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Preface 

The State of Kansas has a number of publicly funded long term services and supports (LTSS) available to older adults and 

adults with physical disabilities who have significant health care needs.  LTSS provide a wide array of health and social 

supports that enable these individuals to avoid placement in facilities and to live in a setting of their choice.  Specifically, the 

Kansas Department for Health and Environment (KDHE) administers Medicaid funding for LTSS that provides a variety of 

program options in both facility based and home and community based services (HCBS) settings. The Kansas Department for 

Aging and Disability Services (KDADS) oversees and administers the Medicaid waiver programs.  KDADS administers the 

funding from the federal Older Americans Act and State Funding for Senior Care Act Services making additional supports and 

services available to help older adults remain in the community of their choice.  

Because our population is rapidly becoming older and more diverse, this is a particularly critical time for Kansas to assess the 

quality and impact of its existing long term services and supports.  !ƴ ŜƭŜƳŜƴǘ ǘƘŀǘ Ŏǳǘǎ ŀŎǊƻǎǎ ŀƭƭ ǇŀǊǘǎ ƻŦ YŀƴǎŀǎΩ [¢{{ 

system is the importance of measuring quality and reporting the results to stakeholders. Participation in the National Core 

Indicators- Aging and Disability (NCI-!5ύ ǎǳǊǾŜȅ ŎƻƴǘƛƴǳŜǎ YŀƴǎŀǎΩ ŜŦŦƻǊǘǎ ǘƻ ŜǾŀƭǳŀǘŜ ǘƘŜ ǉǳŀƭƛǘȅ ƻŦ ƭƛŦŜ ŀƴŘ ǉǳŀƭƛǘȅ ƻŦ ǎŜǊǾƛŎŜǎ 

that persons receive. Over the next decade, Kansas will experience a demographic shift that will create new demands for the 

LTSS system. The findings from the NCI-AD are crucial information for Kansas to better understand and support the growing 

and shifting population. 

This report highlights the results for Kansas from its first NCI-AD Adult Consumer Survey. State departments and planning 

groups can utilize this information to make improvements in programs and services, and more effectively meet the needs of 

older adults and adults with physical disabilities who have significant health care needs. 

 

Tim Keck, Acting Secretary 

Kansas Department for Aging and Disability Services 

 

 



4 
 

 

Human Services Research Institute (HSRI) 

2336 Massachusetts Avenue 

Cambridge, MA 02140 

 

National Association of States United for Aging and 

Disabilities (NASUAD) 

1201 15th St. NW, Ste. 350, Washington, DC 20005  

 

 

 

 

  

Released April, 2017 

 



5 
 

List of Abbreviations Used in This Report 

ADRC ς Aging and Disability Resource Centers 

CIL ς Centers for Independent Living 

CMS ς Centers for Medicare & Medicaid Services 

HCBS ς Home and Community Based Services 

HSRI ς Human Services Research Institute 

ID/DD ς Intellectual/Developmental Disability 

FE ς Frail Elderly 

MCO ς Managed Care Organization 

MFP ς Money Follows the Person 

N ς Number of respondents 

NASDDDS ς National Association of State Directors of Developmental Disabilities Services 

NASUAD ς National Association of States United for Aging and Disabilities 

OAA ς Older Americans Act 

PACE ς Programs of All-Inclusive Care for the Elderly  

PD Medicaid Program ς Physical Disability Medicaid Program 

QOL ς Quality of Life  

QMS- Quality Management Specialist 

SCA- Senior Care Act 

TBI/ABI ς Traumatic/Acquired Brain Injury                  
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What is NCI-AD? 

The National Core Indicators for Aging and Disabilities© (NCI-AD) are standard measures used across participating states to assess 

the quality of life and outcomes of seniors and adults with physical disabilitiesτincluding traumatic or acquired brained injury 

(TBI/ABI)τwho are accessing publicly-funded services through Medicaid, the Older Americans Act, skilled nursing facilities/nursing 

homes, and/or state-funded programs.  The effort is coordinated by the National Association of States United for Aging and 

Disabilities1 (NASUAD) and Human Services Research Institute (HSRI). Data for the project are gathered through a yearly in-person 

Adult Consumer Survey administered by state Aging, Disability, and Medicaid Agencies to a sample of at least 400 individuals in each 

participating state. Indicators address key areas of concern such as service and care coordination, community participation, choice 

and decision making, employment, rights and respect, health care and safety. NCI-AD data measure the performance of state long 

term services and supports (LTSS) systems and help state agencies with quality improvement initiatives, strategic planning, and 

legislative and funding prioritization. The project officially launched in mid-2015 with 13 participating states2. For more on the 

development and history of NCI-AD, refer to the National Core Indicators Aging and Disability Adult Consumer Survey Mid-Year 

Results 2015-2016: Shortened Data Collection Cycle. 

