
	20
	33

	Went out for entertainment during past 30 days
	65
	77

	Ate out with staff during past 30 days
	18
	34

	Attended religious service during past 30 days
	89
	95

	Went out to exercise during past 30 days
	46
	60




Individual Outcomes: Choice and Decision-Making

With the exception of deciding how to use their spending money, people who used the CDS option to direct their services were also more likely to have choice and control over their services (Table 83).

Table 83 - Choice and Decision-Making, CLASS by CDS Status, 2009
	
	Percent (%)

	Choice and Decision-Making
	Non-CDS
	CDS

	Person chose staff that helps them at home
	46
	60

	Person chose day activity staff
	23
	46

	Person had input deciding on their daily schedule
	19
	27

	Person decided how to spend free time
	62
	71

	Someone else decided how to use their spending money
	29
	19

	Person had input choosing their case manager
	52
	62




System Performance: Access to Services and Supports

People who used CDS were less likely to report having 24-hour paid support and were more likely to report having daily paid supports instead (Table 84).

Table 84 - Access to Services and Supports, CLASS by CDS Status, 2009
	
	Percent (%)

	Access to Services and Supports
	Non-CDS
	CDS

	Had 24-hour support
	16
	3

	Had daily support
	64
	80




Health, Welfare, and Rights: Rights and Respect

People who used CDS to direct their services were more likely to report having opportunities to participate in self-advocacy (35% vs. 25% and to have actually participated in self-advocacy activities (33% vs. 22%) (Table 85).

Table 85 - Rights and Respect, CLASS by CDS Status, 2009
	
	Percent (%)

	Rights and Respect
	Non-CDS
	CDS

	Had opportunity to participate in self-advocacy
	25
	35

	Participated in self-advocacy
	22
	33


Trends over Time: CLASS, CDS Only

The findings suggest characteristics related to demographics, community integration, choice and decision-making, and access to services and supports among people who received services from the CLASS program and who used the CDS option changed--either increased or decreased--from 2005 to 2009.


Average Age

A striking trend among people in the CLASS program is that people who use CDS have tended to be younger over time.  The decline in the average age of people who use CDS may help explain the increase in the percentage of people who were never married from 2005 to 2009 (Table 86) because for example, if an increasing number of children were served from 2005 to 2009 then the average age would have declined over time and the percentage of people (i.e., children) who were single/never married would have increased over time.

Table 86 - Demographic Characteristics, CLASS, CDS, 2005-2009
	
	Percent (%)
	

	Demographic Characteristics
	2005
	2006
	2008
	2009
	Change from 2005-2009

	Age
	
	
	
	
	

	Average age
	31
	30
	29
	27
	(

	Marital Status
	
	
	
	
	

	Single, never married
	90
	88
	90
	96
	(




Individual Outcomes: Community Integration

An increase in the percentage of people who lived in a home owned by a family member may be explained by the decline in average age and increase in the percentage of people who were never married because if more children were enrolled in the program over time then the percentage of people who lived in a home owned by a family member would increase over time (Table 87).
Table 87 - Community Integration, CLASS, CDS, 2005-2009
	
	Percent (%)
	

	
	2005
	2006
	2008
	2009
	Change from 2005-2009

	Person lived in a home owned by a family member
	68
	68
	73
	82
	(



Individual Outcomes: Choice and Decision-Making

The percentage of people who reported choosing the people who help them at home, deciding how to use their spending money, or had input choosing their case manager declined from 2005 to 2009 (Table 88).  The decline in the percentage of people who chose who helps them at home is especially surprising since the CDS option allows individuals to choose who helps them at home.  However, given that the average age of people who received services from the CLASS program has declined over time, it is possible that parents or the individual’s legally authorized representative chose the people that helps the individual at home, hence the decline in the percentage of people who reported choosing who helps them at home.  The same rationale could also apply to the observed decline in the percentage of people who decided how to use their spending money or had input choosing their case manager (Table 88).
Table 88 - Choice and Decision-Making, CLASS, CDS, 2005-2009
	
	Percent (%)
	

	
	2005
	2006
	2008
	2009
	Change from 2005-2009

	Person chose the people who help them at home
	66
	78
	73
	60
	(

	Person decided how to use their spending money
	69
	73
	66
	55
	(

	Person had input choosing their case manager
	86
	86
	70
	62
	(

	
	
	
	
	
	




System Performance: Access to Services and Supports

Even though people who use CDS direct their own services, a decline was observed in the percentage of people who had control over their transportation from 2005 to 2009 (Table 89).  Again, it is possible that given the decline in average age over time, if more children were enrolled in CLASS over time then an increasing percentage of parents or legally authorized representative could be making decisions for the child, hence the observed decline in the percentage of people who had control over their transportation.  However, given the 22% decline from 2005 to 2009, control over one’s transportation still presents an opportunity for improvement.
Table 89 - Access to Services and Supports, CLASS, CDS, 2005-2009
	
	Percent (%)
	

	
	2005
	2006
	2008
	2009
	Change from 2005-2009

	Had control over their transportation
	72
	70
	62
	50
	(


Summary
In general, the CDS option did exactly what it was meant to do—people who used the CDS option knew they could change the people who help them and actually picked the people who help them compared to people who did not use the CDS option.  People who used the CDS option were also more likely to report that the people paid to help them spent all the time they were supposed to with them and were more likely to be integrated in the community.  Among people who received services from the CLASS program and used the CDS option to direct their services, further study is needed to understand whether declines in choice and decision-making (e.g., choosing who helps the person at home, how to use their spending money, or choosing their case manager) and access to services and supports (e.g., control over their transportation) may be due to an increase in the percentage of parents or legally authorized representatives who made decisions for the person since the age of people who received services from the CLASS program has declined from 2005 to 2009 (suggesting that an increasing percentage of children were enrolled in CLASS from 2005 to 2009).  Nonetheless, since the data suggests that people who used the CDS option had greater autonomy over their services and increased inclusion in the community, the CDS option appears to provide an avenue for self-determination.

