Florida Developmental Disabilities Council

Child Developmental Screening Initiative

December 8, 2011

Workgroup on Electronic Data Systems

Members Present:  Stacy Howard, Lynn Marie Firehammer, Mary Pavan, and Sharon Carnahan

Members Not in Attendance:  Michael Garner, Mike Hightower, and Susan LaJoie

Staff Support:  Chris Snow, Holly Hohmeister, and Alisa Ghazvini

Stacy Howard, Workgroup Chair, welcomed the participants and opened the conference call meeting.  She provided an overview of the charge of the workgroup as outlined in the Workgroup Overview:

This workgroup will focus on existing or developing technology systems that can assist in child screenings and sharing of communication among interested parties. The discussion will include the Florida Office of Early Learning’s central technology system, the Early Learning Information System (ELIS), and how parents, pediatricians and other groups can utilize it. It should also look into Florida SHOTS; reach out to the Children’s Movement, which is developing its own parent portal for screenings; and explore state efforts involved with the Health Information Exchange project and associated grant funding. A key component of such a system should be a “family portal” that allow parents to do on-line screening and get information to enhance their child’s development.

Tasks

· Investigate the potential of existing and developing information systems (ELIS, FL SHOTS, Children’s Movement parent portal, Health Information Exchanges) for possible inclusion in our comprehensive developmental screening system.

· Determine who should have access to an integrated screening information system.

· Determine what data should be recorded and maintained in an integrated screening information system.
Who has the data?

The workgroup began by discussing various data projects.  Stacy Howard provided general information on the Early Learning Information System (ELIS), a system that is now in the development phase.  ELIS is slated for roll out in 2013, and it will eventually interface with several other data systems, including Florida Shots.  The interface potential of ELIS may provide numerous possibilities down the road.

Members agreed that additional information about Florida Shots would be helpful.  Lynn Marie Firehammer recommended contacting Charles Alexander at the Department of Health for additional information.  

Lynn Marie Firehammer indicated that Early Steps uses the Battelle Developmental Inventory (BDI) data system, a proprietary system, for storing data on child screening and assessment and that Early Steps would be moving to a new data system next year.  Mary Pavan also spoke to Early Step’s use of the Ages and Stages Questionnaire (ASQ) prior to additional assessment with the BDI and noted that there was not a formal data collection process for ASQ through Early Steps.

Stacy Howard shared information on the use of ASQ for the Florida School Readiness Program and movement to use of the ASQ Enterprise, an online proprietary system for warehousing child ASQ data. 

It was also noted that infant metabolic screening data was housed in another data system and that Healthy Start screenings of mothers through obstetricians and infants through hospitals and birthing centers were housed in yet another data system.

Members discussed the importance of interfaces to share data but the challenges of doing so, including Health Insurance Portability and Accountability Act (HIPAA) and Family Education Rights and Privacy Rights (FERPA) requirements.  

The work of the Information Sharing System Sub-committee of the Florida Children and Youth Cabinet was discussed.  Stacy Howard provided an overview of that work, noting that efforts to expand the data sharing process introduced by the court system had run into some difficulties.   Mike Hansen, Director of the Agency for Persons with Disabilities, has been appointed new chair of the sub-committee and several new Cabinet members have been appointed to the sub-committee.  

What data to share?

Members discussed the types of data that should be shared and their purposes.  Longitudinal and cross-sector data are important.  Individual child data is important to ensure that children are screened; that children receive follow-up assessment and services, and that there is an assessment of the impact of intervention.

Aggregate data is important for planning purposes as well as evaluation to intervention purposes.  

Chris Snow noted that the focus of the CDSI project is on the individual child. 

Members discussed the sharing of information and data, addressing the need for exchange of information between pediatricians/primary physicians and child care programs.  Barriers noted include perceived credibility challenges with pediatricians questioning the expertise of child care providers to appropriately screen.  Members agreed that the increasing use of parent input/screening completion might help address this challenge.  Members also acknowledged the importance of the student identifier within the K-12 system.  

Given the guidance of the American Academy of Pediatrics and the Bright Futures Program, members concurred that there may be best practices around the state relative to pediatricians connecting with other community partners.  Members agreed to ask all Task Force members for information on pediatrician/community partner data sharing best practices around the state.  Alisa Ghazvini agreed to collect additional information on best practice data sharing relative to the developmental screening project in Hillsborough.  Stacy Howard agreed to collect additional information on CHEER, a data system relative to child health. 

Who needs access to the data?

Members agreed to address the question of who needs access to the data as a homework assignment.  Alisa Ghazvini will collect responses in preparation for the next workgroup call.  
Next Steps

1. Task Force members will be asked to share information on any best practices relative to pediatrician/community partner data sharing on the next Council Webinar.

2. Stacy Howard will contact Charles Alexander about presenting information on Florida Shots for the next Workgroup meeting.

3. Stacy Howard will collect information on CHEER data system for the next Workgroup meeting.

4. Alisa Ghazvini will collect information on best practice data sharing relative to the Hillsborough child screening project.
5. Workgroup members will respond to the following question:  Who needs to access child screening data?  Alisa Ghazvini will collect responses and summarize for the next Workgroup meeting.  Please email your thoughts on “who” needs to access child screening data to Alisa Ghazvini at aghazvini@hotmail.com by next Monday 12/19/11.
6. The next workgroup meeting will be held after the January 9, 2012 meeting (webinar) of the full task force.
