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

CSTE Data Standardization Workgroup Meeting (Co-Chair, Laura Erhart)
Co-Chair Announcement
e We would like to welcome Judi Hyun, from the Maryland Department of Health, as an additional Co-Chair.
e Laura and Molly both remain in place, and this addition is expected to add additional input and support at the Co-Chair level.
e Judie is currently the Chief of the Division of Infectious Disease Surveillance and previously has worked in legionnaires disease arboviral case
investigations.
Core Data: In Scope for DSWG
e For these meetings, we're most specifically identifying the core surveillance data elements that we will look for transmission to the CDC.
e We are looking at the core overall, focusing on case surveillance, situational awareness, or routine surveillance but going across many
conditions.
e 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.
e We're looking at case-based surveillance again, so it's not syndromic, not aggregate reporting.
e Aswe go, we'll look at specific selected data classes. Again, the scope identifies those common definitions, value sets, code sets, structure, and
some interpretation notes.
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e 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.
FAQs
e Anything we identify for core data for CDC transmission doesn't mean it's required.
e 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
e What information is needed at the national level?
e How can we use electronic records and automation in our current electronic digital age and landscape?
e Also, how can we take the best advantage of and feed into other standardization efforts like HL7, USCDI, and USCDI+? none of what we do in
public health is happening in a vacuum.
e How can we reduce the manual surveillance burden on ourselves and our partners?
e Finally, how do we position ourselves well for adding emergent conditions, exchanging information, onboarding, case notifications, etc.?
Meeting Ground Rules
e We welcome active participation and engagement from everyone on the call, including STLTs, CDC, and CSTE

DSWG Opportunities for Participation (Co-Chair, Laura Erhart)
Data Element-Specific Teams (DEST)
e Everyone here is part of the DSWG and will continue to be part of that larger work group.
e We will break up each element into teams to leverage DSWG members' expertise better.
e Each team will focus on a pre-identified topic.
e We encourage all programs and agencies to participate at the local and federal levels.
Data Element-Specific Teams (continued)
e Ifyou join ateam, 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.
e DESTs will be held monthly.
e Data element-specific teams will provide feedback on how your jurisdiction or program collects and uses the information related to that data
element.
e 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
e Upcoming DEST teams include,
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o Medication/Treatment (Call #1): July 12, 1-2 ET
o ldentifiers (Call #2): July 19, 1-2 ET
o Upcoming: Laboratory, Reporting Source, Race/Ethnicity/Tribal Affiliation, Social Determinants of Health (SDOH)
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, guidance documents will be developed by JMC staff, with continued input offline 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 Welcome to Meredith Eddy (new CSTE Senior Program Analyst)
o She joined CSTE after some time as an Epidemiologist and Data Manager at the New York City Department of Health.

o Meredith’s primary focus and her portfolio at CSTE is supporting this workgroup, the DSWG, and other case-based surveillance
activities.

e CSTE Brief for Data Harmonization — In development
o This Brief will highlight the critical importance of this standardization effort and outline the
=  Workgroup’s goals for what and how we’re hoping to accomplish this work together
= Make a case for continued widespread participation in the workgroup
= Highlight the recommendations coming out of the DSWG to ensure that PHA’s and CDC are working towards implementation in
the future.
o When it is ready, it will be emailed out, and the workgroup will be updated.
e Recap from DSWG Discussion Session at the 2024 Annual Conference
o DSWG membership levels: 264 in October 2023 up to 559 as of June 2024 (pre-conference)
o Laura Erhart noted that
= The work that comes from the DSWG was mentioned in other sessions at the conference, and it is exciting to know that other
groups are interested in the outcomes of these efforts.
=  During the DSWG-specific Monday session, led by Laura Erhart

e The session was well attended, and she was surprised at how many participants were unaware of the DSWG yet were
interested in attending this session. The Co-Chairs and CSTE are always exploring ways to ensure we get the right
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people to the table. We appreciate member support in spreading the word and encourage members to share the sign-
up form with colleagues with expertise and interest in DEST topics.

During the session, there was also a comment on all the work done here, and we wanted to take a moment to thank
each of you for your efforts in advancing this work!

There were also discussions about which partners are at the table, and with the scope of what we need to do, we feel
that relevant parties have been reached. Again, thanks to the workgroup for helping to spread the word to our various
STLT and federal partners.

Finally, it was noted that someone expressed questions about the recommendations and document versioning process.
We don’t have that ironed out completely, but the Co-Chairs and CSTE are considering it. It will be important to
remember that this work will continue to evolve, and things will need to change to adapt to surveillance needs within
the community.

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 DSWG review is complete, and the drafts are with CSTE for the next steps.

Travel

o O O O O O

Death

Hospitalization

Pregnancy
Industry and Occupation
Immunizations

o Sexual Orientation and Gender Identity

e DEST member input deadlines are June 28 for the following
o Exposures, Risk Factors, and Underlying Conditions
o Signs, Symptoms, and Clinical Manifestations

o Disability

e A poll for Social Determinants of Health was shared with that DEST with a deadline of June 28 for input.

e Upcoming DESTS

o Medication/Treatment: July 12
o Identifiers: July 19
DEST Summary (as of 6/28/2024)
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e The table shows progress with each data class that has been started.

Review of Recent DEST Consensus: (JMC)

We will review the consensus outcomes of the DESTs that have been completed since the last April DSWG meeting.

