IDCS Workgroup – January 13, 2009 Conference Call Notes                                      Page 3 of 3

National Community Education Directors' Council (NCEDC)
Information Dissemination/Consumer Satisfaction Workgroup

Conference Call Notes

January 13, 2009
Members Present: 

Elizabeth Bishop – Boling Center for Developmental Disabilities, University of Tennessee

Robert Boy—Oregon Institute on Disability & Development, Oregon Health & Science Univ.

Robyn Carroll—Elizabeth M. Boggs Center, University of Medicine & Dentistry of NJ

Amy Cline—Oregon Institute on Disability & Development, Oregon Health & Science Univ.

Tom Conway – Center on Disability Studies, University of Hawaii at Manoa

Marilyn Hammond—Center for Persons with Disabilities, Utah State University
Sandra Horne – Center for Community Inclusion and Disability Studies, University of Maine

Mary Mercer—ND Center for Persons with Disabilities, Minot State University

Jackie Stone—Kennedy Krieger Institute 

Members Unable to Participate:

Melina Danko – Center for Excellence in Disabilities, West Virginia University

Stacey Ramirez – Center for Healthy Development, Georgia State University

Debbie Reinhartsen—Center for Development and Learning, University of North Carolina

Cynthia Salazar – ND Center for Persons with Disabilities, Minot State University
Amy Sharp – Center on Disability and Development, Texas A&M University

Valerie Shearer—Center on Disability Studies, University of Hawaii at Manoa

Courtney Taylor—Vanderbilt Kennedy Center, Vanderbilt University

Tera Yoder—Partnership for People with Disabilities, Virginia Commonwealth University

Welcome and Introductions
Review of Minutes

In deference to guest presenter Cary Kreutzer’s schedule, the review and approval of the December 2, 2008 conference call notes was postponed to a later date. 
Roundtable Topic: Product Development (Guest Presenter: Cary Kreutzer, MPH, RD, Director of Community Education, University of Southern California UCEDD)
Brief presenter bio: since 1993, Cary Kreutzer has served as Director of Community Education at the University of Southern California UCEDD. She also served as the project director for the USC UCEDD’s ADD Project of National Significance grant (October 2001 – March 2005), Parents, Providers and Policymakers (P3): Partners in Using an Integrated Marketing Communications Approach to Deploy Preventive Health Resources. The goal of the project was to develop and widely disseminate a non-profit organization marketing model to provide agencies serving persons with developmental disabilities with the necessary tools and strategies to integrate marketing throughout the organization and to ultimately enhance the rapid deployment of information to consumers (parents, providers, policymakers). The results of the national study were published in September 2006: Kreutzer, C.B., Fleming, A., Hsu, E., Schweers, L. (2006) A National Study Evaluating the Use of Marketing and Communication Principles Employed by the University Centers for Excellence in Developmental Disabilities to Assure the Rapid Dissemination of Information. California: USC University Center for Excellence in Developmental Disabilities, Childrens Hospital Los Angeles.
Roundtable discussion: Cary provided seven documents to workgroup members in advance of the call: Tune Up Your Dissemination Plan: A Marketing Toolbox for UCEDDs; Community Education and Technical Assistance: Product Development and Marketing; Product Development Down Syndrome (PPT); A National Survey to Identify Down Syndrome Resource Needs (physicians); Down Syndrome Parent Brochure Feedback (American Academy of Pediatrics questionnaire); Family Physician Feedback (brochure questionnaire); and The SMOG Readability Formula. 

Following the ADD project noted above, Cary became one of three co-directors of a CDC National Center for Birth Defects project (with the Institute for Community Inclusion at the University of Massachusetts, Boston/Children’s Hospital Boston and The Center for Disabilities and Development, University of Iowa Hospitals and Clinics), Educating Physicians about Down Syndrome via an Integrated Marketing Module. She discussed the process the project team followed to produce the final product, Your Baby and Down Syndrome: Answers to Questions You Might Have. http://child.uscucedd.org/Portals/2/docs/Your_Baby_and_Down_Syndrome%20reduced.pdf.

The CDC grant was awarded to produce a training curriculum for physicians on the topic of how to deliver difficult diagnostic information (i.e. Down Syndrome) to parents and families. However, the project team’s research during the first year, which included an extensive survey of physicians in California, Massachusetts and Iowa, revealed that physicians wouldn’t participate in a training curriculum: instead, they expressed a preference for a resource for parents (brochure) that contained the important points to deliver. USC also conducted parent interviews and focus groups to determine what information was needed. The CDC, initially anxious for a draft of the curriculum, revised the deliverable to a two-page glossy brochure in response to this research.  
Grant second year: The project team conducted a market analysis of materials currently available and developed a brochure prototype with the key information. They partnered with national organizations (American Academy of Pediatrics and others) to solicit feedback to make the resource more useful to physicians and more sensitive to parents/families’ needs. Feedback was requested in the following areas: general impressions; content/subject matter; format/design; and access. Cary indicated that the USC UCEDD uses surveys extensively when developing materials. 
Other thoughts from Cary:

Be aware of potential conflicts with expert involvement in product development: experts may want to include content of interest to them. A committee of expert physicians reviewed the brochure prototype, but they were not the target audience.  

A few words about appearance: faulty assumption that non-profits don’t (or shouldn’t) produce beautiful, glossy materials. Attractive presentation is okay! Use lots of white space. Project team tried to see kids with disabilities from different cultural perspectives and in different settings. Feedback on brochure prototype “look and feel” from Community/Consumer Advisory Committee and parents/families was invaluable. Photographs are one way to modify materials for different cultural perspectives. A word of caution: trying to create one brochure to reach different cultural groups may dilute the message and miss all of them. 
Evaluation, outcomes, impact: how will you evaluate the product’s success? How are stakeholders using it?

Literacy levels: USC UCEDD operates on the principle that 50% of all adults are illiterate or have limited reading skills: most materials are produced at a third-to-fifth grade literacy level. Many students graduating from high school have limited literacy skills. (See the SMOG Readability Formula handout for more information on determining the literacy level of materials.) Microsoft Word also displays readability statistics using the Flesch-Kincaid scale. (Under Tools, choose Options, click on Spelling and Grammar tab, select Check grammar with spelling check box, select the Show readability statistics check box, and click OK.) 
Product Lifecycle: please see Cary’s handout Tune Up Your Dissemination Plan: A Marketing Toolbox for UCEDDs, also available online here: http://www.uscucedd.org/ProductsPublications/NonRefereedPublication/TuneUpYourDisseminationPlan/tabid/659/Default.aspx. Cary also recommended a CDC publication, Making Health Communication Programs Work, also known as the “pink book.” This 262-page publication is available as a pdf online here: http://www.cancer.gov/PDF/41f04dd8-495a-4444-a258-1334b1d864f7/Pink_Book.pdf or please contact our colleague at the Boling Center (TN) Elizabeth Bishop at ebishop@utmem.edu to request a copy on CD.  
Next conference call: Tuesday, March 17, 2009 at 3:00 p.m. EST. 

Future conference calls:

Tuesday, May 19, 2009, 3:00 EST. 
PAGE  

