


Department of Rehabilitation Traumatic Brain Injury Registry Subcommittee Meeting Minutes
Tuesday, September 8, 2020
3:00 pm. – 4:00 p.m., video/call-in meeting

Committee Members (present):
· Dr. Katie Shinoda, Dignity Health and Mercy General Hospital
· Dr. Bennet Omalu, Bennet Omalu Pathology 
· Dr. Henry Huie, Santa Clara Valley Medical Center 
· Dr. Steven T. Chan, Physical Medicine and Rehabilitation at Kaiser Permanente
· Dr. Maheen Adamson, VA Palo Alto Health Care System and Stanford School of Medicine
· Daniel Ignacio, St. Jude Brain Injury Network and TBI Survivor (Chair)

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

Members of the Public:  
· Dan Clark, Community Advocate
· Vincent Martinez, Santa Clara Valley Medical Center and TBI Survivor
· Jerry Chen, Santa Clara Valley Medical Center and TBI Survivor

Call to Order
Chair Ignacio called meeting to order at 3:02 p.m. and reviewed housekeeping items. 

Agenda Item 1: Welcome and Introductions
Lead Ignacio led introductions.

Agenda Item 2: July 6, 2020 and August 3, 2020 Meeting Minutes
Lead Ignacio 
Asked for any discussion on July 6, 2020 meeting. Member Chan asked that meeting minutes be sent within two weeks of meetings. This had already been agreed to at a different meeting. Motion/Second to approve July 6, 2020 minutes Members Adamson/Shinoda. (Yes votes) – Members Ignacio, Shinoda, Adamson, (No votes) – 0 (Abstain votes) – Members Chan, Huie, Omalu.  3-0-3 Passed 3-0-3 as only three were present at the meeting.

Motion/second for August 3, 2020 minutes Members Huie/Chan. (Yes votes) Ignacio, Huie, Adamson, Omalu, (No votes) - 0, (Abstain votes) - Chan, Shinoda   Passed 4-0-2
Agenda Item 3: State Partnerships
Lead Ignacio introduced April Turner is the State Injury Coordinator with the State Department of Rehabilitation (DOR) in Alabama.  
· They oversee the trauma registry and hold federal ACL TBI grant.  Registry was established in 1999.  
· Cases go through the Department of Public Health (DPH) and then postcards are sent out to consumers (moderate/severe) to see if they would like services.

Questions/Answers
Member Omalu asked if registry receives only moderate/severe case information, are the milder cases that lead to other issues (psychiatry, mood disorders, homelessness, suicides, etc.) addressed?   
Those do not get referred for services. They are entered into registry but not referred for services. Injuries that come through the emergency departments (ED) do come to the DOR. There are quarterly meetings with the hospitals to ensure they have the most current information for TBIs. Information is included in the consumers discharge papers to provide information with service linkage. There is a need for expansion, but the registry is not funded, but hope to in the future.
 
Lead Ignacio asked who runs the meetings with the hospitals?
It depends on the center, could be case managers, nurses, social workers, and trauma surgeons in some case. Meetings are run by DOR and she makes sure that all the documentation necessary is captured. Services are also advertised through social media and waiting room televisions. Milder cases are typically not referred because they are in and out of the ED quickly. It has been a challenge to keep staff informed of services due to the turnover from COVID-19.

Not many consumers would be reached without the registry. Currently approximately 4000 a year being served and most of them are not insured so would be sent home with nothing without services if not for the registry.

Public Member Dan Clark asked where are the other cases coming from?  
Most referrals come from four, level one (trauma) hospitals. The registry is designed for hospital referrals. DOR serves anybody with blunt force trauma so referrals can come for many other sources (community programs, etc.). The DPH system manages all the state registries for other illnesses/injuries.

Member Chan asked about the history of the TBI Registry, who applied for the grant and how was it pushed through.
Alabama Act 98611 passed in May 1998 required all hospitals in Alabama to submit data related head and spinal cord injury cases to the Alabama DPH. Subsequently, the Alabama Head and Spinal Cord Injury Registry was developed to collect data on patients who sustained moderate to severe brain, spinal cord or other debilitating injuries. Patients who suffer specific injuries as listed in the ICD-10 codes must be reported to the registry. The Alabama Trauma Registry was established in 1999 and is voluntary. The Head and Spinal Cord Injury Registry is mandatory. There was no money for funding of the registry in the beginning. Reports are pulled from the Alabama Trauma Registry and also the Head and Spinal Cord Injury Report which goes through all the data. April will send us report. 

Service Linkage Meetings – were added on afterwards for rehabilitation, disability management and workforce re-entry. Afterwards it was opened to all registry referrals who choose to have service. Case Management (care coordination) provides a Master level certified rehab councilor that provide services in the home once there is a registry referral and can also refer them out for other services.

Public Member Dan Clark asked how many members of the DOR in Alabama are focused on TBI? How accessible are neuro psyche evaluations in Alabama? Is it as difficult as in California where it is too costly? 
Only two because the TBI program is not funded except for the Impaired Drivers Trust Fund (DUI) and provides the four rehab care coordinators that cover the entire state. April runs the registry and her assistant sends out registry letters, they do the work as state workers. The care coordination program can also refer qualified consumers to the vocational rehabilitation of the Alabama DOR. Alabama is in the same situation as California in regards to neuro psyche evaluations, there is a lack of certified registered neuro psychologists in every state, there are less than ten in Alabama and they usually only service those who have had a stroke or dementia. There is one neuro psychologist accessible through DOR that we pay a fee to, but only for initial injuries unless they obtain a referral through vocational rehabilitation. Pediatrics have up to a three/six month backlog because there are only one or two pediatric neuro psychologists at the Children’s Hospital.

Lead Ignacio asked about the timing on sending out postcards to new registered consumers? 
They are sent out within two weeks of when DOR gets their information from the registry. 

Member Shinoda asked how the time the trauma centers enter the consumers data correlates to when the injuries take place.
DOR contacts trauma centers routinely to follow up on consumers being added to the registry, typically three/six months. Five years ago, information was one/two years old. If information is not being entered monthly, it can get too hard to get caught up. Currently working on a systems change grant with Mental Health and are screening those with mental health for TBIs and have never received services. 
 
Agenda Item 4: Data Elements Update
Lead, Ignacio 
California’s Trauma Registry is very similar to what we learned about Alabama’s registry. The most recent data available is quarter one from 2018 and there were some insights:
· 68% male to 32% females
· Alcohol was involved in over 66% of intakes
· About 55% of cases that went into the registry could have had a head injury but do not know for sure
· There are 17 Model System states that report their data to Craig Hospital in Colorado, California is not one of them. California does have a longitudinal follow up center at the Santa Clara Medical Center
· Cognitive Variables – there are no codes for those
· Many individuals were not insured
Still trying to get additional data from 2017/2018.
Member Shinoda brought up that if we could get an entire year of data it would help us make an initial recommendation. 
California has 81 trauma centers as opposed to Alabama having four.

Agenda Item 5: Project Plan Tracker
DOR, Tanya Thee No new updates currently

Agenda Item 6: Other/New Business/Action Items
Lead, Daniel Ignacio 
No new business.

Agenda Item 7: Public Comment
Member of the Public, Dan Clark stated that Member Omalu had asked a question about standards of care. Dan sent an email to Member Omalu with some information. Member Omalu offered to give phone number so they can discuss later. 

Agenda Item: Adjournment
Motion to adjourn – Members Shinoda/Huie. Meeting adjourned at 3:00 p.m.
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