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Introduction
In 2007, the Department of Rehabilitative Services assessed consumer satisfaction of the 16 Virginia Centers for Independent Living. “Centers for Independent Living, often referred to as "CILs" are non-residential places of action and coalition, where persons with disabilities learn empowerment and develop the skills necessary to make lifestyle choices. Centers provide services and advocacy to promote the leadership, independence, and productivity of people with disabilities.” “Core services to individuals, provided by all Centers include Information and Referral, Peer Counseling, Independent Living Skills Training, and Individual and Systems Change Advocacy.”
 
The survey targeted consumers who were currently receiving services or had received services during the FY 2007 grant period (July 1, 2004 to June 30, 2007). This was the second statewide assessment of CIL consumer satisfaction conducted in Virginia. The first Virginia statewide survey was conducted in 2001. The goals of the current study were to obtain information about consumer satisfaction with the four core CIL services as well as overall satisfaction with the center and center staff.
During the summer and fall of 2001, the Rehabilitation Services Administration (RSA), in the Office of Special Education and Rehabilitative Services, U.S. Department of Education, funded an evaluation of the Centers for Independent Living (CIL) program.
 Some of the survey items from this national evaluation were included in the recent 2007 Virginia CIL survey. Where applicable, the RSA national survey will be used as a benchmark for the current Virginia survey.
Survey Administration Summary
The survey was conducted from September 2007 through January 2008. A total of 10,496 surveys were mailed to active or past consumers of the Virginia Centers for Independent Living. Of the 10,496 surveys mailed, 1,888 consumers completed a survey. The final response rate was 23%. 
Of the 1,888 consumers who completed a survey, 64% (n=1,203) were consumers (self-responders), 29% (n=556) were proxies (completed the survey based on their knowledge of the consumer) and 7% (n=129) did not provide information on who completed the survey (proxy or consumer). The results discussed in this report are for the 1,203 consumers who responded on their own or with help. Results for proxies and respondents who did not identify themselves are provided in Appendix A.
Executive Summary

The survey results presented in this Executive Summary are for the 1,203 consumers (self-respondents)
 who received services from Virginia CILs during the FY 2007 grant period (July 1, 2004 to June 30, 2007). Survey results for respondents categorized as proxies (those who completed the survey based on their knowledge of the consumer) and those categorized as unidentified (did not indicate whether they were a proxy or the consumer) are provided at Appendix A. 

Key survey findings for consumers served by Virginia CILs during the FY 2007 grant period are provided below. During the summer and fall of 2001, the Rehabilitation Services Administration (RSA), in the Office of Special Education and Rehabilitative Services, U.S. Department of Education, funded an evaluation of the Centers for Independent Living (CIL) program.
 Some of the survey items from this national evaluation were included in the recent 2007 Virginia CIL survey. Where applicable, the 2007 Virginia CIL results are benchmarked to the RSA national survey.
· A large majority of consumers had a positive perception of their experience with Virginia CILs.
· Eighty-four percent (n=1,005) of consumers indicated they were very or somewhat satisfied with their experience at the center. One consumer said “The people at … been wonderful and helpful to me. I have multiple disabilities, but I am still independent. I expect I will have more issues coming.” Overall satisfaction was 87% for CILs represented in the RSA national survey.

· Ninety percent (n=1,051) of consumers indicated they would refer a friend to their center. In the 2001 national survey, 96% of consumers indicated they would refer a friend.
· Center staff received high satisfaction ratings (86%, n=1,027) for their efforts to help consumers work toward their goals. 

· Approximately sixty-nine percent (n=778) of consumers indicated they decided on services needed to reach their goal; 56% of consumers in the RSA national survey indicated they decided on services they needed. 

· Satisfaction ratings for the four CIL core services, required by Virginia CILs, were strong. 
· Satisfaction for the four core services ranged from 88% to 90%. One consumer who received three of the four core services said “They have offered me many opportunities to speak up for myself & other persons w/ disabilities They are doing an excellent job.” In the RSA national survey, satisfaction for the four core services ranged from 90% to 95%.
· Information and Referral (72%, n=859) was the most frequently reported core service received from Virginia CILs. This service was also among the top reported services received in the national survey. 
· Consumers recognized Virginia CILs’ efforts to help them live in a community-based living arrangement.
· There were 99 consumers who indicated a goal to move out of a nursing home or institution; 51% (n=50) said the center assisted them in reaching their goal. 
· Of 159 consumers who indicated they were at risk of being placed in a nursing home or institution, 64% (n=101) said the center helped them remain in a community-based living arrangement.
Ratings received on various survey measures in the recent 2007 Virginia CIL survey suggest that consumers were satisfied with their CIL experience. Additionally, survey results suggest that Virginia CILs are doing an effective job of helping consumers remain in community-based living arrangements as well as assisting those who wish to move out of nursing homes or institutions into community-based living arrangements. 

Note from a Consumer

One of the consumers in the survey took the time to provide additional thoughts that relate to program improvement for Virginia CILs. Excerpts from the consumer’s detailed note are provided below. 
“The … has been quite helpful to me as a person with a disability. Having a place to go to where there are examples of compensation and where others with disabilities are living independently and many are doing well has been a very important part of my continuing recovery. I have benefited from a support group sponsored at … and benefited from work with a peer counselor trying to teach me a voice recognition program to increase my ability to use the computer – a necessity to return to work.” …

“I would recommend training for the CIL staff on how cognitive deficits and lack of self-awareness make it impossible for clients with TBI and Mild TBI to identify their needs. I would recommend specific training about the community integration and life skills needs for people with persistent Mild TBI but also for all TBIers especially one’s who do not look impaired.”

Note: TBI stands for Traumatic Brain Injury.
CIL 2007 Survey Results

	As part of an evaluation of the Centers for Independent Living Program, the Rehabilitation Administration (RSA) conducted a national telephone survey (n=569 completed interviews) during the summer and fall of 2001
. It is not known whether any Virginia CIL consumers participated in this study; however, the study provides a good benchmark (where applicable) against which to compare Virginia CILs. 
CIL consumers provided high overall satisfaction (84%) for Virginia CILs and center staff (86%). 

