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Summary

This report provides a review of the types of sources used to inform the contents the Needs and Objectives section of the University Centers of Excellence in Developmental Disabilities (UCEDD) Five Year Plan and the Comprehensive Review and Analysis Section of the State Councils on Developmental Disabilities (DD Council) State Plans. 
The Needs and Objectives section of 45 UCEDD Five Year Plans, provided by the UCEDDs upon request from AUCD, were analyzed as a part of this review. Comprehensive Review and Analysis sections from 55 DD Council State Plans were also analyzed; these were provided by the Administration on Developmental Disabilities (ADD). In total over 500 pages of reports were reviewed to complete this analysis. NVIVO 8, qualitative research software, was used to assist in organizing, coding and analyzing the data. 
Results of this review suggest that a variety of primary source information is utilized when creating both the UCEDD plan and the DD Council State Plan. However, the degree of formality in documenting the sources varies from document to document. The most frequently cited sources in both UCEDD and DD Council plans include State agency, Federal, and DD Network sources. Less frequently-cited sources include academic research, DD Council state plan documents, and professional organization reports.  It is notable that a significant number of sources were not identified.  The many sources cited provide a comprehensive list of resources that can be used to inform both UCEDD and DD Council plans. 
Background
The DD Act authorizes—as well as other nationally significant initiatives and activities—DD Councils, Protection and Advocacy systems (P&As), and UCEDDs for the purpose of assuring that 

individuals with developmental disabilities and their families participate in the design of and have access to needed community services, individualized supports, and other forms of assistance that promote self-determination, independence, productivity, and integration and inclusion in all facets of community life, through culturally competent programs.

As outlined in the general provisions of the DD Act, the DD Councils, P&As, and UCEDDs have unique—although complementary—roles to play in achieving this purpose. As a general practice, these DD network partners coordinate and collaborate as appropriate to the nature of the projects, initiatives, and activities they undertake to fulfill their unique mandates.

ADD requested that AUCD provide a comprehensive analysis of the sources used to inform the UCEDD 5 Year Plans and the DD Councils State Plans. Information from this report can help to inform both networks on places to look for primary source materials to assist in better informing their respective plans.

Methodology
ADD provided AUCD with all the Review and Analysis sections of all DD Council State plans from fiscal year 2010 (including states and territories). AUCD solicited UCEDDs to share the Needs and Objectives sections of their most recent 5 Year Plan documents. 45 of the 67 UCEDDs in the UCEDD network, or 70%, provided information for this study.  

All documents from both the UCEDDs and DD Councils were read and coded by AUCD staff. NVIVO8, a qualitative research software, was used to organize, code, and categorize the documents. Each document was read, then sources and attributable citations were identified, and those items were coded.  An outline of potential sources of information was created to organize the information as it was gleaned from the documents. The outline changed as the project progressed and additional topic areas were added. Subject headings and subtopics were adopted to better organize the large emerging source areas. Below is the final outline which informs the overall structure of this report and the corresponding charts. All coded portions of the text fell into one of these areas. 
· Non-Profit Reports: Reports from charities, service organizations, foundations, and endowments.  A few of the most cited organizations were: The Annie E. Casey Foundation, The Kaiser Family Foundation, The Arc, and Special Olympics. Here is a sample citation: “For example, Alabama ranked 43rd among the 50 states in children's wellbeing based on the Annie E. Casey Foundation Kids Count National Composite Score (2006 Kids Count Database).”
· Academic Research: Research that has been published in books or academic journals. A sample citation is as follows: “There are more than fifty years of research to support the effectiveness of intervention for infants and young children (Gallagher, 2000; Guralnick, 2005; Kirk, 1958; Skeels & Dye, 1939).”
· Data with No Source Identified: Facts or figures that were documented in the text, with no source identified. An example includes, “Data still shows that although the number of people receiving services in ICFs/MRs is smaller than the numbers of individuals who reside in the community, persons in ICFs/MRs receive more state and federal funding.”
· State: Agency, commission, and council reports and statistics from state level government. As an example, “Data from the NH Department of Education (2005) also show that children are five times more likely to be enrolled with a mental retardation code in the poorest elementary districts of NH”. State sources include:
· Department of Health

· Department of Education

· AmeriCorps State Commission

· Department of  Economic Development

· Department of Human Services

· Department of Labor

· Title V

· Inter-Agency Reports

· State Developmental Disability Agencies (DDA’s)

· State Rehabilitation Service Agencies (RSA’s)

· CMS (CHIP)
· Part C

· State Budget

· Governors Commission

· Transportation Agency
· Federal: Agency, commission, and council reports, statistics, and legislation from the federal level. Due to the high number of citations, CDC has been separated out from the HHS umbrella. Here is an example of a federal agency citation: “Despite attempts to increase public awareness of the risks involved, increasing numbers of women are drinking during pregnancy (CDC, 2000).” Federal sources include:
· Department of Labor

· Centers for Disease Control
· Department of Health and Human Services (other than CDC) 

· Surgeon General 
· Department of Labor
· United States Department of Agriculture 

· Legislation
· Department of Education 
· Aging and Disability Resource Centers 
· National Council on Disability

· Presidential Council 

· CMS

· Surgeon General 

· USDA

· IRS

· Department of Commerce

· Department of Justice

· Legislation

· Data Collection: Surveys, public forms, focus groups, CAC documents and needs assessments that were cited in the plans. A sample citation includes, “Following the retreat, members of the CAC met to review and approve the revisions in the areas of emphasis and measurable goals over the next five years. Individual meetings provided opportunities for further discussions with members of the CAC who have developmental disabilities to enable them to ask questions and provide suggestions for the Five-Year Plan. In its meeting on January 4, 2008, the CAC voted unanimously to support this application.” Data collection sources include:
· Public forums (meetings)
· Focus Groups 
· Survey
· Joint UCEDD/CAC Documents
· Interviews