CONCLUSIONS
The LTSSQR project is one of the tools DADS uses to identify opportunities for improvement so that DADS can provide quality long-term services and supports for older people and people with disabilities.  Findings from LTSSQR 2010 report indicate that opportunities to improve long-term services and supports exist and that improvements in services and supports have occurred over time.  

With respect to the CDS option people use to direct their services and supports, findings from the report provide evidence that supports DADS ongoing efforts to increase a person’s independence and autonomy by giving people the choice and decision-making authority to hire and manage the people who help them, which in turn increases one’s choice and control over their long-term services and supports.  In addition to being offered in two programs presented in LTSSQR 2010 (CBA and CLASS), the CDS option is now also available in all DADS waiver programs and state plan personal assistance services.  The observation that, “people who direct their services have a high degree of awareness about choosing the staff that helps them…and are more likely to choose their staff” speaks to DADS up-to-date CDS training and presentations for service providers and internal and external stakeholders.
  

Finally, while opportunities to improve choice, control, and autonomy are broad goals, LTSSQR 2010 points to specific goals to help people achieve choice and control over their services and supports including increasing a person’s autonomy to take risks, choosing their staff or case manager, having control over their transportation and spending money, and privacy when visiting with guests.  Access to timely preventive care, adaptive equipment or home modifications, and increased awareness of CDS for people who speak Spanish are additional goals to consider.  DADS will continue to track these indicators over time so that the quality improvement process, from identifying problem areas to measuring the impact of an intervention using LTSSQR, will help ensure quality long-term services and supports in Texas.

CURRENT OR UPCOMING DADS INITIATIVES THAT ADDRESS ISSUES DESCRIBED IN LTSSQR 2010
Home and Community-Based Services (HCBS) Workforce Advisory Council

During the 81st Texas Legislature, Regular Session in 2009, Senate Bill 1850 was proposed to create an HCBS Workforce Council to address issues related to recruiting and retaining direct service workers.  Even though the bill did not pass, HHSC Executive Commissioner Thomas Suehs recognized the critical role the direct service workforce plays in providing long-term services and supports to people who are older and those with disabilities and directed HHSC and DADS to establish a council modeled on Senate Bill 1850.  The Council was charged with producing a report which analyzed current and anticipated funding needs and made policy and funding recommendations related to the HCBS direct service workforce.
  
In their final report submitted to Executive Commissioner Suehs in November 2010, the Council ranked 15 recommendations for improving the recruitment, retention, and training of direct support workers in Texas.  The top three priority recommendations were related to compensation (i.e., wage parity, wage floor, and a health benefit buy-in pilot).  Additional recommendations included improvements to the state’s ability to provide policy-relevant information about the workforce (i.e., routine data collection on direct service workers, staff to address HCBS workforce issues, and continuation of the HCBS Advisory Council), increased quality of services through training and education (i.e., educational materials about the role of direct service workers in long-term services and supports, a broad-based training curriculum for direct service workers, and an organization focused on workforce training), improved provider recruitment and management practices (i.e., prospective rate setting, training for frontline supervisors, an electronic database that connects workers to people who need someone to help them, and a website for providers about recruitment and retention strategies), and increased support and recognition of direct service workers (e.g., “Honoring Direct-Support Workers Week” and establishment of Direct Service Worker Resource Centers).

Intervention to Increase Awareness of the CDS Option
In 2011, DADS plans to undertake an intervention to increase awareness of the CDS option people who receive long-term services and supports from HCBS programs can use to make decisions about who helps them.  The proposed intervention is based on findings from the LTSSQR 2010 report which found that, “people who used CDS were more likely than people who did not use CDS to know they could change the staff paid to help them, want to help pick the staff paid to help them, and actually chose the staff that helped them.”  The idea that underlies the intervention is that since the CDS option allows people to choose who helps them and “choice of staff” was identified as an ‘opportunity for improvement’, then increasing awareness about the CDS option might increase the percentage of people who utilize the CDS option, which would in turn increase the percentage of people who had choice and control over who helps them.  Also, since findings from the LTSSQR 2010 report included that “people who used CDS were more likely than people who did not use CDS to have input deciding on their daily schedule, how to spend their free time, chose their case manager, and decided how to use their spending money,” increased awareness about the CDS option may also increase the percentage of people who had control over these daily decisions.
The proposed intervention will target individuals who receive services from home and community-based programs by developing and then disseminating a message to “market” the CDS option, revising existing CDS materials, and conducting town hall meetings in eight cities throughout the state.  Effectiveness of the intervention will be assessed in the next LTSSQR report by examining whether the number and percentage of people who utilized the CDS option increased and whether the increase in CDS utilization resulted in an increased percentage of people who reported having more choice about who helps them and control over daily decisions described above.

The intervention will also target DADS case managers and service coordinators at local authorities (formerly known as MRAs) by enhancing already-existing training which in addition to the CDS materials and town hall meetings will also include webinars about the CDS option, identification of case manager liaisons throughout the state, and collaboration between DADS and local authority staff to reach as many service coordinators and case managers possible.  A pre- and post-survey will be given to case managers and service coordinators to measure the intervention’s effectiveness.  
In addition to addressing an ‘opportunity for improvement’ described in the LTSSQR 2010 report, the proposed intervention also addresses recommendation #7 made by the Consumer Direction Workgroup to “provide a path to increase…freedom of choice”: “Develop and implement outreach activities across the state, including outlying and rural areas, to increase awareness and understanding of the benefits of the CDS option among individuals and families.”
  Among its accomplishments in fiscal years 2009-2010, the Consumer Direction Workgroup assisted in education and outreach through improvement in web-based resources and participated in town hall meetings.  Since the Workgroup provides direction and input into consumer direction to HHSC, DADS, and the Texas Workforce Commission, DADS will partner with members of the workgroup to carry out the proposed intervention.

