






































New England Regional Collaborative Advisory Committee

Representatives from:

Public Health	 		  	Genetics Services	  	 Family/Advocate Organizations

Linkages to Medical Home

Carl Cooley, MD



Management Team

		Monica McClain, PhD, PI, Project Director

		John Moeschler, MD, Project Co-Director

		Karen Smith, Project Coordinator 
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Special Project

Public Health Capacity: CCHD









Education and Outreach

		Genetics Education Materials for School Success (GEMSS) website         (www.gemssforschools.org)

		Work with Genetic Alliance/Baby’s First Test to share and develop materials









Medical Home/Care Coordination

		Participate in Genetics in Primary Care Institute 









Transition

		Involve school nurses in health care transition

		Leadership training for youth/young adults









Quality Improvement

		Engage clinicians in QI activities

		Global developmental delays/intellectual disabilties

		PKU/MCADD

		Provide MOC for these QI actities









NEGC/LEND

		Exploring best practices for incorporating genetics in curriculum 

		Two trainees are working on GEMSS evaluation/dissemination









Health Care Access and Financing

		Develop Policy brief to inform families and policy makers

		First survey of families completed

		Second survey of families under development

		Added ACA page to the NEGC website, including  NE marketplaces / navigators









A Regional Approach to Critical Congenital Heart Disease Newborn Screening Implementation



Objectives:

 1) Create a network including the state public health departments, hospitals and/or birth facilities.

2) Develop a plan to incorporate CCHD screening and reporting at the provider and state levels.

3) Develop guidelines to collect and report results of CCHD screening to various stakeholders.

4) Develop and deliver educational programs about CCHD screening, testing, follow-up, treatment and specialty services to providers and families.









Objectives (con’t):

5) Perform quality assurance, outcome analyses and other public health monitoring functions.

6) Establish guidelines for follow-up methodology and reporting.

7) Establish, operate, maintain a state level electronic system to collect information from hospitals and specialty care to standardize, maintain, and analyze data to monitor and evaluate the impact of CCHD screening.

8) Prepare a project evaluation that includes next steps and identified best practices.









Project Organizational Chart
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The ACCE Framework for Evaluating Genetic Tests







Participating Clinical Sites (Year 1)

1 Weekdays only

		Birthing Facility		Annual # of births		On-site pediatric cardiology		Access to pediatric cardiology

		CT
     Hartford Hospital
     Yale-New Haven Hospital		
3,800
4,400		
Yes
Yes		
N/A
N/A

		ME
     Maine Medical Center		
2,700		
Yes		
N/A

		NH
     Catholic Medical Center
     Concord Hospital
     Dartmouth-Hitchcock MC
     Elliot Hospital
     Wentworth-Douglas Hospital		
   900
1,300
1,200
2,000
   900		
No
No
Yes
Yes
Yes1 		
Phone consult
Phone consult
N/A
N/A
Phone consult

		RI
     Women & Infants Hospital		
9,000		
Yes		
N/A

		Total		26,200

































		

Site		
# screened		
# requiring repeat screen		
# positive
		
Positive Rate 
(per 10,000)		

Diagnosis

		Site A		493		1		0		0		Passed on rescreen

		Site B		390		7		0		0		Passed on rescreen

		Site C		5,367		4		1		0		Clerical error

		Site D		2,520		?		4*		16		4 not CCHD, 1 DS dx prenatally

		Site E		5,831		1		0		0		Passed on rescreen

		Site F		1,148		?		2		17.4		1(TAPVR) 
1(not CCHD)

		Site G		1,765		16		0		5.7		9 passed on rescreen, 
2 failed two screens with no addition info,
5 ?

		Total		17,514		31		5*		2.8

































Next Steps

		Distribute and disseminate educational brochure

		Data collection

		Enroll additional sites

		Data analysis

		Feedback to sites

		Report results to HRSA and other stakeholders













Questions/comments/suggestions







monica.mcclain@unh.edu
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Family Contributors
to GEMSS





































































Ancient History
(prior to 2012)
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2013-2014
































































































2014-2015



































































































2015-2016





























































































So far this year...


















