EHDI Follow-up Workgroup Telemeeting
Thursday, Augud 20, 2009 ~ Llam CT/ 2 pm ET
¥ 866/ 489-0573; *4545H64*

H.O. #1
EHDIFU TM
08.20.2009

Lead: Gary Hoffman

Facilitator: Sally J. Hiner, Region 4 Genetics Collaborative Senior Project Coordinator

Participating:

Meeting Goals

o Workgroup will continue development of an Action Guide to increase referrals for Genetic Services

Fnalize H.O. #3, #4, #5, #6, #7, #8
Continue development of tools

Item Discusion/ Notes Recommendation/ Action Follow up
(who/ when)
I. Sate Roll Call — Hoffman |
Il. Meeting
A. Materials Overview H.O #1Meeting Guide
(Hiner) H.O #2 Notes from July 30, 2009 Mesting

H.O #3 Action Guide Intro (Rev)

H.O. #5 Logic Model (Rev)

H.O #6 Encounterd Opportunities (Rev)
H.O #7 Provider Srategies (Rev)

H.O #8 Tools (Rev)

H.O #4 Recommended Referral Guidelines (Rev)

B. Agenda Additions —
(Hoffman/ Group)

Ill. Developing the Action Flan — Hiner/ Members

A. Activities Update

B. Action Guide Intro (H.O #3)

C. Referra Guidelines (H.O. #4)

D. Logic Modd (H.O. #5)
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H.O. #1

EHDIFUTM
08.20.2009
Item Discusion/ Notes Recommendation/ Action Follow up
(who/ when)
E Encounterd Opportunities
(H.O. #6)
F. Provider Opportunities
(H.O#7)
G. Lig of Toold Resources Thisisalig of the grategies the Identify resourcesto adapt. The Members report to
(H.O. #8) workgroup has identified over timeto | group split up the tools and will Sy by 08.5
increase referrals for genetic services. forward identified resources for
adapting. Some suggested tools ill FAQs Yaoli
will need volunteers to identify Family Brochures —
Sly noted that she did not include exising sourced resources for. — Michelle
the date-to-gate protocolsin the Physcian Training —
guide. Group consensus—they are MedPage Today and Hands and Molly
not appropriate for the guide asthey | Voices may provide us with PCP Follow-up

focus on communication between EHDI

programs on al kids having UNHS

additional ideas resources

Michelle suggesed some workgroup
members may find it useful to put
inquiries out through the CDC
ligserv.

Guidelines — Ravi
Part C materials - Joan

IV. Tools& Resources

A. FAQs (Li)

B. Web-based training module
— general audience
a Identify Lead

C. Family Brochures (Garcia)

D. Genetic Contacts for R4
Sates (All members)

E Phydcian Training (Pope)

F. PCP Follow up
a ldentify Lead

G. Guidelines (Shah)

H. Part C Materials (Ehrhardt)
a. To educate Part C
b. For Part Cto giveto
parents
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H.O. #1

EHDIFU TM
08.20.2009
Item Discusion/ Notes Recommendation/ Action Follow up
(who/ when)
I. Adapt Ml EHDI module for
Region
a. ldentify Lead

J.  Family materials— what to
expect at consultation/ how
to prepare

a Identify Lead

IV. Next Seps

A nnouncements

Next Meeting

Thursday, September 7, 2009
NLInCT/ 2 pmET
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