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Introduction 
The New York State Independent Living Council (NYSILC) is a not-for-profit, non-governmental, consumer-controlled state council. It is composed of 26 appointees from around the state, a majority of whom have disabilities. They represent diverse backgrounds and needs across the state. NYSILC is responsible for the development, implementation, monitoring, and evaluation of the three-year Statewide Plan for Independent Living (SPIL). The council is jointly responsible for the SPIL with its state plan partners (the New York Federal CIL Directors). The partnership works in cooperation with the Designated State Entity (DSE) the New York State Education Department/Office of Adult Continuing and Career Educational Services - Vocational Rehabilitation (ACCES-VR). 

Independent Living means controlling and directing your own life, taking risks, and being allowed to succeed and fail on your own terms. NYSILC, established under Title VII of the Rehabilitation Act of 1973, as amended, provides support to the Statewide IL network of 41 centers (plus satellite locations). In addition to their primary SPIL duties, the council is also busy conducting surveys and reports, promoting media awareness about IL and disability related issues, promoting young adult leadership training scholarships, leadership development and civic engagement (www.ldcep.org), and the NYS Disability Rights Hall of Fame.  
NYSILC conducts a public input process as part of the development of the three-year State Plan for Independent Living (SPIL). It is guided by a formulation packet with a facilitation outline posing critical questions designed to solicit feedback from the public at various venues.  

To gather additional data, NYSILC decided to conduct two needs assessment surveys; one of Center Directors and another of consumers. (See Appendix V for copies of the two surveys). Two similar surveys were conducted in 2012 and 2015 as part of the previous SPIL development. NYSILC again hired Alan Krieger, a consultant with Krieger Solutions LLC, to facilitate this process, and established a committee of Council members and stakeholders to lead the process.  (See Appendix I for list of the Needs Assessment Committee (NAC) members).  Alan Krieger has extensive experience working with non-profit and public-sector agencies.  He is a former executive director of a statewide organization and is also working with NYSILC to strengthen its evaluation process for the three-year state plan.   For more information about Alan Krieger, visit his website, www.KriegerSolutions.com.
For more information about this needs assessment, please contact:

Brad Williams, Executive Director
Tel: 518 427-1060, Voice and TDD

Email: bradw@nysilc.org 
Fax: 518 427-1139

or send regular mail to:  

New York State Independent Living Council, Inc.
111 Washington Avenue, Suite 101
Albany, NY 12210 

Executive Summary of Findings  
This needs assessment was designed to collect input on four research questions to help guide the development of the next three-year State Plan for Independent Living (SPIL). The key findings for each question are outlined below. A more complete discussion follows in the main body of this report. The findings of this assessment very closely track the findings of the two prior needs assessments conducted in 2012 and 2015. This indicates that the most problematic challenges are difficult to overcome and continued efforts are needed to successfully address these.
1. What geographic areas are most in need of additional Independent Living (IL) services?

In the past, the Council has combined an analysis of penetration rates (the percent of people with a disability in each county who are served by Independent Living Centers) and inundation indexes (the estimate of the maximum number of people who could be served if residential facilities in a county were fully deinstitutionalized). We have had continued difficulty acquiring data on institutionalized populations, which has delayed our analysis the past two cycles. We chose to move ahead on schedule this year and once again are lacking the data needed for calculating the inundation index.

Based on penetration rates, the eight counties with the greatest need for Independent Living (IL) services (listed from greatest to least need) have held mostly the same since the 2012 report was produced.  Kings County has continued at the top of the list from last time, and most of the others have appeared in one or both of the previous reports. See Table 1.1 and 1.2 on pages 16-18 for more details.
	Using most current data (penetration rate only)
	From the 2015 Needs Assessment Report

(penetration and inundation combined)
	From the 2012 Needs Assessment Report
(penetration and inundation combined)

	Kings
	Kings
	Livingston

	Greene
	Bronx
	Bronx

	Queens
	Queens
	Queens

	Livingston
	Livingston
	New York

	New York
	Seneca
	Suffolk

	Bronx
	Suffolk
	Wyoming

	Suffolk
	Genesee
	Kings

	Columbia
	Nassau
	Yates


Kings County’s penetration rate is just under 1% indicating that the Independent Living Center in King’s County is reaching less than 1% of the total population of people with disabilities in that county.
2. What unserved/underserved ethnic, minority and disability communities are most in need of IL services?

People with cognitive, ambulatory, self-care and independent living disabilities are much less likely to be employed than those with vision or hearing disabilities, and all people with disabilities are less likely to be employed than those without disabilities. Additional employment and job readiness services seem to be a priority for this group, and that was supported by findings from both surveys.

Center Directors felt that people with hearing and cognitive disabilities were the most unserved/underserved and/or hard to reach groups.  

People with disabilities also tend to achieve lower educational attainment than people without disabilities and while no specific sub-population was identified, this is another area in which people with disabilities are underserved.

Ethnic groups with disabilities that Center Directors felt were most unserved/underserved and/or difficult to reach were Latino, American Indian/Alaskan Native, and Asian. As the population shifts in our state and country, centers should have the capacity to serve the various groups in their communities with disabilities. The previous two plans looked at best practices of how to outreach to various unserved groups. A new focus might shift toward projects that address the needs of the population with IL services. The Council may want to consider this in the next state plan. 

3. What are the most important unmet service needs for New Yorkers with disabilities who live, or wish to live, independently?

Consumers indicated that the following services were most important to help them continue to live independently:
· Advocacy (44% response rate)

· Benefits assistance and advice (41%)

· Medical / health service (37%)

· Transportation (33%) 

Most consumers reported that the services they received met their needs either “very well” or “somewhat well,” although there was wide variation for some of the services. 
Consumers reported that the important services that are most unavailable or not accessible include: housing services (cited by 34%), transportation (30%), recreation services (25%), and employment/work readiness (24%). They indicated that the primary barrier preventing them from accessing these services include: “not available in my community” 59%; transportation 32%; cost 28%, and “were too far away” 26%.  

Center Directors were asked to rate needs that were not being well met in their community. The top three were:

· Adequate income
· Affordable housing 
· Integrated housing 
This aligns with the consumers’ priorities of housing services and employment/work readiness as two of their top 4 least available services.

Center Directors were asked to rate what services they would like to expand or start if additional funds became available. The two-ranking highest were employment services and architectural barrier services.  Again, this aligns with consumer choices of employment services, and to some extent, housing needs.

These findings about unmet needs have been fairly consistent over the three surveys, so this should point to priorities the Council may want to consider in its next three-year plan.

Consumers identified the following types of organizations where services were not accessible, or accommodations weren’t made:

· Government agencies (27%)
· College or university (17%)

· Community centers (16%)

· Other disability agencies (14%)

· Schools (14%) 
These are surprising results since all of these agencies have been required to be accessible and provide accommodations for almost three decades. Further research into this response might be of interest.

Appendix III has more detailed data about some of these questions.
4. What are the most important needs that should be addressed to strengthen New York’s independent living network?

This is based primarily on the Center Directors’ survey. They were asked to identify the top barriers to effective delivery of current services, (excluding lack of funding) in three categories: funding related, staff or board related and community related. Their responses were:
· Funding related – Funding restrictions (73%) and demand exceeds capacity (41%) 

· Staff or board related – Inability to recruit qualified staff due to non-competitive wages / benefits (68%), difficulty retaining staff (36%); inability to recruit staff due to shortage of qualified staff (32%)

· Community related – Lack of adequate transportation for consumers (59%) and lack of awareness from people with disabilities of ILC services (36%)
Directors were also asked what types of programs they would most like to start or expand, and the top selections were:

· For starting a service: legal services and self-direction
· For expanding: employment, benefits advisement, architectural barriers, housing and shelter, youth services

Nearly the same list for expanding services was prioritized in the 2015 survey indicating that the Council may want to look into ways to prioritize funding for the expansion of these services.
A new series of questions on the survey this time asked about training. Sixty-eight percent of Center Directors said NYSILC should sponsor or develop more training and technical assistance services. 
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Purpose of the Needs Assessment Study

As part of the formulation of the three-year State Plan for Independent Living (SPIL), NYSILC conducts a public input process for the plan development to solicit feedback from the public, at various venues and through written comments.  

In 2012, two needs assessment surveys were conducted to add to this process. These surveys were conducted again in 2015 for the 2017-2019 state plan. NYSILC established a committee of Council members to lead this process. Public input and needs assessment priorities then help to validate the content of the next SPIL. This process has been repeated for the current (2018) needs assessment, public hearing and input period.
The committee reviewed the previous surveys and recommended changes to increase clarity and focus on the most important questions. The committee recommended that NYSILC focus its needs assessment on the same four broad questions that formed the basis of the 2012 and 2015 assessment (which was in turn based on the California SILC’s approach including their analysis of “penetration rates” and “inundation indexes”). Committee members also reviewed other data sources, primarily to answer the first two research questions.
The four research questions on which NYSILC decided to focus the needs assessment were:

1. What geographic areas are most in need of additional Independent Living (IL) services?

2. What unserved/underserved ethnic, minority and disability communities are most in need of IL services?

3. What are the most important unmet service needs for New Yorkers with disabilities who live, or wish to live, independently?

4. What are the most important needs that should be addressed to strengthen New York’s independent living network?

Methodology

The Needs Assessment Committee reviewed available data to see if some of these questions could be answered. Research question 1 (Geographic area of greatest need) was answered by looking at the amount of services provided by the IL network in a specific county, compared to the overall population of people with disabilities in that county. Question 2 (what populations are in greatest need) was answered by accessing and analyzing existing data, combined with feedback from two surveys – one of consumers and one of Independent Living Center directors. Questions 3 (services in greatest need) and 4 (what’s needed to strengthen the IL network) were answered by data from the two surveys. The surveys drew from questions in the 2012 and 2015 surveys with a number of significant revisions.  
The Council based its overall framework on an earlier California needs assessment which, as noted earlier, used a “penetration rate” and “inundation index” to help identify the geographic areas of greatest need. The penetration rate seeks to measure how broadly Independent Living services are made available to people with disabilities in each county of the state. It is a proportion of the number of consumers served in a county by the IL network, divided by the total civilian county population of people with disabilities. The inundation index attempts to measure the potential for overwhelming the capacity of existing services if all people with a disability in that county applied for services. This would be particularly acute if there were a large number of people leaving residential facilities for independent living. It has been difficult to fully access this data in the past, which has greatly delayed the release of this report. This year, we decided to move ahead without the data and so are unable to calculate the inundation index.
It should be pointed out that prior to our 2012 report, no known public data on the number of people with disabilities who are in institutional settings previously existed within the State. That was the first attempt recognized by the network to capture data about the State’s institutionalized population in any meaningful way. In 2015, the State had not made significant progress in publicly accounting for or conspicuously posting such figures online or in the proposed dashboard setting. As a result, a FOIL process was utilized again starting in April 2015 and most State agencies responded with the requested data within appropriate timeframes. Only the Department of Health prolonged the process along a seven-month time span, exchanging several irrelevant data records until the original data request was satisfied. Pro bono legal assistance was required. Substitute data almost had to be utilized based on certified capacity. This time around, most state agencies responded in a similar fashion to the FOIL requests. DOH responded with incomplete results, inviting a prolonged struggle for the data. The lack of complete data led to the decision to not calculate the inundation index. (See notes about specific FOILs in Table 1.3 on page 21.)
The consumer survey was an electronic survey for consumers to complete from their home computer via an on-line link, or on a computer at an Independent Living Center. A text based/paper survey was also made available if the on-line survey was not accessible, and many consumers used this option. NYSILC sent information about how to access the survey to all the Independent Living Centers in New York, and to a number of advocacy and service organizations that serve people with disabilities. There were 257 consumers who responded to the survey (nearly the same as in 2015) and their responses are summarized in the report that follows. Forty-four percent of consumers who responded to a question about services from an ILC indicated that they were currently or previously involved with Independent Living Centers (ILC).  Others heard about this from associated stakeholders or advocates and were unfamiliar with ILCs. A demographic breakdown of these consumers is also provided in the report. To increase responses, we provided an incentive – entry in a drawing for a $50 Amazon gift card. Despite a broad outreach effort, we had the same response we did three years ago, which was a much lower response than the initial survey from 2012 when 578 consumers responded. The novelty of that initial survey may have increased responses, or the limited actual use of survey results may have dampened enthusiasm for those disseminating the survey.
The center director survey was also an on-line survey with a text based/paper option available if the on-line version was not accessible. Forty-nine percent of all Independent Living Center Directors in the state responded (22 out of 47). Their responses are also summarized in the report that follows. We asked them to categorize their county by population and they were fairly diverse: 32% greater than 900,000 people; 14% between 200,000 and 900,000; 36% more than 75,000 and less than 200,000; and 18% less than 75,000.
Appendix V contains a full copy of the Consumer and Center survey questions.

