[bookmark: _GoBack]Utah Health Data Committee Meeting 
Minutes
Tuesday, May 10th, 2016

3:05 pm - By majority vote of those present, Lynette Hansen presided in the absence of the chair or vice-chair.  The chair, Vaughn Holbrook, arrived and began to preside at approximately 3:15 pm. 

The meeting took place between 3:05 and 5:00 pm in Room 125 at the Utah Department of Health 288 N 1460 W Salt Lake City.

Attendees:
Mark Bair (phone, until 4)
Alan Ormsby (phone)
Michael Hale (phone)
Tanji Northrup
Lynette Hansen
Vaughn Holbrook
Jim Murray
Justin Jones
James VanderSlice
Hinkley Jones Sanpei
David Purinton
Steve Neeleman
Lynda Jeppesen (nominee)

Excused: Kevin Potts, Sharon Donnelly

Motion to Approve Lynette Hansen to conduct the meeting
Motion: David Purinton
Second: Tanji Northrup
None opposed

Motion to allow Lynda Jeppeson, new member replacing George Myers of Zions Bank as the large business representative to speak at the table
Motion: David Purinton
Second: Jim Murray
None opposed

Data Use Subcommittee discussion of multiple data users
The Utah Cancer Registry (UCR) was used to illustrate the challenge of discerning the difference between one project and several projects by researchers sharing a dataset. This is significant because the price of data for a single use is half the cost of the data for multiple projects.
In the case of UCR, when they first applied for the data they were asked to narrow their scope of uses. When they reapplied for data it was unclear how many projects and  partnerships were using the data. Jim VanDerslice said that a large scope was common in the research world. 
Key Points from Discussion
1. Researchers group together to buy data so they can afford it and pay the multi-use price. 
2. The data use committee holds the principle of least information necessary. When there are multiple projects there is a risk that researchers will have more information than they need.
3. Projects can be similar.  i.e., studying effects 5 years after different types of cancer. Yet they are different data sets and different projects. 
4. Number of IRB approvals aren’t necessarily a flag because the projects may have a similar theme and just trade out the ‘x’ and ‘y’ variables.  
5. Are the projects in the original request? Are the users in the original request?
6. The Data Steward (PI) needs to know what is going on with the data. If he doesn’t, this is a multiple project flag.
7. Different teams are a multiple project flag.
8. Different servers on which the project resides signals a different project. 
9. An institutional level agreement would prevent these issues.
Approval of minutes- 
Motion to approve March 15th, 2016  minutes
Motion: David Purinton
Second: Lynette Hansen, with note of misspelling needing to be corrected
None opposed

Public/Private Partnerships
OHCS frequently receives requests from private companies that want to repackage or otherwise use  OHCS data to develop business models or support their clients. They propose a range of needs and payment arrangements. OHCS staff reviewed four recent requests to engage clients with APCD data.  JEN is asking for research data to develop a client support model for health care providers.  Their proposal adds value over what OHCS can do because it will give OHCS access to Utah Medicare Data. The Lewin Group is providing contracted services for the Utah Insurance Department and is interested in providing data validation and Evidence Based Medicine Reports to OHCS in exchange for the use of data for a Utah-based risk adjustment project they are doing for the Insurance Department. They are also potentially interested in using the data (now that they have developed some expertise) for other uses.  Two other project requests have recently been received that have a similar construct - requesting use of some or all of the APCD data to build a service model for their clients.

Key points from Discussion
1. Our rules do not allow users of the data to attempt to identify or contact anyone.
2. The rules do not allow users of the data to provide public reports that compare providers or data suppliers without prior provider review.
3. The primary purpose of the data is for bonafide research and statistical purposes into quality and cost (by anyone).
4. OHCS has a mandate but lacks capacity to present a great deal of information to the public.
5. In order to reach the broadest audience possible, OHCS is acting as a wholesaler of data that can then be retailed by the private market.
6. Data use by the private market should be for the good of the people of Utah.
7. Since there are costs involved by many players in providing and processing the data, when possible, data submitters should receive some consideration or possibly reimbursement for their costs to submit data with revenue from data sales.
8. Data use by those OHCS partners with will still be tightly controlled.
9. These arrangements may be outside the purview of the data use committee.
Subcommittee Appointments
[bookmark: _gjdgxs]A list of updated appointments reflecting responses from the last HDC meeting were circulated.  It was noted that there are still two critical vacancies on the Data Use Subcommittee.  Subcommittee appointments are made under the authority of the chair.  Steve Neeleman and Andrew Knighton (Intermountain Healthcare) were recommended and appointed to the data use subcommittee by Vaughn Holbrook.
Gobeille Decision
On March 1, 2016, the Supreme Court ruled that ERISA covered employer sponsored health plans could not be required to submit data to state APCDs.  These plans are potentially 40% of the APCD. OHCS is working with other states and the federal government on solutions to prevent loss of useful data. One solution is for the Federal Department of Labor to require all plans to submit. This is in the works and will take some time.  
The timing is actually not unfavorable since we had collected almost all of the 2015 claims.  We can go ahead and process those now and will miss less than 5% of the data - claims that occurred late in the year but were not processed yet. Final processing of 2016 data won’t be until May of 2017, so the state has a year to figure what to do. OHCS invites HDC discussion on what the state can do independent of the federal efforts. 
Key points from Discussion
1. OHCS should not immediately pursue rules that require carriers to demonstrate that they are giving all required data to the APCD.
2. Carriers should not charge self-funded plans if they choose to stay out of APCD reporting.
3. The Gobeille decision is going to cost the carriers as much money as it cost them to program to the 3M platform, which was a lot. A marketing push could require a lot of reprogramming as some want to be in and others don’t.
4. The self-funded plans reported to have been contacted about voluntarily submitting claims have uniformly said that they do not want to contribute data to the APCD. Is this a result of how they are approached or more likely that they have little or no understanding of the value?
5. Small business owners do not want to take on the risk of a privacy breach. If the legislature passed an indemnity rule they would be more inclined.
6. There has been demonstrable value in information coming out of the APCD.
7. Supporting the Federal Department of Labor requiring a uniform submission is the best strategy to save the APCD.
8. When reaching out to businesses it is of utmost importance to show how the APCD can benefit owners and employees in both lower costs and better health.
9. Final marching orders to staff - 1. Continue to work with the feds with the hope of a “home run” in getting DOL to require all employers to submit data. 2. Work with the local business community to make the business case for continuing to submit data. 3. Prepare possible legislation to protect businesses and their administrators if they voluntarily submit data. 4. Hold off on any rule changes until there is more clarity. 5. Work with highly impacted insurers to make sure we have a plan to get the required data in a timely manner.

Pricing
OHCS is bound by the pricing structure adopted into state law.  It is fairly rigid and does not allow flexibility when needed.
Sometimes, OHCS gets requests for data that are for a small subset or slice of the data and it seems that we should not be charging the full data set price.  Should OHCS request a more refined pricing model?  If so, how should we differentiate between full and partial data sets?  Fee schedule change requests are due in August.  Staff will circulate information about our current fee schedule and proposed changes by email.  HDC members should provide input over the summer.
Meeting adjourned at 5:00 p.m.