	Slide Number 1
	Family Contributors �to GEMSS
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22
	Slide Number 23
	Slide Number 24
	Ancient History�(prior to 2012)
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Slide Number 29
	Slide Number 30
	Slide Number 31
	Slide Number 32
	Slide Number 33
	Slide Number 34
	Slide Number 35
	Slide Number 36
	Slide Number 37
	Slide Number 38
	Slide Number 39
	Slide Number 40
	Slide Number 41
	Slide Number 42
	Slide Number 43
	Slide Number 44
	Slide Number 45
	Slide Number 46
	Slide Number 47
	Slide Number 48
	Slide Number 49
	Slide Number 50
	Slide Number 51
	Slide Number 52
	Slide Number 53
	Slide Number 54
	Slide Number 55
	Slide Number 56
	Slide Number 57
	Slide Number 58
	2012-2013
	Slide Number 60
	Slide Number 61
	Slide Number 62
	Slide Number 63
	Slide Number 64
	Slide Number 65
	Slide Number 66
	Slide Number 67
	Slide Number 68
	Slide Number 69
	Slide Number 70
	Slide Number 71
	Slide Number 72
	Slide Number 73
	Slide Number 74
	Slide Number 75
	Slide Number 76
	Slide Number 77
	Slide Number 78
	Slide Number 79
	Slide Number 80
	Slide Number 81
	Slide Number 82
	2013-2014
	Slide Number 84
	Slide Number 85
	Slide Number 86
	Slide Number 87
	Slide Number 88
	Slide Number 89
	Slide Number 90
	Slide Number 91
	Slide Number 92
	Slide Number 93
	Slide Number 94
	Slide Number 95
	Slide Number 96
	Slide Number 97
	Slide Number 98
	Slide Number 99
	Slide Number 100
	Slide Number 101
	Slide Number 102
	Slide Number 103
	Slide Number 104
	Slide Number 105
	Slide Number 106
	Slide Number 107
	Slide Number 108
	Slide Number 109
	Slide Number 110
	Slide Number 111
	Slide Number 112
	Slide Number 113
	Slide Number 114
	2014-2015
	Slide Number 116
	Slide Number 117
	Slide Number 118
	Slide Number 119
	Slide Number 120
	Slide Number 121
	Slide Number 122
	Slide Number 123
	Slide Number 124
	Slide Number 125
	Slide Number 126
	Slide Number 127
	Slide Number 128
	Slide Number 129
	Slide Number 130
	Slide Number 131
	Slide Number 132
	Slide Number 133
	Slide Number 134
	Slide Number 135
	Slide Number 136
	Slide Number 137
	Slide Number 138
	Slide Number 139
	Slide Number 140
	Slide Number 141
	Slide Number 142
	Slide Number 143
	Slide Number 144
	Slide Number 145
	Slide Number 146
	Slide Number 147
	2015-2016
	Slide Number 149
	Slide Number 150
	Slide Number 151
	Slide Number 152
	Slide Number 153
	Slide Number 154
	Slide Number 155
	Slide Number 156
	Slide Number 157
	Slide Number 158
	Slide Number 159
	Slide Number 160
	Slide Number 161
	Slide Number 162
	Slide Number 163
	Slide Number 164
	Slide Number 165
	Slide Number 166
	Slide Number 167
	Slide Number 168
	Slide Number 169
	Slide Number 170
	Slide Number 171
	Slide Number 172
	Slide Number 173
	Slide Number 174
	Slide Number 175
	Slide Number 176
	Slide Number 177
	Slide Number 178
	So far this year…
	Slide Number 180
	Slide Number 181
	Slide Number 182
	Slide Number 183
	Slide Number 184



