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TBI REGISTRY SUBCOMMITTEE TELECONFERENCE Minutes

MARCH 14TH, 2019, 11:00 am – 12:00 pm

Teleconference Information
Teleconference: 1-866-725-1892
Participant Passcode: 4204052#
I. Welcomes and Introductions
Present: Daniel Ignacio, Steven Chan, Bennet Omalu, Henry Huie, Katie Shinoda, Carrie England.

II. Updates:
1. Purpose of Subcommittee-- Create a proposal to begin to create a traumatic brain injury registry.
2. Subcommittee Timeframe – 
i. Administration for Community Living grant is a 3-year grant and California was given 3 years to develop a registry.
ii. DOR to conduct research on existing registries in other states to group and discuss at next scheduled registry subcommittee meeting in April.
iii. April 2019
1. Formalize questions to create a set of standardized questions.
2. Begin collecting information using standardized questions.
iv. May 2019
1. Report back information and discuss strategies.
2. Reformulate questions per feedback, if needed.
3. Collate information to create proposal for May 20th, 2019 full advisory board meeting.

III. TBI Registry Questions to formalize
1. What database programs do you use?
2. How do you collate data? Online or in-person? 
i. Consider accessibility for participant to reduce inadvertently excluding.
3. HIPAA compliance and informed consent? Procedures/systems in place to ensure.
4. How do you encourage participants to become involved?
5. Is it a closed system? What is the entry point for patients?
6. What support is needed? Financially? Staff?
7. How is the registry funded? Maintained?
8. What are exclusions/inclusion criteria? Severity? Location/Settings?
ii. Are participants from different settings entered in the same manner? 
iii. Who will enter the data? Doctors? Consumers?
9. What variables would we collect?
i. Health status?
ii. Health care received at any given time?
iii. Areas of prevention?
iv. Kinds of injury?
v. Severity?
vi. NIH Clinical Trials definition of “registry”

IV. Board Members with Potential Registry Contacts:
1. Dr. Steven Chan 
2. Dr. Maheen Adamson
3. Dr. Katie Shinoda
4. Daniel Ignacio
5. Dr. Bennet Omalu

V. Other
1. [bookmark: _GoBack]Bennet Omalu discussed need for legislation to make participation in registry compulsory for Doctors and Hospitals; recommended approaching legislators to get bill sponsored while also addressing permanent funding.
2. Phil to poll subcommittee to schedule next meeting date. Potential dates are April 11, 12, 18 or 19 from 11am-12 noon.

VI. Public Comment
none

VII. Adjourn
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