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Utah Health Data Committee (HDC) Meeting Minutes
Tuesday, March 18, 2025

3:00 PM:
The meeting was called to order by HDC Chair, Stephen Foxley.
Members attended virtually and in person. Pursuant to the Utah Open and Public Meetings Act, an anchor location was available at the Cannon Health Building, room 125. Access information was posted on the Utah Public Notice Website.

The meeting was scheduled from 3:00 PM to 5:00 PM.
[bookmark: _heading=h.gjdgxs]
IN ATTENDANCE:
Members Present:  Stephen Foxley, David Crockett, Jeffrey Eason, David Cook, Charles Hawley, Javier Chavez, Jr., Rep. Norm Thurston, Alan Ormsby, Susan Longfield, Curtis Newman, Tanji Northrop. 
Members Absent: Terri Nehorai, Russell Trujillo, Mike Kennedy, Laura Summers, Alan Ormsby
Staff Present: Patrice Nicholes, Rick Little, Bri Murphy, Ryan Christenson, Julie Olson, Qing Xiao, Mike Martin
Guests Present:  Joseph Delli Gatti, Jahn Barlow
1. Welcome
Stephen Foxley, HDC Chair, called the meeting to order. 

2. 	Approval of November 19 Minutes
There was no vote to approve the November 19 minutes as the HDC did not have a quorum.

3. Sub-Committee Reports

a. Transparency Advisory Group (TAG)
Ryan Christenson reported that a TAG meeting was held on January 28.  It was focused on some reports that were finished up toward the end of last year and had had some issues with getting the access rights to load those reports onto the open data catalog. Despite a delay, they're up now.  That was one of the primary topics at our TAG committee meeting.  We talked about our TAG goals. Our next meeting will be held on April 22, and we'll be engaging more with the clinic quality comparison report. There's a lot of groundwork that goes on in that subcommittee to get us on good footing for a successful report on clinic quality.


b. Data Use Sub-Committee (DUS)
Jahn Barlow reported the DUS met four times since the last meeting on November 19.  The following amendments and applications from the University of Utah were approved:

December 5, 2024
New Application: IRB_00174362 - Benign Prostatic Hyperplasia (BPH): Familial Patterns, Environmental Exposures and Associated Comorbidities (PI Jeremy Meyers)

January 9, 2025
Amendment: IRB_00114531: Breast Cancer and Air Pollution (PI Anne Kirchhoff)

February 5, 2025
Amendment: IRB_00133626: Safe UT Crisis Text-Messaging App Outcomes Research-Part 2 (PI Brent Kious)

March 12, 2025
Amendment: IRB_00139087 - A multicity study of wintertime inversions and acute cardiorespiratory health events in the western U.S. (PI Heather Holmes)

Amendment: IRB_00144032 - Variation in the rates of fracture, fixation, or arthroplasty between and within the various types of metastatic disease (PI John Groundland)

c. Utah Payers Advisory Subcommittee (UPAS)
The Utah Payers Advisory Subcommittee was held on 02/05/2025. Notable Guest: Nick Varney, an Audit Methodologist for the Utah State Legislature. The meeting was primarily an informational session with discussion. Topics discussed include the retirement of Terri Dowling of United Healthcare of Utah being replaced by Heidi Szenkum, recent APCD projects, exception requests and the need for good explanations accompanying them, and the updated national common data layout (v4.0), They also overviewed some current projects.   
d. Utah Healthcare Facilities Subcommittee (UHFS)

David Crockett reported that the last meeting was February 6th with 25-26 in attendance and it was our first one with read ai meeting notes. On the agenda, they introduced Patrice Nicoles as the new leader. We reviewed recent projects and the uses of facilities data. We walked through the submittal submission schedule for the data guide and reviewed some recent publications on the open data catalog. The next meeting is May 1. 






