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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 3-23-18

	Purpose:
	Kickoff CSTE Data Standardization Workgroup

	Date:
	3-23-18

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

	
	


Agenda:
	Time
	Agenda Item

	1:02
	· Welcome and roll call for members accessing via phone only
· Workgroup collaboration tools
· Basecamp workspace: https://3.basecamp.com/3164497/join/1guTDJpympSc 
· Smartsheet input tool

	1:10
	· Review discussion from 3/9 and project
· Discussion themes from 3/9
· Scope and goals of Workgroup through June
· Charter and governance document
· Project plan document

	1:15
	· Health event timeline graphic

	1:30
	· Illness onset date
· Significance of data element
· Gen v2.0 definition and any other starting points
· What source of information do you use for determining the date of symptom/illness/disease onset? Do you use the patient interview, provider interview, or chart review?
· What signs or symptoms do you count as the start of illness?
· Do you only include signs because they’re objective or also symptoms?
· Do you only include what is in the case definition, or also any related signs/symptoms?
· Do you only include signs/symptoms specific to that condition, or also those that are more vague (e.g., malaise)?

	1:55
	· Wrap-up
· Workgroup action items

	1:58
	· Next call: 1:00-2:00 ET/12:00-1:00 CT – 04/13/2018



Notes:
Roll-call for phone users
No members joined the call via phone only.
Collaboration tools
Reviewed Basecamp and Smartsheet for collaboration.
Discussion from 3/9
· Members are very engaged and the issues resonate with many of you. You have seen these issues within your jurisdictions and have hopes for improving data quality.
· Realized we have a lot of work ahead of us. Much can possibly be addressed by this group. 
Project scope and goals
· We have debriefed since the first call to review all of the great ideas and discuss the original charge of the group and where we can go from here.
· For the next three months:
· Focus on getting our methodology and tools finalized and determine how to use them best.
· We will be focusing on three data elements to refine processes.
· We will also conduct a survey to inform the long-term roadmap.
· There will be much to discuss at CSTE to finalize that long-term roadmap. We can start doing thinking on it now. 
· Long-term roadmap likely will include:
· Consensus work
· How data elements are applied (e.g., when report to CDC, which address to use depending on a different date)
· Explore working together with CDC’s internal harmonization activities
· Those conversations will start now and continue to progress.
· MMG – will determine appropriate involvement for WG
· MMG
· Short-term – use definitions to help frame discussions; consider existing/upcoming MMGs when developing long-term WG plan
· Long-term – where does this group fit in? Beneficial – as MMG in review, if data elements are complex, have a lot of variation, WG members may bring this to the group for a discussion and provide feedback .
· Full MMG review and aggregated group feedback; this may be beyond scope of group – will discuss over time
· Could be something a subgroup may want to tackle
Health event timeline graphic
· Presented first draft of health event timeline
· Health events are listed along the top; they are related to the patient’s experience 
· Along the bottom, Generic v2.0 MMG variables are listed; colors correspond to preferred or optional variables
· Feedback is requested on this visualization
· Are there other versions of this timeline that might be useful for you? (e.g., different diseases; level of health threats)
· Dates will vary by disease and case and how they relate to each other. Graphic won’t be true for every case, but should be a tool for guiding discussion.
· Which dates can we define, approximate or accept their ambiguous nature? This will depend.
· Lab results, at least for STD, seem far down the line.
· For some diseases, symptom onset might not be collected. 
· For certain diseases, may need to shuffle timeline events. 
· May also want to include specimen collection in top timeline. May fit after “Seeks Care”
· Lei Zhang: Lab collection date is critical. Lab result should be between admission date and diagnosis date. For STD, illness onset date often missing – lab collection date is usually earliest onset date.
· Ruth Jajosky: Timeline represents Gen v2.0. If you look at other guides, there are additional dates. May want to look at disease-specific guides (e.g., vaccination history). There are dates missing because these represent Gen v2.0. 
· June Bancroft: New MMGs, have illness onset date of each symptom (e.g., cramps).
· Rita Altamore: Think about the natural history of disease. If that is what we are representing, that is what we should do first. There is a lot of variability in the natural history of disease. Have a couple different timelines for different categories of diseases (e.g., asymptomatic). Different conditions grouped together and can be represented on different timelines. 
· Emily Augustini: Is the utility of the timeline establishing the change of events or seeing how the top and bottom fit together? Perhaps not as important where they fall on the timeline as seeing where they align with each other.
· Desiree Mustaquim: Agreed with how they align with each other. 
· Grace Oguntebi: With lab date, where sometimes will see just lab date, but dates we maintain are specific date. We should make it clear in the definition which date is important.
· Emily Augustini: Adding in a specimen collection is a good idea.
· Please keep the visual in mind as we move forward and consider whether there is a graphical representation that will help as there are discrepencies. Use Basecamp for feedback or email. 
