
U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Centers for Disease Control and Prevention
Enhancing Public Health Surveillance of Autism Spectrum Disorders and Other Developmental Disabilities through the Autism and Developmental Disabilities Monitoring (ADDM) Network
Announcement Type: New and Competing Continuation
Funding Opportunity Number: CDC- RFA -DD10-1002
Catalog of Federal Domestic Assistance Number: 93.283, Centers for Disease Control and Prevention Investigations and Technical Assistance
Key Dates:

Letter of Intent Deadline: January 15, 2010
Suggested Submission Date: (See full explanation in note found in Section IV, Application and Submission Information)
Application Deadline: February 22, 2010

I. Funding Opportunity Description

Authority: This program is authorized under Sections 311, 317(k) (2) and 317(C) of the Public Health Service Act [42 U.S.C. Sections 243, 247b (k) (2) and 247b-4], as amended.
Background:
CDC currently funds thirteen Autism and Developmental Disabilities Monitoring (ADDM) Network sites through cooperative agreements (current funding scheduled to end May 2010). These programs are administered through the National Center on Birth Defects and Developmental Disabilities (NCBDDD) at CDC. The responsibility of each funded site in the ADDM Network is to conduct surveillance of autism spectrum disorders (ASDs) and other developmental disabilities (DDs) using a common methodology modeled after the Metropolitan Atlanta Developmental Disabilities Surveillance Program (MADDSP).
The ADDM Network includes collaborative programs using a consistent surveillance methodology across sites. The surveillance methodology is based on screening and abstraction of records at multiple sources in a specified population defined by birth year, surveillance area, residency requirements, and target age(s). Evaluation files of children of the target age living in the surveillance area are screened for behavioral or diagnostic triggers (as defined by MADDSP) and abstracted if triggers are present in the evaluation files. Records are screened at multiple sources with an effort to include a range of clinical and education sources that provide evaluation services for children with an Autism Spectrum Disorder (ASD). When possible, agreements to access files should enable data requests and record review based on institutional rather than individual consent. Specific target behaviors (as defined by MADDSP) are abstracted using the Alliance for Research in Child Health and Epidemiology (ARCHE) database application (developed by MADDSP), and all evaluation records are combined into a composite record for each child. Composite records are then systematically reviewed by trained clinician reviewers using a coding scheme based on DSM-IV Text Revision (TR) criteria for the ASDs. Case status is determined according to the Case Status Decision Tree (as defined by MADDSP).  In addition, similar methods are used to identify CP and ID cases for the ADDM Network.

Purpose: The purpose of this program is to enhance the capacity of currently operational surveillance programs (whether funded by CDC or other sources) to implement or enhance a population-based, multiple-source surveillance program for autism spectrum disorders (ASDs) and other developmental disabilities (DDs) among children who are 8 years of age, such that they may participate as a member of the Autism and Developmental Disabilities Monitoring (ADDM) Network. Applications may also be submitted for supplementary funding to conduct population-based, multiple-source surveillance of ASDs and other DDs among children who are 4 years of age.

Public health surveillance is the ongoing systematic collection, analysis, and interpretation of health data essential to the planning, implementation, and evaluation of public health practice, closely integrated with the timely dissemination of these data for use in prevention and control. Surveillance data are to be collected for a minimum of two surveillance years during the four year project period. This program addresses the “Healthy People 2010” focus area(s) Maternal, Infant and Child Health.
Measurable outcomes of the program will be in alignment with the following performance goal for the National Center on Birth Defects and Developmental Disabilities (NCBDDD): To prevent birth defects and developmental disabilities.
This announcement is only for non-research activities supported by CDC. The proposed activities should be consistent with surveillance as public health practice. If research is proposed, the application will not be reviewed. For the definition of research, please see the CDC Web site at the following Internet address: http://www.cdc.gov/od/science/regs/hrpp/researchDefinition.htm.
Activities:

Awardee activities for this program are as follows:

· Collaborate with the ADDM Network to implement or enhance an existing population-based public health surveillance system for ASDs and other DDs. Conduct ongoing, multiple-source surveillance that generates timely population-based data based on the model of the Metropolitan Atlanta Developmental Disabilities Surveillance Program (MADDSP).
· During this project period, conduct surveillance for a minimum of two surveillance years. The first surveillance year will include children residing in the surveillance area in 2010 who are 8 years of age (born in 2002). The second surveillance year will include children residing in the surveillance area in 2012  who are 8 years of age (born in 2004).
· Activities must include, but are not limited to, active surveillance of ASDs using multiple records-based sources (educational and health sources preferred). Information on intellectual ability (IQ test scores) should be collected for pending ASD cases, when available.
· Surveillance of additional DDs, such as Intellectual Disability (ID) or Cerebral Palsy (CP) may be proposed, but are not required.

· Provide documentation of currently operational capacity to conduct multiple source surveillance utilizing a record review methodology. If current system is not based on the MADDSP/ADDM model, provide evidence of the system’s ability to provide prevalence estimates comparable to those generated by the ADDM Network and to evaluate changes in ASD prevalence over time.

· Identify a surveillance area with a population of at least 20,000 8-year-old children according to the latest available postcensal estimates. The surveillance area should be a contiguous geographic region, preferably contained entirely within one U.S. state, maintaining as much consistency with earlier surveillance years as possible.

· Develop and maintain collaborative relationships with appropriate professionals and organizations that may be sources for data or stakeholders. This includes obtaining appropriate permissions from sources and following regulations to access evaluation records needed for surveillance of ASDs and other DDs.
· Collaborate with other ADDM sites to coordinate methods for data collection, case determination, evaluation, analysis, and dissemination for multiple source surveillance.
· Include time and resource plans to address quality assurance of data collection, abstraction, case review, data management and cleaning, and analysis procedures to ensure that protocols are followed.

· Participate in evaluation of collaborative surveillance methods and make adjustments to the methodology as agreed upon by the ADDM Network to improve the quality of data, increase timeliness, and/or respond to changing network methodologies.

· Participate in ADDM committees, collaborative meetings, and surveillance publications and reports, as appropriate.

· Develop and implement a plan to link identified cases to birth certificates and to census tract information.

· Participate in ADDM Network prevalence and other reports, and initiate and submit for publication at least two analyses of site-specific or ADDM Network data by the end of the cooperative agreement period.

· Develop and implement a plan and disseminate findings of the surveillance activities to the professional communities (scientific, intervention providers, diagnosticians, etc.) and the community.

Collaborate with the ADDM sites and CDC to implement datasharing policies and pool applicable data with other comparable surveillance sites. Pooled datasets will be shared among participating ADDM investigators and ultimately released as restricted access public use datasets. For CDC’s policies on releasing and sharing data see http://www.cdc.gov/od/foia/policies/sharing.htm  
· Develop, implement, and evaluate a plan to use surveillance data to improve community and service provider awareness of ASDs/DDs to improve case ascertainment and/or to link children with ASDs/DDs to community intervention services. Specify a methodology that will be used to track the earliest ages and sources at which children are being identified with an ASD/DD.
· Propose and complete a novel, site-specific evaluation project addressing site-specific issues of validity, reliability, completeness of case ascertainment, and/or ability to evaluate changes in prevalence across surveillance years. The project should be designed for the purpose of evaluating the surveillance system and must not involve research.

· Provide adequate technical and facility resources to adequately meet the project’s goals, including informational technology (IT) infrastructure to utilize and maintain CDC-developed database applications. This includes the capacity to maintain a SQL Server database application on a local network server and by 2012 the capacity to host a web-based SQL Server database application through both a web server and a network data storage server.
· Participate in recommended trainings, site visits at your institution or “reverse site visits” at CDC, as well as annual ADDM Network grantee meetings, as needed.