New Business

4. HDC Membership, Subcommittee Chairs & DUS Membership – Stephen Foxley

There are a few open positions on the health data committee that we wanted to call out in case anybody had some recommendations.  Specifically, last year, the legislature added several seats to the HDC, one of which was for a data privacy advocate. There's also one that would be filled by the legislature and then one that would be filled by the DHHS. If you know somebody that would be a good fit for that, please let us know.  We are also looking for a licensed physician and a physician representative, so if there's someone from your organization in either of those categories or if there’s somebody who would potentially be a good fit and has an expertise in healthcare data. We have three seats that we are looking to fill there. 
Lastly, both the tag and data use subcommittee are looking for potential new chairs. One option would be for them to come from this group. The other possibility is, as we’re doing with the payer advisory subcommittee, you do not need to be a member of the health data committee to chair one of the subcommittees.  HDC committee members are encouraged to reach out if they know somebody from their organization who is active in either of those groups and would be a good fit.  If no interest is expressed before the next meeting, there might be some calls and requests for volunteers.
5. Report Review – Ryan Christenson
Ryan presented showing interaction with the Utah.gov website and where to find reports, how to sort for the most recent reports to appear at the top. The 2022 and 2023 clinic quality comparison reports are up.   This data set includes comparative information for clinics in Utah for medical claims for the years 2022 to 2023 and the basis for that is our APCD database.  We have links to older years of the same report that are nice to be able to see what those results looked like in previous years. Hospitalization for potentially preventable complications was one of our new measures in addition to a few others.   The open data catalog platform allows for geocoding of addresses.  There’s an option to export the data and then actually have a map produced.  

The other report that was released, in addition to clinic quality comparison, is the Common Medical Procedure Prices. This one was split into two separate reports for 2022 for 2023.

6. Legislative Recap/Sunset Review – Patrice Nicholes
	
House Bill 444 changed the date of compliance and some of the parameters for compliance, including data privacy training requirements and privacy annotation for records and websites.  There are a lot of requirements about creating some training programs with the state archives and training programs within offices and departments just to make sure everyone's trained well on compliance and data privacy.


The office of data privacy was directed to work with governmental agencies to study research and identify best practices regarding automated decision-making, the creation and use of synthetic, deidentified or anonymized data and the use of website tracking technology.  Also, contractor requirements were updated. After July 1, 2026 contracts will need to state that the contractor will follow the same processing and access of data practices as a government entity they have contracted with. Therefore, contractors will need to use the same policies and procedures as the department.
Bri Murphy commented that in practice, with HB44, or how the department has applied it, especially working with this data under the Health Data Authority Act, is where it is more specific. We comply with the Health Data Authority Act where it's more specific and then with the GDPA where it's more specific such as notices. The Health Data Authority Act does not have any requirement for notices if there's a breach or anything. That said, there's rarely any privacy incidents that I've seen coming out of there.
Rep. Norm Thurston added that the bill does restate because it's already under law. The current law says if a governmental entity is subject to a more restrictive or more specific provision of law, then the more restrictive provision applies. and they reworded it to simplify it to say if any provision in this part conflicts with another provision of law, the more specific or more restrictive law shall control. So, it’s not really a change.  Rep. Thurston’s legislative recap is that health data got a free pass this session compared to prior sessions. There was not any real discussion about it - no real anxiety or concerns.
Stephen Foxley reminded the HDC that the Health Data Authority Act is up for sunset review again in 2026. We can have that be part of the interim discussion for 2025 so that it's prepped and ready for 2026.  Patrice Nicholes added that throughout the year if you want to document any valuable uses of the data that come up, if there are some wonderful things that happen from using the data, any testimonials or thoughts about how the data is valuable to the state of Utah, then please make note of them and bring them to our attention. That could only help our case next winter. Patrice also asked if anyone was interested in a workgroup for the sunset review preparation to let her know (Stephen Foxley and David Cook expressed interest).  Stephen added that it would be helpful or worth having a motion from the HDC (this committee now being an advisory group) that the HDC recommends that the sunset be renewed – an action item for the next meeting. 
Rep. Thurston encouraged an early conversation with the standing committee chairs – Representative Belinder and Senator Grover so that the review is on their radar and that if they have concerns or questions to get those to you so that you can address them. Lastly, he recommended that you have a team of interested parties that includes people from the private sector and from universities, etc. so that it's not just one government agency versus another branch of government - that there is this private interest of the taxpayers and the citizens to help make your case.