	Consumer overall satisfaction and willingness to refer a friend

	Overall satisfaction with experience at the center
	Satisfaction with center staff efforts to help work toward goal
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The RSA national survey reported 87% satisfaction.
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	Would you refer a friend to the center if they needed similar services or had a similar problem

	One quality of service indicator is an individual’s willingness to refer others to places where they have received services. The fact that 90% of the Virginia CIL consumers indicated they would refer a friend suggests that most consumers perceived they received good services at their center. The RSA national survey reported 96% for this quality-of-service indicator.
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	Consumer control in making decisions about services

	Who decided on the services that you would get in order to reach your goal


	An important aspect of the Independent Living Philosophy is consumer control. “Consumer control means the extent to which consumers decide about the services they receive, the goals they set, and overall, the path their lives take.”
 Based on the results from the recent 2007 survey, Virginia CIL consumers have a reasonable amount of control. 
The RSA national survey reported: 

· 34% of consumers decided on their own

· 22% of consumers decided with staff

· 27% indicated the center staff decided 
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	Core services received by consumers 

	Core services to individuals, provided by all Centers, include Information and Referral, Peer Counseling, Independent Living Skills Training, and Individual and Systems Change Advocacy. The explanation of each service is described in the CIL survey Questionnaire in Appendix D. In the recent 2007 Virginia CIL survey, 25% (n=305) of consumers indicated they received one core service and 27% (n=322) received all four core services.
 
Information and Referral (72%, n=856) was the most frequently reported core service received in both the current Virginia survey and the RSA national survey. 

	Virginia 2007 Statewide Survey

· Information and Referral 72% (n=859)

· Advocacy 52% (n=620)

· Peer Counseling 47% (n=553)

· Independent Living Skills 37%, (n=444)
	RSA 2001 National Survey 
· Information and Referral 59%

· Peer Counseling 37%

· American with Disability Act
   29%

· Independent Living Skills 20%

	Number of core services received by consumers
	Percentage of consumers receiving each core service 
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	Consumer satisfaction with four core cervices

	Satisfaction with core services is based on consumers who indicated they received the service. Ratings for the four core services were at or above 88% with Advocacy and Independent Living Skills training receiving the highest rating of 90% and 89%, respectively. Ratings for core services were at or above 90% in the RSA study.

	Satisfaction with Advocacy Services
	Satisfaction with Independent Living Skills 
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RSA national survey (ADA) 
: 93% satisfied
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	Satisfaction with Information and Referral
	Satisfaction with Peer Counseling
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RSA national survey: 92% satisfied
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	Consumers in community-based living arrangements

	One measure of a center’s accomplishment is their ability to help consumers move out or stay out of a nursing home or institution. In the Virginia statewide survey, consumers were asked specific questions regarding assistance received from the CIL in moving from a nursing home to a place in the community or remaining in a community-based living arrangement. Findings from these questions were as follows:
1. There were 99 consumers who indicated a goal to move out of a nursing home or institution; 51% (n=50) said the center assisted them in reaching their goal. 

2. Of 159 consumers who indicated they were at risk of being placed in a nursing home or institution, 64% (n=101) said the center helped them remain in a community-based living arrangement.
3. Almost all consumers (96%) were satisfied with the help the center provided to them (whether moving out or staying out of a nursing home or institution).

	Did the center help you move from a nursing home or institution to a place in the community?


	Consumer response
	Consumer satisfaction center’s help
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	Did the center help you remain in a community-based living arrangement so that you did not have to move into a nursing home or institution? 


	Consumer Response
	Satisfaction with center’s help
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	Contributors to consumer awareness of the center
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Appendix A Survey Responses for Consumer Self-responders and Proxies
	Sixty-four percent (n=1,203) were consumer self-respondents (completed the survey on their own or with help), 29% (n=556) were proxies (completed the survey based on knowledge of the consumer), and 7% (n=129) did not provide information on who completed the survey. Survey results by respondent type are provided below. 

	
	
	Consumer (self-respondent)
	Proxy
	Consumer or Proxy

	
	
	N
	%
	N
	%
	N
	%

	Overall, how satisfied were you with your experience at the center?
	Satisfied
	1,005
	84.5
	461
	84.0
	103
	83.7

	
	Neither
	79
	6.6
	33
	6.0
	8
	6.5

	
	Dissatisfied
	106
	8.9
	55
	10.0
	12
	9.8

	Overall, how satisfied were you with the center staff’s efforts to help you work toward your goal?
	Satisfied
	95
	8.0
	53
	9.7
	14
	11.6

	
	Neither
	72
	6.0
	28
	5.1
	5
	4.1

	
	Dissatisfied
	1,027
	86.0
	468
	85.2
	102
	84.3

	Would you refer a friend to the center if they needed similar services or had a similar situation?
	Yes
	1,051
	89.9
	485
	89.8
	101
	92.7

	
	No
	118
	10.1
	55
	10.2
	8
	7.3

	Who decided on the services that you would get in order to reach your goal?
	I did
	295
	26.1
	107
	20.9
	24
	23.1

	
	Center staff
	184
	16.3
	104
	20.4
	24
	23.1

	
	I decided with staff
	483
	42.7
	170
	33.3
	34
	32.7

	
	Friend or family
	85
	7.5
	93
	18.2
	14
	13.5

	
	Me and family or me, staff and family
	36
	3.2
	19
	3.7
	1
	1.0

	
	Teachers, schools, counselors, medical, and others
	45
	4.0
	16
	3.1
	5
	4.8

	
	Family and staff or family and school
	3
	0.3
	2
	0.4
	2
	1.9

	Number of core services received
	None
	210
	17.5
	116
	20.9
	36
	27.9

	
	One
	305
	25.4
	161
	29.0
	29
	22.5

	
	Two
	217
	18.0
	97
	17.4
	18
	14.0

	
	Three
	147
	12.2
	50
	9.0
	16
	12.4

	
	Four
	324
	26.9
	132
	23.7
	30
	23.3

	Received Advocacy
	Yes
	620
	52.5
	257
	47.9
	52
	45.2

	
	No
	562
	47.5
	280
	52.1
	63
	54.8

	Satisfaction with Advocacy
	Satisfied
	556
	89.7
	218
	84.8
	49
	94.2

	
	Neither
	46
	7.4
	27
	10.5
	 
	 