NCI-AD Survey 

Survey Overview 

The NCI-AD Adult Consumer Survey is designed to measure approximately 50 core indicators.  Indicators are the standard measures 

used across states to assess the outcomes of services provided to individuals.  Indicators are organized across eighteen broader 

domains and address key areas of concern, including employment, respect/rights, service coordination, care coordination, choice, 

                                                      
1 NASUAD is the membership organization for state Aging, Disability, and Medicaid directors. 

2 Colorado, Delaware, Georgia, Indiana, Kansas, Maine, Minnesota, Mississippi, New Jersey, North Carolina, Ohio, Tennessee, and Texas. 
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ŀƴŘ ƘŜŀƭǘƘ ŀƴŘ ǎŀŦŜǘȅΦ !ƴ ŜȄŀƳǇƭŜ ƻŦ ŀƴ ƛƴŘƛŎŀǘƻǊ ŀǊƻǳƴŘ {ŜǊǾƛŎŜ /ƻƻǊŘƛƴŀǘƛƻƴ ƛǎΥ άtǊƻǇƻǊǘƛƻƴ ƻŦ ǇŜƻǇƭŜ ǿƘƻ ǊŜŎŜƛǾŜ ǘƘŜ ǎŜǊǾƛces 

ǘƘŀǘ ǘƘŜȅ ƴŜŜŘΦέ 

While most indicators correspond to a single survey question, a few refer to clusters of related questions.  For example, the Access 

ƛƴŘƛŎŀǘƻǊ ǘƘŀǘ ƳŜŀǎǳǊŜǎ άtǊƻǇƻǊǘƛƻƴ ƻŦ ǇŜƻǇƭŜ ǿƘƻ ƎŜǘ ƴŜŜŘŜŘ ŜǉǳƛǇƳŜƴǘΣ ŀǎǎƛǎǘƛǾŜ ŘŜǾƛŎŜǎέ ƛǎ ƳŜŀǎǳǊŜŘ ōȅ ǎŜǾŜǊŀƭ ǎǳǊǾŜȅ 

questions that ask aōƻǳǘ ǘƘŜ ǇŜǊǎƻƴΩǎ ƴŜŜŘ ŦƻǊ ǾŀǊƛƻǳǎ ŜǉǳƛǇƳŜƴǘ ŀƴŘ ŘŜǾƛŎŜǎΦ ¢ƘŜ ŦƻƭƭƻǿƛƴƎ CƛƎǳǊŜ м ŘŜǘŀƛƭǎ b/L-AD domains and 

corresponding indicators. 

Figure 1. NCI-AD Domains and indicators 

Domain  NCI-AD Indicator  
Community 
Participation  

Proportion of people who are able to participate in preferred activities outside of home when and 
with whom they want 

Choice and Decision 
Making  

Proportion of people who are involved in making decisions about their everyday lives including 
where they live, what they do during the day, the staff that supports them and with whom they 
spend time 

Relationships  Proportion of people who are able to see or talk to their friends and families when they want to 

Proportion of people who are (not) lonely 

Satisfaction  Proportion of people who are satisfied with where they live 

Proportion of people who are satisfied with what they do during the day 

Proportion of people who are satisfied with staff who work with them 

Service 
Coordination  

 

 

 

 

Proportion of people who know who to call with a complaint, concern, or question about their 
services 

Proportion of people whose CM talks to them about any needs that are not being met 

Proportion of people who can get in contact with their CM when they need to 

Proportion of people who receive the services that they need 

Proportion of people finding out about services from service agencies 

Proportion of people who want help planning for future need for services 
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Domain  NCI-AD Indicator  
Proportion of people who have an emergency plan in place 

Proportion of people whose support workers come when they are supposed to 

Proportion of people who use a relative as their support person 

Care Coordination  Proportion of people discharged from the hospital or LTC facility who felt comfortable going home 

Proportion of people making a transition from hospital or LTC facility who had adequate follow-up 

Proportion of people who know how to manage their chronic conditions 

Access Proportion of people who have adequate transportation 

Proportion of people who get needed equipment, assistive devices (wheelchairs, grab bars, home 
modifications, etc.) 

