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HIGH-LEVEL MEETING NOTES (REFER TO MEETING SLIDES FOR MORE DETAIL AS NEEDED):

CSTE Data Standardization Workgroup Meeting

Welcome (Co-Chairs)
Core Data: In Scope for DSWG
For these meetings, we're most specifically identifying the core surveillance data elements we will look for transmission to the CDC.

We are looking at the core overall, focusing on case surveillance, situational awareness, or routine surveillance but going across many

FAQs

conditions.

The data elements we discuss don't have to be relevant for all conditions but should also not be something that's just in one or two specific

places.

We're looking at case-based surveillance again, so it's not syndromic, not aggregate reporting.

As we go, we'll examine specific selected data classes. Again, the scope identifies common definitions, value sets, code sets, structure, and

some interpretation notes.

For the core data elements and where applicable, we will recommend some best practices on what we may need to collect within our

surveillance systems.

Anything we identify for core data for CDC transmission doesn't mean it's required.
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Even if we do identify an element for transmission, it doesn't need to be filled in for every single element or every single case; it's okay to leave
some of the fields blank or unknown if the information is not available, not a priority, or not useful for the condition.

Considerations

What information is needed at the national level?
How can we use electronic records and automation in our current electronic digital age and landscape?

Also, how can we best take advantage of and feed into other standardization efforts like HL7, USCDI, and USCDI+? None of what we do in public
health happens in a vacuum.

How can we reduce the manual surveillance burden on ourselves and our partners?
Finally, how do we position ourselves well for adding emergent conditions, exchanging information, onboarding, case notifications, etc.?

Meeting Ground Rules

We welcome active participation and engagement from everyone on the call, including STLTs, CDC, and CSTE

DSWG Opportunities for Participation (Co-Chairs)
Data Element-Specific Teams (DEST)

Everyone here is part of the DSWG and will continue to be part of that larger work group.
We will merge each element into teams to better leverage DSWG members' expertise.
Each team will focus on a pre-identified topic.

We encourage all programs and agencies to participate at the local and federal levels.

Data Element-Specific Teams (continued)

If you join a team, you are expected to actively participate during and between meetings, including polling, providing input to draft documents,
in-meeting discussion, and attending larger DSWG meetings.
DESTs will be held monthly.
Data element-specific teams will provide feedback on how your jurisdiction or program collects and uses the information related to that data
element.
Individuals are not expected to write documents, lead meetings, or prepare slides.

Use this sign-up form to sign up for and participate in DEST teams. In the form, you can find more details on team member
expectations and DEST’s that are concluded, current, and upcoming.

Team Topics

Upcoming DEST teams include,
o Social Determinants Health
= November 8 (Call 3)
= November 15 (Call 4)
= These calls will focus on Language, Education, Insurance, Income


https://app.smartsheet.com/b/form/3da89d48bda94fc7a33c4a8a505fe54a
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e Tracks will occur concurrently, but meetings will not happen simultaneously to allow people to participate in topics as desired.

e After a DEST concludes discussions, JMC staff will develop guidance documents with continued offline input from the DEST, and a new DEST
topic will begin.

e The larger DSWG membership will convene bi-monthly.
e At these meetings, we'll hear updates from the DEST teams and allow the broader group to engage.
e Participation in DEST teams is encouraged as much as possible.

Announcements and Key Updates (CSTE)
Announcements & Key Updates
e CSTE Brief- Pending Steering Committee approval

O

The CSTE Policy Brief we’ve been discussing has been submitted from the DSWG co-chairs to CSTE and is pending steering committee
chair approval.

The Brief outlines the objectives and scope of the work coming out of the DSWG, as well as a plan for moving our recommendation
documents through the CSTE consensus-building process.

It’s currently pending a few more approval steps and will hopefully be available for broader membership review in December via CSTE
Connect.

e CSTE Cooperative agreement update

O

CSTE has received a notice of award for several projects funded through our cooperative agreement with CDC, one of which is a project
called Data Standards Harmonization, which supports the continued work of the DSWG. We’re excited that CDC is prioritizing this work
with the goal of supporting the project further into implementation.

We're currently putting together a detailed work plan for the next year and hope to have more details to share with you all in
December about the next steps and what future calls will look like.

e DSWG on CSTE Connect

o Thisis a carryover from the last meeting and a reminder that this space on CSTE Connect is being developed for the DSWG.
o The DSWG Community on CSTE Connect will replace Basecamp.

©)

Look for more emails coming soon with more details.