	
	Dissatisfied
	18
	2.9
	12
	4.7
	3
	5.8

	
	
	
	
	
	
	
	

	Received Independent Living Skills Training
	Yes
	444
	37.5
	183
	33.8
	43
	37.1

	
	No
	741
	62.5
	358
	66.2
	73
	62.9

	Satisfaction with Independent Living Skills Training
	Satisfied
	397
	89.4
	162
	88.5
	39
	90.7

	
	Neither
	34
	7.7
	15
	8.2
	3
	7.0

	
	Dissatisfied
	13
	2.9
	6
	3.3
	1
	2.3

	Received Information and Referral
	Yes
	859
	72.2
	371
	68.1
	83
	69.2

	
	No
	331
	27.8
	174
	31.9
	37
	30.8

	Satisfaction with Information and Referral
	Satisfied
	757
	88.1
	322
	86.8
	69
	83.1

	
	Neither
	44
	5.1
	22
	5.9
	4
	4.8

	
	Dissatisfied
	58
	6.8
	27
	7.3
	10
	12.0

	Received Peer Counseling
	Yes
	553
	46.7
	222
	40.9
	55
	47.4

	
	No
	631
	53.3
	321
	59.1
	61
	52.6

	Satisfaction with Peer Counseling
	Satisfied
	487
	88.1
	195
	87.8
	46
	83.6

	
	Neither
	36
	6.5
	16
	7.2
	4
	7.3

	
	Dissatisfied
	30
	5.4
	11
	5.0
	5
	9.1

	Did the center help you move from a nursing home or institution to a place in the community?
	Yes, the center helped me
	50
	50.5
	28
	50.9
	7
	46.7

	
	Not yet, but I want to move out of a nursing home or institution
	8
	8.1
	7
	12.7
	2
	13.3

	
	No, the center was not able to help me
	41
	41.4
	20
	36.4
	6
	40.0

	Satisfaction with the center’s help in moving out of a nursing home or institution
	Satisfied
	48
	96.0
	27
	96.4
	5
	100.0

	
	Neither
	2
	4.0
	 
	 
	
	

	
	Dissatisfied
	
	
	1
	3.6
	
	

	Did the center help you remain in a community-based living arrangement so that you did not have to move into a nursing home or institution? (Excludes those who wanted to move out of a nursing home)
	Yes, the center helped me
	101
	63.5
	46
	57.5
	5
	41.7

	
	Not yet, but I want to stay out of a nursing home or institution
	47
	29.6
	18
	22.5
	5
	41.7

	
	No, the center was not able to help me
	11
	6.9
	16
	20.0
	2
	16.7

	
	
	
	
	
	
	
	

	Satisfaction with center’s help in remaining in a community-based living arrangement
	Satisfied
	96
	96.0
	44
	95.7
	4
	100.0

	
	Neither
	
	
	1
	2.2
	
	

	
	Dissatisfied
	4
	4.0
	1
	2.2
	
	

	How did you find out about the center? (sorted by consumer self-respondent percentage)
	Friend
	314
	26.6
	149
	27.3
	32
	27.8

	
	Health care professional
	209
	17.7
	109
	20.0
	19
	16.5

	
	DRS
	187
	15.8
	73
	13.4
	23
	20.0

	
	Family
	149
	12.6
	66
	12.1
	16
	13.9

	
	Public or private organizations
	137
	11.6
	67
	12.3
	11
	9.6

	
	Miscellaneous other
	53
	4.5
	25
	4.6
	8
	7.0

	
	TV or radio or internet or newspaper or phone book
	50
	4.2
	19
	3.5
	2
	1.7

	
	Multiple sources
	30
	2.5
	12
	2.2
	1
	0.9

	
	acquaintances, associates, etc.
	24
	2.0
	10
	1.8
	1
	0.9

	
	Counselors, case managers. social workers
	12
	1.0
	6
	1.1
	 
	 

	
	Do not know or remember
	9
	0.8
	4
	0.7
	2
	1.7

	
	Center contact
	6
	0.5
	4
	0.7
	 
	 

	
	Research
	
	
	2
	0.4
	
	


Appendix B Characteristics for Consumer Self-responders and Proxies

	Living arrangement at the time of survey

	Sixty-four percent (n=1,203) were consumer self-respondents (completed the survey on their own or with help), 29% (n=556) were proxies (completed the survey based on knowledge of the consumer), and 7% (n=129) did not provide information on who completed the survey. Current living arrangement at the time of the survey is provided below. The table is sorted by consumer percentages.

	
	Consumer (self-respondent)
	Proxy
	Consumer or proxy

	
	N
	%
	N
	%
	N
	%

	On My Own
	564
	47.0
	190
	34.4
	45
	38.8

	With Family
	462
	38.5
	264
	47.8
	47
	40.5

	With a Friend
	41
	3.4
	11
	2.0
	6
	5.2

	With Spouse
	36
	3.0
	15
	2.7
	2
	1.7

	Assisted Living
	33
	2.8
	19
	3.4
	5
	4.3

	Nursing Home
	17
	1.4
	13
	2.4
	4
	3.4

	Other
	9
	0.8
	6
	1.1
	4
	3.4

	Rent (home or apt.)
	7
	0.6
	4
	0.7
	2
	1.7

	Independent living
	5
	0.4
	1
	0.2
	1
	0.9

	Group Home
	3
	0.3
	3
	0.5
	 
	 

	Apartment
	3
	0.3
	4
	0.7
	 
	 

	Senior complex or community
	3
	0.3
	1
	0.2
	 
	 

	Homeless
	3
	0.3
	1
	0.2
	 
	 

	HUD section 8
	3
	0.3
	1
	0.2
	 
	 

	Adult Care Home
	2
	0.2
	 
	 
	 
	 

	High rise
	2
	0.2
	 
	 
	 
	 

	Rooming or boarding house
	2
	0.2
	 
	 
	 