7. APCD Survey – Patrice Nicholes
Patrice Nicholes presented a survey that was conducted regarding the APCD.  The survey was sent out earlier this year to everyone who has used our data in the last couple of years so that we could get enough respondents to just find out where they see the value in APCD and HFD data.

8. Including Medicare data in the APCD – David Cook
David Cook presented.  The presentation included the following:  
History – UT
•	The UT APCD has not had Medicare data since 2016.
•	Brought up a couple years ago and some interest in pursuing.
•	Discontinued for cost, maintenance reasons.
•	Comagine Health’s recent experience for the OUHC (one time purchase).

UT statistics
•	465,223 individuals with Medicare in (roughly 12% of the state)
•	31,000 individuals in Utah are dual eligibles (both Medicaid/Medicare)
•	43% -- Medicare Advantage, 57% Fee for service Medicare

Two pathways to get data – State DUA
State DUA are used to support research on behalf of the State or research that is part funded by the State. They are not restricted to measuring provider performance and do not require the annual reporting that QE does. Additionally, states can share data internally if they monitor and track that all users are performing according to the single overarching DUA.

-	DUA allows for various research uses as a state entity; regular updates to CMS on what’s happening with the data
-	There is not an audit or certification process like the QEs go through, but they do need a Data Management Plan
-	Data is obtained in a similar manner to QEs from ResDac and it’s usually a standard extract just like QEs get
-	Request must go before CMS privacy Board

Two pathways to get data – QE Program
The QE program makes sense if the state/entity is already doing or planning to perform public reporting. The public reporting has to further improvements in public health through assessing provider performance. 



The QE program has specific requirements that entities have a matching data source and publicly report at least 1 annually at the regional/location level or at the provider level. Making changes to processes related to public reporting (even updating a website) is somewhat tedious, time-consuming, and I don’t think that it really suits State Government or Agency.
-	Must report on certain CMS approved measures and may require a correction and appeal process
-	QEs can perform non-public analyses for authorized users (users with a relationship to the data)
-	QEs can allow for use of the data through an approved research DUA
-	Internal data use usually means that researchers don’t have to pay again for data; but they have access only to what the QE has purchased. The QE usually pay per data pull and don’t have to pay the $2,000 admin fee
-	The QE data cannot be disclosed outside of the research DUA, public reporting, or Authorized user agreement
-	It’s my experience that cost of the data runs from about $7,500 to $10,000 per draw (more frequent draws increase cost)
-	The QE DUA does not have an expiration date- the certification timeframes identify expiration
-	There is about a 9-month period to get certified- which is similar to moving through an audit on how the organization handles and stores data. Once the organization passes these phased audits and declare the level of reporting, they may need to show they can perform corrections and appeals if reporting at the provider level. They have 1 year to report out (public reporting). The QE also has to recertify (go through the larger audit) every 2 years to keep the certification.
-	They have a good QE Program guide and also provide each QE with a Project Manager that usually follows the QE through the certification process and regularly answers questions

Comagine Health recommendation
-	The State DUA route makes more sense from an administrative burden standpoint. – not as onerous
-	Worth exploring feasibility and funding options

9. Public Comment
Norm Thurston made an announcement that NAHDO is having their annual in-person networking sessions on May 7. Health Data Committee members are considered part of the Department of Health and Human Services membership.  So, if you are an employee of DHHS or if you're a Health Data Committee officially appointed member, you're eligible for member rates.

10.   Adjourn
A motion was made by David Cook to adjourn the meeting. There were no objections. 
The meeting was adjourned at 4:30 PM

Next Meeting:  Tuesday, June 17, 2025 (Hybrid)
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