Long-Term Care Quality Reporting System (QRS)

DADS Long-Term Care QRS
 website provides a search function stakeholders can use to find providers by name, address, zip code, area code, county, city, or specialized services (e.g., Alzheimer’s units, dialysis services, and occupational, speech, or physical therapies).  Stakeholders can search for providers that deliver services in residential or HCBS settings.  The QRS website also provides ratings for providers that are based on recommendations that stem from inspections and complaint investigations conducted by DADS.  In short, DADS QRS is a tool people can use to find out about providers in their area so they can make informed decisions about their long-term services and support needs. 
Physical and Behavioral Health Services in the HCS and CLASS Waiver Programs

In August 2010, DADS undertook a project to study the physical and behavioral health services provided by the HCS and CLASS waiver programs to: (a) examine the access to and availability of physical and behavioral health services, (b) identify gaps in services and areas for improvement, (c) examine benefits and barriers to integrating physical and behavioral health services, (d) assess provider capacity and capabilities for serving individuals with complex needs, and (e) formulate recommendations and strategies for implementing systemic improvements.  
From November to December 2010, two focus group discussions—one with people who receive services from HCS or CLASS and another with people who provide services for either waiver program—were held in each of the following cities:  Austin, Dallas, El Paso, Houston, Longview, Lubbock, and McAllen.  Stakeholders who were not able to attend a focus group in person were invited to provide feedback on the focus group questions online.  A total of 168 people who receive services and 122 people who provide services for either the HCS or CLASS waiver program provided feedback about gaps in services and recommendations to address those gaps.  DADS contracted with an independent organization to conduct focus group discussions and provide a final report that DADS will use to include stakeholder recommendations to improve long-term services and supports provided by the HCS and CLASS waiver programs.  The final report is expected to be submitted to DADS in January 2011.
Texas Quality Matters

The observation that “most people received the services they needed” and “were satisfied with information or access to services and supports” speaks to key strategies implemented by many different areas at DADS.  The LTSSQR project is just one strategy DADS uses to monitor the quality of long-term services and supports across the state.  TexasQualityMatters.org
 represents another strategy DADS uses to support long-term services and supports programs by providing information about DADS quality improvement initiatives.  DADS staff use the TexasQualityMatters.org website to disseminate information about innovations and best practices related to long-term services and supports.  Stakeholders can use the website to make informed decisions about their long-term services and support needs.
APPENDIX A. Description of Services and Supports by Program

Community-Based Alternatives (CBA)
The CBA Program provides services and supports for people who are aging or have disabilities as an alternative to residing in a nursing facility. Services include case management by Texas Department of Aging and Disability Services (DADS) staff, financial management, adaptive aids, medical supplies, dental, adult foster care, assisted living/residential care, emergency response, nursing, minor home modifications, occupational therapy, personal assistance, home delivered meals, physical therapy, respite care, speech pathology, and transition assistance services.  The CDS option is available in CBA.
Table A1. CBA, Average Number of People Served Over Time

	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	25,412
	26,163
	26,712
	25,208


Community Living Assistance and Support Services (CLASS)
The CLASS Program provides services and supports for individuals with related conditions as an alternative to residing in an Intermediate Care Facility for Persons with MR (ICF/MR).  Individuals may live in their own or family’s home.  Services include adaptive aids and medical supplies, case management, CDS, habilitation, minor home modifications, nursing services, occupational and physical therapy, behavioral support services, respite, specialized therapies, speech pathology, supported employment and transition assistance services.

Table A2. CLASS, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	1,790
	2,003
	3,052
	3,901


Consolidated Waiver Program (CWP)
CWP was implemented as a pilot program in September 2001 in Bexar County.  The program consists of individuals drawn from interest lists for the following community services and supports waiver programs: CBA, Home and Community-Based Services (HCS), CLASS, Deaf Blind with Multiple Disabilities (DBMD), and Medically Dependent Children Program (MDCP).  CWP provides an alternative to residing in a nursing facility or in an ICF/MR.  The following services are available in CWP: adaptive aids/medical supplies, adult foster care, assisted living/residential care, audiology, behavior communication, child support, dental, dietary, emergency response, family surrogate services, day habilitation, home-delivered meals, independent advocacy, intervener, minor home modifications, nursing, orientation and mobility, personal assistance, transportation, psychological, behavioral support, respite, social work, supported employment, physical, occupational therapy, and speech/language therapy.
Table A3. CWP, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	178
	167
	183
	181


Deaf Blind with Multiple Disabilities (DBMD)
The DBMD Program provides services and supports for individuals with deaf blindness and one or more other disabilities as an alternative to residing in an ICF/MR.  Individuals may reside in their own or family’s home or in small group homes.  Services include adaptive aids and medical supplies, dental services, assisted living, behavioral support services, case management, chore provider, minor home modifications, residential habilitation, day habilitation, intervener, nursing services, occupational therapy, physical therapy, orientation and mobility, respite, speech, hearing and language therapy, supported employment, employment assistance, dietary services, financial management services for the CDS option, and transition assistance.

