Heartland Genetics and Newborn Screening Collaborative Annual Conference— August 24-26, 2011

Heartland Genetics and Newborn Screening Collaborative Annual Conference
August 24-26, 2011--Bismarck, North Dakota

Agenda

The purpose of the Heartland annual meeting is to educate collaborative members on national, regional, and state
priorities and activities in newborn screening, clinical genetics services, and genetics education. Additionally,
members are provided with updates and resources on Heartland program activities and given opportunities to
exchange information and resources with their colleagues.

WEDNESDAY, August 24
Time Session Location
Outside
Judicial Room
West Heritage
Room

4:00 - 8:00 pm Registration Open

5:00 - 8:30 pm Advisory Board meeting

THURSDAY, August 25
Outside
Judicial Room
East Heritage
Room

7:00am  Registration Open (Vendor set-up)

7:00 am  Breakfast Buffet
Plenary Session
Time Topic Speakers Location

Brad Schaefer, MD

Terry Dwelle, MD, MPHTM Judicial Room

8:00am Welcome Remarks

8:20 Video from Mary Wakefield Mary Wakefield, PhD, RN Judicial Room

The State of Public Health and Clinical Genetics in  Terry Dwelle, MD, MPHTM

8:30 North Dakota Mary Riske, RN, MS, CNS Judicial Room
9:00 52;:1LAlcohol Spectrum Disorder: Our First 30 John Martsolf, MD Judicial Room

10:00 Break

10:20 National Coordinating Center Update Gloria Weissman, MA Judicial Room
10:35 Baby’s First Test.org Liz Horn, PhD, MBI Judicial Room
Kim Piper, RN, BS

State, Regional and National Quality

10:50 .
Improvement Projects

Ann Chou, PhD , MPH Judicial Room

Amy Brower, PhD
Lunch— Swimming Upstream: 31 years of Rural

12:00  Pediatric Practice and Advocacy for Children with ~ Steve McDonough, MD

Special Care Needs

East Heritage
Room

1:30 Long Term Follow-up: National Projects Amy Brower, PhD Judicial Room
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Facilitators:
JoAnn Bolick, APN, CPNP Judicial Room
Kim Piper, RN, BS

State Perspectives of Clinical and Public Health
2:00
Long Term Follow-up
3:10 Break
Heartland Regional Coordinating Center Report
e HRCC Report
e Heartland Evaluation
e Strategic Planning

Klaas Wierenga, MD
Barbara Jackson, PhD Judicial Room
Barbara Jackson, PhD

3:30

Quinn Stein, MS, CGC

4:15 Sanford Hearing Clinic Amy Mroch, MS, CGC

Judicial Room

Advocate Work Group Meeting
Clinical Genetics Providers Focus Group

6:00 Adjourn

5:00

Time for Networking—Dinner on Your Own

FRIDAY, August 26

East Heritage

7:30 am Breakfast Buffet
Room
Plenary Session

Time Topic Speaker

Carla Houle, RN

Tammy Gallup Millner, RN Judicial Room

8:30am  Coordinated clinics—CF and Metabolic

Medical Genetic Services for Hispanic and Lyle Best, MD
Native American Populations Trish Thomas

10:40 Break

9:30 Judicial Room

11:00 Strategic Planning Round Robin Barb Jackson, PhD Judicial Room
12:30 Lunch Poolside Atrium
1:30 Adventures in Metabolic Nutrition Cathy Breedon, PhD, RD Judicial Room
Project Updates:
_ PKU Camp Ashley Taylor, PA-C -
2:15 I-Library Project Debra Collins, MS, CGC Judicial Room

Real Time Family Support through Social Media  Anne Crotty, MPH

Brad Schaefer, MD

Klaas Wierenga, MD Judicial Room

3:00 Wrap-up Session
3:30 Adjourn

Application for contact hours has been made to Community Health Section, North Dakota Department of
Health, an approved provider of continuing nursing education by CNE-Net, the education division of the North
Dakota Nurses Association, an accredited approver by the American Nurses Credentialing Center’s
Commission on Accreditation.
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