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Utah Health Data Committee (HDC) Meeting Minutes
Tuesday, June 17, 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 Cook, Charles Hawley, Javier Chavez, Jr., Susan Longfield, Laura Summers, Tanji Northrop.
Members Absent: Terri Nehorai, Russell Trujillo, Mike Kennedy, Alan Ormsby, Curtis Newman, David Crockett, Jeffrey Eason, Rep. Norm Thurston, Patrice Hirning.
Staff Present: Patrice Nicholes, Bri Murphy, Ryan Christenson, Qing Xiao, Rebecca Clark, Jessie Lambrose.
Guests Present:  Jahn Barlow, Ryan Jubber, Joseph Delli Gatti - Molina
1. Welcome
Stephen Foxley, HDC Chair, called the meeting to order. 

2. Open seat discussion 
Stephen Foxley and Joseph Delli Gatti on ideas for applicants to fill open seats

3. Approval of March 18 Minutes  
The vote on minutes was pushed to a later time on the agenda to allow for a quorum, unfortunately quorum of 8 was not met and pushed to the September 16 meeting. 

4. Sub-Committee Reports

a. Transparency Advisory Group (TAG)
Ryan Christenson reported that a TAG meeting was held on April 22nd.  It was focused on the APCD data users survey.  We also spoke about the plan to put in quality comparison reports, with a lot of good input from subcommittee members.  
b. Data Use Sub-Committee (DUS)
Jahn Barlow reported the DUS met three times in the last three months.  We have approved seven applications and two amendments for existing applications.  All reviews were for projects for the University of Utah. The following amendments and applications from the University of Utah were approved:

April 3. 2025 New application: IRB_00165007- Psychiatric and Medical Complications Associated with Atypical Antipsychotic Use among Foster Youth (Campbell) 

New application: IRB_00179721- Disparities in Screening and Management of Hepatocellular Carcinoma in Chronic Liver Disease: Highlighting Ethnoracial Minorities in the Intermountain West (Fellows)

May 1, 2025 Amendment: IRB_00057455 - Prenatal Risk Factors for Developmental Disabilities. (Bilder) 

New application: IRB_00187445: Investigating the duration of transition to adult care for emerging adults with type 1 diabetes (T1D) in rural Utah (Canter) 

New application: IRB_00185020 - Data science to discover new patterns to improve cancer prevention, control, and outcomes (Tan)

New application: IRB_00186711: Association between radiation exposure from medical imaging and risk of malignancy in pediatric trauma patients (Russell)

June 12, 2025 Amendment: IRB_00118424: Capturing cancer recurrence in the Utah Cancer Registry and with Novel Data Linkages (Doherty) 

New application: IRB_00124278: Clinical and Familial Data, Tissue and Stool Studies of GI and Colon Cancer Risks in Cystic Fibrosis (CF) 

New application: IRB_00182258: Urinary Stone Disease: Familial and Environmental Impacts (Hotaling)

c. Utah Payers Advisory Subcommittee (UPAS)
Joseph began the conversation noting the Utah Payers Advisory Subcommittee was held with nothing to report back.  Joseph just got a new computer and his notes are on his other computer.  Ryan Christenson was able to pull up some information. The last meeting was held May 7, 2025.  Discussion was similar to TAG, spoke about the data users survey and reviewed the APCD data as well as the data submitter guide, a little more about pharmacy claims, quite the overlap noted on the similar claims and minor differences.         
d. Utah Healthcare Facilities Subcommittee (UHFS) was not discussed

5.   HDC Data Use Subcommittee process review  

Patrice Nicholes presented slides on some options for possibly updating the review process, looking for ideas of what role the data use subcommittee plays in reviewing identifiable data 


requests specifically for the U and asking if there is a more efficient way of making decisions such as email.  Do we need to cover all the items that we’re covering in an in-person meeting?  DHHS checked with our legal team and emails are allowed and something we absolutely could do.  Patrice has been asked from the department whether we really need to have the data use committee?  Since we already have the RGE and the University of Utah looking over them, that's something that could be looked at. 
 
 -Stephen Foxley Legislators during prior sunset review had concerns with what kind of identifiable data is out there and being accessed by parties. I would just want to make sure that we are clear that we have a robust level of protections in place for Utah residents so that their data isn't being shared kind of broadly and without outside of the purposes of the statute.