	 

	State or Private Hospital
	1
	0.1
	1
	0.2
	 
	 

	Retirement home
	1
	0.1
	 
	 
	 
	 

	Hospice or hospital
	1
	0.1
	1
	0.2
	 
	 

	School dorm
	1
	0.1
	 
	 
	 
	 

	Sponsored placement
	1
	0.1
	 
	 
	 
	 

	Institution
	 
	 
	2
	0.4
	 
	 

	Home health care
	 
	 
	1
	0.2
	 
	 

	Deceased
	 
	 
	14
	2.5
	 
	 

	
	
	
	
	
	
	


	Center status at time of survey

	Sixty-four percent (n=1,203) were consumer self-respondents (completed the survey on their own or with help), 29% (n=556) were proxies (completed the survey based on knowledge of the consumer), and 7% (n=129) did not provide information on who completed the survey. Center status at the time of the survey is provided below. Reasons for not receiving services are sorted by consumer percentages. 
RSA reported 68% were receiving services at the time of the 2001 national survey.
 Additionally, the RSA national survey reported:

· 36% were no longer receiving services because they had met their goal
· 19% were no longer receiving services because there was nothing more the center could do for them
· 9% were no longer receiving services because they were dissatisfied with the services.

	
	Consumer (self-respondent)
	Proxies
	Consumer or proxy

	
	N
	%
	N
	%
	N
	%

	Current status with the center
	

	Currently receiving services
	556
	46.8
	246
	46.0
	50
	40.7

	Not receiving services
	633
	53.2
	289
	54.0
	73
	59.3

	
	
	
	
	
	
	

	Of those not receiving services at the time of the survey
	

	No longer receiving services-already met my goal
	219
	34.6
	73
	25.3
	21
	28.8

	No longer receiving services-nothing more the center could do for me
	175
	27.6
	72
	24.9
	20
	27.4

	No longer receiving services-dissatisfied with the services
	51
	8.1
	29
	10.0
	5
	6.8

	Miscellaneous responses not categorized
	50
	7.9
	31
	10.7
	5
	6.8

	Specific service received
	24
	3.8
	15
	5.2
	3
	4.1

	Use as needed
	15
	2.4
	3
	1.0
	 
	 

	Do not need now
	14
	2.2
	5
	1.7
	3
	4.1

	Waiting for some type of service
	12
	1.9
	6
	2.1
	3
	4.1

	Moved
	12
	1.9
	5
	1.7
	2
	2.7

	No help
	11
	1.7
	2
	0.7
	1
	1.4

	Never or do not hear from the center
	9
	1.4
	2
	0.7
	3
	4.1

	Money related
	7
	1.1
	6
	2.1
	 
	 

	One time for help
	6
	0.9
	 
	 
	 
	 

	Never received services

	5
	0.8
	8
	2.8
	2
	2.7

	Still need help
	5
	0.8
	2
	0.7
	2
	2.7

	Health related
	4
	0.6
	4
	1.4
	1
	1.4

	Other external (work, family, age, transportation)
	3
	0.5
	3
	1.0
	 
	 

	Case closed or dropped
	3
	0.5
	1
	0.3
	1
	1.4

	Got support from someone else - not the center
	2
	0.3
	3
	1.0
	 
	 

	Nursing home, group home, or incarcerated
	2
	0.3
	2
	0.7
	1
	1.4

	School
	2
	0.3
	1
	0.3
	 
	 

	Not sure or don’t know, and other
	1
	0.2
	2
	0.7
	 
	 

	Desire to work with center
	1
	0.2
	1
	0.3
	 
	 

	Deceased

	 
	 
	13
	4.5
	 
	 


	Self-reported demographic information

	Sixty-four percent (n=1,203) were consumer self-respondents (completed the survey on their own or with help), 29% (n=556) were proxies (completed the survey based on knowledge of the consumer), and 7% (n=129) did not provide information on who completed the survey. Demographic information is provided below. The table is sorted by percentages for consumer self-respondents. RSA 2001 national survey percentages are included in the table. 



	
	
	RSA national survey
	Consumer (self-respondent)
	Proxy
	Consumer or Proxy

	
	
	%
	N
	%
	N
	%
	N
	%

	Age category based on self-reported year of birth
	Under 18 
	5
	38
	3.3
	78
	14.4
	4
	3.6

	
	18-24 
	8
	90
	7.7
	55
	10.2
	14
	12.7

	
	25-44 
	36
	257
	22.0
	104
	19.3
	18
	16.4

	
	45-64 
	39
	530
	45.5
	158
	29.3
	47
	42.7

	
	65 and over 
	13
	251
	21.5
	145
	26.9
	27
	24.5

	Gender
	Male 
	44
	438
	36.7
	232
	42.3
	48
	41.7

	
	Female 
	56
	755
	63.3
	317
	57.7
	67
	58.3

	Race
	White 
	73
	739
	62.3
	331
	60.6
	72
	62.1

	
	Black
	27% (non-white)
	381
	32.1
	192
	35.2
	39
	33.6

	
	Asian
	
	17
	1.4
	6
	1.1
	1
	0.9

	
	Other (not categorized)
	
	12
	1.0
	7
	1.3
	1
	0.9

	
	Native American Indian
	
	6
	0.5
	 
	 
	1
	0.9

	
	Hispanic
	
	11
	0.9
	5
	0.9
	 
	 

	
	Multi racial
	
	20
	1.7
	5
	0.9
	2
	1.7

	Hispanic Origin
	Yes 
	9
	32
	2.8
	20
	3.8
	4
	3.7

	
	No 
	91
	1,099
	94.5
	490
	93.9
	103
	95.4

	
	Don't Know
	
	32
	2.8
	12
	2.3
	1
	0.9


	Self-reported disability information 

	Sixty-four percent (n=1,203) were consumer self-respondents (completed the survey on their own or with help), 29% (n=556) were proxies (completed the survey based on knowledge of the consumer), and 7% (n=129) did not provide information on who completed the survey. 
Reported disabilities are provided below. Frequencies and percentages are based on number of responses for those who reported two or more disabilities. Additionally, percentages are sorted by consumer self-respondent percentages.