Background Data about New Yorkers with a Disability   
Several statistical documents were reviewed to try to assemble a picture of what it means to be a New Yorker with a disability.  
The New York State Department of Health Behavioral Risk Factor Surveillance System (BRFSS) states in a 2015 status report
 that approximately 3.1 million (21.0%) of adults experience some type of disability, but its prevalence varies across segments of the population. 
The prevalence of any disability is higher among:

· females (23.0 %)
· adults 65 years and older (34.0 %)
· persons with annual household income less than $25,000 (36.8%)
· black non-Hispanic adults (24.9%)
· Hispanic adults (25.8%)
· adults with less than high school education (38.9%)
Disability is also more prevalent among adults living with diabetes and cardiovascular disease and those at risk for chronic disease due to their smoking, diet, and physical activity status. Approximately one in three adults considered obese (31.5%) and one in three reporting no leisure-time physical activity (32.2%) have a disability. Thirty-one (31.0%) percent of adults who report having smoked at least 100 cigarettes in their lifetime and currently smoke have some type of disability. The analysis of selected chronic conditions shows that 44.2% of persons with diabetes and more than half (51.7%) of persons with cardiovascular disease report having some type of disability.

The data that follows is from the 2017 Annual Disability Statistics Compendium
compiled by the RRTC on Disability Statistics & Demographics (using 2016 data from tables 2.3-2.8).
Veterans: There are 723,582 civilian veterans age 18 or older living in the community in New York State (a decline compared to 928,961 in 2012 and a decline since 2014), with 126,655 with disabilities (fewer than in 2012 at 232,805) at a percentage of 17.5% (compared to 25.1% in 2012). These individuals have a higher incidence of disability compared to the general population. Of NY veterans with disabilities, ages 18-64, 55,260 or 21.2% are living in poverty. (NY veterans without disabilities have poverty rate of 7%).  
Poverty: Nationally, in 2016, the poverty rate of individuals with disabilities ages 18 to 64 years living in the community was 26.7 percent, while the poverty rate of individuals without disabilities ages 18 to 64 years living in the community was 11.6 percent—a difference of 15.1 percentage points. In NY, the percentage of people with disabilities living in poverty was 29.4% or 323,193 people. The poverty rate for people without disabilities in NY is 12%. (Gap is 17.4% which is a little lower than in 2015 when the gap was 17.5%)

Employment: Of NY individuals with disabilities ages 18-64 (1,109,370), 33.1 % were employed (367,478).  New Yorkers without disabilities who are employed is 8,522,611 (75.5%), there is a gap of 42.4%. The gap went up 1.9% from 2015. 
For those ages 18-64, the employment rate for different disability categories was:

· 51.8% of those with hearing disabilities are employed (this does not mean people with total deafness).

· 43.6% of those with vision disabilities are employed.

· 23.6% with cognitive disabilities are employed.

· 23.2 with ambulatory disabilities are employed.

· 14.3 % of those with self-care disabilities are employed.

· 15.8% of those with independent living disabilities are employed.

Gender Wage Gap: Last year women received on average 80.5 cents for every dollar men earned. The gap widens when women have disabilities. For example, women with disabilities earn 72 cents for every dollar paid to men with disabilities.

Education:  
· 25.4% of people with disabilities 25 years or older have less than a high school education (as opposed to 11.4% of people without disabilities).

· 32.8 % of people with disabilities have high school education; compared to 24.8% of people without disabilities.

· 10.6 % of people with disabilities have a four-year college degree; compared to 22% without disabilities having a four-year degree.

· 8.2% of people with disabilities have more than a four-year degree; compared to 17 % without disabilities.
Health: For New Yorkers with disabilities age 18 or older, the number who are considered obese increased to 37.9% (up from 34.4% in 2012) compared to 21.8% for a person without a disability (up just slightly from 21.1% in 2012). In addition, new for this report, New Yorkers with disabilities are more likely to smoke, with 22.6% of disabled New Yorkers identified compared to 14.9% of New Yorkers without disabilities.  94.9% of people with disabilities ages 18-64 have health insurance coverage (43.8 private coverage, 64% public coverage, 5.1% no coverage).

Income: 
· NY Median annual earnings for a person with a disability: $22,894

· NY Median annual earnings for a person without a disability: $36,847

People without disabilities earn $13,953 more annually than those with disabilities.

With this information as a backdrop and with our four core questions in mind, we conducted a needs assessment study to find out more about issues related to independent living facing people with disabilities in New York State.

Findings
Question #1: 
What geographic areas are most in need of additional Independent Living (IL) services?

We looked at the total population by county of people with disabilities and the total number of people served by Independent Living Centers to get a sense of where the greatest unmet need was. Tables 1.1 and 1.2 (beginning on page 16) depicts service needs by county and indicates the sources that were used to develop the data which follows. 
Some key findings from this data are listed below:

1. Which counties provide IL services to the most or least number of people?

This data is based on ACCES-VR year-end data, statewide totals for FY 2016-2017, plus FY 2016-2017 704 Report data from the ACL Reporting website for the only Federal funded CIL (TLCIL) located in Saranac Lake, NY. (Note: this data was expanded to include all people served by the IL network: people with disabilities (primary), family members, and other non-disabled.) 

The five counties where the IL network provided services to the greatest number of consumers during this time period include:

	NYS County
	Total People Served by IL Network

	Orange
	8,852

	Ulster
	5,506

	Sullivan
	4,772

	Westchester
	4,684

	Erie
	4,475


It is interesting to note that the 7 largest counties in the state by population (NYC and Long Island) are not included in this list. Orange County is the 12th largest county and Sullivan is the 36th largest county by population.
The five counties serving the fewest number of consumers include:

	NYS County
	Total People Served by IL Network

	Hamilton
	35

	Greene
	85

	Yates
	114

	Livingston
	151

	Orleans
	167


These five counties are all in the smaller half of NYS counties by population, with Hamilton the smallest and Yates #3.

2. Which counties have the highest/lowest incidence of people with disabilities? 

This is based on a link received from the Yang-Tan Institute on Employment and Disability at the Cornell University ILR School, US Census Bureau, American Community Survey (ACS) data, to identify the number of New Yorkers with disabilities per county.

The counties with the five highest incidences of disability included:
	NYS County
	Incidence of Disability/County

	Kings
	262,674

	Queens
	219,943

	Bronx
	195,430

	New York
	160,552

	Suffolk
	140,620


These are also the five largest counties by overall population in the state.

The counties with the five lowest incidences of disability are also the five smallest counties by overall population in the state:
	NYS County
	Incidence of Disability/County

	Hamilton
	941

	Schuyler
	2829

	Yates
	3,211

	Lewis
	3,760

	Schoharie
	4,918


3. How well are people with disabilities reached in each county?

Penetration rate is a calculation of the extent the IL network and its services are reaching the identified population in a given county. It is calculated by dividing the total number of consumers served in a county by the IL network for the identified year by the total number of civilian people with disabilities identified for each county. The lower the penetration rate (a percentage), the greater the need. Penetration rates provide an objective process to identify need that equally filters unserved and underserved, as well as urban and rural areas. (This is based on a model developed by the California Statewide Independent Living Council.) 
The counties with the highest penetration rates (demonstrating increased service impact) were:

	NYS County
	2018 Penetration Rates

	Cortland
	47.59%

	Sullivan
	42.08%

	Tompkins
	25.52%

	Franklin
	25.18%

	Lewis
	23.78%


The counties with the five lowest penetration rates (and greatest need) are:

	NYS County
	Penetration Rate

	Kings
	0.97%

	Greene
	1.26%

	Queens
	1.58%

	Livingston
	1.91%

	New York
	1.94%


There are some interesting results when comparing the difference in penetration rates between 2015 and 2018. The three counties with the largest increases during the past three years, measured in the change in penetration rates, were Sullivan +16.53, Franklin +15.25, and Cayuga +10.75. All three increases can best be explained by known outreach efforts by local centers. The three counties with the largest decreases in penetration rates were: Cortland -11.16, Fulton -8.92, and Schuyler -7.26. While it is unknown what led to a decrease in Cortland County, the county still has the highest penetration rate in the state at an impressive 47.59%. It is also not known what led to the decreases in penetration rates for Fulton and Schuyler Counties. 

On a statewide basis, the IL network served 12,615
 more individuals over the past three years. This is a 13% increase. During the same time period, 174,829
 more New Yorkers with disabilities were identified across the state as potential consumers to be served, representing an 8.6% increase. For the statewide IL network, the difference (or change) in penetration rates during the past three years was +0.67. The collective network’s penetration rate was 9.40% in 2018, versus 8.73% in 2015.
Table 1.1 Service Needs by County in alphabetical order 
             
(see Table 1.2 below to see counties sorted by penetration rate)
The table below analyzes potential service needs by county across New York State. It looks at the number of consumers currently being served by the IL network and the total number of people with disabilities in that county to see how far the services extend. The “penetration rate” is calculated in column 3.  The lower the rate, the greater the potential need. 

See notes following the table for more information about the source of the data and the penetration rate calculations. (table begins on next page)

	NYS County
	(A)

Total People Served by IL Network

FY 2016-2017
	(B)

# Incidence of Disability/

County
	(A)/(B)

2018

Penetration Rate
	2015 Penetration Rate
	Difference in

Penetration Rate

(% change)

	Albany
	1,822
	33,304
	5.47%
	6.60%
	-1.13

	Allegany
	1,020
	7,326
	13.92%
	17.05%
	-3.13

	Bronx
	3,903
	195,430
	1.99%
	1.13%
	+0.86

	Broome
	2,849
	29,392
	9.69%
	9.17%
	+0.52

	Cattaraugus
	1,572
	11,716
	13.42%
	4.42%
	+9.00

	Cayuga
	2,047
	10,328
	19.82%
	9.07%
	+10.75

	Chautauqua
	1,410
	19,890
	7.09%
	9.49%
	-2.40

	Chemung
	1,534
	11,755
	13.05%
	13.79%
	-0.74

	Chenango
	395
	8,909
	4.43%
	7.06%
	-2.63

	Clinton
	1,755
	11,935
	14.70%
	8.65%
	+6.05

	Columbia
	221
	9,543
	2.32%
	5.22%
	-2.90

	Cortland
	2,931
	6,159
	47.59%
	58.75%
	-11.16

	Delaware
	268
	7,616
	3.52%
	5.57%
	-2.05

	Dutchess
	1,534
	37,936
	4.04%
	5.47%
	-1.43

	Erie
	4,475
	119,049
	3.76%
	4.79%
	-1.03

	Essex

	715
	6,104
	11.71%
	7.53%
	+4.18

	Franklin

	1,744
	6,926
	25.18%
	9.93%
	+15.25

	Fulton
	337
	8,962
	3.76%
	12.68%
	-8.92

	Genesee
	883
	7,980
	11.07%
	1.83%
	+9.24

	Greene
	85
	6,748
	1.26%
	2.40%
	-1.14

	Hamilton
	35
	941
	3.72%
	3.55%
	+0.17

	Herkimer
	1,031
	9,127
	11.30%
	11.21%
	+0.09

	Jefferson
	2,214
	14,277
	15.51%
	9.90%
	+5.61

	Kings
	2,543
	262,674
	0.97%
	0.92%
	+0.05

	Lewis
	894
	3,760
	23.78%
	20.37%
	+3.41

	Livingston
	151
	7,912
	1.91%
	1.56%
	+0.35

	Madison
	550
	8,228
	6.68%
	7.30%
	-0.62

	Monroe
	3,883
	96,804
	4.01%
	4.89%
	-0.88

	Montgomery
	550
	7,432
	7.40%
	10.10%
	-2.70

	Nassau
	3,047
	112,830
	2.70%
	2.27%
	+0.43

	New York
	3,119
	160,552
	1.94%
	2.26%
	-0.32

	Niagara
	1,151
	27,983
	4.11%
	4.38%
	-0.27

	Oneida
	3,047
	34,112
	8.93%
	11.13%
	-2.20

	Onondaga
	3,163
	57,167
	5.53%
	5.80%
	-0.27

	Ontario
	573
	12,886
	4.45%
	2.67%
	+1.78

	Orange
	8,852
	44,289
	19.99%
	25.87%
	-5.88

	Orleans
	167
	6,683
	2.50%
	3.67%
	-1.17

	Oswego
	1,510
	17,638
	8.56%
	8.12%
	+0.44

	Otsego
	455
	7,886
	5.77%
	3.98%
	+1.79

	Putnam
	824
	10,364
	7.95%
	10.45%
	-2.50

	Queens
	3,475
	219,943
	1.58%
	1.14%
	+0.44

	Rensselaer
	772
	20,533
	3.76%
	6.96%
	-3.20

	Richmond
	1,287
	46,943
	2.74%
	2.91%
	-0.17

	Rockland
	2,259
	30,129
	7.50%
	14.10%
	-6.60

	Saratoga
	1,518
	25,077
	6.05%
	6.00%
	+0.05

	Schenectady
	697
	20,623
	3.38%
	4.08%
	-0.70

	Schoharie
	837
	4,918
	17.02%
	15.38%
	+1.64

	Schuyler
	221
	2,829
	7.81%
	15.07%
	-7.26

	Seneca
	199
	5,119
	3.89%
	1.81%
	+2.08

	St. Lawrence
	1,618
	17,208
	9.40%
	5.45%
	+3.95

	Steuben
	1,863
	15,128
	12.13%
	11.64%
	+0.49

	Suffolk
	2,976
	140,620
	2.12%
	1.62%
	+0.50

	Sullivan
	4,772
	11,339
	42.08%
	25.55%
	+16.53

	Tioga
	372
	6,878
	5.41%
	6.49%
	-1.08

	Tompkins
	2,415
	9,462
	25.52%
	15.27%
	+10.25

	Ulster
	5,506
	24,047
	22.90%
	15.57%
	+7.33

	Warren
	1,353
	9,392
	14.41%
	14.85%
	-0.44

	Washington
	1,059
	8,211
	12.90%
	8.73%
	+4.17

	Wayne
	398
	13,331
	2.99%
	2.74%
	+0.25

	Westchester
	4,684
	87,375
	5.36%
	4.93%
	+0.43

	Wyoming
	224
	4,920
	4.55%
	7.43%
	-2.88

	Yates
	114
	3,211
	3.55%
	2.34%
	+1.21

	TOTALS
	107,878
	2,187,789
	9.40%
	8.73%
	+0.67


Table 1.2 Service Needs by County sorted by penetration rate
          
This is the same table sorted by the latest penetration rate. The lower the rate, the greater the potential need. See notes following the table for more information about the source of the data and the penetration rate calculations.