Disability: (JMC- Erin)
Disability: American Community Survey

e Asareview, using a functional definition for disability is any condition of the body or mind that makes it more difficult for the person with the
condition to do certain activities and interact with the world around them. Although the phrase “people with disabilities” is sometimes used to
indicate a single population, in reality, it refers to a diverse group of people with a wide range of needs.

e For those who were not on the Disability team and maybe don’t know a lot about this topic, this slide shows the American Community Survey
disability questions. These are a set of six questions developed by a federal interagency committee for use in major surveys. These six questions
capture information on functional limitations across domains of hearing, vision, cognition, ambulatory, self-care, and independent living.

e These six questions are the minimum data standard for collecting data under the Affordable Care Act and are used in Bureau of Census surveys.

e HHS includes the ACS questions as part of the published standards for data collection on race, ethnicity, sex, primary language, and disability
status.

Disability: Proposed Concepts

e The DEST agreed that disability, as a demographic variable, should be considered core surveillance for submission to the CDC.
e This was discussed as a series of concepts with the American Community Survey as the base.
e The description of the overarching term is shown on the slide along with the corresponding LOINC code.
o 80% of the poll respondents agreed that it was important to be able to capture whether a screening was negative or the result was unknown as
opposed to just knowing when a screening for a disability was positive.
o 24 out of 30 indicated it was needed for all screenings.
o 2 out of 30 said it was necessary for some screenings.

Disability: Proposed Concepts (Page 1)

e This slide displayed some American Community Survey questions as defined data values here. The rest were listed on the next slide.
e This contains both the label and the value description.
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Disability: Proposed Concepts (Page 2)
e In addition to the base ACS questions, a couple of other concepts were added to the concept set to capture important information that may
already be being collected at various jurisdictions.
These were
o Communication as an independent living concept, such as that which can be found in another well-researched and heavily used
disability question set known as the Washington Group short set
o A concept to capture intellectual disability or developmental delay, which is a concept collected in some jurisdictions.
o 77% (20 of 26) of the poll participants supported this list of disability concepts.
Disability: Proposed Concepts
e To allow for a potential repeating block, as we see in current message mapping guides, an associated Disability Type Indicator is also
recommended.
o This would be paired with the value set of the disability concepts in a repeating block.
e The draft document for these data elements is currently with the DEST for comment through today. After addressing comments, a new draft
will go out to the larger workgroup soon.
Discussion

e Nodiscussion ensued following these updates on disability.

Identifiers (JMC- Sam)
Current Standard Identifiers

e The first meeting was held in May, and today, those updates were discussed as well as a point for discussion.

e Two of the current identifier data elements in the generic v2 MMG are shown on this slide. They are the local subject ID, which is present
in PID-3 in the HL7 message, and the local record ID, which is present in OBR-3 in the HL7 message. These fields intend to identify the person as
a unique individual using the first local subject ID, and the case as a unique case using the local record ID.

e These identifiers are essential to the transmission of case notifications, and there was no proposal to change their intent. However, during our
call, it was voiced that the current descriptions of these data elements are unclear, and it would be beneficial for the DSWG to develop
improved definitions to describe what's being transmitted clearly.

Updates to Standard Identifiers

e On thisslide are the proposed updates to the names and definitions of these fields. This has not come from the DEST; we're talking about it for
the first time today in our larger group. The goal is to develop simple definitions that describe what is intended to be transmitted in these HL7
fields.

o The "local subject ID" has been renamed as "Person ID” and updated the definition to "The jurisdictional identifier that uniquely
identifies the person."
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o The "local record ID” has been renamed to "Case ID” and updated the definition to "The jurisdictional identifier that uniquely identifies

the case."
e These definitions make the intent of these identifier fields much clearer, but we wanted to present them to the larger group today and see if
anyone has any concerns about these updates to the definitions.
Discussion
o Suzanne Gibbons-Burgener noted that she the changes, but we often refer to individual people and cases. She felt we should use 'case/patients'
or clarify that 'case' implies an event or disease, not the person.

o Sam Spoto (JMC) confirmed that we previously discussed updating our language to replace 'case’ with 'person,' such as using
'‘pregnancy status of the person' instead of 'pregnancy status” of the case to help alleviate that. Here the intention is that it is the case
and not the individual.

o Sam Spoto (JMC) noted that in the chat during the meeting, people were offering support, and someone mentioned using “instance of
disease” instead of the word “case.” She noted that the language could be changed to clarify that this is the instance of the disease and
not the person.

o ACTION: JMC will be sure to update the definition to clarify that case, in this instance, means the event and not the person.

DSWG Next Steps: (JMC)
Next Steps
e Ifyou are in the following DESTs, a reminder of the June 28 Deadlines
o Draft recommendations review
=  Exposures, Risk Factors, and Underlying Conditions
= Signs, Symptoms, and Clinical Manifestations
= Disability
o Polling for Social Determinants of Health
o InlJuly or August, DSWG should look out for an email with drafts or recommendation documents and feedback forms for the following
=  Exposures, Risk Factors, and Underlying Conditions
= Signs, Symptoms, and Clinical Manifestations
=  Disability
Other Next Steps
e Upcoming meetings
o Medication/Treatment: July 12
o Identifiers: July 19
e Future data classes
o Laboratory
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o Reporting Source
o Race/Ethnicity/Tribal Affiliation
o Social Determinants of Health
e The next broad DSWG call will be held August 30