In a cooperative agreement, CDC staff is substantially involved in the program activities, above and beyond routine grant monitoring.
CDC activities for this program are as follows:

· Facilitate communication/coordination among CDC-funded ASD/DD surveillance programs to improve efficiency of activities and quality of surveillance data.
· Assist recipient in the surveillance activities including the development of a standardized surveillance case definition and operationalization based on the collaborative use of the MADDSP/ADDM model by the ADDM Network.

· Provide technical consultation regarding surveillance methods including data collection and abstraction, quality assurance, evaluation, case review, analyses, and reporting.

· Provide databases used by the ADDM Network for tracking, abstraction, and data management for ASD/DD surveillance. Provide technical support to qualified data management/programmer staff on the standard operation of these databases for surveillance.

· Provide tools and guidelines for extracting de-identified data to be submitted by sites contributing to the ADDM pooled datasets. Compile datasets and distribute to investigators at participating ADDM sites.

· Provide updated information on relevant CDC, Health and Human Services (HHS), and other policies and regulations that affect the programs.

· Conduct initial training in surveillance procedures for abstraction, clinician review and data management personnel.

· Facilitate the initial prevalence reports from each surveillance year and coordinate datasharing issues.

II. Award Information

Type of Award: Cooperative Agreement (CDC’s involvement in this program is listed in the Activities Section above).

Award Mechanism: UR3

Fiscal Year Funds: 2010
Approximate Current Fiscal Year Funding: $ 4,750,000
Approximate Total Project Period Funding: $ 19,000,000 total across four years (This amount is an estimate, and is subject to availability of funds.) This amount includes both direct and indirect costs.
Approximate Number of Awards: At least 10 ADDM and up to 5 supplemental awards, if meritorious applications are received and funding is available.
Approximate Average Award: $ 400,000 ADDM (This amount is for the first 12-month budget period, and includes both direct and indirect costs. Budget amount requested should be commensurate with size of surveillance area and whether applicant proposes to conduct surveillance of additional DDs.); up to 5 supplemental awards of $150,000 (This amount is for the first 12-month budget period, and includes both direct and indirect costs) for successful applicants who are awarded both the ADDM funding and the supplement for surveillance of four year olds.
Floor of Individual Award Range: $375,000 ADDM
Ceiling of Individual Award Range: $425,000 ADDM total cost (This ceiling is for the first 12-month budget period.) The total amount includes both direct and indirect costs.
Anticipated Award Date: June 1, 2010
Budget Period Length: 12 months 06/01/2010 – 05/31/2011
Project Period Length: 4 years; 06/01/2010 – 05/31/2014
Throughout the project period, CDC’s commitment to continuation of awards will be conditioned on the availability of funds, evidence of satisfactory progress by the recipient (as documented in required reports), and the determination that continued funding is in the best interest of the Federal government.

III. Eligibility Information

III.1. Eligible Applicants
Eligible applicants that can apply for this funding opportunity are listed below:
· State Health Departments or their bona fide agents (this includes the District of Columbia, the Commonwealth of Puerto Rico, the Virgin Islands, the Commonwealth of the Northern Marianna Islands, American Samoa, Guam, the Federated States of Micronesia, the Republic of the Marshall Islands, and the Republic of Palau).

· Competition is limited to State Health Departments, or their bona fide agents, because they maintain public health responsibility for these health conditions, and their record systems and expertise are essential to continued program operation. A bona fide agent is an agency/organization identified by the state as eligible to submit an application under the state eligibility in lieu of a state application. If the applicant is not the State Health Agency, the applicant must provide a letter from the appropriate State Health Agency designating the applicant as a bona fide agent to conduct ASD and DD surveillance. Place this documentation in Appendix A and attach with “Other Attachment Forms” when submitting via www.grants.gov. If an applicant is acting as an agent for their Health Department, the Health Department will be expected to assign a liaison with no less than ten percent time dedicated to participate in major activities of the program.
· Only one application per state will be accepted. If multiple states, territories or regions are represented, a lead applicant must be specified. Information indicating the lead applicant and the letter granting authority from the Health Department for this application should be placed in Appendix A. Applicants that fail to submit the evidence requested above will be considered non-responsive and returned without review.
· Applicant will identify a surveillance area comprised of a contiguous geographic sector, preferably lying entirely within one U.S. state or territory, defined by clear state, county, or education district boundaries.
· Applicant should demonstrate the capacity to maintain a SQL Server database application on a local network server, and by 2012 the capacity to host a web-based SQL Server database application through both a web server and a network data storage server.

III.2. Cost Sharing or Matching
Cost sharing or matching funds are not required, but are strongly encouraged, for this program. Applicants should list other sources of funding such as state funds, in-kind funds, and other sources that will be used to support the activities under FOA # CDC- RFA- DD10-1002. Attach with “Other Attachment Forms” when submitting via www.grants.gov.
III.3. Other
If a funding amount greater than the ceiling of the award range is requested, the application will be considered non-responsive and will not be entered into the review process.  The applicant will be notified the application did not meet the submission requirements.
Special Requirements:

If the application is incomplete or non-responsive to the requirements listed in this section, it will not be entered into the review process. The applicant will be notified that the application did not meet submission requirements.

· Late applications will be considered non-responsive. See section “IV.3. Submission Dates and Times” for more information on deadlines.

· Competition is limited to State Health Departments, or their bona fide agents. If an applicant is acting as an agent for their Health Department, the Health Department will be expected to assign a liaison with no less than ten percent time dedicated to participate in major activities of the program. Applicants are expected to provide some in-kind support for these activities.

· Health Department Requirement: In Appendix A, the applicant would provide a one-page letter (signed by the State Health Department) indicating that the applicant is either the State Health Department or the bona fide agent assigned to conduct ASD and DD surveillance. If submitting as a leader State, a letter from each State Health Department should be included in Appendix A.
· Only one application per state will be accepted. If multiple states, territories or regions are represented, a lead applicant must be specified. Information indicating the lead applicant and the letter granting authority from the Health Department for this application should be placed directly behind the cover letter of the application. Applicants that fail to submit the evidence requested above will be considered non-responsive and returned without review.
· Evidence of currently operational capacity to conduct multiple source surveillance. If currently operational system is not based on the MADDSP/ADDM model, evidence of the system’s ability to be comparable to MADDSP/ADDM should be included. Evidence in the form of actual prevalence results for the ASDs/DDs should be included in the appendices (if applicable).
· To be eligible, applicants must identify a surveillance area with a population of at least 20,000 8-year-old children according to the latest postcensal estimates (available at http://www.cdc.gov/nchs/nvss/bridged_race.htm.  The surveillance area should be a contiguous geographic region, preferably contained entirely within one U.S. state, maintaining as much consistency with earlier surveillance years as possible. Applicants who are unable to document the minimum study population size will be determined ineligible. Documentation of the appropriate population size should be included in the Letter of Intent and in the abstract.
· Evaluation criteria will consider a history (10 years or greater) of significant need for ASD surveillance in the areas proposed.

· Budget amount requested should commensurate with size of surveillance area and whether applicant proposes to conduct surveillance of additional DDs.

· Travel is required for the following meetings/trainings:

1. At least two people to participate in ADDM Network collaborative grantee meetings yearly during the 4-year funding cycle.

2. Project Coordinator will participate in a reverse site visit at the conclusion of each surveillance year, or twice during the 4-year funding cycle.

3. One-time Abstractor training, of three days duration, to be attended by new ADDM Network abstractors (as recommended or provided by CDC).