Table A4. DBMD, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	135
	130
	138
	138


Home and Community-Based Services (HCS)
The HCS Program provides services and supports for individuals with intellectual and developmental disabilities or a related condition as an alternative to residing in an ICF/MR. Individuals may live in their own or family’s home, foster/companion care setting, or in a residence with no more than four individuals who receive similar services.  Services include case management, and, as appropriate to the individual’s needs, residential assistance, supported employment, day habilitation, respite, dental treatment, adaptive aids, minor home modifications, and/or specialized therapies such as social work, behavioral support, occupational therapy, physical therapy, audiology, speech/language pathology, dietary services, and licensed nursing services.

Table A5. HCS, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month 
	9,040
	10,288
	11,798
	13,349


Intermediate Care Facilities for people with MR (ICF/MR)
An Intermediate Care Facility for Persons with MR or Related Conditions (ICF/MR-RC) is a residential facility serving four or more individuals with intellectual and developmental disabilities or a related condition.  The provision of active treatment is the core requirement of certification as an ICF/MR.  Active treatment is the aggressive, consistent implementation of a program of specialized and generic training, treatment, and health services.  Active treatment does not include services to maintain generally independent individuals who are able to function with little supervision or in the absence of a continuous active treatment program. 

Section 1905(d) of the Social Security Act created the optional Medicaid benefit to certify and fund these facilities.  Each facility must comply with federal and state standards, applicable laws, and regulations.  ICF/MRs are operated by both private and public (community Mental Health MR centers and State Supported Living Centers) entities.  These facilities provide diagnosis, treatment, rehabilitation, ongoing evaluation, planning, 24-hour supervision, coordination, and integration of health or rehabilitative services to help each individual function at their greatest ability.

Table A6. ICF/MR, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	7,200
	6,836
	6,624
	6,412


State Supported Living Center (SSLC)
SSLCs provide direct services and supports for individuals with intellectual and developmental disabilities admitted to the twelve SSLCs and a single state centers providing residential services.  SSLCs are located in Abilene, Austin, Brenham, Corpus Christi, Denton, El Paso, Lubbock, Lufkin, Mexia, Richmond, San Angelo, and San Antonio.  The Rio Grande state center also provides campus-based services.  The center is certified as an ICF/MR, a Medicaid funded federal/state service.  Approximately 60% of the operating funds for the facilities are received from the federal government and 40% are provided through State General Revenue or third-party revenue sources.  The Rio Grande State Center is operated by the Department of State Health Services (DSHS).  DADS contracted with DSHS to provide services to persons with intellectual and developmental disabilities at this location.  These facilities provide 24-hour residential services, comprehensive behavioral treatment services, and health care services including physician services, nursing services, and dental services.  Other services include skills training; occupational, physical and speech therapies; vocational programs and employment; and services to maintain connections between individuals served, their families, and their natural support systems.

Table A7. SSLC, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	4,977
	4,930
	4,909
	4,843


Texas Home Living Waiver (TxHmL)
The TxHmL program provides essential services and supports for individuals with intellectual and developmental disabilities or a related condition as an alternative to residing in an ICF/MR.  Individuals must live in their own or family home.  Service components are comprised of the Community Living Service category and the Technical and Professional Supports Services category.  The Community Living Service category includes community support, day habilitation, employment assistance, supported employment, and respite services.  The Technical and Professional Supports Services category includes skilled nursing, behavioral support, adaptive aids, minor home modifications, dental treatment, and specialized therapies.  Coordination of services is provided by the local MR authority service coordinator.
Table A8. TxHmL, Average Number of People Served Over Time
	
	FY 2005
	FY 2006
	FY 2007
	FY 2008

	Average number of people served per month
	1,482
	1,924
	1,404
	1,279


APPENDIX B. Demographic Characteristics by Program


Table B1. CBA (non-CDS), Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, 2008, and 2009
	 
	2005
	2006
	2007
	2008
	2009

	Total number of people
	382
	427
	People participating in CBA were not interviewed in 2007
	383
	362

	Gender (%)
	
	
	
	
	

	Female
	76
	74
	
	62
	72

	Male
	24
	26
	
	38
	28

	Total
	100
	100
	
	100
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	13
	18
	
	12
	12

	Caucasian
	55
	46
	
	57
	42

	Hispanic 
	30
	33
	
	31
	44

	Unknown
	3
	3
	
	0
	1

	Total
	101*
	100
	
	100
	99*

	Age (mean)
	
	
	
	
	

	Average age
	71
	70
	
	71
	70

	Marital Status (%)
	
	
	
	
	

	Single, never married
	15
	18
	
	9
	25

	Married
	26
	25
	
	39
	25

	Single, married in the past
	58
	57
	
	52
	50

	Total
	99*
	100
	
	100
	100

	Primary Language (%)
	
	
	
	
	

	English
	71
	76
	
	78
	66

	Spanish
	29
	24
	
	22
	32

	Other
	0
	0
	
	0
	2

	Total
	100
	100
	
	100
	100


* Does not sum to 100% because of rounding.


Table B2. CLASS (non-CDS), Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, 2008, and 2009
	 
	2005
	2006
	2007
	2008
	2009

	Total number of people
	249
	276
	People participating in CLASS were not interviewed in 2007
	327
	440

	Gender (%)
	
	
	
	
	

	Female
	45
	47
	
	45
	43

	Male
	55
	53
	
	55
	57

	Total
	100
	100
	
	100
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	12
	9
	
	13
	8

	American Indian or Alaskan Native
	0
	0
	
	1
	0

	Asian or Pacific Islander
	0
	0
	
	2
	2

	Caucasian
	59
	58
	
	49
	47

	Hispanic 
	24
	28
	
	36
	38

	Unknown
	4
	4
	
	0
	5

	Total
	99*
	99*
	
	101*
	100

	Age (mean)
	
	
	
	
	

	Average age
	30
	30
	
	29
	29

	Marital Status (%)
	
	
	
	
	

	Single, never married
	93
	94
	
	93
	96

	Married
	4
	4
	
	3
	2

	Single, married in the past
	4
	1
	
	3
	2

	Total
	101*
	99*
	
	99*
	100

	Primary Language (%)
	
	
	
	
	

	English
	87
	93
	
	93
	85

	Other
	13
	7
	
	7
	15

	Total
	100
	100
	
	100
	100


* Does not sum to 100% because of rounding.


