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Topical Conference Call: Build Your Own Care Notebook
Build Your Own Care Notebook 
When: Thursday, May 22, 2008
9 AM Hawaii   (   11AM Alaska   (   12PM PT   (   1 PM MT    (  2PM CT   (   3PM ET 
Presenters: Charles Onufer, MD, Director, Illinois CYSHCN Program; Donna Scherer, BSN, MPH, Division of Specialized Care for Children (DSCC), Robert Cook, Family Liaison Specialist, DSCC and Faye Manaster, M.Ed. Project Director, Family to Family Health Information Center, State Coordinator, Family Voices of Illinois
Registration: To participate, you must register at http://www.familyvoices.org/info/topical_calls/05-22-2008.php.  After we receive your registration, you will be sent instructions on how to call in.

Agenda: The American Academy of Pediatrics (AAP) Medical Home website (www.medicalhomeinfo.org)  has just completed the development of their Care Notebook module. This module was developed by a team of individuals from the Illinois CYSHCN Program (Charles Onufer MD, Donna Scherer, Rita Klemm and Robert Cook). Care Notebooks developed by various organizations seldom meet all the needs of families in describing their child’s medical history. For this reason, 20 care notebooks developed in various states were each broken down into six major sections. Each major section was further divided into subsections and for each subsection, up to 20 versions were uploaded to the AAP website. Families can download versions from each subsection and create their own customized care notebook for their child.
An idea that came from an early planning session of this project was to ultimately make available workshops for families to build their own care notebooks by using the materials on this website. That’s where Family Voices and Family-to-Family Health Information Centers appear in the picture. Volunteer representatives from these two groups (and others?) could facilitate such workshops in each state. Therefore, a conference call designed to orient volunteers who would facilitate future workshops has been planned.
To help provide structure to a workshop session, six (6) tutorials were developed on the website—www.medicalhomeinfo.org/tools/care_notebook.html.   
The tutorials act as a guide for the facilitator. It is suggested that each tutorial is played followed by a question and answer period followed by at least 2 practical exercises created by the facilitator. After going through all six (6) tutorials and practical exercises, the family member should have a good idea how to build their own care notebook for their child. Prior to the conference call, play all six (6) tutorials so you understand their purpose. The conference call, to last 1 hour, will orient you to the content of the website and provide need-to-know information in conducting a workshop. We’ll talk about each tutorial but not necessarily play any of them; therefore, it will be necessary for you to have played them prior to the call. Handouts will be made available about one week prior to the conference call. 

Questions: Contact Karen Anzola at kanzola@familyvoices.org or 704-947-5437.
Family Voices, Inc.
2340 Alamo SE, Suite 102 ( Albuquerque, NM 87106 ( Tel: (505) 872-4774 or (888) 835-5669 ( Fax: (505) 872-4780
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