


Department of Rehabilitation Traumatic Brain Injury Registry Subcommittee Meeting Minutes
Friday, September 27, 2019
1:30 p.m. – 2:30 p.m., call-in meeting
Location: Department of Rehabilitation, Conference Room 407
Address: 721 Capitol Mall, Sacramento, CA 95814
URL: http://www.dor.ca.gov/boards-and-committees/TBI


Committee Members (present):
· Daniel Ignacio, St. Jude Brain Injury Network and TBI Survivor (Chair)
· Dr. Henry Huie, Santa Clara Valley Medical Center 
· Dr. Katie Shinoda, Dignity Health and Mercy General Hospital
· Dr. Maheen Adamson, Defense and Veterans Brain Injury Center and Stanford School of Medicine
· Dr. Bennet Omalu, Bennet Omalu Pathology 
DOR Staff (present):
· Tanya Thee, TBI Grant Administrator
Absent:
· Dr. Steven T. Chan, Physical Medicine and Rehabilitation (PMR) at Kaiser Permanente
Absent:
· Elizabeth Winward, California Trauma Registry (EMS Authority)
· Tom McGinnis, California Trauma Registry (EMS Authority)

Agenda Item 1: Call to Order
Daniel Ignacio, Chair 
Meeting was called to order at 1:35 p.m. and quorum was established.

Agenda Item 2: Welcome and Introductions
Daniel Ignacio, Chair
Chair Daniel Ignacio opened the meeting and welcomed members and guest speakers.

Agenda Item 3: Review and Discuss the June 27, 2019 Meeting Minutes
Daniel Ignacio, Chair

Meeting minutes were approved by agreement because committee members who attended by phone did not notice their addresses in advance. Therefore, all members were considered as members of the public. 
Agenda Item 4: Review the Mission Statement for the TBI Registry Subcommittee
Daniel Ignacio, Chair
Do we still want to look at what other states have as a Mission and Vision before approving ours?

The mission of the Traumatic Brain Injury Registry (TBIR) of the State of California is to gather demographic and clinical data on traumatic brain injury (TBI) in order to improve the quality of life of survivors.

Goals of our mission:
1. To determine and monitor the he incidence/prevalence of TBI (e.g., demographics, diagnosis, date of injury, mechanism of injury) across the state.
2. To guide the development of legislative policy and the enactment of regulations and laws that will support survivors of TBI as they reintegrate into their respective communities.
3. To provide standardized and high-quality data that will facilitate a better understanding of TBI in California to develop new measures for prevention and treatment.

Katie suggested like the ideas that are included but would like to keep it as clean as possible with minor edits. Maybe remove ‘the mission of the Traumatic Brain Injury Registry (TBIR) of the State of California’, start with ‘gather demographic and clinical data on traumatic brain injury (TBI) in order to improve the quality of life of survivors. Maybe want to include to guide public policy.

Agenda Item 5: Discussion with Elizabeth Winward and Tom McGinnis on the TBI Registry background
Daniel Ignacio, Chair

The state’s trauma system requires the trauma centers submit data on a regular basis (average is a quarterly basis), will not likely ever be real time and orientation.
Compliant with National Trauma Data Bank (NTDB) and have approximately 200+ elements collected, no customizations for data collection because of cost (very expensive) and software (customizations can cause data to have mapping errors.
All patients with trauma injuries, regardless of how the patient arrives at the medical center, must be entered into the database. 
Most of data elements that the TBI registry are likely already being collected by the state’s trauma system registry.
The timeliness of data submissions is something that is currently being reviewed.
The data is exported in spreadsheet form and not user friendly. 
Do not see the there being a change what data is currently being collected due to funding.
[bookmark: _GoBack]There used to be the California Trauma Fund funded by the legislature; however, no funding has been added to the fund since about 2009; the legislature has not made it a priority to add more money because hospitals are up and running and they charge fees for these sorts of things and so the state does see the need to supply any additional funding.
The state trauma data registry and EMS data registry are through the same vendor to make the trauma registry. 
Elizabeth Winward is the only one responsible for the trauma registry.
The cost to get up and running was very minimal, approximately $65,000, to set up because there was already an EMS data registry and the cost to maintain the registry is approximately $22,000 per year.
The ultimately goal for the data that is gathered is to do a comparative analysis of the state level data with the national standards to lead performance improvement and patient safety initiatives.
There are legislative requirements that trauma centers must submit the data.

The TBI registry subcommittee will provide Elizabeth with a list of potential data elements to compare with the data elements already being collected.
Dr. Omalu suggests reaching out to other states and determine what software they are using for their registries.
Daniel made connections at the NASHIA conference and spoke with many other state contacts and most are using own internal software or Intrack.
Dr. Omalu pointed out that the TBI registry needs to be able to gather unique information versus the state’s trauma registry if we want to also have required regulations and the state’s backing.
Daniel said some states he spoke with were sending care packages and information to patients once they were entered into the system; they decided to not include mild injuries since they were receiving complaints from the patients.
Daniel states there is a plan for a national head injury registry but it is in it’s infancy stages.

Agenda Item 6: Other/New Business
Daniel Ignacio, Chair

The TBI registry subcommittee will provide Elizabeth with a list of potential data elements to compare with the data elements already being collected once the committee members agree on the data elements.
The committee members will submit their data elements to DOR and a master list will be prepared to review at the next meeting, due October 11, 2019.
Daniel will provide the link to the National Trauma Data Bank (NTDB) data elements.
Next registry subcommittee meeting proposed for November 8, 2019.

Agenda Item 7: Public Comment
None

Agenda Item 8: Adjournment
Motion: It was moved/seconded (Ignacio/Omalu) to Adjourn meeting.
Meeting Adjourned at 2:32 p.m.
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