4. One time Database Management training, of two days duration, to be attended by new ADDM Network database managers.

5. One-time Clinician Reviewer training, of two days duration, to be attended by new ADDM Network clinician reviewers.

Note: Title 2 of the United States Code section 1611 states that an organization described in section 501(c)(4) of the Internal Revenue Code that engages in lobbying activities is not eligible to receive Federal funds constituting a grant, loan, or an award.
IV. Application and Submission Information

Note: Application submission is not concluded until successful completion of the validation process.
After submission of your application package, applicants will receive a “submission receipt” email generated by Grants.gov. Grants.gov will then generate a second e-mail message to applicants which will either validate or reject their submitted application package. This validation process may take as long as two (2) business days.  Applicants are strongly encouraged check the status of their application to ensure submission of their application package is complete and no submission errors exists. To guarantee that you comply with the application deadline published in the Funding Opportunity Announcement, applicants are also strongly encouraged to allocate additional days prior to the published deadline to file their application. Non-validated applications will not be accepted after the published application deadline date. 
In the event that you do not receive a “validation” email within two (2) business days of application submission, please contact Grants.gov. Refer to the email message generated at the time of application submission for instructions on how to track your application or the Application User Guide, Version 3.0 page 57.

IV.1. Address to Request Application Package
To apply for this funding opportunity use the application forms package posted in www.Grants.gov.
Electronic Submission:

CDC requires applicants to submit the application electronically by utilizing the forms and instructions posted for this announcement on www.Grants.gov, the official Federal agency wide E-grant Web site. 
Registering your organization through www.Grants.gov is the first step in submitting applications online. Registration information is located in the “Get Registered” screen of www.Grants.gov. 
Please visit www.Grants.gov at least 30 days prior to filing the application to familiarize yourself with the registration and submission processes. Under “Get Registered,” the one-time registration process will take three to five days to complete; however, as part of the Grants.gov registration process, registering your organization with the Central Contractor Registry (CCR) annually, could take an additional one to two days to complete. 
IV.2. Content and Form of Submission
Letter of Intent (LOI):
Prospective applicants are asked to submit a LOI. The LOI will not be scored or used to eliminate potential applicants, but it will enable CDC to determine the level of interest and plan the review more efficiently. The LOI should include the following information:

· This FOA title and number

· The applicant’s name and address; project director’s name, phone number and e-mail.

· A brief description of current autism surveillance activities and surveillance population and State(s) to be included in project.
· Brief description on whether applying for 8-year-old surveillance only, or 8-year-old surveillance and a supplemental award to conduct 4-year-old surveillance.

· Brief description of the surveillance area and whether the minimum population size of 20,000 8-year-old children is met. If applying for supplementary funding to conduct 4-year-old surveillance, the proposed surveillance area should contain a minimum population size of 8,000 4-year-old children and should be contained entirely within the 8-year-old surveillance area.

· The narrative should be no more than two, double-spaced pages, printed on one side, with one-inch margins and 12-point unreduced, Times New Roman font.
Application:
A Project Abstract must be submitted with the application forms. The Project Abstract must contain a summary of the proposed activity suitable for dissemination to the public. It should be a self-contained description of the project and should contain a statement of objectives and methods to be employed. It should be informative to other persons working in the same or related fields and insofar as possible understandable to a technically literate lay reader. This Abstract must not include any proprietary/confidential information.
A Project Narrative must be submitted with the application forms. All electronic narratives must be uploaded in a PDF file format when submitting via www.Grants.gov. The narrative must be submitted in the following format:
· Maximum number of pages: 25 pages. If the narrative exceeds the page limit, only the first pages which are within the page limit will be reviewed.
· Font size: 12 point unreduced, Times New Roman
· Double spaced

· Paper size: 8.5 by 11 inches

· Page margin size: One inch

· Printed only on one side of page.
· Number all narrative pages; not to exceed the maximum number of pages.

The narrative should address activities to be conducted over the entire project period and must include the following items in the order listed:
A. Understanding the Public Health Impact of ASDs and Need for ASD Surveillance

B. ASD Surveillance Capacity, Progress, and Integration
C. Technical Approach for ASD and Other DD Surveillance

D. Evaluation Plan

E. Collaborative Efforts
F. Organizational and Program Personnel Capability and Critical Expertise

G. Budget and Justification (Budget Narrative is not included in the 25-page narrative limit)
Additional information may be included in the application appendices. The appendices will not be counted toward the narrative page limit. This additional information includes:
· Appendix A
Health Department Letter: A one-page letter indicating that the applicant is either the State Health Department or the bona fide agent assigned to conduct ASD and DD surveillance. If more than one State is submitting a combined application a letter from each State Health Department is to be submitted. Include all letters of authority, permission, collaboration, etc. here.
· Appendix B

Reports of Previous Surveillance Programs and Results (If sites have participated in the ADDM network previously, focus predominantly on those results).
· Appendix C

Timeline with Goals and Objectives
· Appendix D

Organizational Charts, Position Descriptions and Curriculum Vitae
· Appendix E

Any other supporting materials
· Appendix F

Supplemental application for 4-year-old surveillance, if applying

The agency or organization is required to have a Dun and Bradstreet Data Universal Numbering System (DUNS) number to apply for a grant or cooperative agreement from the Federal government. The DUNS number is a nine-digit identification number, which uniquely identifies business entities. Obtaining a DUNS number is easy and there is no charge. To obtain a DUNS number, access the Dun and Bradstreet website or call 1-866-705-5711.
Additional requirements that may request submission of additional documentation with the application are listed in section “VI.2. Administrative and National Policy Requirements.”
Supplemental Application: If also applying for a supplemental award to conduct 4-year-old surveillance, include the supplementary application as Appendix F with the following items:
A project narrative, no more than 10 double-spaced pages, printed on one side, with one inch margins, unreduced font, unbound, and unstapled. The narrative should specifically address the below items, the "Program Requirements" and should contain the following sections:

A. Understanding the Issue and Foundation
B. Technical Approach and Access to Population
C. Goals, Objectives, and Timeline
D. Additional Personnel and Expenses
E. Budget and Justification (not included in the 10-page narrative limit)
F. Additional Information (not included in the 10-page narrative limit)
IV.3. Submission Dates and Times

Letter of Intent (LOI) Deadline Date: January 15, 2010
Suggested Submission Date: (See full explanation in note found in Section IV. Application and Submission Information)
Application Deadline Date: February 22, 2010
Explanation of Deadlines: Applications must be received in the CDC Procurement and Grants Office by 11:59 p.m. Eastern Time on the deadline date. 
Applications must be submitted electronically at www.Grants.gov. Applications completed on-line through Grants.gov are considered formally submitted when the applicant organization’s Authorizing Organization Representative (AOR) electronically submits the application to www.Grants.gov. Electronic applications will be considered as having met the deadline if the application has been successfully submitted electronically by the applicant organization’s AOR to Grants.gov on or before the deadline date and time.

When submission of the application is done electronically through Grants.gov (http://www.grants.gov), the application will be electronically time/date stamped and a tracking number will be assigned, which will serve as receipt of submission. The AOR will receive an e-mail notice of receipt when HHS/CDC receives the application.

This announcement is the definitive guide on LOI and application content, submission address, and deadline. It supersedes information provided in the application instructions. If the application submission does not meet the deadline above, it will not be eligible for review. The application face page will be returned by HHS/CDC with a written explanation of the reason for non-acceptance. The applicant will be notified the application did not meet the submission requirements.

IV.4. Intergovernmental Review of Applications
The application is subject to Intergovernmental Review of Federal Programs, as governed by Executive Order (EO) 12372. This order sets up a system for state and local governmental review of proposed federal assistance applications. Contact the state single point of contact (SPOC) as early as possible to alert the SPOC to prospective applications and to receive instructions on the State’s process. Visit the following Web address to get the current SPOC list: http://www.whitehouse.gov/omb/grants/spoc.html
IV.5. Funding Restrictions
Restrictions, which must be taken into account while writing the budget, are as follows:

· Recipients may not use funds for research.