	
	Consumer (Self-respondent)
	Proxies
	Consumer or Proxy

	
	N
	%
	N
	%
	N
	%

	Number of disabilities reported 
	
	
	
	
	
	

	One Disability Coded
	500
	43.1
	190
	36.5
	42
	41.6

	Two Disabilities Coded
	417
	35.9
	215
	41.3
	25
	24.8

	Three or More Disabilities Coded
	239
	20.6
	115
	22.1
	33
	32.7

	Coded As No Disability
	5
	0.4
	1
	0.2
	1
	1.0

	Total respondents
	1,161
	
	521
	
	101
	

	
	
	
	
	
	
	

	Disabilities identified for those reporting one disability 
	

	Spinal Cord Injury (SCI)
	45
	9.0
	14
	7.4
	4
	9.5

	Hearing Loss, Primary Communication Auditory
	44
	8.8
	9
	4.7
	6
	14.3

	Cerebral Palsy
	34
	6.8
	13
	6.8
	2
	4.8

	Multiple Sclerosis
	31
	6.2
	10
	5.3
	1
	2.4

	Arthritis and Rheumatism
	29
	5.8
	8
	4.2
	5
	11.9

	Physical Disorders/Conditions (not listed elsewhere)
	23
	4.6
	11
	5.8
	1
	2.4

	Muscular Dystrophy
	22
	4.4
	5
	2.6
	 
	 

	Mental Retardation
	20
	4.0
	11
	5.8
	2
	4.8

	Traumatic Brain Injury (TBI)
	19
	3.8
	4
	2.1
	1
	2.4

	Specific Learning Disabilities
	17
	3.4
	8
	4.2
	1
	2.4

	Hearing Loss, Primary Communication Visual
	17
	3.4
	6
	3.2
	 
	 

	Accident/Injury (other than TBI or SCI)
	14
	2.8
	3
	1.6
	2
	4.8

	Stroke
	14
	2.8
	12
	6.3
	2
	4.8

	Deafness, Primary Communication Visual
	14
	2.8
	1
	0.5
	2
	4.8

	Deafness, Primary Communication Auditory
	14
	2.8
	3
	1.6
	 
	 

	Visual Impairments
	13
	2.6
	3
	1.6
	 
	 

	Depressive and other Mood Disorders
	10
	2.0
	3
	1.6
	 
	 

	Mental Illness (not listed elsewhere)
	10
	2.0
	3
	1.6
	 
	 

	Cardiac and other Conditions of the Circulatory System
	9
	1.8
	3
	1.6
	2
	4.8

	Blindness
	9
	1.8
	3
	1.6
	2
	4.8

	Don't know, unknown disability
	9
	1.8
	11
	5.8
	 
	 

	Congenital Condition or Birth Injury
	8
	1.6
	2
	1.1
	1
	2.4

	Deafness, No Communication Coded
	8
	1.6
	 
	 
	1
	2.4

	Attention-Deficit Hyperactivity Disorder (ADHD)
	7
	1.4
	5
	2.6
	2
	4.8

	Amputations
	6
	1.2
	2
	1.1
	 
	 

	Diabetes Mellitus
	6
	1.2
	1
	0.5
	1
	2.4

	Autism
	5
	1.0
	15
	7.9
	 
	 

	Polio
	5
	1.0
	 
	 
	 
	 

	Hearing Loss, No Communication Coded
	5
	1.0
	5
	2.6
	1
	2.4

	Respiratory Disorders other than Cystic Fibrosis or Asthma
	4
	0.8
	1
	0.5
	 
	 

	Schizophrenia and other Psychotic Disorders
	4
	0.8
	 
	 
	 
	 

	Asthma and other Allergies
	3
	0.6
	3
	1.6
	 
	 

	Digestive
	3
	0.6
	1
	0.5
	 
	 

	End-Stage Renal Disease and other Genitourinary Disorders
	3
	0.6
	1
	0.5
	 
	 

	Parkinson's Disease and other Neurological Disorders
	3
	0.6
	1
	0.5
	1
	2.4

	Alzheimer’s/Memory Loss
	3
	0.6
	2
	1.1
	 
	 

	Anxiety Disorders
	2
	0.4
	2
	1.1
	1
	2.4

	Epilepsy
	2
	0.4
	1
	0.5
	1
	2.4

	Speech
	2
	0.4
	 
	 
	 
	 

	Cancer
	1
	0.2
	3
	1.6
	 
	 

	Cystic Fibrosis
	1
	0.2
	 
	 
	 
	 

	HIV and AIDS
	1
	0.2
	 
	 
	 
	 

	Deaf-Blindness
	1
	0.2
	 
	 
	 
	 

	Blood Disorders
	 
	 
	1
	0.5
	 
	 

	Total number of respondents
	500
	
	190
	
	42
	

	
	
	
	
	
	
	

	Disabilities identified for those reporting two disabilities

	

	Arthritis and Rheumatism
	82
	9.8
	28
	6.5
	4
	8.0

	Physical Disorders/Conditions (not listed elsewhere)
	63
	7.6
	31
	7.2
	 
	 

	Depressive and other Mood Disorders
	61
	7.3
	21
	4.9
	6
	12.0

	Diabetes Mellitus
	52
	6.2
	26
	6.0
	2
	4.0

	Cardiac and other Conditions of the Circulatory System
	34
	4.1
	20
	4.7
	 
	 

	Accident/Injury (other than TBI or SCI)
	31
	3.7
	15
	3.5
	1
	2.0

	Traumatic Brain Injury (TBI)
	30
	3.6
	11
	2.6
	1
	2.0

	Hearing Loss, Primary Communication Auditory
	30
	3.6
	13
	3.0
	 
	 

	Stroke
	29
	3.5
	13
	3.0
	2
	4.0

	Anxiety Disorders
	28
	3.4
	6
	1.4
	1
	2.0

	Cerebral Palsy
	26
	3.1
	24
	5.6
	3
	6.0

	Asthma and other Allergies
	25
	3.0
	13
	3.0
	1
	2.0

	Mental Retardation
	24
	2.9
	31
	7.2
	5
	10.0

	Respiratory Disorders other than Cystic Fibrosis or Asthma
	24
	2.9
	6
	1.4
	3
	6.0