	NYS County
	(A)
Total People Served by IL Network

FY 2016-2017

	(B)
# Incidence of Disability/

County
	(A)/(B)

2018

Penetration Rate
	2015 Penetration Rate
	Difference in

Penetration Rate

(% change)

	Kings
	2,543
	262,674
	0.97%
	0.92%
	+0.05

	Greene
	85
	6,748
	1.26%
	2.40%
	-1.14

	Queens
	3,475
	219,943
	1.58%
	1.14%
	+0.44

	Livingston
	151
	7,912
	1.91%
	1.56%
	+0.35

	New York
	3,119
	160,552
	1.94%
	2.26%
	-0.32

	Bronx
	3,903
	195,430
	1.99%
	1.13%
	+0.86

	Suffolk
	2,976
	140,620
	2.12%
	1.62%
	+0.50

	Columbia
	221
	9,543
	2.32%
	5.22%
	-2.90

	Orleans
	167
	6,683
	2.50%
	3.67%
	-1.17

	Nassau
	3,047
	112,830
	2.70%
	2.27%
	+0.43

	Richmond
	1,287
	46,943
	2.74%
	2.91%
	-0.17

	Wayne
	398
	13,331
	2.99%
	2.74%
	+0.25

	Schenectady
	697
	20,623
	3.38%
	4.08%
	-0.70

	Delaware
	268
	7,616
	3.52%
	5.57%
	-2.05

	Yates
	114
	3,211
	3.55%
	2.34%
	+1.21

	Hamilton
	35
	941
	3.72%
	3.55%
	+0.17

	Erie
	4,475
	119,049
	3.76%
	4.79%
	-1.03

	Fulton
	337
	8,962
	3.76%
	12.68%
	-8.92

	Rensselaer
	772
	20,533
	3.76%
	6.96%
	-3.20

	Seneca
	199
	5,119
	3.89%
	1.81%
	+2.08

	Monroe
	3,883
	96,804
	4.01%
	4.89%
	-0.88

	Dutchess
	1,534
	37,936
	4.04%
	5.47%
	-1.43

	Niagara
	1,151
	27,983
	4.11%
	4.38%
	-0.27

	Chenango
	395
	8,909
	4.43%
	7.06%
	-2.63

	Ontario
	573
	12,886
	4.45%
	2.67%
	+1.78

	Wyoming
	224
	4,920
	4.55%
	7.43%
	-2.88

	Westchester
	4,684
	87,375
	5.36%
	4.93%
	+0.43

	Tioga
	372
	6,878
	5.41%
	6.49%
	-1.08

	Albany
	1,822
	33,304
	5.47%
	6.60%
	-1.13

	Onondaga
	3,163
	57,167
	5.53%
	5.80%
	-0.27

	Otsego
	455
	7,886
	5.77%
	3.98%
	+1.79

	Saratoga
	1,518
	25,077
	6.05%
	6.00%
	+0.05

	Madison
	550
	8,228
	6.68%
	7.30%
	-0.62

	Chautauqua
	1,410
	19,890
	7.09%
	9.49%
	-2.40

	Montgomery
	550
	7,432
	7.40%
	10.10%
	-2.70

	Rockland
	2,259
	30,129
	7.50%
	14.10%
	-6.60

	Schuyler
	221
	2,829
	7.81%
	15.07%
	-7.26

	Putnam
	824
	10,364
	7.95%
	10.45%
	-2.50

	Oswego
	1,510
	17,638
	8.56%
	8.12%
	+0.44

	Oneida
	3,047
	34,112
	8.93%
	11.13%
	-2.20

	St. Lawrence
	1,618
	17,208
	9.40%
	5.45%
	+3.95

	Broome
	2,849
	29,392
	9.69%
	9.17%
	+0.52

	Genesee
	883
	7,980
	11.07%
	1.83%
	+9.24

	Herkimer
	1,031
	9,127
	11.30%
	11.21%
	+0.09

	Essex

	715
	6,104
	11.71%
	7.53%
	+4.18

	Steuben
	1,863
	15,128
	12.13%
	11.64%
	+0.49

	Washington
	1,059
	8,211
	12.90%
	8.73%
	+4.17

	Chemung
	1,534
	11,755
	13.05%
	13.79%
	-0.74

	Cattaraugus
	1,572
	11,716
	13.42%
	4.42%
	+9.00

	Allegany
	1,020
	7,326
	13.92%
	17.05%
	-3.13

	Warren
	1,353
	9,392
	14.41%
	14.85%
	-0.44

	Clinton
	1,755
	11,935
	14.70%
	8.65%
	+6.05

	Jefferson
	2,214
	14,277
	15.51%
	9.90%
	+5.61

	Schoharie
	837
	4,918
	17.02%
	15.38%
	+1.64

	Cayuga
	2,047
	10,328
	19.82%
	9.07%
	+10.75

	Orange
	8,852
	44,289
	19.99%
	25.87%
	-5.88

	Ulster
	5,506
	24,047
	22.90%
	15.57%
	+7.33

	Lewis
	894
	3,760
	23.78%
	20.37%
	+3.41

	Franklin

	1,744
	6,926
	25.18%
	9.93%
	+15.25

	Tompkins
	2,415
	9,462
	25.52%
	15.27%
	+10.25

	Sullivan
	4,772
	11,339
	42.08%
	25.55%
	+16.53

	Cortland
	2,931
	6,159
	47.59%
	58.75%
	-11.16

	TOTALS
	107,878
	2,187,789
	9.40%
	8.73%
	+0.67


Table 1.3 Status update on FOIL requests for Needs Assessment report

	State Agency
	FOIL Submitted
	FOIL Extension
	Date FOIL Extended To 
	Other/Comments About FOIL or Data
	FOIL/Data Received

	NYS DOH
	3/29/18
	6/120/18
	7/11/18
	Data for assisted living, no data for nursing homes, data five sub categories and no data for out of state placements
	Yes, but incomplete data, 6/20/18

	NYS DOCS
	3/29/18
	4/30/18
	5/30/18
	Data in chart form, facility data needs to be cross referenced by county/% reduced for PWD
	Yes, 6/13/18

	NYS OPWDD
	4/5/18
	5/7/18
	6/29/18
	Data tabulated in chart form by county as requested
	Yes, 6/19/18

	NYS OMH
	4/5/18
	6/11/18
	7/11/18
	Data in batch form/not tabulated
	Yes, 7/11/18


Question #2: 
What unserved/underserved ethnic, minority and disability communities are most in need of IL services?

Based on data collected and noted above, and some input from the Center Director and Consumer surveys, we have identified several unserved/underserved populations.
People with cognitive, ambulatory, self-care and independent living disabilities are much less likely to be employed than those with vision or hearing disabilities, and all people with disabilities are less likely to be employed than those without disabilities.  This also shows up in the income gap between people with and without disabilities. Additional employment and job readiness services seem to be a priority for this group, and that was supported by findings from both surveys.

People with disabilities also tend to achieve lower educational attainment than people without disabilities and while no specific sub population was identified, this is another area in which people with disabilities are underserved.

In addition, several questions on the Center Director’s survey asked them to identify, within their service area, groups of people with disabilities that they felt are underserved or hard to reach by their organization. 

Center Directors were asked about which disability types were unserved/underserved and/or hard to reach.  Hearing (50%) and cognitive (40%) were the most frequently cited.

	Answer Choices
	Responses

	Cognitive
	40.00%
	8

	Hearing
	50.00%
	10

	Mental / emotional
	30.00%
	6

	Physical
	20.00%
	4

	Visual
	20.00%
	4

	Multiple (please specify in the comment box below)
	20.00%
	4

	There are no disability groups that are unserved or underserved or difficult for our organization to reach
	10.00%
	2

	Comments / People with Other Disabilities that are Unserved or Underserved or Hard to Reach (please specify).
	20.00%
	4

	
	Answered
	20

	
	Skipped
	2


Center Directors were also asked which ethnic groups in the disability community are unserved/underserved and/or difficult to reach: Latino was selected by 9 (45%) and American Indian/Alaskan Native and Asian were each selected by 8 (40%). Other underserved groups noted in the comments included: non-native English speakers, and Hasidic and Orthodox Jewish populations with disabilities.
	Answer Choices
	Responses

	American Indian or Alaskan Native
	40.00%
	8

	Black / African-American Non-Hispanic
	20.00%
	4

	Asian
	40.00%
	8

	Native Hawaiian or any other Pacific Islander
	15.00%
	3

	Hispanic/Latino
	45.00%
	9

	Multi-ethnic
	15.00%
	3

	Non-Native English Speaker (please specify language groups in the comment box below)
	25.00%
	5

	There are no ethnic groups that are unserved or underserved or difficult for our organization to reach
	20.00%
	4

	Comments / Other Unserved or Underserved or Hard to Reach Ethnic Groups (please specify)
	
	7

	
	Answered
	20

	
	Skipped
	2


Recent data from the Yang-Tan Institute on Employment and Disability at the Cornell University ILR School identified the prevalence of disability among non-institutionalized working-aged people (ages 21-64) by race in New York in 2016.
 Prevalence rates by race identified: 14.6% Native American or Alaskan Native, 11.6% Black/African American, 10.2% Hispanic, 9.1% White, 4.4% Asian, and 10.1% Some other race(s).

The chart below provides the complete data:

	Race
	%
	% Margin of Error
	Number
	Margin of Error
	Base Pop.
	Sample

Size

	Native American or

Alaskan Native
	14.6
	4.00
	6,000
	1,770
	40,900
	417

	Black/African American
	11.6
	0.54
	209,700
	10,440
	1,810,700
	14,199

	Hispanic
	10.2
	0.47
	222,900
	10,760
	2,189,400
	2,247

	White
	9.1
	0.24
	669,400
	18,430
	7,332,600
	76,614

	Asian
	4.4
	0.45
	48,600
	5,050
	1,096,500
	10,296

	Some other race(s)
	10.1
	0.60
	136,100
	8,420
	1,344,800
	9,099


The following observations are repeated from the 2015 report and are based on data from a chart that analyzes data from Cornell University of people with disabilities in all counties broken out by race and ethnicity. 
 

Hispanic:  

Overall, in New York State, 10.6% of Hispanics sampled (344,199 out of 3,239,392) were people with disabilities. 78% of all Hispanics with disabilities in NYS are located in New York City.  By county the breakdown is:

· Bronx County (104,219) 30.3%  
· New York County (57,130) 16.6%

· Queens County (49,303) 14.3%

· Kings County (50,837) 14.8%. 

· Suffolk County (11,947) 3.5% 

· Westchester County (10,857) 3.2%

· Nassau County (10,454) 3%

· Monroe County (7,419) 2.2%

· Richmond County (6,158) 1.8%

· Orange County (5,538) 1.6%

The remaining Hispanics are distributed through the other counties in small numbers.

African American:

In New York State, 12.6% of African Americans/Blacks sampled (334,986 out of 2,651,864) were people with disabilities. The highest concentration of African American/Blacks with disabilities are located in New York City (67.6% of the statewide total).  By county the breakdown is:

· Kings County (84,133) 25.1%

· Bronx (56,866) 17%

· Queens County (45,358) 13.5%

· New York County (35,446) 10.6%

· Monroe County (17,454) 5.2%

· Erie County (17,391) 5.2%

· Westchester County (12,688) 3.8%

· Nassau County (10,343) 3.1%

· Suffolk County (9,571) 2.9%

The levels of African Americans/Blacks with disabilities in all other counties are less than 2% of the state total.

Asians: 

In New York State, 6.2% of Asians sampled (85,447out of 1,376,933) were people with disabilities. The highest concentration of Asians with disabilities are located in New York City at 79.9%.  By county the breakdown is:

· Queens County (34,122) 39.9%

· Kings County (14,694) 17.2%

· New York County (12,974) 15.2%

· Nassau County (4,039) 4.7% 

· Bronx County (3,975) 4.7%

· Richmond County (2,480) 2.9%,

· Suffolk County (2,296) 2.7% 

· Westchester County (1,874) 2.2% 

The levels of Asians with disabilities in all other counties are less than 2%.

