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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 4-13-18

	Purpose:
	Discuss Date of Illness Onset and Diagnosis Date

	Date:
	4-13-18

	Location:
	https://cste.webex.com/cste/k2/j.php?MTID=t4dea93549404d3f14c39229a245d297d 
Password: dswg123
1-877-668-4490; access code: 795 572 806

	
	


Agenda:
	Tentative Times
	Agenda Item

	1:02
	       Welcome and roll call:
o   List names from chat box
o   Roll call for members accessing via phone only or in a shared space with others

	1:05
	       Review proposed definitions for Illness Onset Date

	1:40
	       Workgroup long-range planning survey – postponed; time went to Illness Onset Date
o   Purpose
o   Timing

	1:45
	       Introduce Diagnosis Date discussion – postponed; time went to Illness Onset Date

	1:55
	       Wrap-up
o   Workgroup action items

	1:58
	       Next call: 1:00-2:00 ET/12:00-1:00 CT – 04/27/2018



Notes:
Roll-call for phone users
Members joining via phone or in shared rooms:
· Corinne Thompson (NYC)
· Rachel Corrado (NYC)
· EJ Klingler (NYC)
· Janet Hamilton (FL)
Collaboration tools
Reviewed Basecamp and Smartsheet for collaboration.
· For Diagnosis Date feedback, we will be utilizing Smartsheet forms
· Hopefully more user-friendly
· All feedback will still be visible via another link