	Mental Illness (not listed elsewhere)
	21
	2.5
	11
	2.6
	1
	2.0

	Multiple Sclerosis
	21
	2.5
	6
	1.4
	1
	2.0

	Visual Impairments
	20
	2.4
	12
	2.8
	2
	4.0

	Specific Learning Disabilities
	19
	2.3
	11
	2.6
	1
	2.0

	Hearing Loss, Primary Communication Visual
	17
	2.0
	8
	1.9
	1
	2.0

	Epilepsy
	16
	1.9
	12
	2.8
	3
	6.0

	Spinal Cord Injury (SCI)
	15
	1.8
	12
	2.8
	1
	2.0

	Amputations
	14
	1.7
	5
	1.2
	1
	2.0

	Deafness, Primary Communication Visual
	13
	1.6
	7
	1.6
	1
	2.0

	Congenital Condition or Birth Injury
	11
	1.3
	9
	2.1
	1
	2.0

	Autism
	10
	1.2
	11
	2.6
	 
	 

	Parkinson's Disease and other Neurological Disorders
	9
	1.1
	12
	2.8
	 
	 

	Blindness
	9
	1.1
	4
	0.9
	3
	6.0

	Deafness, Primary Communication Auditory
	9
	1.1
	7
	1.6
	 
	 

	Attention-Deficit Hyperactivity Disorder (ADHD)
	8
	1.0
	14
	3.3
	 
	 

	Cancer
	8
	1.0
	3
	0.7
	1
	2.0

	Schizophrenia and other Psychotic Disorders
	8
	1.0
	6
	1.4
	 
	 

	Alcohol Abuse or Dependence
	6
	0.7
	 
	 
	 
	 

	Blood Disorders
	6
	0.7
	7
	1.6
	1
	2.0

	HIV and AIDS
	6
	0.7
	 
	 
	 
	 

	Polio
	6
	0.7
	1
	0.2
	 
	 

	Digestive
	5
	0.6
	 
	 
	 
	 

	Hearing Loss, No Communication Coded
	5
	0.6
	 
	 
	1
	2.0

	Drug Abuse or Dependence (Other than Alcohol)
	4
	0.5
	 
	 
	 
	 

	Eating Disorders
	4
	0.5
	1
	0.2
	 
	 

	End-Stage Renal Disease and other Genitourinary Disorders
	4
	0.5
	3
	0.7
	 
	 

	Muscular Dystrophy
	4
	0.5
	1
	0.2
	 
	 

	Deaf-Blindness
	4
	0.5
	6
	1.4
	1
	2.0

	Immune Deficiencies excluding HIV/AIDS
	3
	0.4
	 
	 
	 
	 

	Deafness, No Communication Coded
	3
	0.4
	2
	0.5
	 
	 

	Personality Disorders
	2
	0.2
	 
	 
	 
	 

	Speech
	2
	0.2
	 
	 
	 
	 

	Don't know, unknown disability
	2
	0.2
	1
	0.2
	 
	 

	Alzheimer’s/Memory Loss
	1
	0.1
	 
	 
	 
	 

	Cystic Fibrosis
	 
	 
	 
	 
	1
	2.0

	Total number of responses (for respondents reporting two disabilities)
	834
	
	430
	
	50
	

	
	
	
	
	
	
	

	Disabilities identified for those reporting three or more disabilities17
	

	Arthritis and Rheumatism
	120
	11.4
	47
	9.1
	11
	6.9

	Diabetes Mellitus
	83
	7.9
	35
	6.8
	15
	9.4

	Depressive and other Mood Disorders
	73
	6.9
	28
	5.4
	8
	5.0

	Physical Disorders/Conditions (not listed elsewhere)
	71
	6.7
	26
	5.0
	9
	5.6

	Cardiac and other Conditions of the Circulatory System
	66
	6.3
	27
	5.2
	6
	3.8

	Anxiety Disorders
	60
	5.7
	23
	4.4
	11
	6.9

	Asthma and other Allergies
	59
	5.6
	30
	5.8
	15
	9.4

	Visual Impairments
	41
	3.9
	23
	4.4
	5
	3.1

	Respiratory Disorders other than Cystic Fibrosis or Asthma
	37
	3.5
	12
	2.3
	7
	4.4

	Accident/Injury (other than TBI or SCI)
	35
	3.3
	12
	2.3
	4
	2.5

	Stroke
	32
	3.0
	31
	6.0
	8
	5.0

	Hearing Loss, Primary Communication Auditory
	30
	2.8
	15
	2.9
	5
	3.1

	Digestive
	27
	2.6
	9
	1.7
	1
	0.6

	Spinal Cord Injury (SCI)
	23
	2.2
	5
	1.0
	3
	1.9

	Hearing Loss, Primary Communication Visual
	23
	2.2
	12
	2.3
	3
	1.9

	Mental Illness (not listed elsewhere)
	21
	2.0
	14
	2.7
	5
	3.1

	Specific Learning Disabilities
	21
	2.0
	15
	2.9
	4
	2.5

	Cancer
	20
	1.9
	7
	1.4
	2
	1.3

	Traumatic Brain Injury (TBI)
	16
	1.5
	6
	1.2
	2
	1.3

	Mental Retardation
	15
	1.4
	20
	3.9
	2
	1.3

	Congenital Condition or Birth Injury
	14
	1.3
	10
	1.9
	1
	0.6

	Eating Disorders
	14
	1.3
	3
	0.6
	2
	1.3

	End-Stage Renal Disease and other Genitourinary Disorders
	13
	1.2
	4
	0.8
	 
	 

	Blood Disorders
	12
	1.1
	9
	1.7
	3
	1.9

	Parkinson's Disease and other Neurological Disorders
	12
	1.1
	6
	1.2
	7
	4.4

	Deafness, Primary Communication Auditory
	12
	1.1
	6
	1.2
	2
	1.3

	Amputations
	11
	1.0
	6
	1.2
	1
	0.6

	Blindness
	11
	1.0
	9
	1.7
	2
	1.3

	Cerebral Palsy
	9
	0.9
	10
	1.9
	 
	 

