CH 3-Year Follow-up Workgroup
Region4 Teleconference Notes
Ganetics Collaborative July 14, 2011 ~10am CST /11 am EST

Participating: Irene Hong-McAtee, Kupper Wintergerst, KY; Ram Menon, MI; Samantha Blum, Monica Chaudhari, OH; Lisa
Gorman, R4.

Meeting Goals

a) Finalize clinician survey

b) Finalize parent survey/interview

c) ldentify protocol adaptations needed by individual states if any

Handouts
Handout 1: Draft clinician survey
Handout 2: Draft parent survey

I.  Welcome, Roll Call/Introductions by State (IL, IN, KY, MI, MN, OH, WI, Region 4) Wintergerst
II.  Clinician Survey
Wintergerst/Group
Discussion: Next steps:
Wintergerst presented the revised clinician survey to the workgroup. The
workgroup went through each question on the clinician survey. Each question Wintergerst will make
was discussed value of the question for research objectives and whether the revisions for final
responses solicited would accomplish those objectives. Minor revisions were clinician survey.
recommended.
Final Survey to be
distributed with
meeting notes.
[ll.  Parent Survey
Next steps: Wintergerst/Group

Discussion:
Workgroup was uncertain about feasibility of conducting parent portion of the
survey and did not want to spend a great deal of time on revisions until
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feasibility questions get answered. Region 4 staff
Protocol

Discussion:

Physician survey to be sent out by state labs and public health departments.
Health departments will be sending out a paper survey. A self addressed,
stamped envelope will be mailed out with the surveys.

Resources to set up parent survey.

Group expressed concern that contact with parents would make it more difficult
to get through IRB.

Identification number needs to be added to parent survey so that data is de-
identified for MPHI.

Telemeeting Schedule - 2™ Thursday monthly @ 10 am CT /11 am ET

Group