Proportion of people who have access to information about services in their preferred language 

Safety Proportion of people who feel safe at home 

Proportion of people who feel safe around their staff/ caregiver 

Proportion of people who feel that their belongings are safe 

Proportion of people whose fear of falling is managed 

Proportion of people who are able to get to safety quickly in case of an emergency 

Health Care Proportion of people who have been to the ER in the past 12 months 

Proportion of people who have had needed health screenings and vaccinations in a timely manner 
(e.g., vision, hearing, dental, etc.) 

Proportion of people who can get an appointment their doctor when they need to 

The proportion of people who have access to mental health services when they need them 

Wellness The proportion of people in poor health 

Proportion of people with unaddressed memory concerns 

Medications  Proportion of people taking medications that help them feel less sad/depressed 

Proportion of people who know what their medications are for 

Rights and Respect Proportion of people whose basic rights are respected by others 
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Domain  NCI-AD Indicator  
Proportion of people whose staff/worker/caregiver treat them with respect  

Self-Direction of 
Care 

Proportion of people self-directing 

Proportion of people who can choose or change the kind of services they receive and who provides 
them 

Work  Proportion of people who have a paid job 

Proportion of people whose job pays at least minimum wage 

Proportion of people who would like a job 

Proportion of people who have had job search assistance 

Proportion of people who volunteer 

Everyday Living  Proportion of people who have adequate support to perform activities of daily living (bathing, 
toileting, taking meds, etc.) and IADLs (cleaning, laundry, etc.) 

Proportion of people who have access to healthy foods 

Affordability  Proportion of people who have ever had to cut back on food because of money 

Planning for future  Proportion of people who want help planning for future need for services 

Proportion of people who have decision-making assistance 

Control  Proportion of people who feel in control of their lives 

Organization of the Survey 

The NCI-AD Adult Consumer Survey consists of a pre-survey form, a background information section, the in-person interview 

questions, and an interviewer feedback form. An additional Proxy Version of the survey is available for surveys conducted only with 

a proxy respondent. Each is described below.  

Pre-Survey Information: This form has questions that help the interviewer prepare for the meeting. Pre-Survey information is not 

received by HSRI, is not analyzed and thus is not included in this report; it is for interviewer use only. 
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Background Information: This section Ŏƻƴǎƛǎǘǎ ƻŦ ǉǳŜǎǘƛƻƴǎ ŀōƻǳǘ ǘƘŜ ŎƻƴǎǳƳŜǊΩǎ ŘŜƳƻƎǊŀǇƘƛŎǎΣ ǊŜǎƛŘŜƴŎŜΣ ŀƴŘ ǎŜǊǾƛŎŜǎ ŀƴŘ 

supports. Data are generally collected from state records, case managers, or a combination of both; when information is not 

available or is incomplete, the interviewer is responsible for collecting the missing background items at the end of the interview.   

In-person interview questions: This section includes all questions for the full in-person interview. The survey is broken-out into 

thematic sub-sections with related questions grouped together (e.g., questions about employment are in the same section; 

questions about the home are in a separate section, etc.). This section is completed one-on-one with the person whenever possible. 

However, some questions throughout the survey may be answered (or assisted with) by a proxy respondent (e.g. family member or 

close friend) if the person receiving services is unable to respond or has asked for assistance with responding.   

Proxy Version: This version of the survey is used when the person receiving services is unable to complete any of the survey or has 

asked that a proxy complete the survey on their behalf. This version includes only the questions that may be answered by a proxy 

respondent and has rephrased questions to reflect that questions are about the individual receiving services. 

Interviewer Feedback: This form is completed by the interviewer after the interview to record information such as the length and 

place of the meeting, any problematic questions encountered, and general feedback for the project team.   

