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Why did the State of California choose to replace its Newborn and
Prenatal Screening System?

1. March of Dimes’ published recommendation that all states screen
newborns for a set of 29 disorders

2. Success of California’s expansion pilot, which received significant
media attention with articles in both the Wall Street Journal and
New York Times

3. Legislation was passed mandating expansion of California’s
newborn screening program

4. Advancements in technology

-~ New technologies, such as tandem mass spectrometry, are driving
the movement to increase genetic disease screening for newborns.
(Science Magazine, 2002)

— California’s existing system was unable to accommodate the
increased testing, and was meeting its limit in terms of database
growth
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What Is the Screening Information System (SIS)?

/ SIS is a web-based application that integrates prenatal and newborn \
genetic disease screening and follow up, including:
v’ Identification of cases with a positive risk assessment for a genetic disease

v" Notification to physicians and patients for negative and positive risk
assessments

v" Tracking of cases, from identification through follow up with primary care
physicians and specialists

\_ v/ Ongoing case tracking and monitoring J

Solution Overview:
- Approximately 3000 blood specimens are processed through SIS each day

— Capability to screen for 31 distinct NBS disorder patterns and properly
interpret results using demographic information and collection time factors,
as necessary

—  Over 150 Screens
-~ 26 Interfaces and Batch programs

- Over 25 different Mailer types with hundreds of permutations/combinations
within each type

—  Over 70 Reports
—  Over 700 users supported
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What benefits can be realized with SIS?

Imoroved quality of life Ability to expand, both in

. size and functionality,
for affected infants with little additional

and parents expense or effort

Robust follow up Improved functionality,
capabilities: including:

SYSUEI

SIS)

v' Improved data sharing between SIS
end-users (state, laboratories, case

v" Linking of prenatal and
newborn patients

coorqlin_ators and follow up v' Integrated management of
specialists) external organizations,
v Ability to link family members tests such as providers and
to the patient, thus creating a whole . N h hospitals
- : e ri ntegrated data warehouse
genetic profile of the family’s risk and analytic reportin v Improved communication
v" Invoice payment status visible to capabilities via automatic alerts

follow up providers

v' Dedicated screens to meet unique ¥ Integrated data warehouse, populated

needs of confirmatory laboratories daily to support over 130 operational

v Ability to track treatment history to and analytical reports

inform final diagnosis v" Ability to conduct ad-hoc analysis using
an industry-strength data analysis tool NASCIO Presentation



What was the solution for the California Genetic Disease Branch?
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Comprehensive
Range of Services

Y e | g—

Technolo Bl s Training Implementation
9y Readiness P
* Requirements * Pilot Planning * Train-the-Trainer » Deployment
Validation » Go/No-Go Criteria e Instructor-Lead Planning
» Design & » Business Classroom Training < Phased statewide
Development Readiness » eLearning Program  rollout
» Configuration Checklist * Training Materials  * End-User Support
* Testing » User Manual * Help desk
* System

Documentation

Collaboration with other State entities and end users
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How does SIS work?

Case Coordination Centers
Follow-up Centers

GDB Research
GDB Program Monitors

End- Users - Laboratories * GDB Program Administrators e Quality Assurance
» GDB Program Monitors
Reporting
. Databases
T ti
Data flow Database
l g _:
= O
Mailing Vendor
« Optical Character * N-tier Application (MS ASP.NET) * Bus. Intelligence
Recognition (Kofax) XML Web Services (MS .NET) * (Business Objects)
* Imaging Management : ¢ Transactional DB (MS SQL * Analytical Reporting (SAS)
(Acorde) Server) * Reporting DB (MS SQL
Technology . web Interface (NET)  » Application Security (MS AD) Server)

e [Fax
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Why was the State of California SIS implementation successful?

Success Factor #1: Stakeholder buy-in
v Department of Health Services Executives

e Involved GDB staff and vendor teams in key business decisions
e Conducted regular Steering Committee meetings

e Helped remove roadblocks
v GDB Staff

e GDB staff were involved in all aspects of SIS preparation, including

design, testing, training, business readiness, pilot, and implementation
Communicated regularly with SIS end-users

v Interest Groups

Key interest groups, including the March of Dimes, were critical in
helping to gain momentum for the SIS implementation

Success Factor #2: Worked As One Team
v Made partnership between the State, Deloitte and other vendor teams a top priority
v Worked together to identify and mitigate issues and risks
v How?

Held regular Project Management meetings
Conducted Cut-Over meetings

Facilitated cross-functional meetings with attendance from all project
areas

Made continuous communication a top priority
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SIS Success Factors (cont’d)

Success Factor #3: Legislative Mandate

v SB142 mandated inclusion of Tandem Mass Spectrometry, which would
provide for screening of an additional 30 treatable genetic diseases.

v The March of Dimes and other interest groups were critical in securing the
passage of SB142

Success Factor #4. Comprehensive Implementation Plan

v GDB and Deloitte staff partnered to provide a comprehensive and effective
hands on training program, including both instructor lead training and
eLearning components

v A SIS Pilot was conducted, which helped the team to identify and resolve
issues prior to the Statewide Implementation

v On-site end-user support provided by GDB and vendor staff during the Pilot
and statewide go-live was critical to end-users’ initial success

v The GDB and Deloitte teams partnered to provide knowledgeable Help Desk
staff for several months during and after go-live
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Where is SIS now?

Outcomes:

v Successfully implemented SIS statewide in July 2005 (ahead
of schedule)

Recent Enhancements:

v New screening tests, both prenatal and newborn, can be
seamlessly integrated into the SIS application with little
additional cost or effort, as they become available in the future

v The California DHS continues to work with Deloitte to improve
the State’s SIS application

v The latest expansion of SIS includes the addition of
biotinidase deficiency and cystic fibrosis to the list of disorders

v These additions now place California as a global leader in
genetic screening

v California’s pre-natal screening program now includes Inhibin,
known as the fourth marker
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Collaborators and Partners
< _ _ ]

e California Staff
- GDB Richmond staff
— Information Technology Staff
e Partners
— Deloitte Consulting — System Integrators
— Lance Jackson — Project Manager
— Leslie Janoe — IPOC
— Rochelle Furtah — IPOC
— Chris Gartner — IV&V
-~ Brent Hammond - IV&V
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