Date of Illness Onset
· Date of Illness Onset is the date of the beginning of the illness. This is operationalized as symptom onset date.
· We’ve gathered feedback from all the different communication modes and created a proposal for each question, and listed challenges.
· What do you do if you have none of this information?
· Options:
· Leave it null
· Substitute another date
· Calculate the date from an algorithm
· Proposal: 
· Leave it null
· Save substitution or calculation for analysis
· This will help us be true to the data element description and compare apples to apples
· Data element is CDC Priority Preferred – not required
· Challenges
· Many of us use date of illness onset to approximate Event Date
· Surveillance systems are requiring this date (required field)
· In the Gen v2 guide and other guides that will build on top, several dates are used, both reporting-related and otherwise
· There is no Event Date field in Gen v2 or disease-specific MMGs
· We are at a crossroads because most of us are sending data to CDC in a format that may require an Event Date, but we are transitioning to a process that does not require Event Date.
· Janet Hamilton: We have requested that we do provide event date. The current calculation being done at CDC does not take into account the old algorithm, specifically lab report date. It is problematic because we are assigning Event Date in a different way than the calculation. Our preference is that MMG be revised so that Event Date be submitted by the state.
· Annie Fine: That is a really important point. I agree it should be a field in the MMG. It would be great to get it to be there, and to come to consensus on what it should be.
· Molly Crockett: Glad you guys brought it up. This came up with Lesliann. We hadn’t realized that lab date doesn’t factor in to current calculation. Lesliann did indicate willingness to hear a proposal from this group for what is important to capture in terms of Event Date. May not attack right away before CSTE, but it is in the back of our minds.
· Gillian Haney: This is critical; we need to raise on SPIS calls. The wider community needs to understand this issue. Has CDC provided feedback on what they’re doing; are they performing calculations?
· Shannon Harney: Got some feedback from CDC programs in Smartsheet that are using an algorithm. Had conversation with Lesliann yesterday; they are open to the SPIS group or DSWG tackling Event Date and working with all of us to come up with algorithm that we use and they use so jurisdictions can specify Event Date they want CDC to be using. Door is wide open, just how we walk through it. If any CDC people are on, if they can share how they calculate Event Date, that would be helpful.
· Molly Crockett: In terms of Date of Illness Onset discussion, we have consensus on wanting input on Event Date and being a part of MMG, and that is not necessarily what this date is intended to represent. This will allow us to concentrate on Date of Illness Onset as a symptom-focused data element.
· Janet Hamilton: Agreed. These need to be separate dates. We can focus on Onset date but need to address Event Date as a community. We have the practice in Florida if we don’t have a specific date to leave that null, and use Event Date for a lot of things when we’re summarizing data because we ensure it’s populated with an algorithm. It’s filled with the earliest date, which is often the Onset Date, but if onset date is not available, it’s not necessarily onset date.
· Annie Fine: That’s what we do in NYC in Communicable. There is consensus that this needs to be a data element added to MMG. We can move that process forward while having a separate conversation about what that Event Date would be, but still talk about Onset Date now.
· Janet Hamilton: I support that. It should be included in MMG, so if it’s used for data summaries on CDC side, we can include that date in our reconciliation process. When we’re using it, we would then be using the same information available to CDC.
· Sherri Davidson: Janet, I have a question - for the reconciliation process, are you suggesting using the year from the Event Date to determine the year it’s counted in?
· Janet Hamilton: I was not necessarily suggesting that. It is a good question and I think, depending on the disease-specific reports, sometimes people want to use Event Date when describing data. My own experience has been it’s not standardized across CDC how cases are counted. For those that have fallen more traditionally into the NEDSS submissions that those are more standardized, but some outside of that are not. We’ve had challenges with how cases are counted on Arbo side. We’ve also run into issues with Animal labs. I think this conversation can address those and bring standardization at state level and CDC. For the majority of our diseases, we are not using Event Date to assign when it should be counted. We use Report Date.
· Sherri Davidson: We don’t use Event Date either
· Janet Hamilton: It’s different when you want to describe your data in time with seasonality.
· Sherri Davidson: In those cases, we we don’t use Event Date either. If we want Onset Date, we use Onset Date and make note of ones that aren’t included. Wondering if we could consider how age has number and unit. For a date, could we pair with a field “if null, reason for nul.l” If it’s empty, could we recommend adding paired field to say “if null, why”? Either it’s not available or didn’t apply, etc.
· Shannon Harney: Need to discuss offline where we go with Event Date algorithm and how to apply. Right now Event Date issue affects lots of surveillance systems, it is often used synonomously with Date of Illness Onset, probably can’t untangle right now. We hope in this discussion we can figure out how to help jurisdictions during transition. We are straddling, there are some conditions that need Event Date in legacy format, and some MMG conditions that don’t require that. We want to come up with date of illness onset application that is true to MMG. We also have some conditions that are not using Date of Illness Onset: TB and STD. Some programs will be moving into MMG that may be leaving Date of Illness Onset null. In a 2020 world with NMI fully implemented, what do we want that to look like? In the interim, how do we help jurisdictions manage sending both ways. My question is how we make this possible. If you have an event date that’s required, what can we do to help? There can be challenges adding new fields to surveillance systems.
· Janet Hamilton: We do calculate Event Date, which is system calculated based on other available dates. Challenge is that any data described at CDC using Event Date is not consistent with our assigned Event Date. I would support leaving Illness Onset Date as null. TB is a great example with asymptomatic cases, but tons of other cases where that is true. Enterics have moved toward laboratory confirmed only for case definition; this is impacting diseases more and more. The other big disease with no illness onset date is chronic Hep C. We leave that field blank.
· Annie Fine: Chronic Hep C is another one for us. We do it the same way: calculate Event Date and leave onset date null if not available. We would like to get away from people manually reporting and interviewing, but there is no good onset date in EHR either. If we move away from manual reporting, having onset date will become increasingly difficult. I agree wholly we should leave it null when we can’t get good info and use other ways to calculate “first date”.
· Gillian Haney: We do exactly the same as NYC and FL in all diseases. Wanted to have event date defined consistently across all diseases. It is also defined as manual override if necessary, if there are nuances we can override the Event Date and enter specific date. Otherwise, it’s calculated behind the scenes.
· Laura Erhart: Event Date is calculated field that is often equal to Onset Date, but Event Date is always there even without Onset Date. The diseases without Onset Date are categories of diseases that don’t get investigated whether because of resources or confirming with laboratory. We have been filling other elements into Illness Onset, but I would support leaving it blank.
· Emily Augustini: Would anyone not support leaving it blank if we can approximate Event Date another way?
· Shannon Harney: If we can leave Illness Onset null, some systems don’t have separate Event Date. For those of you without Event Date, how feasible is it to create an Event Date element?
· Grace Oguntebi: What is being referred to by Event Date? Is that the general date for event that CDC uses for counting and reporting?
· Shannon Harney: Correc t- it’s not an actual date, but selected from an algorithm or hierarchy. Lends toward the earliest date. What we found out on first call, since Illness Onset is often used for Event Date, some surveillance systems don’t have separate elements and needed Illness Onset to be complete to have Event Date. The question is, if you’re in that situation, can you make a separate field to accommodate Event Date.
