
Data/Advocacy - Gift that keeps giving

Why it is important for USAPI notifiable data to be 
visible nationally?

● Visibility, awareness, recognition - “What gets measured, gets done.”
● Participation on the same level with States
● Influence the appropriators in Congress as well as other partners
● Prioritizes interventions vs grant driven prioritization
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Data needs are beyond 
Federal requirements

Credit: Kaitlyn Nieses-Mocanu
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Typical Reporting Pathway - Notifiable Conditions

National

National Consolidation
National Reports

** Public Use Data Sets**

County

Eg. County of Honolulu, Maui, 
Hawaii

Eg. CA has 62 reporting sites

CNMI has potentially 3 
reporting sites: Saipan, Tinian, 
Rota

State

Consolidation at the State 
level, aggregation. 

Submission to Federal Agency 

Reportable Conditions = 
National Center for Health 
Statistics at CDC

Visibility
- KFF
- TFAH
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What are the challenges? And solutions? Examples?

● Focus on Notifiable (reportable) conditions
○ NEDSS = National Electronic Disease Surveillance System - standards 

driven - Jurisdiction system or CDC developed system-SaSS
○ NETSS - National Electronic Telecommunications System for 

Surveillance - one system, one approach, less flexibility 
● Theories - challenges

○ Islands are reporting to CDC using NEDSS - data visibility
○ Islands are reporting to CDC using other than NEDSS, data is being 

accepted, but not published into national datasets
○ Islands are reporting to CDC using other than NEDSS, data is not being 

accepted.
○ Islands are not reporting
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Examples?

● From the Federal perspective
○ CDC NCHHSTP ATLAS
○ CDC NCHHSTP DTBE

● From the external perspective (receive datafiles from CDC NCHS)
○ Trust for America’s Health
○ Kaiser Family Foundation
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https://www.tfah.org/states/

https://www.kff.org/hivaids/state-indicator/aids-diagnoses-adults-and-adolescents/?state=mp

https://www.cdc.gov/nchhstp/stateprofiles/default.htm

https://www.cdc.gov/nchhstp/atlas/index.htm

https://www.cdc.gov/tb/statistics/reports/2018/table28.htm

https://www.tfah.org/states/
https://www.kff.org/hivaids/state-indicator/aids-diagnoses-adults-and-adolescents/%3Fstate=mp
https://www.cdc.gov/nchhstp/stateprofiles/default.htm
https://www.cdc.gov/nchhstp/atlas/index.htm
https://www.cdc.gov/tb/statistics/reports/2018/table28.htm


How can participating in NEDSS help my 
jurisdiction? 

● Visibility, awareness, recognition
● Participation on the same level with States, standardized data collection 

tools
● Data included in public data files to Influence the appropriators in 

Congress (no lobbying by federal agencies) as well as other interested NGOs 
(who can lobby within reason)

How can I plan to implement NEDSS? 
● Guam, CNMI - procurement, setup, implementation, incorporation
● Peer to peer technical assistance: Guam’s time was influential for CNMI 

planning
● Discuss with NCHHSTP and ELC teams 8



Challenge to the PIHOA Board
1. Longer term: By Nov 2020, 4/6 USAPIs are 100% active on NEDSS; 

remaining 2 jurisdictions have a workplan to achieve active participation by 
March 2021

2. Shorter term: By March 2020, USAPIs work with NCHHSTP, NCEZID, and 
NCHS to resolve the inconsistencies with data accepting, reporting, 
publishing so as to inform a pathway to data visibility success for all USAPIs
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