


Department of Rehabilitation Traumatic Brain Injury Registry Subcommittee Meeting Minutes
Tuesday, August 3, 2020
3:30 p.m. – 4:30 p.m., Videoconference

Committee Members (present):
· Daniel Ignacio, St. Jude Brain Injury Network and TBI Survivor (Chair)
· Dr. Henry Huie, Santa Clara Valley Medical Center 
· Dr. Maheen Adamson, VA Palo Alto Health Care System and Stanford School of Medicine

DOR Staff (present):
· Tanya Thee, TBI Grant Administrator
· Megan Sampson, ILATS Chief                         

Absent:
· Dr. Katie Shinoda, Dignity Health and Mercy General Hospital
· Dr. Bennet Omalu, Bennet Omalu Pathology 
· Dr. Steven T. Chan, Physical Medicine and Rehabilitation (PMR) at Kaiser Permanente

Members of the Public: 
· Bryant Farnham 

Call to Order
Chair Ignacio called meeting to order at 3:33 p.m. 

Agenda Item 1: Welcome and Introductions
Lead, Daniel Ignacio 

Agenda Item 2: Review and Discuss July 6, 2020 Meeting Minutes
Lead, Daniel Ignacio 
Quorum was not met; meeting minutes will be approved at next meeting.

Agenda Item 3: Data Elements
Lead Ignacio began discussion on Data Elements discussed at last meeting.  Some of the requested data elements were received from 2018, quarter one. This was most complete with three counties missing (Imperial, San Francisco, and Santa Clara counties). From that data, Lead Ignacio drafted a demographic report that was sent out a couple of weeks ago.  
Member Huie asked if it was possible to get a year of information rather than just one quarter. DOR Chief Sampson explained that the data we received was the most complete data available, many of those currently working on the registry have been deployed for COVID-19 and/or wildfires.  

Chair Ignacio stated the top ten injury codes were included in the report sent out. Fall, pedestrian collisions, assaults, etc.; and 65.9% were male, alcohol was involved in 60.8% of the events. Over half of unique events were suggestive of a head injury, and over half of those were released to go home without any services. Less than 1% were unknown or unrecorded for insurance. The data from the California Trauma Registry was not what he had been hoping for. Looked into other avenues of getting data through conversations with Maria Crowley from Alabama and Judy Dettmer of Colorado, had discussed an idea of going through all accounts payable and get codes from there and follow the money. Chair Ignacio went through all accounts payable with St. Joseph’s Health Care System. An excel spreadsheet was received with the most up to date codes (version 37). A sub list of codes was created that included codes that are suggested of head injuries. There are currently 549 ICD codes which are TBI related plus 135 symptom codes for low level potential brain injuries.

Member Huie had a concern about duplicated data and doing unnecessary work. Chair Ignacio stated the trauma registry is understaffed and the registry is not being updated. DOR Chief Sampson stated EMSA has several data sources; however, EMSA does not have the ability to enforce the reporting requirement. One possible direction would be for DOR to provide a one-time fund to assist with staffing to bring the registry up to date or partner to assist with updating the data. Another option would be to partner with the Center for Disease Control (CDC) National Concussion Surveillance Project.

Member Adamson liked the idea of assisting the trauma registry and then adding in the TBI variables. Also asked what DOR guidelines for PHI and delivery of data we would be following. Chair Ignacio said PHI can be de-identified. 

In March, the CDC had a discussion on concussions. NASHIA was involved along with California Senator Staffers. There was an effort to increase the funding for this project by 5 million dollars. In April, Senators Feinstein and Harris have signed to approve the CDC’s National Concussion Surveillance Project. 

Member Huie believes we should focus more on the actual TBI codes rather than the symptoms since there is a lot of overlap with other conditions. DOR Chief Sampson responded that at times, the TBI Injuries may not be diagnosed right away or ever timely although though there are symptoms. If the TBI codes are the only focus, potential patients may be missed. The codes will be sent to DOR Staff Thee and she can forward them to committee members. DOR Chief Sampson suggested to partner with the California Highway Patrol (CHP) to obtain crash data. We can partner with CHP or a private insurance companies to receive information for additional information to identify potential TBI consumers. CHP has their own registry for crash data which includes the individuals, severity, medical received, etc.

Chair Ignacio asks members if it would be a viable to continue to try and get information from medical centers. Member Huie believes that we should focus our energy on data that is already available through the trauma registry.

Chair Ignacio asked member what the conclusions are we are hoping to make from the data elements. Member Huie asked if the Advisory Board was still looking to get a statistician or epidemiologist as was mentioned at the last Advisory Board meeting. DOR Chief Sampson will look into this and get back to Member Huie.

DOR Chief Sampson will try to obtain copy of the CDC data to get a better picture of what their data look like. We need to know what we want to do with the data to know what our result will be.

DOR Chief Sampson stated the committee needs a goal for year three and plan as if there is no year four. Need a broad estimate of what funds will be needed.  Lead, Ignacio stated the ball park figure is $70,000 to initiate and $10,000 to maintain. Public Member Farnham stated that it is unclear as the goal of the registry – gather data for research papers or to provide services to consumers. Member Adamson stated the primarily goal is enhancing services and making them accessible to consumers including DOR consumers as well as, assisting clinicians and researchers with suggesting treatments.

Agenda Item 4: State Partnerships - Idaho
Lead, Daniel Ignacio 
Idaho had to reschedule to a later date.

Agenda Item 5: Project Plan Tracker
DOR Staff, Tanya Thee 
No discussion.

Agenda Item 6: Other/New Business
Lead, Daniel Ignacio 
No discussion.

Agenda Item 7: Public Comment
No public comments.

Agenda Item: Adjournment
[bookmark: _GoBack]Motion to adjourn by Member Adamson with second by Member Ignacio at 4:30 p.m.
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