NCI-AD in Kansas 

The Kansas Department for Aging and Disability Services (KDADS) implemented the 2015-2016 NCI-AD Adult Consumer Survey in 

Kansas.  Y5!5{ ǊŜŎƻƎƴƛȊŜŘ ǘƘŜ ƴŜŜŘ ŦƻǊ ŀƴ ŀǎǎŜǎǎƳŜƴǘ ƻŦ ǘƘŜ ǎǘŀǘŜΩǎ ǇǳōƭƛŎƭȅ-funded home and community based services (HCBS), 

including the HCBS/TBI, HCBS/PD, HCBS/FE, PACE, Senior Care Act and Older Americans Act (OAA) programs.  The NCI-AD was 

identified by KDADS as a valuable tool that will allow comparisons to other States in the nation when it comes to community based 

services.  Data from the project will be used to support efforts in Kansas to strengthen LTSS policy, inform quality assurance 

activities, and improve the quality of life of LTSS participants.  
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Sample  

The total number of NCI-AD Adult Consumer Surveys conducted in Kansas and included for analysis in 2015-2016 was 412 (Total 

N=412).  Six program populations were included in the survey sample. 

Frail and Elderly (FE) Waiver: This program provides assistance to individuals ages 65 and older who qualify to receive 

Medicaid and require LTSS in order to remain in a community setting, as determined through a state level of care 

assessment. Services include Adult Day Care, Assistive Technology, Comprehensive Support, Enhanced Care Service, Financial 

Management Services, Home Telehealth, Medication Reminder, Nursing Evaluation Visit, Oral Health Services, Personal Care 

Services, Personal Emergency Response, and Wellness Monitoring.  The option for individuals to self-direct their care is made 

available for the following services: Comprehensive Support, Enhanced Care Service, Financial Management Services, and 

Personal Care Services.  One hundred and four people (N=104) from this program were included for analysis.  

Physical Disability (PD) Waiver: This program provides LTSS to those individuals between the ages of 16 and 64 who have a 

qualifying physical disability, qualify to receive Medicaid, and require LTSS in order to remain in a community setting, as 

determined through a state level of care assessment. Services include Assistive Services, Enhanced Care Service, Financial 

Management Services, Home-Delivered Meals Service, Medication Reminder Services, Personal Care Services, and Personal 

Emergency Response. The option for individuals to self-direct their care is made available for the following services: 

Enhanced Care Service, Financial Management Services, and Personal Care Services.  Eighty-two people (N=82) from this 

program were included for analysis.   

Traumatic Brain Injury (TBI) Waiver: This program provides assistance to those individuals between the ages of 16 and 65 

who have a documented and traumatically-incurred brain injury, demonstrate the capacity for progress in rehabilitation and 

independent living skills, qualify to receive Medicaid, and require LTSS in order to remain in a community setting, as 

determined through a state level of care assessment. Individuals who receive services through this waiver may continue to 

do so up to four years until it is determined that they are no longer making progress in rehabilitation and improved living 
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skills. Exceptions to this timeframe are subject to a standardized review process at the state level. Services include Assistive 

Services, Behavior Therapy, Cognitive Rehabilitation, Enhanced Care Service, Home-Delivered Meals Service, Medication 

Reminder Services, Occupational Therapy, Personal Care Services, Personal Emergency Response, Physical Therapy, and 

Transitional Living Skills.  Eleven people (N=11) from this program were included for analysis. 

Older Americans Act (OAA): The Older Americans Act (OAA) was established by Congress in 1965 to provide services to 

seniors age 60 or older. The OAA program supports a range of home and community-based services, such as meals-on-

wheels and other nutrition programs, in-home services, transportation, legal services, elder abuse prevention and caregivers 

support. These programs help seniors stay as independent as possible in their homes and communities. In addition, OAA 

services help seniors avoid hospitalization and nursing home care and, as a result, save federal and state funds that 

otherwise would be spent on such care. One hundred and thirty-three people (N=133) from this program were included for 

analysis.  

Senior Care Act (SCA): The SCA provides a critical early intervention component to the Kansas long term care network.  The 

SCA program provides services in the customer's home, such as homemaker, chore, attendant care, and case management 

services.  The services are designed to prevent premature nursing home placement for persons who have not exhausted their 

financial resources.  The program is targeted at those who are 60 years of age or older.  Participants contribute a portion of 

the cost of SCA services.  Participant contributions are determined by a sliding fee scale based upon self-reported income and 

liquid assets for individuals served by the program.  Sixty-three people (N=63) from this program were included for analysis.  