An “other” category was reported but not specific enough to merit comment. As with any sample, it is a snap shot. Any variations could be due to under-reporting of disabilities, cultural factors, and or lowered availability to services for minorities with disabilities.

In terms of other considerations for minorities with disabilities, there is an acknowledgement that individuals can experience “triple jeopardy” so that a person of race/ethnicity can also experience discrimination and challenges in life and employment as a person with a disability and based on gender. So, an African American woman with a disability who is also gay may encounter formidable barriers.
The chart below provides a breakdown of this data by county and race.

	Location
	Hispanic

Population

with a disability
	Rate
	Black

Population

with a disability
	Rate
	Asian

Population

with a disability
	Rate

	United States
	4,316,712
	8.5%
	5,448,705
	14.4%
	997,462
	6.6%

	NY State
	344,199
	10.6%
	334,986
	12.6%
	85,447
	6.2%

	NY City
	267,647
	11.4%
	226,532
	12.0%
	68,245
	6.5%

	Albany
	1,428
	10.4%
	5,266
	17.7%
	762
	6.2%

	Allegany
	75
	13.6%
	84
	17.7%
	8
	2.7%

	Bronx
	104,219
	14.0%
	56,866
	13.5%
	3,975
	8.3%

	Broome
	701
	14.3%
	1,019
	14.6%
	205
	3.5%

	Cattaraugus
	125
	13.5%
	141
	17.7%
	14
	2.9%

	Cayuga
	151
	8.8%
	350
	17.1%
	17
	3.8%

	Chautauqua
	912
	14.6%
	426
	21.7%
	113
	15.4%

	Chemung
	205
	13.9%
	476
	12.7%
	56
	7.5%

	Chenango
	109
	13.2%
	40
	11.1%
	31
	8.8%

	Clinton
	231
	11.3%
	266
	8.5%
	67
	7.6%

	Columbia
	409
	15.0%
	251
	8.8%
	76
	9.7%

	Cortland
	104
	13.3%
	38
	11.1%
	30
	9.1%

	Delaware
	215
	12.0%
	151
	12.2%
	66
	11.1%

	Dutchess
	2,647
	9.2%
	4,106
	17.9%
	892
	6.7%

	Erie
	4,688
	14.4%
	17,391
	18.4%
	872
	4.8%

	Essex
	112
	11.3%
	129
	8.5%
	33
	7.7%

	Franklin
	148
	11.3%
	170
	8.5%
	43
	7.7%

	Fulton
	712
	24.6%
	38
	7.0%
	15
	4.3%

	Genesee
	188
	9.5%
	342
	16.2%
	23
	8.1%

	Greene
	312
	15.0%
	191
	8.7%
	58
	9.7%

	Hamilton
	16
	11.7%
	18
	8.6%
	5
	8.5%

	Herkimer
	146
	15.8%
	84
	18.3%
	4
	1.2%

	Jefferson
	485
	8.8%
	482
	10.7%
	99
	5.6%

	Kings
	50,837
	10.2%
	84,133
	10.4%
	14,694
	5.5%

	Lewis
	117
	8.8%
	116
	10.6%
	24
	5.6%

	Livingston
	293
	19.2%
	430
	21.3%
	2
	0.4%

	Madison
	55
	5.1%
	16
	1.9%
	46
	6.9%

	Monroe
	7,419
	15.5%
	17,454
	18.4%
	1,272
	6.3%

	Montgomery
	643
	24.6%
	35
	7.2%
	14
	4.4%

	Nassau
	10,454
	6.8%
	10,343
	9.1%
	4,039
	4.9%

	New York
	57,130
	14.0%
	35,446
	17.0%
	12,974
	7.3%

	Niagara
	621
	16.4%
	2,204
	18.6%
	89
	4.7%

	Oneida
	2,237
	20.4%
	2,703
	22.1%
	540
	7.7%

	Onondaga
	1,481
	10.2%
	4,920
	12.9%
	445
	4.1%

	Ontario
	196
	7.8%
	91
	5.9%
	23
	2.4%

	Orange
	5,538
	9.1%
	3,850
	13.1%
	716
	7.5%

	Orleans
	137
	9.4%
	250
	16.2%
	17
	8.2%

	Oswego
	170
	6.7%
	49
	6.3%
	21
	2.7%

	Otsego
	276
	12.0%
	194
	12.2%
	84
	11.0%

	Putnam
	636
	6.7%
	95
	6.1%
	-
	-

	Queens
	49,303
	8.0%
	45,358
	11.5%
	34,122
	6.5%

	Rensselaer
	692
	12.8%
	1,551
	21.4%
	172
	4.6%

	Richmond
	6,158
	7.7%
	4,729
	10.6%
	2,480
	6.9%

	Rockland
	1,815
	4.7%
	2,414
	8.6%
	638
	3.9%

	Saratoga
	661
	10.5%
	528
	13.2%
	43
	1.1%

	Schenectady
	905
	11.1%
	1,205
	10.4%
	199
	4.1%

	Schohaire
	141
	11.9%
	99
	12.1%
	43
	11.0%

	Schuyler
	43
	13.9%
	101
	12.8%
	12
	7.6%

	Seneca
	166
	11.0%
	278
	14.1%
	123
	4.9%

	St. Lawrence
	369
	16.9%
	355
	11.6%
	57
	5.0%

	Steuben
	318
	27.9%
	346
	34.9%
	58
	7.7%

	Suffolk
	11,947
	6.2%
	9,571
	11.4%
	2,296
	5.3%

	Sullivan
	931
	9.9%
	896
	18.2%
	96
	7.4%

	Tioga
	76
	14.6%
	49
	28.7%
	12
	4.1%

	Tompkins
	479
	11.0%
	804
	14.1%
	355
	4.9%

	Ulster
	1,777
	8.4%
	2,130
	18.3%
	260
	7.3%

	Warren
	183
	13.4%
	178
	16.6%
	55
	12.2%

	Washington
	177
	13.5%
	171
	16.6%
	54
	12.4%

	Wayne
	347
	11.8%
	504
	24.5%
	18
	4.2%

	Westchester
	10,857
	6.6%
	12,688
	12.3%
	1,874
	4.6%

	Wyoming
	197
	19.1%
	291
	21.3%
	2
	0.6%

	Yates
	79
	27.8%
	86
	34.7%
	14
	7.4%


Question #3: 
What are the most important unmet service needs for New Yorkers with disabilities who live, or wish to live, independently?

This issue was examined through several questions on both the center director and consumer surveys.  Consumers were asked about which services are most important to help them live independently.  They were also asked about challenges they face in accessing services. Center Directors were asked directly to rate which consumer needs were met well, met adequately, or not well met.

There were only 257 consumers who responded (similar to previous cycles). This represents a very small number (.01%) of the total NYS disability community.  In addition, while respondents were spread across the state and were from nearly all the counties, 11 of NY’s 62 counties (some from very small counties) accounted for just over half (133) of all respondents. Only 193 responded to the question about whether they lived in a rural, urban or suburban community. The largest amount (44%) said suburban (Suffolk, Nassau and Westchester Counties had large responses). The other two were somewhat evenly divided between rural (30%), and urban (26%,). A sample size of 257 is not a substantial sample, but there is a great deal of consistency with previous surveys which lends additional validity to these findings.
(See Tables in Appendix III for additional details about the discussions below.)

Consumers were asked which services were most important to help them continue to live independently. The top four were:

· Advocacy (44% response rate)

· Benefits assistance and advice (41%)

· Medical / health service (37%)

· Transportation (33%) 

This was very similar to last time when the top four were:

· Benefits assistance and advice (51%)

· Advocacy (50%)

· Transportation (43%) 
· Medical /health services (35%) 

The results were again fairly consistent when this data was filtered by whether consumers lived in rural, urban or suburban settings. One surprising finding was that transportation was cited by a higher percentage of urban (42%) than rural (32%) or suburban (29%) consumers.
Consumers were also asked how well the services they cited as most important, actually met their needs for independent living.  Eight out of 16 services were rated “very well” by a third or more of the respondents who had selected that. When combined with “somewhat well,” six of the 8 plus three additional ones were rated by 67% or more. The highest rated services were assistive devices training and advocacy. The lowest rated service was “supported services for apartment living.”  

When asked what important services are unavailable or not accessible, the least available were (with comments counted): housing services (cited by 34%), transportation (30%), recreation services (25%), and employment/work readiness (24%). 
The 2015 survey had similar results, but the question was worded to allow for grading the degree of unavailability. When “Not Available” was combined with “Limited Availability”, the results in 2015 were the same top 4:  

· Transportation 56% 

· Housing services 54%

· Recreation 47%

· Employment 44%

When asked to further refine this by ranking them from most to least important, the most important and unavailable/inaccessible services were: medical/health services (64% rated it most important on a scale from 1-6), advocacy (62%), housing services (51%), and home care / personal assistance services (50%). 
They were then asked to identify the primary barrier preventing them from accessing the important services they selected. Fifty-nine percent cited “not available in my community;” 32% cited transportation; 28% cited cost, and 26% said they were too far away (which could be combined with “not available in my community” and “transportation”).

Center Directors were asked to rate from a long list of needs those that were being well or adequately met in their community to those that were being minimally or not met. 

The three needs that were rated most often as being “not met” were:

· Adequate income

· Affordable housing 

· Integrated housing 

This aligns with the consumers’ priorities of housing services and employment/work readiness as two of their top 4 least available services.

The two needs that were rated the highest by Center Directors for being adequately met (none were rated by more than 20% of respondents for being “well met”) were:

· Special education 

· Emergency services 

Center Directors were asked to rate what services they would like to expand or start if additional funds became available. The two ranking highest were employment services and architectural barrier services. (In 2015, it was benefits advisement and employment services, and architectural barrier services were also highly rated.) Again, this aligns with consumer choices of employment services, and to some extent, housing needs.

Recommendation: Since these findings about unmet needs have been fairly consistent over time, this should point to priorities the Council may want to consider in its next three-year plan.

When consumers were asked what would be the best way to receive these services if they did become available, 54% cited at an agency; 51% cited at home, and by phone and by email both were cited by 34%. Obviously, not all services could be delivered by phone or email, but the high rate of responses indicates that many consumers are open to this type of support which eliminates transportation issues.

Access to services:

Consumers were also asked where they went to receive services. When comments were coded and added in, the largest number (37%) indicated they received services at home. Independent Living Centers were next at 30%, reflecting the fact that ILCs were the primary group distributing the survey. Government agencies and other disability agencies were next at 29% each.

When asked later in the survey what they knew about Independent Living Centers, only 11% said they didn’t know what an ILC was and only 5% said they didn’t know where the nearest ILC was, even though 70% were not currently receiving services at an ILC. The ILC network would appear to be well known by consumers.

When asked to identify types of organizations where services were not accessible, or accommodations weren’t made, the largest number of respondents (with comments factored in) cited:

· Government agencies (27%)
· College or university (17%)

· Community centers (16%)

· Other disability agencies (14%)

· Schools (14%) 
These are surprising results since all of these agencies have been required to be accessible and provide accommodations for almost three decades. Further research into this response might be of interest.

In 2015, the results were somewhat different:
· Social services (27.5%) (this was changed in 2018 to “government agencies”)
· Park or gymnasiums (25.5%)

· College or universities (23.5%)

· Hospitals (22.8%)

· Place of employment (22.8%)

· Place of worship (22.1%)

Consumers were also asked the furthest they had to travel (by time, not mileage) one way on a regular basis to receive the most important services. Surprisingly, there was almost no difference between rural, urban or suburban consumers. Excluding those who said they didn’t travel to receive services, 51% reported traveling less than 30 minutes and 81% reported less than 60 minutes. When later asked what is the furthest that they felt would be reasonable to travel, 65% said less than 30 minutes, and an additional 31% cited 30-60 minutes.
When asked for the best way for them to communicate with services providers, 72% selected email and 71% selected phone (they could choose more than one method). Texting and regular mail were a distant third at 33% and 32% respectively. Except for regular mail, these have all gone up slightly since the 2015 survey where phone was 66%, email 64% and texting 30%.  Regular mail was selected by 39% in 2015, compared to 32% this time.
When asked about six ways agencies could make it easier for consumers to access services, expanding services was highest rated with a score of 4.35 out of 6. Surprisingly, while the results for most options were similar in 2015, expanding services was the lowest rated in 2015, and home visits was the highest – a reversal of 2018 results. This might be worth exploring in more depth.
	Options:
	Score: 2018
	Score: 2015

	More information / advertise existing services
	3.7
	3.46

	Expand hours of operation (nights and weekends)
	3.5
	3.36

	Expand services
	4.35
	2.87

	Expand transportation to / from service providers
	3.5
	3.01

	Hire additional staff
	3.68
	3.65

	Make home visits
	2.79
	4.02


Additional comments were received this time around, and half of them also related to expanding services.
Question #4:
What are the most important needs that should be addressed to strengthen New York’s independent living network?

The Center survey addressed this question by asking Center Directors to prioritize the needs of both ILC consumers and the Centers themselves. They were also asked what services they might want to start or expand and barriers to service provision. The purpose of this survey was to provide input to the NYS Independent Living Council as they developed their next three-year Statewide Plan for Independent Living (SPIL).