· Recipients may not use funds for clinical care.

· Recipients may only expend funds for reasonable program purposes, including personnel, travel, supplies, and services, such as contractual.

· Awardees may not generally use HHS/CDC/ATSDR funding for the purchase of furniture or equipment. Any such proposed spending must be identified in the budget.
· The direct and primary recipient in a cooperative agreement program must perform a substantial role in carrying out project objectives and not merely serve as a conduit for an award to another party or provider who is ineligible.
· Reimbursement of pre-award costs is not allowed.
· Award recipients agree to use cooperative agreement funds for travel by project staff agreed-upon by CDC to participate in CDC-sponsored workshops, or other called meetings such as regional or annual meetings.
If requesting indirect costs in the budget, a copy of the indirect cost rate agreement is required. If the indirect cost rate is a provisional rate, the agreement should be less than 12 months of age. The indirect cost rate agreement should be uploaded as a PDF file with “Other Attachment Forms” when submitting via Grants.gov.
The recommended guidance for completing a detailed justified budget can be found on the CDC Web site, at the following Internet address:

http://www.cdc.gov/od/pgo/funding/budgetguide.htm.
IV.6. Other Submission Requirements
LOI Submission Address: Submit the LOI by express mail, delivery service, fax, or e-mail to:

Joanne Wojcik

Public Health Analyst

Developmental Disabilities Branch
CDC National Center on Birth Defects and Developmental Disabilities
Courier:

1825 Century Boulevard

Atlanta, GA 30345

U.S. Mail:

1600 Clifton Road, M/S E-86

Atlanta, GA 30333

Telephone: 404-498-3848

Fax: 404-498-3550

Email address: jwojcik@cdc.gov
Although a letter of intent is not required, is not binding, and does not enter into the review of a subsequent application, the information that it contains allows CDC Program staff to estimate the potential review workload and plan the review. The letter of intent is to be sent by the date listed in Section IV.3.
Application Submission Address:
Electronic Submission:

HHS/CDC requires applicants to submit applications electronically at www.Grants.gov. The application package can be downloaded from www.Grants.gov. Applicants are able to complete it off-line, and then upload and submit the application via the Grants.gov Web site. E-mail submissions will not be accepted. If the applicant has technical difficulties in Grants.gov, customer service can be reached by E-mail at support@grants.gov or by phone at 1-800-518-4726 (1-800-518-GRANTS). The Customer Support Center is open from 7:00a.m. to 9:00p.m. Eastern Time, Monday through Friday.
HHS/CDC recommends that submittal of the application to Grants.gov should be prior to the closing date to resolve any unanticipated difficulties prior to the deadline. 
The applicant must submit all application attachments using a PDF file format when submitting via Grants.gov. Directions for creating PDF files can be found on the Grants.gov Web site. Use of file formats other than PDF may result in the file being unreadable by staff.

V. Application Review Information
V.1. Criteria

Applicants are required to provide measures of effectiveness that will demonstrate the accomplishment of the various identified objectives of the cooperative agreement. Measures of effectiveness must relate to the performance goals stated in the “Purpose” section of this announcement. Measures must be objective and quantitative and must measure the intended outcome. The measures of effectiveness must be submitted with the application and will be an element of evaluation.

The main application will be evaluated against the criteria listed below. If also applying for a supplemental award to conduct 4-year-old surveillance, the supplementary application will be evaluated against separate criteria. The evaluation will consider the applicant’s ability to meet the criteria below for completing 2 full surveillance years.
When addressing the criteria, applicants should structure the narrative of the application according to the evaluation criteria in the following order:
For 8-year-old surveillance:

A. Understanding the Public Health Impact of ASDs and Need for ASD Surveillance

B. ASD Surveillance Capacity, Progress, and Integration
C. Technical Approach for ASD and Other DD Surveillance
D. Evaluation Plan
E. Collaborative Efforts
F. Organizational and Program Personnel Capability and Critical Expertise

G. Budget and Justification (not included in the 25-page narrative limit)
For 4-year-old surveillance:

A.
Understanding the Issue and Foundation

B.
Technical Approach and Access to Population

C.
Goals, Objectives, and Timeline

D.
Additional Personnel and Expenses

E.
Budget and Justification (not included in the 10-page narrative limit)

F.
Additional Information (not included in the 10-page narrative limit)

Evaluation Criteria for Eight-Year-Old Surveillance
1. Technical Approach for ASD and Other DD Surveillance (30 points)

a. Does the applicant clearly describe the short-term and long-term goals and measurable objectives of the project to include:

1) Surveillance area comprised of a contiguous geographic sector with at least 20,000 8-year-old children according to the latest postcensal estimates. Include a breakdown of the population by race/ethnicity. Also include how the proposed surveillance area coincides with previous surveillance areas and issues and challenges related to evaluating trends if there are changes in surveillance areas;

2) Disabilities covered and case definitions to include ASDs and optional other DDs. If additional developmental disabilities such as Cerebral Palsy or Intellectual Disability are to be monitored, specify goals and objectives for these additional activities;

3) Surveillance years (2010 and 2012), age and birth year of children;

4) Data sources including methods and permission to identify all relevant sources of surveillance case ascertainment for ASD and other DDs within the surveillance area. Relevant sources should include a range of health and educational sources that conduct developmental evaluations on children with a potential ASD or other DD (include letters of agreement). Access to evaluations conducted for special education services is highly recommended (e.g., psychological evaluations to determine special education eligibility, physical therapy and occupational therapy evaluations, and speech/language pathology assessments).
5) Multiple source case ascertainment methods including data requests, imports, and data standardization;

6) Abstraction procedures and data collection instruments;

7) Availability of data on intellectual level (IQ) of children abstracted for ASD and other DDs (if proposing to monitor prevalence of Intellectual Disability, access to educational records is highly recommended).
8) Initial and ongoing cross-site and intra-site quality control procedures;

9) Case confirmation procedures;

10) Data cleaning and management;

11) Addressing data storage, confidentiality, and privacy issues;

12) Data linkages including census and birth certificate matches;

13) Analysis plan for initial prevalence results;

14) Participation in ADDM Network initial prevalence reports and pooled datasets;

15) Initiation of at least 2 manuscripts not including initial prevalence reports utilizing ADDM Network data to be submitted for publication prior to the end of the cooperative agreement period;

16) Reporting of initial prevalence results and investigator-initiated manuscripts;

17) Evaluation plans (see criterion 4);

18) Collaboration plans (see criterion 5);

b. Does the applicant describe specific planning objectives and strategies for achieving these objectives that are compatible with a collaborative ASD and DD surveillance program based on the MADDSP/ADDM model?

c. Do the applicant’s goals and objectives appear realistic and consistent with the stated goals and purpose of this announcement?

d. Does the applicant include a Project Timeline including goals, objectives, measures of effectiveness, and personnel responsible for the four-year project? (Include in Appendix C)
2. ASD Surveillance Capacity, Progress, and Integration (20 points)

a. Does the applicant provide evidence of a currently operational population-based surveillance program and describe the current program, methodology, staff, funding sources, and results? If current system is not based on the MADDSP/ADDM model, is there evidence of the system’s ability to be comparable to MADDSP/ADDM, particularly for the evaluation of changes in ASD prevalence across surveillance years overall and among subgroups?
b. Does the applicant describe how ASD surveillance conducted through this cooperative agreement would be integrated into their existing surveillance system and how results could be used to analyze trends in ASD prevalence over time?

c. Are any protocols, summary of results, or publications from the current surveillance system included in Appendix B?

d. Does the applicant describe how their current surveillance data have been used or have had an impact locally or nationally?