Program of All-Inclusive Care (PACE): The PACE program is designed to promote the provision of quality, comprehensive 

health services for older adults. The primary care physicians and interdisciplinary team of professionals provide and 

ŎƻƻǊŘƛƴŀǘŜ ŀƭƭ ǎŜǊǾƛŎŜǎ ŦƻǊ ȅƻǳΣ ǇǊƻǾƛŘƛƴƎ ŀ άƻƴŜ ǎǘƻǇ ǎƘƻǇǇƛƴƎέ ŦƻǊ ȅƻǳǊ ƴŜŜŘǎΦ aƻǎǘ ǎŜǊǾƛŎŜǎ ŀǊŜ ǇǊƻǾƛŘŜŘ ƛƴ ȅƻǳǊ ƘƻƳŜ and 

at the PACE Center.   Four people (N=4) from this program were included for analysis.  

Figure 2 below summarizes the programs included in YŀƴǎŀǎΩ analysis sample, the number of surveys completed per program and 

included for analysis, and the number of participants eligible to be included in the survey by program.   Also included are calculations 
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ƻŦ ƳŀǊƎƛƴ ƻŦ ŜǊǊƻǊ ŦƻǊ ŜŀŎƘ ǇǊƻƎǊŀƳΩǎ ŜǎǘƛƳŀǘŜ ǳƴŘŜǊ ǘǿƻ ǎŎŜƴŀǊƛƻǎΥ ŀǎǎǳƳƛƴƎ лΦр ŘƛǎǘǊƛōǳǘƛƻƴ ƻŦ ǊŜǎǇƻƴǎŜǎ ŀƴŘ ŀǎǎǳƳƛƴƎ лΦт 

distribution of responses.  Using the 0.5 distribution of responses is the most conservative assumption one can make when 

calculating margins of error and is usually used when no prior information is available at all about population proportions.  When 

prior evidence exists about likely distributions of proportions or averages in the population, those proportions can be used in 

calculating somewhat less conservative margins of error.  Based on the data collected so far (including evidence from the large-scale 

pilot conducted during development phase of the NCI-AD Adult Consumer Survey), it is reasonable to assume a less conservative 

population proportion (response distribution) of 0.7 when calculating margins of error for the individual programs.  Resulting 

margins of error are shown under both assumptions.  Both scenarios use all completed analyzed surveys as sample program N in the 

calculations.  Readers should be cautioned that for some survey items, the actual number of valid responses may be smaller than the 

number of completed surveys.  TƘƛǎ ƛǎ ŜȄǇƭŀƛƴŜŘ ƛƴ ƳƻǊŜ ŘŜǘŀƛƭ ƛƴ ǘƘŜ ŦƻƭƭƻǿƛƴƎ ǎŜŎǘƛƻƴ άhǊƎŀƴƛȊŀǘƛƻƴ ƻŦ wŜǎǳƭǘǎέΦ  

Figure 2. Programs included, number of surveys, and margins of error 

Program  
Number of 
surveys  

Number of 
eligible 
participants  

Margin of error and confidence level 
for estimate (using 0.5 distribution)  

Margin of error and confidence level 
for estimate (using 0.7 distribution)  

FE Waiver 104 ~5,000 
95% Confidence Level, 9.5% Margin of 
Error  

95% Confidence Level, 8.7% Margin of 
Error  

PD Waiver  82 ~6,000 
95% Confidence Level, 10.8% Margin of 
Error  

95% Confidence Level, 9.9% Margin of 
Error  

TBI Waiver  11 ~500  
95% Confidence Level, 29.3% Margin of 
Error  

95% Confidence Level, 26.8% Margin of 
Error  

OAA 133 ~6,000 
95% Confidence Level, 8.4% Margin of 
Error  

95% Confidence Level, 7.7% Margin of 
Error  

SCA 63 ~1,000 
95% Confidence Level, 12.0% Margin of 
Error  

95% Confidence Level, 11.0% Margin of 
Error  
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Program  
Number of 
surveys  

Number of 
eligible 
participants  

Margin of error and confidence level 
for estimate (using 0.5 distribution)  

Margin of error and confidence level 
for estimate (using 0.7 distribution)  

PACE 4 ~400  
95% Confidence Level, 48.8% Margin of 
Error  

95% Confidence Level, 44.7% Margin of 
Error  

Total  412 3 ~18,900  
 

 

Survey Process  

KDADS utilized agency resources to provide the random samples of program participants and conduct the interview.  The samples 

were provided via a secure web-based application to survey staff.  The survey process consists of a representative random sample 

selection of the FE, PD, and TBI waiver programs. Reviews include; consulting with Service Providers, reviewing system records, and 

interviews with individuals.  Information obtained by QMS staff is entered in the ODESA database. 