· Grace Oguntebi: In our system, we have that algorithm used to calculate date for Event Date, called MMWR date. Can also be overwritten by user if needed. Similar but not the same.
· Molly Crockett: Do you have a separate field for Symptom Onset Date?
· Grace Oguntebi: No, we do have symptom onset date field, but it’s a field with a qualifier. Sometimes it’s date symptoms began, sometimes date of entry, date of lab testing, or date of diagnosis. No one field will always be symptom onset date.
· Janet Hamilton: Event Date is required in NETSS. Knowing that, I would assume all states are populating it. Are some people not populating it?
· Sandy Roush: In the CDC Immunization program, we rely heavily on NETSS. Event Date is missing extremely rarely.
· Ruth Jajosky: Not technically required, but is in NETSS core record layout. Event Date and Date Type are not required. For MMG only, required elements are those minimally required to know type of message. Preferred are elements needed for surveillance. Required elements will prevent from sending to CDC. Most generic data elements are not required to not keep notification from coming to CDC as soon as possible, expect to be updated over time.
· Janet Hamilton: We always have Event Date on our cases, but it does change as case is investigated. I wouldn’t have a problem with having it be a required element. Updates would occur and field gets updated. 
· Laura Erhart: Ours works the same way. Our Event Date is always filled in and will change over time. Onset Date is different; we will send when we have it, but will be blank unless we put other things into that field.
· Rita Altamore: Same from Washington
· Shannon Harney: We would move forward with proposal that if you don’t have information to complete element true to definition, leave it null. It’s just knowing in the interim until we have solution for Event Date some jurisdictions may need a work around if they don’t have an Event Date. Please take back to surveillance system folks and provide feedback on or offline.
· What sources of information are you using to populate Date of Illness Onset?
· Options
· Patient/proxy interview
· Provider interview
· Chart review
· Laboratory test or result date, specimen collection date
· Proposal
· Patient = truth, provider info secondary
· Leave as null if asymptomatic
· Exclude laboratory information since it doesn’t relate to symptoms
· Janet Hamilton: We use patient’s date of onset, and if that’s not available use another date of onset if documented in medical record.
· Shannon Harney: So in that regard, it may be patient is the primary source of info, but provider or chart review can be on the same level, there’s not a hierarchy?
· Janet Hamilton: We do not have a defined hierarchy.
· Shannon Harney: Would the rest of the group be comfortable with the patient as the primary source of information and the provider as the second source, but, ultimately, excluding lab information because it’s not indicative of signs or symptoms?
· Annie Fine: We do the same thing. Patient is the source and provider info after that. There are times when you can’t find either and we do not use lab information. Sometimes we use an admission date if we felt that was indicative. That could be called the medical record.
· Sherri Davidson: I agree with Annie. If they presented on that date with acute symptoms that presentation date might be used. Otherwise it would be the patient and then the clinician.
· Janet Hamilton: Are you saying that admission date should be in the hierarchy? Or that’s another time we should leave it null?
· Annie Fine: I think health departments should have some latitude here and we shouldn’t overdefine it. There is sometimes subjectivity in assigning. Lab date is good to specifically exclude, but, in general, we would use patient over medical record. We might want to include language that it can be subjective but you trust the jurisdictions to do the best they could with the available information. 
· Emily Augustini: There probably has to be a caveat with all of these - “according to your best judgement.” If there’s a situation where the provider interview is more reliable, we’re not trying to preclude that. In the absence of other information, this is the best practice.
· Janet Hamilton: There have been instances where the patient was able to give information when they presented to the provider and later they can’t remember. That happened with carbon monoxide cases. They blacked out, and there some things available because of who was with them at the time they presented, but interviewing them later they lost a piece of their memory. We defaulted to using information in medical record because some of what they remembered didn’t make sense. 
· Shannon Harney: We can accommodate for that in the guidance. Some jurisidictions said last week they use admission date for legionellosis because the symptoms leading up to that are so vague. We can accommodate for admission date in the guidance recognizing it’s coming from chart or provider. Is there anything else we should account for? 
· Annie Fine: Is there a plan to have a specific attempt at a definition by condition, or are we saying that this will be applied differently for different conditions?
· Shannon Harney: For these two questions, we’re trying to standardize across conditions as much as possible. In a later question, we’re looking at the signs and symptoms you’d consider for date of illness onset and that’s where you see differences by condition. For those, we’d come up with categories as a proposal for how to move forward. Again, it goes to what will be useful to investigators when they fill this out. If we needed something tailored to condition we can do that, we just want it to allow for apples to apples comparison within a condition across jurisdictions. Does that sound fair?
· Annie Fine: Sounds great.
· How do you reconcile different dates of onset from different sources?
· Options:
· Defer to patient information
· Use the earliest date
· Proposal:
· Patient is truth
· Use earliest date for larger public health cluster investigation
· Annie Fine: For the patient = truth, it should be the reliable patient. Also, I do think it’s not necessarily the earliest date, because for some diseases the latest date is most important, like for PEP. 
· Janet Hamilton: If the patient thinks they were ill, but maybe it was two days later, for initiating the contact tracing, we would use the window. I don’t know that we should blend response activities with definition of the field.
· Shannon Harney: We had two voices on the last call. One says we would go with the patient information as the source of truth. The other says of these different information sources (patient, provider, record) we would take the earliest. The question is, is taking the earliest or latest date really blending with the purpose of the data element, like you said. My question would be if there are any thoughts one way or the other, if we could defer to patient info, as opposed to earliest or latest date.
· Janet Hamilton: To me, onset date is the earliest date patient started exhibiting symptoms.
· Jyotsna Ramachandran: For earliest date, we do that a lot in TB because there’s a high rate of misdiagnosis and people can be diagnosed with pneumonia but be infectious. Our primary purpose of collecting date of onset is different which is why we go with that and not the hierarchy. Because it’s such a long time, they can have recollection issues and might have been hospitalized previously for something else that was misdiagnosed TB. I think it depends on the disease.
· Annie Fine: I think we need to draw a clearer line. In defining onset date, I agree that earliest symptom associated with that infection should be the onset date. But when you say earliest date among a set of dates when you’re not sure which one is the true onset date, that’s where I have trouble saying it should be the earliest date. They’re different questions.
· Emily Augustini: I think it’s a difference between data quality issue and health issue, and we’re talking about the data quality issue. If you have different sources saying that the earliest date is different, which one would you pick? Would you go with the patient or just the earlier source?
· Annie Fine: I would go with the patient if the patient is reliable, and provider info if the patient is not reliable. 
· Shannon Harney: We will put this question back out for feedback on next call, and then jump into signs and symptoms.
Wrap-up/Action items 
Meeting minutes and presentation will go out on Tuesday.
Action items:
1. Please note: If you have anything additional to add to our last call’s discussion, you can still provide your comments on Date of Illness Onset in our Smartsheet feedback tool. 