Directors were asked about barriers to effective delivery of current services, in three categories:

Funding related (excluding lack of funding); staff or board related; and community related.

The top barriers in each category were: (with comments factored in)

· Funding related – Funding restrictions (73%) and demand exceeds capacity (41%) 

· Staff or board related – Inability to recruit qualified staff due to non-competitive wages / benefits (68%), difficulty retaining staff (36%); inability to recruit staff due to shortage of qualified staff (32%)

· Community related – Lack of adequate transportation for consumers (59%) and lack of awareness from people with disabilities of ILC services (36%)

Directors were also asked about what kinds of programs they would like to start or expand if funding were made available. For starting a service, 6 (27%) selected legal services and 4 (18%) selected self-direction. For expanding a service, they selected:

· employment services, 8 (36%) 

· benefits advisement, 7 (32%) 

· architectural barrier services, 6 (27%)

· housing and shelter services, 6 (27%)

· youth services, 6 (27%)
In the 2015 survey, they selected for the top programs to start: transportation, recreation and architectural barrier. While this was a very different mix, when it came to expanding services, they were almost the same:
· benefits advisement

· employment services

· architectural barrier services

· advocacy / legal services

· housing and shelter services

· youth transition services

Recommendation: This consistency across surveys may also give the Council some direction in ways to prioritize funding for the expansion of these services. 
When the directors were asked to identify the primary barrier besides funding that prevents them from starting or expanding services, most indicated that lack of funding was the only real barrier. For architectural barrier services, 4 respondents cited lack of qualified staff as a barrier.

A new series of questions on the survey this time asked about training.  When asked if NYSILC should sponsor or develop more training and technical assistance, 15 (68%) said yes. When asked what training or technical assistance would be of most value, there were a wide range of answers ranging from “anything!” to social media management. (See complete listing in Appendix III).  
When asked what type of materials would be most helpful if NYSILC were to record training programs, all respondents who replied (21 of 22) selected “on-line recording” and 9 (43%) selected DVD. Written materials – manuals and transcripts were each selected by 19%.  
Directors were also asked about whether they wanted more information or training about four specific topics (see table below). There appears to be widespread interest in both training and additional information. Five didn’t answer implying they did not have interest in more information or training on any of the topics.
	 
	Would like information
	Would like training
	Total

	Community Behavioral Health Collaboratives and how IL Centers Can be Involved
	53.85%
	7
	69.23%
	9
	13

	What are Care Coordination Organizations and Their Missions
	66.67%
	6
	44.44%
	4
	9

	What are Community Based Organizations (CBOs) and the Designated State Entities (DSEs)
	72.73%
	8
	45.45%
	5
	11

	Contracting with Managed Care Organizations (MCOs) or Managed Long-Term Care (MLTC)
	46.15%
	6
	61.54%
	8
	13

	Other Topics (please specify)
	
	
	
	1

	
	
	
	Answered
	17

	
	
	
	Skipped
	5


The final question of the survey asked them to propose any other priority areas the Council should consider when developing the next three-year plan.  Only seven Directors responded to this question and their answers are listed below:

1. The biggest problem in most rural areas like the one we serve is the inability to get to consumers who live in the hamlets. This includes both reaching them with information in regard to services, and actually providing services. I would venture a guess that 90% of the served consumers come from within the town or city limits where the centers are located, while this may only account for a tiny percentage of the total number of individuals with disabilities within the county served.

2. Access to preventative services to improve health outcomes.
3. State-wide advertising like NYSOFA does for New York Connect.
4. Homelessness; poverty; lack of affordable/accessible housing; lack of employment opportunities; health disparities; accessible transportation.

5. Technology is advancing so quickly...we are not able to keep up with the limited resources we have...

6. How to get more funding!  ILCs are traditionally underfunded for the amount of needed services they provide.  Raising awareness and gaining commitment from state and federal government is imperative.

7. I believe NYSILC needs one Systems issue focus. In the past it was voting rights.  In the future????
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Appendix II:
Tables and charts from the consumer survey that provides a respondent profile.  
Total number of respondents = 257
Table 2.1
Do you live in a rural, urban or suburban location?

	Answer Choices
	Responses

	Rural (country)
	30.05%
	58

	Urban (city)
	26.42%
	51

	Suburban (just outside a city)
	43.52%
	84

	
	Answered
	193

	
	Skipped
	64


Table 2.2
Race/ethnic group:

	Answer Choices
	Responses

	American Indian
	2.07%
	4

	Asian/Pacific Islander
	2.59%
	5

	Black non-Hispanic
	3.63%
	7

	Hispanic
	2.59%
	5

	White
	82.38%
	159

	Multi-ethnic (More than one)
	5.18%
	10

	Other (please specify)
	1.55%
	3

	
	Answered
	193

	
	Skipped
	64


When asked their primary language, 98% said English; 0.5% Spanish, and 1.6% “other” (all sign language).

When asked their gender:  46% male, 55% female, 0.5% other (three respondents chose more than one response).

Two respondents indicated they were homeless.

Table 2.3
Age range:

	Answer Options
	Response Percent
	Response Count

	Under 6 years old
	1.56%
	3

	6-17 years old
	16.15%
	31

	18-22 years old
	10.94%
	21

	23-54 years old
	53.13%
	102

	55-64 years old
	11.46%
	22

	65-74 years old
	6.25%
	12

	75 years and older
	0.52%
	1

	
	Answered
	192

	
	Skipped
	65



Table 2.4
What region of the state do you live in?   N = 257
	Region
	Responses

	NORTH COUNTRY:  Franklin, Clinton, Essex, Hamilton, St. Lawrence, Warren, Washington, Jefferson, Lewis
	14.4%

	CAPITAL DISTRICT:  Albany, Schenectady, Rensselaer, Saratoga, Fulton, Montgomery, Schoharie, Columbia, Greene)
	15.18%

	LOWER HUDSON VALLEY:  Westchester, Rockland, Orange, Putnam, Sullivan, Dutchess, Ulster
	13.2%

	SOUTHERN TIER:  Delaware, Broome, Tioga, Chemung, Schuyler, Chenango, Otsego
	8.95%

	CENTRAL:            Herkimer, Madison, Oneida, Oswego, Onondaga, Cayuga, Tompkins, Cortland
	5.45%

	WESTERN:           Chautauqua, Cattaraugus, Erie, Allegany, Wyoming, Orleans, Niagara, Genesee
	6.23%

	FINGER LAKES:     Wayne, Steuben, Livingston, Yates, Ontario, Seneca, Monroe
	7.78%

	NEW YORK CITY:   Brooklyn, Queens, Staten Island, Manhattan, Bronx
	12.06%

	LONG ISLAND:       Nassau, Suffolk
	16.73%

	Total responding
	257


Table 2.5
Please describe your disability. (Respondents were asked to check all that apply, so the total number of responses (351) exceeds the number of respondents (192).

	Answer Choices
	Responses

	Cognitive
	39.06%
	75

	Hearing
	4.17%
	8

	Mental / emotional
	50.00%
	96

	Physical
	46.35%
	89

	Visual
	10.94%
	21

	Multiple
	32.29%
	62

	
	Answered
	192

	
	Skipped
	65


Appendix III:
Tables and charts from the Center and Consumer surveys that provide additional data for some of the questions.

Consumer Survey:
Total number of respondents = 257

Table 4.1
	Of the current services you access in your community, which are the most important for you to continue living independently? Check up to five (5) services.  

	Answer Choices (listed by highest rated first)
	Responses

	Advocacy (assisting with getting rights, services)
	43.87%
	111

	Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)
	40.71%
	103

	Medical / health services
	36.76%
	93

	Transportation
	33.20%
	84

	Employment / work readiness services
	31.62%
	80

	Home care / personal assistance services
	31.62%
	80

	Mental health services
	26.09%
	66

	Recreation services
	25.30%
	64

	Housing services
	22.13%
	56

	Education services
	21.74%
	55

	Family services
	21.74%
	55

	Information and referral to other services
	21.34%
	54

	Independent living skills training
	20.16%
	51

	Assistive devices training (medical equipment, wheelchairs, etc.)
	15.02%
	38

	Supported services for apartment living
	12.65%
	32

	Peer counseling
	10.28%
	26

	Other (please specify)
	
	22

	Mobility training/services
	2.77%
	7

	
	Answered
	253

	
	Skipped
	4


Table 4.2

Same question, sorted by whether consumers indicated they lived in a rural, urban or suburban setting.

Of the current services you access in your community, which are the most important for you to continue living independently? Check up to five (5) services.  
	

	
	Q21: Rural (country)
	Q21: Urban (city)
	Q21: Suburban (just outside a city)

	Advocacy  (assisting with getting rights, services)
	46.43%
	26
	42.00%
	21
	44.58%
	37

	Assistive devices training (medical equipment, wheelchairs, etc.)
	12.50%
	7
	22.00%
	11
	9.64%
	8

	Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)
	35.71%
	20
	40.00%
	20
	42.17%
	35

	Education services
	16.07%
	9
	18.00%
	9
	27.71%
	23

	Employment / work readiness services
	25.00%
	14
	32.00%
	16
	34.94%
	29

	Family services
	26.79%
	15
	16.00%
	8
	20.48%
	17

	Home care / personal assistance services
	30.36%
	17
	34.00%
	17
	32.53%
	27

	Housing services
	21.43%
	12
	20.00%
	10
	19.28%
	16

	Independent living skills training
	17.86%
	10
	20.00%
	10
	21.69%
	18

	Information and referral to other services
	32.14%
	18
	20.00%
	10
	19.28%
	16

	Medical / health services
	39.29%
	22
	48.00%
	24
	34.94%
	29

	Mental health services
	30.36%
	17
	20.00%
	10
	34.94%
	29

	Mobility training/services
	0.00%
	0
	2.00%
	1
	4.82%
	4

	Peer counseling
	8.93%
	5
	14.00%
	7
	10.84%
	9

	Recreation services
	25.00%
	14
	16.00%
	8
	28.92%
	24

	Supported services for apartment living
	8.93%
	5
	14.00%
	7
	14.46%
	12

	Transportation
	32.14%
	18
	42.00%
	21
	28.92%
	24

	Total
	29.63%
	56
	26.46%
	50
	43.92%
	83


Table 4.3
How well do the services that you have identified meet your needs for living independently?
	(Services listed in alphabetical order)

 
	Meet my needs very well
	Meet my needs somewhat well
	Minimally meet my needs
	Do not meet my needs at all
	Total

	Advocacy (assisting with getting rights, services)
	40.59%
	41
	31.68%
	32
	18.81%
	19
	8.91%
	9
	101

	Assistive devices training (medical equipment, wheelchairs, etc.)
	44.12%
	15
	32.35%
	11
	17.65%
	6
	5.88%
	2
	34

	Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)
	39.13%
	36
	31.52%
	29
	23.91%
	22
	5.43%
	5
	92

	Education services
	31.25%
	15
	43.75%
	21
	18.75%
	9
	6.25%
	3
	48

	Employment / work readiness services
	26.67%
	20
	32.00%
	24
	30.67%
	23
	10.67%
	8
	75

	Family services
	26.53%
	13
	40.82%
	20
	22.45%
	11
	10.20%
	5
	49

	Home care / personal assistance services
	26.09%
	18
	46.38%
	32
	20.29%
	14
	7.25%
	5
	69

	Housing services
	23.40%
	11
	27.66%
	13
	21.28%
	10
	27.66%
	13
	47

	Independent living skills training
	8.89%
	4
	46.67%
	21
	35.56%
	16
	8.89%
	4
	45

	Information and referral to other services
	40.00%
	20
	32.00%
	16
	26.00%
	13
	2.00%
	1
	50

	Medical / health services
	41.86%
	36
	40.70%
	35
	12.79%
	11
	4.65%
	4
	86

	Mental health services
	35.94%
	23
	20.31%
	13
	32.81%
	21
	10.94%
	7
	64

	Mobility training/services
	0.00%
	0
	57.14%
	4
	14.29%
	1
	28.57%
	2
	7

	Peer counseling
	40.91%
	9
	36.36%
	8
	13.64%
	3
	9.09%
	2
	22

	Recreation services
	38.18%
	21
	21.82%
	12
	27.27%
	15
	12.73%
	7
	55

	Supported services for apartment living
	3.85%
	1
	30.77%
	8
	38.46%
	10
	26.92%
	7
	26

	Transportation
	23.38%
	18
	28.57%
	22
	25.97%
	20
	22.08%
	17
	77

	
	
	
	
	
	
	
	Answered
	227

	
	
	
	
	
	
	
	Skipped
	30


Table 4.4
	Which of the following services are unavailable or not accessible to you in your community that you believe are most important to assist you to live independently? Check up to 5. 
If you have questions about the meaning of the terms used in this list, please see the definition of the terms provided here.