Stakeholders 

KDADS provides ongoing NCI-AD stakeholder engagement activities through various stakeholders within the state. These 

stakeholders include; the PACE program, Kansas Health Care Association, LeadingAge, KACE, LTC Ombudsman, Area Agency 

on Aging, HCBS Participants, HCBS Providers, SCA, OAA, and InterHab. KDADS meets with the stakeholders each month 

through various committees and settings to engage in discussion related to surveys on client experience as well as response 

to data from completed surveys.  

                                                      
3 Program was missing for 15 cases.  
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Organization of Results 

The following section of the report presents findings from YŀƴǎŀǎΩǎ 2015-16 NCI-AD data collection cycle.  Results are grouped by 

domain and are presented in chart format.  Charts show collapsed data broken out by each of the six programs included in the 

sample, as well as the Kansas state average.  The number of respondents for each program and the state as a whole is also shown. 

For rules on collapsing response options, please refer to Appendix A.   

The Ns (number of respondents for each individual program and the state) shown in each chart is the number of valid responses to 

that survey item.  That number may be smaller than the total number of completed surveys for a number of reasons: 

- Certain questions in the survey could only be asked of the target interviewee ς i.e. no proxy respondents were allowed for 

those questions.  As the number of completed surveys includes both the full in-person surveys and the proxy surveys, these 

questions were only asked in the full in-person survey and thus have a smaller number of respondents. 

- Only valid responses were included in both denominator and numerator.  The Ns also represent the number of valid 

ǊŜǎǇƻƴǎŜǎ ƻƴƭȅΦ  ¦ƴŎƭŜŀǊΣ ǊŜŦǳǎŜŘ ŀƴŘΣ ǳƴƭŜǎǎ ƻǘƘŜǊǿƛǎŜ ǎǘŀǘŜŘΣ άŘƻƴΩǘ ƪƴƻǿέ ǊŜǎǇƻƴǎŜǎ ǿŜǊŜ ŜȄŎƭǳŘŜŘΦ  

- The survey contains a number of skip logic patterns.  This means that depending on the response to a previous survey item, a 

question may or may not be asked, as appropriate.   When a question is skipped due to survey logic, that particular 

respondent does not contribute to the calculations for the item and does not contribute to the N.   

Kansas state average is a simple average.  A weighted estimate was not needed because Kansas sampled the six programs 

proportionally to the population receiving services.   

Un-collapsed data showing all categories of responses by program and the sample overall are shown in tabular format in Appendix 

B.   
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Limitations of Data 

This report contains survey results related to the quality and impact of LTSS in Kansas. However, benchmarks for acceptable or 

unacceptable levels of performance for the programs or the state overall are not included. Rather, it is up to stakeholders to assess 

the information contained in this report and draw conclusions. This report is intended to be one mechanism for State leaders and 

community stakeholders to assess the current state of LTSS system and identify areas that are working well, and areas that could use 

improvement. The results charts throughout this report display program scores relative to one another and to Kansas state average. 

It is up to public managers, policy-ƳŀƪŜǊǎΣ ŀƴŘ ƻǘƘŜǊ ǎǘŀƪŜƘƻƭŘŜǊǎ ǘƻ ŘŜŎƛŘŜ ǿƘŜǘƘŜǊ ŀ ǇǊƻƎǊŀƳΩǎ ǊŜǎǳƭǘ ǊŜƭŀǘƛǾŜ ǘƻ ǘƘŜ ǎǘŀǘŜ ŀǾŜǊŀƎŜ 

suggests that changes or further investigation are necessary.  Also, by aligning NCI-AD measures with specific state and federal 

initiatives, Kansas can more accurately reflect the areas in which transformation is evident and continue to promote efforts 

accordingly, while recognizing limitations and ongoing challenges.  