Illness onset date
· Molly Crockett: Historically, the earliest date we go to. In the CDC algorithm, earliest date associated with an event. There is much more variability than we realized based on feedback we have already received. 
· Illness onset date: 
· What is it used for? Why do we need to know the earliest date?
· Important for finding exposures and when infectious
· Prophylaxis
· Looking at it in the context of other cases and over time
· Gen v2.0 definition: Date of the beginning of the illness. Reported date of the onset of symptoms of the condition being reported to the public health system
· What source of information do you use? Sympom/illness/disease onset
· Shannon Harney: Information is being collected differently based on need. Most use patient (proxy) interview, provider interview and chart review. Patient (proxy) interview especially helpful. Varies by program. 
· What source of information is more important than others?
· May depend on each case
· Molly Crockett: For MA, provider interview is used mostly. 
· June Bancroft: Works with all disease types. Chronic Hep and Lyme Disease have been most problematic. Has a new field that is a calculated field based on the disease it is. HIV uses diagnosis date. 
· What are rules of thumb when dates different between provider and patient? How is this decision made?
· June Bancroft: We use the case interview date in Oregon. Public health probes more than providers do. Often, on re-interview, can probe them more so date can be used in relevant ways for public health.
· From NYC: Error on side of caution. Depending on chart review or patient states different onset, might chose to go with earlier date to be on safe side. 
· Perhaps not about source, but which one comes earlier to capture potentially exposed individuals. 
· If thinking about symptom onset date, do you look for any symptoms, part of case of definition? 
· June Bancroft: We have a variety of different onsets. Symptom onset date would depend on the disease. 
· Grace Oguntebi: Most of diseases, we consider a date of general symptoms. Some diseases have different fields for specific onset dates (e.g., fever, etc.). We have a field that says date that reflects illness date and then have a modifier that allows statement about what that date is. So, in some instances, don’t have illness onset date. Some programs might do it differently. Works mostly with VPDs. But as far as know, in NC, if it is the date symptoms began, when did patient start to feel bad. If there is a specific symptom interested in, there is a field further down that goes along with that symptom. 
· June Bancroft: Only ask about symptoms that are associated with the illness. Try to limit to what is in case definition, but can be affected by which disease. 
· How handle differently across different diseases?
· Judie Hyun: Legionella; sometimes come into hospital without particular symptoms (e.g., malaise), so have also used date of hospitalization if can’t define a particular respiratory date
· Corinne Thompson: Does some thing with Legionella
· Shannon Harney: A lot of variability and, generally, anything that is the earliest of what you are looking for might be acceptable
· For reconciling dates – if have patient or provider, go with patient; or look at earliest date
· June Bancroft: How to address the issues of different diseases and use different dates and what is the most crucial date. Depends on disease or disease group we are looking at. 
· Molly Crockett: To come to a consensus, we need to agree on what this is supposed to mean. More globally, what is this supposed to mean? For Genv2.0 – specific to when symptoms began. In an ideal world, what would this date element mean?
· June Bancroft: Genv2.0 does pull out the disease for which the conditions are being reported. It is specific. That is the definition, but you’ll notice it does pull out the symptoms. The whole calculation – no onset, blank and use report date, etc.; that is what we have done, too. Historically, we’ll calculate that. That is the field we will use to count cases, which gives consistency in trending. This is where MMWR can be challenging (e.g., if first of year falls on a Wednesday). And it is important how you count cases. What field are you using to count cases?
· What do you do if you do not have any information?
· EJ from NYC: We do nothing if we don’t have it. We just move on. 
· Shannon Harney:
· We don’t need it; we don’t collect it | or we do need it, so we replace it with something else or approximate it with something else? 
· Members chimed in that this is what they do in their areas.
· Are there any dates that have been missed to approximate illness onset date?
· For Zika, last exposure date for asymptomatic. 
Wrap-up/Homework 
Meeting minutes and presentation will go out on Tuesday.
Homework:
1. By Friday, April 6: Please provide your comments on Illness Onset date in our Smartsheet feedback tool. 

[bookmark: _GoBack]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. By Wednesday, April 11: Please input your thoughts on Diagnosis Date on the message board in Basecamp to get us started on our next data element discussion.
· How do you determine the date of diagnosis? Do you use only the provider diagnosis from provider interview or chart review?
· Could date of diagnosis instead be the date public health confirmed a case status, or when the lab confirmed the test result?
· If the you do not have the source or information specified above, do you use other information to populate this field or leave it blank? 

Access Basecamp: https://3.basecamp.com/3164497/join/1guTDJpympSc
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