Traumatic Brain Injury (TBI) Advisory Board
Meeting Minutes
Date 11/18/2019
10:00am to 4:00pm

Location: Department of Rehabilitation, Conference Room. 242
Address: 721 Capitol Mall, Sacramento, CA 95814
URL: http://www.dor.ca.gov/boards-and-committees/TBI

Contact person(s):  
Tanya Thee, 916-558-5870, email: tanya.thee@dor.ca.gov
Carrie England, 916-558-5866, email: Carrie.England@dor.ca.gov
1. Call to order 	10:00 am
Dr. Maheen Adamson, Co-Chair			

2. Welcome and Introductions 			 
	Dr. Maheen Adamson, Co-Chair

Board Members (present):
· Dr. Maheen Adamson, Defense and Veterans Brain Injury Center and Stanford School of Medicine 
· Dr. Bennet Omalu, Bennet Omalu Pathology 
· Eric Williams, Folsom Fire Department and TBI Survivor
· Dr. Steven T. Chan, Physical Medicine and Rehabilitation (PMR) at Kaiser Permanente
· Daniel Ignacio, St. Jude Brain Injury Network and TBI Survivor 
· Kim Baker, Love Your Brain foundation 
· Dr. Katie Shinoda, Mercy General Hospital 
· Todd Higgins, Disability Rights California and TBI Survivor 
· Dr. Henry Huie, Santa Clara Valley Medical Center 
· Dr. Charles Degeneffe, San Diego State University (SDSU)
· Lili Whittaker, Kensington Foundation and Mother of TBI Survivor 
DOR Staff (present):
· Victor Duron, Acting Deputy Director, Independent Living and Community Access Division
· Carrie England, Section Chief, Independent Living and Assistive Technology and Traumatic Brain Injury
· Karl Ortega, Assistive Technology Grant Administrator
· Tanya Thee, Traumatic Brain Injury Grant Administrator y
· Scott Harris, Department of Rehabilitation

Board Members (absent):
· Dr. Stephanie Kolakowsky-Hayner, Icahn School of Medicine 
· Susan Hansen, C.E.O. of the San Diego Brain Injury Foundation (SDBIF) and Caregiver 

Member of Public:
· Robert Jeromin, Independent Living Center of Southern California
· [bookmark: _Hlk516669033]Ana Acton, FREED
· Joanna Mendoza, Central Coast Center for Independent Living (CCCIL)
· Alice Buchanan, Disability Rights California
· Anna, Disability Rights California

3. Evacuation Plan/Housekeeping 		
DOR Staff, Nathan Shulkin gave a brief summary of emergency exits and procedures.
DOR Staff, Tanya Thee gave a brief summary of meeting rules and procedures.

4. Public Comment 					
	Dr. Maheen Adamson, Co-Chair

Any member of the public wishing to speak on an item not on the agenda should let the Chairperson know at this time (not to exceed 3 minutes). 

Ana Acton with FREED, would like to add an update on working with PG&E shutoffs and going to people’s homes, especially those that might have equipment.  Working on getting people power backup generators and batteries or sending people to hotels during shutoffs.  There is another planned shutoff this week affecting approximately 200,000 people in Nevada and Yuba Counties. 

5. Action Item: Approval of Minutes from August 22, 2019 Board Meeting (Act and Discuss)
Motion: It was moved/seconded (Ignacio/Degeneffe) to approve the August 26, 2019 meeting minutes. Motion was approved by an 11-0-0 vote. (Yes – Members: Adamson, Baker, Chan, Degeneffe, Higgins, Huie, Ignacio, Omalu, Shinoda, Williams, Whittaker (No – Members: 0), (Abstain – Members: 0). Motion passed 11-0-0
		
6. DOR Updates					
Carrie England, Staff Services Manager II
	(Independent Living, Assistive Technology, and Traumatic Brain Injury Section, Department of Rehabilitation) 
 Board was informed we are still waiting to hear who will be filling the Independent Living and Community Access Division Deputy Director position vacated by Irene Walela, Victor Duron is the Acting Deputy Director at this time.  Also made an offer to fill a limited term Associate Government Program Analyst position in the Assisted Technology program and anticipate the staff will start in December, totaling 12 staff in the Independent Living and Assistive Technology Section (ILATS) to cover five programs. Staff was able to attend the Independent Living Conference in Garden Grove, California hosted by the California Foundation for Independent Living Centers (CFILC). Hope to send more DOR staff next year and would like TBI board members to also attend . In September, Karl Ortega and Daniel Ignacio were sent to the National Association of State Head Injuries Administrators (NASHIA) conference in Kansas City, Missouri. Todd Higgins also attended the conference on his own. They provide information to State Governments on national trends, best practices and state contacts. We are renewing our membership so we can allow more representatives to interact with them. Shared the news that a conditional offer has been made by the State Independent Living Council (SILC) to me, Carrie England, as their next Executive Director, this will allow the DOR and the SILC to develop a greater partnership.