3. Understanding the Public Health Impact of ASDs and Need for ASD Surveillance (15 points)
a. (10 points) Does the applicant have a clear understanding of the public health impact of the ASDs and other DDs and the need for population-based, multiple source surveillance?

1) Does the applicant have a clear, concise understanding of the requirements and purpose of the cooperative agreement to participate in a collaborative surveillance network based on the MADDSP/ADDM model?

2) Does the applicant understand the issues, challenges, and barriers associated with conducting population-based surveillance for the range of ASDs and other DDs?

3) Does the applicant describe the need for funds to implement or enhance ASD and other DD surveillance in the areas covered?
b. (5 points) Does the applicant provide evidence of a history (10 years or greater) of significant need for population-based ASD surveillance in the areas proposed?

4. Evaluation Plan (15 points)
a. Does the applicant describe an evaluation plan that includes training, establishment and monitoring of reliability for abstraction and clinician review for both cross-network and site-specific quality assurance and control of data collection, case confirmation, and data cleaning?

b. Is there a plan to conduct an assessment of methodological, identification, and other factors which may influence the prevalence of ASD over time?
c. Is there a plan to contribute to the completion of ADDM Network evaluation including the following objectives: (reference:http://www.cdc.gov/mmwr/preview/mmwrhtml/ss5601a3.htm)

1) Simplicity

2) Flexibility

3) Data Quality

a) Evaluating the Completeness of Record Review

b) Maintaining Reliability in Data Collection and Coding Methods

c) Cleaning Data Fields

4) Acceptability

5) Representativeness

6) Predictive Value Positive

7) Sensitivity

a) Prevalence of ASDs Detected by ADDM Network Methods

b) Ability to Monitor Changes in Prevalence

8) Timeliness

9) Stability

10) Data Confidentiality and Security

11) Sources of Variability Across Sites

d. Is there a plan for this site specifying a plan to complete a novel, site-specific evaluation project addressing site-specific issues of validity, reliability, and/or ability to evaluate changes in prevalence across surveillance years?
5. Collaborative Efforts (10 points)
a. Is the applicant either the State Health Department, or do they have an agreement to act on behalf of the State Health Department as their agent to conduct surveillance of ASDs or other DDs (include documentation in Appendix A)?

b. Does the applicant demonstrate the ability to collaborate with multiple sources such as education systems, diagnostic centers, health/mental health service providers and other intervention service providers for the purpose of case ascertainment of children evaluated for ASDs or other DDs? Sources should include a range of facilities that provide evaluation and treatment services for children with developmental disabilities, particularly ASDs.
1) Obtain permission to access records from relevant sources. Provide a signed letter of support from the applicant’s State Department of Education and written assurances from major sources. (Include in Appendix A)
2) Address relevant records access issues as related to federal privacy laws, and applicable state laws dealing with confidentiality issues, such as the Health Insurance Portability and Accountability Act (HIPAA) requirements and the Federal Education Rights Protection Act (FERPA) as well as any other assurances considered necessary to ensure the privacy and confidentiality of individuals.
c. Does the applicant demonstrate willingness to collaborate with the ADDM Network and CDC on all cross-site aspects of the project and to participate in regular individual site, workgroup, ADDM Network conference calls, committees, trainings, and annual meetings?
d. Is there a plan for stakeholder communications to increase community and public health awareness of ASDs/DDs to facilitate early and accurate identification of children and/or to develop linkages between identification, assessment, and intervention resources? Does this include a plan to track the earliest age of identification of children with ASDs and other DDs?
e. Is there a plan for training local community service providers to improve the consistent identification of children with as ASD/DD in order to improve case ascertainment?

f. Is there a plan to share the results of the surveillance system with community stakeholders?

6. Organizational and Program Personnel Capability and Critical Expertise (10 points)
a. Does the applicant demonstrate that the key program personnel are knowledgeable regarding ASDs, DDs, and surveillance issues, as evidenced by publications, presentations, or other materials that document prior work? (Provide curriculum vitas and position descriptions for key personnel in Appendix D).

b. Does the Principal Investigator have the ability and experience to manage and coordinate surveillance related activities for this project including experience in collaborative public health and/or surveillance projects?

c. Do the key personnel have qualifications, skills and experience in epidemiologic methods, public health surveillance, data management and analysis to develop and implement surveillance in ASD and other DDs?

d. Does there appear to be appropriate dedicated staff and staff time to develop and implement the project?

e. Does the applicant involve adequate personnel with expertise including a Principal Investigator, Project Coordinator (at least 75% time), epidemiologist (at least 20% time), data manager/programmer (at least 15% time), at least 2 full-time equivalent abstractors, and at least 2 part-time clinician reviewers?
f. Does the applicant include percent of time staff will work on this project and responsibilities/duties for assigned personnel?

g. Does the applicant demonstrate an organizational structure (include an organizational chart) and facilities/space/equipment that are adequate to carry out the activities of the program? The level of in-kind support and commitment to sustaining an ongoing surveillance system will also be considered.
h. Does the applicant demonstrate the capacity to maintain a SQL Server database application on a local network server, and by 2012 the capacity to host a web-based SQL Server database application through both a web server and a network data storage server?

7. Budget and Justification (not scored)

a. Does the budget appear reasonable, clearly justified, and consistent with the intended use of funds?
b. Does the applicant include appropriate funding for travel including local travel to data sources as well as travel to CDC for: staff training as needed, annual “reverse site visits” by the project coordinator for data cleaning, and attendance in the yearly ADDM Network grantee meeting by the Principal Investigator(s) and Project Coordinator(s), at a minimum?

c. Does the budget include sufficient funding for equipment and personnel support for the ARCHE database systems?

Evaluation Criteria for Supplementary 4-year-old Surveillance
1. Technical Approach and Access to Population (30 points)

a. Does the applicant describe the methods they will use to:

1) Conduct collaborative, multiple source, record review surveillance of ASDs for 4-year-old children that can be built upon the primary 8-year-old surveillance system?

2) Collaborate with ADDM Network to further refine standard case definitions, case identification, and confirmation plans?

3) Expand plans to develop and implement quality assurance procedures for abstraction and clinician review; data management and cleaning; and data storage and maintaining confidentiality for 4-year-old surveillance?

4) Work with community service providers to improve case ascertainment? Have a plan to track the earliest diagnostic information available for children?

5) Develop a dissemination, data release and manuscript plan for both site data and specify intent to collaborate with ADDM Network for pooled and public use datasets? Have a plan to inform stakeholders of the results of the surveillance system?

b. Access to Population. Does the applicant:

1) Demonstrate collaboration with health and education services that would be appropriate sources of cases for the surveillance system? (include letters of agreement in Appendix F)
2) Have permission to access records from relevant sources for 4-year-olds including the identification of any additional relevant sources for ASD surveillance case ascertainment for 4-year-old children within the surveillance area? Relevant sources should include a range of clinical, medical and educational sources that may not have been accessed for 8-year-old surveillance including early intervention programs (Part C under the Individuals with Disabilities Education Act).

3) Address relevant records access issues as related to federal privacy laws, and applicable state laws dealing with confidentiality issues, such as the Health Insurance Portability and Accountability Act (HIPAA) requirements and the Federal Education Rights Protection Action (FERPA) as well as any other assurances considered necessary to ensure the privacy and confidentiality of individuals?

4) Address any necessary amendments to data source agreements and Institutional Review Board (IRB) approvals required for public health practice surveillance activities?