Race/Ethnicity (CDC)
Race and Ethnicity Updates

e Please see the slide deck for information that was shared during the meeting
CDC Race and Ethnicity Code System Overview

e Please see the slide deck for information that was shared during the meeting.
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Status Updates for Closed DESTs (JMC)
Data element-specific teams (also called DESTs) are considered “closed” when the call stage of the process wraps up, but the work continues past that
point. Here, we will share some progress made with various data classes as we’ve moved documents from closed DESTs through sequential rounds of
reviews and edits.
Status update for closed DESTs
e The following DESTs are closed, and recommendations documents are with CSTE for the next steps
o Hospitalization, Travel, Pregnancy, Immunizations, Death, Sexual Orientation and Gender Identity, Disability, Identifiers
e Draft recommendations are in progress and, when complete, will be shared with DESTs for review
o Laboratory
e This is with the DSWG for review
o Medications — out for review through November 4
e JMC is working closely with Co-Chairs to reconcile comments on the following recommendations before handing over to CSTE for their next
steps
o Signs, Symptoms, and Clinical Manifestations
o Exposures, Risk Factors, and Underlying Conditions
o Industry and Occupation (updates for “employment status”)

Clinical Manifestations
Clinical Manifestations

e Earlier this year the DEST for Signs, Symptoms, and Clinical Manifestations created a document that was provided to DSWG for feedback that
includes the first two data elements shown on this slide. As CDC is working to implement the Minimal Data Necessary (MDN) data elements,
which were developed separately from DSWG, the goal is to reconcile differences between our two groups during implementation with the
consensus-based product we're developing.

e The clinical manifestations data class has caused some complexity here. OQur DEST worked hard to come up with terminology that was very
inclusive and technically correct of the information that we wish to be transferred in this data class, which is information about any clinical
manifestations inclusive of signs and symptoms in one data class. This data class can be transmitted using a repeating group, and there was also
a desire to transmit a summative indicator value that expresses if any of the values within the repeating group are "yes" or if all of them are
“no.” Separately, our document also has a symptomatic indicator that is meant to capture if the person experiences themselves as symptomatic
or asymptomatic, which is not shown on this slide. It is recognized that the data element also requires additional discussion surrounding
implementation; however, we're not going to discuss that today.

e Inthe dates of public health importance brief the DSWG defined a "symptom onset date", meant to be the earliest date of onset of signs or
symptoms, and it's important to note that this data element was defined prior to the work of the DEST that defined Clinical Manifestations.
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e When we think about the implementation of all three of the data elements shown on this slide as related to the MDN, it's pretty clear from the
definitions that we would like all of them to transmit information about the same concept, which is any clinical manifestation or sign or
symptom associated with the condition. At this point, the consistent terminology we've come up with to utilize for this concept is Clinical
Manifestation.

e While the data element name of what is transmitted between a jurisdiction and CDC does not need to represent what something is called in a
jurisdictional surveillance system, as these data elements are implemented into things like the MDN, they are going to be widely presented and
discussed with groups that are not just informaticists and with people who were not part of DSWG discussions. While our workgroup has come
up with a technically correct term, it has felt awkward to commit to using terms like "clinical manifestations indicator" and "clinical
manifestation onset date" as these terms are uncommon and might cause confusion upon distribution throughout public health.

e We'd like to propose today that we potentially update what we have named some of these data elements to be more colloquially recognizable
in the wider epi community. The definitions that describe what is captured in these data elements from the DEST will not change. As the
symptom onset date from the brief was defined prior to our work, we would like to standardize that definition to match the others, adding the
description of "clinical manifestations, including" in front of signs and symptoms.

e Does anyone feel strongly that we should keep our data element names as "clinical manifestations"? Keeping Clinical Manifestations as the
name would mean our group would firmly adopt that term and encourage the CDC to implement data elements and socialize the use of it when
talking about these data.

Discussion

o Suzanne Gibbons-Burgener noted that in the past, 'symptoms' have generally been used inclusively, though there is a distinction
between signs and symptoms that most laypeople—and even some outside the medical field—may not know. However, it’s helpful to
clarify that clinical signs, such as an abnormal radiograph, can be included, as they are typically observed and identified by a physician,
not by the individual themselves. This distinction is essential as 'symptom onset' is commonly referenced in terms of what led the
patient to seek medical care. While 'clinical manifestations' might sound technical, they are no more complex than 'signs and
symptoms' in capturing both observed and experienced health indicators.

o Erin Kough recognized that there was a question in the chat about whether the problem onset date or condition onset date differs from
signs or symptoms. She noted that the draft recommendations in the appendices clarify different HL7 concepts, which may be helpful.

Poll - CM or SS?
e What name should we use when we implement our current "Clinical Manifestations" repeating group data elements?
o Keep "Clinical Manifestations" and encourage its use
o Rename to "Signs or Symptoms"



Poll results (n=38)
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Rename to "Signs or Symptoms" 71%
|

General Updates for Closed DESTS
DEST Summary (as of 10/25/2024)

The table shows progress with each data class that has been started.

DSWG Next Steps: (JMC)
Next Steps

These draft recommendations are in working and will be shared with DESTs for input as the next step

o Laboratory
Documents out for DSWG Review
o Medications — through November 4, 2024

Other Next Steps

Upcoming meetings
o Social Determinants of Health, 1-2 pm EST
= Call #3: Friday, November 8
=  Call #4: Friday, November 15
= (Calls 2 and 3: Language, education, insurance, income
The next broad DSWG call will be held on Friday, December 13
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Note: All drafts released for DEST/DSWG review are drafts, and the resulting recommendations passed to CSTE for final steps have not been

made available. Please do not pass on draft documents as final products.