Table B3. CWP, Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, and 2009
	 
	2005
	2006
	2007
	2008
	2009

	Total number of people
	51
	80
	People participating in CWP were not interviewed in 2007
	People participating in CWP were not interviewed in 2008
	112

	Gender (%)
	
	
	
	
	

	Female
	53
	64
	
	
	61

	Male
	47
	36
	
	
	39

	Total
	100
	100
	
	
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	6
	9
	
	
	8

	American Indian or Alaskan Native
	0
	0
	
	
	1

	Asian or Pacific Islander
	0
	0
	
	
	1

	Caucasian
	49
	45
	
	
	56

	Hispanic 
	41
	44
	
	
	56

	Unknown
	4
	3
	
	
	1

	Total
	100
	101*
	
	
	123

	Age (mean)
	
	
	
	
	

	Average age
	31
	44
	
	
	39

	Marital Status (%)
	
	
	
	
	

	Single, never married
	94
	68
	
	
	78

	Married
	6
	13
	
	
	9

	Single, married in the past
	0
	20
	
	
	13

	Total
	100
	101*
	
	
	100

	Primary Language (%)
	
	
	
	
	

	English
	96
	83
	
	
	88

	Other
	4
	18
	
	
	12

	Total
	100
	101*
	
	
	100


* Does not sum to 100% because of rounding.

Table B4. DBMD, Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, and 2009
	 
	2005
	2006
	2007
	2008
	2009

	Total number of people
	61
	105
	People participating in DBMD were not interviewed in 2007
	People participating in DBMD were not interviewed in 2008
	118

	Gender (%)
	
	
	
	
	

	Female
	44
	35
	
	
	37

	Male
	56
	65
	
	
	63

	Total
	100
	100
	
	
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	18
	17
	
	
	15

	American Indian or Alaskan Native
	0
	0
	
	
	0

	Asian or Pacific Islander
	0
	0
	
	
	1

	Caucasian
	70
	70
	
	
	69

	Hispanic 
	11
	11
	
	
	14

	Unknown
	0
	2
	
	
	1

	Total
	99*
	100
	
	
	100

	Age (mean)
	
	
	
	
	

	Average age
	36
	37
	
	
	36

	Marital Status (%)
	
	
	
	
	

	Single, never married
	100
	100
	
	
	100

	Married
	0
	0
	
	
	0

	Single, married in the past
	0
	0
	
	
	0

	Total
	100
	100
	
	
	100

	Primary Language (%)
	
	
	
	
	

	English
	48
	69
	
	
	90

	Spanish
	52
	31
	
	
	10

	Total
	100
	100
	
	
	100


Does not sum to 100% because of rounding 

Table B5. HCS, Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, 2007, and 2009
	
	2005
	2006
	2007
	2008
	2009

	Total number of people
	361
	411
	518
	People participating in HCS were not interviewed in 2008
	592

	Gender (%)
	
	
	
	
	

	Female
	44
	42
	43
	
	40

	Male
	56
	58
	57
	
	60

	Total
	100
	100
	100
	
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	21
	19
	20
	
	21

	American Indian or Alaskan Native
	0
	0
	0
	
	0

	Asian or Pacific Islander
	1
	0
	1
	
	1

	Caucasian
	52
	55
	54
	
	48

	Hispanic
	25
	24
	24
	
	28

	Other
	1
	1
	1
	
	0

	Unknown
	0
	0
	0
	
	1

	Total
	100
	99*
	100
	
	99*

	Age (mean)
	
	
	
	
	

	Average age
	39
	38
	37
	
	38

	Marital Status (%)
	
	
	
	
	

	Single, never married
	97
	96
	96
	
	98

	Married
	1
	2
	1
	
	1

	Single, married in the past
	3
	2
	3
	
	1

	Total
	101*
	100
	100
	
	100

	Primary Language (%)
	
	
	
	
	

	English
	92
	90
	90
	
	92

	Other
	8
	10
	10
	
	8

	Total
	100
	100
	100
	
	100


*Does not sum to 100% because of rounding.

Table B6. Large ICF/MR, Demographic Characteristics of People who Responded to LTSSQR Survey, 2005-2009
	
	2005
	2006
	2007
	2008
	2009

	Total number of people
	56
	92
	293
	329
	507

	Gender (%)
	
	
	
	
	

	Female
	52
	41
	39
	41
	42

	Male
	48
	59
	61
	59
	58

	Total
	100
	100
	100
	100
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	14
	22
	13
	18
	12

	American Indian or Alaskan Native
	2
	0
	0
	1
	1

	Asian or Pacific Islander
	2
	0
	1
	1
	0

	Caucasian
	63
	65
	65
	65
	70

	Hispanic
	16
	11
	20
	15
	11

	Other
	4
	2
	1
	0
	0

	Unknown
	0
	0
	0
	0
	5

	Total
	101*
	100
	100
	100
	99*

	Age (mean)
	
	
	
	
	

	Average age
	48
	46
	47
	47
	48

	Marital Status (%)
	
	
	
	
	