2. Goals, Objectives, and Timeline (25 points)

a. Does the applicant clearly describe measurable short-term and long-term goals and measurable objectives of the project?

b. Does the applicant provide a statement as to whether the design of the activities is adequate to enable the applicant to continue an ongoing population-based surveillance system for ASDs/DDs and to be compatible with the ADDM Network model using MADDSP methodology?

c. Does the applicant’s plan include a description of the surveillance system, including:

1) Surveillance area comprised of a contiguous geographic sector with at least 8,000 4-year-old children according to the latest postcensal estimates, contained entirely within the 8-year-old surveillance area;

2) Surveillance years (2010 and 2012), age and birth year of children;

3) Disabilities covered;

4) Collaboration;

5) Multiple source case ascertainment methods;

6) Data collection instruments and data management;

7) Data linkages;

8) Proposed data analyses; and
9) Reporting of results?

d. Does the applicant’s goals and objectives appear realistic and consistent with the stated goals and purpose of this announcement?

e. Does the applicant include a Project Timeline including goals, objectives, and personnel responsible for the four-year-old project that builds on 8-year-old surveillance? (include timeline with goals and objectives).

f. Are the goals and objectives achievable in a way that does not impede progress on the primary 8-year-old surveillance project?

3. Understanding the Issue and Foundation (25 points)

a. Understanding the Issue:

1) Does the applicant have a clear understanding of the benefits and challenges related to conducting surveillance of 4-year-olds with ASDs and other DDs?
2) Does the applicant describe the advantages and disadvantages of conducting surveillance in a younger cohort of children compared to the primary 8-year-old surveillance and are issues of additional data sources addressed?

3) Does the applicant describe the need for early (4-year-old) surveillance of ASDs in their surveillance area?

b. Does the applicant describe the foundation of their primary 8-year-old program for collaborative, multiple source, record review surveillance of ASDs and how surveillance for 4-year-old children with ASDs can be built upon the primary system?

c. Does the applicant describe specific goals and objectives compatible with a collaborative ASD and DD surveillance program based on the MADDSP/ADDM model?
4. Additional Personnel and Expenses (20 points)

a. Does there appear to be appropriate dedicated staff and staff time to develop and implement the project in a way that allows for timely completion of both 4 and 8-year-old surveillance?

b. Does the applicant involve adequate personnel with abstraction expertise for the abstraction of records? In addition, adequate personnel with clinical experience to review records to determine case status are also needed?

c. Does the applicant address needs to adapt the database systems to incorporate 4-year-old surveillance?

d. Does the applicant provide an appropriate description which includes personnel, percent of time staff will work on this project, and responsibilities/duties for assigned personnel?

5. Budget (not scored)

a. Does the budget appear reasonable, clearly justified, and consistent with the intended use of funds?
b. Does the applicant include appropriate funding for travel to include participation of any personnel in trainings, the annual ADDM Network meeting, reverse sites visits, and a 4-year-old specific annual meeting?
V.2. Review and Selection Process

Applications will be reviewed for completeness by the Procurement and Grants Office (PGO) staff, and for responsiveness jointly by NCBDDD and PGO. Incomplete applications and applications that are non-responsive to the eligibility criteria will not advance through the review process. Applicants will be notified the application did not meet submission requirements.
An objective review panel will evaluate complete and responsive applications according to the criteria listed in the "V.1. Criteria" section above for the eight-year-old surveillance as well as a separate review for four-year-old surveillance (if proposed as a supplemental activity).
The applications will be reviewed by an internal panel of CDC employees external to the funding division. Applications will be funded in order and rank determined by the panel. In addition, as determined by the quality and ranking of the applications received, CDC plans to support projects based on geographical and racial/ethnic distribution of the target population to be served. CDC will provide justification for any decision to fund out of rank order.

CDC program staff will provide the reviewers a written technical review of each application to clarify issues or questions.
V.3. Anticipated Announcement Award Dates

June 1, 2010
VI. Award Administration Information
VI.1. Award Notices

Successful applicants will receive a Notice of Award (NoA) from the CDC Procurement and Grants Office. The NoA shall be the only binding, authorizing document between the recipient and CDC. The NoA will be signed by an authorized Grants Management Officer and emailed to the program director and a hard copy mailed to the recipient fiscal officer identified in the application.

Unsuccessful applicants will receive notification of the results of the application review by mail.
VI.2. Administrative and National Policy Requirements

Successful applicants must comply with the administrative requirements outlined in 45 CFR Part 74 and Part 92, as appropriate. The following additional requirements apply to this project:

· AR-7 

Executive Order 12372

· AR-9

Paperwork Reduction Act Requirements

· AR-10 

Smoke-Free Workplace Requirements

· AR-11 

Healthy People 2010

· AR-12 

Lobbying Restrictions
· AR-21

Small, Minority, and Women-Owned Business
· AR-24 

Health Insurance Portability and Accountability Act Requirements

· AR-25

Release and Sharing of Data
· AR-26

National Historic Preservation Act of 1966
(Public Law 89-665, 80 Stat. 915)

· AR-27

Conference Disclaimer and Use of Logos

Additional information on the requirements can be found on the CDC Web site at the following Internet address: http://www.cdc.gov/od/pgo/funding/Addtl_Reqmnts.htm.
CDC Assurances and Certifications can be found on the CDC Web site at the following Internet address: http://www.cdc.gov/od/pgo/funding/grants/foamain.shtm
For more information on the Code of Federal Regulations, see the National Archives and Records Administration at the following Internet address: http://www.access.gpo.gov/nara/cfr/cfr-table-search.html
VI.3. Reporting Requirements

1. The applicant must provide CDC with an annual interim progress report via www.grants.gov. The interim progress report is due no less than 90 days before the end of the budget period. The progress report will serve as the non-competing continuation application, and must contain the following elements:

a. Standard Form (“SF”) 424S Form.

b. SF-424A Budget Information-Non-Construction Programs.

c. Budget Narrative.

d. Indirect Cost Rate Agreement.

e. Project Narrative.
2. Additionally, the applicant must provide CDC with an original, plus two hard copies of the following reports:

a. Annual progress report due no more than 90 days after the end of each budget period. The annual progress report should include: status of goals and objectives; problems encountered and possible solutions; publications; abstracts; annual surveillance reports; etc.

b. Financial status report

3. Final performance and Financial Status reports due no more than 90 days after the end of the project period.

4. These reports must be submitted to the attention of the Grants Management Specialist Listed in the “VII. Agency Contacts” section of this announcement.
VII. Agency Contacts

CDC encourages inquiries concerning this announcement.

For program technical assistance, contact:


Joanne Wojcik, Project Officer
Department of Health and Human Services

Centers for Disease Control and Prevention


1825 Century Boulevard

Atlanta, GA 30345


U.S. Mail:


1600 Clifton Road, M/S E-86


Atlanta, GA 30333


Telephone: 404-498-3848

E-mail: jwojcik@cdc.gov
For financial, grants management, or budget assistance, contact:

Tracey Sims, Grants Management Specialist

Department of Health and Human Services


CDC Procurement and Grants Office


2920 Brandywine Road, MS E09

Atlanta, GA 30341


Telephone: 770-488-2739

E-mail: atu9@cdc.gov 
For general questions, contact:


Technical Information Management Section

Department of Health and Human Services


CDC Procurement and Grants Office


2920 Brandywine Road, MS E-14


Atlanta, GA 30341


Telephone: 770-488-2700

Email: pgotim@cdc.gov 
CDC Telecommunications for the hearing impaired or disabled is available at: TTY 770-488-2783.

VIII. Other Information

Other CDC funding opportunity announcements can be found on www.grants.gov.
See Attachment I for Background Information and Definitions related to this program announcement.