Extreme caution should be exercised when interpreting results where the sample size is small.  The sample sizes for each program 

are shown in each chart and table.  Anytime the sample size is smaller than 20, the N is also asterisked.  Reader should be very 

careful interpreting results based on small Ns; in fact, no conclusions should be drawn ς instead, the reader should treat the data as 

ǎǳƎƎŜǎǘƛǾŜ ŀƴŘ ƛƴŦƻǊƳŀǘƛƻƴŀƭ ƻƴƭȅΦ  Lƴ ŀŘŘƛǘƛƻƴΣ Ŏŀǳǘƛƻƴ ǎƘƻǳƭŘ ōŜ ǳǎŜŘ ŎƻƳǇŀǊƛƴƎ ŀ ǇǊƻƎǊŀƳΩǎ ǊŜǎǳƭǘ ǊŜƭŀǘƛǾŜ ǘƻ ŀƴƻǘƘŜǊ ǇǊƻƎram 

due to similarities and differences between program participants. 
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Community Participation 

People are able to participate in preferred activities outside of home when and with whom they want.  

There is one Community Participation indicator measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who are able to participate in preferred activities outside of home when and with whom they want. 

There are two survey items that correspond to the Community Participation domain.   

Un-collapsed data for state and programs are shown in Appendix B. 
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Graph 1.  Proportion of people who are able to do things they enjoy outside 
of their home when and with whom they want to.  

 

 
* Very small number of responses 
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Choice and Decision Making 

People are involved in making decisions about their everyday lives and with whom they spend their time.  

There is one Choice and Decision Making indicator measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who are involved in making decisions about their everyday lives including where they live, what they do 

during the day, the staff that supports them and with whom they spend time 

There are four survey items that correspond to the Choice and Decision Making domain.   

Un-collapsed data for state and programs are shown in Appendix B.  
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Graph 2.  Proportion of people who are able to choose their roommate (if in 
group setting) 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 3. Proportion of people who get up and go to bed at the time when 
they want 

 
* Very small number of responses 
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Graph 4.  Proportion of people who can eat their meals when they want 

 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 5. Proportion of people who are able to decide how to furnish and 
decorate their room (if in group setting)   

 
* Very small number of responses 
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Relationships  

People have friends and relationships and do not feel lonely. 

There are two Relationship indicators measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who are able to see or talk to their friends and families when they want to. 

2. Proportion of people who are (not) lonely. 

There are three survey items that correspond to the Relationship domain.   

Un-collapsed data for state and programs are shown in Appendix B. 
 
 
 
  



45 
 

Graph 6. Proportion of people who can always or almost always see or talk to 
friends and family when they want to (if there are friends and family who do 
not live with person) 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 7. Proportion of people who sometimes or often feel lonely, sad or 
depressed 

 

 
* Very small number of responses 
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Satisfaction 

People are satisfied with their everyday lives ς where they live, who works with them, and what they do during the 

day. 

There are three Satisfaction indicators measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who are satisfied with where they live. 

2. Proportion of people who are satisfied with what they do during the day. 

3. Proportion of people who are satisfied with staff who work with them. 

There are seven survey items that correspond to the Satisfaction domain.   

Un-collapsed data for state and programs are shown in Appendix B.  
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Graph 8. Proportion of people who like where they are living 

 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 

Graph 9. Proportion of people who would prefer to live somewhere else 

 

 
* Very small number of responses 
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Graph 10. Proportion of people who like how they usually spend their time 
during the day 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 11. Proportion of people whose paid support staff change too often 

 

 
* Very small number of responses 
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Graph 12. Proportion of people whose paid support staff do things the way 
they want them done 

 

 
* Very small number of responses 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  



50 
 

Service Coordination 

Service coordinators are accessible, responsive, and support the person's participation in service planning and the 

person receives needed services. 

There are nine Service Coordination indicators measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who know who to call with a complaint, concern, or question about their services 

2. Proportion of people whose CM talks to them about any needs that are not being met 

3. Proportion of people who can get in contact with their CM when they need to 

4. Proportion of people who receive the services that they need 

5. Proportion of people finding out about services from service agencies4 

6. Proportion of people who want help planning for future need for services 

7. Proportion of people who have an emergency plan in place 

8. Proportion of people whose support workers come when they are supposed to 

9. Proportion of people who use a relative as their support person 

There are thirteen survey items that correspond to the Service Coordination domain.   

Un-collapsed data for state and programs are shown in Appendix B.
 
