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NCC Workgroups and their Relationships to Other National Activities

	WORKGROUP (WG)
	ACTIVITIES
	NEXT STEPS
	RELATES TO

	Disaster Preparedness
	· Report from national meeting to be published in Genetics in Medicine
	· WG to reconvene in early 2009 to follow-up on CDC contingency plan

· Follow-up with NDMS

· Follow-up with “genetic responders” (DNA identification)/promotion

· Resources to NCC website 
	· CDC/HRSA mandate to establish national NBS contingency plan

· APHL – State programs

· NDMS (National Disaster Medical System) 

	Telegenetics
	· Manuscript from national survey in preparation
	· Telehealth, licensing, and legislative policy meeting in early 2009

· WG follow-up meeting in early 2009

· Development of resources section for NCC website
	· OAT/HRSA

	LTFU/

Data Collection
	· Meeting October 29-30
	
	· NBSTRN – will be collecting data

· ACHDNC – has a similar WG

· AHIC – standardization of language

· RCs – LTFU data collection activities on Matrix

	Website
	· NCC staff to finalize new website
	· WG to beta test new NCC website
	

	Evaluation
	· Establish and track common outcome measures for RCs
	· 2008 data collection in December
	· MCHB/HRSA – data reported via NCC

	Transition 
	· Address gaps in existing national programs re: children with heritable disorders
	· Surveying RCs re: transition activities

· Developing work plan consistent with NCC RFA
	· MCHB/HRSA Centers (e.g., HRTW), Title V Programs

· AAP

· Family Voices; F2F HICs

	Provider Network
	· Establishing a searchable GIS-driven national directory for locating genetic services
	· Finalizing provider updates
	· ACMG – definition of genetic services and clinics

· RC directories

	ACT Sheets
	· Finalizing pilot-testing agreement with AAP (new ACT Sheets)
	· WG to reconvene in early 2009

· Expand ACT Sheets to include emergency medical care for NBS conditions
	· AHIC – integration into EMR

· NCC – disaster preparedness activities

	TOPIC AREA
	ACTIVITIES
	NEXT STEPS
	RELATES TO

	Quality Improvement
	· Tracking pilot projects in RCs

· Review/revision of CORN tools
	
	· ACMG QI SIG – to develop activities for MOC, using pilot data collected within RCs 

	Medical Home
	· Address gaps in existing national programs re: children with heritable disorders
	
	· AAP – Visiting Professorship Program; MCHB-funded Center for MH Improvement

· RC activities

	State Policies Around National Collaborative Activities
	· Develop policies for national data collection, DBS sharing and resource development 
	· Convene meeting on early 2009
	· NBSTRN