Attachment I

Background and Definitions

Background

CDC currently funds thirteen Autism and Developmental Disabilities Monitoring (ADDM) Network sites through cooperative agreements (current funding scheduled to end May 2010). These programs are administered through the National Center on Birth Defects and Developmental Disabilities (NCBDDD) at CDC. The responsibility of each funded site in the ADDM Network is to conduct surveillance of autism spectrum disorders (ASDs) and other developmental disabilities (DDs) using a common methodology modeled after the Metropolitan Atlanta Developmental Disabilities Surveillance Program (MADDSP)1. For more information on ADDM and MADDSP, please visit the CDC website at http://www.cdc.gov/ncbddd/dd/.
Activities of this Funding Opportunity Announcement (FOA) are intended to enhance the capacity of currently operational surveillance programs (whether funded by CDC or other sources) to implement or enhance a population-based, multiple-source surveillance program for ASDs and other DDs among children who are 8 years of age, such that they may participate as a member of the Autism and Developmental Disabilities Monitoring Network. Applications may also be submitted for supplementary funding to conduct population-based, multiple-source surveillance of ASDs and other DDs among children who are 4 years of age.
Program goals may include, but are not limited to, collaboration with the ADDM Network of CDC-funded ASD and other DD surveillance sites on a common protocol for surveillance case definitions, multiple source case ascertainment methods, data collection instruments, data linkages and analyses, and reporting of results. Additional information on the common methodology used by other CDC-funded ASD/DD surveillance sites is included below.
Brief summary:

The ADDM Network includes collaborative programs using a consistent surveillance methodology across sites. The surveillance methodology is based on screening and abstraction of records at multiple sources in a specified population defined by birth year, surveillance area, residency requirements, and target age(s). Evaluation files of children of the target age living in the surveillance area are screened for behavioral or diagnostic triggers (as defined by MADDSP) and abstracted if triggers are present in the evaluation files. Records are screened at multiple sources with an effort to include a range of clinical and education sources that provide evaluation services for children with an Autism Spectrum Disorder (ASD). When possible, agreements to access files should enable data requests and record review based on institutional rather than individual consent. Specific target behaviors (as defined by MADDSP) are abstracted using the Alliance for Research in Child Health and Epidemiology (ARCHE) database application (developed by MADDSP), and all evaluation records are combined into a composite record for each child. Composite records are then systematically reviewed by trained clinician reviewers using a coding scheme based on DSM-IV Text Revision (TR) criteria for the ASDs. Case status is determined according to the Case Status Decision Tree (as defined by MADDSP).  In addition, similar methods are used to identify CP and ID cases for the ADDM Network.
Definitions
Lead state: Only one application per state is accepted under this FOA. If, in order to reach the minimum population size of 20,000 eight-year-old children, a group of states (or portions thereof) combine efforts, only one state (or bona fide agent of that state) may submit an application of behalf of the consortium of states. The lead state must provide letters granting authority from the Health Department(s) documented their authority to perform the activities as outlined in this FOA. If selected for funding, the lead state will receive an official CDC Notice of Award and will be responsible for all financial reports, and project/scientific outcomes under this FOA.

Surveillance year: Defined as a calendar year (January 1st – December 31st). Evaluation records are screened and abstracted only through the current surveillance year. There are currently 13 CDC-funded surveillance sites collecting data for the 2008 surveillance year (children born in 2000). It is anticipated that this next round of funded sites will initially collect data on children born in 2002 (2010 surveillance year) along with a minimum of one additional year of data collection. Sites funded by the supplemental award to conduct 4-year-old surveillance are anticipated to focus on 2006 births (2010 surveillance year) and 2008 births (2012 surveillance year).

Surveillance area: The surveillance area should be defined by a geographically contiguous region with at least 20,000 eight-year-old residents according to the most recent postcensal population estimates published by the National Center on Health Statistics (NCHS). The surveillance area should be identified and efforts made to locate all potential sources of evaluation data for children of the target age(s) within that region to get the most complete ascertainment possible. The surveillance area defines the range of sources involved to obtain information on the children living there.

Contiguous region: A contiguous region defines an area sharing the same boundaries. A contiguous area may be an entire state, a portion of two or more states that touch, or an area of a State that share the same boundary lines. The contiguous region should be defined by clear state, county, or education district boundaries. Containing this region to within the borders of a single state facilitates agreements with abstraction data sources (e.g., state departments of education) and enhances the interpretation and reporting of study results.
Residency requirements: The parent or guardian of the target child must have been a resident in the surveillance area sometime during the surveillance year.

Target age: Children eight years of age during the current surveillance year. For the supplementary application, the target age includes children four years of age during the current surveillance year.
Autism Spectrum Disorders: Autism Spectrum Disorders including Autistic Disorder, Asperger’s Disorder, and PDD-NOS.

Multiple Sources:

All possible sources within the surveillance area should be included, in addition to sources that are outside the surveillance area but may provide evaluations for a significant number of children who reside in the surveillance area. Sources should include a range of facilities that provide evaluation and treatment services for children with developmental disabilities, particularly ASDs and Intellectual Disabilities (ID). Source types include:

· Education (including evaluations to determine eligibility for special education services, e.g., psychological evaluations to determine special education eligibility, physical therapy and occupational therapy evaluations, speech/language pathology assessments)

· Health (including diagnostic and developmental assessment information)

Source Agreements and Authorizations: Agreements to access evaluation records of potential case children should be made at the institutional level in the form of a contract, Memorandum of Understanding, or other formal agreement allowing access to source records. Individual identifiers should be maintained at the surveillance site to enable unduplicated counts and linkages to other data systems. All data will be kept strictly confidential and protocols should address confidentiality issues and safeguards for protecting data. Issues pertaining to federal privacy laws, and applicable state laws dealing with confidentiality issues should be addressed in these source agreements, as well as any other assurances considered necessary to ensure the privacy and confidentiality of individuals.

Data Release Plan - Pooled data with other ADDM sites/Dissemination of results: Any pooled data with other ADDM projects will be grouped as individual, de-identified data. All surveillance reports and results will be disseminated in non-personally identifiable, aggregate form. Applications must include a copy of the applicant’s Data Release Plan. CDC recommends data release in the form closest to micro data and one that will preserve confidentiality.

Authorization to Access Records: Each site must address relevant issues for their access to records. In some cases passive or active authorization may be required of parents to access their child’s records. CDC generally looks upon surveillance as public health practice. It is the site’s responsibility to ensure any appropriate assurances/ approvals are received prior to accessing children’s records, even if parental active or passive authorization is required. It is recommended that protocols are written to include the ASDs and other developmental disabilities for children between the ages of 3-10 years in order to access a range of records other than those children with a previous ASD diagnosis or Autism Eligibility and to accommodate future surveillance of other developmental disabilities.

Linkages: Each site should investigate other data sources and linkages that may be made with the ADDM data in order to provide complete or additional analyses. For example, in Georgia, MADDSP (ADDM) data are linked to Georgia Birth Certificates, which provide information on birth county, mother’s race, etc., as well as census tract and block group data which provide additional demographic information.

Methodology

ASD Case Definition

For the purposes of MADDSP, ASDs are defined as a constellation of behaviors indicating social, communicative, and behavioral impairment or abnormalities. The essential features of ASD are:

· Impaired reciprocal social interactions
· Delayed or unusual communication styles
· Restricted or repetitive behavior patterns
A child is included as a confirmed case of ASD if he or she displays behaviors (as described on a comprehensive evaluation by a qualified professional) consistent with the DSM-IV-TR diagnostic criteria for any of the following conditions:

· Autistic Disorder

· Pervasive Developmental Disorder-Not Otherwise Specified (PDD-NOS, including Atypical Autism)

· Asperger’s Disorder

To determine case status, abstracted information is reviewed by an ASD clinician using a coding scheme based on DSM-IV-TR criteria for Autistic Disorder, PDD-NOS, and Asperger’s Disorder.