	Single, never married
	100
	97
	99
	99
	99

	Married
	0
	1
	0
	0
	0

	Single, married in the past
	0
	2
	1
	1
	1

	Total
	100
	100
	100
	100
	100

	Primary Language (%)
	
	
	
	
	

	English
	93
	93
	95
	94
	94

	Other
	7
	7
	5
	6
	6

	Total
	100
	100
	100
	100
	100


* Does not sum to 100% due to rounding.
Table B7. Small or Medium ICFs/MR, Demographic Characteristics of People who Responded to LTSSQR Survey, 2005-2009
	
	2005
	2006
	2007
	2008
	2009

	Total number of people
	136
	267
	142
	400
	765

	Gender (%)
	
	
	
	
	

	Female
	49
	48
	55
	48
	46

	Male
	51
	52
	45
	52
	54

	Total
	100
	100
	100
	100
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	14
	14
	10
	15
	15

	American Indian or Alaskan Native
	1
	0
	0
	1
	1

	Asian or Pacific Islander
	1
	1
	0
	0
	1

	Caucasian
	70
	68
	81
	73
	68

	Hispanic
	15
	14
	9
	12
	12

	Other
	0
	3
	0
	0
	0

	Unknown
	0
	0
	0
	0
	2

	Total
	101*
	100
	100
	101*
	99*

	Age (mean)
	
	
	
	
	

	Average age
	42
	42
	43
	44
	43

	Marital Status (%)
	
	
	
	
	

	Single, never married
	99
	99
	98
	97
	99

	Married
	0
	0
	0
	0
	0

	Single, married in the past
	1
	1
	2
	3
	1

	Total
	100
	100
	100
	100
	100

	Primary Language (%)
	
	
	
	
	

	English
	94
	96
	98
	97
	94

	Other
	6
	4
	2
	3
	6

	Total
	100
	100
	100
	100
	100


* Does not sum to 100% due to rounding.
Table B8. SSLC, Demographic Characteristics of People who Responded to LTSSQR Survey, 2005-2009
	
	2005
	2006
	2007
	2008
	2009

	Total number of people
	176
	355
	609
	629
	1453

	Gender (%)
	
	
	
	
	

	Female
	44
	38
	39
	43
	40

	Male
	56
	62
	61
	57
	60

	Total
	100
	100
	100
	100
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	13
	13
	12
	13
	14

	American Indian or Alaskan Native
	1
	0
	0
	0
	0

	Asian or Pacific Islander
	1
	0
	0
	0
	0

	Caucasian
	65
	64
	67
	70
	67

	Hispanic
	20
	22
	20
	17
	15

	Other
	1
	1
	0
	0
	0

	Unknown
	0
	0
	0
	0
	3

	Total
	101*
	100
	99*
	100
	99*

	Age (mean)
	
	
	
	
	

	Average age
	46
	46
	46
	44
	48

	Marital Status (%)
	
	
	
	
	

	Single, never married
	100
	100
	100
	100
	100

	Married
	0
	0
	0
	0
	0

	Single, married in the past
	0
	0
	0
	0
	0

	Total
	100
	100
	100
	100
	100

	Primary Language (%)
	
	
	
	
	

	English
	95
	91
	96
	95
	94

	Other
	5
	9
	4
	5
	6

	Total
	100
	100
	100
	100
	100


* Does not sum to 100% due to rounding.

Table B9. TxHmL, Demographic Characteristics of People who Responded to LTSSQR Survey in 2005, 2006, and 2009
	 
	2005
	2006
	2007
	2008
	2009

	Total number of People
	316
	354
	People participating in TxHmL were not interviewed in 2007
	People participating in TxHmL were not interviewed in 2008
	373

	Gender (%)
	
	
	
	
	

	Female
	47
	46
	
	
	46

	Male
	53
	54
	
	
	54

	Total
	100
	100
	
	
	100

	Ethnicity (%)
	
	
	
	
	

	African American
	28
	26
	
	
	23

	Asian or Pacific Islander
	1
	1
	
	
	2

	Caucasian
	39
	39
	
	
	41

	Hispanic 
	31
	32
	
	
	33

	Unknown
	0
	0
	
	
	1

	Other
	1
	2
	
	
	0

	Total
	100
	100
	
	
	100

	Age (mean)
	
	
	
	
	

	Average age
	34
	33
	
	
	33

	Marital Status (%)
	
	
	
	
	

	Single, never married
	96
	97
	
	
	95

	Married
	2
	1
	
	
	3

	Single, married in the past
	2
	2
	
	
	2

	Total
	100
	100
	
	
	100

	Primary Language (%)
	
	
	
	
	

	English
	90
	90
	
	
	90

	Other
	10
	10
	
	
	10

	Total
	100
	100
	
	
	100


APPENDIX C.  Response to Survey Questions by the Person Allowed to Respond

	Table C1.  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Individual Outcomes
	Employment or Day Activity
	Community-Based Employment/ Other Day Activity
	Had a paid job in a community-based setting during the past month (NCI & PES)
	
	
	√

	
	
	
	Worked 10 out of last 12 months in a community job (NCI & PES)
	
	
	√

	
	
	
	Participated in an unpaid activity in a community-based setting during past month (NCI & PES)
	
	
	√

	
	
	Facility-Based Employment/ Other Day Activity
	Paid for work performed in a facility-based setting during past month (NCI & PES)
	
	
	√

	
	
	Wants to Work or Attend Day Program
	Wants to work or attend day program outside the home (NCI & PES)
	√
(NCI)
	√
(PES)
	

	
	
	Barriers to Employment
	Transportation keeps person from working in the community (NCI only)
	√
	
	

	
	
	
	Training or education keeps person from working in the community (NCI only)
	√
	
	

