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Introduction

Welcome to the Newborn Screening Technical assistance and Evaluation Program (NewSTEPs) Data
Repository. This user guide will help you get started with using the system.
Please note that entering the data into the NewSTEPs data repository occurs on a voluntary basis. All
data elements do not have to be provided if they are not available. Please provide as much information
as you can.
The high-level workflow diagram (Figure 1) shows an overview of how you can interact with the
NewSTEPs Data Repository. After you have registered for an account, you should plan to:
1. Update state profile (annually or on an as-needed basis)
2. Enter cases (frequency to be determined by state; recommended that cases be entered at
diagnosis and updated as changes are known)
3. Enter quality indicators (annually)
This user guide will walk through these basic steps to get you started.

Figure 1: High Level Workflow
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Document and application information

2.1

Legend

Within this document, we use two conventions to indicate system controls:
Italics – indicates a link
Bold – Indicates a button

2.2

Browser Compatibility

NewSTEPs makes use of new capabilities available in modern, up-to-date browsers, which also provide
improved security and performance. The NewSTEPs Data Repository supports only current versions of
Edge, Chrome and Firefox.

2.3

System Messages

A red asterisk next to the data field name denotes required fields.
Warning messages are shown in red in a light red background in
the bottom right hand corner.

If left blank

2.4

Getting Help*

Although the NewSTEPs Data Repository was designed to be easily understood, we do include help and
more detailed information within the system. To access this, click on the question-mark icons
throughout the NewSTEPs Data Repository.
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Registering for an Account

You must register for an account to enter information about your Newborn Screening (NBS) program
into the NewSTEPs Data Repository. To register for a new account, follow the steps below:

3

1. On the home page, locate the Login box. Click on the Register link in this box.

2. You will be taken to the Register for an Account page. Enter in the required fields.
Note that the Institution Name field will auto-populate with existing institutions when you
begin typing. Take care to ensure you select a pre-populated institution, if one exists. This
helps NewSTEPs to link people from the same organization.
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3. Click the Sign Up button to complete your registration.
4. When your account has been approved, you will receive an email at the email address you
supplied during registration.
5. State Administrators: A person(s) from each NBS program will be designated as a state
administrator and will have the ability to add additional users within the NBS program. To be
designated as a state administrator, please contact newsteps@aphl.org once you receive the
approval email. Login to the NewSTEPs Data Repository using the email address and password
you created during registration.
6. Other NBS program users: Other individuals that would like to have access to enter, edit, or
read data for their NBS program should contact the state administrator. On the user registration
form, you will be asked to indicate what state/territory you represent. For more information
on how state administrators can assign user roles, please see the State Administrator’s User
Guide on the Data Repository Landing page.
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How to Manage Your Account

If your account information should change over time, you may edit your account details to make
changes.
1. Sign in to the NewSTEPs Data Repository and click the Profile link in the top right of the page in
order to access your account details.
2. Make the desired account changes to your account details and click the Save button to
complete the operation.
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Resetting a Forgotten Password

If you should forget your password, you may reset it from within the NewSTEPs Data Repository:
1. On the home page, locate the Sign In box. Click on the Forgot Password? link.
2. You will be asked to enter the email address associated with your account. Enter it and click
Submit.
∗ You will receive an email with a link to change your password.
3. Once you have successfully changed your password, you may sign in to the NewSTEPs Data
Repository with your new password.
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Home Landing Page

Once you are logged in you will see the landing page, below. The landing page will contain important
information that NewSTEPs wants to share with the community about the program, events, and
deadlines.

Figure 2 - NewSTEPs Data Repository landing page
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7
Managing Your Newborn Screening Program
Information
NewSTEPs asks states to share information because the collection of data at the national level allows
for quality improvement in the newborn screening system. When all NBS programs share data, each
NBS program will be able to compare outcomes and trends from their own program to the national
summary data.

7.1

How Will the Information Be Used?

NBS programs that enter data into the NewSTEPs repository will have access to their own data plus
de-identified data from other participating NBS programs.
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7.2

State Profile

Your state’s (NBS program) profile information collects program information and facts such as
disorders screened, newborn screening fees, and annual births. This information is shared with the
public through the NewSTEPs Data Repository, and should be updated as needed.
To enter your state profile information, hover over the Data Repository button, once the secondary bar
appears, click on the Submit State Profile button. There are 10 sections within the state profile. Click
on the Edit button on the right-hand side of the screen.