Definitions of qualified professional and ASD clinician

· A qualified professional is defined as a medical, clinical or educational professional in a position to observe children with developmental disabilities. It includes, but is not limited to, psychologist, physician, teacher, learning specialist, speech/language pathologist, occupational therapist, physical therapist, nurse, social worker.

· A qualified diagnostician is defined as a clinician with an advanced degree and specialized training and/or certification in the assessment and diagnosis of children with developmental disabilities (e.g., clinical/developmental psychologist, developmental pediatrician, child psychiatrist, pediatric neurologist).

· An ASD clinician is defined as a qualified diagnostician with specialized training and experience in ASD assessment and diagnosis.

An ASD abstractor is defined as a trained record reviewer who has met all reliability standards established by the CDC for the accurate and timely abstraction of information needed for record review.

An ASD data manager/programmer is defined as an individual who functions as the technical expert on all data issues at the local level for all abstractors and Project management, and at the national level, as the primary contact in communicating data issues to/from the CDC.

Intellectual Disability Case Definition
Intellectual Disability (ID) is defined as a condition marked by an intelligence quotient (IQ) of <=70 on the most recently administered psychometric test. In the absence of an IQ score, a written statement by a psychometrist that a child’s intellectual functioning falls within the range for intellectual disability is acceptable, provided this statement is based on intellectual testing administered or attempted. The severity of intellectual disability is defined according to the following International Classification of Disease, Ninth Edition, Clinical Modification (ICD-9-CM) categories: mild (IQ of 50-70), moderate (IQ of 35-49), severe (IQ of 20-34), and profound (IQ of <20). NOTE: a concurrent impairment in adaptive functioning is not required to meet the ID case definition.

Cerebral Palsy Case Definition
Cerebral palsy (CP) is defined as a group of permanent disorders of the development of movement and posture that are attributed to non-progressive disturbances that occurred in the developing brain. The motor disorders of cerebral palsy are often accompanied by disturbances of sensation, perception, cognition, communication, and behaviour; by epilepsy; and by secondary musculoskeletal problems.2 Children with postnatally acquired cerebral palsy are included. The impairment of motor function may result in paresis, involuntary movement, or incoordination.  It does not include motor disorders that are transient, that result from progressive disease of the brain, or that are due to spinal cord abnormalities/injuries.

A child is included as a confirmed CP case if he or she has a diagnosis of CP or physical findings consistent with CP noted in evaluations at age 2 or older by a qualified professional. Abstracted information is reviewed by a CP clinician reviewer to determine if the diagnostic information and/or physical findings are consistent with cerebral palsy.

A qualified professional is defined as a physician, physical therapist, occupational therapist, nurse practitioner, or physician assistant. 

A CP clinician reviewer is defined as a clinician with an advanced degree, direct clinical experience, and specialized training and/or certification in the assessment 
and/or diagnosis of children with CP (e.g., developmental pediatrician, OT, PT).

Active, population-based administrative prevalence

MADDSP/ADDM surveillance of ASDs and other developmental disabilities is an active system that does not rely on professional or family reporting or previous classification with an ASD. Children’s files are requested at a range of sources based on a list of possible diagnoses of childhood disabilities or psychological conditions (ICD-9 code request list as defined by MADDSP) or eligibility classifications in educational settings. Children’s records are screened for the presence of behavioral triggers (as defined by MADDSP) found in evaluations. Children’s files that contain evaluation information meeting the initial screening criteria are abstracted up through the current surveillance year, and all evaluations are saved as a composite record for each child. Composite records are then systematically reviewed by an independent team of clinicians to determine case status.

Data requests

Initial data requests to sources vary by type of source.

Education Sources:

Data requests are based on the December 1 counts for the current surveillance year and the year prior. These counts are provided by education sources to the Federal Department of Education to determine their IDEA (Individuals with Disabilities Education Act) count. ADDM programs request lists of children meeting the age and surveillance year requirements who are in select special educational classifications (as defined by MADDSP and appropriate to the local ADDM site).
Health Sources:

ADDM programs request lists of children meeting the age and surveillance year requirements who are classified with select ICD-9 codes or classifications (as defined by MADDSP and appropriate to the local ADDM site). There is no limit set on service date.
Residency verification: To ensure that parent(s) or legal guardian(s) are residents of the surveillance area at sometime during the surveillance year.

Surveillance databases: MADDSP staff have developed a tracking and abstraction database instrument using Microsoft Access and are currently developing the next version of this database using Microsoft SQL Server. The tracking and abstraction instrument is called the ARCHE system and is used by MADDSP and ADDM sites to track potential cases, abstract information, and to generate reports. In addition, there is an ASD Clinician Review Database and a CP Clinician Review Database that are used to maintain all scored records for pending ASD and CP cases, respectively. Individual project modifications to the ARCHE application or the Clinician Review Databases are not supported by CDC. However, the ADDM network can determine if changes to these instruments are needed for future surveillance years. Some ADDM sites have developed their own compatible database applications to collect additional information and/or to facilitate clinician scoring of records.

Resources and staffing:

The exact personnel and percentage of time allotted varies by each ADDM site. However, there are basic staff recommendations that each site should have including actively involved Principal Investigator(s), a Project Coordinator (at least 75% effort on project), an Epidemiologist (at least 20%), Record Abstractors (at least two full-time equivalent), Clinician Reviewers (at least two part-time), and at least 15% data management/programmer support. Each site must be the State Health Department or the designated representative of the State Health Department. If acting as a bona fide agent for a state, there should be a liaison from their State Health Department assigned to the project at least 10% of their time (in kind acceptable).

Training:

Each ADDM site participates in initial Abstractor, Project Coordinator, and Clinician Reviewer training at CDC. Project Coordinators are responsible for the ongoing quality assurance and training of new abstractors for the rest of the project. Initial training requires a commitment to travel to Atlanta for several days and to engage in follow-up activities until reliability standards are met. Each project must then work to track and maintain reliability standards of the ADDM Network.

Committee members:

The ADDM Network is a collaborative project with several committees and workgroups. Each site is expected to have a representative on each committee and to take a leadership role in at least one group, as appropriate. Current committees include: Project Coordinators/Abstractors, Principal Investigators, Clinician Reviewers, Abstraction Quality Assurance, Education and Outreach, and Scientific Issues. Additional committees will be added as appropriate.

Conference call schedule:

Given the collaborative nature of the project and the geographic distance between sites, regular meetings are scheduled via conference call. Each month there are calls for all of the ADDM state PIs and PCs in addition to calls for each of the committees.

Site visits:

Each ADDM site has an initial site visit from CDC staff to facilitate program development and collaboration. Additional site visits are held as needed to monitor progress and continue close working relationships.

Reverse site visits:

Toward the conclusion of each surveillance year, the project coordinator from each ADDM site visits CDC on an individual basis to review all back-end data cleaning requirements. Project coordinators will also provide a sample of the site’s completed ASD clinician reviews to evaluate adherence to proper coding procedures.
1Yeargin-Allsopp M, Rice C, Karapurkar T, Doernberg N, Boyle C, Murphy C. Prevalence of autism in a US metropolitan area. JAMA 2003; 289(1):49-55.
2 Modification of the definition by Rosenbaum L, Paneth N, Leviton A, Goldstein M, Bax, M. The definition and classification of cerebral palsy. Dev Med Child Neurol. 2007; 49(Suppl 109):8-14.
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