· DD network: Reports, studies, documents, reviews, and meeting minutes from members of the DD network. For example, “Though different methods were used, two needs assessments conducted through the Utah Developmental Disabilities Council yielded results consistent with the “Listen and Learn” tour. The Council sponsored these prior to developing its 5 Year Plan in April 2006.” DD network sources include:
· Planning  Study
· DD Network Statistics 
· DD State Plan

· UCEDD Reports
· P&A Documents
· Monitoring and Technical Assistance Review System (MTARS) reports from ADD
· DD Network Meetings

· Other: Information from other sources that did not fall under the categories noted above. An example from the text, “Locally, Braam v. State of Washington, a class action lawsuit, was settled in 2004 on behalf of foster children whose mental health was negatively affected by multiple changes in foster home placement. In addition, a special committee convened by the Washington State Department of Social and Health Services discovered that about 50% of adolescents concurrently served by the child welfare, mental health, and juvenile justice systems entered the child welfare system as young children.” Other sources include:
· Hearings
· Newspaper 
· Unpublished data
· Lawsuits
· Workgroups
Results
Below are two charts which visually represent the distribution of sources used to inform the UCEDD 5 Year Plans and the DD Council State Plan. These charts include percentages of how often the sources were coded in relation to all the UCEDD and DD Council documents that were reviewed.  These charts provide detail on the origin of the source material that the respective networks utilize when writing their plans. 
Chart 1: Sources Used to Inform UCEDD 5 Year Plans With Percentages
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This chart indicates that the UCEDDs rely on academic research (24%), data collection (16%), and State and Federal Agencies (both 14%) for a majority of their source material. To a lesser extent they drew on professional organization reports (11%), DD network sources (10%), population data (9%), and other sources (2%). 
Chart 2: Sources Used to Inform DD Council State Plans with Percentages 
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The DD Council State Plans predominately included data with no source cited (66%). The largest cited source was state agency documents (19%). The Councils also drew upon federal agencies (5%), DD network sources (4%), and data collection and professional organization reports (both 3%). 
Below are two charts which display the breakdown of the different State and Federal Agencies both UCEDDs and DD cited in their plans. These charts are showing combined UCEDD and DD Council data, and display the percentage of citations in all the UCEDD and DD Council documents that were reviewed. 
Chart 3: State Agencies Cited by the UCEDDs & DD Councils
[image: image4.png]State Agencies Cited by UCEDDs & DD Councils

Py
3
22% \ | T

2%

1%

W Department of Education

W Department of Health

® AmeriCorps State Commision

HRSA

W Department of Human Services
Department of Labor

H DDA
Inter-Agency

mPartC

mTitleV

W State Budget
Governors Commission

1 Transportation Agency
Department of Economic

Development
CMS (CHIP)





There were a variety of State agencies cited by the UCEDDs and DD Councils in their plans. The largest sources include The Department of Education (28%) and the Department of Department of Health (20%). RSA’s (13%), the Department of Labor (8%), and the Department of Human Services (8%) were also among the most cited. Finally, Inter-agency, Part C, Title V, State Budget, Governors Commission, Transportation Agency, the Department of Economic Development, and CMS all were cited in 5% or less of the plans reviewed. 
Chart 4: Federal Agencies Cited by UCEDDs and DD Councils 
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The UCEDDs and DD Councils cited a variety of Federal Agencies in their plans. The Centers for Disease Control and Prevention (32%), Department of Health and Human Services (23%), and Department of Education (18%) were cited the most. Numerous less-frequent citations included: Department of Labor ( 6%), National Council on Disability (5%), Presidential Council (4%), Aging and Disability Resource Center (3%), Legislations (2%), Centers for Medicare and Medicaid Services (1%), United States Department of Agriculture (1%), Surgeon General (1%), Internal Revenue Service (1%), Department of Commerce (1%), and Department of Justice (1%). 
Below are three charts which display the breakdown of the different Data Collection Sources, DD Network Sources, and Other Sources UCEDDs and DD Councils cited in their plans. These charts are showing combined UCEDD and DD Council data, and display the percentage of citations in both all the UCEDD and DD Council documents that were reviewed.
Chart 5: Data Collection Sources Cited by UCEDDs and DD Councils 
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The chart above displays the data collection sources cited by UCEDDs and DD Councils. UCEDD/CAC documents were cited the most (43%), followed by surveys and public forums (both 21%), focus groups (13%), and interviews (2%). 

Chart 6: DD Network Sources Cited by UCEDDs and DD Councils 
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UCEDDs and DD Councils cited a number of DD network sources in their plans. DD Council State Plan documents were the most cited (46%), with planning study (21%), P&A (10%), DD Network Statistics (9%), and DD network meetings, UCEDD Reports, and MTARS reports all cited in fewer than 7% of the plans reviewed. 
Chart 7: Other Sources Cited by UCEDDs and DD Councils
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Other sources cited by both UCEDDs and DD Councils include: unpublished data and workgroups (both 39%), newspapers and lawsuits (both 9%), and personal correspondence (4%). 
Conclusions and Implications
Both networks use a variety of sources to inform their respective planning documents. However, these charts clearly indicate that DD Councils and UCEDDs are often using different source data to inform their plans, and are sometimes referencing data without giving an indication of where the data is from. The charts above present all sources used to inform the plans. These charts provide an indication of the how these DD network partners access sources, find data, and create these sections of their plans. These results can also be used to identify gaps in knowledge, and further inform the process of informing both the UCEDD 5 Year Plan and the DD Council State plans. 
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