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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 

	Date:
	04/29/2022

	Location:
	https://zoom.us/j/91592594185?pwd=RTFZbGRicEdEaXJvdFk2VTQyZENSUT09


Attendees: 27
	CSTE
	
	PHAs
	

	Amita Worasilpchai (JMC Consultant)
	X
	Suzanne Gibbons-Burgener (WI)
	X

	Susan Downer 
	  X
	Amy Lai (AZ)
	X

	Natalie Raketich
	    X
	Clifford Mitchell
	X

	Grace Oguntebi (JMC Consultant)
	    X
	Heather Crawford (OR)
	X

	Shaily Krishan
	 X
	Kate Goodin
	X

	CDC
	
	EJ Klingler (NYC STI)
	X

	Ruth Jajosky (CDC)
	X
	Bill Morrill
	X

	Michelle Lin
	X
	Yvette Dominique
	X

	Lesliann Helmus
	X
	Beth I (NYC)
	X

	Danielle Tack
	X
	Judie Hyun
	X

	Sara Johnston, NNDSS, CDC
	X
	Rob Ariciuolo (NY)
	X

	Co-Chairs
	
	Delicia Carey
	X

	Molly Crockett (MA)
	X
	Rebecca Noe
	X

	Laura Erhart (AZ)
	X
	Glavetsky
	X



AGENDA:
· Welcome 
· Consensus Report Status & Updated Approval Process
· CSTE DSWG Feedback will be requested once the draft has been internally reviewed by the Co-chairs
· DSWG/ Co-chairsShaily/ BeckySPIS (present) Gillian à S/I Steering Committee (present)Kate (chair & representative on the CSTE Executive Board)
· Background and Context
· Variation across jurisdictions and conditions in:
· How case notifications are triggered within systems
· How case classification occurs (spectrum of automated  manual)
· Policy/procedures around when to send in case’s life cycle 
· Case notifications, at their most basic, provide case counts at national level
· Descriptors often available early: age, sex, timing indicator, locale (state or county)
· Provisional data
· 2009 CSTE Position Statement (09-SI-04) states that “Case notifications should occur as soon as the cases meet notification criteria, but in any case within 7 days of the case meeting the notification criteria.”
· Need to balance timeliness (send as early as possible) vs. accuracy/ completeness/certainty (delay sending)
· Earlier case notifications  more situational awareness at national level about magnitude/spread/extent of health issue
· Although preliminary/provisional, constantly changing
· If case notifications are routinely sent “early”: 
· May better meet current demands from policy-makers, partners and public
· More in line with modernization efforts and today’s speed of business
· Can provide a more fluid line between “emergency” and “routine” when/if that occurs for any given condition
· Less likely to stand up parallel “early notification” mechanism for an emergency/urgent event?
· Lesliann: early data is important even in routine detecting and surveillance
· What can DSWG do?
· Help set workable best practices and recommendations for earlier notification 
· Identify and address barriers to earlier notification
· Educate partners (CDC, health departments, policy-makers, public) about the use of preliminary/provisional data
· Barriers to Earlier Reporting: Need additional info to classify and identify resources needed to report earlier
· Why is reporting not happening as early as it should?
· May require investigation or chart review
· Classification and sending may be automated or manual (requires flag)
· Accuracy
· Completeness
· Systems/Technical
· Administrative
· Barriers related to data quality/completeness
· Not enough information from ELR to classify case
· May require investigation or chart review
· Concerns that data from incomplete case records could be used/analyzed before cases are finalized
· Concerns related to accuracy:
· Publication of cases reported in error (especially rare conditions)
· Difficulty ‘deleting’ cases after preliminary data was reported but later determined not to be a case. Difficult to update cases and achieve the correct numbers
· Suzanne: deals with non communicable diseases that are not urgent to try to prevent transmission between people
· 99 local jurisdictions are responsible for follow-up and may misclassify conditions before sending to state. Unsure if it rises to the level of someone at CDC needing to monitor. WA does not depend on what is being sent to NNDSS. When depending upon ELR’s, for some diseases there are automated rules for importing but some go into “staging” where local health departments see them and attach to a case that has already been created. However, if they do not know that one exists, another disease incident/case in the system is created and then a need to merge the people and diseases. Not comfortable with every disease having the same need or urgency to be reported out
· Logistics of getting to local and then back to state
· Technical: 
· Classification and sending may be automated or manual (requires flag)
· Deleting cases after sending may be challenging (non-cases stay in MVPS and get counted)
· System updates to accommodate new rules/workflows may be time consuming and/or expensive and it may be difficult to secure resources necessary to make changes
· Administrative: 
· Local rules/established protocols may require complete case investigation and review before sending
· Preferences within a jurisdiction may vary and some programs may want to wait for review
· Tackling Barriers- Resources
· Low incidence condition verification in Message Validation, Processing, and Provisioning System (MVPS). It is the centralized CDC system that receives case notifications for NNDSS
· Case deletions (single or list) in MVPS
· Clinical data via eICR/other EHR data
· What additional resources are needed to address barriers to earlier reporting?
· Beth (NYC): Issue that it will take a large effort to change policies and protocols but the timeliness would not be impacted in a huge way. The lift required may not be worth it for how their data will be used. 
· What could change the value assessment? Suzanne: If there was a justification at a national level for needing it to come quicker to CDC and that justification is disease specific then it could be prioritized. Need a justification that goes beyond uniformity. 
· Is there value in moving forward with this topic? Beth: this element was a low priority for NYC
· Lesliann: from the CDC perspective, if enough investigation has been done to classify a case but there is paperwork to completely close the case, there may be a delay to report. CDC suggests that once there’s an ELR that looks like the case and meets the case definition, go ahead and report rather than waiting 
· Suzanne: Uses process status (locals receiveopen investigationsend to stateready for review with the option to do a cursory review and say that it meets criteriamoves to received by state (used to hold it open while doing medical chart extractions)). Once it’s put into received by state, it could be sent and then the details could be finalize after
· Do other state EDSS have something like Process Status or level of investigation process? Rob: For NYC VPD we have a review to classify once investigator sends to review team. That classification triggers send to CDC (generally same day). NYC separately has a way to mark that the case is pending x,y, or z information still that. That pending status keeps the event open and updates will be sent with future transmissions to CDC
· Additional Data Elements to Update and/or Standardize in NNDSS (Danielle) 
· Provide thoughts on how to present to a larger group
· Round table coming up
· What is important for an in person hand out (slide, sheet, etc)
· Danielle walked through the layout of the sheet
· Updated data element descriptions 
· Nuances and challenges based on individual systems 
· Other use cases where programs use dates but do not use the interpretive Y/N
· Outlined those items
· CDC Event ID: if we end up in a transition situation where someone is leveraging a CDC system but now you’re moving into your state; how will everyone know that it’s the same case. Feedback would be useful
· GenV2 feedback: current and interpretation of guidance for how to meet those elements. Is anything problematic in interpretation?
· Health Equity Items: reminder of the industry and occupation they have been trying to build into their guides to support NIOSH
· Focused on pregnancy, SOGI, and disability
· Make comments and notes within the document and return to Danielle
· Alignment with USCDI? Danielle: yes, looking at if the data element exists and can the data element be maintained through the pipeline 
· Can we use this spreadsheet to discuss the proposed ideas with in-house colleagues? Yes
· Next Steps
· DSWG will continue to discuss how to address barriers to early reporting
· DSWG will provide feedback to Danielle (dot7@cdc.gov) on Additional Data Elements to Update and/or Standardize in NNDSS sheet 
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