	
	
	
	Lack of job coaching or supports keeps person from working in the community (NCI only)
	√
	
	

	
	
	
	Working would affect benefits (NCI only)
	√
	
	

	
	
	
	Lack of job opportunities keeps person from working at a job in the community (NCI only)
	√
	
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Individual Outcomes (continued)
	Employment or Day Activity (continued)
	Did Not Receive Employment Supports or Day Services
	Person did not receive employment support or day services (NCI & PES)
	
	
	√

	
	Community Inclusion
	Took Part in Everyday Community Activities
	Person went shopping during past 30 days (NCI only)
	
	√
	

	
	
	
	Person ran errands or went to an appointment during past 30 days (NCI only)
	
	√
	

	
	
	
	Person went out for entertainment during past 30 days (NCI only)
	
	√
	

	
	
	
	Person went out to eat during past 30 days (NCI only)
	
	√
	

	
	
	
	Person went to a religious service during past 30 days (NCI only)
	
	√
	

	
	
	
	Person went out for exercise during past 30 days (NCI only)
	
	√
	

	
	Choice and Decision-Making
	Home
	Person chose where they live (NCI only)
	
	√
	

	
	
	
	Person chose who they live with (NCI only)
	
	√
	

	
	
	
	Person chose who helps them at home (NCI only)
	
	√
	

	
	
	
	Person decided who came into their home (NCI & PES) 
	√

(NCI)
	√
(PES)
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Individual Outcomes (continued)
	Choice and Decision-Making (continued)
	Daily Schedule or Free Time
	Person had input on their daily schedule (NCI only)
	
	√
	

	
	
	
	Person decided how to spend their free time (NCI only)
	
	√
	

	
	
	Work
	Person chose where they work (NCI only)
	
	√
	

	
	
	
	Person chose who helps them at their job (NCI only)
	
	√
	

	
	
	Day
	Person chose where to go during the day (NCI only)
	
	√
	

	
	
	
	Person chose who helps them during the day (NCI only)
	
	√
	

	
	
	Spending Money
	Person chose what to buy with spending money (NCI only)
	
	√
	

	
	
	Case Manager
	Person chose their case manager (NCI only)
	
	√
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Individual Outcomes (continued)
	Relationships
	Relationships with Other People
	Person got to help other people (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person could have a close relationship if they wanted (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person had friends who were not staff or family (NCI only)
	√
	
	

	
	
	
	Person had a best or close friend (NCI only)
	√
	
	

	
	
	
	Person could see family whenever they wanted (NCI only)
	√
	
	

	
	
	
	Person could see friends whenever they wanted (NCI only)
	√
	
	

	
	
	Loneliness
	Person felt lonely often (NCI only)
	√
	
	

	
	Satisfaction
	Services and Supports Helped People
	Services and supports addressed health and well-being (PES only)
	
	√
	

	
	
	
	Services and supports helped people achieve their personal goals (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	Happy or Satisfied
	People were happy with their personal life (NCI only)
	
	√
	

	
	
	
	Person liked their home or where they lived (NCI only)
	√
	
	


	
	
	
	Person liked their day program or activity (NCI only)
	√
	
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Individual Outcomes (continued)
	Satisfaction (continued)
	Satisfied with Information Received About Services
	Determination or enrollment process was easy to understand and user-friendly (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Satisfied with information provided about applying for services (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Satisfied with information about services available to the person (NCI & PES)
	√

(NCI)
	√
(PES)
	

	System Performance
	Service Coordination
	Service Coordinator is Accessible
	Person met or could name their case manager or service coordinator (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person could talk to their case manager or service coordinator when needed (PES only)
	
	√
	

	
	
	Service Coordinator is Responsive
	When person asked, case manager or service coordinator got the person what they needed (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person got special equipment or home modification after talking to service coordinator (PES only)
	
	√
	

	
	
	Service Coordinator Supports the Person’s Participation in Planning Their Services
	Case manager or service coordinator asked about the person’s preferences (NCI & PES)
	√

(NCI)
	√
(PES)
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	System Performance (continued)
	Access to Services and Supports
	Others Were Available to Help
	People knew who their advocate or guardian was (NCI only)
	√
	
	

	
	
	
	Others helped person do or learn new things (NCI only)
	
	√
	

	
	
	
	Wanted more help to do or learn new things (NCI only)
	
	√
	

	
	
	Transportation
	Person had control over their transportation (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Almost always had a way to get where they wanted to go (NCI only)
	
	√
	

	
	
	Received Needed Services
	Person received needed services (NCI only)
	
	√
	

	Health, Welfare, and Rights
	Safety
	Felt Afraid or Scared
	Person felt afraid or scared at home (NCI only)
	√
	
	

	
	
	
	Person felt afraid or scared in their neighborhood (NCI only)
	√
	
	

	
	Health
	Preventive Medical Care
	Last complete annual physical exam was within the past 12 months (NCI & PES)
	
	
	√

	
	
	
	Last dental visit was within the past 6 months (NCI & PES)
	
	
	√

	
	
	
	If female, last OB/GYN exam was within the past 12 months (NCI & PES)
	
	
	√


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Health, Welfare, and Rights (continued)
	Rights and Respect
	Treated with Respect
	People paid to help the person at home are respectful (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	People paid to help person at day program are respectful (NCI & PES)
	√
(NCI)
	√
(PES)
	

	
	
	
	People paid to help the person with transportation are respectful (PES only)
	
	√
	

	
	
	
	Others let the person know before entering their home (NCI only)
	√
	
	

	
	
	
	Others let the person know before entering their bedroom (NCI only)
	√
	
	

	
	