Updates from Victor Duron, Acting Deputy Director:
(Independent Living, Assistive Technology, and Traumatic Brain Injury Section, Department of Rehabilitation) 
Statewide response to the Public Safety Power Shutoffs (PSPS) and the emergency responses to the wildfires. The public utilities have been performing targeting power shutoffs to reduce the likelihood of massive fires. These shutoffs have had a tremendous impact on those with disabilities and TBIs on a greater scale than anyone anticipated. The State of California has put together a group of representatives from different departments under Health and Human Services to help coordinate the different services and partners across the state and reach the people with the greatest needs. We can make sure to reach those in need by leveraging data and putting resources in place as we know outages will occur and with the TBI registry, we can make that connection with our program and the needs of vulnerable Californians. Wildfire season is an annual event going forward, we will make sure we are prepared. By learning where people are that have durable medical equipment, deaf, blind and those with TBI we can have the data so we can find ways to communicate appropriately in the case of an evacuation.
	Thoughts or consideration from the board?  
Dr. Steven Chan asked Ana Acton how FREED reached out to the vulnerable population in the area. FREED was able to reach out using their database which and overlaid with the map of the outage area and going forward it’s a standard intake question to pre-identify people who may be affected. 
Katie Shinoda stated the depth of information needed should be considered.  In our subcommittee discussions we haven’t reached talking about the individual needs of people yet and have focused more on number of consumers and extent of injury to direct public policy. 
Victor Duron stated that the registry would gather unidentified data and even that can help with allocating resources based on county/city to inform policy or distribution of resources. 
Dr. Bennet Omalu made the suggestion for public and private partnerships. The power companies would reach out to the government for information on certain areas that have higher needs for 24-hour power, such as hospitals.
Victor Duron stated that there have been discussions about how to share the responsibility with private entities.

Olmsted Advisory Committee Meeting – Named after Supreme Court Olmsted decision that reaffirms the rights of individuals with disabilities to live in the least restrictive setting. In California, the Secretary of Health and Human Services is the leader of a committee that brings together leaders from different state departments, advocates, family members and community organization members to talk about how ensure that those with disabilities have access to the least restrictive living setting that is most integrated in their community and not institutionalized, if that is their choice.
Three priorities:  California for All, integrating services, and focus on California’s most vulnerable populations, which all align with the work of our TBI Advisory Board. One item discussed was how to track people as they move through systems and how our TBI Registry connects with this. 
It is suggested that the board discuss having a member of the committee listen in on the Olmsted Committee meetings to ensure TBI consumers are part of the conversations and coordinate the efforts of different groups such as Alzheimer’s Brain Task Force, the Master Plan on Aging Advisory Committee. There was a discussion among members on making sure TBI is involved in all conversations.
Dr. Maheen Adamson suggested the board look at the resources available to bridge the gaps between dementia and TBI.
Victor Duron stated there is a lot of emerging research about the incidence of head injury of formerly incarcerated or otherwise justice involved.
Daniel Ignacio stated a common thread of all the different populations identified is cognition; although dementia is progressive, TBI can also be progressive if the trauma is repetitive. Homeless is another population that has a high TBI percentage of 70% of the 20%-53% of all homeless that have any type brain injury. There are six major risk factors for homelessness and all six are symptoms that result from a brain injury.
Victor Duron stated that homeless, aging, justice involved are all populations that the California administration is identifying as priorities. 

California Advancing Innovation in Medi-Cal (CalAIM) is looking out how it can change Medi-Cal to be more proactive, preventative, cost effective, whole person care approach to help improve outcomes thru innovations, modernization and payment reforms. Medi-Cal waivers are an extremely complex and complicated issue that may be of value to TBI. It would be valuable for the board or members of the community to keep an eye on what CalAIM is doing to see if there is an opportunity for partnership and close the loop between conversations that are happening separately.
Todd Higgins stated he has knowledge of Medi-Cal waivers and it would and a good discussion for the Sustainable Funding committee.
Ana Acton from FREED stated that the Master Plan on Aging is rolling out and there is an advisory committee and two sub-committees, long-term services and support committee and research committee. There is a master plan website, google ‘together we engage’; the meeting calendar is posted and anyone can comment on the plan via the website.