	Epilepsy
	9
	0.9
	14
	2.7
	2
	1.3

	Attention-Deficit Hyperactivity Disorder (ADHD)
	8
	0.8
	7
	1.4
	4
	2.5

	Immune Deficiencies excluding HIV/AIDS
	8
	0.8
	 
	 
	1
	0.6

	Schizophrenia and other Psychotic Disorders
	8
	0.8
	5
	1.0
	2
	1.3

	Personality Disorders
	7
	0.7
	4
	0.8
	2
	1.3

	Deafness, Primary Communication Visual
	6
	0.6
	5
	1.0
	2
	1.3

	Autism
	5
	0.5
	10
	1.9
	 
	 

	Multiple Sclerosis
	4
	0.4
	1
	0.2
	 
	 

	Alcohol Abuse or Dependence
	3
	0.3
	1
	0.2
	1
	0.6

	Drug Abuse or Dependence (Other than Alcohol)
	3
	0.3
	1
	0.2
	1
	0.6

	Hearing Loss, No Communication Coded
	3
	0.3
	 
	 
	 
	 

	Alzheimer’s/Memory Loss
	3
	0.3
	2
	0.4
	 
	 

	Muscular Dystrophy
	2
	0.2
	 
	 
	 
	 

	Polio
	2
	0.2
	2
	0.4
	 
	 

	Deaf-Blindness
	2
	0.2
	1
	0.2
	1
	0.6

	HIV and AIDS
	1
	0.1
	 
	 
	 
	 

	Cystic Fibrosis
	 
	 
	1
	0.2
	 
	 

	Deafness, No Communication Coded
	 
	 
	1
	0.2
	 
	 

	Speech
	 
	 
	2
	0.4
	 
	 

	Total number of responses (for respondents reporting multiple disabilities)
	1,055
	
	517
	
	160
	


Appendix C Technical Notes
1. One survey was completed without consumer identification; it was included in the overall CIL results but not in the response rate calculation. 
2. The 2007 survey did not address the level of satisfaction with consumer involvement in making decisions with center staff.
3. The first Virginia CIL Survey was conducted in 2001. While the recent 2007 survey shows ratings at or above 88% for core services, the 2001 Virginia CIL survey showed satisfaction ratings below 80%. This difference in ratings is attributed partly to the inability to determine whether consumers received services using not applicable responses.
 In the 2001 Virginia CIL survey, about 77% of consumers were satisfied with Advocacy services, 76% were satisfied with Information and Referral services, 59% were satisfied with Peer Counseling and 50% were satisfied with Independent Living Skills.

Appendix D Center for Independent Living Consumer Survey Questionnaire
START HERE


	1. Our records show that you have used services at «CIL_nam». What is your current status with this center?
	5. How satisfied were you with the Independent Living Skills Training (when you learn how to manage a budget, shop for food, or do other things necessary to live independently)?

	 FORMCHECKBOX 

	I am currently receiving services at the center
	  FORMCHECKBOX 

	Very satisfied

	 FORMCHECKBOX 

	I have never received services at the center
	 FORMCHECKBOX 

	Somewhat satisfied

	 FORMCHECKBOX 

	I am no longer receiving services because I have already met my goal 
	  FORMCHECKBOX 
     Neither satisfied nor dissatisfied 

  FORMCHECKBOX 
     Somewhat dissatisfied

  FORMCHECKBOX 
     Very dissatisfied

  FORMCHECKBOX 
     I did not receive this service

6. How satisfied were you with Information and Referral (when a center staff person gives you the name and phone number of another agency or tells you where you can get a particular service)?

	 FORMCHECKBOX 

	I am no longer receiving services because there was nothing more the center could do for me
	

	 FORMCHECKBOX 

 FORMCHECKBOX 

	I am no longer receiving services because I was dissatisfied with the services

Other _________________________
	

	2. Overall, how satisfied were you with your experience at the center?
	 FORMCHECKBOX 

	Very satisfied

	 FORMCHECKBOX 

	Very satisfied
	 FORMCHECKBOX 

	Somewhat satisfied

	 FORMCHECKBOX 

	Somewhat satisfied
	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied

	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied
	 FORMCHECKBOX 

	Somewhat dissatisfied

	 FORMCHECKBOX 

	Somewhat dissatisfied
	 FORMCHECKBOX 

	Very dissatisfied

	 FORMCHECKBOX 

	Very dissatisfied
	 FORMCHECKBOX 

	I did not receive this service

	3. Overall, how satisfied were you with the center staff’s efforts to help you work toward your goal?
	7. How satisfied were you with Peer Counseling (when you meet with one person or a group of people who have disabilities to talk about and solve problems)?

	 FORMCHECKBOX 

	Very satisfied
	 FORMCHECKBOX 

	Very satisfied

	 FORMCHECKBOX 

	Somewhat satisfied
	 FORMCHECKBOX 

	Somewhat satisfied

	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied
	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied

	 FORMCHECKBOX 

	Somewhat dissatisfied
	 FORMCHECKBOX 

	Somewhat dissatisfied

	 FORMCHECKBOX 

	Very dissatisfied
	 FORMCHECKBOX 

	Very dissatisfied

	
	
	 FORMCHECKBOX 

	I did not receive this service

	4. How satisfied were you with the Advocacy Training (when you learn to speak up for your rights as a person with a disability)?
	8. Who decided on the services that you would get in order to reach your goal?

	 FORMCHECKBOX 

	Very satisfied
	 FORMCHECKBOX 

	I did

	 FORMCHECKBOX 

	Somewhat satisfied
	 FORMCHECKBOX 

	The center staff person

	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied
	 FORMCHECKBOX 

	I decided along with a center staff person

	 FORMCHECKBOX 

	Somewhat dissatisfied
	 FORMCHECKBOX 

	A friend or family member

	 FORMCHECKBOX 

	Very dissatisfied
	 FORMCHECKBOX 

	Other _________________________

	 FORMCHECKBOX 

	I did not receive this service
	
	


	9. How did you find out about the center?
	14. In what year were you were born? _______

	 FORMCHECKBOX 

	Family
	

	 FORMCHECKBOX 

	Friend
	15. What is your gender?

