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Indicators

A handful of NCI states reported information about the representation of consumers and families on provider agencies’ boards of directors.  Specifically, providers were asked to supply information about:  (a) the number of people on the board of directors, (b) the number of voting members, and (c) the number of voting members who are primary consumers or family members of primary consumers.  

Primary consumers are defined as persons with intellectual or other developmental disabilities who are receiving services, not necessarily from the provider that is reporting.

Family members include parents, siblings, or other relatives of primary consumers (as defined above).

Background

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

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

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

Twelve states (AZ, CT, KY, MA, MN, NE, NC, PA, RI, VA, VT, WA) participated in Phase II.  Four additional states joined during the following year (DE, IA, MT, UT), and seven states joined in 2001 (AL, HI, IL, IN, OK, WV, WY).  Virginia, Minnesota, Montana, Illinois, and Utah are currently on hiatus.  South Dakota, South Carolina, and Maine signed on in 2002.  Arkansas, Georgia, New Mexico, and Texas joined in 2005.  Over the last year, New Jersey, Louisiana and New York have joined and Missouri has rejoined, thus bringing the total to 27 participating states plus Orange County, CA.  State participation in NCI is entirely voluntary.   For a complete list of NCI states, visit http://www.nationalcoreindicators.org.  

This report summarizes consumer and family representation data collected by states via provider surveys.  Data reported herein represent two annual reporting periods.  Since states generally report these data from the preceding year, these figures represent the following years: FY2005 (reported in Phase VIII) and FY2006 (reported in Phase IX).   

Introduction

Eight states participating in FY2005 collected performance indicator data through provider surveys.  These states include:  Alabama, Arizona, Delaware, Georgia, Hawaii, South Carolina, Vermont, and Wyoming.  In FY2006, six states submitted these data: Alabama, Arkansas, Georgia, Vermont, Washington, and Wyoming.  This report summarizes provider survey data related to indicators of consumer and family representation on agency boards of directors.  It should also be noted that the boards of directors may include advisory boards as well as governing boards.  

The purpose of this report is:

· to summarize the methods used to collect and report provider survey data;

· to present results by state and in aggregate; 
· to present results by indicator; and
· to discuss recommendations and observations on how to move forward with the data

The state reports “provider-level” data to the national project, meaning that each line on their spreadsheet represents totals for one provider.  Thus, state by state results represent the average figures across all providers who (1) answered the survey in that state and (2) supplied both the appropriate numerator and denominator for that specific indicator.  (Please note that in the data tables below, the N's vary depending on how many providers supplied information for a particular indicator.)  Aggregate results are computed by using the totals across all providers who answered the survey in all states.  These non-weighted, absolute values provide the numerator and denominator for the aggregate indicators.  In the tables and charts below, the aggregate results are labeled “TOTAL”.
Results
	Table 1.  Consumer and family representation on agency boards of directors. (FY2005)

	State
	N of Agencies Reporting
	Average % of Voting Members who are Consumers
	Average % of Voting Members who are Family

	AL
	36
	2.45%
	23.12%

	AZ
	22
	2.58%
	29.90%

	DE
	9
	4.58%
	22.14%

	GA
	71
	4.01%
	28.19%

	HI
	26
	0.40%
	20.80%

	SC
	39
	3.39%
	33.59%

	VT
	15
	9.04%
	33.51%

	WY
	5
	2.22%
	17.78%

	TOTAL (aggregate)
	223
	3.48%
	27.18%


Figure 1. Board Representation by State (FY2005)
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	Table 2.  Consumer and family representation on agency boards of directors. (FY2006)

	State
	N of Agencies Reporting
	Average % of Voting Members who are Consumers
	Average % of Voting Members who are Family

	AL
	38
	1.50%
	27.82%

	AR
	27
	1.70%
	26.87%

	GA
	34
	2.63%
	26.97%

	VT
	15
	13.98%
	33.33%

	WA
	144
	3.13%
	24.64%

	WY
	8
	3.13%
	31.25%

	TOTAL (aggregate)
	266
	3.31%
	26.45%


Figure 2. Board Representation by State (FY2006)
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Figure 3 shows the Board Representation numbers over the last five years of NCI Data.  As you can see, the numbers have stayed relatively constant during this time
.  
Figure 3. Board Representation Trend Analysis (FY2002-FY2006)
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Findings

While the information presented here may be useful for individual states, cross-state comparisons are difficult to make due to the differences in numbers of provider agencies across states (for example, the majority of providers reporting in FY2006 are from Washington State).  Additionally, because of the small number of NCI states participating and the variance of states that do participate from year to year, we strongly urge caution before using the results for overall year-to-year comparisons. 

That being said, here are some findings:

· In FY2005, the percentage of voting board members who were consumers ranged by state from 0.4%-9.0%; in FY2006 it ranged from 1.5%-14.0%.

· In FY2005, the percentage of voting board members who were family of consumers ranged by state from 17.8%-33.6%; in FY2006, it ranged from 24.6%-33.3%.

· In both FY2005 and FY2006, there was not one state that had a majority of total voting board members who were consumers or family.  Vermont in FY2006 was the closest with 47.3% of total voting members being consumers or family of consumers. 
· Since FY2002, the trend for both consumers and family being voting board members has been stagnant, both only fluctuating by a percentage point or two.
Recommendations/Observations
Data collected by individual states for the purposes of NCI is intended to be useful for performance monitoring and strategic planning.  However, the utility of the information is limited when only a small number of states report on specific indicators.  Given the sparse amount of data collected on Board Representation, we think it would make sense for the NCI Steering Committee to revisit the following:

1. Whether these indicators are still relevant, and if so, discuss how to increase participation among states. 
2. Whether it is necessary to employ a weighting procedure in future analysis in order to account for differences in numbers of provider agencies across states.   
In discussing the relevancy of this data, other possible areas for discussion:

1. Discuss this information in the greater contexts of self-advocacy and the increasing involvement of families in the delivery of services.

2. Taking into account the previous caveat on the caution of cross-state comparison, asking Vermont to present on their apparent successes of getting consumers as voting board members and any recommendations they can offer to other states.




Concern:  The system is sensitive to consumer preferences and demands.


Indicators:  


The proportion of voting members on provider agency boards of directors who are primary consumers.


The proportion of voting members on provider agency boards of directors who are family members of primary consumers.










































































































































































































































































� Detailed data from the previous three reporting cycles were not published due to the small number of states reporting (5 states in FY2002, and 3 states in FY2003 and FY2004.  Furthermore, the results from fiscal years 2002 and 2004 disproportionately represent one state (Washington).  The aggregate results are referenced here for comparative purposes but should not be viewed as representative of all NCI states. 
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