Victor Duron introduced Mark Erlichman, Deputy Director Vocational Rehabilitation Employment Services, to make the connection from service providers to the DOR vocational office. He is available for information and resource to ensure vocational services are accessible to those who need it. 

7. California Traumatic Brain Injury (CATBI) Presentation Ana Acton and Dan Clark Presenting		
The seven centers that receive funding from the DOR to provide TBI services are FREED, Mercy Outpatient Rehabilitation Center, Services for Brain Injury, Central Coast Center for Independent Living, Jodi House Brain Injury Support Services, Independent Living Services of Southern California and St. Jude Brain Injury Network.  The group meets monthly to strategize around TBI and services to ensure there is a model that is effective for the communities that is focused on advocacy. CATBI was a pilot project developed in 1988 to look at community models that would be best to service the TBI population. 
CATBI has developed a social media initiative and working on legislative work. Would like the board to review AB398 and SB398 to look at some of the issues that need to be addressed to make them better. There are currently seven legislatures who ae interested in working with TBI and assisting with supporting TBI activities as additional funding is always needed. 
The need for community re-integration services is a vital role the seven sites plan. Often consumers are not receiving services until an average of two years after the injury. Having the linkage between diagnosis and injury to community services. Working with the family and consumer about life with a TBI. Supported living wrap-around services are very comprehensive and ongoing similar to the regional center services (who can spend $150,000 per consumer, which is the full annual amount a TBI center gets). FREED serves approximately 60 consumers a year with $150,000. While the DOR offers vocational services, the centers also provide vocational services also offers vocational services because TBI consumers’ needs much more support and assistance than traditional employment services. 

Ana had looked at some of the Medi-Cal waivers several years ago and one of the mandates of SB398 is to look into developing a Medi-Cal waiver but that did not happen. Would it be a TBI waiver or would consumers have to access multiple waivers, which they are not eligible for. Right now a waiver has to be picked and hope that the particular waivers has the right services that are needed. TBI consumers normally need services from multiple waivers. Maybe take the developmental disability (DD) waiver and make people eligible later in life if they obtain a TBI. There is a Legislator who has worked on bumping up the age for TBI at regional centers from 18 to 21 and although the increase is not a lot of years and help everyone, it would be beneficial for some as a lot of the services of the DD waivers would benefit those with a TBI, especially severe TBIs. The assisted living waiver will help pay for assistive living services for those on medi-cal but are only available in certain counties and is it really the appropriate place for those who are 18-21. Most consumers do not have the nursing level of care required for the acute hospital waiver and would exclude most TBI consumers that need re-integration services. The multi-purpose senior services program for those over 65 and some of the services could be beneficial for those with TBI but most do not qualify because of age. 

The community based adult services (CBAS) waiver has an age restriction of 18 and limited availability, provides case management and other services. It is required that the mental health issue was present before the TBI in order to receive behavioral health services waivers. FREED, CCCIL and ILCSC are all independent living centers and are required to serve anyone regardless age and type of disability. They cannot simply apply the independent living services of those with a physical disability to those with TBI due to the cognitive disability. This required bolstering services and changing delivery service models to meet the need. The gaps in services requires the centers to help consumers navigate all the issues and help braid together core services or other services they qualify for. It makes no sense that these services are not statewide.

Todd Higgins made point that the board will need to discuss the work needed to review AB398 and SB398. Dan stated it is just a request for review as it may be beneficial in the TBI board work and there may be areas to improve through the board.

8. Advisory Board Mission and Vision Statement  
Dr. Maheen Adamson, Co-Chair 
Mission statements define an organization’s purpose and define objectives. Statements are set in the present tense and explain why you exist as an organization both to the members and to the public. Statements tend to be short clear and powerful. Vision statements also define the organization’s purpose but also focus on goals  tend to uplifting and inspiring, even if an organization changes it’s strategic, the vision statement will often stay the same. 
The board developed and approved the following mission statement: 
· The California Traumatic Brain Injury (TBI) Advisory Board collaborates with stakeholders to advise state leadership on policies to advance sustainable programs, education and services for individuals with TBI, their families and support systems.