	 FORMCHECKBOX 

	Health Care Professional
	  FORMCHECKBOX 

	Male

	 FORMCHECKBOX 

	TV/radio/internet/newspaper
	  FORMCHECKBOX 

	Female

	 FORMCHECKBOX 

	Department Rehabilitative Services (DRS)
	

	 FORMCHECKBOX 

	Other _________________________
	16. What is your race or ethnicity?

	
	
	   FORMCHECKBOX 
     White
   FORMCHECKBOX 
     Black
   FORMCHECKBOX 
     Asian
   FORMCHECKBOX 
     Other _________________________

	10. Did the center help you move from a nursing home or institution to a place in the community?
	

	 FORMCHECKBOX 

	This is not a goal for me 
	17. Are you of Hispanic origin?
   FORMCHECKBOX 
     Yes

   FORMCHECKBOX 
     No

   FORMCHECKBOX 
     Don’t know

	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	Yes, the center helped me 

Not yet, but I want to move out of a nursing home or institution
No, the center was not able to help me 

I was never in a nursing home or institution
	

	
	
	18. What is your current living arrangement?
   FORMCHECKBOX 
     On my own

   FORMCHECKBOX 
     Assisted living

   FORMCHECKBOX 
     With a friend

   FORMCHECKBOX 
     With family
   FORMCHECKBOX 
     Nursing home

   FORMCHECKBOX 
     Group home

   FORMCHECKBOX 
     Adult care home
   FORMCHECKBOX 
     State or private hospital

   FORMCHECKBOX 
     Institution
   FORMCHECKBOX 
     Other _________________________

	11. Did the center help you remain in a community-based living arrangement so that you did not have to move into a nursing home or institution?
	

	 FORMCHECKBOX 

	This is not a goal for me 
	

	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	Yes, the center helped me

Not yet, but I want to stay out of a nursing home or institution

No, the center was not able to help me 

I was never at risk of being placed in a nursing home or institution
	

	
	
	

	12. If you answered yes in either question 10 or question 11, to what extent were you satisfied with the center’s help?
	19. What is your disability? (Use the disability list on back of the letter that came with the survey. Select the code that best describes your disability/disabilities.)
 _____________________________ Code for disability 1 

   _____________________________ Code for disability 2 
20. Which category best describes who completed this survey?
   FORMCHECKBOX 
    I am a consumer

   FORMCHECKBOX 
    I was a consumer

   FORMCHECKBOX 
    I completed this survey based on my knowledge of  the CIL consumer

	 FORMCHECKBOX 

	Very satisfied
	

	 FORMCHECKBOX 

	Somewhat satisfied
	

	 FORMCHECKBOX 

	Neither satisfied nor dissatisfied
	

	 FORMCHECKBOX 
     Somewhat dissatisfied
 FORMCHECKBOX 
     Very dissatisfied

13. Would you refer a friend to the center if they needed similar services or had a similar problem?
	

	 FORMCHECKBOX 

	Yes 
	

	 FORMCHECKBOX 

	No
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� RSA asked about ADA (American with Disability Act) training. Consumers were not asked directly about advocacy services because it was determined in the RSA pretest that consumers did not understand “individual advocacy.” Therefore, RSA asked consumers a series of specific questions that would provide indication that advocacy services had been used. 


� RSA asked about ADA (American with Disability Act) training. Consumers were not asked directly about advocacy services because it was determined in the RSA pretest that consumers did not understand “individual advocacy.” Therefore, RSA asked consumers a series of specific questions that would provide indication that advocacy services had been used. 


� If a consumer provided multiple responses such as “yes the center helped me” and “I was never in a nursing home”, the response was recoded in a new variable as “I was never in a nursing home.” 





� If a consumer provided multiple responses such as “yes the center helped me” and “I was never at risk of being in a nursing home”, the response was recoded in a new variable as “I was never at risk of being in a nursing home.” 





� Rehabilitation Services Administration (RSA), in the Office of Special Education and Rehabilitative Services, U.S. Department of Education. (2003, June). Evaluation of the Centers for Independent Living Program. Retrieved November 14, 2006, from the U.S. Department of Education Web site: � HYPERLINK "http://www.ed.gov/rschstat/eval/rehab/2003-il-final-report.doc" ��http://www.ed.gov/rschstat/eval/rehab/2003-il-final-report.doc� and � HYPERLINK "http://www.ed.gov/rschstat/eval/rehab/2003-il-appendices.pdf" ��http://www.ed.gov/rschstat/eval/rehab/2003-il-appendices.pdf�.


� The “Never received services” category includes respondents who said they never received services but their hand-written notes suggested they had an encounter with the center.


� The “Deceased” category  includes respondents who completed the survey for a consumer who was deceased at the time of the survey.


� Rehabilitation Services Administration (RSA), in the Office of Special Education and Rehabilitative Services, U.S. Department of Education. (2003, June). Evaluation of the Centers for Independent Living Program. Retrieved November 14, 2006, from the U.S. Department of Education Web site: � HYPERLINK "http://www.ed.gov/rschstat/eval/rehab/2003-il-final-report.doc" ��http://www.ed.gov/rschstat/eval/rehab/2003-il-final-report.doc� and � HYPERLINK "http://www.ed.gov/rschstat/eval/rehab/2003-il-appendices.pdf" ��http://www.ed.gov/rschstat/eval/rehab/2003-il-appendices.pdf�.


� Due to respondents reporting more than one disability. Frequencies and percentages are based on number of responses. 


� Because it was not clear what “Not  Applicable” meant to each consumer in the 2001 survey, caution was used in interpreting this response as not receiving the service. In the 2007 survey, consumers were provided with the category “I did not receive this service.” Thus, the 20-30% difference between the 2001 and 2007 satisfaction ratings for Peer Counseling and Independent Living Skills Training may be attributed in part to the inability to determine who received the service in the 2001 study.  
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