	Privacy
	Person had enough privacy at home (NCI only)
	√
	
	

	
	
	
	Others read person’s mail or email without permission (NCI only)
	
	√
	

	
	
	
	People paid to help took the person’s things without asking (PES only)
	
	√
	

	
	
	Freedom to Use Phone or Internet
	Person could use the phone anytime (NCI only)
	
	√
	

	
	
	
	Person could use the internet anytime (NCI only)
	
	√
	


	Table C1 (continued).  Response to Survey Questions by the Person Allowed to Respond
	Person allowed to respond to question

	Domain
	Sub-Domain
	Indicator
	Response to survey question
	Only the person in face-to-face interview
	Someone who knew the person well in-person or by phone
	Case manager or service coordinator

	Health, Welfare, and Rights (continued)
	Rights and Respect (continued)
	Self-Advocacy
	Person participated in self-advocacy (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person wanted to participate in self-advocacy (NCI & PES)
	√

(NCI)
	√
(PES)
	

	
	
	
	Person was free to take risks if they wanted (NCI & PES)
	√

(NCI)
	√
(PES)
	


APPENDIX D. Demographic Characteristics, CBA, non-CDS and CDS, 2009
Table D1. Demographic Characteristics, CBA, non-CDS and CDS, 2009*

	 
	Non-CDS
	CDS
	Total

	 
	n
	%
	n
	%
	n
	%

	Total number of people
	362
	83
	74
	17
	436
	100

	Gender
	 
	 
	 
	 
	 
	 

	Female
	259
	72
	31
	42
	290
	67

	Male
	103
	28
	43
	58
	146
	33

	Total
	362
	83
	74
	17
	436
	100

	Ethnicity
	 
	 
	 
	 
	 
	 

	African American
	45
	12
	4
	6
	49
	11

	Caucasian
	152
	42
	52
	72
	204
	47

	Hispanic 
	159
	44
	14
	19
	173
	40

	Unknown
	5
	1
	2
	3
	7
	2

	Total**
	361
	83
	72
	17
	433
	100

	Age
	 
	 
	 
	 
	 
	 

	Average age
	70
	56
	
	

	Marital Status
	 
	 
	 
	 
	 
	 

	Single, never married
	80
	25
	30
	47
	110
	29

	Married
	81
	25
	17
	27
	98
	26

	Single, married in the past
	157
	49
	17
	27
	174
	46

	Total**
	318
	83
	64
	17
	382
	100

	Primary Language
	 
	 
	 
	 
	 
	 

	English
	237
	66
	68
	93
	305
	70

	Spanish
	115
	32
	5
	7
	120
	28

	Other
	8
	2
	0
	0
	8
	2

	Total**
	360
	83
	73
	17
	433
	100

	*“Total” row values are row percents.

**Some totals numbers (n’s) may not sum to 362 (for non-CDS) or 74 (for CDS) because of missing survey responses.


APPENDIX E. Demographic Characteristics, CLASS, non-CDS and CDS, 2009

	Table E1. Demographic Characteristics, CLASS, non-CDS and CDS, 2009*

	 
	Non-CDS
	CDS
	Total

	 
	n
	%
	n
	%
	n
	%

	Total number of people
	440
	54
	382
	46
	822
	100

	Gender
	
	
	
	
	
	

	Female
	190
	54
	160
	46
	350
	43

	Male
	250
	53
	222
	47
	472
	57

	Total
	440
	54
	382
	46
	822
	100

	Ethnicity
	
	
	
	
	
	

	African American
	36
	49
	37
	51
	73
	9

	American Indian or Alaskan Native
	2
	33
	4
	67
	6
	1

	Asian or Pacific Islander
	7
	54
	6
	46
	13
	2

	Caucasian
	205
	46
	245
	54
	450
	55

	Hispanic 
	168
	71
	68
	29
	236
	29

	Unknown
	22
	50
	22
	60
	44
	5

	Total**
	440
	54
	382
	46
	822
	101***

	Age
	
	
	
	
	
	

	Average age (mean)
	29
	27
	-

	Marital Status
	
	
	
	
	
	

	Single, never married
	409
	54
	350
	46
	759
	96

	Married
	8
	44
	10
	56
	18
	2

	Single, married in the past
	8
	44
	6
	56
	14
	2

	Total**
	425
	54
	366
	46
	791
	100

	Primary Language
	
	
	
	
	
	

	English
	372
	50
	373
	50
	745
	91

	Spanish
	49
	96
	2
	4
	51
	6

	Other
	16
	80
	4
	20
	20
	2

	Total**
	437
	54
	379
	46
	816
	99***

	*“Total” row values are row percents.

**Totals may not sum to 440 (for non-CDS) or 382 (for CDS) because of missing survey responses.

***Does not sum to 100% because of rounding.


� Finding applies to 2009 data for CBA, (non-CDS), CLASS (non-CDS), CWP, DBMD, HCS, TxHmL, small or medium ICFs/MR, large ICFs/MR, and SSLCs.


� Finding applies to 2009 data for CLASS (non-CDS), CWP, DBMD, HCS, TxHmL, small or medium ICFs/MR, large ICFs/MR, SSLCs.
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� Finding applies to CBA (non-CDS) and HCS trend data.


� Finding applies to CWP, HCS, SSLCs, and TxHmL trend data.


� Finding applies to DBMD, small or medium ICFs/MR, SSLCs, and TxHmL trend data.


� Finding applies to HCS, large ICF/MR, small or medium ICF/MR, and SSLC trend data.


� Finding applies to 2009 data for CLASS (non-CDS), CWP, DBMD, HCS, TxHmL, small or medium ICFs/MR, large ICFs/MR, and SSLCs.
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