	Answer Choices
	Responses

	Housing services
	31.55%
	65

	Transportation
	29.61%
	61

	Recreation services
	25.24%
	52

	Employment / work readiness services
	24.27%
	50

	Independent living skills training
	21.84%
	45

	Supported services for apartment living
	21.36%
	44

	Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)
	19.90%
	41

	Home care / personal assistance services
	19.42%
	40

	Mental health services
	19.42%
	40

	Advocacy  (assisting with getting rights, services)
	18.45%
	38

	Peer counseling
	16.02%
	33

	Education services
	15.53%
	32

	Information and referral to other services
	11.65%
	24

	Medical / health services
	11.65%
	24

	Assistive devices training (medical equipment, wheelchairs, etc.)
	10.68%
	22

	Family services
	10.68%
	22

	Mobility training/services
	10.19%
	21

	NA / Other (please specify)
	
	44

	
	Answered
	206

	
	Skipped
	51


Table 4.5
These are the important services you identified above as unavailable or not accessible.
Please rank them with 1 being the most important service to you. 

	 
	1 - most important
	2
	3
	4
	5 - least important
	Total

	Advocacy (assisting with getting rights, services)
	62.16%
	23
	16.22%
	6
	5.41%
	2
	8.11%
	3
	8.11%
	3
	37

	Assistive devices training (medical equipment, wheelchairs, etc.)
	33.33%
	7
	28.57%
	6
	14.29%
	3
	9.52%
	2
	14.29%
	3
	21

	Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)
	43.90%
	18
	24.39%
	10
	19.51%
	8
	7.32%
	3
	4.88%
	2
	41

	Education services
	40.00%
	12
	20.00%
	6
	10.00%
	3
	20.00%
	6
	10.00%
	3
	30

	Employment / work readiness services
	48.89%
	22
	26.67%
	12
	11.11%
	5
	2.22%
	1
	11.11%
	5
	45

	Family services
	33.33%
	7
	23.81%
	5
	28.57%
	6
	14.29%
	3
	0.00%
	0
	21

	Home care / personal assistance services
	50.00%
	19
	28.95%
	11
	18.42%
	7
	0.00%
	0
	2.63%
	1
	38

	Housing services
	51.61%
	32
	20.97%
	13
	19.35%
	12
	4.84%
	3
	3.23%
	2
	62

	Independent living skills training
	41.46%
	17
	21.95%
	9
	14.63%
	6
	12.20%
	5
	9.76%
	4
	41

	Information and referral to other services
	45.83%
	11
	25.00%
	6
	25.00%
	6
	0.00%
	0
	4.17%
	1
	24

	Medical / health services
	63.64%
	14
	27.27%
	6
	4.55%
	1
	0.00%
	0
	4.55%
	1
	22

	Mental health services
	42.50%
	17
	35.00%
	14
	12.50%
	5
	10.00%
	4
	0.00%
	0
	40

	Mobility training/services
	19.05%
	4
	33.33%
	7
	28.57%
	6
	14.29%
	3
	4.76%
	1
	21

	Peer counseling
	21.21%
	7
	24.24%
	8
	27.27%
	9
	15.15%
	5
	12.12%
	4
	33

	Recreation services
	22.00%
	11
	30.00%
	15
	22.00%
	11
	18.00%
	9
	8.00%
	4
	50

	Supported services for apartment living
	48.78%
	20
	19.51%
	8
	12.20%
	5
	9.76%
	4
	9.76%
	4
	41

	Transportation
	42.37%
	25
	23.73%
	14
	18.64%
	11
	10.17%
	6
	5.08%
	3
	59








Answered 198


Center Director Survey
Total number of respondents = 22

Table 4.6

	If additional funding was available, which type of program would you start or expand?  Please check your top priorities - no more than 5 total.

	 
	Would like to start this service
	Would like to expand this service
	Total

	Architectural Barrier Services
	33.33%
	3
	66.67%
	6
	9

	Assistive Technology Assessment / Training / Equipment
	25.00%
	1
	75.00%
	3
	4

	Benefits advisement
	0.00%
	0
	100.00%
	7
	7

	Children's Services
	16.67%
	1
	83.33%
	5
	6

	Counseling Services
	33.33%
	1
	66.67%
	2
	3

	Employment Services
	27.27%
	3
	72.73%
	8
	11

	Family Services
	0.00%
	0
	0.00%
	0
	0

	Health Home Care Coordination
	100.00%
	1
	0.00%
	0
	1

	Housing and Shelter Services
	14.29%
	1
	85.71%
	6
	7

	Independent Living Skills Training
	25.00%
	1
	75.00%
	3
	4

	Legal Services
	100.00%
	6
	0.00%
	0
	6

	Mental Health Peer Services
	37.50%
	3
	62.50%
	5
	8

	Mobility / Orientation Training
	0.00%
	0
	100.00%
	2
	2

	OPWDD-HCBS
	100.00%
	2
	0.00%
	0
	2

	Peer Counseling
	0.00%
	0
	100.00%
	2
	2

	Personal Assistant Services
	33.33%
	1
	66.67%
	2
	3

	Recreational Services
	33.33%
	1
	66.67%
	2
	3

	Self-Direction
	66.67%
	4
	33.33%
	2
	6

	Transportation Services
	0.00%
	0
	100.00%
	1
	1

	Youth Services
	14.29%
	1
	85.71%
	6
	7

	There are no services I'd like to start or expand
	0.00%
	0
	0.00%
	0
	0

	Other (please specify)
	
	
	
	
	3

	
	
	
	Answered
	20
	

	
	
	
	Skipped
	2
	


Table 4.7
In thinking about how the larger community serves people with disabilities, please indicate from the following list how well each of these needs are met overall for people with disabilities in your service area.

	How well each is met overall.
	
	

	 
	Well Met
	Adequately Met
	Minimally Met
	Not Met
	Total

	Accessible Health Care
	15.79%
	3
	10.53%
	2
	73.68%
	14
	0.00%
	0
	19

	Affordable Health Care
	10.53%
	2
	26.32%
	5
	57.89%
	11
	5.26%
	1
	19

	Disability Awareness among Service Providers
	10.53%
	2
	10.53%
	2
	63.16%
	12
	15.79%
	3
	19

	Health Insurance
	5.26%
	1
	36.84%
	7
	57.89%
	11
	0.00%
	0
	19

	Affordable Housing
	0.00%
	0
	0.00%
	0
	30.00%
	6
	70.00%
	14
	20

	Integrated Housing
	0.00%
	0
	10.53%
	2
	36.84%
	7
	52.63%
	10
	19

	Emergency Services
	5.26%
	1
	42.11%
	8
	36.84%
	7
	15.79%
	3
	19

	Access to Assistive Technology
	5.26%
	1
	15.79%
	3
	63.16%
	12
	15.79%
	3
	19

	Transition Services
	0.00%
	0
	26.32%
	5
	52.63%
	10
	21.05%
	4
	19

	Special Education
	5.00%
	1
	55.00%
	11
	35.00%
	7
	5.00%
	1
	20

	Employment Opportunities
	0.00%
	0
	10.00%
	2
	45.00%
	9
	45.00%
	9
	20

	Vocational Training
	5.26%
	1
	36.84%
	7
	42.11%
	8
	15.79%
	3
	19

	Transportation
	10.00%
	2
	5.00%
	1
	50.00%
	10
	35.00%
	7
	20

	Information about Disability Rights
	10.00%
	2
	30.00%
	6
	35.00%
	7
	25.00%
	5
	20

	Access to Information and Resources
	10.00%
	2
	55.00%
	11
	25.00%
	5
	10.00%
	2
	20

	Assistance with Disability Benefits
	5.00%
	1
	30.00%
	6
	55.00%
	11
	10.00%
	2
	20

	Consumer Directed Personal Assistance
	20.00%
	4
	25.00%
	5
	45.00%
	9
	10.00%
	2
	20

	Affordable, Accessible Exercise Opportunities
	0.00%
	0
	15.00%
	3
	45.00%
	9
	40.00%
	8
	20

	Affordable, Accessible Opportunities to Socialize
	0.00%
	0
	5.00%
	1
	60.00%
	12
	35.00%
	7
	20

	Community Based Long-Term Care
	0.00%
	0
	25.00%
	5
	60.00%
	12
	15.00%
	3
	20

	Services and Support
	5.26%
	1
	26.32%
	5
	57.89%
	11
	10.53%
	2
	19

	Service Coordination
	5.26%
	1
	36.84%
	7
	47.37%
	9
	10.53%
	2
	19

	Adequate Income
	0.00%
	0
	0.00%
	0
	20.00%
	4
	80.00%
	16
	20

	Culturally Sensitive Services
	10.53%
	2
	21.05%
	4
	52.63%
	10
	15.79%
	3
	19

	Systems Advocacy
	0.00%
	0
	41.18%
	7
	58.82%
	10
	0.00%
	0
	17

	Other (please specify)
	
	
	
	
	
	
	
	0

	
	
	
	
	
	
	Answered             20

	
	
	
	
	
	
	Skipped
	2


Table 4.8
	Should NYSILC sponsor or develop more training and technical assistance?  

If you answered "yes", what training or technical assistance would be of most value?



	1. Plans for addressing state-wide advocacy issues separate from calling elected officials about policy or legislation as these seem to be communicated well.
For example, technical assistance to work across the state on promoting the use of visor cards for people who are deaf or hard of hearing or using an ID card to identify people who have a hidden disability that may affect the way they communicate to prevent a situation from escalating (like a mental health dx or autism for example).
Training on Disability Rights.

	2. anything!!!

	3. Board development

	4. Strategies for recruiting and retaining Board members

	5. Finding the balance between collaboration and competition

	6. Compliance, Social Media Management, Board Trainings

	7. conference / workshop support

	8. establishing contracts for CIL services with MCOs

	9. Understanding, contracting with, and implementing services through DSRIP related initiatives.

	10. fund development

how to fill out end year report due to new administration of IL funds

	11. Grant seeking and grant writing training.

	12. Ways to increase public awareness 

	13. Admin training on how to effectively manage, oversee and grow existing programs.


Appendix IV:
Consumer Comments
Question 8:
Additional suggestions for what would make it easier for you to access services. (follow up to question 7 which provided a list to rate)
· Home based, behavioral, and mental health services need to improve.

· Clear communication is important to me.  Even when nothing is happening.  

· Have staff that understands your issues

· Difficult to reach person providing benefits assistance

· extending hours of availability

· Have more community habilitation hours when someone struggles to be independent and I(mom) tries to get individual to do it but will not engage easily.

· Care is not available early in the morning before school. My son's bus doesn't come until 8:30. Cannot get to work on time at many jobs.

· More help for people who are currently in need but have not yet been approved for disability... it can be a very long wait

· more openings for the things we really need

· I have been navigating services for my daughter with very little assistance.  Insurance, Medicaid, etc. is a nightmare and have received little direction and what's worse incorrect information.  I am an intelligent person and I shudder to think how those with disabilities and limited resources are faring.  There needs to be an all-encompassing case worker that knows how to direct people through these labyrinths.  We were told to talk to "Lifelong" in Ithaca by a Medicaid person in TOMPKINS.  It is for retirees.  My daughter is twenty-five.  She worked with Challenge Industries for two years with no successful employment outcome, but had to re-take job skills course.   She doesn't drive, her transportation is me or the bus.  She acquired one job through employment connection/acces-vr, but was let go due to medical absences and a poor job fit.  Her Access VR person was "frustrated that he couldn't close her case as gainfully employed".   He has no idea how it made her feel!  So, I guess hiring competent people that understand that people with disabilities aren't here to keep them employed, but their jobs exist to foster their independence and well-being.

· not having the Lyons Falls office staff at training at the same time.     More support groups in the Lyons Falls area.

· open more residential options for the medically frail

· There are no services in Warsaw NY. We desperately need support groups. I have PTSD and I am totally isolated. I have no one except a therapist to relate too. The mental health system is greatly lacking in so many areas and I wish greatly that more real effort would be put into helping people like me feel like we belong in the community.

· More help not enough services

· We need more services and housing for people when they reach 21. Also, more schools that service the most severely autistic children and adults 

· long wait lists for res hab, respite

· I am disabled and need some help, but I'm mostly concerned about my son, Jared.

· Need for services in this county

· My most pressing concern is to connect with others who share similar interests for socialization.

· The school should be the place the parent goes to for these services

· Additional “after school” activities would be a wonderful idea!

· deaf blind needs more services - personal care aide criteria needs to be flexible because one can be independent dressing and washing self but cannot read.  need an aide to assist with transportation, shopping and read mails. 

· Change policies so people like me can be included

· Add more music, art, and theatre, especially classes, and add more business development for us entrepreneurial types with mental illness barriers. 

· Have an attorney on staff to talk to by phone regarding legal questions.

· Expand medical services to accurately address needs.

· My friend in his 30's with severe cognitive impairment from Lyme disease would like to access your services.  Please include Lyme disease in your list of covered disabilities. He has no funds, no family, no friends to help him.  Please let me know if Lyme disease will be included for eligibility for your programs. Services for Lyme disease are scarce in Kingston. Thank you.

· Expanded services = in-home services 

· For me, freedom from services is important; mental health services are a racket; yet more peer support, nonjudgment and free, would be nice; I would like more access to alternative medicine -- acupuncture, herbal advice -- as these help.  I would like BETTER hearing aids as that's about money and mine are problematic.  I am grateful for PT, but evening appointments are important.

· We have almost given up on case management due to the lack of understanding of Social Anxiety, lack of assistance in accessing services, and incredibly high turnover of staff.  It is very frustrating and time consuming to build report and trust with a new service provider every few months, especially when there is social anxiety involved.