 
 
 
 
 

                                                      
4 Data shown in Appendix B only 
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Graph 13. Proportion of people who know whom to call if they have a 
complaint about their services 

 
 

 
* Very small number of responses 
 
 
 
 
 
 

 

Graph 14. Proportion of people who know whom to call to get information if 
their needs change and they need new or different types of services and 
supports 

 

 
* Very small number of responses 
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Graph 15. Proportion of people who can reach their case manager/care 
coordinator when they need to (if know they have case manager/care 
coordinator) 

 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 
 

Graph 16. Proportion of people whose paid support staff show up and leave 
when they are supposed to 

 
 

 
* Very small number of responses 
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Graph 17. Proportion of people who have an emergency plan in place 

 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 
 
 

Graph 18. Proportion of people who want help planning for their future need 
for services 

 
* Very small number of responses 
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Graph 19. Proportion of people whose services meet all their needs and goals 

 
 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 
 

Graph 20. Proportion of people whose case manager/care coordinator talked 
to them about services that might help with unmet needs and goals (if have 
case manager and have unmet needs and goals) 

 

 
* Very small number of responses 

 
 
  



55 
 

Graph 21. Proportion of people whose family member (unpaid or paid) is the 
person who helps them most often 

 

 
* Very small number of responses 

 
 
 
 

Graph 22. Proportion of people whose family member (unpaid or paid) 
provides additional assistance 

 

 
* Very small number of responses 
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Care Coordination 

Individuals are provided appropriate coordination of care. 

There are three Care Coordination indicators measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people discharged from the hospital or LTC facility who felt comfortable going home. 

2. Proportion of people making a transition from hospital or LTC facility who had adequate follow-up. 

3. Proportion of people who know how to manage their chronic conditions. 

There are five survey items that correspond to the Care Coordination domain.   

Un-collapsed data for state and programs are shown in Appendix B. 
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Graph 23. Proportion of people who stayed overnight in a hospital or 
rehabilitation facility (and were discharged to go home) in past year 

 
 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 

Graph 24. Proportion of people who reported feeling comfortable and 
supported enough to go home after being discharged from a hospital or 
rehabilitation facility (if occurred in the past year) 

 

 
* Very small number of responses 
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Graph 25. Proportion of people who reported someone followed-up with 
them after discharge from a hospital or rehabilitation facility (if occurred in 
the past year) 

 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 
 

Graph 26. Proportion of people who reported having one or more chronic 
condition(s) 

 
 

 
* Very small number of responses 
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Graph 27. Proportion of people who reported know how to manage their 
chronic condition(s) 

 

 
* Very small number of responses 
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Access 

Publicly funded services are readily available to individuals who need and qualify for them. 

There are three Access indicators measured by the NCI-AD Adult Consumer Survey:  

1. Proportion of people who have adequate transportation. 

2. Proportion of people who get needed equipment, assistive devices (wheelchairs, grab bars, home modifications, etc.) 

3. Proportion of people who have access to information about services in their preferred language. 

There are five survey items that correspond to the Access domain.   

Un-collapsed data for state and programs are shown in Appendix B. 
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Graph 28. Proportion of people who have transportation when they want to 
do things outside of their home 

 

 
* Very small number of responses 

 
 
 
 
 
 
 
 
 
 
 

Graph 29. Proportion of people who have transportation to get to medical 
appointments when they need to 

 

 
* Very small number of responses 

 
 
  



62 
 

Graph 30. Proportion of people who receive information about their services 
in the language they prefer (if non-English) 

 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 31. Proportion of people who need new grab bars in the bathroom or 
elsewhere in home 

 

 
* Very small number of responses 
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Graph 32. Proportion of people who need an upgrade to grab bars in the 
bathroom or elsewhere in home 

 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 

Graph 33. Proportion of people who need new bathroom modifications 
(other than grab bars) 

 

 
* Very small number of responses 
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Graph 34. Proportion of people who need an upgrade to bathroom 
modifications (other than grab bars) 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 
 

Graph 35. Proportion of people who need a new specialized bed 

 

 
* Very small number of responses 
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Graph 36. Proportion of people who need an upgrade to specialized bed 

 

 
* Very small number of responses 
 
 
 
 
 
 
 
 
 
 
 
 

Graph 37. Proportion of people who need a new ramp or stair lift in or 
outside the home 

 
* Very small number of responses 
 
 
  
















































































































































































































































