9. Approval of the TBI Advisory Board Bylaws    
	Dr. Maheen Adamson, Co-Chair
The board discussed articles 1-5 and various notes were taken but more edits needs to be made at the next meeting, after which the final draft will be proposed for a board vote and adopted.

10. Board Internal Business (700/Ethics, Sustainable Funding members,                                                        State Plan members, 2020 Meeting dates)		         
	 DOR Staff, Tanya Thee
The board was reminded of the requirement for all board members to complete Ethics training and the Form 700 (Statement of Economic Interests)

An additional sub-committee was established to identify sustainable funding for the TBI program. There is no requirement on how many members need to be on each committee or how many committees each member must be part of. Dr. Bennet Omalu nominated Kim Baker, for which she graciously accepted, to lead the Sustainable Funding Sub-Committee. The following members volunteered to join the Sustainable Funding committee: Dr. Bennet Omalu, Daniel Ignacio, Todd Higgins and Lilli Whittaker. The final sub-committee for developing a state plan that will guide the TBI program, will be established at the next board meeting. Dan Clark recommended to keep the state plan simple. The board can use the Independent Living state plan as a sample.

The 2020 board meeting date scheduling was decided to be finalized outside the board meeting via a survey so members can review their calendars. The meetings will be scheduled as recurring in February, May, August and November. The idea to have meetings in various locations statewide was welcomed by the board.

11. Subcommittee Reports       
Registry Subcommittee lead, Daniel Ignacio
The registry committee met with Elizabeth Winward and Tom McGinnis from the California Trauma Registry. They use the National Trauma Data Bank (NTDB) which leaves out a large percentage of TBIs as it only captures data from hospitals and emergency rooms. Elizabeth and Tom offered to pull data for the committee to review once the committee has a list of data elements they would like to capture. Some of the elements are severity and mechanisms of injury, contact information and symptoms.
Dr. Steven Chan would like to get whatever data is available to get the registry started. Then the board members with medical system connections could possibly work with the medical systems to continue to build the registry.
Dr. Henry Huie agrees with Daniel and Dr. Chan because a full registry that would capture all consumers statewide would require legislative backing, starting with what is already available is a good start.
Dr. Maheen Adamson stated that the Veterans Affairs have a large database that would also be a benefit to the registry.

Needs Assessment Subcommittee lead, Todd Higgins
The committee finalized a list of eight questions that will be used to gather information from partner states and their needs assessment process. A project planning tool has been developed to track tasks the committee is working on. The committee is also working on their mission statement that will be finalized at the next committee meeting on December 3, 2020.
Daniel Ignacio has a contact from New York that would be useful to the committee.
Dr. Charles Degeneffe stated there is a strong reliance on the use of the internet and in rural areas (such as what Alaska did) was that for those that didn’t have internet access, the consumer would use the computers at the library. Another option was to partner with public organizations that could also gather data for the survey. Survey costs are minimal. Contacts were obtained from public organizations and mass social platforms and media. 
	
12. NASHIA Debrief			
	  Daniel Ignacio, Member and Karl Ortega, DOR Staff
The National Association of State Head Injury Administrators (NASHIA) annual conference was held in September 2019. Kim Baker and Todd Higgins also attended through their respective organizations. Difficulties with assessments is a national issue, which we are also discussing in California. NASHIA is a great resource center for all states. A learning collaborative team is an opportunity for the advisory boards to have national recognition, it was recommended that members of our board join a learning collaborative team. In Alabama, there is a registry system that flags TBIs and a care package is automatically sent. In Missouri, $2.00 from every traffic ticket is sent to a head injury fund. The West coast states are behind other states with other TBI programs but the other states are very willing to help lead the way.

13. Summary and Action Items				
  DOR Staff, Tanya Thee
· Reviewed and approved the meeting minutes from August 26, 2019
· Carrie England and Victor Duron provided DOR updates
· Ana Acton and Dan Clark provided an overview of the CATBI group
· Created and approved the TBI Advisory Board mission statement
· Created the new sustainable funding committee
· Daniel Ignacio provided an update for the registry committee
· Todd Higgins provided an update for the needs assessment committee
· The board’s by-laws were edited and be finalized at the next meeting
· Daniel Ignacio and Karl Ortega provided an overview of the annual NASHIA conference
· A survey monkey will be sent out to schedule the 2020 meeting dates
· The state plan committee will be created at the next meeting
· The board’s vision statement will be created at the next meeting

14. Public Comment	
None				

15. Adjournment motioned by Todd Higgins and second by Dr. Steven Chan at 3:33 pm.
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