· Clarity on waiting time period - limited staffing causes long waiting lists with no clarity for time you will be awaiting.     

Income assistance from programs should be explained. The programs that have funding available should provide a practical list of options and programs to therapeutically assist patient in care.  

Would be great if local companies worked with organizations to provide opportunities to people with needs to be involved with them.  Finances can hinder involvement as well as opportunity to try something.  Seems like Nassau county has things organized better with this. 

· a lot of talk but I can't even reach my MSC or whatever that's called now

· Better pay for staff
· Continued training for staff

· Reduce the paperwork or make the paperwork able to be submitted online

· Simplification of the administrative process. In the past five years the process has changed three times. The burden of managing services has fallen completely on the parents' shoulders. I feel like all we do is repetitive form filling and still there are no services for us.

· To be able to have faster access and less paperwork and waiting and waiting and hoping and follow up again and again

· I had worked in the health care field, took several courses in the health care fields, and never remember having been mentored that this service existed.  This service could maybe do intro to the services provided by stic by doing introductions to students in the health care professions.  thank you

· More information online series

· We don't qualify for services other than those we pay for (Psych/counseling) - so I really cannot comment

· We're moving to self-directed and have high hopes for it.

· Employee training 

· Very hard to find a good staff who is trained

· Have individuals updated about other services they recommend. I have been offered services which I am unable to enroll my child into.

· ABA trained community habilitation workers

· There’s something wrong w the answers, above— when you select a number and then move onto the next question, the previous number disappears. Frustrating! The last 3 questions should all get a “1”

Question 10:
Which of the following services are unavailable or not accessible to you in your community that you believe are most important to assist you to live independently?  

The following comments were reported for “other”
· I answer everything

· Advocacy - 1, Family Services - 2, Mental health services - 3

· Phone lawyer support I believe.

· they are available, but I really need expert advice in keeping benefits (SSI/SSDI, food stamps, Medicaid/Medicare, section 8), helping me complete informational packets, knowing how changes in jobs, hourly wages will/can affect my benefits and because I have a p/t job not thinking I'm cured and can live without assistance.

· all appear to be available

· Available in my community - we do not qualify

· All are available

· none are unavailable

· all are available

· All are currently available

· all of the above are available in my area.

· All those above are available through ILC, home care agencies, health providers, paratransit, or acces-vr. Other more specialized services that would be beneficial would be more local assistive technology & wheelchair repair vendors/providers. Options are limited and not local, requiring appointment wait time and/or lengthy travel.

· Higher education/college

· We live between Dryden and Cortland. Any services are in Ithaca.  TC3 would be a great satellite for services.  I believe there are vocations offered there that students could benefit from interning in as well as benefiting the needs of the community.

· I just wish there was p/t jobs available for my abilities.

· There needs to be more supported housing, more options, and more trained staff to work at these places

· res hab

· Unable to find housing with others in a model that is similar to assisted living for seniors.  I don’t want to live alone for social reasons, as I grew up in a busy family... but i need some prompting and reminders. There isn't a place for me...

· handicapped housing for people in my income category

· Housing that is FRAGRANCE-FREE, SMOKE-FREE, and ADA compliant for mobility needs based on low fixed income. In home advocacy and paperwork (e.g., SSI / SSD application) assistance services.

· Developmental pediatrician 

· I LIVE HOME WITH MY FAMILY & DO NOT NEED THESE SERVICES.

· My children are 15 so I am anticipating above issues 

· See my original comment.  I do live independently and receive none of these services.

· Not sure

· Unsure about this question 

· Unsure 

· When I checked Employment/work readiness services above, it is not that they are unavailable. The issue is that we keep getting pushed into low skill level jobs. My son graduated with honor from high school with a full diploma. He is capable of more than restocking shelves at the grocery store or working in a college cafeteria. His volunteer job requires him to receive lab specimens for processing, evaluate which are STAT and which are routine, log them in, distribute them to the appropriate lab department knowing which require agitation and which don't. We've spent his whole education pushing him to achieve and then find there is nothing available here for him to continue growing and learning.

· All of these are available, but not adequate for our son's needs/situation.

In addition, overnight multi-day respite is our single biggest unmet need; it's available, but nearly totally useless for a variety of reasons, being grossly oversubscribed likely being the biggest. 

· The services available do not meet my unique needs.

· social opportunities

· More support groups in the Lyons Falls area/Lewis County

· more groups(TBI) patients in Lyons Falls

· Though I technically have access to transportation, I haven't successfully used it. (Access-a-Ride) I can't handle the cold weather, and because my circulation is so poor almost every day is too cold for me. I can't wait outside for Access-a-Ride to show. The one time I did use it, to get signed up for their service, the van that was to take me home never arrived. I went back into the office right before they were about to close for the day, and waited another hour and a half while a very upset secretary tried to arrange for another van to take me home.

· Transportation is always a problem.  I currently drive but when I cannot, I worry about that.  

I am employed.  I am employment ready.

However, discrimination is big for psych survivors and I watch my friends not get jobs or compete for part-time work in peer run services... rather than get qualified for a good job.  Why are people with disabilities not in the trade unions and apprenticeships?  Why aren't we trained to start home businesses?  Why do we still not have GED programs or college readiness programs in the psychosocial clubhouses?

People with psych disabilities have the lowest employment rate of anyone; this is ridiculous.  We can work.

We need peer counseling that is geared towards folks with jobs.

Question 12:
What are the primary barriers preventing you from accessing the important services that you have identified above? 

Comments related to Other, include:

· Have just over the income limit

· We do not qualify 

· I do not qualify for all services, but need them.

· Don't accept Medicaid

· There is no reliable listing of providers who actually accept my insurance

· not many agencies provide sign language interpreter services to communicate 

· Not aware of many of them

· These services could also be put into a brochure and then given out at clinics, MD offices and Hospitals. There is possibly a program at SUNY Binghamton NY that is also paid by the state of New York that could print a brochure for STIC this Dept should call an inquire as they have printed materials in the past that I know of 

· i do not know if they are available

· Not advertised well.

· Lack of information. 

· Not sure

· Unsure 

· I’m not sure how to access these services

· I don't know how

· Need help getting these

· office is closed at times

· They are insufficient for my needs

· there is no nursing support for the medically frail in day hab or residences available in my area

· Difficulty reaching ILC staff

· Again, overnight multi-day respite is our single biggest unmet need (didn't see it on your lists); it's available, but nearly totally useless for a variety of reasons, being grossly oversubscribed likely being the biggest. 

· Not enough available qualified people

· long wait lists

· Not many choices

· long waiting list

· lack of options

· Staffing is too limited

· lack of providers and out of network options 

· they don't exist in the ways described previously

· Not available 

· They don't exist in my community

· none of medical/doctor office hot accessible for people on wheelchair. There no accessible exam table in the clinics or hospitals. it is impossible to have many procedures because it is not accessible

· Not available for wheel chair persons

· Need more residences

· FAMILY TRANSPORTS.

Appendix V: Copies of the two surveys used in the study

2018 NYSILC Needs Assessment - Consumer Survey

1. What county do you live in?   

​​​​____________________________________________________

The next seven questions relate to services you are now receiving to help you live independently:

2. Of the current services you access in your community, which are the most important for you to continue living independently? Check up to five (5) services.  

(If you have questions about the meaning of terms used in this list, please see the definition of terms provided at the end of this document.)  
__ Advocacy (assisting with getting rights, services)

__ Assistive devices training (medical equipment, wheelchairs, etc.)

__ Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)

__ Education services

__ Employment / work readiness services

__ Family services

__ Home care / personal assistance services

__ Housing services

__ Independent living skills training  

__ Information and referral to other services

__ Medical / health services  

__ Mental health service

__ Mobility training/services  

__ Peer counseling  

__ Recreation services  

__ Supported services for apartment living

__ Transportation

__ Other (please specify)

3. Where do you go to receive these services?  Check all that apply. 

__ College or university

__ Community center

__ Clinic

__ Hospital

__ Independent Living Center (ILC)

__ Internet 

__ Park or gymnasium

__ People come to my home
__ Place of worship

__ School 

__ Government agency

__ Other disability agencies (please specify below) 

__ Other (please specify):



____________________________________________________

4. How well do the services that you have identified meet your needs for living independently?  
__ Meet my needs very well

__ Meet my needs somewhat well

__ Minimally meet my needs

__ Do not meet my needs at all

5. What is the furthest you have to travel each way on a regular basis to receive the above services? (Select only 1) 
__ Less than 15 minutes

__ 15 – 30 minutes

__ 30 – 60 minutes

__ 60 – 90 minutes

__ More than 90 minutes

__ I don’t travel to receive services

6. Please select from the list below, the best way(s) for you to communicate with service providers regarding the important services you identified above.  
(Check all that are most helpful)  


__ Email


__ Fax 

__ Internet/Website 

__ Mail


__ Phone

__ Social Media (Facebook, Twitter etc.)

__ Texting

__ Other (please specify)

     ____________________________________________________________

7. Please number by importance what would make it easier for you to access services.  Use 1 as the most important and 6 as the least important.  Please rank all 6.

__ More information / advertising about existing services

__ Expand hours of operation (nights and weekends)

__ Expand services

__ Expand transportation to / from service providers

__ Hire additional staff

__ Make home visits

8. If you have other suggestions related to question 7, please specify below

 ____________________________________________________________

The next four questions relate to additional services that you would like to receive to support your ability to live independently.

9. Which of the following services are unavailable or not accessible to you in your community that you believe are most important to assist you to live independently? 
Select up to 5 services and rank them in order of importance 
with 1 being most important and 5 least important.   
(If you have questions about the meaning of terms used in this list, see the definition of terms provided at the end of this document.)  
__ Advocacy (assisting with getting rights, services)

__ Assistive devices training (medical equipment, wheelchairs, etc.)

__ Benefits assistance and advice (SSI/SSDI/Food stamps, etc.)

__ Education services

__ Employment / work readiness services

__ Family services

__ Home care / personal assistance services

__ Housing services

__ Independent living skills training  

__ Information and referral to other services

__ Medical / health services  

__ Mental health service

__ Mobility training/services  

__ Peer counseling  

__ Recreation services  

__ Supported services for apartment living

__ Transportation

__ NA / Other (please specify below)

10. What are the primary barriers preventing you from accessing the important services that you have identified above: (check all that are significant barriers).  
__ They are not available in my community

__ Transportation

__ They are not physically accessible

__ The hours are not convenient for me

__ They are too far away

__ They cost too much

__ NA / Other (please specify)

11. If the services you identified above as unavailable or not accessible became available in your community, please identify the best way(s) for you to receive them (check all that apply). 
__ In person / face to face at an agency

__ In person / face to face at home

__ By phone

 
__ By email

__ By web conference

__ NA / Other (please specify)

12. Please indicate the types of organizations, if any, where needed services have not been accessible, or accommodations were not made. (Check all that apply.)

__ College or university

__ Community center

__ Clinic

__ Hospital

__ Independent Living Center

__ Internet 

__ Park or gymnasium

__ Place of worship

__ School 

__ Government agency

__ Other disability agencies (please specify below)

__ NA / Other (please specify)

The following questions help us to understand more about you as an individual. If you are helping someone complete this survey, or are doing it for a child, please answer the following questions based on the person for whom you are helping complete the survey.

13. Please select the range within which your age falls.   

__ Under 6 years old 

__ 6-17 years old

__ 18-22 years old

__ 23-54 years old

__ 55-64 years old

__ 65-74 years old

__ 75 years and older

14. Please check one answer for your race/ethnic group.   

__ American Indian

__ Asian/Pacific Islander

__ Black non-Hispanic

__ Hispanic

__ White

__ Multi-ethnic (More than one) 

__ Other (please specify)

15. Please indicate your primary language:

__ English

__ Spanish

__ Other, please specify:

16. Please describe your disability. (Check all that apply.) 

__ Cognitive

__ Hearing

__ Mental/emotional

__ Physical

__ Visual

__ Multiple

17. What is your gender:

__ Male

__ Female

__ Other gender identification (please specify below)

     ________________________________________  
18. Are you homeless?

__ Yes

__ No
19. Do you live in a rural, urban or suburban location? (Please check only one)

__ Rural (Country setting)
__ Urban (City) 
       __ Suburban (Just outside city)

20. Are you currently receiving services at an Independent Living Center (ILC)?  Please check only one response (the first applicable response): 

__ Yes

__ No, I do not know what an ILC is  

__ No, I do not know where the nearest ILC is

__ No, I have never received services from an ILC

__ No, but I have received services from an ILC in the past

21. What is the farthest that you think would be reasonable to travel to receive independent living services? (Please check only the longest one that’s reasonable)

__ Less than 15 minutes

__ 15 – 30 minutes

__ 30 – 60 minutes

__ 60 – 90 minutes

__ More than 90 minutes

THANK YOU FOR COMPLETING THIS SURVEY! (mailing instructions and information about the drawing for a gift card are on next page)

If you would like to be entered into our drawing for a $50 Amazon gift card and/or would like to be kept up to date with issues regarding independent living, please complete the following:   


NOTE: Identifying information will be kept confidential and separate from survey results.

