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“Improved coordination and integration 
of information systems is needed.”
–Taskforce for Newborn Screening, 2000
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Executive Summary

Newborn metabolic (heelstick) screening is a public health
activity that has been conducted for the past three decades
and is universally accepted because of its profound impact
on the health of newborns. However, new issues and chal-
lenges related to newborn screening programs and provid-
ing care to children with special healthcare needs are now
emerging because of recent trends in diagnostic capability,
technology, society, and the health care system.

To address these challenges, the American Academy of
Pediatrics (AAP), at the request of the Health Services and
Resources Administration (HRSA), convened the National
Task Force on Newborn Screening to outline a national
agenda for strengthening state newborn screening
progams.  The report, published in August 2000, includes
four recommendations, the first of which is a recommenda-
tion for action to develop public health infrastructure and
integrate newborn screening systems with the health care
delivery system.  The report also calls for a national
process to share and promote best practices in information
integration models.

In response to the National Task Force on Newborn
Screening report, the Genetic Services Branch, Maternal
and Child Health Bureau (GSB/MCHB) of HRSA contracted
with the Center for Innovation in Health Information
Systems (Center for Innovation) to identify and describe
best practices in integrating newborn screening informa-
tion with other early childhood health information and
their supporting systems among seven of their Special
Projects of Regional and National Significance, or
SPRANS, planning grantees.  By the end of 2000, SPRANS
grants were awarded to 17 states to assist them in devel-
oping state genetics plans and integrated data collection
and services systems.   

The Center for Innovation reviewed grant application pro-
posals from the 17 grantees to determine which states
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were in the process of planning, developing
or implementing an integration initiative.
Seven states were chosen for a two-day site
visit: Colorado, Iowa, Michigan, Missouri,
Oregon, Rhode Island, and Utah. 

The Center for Innovation organized the two-
day site visits around nine key elements con-
sidered critical to the success of an
information systems integration project.  The
key elements are not technical but rather are
cross-cutting organizational considerations
that are critical to success for an integration
project, regardless of its scope or focus.

The nine key elements are:

● Leadership. The project has an executive
sponsor, a high level official who advocates
for the project, and a champion, someone
who is willing to devote a significant effort
to see the project succeed.

● Project Governance. The project is guided
by a steering committee representing all
key stakeholders.  The steering committee
develops the integration strategy, based on
clearly defined business processes.

● Project Management. The project has for-
malized management strategies and proj-
ect management methodologies designed
to assure consistent communications,
accountability, and resource constraints.

● Stakeholder Involvement. Frequent commu-
nication with stakeholders and involve-
ment of stakeholders in the integration
project throughout the life cycle of the
project.

● Organizational and Technical Strategy. The

project has a strategy that takes into con-
sideration local issues such as funding, the
political environment, organizational struc-
ture, the strengths of the organization, and
stakeholder beliefs and values.

● Technical Support and Coordination.
Technical information systems support and
coordination is organized centrally to
assure consistent support and a robust
infrastructure capable of maintaining and
complying with standards.

● Financial Support and Management. The
project is adequately funded and has multi-
ple funding sources.

● Policy Support. Rules, regulations, legisla-
tion, and policy advisory or policymaking
bodies are supportive or are at least neu-
tral to the integration of health information
systems.

● Evaluation. The project has some form of
qualitative and/or quantitative monitoring
or evaluation that is performed regularly.

The site visits focused on identifying and
understanding what factors, from the
grantees’ perspective, were important for
planning and implementation of the integra-
tion effort within their states. Site visits were
structured to gather consistent information
across sites, yet allow flexibility in dealing
with the unique nature of each grantee.

This Sourcebook contains a description of
each of the key elements and what are con-
sidered best practices in their implementa-
tion.  It gives examples of best practices of
the elements as demonstrated by five of the
seven SPRANS grantee states visited:
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Colorado, Iowa, Michigan, Oregon, and Rhode
Island.  Through in-depth case studies of the
two remaining states, Utah and Missouri, it
describes how the key elements were imple-
mented through two very different
approaches.  

The Sourcebook also presents five lessons
learned – over-arching conclusions that states
and government agencies should bear in mind
as they consider implementing health infor-
mation systems integration projects.

The lessons learned are:

● Data Are for Sharing. Public health agen-
cies that create an environment where
data and information are considered assets
to be shared among programs are more
likely to succeed in developing integrated
information systems.

● Listen Up. Communication is critical when
developing an integration system.  This
means communicating with all stakehold-
ers, listening carefully to their concerns
and needs, and actively working to gain
feedback from stakeholders throughout the
integration project’s development and
implementation.

● Change Is Hard. Implementing integrated
information systems within an organization
means changing the way people do their
jobs.  This can potentially be very threat-
ening.  The natural tendency of people is
to hold on to the status quo.  Employing
change management strategies to mitigate
this challenge increases the likelihood of
successfully implementing an integration
project.

● Let Public Health Program Needs 
Drive Technology. Project goals, objec-
tives, functionality, and needs must be
identified before searching for technology
solutions.  When program managers
become enamored with technical solutions
before developing a requirements docu-
ment, the end result may be a system that
does not meet program goals.

● Stay the Course. Adoption of new technol-
ogy is slow.  Health departments, funding
agencies, program and IT staff, and other
stakeholders should recognize that they
need to be committed for the long haul and
that patience is required to realize the
vision of integration.

Along with the key elements, best practices,
and lessons learned, this Sourcebook contains
relevant bibliography and resources for infor-
mation systems program managers engaged
in planning, developing or implementing an
integrated child health information system.
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