Access Smartsheet on Illness Onset: https://app.smartsheet.com/b/publish?EQBCT=dd684ebb0ff0430ba11f5b4fb360a3aa 

Note: You can also link to this Smartsheet from our Basecamp workspace.

2. Please input your thoughts on Diagnosis Date in the Smartsheet form:
· What does this data element look like in the surveillance system? Is it a singular data element reflecting the Generic v2.0 description? Is the data element required? How is it used?
· What source of information do you use for Diagnosis Date? Clinical and laboratory sources, or only one? 
· [bookmark: _GoBack]If clinical, what information is considered the diagnosis? (e.g., Report from the healthcare provider to public health, provider interview, chart review and diagnosis/code, patient self-reported diagnosis) 
· If laboratory, what date is considered the Diagnosis Date? (e.g., order/specimen collection/resulted dates, date the results were printed for reporting, date the results were received to public health) 
· How do you reconcile conflicting information?
· Could there be a circumstance where there is no diagnosis from a healthcare provider or laboratory?

Smartsheet form: https://app.smartsheet.com/b/form/7470a461e8fb4aeeac5b5cddebf27770
Smartsheet feedback results (Your answers will populate this spreadsheet): https://app.smartsheet.com/b/publish?EQBCT=a81bc4538608448598ec8dc28fb34da8
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