Enter me in the drawing:   ___ yes   ___ no

Add my name and email address to the NYS Independent Living Council mailing list:   





__ yes  __ no  

(If you check “no” your contact information will be deleted once the drawing is complete.)

Only complete this if you’d like to be in the drawing and/or added to the mailing list.

Name: _______________________________________________

Mailing address: ___________________________________________

Phone number:  ___________________________________________

Email address: ___________________________________________

Please send the completed survey to Amy Wink at NYSILC

Email:  awink@nysilc.org or 

Surface mail:
New York State Independent Living Council

   111 Washington Avenue, Suite 101

   Albany, NY 12210

Please complete this by June 25th to be entered in our drawing for a $50 Amazon gift card.

DEFINITIONS OF TERMS USED IN QUESTIONS #2 AND #9

1. Advocacy ‑ assistance with accessing benefits, services or programs to which you may be entitled but are having difficulty obtaining.  

2. Assistive devices/equipment – help receiving specialized equipment such as TTYs, wheelchairs and lifts.  This includes equipment repair and loan as needed.

3. Benefits advisement - assistance provided with applying for economic benefits.  This service does not include the representation at hearings or appeals.

4. Education services – classroom or individual educational programs at the primary, secondary or college levels; this includes home tutoring.

5. Employment / work readiness services ‑ training in job‑seeking skills such as interviewing and resume writing, and/or providing supported employment opportunities and/or integrated job placement services.

6. Family services ‑ services provided to family members of individuals with disabilities when help is needed for helping the individual to live more independently, or to engage or continue in employment. This may include respite care.

7. Home care / personal assistance services ‑ includes providing attendant care to consumers and/or training consumers to supervise their own attendants.

8. Housing or shelter services ‑ information, advice, and assistance related to finding or keeping affordable, accessible and/or integrated housing. Includes assistance with looking through newspaper ads, how to talk with landlords, finding lists of available accessible housing, and information and assistance in applying for housing support.  

9. Independent living skills development and life skills services ‑ Instruction to develop independent living skills in areas such as personal care, coping skills, use of assistive technology, financial management, social skills, and household management, including education and training necessary for living in the community and participating in community activities.

10. Information and referral services (I&R) – information about other needed services in the area, and/or being referred directly to specific agencies.   

11. Medical / health services – services needed to treat specific medical conditions.

12. Mental health services – services to treat mental health needs.

13. Mobility training ‑ variety of services involved in assisting individuals with cognitive and sensory impairments to get around their homes and communities.

14. Peer counseling ‑ counseling, teaching, information sharing, and similar kinds of services provided by other individuals with disabilities.  This may include information about disability laws, civil rights and other available protections, and strategies and resources to support personal empowerment.

15. Recreational services – providing or identifying opportunities for individuals with disabilities to participate in accessible, integrated leisure time activities; community affairs and/or other accessible, integrated recreation activities that may be competitive, active or quiet.

16. Supported services for apartment living – a wide range of services to assist individuals who are transitioning to live independently in the community
17. Transportation services ‑ provision of, or arrangements for provision of accessible transportation.
2018 NYS Independent Living Council

Needs Assessment Survey - For Center Directors

1. Agency Name: _________________________________________________
2. Title/Position of person completing the survey: ____________________________________
3. Please indicate the size (by population) of the primary county in which your program operates.  
__Greater than 900,000 people

__Between 200,000 and 900,000

__More than 75,000 and less than 200,000

__Less than 75,000

Please review the following three lists of potential barriers to effective service delivery of existing services. (Questions 4-6)  In each list, check the two that are currently the most significant barriers for your Center.  

4. Funding related: Two most significant barriers for effective delivery of existing services.

__ Funding restrictions

__ Lack of administrative support (clerical, bookkeeping, Information Technology (IT) 

__ Demand exceeds capacity

__ Lack of public awareness of Independent Living Center (ILC) services 

__ Lack of space or equipment 

__ Size of service area is too large 

__Other funding related (please specify; don’t include “lack of funding” – that is a given):

    _____________________________________________________________________

5. Staff/board related: Two most significant barriers for effective delivery of existing services.
__ Staffing issues – inability to recruit qualified staff due to non-competitive wages/benefits

__ Staffing issues – inability to recruit due to shortage of qualified staff

__ Staffing issues – difficulty retaining staff 

__ Staffing issues – lack of resources to train staff 

__ Lack of board support 

__Lack of interpretation services 

__Other Staff/Board Related (please specify):

   ________________________________________________________________________ 

6. Community related:  Two most significant barriers for effective delivery of existing services.   
__ Lack of adequate transportation for consumers 

__ Lack of cooperation/support from schools 

__ Lack of cooperation/support from community agencies

__ Lack of cooperation/support from local municipalities

__ Lack of cooperation/support from state or federal agencies

__ Lack of awareness from people with disabilities of ILC services  

__ Other Community Related (please specify below):

     _______________________________________________________________________

7.  Should NYSILC sponsor or develop more training and technical assistance?
___Yes     ___No
8. If you answered “yes” above, what training or technical assistance would be of most value?

___________________________________________________________________________

9. If NYSILC were to record training programs, what type of materials would be most helpful? (Check all that apply)  
__DVD

__On-line recording

__Manuals

__Transcripts

__ Other (please specify):

10. If additional funding was available, which type of programs would you start or expand? Please select up to 5 of your top priorities – and for each, please indicate them with an “S:” if you want to start them or an “E” if you want to expand them.
Type of Program:






Advocacy Related:



· Architectural barrier services





· Children’s services



· Housing and shelter services



· Legal services



· Transportation services



Transition Services:



· Nursing home transition services 



· Psychiatric transition services



· Youth transition services



Independent Living Services:



· Assistive technology assessment/training /equipment



· Benefits advisement



· Employment services



· Health Home Care Coordination



· Training  



· Mobility / orientation training



· Personal assistant services



· Recreational services



Peer Services:



· Counseling services



· Family services



· Mental Health Peer Services  



Information and Referral Services:



Other (please specify): 



11. You indicated above the programs that you would like to start or expand. Please list them below and indicate the primary barrier (besides funding) that prevents you from starting or expanding each service.  (Choose the letter of the barrier from the list below.)  Service to start/expand



Primary Barrier (select letter from list below)

1.



2.



3.



4.



5.



Primary Barriers:

a)
Lack of adequate transportation for consumers

b)
Lack of qualified staff


c)
Lack of space or equipment

d)
Lack of interpretation services  


e)
Lack of support from key agencies or other groups in the community  


f)
Lack of board support

g)
Other (please specify) 

Please review the three lists below and in each one check all the groups in your area that you feel are unserved/underserved and/or difficult for your organization to reach. (Questions 12-14)

12. From the list of ethnic groups below, please check all that you feel are unserved/underserved and/or difficult for your organization to reach.

__American Indian or Alaskan Native 

__Black / African American non-Hispanic

__Asian

__Native Hawaiian or any other Pacific Islander

__Hispanic/Latino

__Multi-ethnic

__ Non-native English speakers (please specify language groups below)

Comments/other unserved/underserved or hard to reach ethnic groups (please specify).

________________________________________________________________________

13. From the list of disabilities below, please check all that you feel represent groups that are unserved/underserved and/or difficult for your organization to reach. Check all that apply.

__Cognitive

__Hearing

__Mental/emotional

__Physical

__Visual

__Multiple (please specify)

Comments/People with other disabilities that are unserved/underserved or hard to reach (please specify)”

_______________________________________________________________________

14. a) Please check which of the following topics you would like more information. (Check all that apply)

__Community Behavioral Health Collaboratives and how can IL Centers be involved?  


__What are Care Coordination organization and their missions?   



__What are Community Based Organizations (CBOs) and the Designated State Entities (DSEs)?     



__Contracting with Managed Care Organizations (MCOs) or Managed Long-Term Care (MLTC)?     



__Other – please specify:

14. b) Please check with of the following topics you would like more training on. (Check all that apply.)

__Community Behavioral Health Collaboratives and how can IL Centers be involved?  


__What are Care Coordination organization and their missions?   



__What are CBOs and the Designated State Entities?     



__Contracting with MCO, MLTC?     



__Other – please specify:

15. In thinking about how the larger community serves people with disabilities, please indicate from the following list how well each of these needs are met overall for people with disabilities in your service area. Please select the letter associated for each respective option.

Answer options:

a) Well Met

b) Adequately Met

c) Minimally Met

d) Not Met

How well are the following needs met:

· Accessible Health Care __

· Affordable Health Care __





· Disability Awareness among Service Providers __





· Health Insurance __





· Affordable Housing __





· Integrated Housing __





· Emergency Services __





· Access to Assistive Technology __





· Transition Services __





· Special Education __





· Employment Opportunities __





· Vocational Training __





· Transportation __





· Information about Disability Rights __





· Access to Information and Resources __





· Assistance with Disability Benefits __





· Consumer Directed Personal Assistance __





· Affordable, Accessible Exercise Opportunities __





· Affordable, Accessible Opportunities to Socialize __





· Community Based Long-Term Care __





· Services and Support __





· Service Coordination __





· Adequate Income __





· Culturally Sensitive Services __ 





· Systems Advocacy __





· Other (please specify):


16. Please comment below on any other priority areas that the Council should consider when developing the next three-year Strategic Plan for Independent Living.   

  _________________________________________________________________________

Please send the completed survey no later than June 15, 2018, to Amy Wink at NYSILC

Email:  awink@nysilc.org or 

Postal mail:
New York State Independent Living Council, 111 Washington Avenue, Suite 101, Albany, NY 12210

� The New York State Department of Health Behavioral Risk Factor Surveillance System status report 2015, � HYPERLINK "https://www.health.ny.gov/statistics/brfss/reports/docs/1716_brfss_disability_status.pdf" �https://www.health.ny.gov/statistics/brfss/reports/docs/1716_brfss_disability_status.pdf�





� � HYPERLINK "https://disabilitycompendium.org/sites/default/files/user-uploads/Compendium_2017_Final.pdf" �https://disabilitycompendium.org/sites/default/files/user-uploads/Compendium_2017_Final.pdf�


� Robyn Powell, Disabled Women's Equal Pay Struggles Often Go Unheard -- But You Can Help Include Them, Bustle, Apr. 10, 2018, available at � HYPERLINK "https://www.bustle.com/p/disabled-womens-equal-pay-struggles-often-go-unheard-but-you-can-help-include-them-8730123" �https://www.bustle.com/p/disabled-womens-equal-pay-struggles-often-go-unheard-but-you-can-help-include-them-8730123�. 


� In 2015 the IL statewide network served 95,263 total individuals versus 107,878 in 2018.


� The ACS survey cited in the 2015 report identified 2,012,960 New Yorkers with disabilities versus the ACS survey in this report citing 2,187,789 New Yorkers with disabilities.


�  Column one identifies the total people served by the IL network for FY 2016-2017. It is based on ACCES-VR yearend data, statewide totals for FY 2016-2017, plus FY 2016-2017 704 Report data from the ACL Reporting system for Federal only funded CILs (TLCIL). It should be clarified that this data was expanded to include all people served by the IL network: people with disabilities (primary), family members, and other non-disabled. 


�  Column two identifies the incidence of disability by county. It is based on data received from the Cornell University Employment and Disability Institute, US Census Bureau. American Fact Funder. Selected Social Characteristics in the United States. 2012-2016 American Community Survey (ACS) 5-Year Estimates. � HYPERLINK "https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?src=bkmk" �https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?src=bkmk�


�  Column three represents a calculation of penetration rates for the counties. It is based on a model developed by the California Statewide Independent Living Council. A penetration rate determines the extent the IL network and its services are reaching the identified population in a given county. It is calculated by dividing the total number of consumers served in a county by the IL network for the identified year (column one) by the total number of civilian people with disabilities identified for each county with a disability (column two). The lower the penetration rate (a percentage), the greater the need. Penetration rates provide an objective process to identify need that equally filters unserved and underserved, as well as urban and rural areas.


� Total people served by the IL network is a combination of the ACCES-VR yearend data statewide total for the county FY 2016-2017, plus FY 2016-2017 704 Report data reported by the TL CIL.


� Total people served by the IL network is a combination of the ACCES-VR yearend data statewide total for the county FY 2016-2017, plus FY 2016-2017 704 Report data reported by the TL CIL.





11 Total people served by the IL network is a combination of the ACCES-VR yearend data statewide total for the county FY 2016-2017, plus FY 2016-2017 704 Report data reported by the TL CIL.


� Total people served by the IL network is a combination of the ACCES-VR yearend data statewide total for the county FY 2016-2017, plus FY 2016-2017 704 Report data reported by the TL CIL.





� 2016 Disability Status Report – New York, © 2018 Cornell University. Erikson, W., Lee, & von Schrader, S. (2016). 2016 Disability Status Report: New York. Ithaca, NY: Cornell University Yang-Tan Institute on Employment and Disability (YTI). � HYPERLINK "http://www.disabilitystatistics.org" �www.disabilitystatistics.org� 


� Cornell University Yang-Tan Institute on Employment and Disability (YTI), Race and Ethnicity of People with Disabilities by All NYS Counties American Community Survey 2015.





_____________________________________________________________________________
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