If you are certain that the information you have provided is complete for the year, please also check
the Complete box before saving.
Program Overview
The Program Overview tab collects general information about your NBS program – including your
program name, website URL, number of required screens, responsible laboratory and other details.
Complete all the information and click the Save button.
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Disorders
The disorders tab collects information about the disorders for which your state screens. The disorders
are organized according to the Recommended Uniform Screening Panel (RUSP), as core, secondary, and
other conditions.
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1. To complete the disorders, select the screening status of the condition in your
state/territory. Statuses are shown in the image below.

2. After you select a screening status, select a subcategory and fill additional data elements
that ask about screening methodologies, equipment used and the date of proposed/ actual
implementation (month and year, or year) of the screening population-wide where known.
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3. When you complete the entries for core conditions, click the Save button, or click on the tabs
to enter information for secondary and other conditions, clicking the Save Section button when
completed. (Clicking Save will return you to the screen that will list all the selections you have
made; click on any tab to return and edit it.)
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Policies
The policies tab collects information about the NBS policies that your NBS program has. These policies
include those around recommended age at initial screening and second screening, consent, specimen
transport and receipt, specimen storage and retention, follow-up services, storage of data, sharing of
specimens and other details.

Complete all the information and click the Save button.
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Adding to the NBS Panel
The adding to the NBS panel tab collects information about the policies and procedures that your NBS
program has with regard to adding conditions to the NBS panel.
1. The General Info section collects for example, the time frame typically seen for adoption of a
new condition, once a decision has been made; whether or not a pilot study and/or feasibility
study is done before adoption of population wide screening; and other details. Complete all the
information and click the Save button.

2. The Lab section collects information about any challenges that the laboratory may have in
adding a new DBS condition to the panel. Complete all the information and click the Save
button.
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3. The Point Of Care (POC) section collects information about any challenges that the NBS program
may have in adding a new POC condition to the panel. Complete all the information and click
the Save button. If you are certain that the information you have provided is complete for the
year, please also check the Complete box before saving.
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Fees
The fees tab collects information about NBS fees and related information. Complete all the
information and click the Save button.

15

Program Structure
The program structure tab collects information about each NBS program’s structure. This includes
laboratory operating hours, follow-up operating hours, organizational chart, staffing levels (%FTE) and
related information. You can also upload and relevant documents. Complete all the information and
click the Save button.
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Contacts
The contacts tab collects contact information for the following: the overall NBS program, the Director
and/ or Program Manager, the NBS state laboratory, the NBS follow-up program, the Early Hearing
Detection and Intervention (EHDI) program, Critical Congenital Heart Disease (CCHD) program, and the
Health Information Technology (HIT) person(s) in your state. Complete all the information and click the
Save button.
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Advisory Committee
The advisory committee tab collects information on the details of the NBS advisory committee for your
NBS program. This includes, if applicable, the make-up of the advisory committee,how often the
committee meets and other details. You can also upload anyrelevant documents. Complete all the
information and click the Save button.
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IT Support
The Information Technology (IT) Support tab collects information on the types of information systems
your NBS program uses. This includes the type of information system in the laboratory, the type of
information system in the follow-up program, information on Continuity of Operation Plans (COOP)
and other details. Complete all the information and click the Save button.
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HIT Elements
The Health Information Technology (HIT) elements tab collects information on the HIT processes and
systems (if applicable) your NBS program is implementing. This includes details on the type of
messaging used (e.g., HL7 messaging), any coding used within the information systems (e.g., LOINC,
SNOMED, etc.), information on data integration efforts with other NBS systems and other details.
Complete all the information and click the Save button.
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7.3

Cases identified by newborn screening

The conditions detected by newborn screening are rare, therefore it is only with the combined births
across the U.S. that we will be able to identify trends in the true birth prevalence of disorders, and
also understand trends over time. Consistent data collected across all NBS programs in the country
will provide valuable data for public health departments, Title V reporting requirements, reports to
legislators, and clinical care providers caring for children with these rare disorders.
* Please note that your state must have a signed Memorandum of Understanding (MOU) with
NewSTEPs/APHL before case information can be entered. For more information about the MOU
process, please contact NewSTEPs at newsteps@aphl.org.
1. To enter a case, hover over the Data Repository tab, then once the secondary menu is
displayed, click on the Submit Confirmed Case Data button. Once on the Submit Confirmed
Case Data page, select the Enter/Edit Data Using Our Online Form button.
2. First, select your state and then the condition. Click the Next button.