 -Dave Cook agrees about privacy and security and to make it more efficient.  Also to make sure we still have a good pathway for other state entities or groups that need access to data.
5. Report Review HEDIS and CAHPS – Ryan Christenson
Now have a more automated approach on pulling HEDIS data out of individual files that get sent to us. Will make updates to the website but have been able to provide the 2024 results for HEDIS.  

CAHPS; significant progress has been working to get 2024 completed as 2025 data is already making its way in.

6. Legislative Recap/Sunset Review – Patrice Nicholes/Kyle Lunt

The biggest item certainly for Patrice's group and for our division is that the current repeal date on the health data authority act here in Utah is set for July of 2026. That's normal, they've always had a repeal date on that act, and the department will go through a sunset review. And it's always been extended.
The legislature in the past acknowledged the value of having this data in terms of understanding cost and utilization around healthcare in the state of Utah. This year we're recommending that the same repeal date be moved back.  Kyle is working with the Office of Legislative Affairs and with Patrice to just formalize any recommendations we have. We'll try to get a legislator to run a bill for us to get that change put in the code. Probably strategically right now, we're thinking it makes more sense to just move the repeal date back than to get rid of it all together. The program has been around about 30 years. There could be a good argument to just get rid of the repeal date however, some legislators like to have it there in code so that they can come back and revisit things.  We would like to have a longer window, like 10 years, that allows focus on the work and not come back to this topic every couple of years. 

The only other thing we're exploring to address in the statute is in section 508 of that code. There's language around what can be shared with the department or public health authorities and it's caused a lot of confusion about what's allowed internally and what isn't, so we want some clarification from the legislators on that. Those would be the only changes we're really suggesting.
I also want to give everyone here a thank you. I think a few years ago we hit some unexpected resistance I would say in the house and the support from all the community partners actually made a big difference in getting legislators to actually get that bill moving and getting it done on the last night was pretty stressful. I think it passed around 11 p.m. on the last night of the session.
David Cook two years ago, there was a big issue around privacy and security and I think we need to have some talking points ready and to make sure to address that right up front.
7. APCD Survey Experience – Patrice Nicholes
Sent out 100 surveys, have only heard back from 15 people so far. Thinking about looking at another contact list to see if we can try again to see if we can get more data for this. 
Responses to the survey; 80% have processed medical claims, 80% enrollment, 73% pharmacy, 53% dental, and 20% provider pharmacy.  40% have been submitting data for more than 10 years, 33% for 5-10 years, and 27% were unsure. Would be interested to know what the costs are and if there’s any way to bring those costs down?

8. Including Medicare data in the APCD – David Cook

Review of last meeting on use case: per John from University of Utah, they will help fund this. The action item from the last meeting was to see what is happening in other states. Met with AK, GA, HI, CO, over the last three months. Every state is very different in how they request the Medicare data. Unanimous in all four of these states, the state DUA route is an easier route and less cumbersome with a lot of broad benefits to that avenue. 
· HI was really interesting and that the University of Hawaii does a lot with their data and is a huge partner with the APCD in HI
· CO has both avenues set up; state DUA and the qualified entity route, work a lot through nonprofit organizations
· Response from other states was to go forward and will help and support any barriers.
· Meeting with Patrice Nicholes (DHHS) 
· Exact cost is unknown until we start going down with the red stack group at Medicare. Will start in the coming month.
· Request additional help from DHHS organization experts that can help with OR and FL in their APCD request to make sure we have the right contact.
· The common response was the state DUA is more organized in the qualified entity and part of the reason it’s difficult to do the qualified entity route federally.

As we start to do these applications, one consideration is how far back do we go?  Because every year we add in more Medicare data as an expense.  If we go back one, three, five years, the first request will be the most expensive and then every year it's a lot less expensive.  One thing we did hear too is that it's gotten less expensive over time.  We're going to start meeting with Medicare and just see what this looks like.
9. Public Comment
No public comments submitted

11.   Adjourn
A motion was made by Stephen Foxley to adjourn the meeting. There were no objections. 
The meeting was adjourned at 4:15 PM

Next Meeting: Tuesday, September 16, 2025  (Hybrid)
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