3. After a condition is selected, the form for entering case details will load. The system will
require you to input a state unique identifier and the infant’s date of birth. Note that the
NewSTEPs Data Repository does ask for date of birth and dates and times of service, which
are collected only in the browser for the purpose of calculating differences in dates and times
(i.e., days elapsed between birth and screening) – other than birth year, NO date or time is
stored in the NewSTEPs Data Repository.
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Enter as much information as you can with infant detailed information, screening details, and
specimen collection information.
Some conditions include diagnostic workup data, including enzymatic test details and
molecular genetic testing results. As a public health surveillance program, it is critically
important for NewSTEPs to have accurate definitions of each disorder.
NewSTEPs has partnered with HRSA to provide case definitions for use in public health newborn
screening. A tool kit that includes the case definition worksheets, a sample letter to a medical
provider, etc. are provided for your use on the NewSTEPs website and are linked here and
should be completed in collaboration with the clinical care providers. For those conditions with
an attached Diagnostic Workup within the repository, you can find a PDF version of the
worksheets on the NewSTEPs website. You can print out and fill out the worksheet by
completing demographic information and any data available from within the newborn screening
program. These worksheets are intended to be tools to help in the collection of the data
elements within the case definitions. The case definitions are not intended to change the
diagnosis from the clinicians, but to allow categorization of the certainty of the public health
surveillance reported case. Please use the provided worksheets to collect the appropriate
information. When possible, please collect the laboratory results for your internal records.
These will never be shared beyond your program, but will help to support the case definition.
Many positive newborn screening results take significant time for resolution. We ask that the
case definitions be closed after a year from the child’s birth and all relevant data be entered
by this point.
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4. After all information has been entered, click the Complete Form button. If you are certain that the
information you have provided is complete for the year, please also check the Complete box
before saving. If there are nuances or additional information that would be useful to keep a
record of, that information can be entered in the notes box.
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5. The new case will then be visible in the table of cases on the Individual Cases tab.
6. To edit an existing case, click on the edit icon (pencil) from the cases table, as
shown below. To view an existing case, click on the view icon (eye).
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7.4

Aggregate cases identified by newborn screening

1. To enter a case, hover over the Data Resources tab, then once the secondary menu is
displayed, click on the Case Definitions button. Once on the Case Definitions page, select
the last tab that reads Aggregate Cases

.
2. Using the dropdown options, select your state and the year for which you will be entering data. This will
reveal the Add New Condition button.
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3. Once you click the Add New Condition button, enter the aggregate number of cases reported for the
condition selected from the condition dropdown.

4. Click the Submit button. Repeat steps two and three until all aggregate data have been submitted.
5. All data entered will be visible on the Aggregate Cases tab

7.5

Quality Indicators

The eight Quality indicators (QI) have undergone careful evaluation by stakeholders to assure
agreement on definitions and are used to provide longitudinal comparisons within a NBS program as
well as comparisons to aggregate data across NBS programs. QIs are calculated using information from
state profiles, cases, and QI-specific information.
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* Please note that your state must have a signed Memorandum of Understanding (MOU) with
NewSTEPs/APHL before QI information can be entered. For more information about the MOU process,
please contact NewSTEPs at newsteps@aphl.org
To enter QIs, hover over the Data Repository tab, then once the secondary menu is displayed, click on
the Submit Quality Indicator Data button. Select your state, year for which you are entering quality
indicator information and select the amount of data being entered, then click Next.
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To enter data, select each QI and enter or confirm the information for each. For each, click the Save
button at the bottom of the page before moving on to the next.
Please note that for each QI, enter the “Number of” the system will calculate the “Percent”.
Additionally, QIs 5e, 5f, 7 and 8 will be pre-calculated based on the case data entered in the “Cases”
tab.
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7.6

Next Steps

The NewSTEPs Data Repository will continue to be updated with new features. We anticipate that
these updates will occur on a quarterly basis, with more frequent updates as needed.

7.7

Further Assistance

Contact information for Assistance: If you have any questions or feedback on the NewSTEPs Data
Repository, please contact newsteps@aphl.org
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